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PREFACE                                                                                                                                                        
According to the World Health Organisation, more than 500 million persons, ten percent of the world’s population, experience some type of disability (United Nations (UN), 1993).  In Britain alone, there are over six million disabled adults:  approximately 400,000 live in some kind of communal establishment;  there are 500,000 persons with hearing impairments;  about one million blind persons and a further two million partially sighted;  there are an estimated four million persons with mobility problems;  and around 500,000 have a learning disabilities (Office of Population Consensus and Surveys (OPCS), 1995).  In Northern Ireland, the proportion of disability in the population is higher.  The Policy Planning and Research Unit Surveys of Disability (1992) showed that around 40,000 people under the age of 60 years, ‘have levels of physical or sensory disability which significantly affect the quality of their lives’.  The Department of Health and Social Services (DHSS) (1995) Review of Policy for People with a Learning Disability, reported that in 1992, the latest year for which information is available, there were over 8,000 people with learning disabilities known to its health and social services boards in Northern Ireland.

These statistics show the enormous numbers of people with disabilities.  They do little, however, to illustrate the magnitude of difficulties experienced and the problems faced.  Many of these difficulties and problems are not related to medical conditions.  On the contrary, it is the existence of physical and social barriers which prevent the integration and full participation of people with disabilities into their communities which causes them to lead segregated lives, deprived of their rights.  The UN (1993) warned that:

It is essential to rid ourselves of any feelings of pity or commiseration.  We are not dealing with a strictly humanitarian problem, still less with a situation requiring our charity.  Far from that, the treatment given to disabled persons defines the innermost characteristics of a society and highlights the cultural values that sustain it.

This research project is concerned with the treatment given to people with learning disabilities living in Northern Ireland.  Although people with learning disabilities are more prone to some medical conditions than people who do not experience learning disabilities (Mencap 1999), the research is interested in the social, rather than the medical aspects of their lives.

The report of the research is presented in three main phases.  Borrowing from Polit and Hungler’s (1997) typography, the Conceptual Phase covers background to the work and will present a literature review.  The Empirical Phase presents a statement of research aims and covers the methodology employed together with rationale for its selection.  The Interpretive Phase presents the study’s findings and discusses them in relation to previous work and theoretical perspectives.  This Phase also considers the implications of the findings and acknowledges the study’s limitations.

The Conceptual Phase covers three chapters. Chapter 1 sets the context for the discrimination challenged by the UN above.  The literature review, which draws heavily on the work of several writers (ie: Hollander, 1989;  Ryan with Thomas, 1991;  Morris, 1993;  and Gelb, 1995), traces the evolution of Western thought about learning disabilities and considers the social, economic and medical philosophies behind societal prejudice and consequent social exclusion experienced by people with learning disabilities today.  

Chapter 2 acknowledges that the formal system of support for people with learning disabilities and their family carers is the domain and duty of professional workers.  The literature review considers the ways in which social policy and professional intervention has changed as philosophies about the nature of learning disability have evolved.  

Chapter 3, defines discrimination and looks at the difficulties faced by reformers in their campaign to enact legislation which will combat the discriminatory treatment and social exclusion experienced by people with learning disabilities.  This chapter, drawn particularly on the work of Liberty’s Simanowitz (1995), and that of Dickson and White (1993), will also consider the extent and effectiveness of current anti-discrimination legislation in the United Kingdom and Northern Ireland.

 The Empirical Phase relates to methodology.  Chapter 4 presents a literature review and offers a rationale for the chosen methods.  Chapter 5 describes the process involved in the current study.

The Interpretive Phase presents and discusses the findings of the study.  Power and control was the dominant theme addressed by people with learning disabilities;  this is discussed in Chapter 6.  Chapter 7, discusses the inequality and discrimination issues highlighted by the study.  And Chapter 8 presents a brief final discussion and offers conclusions, implications and limitations of the study.

CONCEPTUAL PHASE

CHAPTER 1

LITERATURE REVIEW:  a brief history of Western perceptions about learning disability

1.1
Introduction

The literature review is presented in three chapters.  Chapter 1 considers the perceptions of learning disability in Western society and will be explored in a historical context.  This chapter will show that ancient perceptions continue to influence prejudiced attitudes and discriminatory behaviour today.   Chapter 2, is a literature review of changing social policy and professional intervention as philosophies about the nature of learning disability have evolved.  The final chapter in the Conceptual Phase, presents a brief literature review of the international, national and regional legislation enacted to combat the discriminatory treatment experienced by people with disabilities and considers the extent of its success.

At this time, people with disabilities, living in Western communities, are demanding the right to full and active citizenship.  Although not widespread, some people with learning disabilities are following the lead of their peers with physical disabilities, and are campaigning for social inclusion and human rights.  This chapter looks at the history of changing perceptions in the West and acknowledges that this exercise constitutes the history of people with learning disabilities themselves.

History parallels with Western art and literature in that depictions of people with learning disabilities are sparse.  That this group of people have not merited attention in these spheres, is indicative of a general lack of interest in their lives and their plight. And, according to Ryan with Thomas (1991) historical accounts of learning disability that do exist, tend to be concerned mainly with institutional and legal landmarks or they deal with the deeds of great men.  They note that Kanner (1964), in presenting useful historical information about the care and study of learning disability, gave little sense of social process, of why events took place, or what developments were taking place in society generally.  Most historical accounts of learning disability begin with the growth of medical science in the 18th century and the establishment of the first schools and asylums in the mid 19th century.  Everything before then, is seen either as a blank slate, or barbarous;  everything since, as progress, except for the custodial period of the early 20th century.  This approach fails to report the complexities of the past and denies that the philosophical, medical, educational and legal issues addressed then, continue in the present.  Debate about the humanity of people with learning disabilities, and principles governing treatment, illustrate uncertainty about the value, status and place in the world for people with learning disabilities.  

The three chapters of the Conceptual Phase present a diverse literature of the historical, social and legal issues surrounding the experience of learning disability.  They illustrate a mire of ignorance, prejudiced attitudes and discriminatory behaviour against this minority group.  They also trace the struggle towards equality and demands for a brighter future.  

The aims and potential outcomes of the current research, in terms of its contribution to theory and practice, will be useful to the people involved in this struggle.  The current political changes in Northern Ireland offer an opportunity for its citizens to participate fully in all spheres of public life.  If successfully met, the aims of this study will show that people with learning disabilities can be part of these changes.  The study aims to give an opportunity for some people with learning disabilities to speak about their experiences of inequality and discrimination.  In this way, evidence will be gathered about the lived experience of learning disability and presented in a form useful to activists and policy makers alike.  It is hoped that the democratic approach to the current research will also offer a model of good practice and will, therefore, encourage not only further research, but inclusivity in personal decision making processes, social policy and political accountability.

On reviewing the literature, language describing people with learning disabilities, while reflecting contemporary attitudes and perceptions, is offensive by today’s standards of political correctness.  The dilemma for current writers is that acceptable terms for today, used in a historical context, are incongruous.  Here, the unsatisfactory but conventional solution of applying language to the times, has been adopted.  Quotations will, of course, be reported in original form and fashionable descriptive and labelling words will be used in context.

1.2
‘In the beginning ...‘

Given that western civilisation is based on the beliefs and philosophies of the Judean/Christian tradition, it is essential to begin the exploration of Western perceptions of disability and, in particular, learning disability, with biblical teachings.

According to Harrison (1995), there are no reported instances of learning disability in the New Testament although people with mental ill health, epilepsy, physical disability and disease are well documented.  It is possible in the society of two thousand years ago, that people with learning disabilities did not survive into adulthood.  It is also possible that they were hidden by families, or were not distinguishable as different.  For whatever reason, the lack of reference to learning disability in Christian teachings, effectively excludes huge numbers from the concept of the ‘brotherhood of man’.  Moreover, in the Old Testament, people with ‘blemish’ were expressly excluded from their God.  Leviticus 21.17 presents God’s voice saying to Aaron: ‘Whosoever he be of thy seed in their generations that hath any blemish, let him not approach to offer the bread of his God.’  The neglect of the New Testament, in addition to the assumptions and teachings of the Old Testament, undoubtedly had a most profound and negative effect on perceptions of people who are physically and learning disabled.

Gelb (1995) traced the 19th and 20th centuries’ philosophies of degenerationism and eugenics directly to the assumptions of the Old Testament.  He argued that the first, and more important, assumption that ‘humanity and animals [brutes] were different creations separated from one another by a vast qualitative gulf’, made distinctions between what was truly ‘human’ and what was not.  Genesis, 1.25 and 1.27 says: 

God made the beast of the earth after its kind, and the cattle after their kind, and everything that creepeth upon the ground after its kind ... And God created man in His own image, in the image of God created He him ...
The second assumption, which Gelb (1995) argued, ‘helped to ignite medical degeneracy’, was that ‘human beings had fallen from an original state of grace’.  Although Darwin’s (1874) theory that human groups had evolved from a primitive state into a civilised one, is now generally accepted in secular societies, the assumptions of the creationist theory have consistently dominated thinking about, and influenced behaviour towards, people with learning disabled people to the present day (Gelb, 1995).

1.3
Pre 18th century

Ryan with Thomas (1991) noted that before the 18th century, ‘discussions of idiocy are scattered and fragmentary’.  And while there may have been exceptions in some cultures, eg:  in pre-Christian Ireland, under the Brehon laws there was a sympathy towards people deemed to be ‘natural born fools’, who were exempt from certain punishments and exploitation (McConkey, 1997), the few accounts available, focus on mainstream writings.  Ryan with Thomas (1991) quoted Paracelsus (1567), a Swiss physician whose account implies contemporary negativity towards fools.  Wishing to establish full humanity, Paracelsus proposed a more kindly interpretation of the Christian position and argued that fools, being nearer to God, are, in God’s eyes, superior to other people.  They differ from ‘wise men’ because the ‘animal body’ they inhabit has been marred.  He said, ‘... the wisdom that is also in fools, like light in a fog, can shine through more clearly’.  And, unlike other early writers, Paracelsus did not blame parents for the birth of fools.  He viewed their existence as an illustration of how mankind has lost God’s perfect image.  Ryan with Thomas (1991) cited Saint Augustine concurring with the notion that the existence of fools is a consequence of the evils of mankind, and a punishment for the fall of Adam and other sins.

In the Middle Ages and before, the myth of changelings explained the birth of children who were deformed or in some way different.  The brothers Grimm (1812, 1815) told how ‘fairies stole a mother’s child from its cradle, and in its place laid a changeling with a big head and staring eyes who wanted to do nothing but eat and drink’.  Changelings were not human, nor were they born of human women.  They came from the under-world of ‘envious demons, elves, fairies etc in exchange for the stolen human child’ (Ryan with Thomas, 1991).  In this folklore, responsibility for fools was beyond the control, and therefore, the blame, of ordinary people.

Changling stories were embellished and handed down through the ages.  The Christian form was gruesome.  Martin Luther believed that it was the devil who stole the human child and substituted himself (Haffter, 1968).  Haffter (1968) reported that, for Luther, ‘the devil sits in such changelings where the soul should have been’.  Changelings were ‘more obnoxious than ten children with their crapping, eating and screaming’.  They were ‘just lumps of flesh with no soul’ and Luther recommended killing them because they were ‘incarnations of the devil’.  

Absence of soul, and over-dominant bodily functions were associations with fools and idiots that remained familiar till the end of the 19th century.  It is noteworthy too, that Luther reintroduced the notion that disabled children were a punishment for the sins of parents, blaming those ‘who did not fear God enough, who bore illegitimate children, had bad thoughts, or cursed their offspring’ (Haffter, 1968).  Also in the Middle Ages, it was common knowledge that offspring who were ‘different’ were the result of sexual intercourse between a woman and the devil.  Indeed, giving birth to a child who was deformed or different, was sufficient evidence that the woman was a witch.  Ryan with Thomas (1991) noted that blaming the mother was a recurrent theme in the 19th and early 20th centuries.

Cranfield (1961) reported scattered references to cretins in medical literature from the 16th century onwards.  He said that by then, the link between cretinism, goitre and drinking water was known and discussed.  Nonetheless, cretins, who were particularly numerous in some valleys in the Swiss Alps, were regarded by the people of the valleys as angels from heaven, a blessing to their families and incapable of sin.   Ryan with Thomas (1991) quoted Coxe’s (1779) account of Swiss cretins who excited interest and speculation.  He said they were:

... deaf, dumb, imbecile, almost insensitive to blows, and carry goitres hanging down to the waist;  rather good people otherwise, they are incapable of ideas, and have only a sort of violent attraction for their wants.  They abandon themselves to the pleasures of the senses of all kinds and their imbecility prevents them seeing any crime in this (p.94).

Cretins, believed to be semi-human, enjoying their animal nature, were accused of sensuality and immorality.  They were seen as a separate sub-species, comparable to ‘albino Negroes and other alleged curiosities’ (Ryan with Thomas, 1991).  Ryan with Thomas (1991) noted that this account of cretinism foreshadowed writers in the 19th century who made ‘ethnic comparisons of idiots with so-called primitive people’.  Because cretinism is a clear example of an environmental factor in ‘idiocy’, Ryan with Thomas (1991) wondered that:

... this knowledge does not appear to have modified subsequent theories on the hereditary basis of idiocy, nor to have encouraged much investigation of other possible environment or endemic causes (p.94).

These authors perceive this as but, ‘one example of the general bias in the whole field towards any kind of hereditary explanation’.  Thus, in the 17th century, thinkers remained perplexed as to how fools could be born to intelligent parents.  Cranfield (1961) quoted Willis, a 17th century English physician, who supposed that ‘apart from accidents at birth, there was something defective in the material supplied by parents for reproduction’.  For Willis, these defects arose from behaviour which affected reproduction.  Rather than viewing disablement as a punishment for past sins, Willis made somatic connections.  He is paraphrased in Ryan with Thomas (1991):

Parents might do too much studying and reading, causing them to be ‘weakly prolific’, too much energy being directed to the mind as opposed to the body.  Or there may be ‘somatic insults’ to the bodies of parents through intemperance, drunkenness, effeminacy, luxury or excessive youth or age (p.95).

Willis was also one of the earliest thinkers to consider brain impairment as an explanation for what he called ‘stupidity’.  And unlike other thinkers, he did not argue that the fool’s condition reduced his or her human character.  He recognised, like Paracelsus, that while the condition could not be cured, both physicians and teachers could alleviate it.

By the end of the 17th century, early appeals for public provision for idiots were being made.  In vain, Daniel Defoe (1697) called for the creation of a hospital for ‘natural fools’ to be paid for by a ‘tax on learning, levied on the authors of books, on the grounds of a kind of natural justice’ (Ryan with Thomas, 1991).  While Defoe likened fools to animals for the apparent ‘deadness of their souls’, he advocated that good care be taken of them, and viewed that their existence was a price to be paid to God for His bounty.

1.4
18th and 19th centuries

The 18th century saw the Age of Enlightenment in Europe.  Jean-Jacques Rousseau (1712-1778) was one of the contributors to the Enyclopedie, which received opposition from the Jesuits and was suppressed for a while.  This publication set out to display the totality of knowledge as it was then conceived:  the Enyclopedie was meant to be, and was viewed as, the epitome of the age of reason.  Chomsky (1987), discussing Rousseau’s (1755) revolutionary writings, said that Rousseau extolled the savage who ‘lives within himself’.  For Rousseau, the noble savage who ‘lived in a natural state of virtue’, had been corrupted by civilisation.

Prior to this time, education of idiots had not been considered a matter of public concern or debate.  However, as the effects of the European Enlightenment swept into every institution in society and Itard’s experiments in France with the ‘savage boy’ became known, calls echoing a few earlier writers (eg:  Paracelsus, 1567;  Willis, 17th century;  Defoe, 1697) to improve the ability and alleviate symptoms of idiocy began to be made and considered seriously for the first time.  Itard’s work with the ‘savage boy’, ‘Victor’, inspired the early educationalists who were keen to work on the assumption that all idiots could learn something.  Seguin (1846), who influenced Maria Montessori, the reforming educationalist of the 20th century,  brought urgency and action into the debate.  He said that, ‘While waiting for medicine to cure idiots, I have undertaken to see that they participate in the benefit of education.’  An article in the Edinburgh Review (1865) declared, ‘All cannot be equally improved, but it is rare to discover a single instance where some benefit is not imparted.’  These people were not interested in what caused the conditions of idiocy.  Instead, the first schools and asylums for idiots were established by people concerned with education.  And it was in the context of funding proposals for education, that the strongest claims for the humanity of idiots were made.  Although, as Ryan with Thomas (1991) noted:

... such claims about the humanity of idiots were part of the reforming initiative of the mid-nineteenth century, they were made in such a way as to keep alive the possibility that idiots might not in fact be fully human (p.94).

Despite Seguin’s (1846) categorical convictions on the ‘essential humanity of idiots’, he described them as:

... fashioned in the shape of man, but shorn of all other human attributes, breathing masses of flesh ...  In this wreck of powers, one human irresistible tendency or impulses is left him;  for as low as we find him, lower than the brute in regard to activity and intelligence, he has ... the external thing towards which his human centrifugal power gravitates.  This shows he can form of himself a connection with the outside world or can be helped to do so.

In this time of reform, so soon after the Age of Enlightenment, the aim of education of idiots still was to lift them from a near animal state.  Ryan with Thomas (1991) quoted three educationalists of the time which shows this:  Seguin (1846) said, ‘There is not one of any age who may not be made more of a man and less of a brute by patience and kindness directed by energy and skill.’  Esquirol’s (1895) stated aim was the ‘removal of the mark of the brute from the forehead of the idiot’.  Howe (1848) thought that the ‘lower the degree of endowment, the more nearly the look approaches that of animals’.

In America, early efforts to help ‘feeble-minded’ people were limited to children and youth.  The trustees and superintendents of the Barre School in Massachusetts and the Massachusetts School for Idiotic and Feeble Minded Youth in the mid 19th century, ‘were firmly committed to an educational and rehabilitative ideal’ (Tyor and Bell, 1984).  Schreerenberger (1984) noted that the educational programmes of the early residential schools attempted to improve intellectual functioning and moral character.  The purpose of the schools was to prepare the feeble-minded to live as independently as possible after leaving care.  Similar reports were made in England.  Ryan with Thomas (1991) reproduced an excerpt from a report on Highgate Asylum in 1850 a few years after it was opened, which gives a sense of what was being achieved.  After describing the mayhem, ‘at the first gathering of the idiotic family’, the writer goes on to say:

Some who witnessed the scene retired from it in disgust and others in despair.  How very different the impression is at present many can testify.  Here is now order, obedience to authority, classification, improvement and cheerful occupation.  Every hour has its duties;  and these duties are steadily fulfilled.  Windows are now safe, boundaries are observed without rules, and doors are safe without locks.  The desire now is not to get away but to stay.  They are essentially now not only an improving but a happy family.  And all this is secured without the aid of correction or coercion (Ryan with Thomas, 1991, p.94).

During this era of optimism, force was disapproved of, patience and firmness was the recommended teaching practice, psychiatry was concerned with moral treatment and rejected physical coercion.  Although not widespread, and reliant on the practice of exceptional innovators, radical educational methods were developed which are similar, in many ways, to work carried out currently.  As Ryan with Thomas (1991) pointed out, psychologists in the last thirty to forty years ‘have had to rediscover much of what was already known and practised by the 1860s.  

1.5
Custodial legacy

The hopeful promise of reformers and their institutions was not sustained.  The asylums, hailed just a short time earlier as hopeful, cheerful, improving places, quickly became the repressive, custodial, overcrowded and brutal places, familiar into the late 20th and early 21st centuries.  Despite, and perhaps because of, the often quoted declaration of the ‘potential’ humanity of idiots, they once again came to be regarded as ‘less than fully human, a scourge and a danger to human society’ (Edinburgh Review, 1865).  

There are many reasons why the asylums and schools failed.  The three most often noted by contemporary writers were:  (i) the hopelessness of the people they were developed to help;  (ii) the increase in the numbers of people they were developed to help;  and (iii) the unrealistic ideals of the educationalists.  The mistake made then, and continues to be made, was not that the ideas about education were wrong, but that the ideas were divorced from social reality.  The social reality then, was that the industrial revolution meant people could no longer be looked after within, and integrated into, working-class or peasant families.  Numbers were increasing as definitions widened to include people labelled as ‘feeble-minded’.  The shift from agrarian to urban community living,  together with the quasi-empirical way of detecting intellectual impairment through IQ testing, and the development of universal education supported this trend.  Public institutions for the old, sick, insane, criminal, young as well as ‘idiots’ were part of the social change of this time.  And the ancient and widespread fear that feeble-minded people were dangerous and immoral mitigated against their return to their families and communities.  In America, as in Britain, most people ‘proved unenthusiastic or unwilling to encourage that return’ (Hollander, 1989).  According to Ryan with Thomas (1991), the social reality was that this group of people were not considered valuable enough to warrant expenditure of sufficient resources.  And without resources, they were doomed to a life of segregation and custody.  In the philosophies and practices that were subsequently developed, perceptions of idiocy and feeble-mindedness shifted dangerously from one of personal misfortune, to one of social evil.                                                                                                                                                 

 1.6
Racism and learning disability:  degenerationism

Degenerationism was a pervasive 19th century phenomenon which, according to Gelb (1995), was shaped by two Christian religious assumptions noted earlier (see p.3):   humanity and animals (brutes) were different creations, separated by a vast qualitative gulf;  and  human beings had fallen from an original state of grace.

Creationist degeneracy was put forward to counter the growing argument that human groups had evolved from a primitive state.  Degenerationists attacked Rousseau’s notion of the noble savage corrupted by civilisation, and argued that aboriginal and other peoples were ‘degenerate descendants of civilized people who were mired in the quicksand of barbarism’ (Gelb, 1995).  

Gelb (1995) noted that evidence was sought to confirm that the ‘savage’ was inferior to Europeans in ‘intelligence, morality, adaptability, longevity, strength, stamina and especially overall health’. The view that humans were created by God in a civilised state was challenged, but arguments of degenerationism continued to be important until the 1860s, when evidence for the progressive development of human culture began to be accepted.  

Acceptance, however, was not complete.  For example, Tylor (1865) argued that while human development had been progressive, degeneration had affected certain groups.  This meant that while scientific advance killed off creationist degenerationism, it gave rise to two other related forms of degeneracy, that of medical/psychiatric and evolutionary.

Medical/psychiatric degenerationism, founded by Benedict Augustin Morel, was a set of ideas which attempted to explain the causes and symptoms of human pathology.  Pick (1989) noted that degeneracy was seen to be caused by sinful living and scientifically confirmed the philosophy of original sin.  Morel’s (1857) ideas were developed to make sense of cretinism, later known to be caused by thyroid gland deficiency.  He argued that the symptoms associated with the cretin and others with severe disabilities were the ‘stigmata of degeneration’ (Werlinder, 1978) and were seen as an evil mark.  With the widespread and popular acceptance of vague degenerationist assumptions (eg:  degenerationist works of literature include Robert Louis Stevenson’s Dr Jekyll and Mr Hyde;  Bram Stoker’s Dracula, H. G. Wells’ The Time Machine and Island of Dr Moreau, and Oscar Wilde’s The Picture of Dorian Gray), nearly any emotional or physical symptom could be an indication of that underlying condition.

Evolutionary degenerationism was the theory which resulted when the ideas of medical degeneration and evolutionary theory combined.  By the late 1800s, degeneration was seen in terms of natural selection.  Lankester (1880) saw that degeneration was a response to the relaxation of selection pressures.  Evolutionary degenerationism explored the ‘limitless’ depths to which the creationist degenerationist knew that humans could sink.  Evolutionary degeneration theory had once again connected human beings with the animal world.  Gelb (1995) cited Talbot (1898) going so far as to say, ‘Some anomalies found among degenerates recall types less elevated than man, and very distant from him, even his possible Lemurian precursor.’

It is within this culture of evolutionary degeneracy that Down first described the genetic syndrome that bears his name.  Gelb (1995) cited Down’s (1866) lecture which introduced the ‘possibility of making a classification of the feeble-minded, by arranging them around various ethnic standards’.  The lecture mentions the great Caucasian family, the Ethiopians, white Negroes, Malays, people from the South Sea Islands, original inhabitants of the American continent and the great Mongolian family.  It was to the Mongolian family that Down drew special attention.  In illustration of his classification system and explanation of how parents of one racial group can give birth to a child with a mental retardation who was a retrogression to another group, he remarked that, ‘a very large number of congenital idiots are typical Mongols.’  Although there is controversy about whether Down was a racist (see, for example:  Schreerenberger, 1983;  Ferguson, 1995;  Gelb, 1995), his claim that he had provided ‘examples of the result of degeneracy among mankind’, is evidence that he worked within the culture of evolutionary degeneracy theory.

The ethnic form of classification was not confined to Down.  For example, Tredgold (1908) said he could distinguish Negroid, Grecian, Egyptian and American-Indian types of ‘mental defective’.  The theory of ethnic classification was put forward at a time when the scientific world was fascinated by ideas of biological evolution and Britain was ‘successfully’ colonising what was referred to as ‘uncivilised’ parts of the world.  Anthropologists of this time, attempted to place tribes and races in evolutionary order ‘according to how primitive and ape-like they appeared’.  And, according to  Ryan with Thomas (1991), when this classification system was applied to the study of mental deficiency, “Idiots were seen as manifestations of the ‘lower nature’ of civilized man, barely kept under control by the forces of society.”  Shuttleworth (1895), an asylum superintendent, showed the popularity of such notions with his observation that, ‘when the inhibitive nerve power is weakened, the lower nature is apt to assert itself’.

The perceived animal nature of idiots in the late Victorian era became focused on identification of sexuality with the animal part of human nature.  Idiots were now considered dangerous.  They were seen as degeneration of the purity of the human race, ie:  the European race, and they were thought to revel in their animality.  As Gelb (1995) noted, “Palaeontologists had long sought the ‘missing link’ between humans and low species.  Mental deficiency experts believed they had found it.”

By the end of the 19th century, the distinction between the human and the animal was that humans had moral capacity and animals did not.  Those who did not display moral sense were labelled moral imbeciles.  And, in a twist of logic, the imbecile was said to be responsible for the social mischief that had previously been seen as the result of degeneracy.  

In tracing the “chain of theological and scientific reasoning that led to the linkage of mental retardation with the evolutionary ‘mark of the beast’”, Gelb (1995) showed that it was through the category of moral imbecility that ‘evolutionary degeneracy became synonymous with mental retardation in the early 20th century’.  The social ills of the late 19th and early 20th centuries were linked with mental deficiency:  ‘idiots’ were regarded as the effect and cause of all social degeneration.  

1.7
Social Darwinism/Eugenics

The publication of Darwin’s (1859) Origin of the Species, led to the principle of natural selection being applied to humans and to society throughout Europe and America.  In the early 20th century, social Darwinism in England, Germany and America “questioned the wisdom of ‘medical care for the weak’ on the grounds that this would encourage such people to survive and reproduce who would otherwise not survive” (Morris, 1993).  

Sir Frances Galton applied Darwin’s theories of natural selection to humans.  And rather than wait for nature to take its course, Galton (1869) proposed the process of eugenics which would improve human qualities through selective breeding.  The process of eugenics was two-fold.  First, positive eugenics encouraged people with desirable characteristics to breed;  and second, negative eugenics discouraged from breeding, ‘those people who were manifestly unfit’ (Antonak, Fielder and Mulick, 1993).  People were ‘discouraged’ through deportation, restriction of marriage and involuntary sterilisation.  Euthanasia was debated but rejected (Van Wagenen, 1914).  The tool used to implement the eugenic policies was the Binet-Simon scale of intelligence.

According to Antonak, Fielder and Mulick (1993), eugenicists in the United States identified people with mental retardation as the root cause of the social decline.  Morons were viewed as ‘a menace of society and of civilization’ (Goddard, 1915) because their IQs would not allow them to function in contemporary society.  By 1928, Goddard had rejected the value of eugenics as a cure for the social decline.  But it was not until 1939 that the 7th International Genetics Congress issued an official statement which condemned Galton’s theory of eugenics as pseudo-science, without scientific merit.  The statement also condemned Galton’s racist policies in the guise of genetic theory (cited in Antonak, Fielder and Mulick, 1993).  

In the meantime, the policies of sterilisation, euthanasia and prevention, influenced by social Darwinism/eugenics, had a great and adverse effect on the lives of people who were intellectually impaired.

1.7.1
Sterilisation

At the end of the 19th century, the Eugenics Education Society in Britain claimed that the talents of the British people were in decline and made several attempts to enact compulsory sterilisation legislation.  Unlike its American counterparts, the eugenics movement was unsuccessful in its ultimate goal in Britain, where the preferred policy was one of containment.  Ryan with Thomas (1991) showed that it was successful, however, in prompting the establishment of the National Association for the Care and Control of the Feeble-Minded to function as a pressure group for segregation and prevention of parenthood of ‘defectives’ in 1896.  In 1908, the Radnor Commission was set up to make legislative recommendations.  In 1913, the Mental Deficiency Act introduced compulsory certification for people admitted to institutions as mentally defective.  Wood (1929), in a report of the Mental Deficiency Committee warned that ‘mental defectives’ were still a threat.  Categorising the poor, the sick, the insane and other ‘social inefficients’ as the ‘mental defectives’ which make up the lowest ten percent in the social scale of most communities, Wood (1929) said that:

If we are to prevent the racial disaster of mental deficiency we must deal not merely with the mentally defective persons, but with the whole subnormal group from which the majority of them come.  Primary amentia may be, and often is, an end result - the last stage of the inheritance of degeneracy of this subnormal group.  The relative fertility of this (subnormal) group is greater than that of normal persons (Ryan with Thomas, 1991, p.108).

The next year, the Board of Control (1930) would write:

On racial grounds the undesirability of allowing defectives to marry is too obvious to need elaboration.  ... No one who has any practical experience needs to be warned of the racial danger of breeding from tainted stock ... On these grounds our Board have ... strongly recommended that the marriage of defectives under Order should be prohibited by law (Ryan with Thomas, 1991, p.108).

Lord Brock’s (1934) Report of the Departmental Committee on Sterilization blamed what it called unmarried ‘defective’ women, for producing a high proportion of all defective children and recommended legislation to ensure their ‘voluntary’ sterilisation. 

Although voluntary sterilisation legislation was not passed in England, many such operations were carried out (Ryan with Thomas, 1991).  In America and Canada, legislation allowing compulsory sterilisation was passed.  By 1938, thirty American states and two Canadian provinces had passed sterilisation laws.  Marks (1981) reported that by 1938, 27,000 compulsory sterilisations had been performed.  By the late 1970s, more than 60,000 American people had this surgical procedure performed, involuntarily.       

Many European governments passed similar laws:  Denmark in 1929, Norway in 1934, Sweden and Finland in 1935, Estonia in 1936.  By the end of the 1930s, Czechoslovakia, Yugoslavia, Lithuania, Latvia, Hungary and Turkey followed suit (Morris, 1993).  In Mein Kampf  (1927), Hitler, discussing eugenics, argued that:

The right of personal freedom recedes before the duty to preserve the race.  The demand that defective people be prevented from propagating equally defective offspring is a demand of the clearest reason and if systematically executed represents the most humane act of mankind (p.255).             



Morris (1993) wrote that when the National Socialist German Workers’ Party came to power in 1933, action was taken to rid German society of its institutionalised population.  Immediately the  German Law for the Prevention of Genetically Diseased Offspring was passed.  About 400,000 people, including those labelled ‘feeble-minded’, were involuntarily sterilised during the Third Reich.  This programme ended in 1939.  The Euthanasia Programme was established that year and people were not sterilised, but exterminated.

Whilst compulsory sterilisation ended officially in Germany after the war, the practice and ideology continued elsewhere.  The concept of eugenics was so widespread and so accepted that the allied authorities were unable to classify the Third Reich sterilisations as war crimes:  West German authorities had to pay compensation only if persons could prove they had been sterilised outside the provisions of the 1933 sterilisation law.  

Gallagher (1990) noted the failure of the Christian churches, despite their traditional position on the sanctity of life, to oppose the mass sterilisation in Europe at this time.  The Protestant church participated in the registering and recommending for sterilisation, and, in some cases, carried out the procedure in church-run institutions.  The Catholic Church was formally opposed to sterilisation, articulated by the papal encyclical in 1930.  Nonetheless, the German Catholic hierarchy reached an agreement with Hitler that they would ‘agree to differ on the matter’ (Gallagher, 1990).


1.7.2
Euthanasia

In 1939, Hitler asked Professor Mayer, lecturer in moral theology at the Catholic University of Paderborn, for an opinion on the attitude of the church towards euthanasia.  Responding in the context of mental ill health  Mayer said that an absolute moral position could not be arrived at, and concluded that “as there were reasonable grounds and authorities both for and against it, euthanasia of the mentally ill could be considered ‘defensible’”.  Such ambivalence allowed Hitler to conclude that unanimous and unequivocal opposition from the two churches was not to be expected and ordered the Euthanasia Programme to start (Sereny, 1977).
    

The Committee for the Scientific Treatment of Severe, Genetically Determined Illness first prepared for the killing of ‘deformed and retarded children’,  then set up the adult euthanasia programme in 1939 to carry out the extermination of ‘die Vernichtung lebensunwerten leben’ (lives not worthy of living).  It was this programme that developed the technology for mass killings which was to be used for the Holocaust (Proctor, 1988).    

During World War II, Nazi Germany was not the only country attracted to the ‘prospect of state sanctioned killing of people with mental retardation (Hollander, 1989).  In 1941, the American Psychiatric Association considered a proposal for a programme of euthanasia for the ‘hopelessly unfit’.  The editorial board of the American Journal of Psychiatry noted that the main problem with euthanasia was the ‘sense of obligation on the part of the parents towards the defective creature they have caused to be born’.  Neither the American Psychiatric Association nor the American Journal of Psychiatry adopted the proposal.  Still, as Hollander (1989) noted:

... that serious consideration of the proposal was given by the editors of one of the nation’s preeminent professional journals only serves to underscore that ‘mercy killing’ of members of a class of citizens with disabilities was never so discreditable an idea that it could simply be written off as the proposal of an insignificant fringe group of ‘kooks’ (p.53).

While ‘mercy killing’ was not officially sanctioned, the practice of withholding life-sustaining measures for people ‘with mental retardation’ or suspected of being ‘mentally retarded’ led the American Association on Mental Retardation to issue a position paper on the topic.  The undated paper stated that:

The existence of mental retardation is no justification for terminating the life of any human being or for permitting such a life to be terminated either directly or through withholding life-sustaining procedures (Hollander, 1989, p.34).

Hollander’s (1989) argument that euthanasia was considered as an option to solve the problem of the ‘feeble-minded’ has been attacked by Heifetz (1989) who accused Hollander of employing ‘revisionist history’ constructed from ‘scattered fragments of the thinnest tissue’.  However, Elks (1993) not only supported Hollander’s position, but went further and argued that although euthanasia was not legalised, the practice ‘may have been unofficially implemented ... by means of poor conditions characteristic of large custodial institutions and their high rates of mortality from infectious diseases, especially tuberculosis’.

Elks (1993) highlighted the presence of poor conditions and lack of attention in institutions from the eugenics perspective of the period, and argued that ‘unsanitary conditions were condoned through neglect and/or indifference or were even actively encouraged’.  Further, he argued that the connection between eugenics and hostile environments was known, and cited Malthus (1826) who blatantly recommended unhealthy environments for regulating the mortality of the poor.

For people with learning disabilities, euthanasia remains a threat.  In 1980 Wolfensberger wrote of:

... [a] major new calamity [that] now looms over the current scene ... the powerful gathering of forces that would assault the very lives of people who are profoundly, severely, and even moderately affected;  and the beginnings of systematic and large-scale ‘death-making of  afflicted people (p. 172).

For Wolfensberger (1980), the involvement of the medical profession in ‘a new wave of death making’, which includes ‘the abortion of potentially handicapped fetuses, the withholding of basic (and potentially life-saving) medical procedures, and massive overdoses of psychoactive drugs’, place increasing numbers of people with learning disabilities at risk of euthanasia.

1.7.3
Prevention

Learning disability can be prevented either before birth, or after.  This section considers evidence from studies done in Britain and America which validate Wolfensberger’s warning.

Antenatal prevention

When abortion is discussed, people generally take one of two positions, (i) opposition to abortion; or (ii) support of the woman’s right to choose.  And during the last decade, there has been little change in public opinion regarding the morality of the procedure (Glover and Glover, 1995).  However, when the foetus is diagnosed with genetic or chromosomal disorders, public opinion shifts dramatically in favour of abortion.  Further, the number of women receiving diagnostic tests continues to increase despite recent studies indicating an ‘increased risk of spontaneous abortion and limb deformity following some testing procedures’ (Sumner, 1994).  

Proponents of prenatal diagnosis and selective abortions put forward five arguments for their position:  (i) it benefits the individual woman and her family;  (ii) it benefits society because such procedures have an eugenic effect in eliminating defective genes from the gene pool;  (iii) it reduces the financial burden to society;  (iv) it is preventative medicine;  and (v) the foetus has a right to be born healthy (Pueschel, 1991).  The second argument regarding the eugenic benefit to the population vindicates Wolfensberger’s (1980) position concerning the medical profession’s involvement in ‘death making’.  Hershey (1994) was concerned also that while prenatal testing appears to empower women to make reproductive choices, ‘... it is actually asking women to ratify social prejudices’ by: (i) buying into ‘obsolete assumptions’ about the child’s future;  and (ii) making a statement about the desirability or relative worth of her child.

Glover and Glover (1996) cited geneticist Francis Collins who said that abortion based on the results of genetic testing is ‘troublesome’ and could lead to abortions for ‘merely undesirable characteristics, such as gender’.  Collins argues that such abortions may cause the loss of persons who might be of great value to society.  It is unlikely, however, that this argument will be extended to consider, for example, the foetuses carrying the chromosome impairment of Down syndrome.  And here is the really ‘troublesome’ point.  Once a condition such as Down syndrome is diagnosed, it seems that moral and ethical issues need no longer be considered.

In America, the economic argument hides the moral and ethical issue.  A few years prior to Wolfensberger’s (1980) warning, Stein, Susser and Guterman (1973) reported that ‘almost total prevention of Down syndrome could be achieved by screening all pregnant women using amniocentesis’ and selective abortion’.  They argued that, ‘the ideology of public health endorses total prevention as a desirable objective’ and that the ‘lifetime care of severely retarded persons is so burdensome in almost every human dimension that no preventative programme is likely to outweigh the burden’.  The proposal was rejected because of its economic and practical implications rather than moral grounds.  Moreover, Stein and Polkes (1973) were convinced that ‘many parents especially those in high risk categories, for instance mothers over 40 years ... would chose to abort a mongoloid child rather than let it come to term’.  Etzioni (1973) stated that Down syndrome is such a ‘severe affliction that the decision of what to do about it is relatively straightforward’.

In Britain, Steele (1993) acknowledged that prenatal diagnosis could be beneficial in helping parents and professionals prepare for the birth of a child with Down syndrome.  He went on to report that the presumption amongst doctors is that all such diagnosis would lead to termination.  The findings of Stanworth’s (1989) survey showed that 75 per cent of consultant obstetricians questioned, required women to agree to abort the foetus before they would give the diagnostic test.  Stanworth (1989) is concerned that ‘information that should be a resource for parents ... becomes an instrument of population control’.

Postnatal prevention
Williams’ (1995) review exposed the medical practice of extending measures to prevent learning disability to after the birth of the child.  He quoted Kuhse and Singer’s (1985) description of Dr Leonard Arthur’s trial for the attempted murder of an infant with Down syndrome:

Evidence was given in Dr Arthur’s defence by a number of highly respected senior members of the medical profession.  Dr Alistair Campbell, Professor of Child Health at the University of Aberdeen, stated that he had given similar instructions on a number of occasions so that handicapped infants would not survive.  Sir Douglas Black, then President of the Royal College of Physicians (and incidentally now President of the Institute of Medical Ethics), expressed his view that, ‘it is ethical to put a rejected child with Down’s syndrome on a course of management that will result in its death;  it is ethical that such a child suffering from Down’s syndrome should not survive (Williams, 1995, p.47).

Dr Arthur was acquitted.  Medical and legal opinions state that it is ethical to withdraw life-sustaining treatment from an infant born with Down syndrome and other medical complications.

The policy of active prevention of Down’s syndrome through antenatal screening and abortion, and through postnatal withholding of treatment is to treat the condition as a disease to be prevented.  Clarke (1994) brought humanity into the debate.  In a review of the Nuffield Report on the ethics of genetic screening, he argued that:

When thinking about a individual who has Down’s syndrome it is not possible to consider them as a person who just happens to have Down’s syndrome, as I might think of someone who just happens to have a cold.  We can easily image such a person without their cold, but it is surely impossible to think of a person with Down’s syndrome without their Down’s syndrome.  Having Down’s syndrome is an integral part of their personhood (p.15).

Clarke (1994) concluded that Down syndrome is not a disease, but one way of being human.  In a similar argument, Argent (1984) said that Down syndrome, ‘Is not an illness, it is a variation on the human condition, a different kind of normality.’  Stratford (1989) argued that, ‘The beginning of Down’s syndrome is with Genesis, the creation of human life.  Down’s syndrome is not a disease, it is part of our rich and varied biological inheritance.’

Barnes (1991) widened the debate to include people other than those who experience Down syndrome, and echoes Wolfensberger’s (1980) warning of ‘death making’ medical professionals.  Barnes (1991) noted that the main thrust of preventative human genetic research at present, ‘is to improve our ability to identify disabled people early enough to ensure they are not born’.  Further, the social acceptability of this procedure where there “’is substantial risk’ that the child will be ‘seriously handicapped’ (undefined in the Abortion Act) constitutes an example of discrimination against disable people”.

1.8     Post World War II

After the eugenics catastrophe of World War II, perceptions toward people with learning disabilities softened.  Unfortunately, the new attitudes still failed to recognise the full humanity and citizenship of this group of people.  According to Ellis (1990), it was thought that sympathetic and protective treatment was ‘owed’ to people with learning disabilities because they were perceived as ‘perpetual children, forever innocent and lacking in any significant abilities’.  This paternalistic approach gave way to the notion that disability was a medical issue and what could not be cured, should be contained, segregated and hospitalised.  The resulting custodial era is discussed in Chapter 2.

1.9      Conclusion


This chapter considered the history of people with learning disabilities and illustrated the distressing nature of their lives.  Their conditions have been labelled as fools, idiots, changelings, defectives, brutes, feeble-minded, degenerates and worse.  They have been perceived of as wholly good, wholly evil, not worthy of life.  In the past, philosophies and policies have condemned people who have learning disabilities to lives of misery and even to death.  These philosophies and policies are still around though many suppose that this is a more enlightened and informed society (McConkey, 1994).

Gates (1997) has called for workers to stop hiding ‘behind professional titles and instead be with people acknowledging their uniqueness, integrity and the inherent value that they bring to us all’.  The next chapter considers social policy in relation to people with learning disabilities and considers whether it is influenced by enlightened thinking or by the ancient and fearsome philosophies of the past.

CHAPTER 2

LITERATURE REVIEW:  social policy and professional intervention 

2.1
Introduction

Currently, professionals working in the field of learning disability are experiencing profound changes in their working philosophies, policies and practice.  Debates on the strengths and weaknesses of hospital or community living have been around since the 1960s.  Discussions and dialogue about the future of hospitals are carried out in inter-professional teams, and arguments about whether services should develop along the lines of care or control, continue unabated.  There is also discussion about the need to create inter- or multi-disciplinary teams, a special learning disabled service and profession, even a special governmental department.   

This is different from the early professional interventions which began in the mid 19th century.  As the previous chapter shows, prior to that time the plight of people with learning disabilities was a matter of religious pontification, philosophical and medical debate, academic interest and public curiosity.    

2.2
Development of professional services

Professional services for people with learning disabilities over the past 150 years have both reflected and created contemporary philosophies.  At times, professionals have fed public negativity and prejudice; at other times, they have been in the vanguard of change and enlightenment.  Some reformers argued that people with learning disabilities are not so different from other people and should, therefore, not be treated differently in terms of opportunities and rights, at the same time, catering for their specific needs.  Other professionals emphasised the differences and argued for segregated living, as the goal of reducing difference is impossible, either because potential is so limited, or it is not desirable (Ryan with Thomas, 1991).  Neither of these positions question society’s failure to accept and integrate people, whatever their difference.

 2.2.1
The medical profession

Alongside the failure of the early educationalists to accept the humanity of their pupils, the medical profession came to dominate treatment of, and thinking about, learning disability.  This was in some way due to the introduction of the Mental Deficiency Act 1913, which, for the first time, clarified and made distinctive, mental ill health and mental deficiency, and the development of what was considered to be an objective tool to measure intelligence.  

Although Binet’s intelligence measuring scale was developed to identify children failing in school for environmental reasons rather than intellectual impairment, IQ testing was used to identify people who were considered to be ‘mentally defective’.  By the 1920s, children with IQ scores of less than 50, were excluded from the education system because they were deemed ineducatable.  Until the 1970s in Britain, and the late 1980s in Northern Ireland, people with learning disabilities were treated as ‘mental patients’, and cared for in long-stay hospitals by medical personnel.

According to Ryan with Thomas (1991), the medical profession was not only the instrument for social exclusion, but sanctioned this rejection by ‘producing a whole way of thinking that justifies it’.  They go on:

To categorise mentally handicapped people as ‘defective’ or ‘subnormal’ is to describe them entirely in terms of their supposed pathology, what is wrong with them.  Such descriptions effectively mask other aspects of their social existence, or even deny them any at all (p. 25).

As well as treating various physical problems, eg:  epileptic seizures, spasticity, drainage of excess fluid in the brain, medical professionals administered drugs to control behaviour.  Medical researchers have been more interested in investigating rare disorders than encouraging the prevention of disorders by social and environmental measures.  For example, mercury poisoning (via ingestion of contaminated food by the mother), lead poisoning (via atmospheric pollution of the child), malnutrition of the mother and foetus, and poor antenatal and perinatal care of the mother are all known to contribute to the incidence of learning disability (Ryan with Thomas, 1991).

Despite the medical profession’s dominance over the lives of their ‘patients’, within medicine as a discipline, this work had, and still has, low status.  Ryan with Thomas (1991) quoting from the Royal Commission on the National Health Service (NHS), stated that, ‘Recruitment of doctors is poor both in quantity and quality’.  The Lancet (1974) commented that specialists in this field were often recruited from psychiatry failures.  Further, there were very few eminent careers, hardly any consultancies, and no private practice.  Outside the institutions, general practitioners (GPs) had little tuition and training in this field, and were ill-equipped to deal effectively and sensitively with people who had learning disabilities or their family carers.

The general malaise in the medical profession towards learning disability also affected nursing staff where recruitment and training of sufficient numbers was a problem (Ryan with Thomas, 1991).  As evidence from the General Nursing Council to the Jay Commission in 1979 showed, trainee nurses had often been rejects from general nursing and wastage was high.  Thirty to forty years ago, the recruitment problem was so acute that extensive numbers of nurses from abroad were imported to fill the vacancies.  Ryan with Thomas (1991) noted that this was one of very few jobs for which foreign workers did not require a work permit.  Difficulty recruiting staff to work with people with learning disabilities in Britain is a contemporary as well as historic problem.  In America, the annual turn-over of staff rates in community facilities for people with learning disabilities ranges from 34% to 71%, compared to 18% turnover in large public institutions;  and in a survey carried out in Britain of staff working mostly in National Health Service (NHS) community services, 12% had recently sought employment elsewhere (McConkey, at press). 

A further indicator of the low status of learning disability has been the meagre resources allocated to the hospitals.  According to Ryan with Thomas (1991), only one third of that spent per patient in acute, general and even long-stay care, is allocated to patients in ‘mental’ hospitals.  This cannot be explained by the levels of medical and nursing provision:  the cost of food and the ratio of staff to patients are both much lower than in other hospitals.

2.2.2   The medicalisation of a social problem

The history of medical intervention in the lives of people with learning disabilities illustrates the medicalisation of a social problem.  Research in the 1960s indicated that there was little benefit of this policy to people with learning disabilities and no justification for the lifelong hospitalisation experienced by many (Leck, Gordon, McKeown, 1967).  People had been incarcerated in hospitals even though their needs were not primarily medical, eg:  they had given birth to illegitimate children or were guilty of minor offences.

Medical perceptions stretched beyond the institutions and pervaded the dominant culture and ways of thinking about and explaining behaviour that is different.  The medical model views people with learning disabilities in terms of what is wrong or abnormal with them, rather than how they are affected by their environment, the way others interact towards them, what experiences they may have had in the past, or the social context of any given situation.  This model tends to support the status quo, ie:  the problems of the individual rather than the problems of the environment are blamed for any inadequacies.  And by focusing on the behaviour of the person with learning disability, others do not have to challenge their own behaviour.

2.2.3   The legacy of the medical model

The medical model has also dominated the perceptions, ideologies and work of other professionals.  Psychological theories of ‘defect’ attempt to explore and analyse the differences between people who have learning disabilities and those who are assumed to be normal.  These theories emphasise difference and in what way people with disabilities are inferior.  They also perpetuate the notion of ‘them’ and ‘us’.  Much more beneficial would be consideration of how it feels to be disabled, what way the world is experienced, what inadequacies others bring to social situations, what the similarities of experience are.  Psychology’s obsession with behaviour modification specifically, and learning generally, its attempts to discover whether there is a qualitative or quantitative difference between learning and non-learning disabled people, and how ‘normal’ people can be trained to be, reflects the inclusion/exclusion, normal/abnormal debates that have been around for centuries.  At a more obviously sinister level, this continued debate allows for some legitimacy in the reimergence of degenerationist theories of the 19th century (see Chapter 1).  Within the last decade, American researchers have been arguing in support of a role for animal research in the investigation of what their professionals continue to refer to as ‘human mental retardation’ (see Anderson, 1994; Sevcik and Romski, 1995).

Neither are sociologists immune to the influence of the medical-model of learning disability.  Sociological theories devoted to notions of deviance, conjure up perceptions of people with learning disabilities as ‘menaces, subhuman, childlike, diseased, ridiculous’ (Malin, 1997) and create a similar ideological exclusion as those in psychology.

Other professionals working directly with people with learning disabilities also operate from the medical-model of disability.  For example, the segregated education system is based on the notion that what cannot be cured must be separated and hidden; and people working within the therapeutic model, eg:  physiotherapists, occupational therapists, and language therapists, all recreate the medical-model, in one form or another. 

2.3       Deinstitutionalisation


In the early 1960s, Goffman (1961) wrote about the negative effects of institutionalisation on people with mental ill health, people with learning disabilities and other minority groups.  Goffman’s critique of institutions focused on ‘role dispossession’.  He defined institutionalisation as being ‘robbed of self, having our identity-kit removed and a new one allocated by the institution’.  Goffman argued that the affect of ‘role-stripping’ was ‘so powerful that the individual who was subjected to it would not be capable of normal living when returned to the community’ (Malin, 1997). 

This view, combined with the emerging evidence of ‘poor quality care, disorganisation, and, at times, mistreatment in several hospitals’ (Barr, 1993), led to the decline of the large ‘mental’ hospitals and the ‘total institutionalisation’ of the people who lived and worked there.  

Two newspaper articles in the late 1960s, (see Shearer, 1976) exposed the conditions in Ely and Harperbury Hospitals.  In response to these and other exposures, the government policy document Better Services for the Mentally Handicapped (1971) admitted that people with learning disabilities should not be ‘unnecessarily’ segregated and proposed that hospital places would be halved by 1991, with a corresponding increase in local community care.  Central government planned to decant hospitals over a twenty year period and place people in smaller units from where they would travel to day care centres in the community.  Ryan with Thomas (1991) noted that the policy document promised to upgrade existing hospitals, recommended the end of custodial methods and attitudes, and called for the retraining of hospital staff.  Subsequent policy documents specified minimum standards of space, personal clothing and staffing ratios.  However, it was not until the end of the 1970s that professionals began to consider whether hospitals were the appropriate place for any person with learning disabilities to live (Ryan with Thomas, 1991).

Despite promises to prioritise, National Health Service (NHS) expenditure allocated in the 1970s for ‘mental handicap’ services dropped, and the appalling physical conditions and understaffing continued to attract publicity.  Nursing staff continued to perceive its role as custodial and body-servicing.  Two Enquiry Papers published in 1976, accused hospital staff of ‘a low level of personal care, scruffy and inadequate clothing, and very poor communication, especially at senior levels (Enquiry Papers 4 and 5, 1976).  Further studies, (eg:  Oswin, 1978) revealed instances of the familiar story:  inadequate resources, poor standards of hygiene and care, and lack of specialist services.  

In 1979, the Jay Report called for an end of hospitalisation and a transfer of services to the community with social work training, rather than nursing training, for staff in the residential care units.  This report made it clear that implementation of its proposals would involve increased expenditure and addressed the moral question of budget priorities versus the needs and rights of people with learning disabilities.  Ryan with Thomas (1991) considered the Jay Report to be a ‘ground breaking inquiry, with its vision of a radically different service and a new non-medical caring profession’.  By 1981, however, the Report had been superseded by a government programme of piecemeal changes and small-scale transfer of resources from the NHS and the eventual closure of large hospitals.  The then Conservative government announced its commitment to community care and published plans to facilitate it in a consultative document.  The development of alternative resources was not considered and the DHSS (1981) Report of a Study of a Community, recommended that informal, ie:  unpaid, carers should be at the forefront of any policy of community care.

2.4        Community care

Housing people with learning disabilities in large, isolated institutions had physically excluded them from society.  However, the demand for manpower in America during World War II meant that people, who had been perceived previously as unemployable, were released from institutions to serve with the armed forces or work in factories.  Rosen, Clark and Kivitz (1997) noted that the demonstrable skills of these workers surprised many, and ‘it was their employment capabilities that set the foundations from the growing trend toward deinstitutionalization in the 1960s and 1970s’.  

A spate of legislative reform (see Chapter 3) in the 1970s in England and Wales, and eventually, Northern Ireland in 1987, improved the educational experience of children who had severe learning difficulties, created the right to representation, assessment, counselling and information for people with disabilities, and developed a new frame-work and philosophy for the support and rights of children with disabilities and their families.   Social work units recognised the need for specialised skills and knowledge, and teams began to emerge, ‘not only in child protection work but also in the field of disabilities and mental health’ (Monteith, McCrystal, and Iwaniec, 1997).  The medical model of disability had been challenged by radical social models which define disability in terms of social factors, including prejudice, that create barriers and deny opportunities.  

Community care was designed to offer an alternative, work orientated service, one that could be, according to Barr (1993), ‘flexible and responsive’ and remove the negative factors associated with institutionalised living.  Underpinning the policy of community care is Wolfensberger’s (1972) principle of ‘normalisation’.  According to Malin (1997), Wolfensberger’s reformulation of the principle of normalisation around a social deviance perspective, stressed the importance of the way in which human service organisations are structured.  Wolfensberger (1972) highlighted the dynamics underlying society’s attitudes to devalued groups through the process of labelling and argued that services, ‘operating at both a conscious and unconscious level, [condition] the way society and its professional agents think and behave’ (Malin, 1997).  The principle of normalisation stressed the need to reverse this process of social devaluation.

In the field of learning disabilities, the principle of normalisation has provided an important driving force.  It stresses the right of people with learning disabilities to be treated the same way as everyone else;  it acknowledges that their needs are similar to others’, albeit, they may not be able to meet those needs unaided,  and they may have specific medical or therapeutic requirements (Ryan with Thomas, 1991).  Normalisation has been significant in forwarding policy on closing down long-stay hospitals and supporting change to approaches such as person-centred- planning which identifies the person with the learning disability as the essential focus of attention.  Nonetheless, the principle of normalisation has been ‘criticised for its conservatism, its moral authoritarianism and conformism’ (Malin, 1997).   Ryan with Thomas (1991) noted that ‘convention and conformist lifestyles can be imposed on [people with learning disabilities] in the name of normality’.  They argue that if the right to normality ‘is not to become a whole series of pressures on [people with learning disabilities] to change and conform to other people’s standards, then this right must include both the right and the means to question that normality’.  The main argument against normalisation, however, is that it does not address the forces within society that disempower, devalue and categorise people.

According to Barr (1995), Wolfensberger was “disillusioned by the misapplication of normalisation principles and changed the name of the concept to ‘social role valourisation’ in order to emphasise the need to develop valued social roles for all who are at risk of social devaluation’.  This new term has not been widely accepted and has added to the confusion, with some professionals thinking that ‘social role valourisation’ is a different philosophy from ‘normalisation’ (Barr, 1995).  For Barr (1995), ‘normal’ within the concept is not about making people normal, it is about enabling people to use ‘valued services and opportunities for interaction’ and ensuring that these services and opportunities relate to their physical, psychological and social needs.  

The literature shows that the process of developing valued and effective community provision for people with learning disabilities has been problematic.  A number of writers produced evidence that problems associated with institutionalisation have not been removed (eg:  Allen, 1989;   Lowe and DePiava, 1991; Collins, 1992),  and Malin (1997) noted that community care has been:

 ... characterized by an enthusiasm in rhetoric and in policy documents which has not been matched by a willingness to commit resources to the provision ... of services which might facilitate its development (p. 131).

Petch (1997) commented that ‘community care’ has a chameleon quality, susceptible to different interpretations by different stakeholders.  Fox (1993) described it as a ‘floating signifier’, the meaning of which is continually redefined and rewritten to serve particular factional interests’, and Bulmer (1987) said community care is ‘a shambles’.

Failure to resource reforming services for people with learning disabilities at the macro level of government policy is reflected also at the micro level, in the day-to- day practice of professional people who work with people who are learning disabled.    

2.5       Adult day care services


As noted earlier, it was the demand for manpower in America during World War II (Rosen, Clark and Kivitz, 1997), and not radical policies based on compassion, which set the foundations from the growing trend toward deinstitutionalisation in the 1960s and 1970s.  

During this time, research showed that people with learning disabilities had demonstrated skills which could be integrated into community settings (Stevens and Martin, 1999).  Thus, it was in the context of work, that adult day services in the community were developed.  The notion that people with learning disabilities could participate in paid work had an enormous influence on the development of services:  segregated day time occupation was perceived of by some as a violation of rights (Porterfield, 1988).  Debate began about how people could be helped to engage in paid work, rather than the traditional argument of whether they should have access to activities similar to those of people who are non-disabled.  Sheltered workshops began to teach skills that were expected to lead to integration into culturally normal and valued environments.  

However, options within the sheltered workshop model are restrictive and, according to Gold (1975), the transition to competitive employment for those with severe disabilities was ‘unusual’.  Those for whom the sheltered workshop was a transitional stage, tended to not require much skills training (Whitehead, 1979).  For others attending ‘work activity centres’, Bellamy et al (1986) found that it took ten to nineteen years to gain employment in the community.  Moreover, integration with non-disabled persons was restricted and wages were limited (Stevens and Martin, 1997).

The denial of access to real work became a concern of the National Development Group (NDG).  In 1979, NDG put forward a revised remit of adult training centres (ATCs) as ‘Social Education Centres’ (SECs) which would aim to assist students ‘build on existing skills and abilities, to develop new ones, and to develop as fully as possible as people’ (cited in Kilsby and Beyer, 1996).  This included enabling people to access real jobs and work experience activities began to emerge as part of many day centres’ timetables.  This aim was similar to the training initiatives adopted by the Department of Employment which expected that individuals, once through the training process, would access and maintain paid work in the community.  Porterfield (1988) noted that the shift in many ATCs and SECs to more stimulating and creative activities was welcomed, ‘as was the move of many centre-based activities into community facilities, such as colleges and leisure centres’.  Nonetheless, Kilsby and Beyer (1996), writing about the Welsh experience, reported that by 1992, less than five percent of individuals attending adult training centres had achieved full employment status.  In 1979, Whitehead conceded that ATCs and SECs had not provided an effective means of getting the population of people with learning disabilities to work.

There have been success stories for some individuals.  Beyer and Kilsby (1996) report that, in the voluntary sector, Mencap’s Pathway and the Shaw Trust have provided routes for about 5000 people to enter employment.  In the statutory sector, the government’s Supported Placement Scheme assists more than 4000; the Supported Employment Programme offers placements to an additional 2000.  However, these figures are minimal compared to survey findings that many people with learning disabilities are keen to access and maintain a working lifestyle (Stevens and Martin, 1999).

The failure of adult day services to train its clients for work means a failure to provide a transitional service.  It is in the context of the lack of ‘somewhere to move on to’ that other activities, which will enable people to lead fulfilled lives, are being developed.  Lart (1993) noted that people with learning disabilities are not dependent on day centres:  what they are dependent on is some function that the centre carries out, ie:  social contact, intellectual stimulation, employment. 

Day centres are changing; policies are being developed to empower users.  One of the important engines of that change is the essential life-style planning approach being adopted currently.  Essential Life-Style Planning was developed by Michael Smull and Susan Burke-Harrison, in response to the negative impact of the medical-model and the consequent passivity of the ‘client’ (Mackelprang and Salsgiver, 1996) 

Sanderson, Kennedy, Richie et al (1997) have produced a comprehensive overview of Essential Life-style Planning as it is implemented in Britain.  Crucial to the process and outcome of Essential Life-style Planning, is the recognition that the individual and the people who know him or her best, are the primary authorities on the person’s ‘life-direction’.  In this way, people with learning disabilities, their families and friends, move away from situations where they are directed and dominated by professionals (Allen 1998).   O’Brien and Lovett (1992) recognised that implementation of this approach will challenge traditional service-led policies.  In order to support the kinds of community changes necessary to improve people’s chances for a desirable future, O’Brien and Lovett (1992) argued that:

... virtually all existing human service policies and agencies will have to change the ways they regard people, the ways they relate to communities, the ways they spend money, the ways they define staff roles and responsibilities, and the ways they exercise authority (p. 2).

Milner and O’Byrne (1998) urged professional social workers to be aware of their own oppressive practice.  Allen (1998), working in the context of Northern Ireland, noted that in some local services, the culture remains oppressive.  Rather than nurturing and encouraging people’s dreams, Allen (1998) noted that the discussion of personal issues such as special relationships, marriage, setting up home, were discouraged for ‘fear their family would not approve’ or the person would get ‘hurt’ or fail in their attempts.

The DHSS (1997) document Well into the Future recognised that social exclusion leads to ‘feelings of powerlessness, insecurity, stress and lack of self-confidence’.  It is, therefore, essential that the service provision developed in the context of people with learning disabilities not only encourages, but helps to create social inclusion.

2.6      Community care or family care?

The policy of community care has existed from the advent of the welfare state and, according to Malin (1997), ‘the gap between rhetoric and resources has increasingly been seen as one to be filled by volunteer labour’.

In reality, the gap between rhetoric and resources has been filled by family care, or care by women.  Finch and Groves (1986) described this practice as a ‘double equation’, and noted that the intellectual confusion underlying policy represents a failure to think through the implications of deinstitutionalisation.   Finch and Groves (1986) argued that policy discussion of community care has been confused partly because informal care has been treated as ‘natural’, based on love or duty, and seen as essentially unproblematic.  However, Malin (1997) cited studies which show that carers form the basis of community care policy, and that they are exploited.  He argued that at the root of policies there seems to be the ‘belief that the family is the appropriate unit and location of care’.  It is assumed that privacy and independence are best secured by remaining in the family home and that the family has a moral duty to care.  Moreover, Griffiths’ (1988) report, which formed the basis of the NHS and Community Care Act 1990, argued for the creation of a new occupation of carers to undertake the ‘front-line personal and social support of dependent people’.  Malin (1997) viewed this as ‘a sort of direct attack on the need for expensive professional care’.

Families which include a member with a learning disability, have a tougher than usual time.  Rearing a child with challenging behaviour or caring for a dependent adult puts a strain on the most loving of relationships.  Lower income, overcrowded or unsuitable accommodation, social isolation and fewer holidays or outings (Tizard, 1964), coupled with extra physical work, emotional and behavioural problems, can be overwhelming.  Informal support can be supplied by the extended family members, friends, neighbours; formal support is the domain and duty of the professionals.  

Barr (1996) noted that accurate figures of the number of people with learning disabilities living at home are difficult to obtain because of inconsistencies in the definition of the condition.  The most recent DHSS (1995) figures for Northern Ireland noted that 72% of people with learning disabilities live in the family home or independently, and the others live in statutory, voluntary or private community based accommodation.  This means that about 6,000 families in Northern Ireland offer support to their learning disabled family member and are, in turn, in need of support from social services.

Recent social policy has emphasised the need to involve families of people with learning disabilities in the decision-making process about care and services.  This policy has developed in response to the growth of the advocacy movement with its focus on self-advocacy for the person with learning disability (see p.51);  and the implementation of care planning strategies such as Shared Action planning (Brechin and Swain, 1987) and Essential Lifestyle planning (see Allen, 1998).

Family carers are now the largest group of care-givers to people with learning disabilities and as such form an integral and important part of service structure.  Research has indicated that, at times, difficulties arise when the wishes of the person with learning disability differ from those of the professional or family carers involved (eg:  Hannam, 1988;  McCormack, 1992).  According to Barr (1996):

A process of negotiation between the people involved and the identification of possible options is an integral part of the care management, and share action planning approaches, and may resolve disagreement on priorities.  On other occasions the person with learning disabilities may require support in advocating for their wishes (p.103).

At a time when most family carers were unsupported and left to cope as best they could, it was considered good professional practice in the past for parents and siblings of the person with a learning disability to participate in the care process.  Now, active collaboration in care with family members is a formal requirement enshrined in legislation, ie:  the Children (NI) Order 1995 and the NHS and Community Care Act 1990; and policy documents, ie:  People First (DHSS, 1990), Guidance on Care Management (Social Services Inspectorate, 1991), the Patients Charter (Department of Health, 1992), the Mansell Report (Department of Health 1993) and the Review of Policy for People with a Learning Disability (DHSS, 1995).  This shift from practice, to formal requirement, is considered essential for the negotiated delivery of high quality services.

Thus, structures are in place to assist active involvement of the person with learning disabilities and her or his family, in the care process (Barr, 1996).  However, studies indicate differences in perceptions of need.  Professionals tend to take a medical-model view, and perceive treatment and evaluation of the disability as most important;  whereas parents identified social issues such as parental involvement, education and information, as more important than the treatment of the disability (eg:  MacLachlan, Dennis, Lang, et al,  1987;  McCormack, 1992).  Barr (1996) noted that:

... it is possible that unresolved disagreements on the priorities of intervention will have a detrimental effect on the successful development of active collaboration between parents, people with learning disabilities and professionals (p.106).

In order to develop effective professional collaboration with families in the context of community care, it is essential that comprehensive services are in place.  Just as important are the attitudes of the professional workers.  In this context, Barr (1996) quoted Monach and Spriggs (1994) who commented that:

... as long as professional attitudes are resistant to change, creating the reality of partnership from the rhetoric of professionals and public policy is likely to be a struggle:  but a challenging one in which all must engage (Barr, 1996, p. 107).

Planning for effective collaboration is time-consuming and needs to ensure that the necessary antecedents are in place.  Barr (1996), adapting Henneman, Lee and Cohen’s (1995) work, carried out in the context of nursing, lists a number of concepts that need to be accepted by all involved.  These concepts stress that those involved in the process should be willing partners that experiences of all involved are valued, and that planning and responsibility are shared in the context of a non-hierarchical, power-sharing relationship.  Coote and Jones (1991) pointed out that agreeing general service values is an important first step in collaborative work.  Barr (1996) recognised that voluntary organisations which support families could contribute to the collaborative process by collating views of family members within a geographic area, or on a specific topic.  And noting the essential factor of involving people with learning disabilities in the process of determining service values, Barr (1996) was keen to involve the growing number of advocacy groups to this end.

At an individual level, the needs-led service approach must also focus on care management packages which match the abilities and needs of people with learning disabilities and their families.  The three important issues here are: (i) comprehensive assessment;  (ii) agreement of priorities for intervention;  and (iii) provision of locally-based, and sometimes, innovative services (Barr, 1996).  Clearly, for this work to be effective, the professional worker needs to listen to the views of the person with the learning disability and the family members.  Barnes and Wistow (1994) recorded some instances of professionals selecting from the views received, ‘those messages to which they felt most capable of responding to had the best fit with professional thinking’.

Carers continue to report their circumstances in terms of social isolation and fatigue (Conliffe, 1993).  These issues need to be addressed in any programme of support.  At an individual level, this requires a flexible response which can, initially, identify aims for intervention, and regularly monitor the progress of the collaboration.  Barr (1996) called for clear lines of accountability, including accountability to the family members, in order to ensure that all involved are aware of their role and the expected outcomes are achieved.

While it is not possible to remove all difficulties experienced by people with learning disabilities and their families, it is possible to develop mechanisms which ensure that individual needs are addressed.  It is no longer appropriate to assume that informal family care is essentially unproblematic.  Changes in the Community Care programme, forced by the twin rights campaigns of the family carers on the one hand, and the advocacy movement on the other, have created structures and policies, which focus on personal values and offer democratic participation in the support programme.  These are now enshrined by law and expectations are heightened.  The commitment of government to these policies will be discussed later. 

Todd and Shearn (1997) cited extensive research on the family life of people with learning disabilities.  They described the role parents play in the lives of their sons and daughters as pivotal and multi-dimensional, acting as service brokers (Darling, 1988); organising recreation (eg:  Harris and McHale, 1989), teaching (eg:  Allen and Hudd, 1987); and managing the various tasks and roles (Shearn and Todd, at press).  

Todd and Shearn (1997) found that while family carers dealt with the stigma of learning disability in their own lives, they had often managed to prevent their adult offspring facing it.  It was suggested that in this way the family carers had extended, what Goffman (1968) called, the ‘protective capsule’.  The successful prevention of derogatory definitions of their condition impinging on their awareness means that people with learning disabilities will be unlikely to discover their own social identity as one within a stigmatised role.  This idea is supported by Todd’s (1995) findings that young school leavers with severe learning disabilities, were not ‘aware of themselves as people with learning disabilities and its social implications’.  

Nonetheless, the social meaning of learning disability is illustrated clearly by the exclusion of people with learning disabilities from social roles.  Todd and Shearn (1997) listed research literature in this context:  Koller et al (1988) found that few people with learning disabilities are married; and Brown (1994) discovered strong prohibitions preventing them from doing so.  Evans et al (1994) noted the absence of employment of any kind in the lives of most people with learning disabilities.  Todd et al (1990) found that, although they were active in their community, few people with learning disabilities had personal relationships with people who are not disabled.

Despite these findings and the extent of discrimination in people’s lives, some research findings showed that people with learning disabilities do not necessarily perceive their own exclusion and disqualification from social roles (eg:  Davis and Jenkins, 1993).  A stigmatised life of social exclusion where individuals create and maintain a self-identity at odds with how they are perceived by others, demands a ‘measure of legitimation’ from other individuals in their lives (Todd and Shearn, 1997).

Todd and Shearn’s (1997) work provided insight into the role parents play in providing knowledge of learning disability to their adult offspring.  In general, while parents tended to view their adult offspring as non-adults, they did not view them as children either.  This ‘dilemma of status’ (Hughes, 1971) was accommodated to some extent by the parents opting for a description in terms of adolescence.  Moreover, very few parents felt that their offspring had developed an awareness of themselves as being learning disabled.  

Todd and Shearn (1997) understood this lack of self-awareness in the context of Glaser and Strauss’s, (1967) ‘closed awareness context’, which holds when ‘one interactant does not know either the other’s identity or the other’s view of his [or her] identity’.  In Todd and Shearn’s (1997) study, some parents thought that the condition of learning disability precludes the development of such an awareness;  others thought that their son’s or daughter’s lack of awareness was due to their own parental efforts to keep the condition ‘secret’, in order to protect him or her from the adverse effects such knowledge might create.  Another reason given for nondisclosure, was to build a ‘sense of self and future’.  In Glaser and Strauss’s (1964) terms, they were constructing a ‘false biography’ for their offspring.

Parents are not alone in viewing their learning disabled offspring as non-adult, as ‘innocent’. Peshkin’s (1984) study showed that, while parents recognise that they are holding ‘guilty knowledge’, they recognise also that professional workers fail to take the aspirations of their learning disabled clients seriously.  

Self-advocacy movement

Alinski (1946), first described social movements that use collective and individual activism to bring about change, as ‘people’s organizations’.  Two types of change were referred to:  instrumental, in that change is sought in direct services; and political/social, in that change is sought at a higher level, in social assumptions.   Seen as a struggle for liberation, the self-advocacy movement is a people’s organisation, fashioned on the Black Civil Rights and Women’s Rights struggles of the 20th century.   

The beginnings of the self-advocacy movement are usually attributed to a small group in Oregon, America who, in 1973, coined the phrase ‘people first’ (Perske, 1996).  However, in 1965, Swedish social clubs, or ‘flamslattsklubben’, promoted social training for young people with learning disabilities, in order to provide ‘an existence, as close to the normal one as possible‘ (Nirje, 1969).  In Sweden, adolescents with learning disabilities, as active members of integrated clubs, were encouraged to assume responsibilities for their own affairs.  In Massachusetts, two parallel social clubs, one for men, one for women, developed to the current situation where the members charge a consultancy fee on matters relating to disability services.  Also, the Danish National Association of Handicapped Sports created opportunities for people with learning disabilities to study democracy and take part in direct political action to influence policy.  Danish ‘Culture Conferences’, supported by Landsforeningen Evnesvages Vel (the Danish parents’ organisation), first organised in the late 1980s, currently involve several hundred people studying rights and the politics of disability (Bersani, 1998).

From these beginnings, self-advocacy organisations are now operational at the local, state and national levels in, for example, America, Canada, Australia, Britain, Norway, Sweden, Denmark.  And within thirteen years of the Oregon group’s inception and  production of literature for whoever wanted to read it, the International League of Societies for Persons with Mental Handicaps (1996) published The Beliefs, Values and Principles of Self-Advocacy;  and self-advocates from seven nations and three continents constituted the committee which drew up a manifesto of the self-advocacy movement.  The slogans of the self-advocacy movement illustrate the radical nature of its goal, for example:  ‘Nothing about me without me’ (Bersani, 1998).

The self-advocacy movement has sought justice and representation and, as DeJong (1983) pointed out, resorted to direct action and civil disobedience after failing to get recognition by legal means.  Two examples of the search for justice by self-advocates are: (i) action taken to repeal legislation that allowed for sterilisation of people with learning disabilities without their consent; and (ii) People First, Tennessee, sued the Governor of the State, the superintendent of one of the ‘mental retardation’ institutions, the Department of Health, and the Tennessee Department of Human Services on the grounds that conditions in the institution were illegal and should be closed.  People First did this in the absence of help from professional and parent organisational action, the American Association of Mental Retardation (AAMR), and any university or prestigious legal advocacy firms. 

Bersani (1998) described a five-day international conference, held in Toronto in 1993.  The conference theme was ‘a celebration of successes’ and included stories about leaving institutions, getting out of special classes, meeting and marrying partners, setting up home.  Here is what Bersani said of the event:

For five days ... 1400 people, most of whom bore the label ‘mental retardation’ came together from 32 different nations around the world to discuss the issues around ‘intellectual disability’.  The universality of the issues and concerns raised by the participants was striking.  Men from Japan, women from Australia, people with mild intellectual impairments from England and people with severe and multiple disabilities from the USA all raised the same set of issues, each in their own language and each with their own communication style.  The quest for dignity, privacy, contact with friends, sexuality, being seen as adult and a search for a home of one’s own was pervasive (p. 69).

Bersani (1998) noted that what was lacking from the topics discussed, were those topics usually discussed at conferences about learning disabilities.  He said there was no mention of how to modify behaviour, or control ‘aggressive clients’.  There was nothing mentioned about the relative merits of electric shock versus ‘differential reinforcement of incompatible behaviours’.  And neither was there mention of the economics of reducing institutional population.  The conference was a celebration:  the success stories related were seen as ‘the beginning’.  Self-advocacy is not a type of social club; it is an international social movement.

Fitzgerald’s (1998) work on empowerment for older people with learning disabilities, gave a voice to many of whom had never been heard previously.  The stories told show that few resources are given to providing meaningful daytime occupation and recreational activities for older people.  Many attend adult training centres, ‘which for some may be noisy, distracting and serve no useful purpose.’  Others do not have anything to do during the day.  Fitzgerald (1998) noted that for older people with a learning disability, life is like a lottery, ‘being in the right service whose philosophy is centred on listening to what people ... want can mean the difference between living and merely waiting to die’.  

The lives of people with learning disabilities who do not have a voice are controlled by others.  Fitzgerald (1998) noted, however, that professionals can, with a positive and creative attitude and a drive to facilitate a person-centred approach to services, change things.  Here is what she said:

Where older people have had their entire life dictated by those in authority, either in care situations or protected by family members, and have never been enabled to exercise any control over even the most basic decisions in their lives, empowering them to make decisions and take control of their lives is a long and difficult process.  But that should not be a barrier.  Increasing age does not have to mean increasing dependency and reducing or suppressing autonomy ... age need not be a barrier to discovering a sense of self (p.158). 

2.7      Attitudes and practice of professional workers

Because of the important role that professionals play in the lives of people with learning disabilities, the attitudes they hold, by impacting on their behaviours and language, are critical to the life quality of the people with whom they work.    Further, professional attitudes impact on the way people with learning disabilities interact in other networks.  

One of the roles of the new professionals is to mediate between the person with the disability and their family carers and community, and advocate on their behalf in a variety of community forums (Beckwith and Matthews, 1995).  Gold (1980) showed how these mediation and advocacy roles are impacted by staff attitudes in terms of an expectancy model.  When professional expectations are low, reduced learning opportunities are provided and performance is static.  Therefore, positive attitudes are critical in turning the cycle into one of competency.  

  2.8     Care professionals

The recent growth of community-based residential and day care facilities for people with learning disabilities has had implications for the support staff employed.  The traditional institutions operated a hierarchical system. Community based staff usually have to work in a more loosely defined and independent manner.  According to Kroese and Fleming (1992), community based care workers ‘are required to carry a greater degree and variety of responsibilities and they often work in isolation’.  

The researcher was unable to locate literature investigating care workers’ perceptions and/or attitudes toward people with learning disabilities.  The studies relating to care staff, which has come to hand, invariably considered the effects of their jobs and focus on stress and stress related issues.  For example, Bromley and Emerson (1995) wrote about emotional reactions of care staff working with people who display challenging behaviour; Briggs (1990) was interested in direct-care staff absenteeism; Kroese and Fleming (1992) looked at staff attitudes toward the working conditions in community-based group homes;  Gardner and Rose (1994) studied stress in social services day centre.

Commenting on the difficulties of recruiting and retaining staff, particularly in community residences, McConkey (at press) cited Larson and Lakin’s (1999) findings that the annual staffing turn-over rates in community facilities range from 34% to 71% compared to 18% in large public institutions.  And Hatton, Rivers and Emerson’s (1999) survey of staff working in NHS community services in Britain, found that a high proportion of staff experienced stress levels indicative of mental health problems.

A research culture that ignores perceptions and attitudes of community residential and day care staff towards the people they work with and focuses on the difficulties of the job, indicates that something is wrong.  While it is widely accepted that implementation of the principles of normalisation demands higher staffing levels and a more intense involvement by staff, the literature would suggest that many care workers are burnt out, exhausted.  According to research findings, they become ill, detached and drop out.  Kroese and Fleming (1992) noted that this, in turn, causes difficulties on a service level by creating frequent staff shortages.

Maslach (1982) described ‘burnout’ as:

... a pattern of emotional overload and exhaustion that occurs when people become overly involved and feel overwhelmed by the emotional demands of working with distressed individuals (cited in  Edwards and  Miltenberger, 1991, p.127). 

In describing the development of burnout symptoms, Maslach (1982) noted that once emotional exhaustion develops, workers may detach themselves from emotional involvement as a way of coping.  He suggested that this sense of depersonalisation ‘represents an important component of the burnout syndrome and may even result in helpers acting in callous and dehumanizing ways towards their clients’.  Further, feelings of negativity toward the people with whom they work, lead to a ‘reduced feeling of personal accomplishment and a sense of inadequacy’.  According to Maslach, it is the combination of the feelings of personal inadequacy, the emotional exhaustion and the depersonalising behaviour, that lead the workers to drop out of the field entirely.

Research has shown that the majority of care workers do not receive training (eg: Knapp, Cambridge and Thomason, 1989), yet the need for in-service training and structured staff support for care workers are essential if they are to function well in a difficult job.  Bromley and Emerson’s (1995) study pointed to the importance of staff support and counselling, ‘to enable staff to maintain positive relationships with users’.  People who experience learning disabilities need dedicated staff to provide care and develop individual action plans, with programmes focused on need.  Direct care staff need resources and support in order to meet the needs of the people with whom they work.  

2.9      Health professionals

2.9.1  General practitioners
Community care reforms have had a particular impact on the role of GPs who are now responsible for supplying medical care for people with learning disabilities.  While little research has been carried out specifically investigating the attitudes of GPs, there has been considerable evidence of communication problems between doctors and parents at the time parents are informed of the learning disabled diagnosis (eg:  Quine and Pahl, 1986).  Murdoch, (1984), following up mothers of babies with Down syndrome and spina bifida, found dissatisfaction with the level of information and advice offered, and the unhelpfulness of home visits ‘in which the doctor or health visitor appeared embarrassed, guilty or upset’.  

In 1977, Jacobs, investigating how communication between health service professionals and parents of children with learning disabilities could be improved, found a high level of dissatisfaction about information received regarding the child’s condition, and the services available from GPs, hospital doctors and health visitors.  Parents were even more dissatisfied with the language used, and interest shown, by these health care workers. When Jacobs (1977) suggested setting up a working party to consider the issues raised, doctors refused to participate, claiming that they had already given full information, that parents did not want to hear the truth, and that they would be dissatisfied anyway because of their anger about their infants’ disabilities.  Nursey, Rohde and Farmer (1990) noted that, ‘not only did communication problems exist but that some of the medical profession were unable to recognize the problem or misperceived the nature of it’.

2.9.2  Nurses

Slevin and Sines (1996), who are involved in nurse training in Northern Ireland, found that while some positive views of learning disability were expressed, the numbers of student nurses who hold negative attitudes gave cause for concern.  The negative attitudes held were stereotypic and, not only did they think that people with learning disabilities should be segregated in special schools and communities, they thought they should be segregated in general hospitals when admitted for treatment.  

Findings that people with learning disabilities continue to be discriminated against in ‘a health care system which proclaims to offer equality for all service users’, have been taken seriously by Slevin and Sines (1996).  Training for nurses in Northern Ireland has been revamped to include a learning disability unit as a prerequisite during foundation programmes.  In this way, it is hoped that future nurses will be better equipped to treat and care for all patients.  

2.10       Legal professionals

For fifty years, the lives of people with learning disabilities have been subjected to an unprecedented level of public enquiry (Ryan with Thomas, 1991).  The creation of national and international legislation (see Chapter 3) which demands equality of treatment, the shift of focus from custodial to community living, the development of new services, creation of more enlightened policies, and change in language and terminology, have all been positive steps.  Nonetheless, it is clear that prejudiced attitudes and discriminatory practice of the population generally, and professional workers specifically, continue to threaten the vision of lives empowered to reach their full potential.  Given this situation, it is essential that the legal profession is informed, skilled and willing to play its role in ensuring that people with learning disabilities receive justice when they fall victim to criminal activity, or when they have grounds to redress the failure to implement legislation and policy relevant to their lives.  

Unfortunately, a brief review of the literature makes it clear that legal professionals, like others, are prey to the popular myths and perceptions about people with learning disabilities.  This is all the more disconcerting because the legal system is the last stage in a process where abuse, victimisation and discrimination can be investigated, righted, or, at least, compensated for.

The general notion that disabled people are somehow responsible for their disabilities (Jones, 1984), coupled with the popular perception that they are objects of pity and are for ever on the receiving end of services (Crossmaker, 1991), are linked to the development of a culture where it is acceptable to scapegoat, and deny equality to, people with learning disabilities. At the same time, since adults with learning disabilities are perceived as perpetual children, they are often treated as people who are vulnerable and in need of protection, or who need to be controlled.  It is not surprising then, that policies developed on the concept of rights, often fail to be implemented.  

Rosser (1990) complained that investigators and lawyers often assume, early in the investigative process, that a victim of crime, who is learning disabled, would not be capable of giving evidence, and consequently withdraw or close the case.  Further, police officers holding this view can influence whether incidents are reported by the care staff in the first place.  Sundram and Stavis (1994) reported a number of cases which illustrate this influence.  In one, a woman with profound learning disability living in a residential facility was heard screaming in her bedroom.  Staff members forced their way into her room through a barricade built behind the door.  The woman was naked with two male residents.  The men dispersed and the woman was helped to dress.  The incident was not treated as extraordinary and no investigation followed.

Williams (1993) noted that whether q person with learning disabilities gains justice is dependent on attitudes of professionals at all levels of the system.  Williams (1995) said that agencies learn from each other and their mutual influences culminate in a ‘self-perpetuating circle of negative perceptions which constitutes the least tangible of all the barriers’.  For example, police recommendations to proceed are likely to be affected by the knowledge of previous failures to prosecute by the Crown Prosecution Service; previous negative experience of the judicial system can discourage victims of crime from reporting, and this further confuses the victim’s perception of the situation.

Williams (1993) argued that an important first step in crimes being reported to the police would be for care workers to have a greater understanding of the legal process and what can, or cannot, be pursued through the courts.  However, Williams (1993) was aware that it is police procedures and negative attitudes that have the greater effect on whether crimes are reported.  He described an incident where a police officer was reported to have told social workers that they should not give the name of the home when reporting incidents to the police:  naming the home would probably lead to the report being ignored.

If normalisation/social role valourisation is to mean anything, people with learning disabilities, who are victims of crime and discrimination, must have redress under the law.  At the same time, people with learning disabilities who commit crimes, must be subject to the due process of law, with all the attending rights that that involves.

Ellis (1990), celebrating the success of obtaining legislative protection governing discrimination against people with disabilities, agreed that normalisation has a ‘sound factual basis in the realization that people with disabilities are individuals of inherent worth’ and urges the preservation of normalisation’s basic truth.  Ellis was concerned, however, that when taken simplistically, the term is often misperceived ‘as invariably treating a person as if he or she did not have a disability’; in its most dangerous form, the disability becomes an irrelevance.  In America, the death penalty is a prominent issue in the field of learning disability.  According to Ellis (1990), this is not because defendants with learning disabilities are not treated equally to those who do not have learning disabilities.  On the contrary, the death penalty is an issue because the ‘criminal justice system perversely seeks out people with disabilities and makes them unusually likely to be sentenced to death, precisely because of their disability’.  Some American commentators argued that, “no matter how distasteful or repugnant the result, we must acquiesce in the execution of people with mental retardation because this is a ‘normalizing’ experience” (Ellis, 1990, p.265).

Learning disability and the law has become a topic of research interest and it is hoped that policy in this area will be developed in a way that justice and compassion are key elements of the process.  Recently, the Roeher Institute (1993) called for every effort to be made by the police to avoid stereotyping adults who have learning disabilities.  Instead, the police ‘should aim to play a key role in reform of the judicial and investigative process’.  And, rather than acting as gatekeepers to justice, the Institute urged police officers to treat each case on its merit.  In this way, officers who have reservations about proceeding to a criminal hearing in cases that involve people with learning disabilities should live with the same amount of uncertainty as they do with other cases.

2.11     Conclusion   

With the advance of more liberal philosophies and government desire to reduce public spending, deinstitutionalisation became a major theme as disability started to be viewed as a social, rather than an individual problem.  Community Care became the guiding philosophy, people with disabilities became clients, and strident campaigns by the disability movement for access were the visible signs of the shift in perceptions.  However, as this Chapter shows, many people with learning disabilities are still not participating fully in society.  The segregated day services for people with learning disabilities attempt to train for entry into the inclusive world of work and other activities.  The irony of this situation has not been missed by the advocacy movement.  While new policies which enable collaboration between the person with the learning disability, their family and professionals are enshrined by law, families often feel isolated and abandoned to get on with rearing and caring for their learning disabled member as best they can.

The shift from a guaranteed social care approach to disability to one based on human rights has now forced new, and, in some cases, the reimergence of old debates.  Current concern about normalisation, integration and quality of life for people with learning disabilities reflects the tension between acceptance of the concept of citizenship for all and its implications for society, the state and its institutions.

CHAPTER 3

LITERATURE REVIEW: human rights and disability

3.1
Introduction

In recent years, the concept of ‘disability’ has undergone radical changes.  Hahn (in undated  Canadian Charter of Rights and Freedoms Report) traced the shift:

... from a medical orientation, which focuses on functional impairments, to an economic approach, which stresses vocation limitations, and finally to a socio-political perspective which regards disability as a product of the interaction between the individual and the environment.  From the latter vantage point, many of the major problems encountered by disabled people can be ascribed primarily to the effects of a disabling environment rather than to person defects or deficiencies (p.12).

This shift in thinking is profoundly important in the context of human rights and anti-discrimination legislation.  In the context of human rights and discrimination, the law rarely distinguishes between physical and learning disabilities. This Chapter, therefore, considers these issues as they relate to disability generally.  The information presented relies heavily on the work of Dickson and White (1993) carried out for the Standing Advisory Committee on Human Rights which was the precursor of the Human Rights Commission (NI), and the work of Simanowitz (1995), presented as an Annual Report for the European Disability Forum by Liberty in Britain.

3.2
Defining ‘discrimination’

Simanowitz (1995), discussing the difficulties of securing parliamentary passage for anti-discrimination legislation which will provide mechanisms for securing legal rights for people with disabilities, argued that much of the hostility towards the campaign is motivated by an individualistic and medical view of disability.  He said that this view seeks to explain the disadvantages experienced by people with disabilities:

... as simple consequences of their individual physical and functional limitations.  According to this definition, discrimination is rare and where it does occur, can be justified (p.5).

However, people with disabilities argue that the problems they face are socially created, and the consequent discrimination experienced cannot be justified.  Simanowitz (1995) argued that the term ‘disability’ itself, represents:

... a complex system of social restrictions imposed on people with impairments by a highly discriminatory society.  To be a disabled person in modern Britain means to be discriminated against (p.5).

Definitions by the UN’s World Programme of Action Concerning Disabled Persons (1993) are developed from that perspective, and its terms of intervention are defined as prevention, rehabilitation, and equalisation of opportunities.  Clearly, to reach the goal of equality of opportunity, preventative measures and rehabilitation for the individual who is disabled, are not sufficient.  People with disabilities are entitled to the opportunities generally available that are necessary for the fundamental elements of living.  According to the UN (1993), these include:

... family life, education, employment, housing, financial and personal security, participation in social and political groups, religious activity, intimate and sexual relationships, access to public facilities, freedom of movement and the general style of daily living (p.6).

Simanowitz (1995) noted that The General Comment on the Rules on Equalisation of Opportunities for Persons with Disabilities defines discrimination against disabled persons as:

... any distinction, exclusion, restriction or preference or denial of reasonable accommodation based on disability which has the effect of nullifying or impairing the recognition, enjoyment or exercise of economic, social or cultural rights (p.6).

Dickson and White (1993) listed the types of legal provisions affecting the lives of persons with disabilities, as:  (i) legislation prohibiting discrimination against persons with disabilities; (ii) legislation providing practical assistance or attempting to redress historical discrimination and disadvantage.  Dickson and White (1993) noted also that there are non-legislative initiatives.

3.3
Legislation:  United Nations

The UN has laid down minimum standards for the treatment of all human beings.  The fundamental principles are embodied in the International Bill of Rights which consists of three documents:  the Universal Declaration of Human Rights, the Covenant on Civil and Political Rights, with Optional Protocol and the Covenant on Social and Economic Rights.  However, as Dickson and White (1993) pointed out, none of the early documents on human rights produced by the UN referred specifically to people with disabilities and disability was not included in the non-discrimination provision of the UN’s Universal Declaration of Human rights (1948) which stated:

Everyone is entitled to all the rights and freedoms set forth in this Declaration without distinction of any kind, such as race, colour, sex, language, religion, political or other opinion, national or social origin, property, birth or other status (Article 2).

While Dickson and White (1993) acknowledged that ‘birth’ could cover congenital disability and that the list in Article 2 is only exemplary, they also point out that these interpretations have not been used to argue against the denial or rights on the basis of disability.  Further, although Article 7, which stated that, ‘All are equal before the law and are entitled without any discrimination to equal protection of the law’, offers a general equality provision, it has never been evoked by any UN body to protect the rights of disabled persons.  Likewise, In Article 13(1), everyone has the right to freedom of movement, but no disabled person has successfully argued that the physical barriers they confront on a daily basis are unlawful.

Two International Covenants grew out of the Universal Declaration in 1966 (coming into force in 1976).  Neither gave direct support to persons with disabilities but while, unlike the Universal Declaration, they did create binding obligations in international law for those states which ratify them, they fail to contain effective enforcement mechanisms.  The United Kingdom ratified the International Covenants but has declined to adopt the Optional Protocol to the Covenant on Civil and Political Rights.  Consequently, individuals cannot directly petition the Human Rights Committee in New York or Geneva, to consider claims of violations of rights.  Simanowitz (1995) noted in this context that Britain’s human rights record was reviewed by the UN Human Rights Committee in July 1995.  The Committee’s report, although making no specific reference to the treatment of persons with disabilities, condemned the absence of a Bill of Rights or any other adequate system to protect human rights.

The International Covenant on Civil and Political Rights has non-discrimination and equality provisions similar to those in Articles 2(1), 3 and 26 of the Universal Declaration.  It ensured to all individuals, ‘without distinction of any kind ... all the rights established therein’ (UN, 1993).  Article 2 established that everyone shall have an effective remedy to put an end to any violation of these rights.  Article 7 established that, ‘no-one shall be subjected to torture or to cruel, inhuman or degrading treatment or punishment’.  Article 9 referred to the area of criminal judicial proceedings, the right to defence and the right to be informed of the reason for arrest.  Article 12 conferred ‘the right to liberty of movement and freedom to choose [one’s] residence.  Article 17 stated that no one shall be subjected to arbitrary or unlawful interference with his privacy, family, home or correspondence’.  Article 23 recognised the right of men and women of marriageable age to marry and to found a family.  Article 25 established the right of everyone to take part in the conduct of public affairs.

Dickson and White (1993) did not find any decision report issued by the Human Rights Committee, a body established by Article 28 to enforce the Covenant, which  argued against discrimination on the basis of disability despite the fact that ‘some of the rights which disabled people are denied clearly fall into the category of civil and political rights’.  The International Covenant on Economic, Social and Cultural Rights does not help either, even though is precisely these kinds of rights which are frequently denied (Dickson and White, 1993).  Some Articles are particularly appropriate to the difficulties faced by persons with disabilities, but states can get round their responsibilities by pleading Article 2(1) which stated:

Each State Party to the present Covenant undertakes to take steps, individually and through international assistance and co-operation, especially economic and technical, to the maximum of its available resources, with a view to achieving progressively the full realization of the rights recognized in the present Covenant by all appropriate means, including particularly the adoption of legislative measures.

Dickson and White (1993, p.265) were in no doubt that, “states will claim where at all possible that their ‘available resources’ do not as yet permit the ‘full realization of the rights recognized’ in the Covenant”.

Article 6 of the Covenant provided that States Parties recognise the right to work and will take appropriate steps to safeguard this right.  Article 11(1) provided that State Parties recognise the right of everyone to an adequate standard of living for his/herself or family.  Article 12(1) recognised the ‘right of everyone to the enjoyment of the highest attainable standard of physical and mental health’.  By Article 13(1) everyone has the right to education which is to be directed ‘to the full development of the human personality and the sense of its dignity’ and shall ‘enable all persons to participate effectively in a free society’.  And Article 16(1) recognised the right of everyone to take part in cultural life.

Dickson and White (1993) noted that the provisions in the International Covenant on the Economic, Social and Cultural Rights have ‘always been ripe for application to disabled persons but in practice they have not been so applied’.  Neither, these authors argued, have the Economic and Social Council of the UN, nor its Committee on Economic, Social and Cultural Rights, established in 1985, ‘drawn the attention of states which submit reports on their compliance with the Covenant, to inadequacies in the legal protection their law grants to disabled persons’.

The 1970s saw the beginning of the new multilateral concern with disability.  The UN’s General Assembly approved two Declarations:  in 1971, the Declaration on the Rights of Mentally Retarded Persons; and in 1975, the Declaration of the Rights of Disabled Persons.  But while these declarations have ‘the great merit of simplicity and directness they do not have the force of law, even international law.  They contain no enforcement mechanisms and hence remain mere statements of aspiration’ (Dickson and White, 1993).

The General Assembly has taken note of an unofficial Declaration on the Rights of Deaf-Blind Persons drawn up in 1977.  In 1976, the General Assembly proclaimed 1981 the International Year of Disabled Persons.  At the end of 1982, it declared 1983-1992 the UN Decade of Disabled Persons, calling on member states to use this period to implement the World programme of Action Concerning Disabled Persons.  In 1988, the US government supported the designation of a Second Decade of Disabled Persons to run from 1993 to 2002, and called a World Conference of Governments to discuss disability issues in 1992.  The General Assembly did not accept these proposals.  Neither did the Economic and Social Council accept the recommendations of the General Assembly’s Committee of Experts on Disability.  Rather, it proposed that four plenary sessions of the General Assembly be held in 1992 to discuss the end of the 1983-1992 Decade.  At these meetings, no steps were taken to further the disability agenda (Dickson and White, 1993).  

According to Dickson and White (1993), ‘apart from various pious resolutions and statements, the UN ... appears to have achieved little of note.’  They continued:

It is fair to say that the condition of disabled persons throughout the world has not been a high priority for the organisation.  Compared with racial and gender discrimination, disability discrimination has been given scant attention.  Certainly it is not possible to point to any binding legal provisions which, even in international law, require the United Kingdom or any other member state to alter its law so as to confer greater protection to disabled persons.  Nor is there any immediate prospect of such binding law being created (p.268).

3.4
Legislation:  Europe

Like the UN, the development of the European legislation to recognise and reduce the plight of people with disabilities has, until recently, been limited.

3.4.1
European community

In the European Community, the basic constitutional documents, the Treaty of Rome and the Single European Act, did not make explicit provision for people with disabilities (Dickson and White, 1993).  The Community Charter of the Fundamental Social Rights of Workers, better known as the ‘Social Charter’, which is attached to the Maastricht Treaty, has provided, according to Dickson and White (1993), ‘the best opportunity thus far for the enactment of disability-specific legislation’. At paragraph 26, the Charter stated:  

All disabled persons, whatever the origin and nature of the disablement, must be entitled to additional concrete measures aimed at improving their social and professional integration.

3.4.2
Council of Europe

Within the institutions of the Council of Europe, there have been ‘no relevant substantive, rights-based developments specifically related to disabled persons’ (Dickson and White, 1993).  Article 15 of the European Social Charter of 1961, does provide for the ‘Right of Physically or Mentally Disabled Persons to Vocational Training, Rehabilitation and Social Resettlement’.  People with disabilities are referred to in Articles 9 and 10 conferring the ‘Right to Vocational Guidance’ and the ‘Right to Vocational Training’.  This Charter sets out to protect social and economic rights at European level.  Dickson and White (1993) were not impressed with the document and noted that it is ‘the poor relation’ of the Council’s European Convention on Human Rights and Fundamental Freedoms.

The European Convention of Human Rights is enforceable through the European Court in Strasbourg and allows individuals to take cases.  From October 2000, the convention is being incorporated into domestic legislation by way of the Human Rights Act.  In Northern Ireland, the Human Rights Act is already in place as a result of devolved government (see p. 86).

3.5
Legislation: Britain

3.5.1
Factors influencing the campaign for equal rights

As well as disillusionment with welfare provision, Oliver and Barnes (1993) identified three key inter-connecting influences on the demands for equal rights for people with disabilities.   

The first influence was the Civil Rights Movement in America in the 1950s which focused on the rights of Black people to achieve the vote, to hold elective office, and be tried by a jury of one’s peers.  The Civil Rights Movement influenced other groups such as women and people with disabilities.  DeJong (1983) commented on the two aspects of its influence as a reconceptualisation of unequal treatment as a human rights issue, and as recognition that social change can be achieved.    Also, the Civil Rights Movement’s technique of social protest forced both Section 504 of the Rehabilitation Act 1973 on to the statute books and assisted the passage of the Americans with Disabilities Act 1990.

Second, the passage of national Acts outlawing discrimination on grounds of race and gender influenced individuals involved in disability rights.  In Britain, early attempts at legislation in these areas was ineffective but, according to Oliver and Barnes (1993), both the Sex Discrimination Act 1975 and the Race Relations Act 1976, had encouraged people with disabilities to demand similar treatment to other groups before the law, and recognition that discrimination is more than ‘just unintentional acts of prejudiced individuals’ (Oliver and Barnes, 1993).  However, the concept of equality for people with disabilities differed from that for women and Black people because it had never been enshrined in law.  For Oliver and Barnes (1993), ‘this is a clear indication of both the lack of acknowledgement of the existence of discrimination against disabled people and the lack of importance attached to notions of equal opportunities’.

A third factor influencing the demand for anti-discrimination legislation, was the formation of groups made up of people with disabilities (Oliver, 1990).  These groups fostered a growing collective consciousness among people with disabilities and shifted the focus away from the medical model of disability, which centred on the functional limitations of impaired individuals, on to the social model of disability, focusing on disabling barriers inherent in the contemporary social organisation.

3.5.2 Campaign for equal rights

In 1979, a variety of organisations of disabled people put pressure on the then Labour government and forced it to establish the Committee on Restrictions Against Disabled People (CORAD).  CORAD’s (1982) report found discrimination common and made a number of recommendations to tackle public prejudice.  It endorsed the call for anti-discrimination legislation which would provide mechanisms for securing legal rights. However, CORAD’s findings were dismissed by the then Conservative government (Simanowitz, 1995).

Two government-backed surveys were carried out in the 1980s.  OPCS produced six reports from work done between 1985 and 1989 (Martin, Melzer and Elliott, 1988, 1989) and the Department of Employment commissioned a study by Social and Community Planning Research (SCPR) (Prescott-Clarke, 1990).  While these reports confirmed that people with disabilities have a substantially poorer quality of life than the rest of the population, Thompson, Buckle and Lavery (1988) challenged them for under-estimating the disadvantage experienced.                                                                                  

The government’s argument that disadvantage is not caused by discrimination, had become increasingly unconvincing.  Growing pressure from groups of people with disabilities and vigorous civil rights campaigns using tactics of direct action and civil disturbance have confronted discrimination head on.  The British Council of Organisations of Disabled People (BCODP) was formed in 1981 and harnessed the developing rights consciousness amongst people with disabilities to ‘provide a platform to articulate the redefinition of the problem of disability and to give a focus to the campaigns for independent living (Oliver and Barnes, 1993,).  In 1985, the Voluntary Organisations for Anti-Discrimination Legislation Committee (VOADL) was set up by organisations of people with disabilities to campaign for legally enforceable equal rights.  In 1994, the organisation became Rights Now!

The movement for equality and full participation for people with disabilities has wide-ranging public support and is backed by a growing volume of academic research (Simanowitz, 1995).  It has been inspired also by the examples of other countries which have introduced legislation giving legal mechanisms to ensure equal rights for all citizens, including those with disabilities (eg:  America, Canada, Australia).  Discrimination against people with disabilities prevents participation in the labour market and forces state dependency.  Fowkes, Oxley and Heiser’s (undated) survey showed an increasing proportion of the population experience disabilities.  Denying them access to the built environment, ie:  transport, housing, businesses and facilities, carries with it a social cost which is not only morally indefensible, but economically counter-productive (Simanowitz, 1995).

3.5.3
British government’s (slow) progress

Despite the British government’s failure to mention its treatment of disabled people in the third Periodic Report to the UN Human Rights Committee, there have been some positive developments.

In 1990, the government published a consultation document reviewing the effectiveness of the Disabled Persons (Employment) Act 1944 (cited in Barnes, 1991). Also in that year, the government revised its 1984 voluntary code of practice which requested employers to encourage applications for employment from persons with disabilities and to give greater representation of this group in their work-forces.  The Companies Act 1985 required companies employing over 250 employees to present their policies on recruitment, training and career development for workers with disabilities in annual reports.  This can be limited to a single statement and has been criticised as inadequate by the Trade Union Congress (Labour Research Department, 1993).  Additionally, since 1944, all firms with over 20 employees were required to ensure that a minimum of three per cent are people with disabilities.  This legislation was widely ignored, rarely enforced and has now been abolished.  In 1985, the government also created the Disabled Persons Transport Advisory Committee to provide ‘informal advice and guidance’ to the Department of Transport about improving accessibility of the transport systems.  The Disabled Persons (Services, Consultation and Representation) Act 1986 gave people with disabilities in hospitals or long term educational institutions the right to a statement and an assessment of their needs in the community.  It also placed a duty on local authorities to provide information for persons with disabilities.

Given that much of this legislation has yet to be enforced and remains primarily a statement of intent (Simanowitz, 1995), the UK’s achievements appear modest and the rate of progress is slow.

In 1995, the government introduced the Disability Discrimination Act (DDA) which came into force in 1996.  But in order to understand the opposition and deep antipathy that exists towards the concept of equality for people with disabilities, Simanowitz (1995) argued that, ‘the substance of the Bill and the shameful context in which it was drawn-up and passed must be examined’.  The following section is a brief history of the non-passage of the Civil Rights (Disabled Persons) Bill.

The Civil Rights (Disabled Persons) Bill

The Civil Rights (Disabled Persons) Bill, a private member’s bill, was a comprehensive document, consciously modelled on Americans with Disabilities Act 1990.  The Americans with Disabilities Act (ADA) produced a set of legal mechanisms which specifically prohibit discrimination against people with disabilities, either directly, indirectly, or on the basis of unequal burdens.  It guarantees equality of opportunity for people with disabilities in employment; public services (including transport); private sector services and accommodation; state and local government;  and telecommunications.     The ADA was announced as a Bill of Rights for the Disabled and consciously promoted as a civil rights measure rather than welfare provision (Simanowitz, 1995).

The Civil Rights (Disabled Persons) Bill, which sought to outlaw all forms of discrimination of people with disabilities in Britain, was prevented from becoming law by a series of parliamentary manoeuvres (Hansard, 1994).  Disability groups and others had taken over ten years to draw up the Bill which had support of all political groups in Parliament.  However, a ‘group of back-bench Conservative MPs tabled last minute lengthy amendments, made deliberately long speeches and manipulated the quorum count to talk the Bill out of parliamentary time’ (Simanowitz, 1995).  In moving the second reading, its sponsor, Roger Berry MP, said the Bill’s purpose was to ensure that people with disabilities have the same rights as everyone else.  He said that the Bill, or something like it, will eventually reach the statute books, and when that happens:

... we shall look back and wonder why on earth that took so long - why, in 1994, we had to spend time debating whether or not 6.5 million people in this country should have the right to protection against discrimination.

Simanowitz (1995) argued that the filibusting over the Civil Rights (Disabled Persons) Bill was just one of a series of mechanisms used to block effective anti-discriminatory law reaching the statute books.  Discussing the struggle to process equality legislation for people with disabilities, he said:

It was the 16th attempt to introduce such legislation and the 13th time such a Bill had been blocked.  However, with the growth of human rights culture in Britain, and the large amount of public interest that this latest incident generated, it became increasingly clear that the government’s refusal to grant rights to disabled people was becoming increasingly untenable.

After the failure of the Civil Rights (Disabled Persons) Bill, the government introduced its own disability legislation and the Disability Discrimination Bill (DDB) was the result.  William Hague, the then Minister for disabled people, hailed it an ‘historic advance’.  The Bill was introduced to improve the rights of people with disabilities and was reported as a major step towards ending discrimination.  As expected, it was criticised as a ‘clumsy attempt by the government to wrong-foot those campaigning for genuine, radical change in the position of people with disabilities (Simanowitz, 1995). The Bill’s definition is based on the question, ‘what does the impairment stop a person from doing?’  This, of course, is a nonsense for those who argue that it is society that stops people from doing things.

The Barnes Bill

In 1995, The Civil Rights (Disabled Persons) Bill was presented again as a private members Bill by Labour MP, Harry Barnes.  The Bill got through its second reading unopposed but the government was adamant that it would not become law.  The Guardian (1995) quoted William Hague as saying:

The government intend to ensure that our own Bill to end discrimination becomes law and this Bill does not.  We do not intend to provide the additional parliamentary time that this Bill would undoubtedly need.

In order to stop the Barnes Bill getting to its report stage in April 1995, Conservative MPs on its committee, put down over one hundred amendments.  And, according to Simanowitz (1995) this:

... intransigent attitude was expressed again following the defeat of the DDB in the House of Lords in favour of an amendment to make the Bill more far-reaching.  The Social Security Department made it clear that the government would try and reverse the amendment when the Bill returned to the House of Commons’ (p.54).

The Disability Discrimination Act (1995) came into force in December 1996.

The Disability Discrimination Act, 1995

Simanowitz (1995) listed the measures contained in the Disability Discrimination Act 1995, which ministers admit ‘might take fifteen years to be phased in’ (the Times, 1995).  Simanowitz (1995) said that:  (i) It will be illegal for employers or service providers to discriminate against anyone with a long-term physical or mental impairment, so long as the impairment does not stop them performing their job;  (ii) The existing quota system will be scrapped and people with disabilities will be given legal rights to equal treatment in hiring, pay, conditions and promotion at companies with twenty or more employees (this has since been reduced to companies with fifteen or more employees).  These companies must make ‘reasonable adjustments’ to working conditions to help existing disabled staff or to employ new staff with disabilities.  The employer will decide what is reasonable, but can be challenged at an industrial tribunal.  (iii) It will be illegal to deny people with disabilities access to shops, theatres and other facilities or services except for genuine safety reasons.  Physical barriers must be removed.  (iv) Bus companies will have to introduce more accessible buses when the current ones are replaced.  Rail stations will have to widen doorways and build ramps.  However, bus, trains and other forms of public transport, do not have to be made accessible.  The Department of Transport will also press taxi companies to use wide-doored taxis.  (v) Building regulations may require larger doors, and ramped or level approach to buildings, instead of steps.  They may also require the provision of entrance level toilets, accessible light switches and sockets, and lifts in blocks of flats.  

The final item on the list of measures noted by Simanowitz (1995) is that of enforcement.  Despite the meagre nature of the items enshrined in the DDA, there was no enforcement mechanism.  The government established the National Disability Council without the power to prosecute.  In its advisory capacity, the Council did not have the power of an equality commission, such as exists for race and gender.  The only redress for people with disabilities was through the county court which does not set precedents, or industrial tribunals which neither set precedents nor attract legal aid to finance legal action in this way.  From April 2000, this has been remedied by the setting up of a Disability Rights Commission in Britain and a Disability Rights directorate as part of the Equality Commission in Northern Ireland.  

At the time of writing, the Labour government has been in power in Britain for nearly three years.  The next section considers whether people with disabilities fare better in their struggle for participation and citizenship under this government than they did under previous administrations.

3.5.4
New Labour’s Third Way:  strategies for social inclusion

At the heart of the Labour government’s Third Way is the concept of citizenship which makes rights conditional on the exercise of responsibilities.  In this respect, British Prime Minister Blair, addressing the Fabian Society, argued that, ‘for too long, the demand for rights from the state was separated from the duties of citizenship’ (Lister, at press). 

The Third Way provides a route to the inclusive society for traditionally disadvantaged people through responsibility, inclusion and opportunity (RIO).  Each element of RIO is expressed primarily through work.  Inclusion is conditional on the willingness of citizens to exercise responsibility, to include themselves through paid work and education or training for it, and to grasp the opportunities being opened up to them.  

The centrality of work is not the vision of an inclusive society specific to the British government.  Increasingly, paid work lies at the heart of Western governments’ strategies and is emphasised by the European Commission’s vision of an ‘active, inclusive and healthy society ... because it is a Europe at work that will sustain the core values of the European social model (Lister, at press).  In the UK, the Green Paper, A New Contract for Welfare makes formal the government aim to rebuild the welfare state around work, and echoes Harriet Harman’s (1997) earlier speech as Social Security Secretary, when she said:

... work is central to the Government’s attack on social exclusion.  Work is the only route to sustained financial independence.  But it is also much more ... It is a way of life ... Work is an important element of the human condition.  Work helps fulfil our aspirations - it is a key to independence, self-respect and opportunities for advancement ... Work rather than worklessness is the difference between a decent standard of living and benefit dependency.  And between a cohesive society and a divided one (cited in Lister, at press).

Few would argue with the notion that paid work has an important role to play in strategies to create social inclusion.  The relationship between changing labour market positions and poverty, and the importance of work, together with the isolating effects of worklessness, is well documented.  Nonetheless, there are a couple of assumptions underlying the centrality of work in the creation of socially inclusive societies.  First, paid work does not necessarily spell social inclusion:  whether it does depends on the quality of work offered.  And second, worklessness does not necessarily spell social exclusion:  this would deny the value and role of voluntary employment, and the place of unpaid care of children or other dependent relatives.  

Clearly, since an inclusive society cannot be built on the foundations of paid work alone, it is essential that the problem of social exclusion is tackled within a broader analysis of inequality and polarisation, inside and outside the labour market.  One of the ways this can be done is to create a social security system which promotes social inclusion and cohesion and provides security for those who cannot work, for whatever reason.  For this to happen, there needs to be a real distribution of resources.  Lister (at press) noted that recent Budgets have been “redistributive in their impact, but the government prefers not to acknowledge it for fear of scaring the voters of ‘Middle England’”.  This also means that redistributive polices which would bring marginalised people into mainstream society, will fail to become accepted by the general public.

 The inclusivity campaigned for by disadvantaged people, including those with disabilities, is a struggle for equality which cannot be served by the rhetoric of inclusion/exclusion of the Third Way, as it is interpreted currently.   The new politics deploys the language of equality, but it is unequal opportunity rather than inequality of income or wealth, which is the issue.  Prime Minister Blair (1999) made this clear in his Conference speech.  He said:

Not equal incomes.  Not uniform lifestyles or taste or culture.  But true equality - equal worth, an equal chance of fulfilment, equal access to knowledge and opportunity ... The class war is over.  But the struggle for true equality has only just begun.

For Lister (at press), the people included in the Labour Third Way, are those willing and able to take up opportunities by exercising their responsibility to be independent wage-earners.  The shift from traditional left notions of equality, to those of equality of opportunity, has been attacked by Hattersley (1997) who argued that ‘true diversity is only possible in a society which avoids great discrepancies in wealth and income’.  However, Hattersley’s position, like that of the Third Way, addressed only issues associated with social class.  Other dimensions of inequality, including disability, are impacted by social exclusion.   

Lister (at press) noted that New Labour has, to some extent, ‘embraced the agenda for strengthening civil and political rights through ... the Human Rights Act and its programme of constitutional reform’.  Given the fact that only one in ten people with severe learning disabilities are in work (Mencap, 2000), few are in a position to embrace the opportunities offered through paid employment.  It is, therefore, only within the application of social justice they can embrace their own citizenship.  Unfortunately, the current government is ‘rather less enthusiastic about social rights’ than it is about opportunities through employment (Lister, at press).   

The link between social rights and citizenship responsibilities has also been acknowledged by disadvantaged people, who complain that the policy is the antithesis of their experience.  A number of people living in poverty, who participated in the All Party Parliamentary Group on Poverty, said that they were keen to meet their responsibilities, and that ‘it was the denial of their rights that often prevented them from doing so’ (Lister, at press).  

Citizenship is not merely about rights and responsibilities; it is also about participation.  What is hopeful here, is Prime Minister Blair’s statement that the democratic impulse ‘needs to be strengthened by finding new ways to enable citizens to share in decision-making that affects them’.  Lister (at press) acknowledged that a number of initiatives have been launched to further this goal.  

User-involvement is an important aspect of social citizenship.  This initiative perceives people as participants rather than bearers of rights, or recipients of services or allowances.  The Third Way, in attempting to create a space for the voice and recognition of disadvantaged people, has been influenced by the disability movement in its struggle to establish the involvement of people with disabilities in the policy-making which affects their lives.

Thus, New Labour policies around responsibility, inclusion and opportunity are likely to remain meaningless for people with disabilities and/or who experience other disadvantage.  Its policy excludes people from the top of society, as they are not ‘invited’ to contribute their citizenship in the form of higher taxation;  and from the bottom, as it denies the difficulties caused by the conditionality of inclusion.  Nonetheless, within the policy and the rhetoric, there are ways that social exclusion created by prejudice, discrimination and disrespect can be acknowledged and challenged.  

Lister (at press) noted that at the level of aspiration, the social justice agenda for an inclusive society is encapsulated in the Belfast Agreement, which stated that power:

...shall be exercised with rigorous impartiality on behalf of all the people in the diversity of their identities and traditions and shall be founded on the principles of full respect for, and equality of, civil, political, social and cultural rights, of freedom from discrimination for all citizens ...

The next section considers the rights and protection for people with disabilities under current legislation in Northern Ireland.

3.6
Legislation in Northern Ireland

3.6.1
Legislation specific to people with disabilities

Various pieces of legislation give some degree of protection or special advantage to people with disabilities living in Northern Ireland.  For the most part, these mirror provisions which exist in England and Wales and are contained in separate Acts, Orders or Regulations.  Only two private members Bills have been guided through Westminster by Northern Irish MPs, and both concern disability.  Lord Gerry Fitt, introduced what became the Chronically Sick and Disabled Persons (NI) Act 1978 (translating into Northern Irish law, Britain’s Chronically Sick and Disabled Persons Act 1970) and Reverend Martin Smith, MP, introduced the Disabled Persons (NI) Act 1989 (reflecting the British Disabled Persons (Services, Consultation and Representation) Act 1986.

In order to ‘iron out inconsistencies and correct the flaws in existing provisions’, Dickson and White (1993) urged the enactment of general anti-discrimination legislation such as the ‘doomed’ Civil Rights (Disabled Persons) Bill.  Failing that, they pointed out that two models of anti-discrimination already exist in Northern Ireland:  the Sex Discrimination (NI) Order 1976 (as amended and embracing the amended Equal Pay Act (NI) 1970), and the Fair Employment (NI) Acts 1976, 1989.  Since then, the Race Relations (NI) Order 1997 has been introduced.  Examples of anti-discrimination provision easily inserted into Northern Irish law, are similar to those relating to persons convicted of a criminal offence (the Rehabilitation of Offenders (NI) Order 1978, Article 5(3)(b), where ‘failure to disclose a spent conviction ... shall not be a proper ground for dismissing or excluding a person from any office, profession, occupation or employment’.  Likewise, people who have been detained in a hospital because of alleged mental disorder (the Mental Health Order (NI) 1986, Article 10) where the fact that a person ‘has been detained in hospital for assessment or any failure to disclose that fact shall not be a proper ground for dismissing or excluding that person from any office’.

Dickson and White (1993), aware that these pieces of legislation are confined in scope to the employment context, argued that they ‘do represent important protection for persons who might otherwise be at a considerable disadvantage’.  They continued, ‘If there was similar protection for all physically and mentally disabled persons this would be a significant step ... down the road of equality under the law for all citizens.’

3.6.2
Equality legislation

The new duties on public authorities to promote equality of opportunity grew out of the non-statutory Policy Appraisal and Fair Treatment (PAFT) initiative.  McCrudden (1996), discussing PAFT says that the debate about how to complement anti- discrimination initiatives in Northern Ireland led to government acceptance of principle in 1993 that: ‘Equality and equity are central issues which must condition and influence policy making in all spheres and at all levels of Government activity.’

PAFT guidelines were developed to secure equality of opportunity, and equity of treatment regardless of religious belief, political opinion, gender, marital status, having or not having a dependent, ethnicity, disability, age or sexual orientation, and applied to the policies and programmes of all government departments.  PAFT demanded that government bodies consider fair treatment alongside issues of economy, efficiency and effectiveness for all new policy proposals.  The power of PAFT was that it ensured, if enacted, that government would intervene and use its influence and power directly, by forcing the private sector dealing with government to introduce equality policies, as a basis for the award of contracts and grants.  A statutory obligation to promote equality of opportunity throughout the public sector became law in Northern Ireland under the auspices of Section 75 of the Northern Ireland Act 1998.  Also, under the Northern Ireland Act, the Equality Commission and Human Rights Commission were established.  The Human Rights Commission is charged with bringing forward a Bill of Rights.

According to the Equality Commission’s guide to implementation of the statutory duties, mainstreaming equality policies should:  (i) contribute to better decision-making by public authorities;  (ii) encourage greater openness in government, and greater transparency in decision-making;  (iii) assist public authorities to effectively and efficiently address issues of equality, targeting disadvantage and social need and promoting social inclusion;  and (iv) assist public authorities comply with the law.

Further, the statutory duty now ensures that policies are put into effective and visible practice.  Paragraph 1.8 of the guide states that:

Strong leadership will be necessary within public authorities to ensure that the Section 75 duties are integrated into the development and design of all policies and services.  An Equality Scheme brought into being but without effort to effectively implement it is meaningless, and effort, undirected by a specific and meaningful plan of action is unlikely to be effective.  This will require the development of an effective internal system within each public authority.  

Success in the application of statutory duties then depends on four key factors, also written into the guidelines:  (i) top level commitment; (ii) the allocation of necessary resources;  (iii) the establishment of clear lines of responsibility;  (iv) effective communication and training;  and (v) an effective system for monitoring and reviewing progress.

At the time of writing, the Equality Schemes are being designed.  And, as the preparation and implementation of each authority’s Scheme is not expected necessarily to be sequential, it is to be hoped that tangible differences in the lives of people with learning disabilities are being experienced currently.

3.7
Conclusion

This chapter has considered how the shift from the medical model of disability to the social model has forced profoundly important changes in the context of human rights and anti-discrimination legislation.  The regional, national and international legislation governing the way people with physical, sensory and learning disabilities, living in Britain and Northern Ireland, are treated, has been presented.  

Here it was noted that while the 1970s saw the beginning of the new multilateral concern with disability issues, the two UN Declarations relating to people with physical and learning disabilities, did not contain enforcement mechanisms and so had no effect in domestic law.  Similarly, until recently the progressive nature of the European Community’s ‘Social Charter’ had not been ratified in the UK and, therefore, the potential opportunity for the enactment of disability-specific legislation was lost.  Too much can be made of this point, however:  international legislation which did exist and could have been a useful tool in any legal challenge to the institutionalised discrimination experienced by people with disabilities in the UK, has not yet been tested, despite the length of time it has been available.

Also considered was the slow action by successive British governments in respect of meaningful equality legislation, together with the restrictions and possibilities offered by New Labour’s Third Way.  

Research has shown clearly that people with disabilities in British and Northern Ireland suffer from severe, systematic and institutionalised discrimination that Simanowitz (1995) described as ‘apartheid’.  The DDA may have gone some way to improve the lives of millions of citizens and to reduce the high levels of discrimination they face in all walks of life.  However, it fails to bring about the comprehensive changes needed if a fundamental shift in status is to occur.  This will only happen when the Civil Rights (Disabled Persons) Bill or something akin to it, gains safe passage through parliament.   

The BCODP is convinced that institutional discrimination can only be ‘effected by legal prescription’ (Oliver and Barnes, 1993).  Likewise, Oliver and Barnes (1993) paraphrased Martin Luther King and argued that, ‘legislation may not change what is in people’s hearts but it can change what they do about what is in their hearts’.

The new Northern Irish legislation is, in large part, due to the alliances forged and creative ways sought for people to work together to develop practical approaches to rights strategies and rights awareness.  Mary Robinson, UN High Commissioner for Human Rights (1998), acknowledged that this has been carried out in the ‘most difficult and deeply contested space’.  She said that the alliances made, represent ‘a unique collaboration of talents and diverse understandings, all focused on equality and its centrality to our conception of what it means to be human’.

The equality provisions of Section 75 of the Northern Ireland Act 1998, offer people with disabilities, rights that mirror the Universal Declaration of Human Rights which acclaim that ‘all human beings are born free and equal in dignity and rights’.  These are interesting times.  The Northern Ireland equality legislation may have implications far beyond its current legal remit.

            EMPIRICAL PHASE

CHAPTER  4

BACKGROUND TO METHODOLOGY: literature review

4.1
Introduction

The literature review showed clearly that people with learning disabilities have been, and continue to be, discriminated against in many, if not all, aspects of their lives.  Discrimination is often noticed at the level of the individual rather than at the widespread, institutional level.  In Northern Ireland, this is particularly topical given the dearth of studies relating to this client group.  It was considered imperative, therefore, that the current study adopted an approach that would not add to the negative experiences of the people who would participate.  The researcher was keen to explore the lives of people with learning disabilities and the people who care for them, at home and in day centres, in a way that would both enrich and empower the participants with an emphasis on process and meaning rather than measurement of causal relationships.  

Social services for people with learning disabilities and their families are currently undergoing major changes.  The shift from custodial to community care has improved the quality of the lives of many.  Nonetheless, the literature review has revealed that services often fail to fully implement the person-centred approach to their work.  This has consequences for all concerned.  It is in this context that the current research presents the following four discrete aims:

4.1.1
Statement of research aims

Give an opportunity to tell stories

The study set out to give an opportunity to a group of people with learning disabilities to tell their stories.  As a category of citizen, this group has not been presented traditionally with avenues to articulate how they think and feel about issues important to themselves.  The study was participant-involved, and developed in the context of ‘what’s fair and what’s not fair’.  The triangulated approach incorporated two other key groups involved in the lives of people with learning disabilities, ie:  family carers and day care workers, and gave them opportunities to relate their stories also.

Gather evidence about the lived experience

The study also set out to rectify the dearth of evidence and information about the lived experience of people with learning disabilities, their family carers and day care workers.  In this way, the study will enable interested parties to judge if the reality of life for people with learning disabilities fits with the realities of life for those who work with and care for them.  The content and methodology of the study has been participant- rather than policy-led.  Thus, the authentic voice of local people can be used by interested parties, ie:  disability rights organisations and groups, human rights activists and the Equality Commission to lobby for social inclusion at the macro-environmental level (generation and implementation of anti-discrimination legislation, statutory commitment to resource services).

Present evidence useful for service policy-makers

A further aim of the study was to present evidence of lived experience of people with learning disabilities, family carers and day care workers, which will be useful for service policy-makers to ensure social inclusivity at the micro-environment level (policy procedures to guide and support staff, eg:  training, skills development).

Offer a model of good practice

The final aim was to approach the study in a way that would offer a model of good practice for further participant-led research.  This aim relates to research in the field of learning disability and to the people and agencies involved with equality and human rights issues in Northern Ireland and further afield.  The thesis provides rationale for this way of working in the form of a literature review on the methodologies chosen.

A brief literature review on the nature of truth, knowledge and wisdom was a useful first step to selecting an appropriate approach.

4.2
Nature of truth, knowledge and wisdom

Responding to a plea for scientists and theologists to work together for the benefit of knowledge and wisdom, Dawkins (1993) was adamant that, ‘It is science, and science alone, that has given us ... knowledge and given it, moreover, in fascinating, overwhelming, mutually confirming detail.’  For Dawkins and others who hold the view that science is empirically derived knowledge while theory is conjective, truth is established on the basis of evidence that emphasises the measurement and analysis of causal relationships between variables.  However, Slevin (1999) urged caution before confidently relying on the notion of evidence and reminds the reader that the drug Thalidomide had withstood the rigours of scientific induction process prior to being released onto the market with tragic results.

Dawkins’s popularised notion of the positivistic scientific perspective and Slevin’s cautionary tale spring from the ancient, and still potent, debate about the nature of knowledge and truth.  In the 17th century, Bacon promoted a ‘systematic movement through empirical evidence via a process of induction’.  Others have argued along the same lines but through a process of deduction.  Hume, in the 18th century, refuted the empiricist claim and said that the ultimate and definite truth is unachievable.  This century, Popper (1939; 1963) showed that no matter how often inductive associations are shown to apply, eg:  swans and whiteness, there is always the possibility of an alternative association, eg: a black swan, appearing somewhere, sometime.  Popper, therefore, argued that any given theory holds true only, and until, it is refuted.

The debate about the nature of knowledge and truth and the vehemence with which these positions are held illustrate the stance taken in this field and creates two specific dangers for investigators engaged in research design today.  They can (i) refute empirical- or evidence-based knowledge because of the assumption that it has the monopoly on validity and reliability; or (ii) be so convinced by the promises of the narrow empirical viewpoint, that other ways of knowing are rejected (Slevin, 1999).  

The current research design was led by two specific considerations.  First, the researcher was keen to consider and deploy whatever tools would secure an understanding of people’s lived experience.  And since the argument that objective reality can never be captured is convincing, it was considered essential to deploy a strategy that would add vigour, breadth and depth to the investigation whatever its final form would take.  Second, it was considered important that as well as meeting criteria of scientific merit and technical competence, the research should be relevant to policy-makers in their capacity to use and apply it successfully.

4.3
Qualitative research

4.3.1
Status of qualitative research

According to Denzin and Lincoln (1994), ‘Qualitative research has a long and distinguished history in the human disciplines.’  The 1920s and 1930s saw sociology, within the work of the ‘Chicago school’, demonstrate the importance of this way of working, and anthropology, with its famous studies by people like Margaret Mead and Bronislaw Malinowski develop the fieldwork method.  Qualitative research crosscuts disciplines and subject matter.  Denzin and Lincoln (1994) noted that surrounding the term qualitative research, there is a ‘complex, interconnected family of terms, concepts and assumptions’. These include conventions associated with positivism, poststructuralism and the paradigms and perspectives associated with cultural and interpretive studies (see Fiske, 1994; Guba and Lincoln, 1994; Schwandt, 1994;  Stanfield II, 1994).  They compare and contrast the two approaches:

The word qualitative implies an emphasis on processes and meanings that are not rigorously examined or measured (if measured at all), in terms of 
quantity, amount, intensity, or frequency.  Qualitative researchers stress the socially constructed nature of reality, the intimate relationship between the researcher and what is studied and the situational constraints that shape inquiry.  Such researchers emphasise the value-laden nature of inquiry.  They seek answers to questions that stress how social experience is created and given meaning.  In contrast, quantitative studies emphasize the measurement and analysis of causal relationships between variables, not processes.  Inquiry is purported to be within a value-free framework (p. 4).

Denzin and Lincoln are aware of some academic resistance to qualitative research and report that researchers working this way are sometimes called, ‘journalists, or soft scientists’ and that their work is termed ‘unscientific, or only exploratory, or entirely personal and full of bias’.   Marshall and Rossman (1995) did not view the debate in such pessimistic terms.  However, while they did think that a general acceptance of qualitative inquiry is currently widespread, they argued that it is still necessary to provide a rationale for research grounded in the assumptions of the qualitative or interpretative paradigm.  For them, the most compelling argument is the ‘unique strengths of this paradigm for research that is exploratory or descriptive, that assumes the value of context and setting, and that searches for a deeper understanding of the participants’ lived experiences of the phenomenon’.  As the motivation for the current research fits this description, any resistance to the qualitative approach that may remain was not considered a serious challenge to the chosen methodology.  The value of this way of working is clear and the debate about whether qualitative research is science or art is really a debate about rigour.  It is this researcher’s view that all research should be designed and implemented in a disciplined, rigorous way and it is the presence or absence of rigour, not whether it is qualitative or quantitative, that signifies good or bad science.  The current study acknowledges researcher bias and other disorderly phenomenon associated with qualitative and quantitative investigation.  Strategies designed to minimise the worst of these problems and to generally enhance the rigour of the study are discussed later.

4.3.2  
Qualitative/Quantitative Research:  practical differences

Having carried out a brief review of the debate about truth/knowledge and considered the status of qualitative research, it remains important to look at the practical implications of the different ways of working with people.  McCracken (1988) listed four major differences.  These are:

· The quantitative goal is to isolate and define categories before the study is undertaken and then to determine the relationship between them whereas the qualitative goal is to isolate and define categories during the process of research.

· Qualitative research looks for patterns of interrelationship between many categories; quantitative looks for delineated relationship between few categories.

· Quantitative research asks questions that allow participants to respond readily and unambiguously (closed questions); qualitative research asks questions that are likely to cause the participants greater difficulty and imprecision (open questions).

· Quantitative research needs a sample population from which to generalise to the larger population; or qualitative research, access is the issue rather than generalisability.

For McCracken (1988), these differences have two major implications for workers.  First, the approaches represent two ‘different sets of intellectual habits and frames of mind’.  Learning to work qualitatively requires new assumptions and new strategies to combat research problems and data.  Second, the qualitative and quantitative research methods are never substitutes for one another.  Because the two approaches observe different realities or different aspects of the same reality, the distinction must be honoured particularly in respect of interpretation of data.  McCracken argued that it is never appropriate to draw quantitative conclusions from qualitative work.  Despite this wisdom, Overholser (1986) noted the ‘tendency of some qualitative researchers to speak of their results in quantitative terms,’ ie:  ‘all’, ‘some’, ‘slightly more than half’.

The practical implications of these differences are real and recognisable for researchers today.  For example, in the early stage of the current study, the researcher, attracted to the qualitative approach, considered administering a multiple-choice questionnaire to test for generalisability of findings.  This quantitative approach was rejected and, in this context, a more fitting verification tool was used (see p.135).  Nonetheless, tensions around the different method-ologies remain and need to be addressed.

4.3.3
Grounded Theory

Grounded theory is a general methodology for developing ‘theory that is grounded in data systematically gathered and analyzed’ (Strauss and Corbin, 1994).  Using this method, researchers can either (i) generate theory from the data; or (ii) elaborate existing (grounded) data, if it seems appropriate.  According to Glaser (1978,) this methodology involves ‘generating theory and doing social research [as] two parts of the same process’.  

Grounded theory was proposed by Glaser and Strauss (1967) at a time when the alternative approach of creating and elaborating theory without explicit linkage to actual research was popular.  The status of qualitative methodology was low in the 1960s because it was not believed capable of adequate verification (Strauss and Corbin, 1994) and one of the purposes of Glaser and Strauss’s work was to legitimate the approach.  Today, grounded theory is the strong rationale that underpins qualitative research methods.

The major difference between this and other approaches to qualitative methodologies is the importance grounded theory places on theory development. While use of this approach has allowed researchers to aim for various levels of theory, most grounded theory studies have been directed at developing substantive theory.  Strauss and Corbin (1994) explained that general theory is also possible, ‘but when grounded this differs from more deductive types of general theory because of its generation and development through interplay with data collected in actual research’.  So, regardless of the level of theory, the grounded theory approach incorporates into its data collection and analysis procedure a specific mandate towards verification of its hypotheses.  Further, grounded theorists see verification as part of the study rather than assuming it is possible only through follow-up research.

The current research has been influenced by the principles of grounded theory:  a stage specifically designed to verify findings obtained in the Main Study has been incorporated into the research design and theoretical analysis of the data has been undertaken throughout the course of the study and in conjunction with decisions about data collection and management.   An attempt will be made to generate theory from the data and, at the same time, compare with existing theory around social exclusion;  if need be, this will be elaborated and expanded in the light of incoming data.

4.3.4
Participatory Action Research

People with disabilities, together with the pressure groups and self-advocacy groups with which they are involved, have become dissatisfied with traditional methods of research which has often been conducted ‘upon’ people with disabilities (Oliver, 1992).  Oliver (1992) argued that this way of working alienates the research participants rather than contributes to their way of life.  Turnbull and Turnbull (1991) noted that traditional methods create a ‘credibility gap’ between the researchers and those researched.  This is similar to Fine’s (1994) argument that speech about the ‘Other’ is ‘a mask, an oppressive talk hiding gaps’.   As a consequence, some people with disabilities are refusing to co-operate unless research involves them and reflects their concerns.  Minkes, Townsley, Weston et al (1995) found it hard to see how much of the research carried out will make any difference to the lives of people with learning disabilities. 

There is also a growing swell of opinion, intolerant of traditional methods, arguing that people with learning disabilities should be included at every stage of the process - defining the agenda, designing the research methods, carrying out the research, analysing the findings, deciding on the style of dissemination.  Barnes (1992) defined this type of research as the ‘systematic establishment of a workable “dialogue” between the research community and the disabled persons in order to facilitate the latter’s empowerment’.  

Participatory Action Research (PAR), as an ethical and democratic way of carrying out research, stems not from the field of disability but from development programmes which enable people to control improvements in their lives.  Oxfam, in a position paper, argued that ‘... women and men have the right to organize together, in order to bring about equitable change, and to shape the decisions which affect their lives’ (Eade and Williams, 1995).  As four levels of increasing participation, ie:  information sharing, consultation, decision-making and initiating action are implemented, the assumption is that greater participation will heighten the effectiveness and sustainability of a development programme.  Baker and Hinton (1999) warned about such an assumption in the context of research and note that, ‘While development initiatives are concerned primarily with direct action, research aims to generate knowledge that may or may not be purposefully linked to action.’  The current study has attempted to employ PAR as a tool to initiate change through shared responsibility, power and knowledge.  This was done by avoiding, as much as possible, the potential for exploitation during the research itself (see section on Ethical Considerations, p. 108) and by follow-up shared tasks that addressed issues raised by the key participants (see Appendices 10, 12, 13, 14).  Further, people who experience learning disabilities set the research questions, and the establishment of the Research Advisory Group (RAG) ensured that local people with an interest in the field of learning disability, including the group consultant who experiences a learning disability, influenced the project at every stage.

Reflections on the use of PAR in the current study

It is clear that PAR, particularly in the field of learning disability, is fraught with difficulties.  In the context of the current study, it must be acknowledged that what transpired was not strictly participant-led.  It is true that people with learning disabilities were heavily involved at the various stages and were ultimately given an opportunity, maybe for the first time, to voice their thoughts and feelings about issues important in their lives.  Nonetheless, this happened within parameters set up by, and of interest to, the researcher.  These interests reflected concerns, values and philosophies which had developed over many years, and certainly prior to the study.  

The participants in the Preliminary Study did identify the specific issues that would be addressed in the subsequent stages.  However, they were not asked to, nor did they direct the main focus or design of the research.  So, rather than describing the current study as ‘participant-led’, it is more accurate to describe it as ‘participant-involved’ research.  The study attempted to establish a workable ‘dialogue’ between researcher and the research participants in order to reflect the concerns of, and empower, the latter.  In this way, heed was taken of  the demand from people with disabilities that research contribute to their way of life rather than acting as yet one more alienating experience (Oliver, 1992).

Further resources would have allowed for additional benefits for the research participants, eg:  training and experience in co-researching, and it is unfortunate and disappointing for the researcher and the participants, who were keen to be involved further, that this idea proved impossible to develop.  Yet, this would still not address the issue of researcher dominance.  It is not easy to envisage a research project carried out in the ideal of PAR in the context of learning disability.  That is not to say that with time, energy and finance, the enthusiasm and ability of the research participants could not be harnessed in this way.  It is hoped that the current research will encourage such development.

The Research Advisory Group

A research advisory group was established early in the life of the current research project.  The make up of this group reflects the interests of organisations and individuals with expertise and experiences in disability and/or human rights.  The organisations which have been involved are the Committee on the Administration of Justice (CAJ), social services, Mencap, Disability Action, Bryson House Citizens’ Advocacy Project.  Also, the individuals involved are:  a person who experiences learning disability, a researcher, a lecturer and human rights activist, and the researcher.  The aims of the Research Advisory Group were to (i) act as a sounding board, support and advise the researcher; and (ii) ensure that the work developed a practical approach that could be used to influence future policy in the statutory and voluntary sectors.

At an informal meeting between the CAJ worker and the researcher, the potential of a research advisory group was first discussed.  At this meeting it was considered essential that at least one person experiencing learning disability was involved at the embryonic stage.  A number of ex-students from further education were identified by the researcher and the decision was taken to contact the man who eventually became RAG consultant.  Jim was chosen because of his enthusiasm for new and interesting projects, his assertiveness skills, and committee experience. 

A letter enclosing the research proposal was forwarded and followed up with a telephone call requesting a meeting.  Jim was delighted to be asked to participate and invited the researcher for morning coffee to his home which he shares with his sister and her family.  Keen to get meaningful consent, the researcher spent some time talking about the letter and its request, the proposal, the type and amount of work he would be expected to carry out and how long the project was likely to last.  Jim wanted to agree at that stage however he was encouraged to consider the idea, discuss it with his sister and other significant people.  He called that evening to confirm his wish to become a member of RAG and the first meeting of the Group which consisted of the researcher, the CAJ worker and the consultant was arranged. 

At this informal meeting, which gave the three founder members of RAG an opportunity to become familiar with the venue and the task, there were two main topics discussed:    (i) the difficulties posed by possible conflicting needs, meaningful discussion involving busy people and for inclusivity of all group members; (ii) the creation of a list of local organisations and individuals who could be contacted with a view to working with the Group.  The decision was taken to engage an advocate who would work with Jim between meetings and encourage him to consider the issues and thereby enable his full participation.  Jim identified an advocacy worker.  She was contacted and subsequently offered her services as a member of RAG.

Over the two years of its existence, RAG’s role has evolved from one of support to one of practical hands-on assistance.  The consultant has trained in research skills and worked as research assistant in the main part of the study.  Another member has organised access to participants in the Preliminary Study, and a number of members checked the typed trans-criptions with the audio-taped focus group and individual interview sessions.  Their interest in the current project will continue after presentation of the dissertation and plans are emerging for the dissemination of the findings to a wider audience, particularly to those who experience learning disabilities and the professional people who work with them. 

 At the last meeting of RAG before presentation of the thesis, the members evaluated their work together (see appendix 20).

Research Advisory Group Learning Disability Consultant

A separate but essential part of RAG’s evaluation process was to consider the part played by the group’s consultant.  A member of the group volunteered to produce a statement about Jim’s progression.  Here is what she said:

When I met Jim first, he seemed diffident and a bit uncertain.  While sometimes quite silent for longish periods, he would then become very chatty.  His contribution to the meetings was occasionally off the point; he was not, one could say, an expert advisor, but an ‘add-on’.  But over time, I noticed real changes.  Jim became a full and indispensable part of the team.  Still with a special expertise, but now one of a team, he engaged directly in the debates, was more focused, and seemed, in himself, to be a lot more confident and assertive.

4.4
Rationale for data collection methods

4.4.1
Focus Groups

Having decided to work in a qualitative, participatory way, the researcher sought a data collection method that would satisfy three criteria.  Not only had the chosen method to produce a valid set of findings about the lived experience of people with learning disabilities and the people who care for them;  it had to both enable a partnership between the researcher and the research participants and accommodate the researcher’s feminist perspective (see p.113).  The focus group, described by Kitzinger (1994, 103) as ‘group discussions organised to explore a specific set of issues’ seemed to be an appropriate method.  Such groups are associated currently with market research, but the development of the focus group method can be traced back to social science research (McCance, 1999).  This way of working is considered within a framework for participatory research.

Focus groups within a framework for participatory research

For Baker and Hinton (1999), the four factors that shape participation during the research process are:  rooting the research, planning the procedure, deciding where to conduct the focus groups, planning what to ask and how.  Their paper makes clear that what is at issue is the degree of control accorded to participants in decisions about methodology and use of findings.  They argue that while the priority for research is the collection of new knowledge or ‘data’, participants can gain significantly from their engagement in the process so long as the researcher is committed to taking steps to reduce the effects of the inherent power differentials and to facilitate meaningful participation.   In the current study, steps have been taken to enable full participation in the hope/expectation that these measures will be beneficial during the research process and in the longer term.

Some focus group researchers have argued that traditional research methods have not served minority groups well in the past.   Plaut, Landis and Trevor (1993) note that:  

Social research has not done well in reaching people who are isolated by the daily exhausting struggles for survival, services and dignity - people who will not respond to surveys or whose experiences, insights and feelings lie outside the range of data survey methods (p. 216). 

And in the same context, Rubin and Rubin (1995) proposed that feminist research should pay particular attention to the needs of ‘those who [have] little or no societal voice’.  An example of the focus group method used to involve those without access to traditional communications is the ‘citizens’ consultation’ process adopted by the Opsahl Report on Northern Ireland, (Pollak, 1993). Here, the Citizens’ Inquiry was an attempt to create a space where citizens could debate and dialogue, away from the traditional barriers of a divided society.

Focus groups have been acclaimed for their action research potential (Vaughn, Schumm and Sinagub, 1996); they can facilitate organisational change (Wilkinson 1999); and can be used to empower and foster social change (Johnston, 1996).  In the context of learning disability and social exclusion, the researcher considered focus groups to be one of the most respectful, meaningful and appropriate ways to collect data.

4.4.2
Individual interviews

The use of focus groups can lead to the break-down of power differentials inherent in traditional research paradigms.  People can feel ‘relatively empowered and supported in a group situation, surrounded by their peers or friends’ (Michell, 1999).  However, when the subject under investigation is sensitive or the people involved are from what Kitzinger (1994) referred to as ‘sensitive research populations’, then it is considered wise not to adopt any method of data collection in an unreflective way ‘if this means further disenfranchising those at the bottom of the social hierarchy’ (Michell, 1999).  Taking this argument on board, the researcher was keen to give participants as much control as possible of how, as well as whether, they would get involved.  The long one-to-one interview was offered as an alternative option. According to McCracken (1988), the ‘long’ interview is one of the most powerful methods in qualitative research.  On this, he said:

For certain descriptive and analytic purposes, no instrument of inquiry is more revealing.  The method can take us into the mental world of the individual, to glimpse the categories and logic by which he or she sees the world.  It can also take us into the life-world of the individual, to see the content and pattern of daily experience.  The long interview gives us the opportunity to step into the mind of another person, to see and experience the world as they do themselves (p.9).

Contented that the data generated by the long interview would be as rich as that generated by the focus group, it was important to ensure that the difficult issue of power differentials was addressed.  Given that participants would have the choice to opting in or out of the research, in or out of the interview method, and could choose where they would prefer the session to take place, it was thought that the power of the researcher would be eroded by the very context of the meeting.   Nonetheless, the power issue was addressed and procedures that would create a safe environment for the participants were devised.  These are discussed in Ethical Consider-ations below.

4.5
Ethical considerations

Polit and Hungler (1997) listed three principles which need to be considered when carrying out research on people.  These are:  beneficence, respect for human dignity, and justice.  

4.5.1
Principle of beneficence

For Polit and Hungler (1997), the principle of beneficence is more complex than merely that no harm is done.  They said this principle has several dimensions including ‘freedom from harm, freedom from exploitation, and a risk/benefit ratio’.  Freedom from harm refers to possible physical and psychological effects.  Babbie (1995) argues this freedom is easily accepted at theoretical level but not so easy in practice.  Polit and Hungler suggest debriefing after the research session in order that the participants can ask and receive answers to questions about the research experience.  

The principle of freedom from exploitation demands that the participants are not disadvantaged by being involved in the research and that the status of the researcher/researched relationship is preserved.  

The risk/benefit ratio was assessed in relation to the current study and while physical risk could be addressed and eliminated by the ground-rules at the beginning of the sessions, there remained a risk of adverse psychological effects.  The research participants were to be encouraged to discuss what is unfair about their lives and it was likely that their experiences of bullying, discrimination and other distressing issues would emerge.  Barbour and Kitzinger (1999), discussing the socially constructed nature of any given research topic, noted that sensitivity can be seen to be ‘not only fluid, but highly unpredictable’ and that this has profound implications for research.    They said that:  

Once all research topics are understood as having the potential to be sensitive, then the important question is not whether a particular method ... is appropriate ... but rather, what implications sensitivity may have for that method and for those involved in its use, including researchers and participants.
So, while Polit and Hungler (1997) would consider participants in the current study at minimal risk, the possibility of them becoming upset in the process had implications for the design decisions in both the Main and Verification Studies.

Benefits for the participants

Both the content and approach of the current study benefited people involved.  First, RAG’s consultant on learning disability issues, Jim, enhanced his already considerable assertiveness and committee skills.  Working with people in the design process, increased his network of professional and personal contacts.  And through the training and carrying out of his duties as research assistant, Jim improved his observational and note-taking skills.  He enjoyed the experience and is keen to continue involvement with the research project in its future stage.  Second, the research participants welcomed the opportunity to tell their stories.  The people involved considered the research a timely and useful project and were pleased to participate.

4.5.2
Principle of respect for human dignity

The principle of respect for human dignity includes the right to self-determination.  In the context of research participants this translates to voluntary participation with informed consent.  For McCance (1999), this means that potential participants have the right to make the decision without ‘the threat of penalties or prejudicial treatment’ should they decline the offer.  In order to make an informed decision, potential participants should have information about the nature of the research.  

When obtaining informed consent, Singleton and McLarnen (1995) suggested that information is presented in writing and verbally, in clear and understandable language, giving sufficient time for consideration.  In the current study, involving, as it does, people with learning disabilities, this suggestion does not go far enough and it is necessary to unravel a number of codes of practice to develop procedure to obtain a meaningful, informed consent.  The British Psychological Society’s Code of Conduct (1995) is the formal precursor to Singleton and McLarnen’s suggestion.  It states that psychologists:


... shall normally carry out investigations or interventions only with the valid consent of participants, having taken all reasonable steps to ensure that they have adequately understood the nature of the investigation and its anticipated consequences.

Arscott, Dagnan and Kroese (1998) listed the steps to be carried out for valid consent to be obtained:

· ensure that participants have understood the nature of the research

· present an accurate picture of the gains and harm that may result 

· seek the advice of others where no meaningful consent can be obtained

the consent of carers is based on legal authority

· allow for the withdrawal of consent at any stage.

Along-side this code, Morris, Niederbuhl and Mahr (1993) developed a measure which will determine the ability of people with ‘intellectual impairment’ to consent to treatment.  They suggest that, in order to be deemed able to consent to treatment, an individual must understand:

· the presenting problem

· the proposed intervention

· the alternatives, risks and benefits

·     their involvement with the decision-making process, their rights and options,


and the ability to express a clear decision with rationale.

Arscott et al (1998) adapted these criteria to assess the ability of people with learning disabilities to consent to take part in research.  The sort of questions they asked was:

· what will I be talking to you about?

· how many times will I want to talk with you?

· are there good things about talking with me?

· are there bad things about talking with me?

· what can you do if you decide you don’t want to talk with me anymore?

The design of the current study incorporated this interview schedule.  The schedule did not, however, deal with the general tendency that people with learning disabilities have towards acquiescence which, according to Stalker (1998, 6), has more to do with aspects of control over their lives than impairment.  The researcher in the current study has experience dealing with acquiescence and made conscious efforts to challenge it if and when it emerged.

4.5.3
Principle of justice

The principle of justice is about the right to fair treatment and according to Parahoo (1997), this means ensuring that participants are treated courteously and fairly during the research process, that the power relationship between the researcher and the research participants is not exploited, and that discriminatory action is not taken should the participant/s decide not to get involved in, or withdraw from, the research study.   

For Polit and Hungler (1997), this principle involves good practice such as fair selection in the sampling process, the honouring of agreements between the researcher and the participants, and the right to be treated with respect. McCance (1999) related justice also to anonymity and confidentiality.  She argued that participants ‘have the right to expect that any data collected will be kept in the strictest confidence’.  

When working with people with learning disabilities, there is a need to consider a responsible way to approach the working relationship so that friendliness is not misinterpreted as friendship.  Stalker (1998) argued that the problem is not solved by simply giving clear messages and negotiating terms of engagement, as that implies the terms and conditions are all within the gift of the researcher.  

Various writers have suggested ways to get around this possible difficulty:  Walmsley (1995) encouraged people with learning disabilities to set down their own terms of engagement, while Booth and Booth (1994) urged withdrawal from the participants’ lives at their pace.  Imple-mentation of these suggestions has been incorporated into the current study in order to reduce the risk of fieldwork relationships becoming exploitative.  

The three principles of beneficence, respect and justice have guided the current research design at every stage.  

The next section is a brief resume of the researcher’s background, experience and personal perspective.  This is presented as a tool of transparency and will alert the reader to assumptions and biases on her part.

4.5.4
Researcher’s background, experience and personal perspective

In any research, and particularly in research using qualitative methodology which recognises the complex inter-relationship between the researched and the researcher, it is considered essential to present Information about the investigator’s background, experience and personal perspective.  The following is a resume of relevant information.

Prior to undertaking the current investigation, the researcher worked in further education teaching psychology and working as part of a team designing and delivering courses for adults with learning disabilities.  She also worked as a part time tutor for the University of Ulster on the Certificate on Community Development and Education course and carried out consultancy work on behalf of her employers in group dynamics, anti-harassment, personal development for organisations in the voluntary sector.  Prior to, and concurrent with, employment in the statutory sector, the researcher had many years’ experience of community development in the voluntary sector, working with disadvantaged groups, eg:  unemployed persons, women, those who experience physical disability.  In this work, the researcher has consistently operated within the philosophy of empowerment and has undergone extensive training in group dynamics in both Britain and Ireland in order to carry out this work.  

Because of the researcher’s close working involvement with adults with learning disabilities, she was privy to anecdotal evidence about their lives.  While there is clearly much good practice in Northern Ireland, signals were received which illustrated the possibility of wide-spread unequal power relationships in many, if not all aspects of her students’ lives.  With her background in dealing with empowerment issues, the researcher was concerned at the extent of social exclusion which was becoming apparent.  Leave from teaching duties was arranged.  This gave the researcher an opportunity to step back from her close involvement with people with learning disabilities and consider their lives from different and wider perspectives. 

Also, as a feminist, it was essential for the researcher to select a methodology that would, as Rubin and Rubin (1995, 36) urged, ‘pay particular attention to the needs of those who [have] little or no societal voice’ and can be used to empower and foster social change.    Feminist writers, eg: Wilkinson (1999), advocate qualitative approaches and demonstrate the particular value of focus groups as a qualitative method.   The context of learning disability and social exclusion, the desire to embrace contextual and relatively non-hierarchical methodology and the guidance/suggestions offered by feminist writers have greatly influenced the qualitative nature of the design for the current research.

Finally, the death of the researcher’s infant sister who experienced Down’s syndrome, and the affection with which she is remembered, is likely to be a factor in the researcher’s decision to carry out this work.  This was not a conscious process in the early design stage, but became more evident as the project progressed. 

4.6
Data collection, management and analysis

In qualitative research, data collection, management and analysis are not carried out in a linear way.  On the whole, analysis should begin with the study and relate to the problem under investigation.  Krueger (1998) presented analysis as ‘a fluid process rather than as a series of isolated tasks,’ and not something that happens after the focus groups sessions are completed.  Throughout the life of the research project, procedures for collecting, managing and analysing data are intertwined.  For example, before the focus group work begins, the researcher will need to consider options around intensity and rigour, as these will have implications on how the data is collected and how it is analysed.  Whether the analysis is transcript-based, tape-based, note-based or memory-based has implications for data collection and management.  During the focus group sessions, the researcher will need to review how the work is going:  are the participants talking about the topic?  is the information produced relevant to the study?  Perhaps the researcher will discover that participants articulate a narrow range of views and transcriptions are not required.  After a few focus group sessions, themes may begin to emerge and a decision will be made about whether to seek confirmation on some themes or eliminate other questions that are deemed ‘unproductive, confusing, or redundant’ (Kreuger, 1998).  In the current study, the grounded theory approach is evident.  Each element or event in the process is influenced by the one before and, in turn, will influence and inform the next.  The collection of large amounts of data demands its immediate management.  This in turn influences the continuous analysis of the data.

Part of the on-going circle of data collection, management and analysis is the need to review the process.  The grounded theory approach of the current research encourages continuous review of practice and theory; one of the ways this was done was to evaluate different aspects of the study.  The first formal evaluation process looked at the strengths and weaknesses of the Preliminary Study, as seen by the participants (see Appendix 1).  This was useful in designing the Main Study. The Research Advisory Group also evaluated its work (see Appendix 20), and the complete project is reviewed in the Interpretative Phase.

The next section will describe the data collection, management and analysis stages separately for ease of reading.  There are four stages in the study:  (I) Preliminary Study; (II) Main Study;  (III)  Verification Study;  and  (IV) Managerial Response.  The reporting format for each stage will be:  Rationale, Access, Participants, Equipment, Procedure, and Lessons Learnt.  Data management and analysis will be reported after the reports of these four stages.

CHAPTER 5

METHODOLOGY
5.1
Introduction

The current research uses qualitative methodologies, is loosely based on grounded theory principles and is influenced heavily by the principle of participatory research.  Data has been collected using focus groups and individual interviews.

5.2
Data collection:  preliminary study

5.2.1
Rationale

Guided by the principles of PAR, the researcher was keen to hear from people who experience learning disabilities about the problems they faced in their daily lives.  Conversations about what is fair and not fair would not only inform the design of the data collection stage, it would also ensure that people with learning disabilities would be included as full participants in the research.

5.2.2
Access

The need for access to a group of adults with learning disabilities was discussed at an early meeting of RAG.  The member who worked for the Citizens’ Advocacy Project agreed to approach a group of people from various day centres she was working with at that time.   She said she would explain the process, the need for commitment and ask for volunteers at the next meeting of the Advocacy Group.  Whether they consented to take part in the research was up to them.  Subsequently, the researcher was invited to a meeting of the Advocacy Group.  This session became the first of four in the Preliminary Study. 

5.2.3 
Participants

Six people took part in the Preliminary Study:  three male (age range 29 to 47) and three female (age range 31 to 58) Advocacy Group members were present at the first meeting.  Between them, they attended three day centres.  One woman is married, the others are single.  Because they are part of an established group, they all know each other.  Two members (one man and one woman) and the researcher also knew each other from work in further education.  Participants are coded as Service User 1, 2, 3, 4, 5 and 6 (SU1- SU6).

5.2.4
Informed consent

When the researcher arrived at the first session with the Advocacy Group, the members knew about the research and the request for participation from the director of the Citizens’ Advocacy Project.  All appeared keen to participate and said so.  After introductions and further discussion about the aims, process and expected commitment of the participants, the researcher facilitated the process of gaining informed consent.  Arscott, Dagnan and Kroese’s (1998) five-item questionnaire (see p. 111) was worked through verbally.  Each member of the group responded positively and appropriately to each item.  Everyone was able to describe the topic of the research, how many sessions they would be expected to attend, what would be good and bad about being involved and what to do if they wanted to disengage.  The researcher was particularly emphatic about the final point, ‘What can you do if you decide you don’t want to talk with me anymore?’  

All seven members of the Advocacy Group committed themselves to the research enthusiastically.

Prior to the researcher meeting with the Advocacy Group, members had been discussing work-related difficulties and some of the subsequent discussion about the research topic involved problems in this area of their lives.  The research participants were thanked for their consent and arrangements were made for three sessions which would be held instead of their scheduled advocacy meetings.

5.2.5
Equipment

For the initial meeting, which was designed to inform the participants about the research and their potential role before seeking formal consent, and the following two data collection sessions, information gleaned was recorded in writing.  The final session to evaluate the preliminary process was audio recorded.  The equipment used in the Preliminary Study was:

· 5 item interview schedule for gaining informed consent 

· List of questions to aid evaluation (see Appendix 1)

audio recorder and tapes

· Extra audio tapes copied for each participant

· Field notebook and pen. 

5.2.6
Procedure

Data collection for the Preliminary Study and its evaluation was carried out during three separate monthly sessions.  They took place in the room where the pre-meeting was held.  The participants were pleased to be involved and keen to begin.  Agendas for the two data collection sessions are shown in Appendix 2.

Evaluation

One of the male participants was unable to attend the evaluation session and sent apologies and regret.  The researcher introduced the process of evaluation by inviting the participants to recall procedures at the further education college where they had had an opportunity to give their opinions on the teaching staff.  She said that this process would be similar except that where the college student evaluations were in written form, the research evaluation would be verbal.  All consented to the process.  The participants were asked if they consented to the evaluation being recorded.  All except one were keen for this to happen.  The dissenting woman wanted to take part in the evaluation process but had a phobia about hearing her recorded voice.  The dilemma was solved when she agreed to participate non-verbally, using gestures and signs.  The list of questions to aid evaluation is presented in Appendix 1.

Debriefing

The researcher answered some questions about the research, the next stage and hopes for the future.  She finished by stating what she had gained from the work (see Lessons Learnt below).  Participants were thanked for their help, interest and good humour.  They requested a copy each of the recorded evaluation process.

Follow up

Six copies of the tape recording the evaluation process were subsequently made and posted to the participants care of the Citizens’ Advocacy Project with a covering letter of thanks.  The director of the Project was also thanked for her role in arranging access, the comfortable venue and refreshments.

5.2.7
Lessons learnt

While the findings from the Preliminary Study will be presented in Chapter 6, below is a list of lessons learnt which informed the design of the Main Study.

· Participants responded positively to the friendly, informal approach.  

· The focus group setting in a familiar place, to which the researcher had to be invited, meant the power differential was redistributed in favour of the participants.  

· The ‘informed consent’ process is a useful tool.  It allowed confident acceptance of consent rather than acquiescence.

· Couching abstract concepts like ‘social exclusion’, ‘equality’, ‘discrimination’, and ‘justice’ in simplified terms of ‘what’s fair? and ‘what’s not fair’, worked well. Participants had no difficulty discussing unfair elements of their lives, although articulating fair elements did pose some problems.   Changing the wording for the next stage was considered and decided against.  Identification of what is fair would be more difficult for anyone and not only people who experience learning disabilities.

· Preliminary Study did not explore awareness of the learning disabled condition.  The Main Study would need to address this issue.

· Recording verbatim discussions in hand written form over several focus group sessions would be an impossible task.  For the Main Study, it was decided that audio equipment would be used to record the discussions.

5.3
Data collection:  main study

5.3.1
Rationale

Drawing on the lessons learned from the Preliminary Study, the Main Study set about exploring the lives of a group of people with learning disabilities and key people in their lives:  family carers and day centre workers.  The triangulated approach was expected to give a better understanding of the lived experience than one perspective would do.  Data collection in the Main Study was a combination of focus groups and individual interviews.  The rationale for adopting two methods was to accommodate participants’ preferences and not specifically to create an environment where participants would be more likely to discuss private and/or sensitive information about themselves (Michell, 1999).  Of course, the participants’ preferences may have been motivated by this factor.

5.3.2
Access

During a private conversation with the deputy manager of a day centre, the researcher spoke of the need to access research participants.  The deputy manager suggested using the centre where she worked and encouraged the researcher to discuss the prospect with the centre manager and the principal social worker responsible for learning disability in the relevant health and social services trust.   A letter was written to the principal social worker; subsequently a meeting was held with the assistant principal social worker.  The centre manager was contacted by telephone and arrangements were made to meet and discuss access.  At both these meetings, access to service users and workers was agreed in principle.  The centre manager noted the criteria for the service user and the worker categories:

· For the service users:  six to eight men and women, various ages, Catholic and Protestant, and who had family carers available who could be approached and asked to participate.  

· For the centre workers: all of the four of the centre workers with hands-on responsibility.  

A potential date for a pre-meeting with service users was arranged.  Prior to this meeting arranged to obtain formal informed consent, the researcher received a telephone call from the centre manager.  He said that the stated criteria were causing difficulties as it excluded some service users who were keen to participate.  Because the research design had been heavily influenced by the philosophy of participatory research, the excluding criteria was disregarded and anyone attending the day centre who wanted to participate was invited to do so.  This ‘aggressive’ self-selection may have created a bias towards assertive, articulate service users (this possibility is discussed in the Interpretative Phase).  It certainly created a gender bias and difficulties in the recruitment of family carers.

Access to day centre staff was agreed in principle by management.  The workers agreed to meet with the researcher to discuss the investigation and their role prior to the focus group session.  At that time, they would decide whether to participate.

Access to the family carers was time-consuming and piece-meal.  At the pre-meeting, service users were asked if they had family carers in their lives and, if so, whether they could be approached with a view to recruitment.  Of the seven service users present, six gave permission to contact a family member.  One of the named family carers, a sister, also experienced learning disability.  Because it was not clear whether she met the full criteria of being a family carer, she was not contacted.  The remaining five relatives were written to, given a brief description of the research and asked for their participation (see Appendices 3, 4). The letter gave the option of meeting as a group or as individuals and a number of dates, times and venues were suggested.  One family member responded and said he did not wish to take part.  Two weeks later, three relatives were contacted by telephone and they agreed to participate.  The researcher was unable to contact the remaining family carer.

As one of participating family carers was unhappy about meeting as a group and the others had no preference, this category of research participant met with the researcher individually and at their convenience and the individual interviews took place.  

5.3.3
Participants

Overall, 14 people took part in the Main Study:

· Seven service users:  five men and two women, aged between 23 and 53 years.  Six have Catholic background, one person’s religious background is unknown.  All the participants know each other well and five had worked with the researcher in further education.  Participants are coded as Service User 7, 8, 9, 10, 11, 12 and 13 (SU7 - SU13).

· All four centre staff members:  all women, three care workers and one care assistant; age of one unknown, others aged between 30 and 58.  Two have Catholic backgrounds, one has Protestant background and the religious background of one is unknown.  Participants are coded as Worker 1, 2, 3 and 4 (W1 - W4).

· Three family carers, two of whom are aged 45 and 53.  The age of the third is unknown.  Two are mothers of service users and one is aunt/guardian.  All have a Catholic background.  Participants are coded as Family Carers 1, 2 and 3 (FC1 - FC3).

5.3.4
Informed Consent

Informed consent from the three categories of participants was gained in different ways.  For the service users, the researcher and research assistant met with them in the centre they attended.  They were given some background information about the research.  As they had self-selected, the participants were keen to give their consent.  Before this was accepted, they were assured their names would be coded for confidentiality and that they could change things they said during or after the focus group sessions.  This condition was emphasised as it was considered inappropriate to ask the service users to check the typed transcriptions for accuracy (member checks) at a later date.  The agenda for this meeting can be seen in Appendix 5.

The day care staff met with the researcher prior to the time arranged for the focus group session.  They were assured that names would be coded on the typed transcriptions before anyone other than the researcher would read them and they would have an opportunity to carry out a member check and add/delete information during or after the focus group sessions.  With these provisos, consent was given.  

The family carers gave consent twice:  during the recruitment process and prior to the interviews.  Again, the participants were assured of confidentiality.  They consented under the same conditions as the centre workers.

5.3.5
Equipment

At the pre-meeting with the service users, the questionnaire designed to process informed consent was used (see p. 111) and responses were recorded on the document.  For the two data collections sessions, the focus group discussions were audio taped and field notes were taken.  The final session considered the unresolved issues that had been raised during the focus groups.  Decisions were made about tasks and who would carry them out.  These were recorded on pro-forma sheets.  Thus, equipment used in the Main study was:

· 5 item interview schedule for gaining informed consent 

· notes to guide service users’ focus group discussions (see Appendices 6, 7)

· notes to guide staff focus group discussion (see Appendix 8)

· notes to guide interviews with family carers (see Appendix 9)

· pro-forma documents to record tasks to be done and by whom (see Appendix    10)

audio recorder and tapes

· field note-book.

5.3.6
Procedure

Data was collected for the Main Study by a mixture of focus groups and individual interviews.  Work with the three categories of research participants was carried out consecutively, starting with the service users, then centre workers, then family carers.

Service users

The service users met with the researcher and research assistant for four weekly sessions.  The first was designed as a pre-meeting to inform the self-selecting day centre members about the research project, obtain their formal consent and introduce the topic under investigation.  The focus group sessions took place over the next two weeks and the fourth and final session was dedicated to follow up tasks and closure.  All the sessions took place in private, in the committee room at the back of the main hall in the day centre hosting the research.  The seven partic-ipating members, the researcher and the assistant researcher sat around a table in the small room and for the two data collection sessions, the large audio recorder was placed on the table between the researcher and the research assistant.

At the pre-meeting, the centre manager helped with introductions then left the committee room.  Some informal time was spent making contact with the two participants previously unknown to the researcher, catching up with ex-students and introducing the research assistant.  Because the learning disabled community is segregated from mainstream, people with learning disabilities tend to know each other, and the research assistant, researcher and participants quickly became comfortable and eager to begin working together.  

The research assistant told the focus group about his work with RAG and his role in the research process.  He said that during the data collection stage he would observe, take field notes and learn research skills; in the third and final session with the service users he would be the facilitator.  The agenda for the pre-meeting can be seen in Appendix 5.

Once strategies to enhance confidentiality were explained, formal consent was given by all the participants using the same format as had been piloted in the Preliminary Study.  Participants who permitted contact with families either gave names, addresses and telephone numbers or asked the centre manager to look up this information.  The participants were shown the recording equipment and were asked if the next two sessions could be recorded.  They agreed to this request enthusiastically.  Everyone was thanked for agreeing to participate and asked to think about what was fair and not fair in their lives for the start of their research participation the following week.  

Later, the researcher and research assistant discussed the process and their experience of the meeting.  They arranged to meet to draw up guidelines for the focus group discussions and make final adjustments to the research assistant’s role.

At the first focus group session, the two women participants did not attend as one was sick and the other had, according to the centre manager, “gone ‘AWOL’”.  The centre manager gave assurances that the absences were not an indirect way of withdrawing from the study.  The male research participants arrived early and took up the same seats as the previous week.  They were reminded of the study, asked again if they wanted to participate and for permission to record discussions.    All responded positively.  Concerned about confidentiality within the focus group itself, ground rules, including rules about confidentiality, were drawn up.  All participants committed to keep them and agreed that rule-breaking, if any, would be challenged in the group.

Guided by the information about the lives of people with learning disabilities gleaned in the Preliminary Study, the focus group discussed what made them happy/unhappy, what is good/not so good about their lives and whether they were aware of discrimination.  The researcher was keen to contextualise these discussions in experiences of work, day centre, college, home and special relationships.  Also, an important gap in the Preliminary Study was a process that would discover whether the participants were aware of their learning disabled conditions.  Then participants discussed what was not fair in their lives and talked about people with learning disabilities;  they did not, however, make a direct connection to their own conditions.  The notes to guide discussion for the Main Study sought to address this omission.  It was also thought to be important to conclude the session on a positive theme by discussing abilities and capabilities.  The list of questions, drawn up by the researcher with help from the assistant researcher, which guided the focus group discussion, is shown in Appendix 8.

The session lasted one hour.  Participants were thanked and asked if they felt satisfied and contented with their contribution and whether they would like to speak to the researcher about anything else at that time.  All were fine and hungry for lunch.  Arrangements were made for the second focus group session the next week.

On listening to the audio tape of the first session, emerging themes could be identified.  A list of questions to clarify issues from specific participants was drawn up together with guidelines which would develop topics touched on in the first session (see Appendix 7).  

At the second service users’ focus group session, one of the female participants joined the research volunteers apologising for her absence the previous week;  one of the male participants arrived late.  All the participants were welcomed back to the research work and consent for participation and audio-recording were checked.  Questions to specific participants were asked and clarification given.   The session moved on to developing themes identified during transcription.  The participants were reminded of the topics discussed previously (see Appendix 11) and were asked to discuss these topics in more detail.  The list of questions developed to guide this discussion is shown in Appendix 7.

 Again, the session lasted one hour.  The participants were thanked and asked if they were satisfied with their responses.  They were given an opportunity to change, add to or delete information with which they were uncomfortable.  

After debriefing, the researcher and assistant researcher explained that the final session would consider some of the issues raised and discuss what if anything could be done about them.  The participants decided they wanted to eat out in the local pub together after the final session to celebrate completion of the work.  This allowed the group to disengage on its own terms (see Booth and Booth, 1994) and a discussion ensued about who would book the pub and inform the centre manager.   

The final session was facilitated by the research assistant.  The aims of this meeting were to gain closure by giving the participants an opportunity to view their contribution in context of the research project as a whole and to consider tasks that could be tackled as follow-up.  The research assistant opened this session by reading  a prepared statement about the focus group work to date and introduced the final session (see Appendix 12).  The issues listed for consideration (see Appendix 13) were discussed and tasks assigned using the pro-forma sheet (see Appendix10).  The follow-up work, together with copy letters, can be seen in Appendix 14.

As arranged, everyone involved in the service users’ focus group went for lunch and celebrated completion of this stage of the research.  A letter of thanks was sent to the participating service users.

Day care workers

The day centre workers met as a focus group once in the same room as the service users’ focus group sessions had taken place and immediately after lunch on the day of their final session.  The staff members were curious about the work that had been going on in the centre for a number of weeks.  They knew each other but not the researcher or the research assistant.  The meeting prior to the focus group session began with introductions and small talk.  Obtaining informed consent was straightforward.  The researcher related her background in further education and about the decision to carry out research.  The research rationale and procedure to date was described and both the researcher and assistant researcher answered questions about the process.  The staff members agreed to participate in the research and to having the focus group discussion recorded.  One worker refused to give her age range and religious background on the grounds that these variables were not relevant to the study and others followed suite.  This gap was pursued later.  The care assistant alerted the group to the possibility that she would be unable to complete the discussion because of centre duties.

The design of questions that would guide staff focus group discussion was heavily influenced by information gleaned from the service users’ focus group sessions and the literature review which highlights that people who experience learning disability are victims of social injustice through the three processes of moral exclusion, disengagement of moral control and delegitimisation.  These processes, which result in sanctioned harm-doing, are not necessarily a result of specific exclusion processes but can occur in every-day, ordinary processes and practices (see Opotow, 1990).    The list of questions drawn up to guide the focus group discussion is shown in Appendix 8.  The session lasted one hour, and half-way through the care assistant left the discussion (see above).  The staff team was slightly reticent at the beginning of the group work and relaxed as it progressed. 

During debriefing at the end of the focus group session, the participants were thanked for their involvement.  The researcher gave background to the research and explained how their contribution would fit with the triangulated approach.  Appendix 15 shows the statement prepared to facilitate the debriefing.  Ensuing questions about the research and researcher were answered.  The participants were also curious about the role played by the research assistant.  He told them how he helped with the research, about attending a conference and of the difficulties he experienced on hearing about people with Down’s syndrome being told they cannot get married, reiterating that this is wrong.  He also empathised with the difficulties at the day centre and said that the centre he attended also experienced bullying, fighting and so on. The participants agreed to carry out member checks and make appropriate amendments when the transcription was typed.  The participants were thanked again.  The centre workers wished the research well and requested a copy of the finished document for the centre.  A letter of thanks was sent to the centre workers.

Family carers

As arranged, data was collected from the family carers by individual interviews.  The research assistant did not attend this part of the process.  This decision was made in the context of the wishes of one of the family carers who stated that she did not wish to be interviewed in the presence of anyone other than the researcher.  For the sake of interview consistency, the interviews were carried out on a one-to-one basis.

Two of the three family carers invited the researcher to their homes; the other asked the researcher to bring her to the researcher’s home.  Dates and times were arranged by telephone and by the time the interviews took place, the interviewer and the interviewees were not quite strangers.  Because of the pre-interview interaction and the venues chosen by the family carers, the individual interviews were less formal than the focus group sessions.  The researcher arrived to each interview on time and, after small talk, checked if the interviewees had all the information they needed in order to consent to the procedure.  After consenting to take part in the research, they were asked if the conversations could be recorded.  All agreed.  

One of the family carers invited to take part in the research is an aunt and guardian of a young man who participated in the service users’ focus group.  She also invited his mother and grandmother to her home at the time of the interview.  The researcher was unsure whether data collected under these circumstances was valid.  Although the three women were a rich source of data, the aunt led the discussion and was by far the most dominant.  Nonetheless, her responses were not necessarily her own thoughts, opinions and feelings about her own and her nephew’s lives but the thoughts, opinions and feelings she felt she could express in the presence of the young man’s mother and grandmother.  In the end, data from this conversation was analysed on the understanding that trade-off decisions have to be made in qualitative research.  In this case, it was considered that the unusual circumstances surrounding the data did not justify disregarding it. This dilemma is similar to circumstances of data collection in the Verification Study, where data here was disregarded because the procedure failed the test of rigour.

At the start of the each interview, the researcher thanked the participants for agreeing to help with the research, the process of which was described to date.  The contribution of the family carers was presented as an element which would ‘complete the picture’.  Notes to guide the interviews with the family carers are shown in Appendix 9.

Participants were thanked and debriefed in a way similar to that of the day care workers.  They too, agreed to carry out member checks on the typed transcriptions of the recorded conversations.  All of the family carers said they enjoyed the experience and two expressed gratitude that their opinions had been sought, saying that interest in their circumstances had not been shown previously.

Follow up

All three categories of research participant in the Main Study were contacted after the focus group sessions.  

The care workers were contacted and asked to give ages and religious backgrounds.  Also, at the time of the focus group session they had agreed to carry out member checks on the transcribed discussions and arrangements were made to post the document to the day centre.  They then had an opportunity to check the transcript for accuracy and ask for amendments to be made.  Three of the four workers completed this task (the fourth had taken up employment elsewhere) and agreed it was an accurate transcription of the focus group discussion. They did not want to add or delete information.

The family carers were asked to carry out member checks on the typed transcription of their interviews.  All agreed.  One did the check and said it was fair copy.  She did not want to change anything and wished the research well.  When arranging with the remaining two family carers to get the transcriptions to them, they postponed carrying out the member checks because of family commitments and they wished the research well.  Because of the possibility of reading difficulty, the researcher did not press the family carers to assist further in this way.

One task and one issue needed to be followed up.  These were:

Listening to the service users’ taped discussion, the researcher heard one of the participants make reference to sexual abuse.  This had not been picked up at the time of the focus group.  The researcher sought guidance from a social worker experienced in the field of sexual abuse survival.  She then contacted the service user who agreed to meet with her again, alone.  This was mentioned in a letter to the centre workers.  This further conversation dealt with public knowledge of the child abuse sex scandal involving a paedophile priest.  The service user said that he did not remember anything further and did not want to talk about it.  This was respected.  The researcher later sent a card to the service user giving her home telephone number in case he wanted to contact her again.  The principal social worker and the assistant principal social worker responsible for learning disability services in the relevant health and social services trust were informed of this conversation without identifying the service user.  At the time of writing, nothing further has been heard.  Data from this conversation has been included and analysed.

Letters were written to the Centre Members’ Committee, Citizens’ Advocacy Project, Assoc-iation of Northern Ireland Colleges and forwarded to designated service users for signatures, photocopying, posting and keeping other service users informed of progress (see Appendix 14).

A letter of thanks was sent to the centre manager and deputy manager.

5.3.7
Lessons learnt

A number of lessons learned from the Main Study informed the design of the next stage:

· Focus group sessions and interviews worked equally well; both methods were relaxed, conversational and produced rich, meaningful data. 

· Procedures designed to reduce power differential were successful.  Participants in focus group sessions and individual interviews commented on the approach and their pleasure at being involved in what they considered a valuable and democratic piece of work.

· Participants responded positively to the friendly, informal approach.

· The informed consent process was successful.

· Recording the focus group sessions and the interviews generated a huge amount of data which had to be managed and analysed.  It was decided that the sessions in the Verification Study would be carried out using a check list of themes emerging from the Main Study.

· The Main Study data was collected from an urban day centre.  The researcher was unsure whether the emerging themes were unique to this centre or whether they were common for people who experienced learning disability and the people who cared for them.  It was decided that another urban day centre and a rural day centre would be approached to assist with the verification process.

· The success of the Main Study was due, in some part, to the interest, compliance and assistance of the centre managers and the principal and deputy principal social workers responsible for learning disability.  It was decided that relevant managers would be approached in order to seek access to service users, day centre staff and family carers and generally get involved in the Verification Study.

· Exploring the awareness of the disabled learning condition was highly sensitive and was successful in the Main Study because there had been time to build a safety aspect into the procedure.  It was decided that the Verification Study, which would be faster and much more formal, would not be an appropriate environment for such a discussion.

5.4
Data collection:  verification study

5.4.1
Background to need for verification:  literature review

All research must respond to standards against which the trustworthiness of the project can be evaluated.  Lincoln and Guba (1985) presented these standards as questions, eg:  

· how credible are the findings of the study?  

· how transferable and applicable are these findings to another setting or group of people?  

· can the findings be replicated if the study was carried out with the same participants in the same context?  

· are the findings reflective of the participants and the enquiry rather than a creation of the researcher’s biases or prejudices?  

For these writers, working through of the issues establishes the ‘truth value’ of the study, its applicability, consistency and neutrality.  And while these terms are matched to those used in the traditional positivist paradigm, ie:  internal validity, external validity, reliability, and objectivity, Lincoln and Guba also demonstrated how inappropriate these terms are for qualitative research (Marshall and Rossman, 1995).  Four alternative constructs that more accurately reflect the assumptions of this paradigm are proposed:  credibility, dependability, confirmability and transferability.  

The credibility of a research project is demonstrated by methodology which ensures that the findings relate to stated parameters, in the context of a theoretical framework (Marshall and Ross, 1995).  In order to try and ensure credibility, the current study has identified and described the setting, the process and the people involved; the parameters are placed within the context of social exclusion.  In this way, the findings should, as they relate to the stated boundaries and theoretical context, have a high truth value and it is likely that study will be valid.

Dependability attempts to account for changing conditions of the phenomenon being studied as well as changes in the design due to increased understanding of the setting.  This is different from assumptions shaping reliability as perceived by traditional researchers.  Marshall and Rossman (1995) argued that in traditional research, reliability assumes an ‘unchanging universe where inquiry could, quite logically, be replicated’, whereas, in qualitative/interpretive research, there is an assumption that, ‘the social world is always being constructed, and the concept of replication is itself problematic’.   

Confirmability is akin to the traditional construct of objectivity.  For Lincoln and Guba (1985) the test of confirmability rests on whether the findings of the study could be confirmed by another.  Evaluation of the study is in this way removed from the researcher and placed on the data.  The current study has acknowledged the ‘natural subjectivity’ of the researcher in qualitative and quantitative research.  Assumptions of the current study are stated and biases are expressed.  And while some empathy for the research participants has allowed entry into their worlds, mechanisms have been incorporated to ensure that the empathy, understandings, assumptions and biases are checked by persons other than the researcher prior to and concurrent with data analysis.

The transferability of qualitative research to other settings is often more difficult to demonstrate.  Nonetheless, a couple of strategic choices can enhance a study’s transferability:  seeking data from more than one source and collecting data using more than one method.  Triangulation is the process of gathering multiple sources of the same phenomenon and is considered valuable by ‘Grounded’ theorists who have long contended that ‘theory generated from one data source works less well than “slices of data” from different sources’ (Glaser, 1978).  Rossman and Wilson (1985) argued that data from different sources ‘can be used to corroborate, elaborate, or illuminate the research in question’.  

The design of the current study has measures built in that ensure normal standards of rigour for qualitative research:  multiple informants and more than one data collection method have been used;  design decisions and their rationale are transparent;  and the data has been kept in an organised, easily retrievable fashion should other researchers wish to re-analyse or re-interpret the conversations;  the research standards have been evaluated against criteria devised by Marshall (1990) for this purpose.  

Nonetheless, the acknowledged weakness of transferability of qualitative inquiry led to the decision to introduce an additional layer of rigour.  Because the participant self-selection of the day care service users and the consequent difficulty in the recruitment of family carers, the researcher was interested to discover if the themes which emerged from one inner city day centre were unique to those participants and that health social services trust or if the experiences related had a wider significance.  

5.4.2
Rationale

The Verification Study set out to discover if the findings transferred to other similar but different environments and other similar but different people.  It was decided that at least two centres should be used to test findings for transferability.  Initially, using questionnaires to survey a number of day centres operating in different sectors and geographical areas was considered as a way to carry out this process.  This quantitative methodology was eventually rejected.  Instead, it was decided to use group interviews to present key issues raised to two groups of services users, workers and family carers outside the original trust area.  In this way, the test for transferability was faster than the Main Study and was processed in much the same way and with the same interviewer/group facilitator.  This process meant that the consistency of the qualitative approach was maintained.

5.4.3
Access


 

Initially, the managers of two day centres were contacted by telephone and asked to accommodate the Verification Study.  It was explained that data collection for the Main Study was complete and that the researcher wanted access to three groups:  day centre users, day care workers/assistants, and family carers.  Both managers were interested in the research and welcomed the opportunity to host this stage.  They agreed in principle to the Verification Study being carried out at their centres and arranged to seek consent from the users’ committees, invite family carers to participate and rearrange staffing rotas to allow the workers to participate if they wished.  They also agreed to arrange suitable space and time-tabling.

On arrival at the urban centre, it was discovered that arrangements for the verification process had been over looked.  Nonetheless, the centre manager was keen to host this part of the study on that day and insisted that the work go ahead. Data collected under these circumstances failed to reach standards of rigour suggested by Lincoln and Guba (1985) and imposed on the current research on four counts:  (i) access to two out of three categories of research participant was not available;  (ii) service users’ participation was not carried out in private - the group interview took place in view and hearing of other service users and staff;  (iii) there was no way of knowing whether service users’ participation was acquiescence or genuine consent;  and (iv) responses of senior care management are not comparable to workers’ responses in the Main Study.  A letter of thanks was forwarded to the participating service users although data collected from them was not included in the analysis.  

Another day centre within the same health social services trust catchment area was contacted and asked to host this part of the research.  The manager agreed in principle immediately and contacted the researcher at a later date with arrangements to meet with three categories of participant time-tabled for the morning and afternoon of the same day.  

This experience, although time-consuming, had a useful outcome.  The group interview with the service users could not be audio-recorded and field notes were made on the check-list.  It was later decided that this document was sufficient evidence of the test of transferability/verification.  In all subsequent group interviews in the Verification Study, therefore, audio-recording, transcribing and managing huge amounts of data became irrelevant and a much more simple process was devised, ie: use of prepared check-lists which were completed during the focus group sessions.

5.4.4
Participants

Twenty nine people took part in the Verification Study.  Table 1 shows the break- down of the participants in respect of locality and gender. 

Table 1:  Participants in the Verification Study

     Day Centre
Service Users
  Centre Workers
    Family Carers
            Total

     Urban
10  (3f, 7m)              3 (1f, 2m)                                2 (1f,1m)               15

     Rural

  7  (4f, 3m)              3 (f)                                           4 (f)                        14

     Total               17  (7f, 10m)            6 (4f, 2m)                                 6 (5f, 1m)             29

The service users in the urban setting are members of the Students’ Committee, and in the rural setting, they are members of the Advocacy Group.  In both cases, the research took place on the days that the meetings of these groups had been scheduled.  Participating staff in both centres are care workers and care assistants and the centre managers reorganised rotas to cover their duties for the duration.  The two urban family carers are members of the Parents’ and Friends’ Committee and the four family carers in the rural setting participated as individuals who had been invited to the centre specifically to take part.  

5.4.5
Informed Consent

Informed consent from the three categories of participants was gained in ways similar to that of the Main Study.  All participants knew of the research project prior to meeting with the researcher.  Information about the research to date was given along with the researcher’s background and all categories of research participant gave their consent.  

5.4.6
Equipment

For the Verification Study, themes emerging from the three categories in the Main Study were compiled and presented during the group interviews as checklists.  Responses were recorded on the documents and in field notes.  Thus, equipment used in the Verification Study was:

· checklist to guide service users’ group interviews (see Appendix 16)

· checklist to guide staff group interviews (see Appendix 17)

· checklist to guide family carers’ group interviews (see Appendix 18)

· field notebook

5.4.7
Procedure

Urban verification

Urban service users

The service users’ group interview was the first to be carried out.  The researcher was invited to the Students’ Committee meeting held in a bright and comfortable room.  There was no desk and the meeting was informal.  The centre advocacy skills worker was present at the session and played a low-key role, handing over the facilitation to the researcher.  The Students’ Committee had been approached by the manager and briefed about the research.  They knew each other well and three had worked with the researcher in further education.  Some time was spent reacquainting with the ex-students and chatting with the others about their Students’ Committee and the lovely centre.  The members of the Committee introduced themselves formally; the researcher introduced herself and the research.  She described the process and findings to date and explained what was required of participants in the Verification Study.  Each member was asked individually whether they wanted to contribute and were able to describe the role they were expected to play.  They also confirmed that they preferred to help with the research than do anything else at that time.  The positive responses to this procedure were taken as evidence that informed consent had been obtained.  Everyone was eager to begin.

At this time, the emerging themes from data collected from services users in the Main Study were:  (i) awareness/experience of learning disability;  (ii) power and control;  and (iii) inequality/discrimination.  Using the checklist (see Appendix 16) as guidance, the researcher told the group about the categories of things the participants in the Main Study had said were not fair in their lives.  Participants had an opportunity to respond to the categories, then to the detail of the themes. In some cases, they responded negatively to the category but positively to the detail.

The group interview lasted about one hour.  Debriefing consisted of questions and answers about the research and the researcher.  The workers were given assurances that their contributions would not be identifiable in the written report.  Everyone was thanked for their participation, patience and good humour.  The scheduled meeting of the Students’ Committee was postponed and another date arranged.

Urban care workers

Three centre workers with hands-on responsibility then met with the researcher in a small office.  They had been briefed about the research project from the centre manager and after discussion about the research to date and what was required of participants in the Verification Study, the workers gave their consent.

The three emerging themes from the data collected from care workers in the Main Study at that time, were:  (i) the day care service;  (ii) knowledge base of practice;  and (iii) values.  Using the checklist (see Appendix 17), the participants were asked whether their experiences were similar to those of the workers in the Main Study.   At the debriefing, questions about the research were asked and responded to and the workers were assured of confidentiality.  They were interested in the research and requested a copy of the completed document.  Everyone was thanked for their participation.

Urban family carers

After lunch, two members of the Parents’ and Friends’ Committee stayed behind after its meeting to take part in the research.  They had been approached by the centre manager and after being informed of the research and what was expected of them, they gave their consent.  This session took place in the same room as had the session with the Students’ Committee earlier.  Again, using the checklist of themes arising from the family carers’ transcriptions (see Appendix 18), participants were asked whether their experiences were similar to the family carers in the Main Study.  At the debriefing, questions about the research and the researcher’s background were answered.  Participants were assured that their contribution to the research would not be identifiable within the written report.  Both were thanked for their assistance and they wished the research well.

Urban follow up

Letters of appreciation were sent to the Students’ Committee and the centre manager, asking her to pass on thanks to the participating staff members and the two members of the Parents’ and Friends’ Committee.

Rural verification

Rural service Users

At the rural centre, the researcher joined the Advocacy Group session.  Again, the meeting was informal:  no table and comfortable chairs.  The centre manager had briefed the Group members and their support worker and the participants were enthusiastic to begin.  After introductions and the process for obtaining informed consent, the participants were asked whether their experiences were similar to those of the service users in the Main Study. The check-list used with the service users in the urban centre (see Appendix 16) was used to facilitate the discussion.  As with the urban centre participants, there was disagreement over wording of the major categories and agreement with the detail.  The group interview lasted about one hour.  Debriefing consisted of questions and answers about the study and what would happen to Advocacy Group’s contribution.  The Group was thanked for its welcome, participation and good humour and were assured of confidentiality.

Rural care workers

Although all three categories of research participants were scheduled for the same day, this was not possible and the two workers met with the researcher one week later in the centre conservatory.  They had been briefed by their manager and knew about the research project.  After explaining what was expected of participants in the Verification Study, the two workers gave their formal consent.  The checklist used with the workers in the urban centre (see Appendix 17) was used to guide the verification session.  At the debriefing, the participants were assured of confidentiality and their questions about the research were answered.  Both were thanked for their participation.

Rural family carers

Four family carers arrived at the centre specifically to take part in the research.  Once the detail of what was expected of participants was explained, they gave their consent.  The verification process was guided by the checklist used in the urban centre (see Appendix 18).  The participants were very keen to discuss the issues raised and the session lasted two hours.  At the debriefing, questions were answered and participants were assured of confidentiality and everyone 

Rural follow up
Letters of appreciation were forwarded to the Advocacy Group and the centre manager also asking her to pass on thanks to the three participating members of staff and the four family members.

5.4.8
Lessons learnt

Although the Verification Study was designed to explore the responses of groups of people similar to those in the Main Study, analysis of the data shows that had different criteria for service user selection been used, the findings may have secured tighter verification.  Where verification was not found, this was often due to attitudinal, rather than factual, difference.  The services users in the Main Study were politicised and assertive and the day centre they attended is located in an inner-city, working-class, nationalist area.  Thus, rather than a straight-forward participant match for people with learning disabilities who attend day centres in urban and rural areas, a more specific, culturally-defined criteria could have been used, ie:  selected urban and rural centres in similar areas to the Main Study.

5.5
Data collection:  managerial response study

5.5.1
Rationale

As data from each stage was analysed and a coherent picture about the lives of the participants began to emerge, it was obvious that the differing perspectives bearing on the major themes would create tensions for the service providers.  The researcher was curious to know how day centre managers and principal social workers responsible for learning disability services would respond to the findings.  A further stage in the study was designed to explore this.

5.5.2
Access

All the participants in the Managerial Response Study had been involved earlier in the study when they had allowed access to participants and/or hosted the focus group sessions.  Four were contacted by telephone and asked whether they would agree to being interviewed about the findings.  One was contacted by letter. All agreed and arrangements about date, time and venue were made to their convenience.

5.5.3
Participants

There were five participants in this part of the research:  two participating day centre managers, one principal social worker and two assistant principal social workers responsible for learning disability services in their respective health and social services trusts.  One of the day centre managers is female; other participants are male.  

5.5.4
Informed consent

Because of their early involvement in the research project, all participants were well informed and gave their consent twice:  on the telephone during recruitment, and immediately prior to the interviews.  They also consented to interviews being audio recorded.

5.5.5
Equipment

For the Managerial Response Study, tensions identified by the three perspectives around six themes (see Appendix 19), gleaned from the Main Study and verified in two other centres, were used to guide the interviews.  A standard note recapping the study to date and setting out what was expected of the participants was presented verbally prior to consent being sought (see Appendix 19).  Thus, equipment used in the Managerial Response Study was:

· standard note, recapping research and stating expectations (see Appendix 19)

· list of tensions created by differing perspectives around the six major themes (see Appendix 19)

· audio recorder and tapes.

5.5.6
Procedure

Data was collected in this stage via individual interviews.  Four took place at the participants’ places of work; the other, in his home.  Introductions were unnecessary and after some small talk, the managers were brought up to date with the research:  they were told of the preceding stages, the broad findings and the emerging tensions around the six major themes (see Appendix 19).  Prior to obtaining consent, the managers were informed of the specific questions they would be asked (see appendix 19).  It was also noted that the managers’ personal views may conflict with how they are expected to behave as an officer of the trust.  Consequently, they were asked to make this distinction as appropriate.  

All the managers consented to participate and the individual interviews, guided by the notes produced from the data analysis (see Appendix 19), were carried out.  Despite expecting interviews to last about one hour, the duration of each was between one and a half and two hours.  This was similar to the individual interviews in the Main Study.
During debriefing, the researcher answered any questions and managers were thanked for their participation.  Letters of thanks were also forwarded.

5.6
Data management and analysis

5.6.1
Use of Computer

A word processor was used extensively for data management in the current research.  Typed transcriptions from audio-recorded discussions and conversations were prepared and processed through various stages from coding for confidentiality of participants and hosting centres to production of lists of major themes which emerged and would guide subsequent stages.   In the early design of the methodology, the use of NUD*IST qualitative data analysis software was considered seriously.  However, the problem of handling, what Richards and Richards (1994) called, ‘rich, complex, or messy data’ is not solved by the software package.  Successful use of the package would also require training and a steep learning curve for which time was not necessarily available.  Transcriptions had been prepared according to the manufacturer’s instructions and, because software does not analyse data, a coding process was carried out ‘manually’ on some of the data.  It was at this stage that a decision about whether to use computer software or the traditional method, with coloured pencils, highlighting pens, marginal notes and scissors, had to be made.  The decision was helped by Krueger’s (1998) common sense statement that procedures for computer analysis for the vast majority of applied focus group projects would ‘amount to pointless “overkill”’.  

So, despite having processed much of the data in readiness for computer analysis, the researcher chose the traditional method to continue the data management on the basis that the limited time available did not allow for training in the complex techniques required by the software package.   The major benefit from this procedure was that coding for the computer package demanded a systematic identification and recording of the emerging themes.  Data management and the ongoing data analysis are described below for the four stages of the current study.

5.6.2
Traditional method of data management and analysis

Preliminary study  

From the hand written field notes, responses were categorised and used to inform the guidance notes for the Main Study.

Main study  

The audio-tape recordings and field notes underwent two different processes, one physical and one analytical.  The audio tapes were transcribed verbatim.   The typed transcriptions were then coded to protect identities of the participating people and centres.  Member checks were carried out by the workers and one of the family carers. A friend of the researcher listened to the tapes and checked transcriptions for accuracy.  All transcriptions were prepared for computer software package.  Transcriptions were read and key findings and potential quotes were highlighted.  Key themes from each category of research participant were noted.  Common themes within and across categories were listed.  Notes to guide the Verification Study were developed.  Also, in order to combat researcher bias in identification of the emerging themes, three members of RAG each analysed transcriptions for a category of research participant.  Their comments and suggestions were included in the final analysis.  Single responses worthy of note were identified.  Key themes were categorised under six major headings.  Tensions created by different perspectives under each major heading were identified and notes to guide the Managerial Response Study were developed.   

Verification study  

Data from the urban and rural centres’ checklists were scrutinised and used to produce a table showing where findings from the Main Study had been verified.

Managerial response study  

Audio tapes were transcribed and coded to protect identities.  

Preparation for write-up  

Three tasks were carried out on the data in preparation for write-up.  All transcriptions were colour coded to allow for identification of research category.  A final reading of all transcriptions was carried out and quotes to illustrate key themes for discussion were highlighted.  The highlighted quotes and sections of data were cut out and filed under headings of the six major themes.

5.7
Evaluation against goodness criteria

Chapter 4 presented rationale for the choice of methodologies; Chapter 5 described various stages of the research project.  High standards of rigour have been implemented.  However, technical competence is not the only criteria on which the current study should be judged.  Weiss and Bucuvalas (1980) noted that policy- makers apply two tests in evaluating research and deciding how seriously to treat its findings:  a ‘truth test’ and a ‘utility test’.    The ‘truth’ is judged on methodological merit and believability of findings;  utility is a measure of the extent to which a study provides practical advice on which action can be taken, or offers a new perspective on problems.  

In the current study, the methodological competence has been evaluated against criteria to establish ‘goodness’ of qualitative research as devised by Marshall (1990).  Table 2 presents this evaluation as a summary and evidence of rigour.  The usefulness of the study is in its relevance and timeliness of its findings (Booth, 1986) to the decision makers.  Findings are presented in the Interpretive Phase, Chapters 6, 7 and 8.       

Table 2:  Evaluation against goodness criteria (Marshall, 1990)

Criteria





Evidence in current study

1.  The method is explicated in detail so the 

Chapters 4 and 5       

reader can judge whether it was adequate

and makes sense, ie:  auditability trail    

 2.  A self-analysis by the researcher stating   

Researcher’s perspective, Chapter 4.

assumptions and biases.


3.  Avoid value judgements in data collection.

Data collection and management:  Chapter 5.

4.  There is evidence from raw data to 


Interpretive Phase:  Chapters 6 and 7.

demonstrate connections between the 

presented findings and the real world.  Are 

the data presented in a readable accessible 

form?

5.  The research questions are stated, and the
Aims:  Chapter 4; Discussion: Chapters 6 and 
study questions those questions and generates 
7;  Final Discussion, Chapter 8.
further questions.

6.  The relationship between this study and 

Interpretive Phase:  Chapters 6, 7 and 8.   

previous studies is explicit.  Is it clear that the

research goes beyond previously established

frameworks?

7.  The study is reported in a manner that is
        
For reader’s judgement


accessible to researchers, practitioners etc.

8.  Evidence is presented that the researcher was

Data management:  Chapter 5; Discussion, 6,7, 8.

 tolerant of ambiguities, searched for alternative

explanations, checked out negative instances, and

used a variety of methods to check the findings 

(triangulation).

9.  The report acknowledges the limitations of

Verification Study, Chapter 5 and Final Discussion

generalisability while assisting the readers in

 Chapter 8

seeing the transferability of findings.

10.  Is it clear that there was a phase of ‘in the

Not applicable

field’ in which a problem focus was generated from

observation?

11.  Observations are made (or sampled) of a 

Not applicable

full range of activities over a cycle of activities.

12.  Data are presented and available for

Yes

reanalysis.

13.  Methods are devised for checking data

Data Management:  Chapter 5

quality.

14.  In-field work analysis is documented.

Not applicable

15.  Meaning is elicited from cross cultural

Triangulation

perspectives.

16.  Ethical standards are maintained.


Ethical considerations and Data Collection: 

17.  People in the research setting benefit.

Background to Methodology:  Chapter:  4 

18.  Data collection strategies are the most

Background to methodology:  Chapter 4.

effective and efficient available, ie:  the 

authority of the researcher.

19.  The study is tied into the ‘big picture’.

Final Discussion Implications, Chapter 8.


20.  The researcher traces the historical context

Conceptual phase:  Chapters 1,2, and 3

to understand how institutions and roles have

evolved.

INTERPRETIVE PHASE

CHAPTER  6

DISCUSSION:  power and control

6.1
Restatement of aims of study

The current study had four discrete aims.  These were:  give an opportunity to tell stories; gather evidence about the lived experiences of the participants; present evidence useful for service policy-makers; and offer a model of good practice (see p. 91).

6.2
Introduction

The Interpretive Phase will report and discuss the findings of the current study.  Six themes emerged that are relevant to all categories of participant:  power and control, day centres, equality and discrimination, support, terminology and perceptions regarding the lives of people with learning disabilities.  However, when the data was analysed finally, it was clear that the dominant issue for people with learning disabilities is power and control.  Their experience of this issue influences their perceptions in every aspect of their lives.  From discussions about life in the community, with families, in their relationships with professional workers to their social lives and personal relationships, the key participants focused on power and control and how other people’s wishes, thoughts and actions dominate and overwhelm them, almost to the exclusion of other topics.  

Findings from the Main and Verification Studies together with relevant comment from the Managerial Response Study will be presented in the context of power and control and how this theme impacts on inequality and discrimination issues.  The other four emerging issues noted above will subsumed into this overall theme.

Through discussion of the findings, the Interpretive Phase will attempt to show that for people who have been traditionally perceived in terms of what is ‘wrong with them’, the experience of learning disability has much more to do with what’s wrong with their social environment. 

Because the issues identified by the participants in the Preliminary Study set the context for the current study, it is important to present comprehensive and detailed findings from this group.  

Participants here demanded little by the usual standards of societal interaction.  For example, when asked how they would like to be treated they said they wanted to be included socially, or in their words, ‘to be respected’ and for ‘people to stop and talk’.  Rather than these fundamental standards of social inclusion and acceptable social interaction, this group of people with learning disabilities reported how their experiences are dominated and controlled by others, often in a hostile manner.  Table 3 shows the seven themes emerging from their discussions.

Table 3:  Themes emerging from the Preliminary Study

General ‘unfairness’

What’s not fair at the day centre

What’s not fair at home

What’s not fair at college

What’s not fair about money

What’s not fair about friendships

What’s not fair about special relationships

Table 4 lists the verbatim comments made under each of these headings.

Table 4:  Preliminary Study verbatim comments about what is ‘unfair’

General things that are not fair 

· Not treated like normal

· Discriminated against


· My mammy put me down as ‘learning disabled’ and that was the way I was treated and I thought that wasn’t fair

· When I was in [long stay hospital] for three years, no one came to see me except my uncle


Not fair at the day centre


· I can’t see my file.  I don’t know what they are saying about me.  I need to know if they say bad things about me.

· Staff shout, bawl at you.

· Staff stop you speaking.

· You’re put in the office with the boss.

· Staff don’t like you messing, like at Christmas.  They flare up at you and they lose the head.  One care assistant is never off your back.

· If you don’t do as staff tell you, you’re sent home and lose money.

· No stimulation, stuck in centre.

· No control over what we do.

· We are selected into work placement.

· I have to do the dishes all the time.  They expect me to go out when I don’t want to.

· Staff member called me ‘backward’ and I was cut to the bone.

· Sometimes when we go out, staff choose where to go for dinner and it costs too much money.

· Some people are barged and sent home for misbehaving.

· Complaints are not dealt with.

· Trainees show respect for staff.

Not fair at home

· Doing dishes all the time when others do nothing and should be helping.

· Not getting on with my mum.  I just want to get out.  Can’t stand social worker ...not helping about mum not speaking.  

· I want to move in with my uncle.

Not fair at college

· Being called names in front of everybody by another student.  Couldn’t say what.  Very personal and I’m uncomfortable.  Staff didn’t deal with it.  I was just told to not listen to it.

Not fair about money

· Benefits are too low.

· Pay is too low (ie:  £4 per week)

· When you’re sick, you’re sick and entitled to something.  They cut you’re money down and you only get paid for days you do.

Not fair about friendships

· Two friends just talk to each other and the staff want them to talk to other people.  They won’t do it.

· Me and ... get on well together and staff don’t like that.  Other trainees are jealous.  Staff try to break friendship.

Not fair about special relationships

· I would like to see my [girl friend] once every weekend.  My mum stops me.

· My mother is worried about me going out with him.  A friend said he could have got me in the family way.

· The minister didn’t want to marry us.  He said, can we not wait?   He must have thought we weren’t suitable.

Table 4 illustrates a culture of control and possible misuse of power that pervades all aspects of the participants’ lives.  While life in further education is not a focus of the current study, the comment about college experience highlighted the need to consider the widespread nature of bullying. 

Reports of widespread hostility and bullying behaviour, made by the participants in the Preliminary Study, reflect the prejudice in Western society towards people with learning disabilities, through the ages as discussed in Chapter 1.  They also relate to the work done by Opotow (1990) on moral exclusion and injustice which, she argued, encompasses both severe and mild forms of social exclusion, ‘from genocide to discrimination’.  Constant harassment, as an issue of social injustice, is also recognised and reported on by service users in the Main Study.

Superficially, it would appear that the three groups’ priorities are different perspectives of the same reality:  the well-being of the person with the learning disability.  However, the findings show that the dominant issue for each group is so specific and unique to itself, that the people involved could be said to inhabit different worlds.  

For people with learning disabilities who use the day care service, power and control issues dominate their lives;  for the family carers, lack of support is the dominant theme;  and day care workers, are most exercised by the state of the day care service and their role within it.  All participants, in all categories, are struggling with their own unmet needs, with little appreciation of the of the others’ view points.  

If there is an overall perspective, it is not to be found at the immediate, or micro, level of interaction between the three key players explored in the current research.  There is some sense that social services, as an agency, in attempting to address the three different sets of needs, may be in a position to view the overall picture, albeit, a picture of the problem, rather than the solution.  

The findings of the study will show the frustration of the three categories of participant as their needs are accommodated at the micro level, ie:  policy, procedures, staff-skills training.  They will show too, that the conundrum will be solved when learning disability is also addressed at the macro level, ie:  enactment and implementation of anti-discriminatory legislation and human rights activism.  Tables 4, 5 and 6 show the sort of issues categorised for the three groups of participants under the heading of power and control.

Table 5 shows the power and control issues addressed by the service users.  Table 6 shows power and control issues addressed by the family carers.  What is interesting here is that they do not necessarily acknowledge their behaviour as controlling and are more likely to justify it in terms of their role as carer.  This reflects the ‘pivotal role’ family carers play as gate-keepers of information as identified by Todd and Shearn (1997).

Table 5:  Power and control issues addressed by the service users

General




Long stay hospital
Intrusion



Admission as punishment

Interrogation



Lock-up as punishment

Coercion



Abuse (beatings, kickings,

Bullying




hit with keys, sticks)

Day Centre



Hospital issue clothing

Too many rules



Holiday home/respite care



Shouted at



Similar to long stay hospital

Excluded from decision-making

Knowledge of sexual abuse

making process



Locked in

Restricted



Constant supervision/chaperoning


Oppressed



No choice of food

Treated like children


Hold money against wishes

Not liked by staff


Mark clothing against wishes

Social Workers



Home

Superior knowledge of law

Family control of money/benefits


flaunted



Debate about parental authority

Not supportive



Debate about living arrangements


Make decisions without 

Pressure

consultation





Collude with day centre

staff and family carers

Difficult/impossible to access

Table 6: Power and control issues as addressed by the family carers

General

Control relative’s social life

Control money  

Fight for relative

Ideal living arrangements

For relative:  in family home

For others:     independence

Perceptions of day centres, respite care and social workers are not reported in terms of power and control; rather they are seen as support for the families.  This raises the question, ‘who is the client?’ and will be discussed later in that context in Chapter 7.  

Table 7 shows power and control issues as they were addressed by the care workers.

Table 7:  Power and control issues as addressed by the care workers

Recognise and acknowledge own controlling behaviour

Justify controlling practice with reference to working conditions

Perceive families as controlling, eg:  relationships, money

Unlike the family carers, the care workers are aware of power and control issues in the lives of people with learning disabilities and recognise their own as well as family carers’ part in that.   

So it seems that the support offered to people with learning disabilities is experienced by them as misuse of power and unnecessary control over their lives.  People with learning disabilities feel dominated by others, are angry and frustrated.  Day centre workers understand that they feel this way.  However, when the family carers were asked how they perceived their relatives’ lives, these difficulties seemed to be out of their awareness although they do acknowledge that people with learning disabilities, other than their relatives, have a difficult time.  Table 8 reflects this:

Table 8:  Family carers’ perception of  the lives of their relatives and other people with learning disabilities

Relative




Other people with learning disabilities

Happy-go-lucky



Prejudiced/discriminated against

Contented



Suffer from lack of information

No worries



Way of life



Child




Not grown up, children

Vulnerable



Loveable




Sad, lonely



Second-class citizens

Gifted, blessed, innocent

Sorry for them (pathos)

Denial of condition


Slow

Relative’s ignorance of condition



Lack of equality

In order to untangle the intricacies of the three perspectives, the next chapter will focus on the experience of power and control as reported by service users.  Direct quotations will be used to give a flavour of the lived experience.  At the same time, experiences of the family carers, care workers, and participants in the Managerial Response Study, will be drawn upon, in an effort to understand the whole picture.  

6.3
Bullying

When the service users talked about their lives, not all experiences were the same and not all experienced the same intensity of emotion.  Some were angry, some philosophical.  However, none was unaware of power and control issues in his or her life.  They listened to their peers, sometimes disagreeing with the detail of the stories and competed for space to tell their own, similar stories.  SU8 is typical of the service users when he says that:

These other staff are coming asking questions as if I’m only a school boy or a young one and don’t know my own life and haven’t been going about in my life (SU8).

The extent of intrusion, coercion and bullying in their lives is illustrated by SU8’s story about the events leading up to his admission to a long stay hospital in the late 60s and 70s.  Until then, SU8 had lived in an urban nationalist area and attended, what was then called, a ‘workshop’ in the heart of the district.  He says:

Well, the thing about 69 to me was ... I was at [name of workshop] ... when Trouble broke out as you may know.   ... The soldiers came ... from across the water ... and it ended up they took over the front of the [workshop].  Searched us going in every morning and out every night.  ... Yes, the army.  The whole thing about it was because of it, something really bad happened inside the Centre at [workshop] and it ended up a lot of them was ...  It was just like ... staff down there beat you up and that.  ... And tools went missing. ... You lost money out of your wages and that there ... even when you brought your own tools.

Describing how, at the same time, he had also been bullied by people in the community where he lived, SU8 explained that he had learned not to react to people spitting at him and calling him names.  He said that one evening, as he closed his window blind in an attempt to ignore the shouting from outside:

What happened was, the minute I pulled my curtains closed because it had started to get dark, a brick just came through the window. ...  And that was because I wasn’t listening, paying attention. 

A professional worker, visiting SU8 at the time:

... got up, he shouted out the window if not went to the door as quick as lightening and asked them who it was threw the brick.  All they did was stand there at our flat.  ... When my window got a brick through it, the next thing was I was brought to [long stay hospital].

It seems that it was easier to remove the subject of the bullying behaviour than confront and rehabilitate the bully.  

Currently, service users experience bullying behaviours on a daily basis and report that they are taunted with words like, ‘spastic’, ‘handicapped’, ‘dipstick’, and other terms of abuse.  And neither do people with learning disabilities escape the dark side of Northern Irish living.  SU10 told of, what sounds like, a paramilitary offer to intervene in bullying behaviour.  He said that after getting ‘hassel’ (sectarian abuse) on the way home one evening, he was approached by a ‘fella’, “... who says to me, ‘You see if it happens again, come and see me and I’ll get it sorted out.’”

The findings on bullying show that the service users are, and have been, exposed to regular, intolerant behaviour of others, both in institutional and community care.  This again indicates a prevailing culture of social exclusion and injustice as described by Opotow (1990).

The service users’ experience of bullying was referred to the service users participating in the Verification Study in order to discover whether the findings are relevant to people with learning disabilities who attend other day centres.

Verification of service users’ experience of bullying

The feeling of oppression and experience of bullying reported in the Preliminary and Main Studies are not verified by service users in either of the other two centres approached.  Participants in the urban centre said they did not experience bullying behaviour but had experienced name-calling in the past.  The rural service users said they are not bullied currently but had experienced both bullying and name calling in the past.

Because the service users in the Preliminary and Main Studies are so passionate about their experiences and service users in the Verification Study (i) do not experience; (ii) or deny;  (iii) or are not aware of the general culture of prejudice and anti-social behaviour, it is necessary to speculate about how these differences occur.

As noted in the Methodology, many of the participants in the Main and Preliminary Studies are familiar with the researcher and feel comfortable in her company.  They are articulate, vocal and, after initial bad feeling about the criteria devised for inclusion in the Main Study, assertively negotiated their participation.  Also the day centre which hosted the Main Study is located in an urban, working-class, nationalist district;  it is likely that the anti-establishment and politicised culture of this part of the city is also part of the culture of the service users.  The centres used in the Verification Study are located in districts dissimilar to  the Main Study centre, and while some of the service users in the urban centre are familiar with the researcher, none had demanded their right to take part in the research.  Also, in the Preliminary and Main Studies, the researcher had private time and space with the service users;  workers were present in the Verification Study, even though they played a low key role in the focus group sessions.  

Failure to verify findings of general oppression and bullying can be taken at face value.  Perhaps people with learning disabilities in these centres are not bullied or abused verbally.  Alternatively, failure to verify findings may mean that the service users in the Verification Study chose not to report their experiences in this context or are not aware of the negative behaviour of others.  

There is a third explanation to do with the participatory approach to the study itself.  In the Preliminary and Main Studies, information was made available to all participants before the focus groups took place.  A pre-meeting was held with an existing group in the Preliminary Study.  The researcher also met with service users in the Main Study and discussed the rationale and work to date together with detailed process of gaining informal consent.  The data from the Main Study was collected over four sessions and ground rules about confidentiality were devised by the participants themselves.  By the time some of the more sensitive topics were being discussed, a lot of time and effort by the researcher and the centre manager had gone into creating a safe environment.   None of these environmental factors were in place in the Verification Study.  Although there is no way of knowing on the basis of this study, it is possible that the depth of reporting gleaned from the Main Study service users is more a tribute to the participatory nature of the methodology and the assertiveness of the participants, than the differing experiences of the participants.  This speculation is supported by a nationwide survey carried out by Mencap (1999) which discovered that almost all people with learning disabilities polled had experienced recent bullying behaviour, the majority are bullied on a regular basis and many suffer from bullying on a daily or weekly basis.

6.4
Day centre

When the service users talked about being bullied, much of their criticism was directed at life in the day centre, although they are not necessarily sure why.  The following conversation illustrates that the manner, rather than the content, of worker interaction is sometimes problematic:

Researcher:
Were you ever bullied?

SU8:

Yes, we are bullied.

Researcher:
Have you an experience of that, [SU8]?

SU8:
Yes.  Sometimes my instructor isn’t in ... and [another instructor] thinks that whenever she isn’t in that she can just go about telling me what to do.

Researcher:
Is that the same as being bullied?  Telling you what to do, is that the same?

SU8:
Yes.  Raising their voice, telling you to get over to their group.  As if you can’t stay in your own group when you’re doing your work.

Researcher:
So, it’s not telling you what to do, it’s the manner ...

SU8:

It’s the manner and the way they speak to you.

Researcher:
That’s the problem for you?

SU8:

Yes.

Researcher

(to SU11):  
Were you ever bullied?

SU11:

No.  Oh, yesterday.  I was only getting out there for fresh air and the staff tells you 


to go in.

Researcher:
Is that bullying?

SU11:

Yes.

Researcher:
Why is that bullying?

SU11:

I don’t know.

Service users said little about the role and function of the day centre they attended.  Spending time there was an accepted fact that, as SU9 said, ‘... gets you out of the house’.  However, time spent there is not always a positive experience.  The service users are often shouted at, and can feel unliked by workers.  Here is a conversation in illustration:

SU7:

I’m not happy here.

Researcher:
You don’t like being in the day centre?

SU7:

No.  And sometimes day care workers are down on me and all.

Researcher:
What happens when somebody is down on you?

SU7:

They shout at you and I feel they don’t want me in here.

Researcher:
Yeah?

SU7:

That’s how I feel.  I’m not wanted in here.

SU9:

W2 doesn’t shout.

SU7:

I feel awful when they shout.

As SU9 reminds the reader, not all workers shout, and neither is shouting constant behaviour.  Nonetheless, it is a common characteristic of life in the day centre which participants in the Preliminary and Main Studies relate to.  Findings here confirm Bromley and Emerson’s (1995) work with care staff who report that a ‘significant proportion’ of their colleagues, ‘usually’ display emotions such as anger, annoyance, fear and disgust to incidents of challenging behaviour.  It also confirms Opotow’s (1990) view that while harm resulting from disrespect and denial of dignity does not necessarily involve malevolent intent, it is indicative of a lack of moral obligation towards the ‘other’.   

As well as hostility, SU7 reports that ‘there are too many rules’ which are viewed as unnecessary and which act to control their behaviour.  Here he articulates this sentiment while other service users nod in agreement:

SU7:

I’m not allowed to do anything in here.

Researcher:
Who doesn’t allow you?  What are you not allowed to do that people who don’t 



come to this centre are allowed to do?

SU7:
I’m not allowed to do certain things for fear of me burning myself or something. ...  I’m not allowed to touch things.  They’re afraid I might burn myself when I’m cooking.

Researcher:
And do you think other people are treated differently?

SU7:

Yes, they are.  I’m old enough to do ... I’m not a child any more.

Researcher:
That’s right.

SU9:

You’re an adult.

SU7:

I’m not a child any more.

‘Being treated like children’ is a common thread running through this group’s discussions.  This will be reported again in the context of their conversations about social workers, respite care and life in a long-stay hospital.  The service users’ sense of the denial of their adult status is consistent with findings from the family carers and confirms Wolfensberger’s (1972) view that the ‘eternal child’ is one of the few roles open to people with learning disabilities.  With the exception of one family carer who referred to her daughter and other people with learning disabilities as adults, the family carers consistently made reference to people with learning disabilities as,  ‘children’, ‘kids’.  For example, here is part of a conversation where FC3 is talking about how much she enjoys the company of her daughter’s peers:

I love those children.  I’d rather have a hundred of them children as, God forgive me, some of those morons that’s out there.  I would.  ...  I’ve been away at Knock and everything with them children.  

And describing a male friend’s work, ‘lifting handicapped people’, FC2 says, that in his view, the people he works with ‘are the kindest and warmest kids to work with.’  Asked if FC2 perceived people with disabilities as ‘young’, she said:

I see them wee Down syndrome kids - I call them kids.  They’re maybe 40, even older than myself, 50s and that ... but I feel awful sorry for them.  I just call [relative] ... anybody ... I would call ‘kids’, you know.  Because that’s the way they are really in their minds.  They haven’t grew up.  Their minds hasn’t.  You know?

That this low status terminology was not verified by the family carers in the urban centre is understandable.  The participants here are long-standing members of the Parents’ and Friends’ Committee which is active in promoting rights for people with learning disabilities, and would be aware of the importance of labelling.  The family carers in the rural centre, however, did verify the findings from the Main Study and themselves, used terms like ‘boys and girls’, ‘child’, ‘children’, when discussing their relatives and other people with learning disabilities.  This reflects Hughes (1971) notion of ‘dilemma of status’ that parents of people with learning disabilities often recognise.

The tension created by the family carers’ use of terminology was discussed by the participants in the Managerial Response Study and reported under the heading ‘Who is the Client?’

Verification of service users’ experience of the day centre

Again, the negative experiences of the Preliminary and Main Studies service users are not verified by the people with learning disabilities attending the urban and rural centres hosting the verification process.  Both groups said that their centres’ rules are satisfactory, they are not treated like children or shouted at and they are liked by the centre workers.  The one difference in this trend is that while the rural service users said they were part of the decision-making process in the centre they attended, the urban service users complained that they were excluded from this process.

The failure to verify findings from the Preliminary and Main Studies on how service users experience life in the day centre needs explanation.  As with the comment about failure to verify findings of general oppression and bullying, different experiences of life in day centres may denote a reality that no one ever behaves inappropriately and everybody is respected and liked, or may relate to the lack of an appropriate environment in which such sensitive topics can be discussed confidently for the purposes of the current study.  

A further speculation for the failure to verify the findings, could be the culture of the day centres concerned.  First, while the service users in the Main Study are critical of the day centre workers, they are clearly part of a culture that allows, perhaps encourages, such criticism.  Rather than the superficial acceptance that the Main Study workers behave inappropriately, the Main Study service users’ ability to criticise may reflect an open and progressive culture where complaints are welcomed and processed.  Second, if the cultures of the day centres involved in the verification process are, in reality, more empowering than the centre in the Main Study, then this could be considered in relation to management philosophy on how the service users should be treated.  When this point was put to the manager of the rural day centre, she said:

I think [centre managers] have a big influence on how a day centre is run, how they change the staff team.  Because if they are dictatorial and don’t see the trainees as equal to themselves then, they’re not going to encourage the staff to see the same thing.  So I would say, yes, it would probably come from the top. (M4)

There is, of course, another explanation for the failure to get verification of the participants’ expressed experience, ie:  the study may be weak in terms of validity.  It is possible that the Preliminary and Main Studies findings have a high truth value that could not be verified by the urban and rural centres participating in the Verification Study.  More worrying, if the Preliminary and Main Studies findings have a low truth value which was confirmed in the Verification Study, then the internal validity of the study could be flawed.  In this scenario, the research findings might, therefore, need to be considered with caution.  

The possible threat to the validity of the study’s findings must be taken seriously.  Nonetheless, given the general rigour of the study and the credibility of the spoken word, together with the wealth of previous literature which supports the findings of prejudice and discrimination against people with learning disabilities (see Chapter 1), it is likely that the speculation for failure to get verification of the Main Study’s findings stated in terms of cultural differences and managerial philosophy, is reasonable.

Family carers’ perception of the day centre

While day centres for the service users can not be relied upon to create a culture of empowerment and kindness, family carers are generous in praise of the service and the workers.  For them, the day centre has four main functions:  (i) to offer respite to the family;  (ii) to train and occupy their relatives;  (iii) act as a conduit for other services; and (iv) guide and support themselves and their relatives.

When asked to name the benefits of the day centre generally, family carers described these in terms of respite.  Here, FC1 is typical when she says: 

The centre has been a blessing.  ...  The best thing for me personally.  That may be selfish.  Basically, for me, they are a support.  ... For me as a parent, it’s my safety net.  It is my support, my back-up, everything that I need, everything that I always wanted.

FC2 describes the benefits of the day centre training role for her relative.  She says:

And they are learning them.  Now, there’s different days he comes in and he’ll say, ‘I learned how to make the bed and I learned how ... to wash my hands.’  And things like 
that.  And it’s all ... you know?  They must have great patience too because it is not only one person.  I don’t know how many goes to it but ... if you take fifty of them all together, you know? ... And then there was another day I phoned down ... and (he) answered the phone.  I near died.  So, it’s great.  They let them do all them things ...

For the family carers, the day centres role in accessing other services is invaluable.  Here is FC1’s appreciation:

Through [the centre my daughter] was introduced to Disability Action.   ... They’ve taken [her] on a residential.  It’s a young women’s group and [she] absolutely loves it.  There was only about nine of them altogether and they actually did photography.  ... And they were taught how to use the camera in a professional manner ...  Two professional photographers offered their services free, took them away on a residential ... and went canoeing and everything.  ... It was fantastic.  

And FC3 welcomed how the centre:

... benefited [her daughter] in ways of learning and making things and also by going to these cookery courses.  That was a good thing by going to [the centre] she was able to do that.  Now she is at the tech.  Through [the centre] she is able to do that.  

Family carers appreciated the guidance and support available in the day centre for their relatives and themselves.  FC2 is typical when she said:

I think the staff is brilliant.  ...  If there are any difficulties with [relative] or if he hasn’t brought in what he is supposed to bring ... they are great.  They keep you informed and everything.  

Although not mentioned by other family carers, an important role for the day centre, cited by FC3, is to keep ‘things under control’.  She continued:

That’s what they’re there for.  They’re there to watch them.  Especially when it is mixed with boys and girls.  They are there to watch that as well.  To segregate them.  I don’t mean segregate.  I just mean just watch ... they don’t get too friendly.  And no fights where someone is going to be severely injured. ... I think it should be more strict.

Other than FC3’s complaint that the day centre is ‘lackadaisical’, any negative perceptions the family carers have of the centre, is in relation to under-resourcing of the day care service and consequent under-funding, staff shortages and overcrowding in the day centres themselves.  Talking about the sense of ‘forgottenness’ that pervades the field of learning disability, FC1said:

I totally agree.  ...  They are forgotten.’  She continued,  ‘[And] that is totally across the board ... if she doesn’t count, neither does the place that she goes to support her.

  Being forgotten about is akin to the invisibility of people with learning disabilities as identified by various writers (eg:  Walmsley, 1991).

Verification of family carers’ perception of the day centre

Verification of the findings on how family carers perceive the role and function of the day centre and its workers was absolute. On every issue, the family carers in the urban and rural centres agreed with the experience of the family carers in the Main Study, often adding further statements to illustrate the point.  

On the role of the day centre discussed above, both groups of family carers concurred on each point with the rural family carers adding that the day centre is a ‘place where service users can socialise’.  

On the positive perceptions of the day centre, both groups of family carers agreed with the family carers in the Main Study.  The urban carers added that ‘good staff with vision’ had been employed;  and the rural family carers added that the centre had given dignity to the service users that they not previously enjoyed.  The dignified treatment referred to here is, ‘salt and pepper on the table’.  This comment illustrates the stark reality of how people with learning disabilities are excluded from everyday choices and courtesies that are taken for granted by people who do not experience learning disabilities.  The family carer’s pleasure is also evidence of the effectiveness of the centre manager’s demand that trainees are treated in a manner equal to that of the workers.

The family carers’ negative perceptions of the day centre are recognised by the urban and rural family carers.  The urban family carers called for a system of  ‘supply’ workers akin to those used in the teaching and nursing professions to alleviate staffing problems;  the rural family carers added that any problems experienced in the centre relates to under-resourcing which creates staffing shortages and transport service difficulties.

Like FC3 in the Main Study, family carers had some reservations about ‘liberal notions’ of sexuality with regard to people with learning disabilities, although they do not have specific problems with the centre their relatives attend.

The dearth of references to the training for employment function of the day centres is surprising.  While the family carers were aware of the bottle-neck created by the lack of ‘through-put’, failure of the day care service to train their relatives for and access paid work, was not mentioned.  Therefore, the stated function of the day care service to train people with learning disabilities for work (see Chapter 2) is not an issue.  Moreover, the family carers are appreciative of the day centre and its staff.  That family carers are appreciative of a service which has failed in its function can, perhaps, be explained by two points:  (i) family carers’ perception of their adult offspring is such that work is not a possibility;  and/or (ii) the day care service is viewed as a service for the families in that it offers respite from constant care of the learning disabled person at home.  The confusion over whether the person or the family carer is the primary client of social services is discussed in later under the heading ‘Who is the Client?’  

Care workers’ perception of the day centre

The dominant theme for the care workers in the Main Study was the day centre itself.  Their discussion about day centre life is reported under three sub-categories:   (i) changing philosophy of day care service;  (ii) their inability to offer best practice;  and (iii) knowledge base for practice.  Table 9 lists the issues addressed by the care workers under each sub-category.

Table 9:  Issues addressed by care workers

Changing philosophies



Knowledge base for practice

Person-centred-planning


No confident knowledge of skills, qualifications

Integration into community life


 required

‘Normalisation’




Uncertainty associated with changing 






  
requirements








Limited knowledge of legislation and research







Little identification with theoretical base

Inability to offer best practice


Rare access to policy documents

Forgotten service



Notion that theory is not relevant to practice

Under-funding




Learning from experienced people valued

Under-staffing




No knowledge of equality provisions of new

High stress




 legislation governing Northern Ireland

Pressure to complete administration

More aware of policy and procedure than

in limited time




  legislation

Listening to day care workers talking about their jobs, it is clear that the dominant issue for them is the changing philosophies within a day care service which is overcrowded and under-resourced.  The whole tenor of the workers’ discussion was the ‘forgottenness’ of the day centres, the people who attended them and themselves as workers.

Changing philosophies

Basically, the workers appreciate the values behind and the reasons for the changing philosophies.  Here are a few comments in illustration:

It was too easy in the past when the people [were] classified as ESN (educationally sub-normal) ... they weren’t given the attention or the specialised time that they needed.  (W3)

The whole emphasis changed from ... doing to people to getting them to do for themselves ... normalisation and integration in the community.  (W2)

Because of PCP (person-centred planning), everyone is aware ... that day care is changing and things are coming not centre based any more. (W1)

Even the name of the centre changed.  It was ‘workshops’, now it is ‘centre’. (W1)

When you think of years ago when people were being sterilised without their knowledge or having pregnancies terminated ...   People weren’t given choices in anything and now you’ve got advocacy and people have more information.  (W3)

Integration into the community.  ‘Get them out to the hairdressers, get them out to education, and get them out to work experience.’ (W2)

There was more emphasis on independent personal programmes, looking at where people wanted to [be] ... how we could meet those [wishes] and then ... that all moved from what we were doing in here to doing it in the community. (W1)

Despite their positive attitudes to the changing philosophies in the service, the day care workers feel frustrated in their efforts to offer best practice to the people with whom they work.  For them, the tensions created by overcrowding and under-resourcing has reached critical pitch.  W3 gave a brief overview of the overcrowding in a historical context:

When this was build in 1980, it was expected that people coming here would be prepared for work.  But ... that ended up, given the climate - the Troubles, the unemployment in [this district] - it was totally unrealistic.  So what happened then?  A bottle-neck in that they were bringing people in and there was nobody going out. ... Even before the closure (sic) of [long stay hospital], you still had people coming into the system.  ... When I was doing my degree ... there were 5,000 people ... who needed day care services that weren’t using them.

The bottle-neck situation is exacerbated by not only the numbers of people referred to day care service and trapped there, but also to the range of people referred.    W3 continued:

You have some people have mental health issues that are caught in the net of learning disability ... who [if they had] the support, shouldn’t be here.  ... I mean, we have some people in here that wouldn’t even be on the register as having learning disability.

The lack of movement in day centre membership discussed by the workers was also mentioned by FC3 who told of how she had to fight for her daughter’s right to attend day care at a public meeting.  She said that:

If they didn’t have them [day centres] and those children came to the age of having to leave school ... and some say the centres are overcrowded ... and they couldn’t take any more children on because they were full up.  And I remember there was a whole big stink about it.  ... And this man spoke up before me and he said, ‘Youse ... standing there ... are big bucks. ...  What I want to say to yous, you mean when my son becomes an age, there is nowhere for him to go?  And he’s going to be sitting in the house like a vegetable where he should at the centre ... and also it would give us a break.’

These findings reflect Whitehead’s (1979) observation twenty years ago, that the transitional nature of day centres was failing because people with learning disabilities were restricted in their options and unable to access employment through skills training.

Inability to offer best practice

Speaking about the negative aspects of their jobs, the workers agree that the general under-resourcing of the service and consequent staff shortages in the centre, made work they are attracted to unnecessarily stressful.  W1 talked about how under-staffing meant that the existing staff would be left with to cope with: 

... three or four groups on your own, dealing with two or three situations that’s going on at the one time. 

Acknowledging how mentally draining her work is, she continued:

And it’s hard to ... maintain that level if you are short staffed because you’re just constantly ... diffusing rows or separating people or trying to offer a range of activities when there is only maybe two day care workers on the floor and [the care assistant].

When the workers were asked if their time was spent ‘troubleshooting’, their frustration was clear.  Here is the conversation two workers had about inability to offer what they considered ‘best practice’:

W2:

Sometimes you just feel ... a warden, you know?

W3:

Yes.  We are really just providing a minding service.

W2:

That’s right.

W3:
And there is no opportunity because of the shortage of staff to actually get down and get involved in ... any particular piece of work ... like programmes.  It’s great when you can put it down in paper but then again, there isn’t the time or there [aren’t] the bodies about for you to be able to do that.  I mean, this introduction to PCP [person-centred planning] ... it sounds great.  But it’s the biggest questionnaire. Where the hell is the time coming from?

This conversation led on to their heavy administrative work-load and explained that the practice and administrative elements of their jobs were carried out in a context of poor communication.   Complaining about the communication vacuum she works in, W1 said:

There is information to be passed on and we should be told, ‘this is what is happening to the learning disability programme;  this is what’s going to happen in two months’ time; this is what’s happening in five months’.  But you just toddle along and you hear snippets in the background that such and such a day centre is doing this;  such and such another centre is doing [that] ... but you’re not fed down the information, you know ... brought together and say, ‘Right.  this is happening, this will be happening.’  I think that is wrong.  Us, as workers, we’re supposed to give information to the people we’re working with as well.  So, we’re not getting the information from [anybody] so I think that’s where it’s going ... wrong.

We’ve heard that within the next five to ten years at the most that within [health and social services trust] there will be maybe one or two, at the most, units.  But nobody has come to us as a staff team and said, ‘Right.  In five years’ time, [centre] will no longer be situated here.  You, W1, will be based out in the community.’  ...  So you’re working along and you don’t know where you’re going.  It’s not just in this day centre ...  Very few staff you speak to in any of the day centres in [the same health and social services trust] will feel any different.

While W2 stressed that ‘all is not doom and gloom’ and that there are positive aspects to their work when staffing ratios are higher, morale at the day centre is often low.  Here is a flavour of comments made in this respect:

There isn’t enough resources and I feel that’s happening all the time and I think it is getting worse.  (W2)

It’s becoming more acceptable, isn’t it?  Lack of resources ... and you feel, as staff, you’re expected to put up with it, tolerate it.  And, at the end of the day, it’s the members are going without. (W1)

If I wanted to be up front and honest, I’d just say, ‘To hell with it.’  ... And it is getting worse and I think it is going to have to be looked at and taken very seriously because the result of it is low staff morale, and the fact that we’re all considering looking for other jobs speaks volumes.  So someone needs to address it. (W3)

We seem to put up a lot and take a lot, instead of doing something about it.  If we were much more union orientated then we could have it addressed at a level where people would have to take it on board.  You keep thinking to yourself, Well, I’m not going to start stirring things up.  ... I think our feelings are getting a bit stronger  ...   We will have to sit down and demand ... (W3)

Two weeks ago ... [W2] and I were dying of cold for ages but there was only the two of us and [the care assistant] and if one of us had phoned in sick, it’s so unfair to the other person.  So, [W2] and I came in that whole week.  It took us about a week and a half to get over it, both dying with chest infection. ... You get no thanks for it.  ... It sort of makes you think, Why bother?  But it’s only for support for each other that you didn’t take it off. (W1)

Stories told by the care workers about, on the one hand,  the bottle-neck situation created by the static nature of the day centre membership and, on the other hand, the stress created by the under-resourcing statutory day service established to meet the needs of people with learning disabilities and their families, show clearly how difficult life can be in the day centre and explain the negative perceptions held by the service users. Their stories also confirm findings of a number of studies (eg:  Briggs, 1990;  Edwards and Miltenberger, 1991;  Kroese and Fleming, 1992;  and  Bromley and Emerson, 1995) which invariably focus on stress and stress-related issues.  Like previous investigations, the workers in the current study focussed on working conditions and little was said about perceptions and attitudes towards the people with whom they work.  Part of this omission may relate to the methodology.  However, lack of information about workers’ attitudes and perceptions has strong implications for selection, training and support strategies.  

The next section reports the workers’ stories about the difficulties surrounding these issues.  It is clear, that the confusion over qualifications, the lack of support and supervision, and inadequate training for a demanding job is a managerial issue and illustrates, at best, a culture of benign neglect and illustrates once again, the ‘forgottenness’ of people involved in the field of  learning disability.

Qualifications required

Here is the workers’ conversation illustrating the vague nature of qualifications required in order to be considered for a position of care worker.  It is difficult to imagine another professional job which has, as a basis of its selection procedure, criteria as careless as that required for this post: 

Researcher:
What skills or experience do you have to have to be considered to do the work that 

you do?

W3:

I think it varies.  It varies from job to job.

W1:

They usually ask for the diploma but it’s desirable at day care worker level.

Researcher:
Diploma?

W1:
In social work.  Sometimes they’ll ask for a minimum of five GCSEs, ... it all really depends ...

W3:
I know the day centre I worked in as manager - when we asked for a professional qualification for care assistant.

W4:

They didn’t look for that when I first started.

W3:

But the goal posts have changed.

W4:

[Yes] ... the goal posts have changed.

W3:
And the Board has changed.  Whenever it suits them, they move the goal posts.  You know, they will ask for a professional qualification as essential.  Or else it moves;  they move it back and then they say, ‘Oh, five years’ experience in a caring profession is adequate.’  

W1:
I think the sort of qualities they’re looking for in a day care worker, I know certainly at interviews ... there’s more your personal skills ... listening skill, observation, your own communication skills being able to work with a person at their level and not come in with theory and jargon.  A lot of practical work.

Thus, despite the skill, compassion, dedication and knowledge required to carry out this work, the posts of care worker and care assistant, not only fail to carry status, the workers’ perception is that selection criteria is devised to coincide with demands external to the needs of the day care service and its users.

Support and supervision

Once in post, the workers will not necessarily enjoy the support of regular supervision sessions.  The following conversation illustrates the lack of support experienced by the workers in the Main Study.

Researcher:
Given how stressful you’re job is, what support is there around for you?  Do you 


have regular supervision sessions?  Is there somebody that you can go to?

W3:

I think the only support we have at the minute, is basically chatting amongst 


ourselves and it’s just ... everybody is minding their words ... because you don’t want 

to come out and say exactly how you feel.  It isn’t safe you know.

Researcher:
That’s not good for morale either ... do you feel that?

W3:

And you need to feel that you can ... You’re not even going home to say, ‘Wait till 

you hear what happened today ...’

Researcher:
So you don’t get it off-loaded?  Is there a system for getting off-loaded?

W3:

No.  Unless we all have a party in somebody’s house and get drunk.

Training

The care workers are more positive about in-house training offered by the trust.  Nonetheless, there are difficulties experienced in (i) the training offered; (ii) release from duties in order to attend training;  and (iii) lack of culture in which to implement training received.

The first difficulty for workers is the inadequacy of induction training.  W1 told of how she was introduced to the group and then shown round hostels in the trust catchment area.  However, no formal induction training in the centre was available.  Here is a conversation about induction between three workers:

W3:

Speaking from my point of view, I never had any induction.

W1:

... I know the trust have a one-day introduction course.  Did you have to do it?

W2:

In personnel?

W1:

Aye.

W2:
Yes.  You had ... sort of personnel, but you had no induction programme in here in the day centre.  You have a group and this is your hours - so get on with it and ...

W3:

And there’s nobody actually shows you how to do the job. ... It’s like team work with 

ourselves.

W2:
Right.  You just read the files and read the policies and that.  And you get on with it.  



The workers’ report that the sort of training offered is on counselling skills and challenging behaviours.  They say that while training needs are usually identified by the trust’s training unit, and not by the workers themselves, they are useful.  However, the major issue for the workers here is not about training per se but about prioritising time to allow participation and selecting the most appropriate personnel in a culture of permanent under-staffing.  This means that training designed to support the workers ultimately becomes something else that has to be fitted into an already impossible schedule.

A further problem with training, particularly when it is good and appreciated by workers, is that participants are keen to find a way to implement the skills learned.  In the hectic culture of the day centre, the workers find that good training adds to their frustration.  Here is what W3 said about the introduction of person-centred planning course, recently completed and valued:

Last week and this week we all received our PCP [person-centred planning], the final set of training.  ... You’re back now and the message you get from the course is that this has to be implemented now because it is trust policy.  Well, we are short staffed.  There is absolutely no way we can implement PCP. 

The lack of supervision and the inadequate level of training supports Knapp, Cambridge and Thomason’s (1989) findings that not all staff in the field of learning disability receive adequate training.   Just as important as the quality and quantity of training, is the content of training offered.  If the current and other studies have focused on workers’ experience of stress rather than the work itself, this implies that there remains an urgent need to research attitudes and perceptions of front-line care workers.  Until that is done, it is unlikely that training units will be in a position to design and deliver explicit, relevant and agreed strategy for training and support programmes.  

Knowledge base for practice

So the workers in the Main Study are without any confident knowledge of skills and qualifications required for their jobs, they are uncertain about the implications of the changing philosophies for the future structure of day care service, the work they do is under-resourced and forgotten about, they are frustrated in their efforts to offer a service of excellence to their members, and they are unsupported by management.  Within this context of permanent crisis management, it is not likely that time will be found to keep abreast with theoretical and legislative changes developed to guide their practice.  Nonetheless, the care workers were asked what time they had to read journals about people with learning disabilities and/or the day care service.  W1 illustrated the irony of such a question when she said, ‘We can’t get to basic policy documents!  You’re lucky if you can see a policy document.’  However, workers are familiar with the social services policy and procedural documents although they acknowledge that the legislation governing the policies is not something they need to take cognisance of, with three exceptions:  the Mental Health (NI) Order 1986, the UN Declaration of Human Rights (1966) and the Disability Discrimination Act 1995.

The taxonomy approach of developing sound practice through research and subsequent theory generation is not viewed as relevant to the day centre workers.  Asked if they are aware of any theoretical base for their practice, one theory, ie: ‘normalisation’ was identified.  Workers acknowledged that this theory (ie:  Wolfensberger, 1972) had heavily influenced the changing philosophy regarding integration into the community.  They said that new information and access to journals would not be part of daily practice but would be sought only if workers were studying for higher qualification.  This lack of access to, or interest in, up-to-date research in their field is not simply about the reactive nature of work in the day centre, it relates also to a negative perception about research itself.  Here is a brief conversation about theory of social inclusion which illustrates this point:

W3:

It’s great in theory ...

Researcher:  
So, whatever theory is around to guide your practice, it’s all in the ideal world?

Chorus:

Yes. Yes.

W1:

To be realistic about it.

The tensions between theory and practice were put to the people responsible for managing the day care service in their trust areas.  While M5 recognised this response, he was aware of its inappropriate nature.  Here, M5 admitted that he too has blamed difficulties in the implementation process on the naivety of the research community:

I don’t think that.  I think it is a cop out and I’ve done it and I will continue to do it but it is a cop out to say, ‘That’s all very well in theory.’  

It is interesting to look at the poor communication about, and interest in, matters legal and theoretical among workers in the day care service in the context of Northern Ireland. 

An important part of the changing political landscape of Northern Ireland is the equality guidelines issued by the Equality Commission for Northern Ireland and based on Section 75 of the Northern Ireland Act 1998.  Treatment of people with learning disabilities in the past has been most discriminatory.  As citizens, they have much to gain from the implementation of the statutory duties on public authorities in their mainstreaming of the equality agenda.  A particularly relevant passage from this guide is that ‘mainstreaming should’:

... assist public authorities to effectively and efficiently address issues of equality, targeting disadvantage and social need and promoting social inclusion in policy development and implementation (p.7).

‘Disadvantage and social need’ of people with learning disabilities is great.  It is unfortunate that the day care staff, who could be an effective agent in the implementation of the equality agenda, have become disadvantaged and demoralised themselves to the point that the debate about social inclusion is dismissed as ‘great in theory’.  

Values

The care workers’ conversations about learning disability in relation to education and sexuality illustrate the value base of their practice.  First, here is workers’ perspective on inclusive education.  While there is an interest in the concept of inclusive education, not all workers are convinced about the long-term desirability of it:

Researcher:
Do you think there should be special schools for children with learning disabilities?

W3:
Based on the one over at ... I think they’ve come a long way.  ... There is the staff to deal with one-to-one work with people.

Researcher:
Is segregation a better way than inclusion?

W1:
You’re getting back again to the money that’s available. ... Because if there was adequate money available, then you could have one-to-one tuition in mainstream education.

Researcher:
If money was available, where would you be?  Would you think segregated or 


inclusive education would be best?

W1:

Inclusive, I think.

W2:

I think there should be more inclusion.

W3:
You still need a specialised group within that.  Because, if you’re going to take a four year old child with a learning disability and they go to a so called ‘normal’ school with other four-year-olds ... that’s great when they all start. ...But once they get to the stage where they are being seen to be different because they are not progressing ... No.  Yes, ideally if you’ve one-to-one.  But there will be a cut off.

W2:
The whole education system needs to be looked at to include children with different capabilities.

The debate about segregated versus inclusive education is currently engaged in on a world-wide basis and will be discussed at the end of this section.

Second, discussing marriage and sexuality in the context of learning disabilities, the workers report that they are satisfied with their practice in this context.  They say they do not advise ‘their members’ but encourage them to make their own decisions.  Here is part of the conversation about this topic.  W3 took the lead and the researcher felt that others were reticent to either confirm or challenge what she said: 

Researcher:
What do you think about people with learning disabilities getting married if they 


want to?

W3:
Yes, they should.  And they have.  And they’ve told the professional to go and get knotted.  And they’ve gone ahead.  And we’ve been told to stand back and do nothing about it.  And when they’re married, they’ve said, ‘Right.  Get in there and give them all the help you can give.

Researcher:
Do you all think that?

All:

Nod.

Researcher:
What about having babies?

W3:

It’s up to the individuals themselves, you know.  At the end of the day ...

Researcher:
Do you have a view on that?

W3:
Within the health service, you’re talking even about people, without getting married, want to have a sexual relationship.

W1:

But they can’t.

W3:

But they can’t.

W1:

You’re told not to encourage it and it cannot take place on a trust premises.

W3:
So, if someone is living in board property ... and they want to bring their boyfriend home and go to bed with [him], they can’t do it.  So there you go again with your vicious circle of discrimination. ... People go out and then the next thing you hear is a report of ‘two were spotted in ... last night’ and its ‘inappropriate behaviour ...’

Researcher:
What about babies?

W3:
Well, I think so long as the two individuals involved were aware of the complications involved in having a child ...

Researcher:
And if they aren’t fully aware?

W3:

That’s part of the job.  Educating people. ...

Researcher:
Do you think that too, [W2]?

W2:

Yes.  I do.  Really, I think it’s up to the individuals.

W3 spoke about times past when people with learning disabilities ‘were ... sterilised without their knowledge or having pregnancies terminated’.  And while it sounds like she personally disapproves of abortion, she would support this action if a person with a learning disability decided to undergo the procedure.  Here is what she said in this context:

Look.  I might have my own personal views on termination, but if an individual finds out they’re pregnant and that’s a step they want to take’ ... You’re there to offer them information.  You don’t advise them.  And let them make the decision whether they want to have children or not.

As noted in Chapter 1, the practice of sterilising people with learning disabilities and terminating their pregnancies cannot be separated from the philosophy of the eugenics movement.  This will be discussed later (see p.188).

Verification of care workers’ perception of the day centre

The findings on care workers’ perception of the day centre were verified by the workers in the urban and rural centres, with major qualification on how their frustrations affect their practice.

Care workers in both centres involved in the Verification Study recognised the changing philosophies identified by the Main Study care workers.  The urban centre workers noted that the day care service is ‘coming out of the transition phase’ and the rural centre workers added that their ‘trainees’ are assertive and more visible than they had been in the past due to the implementation of Wolfensberger’s (1972) philosophy of normalisation.  On knowledge base for practice, workers verified findings of the Main Study.  The rural centre workers also recognises ‘limited knowledge of legislation and research’.  Otherwise, findings are not verified.  Workers in both the urban and rural centres said that policy documents, journals etc are readily available although the rural centre workers rarely accessed them. On value base for practice, there was verification of the Main Study findings on education, that given sufficient resources, inclusive education is preferable to the current segregated system.  In this context, the rural workers likened the   educational system which segregates people with learning disabilities and people who do not have learning disabilities, to the politically segregated education system in Northern Ireland.  

Inclusive education

It is interesting that arguments for an inclusive education system are discussed in terms of finance.  This implies that an inclusive system is vastly more expensive than fully segregated settings.  Opponents of inclusion use this argument and ignore the investment in a large and expensive segregated system.  Russell (1997), points out that whenever resources were available, segregating institutions were established rather than fund support in mainstream institutions.  

The workers who called for a reappraisal of the education system are feeding into the debate for inclusive education.  In a position paper, the Centre for Studies on Inclusive Education (CSIE) states that, ‘inclusive education involves fundamentally rethinking the meaning and purpose of education for all children and young people, a restructuring of ordinary schools’ (p. 12).  The concept of Inclusive education raises questions about the nature and purpose of the statutory education system and the part that schools play in the life of the community.

Article 29 of the UN Convention on the Rights of the Child (1989) runs counter to the argument that the school’s role is to merely encourage learning.  Rather it suggests a broader perspective directed at developing the child’s personality and talents and ‘developing respect for the child’s own cultural and national values and those of others’ (quoted in CSIE, 1997).  When this is combined with Article 23 of the convention which states the right of the disabled child to active participation in the community, it is clear that an inclusive education system, where everyone is welcome, is essential.  Looking at the issue in this way, ensures that the striving for an inclusive education system is not seen as an issue for disabled people.   Rather it is a fundamental issue for all people.  It is a social issue, not an educational one.

Workers at both centres are supportive of marriage and have difficulty over what they see as discriminatory guidelines about sexuality.  Neither group of workers spoke specifically about abortion or sterilisation. 

The sexuality and sexual behaviour of people with learning disabilities is, as one of the rural carer workers said, ‘a very complex issue’.  It appears that the legislation around the connected issues of sexuality and duty of care on the part of social services is vague and encapsulated in various legal documents, eg:  the Sexual Offences Act (1956) which covers ‘sexual intercourse with a woman who is defective’; and the Law Society and British Medical Association guidelines on capacity to consent to sexual relationships.  The conversations with the participants raised more questions than answers.  Is it likely that workers are supportive of personal relationships and marriage, even reproduction, when the service users are adamant of the hopelessness of such plans?  Explanations of these conflicting reports is beyond the scope of this research.   They may relate to eugenics.  This topic is considered below.

Sterilisation and abortion

The philosophies of the eugenics movement remain influential in the current thinking about sterilisation and abortion.  Although these two issues were not named by the workers in the Verification Study, they were raised in the Main Study and warrant comment here.  

Stories about sterilisations and abortions involving people with learning disabilities are relatively common in the media.  Worries people have about people with learning disabilities reproducing, no doubt reflects Koller, Richardson and Katz’s (1988) finding that few people with learning disabilities are married, and Brown’s (1994) finding that there are strong prohibitions to prevent them doing so.  Therefore, despite the workers’ claim that they are supportive of the service users’ wishes concerning marriage, relationships and babies, research confirms the service users’ insistence that their personal relationships are resisted heavily by professionals.

To conclude this section, workers in both centres recognise the ‘forgottenness’ of the service and its clients identified by the workers in the Main Study and relate to the consequent under-resourcing, under-staffing and high stress experienced.  However, the workers in the Verification Study reject the notion that under-resourcing has created an environment where they are unable to offer their best practice.  Rather, the urban and rural centre workers are satisfied with their practice and view it in the context of supportive centre managers.  The urban centre workers particularly stressed their manager’s policies to provide:  (i) training to meet identified need;  (ii) offer regular supervision and support sessions;  and (iii) operate a two-way communication system on the changing service and its development plans for the future.

Failure to verify the effects of under-resourcing of the day care service on its workers, needs to be considered.  If these results can be taken at face value, ie:  the urban and rural centre workers provide an excellent service while the workers in the Main Study are frustrated in their efforts to do so, the one factor available in the current research that may explain this difference, is the reported supportive nature of the centre managers.  The workers in the Main Study were not specifically asked about the management style operating in their work-place.  However, they did report that any support they enjoyed was collegial rather than managerial.  The effects of managerial style on workers’ and service users’ experiences of life in the day centre is beyond the scope of this research.  Suffice to highlight the possibility that the two variables are connected and urge further research into this area.

The identified power and control issues relating to the day centre were discussed by the participants in the Managerial Response Study.  As many of these issues relate to the lack of clarification on whose needs the service is designed to meet, this theme is discussed under Who is the Client?, Chapter 7.

6.5
Social workers

The service users’ discussions around power and control were not limited to their experiences of generalised bullying and their lives in the day centre.  They talked also of their relationships with social workers and how they feel that social workers, together with the day care staff and their families, conspire to control their lives.  

All the day service users taking part in the Main Study were attached to named social workers.  Being attached to a social worker is something that ‘has happened to’ the service users and even those least negative about social workers complain that the relationships are not of their choice.  Here is a conversation between three service users to illustrate this point:

SU11:

... I didn’t want a social worker in the first place.

SU9:

But you have to have one.

SU7:

No, you don’t.

SU11:

I have one now, sure.

SU13 feels that the support of a social worker is unnecessary.  Nonetheless she reports that the relationship between herself and her social worker is satisfactory.  As the following conversation shows, this is because SU13 has a sense of her own power:

SU13:

I don’t really need her for anything.  I used to need her, three and a half, four 


years ago. ... Now the only time that I speak to her is over the phone and asking 


‘Hello, ... How are you doing?’

Researcher:
She calls you?

SU13:

Sometimes I would call her.  That works better.

Researcher: 
You sound as if you’re satisfied with your relationship with your social worker.  Yes?

SU13:

Yes.

Otherwise, the over-all conclusion to be drawn from analysis of the service users’ conversations, is that social workers are perceived by their clients as agents of control.  This reflects Allen’s (1998) observation that in some local services, the culture remains oppressive.  Bar the exceptions noted above, social workers completely dominate the lives of the service users in the Main Study.  SU8 describes this experience by saying, ‘... They are clamping down on your head too when they are supposed to be there to help you.’

The service users recognise that social workers generally have extensive knowledge of legislation.  They have no concept, however, that this knowledge could be used to combat discrimination on their behalf.  Rather, they feel that social workers’ ‘superior knowledge’ is used to control rather than support them.  SU7 is very exercised by this situation.  Here is one of many conversations in this context:

Researcher:
We have talked about people making decisions about your lives.  We have talked about social workers, sometimes care workers, sometimes sisters, sometimes doctors 
... anybody else in your lives making decisions for you?

SU7:

No.  Only my social worker.  He thinks he is the law.  He knows the law.

Researcher:
That crops up with you all the time, [SU7].  That must be a big bug-bear with you.

SU7:
Yes. ...  Them ones are powerful.  Them ones knows the law and you don’t.  ... And so them ones say they know everything.

SU9:

Sure, they do know.

Researcher:
Do you suspect that what they are saying is not right?

SU7:

No.  It is not right.

For SU7 and others, the ‘flaunting’ of knowledge which causes most resentment is around intimate relationships and marriage.   Here is a heated argument about social workers and marriage.  SU7 is older and more experienced that the young men who confidently declare their independence at the start of the argument:

Researcher:  
What about relationships.  Do you think you are treated any differently from 


people who don’t go to a centre?

SU7:

No.

Researcher:
What about intimate relationships?

SU7:

Friendships is different.

Researcher:
Yes?  What is different?

SU7:

Things do happen to people who do go to a centre.  Sometimes relationships ... 


That’s all.

Researcher:
Do you think you can get married if you want to?

SU7:

No.  I can’t.

Researcher:
Why can you not?

SU7:

Because them has it.

SU9:

You can if you want.

SU7:

No.   Oh no.  Social workers would get involved in that.

Researcher:
What would social workers say if you wanted to get married?

SU7:

Stop it.  They would stop it.

Researcher:
How could they stop you getting married?

SU7:

Them ones can stop you.

Researcher:
How can they?

SU7:

Them ones says that them ones are the law.

Researcher:
Why do you think you are not allowed to get married?

SU7:

Because I have a learning disability.

Researcher: 
And do you think that is the reason?

SU7:

Yes.  That’s the reason that people have.

Researcher:
Do you think you could get married?

SU10:

I have a girl-friend but I don’t say I’m going to get married.

Researcher:
Would you think about getting married?

SU10:

I would, aye. ... I say you can get married where I live.  Where you live you can get 

married.

Researcher:
[SU9], do you think it would be okay to get married?

SU9:

You can if you want.  Sure, no-one’s going to stop you.

Chorus:

No, no.  But ...

SU9:

Social workers can’t ... it’s not a social worker’s business.

SU7:

He may think that it is not!

SU11:

He’s got a point there.

SU9:

If I wanted to get married, she would not stop me.

SU7:

Yeah, well ...

SU9:

It’s up to yourself.

SU7:

But a social worker says them ones are the law.

SU9:

No, they [aren’t].  They’ve no laws.

SU11:

They are not the law, [SU7].  Isn’t that right?

SU7:

Social workers can prevent you.

Researcher:
I’m wondering about that.

SU11:

He’s got a point there.  Here, he’s got a point there.

SU9:

It’s [none] of their business. ... It’s none of your social worker’s business.

SU11:

See if I want to get married, I’m getting married.  I don’t care about my social 


worker.  I’ll tell him to go on his bike.

SU7:

... But, but ... you can get married but you have to ask your social worker.  Then 


them will prevent you getting married.

The service users’ reports of resistance around their personal relationships and dreamed of marriages, confirm the work of Brown (1994) and Koller et al (1988).  They also reflect local research (Allen, 1998) which stated that discussion of personal issues were often discouraged by social workers, ‘for fear the families would not approve’.  That this is the case, is a cause of grave concern.  The UN, through its World Programme of Action Concerning Disabled Persons (1993), explicitly states that people with disabilities are entitled to the opportunities generally available that are necessary for the fundamental elements of living.  These opportunities include family life, intimate and sexual relationships.  The service users’ stories, therefore, indicate a breach of fundamental human rights.  What is perplexing here is that service users’ comments are at variance with the care workers’ claim that they are supportive.  The in-depth values that underpin day care and social workers’ attitudes and practice are beyond the scope of this research and the need for further research in this area is again highlighted.  

According to service users, social workers collude with other powerful people in their lives.  For SU8, his sister and his social worker join forces against him in private conversations.  This is what he said:

Even my sister sometimes tries to clamp down on my head by taking my social worker’s part or else my social worker talking to her privately about things to do with me ...

SU7 reports that social workers collude with centre workers.  He said:

And them ones tells the staff in here, the social workers.  They don’t take your part.  They take the staff’s part.  ... They don’t back the client up, they back the staff up.

Service user’s stories of collusion between social workers, day care staff and family carers illustrates the failure of social services to implement what is now a statutory duty to initiate and maintain a meaningful three-way collaboration between with the person with the learning disability, family members and social workers, as described by Barr (1996).

The sense of social workers’ power and control is exacerbated by the difficulty the service users have when they take the initiative and attempt to access their support.  Here is a flavour of the service users’ frustration around poor access:

Researcher:
So, how do you feel about people that are really powerful in your lives that you 


don’t have access to?   

SU8:
I think that’s terrible.  It really is because when she asks you to keep in touch with her on the phone, phone her certain times throughout the year ... sometimes even to go and see her if there is anything wrong.  In other words, if any trouble breaks out and ... not to be afraid to get in touch with her to let her know.

Researcher:
What happens when you do?

SU8:
Well, as I said, when you go to do it, quite a lot of times it ends up she is not there.

Researcher:
So ...  you can’t always get in touch with [your social worker].

Chorus:

No.  

Researcher:
Is that okay?

Chorus:

No.

SU9:
I think she is all right because she is very nice. ... I’m only going to say that ... if you phone for her, ‘I’m sorry [she]’s not here at the moment to take your call’, ‘she’s busy’.

SU8 complains that when he decided to change his social worker for another who would be more responsive to his needs, he was unsuccessful in getting what he wanted.  Here is what he said in this context:

I’ve went many a time to [health and social services trust office] where my social worker works and I’ve asked for her to be changed because they are supposed to change them if you don’t want to hold on to the same one all the time.  But whenever you tell them the reason why you want them changed, they just refuse to ...

So, people with learning disabilities in the Main Study report that they (i) have no choice in whether they have a social worker, (ii) they have to accept the social worker allocated to them, and (iii) it is difficult to initiate access.  At the same time, social workers are seen to use their knowledge of legislation in support of their controlling behaviour and collude with families and day centre staff against the service users.  These perceptions were put to the urban and rural centre groups for verification.

Verification of service users’ perception of social workers

The Main Study perception of social workers failed direct verification in the urban and rural centres.  First, not all service users in the Verification Study, are attached to social workers.  For those who are part of a social work case load, there are no emotional reports of unresolved power and control issues.  Interestingly, the one exception to this trend is the report from the rural service users that social workers do make decisions about their lives without consultation.  This is an enormous issue which would not have been missed by the  service users in the Main Study.  Yet, in the rural centre, the fact was stated simply and without rancour.  

The manager of the rural day centre was asked to comment on the attitudinal difference discovered for the service users in the Main Study and those attending the centre she managed.  She confirmed that social workers do not play a significant role in the service users’ lives and when connection is made, the professional relationship is not necessarily obvious.  What the manager describes is very different from the experiences of the social work intervention in the Main Study.  Here is what she said:

Very few of [service users] have a lot of social work input. We would ... seem to be their social workers and if there’s a difficulty then they would come to us.  And then we would [if necessary] contact their social worker.  I would say there are other social workers who would be in and out and come in for a chat ... they come in on a very bouncy, friendly sort of way, you know:  ‘How are you today?’  They are not seen as a social worker, with that hat on.

Again, making sense of the service users’ perceptions of social work intervention in the Main and Verification Studies relies on speculation.  On the basis of the manager’s comment, the most likely variable is that the type of work usually carried out by social workers in the Verification Study is carried out by the centre staff.  And given that, as noted above, the service users in both verification centres report a less fraught relationship with centre staff, this may explain the extensive attitudinal differences.  Other factors may be the differing levels of assertiveness of the service users involved and the differing levels of privacy accorded to service users in the Main and Verification Studies.  Both these variables are discussed above in the context of  service users’ perception of the day centre.  

The different perceptions of social work intervention are influenced by how the workers employed by social services manage to sort out who their client is and where their support is focused.  This is discussed below under ‘Who is the client?’ In the meantime, the issue of professional support and family carers needs to be addressed.

Family carers’ perception of social work intervention

The most important issue for all family carers in the Main Study is ‘support’, or lack of it, and their stories are extraordinarily similar.  The support currently offered by social services is reported to be satisfactory and family carers, despite tales to the contrary by their service user relatives, think that social workers are liked by them.  Family carers are appreciative of the respite organised for their relatives and the information regarding entitlement to social security benefits.  The power struggles discussed by the service users seems to be beyond the awareness of their family carers.

However, when family carers talked about the lack of professional involvement in the early part of their relatives’ lives when, they considered, they needed support most, they are still angry.  Here are a few comments made about circumstances surrounding the diagnoses and failure to diagnose their relatives’ conditions:

We knew that when she was born, there were difficulties ... We knew from the very early stage that it was going to be a struggle.  She had different things wrong with her at birth.  She was kept in hospital.  There was no sucking reflex.  She was a premature baby.  She didn’t walk till she was 18 months, couldn’t sit up till she was about two.  She was a ‘floppy baby’ as they called it.  ... She was in and out of hospital all the time.  So, we knew that her development was slower than other children’s.  ... At five [years] she was detected ... that she was ‘slow’ as they called it.  (FC1)

A community nurse came to see me.  And she had me crying ... she turned round and said, ‘Look, I’m not saying this to you but [relative] will never be married.  [She]’ll never be able to live in a house on her own.  [She] will never be able to pay rent.  You have to face up to facts.  If anything happens to you or your husband, [she] will have to go somewhere.’  Well, I just looked at her, you know? (FC3)

Well, we never knew that anything like that was wrong with him.  We didn’t think he was bad ...  He never made to creep or walk or anything like that.  We just thought maybe he was a slow walker.  (FC2)

The next developmental stage brought harsh educational prognosis for the family carers’ relatives.  Here is a flavour of the comments in this context:

The teacher sent a letter to [mother] saying he was just not interested in anything.  And I think it was [the education board address] ... the children had to go and they put the wee test ... (FC2)

She couldn’t put them [shapes] in the right places and she says to me ‘I know this is hurtful for you but she can’t go to a normal school. ... Do you want her to be crying?  Children can be very hurtful.  You see for yourself.  She can’t do what a four-year-old can do.  (FC3)

When [daughter] was 12, I sent her to [special school] because [regular school] didn’t want to know her.  ... As soon as I mentioned she was at the special school, ‘I’m sorry, no.’ Quite bluntly. ... really, really, very cold and clinical about it.   ... She can’t work on her own so really you’d be as well taking her home. There is nothing we can do. (FC1)

The lack of professional support was across the board.  Family doctors were criticised by the family carers also.  Here is how FC3 was treated by her doctor when she went to the clinic suffering from stress:

... I was bad with my nerves. ... I burst out crying because she says, ‘You’ve upset me and I don’t like anyone upsetting me.’  And I says, ‘A pity of it.’

FC3 also talked about how various church clerics enthuse over her daughter’s ‘innocence’ and at the same time patronise her and exclude her from religious ritual associated with her faith.  

Given the unsatisfactory treatment received from professional workers in the past, it is understandable that social workers who are now attentive to their needs in organising respite and helping with claiming benefits are appreciated by the family carers.  It is also understandable that people with learning disabilities are frustrated when the support they recognise as their own, in turn supports and colludes with their family carers, often on issues that run counter to their wishes.  This will be discussed later under the heading ‘Who is the client?’.  In the meantime, the next section considers whether the family carers findings in respect of support is verified by the urban and rural family carers.

Verification of family carers’ perception of social work intervention

The lack of professional support was an issue that the family carers participating in the Verification Study were also keen to discuss.  The stories of trauma surrounding early diagnosis of the learning disability condition were relived and verified the findings from the Main Study absolutely.  One of the  family carers in the rural centre added that, as a new mother of a learning disabled child, she was ‘treated like a criminal’ and hidden away by staff because other women were frightened.  She also complained of a series of misdiagnoses which exacerbated the trauma experienced.

This confirms Nursey, Rohde and Farmer’s (1990) view that the language used in communicating with parents at the time they are first told of their child’s learning disability is usually not explicit and often contains words considered derogatory, eg:  ‘dull’, ‘backward’.   That GPs’ use of language is sometimes inappropriate is revealed by one of the participants in the Managerial Response Study who overheard a young man’s GP refer to him, in his hearing, as a ‘retard’.

Perception of the level of social worker support currently available was not verified by the urban and rural family carers.  Indeed, the urban family carers report that they remain unsupported by social workers and family doctors;  the rural family carers report that they are ‘not impressed’ with social workers although they are appreciative of the support offered by the day centre workers.  These comments are interesting in that the service users in these two centres report little contact with, or need for, social work intervention.  This is confirmed by M4 who said the centre workers carry out social work duties and contact the social services social work unit only when necessary.  Clearly, expectations by the family carers for social services support is unmet.  The issue of whether the person with the learning disability in the family is the client of social services will be discussed later (see p. 232).

When the denial of religious ritual to FC3’s daughter was raised with the urban and rural family carers, it caused controversy.  In the rural centre, the church is seen as an important part of the families’ lives and their relatives are encouraged to participate ‘appropriately’.  In the urban centre, this is also the case with one of the family carers.  For the other carer, she is outraged at the lack of full communicant status awarded to her daughter and said that the church, which is important to them both, has failed to welcome, accept and treat her daughter with the warmth befitting a Christian community.  

Social exclusion from church ritual, as reported by family carers in both the Main and Verification Studies, relates to both Catholic and Protestant faiths.  Despite the urban family carer’s wish for the church to reform its attitudes toward people with learning disabilities, there is clear historical context for both of the Christian churches to exclude this group of people (see Chapter 1).  Nonetheless, the stories told by the family carers about their relatives’ exclusion from religious activity, illustrates a breach of fundamental human rights as laid down by the UN (see Chapter 3).

6.6
Long-stay hospital

Three service users taking part in the Main Study had spent time in a long stay hospital for people with learning disabilities.  SU7’s, SU8’s and SU10’s stories are reported here to illustrate the extent of their feelings of helplessness and outrage, and the alleged misuse and abuse of hospital workers’ power.  

As noted above, SU8 was admitted to hospital after experiencing difficulties in the workshop he attended and an incident in the community when his window was broken by a crowd which gathered outside his house to taunt him.  Feeling that he had been punished and abandoned by his family, he said:

My father, for no reason at all ... turned round and sent me to [long-stay hospital] ... 

Here is the conversation between SU8 and SU7 and the researcher about being put into ‘lock-up’ on admittance to the hospital:

Researcher:
What happened there?

SU8:

I was put in the lock-up for a start off.  ...

Researcher:
Could you describe what happens when you’re in the lock-up?

SU8:
We were brought in front of doctors and that there, into the office where no other patients ... would have known.  You might have been with one or two staff and everything was marked down in a book what you said.

Researcher:
And what is the lock-up?

SU8:

It’s M7a - just like an ordinary villa is called ‘M7b’ or else ‘M5’, ‘M4’, ‘M3’, ‘M1’.

SU7:

If you misbehave.

SU8:

The lock-up is a place where you really behave badly.

Researcher:
If you behave badly, they put you in the lock-up?

SU8:

Yes.

Researcher:
Do you have experience there too, [SU7]?

SU7:

Yes.  One time I had the experience and all.

Researcher:
And do you think you behaved badly?

SU7:

No.  But them ones put me in.

SU8:

Well, I wasn’t put in the lock-up for misbehaving to start of ...

Researcher:
Why did you go into the lock-up?

SU8:

That’s the first place they bring you ...

Researcher:
Whenever you go into [hospital]?

SU8:

Whenever you go in.

Researcher:
I see.

SU8:

The doctors put you there.

Researcher:
And was that different for you, [SU7]?

SU7:

I was in because of my nerves, but that there made me worse.

Researcher:
You said, ‘if you’re badly behaved’.  What did you do that made them think you 


were badly behaved?

SU7:

Maybe saying something to someone and they put me in the lock-up.

Researcher 
... Like, you were cross with them or something like that?

SU7:

Yes.

Researcher:
And whenever you came out of lock-up you said you felt worse.

SU7:

Yes.  Worse.  

SU10 told of a recent stay in this hospital when he experienced abrupt behaviour by the staff.  He said:

I took sick about three months ago and ended up in [hospital] and the staff says strip down to your waist to see if there are any bruises there.  I had no bruises and put clothes back on again.  [The hospital worker] says, ‘I’ll see you at two o’clock.’  I says, ‘When it’s two o’clock I want to go to bed.  I’m tired’.  I hadn’t slept for seven days.  And he says, ‘This is not a holiday camp.’

Once admitted to the hospital, the service users told of a regime of domestic work, wearing hospital-issue clothing.  Here is the conversation among the service users which described the life in the hospital and illustrated the fascination with which these stories are shared:

SU7:

I was put in the lock-up because I misbehaved.

Researcher:
And are you locked up?

Chorus:

Yes.

SU9:

I was never there but I heard about it.

Researcher:
How do you get your food?

SU8:
There’s a table ... There is four or five different tables.  There’s only four people allowed to sit at the table and there are different people do the tables every week and they’ve also to share out the meals, to go in and clean the dishes, washes the dishes, dry the dishes, two people on their own.  And they’ve to do it for a full week from Monday morning right through to the following Sunday night. ... When they’ve done, you’ve also to brush the floor and also to wipe down all the tables and to mop the floors.

Researcher:  
So the ... patients who use [the hospital] do that work?

SU8:

Nods.

Researcher:
Is that your experience, too, [SU7]?

SU7:

Yes.  Yes.

SU9:
I heard people saying, I don’t believe it but, it happened a couple of weeks ago here and I don’t know what I heard happened but people would say, ‘Oh, aye.  There’ll be a white van coming up for you and put you in a strait-jacket.  Well, I do know people have been put in strait-jackets.

SU8:
They take your own clothes from you.  They lock them away and you don’t see them again till you’re completely out of the place.  They give you clothes belonging to [the long-stay hospital] and you’ve to wear them.

SU9:

Are they nice?

SU8:

They are not nice!

SU9:

What are they like?

SU8:

Well, as I’m saying, they’re just like ordinary working clothes and that there and 


sometimes they are not ones that fit you.

According to these stories, people with learning disabilities view life in the long stay hospital as a punishment for perceived, or actual, ‘bad’ behaviour on their part. They were stripped of their identities and humiliated.  What is more, they suffered alleged physical abuse at the hands of  workers.  Here is what SU8 and SU7 said about this:

SU7:

And whenever you go out for exercises, it’s just what a prison would do, make you 

walk ... run round.  It was just like the [local] jail.

SU9:

You said they hit you.

SU7:

There was one staff hit a fella over the head with a bunch of keys.

Researcher:
You said last week you were hit with sticks.

SU7:

Yes.

SU8:

And got kicked and that there and all.

Researcher:
Who kicked you?

SU7/SU8:
The staff.

SU8:
It didn’t matter what staff were on, they’d still kick you.  Even when you’re doing the exercises.  If you’re not doing them quick enough to please them ... at the speed they want you to, they still hit you.

SU8 told of the time when his sister came to visit and ‘seen the bruises and everything’.  Here is the conversation about the bruising and other alleged abusive incidents.  

Researcher:
Where did you get the bruises?

SU8:
Well, they make me do ... running round a yard, a stony yard ... and if you don’t do it, you’re beaten with sticks and everything.  ... There’s a big dormitory where a whole lot sleep together and the whole thing is ... even though you may go to the toilet before going to bed last thing at night, you may need to go again during the night and if you’re locked in one of them side-rooms, ... the staff start yelling and shouting. Some of them are that wicked they even turn round and beat you.

SU9:

Oh no.  I don’t want to go there.  No way, Jose.

SU11:

I wouldn’t let them.

SU9:
No.  I don’t want to be there.  No way.  Oh, Jesus.  I’d get [centre manager] to them.
SU11:

I would hit them back.

Researcher:
Do you think other people who are in hospital are treated like that?  Those who go to other hospitals?

SU8:

Other hospitals than ...?

Researcher:
Other hospitals.  Say, if I was in [general hospital] do you think the like of that 


would happen to me?

Chorus:

No.  No.  No.

Researcher:
So, do you think there is something different going on there then?

SU7:
Yes.  I’m the same as [SU8].  That was a few years before him.  I was only young then.  They make me do the same things as he done and they beat me with sticks.

Researcher:
What?  The charging round the yard ...?

SU7:

Yes.  And they beat me with sticks as well.

Researcher:
Yes?

SU7:

Yes.

Researcher:
Does anybody beat you with sticks nowadays?

SU7:

No, they don’t.

Memories of these events are distressing for the storytellers.  The telling of them also had an impact on their peers who listened, rapt.  SU11’s youthful, naive courage, and SU9’s interjections, illustrated the fear created by tales of the hospital and how these fears have entered folk-lore with threats made that ‘bad’ behaviour will bring the white van and the strait-jacket:  the ‘bogey man’ of the learning disabled community.  SU7 and SU8 could not remember when they were in hospital and experienced these alleged abuses although SU7, who is middle aged, commented that he was young when these things happened to him.  It is clear that SU10’s story which, while not abusive to the extent related by SU7 and SU8, still showed a lack of respect that would not be tolerated by patients in a general hospital, was much more recent.  

Stories related by the three service users who had lived in a long-stay hospital move along the continuum from mild to severe forms of moral exclusion, as described by Opotow (1990).  Here, the service users’ stories illustrate a regime of alleged exploitation, humiliation, and suffering, both emotional and physical, which echoes the horror of the custodial era described in Chapter 2.  The alleged ‘harm-doing’ here is a result of (i) the severe form of moral exclusion, ie:  the beatings, etc;  and (ii) the mild form, which relates to the failure to deal with the suffering appropriately.  That this behaviour was not recognised and dealt with at the time, indicates a perception of the patient ‘as nonexistent or as a nonentity’ (Opotow, 1990).

The alleged abuses of power were discussed in the Managerial Response Study and will be reported later (p.211).  In the meantime, tales of power and control in the context of the long-stay hospital were put to service users in the urban and rural centres taking part in the Verification Study.

Verification of service users’ perception of long stay hospital

While the service users participating in the Verification Study had heard stories about this hospital, none had spent time there themselves. Verification of this topic was therefore hearsay and not valid for the purpose.  

6.7
Holiday home/Respite care

The talk about power and control in the long stay hospital inspired SU9, who had defended care workers and social workers against his peers’ accusations of lack of support, to gear the discussions around to a holiday home/respite care facility used regularly by people with learning disabilities.  The service users were scathing of the alleged treatment meted out by staff there.  SU8 was quick to make the comparison, saying:

Well, I just think that’s as bad as what [long stay hospital] is.  Because there is no point calling it a holiday if you’re going to find you are locked in and not even if you find it is very important to get out.

According to the service users in the Main Study, the major difficulty with the holiday home/respite care is that they are ‘treated like children’.  Allegedly, they are under constant supervision, their clothing is marked, their money is held against their wishes and there is no choice of food.  Every guest is treated the same and no allowances are made for different levels of competence in independent living skills.  Here is the angry discussion illustrating the service users’ disapproval of the staff’s alleged patronising behaviour:

SU7:

The staff have to go out with you going shopping.

Researcher:  
You live independently ... don’t you?  You do your own shopping?

SU7:
Yes.  They wouldn’t allow you to go out to get anything.  Them ones have to come with you.

Researcher:
How do you feel about that?

SU7:

I felt I was being treated like a child.  I’m not going.  ...

Researcher:
I take it you didn’t like that.

SU7:

No, I don’t.

SU8:

Well, I was the same.

SU11:

They always lock the door on you, so they do. ... The front door.

Researcher:
So, you’re locked in or out?

Chorus:

Locked in.

Researcher:
When you are at [holiday home] can you chose what you want to eat?

Chorus:

No.  No.  No.

Researcher:
Who chooses?

Chorus:

Staff, staff down there.

Researcher:
[SU11], have you any experiences like that?  Have you gone to the holiday home 


and felt you were treated differently?

SU11:

I didn’t have staff with me.  I didn’t let them walk with me.  I went out by myself, so I 


did.

Researcher: 
... You went off on your own?

SU11:

Aye.  I did once.

SU7:

And what did the staff say, [SU11]?

SU11:

They were not too happy.  They say to you ‘Are you on tablets?’

SU10:

They took my fiver the last time I was down.

SU9:
And they take your money off you.  ...If you want to go out, they are with you.  You want to go to the bar, they’re with you.

SU7:

Yes.

SU9:

Everywhere you go, they are with you.

SU11
The last time ... I was there ... I didn’t give them no money.  I kept it in my pocket. ... I didn’t give them one penny of it.

SU8:
You have to let them know how much you’re going to need and they have to let you know each time you’re looking money how much you’ve got left.

Researcher:
How do you feel when you’re [at the holiday home]?

SU8:

That’s what I’m saying.  It feels rotten.  It makes you feel rotten inside.  You’re a 


grown up person that you’re treated as if you’re only a two- or three-year old.

SU11:

That’s right.  He’s got a point.

SU8:
... They just say they want to look after it even when you tell them the same thing - you are old enough.  I’m old enough to look after my own and I do want to look 
after my own.

SU9 was keen for the group to discuss the way guests’ clothes are identified by the staff.  He said to the researcher:

How would you like your clothes being marked?  ... Down in [holiday home], they get your clothes.  They mark it.  ... And you see that mark?  It doesn’t come off.  Right or wrong, [SU8]?

SU8 satisfied everyone as he told how, against his expressed wishes, his clothes were taken from his suitcase and marked secretly on the washing instruction label.  As well as being seriously disrespectful and manipulative, this alleged behaviour has serious implications for SU8’s independence, as he needs to refer to washing instructions when laundering his own clothes.  Here is what he said:

And even when you tell them your own self you can look after your own clothes, you have a suitcase with you and you’ve a lock and key, they’ve a cheek to ... well, say they’ll mark them anyway.  Even when they say they won’t mark it and they only want to check what you have with you, the next thing is they think when they put a number or a letter on your item that tells you what way you have to wash them ... they put it there and they turn it upside down and they mark it there thinking you’re not going to look there and you find it whenever you go to wash.  It’s very difficult now sometimes to find out what temperatures they have to be washed at, how long for ...  well you want to buy new clothes for going away so the whole thing is, you’ve only bought them and there they are, destroyed.

The holiday home/respite care facility discussed by the services users is also used by people with severe learning disabilities and it is likely that all guests are treated equally.  This means that for the assertive and semi-independent service users taking part in the Main Study, the holiday home/respite care is not a good experience:  staying at the holiday home means suffering a more restricted life-style than they would experience normally.  This causes a lot of resentment and grumbles about ‘not wanting to go back’ and raises the question again about who the service is designed to accommodate.  ‘Who is the client?’ is discussed later (Chapter 7). 

The stories about the respite care workers’ alleged behaviour towards the service users would indicate a perception of their guests’ social identity as ‘eternal children’.  This again confirms Wolfensberger’s (1972) view that the role of the perpetual child is one of the few roles open to people with learning disabilities.  What has changed in the thirty years since Wolfensberger made this observation, however, is that largely because of the influential nature of his theory of normalisation, many people with learning disabilities have become politicised.  Politicisation has generated a demand for recognition of their adult status.  If these stories are valid, it is unfortunate that professional carers in a holiday home continue to deny this fact and consequently mar the holiday experience and feed into the general climate of prejudice.

The next section considers whether the experiences of the service users in the Main Study are verified in the urban and rural centres.

Verification of service users’ perception of the holiday home/respite care

All the participants in the Verification Study had been guests at the holiday home/respite care facility.  All began by saying that they enjoyed staying at the holiday home and that it was a good experience for them.  When they were probed about the detail of their experiences, all recognised the reports about constant supervision, holding money, and clothing being marked.  The important difference here again was the attitude of the participants.  Unlike service users in the Main Study, the service users in the Verification Study were content and satisfied with their treatment at the holiday home.  The urban service users went further and took some time to justify the holiday home staff’s behaviour.  They said that they might lose their money and were, therefore, appreciative that someone would look after it.  They also thought it made good sense to mark their clothing and that this was not done against their wishes.  Ironically, the urban service users were adamant that they were not treated like children;  the rural service users said that sometimes they were.  

Commenting on this difference, the rural centre manager said she would expect the people she works with to complain if they are unhappy and, therefore, assumed that they were comfortable with their treatment at the facility.  So, given that all experienced the same treatment, it seems likely that, again, the attitudinal difference relates to the self-selecting and rights-orientated backgrounds of the service users in the Main Study and the gentler, more accepting personalities of the service users in the Verification Study.  Interestingly, during the conversation with the rural centre manager, she acknowledged that she knows little about the holiday home, and nothing about either its managerial philosophy or the workers’ value base.   Here is what she said in that context: 

Well, [holiday home] paints a wonderful picture of going to [town] and going about and doing different things ... going out to the pub at night and going to discos ... But, basically, nobody knows what goes on behind closed doors.  Having said that, I have never had a trainee come back ... I have never asked them.  I’ve asked them if they enjoyed their holiday and generally, ‘Yes.’   And they are generally waiting for the bus to come and they are keen to go.  I have only had one incident; one girl was put in a room where she didn’t want to be in.  She had no choice at all.  I put that down to planning ... Basically, I probably haven’t been asking them enough.  And maybe that’s something I could learn from all this.

The manager here shows a willingness to take personal responsibility for getting first-hand information about organisations that work with vulnerable people.  Of course, this is important and illustrates her sound practice.  However, what this issue highlights is the general lack of transparency in services.  It is alleged by the service users in the Main and Verification Studies that the holiday home patronised its guests and there is a history of sexual abuse as will be discussed later (p. 209).  M3, participating in the Managerial Response Study is clear that not only must services operate to the highest standards, they must be seen to do so.  Here is what he said in this context:

I think we need to have transparent services, whether they are residential, whether they are hospital, whether they are community.  They need to be transparent.  And standards, policies, procedures, strategies only go to offer that so people can see there is transparency.  It is very, very important.

A final point on the holiday home/respite care facility:  the benefit to the families involved is respite; the benefit to the day centres is a reduction in tension caused by the poor user/worker ratio.  At the same time, the experience for service users is one that all agree is patronising, and some would argue is disempowering.  This raises the question once again of, ‘Who is the client?’  This will be discussed in Chapter 7.

6.8
Abuse

6.8.1
Sexual abuse

Talking about the holiday home/respite care, the discussion shifted to a known incident of sexual abuse which took place in that facility.  Despite some of the family carers’ protestations of their relatives’ innocent mentality, the service users in the Main Study may know more than they are prepared to say about this abuse of power.  

SU9 said that he had not gone to the holiday home/respite care facility ‘since that thing happened to that wee boy’.  Here is the conversation that ensued:

Researcher:
Do you want to say something about that?

SU9:

Apparently what happened was ... unless we didn’t get the full story ...

Researcher:
Did the wee boy get hurt?

SU9:

Something happened and I’m not going to say nothing.

SU7:

I know what it is and I’m not scared.

SU9:

[SU8] knows.

SU8:

I don’t know what it was.  Sure, I wasn’t there the same time as you were.

Researcher:
Does anybody want to say what happened to the wee boy?

SU7:

The wee boy was interfered with the staff down there.

Researcher:
By the staff?

SU7:

Male staff ... interfered with the wee boy and that’s what the inquiry was about.

Researcher:
Was it sexual?

SU7:

Yes.  Sexual.

Researcher:
Do you know if it happened once.  More than once?

SU9:

No.  This is the first time it happened.

SU7:

But it happened over a number of years to other people ... to other wee ones that 

stay there.

Researcher:
By the same worker?

 SU7:

The same worker down there, it happened.

At the end of this conversation, one of the service users intimated that he is a survivor of sexual abuse, saying, ‘That there happened to me.’  During a separate and private meeting with the researcher, he said that he did not remember ‘it’ any longer, although he used to remember it.  Then he began to talk about his horror of a reported case of a paedophile priest.  Here is part of the conversation:

Service user:
Things do happen ... sexual abuse happens.  Like [boys’ home].  Things like that happen.  Boys don’t tell their mothers.  They keep it bottled up for years to come and they have problems afterwards, mental problems ... like [depression].  Christian Brothers and priests, they have sexual urges like that.  They should not become priests and a brother should not become a brother ... Them ones should have got married. ... They are not cut out to be a priest.  ... I do think that people who have sexual urges should not become a priest. ...  People used to trust the priests and now people don’t.  Because of the ... case.

Researcher:
Is that Father ...?

Service user:
Yes.  And they should have found out long ago about that.  They found out when it was too late ... what was going on.  I don’t like people ... assaulting ... he should found out long ago.

Researcher:
How could he have been?

Service user:
He kept it so secret.  And the church covered it up. The bishops of the church covered it up. And the Pope was ashamed what was going on.  Ashamed, he was.  Why did they cover that up? 

Researcher:
I don’t know.  Why do you think they did?

Service user:
I don’t know.  Somebody should ask them that question.  It’s not up to me.  It’s not up to you.  It’s up to some newspaper.  Some reporter to the RUC [police] should ask that question.  He was arrested.  He was arrested and died in prison.  ... Imagine that.  Abusing on wee children like that.  I think ... his eyes ... the way he stares out.

Researcher:
Did you meet him?

Service user:
No.  His eyes staring out of the television.  I think he has sexual urges to abuse children.  Imagine that.  The parents of those children didn’t know what was going on.  The kids’ parents.  The bishop moved him on.  Moved him on.  ... I blame the bishop for what was going on.  He knew what was going on.  He was head of the church.  The head of the whole thing.  I’m not naming names.  If I name names, I’ll be up in court.  The bishop will have me up in court.  Slander.  That can be serious.  The bishop is head of the church.  He should know what is going on.  That’s why I don’t trust priests now.  The bishop should have knew what was really going on.  That’s a sin.  A sin.  They did know.  That’s all I’m saying.

M2 reiterated SU7’s concern that the system allows abusers to move in order to abuse again, when he said:

They’re still working.  They’re still there now.  Goodness knows where they are.  And, I mean, all of the reports into scandals have shown time and time again, people don’t necessarily get found out or move on.  They may necessarily move up.  They may be in powerful positions.  They may actually be in positions to protect other [abusing] people. 

Before going on to describe strategies developed by social services, M5 gave an overview of sexual abuse as he saw it.  He said that:

Abuse has always gone on.  Still goes on.  People with disabilities will be abused because they are vulnerable people ... in some ways people with a learning disability are very vulnerable to abuse because they are seen as good victims ... because they won’t be believed. 

The comment that people with learning disabilities make ‘good victims’ because they are not considered to be credible witnesses, confirmed Rosser’s (1990) findings.  He said that learning disabled victims of crime fail to receive justice in the legal system because investigators and lawyers often assume, early in the investigative process, that the victims are not capable of giving evidence and, consequently, close the case.   

6.8.2
Alleged physical and emotional abuse

As part of the conversations about tension created by power and control issues, the participants in the Managerial Response Study were informed of the findings of physical and emotional abuse reported to have taken place in a long-stay hospital by participants in the Main Study (see p.159 and p.200).  For ethical reasons, the researcher noted her concern and was keen to ensure that appropriate procedures were followed.  For example, during the interview with M3 she asked, ‘Do you think I need to do anything more in relation to the information I have in my hands?’ to which he replied, ‘Well, I think putting concerns on paper is a very important process and people have to deal with it appropriately and effectively.’  In a similar conversation, M2 thought it irrelevant whether the alleged abuse was current or historic.  He said:  

We don’t regard anything as over and closed because it is a long time ago ... that is not a necessary assumption ...  If somebody has ... got that bad or that vivid a memory ... then very often they have got full memory in terms of knowing who it was ....  Certainly, we would still have a duty if you had specific things or you knew of specific people ...  

Later, M2 stressed the importance of investigating abuse that happened in the past.  He argued that the care worker/s could have been young at the time of the alleged abuse and still working in the field, possibly in an even more powerful position.  He reiterated SU7’s concern that the system allows abusers to move in order to abuse again when he said:

If some care worker was afflicting abuse on somebody twenty or thirty years ago, the care worker might have been aged only twenty or twenty five ...  They’re still working.  They’re still there now.  Goodness knows where they are.  And ... all of the reports into scandals have shown time and time again, people don’t necessarily get found out or move on.  They may necessarily move up.  They may be in powerful positions.  They may actually be in positions to protect other [abusing] people.  So ... it’s something we would certainly be interested in.

The researcher agreed to contact the agency and/or M2 if the participants in the Main Study divulged further information regarding sexual or physical abuse in the future.  At the time of writing, no further contact has been made and the decision around further investigation has been left with the agency.

From their perspective, the participants in the Managerial Response Study are adamant about the need for (i) clear guidelines and (ii) a culture where ‘whistle-blowing’ is an honourable practice.  Here is what M5 said in this regard:

There is no justification whatsoever for any abuse of a person with a learning disability.  Absolutely not.  But, it can happen. ... some people with learning disability, for example, need physical care carried out with them so it is very easy for people to be abused in that way.  People think, It could never happen here.  We don’t employ staff like that.  If things like the MacIntyre expose.. where they went under cover in a nursing home, it can happen here.  It can happen very easily if staff are not supported, if staff are not selected correctly, if they are not given clear role models, if they are not trained, if they are not shown what is acceptable and what’s not acceptable.  People need to have clear guidelines, clear training, standards need to be set, they need to be constantly monitored, we need to create an environment in which, if there is abuse, people will feel ... both victims and other people, witnesses, will come forward. 

Participants in this part of the study are confident that clear strategies to deal with abuse are in place.  M3 talked about the ‘vulnerable adults’ policy which sets down clear guidelines for dealing with issues of concern or abuse.  M5 talked about guidelines produced by the Board which informs staff of its position and guides their practice.  Unfortunately, while crime investigators and other legal workers continue to consider that people with learning disabilities are incapable of bearing witness, the sound policies and guidelines developed by social services will not ensure the due process of the law when a crime has been committed.   

The existence of any type of abuse creates a dilemma for everyone in the field of learning disability.  Many people with learning disabilities are demanding independence.  At the same time, the risks inherent in independent or semi-independent living are all too apparent to the people who care for them as professionals and in families.  In the past, risk-taking was dealt with within a culture of protection and even shame.  Today’s culture, where level of risk is calculated, must be difficult to come to terms with for (i) family carers who often see their role as protective of their relative;  (ii) workers who are guided by restrictive legislation on the one hand and empowering legislation on the other;  and (iii) people with learning disabilities themselves, some of whom want to explore all that life has to offer, and some of whom enjoy the comfort of being cosseted.  

The job for law- and policy-makers is to create an environment which is both empowering for the people who experience learning disabilities and protective of their vulnerability.  The policy-makers are clearly struggling with this problem.  Unfortunately, while comprehensive anti-discrimination legislation such as the Civil Rights (Disabled Persons) Bill discussed in Chapter 3, fails to gain passage through parliament, people struggling to reform the law, continue to be frustrated in their efforts.   However, new equality legislation arising from Section 75 of the Northern Ireland Act 1998, is hopeful and implementation is awaited with interest.

Verification of service users’ comment on sexual abuse

Because insufficient ground-work had been done to allow discussion of this sensitive topic, sexual abuse was not raised in the urban and rural day centres taking part in the Verification Study.  Therefore, there is no verification of this topic from service users.  

6.9
Family and home

The two most assertive service users in the Main Study live semi-independent lives and do not have much to say about the issue of their families’ power and control except SU8 who says his family members ‘[push] their luck down on my shoulders, pressurising me’.  The lack of response from the most articulate service users created an interesting dynamic as other service users struggled with dilemmas that they had to articulate themselves.  The main issue here is the tension created by their overall acceptance of parental authority and their desire for some independence.  The one exception to this situation is SU10.  He is estranged from his family and misses them.  Here is the empathetic conversation which ensued when he was asked about his siblings:

SU10:

They don’t bother with me at all.  Lost contact 20 years ago.

Researcher:
What sort of lives do they live?

SU10:

They’re married and have kids.  They don’t want to know me.

Researcher:
So you wouldn’t know the youngsters now either?

SU10:

No.

Researcher:
How do you feel about that?

SU10:
It hurts me sometimes when I’m sitting ...  I’ve got an aunt who is very, very good to me.  She lives in [district].  She comes every two weeks and she’d say to me, ‘Have you any contact with your brother or cousin, or that.

Researcher:
So, she does not feel good about that either, then?

SU10:

No.

SU11:
People ... his brother should go up and see him and his sisters should go up to see him.

Researcher:
It’s hard when it works out like that, I’m sure.

SU11:

His cousins should go up as well.

SU7:

Some people have a thing about ...

Otherwise, the service users co-reside with family carers or have occasional contact with families of origin, some of whom are powerful influences in their lives.  

Here is a conversation which opens with SU11 explaining that while he enjoyed being a further education student, it was not his idea to enrol.  SU9 supported SU11’s acquiescence with his own brand of wisdom:

SU11:

Mammy told me to go there.

Researcher:
You’re mammy thought it would be a good idea?

SU11:

Yes.

Researcher:
And you enjoyed it, didn’t you?

SU11:

Yes.  It was my mammy told me and I says, ‘Okay’.

SU9:

Your mammy knows better.

Researcher:
You feel that, [SU9]?

SU9:

Your mammy knows better because your mother is there to help you.  Okay, my 


mother ... God bless her soul ... but she helped me.

Researcher:
Is she not alive any more?

SU13:

You’ve got a sister now.  And you’ve got a brother too.

SU9:

Yes.

Researcher:
Does your family make decisions for you?

SU9:
When my mother was alive, she helped me to get through everything.  Your mammy is there to help you.  She’s your ‘guardian’ of angel.  She knows what’s better for you.

Researcher:
What age are you, [SU9]?

SU9:

I’m 25.  Same as [SU13].

Researcher:
Do you think that is still a mother’s role?

SU9:

Well, now I’ve got my sister, my brother.  ...

SU13:

[Are] there not some things you can decide for yourself?

SU9:

Oh, I can ... my sister would say, ‘SU9, it’s time to go to bed’ and I go to bed any 


time I want to go to bed because I’m 25 now.  

Researcher:
So your brother and your sister still make some decisions about you?

SU9:

If I want to go somewhere ...

SU13:

She has to know about it ...?

SU9:
She has to know about it.  If I’m going away on holidays, she wants to know who I’m going with.

Researcher:
Is that about good manners or is it about your sister giving consent?

SU9:

[Nods that sister gives consent]

Researcher:
Is that okay with you?

SU9:

Yes.  She is your ‘guardian’ of angel.

SU13’s scathing tone was obvious.  For her, things are different.  She said:

It’s not that way with me.  If I go anywhere I just take myself on where I’m going and then I’d phone home ... I’ve got my own freedom to do whatever I want in life, as my mammy says she can’t tell me what do so any more once I’m 25.  

For all SU13’s talk of independence, she does not control her own money, nor does she collect her benefit from the post office.  Who manages the service users’ monies illustrates where the power in the relationship is.  Asked who collects their social security benefits from the post office, the service users named mothers, sisters, aunt.  Only SU7, SU8 and SU11 collect their own money.  The money is managed by the same named relatives, plus, surprisingly, SU7 reported that his sister shopped for his groceries.  Given SU7’s passionate desire for independence, his sister’s help here may be more indicative of his laziness than dependence.  What is interesting, however, is the service users’ rationale for their lack of control of their own money.  When SU8 asked SU13 if she could collect her benefit on her way home,  she retorted  ‘I couldn’t be bothered.’  And SU9’s abdication of responsibility is typical of some group members when he said:

Sure, if you waste it all you’re going to be stuck on Monday.  Say like you’re saying to yourself, ‘I’m going to buy this, I buy this, I buy this,’ and then you put your hand in your pocket and say, ‘I’m broke.  Why am I broke?’  Your mammy says, ‘You went out and you [bought] rubbish.’ 

Money and who manages it is a very complex issue.  Not only is this issue evidence of the source of power in family relationships, it also relates to the economy and the failure of government departments to reach, and implement a coherent strategy governing the lives of people with learning disabilities.  The next section looks at family carers’ responses to questions about the management of their relatives’ money.

Family carers and money 

FC3 articulated the important family carer role to ensure their relatives receive the benefits to which they are entitled.  She said:

While I have breath in my body, I’ll fight for [SU12] and I’ll fight for anything she is entitled to.  ... And I have done it.

FC1 illustrated the day to day minutiae of managing her daughter’s money when she said:

I keep the purse strings.  I give her money.  She knows that it makes good sense.  Her rent has to be paid for so it’s paid out of her benefits ...  She knows herself that she is not quite ready at the minute.  So, she is happy enough ...

Despite the fact that FC1 is encouraging of her daughter’s independence, she did not speak about the possibility of  training in money skills.  Rather FC1 explained why it was necessary for her to control her daughter’s money.

There is no question here that FC1 is exploitative:  her daughter’s money is used to pay her daughter’s bills.  Nonetheless, M5 is clear that money is a power issue.  He says that for ‘quite a number of people’ in the day centre, ‘... the only real money they have access to is the £4.00 a week [that] people refer to as their wages.’  M5 continued:

... In reality, and it says a lot about the economic situation in [catchment area of health and social services trust] in a lot of families, the person with the disability is bringing the most money into the house.  But what are they actually getting?  They are only getting control of the four pounds.  That’s a power situation.  Perhaps a power thing that social worker and people should be confronting. ... It’s still a fact that people in [day centre] are fairly powerless individuals within our society.

Here M5 shows that how money matters are dealt with illustrate, the extent of social exclusion experienced by people with learning disabilities.  That they are powerless in the context of money is usual and accepted even by some of the service users themselves, except, interestingly, when they are on holiday.

Family carers and accommodation

Where people with learning disabilities live, illustrates, maybe more than any other single variable, the extent of their dependence or independence.  Living away from the family home may be an important independence stance for some service users;  it does not, however, mean that they are content with where they do live.  SU8 lives semi-independently and shares accommodation with another person.  He said that he had no choice about where he lived, or with whom, but was told by his social worker to, ‘give it a try’.  Here is what he said about his current living arrangements:

I’m actually trying to get out of the place I’m in at the moment ... because I’m not really too happy about it.  I think I’m more better off on my own because that way I know my place would be tidier ... and I wouldn’t be having to run for as many messages and I wouldn’t have to find the bathroom floor flooded in the mornings.

SU7, who is happy living where he does, would ‘love to marry someone’ and live with her.  SU11 wants a ‘brand new house’ where he can live with his mother.  SU13 is planning to move out of her family home in the near future.  The remaining service users, living in the family home, seem content and are more likely to fantasise about who they want to live with than concern themselves with the difficult issue of independence.

When accommodation for people with learning disabilities was discussed by the family carers, their responses were split into two categories (i) what they think is ideal for their relative;   and (ii) what is ideal for people other than their relatives, who also experience learning disabilities.

FC3’s daughter co-resides with her parents in a small terrace house.  Her mother, ‘wouldn’t have it any other way’.  Asked about private space for herself and her husband, and for her daughter, FC3 told of the whole family’s social isolation:

FC3:

Nobody comes ... we don’t really communicate with anybody.

Researcher:
So privacy wouldn’t be a big thing for your self?

FC3:

No.  No.  My home is just us.

Researcher:
Do you think it would ever be an issue for SU12?  Or does she have her space 


within the house?

FC3:
Nobody comes to see [SU12].  ... She goes to her clubs two or three nights a week.

Researcher:
So privacy is not a thing in your house, then?

FC3:

No.  No.  No.



FC2’s family is very different from FC3’s.  Her large, sociable family envelops her relative and she does not see her, or her sister’s, privacy as an issue.  The only problem is the ‘thump’ of the rave music beloved by her nephew.  His private space is an issue.  Here is the conversation describing the efforts made to accommodate this:

FC2:

If he wants to be private with anything, he is upstairs.  He has his own room.  


Everything he wants, he has it.  If he wants to watch a programme, should it be 


football or anything, he goes upstairs. ... And then his mammy watches soaps.  

Researcher:
Sounds like an ideal relationship.

FC2:
He plays an awful lot of rave music.  So, I mean, to tell you the truth, would you like to be sitting in the living room with that?

While both FC2 and 3 have accommodated private space for their relatives with learning disabilities, it is not similar to the private space deemed necessary for other young adults in their lives.  FC3’s daughter’s room contains numerous soft toys and FC2’s nephew’s room is where he watches Sky television and listens to music.  FC1, on the other hand, is aware of her daughter’s adulthood and struggles with the concept and reality of her independence, or semi-independence.  For her, the same split does not occur.  She accepts the right to independent living for her daughter as she does for other people with learning disabilities.

FC2 views the whole idea of independent living for people with learning disabilities as a family failure and something to be ashamed of.  Here is what she said:

Well, I think it is really up to the situation that they are in, what way their families are.  When I went to see [the psychiatrist] he says that if he [her nephew] ever got too much for his mother, or out of hand, when he was in his forties, he could be in one of those wee sheltered ...  There is no way would anyone in our family let him go into one of them places.  Even his own brother and sister wouldn’t let him.  I don’t think he would ever be in that position.  But, as I say, it really depends on what position them kids are in.  Maybe they have nobody to look after them.

FC3 talks about supported living in a way that is disempowering for the person with learning disability.  It does, however, it illustrate the extent of her fear around ill health.  Here is the conversation about her perceived ideal accommodation for people with learning disabilities, other than her daughter:

FC3:
Well what I think the best accommodation would be for them is to have their own wee bungalows.

Researcher:
Like Fold [Housing Association], or something?

FC3:
Yes.  Like Fold.  But have a nurse on standby on the place in case they take sick or they have fits or their hearts or whatever ... That there’d be a nurse and there’d 
also be like a night worker who would [get] a doctor, if need be ... But have their own wee rooms where they could learn to cook, clean.

Researcher:         Would they need someone to support them to do that?

FC3:

Yes.  Yes.  And see that they are getting their rights, money-wise and that.  And               

have their own wee independence.  They can bring their wee friends and that. They 

know they are all right and have their own wee television.  Like a wee bungalow 


but ... private. ... 

Where one lives and with whom, for people who do not experience learning disabilities, are issues influenced heavily by financial considerations.  Even then, it is sometimes possible to make choices within restrictive financial boundaries.  For people with learning disabilities, however, it would seem that this basic choice is dependent on whether families and/or professional workers are prepared to support the struggle towards independence of the learning disabled person.  Findings from the Main Study show that this is not always the case and care workers cite family carers as ‘one of the barriers to normalisation’. 

People living semi-independently do not necessarily enjoy the company of those they live with or, if living alone, may prefer to have the companionship of a ‘significant other’.  For those living in the family home, there is often a sense of pride among the carers that this is the case.  This is illustrated by the difference between the ideal living arrangements for the family carer’s own relative, ie:  dependence;  and others with learning disabilities, ie: independence.

The next section considers verification of the service users’ power and control issues with family carers.

Verification of service users’ perception of family carers 

In the urban and rural centres, the service users either live in the family home or in hostels.  They verified findings of the Main Study to the extent that their living arrangements are ‘satisfactory’.  They recognise some acceptance of parental authority and are aware of some pressure to conform to family carers’ wishes.  Service users in both centres talked about family carers’ control of their money and benefits.  The difference in Main and Verification Studies is not altogether attitudinal, in this case.  The urban and rural service users all seem content with the situation and have abdicated responsibility for their finances. In the Main Study the findings were split between those who did control their own money and those who did not. Any attitudinal differences in the Main and Verification Studies relate to whether the responsibility has been abdicated or not viewed as an issue.  If the latter is the case, the attitudinal difference is consistent with verification of other issues raised in the study and the same speculations can be made.  That is, (i) the environment in the Verification Study was less ‘safe’ than in the Main Study;  and/or (ii) the service users in the Main Study operate in a rights orientated culture and are more likely to be assertive.  

In the Managerial Response Study, participants were asked to comment on the tensions created by the competing philosophies of empowerment and protection.  In this context, M4 told of the difficulties that sometimes arise for people with learning disabilities who live in the family home.  She said that:

There are an awful lot of our people who would have very little power at home.  They would have more power here.  And that’s not saying we are wonderful here, for we are not.  But they would go home and expect things that they’ve been getting here and that would cause problems at home

Nonetheless, M4 is prepared to confront family carers in a firm, yet supportive way.  For example, here is what she said about a hypothetical incident where the family carer is unhappy about the empowering ethos of the day centre:

Basically, I’ll say, ‘They come to the day centre.  And this is how we see our clients.  And I will not change what I do with your son and daughter.’ ... I would suggest ways that they could come round to things at home.  If the person wants to do something, I would be trying to educate the parent by bringing them along and ... inviting them into the day centre to see.  ‘Look, this is so safe.  [Your son/daughter] can do this, no problem.  ... And I say, ‘Do you realise you are taking away from this person.  They want to do it.  They want to do it for you as much as they [want to do it for them selves].

M1 recognised the tension created by family carers’ power ‘over’ service users yet finds it difficult to confront, what he considers to be inappropriately protective behaviour, by the family carers.  He said that in some cases, the family carers want the centre staff to ‘be wardens’.  This echoes FC3’s call for staff to control the service users, and the workers’ distress at being reduced to this role when they want to be involved in person-centred-planning and other empowering strategies.  Talking about service users’ personal relationships, here is what M1 said about his sense of the family carers’ power:

They could make it embarrassing for you.  They can write so easily to papers without disclosing names and say what happened in a particular trust or something like that. ... It’s sad that way. ... There is nothing I can do.  They are saying, ‘If anything happens, I hold you responsible.’ ... They are taking their independence from them.

M2 understood M1’s fears.  Discussing the difference in the legal and moral implications of empowerment and risk-taking, he said that:

When you test that, up to now, we have very often found that the families are right because, in law, and certainly legal advise the trust has received over the years, in terms of risk-taking, the law tends ... and I’m not saying this is ethically or morally right, but as a reflection of what society seems to say is right or judges as right, people [social services] then do get held to be responsible.

That staff worry about the legal implications of their work is known to M2.  Of course, they are reassured that there can be no legal case against them so long as they are not negligent in their duties.  However, as M2 explained, ‘negligent’ is a word that can be used in an imprecise and judgemental way.

M3 was concerned about SU9’s ‘sense of paternalism or the feeling that “mammy knows best”’.  He spoke of the importance of ‘not ignoring ... and not colluding’ with this issue and saw it as something that can develop into situations much more serious than SU9’s appears to be.  Here is what M3 said about a situation where a family carer is ageing and, sensing the loss of her own self-control, controls the person most vulnerable in the relationship:

I think we need to be working at chipping at that and it is not an easy process.  A very dangerous one in some ways because you need to balance that people are also being supported and [if] we are unable to negotiate a compromise well, at least we are there and we are involved at some level.  If we push it too far we could isolate the person totally.  And this woman has the power to prevent him going to the things he enjoys going to.

The issues raised under the heading of Family and Home are central to the major theme of power and control identified by the service users.  This section illustrates clearly how the protective role of the family carers has far-reaching implications.  Service users report families’ influence or control over major aspects of their lives, eg:  where they live, who takes responsibility for matters financial, who their friends are; whether they attend day care, or enrol for further education.  Day care workers are aware of the difficulties their ethos of empowerment creates in some homes and are concerned about the responsibility empowerment carries.  The workers’ managers struggle with these tensions and attempt to develop policies that are supportive to everyone. 

However, piece-meal changes in policy, no matter how progressive or enlightened, will not, in them selves, offer a solution to the confusion that has been created over the years in this field.  A number of issues need to be addressed.  First, social services must finally decide that the person with the learning disability is the primary client.  Legislative changes created by the Children’s (NI) Order 1995 will support this demand.  For the first time, the protection of, and rights bestowed by, the law focuses on the child and not the parent.  The next generation of persons with learning disability will grow up having experienced the focused attention of social services child care unit.

Families also need support.  The reports from the family carers in the Main and Verification Studies about the harsh and unsupportive treatment at the hands of professionals when their relatives were infants and children, is less than ideal. These stories relate to procedures of only, at most, twenty-five years ago.  However, there is some evidence that the situation is improving.  M4 welcomed Mencap’s advisory service for parents.  She said:

I do think new parents get an awful lot more support now than they ever used to do.  And it is quite evident in the way they are much more forward thinking and much more [likely to] treat their sons and daughters as normal and not treat them as special.  And, you know, in the old days ... we would have people here that I know have been sitting in a room and peeking out of curtains all day and not being allowed out.  And that’s what their past has been like.

M3 addressed the underlying issues of anger and loss with the family carers.  He recognised that:

... carers’ experiences have, not only with social workers, but with agencies, been horrendous ... particularly for people who, through lack of oxygen or whatever, end up with someone who is very learning disabled and then for the next 30 years or 40 years, the same agency is providing care.  I think there is a lot of anger there for carers.  Quite understandably so.  

And M5 empathised with family carers’ distrust of the changing philosophies within the learning disability service.  Here’s what he said:

I suppose you have to go back to the whole thing about the birth of ... anyone with a disability or whether the disability is recognised early on or the disability becomes apparent quickly or slowly.  I’ve heard and continue to hear, hopefully less but still ... horror stories of how people were told that their child has a learning disability and the famous letter that you got from the Education Special Care Service saying your child couldn’t be educated.  Which, when you think about it, said a lot more about the rest of us in society who deemed ourselves not to have a handicap.

Then we suddenly come up with a service and expect people to trust us.  We say, ‘Look, we have given you no service or a poor service all along and there’s been all these holes in the service ... but trust us now.  We’ve got this new service and there will be no problem.  Take a big chance on us.’  Is there any surprise they say, ‘Oh, I’m not taking a chance on that!’

There can be no doubt that M5 is correct when he says that ‘... no service anybody can provide will take the disability away’.   However, the family carers in the Main and Verification Studies gave no evidence that their needs and expectations of social services had anything to do with miracles.  It was M3 who recognised that an ideal service for the family carers is one that deals with the underlying issues.  Here, he is concerned that the services offered in the past have not simply been ‘less than ideal’, they have been inappropriate:

The focus very much with professionals is the box of tricks and that sometimes the underlying issues aren’t being dealt with and then they fester and that’s very complex as well.  So it’s a safe way for professionals to go in and offer services without actually looking at the underlying issues [of anger and loss].

6.10
Conclusion

The issues of power and control raised by service users in the Preliminary and Main Studies have been discussed in relation to conversations by other key people in their lives, eg:  family carers and care workers.  All these experiences have been more or less verified by the three categories of participants in two other centres, albeit, in some cases, with different attitudinal and emotional responses.  

Findings support the stories told by the service users in the Preliminary Study that bullying, hostility and prejudice and discrimination are common occurrences.  These are not one-off incidents, but systematic and institutionalised marginalisation of a group of people.  Moreover, on issues such as personal relationships/marriage and religious activity, the findings indicate that church personnel and professional workers’ practice, may well be in direct contravention of fundamental human rights as laid down by UN.  

Day centre managers and senior status social workers responsible for learning disability services in their respective trusts have commented on the recognisable tensions created by the three perspectives.  They have empathised with people concerned and talked about the strategies being developed currently to address the difficulties.  

Throughout the Discussion, reference has been made to other writers, many prominent in the field of learning disability.  Analysis of the current findings in the context of the recurring motif of social and moral exclusion, however, identifies particularly with work developed in a context far removed from learning disabilities. The current study has both benefited from Opotow’s (1990) theoretical perspective, developed through work with disadvantaged immigrants to America, and generated support for it, in the context of another disadvantaged group, ie:  people with learning disabilities.

From the richness of all these conversations, one theme remains to be discussed.  This is the issue of ‘Who is the client?’;  the person with the disability or the family?  The conflict caused by the non-resolution of this issue has been another thread throughout the current study and is discussed in the next Chapter, Inequality and Discrimination.

CHAPTER 7

DISCUSSION: inequality and discrimination

7.1
Introduction

The previous chapter illustrated the helplessness of people with learning disabilities in a prejudiced and discriminating environment.  It also gave a flavour of how some people are struggling against their helpless state in a world that can label their struggle as ‘challenging behaviour’, and respond accordingly.   This chapter looks at inequality and discrimination issues specifically named by people with learning disabilities.

7.2
Inequality and discrimination in the service users’ lives

During the focus group sessions with the service users in the Preliminary and Main Studies, the participants were not asked directly to comment on their lives with regard to inequality and discrimination.  Data about these issues were gleaned in a more subtle way.  First, it was considered important to gauge the extent of the service users’ recognition of their learning disabled conditions so that identification of difference in theirs and others’ lives would imply their understanding of equality issues.  Here is the moving conversation that ensued:

Researcher:
Do you remember I asked if there are some people who have a learning disability 

and some people who do not have a learning disability?

All:

[Nod]

Researcher:
If there are two groups of people, do you know which group you belong to?

SU8:

Well, I’d be sort of a way disability.  In one way but in most ways I’m not actually 

...

SU11:

I always wanted to move groups, so I did.

Researcher:
You want to move out of what group?

SU11:

I’d prefer to move over.  I’d love to move group.

Researcher:
Okay ...  [SU7], what about yourself?  If you are saying there are some people who 

have a learning disability and some people who don’t, do you know what group 


you are in?

SU7:

The one with learning disability.

Researcher:
What about yourself, [SU10]?

SU10:

What?

Researcher:
If there’s a group of people who have a learning disability and a group of people 


who don’t, do you know where you are?

SU10:

I’ve a learning disability.

Researcher:
Yes?  So, all that stuff that you’ve been talking about earlier on how people with a learning disability are treated, you’re feeling in some way you’ve been treated ... that it is yourselves you are talking about?

Chorus:

[Quietly] Yes.

Given what Todd and Shearn (1997) called, ‘the extensive and toxic’ impact that self-awareness of a learning disabled condition can engender, this conversation is all the more remarkable.  The body language and quiet tone adopted by the service users as they acknowledged a social identity based on intellectual impairment, suggests shame as well as pain.  And there is no doubt in the researcher’s mind, that the participants in the Main Study understand what it means to be so labelled.  The youngest member of this group is twenty-four.  They are all long past the effectiveness of what Goffman (1968) calls the ‘protective capsule’, constructed by the parents to protect their child from ‘self-belittling definitions of him [or her]’ and which loses its potency with the ending of the adolescent years.  Despite family carers’ beliefs that their relatives are unaware of their learning disabled conditions, the findings here refute this as a possibility.  

Second, rather than asking service users direct questions on equality issues, during conversations they were constantly asked questions like, ‘Do you think that would happen to someone who did not have a learning disability?’ or ‘In what way are your brothers’ and sisters’ lives different from that?’ or ‘Do you think you are treated differently?’  Here are some of the responses to these questions:

The people who have [learning disabilities] are treated different to other people. (SU9)

I don’t think it is [the same] for everybody.  I don’t think that, (SU7)

She treats me different to the rest. (SU7)

My brothers and sisters have different lives. (SU10)

My brothers and sisters can go whenever, wherever they want.  There’re not questions or anything.  They might tell their parents and they may not.  But they certainly didn’t tell [me]. (SU8)

[My brothers and sisters] don’t have no social workers telling [them] what to do. (SU10)

So, it would appear that, not only are the service users aware,  and understand the consequences, of their social identity based on learning disability, they are well aware that their condition sets them apart and makes them a candidate for less favourable treatment.

Their sense of ‘difference’, and anguish at being interrogated and coerced dominated the service users’ conversations. This is interesting in the context of the family carers’ perception that their relatives’ lives are, mostly, care free.   The difference between the lived experience of learning disability and the family carers’ perception of the lived experience is profound and is likely to reflect the different perceptions of  their relatives’ status as  persons.  

The findings from the Main Study were referred to the service users in the urban and rural centres for verification.

Verification of inequality and discrimination in service users’ lives

The findings on inequality and discrimination issues were verified by the service users participating in the Verification Study, with some qualifications.  In the urban centre, there is awareness that others are treated differently, however, the service users were not able to name specific inequalities.  The service users in the rural centre are aware of being treated differently but, in discussing discrimination, they focused attention on difficulties for wheel-chair access.  This may indicate a lack of awareness about their learning disabled conditions.  However, this was not checked with the service users in either centre because the appropriate groundwork had not been done to allow the researcher to introduce this sensitive topic and the service users did not raise the issue.

Service users’ awareness of their own conditions was discussed by participants in the Managerial Response Study.  M4 thought that the service users attending the centre she manages, ‘are blissfully unaware’ that they have learning disabilities and ‘all that entails’.  M5 was interested in this finding which had implication for social work practice.  He said:

... there is no doubt that people with a learning disability have a good insight into their own ... and one of the problems is that people like me have not listened.  We are very, very poor at listening to people with learning disability.  We design services and tell people what they want.  And it is a struggle to do that.  If we’d only listen a bit more, the service would be better.

M3 saw recognition in terms of discrimination:  Here is what he said:

It doesn’t surprise me that people would be aware ...  They are living with discrimination every day of their life, from their day care, to their getting on buses to go to places where they stick out because of how we, as a society, facilitate people’s care.

Continuing, M3 struggled with the implications for practice:

What you do with it is, I suppose, a very complex, difficult issue.  I think the fact that you were able to get into conversation with people about how that makes them feel and discussing it in a real way is a starting point surely to addressing some of those issues. ... I think that can only be a way forward for people.  It may not change how they are feeling but to allow them to communicate it and talk about it is the first step to start dealing with feelings of discrimination.

M3’s final comment here is of utmost importance.  Hopefully, this research will provide a model of good practice in listening to people with learning disabilities.  Moreover, the findings relate to more than ‘feelings’ of discrimination.  Social services can and should offer this very essential support to people with learning disabilities and their carers.  M3 was responding from a desire to offer best (possible) practice within a culture of scarce resources. Piece-meal mending and fixing, and training workers to do more and more with less and less, is a response at a micro level to the social exclusion experienced by people with learning disabilities.  However, real inclusion is not a professional issue. It is an issue of basic human rights and as such must be also addressed at the macro level through the generation and implementation of society’s laws.    

7.3
Who is the client?

Listening to experiences, hopes and aspirations of people with learning disabilities and the family carers, it becomes clear that the army of professional people whose jobs are, in different ways, to support them both, suffers from a conflict of interests.  Learning disabled people’s full human rights cannot be upheld in a system which puts family wishes/rights/preferences and the efficient use of resources, above the principle of inclusion.  Over and over again, the current study highlighted this conflict of interests and posed the question, ‘Who is the client?’   

The issue of who it is that social services, in the form of field social workers and day care workers, serves, is critical if the person with the learning disability and his/her family have different perceptions of their status as a person.  The participants in the Managerial Response Study commented on the tension created by family carers’ use of language which often fails to acknowledge the adult status of their relatives and other people with learning disabilities, in a culture where, according to M5, workers are uncomfortable with the “’God help the poor children’ attitude”.  

M2 acknowledged the symbolism that reference to ‘children’ highlights, but did not perceive that it is his role to educate beyond the service.  This is unfortunate.  Barroff (1999) is adamant that denigrating labels ‘will not produce anything positive for those so labelled’.  Popular use of labels that deny adults their adult status will not encourage those who have the power to create appropriate legislation and release adequate resources for service provision to be receptive to the campaigns mounted by disability and human rights organisations.

M2 did, however, acknowledge that social services workers are frustrated and complain that service users’ family carers ‘don’t share the same vision ... values ... ambitions‘.  ‘Language’, said M2, ‘is a symbol’ of  that unshared vision.  

Participants in the Managerial Response Study were keen to widen the issue.  Here are two examples of the comments made about societal culpability:

I don’t even think it is just about parents.  I think it is about other professionals. (M3)

The language is a reflection of the status of someone within a society ...  if people’s lives and life styles are still unacceptable and are still judged by the rest of society as lesser than the norm we would enjoy for ourselves ... the move will come to get rid of ‘learning disability’ because of the ‘disability’ or ‘learning’ connotation. (M2) 

M5 said that the use of terminology which denies adult status reflects the general prejudice about ‘the passive person who has to have services provided for them’.   It is, therefore, unfortunate that the statutory service providers continue to use language which its service users have decided is derogatory.  M5 complained about recent communication, from a medical source, which referred to ‘mental handicap’;  M1 was disgruntled about documentation from the trust which refers to the ‘mental handicap programme’.

M2 agreed that the problem with terminology is a macro issue.  He said that:

The whole terminology thing [will not] get sorted, if it ever gets sorted, until the life-style is sorted, the reality of life, the opportunities of life, to live them to the full, to have genuine choice, the way most of us have about lots of the areas of our life.  ... Until they all get unravelled and get equalised, then, I think there’s a problem.  There’s a problem with terminology always because it reflects a negative life-style.

Within the context of the different perspectives on the status of people with learning disabilities, the participants in the Managerial Response Study commented on the difficulties around whether the person with the disability or his/her family is the main recipient of social services.  M3 responded succinctly and illustrated where the emphasis is for the family carers when he says that, ‘ ...a lot of families think the social worker should be there for them because they are carrying the can’. 

M2 showed how difficult it is for family carers to accept the changing philosophies of social inclusion and empowerment when they themselves feel abandoned and forgotten by the ‘system’.  He also showed how inappropriate it is to judge family carers without ‘walking a mile in their shoes’.  Here is what he said:

If you were a mother ... and you go back thirty, forty years, you were probably told ... that the person would not do any of these things, would always need your protection.  And in many, many, many cases, your child will never see adulthood.  ... So, you weren’t even equipping yourself for what would happen or having aspirations or ambitions.  And what you have to take care of is she/he is not taken advantage of.  So, this is the birth of the child.  The child is only lying there in your arms and this is what you’re hearing.  Or, may not be able to survive outside hospital.  Will need to live in hospital for her life, or his life, the rest of their life.  So that in many cases, people think that they have already done very well in keeping the person with them, keeping them safe, not having had them to go into institutional care.  Those are big gains.  And yet we are coming in with our judgemental sort of head on saying, ‘Why haven’t you done more?  Why haven’t you let somebody do this or do that?’

There can be no dispute that family carers have needs and rights which must be addressed by social services. The issue indicated by this research is that the needs and rights of the person with learning disability demand, if not priority, then a parallel provision. The conflict of interests is seen most clearly with social work intervention and day care services.  M2 was aware of this and said:

If the day centre takes on part of the parental role, so does the social worker ... [the findings reflect] that social workers and day care workers are a service to families as opposed to the service for individuals with a learning disability.

M5 had a ‘theory’ that:

... the majority of ... social workers in learning disability [do not] focus on the people with a learning disability.  They actually do more of their work with the parents or carers.

M2 was asked if the Children (NI) Order 1995 will rectify this dichotomy.  He thought not.  Talking about how the Family and Child Care Unit operates in the context of vulnerable children who do not have learning disabilities, M2 argued that ‘everything is subsidiary to the first thing - the needs of the child are paramount’.  He goes on, ‘Now, you just could not say that about a learning disability service.’  M2 described the process of referral where typically it is not the needs of the child that are assessed, rather the needs of the family as presented by the parents.  Thus, from the beginning, the social worker is trying to meet  needs as negotiated with, or identified by, the family carer.  He confirmed the unsettling nature of person-centred-planning which insists that the person with the learning disability is brought into the ‘middle of the whole thing’.  What has been exposed by this approach is, according to M2, how the agency has inducted social workers to work with families.  He saw the point of view of the person with a learning disability and imagined him/her saying:

Here, hang on a minute.  That social worker visits my mum, my dad, my family and gets from them and then comes and tells me ... It should be the other way round.

Discussing the frustration of the day care workers in this context, M2 said:

We have grown up as a service that’s reflected the needs of the families so your experiences of the workers isn’t just a cop out.  It’s them reflecting how they have been inducted into the system and how they’ve learned the rules of what the day centre is for.  And in some senses, we actually take on, and we actually talk about the ]problems] explicitly ... in difficulties that arise in regard to sexual relationships between the people ... that we have some sort of second hand control over ... that we actually describe ourselves a s being almost in loco parentis ... that we have a duty of trust.

The service users’ reports of collusion between social workers, day care workers and family carers to, what they argued is, their detriment, goes to the heart of the demand made by Mencap in response to DHSS’s Fit for the Future proposals when it says that the department must view ‘families and the person concerned as partners in decisions made’.

7.4
Conclusion

This Chapter considered findings directly relating to inequality and discrimination as perceived by the service users.  An important point to make here is the awareness the service users had of their learning disabled conditions.  This painful acknowledgement made a mockery of stereotypic notions held by the non-disabled community.  ‘Blissfully unaware’, ‘happy’, ‘contented’, they are not.  These euphemisms do not serve people with learning disabilities well.  However, they do allow individuals and institutions to continue to fail in their duty to include this group of people in their priorities and financial planning for the future.   Disability, and learning disability, in particular, is the final minority cause to be tackled in the West.  In the past, institutionalised, marginalised, demoralised people could not fight for themselves and the people doing the fighting, forgot about them.  

Social services’ failure to focus essentially on the person with the learning disability and attempt to support instead the family carer, in a culture of scarce resources,  has exacerbated the situation.  Day centre provision is more a respite service for families than an empowering service for its users.  People with learning disabilities have not been listened to, their dreams have been dismissed.  They’ve been discriminated against.

The next chapter draws final conclusions and offers suggestions based on micro- and macro-levels of intervention which could make radical differences to the lives of the people involved in this study.

CHAPTER 8

FINAL DISCUSSION: conclusions, limitations and implications

8.1
Introduction

The final chapter of the current research report, offers conclusions about, and implications of, the findings.  It also looks at limitations of the research and makes suggestions for further research.

The Conclusions section considers the findings as a whole and offers the researcher’s thoughts on what they mean for the people involved.  These are reported under five headings:  (i) The ‘forgotten people’;  (ii) Three perspectives:  one or three realities?;  (iii) The impact of the micro and macro environments;  (iv) The social model of learning disability in a medical-model agency;  and (v) Citizenship for all.

The study findings cannot be viewed as typical for any of the three groups of participants or for individuals involved.  However, the triangulated approach did highlight elements of participants’ lives that resonated with other people in similar situations who took part in the verification process.

8.2
Conclusions

8.2.1
The ‘forgotten people’

Central to the findings of the current study is the concept the ‘forgotten people’.  Not only does this label refer to the key participants, people with learning disabilities, but also to the other significant people in their lives.  The Discussion shows that service users experience the effects of prejudiced attitudes and discriminatory practice in all spheres of their lives, in an uncaring community.  Family carers felt forgotten about to such an extent when their relatives were infants and children, that they are now grateful for the meagre services that are available, ie:  respite in the form of day care and occasional holiday care.  Day care workers feel abandoned to, in their words, ‘get on with’ a difficult job, with neither adequate resources nor support to offer their best practice.

The effect of the ‘forgottenness’ within social services is the tendency for everybody to react to crises as they occur, rather than respond as part of an over-all coherent strategy involving other governmental agencies and the voluntary sector.  Such a strategy would look at how to (i) offer two discrete, empowering and supportive services to people with learning disabilities and their family carers;  (ii) feed into the activism of disability and human rights organisations as they grapple with the ‘bigger picture’ and campaign for legislative changes that will insist on the social inclusion and democratisation of people with learning disabilities.  

At the service and micro-level, procedures and polices are already in place.  Implementation of Essential Life-style Planning (Allen, 1998) will ensure that the person with the learning disability becomes and remains the primary concern of social services (Allen, 1998). Similarly, four years ago, Barr (1996) called for the implementation of a statutory duty to actively involve family members in the care of their learning disabled member.  Meaningful  collaboration of people with learning disabilities, their families and social workers will ensure that a range of services can be planned to meet the specific and identified needs of all involved.  

Also, in the macro-environment, the Equality Commission for Northern Ireland is already in place and equality schemes are being developed currently.  Under the law, it is no longer acceptable to make decisions about the lives of people with learning disabilities in the context of  either financial restraints or family pressure.

8.2.2
Three perspectives:  one reality or three?

The question of whether the three perspectives of learning disability, explored in the current study, relate to one reality, was posed at the beginning of the Discussion section (see p. 157).  This seems not to be the case.  People with learning disabilities, the family carers and day care workers struggle in isolation, each group focusing on its own needs and own agendas.

It is clear from the findings that institutionalised living for people with learning disabilities, despite good practice, was ripe for abusive practices such as described in the literature review and in the current study.  This applies particularly to a group of people who are perceived as ‘not credible witnesses’ and who are, therefore, ‘good’ victims.  Community care has failed to solve all the problems associated with segregation.  The failure to address societal prejudice towards people with learning disability has led to routine bullying and name-calling behaviour.  Mencap (1999) highlighted the need to combat the bullying experienced by people with learning disabilities;  Rosser (1990) called on the legal profession to ensure justice is meted to people with learning disabilities whether they are victims or perpetrators of crime, and to rid itself of stereotypes which assume that this group of people cannot bear witness.    

The findings show that family carers, abandoned and forgotten, have reared their learning disabled relatives in a culture that does not value their efforts.  New philosophies of normalisation (Wolfensberger, 1972) and empowerment, growing out of the social model of disability, are difficult to come to terms with.  For this group of participants, lack of support throughout their relatives’ lives, has made their own lives more difficult than the needed to be.  And whatever the solution to the problems identified by people with learning disabilities, it is clear that family carers will deserve and need professional support also.

The findings also show the frustrations caused by changes in the system being made at the front-line.  These changes, forced by the disability community as it becomes more powerful and rights orientated, have left the workers, despite a reservoir of good will, frustrated and exhausted. This finding is also common in the research literature (eg:  Briggs, 1990;  Kroese and Fleming, 1992;  and Bromley and Emerson, 1995).  For care workers, the main priority seems to be coping with stressful working conditions and lack of clarity about the future of day care services.  

It is difficult to see how these three perspectives relate to a single reality.  The single common feature in their lives is either the concept, or experience, of ‘learning disability’.  Up to now, it has been the family carers and day care workers who have shouldered much of the burden created by failure of governmental departments to design and implement a coherent strategy of care for people with learning disabilities.  But no matter how hard-working, well- meaning and courageous people are, changes at this level of interaction, as described by this study,  will not be sufficient to rectify the identified problems.

8.2.3
The impact of the micro and macro environments

The findings also illustrate how the micro and macro environments impact on people with learning disabilities in different ways.  The conversations reported illustrate the struggles of each category of participant and how they are affected by the ‘up-close’ and day-to-day interactions taking place in the micro environment.  When attempts to alleviate the problems at this level occur in isolation, the effect is to add to the workers’ frustration and feed into the cycle of discriminatory practice experienced by people with learning disabilities who attend day centres.  Maslach (1982) described the symptoms of burnout and noted that the coping mechanism of depersonalisation may encourage workers to detach themselves from their clients.  This in turn adds to the general discriminatory behaviour experienced by people with learning disabilities; and encourage staff to leave the service altogether, thus feeding into the spiral of short-staffing and stress.

What is required is the recognition that the inequality and discrimination issues identified in the current study will only be alleviated when changes in the macro environment are also implemented.  Changes in the bigger, macro environment require the enactment and implementation of equality legislation and the allocation of sufficient resources to allow the micro-environmental improvements.  

Achievement of effective change in both the micro and macro environments will, in turn, encourage the creation of a culture which emphasises the social inclusion of people with learning disabilities rather than the exclusion which has been experienced to date.

8.2.4
The social model of learning disability in a medical-model agency

As the social model of learning disability gathers momentum, it is ironic that the agency charged with the care of people with learning disabilities, remains a ‘medical model’ agency.  Over the years, social services has clearly moved away from the medical model as its sole approach.  However, the situation remains that health and social services are charged with supporting all sick and vulnerable people through its work in various medical establishments and through the community care programme.  Currently, the crisis in the National Health Service generally, and the community care programme specifically, leaves people with learning disability in a difficult position.  

First, people with learning disabilities are deposited into an already over-stretched community care programme with all other vulnerable groups, eg:  the elderly.  Second, as the current research shows, the main issue for people with learning disability has little to do with their medical condition.  It can be deduced, therefore, that people with learning disabilities receive an inadequate service from an agency that is inappropriate to their needs.  

Agencies better placed to work from the social model of learning disability are those involved in housing, education, employment.  An amalgamation of dedicated people from these three agencies, plus social services, could create new, appropriate and effective models that would guide the implementation of the new philosophies of empowerment.

As the right to an education was extended to children with learning disabilities in Northern Ireland in 1987, the first generation of young adults with learning disabilities to attend school, albeit in a segregated system, complete their education this year.   This an appropriate time to finally halt the notion that people with learning disabilities need to be ‘fixed’ or ‘cured’.  People with learning disabilities, like everyone else, have a right to reach their full potential in a caring, inclusive society.  The current system encapsulated within health and social services has failed to provide that.  Experience shows that while one agency has the responsibility, other agencies have failed to generate and implement inclusive strategies.

8.2.5
Citizenship for all

To conclude, the current study, taking a qualitative look at lived experiences, and led by participants, has illustrated the power and control issues that exist for the front-line stake-holders in the field of learning disability, in a way that previous studies have not.  The local and authentic voices will ensure they are forgotten no longer and their words will stay with the reader.  To do justice to the courage of the people behind the voices, it is essential that their concerns become a spur to action.  Sympathy has never been good enough.  Empathy, however, can drive the engines of change for the better.  When the arguments associated with the social inclusion theorists, eg:  Wolfensberger (1972) in America, Lister (at press) in Britain, those working for equal and human rights, eg:   Simanowitz, 1995;  Dickinson and White (1993), are implemented in a cohesive, coherent strategy, then people with learning disabilities will be part of a democratic and caring society.  And nearer home, the equality agenda prevalent in Northern Ireland currently, must take seriously the democratisation of the most marginalised group of citizens.  If the work carried out on equality provisions allow for, and encourage, the social inclusion of people with learning disabilities, then the equality provisions will be meaningful for all citizens.    

8.3
Implications

The conclusions drawn from the research findings have implications for: (i) people with learning disabilities, (ii) practice;  (iii) supervision and training; (iv)  management;  (v) legislation;  and (vi) research.  

8.3.1
Implications for people with learning disabilities

The service users in the Preliminary and Main Studies particularly, and to some extent in the Verification Study, took part in powerful and meaningful conversations about their lives.   The success of the focus group method shows how people with learning disabilities can benefit from the solidarity created.  Thus, the main implication in this context is that method and the findings support the work of the advocacy movement.

8.3.2
Implications for practice

The findings in the current study reinforces the need to put the person with the learning disability at the centre of service planning and provision.  It supports any approach that creates time and space to listen to the person with learning disabilities in a one-to-one setting.

8.3.3
Implications for staff supervision and training

The study reinforces recognition of the link between sound supervision and support on the one hand and delivery of best practice on the other.  Although all workers were stressed, the intensity with which the stress was reported, depended on the perception of available support.  The study also highlights the need for stress management training. 

Information about workers’ attitudes and perceptions towards people with learning disabilities needs to be sought in order to design and deliver explicit, relevant and agreed strategies for selection, support and supervision, and training programmes.

8.3.4
Implications for management

Findings from the current study force consideration of:  (i) how to deal with the different perspectives;  and (ii) the low level of appreciation within the three groups, ie:  people with learning disabilities, the family carers and the day care workers.  Suitable avenues for dialogue between people with learning disabilities, social service workers and family carers need to be identified, provided and facilitated.  

The study also reinforces the need to focus on the person with the learning disability as the client and to seek additional ways to support family carers.

8.3.5
Implications for the law

The current study shows the confusion created by lack of clarity in legislation, eg: vague common law notions, particularly in the context of learning disability and sexuality.  

The study also highlights the need for congruence in the legislation.  Currently, conflicting legislation abounds, eg:  the Mental Health Order, which sets out to protect and is restrictive and the United Nations Declaration of Human Rights, which sets out to empower and is liberating.

The study, in the context of both methodology and findings, refutes the notion that people with learning disabilities make poor witnesses.  This is the case only when the legal professionals make poor listeners.

8.3.6
Implications for research

The qualitative nature of the research and participatory approach involving people with learning disabilities at different stages, offers a model of good practice for future research projects.

Findings show low tolerance for research findings among day care workers.  While some of this reaction can be explained by the busy regimes they operate in, it cannot explain it all.  If people cannot recognise themselves in research projects covering their field of interest, something may be wrong with the research.  This has serious implications for research workers who are challenged to develop projects which do reflect the difficulties in practice.

The attitudinal differences between the service users in the Preliminary and Main Studies and the service users in the Verification Study, may reflect different cultural/religious backgrounds.  If so, there are implications for population sampling.

The current and other research projects consistently report the stressful nature of day care work.  There is a need to widen the focus of research in this context and explore attitudes and perceptions held by workers towards people with learning disabilities.

8.4
Limitations of the study

8.4.1
General

Because some of the problems with the current research relate to its qualitative and participatory nature, eg:  the inconsistent data collection method of focus group sessions and individual interviews, they are not thought to be serious limitations of the study.  However, hindsight shows that other difficulties could have been overcome had the researcher been more experienced.  These are:

8.4.2 
Limitations of researcher’s practice   

The decision to use the hosting day centre in the Main Study was taken on the mistaken understanding that access to all three categories of participants would be available.  It became apparent some weeks into the research process that families had not organised as a group within the centre.  For research purposes this meant that family carers had to be approached on an individual basis.  And as not all service users gave permission to contact their families, it was disappointing that only three of those approached were willing to participate.  While the small sample of family carers presented with a rich source of data, it is possible that a bias was introduced towards obliging people or those who have difficulty declining requests made by others.  The availability of all categories of participants should not have been assumed.

The researcher did not meet with the workers in the Main Study until the four sessions with the service users was completed.  In retrospect, this was a mistake and may account for what the researcher took to be workers’ discomfort at the beginning of their focus group session.  The researcher could have approached the workers at the beginning of the Main Study in the same way she approached the service users.  The workers’ curiosity about the research could have been addressed before the service users had an opportunity to create excitement and rumour about the process.

While it is good practice to not offer strangers access to ‘vulnerable’ people, it was a mistake on the researcher’s part to fail to negotiate private space and time with the service users in both centres hosting the Verification Study.  The study may have been improved if pre-meetings, similar to the one in the Main Study, had been held.  In this way, the service users and the researcher would have had an opportunity to become familiar with each other and, at the same time, judgement about her integrity and credibility could have been made by management.

8.4.3
Limitations of the study

The limited generalisability of the research findings must be acknowledged.  Although a Verification Study was incorporated into the design, the number of participants in each category is small.  This is a criticism made against qualitative research in general and a number of alternative criterion relating to rigour has been addressed.

The sampling procedure for selection of participants was one of convenience.  In the case of the service users, this may have created a bias towards assertiveness and political awareness.  Also, in the Verification Study, the sampling procedure for selection of all three categories was dependent on manager contacts.  In both centres, the service users were established groups during their scheduled meeting time.  However, for the workers and family carers, selection was carried out by the managers.

8.5
Suggestions for future research

Questions were raised in the current research which, although thought provoking, were beyond its scope.  They are presented here as suggestions for further research.

Many of the issues raised by the service users in the Main Study were  verified factually and not attitudinally.  It was speculated that different cultural, and possibly religious, backgrounds lay behind this dichotomy.  Therefore, further research is required to investigate whether there is an attitudinal difference between people with learning disabilities of different cultural and religious backgrounds.

The service users in the Main Study perceive their named field social workers as powerful and reported that this power was used to control rather than empower.  As the current study did not involve field social workers, it was not possible to include their response.  Therefore, further research is required to investigate the extent to which the service users’ perception of social workers’ power is justified.

Day centre staff members in both the Main and Verification Studies  reported the stressful nature of their work.  The extent to which stress affected workers’ practice was reported in terms of centre managerial support.  Therefore, further research is required to investigate whether, and how, day centre managers’ managerial styles, and philosophies about learning disabilities, influence the culture of the day centres.

Service users in the Main Study report that their dreams of marrying or enjoying the comfort and companionship of a significant person outside marriage, are doomed.  The day care workers report that they are supportive of marriage.  Family carers in the verification process, are concerned about progressive philosophies in this regard.  Therefore, personal relationships and marriage are clearly issues that involve all three groups.  Further research is required to investigate (i) what support is given to service users who wish to get married or enjoy a personal relationship;  (ii) what, if any, avenues to facilitate dialogue between service users and family carers are available.

8.6
Final Comment

As the final comments to this work relate to a personal journey, they are presented in first person.

My story, as a researcher, began with my work in Further Education, teaching adults with learning disabilities.  Despite strong reservations about joining the ‘special needs’ team, I agreed to cover for a colleague on maternity leave. To my surprise, I quickly settled into the work, started to enjoy myself and managed to develop a good rapport with the students.  This meant that I was privy to stories about their lives.  Many stories were funny, some were sad; most of them were disturbing.  Comments made often referred to freedom of choice issues that I took for granted in my own life.  And I began to suspect that all was not well.  I arranged a career break to enable me to step back from my narrow and limited experience, and consider the bigger picture.

In my prejudice, I blamed the two most powerful people in the students’ lives:  their parents, and the day care workers.  I thought parents over-protective, and care workers controlling.   As usual, there is some truth in the stereotypes.  But what I learnt was why the parents tend to protect and have difficulty with the notion of empowerment, and why the care workers sometimes snap.  

The work has been an enriching experience for me.  First, and very importantly, I now have a friend who is learning disabled.  Second, by taking time to listen to what people with learning disabilities, their family carers, their day care workers, and service managers, said about their lives and their work, I understand more of the world, how systems work, and how difficult, but not impossible, they are to change.  Third, I now understand know more about academic rigour and what my own strengths and weaknesses are.

Most of all, I know what Martin Luther King meant when he said:

Injustice anywhere is a threat to justice everywhere

Letter from Birmingham Jail, Alabama 16 April 1963
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PRELIMINARY STUDY

Evaluation process/questionnaire

Introduction

Hello.  Thank you for meeting with me again.  How are you?

We have worked together on two other mornings, discussing things that are fair and unfair in your lives.  The information I got from you is important to my research and will, I hope, be important in the future for other people with learning disabilities.

As we talked about at the last session, this will be the last session of this kind and I want to ask you a few questions about the work we’ve done together.  

Questionnaire

· At the start of our work together, did [...] and I tell you what I was doing?  Did you understand?  Did [...] and I help you to understand if you were a bit unsure?

· Did you want to come to the sessions?  If you didn’t want to come, what would you have done?

· Did you enjoy talking about what is fair and what is not fair?

· What was good about this work?

· What was not good about this work?

· Did you learn anything working together?  What was that?

· Did you get to say all the tings you wanted to say?

· How would you describe the way Hazel worked?

· Did you think Hazel was interested in you and your life?

· Do you want to say anything else about our work together?

What I got from the Preliminary Study

· Understanding about what you think is fair and not fair.

· Information which will help me with the next bit of my work.  I will use what you told me to work out what to speak with other people about.

· I have enjoyed the work and I’ve had a good time with you.

Thank you.
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Agendas for two data collection sessions
Session 1

· check for continued consent

· get biographical details for participants

· re-introduce topic of what is fair/not fair

· recap previous session on work-related topics

· encourage participants to discuss other parts of their lives

· arrange next session.

Session 2

· check for continued consent

· recap previous session

· remind participants of topic

· encourage participants to discuss other parts of lives omitted at previous session

· arrange evaluation session.

APPENDIX 3

14 September 1999

Dear Ms

I am a research student registered with University of Ulster at Jordanstown.  Earlier this year your brother ... helped me with research I was carrying out at  ... where I talked with a group of seven users and a group of staff members.   ... gave me permission to contact you.

I am interested in the experiences of people with learning disabilities in the context of citizenship and in order to gain a more complete picture, I would like to meet with one family member who cares for each of the research participants.  Ideally, I would like to meet with family carers as a group.  However, if this is not possible or not wanted by the carers, I will be happy to meet on an individual basis.  Either way, the session will last about one hour.

Would you be willing to participate?  The session will give you an opportunity to discuss issues about the lives of people with learning disabilities and give me an opportunity to listen to people who have been involved, at close quarters, for many years.

Enclosed is a form which I would appreciate being returned to me as soon as possible in the stamped and addressed envelope.  Alternatively, please phone me at the number below.  The form asks if you would like to work with me for one hour and lists three possible dates.  Would you please tick the most convenient and indicate whether you have transport.  Depending on the responses and preferences from the family carers’ group, I will organise a central venue.  If you prefer an individual, one-to-one interview, please indicate a time and place convenient to you.

Thank you.

Yours sincerely
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Participation (please tick appropriate box)

I am willing to participate in the research focus session

[
]

I am not willing to participant in the research focus session
[
]

Convenient date for family group focus session (please tick appropriate box)

Wednesday, 29th September 1999m at 7.30pm


[
]

Friday, 1 October, 1999 at 3.00pm



[
]

Sunday, 3 October, 1999 at 3.00pm



[
]

None of these






[
]

Alternative suggestion (please give another date and time convenient to you)

Family group session
____________________________________

Individual session

____________________________________

Transport (please tick alternative box)

I have transport






[
]

I do not have transport





[
]

My name and address is:
____________________________________

_________________________________________________________


Thank you for responding.
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Agenda for pre-meeting with service users

· Say ‘hello’

· Inform volunteers of research study

· Inform volunteers of participant role

· Seek formal consent

· Seek permission to approach family carers

· Answer questions

· Make arrangements for focus group sessions.
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Questions to guide service users’ focus group discussions:

Session 1

· What makes you happy?

· What makes you not happy?

· What is good about your life?

· What is not good about your life?

· Is that the same for everyone?

· Are there things you are not allowed to do that other people are?

· Who doesn’t allow you?

· Why do you think you are not allowed?

· Do you think you could do these things?

· Have you heard of the term ‘learning disability’?

· Are there other names for ‘learning disability?

· Are there some people who have learning disability and some who do not?

· What group do you belong to?

· Others talk about bullying.  Do you want to comment on that?

· What can you do very well?

· What can other people in the focus group do very well?
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Questions to guide service users’ focus group discussions: session 2
· Social workers seem to be very powerful in your lives.

      - how do you feel about their power?

      - what other decisions are taken about your lives?

      - what else are you not allowed to do?

· Power and control

      - do other people make decisions about your lives?

      - how do you feel when people make decisions about your lives?

· Siblings

      - do you have brothers and sisters?

      - are their lives different from yours?  If so, how?  How do you feel about that?

· Home

      - who do you live with? Are you happy about that?

      - who would you like to live with

      - what’s stopping you?

      - where do you live?

      - are you happy about that?

      - where would you like to live?

      - what’s stopping you?

· Money

      - who collects your benefit from the post office?

      - who manages your money?

· Social relationships

      - can you spend time with people you want to be with?

      - what about special friends?

· Anything else you would like to talk to me about?
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Questions to guide the centre workers’ focus group session

About the job:

· what skills/experience is required to be considered for your job?

· what is the induction process?

· what training are you expected to undergo?

· what skills have you learned informally, on the job?

· what support is available for you?

· what supervision do you have?  How often?

· what is good about your job?

· what is difficult/bad about your job?

· what pressures are around in your job?

· what about your job is stressful?

· what theory guides your practice?

· are you familiar with research involving people with learning disabilities?

· are you familiar with research about care workers?

· are you aware of legislation that governs practice in day centres?  What do they cover?  Can you name any?

About the centre

· how would you describe the culture/climate/atmosphere?

· what is the purpose of this/other day centres?

Values/attitudes

· what do you think causes learning disability?

· do you think learning disability could be prevented?  If so, how?

· do day centres benefit people who experience learning disabilities?  If so, how?  If not, why not?

Items taken from values’ questionnaire, see appendix  21:  Do you think ...  

· people with learning disabilities can lead a normal social life?

· you should not expect too much of a person with a learning disability?

· people with learning disabilities are just as happy as other people?

· carers should be less strict with people with learning disabilities?

· people with learning disabilities do not need to be cared for by the government any more than other people?

· there should be special schools for children with learning disabilities?

· people with learning disabilities can meet similar goals to other people?

· people with learning disabilities should get married if they want to?

· people with learning disabilities should live and work in special communities?

· people with learning disabilities should be discouraged from having children?
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Notes to guide interviews with family carers

Biographical details:

· gender

· age

· age of relative

· number and order of other children

About you:

· what term do you use when you describe your relative’s condition?

· how/when did you discover that your relative is learning disabled?

· what support was around for you?

· was the support appropriate, adequate?

· how do you see your role in your relative’s life?  has that changed over the years?

· what is your role now?  what rights do you have?  how do you feel about that?

About your relative

· how do you view your relative’s life?

· does your relative’s life differ from siblings?  If so, how?

· what responsibilities does your relative have?

· what are your relative’s living arrangements?  How do you feel about that?

· do you have the right to privacy?

· is your right to privacy affected by your relative?

· what are the effects on you of your relative’s right to privacy?

· what other rights does your relative have?  How do you feel about that?

About the day centre

· what is its function/role?

· what is the role of the staff?

· how do you relate with the staff?

· does the centre benefit your relative?

· does the centre benefit you/your family?

· what rights does your relative have at the centre?  How do you feel about that?

General questions about learning disability

· how do you view people with learning disabilities?

· do you think day centres benefit people with learning disabilities?  If so, how?

· where is the best place for people with learning disabilities to live?

· what responsibilities do people with learning disabilities have?  How do you feel about that?

· what rights do people with learning disabilities have?  How do you feel about that?

Closure

· is there anything you would like to ask me?

· is there anything else you would have liked me to ask you?

· can I get back to you again if I need to clarify anything?

· would you be willing to check the typed transcript of this conversation for accuracy?
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RECORD TASKS FOR FINAL SESSION WITH SERVICE USERS

Decisions taken at final session with service users:  16.06.99

ISSUE -----------------------------------------------------------

Who is the best person or group to deal with this issue?

How will we approach that person or group?

Who will approach that person or group?

How will we know what happens?
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Recap of topics discussed in Session 1:

· people taking decisions about your lives

· things you are not allowed to do

· some ways that people with learning disabilities are treated differently from people who do not experience learning disabilities

APPENDIX 12

MAIN STUDY

Session 3:  Facilitated by Jim

Over the last two sessions you have told us important and interesting things about your lives.  Your generosity has made an important contribution to our research and we thank you for that.

In this session, Hazel will be the observer and take notes.  I want us to look at some of the things you told us about that are not good in your lives and see if there is a way we can make changes.

Hazel has made a list of these things on the flipchart.  Between now and 12 o’clock we could have a discussion about what steps we can take.  Is that okay?  Do you think that is a good idea?

As we go through items on the list, we could decide what to do and Hazel will take notes.

Bullying

Name calling

Power and control:  
People shouting at us




People making decisions about our lives without including us




Being treated like children




Locked in




No choice of food




Marking our clothes




Staff always with us




No choice of food in day centre

Money


£4 per week, less than minimum wage




Loss of day’s pay on bank holidays




Cost of courses at further education
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List of issues arising during the service users’ focus group sessions considered at the final meeting facilitated by the research assistant.

· Name calling

· Bullying

· Being shouted at

· Being treated like children

· Being excluded from decision making process

· No choice of food in day centre

· Respite holiday care rules

· Cost of further education courses:  paying minimum fees three times a year

· £4 per week, less than minimum wage

· Loss of day’s pay on bank holidays.
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Follow up work for the final meeting with service users:

On bullying and associated behaviours, SU7 and SU8 agreed to talk with the Chairperson of the Users’ Committee about assertiveness training for the service users.   The researcher also suggested contacting Mencap about its recent publication on bullying and learning disability.  On the power and control issues at the holiday respite home, SU13 and SU8 agreed to ask the director of Citizens’ Advocacy Project to write to the holiday home providing respite care about rules that are considered inappropriate for adults.  On the duplication of fees for short courses, SU13 agreed to write to The Association of NI Colleges.   On whether pay cuts for not working on bank holidays is legal and whether £4.00 a week comes under legislation about the minimum wage, SU7 and SU8 agreed to telephone the Law Centre (NI) to discover.  A contact name and number was supplied.  SU7, SU8 and SU13 negotiated with the researcher to type letters on their behalf.  This was agreed and letters prepared for signatures, together with covering letters to the participants were forwarded soon after the focus group sessions.

7 July 1999

Dear

Some members of the [....] Centre have been helping Hazel Gordon with her research about citizenship.

A couple of general issues about further education were raised during our discussions and we decided to write to you to find out if anything could be done about them

1.
Some members have registered for courses at [...] and have had to pay the reduced fee for each of three or four terms in one year.  This means a year long course will cost us £24 or even £32.  For other courses listed as one year courses, like GCSE, students pay the reduced fee only once.  We think it is not fair that we have to pay every term.

2.  
Some of the course we have attended do not give certificates.  We would like to have certificates for all the courses we complete.

Hazel Gordon said you might be able to do something about these two issues and we look forward to hearing from you.

Yours sincerely

_______

Member

7 July 1999

Dear

Some members of [....] Centre have been helping Hazel Gordon with her research about citizenship.  One of the things we discussed was how some of us were unhappy with our treatment at [....] in [....].  The following is a list of things we don’t like.

- our clothes are marked

- staff hold our money

- we are treated like children

- there is no choice of food

- we cannot go out without staff

- we are locked in.

We would like you to work with us about this and maybe write to [...] on our behalf.

Thank you.

Yours sincerely

7th July 1999

The Chairperson

Members’ Committee

Dear Chairperson

Some of the [....] members have been helping Hazel Gordon with her research about citizenship.  One of the things we discussed was the way many of us are bullied from time to time.

We decided to do something about this.  We want the Members’ Committee to arrange for all the [....] members to be offered training to help us respond more effectively to bullying behaviour.

We look forward to this request being put on the agenda at an early Members’ Committee meeting.

Yours sincerely

______________

______________
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MAIN STUDY

Statement prepared to aid debriefing

My research is looking at the experience of learning disabilities in context of citizenship and participation.  My interest in this area developed over the years I worked in further education with people with learning disabilities. My approach is quite new but, for me, very obvious.  People with learning disabilities have been involved at every stage - early focus groups to glean dominant issues, research advisory group, helping design content and method.  People with learning disabilities will be part of the validation stage and help me make sense of findings.  They will also participate in the dissemination process.

I am hoping that this research will act as a model of good practice in the future and help break down the social exclusion that has been experienced in the past.

Is there anything you would like to know about me, the research assistant or the research?
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Issues and themes arising from service users’ transcriptions

1.  Terminology used

1.1  Service users

· Learning disability

1.2  Awareness if other terminology

· Spastic

· Handicapped

· Other terms of abuse

2.  Perception, awareness, experience of their lives

· Recognition of condition

· Living with bullying

· Oppressed, discriminated against

3.  Power and Control

3.1.  General

· Intrusion, interrogation, coercion

3.2.  Day Centre

· Too many rules

· Shouted at

· Excluding from decision making process

· Feel restricted

· Feel oppressed

· Treated as children

· Feelings of not being liked by staff

3.3.  Social Workers

· Knowledge of law

· Know it all

· Not supportive

· Make decisions without consultation

· Collude with day centre staff and family carers

· Difficult/impossible to access

· Can/will prevent marriage

3.4.  Live-in hospital for people with learning disabilities

Admission as punishment

· Abuse:  beatings, kickings, hit with keys, sticks

· Hospital issue clothing

· Use of lock-up as punishment for ‘bad’ behaviour

3.5.  Holiday home/respite care

· Just as bad as live-in hospital 

· Knowledge of sexual abuse

· Locked in

· Constant supervision/chaperoning

· Clothing marked against wishes

· No choice of food

· Money held by staff against wishes

· Treated like children

3.6.  Home

· Some acceptance of parental authority

· Some acceptance that parents know best

· Some pressurising against will

· Some preference for different living arrangements

· Control of money, benefits

4.  Support

· Control rather than support 

· Who is the client?  Person with learning disability or families?

· Who pays for services?

5.  Day care

· Power and control (see above)

· Negative experience related to staff stress?  Forgotten service?

6.  Inequality, discrimination

6.1  General

· General oppression

· Inequalities of treatment

· Being patronised

· Not allowed to get married

· Bullying - verbal and physical

· Aware that others are treated differently

· Differences made within day centre

6.2  Difference in lifestyles with siblings  

· Employment

· Living accommodation

· Marriage

· Decision making

· No social worker

6.3  Responsibilities denied

· Lack of choice:  food, living arrangements

· Holiday home/respite care

· Day centre

· Accommodation

· Relationships.
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Issues and themes arising from care workers’ transcriptions

1.  Terminology used

· Learning disability

· Members

· People we work with

· Aware of changing fashion

2.  Perception of the lives of people with learning disabilities

· Recognition of barriers to real inclusion:  home circumstances, patronage, lack of opportunity

· Recognition that social life differs from ‘normal’ social life

· Unwilling to generalise on personality traits, eg:  happiness

· Education system fails people with learning disabilities

· Vulnerable

3.  Power and control

· Aware of controlling practice:  wardens, minders, etc.

· Justify poor practice with reference to working conditions - forgotten service

· Perceive families as controlling generally and particularly in respect of relationships, money

4.  Support

· Inadequate induction process

· Insufficient training/training decisions made by others (Chestnut Grove Training Centre)

· Lack of supervision

· Poor communication

· Collegial rather than managerial support

· Lack of support leading to poor service

· Expected to tolerate situation

· Feeling that things are getting worse

· Lack of guidance/direction about future day care services

5.  Day centre

5.1  Changing philosophies

· Person-centred-planning

· Integration in community life normalisation

5.2.  Inability to offer best practice

· Under funding - Forgotten service

· Under staffing

· High stress

· Low staff morale

· Pressure to complete administration in limited time

5.3  Positive culture of day centre

· Good atmosphere

· Good rapport between staff and between staff and members

· Shortage of resources can make staff resourceful

· Members benefit when programmes running, otherwise minding service

5.4  Knowledge base of practice

· No confident knowledge of skills, qualifications required

· Uncertainty associated with changing requirements

· Some knowledge of legislation, Mental Health Order

· Limited knowledge of research, usually linked to being on a course

· Rare access to policy documents

· Little identification of theoretical base for practice (except normalisation)

· Notion that theory is not relevant to practice

· Learning from experienced people valued

· No knowledge of PAFT

· More aware of policy and procedure than legislation

5.5  Values

· People trapped in learning disability services

· Person first, disability second

· Concerned that voluntary organisations offer poorer quality of service than statutory

· Funding is government responsibility

· Need to overhaul education system

· Need for learning disability awareness training

· Disgruntled about social service rules on sexuality and sexual behaviour

· Supportive of marriage (in context of changing philosophies)

· Unease answering questions relating to values

· Rights, not charity

6.  Inequality, discrimination

· Social services policy on sexual behaviour discriminatory

· Aware of general discrimination and prejudice

· Social exclusion

· Told not to encourage sexual relationships/marriage

· Cite family dynamic as one of the barriers to normalisation 
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Issues and Themes arising from family carers’ transcriptions

1.  Terminology used

· Handicapped

· Children, kids

· Learning disability

2.  Perception of the lives of people with learning disabilities

2.1.  Relatives life

· Happy

· Contented

· Quite sad

· Lack of equality

· Child

· Gifted

· Vulnerable

· Denial of condition

· No worries whatsoever

· Blessed

· Report relative’s ignorance of his/her condition

2.2.  Other people’s lives

· Prejudice, discrimination against

· Lack of information available/offered

· Sorry for them

· Stereotyping:  ‘nicest, warmest kids’;  ‘always the one way’

· A way of life

· Not grown up

· Loveable

· Second class citizens

· Slow

· Children

3.  Power and control

· Fight for relative

· Control social life

· Control money

· Living arrangements

                 - for own relative:  accept current accommodation

                 - for others:  supported, independent living, eg:  Fold Housing

4.  Support/lack of support

4.1.  Early diagnosis

· Lack of medical/professional help in infancy and childhood

· Disappointment, loss

· Harsh, insensitive telling of the negative prognosis

· Trauma at lack of educational progress

· The ‘letter’ about uneducatability

4.2.  Professional support in late childhood, adulthood

· Benefits at 16

· Social workers - alright, liked, know about benefits, organise respite

· GPs - little contact

· Psychiatrist

· Church - perceived innocence, excluded, patronised.

4.3.  Family support

· Inclusive, caring

· Non-existent

· Negative, prejudiced attitudes

5.  Day Centres

5.1.  Role/function

· Contact base for other services:  education, events

· Training

· Guide and support for service users and families

· Keep things under control

5.2.  Positive perceptions

· A blessing

· The best thing

· Place of safety/Safety net

· Fantastic

· Gives families break

· Improved service

· Relatives like day centre

· Respite for carer

· Occupation for relative

5.3.  Problems with day care service

· Staff shortages

· Lack of funding/resources

· Over crowded

· Need higher priority from government, forgotten service

· £4.00 weekly, not enough

· Not strict enough separating the sexes

· Failure to take authority/control;  lackadaisical

6.  Inequality, discrimination

6.1.  Difference in lifestyles with siblings

· More vulnerable

· Innocent

· No responsibilities, household tasks

· Excluded, employment, church ritual

· No rights

6.2.  Relative’s responsibilities 

· None

· Lazy

· Selfish

· No expectations/frustration

6.3.  Rights people with learning disabilities should have

· Equality in employment

· Responsibilities

· Cooking skills

· To do their own thing

· Not to be lazy.
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RESEARCH ADVISORY GROUP

Evaluation

The final working session of RAG took place in May 2000.  One of the items on the agenda for that meeting was an evaluation of the Group’s work.  To what extent the two aims set by and for the Group at its inception had been met were discussed.  The researcher said that she had felt supported by the members and had, on many occasions, been able to get sound advise and practical help.  RAG members had taken ownership of the project and viewed it as an important piece of work with which they were pleased to be involved.  They expected that the findings would, as well as presenting the authentic voice of local people, encourage good practice, influence policy and offer a model of good research practice.  Disappointment about the changing personnel from meeting to meeting was articulated.  Members are busy people and felt they had not bonded as a group although they did recognise the value of their relationship with and to the researcher.  There was a discussion about the consultant’s role.  His developing skills and confidence was noted and he was very pleased that he was the founder member who had been ‘got first’.
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