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CHAPTER I

Editorial
David May

In what was the first systematic statement of the principle of normalization, the
essential elements of a ‘normal life’ for people with intellectual disabilities were
outlined. They included:

The opportunity to undergo the normal developmental experiences of the life
cycle: infanthood, with security and the respective steps of early childhood de-
velopment; school age, with exploration and the increase of skills and experi-
ence; adolescence, with development towards adult life and options. As it is
normal for a child to live at home, it is normal for adults to move away from
home and establish independence and new relationships. Like everybody else,
retarded people [sic] should experience the coming of adulthood and maturity
through marked changes in the settings and circumstances of their lives. (Nirje
1980, p.33)

When first written, in 1969, this must have struck many as an impossible — even
absurd — ambition (although such ideas had been informing Scandinavian
policy on intellectual disability for the best part of a decade). People with intel-
lectual disabilities — ‘the mentally retarded’ — were viewed as one-dimensional
people, in some way not fully human, whose identity and being were subsumed
within their disability. Their fate then was either to remain at home, to live out
often significantly foreshortened lives as ‘eternal children’ under the care and
tutelage of parents, or to be confined to institutions where unvarying routine,
denial of individuality and separation from the wider world afforded only the
most attenuated existence. Either way they were generally excluded from those
experiences which for most of us define our lives — starting school, getting a
job, leaving home, marrying, having children, retiring from work, and all the
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other less momentous but necessary stages in between. This was not out of any
malign intent, but simply because such a prospect was literally unthinkable, in-
consistent with their ‘unfortunate’ status.

Times have changed. In 1988 I edited, along with the late Gordon Horobin,
an earlier volume (16) in the Research Highlights series entitled Living with
Mental Handicap: Transitions in the Lives of People with Mental Handicaps. The book,
as its subtitle suggests, was loosely organized around the concept of the life
stage. The purpose was to call attention to the parallels between our own lives
and those of people with intellectual disabilities, to consider shared concerns
and experiences, but also what still remained to be done in order to make Nirje’s
vision a reality. Increased life expectancy, which meant that many more people —
even those with severe disabilities — were surviving well into adulthood, sug-
gested that this was not only an appropriate but perhaps necessary way to
examine the growing complexity of their lives; but even then it was hardly a
novel idea. Ten years earlier the Jay committee, insisting on the right of people
with intellectual disabilities to ‘as normal a lifestyle as possible’, had recognized
that needs would inevitably change over the life course and that services must
reflect and respond to those changes (Jay 1979). At much the same time the
King’s Fund (1980) produced its An Ordinary Life programme for developing
community-based services and integrating people with intellectual disabilities
into the mainstream of society. The language of normalization now dominated
the discourse of policy makers and service providers and we were learning to
think about people with intellectual disabilities in ways that emphasized their
common humanity rather than their differences.

Murray Simpson (Chapter 6), however, plausibly argues that for all its influ-
ence on the thinking of campaigners for better services, normalization would
have had little practical effect in the absence of a policy of community care: ‘an
ordinary life’ is incompatible with an organization of care that has the
long-term hospital at its heart. Almost two decades before our book appeared
and some years before the ideas of normalization had begun to spread across the
Atlantic, the UK government, in common with governments throughout the
western world, had formally committed itself to specific targets for the reduc-
tion of the long-stay hospital population and the development of alternative
residential and day services.
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Even in terms of the limited objectives it set for shifting the balance of care
from institutions to the community, progress was disappointingly slow. Any re-
sultant success was achieved largely by restricting admissions rather than (until
latterly, at least) through any systematic attempt to return existing hospital resi-
dents to the community, where facilities for their reception were, in any event,
undeveloped and incoherent. Certainly many examples of good practice could
be found that pointed the way forward (Cambridge er al. 1994), but the pace of
change across the UK was at best uneven. To take Scotland, for example, which
admittedly had always shown a greater fondness for institutional solutions than
other parts of the UK (Hunter and Wistow 1987), a survey carried out in the
mid-1980s found that three-quarters of all adults with intellectual disabilities
living outside of the family home, including one-half of the ‘most able’ group,
and almost all those who were ‘exceedingly physically dependent’, non-mobile,
doubly incontinent or presented with challenging behaviour, were still in
long-stay hospital (Baker and Urquhart 1987). While community residential
provision more than doubled in that decade, by the end it still provided little
more than one-third of all residential places. Not until 1995 did the number of
community places first exceed those in the hospital sector. Moreover, a policy
that was defined in terms of the location of care rather than quality of life and
whose success was measured in bed numbers, did not necessarily bring any
great change to the daily lives or public image of people with intellectual dis-
abilities: all too often institutional forms, and the segregation from the wider
society that accompanied them, were simply transferred to the community. Sir
Roy Griffiths’s conclusion on more than 30 years of debate and activity was that
‘in few areas can the gap between political rhetoric and policy on the one hand
or between policy and reality in the field on the other hand have been so great’
(Griffiths 1988, para.1-9).

This then was the situation at the time that Living with Mental Handicap
(Horobin and May 1988) appeared. The publication in that same year of the
Griffiths report (Griffiths 1988) — ‘the most significant statement about com-
munity care since the Seebohm report on the future of personal social services in
1968’ (Hunter and Judge 1988) — followed a year later by the government’s
response, Caring for People(HMSO 1989) and legislation in the form of the NHS
and Community Care Act 1990, marked a turning point in the evolution of
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community care policy and official attitudes to the place of people with intellec-
tual disabilities in society. The equivocation that had surrounded the role of the
institution appeared to have been resolved and community care was unambigu-
ously defined in terms of ‘a normal life’. The key question was no longer: ‘Should
people with learning difficulties be included in our communities?’, nor ‘Can
they be?’, but ‘How is it best achieved?” (Thomas 1990, p.131). The govern-
ment’s answer — a government, one hardly needs reminding, which was intent
upon reducing public expenditure, rolling back the state and promoting private
enterprise — was to propose ‘a mixed economy’ of care offering ‘choice, flexibil-
ity, innovation and competition’. The language of consumerism was invoked in
a way that seemed to promise a shift in the balance of power away from profes-
sionally dominated and inherently conservative bureaucracies towards service
users. While much of this may be dismissed as self-serving rhetoric, the extent
to which it represented a break with the past should not be underestimated.

When, therefore, the editorial board of Research Highlights first raised the
possibility of reissuing Living with Mental Handicap in some form, it was clear
that a simple second edition would not do; too much had happened in the
meantime — to the kinds of lives which people with intellectual disabilities were
now experiencing, as well as the social and political context in which they were
living out those lives — for minor revisions to the text to suffice. All the chapters
presented here are new and only two of the contributors to the earlier volume
remain. Chapters on adolescence, adulthood, marriage and parenting are
included, in addition to chapters that take a fresh look at topics previously
explored — the early years, schooling and school leaving and old age. This more
articulated version of the life course that appears in Transition and Change is a
measure of the distance that people with intellectual disabilities have travelled
in the last 13 years towards the realization of ‘a normal life’, as well as reflecting
the not inconsiderable increase in research activity on matters pertaining to
ageing and the life course in that same period.

But we should beware of becoming too self-congratulatory. For all the
obvious progress of the last decade or so, compared with the wider population
the lives of people with intellectual disabilities remain for the most part circum-
scribed and impoverished. They continue to be denied roles and to be excluded
from areas of life to which most of us expect access as of right: marriage and
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parenting are the obvious examples (although changes are afoot here, see May
and Simpson, Chapter 7), as well as employment. For many young people with
intellectual disabilities adolescence is more of an end state than a period of tran-
sition (see Shepperdson, Chapter 4), and certainly their prospects on leaving
school appear quite different from their non-disabled peers (see May, Chapter
5). Other life stages are experienced in such qualitatively different ways that
when they are applied to people with intellectual disabilities it seems an almost
metaphorical use. Exactly what do we mean when we talk of someone who may
never have had a single day’s paid employment in his or her adult life as having
‘retired’?

Intellectual disability is not, however, a homogeneous category. As Walsh
reminds us in Chapter 8, the experience of it is mediated through other equally
powerful social variables, such as class and ethnicity, as well as age and gender,
and perhaps most powerfully of all, disability (its nature and severity); a point
which largely for reasons of space we are perhaps guilty of not sufficiently at-
tending to. Much of the progress of recent years — in terms of access to further
education, independent living, supported employment, the right to marry and
have children — has been confined to the more able part of the population, those
whose intellectual disability is at the very least contestable. In the study of a
cohort of people with intellectual disabilities at middle age, all of whom had
entered adult services on leaving school in the late 1960s, more than one in
three of those with IQs of less than 50 were, almost 30 years later, still living at
home and attending day centres and a further quarter were in long-stay hospital
(May and Hogg 2000). What characterizes their lives is not so much change as
its absence.

Intellectual disability, of course, presses not only on those with it, but also on
their families and carers. Their concerns and the demands on them also change
as, with their disabled offspring, they progress through the life course. We
include three chapters that focus on family carers. Robinson (Chapter 2) deals
with the early, pre-school years. Here the comparison with Seed’s chapter in the
earlier volume suggests that the situation is improving, if perhaps too slowly.
Sometimes it may seem as if families are in danger of being overwhelmed by too
much advice and offers of help. As Robinson points out, a more coherent
child-centred policy for disabled children might make more effective use of the
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help that is available. Some things, however, never seem to change. Given the
regular airing of the problem over the years and the fact that we know how
matters should be handled, it is particularly disappointing to learn that when in-
forming parents of their child’s disabilities, doctors are still too often getting it
wrong.

In Chapter 4 on adolescence, Shepperdson draws attention to the critical
role of parents in assisting or, more often, impeding the transition to adulthood.
Drawing on her own work in South Wales, she describes how parents of
disabled children, in their natural concern to protect the child from harm or
hurt, exercise a degree of surveillance and control that keeps them apart from
their peers and confines many of them to a state of protracted adolescence. She
also notes — and it is a point taken up by Grant in Chapter 10 on older carers —
that the restrictions imposed by caring often weigh more heavily on parents as
both they and their intellectually disabled son or daughter grow older. This is
not because their situation had changed in any material respect, but rather
because this — what Grant refers to as ‘perpetual parenting’ — was not what they
had bargained for. Yet, as Grant is also at pains to point out, caring brings its
own rewards and quiet satisfactions — feelings of responsibilities discharged and
a job well done.

Many social workers (and others), imbued with the enthusiasm of recent
converts, have too often been inclined to regard families as the enemies of
change rather than as potential partners in the process. Certainly, it must seem
puzzling, and not a little frustrating, to find families leading the opposition to
the closure of a long-stay hospital or protesting against plans to restructure an
adult training centre. Yet viewed from the perspective of hard-pressed parents,
the promotion of independence and ‘an ordinary life’ can in practice look very
much like a denial of their own experience and a threat to hardwon services. For
older carers, especially, whose memories of public indifference and neglect
remain undimmed, such moves, however much couched in fashionable rhetoric,
are likely to be viewed with suspicion. The failure to address their concerns or
even on occasion to consult them at all is, as Brown, Otrlowska and Mansell
(1996) argue, located in the ambiguity that surrounds the identity of the social
worker’s client; an ambiguity that ironically arises in part from a greater readi-
ness to accept the person with disabilities as a person in his/her own right.



Editorial 13

It is tempting to believe that the way ahead is now clear; that we have turned
away from the errors of the past; that the correct policies are in place and all we
now need, some fine tuning apart, is the political will (and of course the neces-
sary resources). Such complacency should be resisted. The past, particularly in
relation to intellectual disability, is littered with such illusions. As the drive
towards community care was being renewed in the 1990s, questions were even
then being raised about the direction in which this was taking us; not so much
the goal of an inclusive society in which people with intellectual disabilities
would participate as active citizens, with all the rights and responsibilities that
that entails, but rather just what in practice that might mean and how it was to
be achieved. Integration is not inclusion, and dispersal to the community does
not necessarily put an end to segregation and isolation, or enhance quality of
life. On the contrary, it can inhibit the development of a collective identity and
encourage self-blame: ‘If services are individualised, problems are personalised.
If vulnerable people are dispersed from one another neither they, nor people
working on their behalf, are able to see common threads or patterns’ (Brown
and Smith 1992a, p.153). Normalization (or at least certain versions of it),
which for the last quarter century has provided the radicalizing force driving
service reform and a set of organizing principles around which all could unite, is
now itself attracting criticism for its conformist tendencies, cultural conserva-
tism, moral authoritarianism and failure to address the needs of carers or ac-
knowledge the realities of power in an inherently unequal world (Brown and
Smith 1992b). Empowerment and self-determination are the new watchwords
(Ramcharan et al. 1997) and we are urged to move away from what Thomson
(Chapter 3) calls a ‘deficit model of adjustment’ that locates the problem in indi-
vidual shortcomings in favour of an approach which requires that we (society)
change to accommodate a range of disabilities in acknowledgement of the fact
that there are many varieties of a ‘normal’ life, all equally valid.
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CHAPTER 2

Transition and Change in
the Lives of Families with

a Young Disabled Child
The Early Years

Carol Robinson

The last 25 years have seen significant changes in the lives of disabled children
and their families. Perhaps the single most important change has been de-instit-
utionalization. No longer are severely disabled children sent off to long-stay
hospitals, and today 98 per cent of disabled children are estimated to be living
at home in the community. The OPCS (Office of Population Censuses and
Surveys) has estimated that within the UK there are 360,000 disabled children
under the age of 16 years (Meltzer, Smyth and Robus 1989). However, the def-
inition of disabled children used in the OPCS surveys was broad and encom-
passed a wide range of childhood impairments. It includes children with mild
physical or sensory impairments as well as those with severe intellectual disabil-
ities or multiple impairment. As a result of better neo-natal and paediatric care,
the number of children with more complex and severe impairments has in-
creased in both the UK and the USA (Alberman, Nicholson and Wald 1992;
Glendinning et al 1999; Hochstadt and Yost 1991).

This chapter reviews the research dealing with families who are raising a
disabled child and seeks to spell out its implications for practitioners. The focus
is on the early years of childhood — up to age 5. In this period there are three
major adjustments required of parents: first, to the knowledge of their child’s
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disability; second, like any parents, to the changes in lifestyle that the new
arrival inevitably brings; third, to the challenges that arise when the child
moves on from the security of the home to the less protective environment of
the school. These all make heavy demands on parents. They may create tensions
and cause distress. As such they deserve particular attention from social workers
and others working with families with a disabled child. These adjustments,
along with other issues faced by such families, are here dealt with chronologi-
cally. The chapter is divided into the following subsections:

« Finding out about the child’s impairment.
 Adjusting to a new way of life.

« Early intervention and support.

« Playgroups and nurseries.

« Statements of educational need.

« Taking a break.

Under each of these headings, the existing legal framework will be discussed in
the context of any proposed changes to the current organization of services. In
addition, any specific issues that affect families from minority ethnic groups,
children with complex health needs or challenging behaviours will be high-
lighted.

Finding out about the child’s impairment and the

process of disclosure

Unless parents are told soon after the birth that their child has an impairment,
they may well suspect that there is something unusual about their child’s devel-
opment (Cunningham and Sloper 1977). A number of studies have indicated
that parents often feel they were not taken seriously when they first voiced their
concerns (Hall 1997; Quine and Pahl 1986; McKay and Hensey 1990). But
even where parents learn of their child’s disability from a doctor, the research
evidence is that in many cases this is not well handled (Cunningham, Morgan
and McCuken 1984; Spastics Society 1992, 1994; Wikler, Wasow and
Hatfield 1981).
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Cunningham (1994) analysed over 30 studies in which dissatisfaction was
expressed by parents about the way information was disclosed to them at the
point of diagnosis. He argues that these dissatisfactions fall into three broad cat-
egories:

o The manner in which the information was conveyed: the person was too
cold, unsympathetic or insensitive.

o Problems with the information: including a general lack of information
or guidance and the giving of a negative, inaccurate, misleading or
contradictory account.

o Organizational aspects: such as delays, difficulty obtaining help, poor
co-ordination and a lack of privacy and time.

Obtaining information and support from professionals at this critical time can
be even more problematic for families who do not use English as their first
language (Shah 1997). For some families who experience difficulty under-
standing verbal information, translated written material could be extremely
helpful, but is generally in short supply. Baxter er al. (1990) also point to the
shortage of appropriate counselling for minority ethnic groups. It is still rare for
resources to be allocated so that families can receive counselling and support
from someone who has knowledge, skills and the same ethnic background. To
date, insufficient attention has been paid to this issue by both researchers and
practitioners.

Spain and Wigley (1975) and Jacobs (1977) found that there was wide-
spread reluctance among doctors to admit that they might not have handled
well the task of telling parents about their child’s diagnosis. Many believed that
there was no good way to tell bad news and attributed any criticisms made by
parents to resentment about the diagnosis. Cunningham ez a/. (1984) have dis-
pelled this notion through a small controlled experiment in which parents heard
the diagnosis in an ‘ideal’ manner from a consultant paediatrician and a special-
ist health visitor. All those receiving this ‘ideal’ service were satistied with the
way in which they had been told, whereas only 25 per cent of the control group
expressed satisfaction. A number of other relevant research studies
(Cunningham and Davies 1985; Cunningham and Sloper 1977; Sloper and
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Turner 1993) indicate that a set of guidelines for good practice can be achieved.
These all rest on the principle that the parents and child should be respected and
briefly, are as follows:

o Parents should be told as soon as possible when impairment is
suspected or diagnosed (Nursey, Rhode and Farmer 1991).

o Parents should have with them someone they trust.
 They should be told in private.

 The baby or child should be present.

« They should be given sufficient time.

« There should be two professionals involved, one of whom will have
some continuing involvement with the family.

« A second interview should be held within 48 hours so that parents
can ask follow-up questions.

o Accessible written information should be given.
o Parents should be given privacy immediately after each meeting.

o Parents should be given accurate information about the diagnosis and
the possible implications for their child’s progress.

o Clear information should be provided about what assistance can be
given to both child and family.

« Parents should be given the opportunity to meet another family that
has a child with a similar condition.

o It is helpful to offer to tell other family members the diagnosis and to
meet them to answer any questions.

« Convey to parents that their feelings, while unique to them, are
natural and commonly experienced.

If good practice such as this is to become routine in hospitals, then the issue of
disclosure must itself be given greater priority. Resources, in particular, need to
be committed to ensure that all relevant staff are sensitive to the issue and
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trained in the practices. Moreover, for good practice to be maintained it must be
monitored and reviewed. This is only likely to be achieved if someone is given
specific responsibility for this aspect of practice. Several attempts have been
made to improve practice around disclosure including the development of
packs, videos (King’s Fund 1987) and specific initiatives such as Scope’s 1994
‘Right from the Start’ campaign. However, change appears to be slow
(Cunningham 1994).

Adjusting to a new way of life

The arrival of a newborn child means that life for the couple ‘is never the same
again’. All babies need high levels of care and the dynamic of the partnership is
inevitably altered by the presence of a highly dependent third person. How-
ever, the specific needs which many disabled children have may mean that once
the child is discharged from hospital life becomes exceptionally demanding.
Beresford (1995), Glendinning et 4l. (1999) and Robinson and Jackson (1999)
have identified a long list of additional tasks that parents of severely disabled
children face simply in order to keep their children alive. These included the
administration of medication, tube feeding, suction and physiotherapy on a
daily basis. The likelihood of such medical interventions being needed was
greater among children under than over 2 years of age, although approximately
2 per cent were found to be dependent on at least one piece of medical equip-
ment beyond this age (Beresford 1995). The constant round of physical care
tasks and the stress associated with some of the unfamiliar and more technical
aspects of these children’s care is liable to put a strain on family life. Siblings
may also receive less attention than the disabled child, or take on the role of
caregivers (Townsley and Robinson 2000).

Disabled children are more likely to experience social, communication and
behavioural difficulties than other children (Pahl and Quine 1984). Difficulties
associated with communication are likely to be frustrating for the child and
parent alike and may be associated with such behaviours as aggression, ab-
sconding or self-harm (Clarke-Kehoe and Harris 1992). Although these
problems tend to increase in terms of frequency and intensity as children
become older (Harris 1993), they may manifest themselves in the early years
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and will need careful management if the difficulties are to be kept in check.
Whether parents have positive strategies to deal with such behaviours or not,
they will inevitably find that they need to be even more vigilant than they
would be for any young child (Snook and Nally 1996).

There is also ample evidence of the additional costs associated with rearing a
disabled child (Baldwin 1985; Buckle 1984; Kagan, Lewis and Heaton 1998).
At the same time, the earnings potential of families with disabled children is
likely to be curtailed because the demands of caring reduce the options for paid
work outside the home (NCH 1993; Thomas et al. 1994). In addition, we now
know that, contrary to the earlier contention that disability affects all sections of
society in equal measure, disabled children are more often found in larger and
poorer families (Gordon, Parker and Loughran 1996).

The presence of a disabled child has also been linked to higher rates of
breakdown in parental partnerships and a higher incidence of single parent-
hood (Baldwin and Carlisle 1994; Lawton 1998). Moreover, the evidence
suggests that the risk of breakdown increases with the severity of the child’s im-
pairment (Baldwin and Carlisle 1994) and the presence of a second disabled
child (Lawton 1998). Beresford (1995), for example, found that over a quarter
of her large sample of families caring for a severely disabled child were headed
by lone parents.

Recent research has also identified a link between family size and the
presence of disabled children. Robinson (1999) in two separate studies analys-
ing the family composition of severely disabled children with complex health
needs, found that over half the children in each study came from families with
three or more dependent children. This was higher than in the population in
general where only 31 per cent of families have three or more dependent
children (Office of National Statistics 1999). Lawton (1998) also found a
strong linear relationship between the number of children in a family and the
presence of more than one disabled child. Given the economic disadvantages
already presented, it is easy to see that children with the greatest need for undi-
vided parental time and additional resources are least likely to receive them.

At the same time as parents are adjusting to their disabled child, they are also
likely to be adjusting to the attentions of professionals from a variety of
agencies. While there is evidence that families appreciate support and practical
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help, many families find it stressful relating to a range of people from several
different agencies (Beresford 1994; McConnachie 1997). Moreover, families
may receive conflicting advice if several professionals are involved (Townsley
and Robinson 2000). Research has consistently supported the idea of a
keyworker to provide a single point of contact and to co-ordinate the activities
of the multiplicity of professionals who are often involved (Beresford 1995;
Glendinning 1986). However, such schemes are rarely implemented. Further
research is being conducted to establish how such a service can best be orga-
nized (Mukherjee er al. forthcoming).

There are problems associated with interagency working at all levels (Audit
Commission 1994; Baxter eral. 1990; Sloper and Turner 1992; Townsley and
Robinson 2000). A lack of co-ordinated planning and service development
leaves many families poorly supported. Children with complex health needs or
challenging behaviours, while more likely to be in contact with health profes-
sionals than other disabled children, are rarely well served by existing provision.
This is partly because there have been shifts in definitions of what constitutes
health and social care, with tasks previously considered to be definitely within
the health domain now being considered as social care. The argument goes
something along these lines: ‘if parents can do it, then so can non-parent carers
who do not have medical or nursing qualifications’. Unfortunately, such liberal
approaches to health care delivery have been introduced of necessity, but at a
time when there is greater awareness of the insurance and liability issues which
face people working in social care settings. Indeed, some local authorities have
produced policies that restrict the involvement of their staft and, sometimes,
foster carers in anything that is defined as nursing care. The effect of such
policies can be disastrous since they may leave some children without any
service, either because health agencies do not provide one or because children
are placed in unsuitable settings (Robinson and Jackson 1999; Townsley and
Robinson 2000).

The government has recognized the need to develop strategies to encourage
more effective interagency working and in August 1998 produced a discussion
paper entitled Partnership in Action. In this document there are three key propos-
als that have the potential to improve service delivery to disabled children who
need support from a variety of agencies. These can be summarized as follows:
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 Pooled budgets between health and social services.

+ Lead commissioners from one authority who could transfer funds and
delegate functions to the other to take responsibility for
commissioning both health and social care.

« Integrated provision that would allow NHS trust providers to provide
social care services and social services departments to provide a
limited range of community health care services.

Subsequently, the White Paper Modernising Social Services(DoH 1998) sought to
overcome some of the problems related to the delivery of services to children in
need, including disabled children. Problems identified in the document in-
cluded poor assessment practices, poor quality provision, inconsistent and inap-
propriate care and inadequate safeguards. The particular difficulties that
families with disabled children often experience in obtaining a service were also
noted. The White Paper proposed that services should take a holistic view of
children’s needs and stressed the need to plan in this way at a strategic level by
making planning a council-wide function so that education and social services
departments work together. In addition, the reforms were intended to empha-
size a consistent approach so that all services work to the same objectives and
priorities.

The Quality Protects initiative was also launched in 1998 to try and tackle
existing problems with social services provision. This initiative presented a
number of key objectives, including some from the National Priorities
Guidance for Health and Social Services. The programme, designed to run over
a three-year period, carried with it an additional £375 million. It also incorpo-
rated a specific sub-objective to establish more short-term (respite) placements
with a consistent . This was paralleled by developments for carers under the
Carers’ National Strategy (DoH 1999), which placed emphasis on the entitle-
ment to have a break for carers of people of all ages. A further £140 million was
made available for the development of such services between 1999 and 2002.
Unfortunately, this money was initially conceived as being primarily for the de-
velopment of support services to carers of adults, although the carers’ strategy
was intended to apply to carers of disabled children as well. The Carers (Recog-
nition and Services) Act 1995 gave carers, including those caring for children,
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the right to have an assessment of their own needs. However, recent evidence
indicates that social workers rarely perceive the act as relevant to parent carers
of people with intellectual disabilities, particularly if the family has a young
disabled child (Williams and Robinson 2000). Hence, carers’ needs are unlikely
to be given separate attention unless there is a significant reorientation in
current social work practices.

Early intervention and support

Early intervention is generally understood as an umbrella term used to describe
programmes of education or therapy designed to accelerate the development of
children with disabilities in the pre-school years (Jones 1998). During the past
three decades there has been a rapid expansion in the range of early interven-
tion programmes for disabled infants and toddlers in the UK and elsewhere
(Carpenter 1997). Indeed, the law in the UK supports early intervention if a
child is unlikely to achieve a reasonable standard of health or development, or
health and development could be impaired without access to services, or the
child is disabled (Children Act 1989, Children (Scotland) Act 1995 and
Children (Northern Ireland) Order 1995). Mitchell and Brown (1991) argue
that early intervention programmes have arisen because of a number of factors:

« The growing awareness of the importance of experiences in the early
years for future development, especially for children who have
impairments or are otherwise vulnerable.

« The need for parents who have continuing responsibility for their
child at home to obtain regular support and advice, particularly in
relation to promoting the child’s development prior to starting
school.

 An increased recognition of the rights of disabled children to have
equal opportunities to develop their potential.

Interventions for under-twos tend to be home based and include pre-school
learning programmes such as Portage. These may start soon after the child has
been identified as having special needs. However, home-based interventions
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may operate in tandem with centre based programmes. Carpenter (1997) noted
the following features of effective interventions:

o Service delivery that was family-focused in which parents (and siblings
as appropriate) were seen as service deliverers who made an
invaluable contribution. The context for service delivery was
balanced between the home and community based settings according
to what was most convenient and comfortable for the family.

o Parents and professionals were mutually valued and accorded each other
respect. The common aim was to provide an unbroken circle of
support for the child.

o A shared agenda and goals with an open and frank exchange of
information, with parents having choices about approaches and goals.

o Emphasis on collaborative working, in which programme implementation
was seen as a joint venture.

o Effective ongoing evaluation so that adjustments were made as needed in
line with the child’s and family’s best interests. This required
adaptability and resourcefulness among professionals.

While there is evidence that many parents appreciate and feel supported by the
provision of services which explicitly attempt to aid the child’s development
(Cameron 1997; Hall 1997; Read 1996), others have levelled specific criti-
cisms at many existing programmes of early intervention. These can be summa-
rized as follows:

A concern that they are premised on a negative concept of disability
which seeks to make the child more ‘normal’ or socially acceptable
(Middleton 1996; Oliver 1993; Wills 1994).

« Doubts about their long term effectiveness (Buckle 1994; Carpenter
1997).

« Programmes are too narrow and fail to take account of the family’s
circumstances. They may be too rigid or unrealistic, especially if the
family is headed by a lone parent, is economically disadvantaged,
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isolated or comes from a different ethnic background to the
programme organizer (Jones 1998; Russell 1997).

o Parent—child and other family relationships can be adversely affected
because the programme emphasizes the need for parental
involvement with the disabled child (Fitton 1994; Guralnick 1991;
Johnson and Crowder 1994).

o The child and family may become stigmatized and segregated
because the intervention marks them out as different. This is
particularly so if the intervention is entirely home based (Shakespeare
and Watson 1998; Vincent er al. 1996).

o It is the parents, rather than the child, who have rights (Jones 1998;
Middleton 1996).

Thus, it can be argued that even if Carpenter’s complete list of good practice
points has been incorporated into an early intervention service, two basic issues
remain unresolved. First, even if a spirit of partnership is present, early interven-
tion programmes may nonetheless be premised on negative concepts of disabil-
ity (Wills 1994). Second, interventions may give only the parents, not the
children, rights. Jones (1998), in seeking to find a positive way forward, argues
that for interventions to be truly effective the child needs to be seen foremost as
a person with rights. She therefore recommends that interventions should in-
corporate combined, flexible packages of care from education, social services
and health authorities which emphasize inclusion and seek to challenge under-
lying values and beliefs about disability. These will inevitably rely on the provi-
sion of resources to make inclusion possible. In the next section, we consider
how far playgroups and other community-based pre-school services are likely
to be available.

Playgroups and nurseries

Current playgroup and nursery provision for disabled children is patchy, both
in the number of actual places available and the level of inclusivity offered. In
some areas nursery education may be available in ordinary nursery schools with
extra support provided so that the child can participate as fully as possible. In
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other areas, nursery places are provided through social services or health in
either integrated or specialist units. Nursery classes paid for by the local educa-
tion authority (LEA) may also be provided in special units attached to ordinary
schools. Sometimes these are with a paid teacher and voluntary helpers. In
addition, independent providers have been found willing to offer places to
children with impairments and special needs, but training and support are nec-
essary if such placements are to be sustainable (Cameron and Statham 1997).
Statham (1996) examined early years provision in Wales under the 1989
Children Act (implemented 1991) and reported that a scheme (Special Needs
Referral Scheme) designed to find places in local playgroups for children with
intellectual disabilities had worked well. This scheme, sponsored by the Welsh
Oftice and local social services departments, provided playgroups with extra
helpers and special equipment as needed and supported parents and staff. The
biggest problem was that the demand for places exceeded the number available.
There is an argument for increasing resources to allow such developments to
expand.
At present, pre-school provision is beset by a number of problems:

« poor co-ordination between agencies

« poor communication strategies so that both parents and professionals
lack information about the range of options available

o lack of access to mainstream provision often as a result of inadequate
resources to make inclusion possible.

When the 1989 Children Act was introduced it required local education au-
thorities and social services departments to carry out a joint review of services
available for children under the age of 8 every three years. Since 1998, each
area has had to establish an early years development partnership or forum in
which providers of early years services are represented. The early years forum
was expected to consult parents about existing provision and incorporate their
views into a development plan. This in turn was required to show that appropri-
ate provision had been made for children with special needs. It is too early to
comment on the impact of these new plans as a means of increasing inclusive
educational opportunities in the pre-school years. However, the government
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has two other related aims that are likely to affect all young children, including
disabled children. First, there is the explicit policy of assisting parents who wish
to work through the development of wider childcare provision (National
Childcare Strategy 1998). Second, there is the proposal to improve educational
standards and increase support to families by making available educational
places for all children aged 4 years and over whose parents wish to take them
up.

In addition, a £452 million Sure Start initiative (DfEE 1997b) has been es-
tablished to provide integrated health and education programmes for families
and toddlers in disadvantaged areas. Although none of these government initia-
tives is particularly targeted at families with disabled children, the needs of this
group are acknowledged in each case. A growth in provision generally may ease
some of the current access problems, provided resources are made available to
allow additional support to be established as needed. Although the recent Early
Years Access Initiative (DfEE 1998a) goes some way towards meeting this need
for resources since it carries funding for making public educational buildings
more accessible, the money is not currently available to provide specialist re-
sources or training in early educational settings.

Statements of educational need

One of the processes which families in the UK with a young disabled child will
face is that of ‘statementing’ or assessment of educational need. Under the 1993
Education Act and the consolidating 1996 Education Act, disabled children
have a statutory right to an assessment of their educational needs and to have
those needs met from the age of 2 years. All disabled children should be
assessed to identify whether they have any special educational needs and, if so,
what these are. Most children with severe impairments will be identified early.
Health trusts and district health authorities are under a duty to bring children
under the age of 5 to the attention of the LEA if they believe they may have
special educational needs. An estimated 20 per cent of children nationally are
thought to have special educational needs, but not all of them will require
special provision (of any type) to be made for them and so will not require a
statement of need to be prepared (DfEE 1994). Currently, within the UK, there
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are wide variations between LEAs in making statements of educational needs,
with less than 2 per cent of pupils having statements in some areas compared
with over 4 per cent in others (DfEE 1997a).

Many parents see the obtaining of a written statement of need as important
in itself since it provides a lever by which they can obtain the services their child
needs. However, parents may not agree with the statement that is produced or,
more particularly, with the decision about where their child should be educated.
It is recognized that opportunities to attend a mainstream school are variable
across the country ( 1998a). If they feel strongly and the LEA is fixed in its view
of what is needed, parents may decide to appeal to the Special Educational
Needs tribunal. Parents should be given a named person, independent of the
LEA, who can provide information and advice about their child’s educational
needs. This person could also encourage parental involvement in the assessment
process. However, a named person is not always provided and some families
find assistance through special education support groups. Under the proposed
revised Code of Practice for the Identification and Assessment of Special Educa-
tional Needs, there will be a statutory requirement to provide independent
parental supporters who can be either individuals or groups (Mallett, personal
communication). Currently, it seems that the assessment and identification of
special educational needs can be a stressful experience for families, especially if
they do not have access to informed and helpful support (Middleton 1992).

Taking a break

Research has consistently shown that families value having a break from the
normal routine of caring. However, parents only appreciate short-term (respite)
care if it is of high quality and offers children a positive experience (Beresford
1995; Robinson and Jackson 1999; Robinson and Stalker 1989). The range of
possible options for obtaining a short break varies across the UK, but typically
the following types of services are available:

1. Family-based schemes (known as both Shared Care or Family Link
schemes) where the child goes to stay with another family or
individual.
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2. Sitting services that offer evening or day time cover.
3. Residential homes that specialize in short-term care.
4.  Care attendant schemes where the person goes into the child’s home

and can provide personal care.

Other services available for older children include befriending services and play
schemes. For children under 5, certain types of existing short break services
may be less than satisfactory. For example, residential care in which the child is
separated from his or her parents and where familiar routines may be disrupted
can be very unsettling (Oswin 1984). In recent years some local authorities
have restricted the use of residential provision to children over the age of 5 and,
in some cases, to children over 10. This would not be problematic for families if
alternative services were always available to provide for young children, but
this is not always the case — especially if the child has specific needs which
cannot easily be accommodated within foster care settings (Robinson and
Jackson 1999; Townsley and Robinson 2000).

Although family based services are generally well liked because of their in-
formality and potential to reduce social isolation, for the last decade there have
been waiting lists for these services (Beckford and Robinson 1993; Orlik,
Robinson and Russell 1990; Prewett 1999; Robinson and Stalker 1989, 1991).
Certain groups are consistently over-represented on these waiting lists: in par-
ticular, children who present challenging behaviours and those who have high
levels of dependency. Boys are also over-represented, especially those who are
over the age of 10 years.

In recent years, concern has been expressed about providing short breaks to
children who have complex health needs, not only because of the knowledge
thatis needed to provide good care but also because of anxiety about litigation if
something goes wrong. This is a particular issue if the person providing the care
is not a parent and is not a registered nurse. Such concerns have led some local
authorities to introduce restrictive policies that prohibit placements with any
non-parent carer who is either an employee of the authority or an agent of it.
This includes residential care staff and foster carers (Townsley and Robinson
1997). Fortunately, many authorities have yet to develop any specific policy
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around the care of children with complex health needs and as a consequence
children in these areas continue to receive the services they need. If however re-
strictive policies are in place, the options for families to obtain a break are likely
to be very limited. Some families may not receive a service at all and some
children may experience unsatisfactory placements in hospital wards and
nursing homes. Lack of appropriate provision for children with very high levels
of need has also prompted demand for short-term care in children’s hospices
(Robinson and Jackson 1999).

In-home support with a trained sitter or personal carer is likely to be helpful
to families with young children. These services are well liked when the person
coming into the home is known to the family. However, where that person
keeps changing, parents are less happy, particularly if they feel compelled to
provide instruction in essential procedures and forewarning of all possible even-
tualities on each occasion a new ‘helper’ appears (Townsley and Robinson
2000). Several problems emerge when overnight care is required. Families do
not necessarily benefit from this as much as they might where:

o their accommodation is limited, bedrooms are shared and they have
to fit in an additional person

« sitters are not totally confident
« if the child is likely to awaken (Beresford 1995).

Overall, parents want more breaks than are currently available through social
services, even though the majority have modest requirements (Robinson, forth-
coming; Robinson and Stalker 1990). This is because budgets for short-term
care are often restricted and schemes are not in a strong position to command
more owing to their low profile within social services departments (Prewett
1999).

If parents of young children are to benefit from breaks which are intended to
enable them to spend time together as a ‘normal’ family and recharge their bat-
teries, they need to be offered a range of options so that they can select the one
which best suits their child and family. At present, most authorities have a
limited portfolio of services and there is little evidence of planning tailored to
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individual needs. Consequently, what is provided simply fails to perform the
preventive function that it could.

Conclusions

Research into the early years of children with disabilities suggests that they and
their families face a number of difficulties at this time:

« unsatisfactory experiences over diagnosis and its communication to
parents

« involvement with a multiplicity of professions, support that is
unco-ordinated and lacks the presence of a significant and consistent
keyworker

« an absence of information about services and financial entitlements,
especially where the family is from a minority ethnic group (Chamba
et al. 1999)

« segregated and specialist interventions in the pre-school years,
especially in cases where the child has profound and multiple
impairments

« financial disadvantage resulting from the greater costs associated with
the child’s care and the reduced opportunities for paid employment
and promotions that their caring responsibilities bring

« the fight to obtain the type of education which they, the parents,
want for their child

« difficulties in obtaining short-term breaks, especially where the child
presents with challenging behaviour, has complex health needs or
comes from a minority ethnic group.

Recent Social Services Inspectorate reports refer to virtually all these difficulties
and point to the lack of coherent child-centred policies for disabled children
(SSI 1998a, 1998b). Indeed, it is all too easy to make the early years in the lives
of families with a disabled child sound grim, but research also indicates a
positive outlook and remarkable coping mechanisms among many families of
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severely disabled children (Beresford 1994). Moreover, in the current political
climate there at least appears to be a greater willingness to make the radical
changes to existing social policies that are required to provide a more coherent
and consistent support service to families of disabled children. It remains to be
seen whether this will yield any consistent improvement in the support that
these families receive.
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CHAPTER 3

Individuals with Learning
Difficulties in the School Context

George O.B. Thomson

Introduction

In this chapter we shall consider the situation of children and young people
with learning disabilities within the context of formal school education. First,
we shall briefly consider the nature of changes in thinking and practice about
provision for special educational needs, drawing attention to the nature of
changing paradigms, the dominance of professional groupings and the conflict
which the author sees existing in relevant education and child care legislation.
The chapter will next consider the changing nature of assessment of special ed-
ucational needs and concludes with a critical examination of the debate on the
inclusion of children with learning disabilities into mainstream contexts.

Shifting paradigms

There can be no doubt that over the past 25 years education systems across the
globe have shown an unprecedented level of concern for the education of
children with special educational needs. One approach has been to translate
this concern into developing policies; making provision; and ensuring that re-
sources are devoted to this sector. While some educational systems find it diffi-
cult to commit financial resources to education, nevertheless there are present
strong humanistic traditions. This international consensus has become ex-
pressed formally in a number of charters and instruments issued on behalf of the
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United Nations. The significant themes in contemporary special education are
well known and understood and include:

« provision of education for all children irrespective of the severity of
any disability

« the need to provide compensatory education of a high quality

« the desirability that such services be provided within the regular
school system.

This latter theme raises the twin issues of the integration of children with dis-
abilities as an educational goal and as a technical solution to the problems of in-
struction and management which they might pose. It is this last point which
continues to be controversial and we shall return to it later in the chapter.
However, the eventual integration of children with disabilities into the main-
stream of school and society has become a social imperative which few
educationists would dispute; although many might question the appropriate-
ness of some of the approaches used. ‘Integration’, ‘inclusion’ and ‘main-
streaming’ are accepted and widely used terms in the educational lexicon. They
are terms which are frequently used interchangeably, sometimes adding a
degree of conceptual opacity to the ‘debate’. Integration can be discussed only
in the general context of change in special education and the need for this has
been approached in a number of ways.

A typical approach has been to affirm general principles, carry out research
and fact finding into needs, embark upon the process of organizing services and
training staff and, finally, to introduce legislation which can realistically ensure
that such principles are followed and that individual needs are met. Perhaps the
best known example of this lies in the passing of Public Law 94—142 (Educa-
tion of all Handicapped Children Act 1977) in the USA. This set national stan-
dards for the education of all children with disabilities. The act was the outcome
of many pressures by parents, professionals, disabled persons and the general
community. Significant among these was the conviction that only through firm
legal provision could the necessary changes be implemented and maintained.
The issue of ‘integration’ is perceived then as an equity issue, a point stressed by
Kirp (1982), among others — who interpret the deployment of legislation to
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promote integration as an extension of the argument that civil rights be secured
for all individuals, be they marginalized from the mainstream of society by
virtue of ethnic origin, socio-economic factors or disability. Italy, Denmark and
the UK, among others, quickly followed by enacting legislation to ensure the
move away from segregated provision.

Within the UK context, the principal catalyst for change in thinking and
practice was the publication of the Warnock Report (DES 1978) as it became
known. In November 1973 the then Secretary of State for Education and
Science, the Rt Hon Margaret Thatcher, announced the appointment of a com-
mittee of enquiry under the chairmanship of Mrs Mary Warnock ‘to review edu-
cational provision in England, Scotland and Wales for children and young
people handicapped by disabilities of body or mind ... and to make recommen-
dations’. The Committee’s report, Special Educational Needs (DES 1978), was de-
livered in March 1978, almost simultaneously with the publication of the
Scottish Education Department’s HMI Report on The Education of Pupils with
Learning Difficulties(SED 1978). Both publications gave rise to resultant legisla-
tion in 1981 which amended The Education (Scotland) Act 1980. This legisla-
tion introduced the legal requirement that children with special educational
needs required these needs to be identified, assessed, and so ‘recorded’ in a
Record of Needs. This document required the relevant education authority to
state the measures proposed by the authority to meet the needs of the child and
also to incorporate the views and wishes of the parent(s)/guardian(s) and the
young person him/herself if s/he was over 14 years of age.

In the parallel legislation for England and Wales the document is called a
‘Statement of Needs’ with ‘statemented child’ being the descriptive phrase used.
The Scottish terminology is used in this chapter. In essence the legislative re-
quirements are the same in both systems.

The emergence of consultative documents leading to proposals for legisla-
tion does not, of course, imply consensus. Some professionals (for example,
Thomson, Ward and Gow 1988) hold the view that educational legislation of
the type referred to above at best can reflect the more advanced form of current
practice; is founded upon principles and expectations which may have only a
limited currency; and may lead to the growth of bureaucracies and interest
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groups and thence to destructive litigation. In the event, the very existence of
the legislation may not guarantee the delivery of targeted services.

Among other things, the Warnock Report was the product of a growing
awareness and debate within a range of professionals delivering support
services to children, their families and schools, that traditional models were in-
adequate and inappropriate. From a concern about the negative aspects of label-
ling, there emerged the abandonment of categories of handicap. From an aware-
ness of the inadequacies of a category-based approach to assessment, there de-
veloped the focus on a needs-based approach to assessment which emphasized a
‘continuum of needs’ — crude and unidimensional though this has proved to be.
From a growing political agenda of accountability, there developed a sensitivity
to the role of parents and the place of organizations, especially schools, in sup-
porting children with special educational needs.

Hailed as a landmark of its kind and influential in determining the patterns
of working by educational psychologists, the report and its related legislation
have come in for criticism over the intervening years, not least by its chairman.
Writing in The Observer in October 1992, Mary Warnock delivered herself of
the following damning indictment: “The main fault of the report on special edu-
cation ... which lay behind the 1981 Act, was its naiveté. Indeed, it now
appears naive to the point of idiocy.’

At this time of writing, the Warnock models of practice are seen to be inade-
quate and inappropriate in the context of a more interactionist and inter-
professional mode of service delivery. The legislative requirement that children
whose special educational needs ‘require regular review’ should have these
needs ‘recorded’ has been the object of continued critical comment from those
professional groups most closely concerned with the procedures. The paradigm
of needs-based assessment along a unidimensional continuum of special educa-
tional needs has moved away from that position towards one which stresses
multidimensionality. The Warnock concept of ‘parents as partners’ would seem
to have been replaced by ‘parents as adversaries’, as the growing number of
appeals against decisions of education authorities would appear to testify. The
essentially simplistic and descriptive notions of ‘integrated provision’ contained
in the Warnock Report have been superseded by a much more sophisticated
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argument concerned with ‘inclusive education’ — a theme to which we shall

return.
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Figure 3.1 Paradigm evolution according to Sider (1998)

Two points are worth making as we contemplate the somewhat confused land-
scape of ‘special educational needs’. First, it is important to remember that the
Warnock Report was a product of a particular time and a prevailing orthodoxy.
The emergence and domination of particular orthodoxies — or paradigms — at
particular points in time is itself a fascinating enquiry. One Swedish commenta-
tor, Soder (1998), has observed that such paradigms usually lag behind soci-
ety’s own thinking as it develops. At any one point in time, a theme or problem
is identified. In turn, perspectives develop and evolve into an ‘ideology or para-
digm’ which holds sway. Meantime, society has moved, and other issues
develop such that dominant modes of thinking can sometimes be distant from
social realities. This is best illustrated by Figure 3.1. An example might be the
manner in which debates attendant on integrated versus segregated provision
for children with learning difficulties and/or disabilities raged throughout the
1980s. The orthodoxy which developed held the view that ‘integration’ was a
social or moral imperative. Meantime, society, in the form of parents and carers,
holds to a more ambivalent and less polarized point of view. We can think of
the Warnock Report in a similar manner. Over the period since 1978, the
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paradigm of needs-based assessment along a unidimensional-dimensional con-
tinuum of special educational needs had become the prevailing practice. Yet
‘society’, in the form of professional opinion, practice and attitudes, had moved
away from that position. In essence then, from our perspective at the turn of the
millenium, we should not be too condemnatory of a report whose genesis lay in
thinking and practice of at least a quarter-century ago.

It could be argued that the ‘post-Warnock legislation’ derives from at least
two major theoretical perspectives. At a general level, there is that perspective
which indicates a major paradigmatic shift — from a deficit model of adjustment
towards a system model of change. In the former, special educational needs are
seen to derive from a within-individual pathology; in the latter, special educa-
tional needs derive from the difficulties encountered by the individual in inter-
acting with her or his environment. Hence it is the system which is required to
adapt and accommodate to the individual. For some time now, this view has
been represented widely in the educational psychology literature of which
Apter (1982) and Campion (1985) would be illustrative examples.

Ata more particular level, Kirp’s (1982) comparative analysis of British and
US special education highlights a significant difference in the philosophical ap-
proaches to provision for special educational needs in both countries. Here, the
distinctions between legislation for Scotland as compared with that for England
and Wales are irrelevant. In Kirp’s view, a range of policy options are available
when an educational system seeks to provide for special educational needs. In
the USA ‘legislation’ is the preferred option. Concepts such as civil and individ-
ual rights and due processes of law dominate. In Kirp’s view, these reflect a
cultural tradition of individualism by which the USA is stereotyped. In contrast,
UK practice is dominated by what Kirp calls ‘professionalization’, wherein stra-
tegically placed or dominant professional groups control or act as ‘gatekeepers’
to procedures, processes, resources and so on.

A much more important point remains however. There is a range of
somewhat bewildering, confusing and sometimes contradictory legislation, the
cumulative effect of which would seem to be hindering rather than helping to
support individuals experiencing special educational needs, by diverting pro-
fessionals away from their principal task of delivering such support. For
example, the existing Education (Scotland) Act 1980 as amended, together
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with its supporting circulars, reflects in its various sections an outmoded model
of psychological practice. It implies a deficit model of adjustment; it stresses an
individual casework orientation to practice and ignores the importance of
contexts as determinants of behaviour. The existing act takes a narrowly pre-
scriptive view of ‘children with special educational needs’. In contrast, the
Children (Scotland) Act 1995 offers a much more inclusive definition of the
needs of children. The effect is that two parallel pieces of legislation, aimed at
improving and increasing the delivery of services to children, are potentially in
conflict. A further example of seemingly contradictory legislation with conse-
quent knock-on effects is that of the Self Governing Schools etc (Scotland) Act
1989. Here, the rights of parents to request placement of their children in
schools outwith Scotland and even outwith the UK, seems to be in marked
contrast with the more narrowly interpreted ‘rights’ in circulars supporting the
1980 Act. Perhaps the time has come to focus thinking on a new consolidated
Education Act which would bring together a more coherent and systematic
framework from which to launch education into the twenty-first century. Such
an act should take account of changed models of practice. The legislation
should reflect a more dynamic view of ‘special needs’ and the support systems
required to circumvent handicap.

At the time of writing, the Scottish Parliament has been established with
fully devolved powers except for foreign, defence and macro-economic
policies. A new bill is to be laid before the Scottish Parliament early in the year
2000 seeking to redress some of the anomalies and confusions which presently
exist.

Assessing ‘special educational needs’

The Record (or ‘Statement’) of Special Educational Needs is a legal document
prescribing the circumstances under which such a record may be drawn up; de-
scribing the nature of a child’s needs; how these should be met and involving
the parents in the whole process. Contentiously, there are parts of the Record
which are exempted from parental appeal. While parents can appeal against the
placement recommendations contained in the document, they are denied any
right of appeal against an education authority’s failure to deliver or put into
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place the measures proposed in the Record to meet the child’s needs. This con-
tinues to create tension between parents on the one hand and education author-
ities on the other. The effects of the legislation on provision for special educa-
tional needs have been evaluated by the writer and his colleagues (Riddell,
Thomson and Dyer 1992; Thomson, Riddell and Dyer 1989, 1990). In brief,
they reported that the then twelve existing education authorities differed con-
siderably in the development of their policies to implement the legislation; in-
consistencies existed both across and within education authorities in terms of
the criteria used in determining which pupils should have their needs ‘recorded’
and that integration of such pupils into the mainstream occurred in only a few
authorities and there it was restricted to those pupils experiencing sensory
and/or physical disabilities.

Since the Thomson et al. research was conducted, subsequent reorganization
of local authorities in Scotland has dispensed with the two-tier system of 12
regional authorities with subordinate district councils in favour of 32 all pur-
pose-authorities. It is the writer’s belief that this has exacerbated the situation
reported by him and his colleagues in their 1989 to 1992 reports.

The UK experience is one in which educational psychologists find them-
selves occupying a bureaucratic role sometimes at odds with their professional
identity. Nevertheless, the practice of educational psychology certainly testifies
to the shifting paradigm referred to earlier in which issues such as consultancy
work with ‘front line’ professionals in the delivery of services is the preferred
mode of working. Reference has been made earlier to the statutory requirement
to ‘record’ children with special educational needs. This has proved to be a
somewhat problematic area of educational provision, exacerbated by the vari-
ability of practice across the country in the administration of the procedures.
Also the unidimensionality of the ‘continuum of needs’ is seen to be restrictive.
Current thinking suggests the need to shift more towards a multiaxial approach
in which account has to be taken of types of educational support available to a
school and the levels of educational needs of a given pupil. There is a widely
held consensus view on these points, though terminology may differ from com-
mentator to commentator. For example, Center (1987), working in the Austra-
lian context, proposed a model for delivering special education services em-
bracing eight levels of service delivery. Mitchell and Ryba (1994) in New
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Zealand, echoing this view, described a more parsimonious model. In Scotland,
Cross etal. 1994) argued for an approach to recording special educational needs
which took account of dimensions of needs and provision.

Drawing upon data gathered in the context of research on incidence levels as
well as taking account of current literature on the issue, the author argues that
thinking about support for pupils with special needs involves consideration of
at least six distinct aspects, each of equal importance. Also, instead of thinking
about ‘special educational needs’ it is perhaps more relevant to consider ‘a
pupil’s educational support needs’. This term is used deliberately to move the
emphasis away from the within-child model of a pathology towards a sys-
tems-based approach which stresses the extent to which the context has to
adjust or change. The six strands conceptualized are indicated below:

« the physical environment

o the nature of the curriculum and how it is delivered
« the level of pupil support needs

o access to specialized resources

o access to specialized support agents or agencies

« the mode of communication.

Further, it is possible to grade the level of ‘need’ on each of these variables along
a four-point continuum. Drawing upon research evidence, Thomson, Stewart
and Ward (1995) described a multiaxial approach to the assessment of educa-
tional support needs.

A 6 X 4 matrix was proposed, with cell descriptors providing an operational
basis on which decisions may be taken regarding the support for a pupil with
educational support needs. This may be taken as a relevant illustration from the
Scottish context on how thinking and practice has developed on the issue of de-
livering services to pupils with such needs. The matrix also has the potential as
an ‘audit tool’ for any educational context where pressures are such that criteria
require to be established by which scarce resources might be optimally
deployed to support pupils with educational support needs.
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The ‘inclusion’ debate

Earlier in this chapter, reference was made to the significant themes which
dominate provision of support for children with significant educational support
needs. Among them was the desirability that such support be provided within
the regular school system. The integration of such individuals is seen as an
equity issue which few educationalists would dispute. However, the debate is
somewhat obscured by a tendency for protagonists to adopt polemical rather
than empirical stances.

There can be no doubt, however, as to the almost universal advocacy for the
inclusion of children with special needs within the mainstream of educational
provision. One of the most significant statements on this theme is the
Salamanca Statement (UNESCO 1994). The city of Salamanca in Spain is syn-
onymous with inclusive education since it is in this city that the World Confer-
ence on ‘Special Needs Education: Access and Quality’ was held in June 1994.
The driving force for inclusive education was realized in the resolution, known
as the Salamanca Statement. Endorsed by 92 countries and 25 international or-
ganizations, the message was clear and unambiguous:

We, the delegates of the World Conference on Special Needs Education ...
hereby affirm our commitment to Education for All, recognising the necessity
and urgency of providing education for children, youth and adults with special
education needs within the regular education system, and further hereby
endorse the Framework of Action on Special Needs Education, that govern-
ments and organisations may be guided by the spirit of its provisions and rec-
ommendations. (UNESCO 1994, p.9)

This then was the catalyst for the movement towards greater inclusion of indi-
viduals with special educational needs into the mainstream system.

The problem with polarized constructs such as ‘integration’ and ‘segrega-
tion’ is that neither is sharply defined. Frequently ‘integration’ really means ‘re-
integration’ of a pupil after a period of segregation or, alternatively, as a strategy
to avoid separation from the mainstream. The implicit assumption is that the ed-
ucational programme followed by a particular child is the same for the rest of his
or her peers, albeit modified in terms of content and pace. Stressing access to the
curriculum denies the reality that for some pupils this might be wholly unrealis-
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tic, as Jordan and Powell (1992) make clear in an account of an autistic pupil
and his ‘problems’ in accessing an appropriate curriculum. The danger is that
‘integration’ is seen as ‘mainstreaming’ of pupils in terms of curricular access. As
a consequence of decategorization of handicap, access to the curriculum experi-
enced by children in normal class contexts is taken as the hallmark of ‘integra-
tion’. Soder (1989) has challenged this idea and argued for an appropriate edu-
cation for individuals with special educational needs which seeks to ensure
their access to a curriculum which is developed along the principles of personal
growth and development. In essence, his argument is that ‘education’ will vary
in proportion to the variability of individual needs. This is much closer to the
notion of ‘inclusion’ of children into learning environments as a matter of
equity.

The policy analysis literature examining the efficacy of legislation in pro-
moting integration practices suggests that what is important in the effective im-
plementation of policies supporting the integration of pupils with special edu-
cational needs are three important variables:

« high quality professional preparation of teachers at pre- and
in-service levels to equip and update them in meeting the needs of a
diverse classroom population

o support and commitment from educational administrators

« high quality support services at the classroom level of both material
and manpower.

Representative of this view is the work reported by Vitello (1991) in Italy and
Jull (1989) followed by Walton, Rosenqvist and Sandling (1991) in Scandina-
via. It would appear then that legislation to promote integration practices has,
at best, an enabling or permitting function. By itself it cannot ensure applica-
tion; that requires the commitment and willingness of individuals strategically
placed to enact the mandate. What then of the success or otherwise of the goal
of integration of pupils with special educational needs into a truly inclusive edu-
cational environment?

The concept of inclusive education takes various forms and rests on a range
of assumptions. At the broadest level, it may be defined as the process of educat-
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ing children and young people with special educational needs in settings where
they have the maximum association, consistent with their interests, with other
children and young people of the same age. The starting point for inclusive ed-
ucation is that all children with special educational needs should have access to
and receive an education. This requires a recognition that, without exception,
all children are capable of being educated and that all children have a right to an
appropriate education. This is the philosophy of the Salamanca Statement
(UNESCO 1994). However, it may be useful to pay heed to a South African
commentator. Naicker (1996, p.3) regards inclusive education as: ‘a theoretical
and philosophical construction. In order to operationalise that conceptual defi-
nition one has to give it a practical dimension. The practical dimension will vary
from context to context.’

Thus the actual form inclusive education takes will depend on human re-
sources, the state of development of the education system related to education
training, physical facilities, fiscal resources, the extent to which the concept has
been debated and the value attached to human dignity. Thus how one defines
inclusive education will depend to a large extent on the resources in one’s
context. In this regard, Naicker’s views are consistent with this writer’s views
(see Thomson 1996) that the voluminous research activity on this issue is fun-
damentally flawed by asking the wrong research questions. Irrespective of the
social or moral imperative argument, it can be argued that the issue of where a
pupil with special educational needs should be educated should always be sub-
ordinate to how that child’s needs are identified and met.

In arriving at decisions regarding an individual pupil’s needs, at least four
variables must be considered:

« the functional and adaptive characteristics of the child
« the extent of the resource needs of the child which ensue

« the level of services available to the child and his/her parents or
carers

« the views and wishes of the parents and carers.

In this way, decisions may be taken on the basis of a full understanding of the
particular needs of individuals leading to the provision of an appropriate
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person-centred curriculum which allows that individual to be included into the
mainstream of society. The emphasis is turned away from questions of how to
fit an individual child into a mainstream system towards those which address
the fundamental point — how can systems be adapted and changed to accom-
modate a range of difference. Hence the paradigm shift referred to earlier in this
chapter of the move from a deficit model of adjustment towards a systems
model of change.

Naicker (1996), Lomofsky et al. (1998) and this writer (Thomson 1996)
share a common belief in the need for radical pragmatism where practical di-
mensions differ from context to context but within an overall belief system
where the concept of inclusive education has been debated and where the value
placed on human dignity is paramount. This may be criticized as merely
high-flown rhetoric but must be the premise from which the inclusion move-
ment starts. The practicalities are important as Naicker (1996) has stressed.

An interesting and relevant commentary on this way of thinking has been
offered by Tomlinson (1997). The context within which he was writing was
that of chairman of a UK government enquiry into the post-school education of
those with learning difficulties and/or disabilities. Despite the narrow focus of
his paper, his argument resonates with the themes and issues on which this
chapter has focused. Tomlinson (1997) talks about ‘inclusive learning’ rather
than ‘teaching’. The distinction is more than semantic since what he puts
forward is a theory of learning which places the responsibility for providing ap-
propriate education with the teachers, managers and the system (ultimately
society) rather than making the individual learner ‘the problem’ —the one with a
deficit. The theme of the paper is encapsulated in the view that: ‘a good educa-
tion system is not merely about offering access to what is available, but also the
making of what needs to be available accessible: the moulding of opportunity’
(Tomlinson 1997, p.184).

Tomlinson (1997) describes a matching process at three levels: between the
teacher and the learner; between the school and the learner; and between the
system as a whole and the learner. The outcome of this matching may differ
from context to context and in this regard he makes an emphatic statement:
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[The] concept of inclusiveness is not synonymous with integration. It is a larger
and prior concept. The first step is to determine the best possible learning envi-
ronment, given the individual student and learning task. For those with
learning difficulty the resulting educational environment will often be in an in-
tegrated setting and increasingly so as the skills of teachers and capacities of
the system grow. Sometimes it will be a mixture of the integrated and the
discrete. And sometimes ... it will be discrete provision. No apology is neces-
sary for the paradox ... that ... the concept of inclusive learning is not neces-
sarily coincident with total integration ... into the mainstream. (Tomlinson
1997, pp.192-193)

As Naicker (1996) has argued, in the transitional context which is South Africa,
so too does Tomlinson (1997) in the developed system which is the UK;
namely, full inclusion implies a very well resourced education system if it is to
do justice to all learners. Inclusion as an aim should be retained and worked
towards. In the progression towards this goal, it may very well be the case that
full realization of the goal may require a medium to long term strategy. The im-
plications for an education system are that ‘inclusive education’ could take
various forms and may differ from area to area depending on infrastructure, per-
sonnel, teacher training and other factors.

What Naicker (1996) and Tomlinson (1997) are arguing is that inclusion is a
theoretical construct. What is required is the need to give it meaning practically
by understanding thoroughly the contexts in which education systems reside
relating to finance, teacher capacity and training. Above all there is a need to
recognize what it is that those professionals involved in supporting pupils with
educational support needs have to offer the mainstream. Support for pupils with
such needs in segregated settings has been underpinned by a paradigm that
focused on a within individual pathology of deficit. Inclusive education, on the
other hand, takes seriously the critical interrogation of pedagogical practices
and moves away from the deficit model of adjustment.

While many educational systems are moving towards accepting the philoso-
phy of inclusive education, there are major obstacles to its implementation.
These include such factors as large classes, negative attitudes to disability, exam-
ination-oriented education systems, a lack of support services, rigid teaching
methods, assessment dominated by medical model, a lack of parent involve-
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ment, and a lack of clear national policies. What then are the essential compo-
nents for the successful inclusive education of children with special educational
needs? The overriding assumption is that the success of inclusive education
depends upon it being viewed as part of a system which extends from the class-
room to broader society. Its success depends on what goes on day to day,
minute by minute in classrooms and playgrounds. It depends on teachers and
headteachers who, in turn, depend on the leadership of educational administra-
tors at national and local levels. Ultimately, it depends on the vision of legisla-
tors to pass the necessary laws and provide the appropriate resources.

In summary then, it is clear that while most countries are moving towards ac-
cepting the philosophy of inclusive education, there are many obstacles still to
be overcome. For inclusive education to advance, several paradigm shifts are
required. There are perhaps three which merit attention. First, there is the need
to reconceptualize disability and effect that paradigm shift referred to earlier,
namely from a deficit model of adjustment to a systems model of change. The
point here is the need to recognize the importance of the interactions between
individuals and their various environments. Associated with this is the need to
shift away from categories of disabilities to descriptions of the educational
support needs of the learners. This is the point of the multiaxial audit tool
referred to earlier.

A second paradigm shift relates to pedagogy. Here the shift is from prescrip-
tive teaching to interactive teaching; from undifferentiated, whole class ap-
proaches to a mix of whole class and small group teaching; from an emphasis on
competition towards a balance between competition and co-operation.

Finally, there has to be a shift in the role of assessment; away from assessment
being used to determine or describe individuals’ position in a range of classifica-
tory systems towards a view of assessment which provides an account of what it
isalearner knows, can do or has experienced; to be less dominated by an exami-
nation system and more conscious of the holistic needs of the learner. For these
paradigm shift to occur and allow for the development of truly inclusive educa-
tional systems, priority should be given to the following:

o developing clear and consistent national policies on inclusion

« providing advice and guidance to schools
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o ensuring high quality pre- and in-service teacher education.

Conclusion

This chapter has attempted to provide an overview of current thinking about
the education of individuals with learning difficulties in the school context. It
began by examining the paradigm shift which has occurred in thinking about
children with special educational needs by moving away from a
within-individual model towards one which stresses the importance of the
contexts in which individuals learn. The focus then moved to an examination of
the role which legislation plays in bringing about effective provision for indi-
viduals with significant learning difficulties. In this, attention was drawn to
what the writer perceived as inherently contradictory legislation promoting
and safeguarding children’s interests. Consideration was then given to the
changing nature of assessment of special educational needs. In this, a multiaxial
approach developed by the author was described. It was argued that this was
more in keeping with the interactionist perspective which presently character-
izes the delivery of services to individuals with significant needs. The chapter
concluded with a critical examination of the concept of ‘inclusive education’.

One hallmark of any liberal society is the manner and extent to which it
caters for the needs of all its citizens. Issues of social equality are superordinate
to those of efficiency. The adoption of market-led economic theory in devel-
oped economies is widespread. The extension of such an ideology has become
evident in many areas of social policy — in health, social work and not least in
education. Concepts such as accountability, devolved management of resources,
efficiency and value for money have become the familiar jargon of our times. In
the field of provision for those with significant educational support needs, the
major issue confronting any society is how it responds to the needs of those
marginalized — socially, educationally, occupationally and economically — by
virtue of their disabilities. Such individuals present specific, sometimes com-
plex, needs. While individual or collective responses are to be encouraged, it
must remain the central, moral obligation of society to distribute resources in a
manner which will enable dependent individuals to grow, develop and lead ful-
filling lives. No less is expected of a nation’s education service.
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CHAPTER 4

Negotiating Adolescence
Billie Shepperdson

Adolescence is normally regarded as a turning point for young people, signify-
ing the onset of physical maturity and, in terms of status and identity, their
passage from childhood to adulthood. In this transitional period childish be-
haviour and activities are replaced by a period of experimentation which, it is
expected, will eventually lead to the adoption of adult lifestyles. This chapter
asks how far people with intellectual disabilities are able to use this transitional
time to experiment and generally to adopt a lifestyle that is comparable with
that of their ordinary peers. A wider question is how far adolescence for people
with learning disabilities is merely a transitional or interim period, a gateway to
an autonomous adulthood or whether, in social terms, it is a period which is
prolonged well into the ages when adult life is usually taken for granted.

The adolescent years

As Conger and Galambos (1996) outline, early psychological theories which
suggest that adolescence is biologically determined, that it is a unique and
distinct developmental stage, and that it is invariably characterized by emo-
tional upheavals have all been questioned. Nowadays, the importance of envi-
ronment, as well as biology, in shaping behaviour is given greater stress. Longi-
tudinal studies emphasize the persistence into adolescence of personality traits
which have first been observed in childhood, so casting doubt on the notion of
adolescence as a distinct phase, in favour of it being a time of more gradual and
continuous development. Similarly, objective measurement of the emotional
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states of adolescents imply that emotional turmoil — and especially the emphasis
on negative emotions — is not inevitable.

There is more general agreement in the social and political sphere about ado-
lescence. The crucial task for the adolescent is to move from the protected life of
a child to the autonomous and independent life of an adult, one who is in
control of his own life and makes his own decisions. Adolescence is the
bridging period between these two stages of dependence on the one hand and
complete autonomy on the other. Viewed from this non-biological perspective,
individuals are unlikely to be at the same stage exactly at the same time. The age
at which adolescence starts and ends cannot be clearly defined, although most
regard the teenage years as the time of ordinary adolescence.

In contrast to the literature on adolescence and ordinary youngsters, there is
little which is directly comparable for teenagers with intellectual disabilities.
Most ordinary accounts of adolescents make little mention of intellectual dis-
ability. For example, a recent discussion of teenagers for social workers
(Coleman 1999) noted the particular vulnerability of disabled youngsters but
did not spell out their unique problems, or suggest solutions. Similarly, there is
no separate discussion of adolescence in some standard works on intellectual
disability (e.g. Fraser, MacGillivray and Green 1991). Nevertheless, the litera-
ture on intellectual disability does contain a great deal of discussion on issues
which are commonly regarded as matters concerning adolescents — notably, in-
dependence and autonomy. However, for those with intellectual disabilities,the
chronological age at which these outcomes are achieved can vary greatly and,
for some, the struggle towards them may begin in adolescence but, arguably, can
last well beyond the chronological age at which most people achieve them. This
perhaps helps to explain the reluctance of authors to link age and behaviour too
closely.

Work by Baker (1991) gives some indication of why the achievement of in-
dependence may be delayed in people with intellectual disability. He argues that
independence and separation from parents is essentially the result of initiatives
from young people themselves. Children begin to make up their own minds on
certain issues and, in doing this, reject certain aspects of their parents. He
suggests that this rejection and subsequent conflict is fundamental if parents and
children are both to begin to recognize their separate identities and so allow the
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child to move towards becoming an independent adult. Unfortunately, it is just
this sort of personal assertiveness which is difficult for some young people with
intellectual disabilities. Nor are they helped by living lives which are relatively
isolated from their peers who could set an example in this sphere. Without the
initiatives of parents, who may be keen to avoid conflict, there is the danger of
some children with intellectual disabilities remaining in a state of childlike de-
pendence forever. Taylor (1997) nicely illustrates the two-way nature of the de-
velopment of independence from a parental perspective:

‘My reality is that I am hesitant to allow him to follow the natural progression
towards self-reliance. It is a hesitancy born of fear and love. It is sometimes de-
liberate and sometimes unconscious but always well-intentioned. Who in the
world wants her child to fail, to get hurt, even to stumble. The expectation on
the part of my child is also a factor. On one recent morning my son was up
before me. I soon discovered him sitting at the kitchen table, ravenous, waiting
for me to get his breakfast. He is fully capable of getting a cup and bowl from
the dishwasher, milk and juice from the refrigerator and cereal from the closet.
But his expectation is that Mum is supposed to do it.” (Taylor 1997, p.13)

Thomson, Ward and Wishart (1995) explore similar themes. They discuss the
achievement of adulthood and associated independence in terms of obtaining
employment and living away from parents. They also explore the personal at-
tributes which mark out those who move successfully along the path from child
to adult and emphasize the attainment of social competence, the ability to un-
dertake complicated social interactions and the ability to adopt family and
societal roles. Given that employment and independent living can be arranged
for people, regardless of their own efforts, it is the personal attributes which are
paramount — but more difficult to achieve.

A further related consideration is implicit in the literature and crucially im-
portant for youngsters with learning disabilities. Adolescence is the time when
experimentation usually accelerates for ordinary youngsters. It is arguable that
to become competent, to be able to make choices and to manage risk success-
fully, exposure to suitable life experiences is required; those which allow for the
opportunity to make choices and experiment and practical (albeit controlled)
exposure to potential hazards (e.g. Field, Hoffman and Posch 1997).
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This chapter will explore in greater detail some of these issues of compe-
tence, parental perceptions, self-image and lifestyles which allow for learning.
Social competence of young people is clearly important if they are to work
towards independence and it will also influence how they are regarded in their
parents’ eyes. Both aspects — their own achievements and the perceptions of
their parents — will influence how young people feel about themselves (Jenkins
1989). Finally, because of the need to be given the opportunity to learn, the life-
styles of young people and the chance they have for ordinary experimentation
and risk taking will be discussed in comparison with the situation for ordinary
youngsters. The account will also include comparable information on people
with intellectual disabilities who are in their mid-twenties. This is to illustrate
further the delayed development of autonomy and independence in people
with intellectual disabilities which characterizes their teenage years and which
can still be a feature into their twenties.

The account uses material from a series of studies of two cohorts of people
with Down’s syndrome who were brought up with their families in South
Wales. The cohorts were not selected by service use but by place and date of
birth. Down’s syndrome people form about one-third of the population of
people with moderate and severe intellectual disabilities. It is the largest single
syndrome associated with such intellectual disabilities (Craft 1979; McGrother
et al. 1996). The syndrome includes people who are mildly and severely
disabled (Carr 1988) and, because of this wide range in their abilities, people
with Down'’s syndrome are good representatives of the total population with in-
tellectual disabilities.

The original cohort, 53 people with Down’s syndrome, were born in South
Wales in the years 1964 to 1966. Carers were interviewed and the cohort’s
language and social competence skills were tested at three stages: infant school
age (1970s), the mid-teens (1980s) and the mid-twenties (1990s). A second
cohort of 26 people with Down’s syndrome, also from South Wales (the com-
parative cohort) who were born between 1973 and 1975, were studied in the
same way. They and their families were seen twice: at infant school age (1980s)
and in their mid-teens (1990s). Certain changes to families and services that
had occurred in the intervening years meant that this cohort was particularly
privileged compared with those in the original one. Services had improved
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(Welsh Office 1983) and changes in fertility meant that the youngsters enjoyed
a family life more like that of their non-disabled peers: parents were younger
and they were less often the youngest in the family. They were also from higher
social class backgrounds (Shepperdson 1985). From these cohort studies it is
possible to compare teenagers living in the 1980s with those in the 1990s. It is
also possible to see how far the original cohort teenagers were continuing
further along the path to adulthood in their mid-twenties, or were still pursuing
lives more like adolescents (Shepperdson 1988, 1992, 1993).

The social competence and self-care skills of teenagers

Most of the research suggests that young people with intellectual disabilities
often need help in very fundamental areas of everyday life. The examples which
follow relate mainly to young people with Down’s syndrome, although such
youngsters — for whatever reason — do better than others with similar abilities
who do not have the syndrome (Carr 1995). The account therefore errs on the
side of optimism.

In three basic areas — dressing, toilet training and bathing — although im-
provements from childhood are made, it seems that high proportions of teenag-
ers continue to require assistance. In the South Wales studies only one-half of
the comparative cohort were able to dress themselves in their teenage years, up
from one-quarter at infant school age. While three-quarters could now go to the
lavatory unaided, their numbers had not substantially increased since child-
hood, although they now no longer required close supervision. Half the teenag-
ers could bath themselves (Shepperdson 1994). This compares with Cart’s 21
year olds, about two-thirds of whom could dress, were toilet trained, and able to
bath themselves (Carr 1995). Although Buckley and Sacks (1987) found higher
proportions of teenagers competent in these areas, their information was col-
lected by questionnaire, not interview.

However, looking after one’s self is more than the mere performance of
physical acts of self-care, and parents are acutely aware of this. For example,
carers of almost all adults on the Leicestershire Register of people with intellec-
tual disabilities reported that people still presented a safety problem in adult-
hood (McGrother et al. 1996). Crucially, parents were unsure how far their
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young people were aware of risk and how far they could be trusted to react suf-
ficiently flexibly to avoid danger. The tension between risk taking and the op-
portunity to learn is clear.

In the South Wales studies, 15 per cent of comparative teenagers were never
left alone in the house and, of those who were, over half were left alone for less
than 15 minutes. Over a third were never allowed outside the house alone and,
of those who were, few had much freedom. The following quotations show the
problems for parents as they struggled to balance the need to protect with the
need (and wish) to widen youngsters’ experiences, the variations in approaches
they adopted, and the barriers to learning that arose from their decisions:

‘If I go and hang the clothes on the line she comes looking. “Where’s
Mammy?” I wouldn’t go next door. I keep the door locked —she’d let anybody
in’

‘If he’s home from school he doesn’t want to go out and I will leave him
watching a video for 15 or 20 minutes while I go to the village. “Don’t answer
the door or telephone,” I say. It took us a long time to do it but it’s an essential

thing to do, to start off. I wouldn’t dream of going as far as town.’

‘It’s two or three minutes to my mother’s. I ring to say she’s coming. She keeps
to the path, she hasn’t a lot of road sense.’

‘He’s not [out] at all. He has a tendency to run away. He used to have a bike but
as soon as he could ride it, he’d be off. He was lost one day — the police and all
his brother’s friends were out.” [When was that?] ‘About five years ago.’ [Has he
improved?] Tdon’t know. I haven'’t given him the opportunity. He outgrew the
bike and I wouldn’t let him have a new one. You have to be cruel to be kind. I
couldn’t handle another bike.’ [The teenager’s father would have allowed this.]

As far as self-care overall is concerned, only 46 per cent of comparative teenag-
ers were independent in six of seven very basic self-care tasks (eating, dressing,
toilet training, bathing, shaving/menstruation, staying in alone, going out
alone) and less than a third could perform all seven tasks.

These statistics paint a fairly depressing picture of the potential for inde-
pendence of teenagers. This would be misleading on four counts. First, these
averages conceal an enormous range in levels of independence.
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Second, the data show that new generations of teenagers — those who had
the benefit of enhanced services — were more likely than those of a decade
earlier to master personal care skills. Significantly more were able to dress
themselves and were competent in at least six of the seven basic self-care tasks.
More were also toilet trained and could bath themselves.

Third, they were acquiring these skills at an earlier age. On dressing and
toilet training they were already doing better than the adults in the original
cohort. On safety issues, too, more were left alone for brief periods (85 per cent
of reenagersin the comparative cohort compared with 69 per cent of adulzsin the
original cohort) and more went out alone (65 per cent compared with 52 per
cent). While 38 per cent of adults in the original cohort were skilled in at least
six of the seven self-care tasks, 46 per cent of the teenagers in the comparative
cohort had already reached this level.

Fourth, information concerning the original cohort, as adults in their
twenties, shows that their self-care abilities had continued to improve. The
evidence therefore supports the notion of an extended learning period and an
extended adolescence, as far as personal care is concerned. Only a quarter could
dress themselves at teenage, but by their twenties a third could do this. Again,
just over a quarter could bath at teenage, but two-thirds were able to do this a
decade later. Over a third stayed at home by themselves at teenage, but this had
doubled to two-thirds by the twenties — and almost a fifth of the whole cohort
could be left for over half a day. The numbers allowed out quite freely had more
than doubled, to 19 per cent. Slight gains only were made on toilet training.

What we do not know is whether the favoured environment of the compara-
tive cohort meant they simply achieved their potential sooner, or whether there
are still more gains to be made as they reach their twenties. Nor do we know
how far those in their twenties will continue to improve yet further as they get
older.

Parental expectations of their adolescents

How parents perceive their children influences youngsters’ self-image. Parental
perceptions are influenced by their day-to-day life with their youngster. This
section describes adolescence from the point of view of carers.
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McGrother eral. (1996) examined the amount of daily help needed by adults
with intellectual disabilities in Leicestershire, but from the perspective of carers.
Two-thirds of carers provided personal care for their adult, 80 per cent took
them out, 60 per cent kept them company and provided occupation and 90 per
cent gave practical domestic help. Todd and Shearn (1996) also spelled out the
enormous variety of tasks involved in looking after someone with intellectual
disabilities. The amount of care needed inevitably influences parental expecta-
tions about adulthood for their youngsters.

While most recognize adolescence as an important stage for young people, it
is a turning point for parents too. Until this time, parents could regard their own
situation as similar to that of others bringing up children. Even though the child
could be associating with children of a younger chronological age (‘his friends
are all younger and the age gap is increasing’, South Wales studies) their own
family roles were broadly those of other parents with dependent children, and
so understandable to themselves and to others. On the brink of adulthood, this
changes:

‘It’s not so much when they’re young — it’s as they get older you notice the dif-
ference.” (South Wales studies)

‘We did not feel as isolated and embarrassed then [when they were children] as
we do now they are adults.’” (MacLachlin er al. 1989)

It was at this point, too, that some parents began to resent their own restricted
lives. Even though they were no more tied than they had been before, crucially
their own expectations about what life should be like had changed:

‘Maybe a little bit [resentful] now, yes. Now and again I feel bitter — I'd like to
go out because we’re very fond of dancing — I'd like to go to dances and you
know you can’t go. But now we’ve got a sort of — a different life. We’ve just
accepted it (Shepperdson 1988, p.79)

Even though there are male carers (Parker 1990) the burden often falls dispro-
portionately on women, and some felt disadvantaged (McGrother er al. 1996;
Todd et al. 1993):

‘[My husband’s| life has been his own. My life is not my own and that’s the
only way I can put it
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‘Obviously it’s different for other family members, but less than for me. I want
to do more. Something for me now.” (South Wales studies)

Adolescence heralded another difficulty for carers. Until this time the needs of
their offspring had been similar to those of all children — readily understood
and more or less easy to meet. As the ‘child’ grew up, uncertainties crept in and
there was no ready precedent for meeting the needs of young people who had
such severe limitations in their levels of independence (Zetlin and Turner
1985):

‘There’s no one to show her how a teenager should behave.” (South Wales
studies)

Some resolved the issue of providing a social life by involving the teenager in
their own activities, but parents could not pretend that this was reproducing a
normal teenage life, or a normal life for themselves. Parents became trapped in a
role which some did not want and they could not, in the nature of things, have
the satisfaction of performing well.

The role of expectations in parental adjustment to their prolonged period of
parenting is clear. Using the South Wales studies, it is possible to illustrate how
parental satisfaction and expectations have changed from the 1980s to 1990s.
In objective terms, the comparative youngsters were less dependent than the
original cohort had been as teenagers, and there were more services to help. Fur-
thermore, parental lifestyles were not substantially different for the parents of
the two cohorts and yet, subjectively, the comparative carers took a more pessi-
mistic view than the original cohort carers had done at the same stage about the
degree of handicap of their youngsters and of the difficulties attached to caring
for them. Fewer regarded their teenager’s disability as slight and fewer consid-
ered caring had become easier (Shepperdson 1993). They were also more likely
than the older generation of mothers to stress the loss of their own choices in
life.

Along with higher expectations for themselves, the comparative carers also
had higher expectations for their children. They were more likely to recognize
the possibility of future improvements in their abilities: they had greater ambi-
tions about what their children would do when they left school and signifi-
cantly fewer were destined for the Adult Training Centre — at first, at least
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(Shepperdson 1995a). Parents were also more ready to consider future residen-
tial care for their teenagers — not as a last resort, but as a positive option —
although they were probably helped in this by the greater variety of options
becoming available in Wales. However, the majority of parents in both cohorts,
atall study stages, still considered that their teenagers would need some support
— in varying degrees — for the rest of their lives.

These dilemmas led to the use of ambiguous language by parents in the com-
parative cohort concerning their teenagers:

‘She’s reached an awkward stage — neither child or grown up. She’s like a 5- or
6-year-old. She would talk to anyone. You couldn’t leave her’

‘Though she’s 16, she is not even like a 12-year-old. I have a 12-year-old niece,
she’s full of herself. There’s a large difference.’

‘It’s harder now he’s a young man. Naturally he isn’t as old as he is and you
wouldn’t leave an 8- or 9-year-old alone. He’s very much between the other
two children’ [7 and 13 years old]. (South Wales studies)

These dilemmas remained for mothers of the original cohort, who were well
into their twenties: ‘Forever a child.” ‘She’s like a teenager, with teenage
problems.” ‘I say, “You're 25, you must act like a little lady!”.” The ambivalence
of parents about the maturity of their young people is all too apparent, but how
do young people with intellectual disabilities regard themselves? This is
perhaps crucial because it suggests how assertive they will be in adopting the

lifestyle they themselves think is appropriate.

The self-image of young people with intellectual disabilities

The self-confidence that comes from having a positive self-image is crucial for
realizing potential (see Zigler and Hodapp 1986) and is probably necessary if
teenagers are to be assertive about their future status. Unfortunately, an intellec-
tual disability is frequently associated with stigma (Harris 1995) and acquiring
a positive self-image in these circumstances can be difficult.

According to parents, the South Wales teenagers in the comparative cohort
emphazised their own growing maturity:

‘He has to go to bed himself — he’s a man he tells you.’
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‘He says, “I'm a man — I'm grown up”. This is a problem because he thinks he
can do more than he can.’

@

I'm a lady now, Mam” — you mustn’t call her a kid or a child.” (South Wales
studies)

Nevertheless, over half the parents spoke of youngsters being conscious that
they differed from others and, for example, described them standing on the
edge of groups of ordinary teenagers, unable to participate and being highly
aware of this. Over a third of teenagers recognized a common identity with
others who had Down’s syndrome and would comment ‘someone like me’. A
few vehemently denied a handicapped identity. In some ways a higher ability
level could actually increase the frustrations of the young person if they were
very aware of the discrepancy between their chronological age and their abili-
ties and freedoms, and their aspirations and achievements. One mother spoke of
her daughter’s painful awareness that her own cookery efforts fell well behind
those of her sister.

Other studies had similar findings. Davies and Jenkins (1995) interviewed
young people aged 18 to 26 years. Many (42 per cent) had little understanding
of the term ‘mental handicap’ at all, but 30 per cent did understand, but did not
apply it to themselves. The remainder had some comprehension of the term and
applied it to themselves to a varying extent.

Cunningham, Glenn and Fitzpatrick (in draft) in a wider study of the
self-concept of people with Down’s syndrome and their transition into adult-
hood, focused on the role parents play in developing the understanding of
young people about disability. The average chronological age of the 78 young-
sters in their sample was 19 years 11 months. Using Verbal Mental Age (VMA)
as an index for cognitive ability, they found that the youngsters’ abilities to for-
mulate social categories followed the same developmental model as for ordinary
children. So, it was only when the young people had a VMA over 5.2 years that
they became aware of Down’s syndrome and disability and then began to un-
derstand some of the implications of these categories. On the basis of their
research, the authors urge parents to be open and proactive with their young-
sters on disability issues, bearing in mind their level of understanding, and to
continue to give appropriate information as their offspring mature.
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Lifestyle risk and experimentation

The section on social competence and independence touched on the issues of
choice and risk. It is during adolescence that ordinary children begin to be
given important choices and learn how to cope with risk. This section discusses
how far youngsters with intellectual disabilities are encouraged to learn these
important lessons. Manthorpe etal. (1997, p.70) regard risk as the ‘barometer of
care’ and how it is managed the keystone of ordinary living. It is reasonable to
ask how people are to learn to make decisions and handle risk if they have no
chance to practise.It is especially important for people with intellectual disabili-
ties who usually need more practice than others to master skills, not less.
Heyman and Huckle (1993) confirm the significance of such opportunities
during upbringing and found that adults were more likely to reach their poten-
tial in daily living skills if they had been brought up in ‘risk-tolerant’ families.
However, Conway (1998) suggests that breaking away from families and
behaving independently is harder for adolescents with disabilities than it is for
others.

In the South Wales studies, even in quite small matters, most teenagers were
— for many reasons — not making decisions for themselves. Parents, in theory,
were keen to encourage decision making, but when choices led to even
modestly risky behaviour (for example, wearing an unsuitable garment), they
often felt it legitimate to intervene. The lifestyles of the teenagers encompassed
a wide range in behaviour, but there was usually one common factor: lifestyles
were watched and, to a large extent, controlled by parents. Even where inde-
pendence was encouraged, this was set up or ‘allowed’ by parents and then
monitored to ensure risk-free safety. The choices which were made by parents
were no doubt ones that many parents would like to encourage — designed, as
they were, to add up to a ‘nice’, ‘moderate’, ‘safe’, ‘clean’, ‘healthy’ lifestyle. But,
however admirable, these choices are not representative of the range of options
open to most teenagers. Most ordinary teenagers incorporate experiment into
their growing up, whether parents want this or not.

As we know, ordinary teenagers can be assertive about their own opinions
and independence, are close to friends, and sometimes indulge in potentially
harmful activities — some drink to excess, some take drugs, smoke and engage in
sexual relationships. How far are young people with intellectual disabilities able
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to make the same choices — including risky ones — as other teenagers? The
examples which follow illustrate the extent of parental, rather than teenage,
choice.

Everyday choices

The disability movement has firmly refuted any suggestion that needing practi-
cal assistance with self-care tasks is a barrier to being an independent and au-
tonomous individual, but the need for other forms of assistance may be more of
a threat.

To illustrate these problems at their most basic level, while up to two-thirds
of teenagers in both cohorts in South Wales had some input into choosing
which clothes to wear in the morning, only half were fully responsible in this
sphere, and this proportion had hardly changed by the time the original cohort
had reached their twenties.

Similarly, with buying clothes, few teenagers in either cohort were given a
completely free hand. Few mothers said ‘I give him the money and he goes’,
although some were trying to encourage choice, ‘It’s up to you, it’s your money’.
Again the proportion in charge of their own wardrobes had hardly increased by
the time the original cohort had reached their twenties.

There was similar parental control over finance. While just under half of
both cohorts were given pocket money as teenagers, the amounts were usually
small. By their twenties the situation had not really changed for the original
cohort and only a quarter had a regular and fixed amount every week
(Shepperdson 1994).

Choice of friends

Friendships are very important to most young people. Balding (1998) found
that about half of his sample of 14- to 15-year-olds had met a friend the evening
before they completed his questionnaire. In contrast, several studies suggest
that youngsters with intellectual disabilities are isolated. Richardson, Koller
and Katz (1994), Carr (1995) and Grant (1993) found their social networks
were severely restricted. Even if they were integrated into various activities,
they could still find themselves socially isolated. Heyman and Huckle (1993)



68  Transition and Change in the Lives of People with Intellectual Disabilities

noted that most of the adults attending the adult training centre wanted to see
more of their colleagues at home, but this was often not recognized by informal
carers.

Given the limited freedom of the youngsters, contact with friends at home is
usually dependent on arrangements made by two sets of parents. In fact, less
than a third of the South Wales teenagers in the comparative cohort had friends
they ever met at home (never mind on a regular basis). This was also the case for
the earlier, original cohort, and by their twenties even fewer (less than a sixth)
had friends they saw at home. The trajectory was not towards expanded
contacts, but rather the reverse. This does not mean the youngsters were social
isolates. The later generation of teenagers, especially, engaged in a variety of ac-
tivities, both for ‘special’ groups (e.g. Gateway clubs) and for the general public
(e.g. rugby clubs, youth clubs). Nevertheless, close, one-to-one, equal and spon-
taneous relationships were uncommon for both cohorts (Shepperdson 1992,
1993).

It is a sad reflection of the esteem in which disabled people are held that,
while most people choose people like themselves for friends (Allan 1989), the
most valued friends for people with intellectual disabilities are those without
disabilities, with clear implications here for self-esteem (Chappell 1994).

Choices in sexual activity

Adolescence is usually associated with the beginning of romantic/sexual rela-
tionships with the opposite sex and a time for sexual experimentation. Balding
(1998) reports that only about a sixth of 14- to 15-year-olds had never had a
friend of the opposite sex, although over half did not have a current one. Once
more, people with intellectual disabilities differ from their peers.

Heyman and Huckle (1995), in their work on the management of risk for
people with intellectual disabilities, found that sexual relationships were per-
ceived by parents to be a potentially dangerous hazard, to be avoided, not
risked. While many parents might agree with this for any youngsters, the
confined and controlled lives led by young people with intellectual disabilities —
watched when they stay in, go out, seek (or are exposed to) information, and
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with few peer contacts to broaden horizons — make it possible for parents of
these teenagers to reduce risks to ones they choose and are happy with.

This was apparent in the South Wales studies (Shepperdson 1995b). Com-
paring the two cohorts, it was possible to detect more permissive parental atti-
tudes to sexual relationships emerging. However, these were rarely translated
into action and there were many barriers to sexual experiences and experimen-
tation. In practical terms, opportunities for such activities were limited. Parents
usually knew about the activities of their teenagers, and blossoming relation-
ships or sexual encounters were rarely encouraged. Further, sex education was
not always given, even though at teenage many parents recognized the necessity
for it. For the original cohort it seemed, in the eyes of parents, that this need had
declined by the time the youngsters reached their twenties. Somehow the time
had passed, the difficult years had been negotiated, it had not been found neces-
sary for their own particular son and daughter and, in the absence of any crisis,
parents certainly did not want to provoke an interest in matters which could not
be indulged. ‘The less he knows the better, we don’t go looking for trouble.’
(Shepperdson 1995b, p.342)

Parents were asked about the state of sexual knowledge of their youngsters.
Sadly, the state of education being as it was, youngsters knew more about events
that they were unlikely to encounter — pregnancy and birth — than they did
about more likely situations — sexual intercourse. Moreover, while many parents
discouraged sexual experimentation and despite their protection, some of the
young people had had experience of the less desirable aspects of sexual experi-
ence, such as rape, incest, sexual abuse, seduction and unwanted pregnancy.

Even with permissive parents, it cannot be over-emphasized that their ex-
pectations of sexual activity were within a very narrow and respectable range:
the importance of loving, longstanding relationships was stressed and more
deviant activities never discussed, except as something to be avoided. Parents
were rarely in favour of parenthood.

This account is of the majority. On a happier note, some parents gave their
teenagers excellent education and encouraged relationships. Marriage was on
the agenda for two of Carr’s 2 1-year-olds, and at least one of the young women
in the South Wales original cohort. However, no area better illustrates Baker’s
point about children needing to grasp adult life, if it is to be achieved, than in
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the field of sexual experience. Parents remarked that if their teenagers insisted
on sexual partners, or ‘if their happiness depended on it’, they would accept it.
However, since teenagers knew little officially of sexual matters, had few op-
portunities to gather information, were protected from practical experiences
and lacked skills of negotiation and assertiveness, even if they overcame these
other barriers, parents were unlikely to be tested on this point.

Choices concerning alcohol

Balding (1998) found that 71 per cent of 14- to 15-year-olds had drunk some
form of alcohol in the past week. Over half sometimes drank without their
parents’ knowledge. Evidence suggests that people with even mild intellectual
disabilities know little about alcohol and are vulnerable to social pressure to
drink — so they know less but may need to know more. They are able to benefit
from alcohol education programmes (McCusker et al. 1993). Lawrensen,
Lindsay and Walker (1995) found that fewer people with intellectual disabili-
ties reported drinking than in the general population, and they drank less, but
two-thirds were unaware of potential dangers and none knew what those
dangers were.

In the South Wales studies, 62 per cent of the comparative teenagers drank
alcohol. Drinking was often limited to ‘sips’ or ‘at Christmas’. The words ‘we do
limit it’ were used frequently by parents, and even for those over age: ‘It’s got to
be in moderation’. As with so many activities, drinking was closely monitored
and, for example, friends of parents who bought drinks for the teenagers were
asked to let the parents know.

Unfortunately, alcohol was not discussed with all parents of the original
cohort at teenage, but at 24 to 27 years, 78 per cent of the men did drink some
alcohol and so did 70 per cent of the women. Two of the men drank as much as
four pints at a sitting, but this was unusual and drinks were often diluted or more
of a token. Some of the women were given ‘sips’ only. In one exceptional
instance, a young woman raided her parents’ drinks cupboard while they were
out and got thoroughly drunk. For most of the time though, as with so much
else, the keynote was parental awareness, watchfulness and control.
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Choices concerning smoking

Balding (1998) found that a third of 14- to 15-year-olds had smoked in the last
seven days. No one in the South Wales cohorts was known to smoke. By adult-
hood, 12 per cent of the men had ‘tried’ a cigarette or ‘had a puff’. One woman
had been offered a cigarette and three had smoked in the past. This may reflect
the higher abilities, and so opportunities, of these young women.

‘She’d been trying them and buying them — she hid it from us. [We only knew
because] she said, “T've given that up now”.’

‘She hasn’t wanted to. I'm glad because I couldn’t stop her — I'd have to accept
it, or given up myself.’

Conclusion

There are usually more similarities than differences between children with in-
tellectual disabilities and their non-disabled peers (Byrne, Cunningham and
Sloper 1988), but adolescence marks the onset of an increasing divergence.
Parents of young people with intellectual disabilities have a particularly diffi-
cult task because, unlike other parents, they are in a position to control their off-
springs’ lives and thus protect them from making mistakes. Their natural fears,
combined with a lack of assertiveness on the part of the youngsters themselves,
may well result in these young people remaining stuck at the transitional stage
between child and adult — adolescents in lifestyle long beyond the chronologi-
cal age at which it would seem reasonable.

Professionals should recognize that the learning period and growth of inde-
pendence and autonomy may be considerably extended for people with intel-
lectual disabilities. They should reassure parents that development will continue
into the twenties and even beyond, and ensure that appropriate opportunities
are provided to encourage maximum potential. The model of ordinary adoles-
cence may indicate the stage at which progress will occur, but not necessarily the
chronological age. Parents should be helped to negotiate the difficult path
between allowing independence, learning about risk and offering only that
protection which is appropriate. As for all youngsters, emotional upsets or ‘mis-
takes’ should not lead necessarily to increased protection, but rather be regarded
as part of growing up.
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Modern attitudes mean that nowadays independence is more often encour-
aged for youngsters. Parents too are more likely to recognize their own right to
lay aside caring duties. Furthermore, it has been suggested that new generations
of youngsters may be achieving greater levels of competence in self-care,
making independence a more realistic option. These changes — in attitudes,
parental wishes and in the youngsters themselves — may result in opportunities
which will encourage the development of adult maturity. However, while
service providers pay lip service to such developments, until the service support
necessary to achieve these aims — such as advocacy and independent living
options — becomes universally available, many people with intellectual disabili-
ties will be denied the chance to use the adolescent years for the development of
the skills which they will need in adult life.
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CHAPTER 5

Becoming Adult
School leaving, Jobs and the Transition to Adult Life'

David May

Work makes you feel you are normal, like everyone else, and gives
you self-respect.
(Disabled adolescent, quoted in CERI 1983)

In the normal course of events most children progress naturally and with little
ceremony, if not always smoothly, to full adult membership of society. There
comes a time — its precise occurrence varies — when everyone, families included,
begins to think of them as fully mature, independent and responsible citizens.
Adulthood is an emergent status realized through the gradual acquisition of
certain rights, privileges and responsibilities. Many of these are mundane, even
trivial: the right to purchase cigarettes, consume alcohol, drive a car. Others are
of greater moment, touching as they do on our status as participating members
of society: the right to vote, fight for our country, enter into legal contracts,
marry.

For young people with an intellectual disability, as Shepperdson argues in
Chapter 4, such a natural progression cannot be taken for granted. To the extent
that a sustainable claim to adulthood involves a degree of independence and

1 This is an extensively revised version of the chapter that appeared in Research Highlights 16 Living
with Mental Handicap, G. Horobin and D. May (eds), Jessica Kingsley Publishers, 1988, under the
title: ‘From handicapped to normal: Problems and prospects in the transition from school to adult
life.’
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control over one’s life which is so often denied people with intellectual disabili-
ties, adulthood is for them an inherently problematic concept, at best imper-
fectly realized and for some postponed indefinitely.

While not wishing to discount the importance of family in the construction
of adult identities (see again Shepperdson, Chapter 4) the difficulty that young
people with intellectual disabilities experience has in good measure arisen from
their exclusion from the jobs market. In our contemporary society work serves
both materialist and symbolic functions. As Hockey and James (1993) note, it|
does not simply provide the means of earning a living’ (although one should not
discount the importance of financial rewards, not least in allowing one to get
out from under parental control); ‘it is a significant source of cultural meanings,
shaping the structure of the individual’s daily life and social encounters and pro-
viding a sense of self and social identity’ (p.136). Denied access to work, young
people, it has been argued, remain ‘trapped in a state of suspended animation’
(Willis 1984) or ‘no man’s land’ (Coffield, Borrill and Marshall 1986) — no
longer children, but not yet adults.

While it may not be possible to state precisely when the child becomes the
(wo)man, the beginnings of the process (at least in its social manifestations) are
much easier to locate. School leaving — the termination of the years of compul-
sory education — remains, even in our less age-conscious society, one of life’s
decisive turning points. The kind of future we can look forward to, indeed the
kind of person we will become, are very often effectively determined at this
time. Beyond the severely practical problems entailed in finding a job or, more
ambitiously, choosing a career, the event itself is invested with considerable
symbolic significance. As historians of childhood from Aries (1973) onwards
have argued, it is the schoolroom above all other institutions that has both
defined, and confined the modern child, shaping the experiences to which s/he
is exposed and, by extension, the qualities with which s/he is endowed (May
and Strong 1980). While leaving school may not bring immediate elevation to
adult status, it does clearly signal the end of childhood.

For those children who are labelled as intellectually disabled the significance
of leaving school is even more far reaching. Since their presence in the special
class or unit formally proclaims their disability as well as their childhood,
leaving school promises release from both (Cheston 1994). What is involved at
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this time, although all too frequently obscured by the urgency of the need for
appropriate post-school placements, is a reassessment of identity and status.
Therein lies the significance of the sharp decline in prevalence rates in the years
immediately following school leaving, which for much of the past century has
been such an enduring feature of the epidemiology of intellectual disabilities
(Richardson and Koller 1985). Around this time more than a half of all children
ever classified as intellectually disabled would regularly disappear from admin-
istrative purview. Absorbed into the general labour force by the demand of the
industrialized economies for cheap, unskilled workers, they ceased for all prac-
tical purposes to be ‘intellectually disabled’. But in recent years all this has
changed; the old economic order has given way to a much more uncertain envi-
ronment. Unemployment has risen significantly and few young people now
move easily into work on leaving school, with implications not only for the
transition from child to adult, but more specifically for the kind of adulthood to
which people with intellectual disabilities might aspire.

School leaving and the experience of work: the research evidence

Concern with the vocational adjustment of people with an intellectual disability
has a long history and has generated a considerable body of research (see
Goldstein 1964 for a comprehensive review of earlier work). Its range in both
time and space presents problems of comparability (May and Hughes 1988). 1
propose in this chapter to focus on just five studies dealing with the experience
of intellectually disabled school leavers in the labour market in one region of
the UK. Taken together they provide a unique record of the changing fortunes
of this group over the past 50 years.

Ferguson and Kerr’s (1955, 1958) surveys of separate male and female
cohorts leaving Glasgow’s special schools in the late 1940s (median IQ = 65)
provide data for a time when, in their words, only ‘the lazy, the fed-up and the
eccentric’ failed to find work: 88 per cent of the young men and 79 per cent of
the young women in their samples were in open employment by their
mid-twenties. Moreover, two-thirds of the boys had been continuously em-
ployed over the two-year period covered by the survey, the great majority in the
same job. ‘It was not at all uncommon,” they report, ‘to find illiterate men
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holding relatively well-paid jobs over long periods, even where the level of
general intelligence was very low, though, in general, the lower the intelli-
gence, the poorer the job’ (Ferguson and Kerr 1958, p.36).

Similarly with the females: only 11 per cent had been continuously unem-
ployed since leaving school, while 27 per cent had been in the same job for the
whole period, and 61 per cent had held no more than two jobs in that time.
Unlike the boys, for whom unemployment was inversely related to IQ, no such
obvious relationship was apparent in the the gitls’ case, apart from the fact that
few with an IQ of less than 50 were able to find work at all.

All but a handful of both sexes were confined to unskilled or semi-skilled
work: the boys mainly as labourers in factories and shipyards, the girls as ma-
chinists, packers, bottlers and washers in bonded warehouses, with some in
domestic service. Nevertheless, the authors conclude:

[The] final impression left by the performance of these lads since they left
school is, as with the corresponding group of gitls, one of amazement that they
have been so successful in holding jobs, even in their middle twenties, when
the mad scramble for juvenile labour has largely passed. With meagre educa-
tional equipment, usually without the advantage of a pushing parent, and often
with all the handicaps of an indifferent home, the great majority have con-
trived to keep in steady work. (Ferguson and Kerr 1958, p.38)

The second study (Jackson 1968) was carried out more than a decade later in
Edinburgh. This involved a three-year follow-up over the period 1959 to 1962
of 188 ‘educable mentally retarded’ (EMR) pupils (105 males: mean IQ = 64
and 83 females: mean IQ = 58) from five special schools serving the city. No
point-specific employment rates are given, but 52 per cent of males and 58 per
cent of females experienced less than six months unemployment in that period,
while 17 per cent of males and 20 per cent of females were either considered
unemployable or did not find jobs. Job turnover was higher than for the
Ferguson and Kerr samples (mean number of jobs held: males 4.6, females 3.5).
The males were especially likely (27 per cent of all jobs held) to be employed as
delivery boys for bakeries, laundaries or dairies, while almost half of the jobs
held by females involved semi-skilled work in food and drink manufacturing.
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There was a positive relationship between IQ and successful adjustment to
employment (as measured by the time out of work and the number of jobs held).
Those considered unemployable or who had withdrawn from the labour market
had significantly lower IQs than those remaining in open employment.

The work by Richardson and his associates in Aberdeen is part of a much
more ambitious programme of research into the causes and consequences of in-
tellectual disability (Richardson and Koller 1996). They followed a cohort of
young people, born between 1951 and 1955, from school leaving, in the late
1960s, up to age 22. With one exception, all those with severe intellectual dis-
abilities entered adult services on leaving school. They therefore report sepa-
rately on the job histories of 154 (89 males and 65 females) all with IQs of 50 or
more (mean IQ = 65) (Richardson, Koller and Katz 1988).

In employment terms little seems to have changed since Ferguson and Kerr’s
time, with almost all young people leaving school for work. Four-fifths of Rich-
ardson’s sample with ‘mild mental retardation’ (82 per cent of males and 77 per
cent of females) moved from school into jobs. Six years later, at age 22, male em-
ployment had fallen slightly, to 74 per cent, but for the women it had declined
dramatically to only 28 per cent, although a further 29 per cent were now
full-time housewives. Employment levels for young people with intellectual
disabilities of both sexes were lower than for a comparison group of
non-disabled young people.

By age 22, 18 per cent of males and 29 per cent of females in the study group
had withdrawn from the labour market and were receiving services for people
with intellectual disabilities. They were by and large those with the lowest IQs
(a mean of 60 compared with 67 for those in work), although 20 per cent of
those with jobs at the end of the period had IQs of less than 60.

Compared with their non-disabled peers, the young people in the Aberdeen
cohort with intellectual disabilities had ‘lower levels of job skills, were paid less
for the same level of job skill, less often had jobs requiring interpersonal skills,
less often took part-time jobs, less often became apprentices and for those who
entered apprenticeships less often completed the apprenticeships’ (Richardson
eral. 1988, p.489). However there was no significant difference for either sex on
job turnover. On the three principal measures of success in the labour market
used by Richardson et al. — total amount of unemployment experienced, job



80  Transition and Change in the Lives of People with Intellectual Disabilities

turnover and time out of the labour market — 42 per cent of those with mild in-
tellectual disabilities, both male and female, had records that were the equal of
their non-disabled comparisons.

While unemployment remained low in the immediate post-war period, it
began to rise, imperceptibly at first, from the late 1960s. A survey carried out for
the Warnock committee in the mid-1970s (Walker 1982) which revealed that
less than half of ‘handicapped’ school leavers were now able to find work, surely
sounded a warning. But it was the recession of 1979 to 1981, with its
traumatizing effects on British manufacturing industry, that radically trans-
formed the situation. Data from the Scottish School Leavers project show that in
1983 the proportion of young people generally moving into full-time jobs on
school leaving had fallen to 42 per cent, down from 72 per cent in the late
1970s. By 1987 it had fallen further, to 26 per cent. Those leaving without any
formal qualifications were even less likely to find work (Furlong 1990).

The study by May and Hughes (1986) in Tayside coincided with the sudden
onset of the recession and graphically illustrates its impact on young people
with intellectual disabilities. Over an 18-month period they followed 100+
young people leaving schools and units for pupils with special educational
needs in the region during the academic session 1980 to 1981, nearly
two-thirds of whom (N = 63) were pupils with mild to moderate intellectual
disabilities.

Only three — all males — moved directly into a job, in two cases obtained
through family connections. In all, 9 of the 63 (4 males (13%) and 5 females
(16%)) held jobs in the study period, but for most it was a short-lived experi-
ence, in one case for less than a full day. At the end of the period there were still
just three people (again all males) in employment, only one of whom had held
on to the same job for the whole period. More than half (52%) were unem-
ployed, including eight who had been continuously so since leaving school. A
further 16 per cent had dropped out of the job market altogether and were at-
tending day centres for people with intellectual disabilities.

‘Success’ in the job market correlated with IQ. All of those attending schools
or units for severe intellectual disability (all with IQs of less than 51) moved into
adult services. The mean IQ of those who found work, however briefly, was 75
compared with 60 for those from schools or units for children with mild to
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moderate intellectual disabilities entering day centres. Somewhat ironically, the
most able 25 per cent (mean IQ = 78), all of whom continued to press their
claims to employment, experienced significantly more ‘unoccupied’ time (i.e.
time when they were neither employed, in training, nor receiving services) than
those with lower 1Qs.

The final study I wish to consider here was carried out in the late 1980s by a
group of researchers at Edinburgh and Stirling universities. It differs from the
others examined in two important respects. First, it employs a national, Scot-
land-wide sample. Second, it is not limited to young people with intellectual
disabilities, but includes all those with a ‘record of needs’, reflecting the changes
to the organization and structure of special needs education consequent upon
the 1980-81 Education (Scotland) Acts (see Thomson, Chapter 3). The full
sample consists of 618 pupils with special educational needs (SEN) who
attained statutory school-leaving age in the academic session 1986-87. Little
information is provided on school background, but it is noted (Ward, Thomson
and Riddell 1994) that only 7 per cent had experienced mainstream schooling.
Data collection occurred at three separate stages: school leaving, in 1990 at age
19-plus, and in 1993 at age 22-plus. There was a high attrition rate (in excess of
22%) and in the paper by Thomson and Ward (1995), which contains the most
detailed information on employment experience, the analysis is restricted to
360 (58%: 184 males and 176 females) of the total sample for whom complete
data were available. Although no IQ data are provided, a subgroup of 77 young
people with ‘mild/moderate learning difficulties’ (M/MLD) is identified.

An employment rate of 13 per cent is reported for this group at school
leaving, still extremely low compared with the immediate post- war period, but
more than three times that reported by May and Hughes (1985) at the begin-
ning of the decade. Employment levels tended to rise the further the cohort
moved away from school, so that by age 22-plus, 34 per cent were in employ-
ment. This suggests that studies limited to the immediate post-school period
may well present an overly pessimistic picture of long-term prospects. However,
Thomson and Ward (1995) also note ‘the low level, transient nature’ of much of
the work obtained and the ever-present threat of imminent unemployment. It
should be noted that almost as many (32%) of the group were ‘at home’ as were
in work, although how many of these were unemployed or were for various
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reasons (e.g. because they were married and/or were looking after children) not
at that time seeking work, it is not possible to tell from the published data. A
further 14 per cent had withdrawn from the labour market altogether and were
receiving services for people with intellectual disabilities. As one might expect,
there was a strong, positive correlation between employment and the demon-
stration of personal independence (including the ability to manage money, ne-
gotiate public transport, as well as carry out basic self-care tasks). Those who
had high dependency needs were likely to end up in some form of sheltered
placement.

The experience of open employment

In the three decades following World War II, as our review of the Scottish
research reveals and the wider literature confirms, a generally buoyant labour
market meant that a majority of young people with intellectual disabilities —
somewhere between one-half and four-fifths — could expect to find work on
leaving school. The young men were, by and large, more successful in this
respect than the women (Ferguson and Kerr 1955, 1958; Jackson 1968; May
and Hughes 1985; Richardson eral. 1988), a gender differential that widens as
the latter move into their twenties and withdraw from the labour market — at
least temporarily — to marry and raise families. But it is also the case that females
are more likely to transfer to services for adults with intellectual disabilities on
leaving school (May and Hughes 1985; Richardson et al. 1988).

By the late 1970s the prospects for intellectually disabled school leavers,
along with those for all young people, had changed dramatically and, it would
seem, notwithstanding some recent improvement in the employment figures,
permanently. Now few if any young people (certainly not those with intellec-
tual disabilities) find secure employment on leaving school. Even in good times
young people with intellectual disabilities had consistently higher unemploy-
ment rates than their non-disabled peers (Richardson efal. 1988; Roberts 1975;
Walker 1982). They took longer to find work in the first place (Roberts 1975)
and were less likely to be recruited whenever labour was in surplus and employ-
ers could pick and choose, although this may have been less the result of direct
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discrimination than recruitment policies that emphasize appearance, general in-
telligence and mental alertness (Newton, Robinson and Pappenheim 1982;
Walker 1982). Lack of interpersonal skills and basic literacy and numeracy
confined them to unskilled and semi-skilled jobs with little prospect of ad-
vancement, and which are always the first to disappear in any recession or as the
result of technological change (Ferguson and Kerr 1955, 1958; Jackson 1968;
Richardson er al. 1988; Thomson and Ward 1995; Tuckey, Parfit and Tuckey
1973; Walker 1982). Thus the young women in the studies reviewed above
worked in restaurants as cleaners and dish washers, but rarely waitresses, while
the young men were delivery boys, but not van drivers.

The cross-sectional design of much of the research inevitably conceals the
transitory nature of work for many, perhaps a majority, of unqualified young
people. This is a point forcefully made by Kernan and Koegal (1984). In a study
extending over 30 months of an admittedly unrepresentative sample of 48
‘mildly retarded” people in Los Angeles, they found 21 who had spent some
time in competitive employment, but only six who had held the same job for the
whole of the period, and four of these were employed part time. Similar findings
are reported by May and Hughes (1985). Of the nine young people in their
sample of 63 ‘mildly mentally handicapped’ school leavers, only one remained
in the same job for the whole of the 18-month study period. The six who were
no longer employed at the end of that period held on to their jobs for an average
of 11 weeks, and in the case of one young woman for less than half a day. Rather
better findings are presented in the national survey of employment commis-
sioned by the Warnock committee in the late 1970s. Two-thirds of those
ESN(M) youngsters who entered the labour market remained in continuous em-
ployment during the two years following school leaving, although as many as
one-quarter had been out of work for at least half that time (Walker 1982). This
is more in line with those studies which suggest that on job turnover the record
of young people with intellectual disabilities is no worse than young unquali-
fied people generally, and that in fact those who retain their jobs into their
mid-twenties go on to develop employment records as stable, if not more so,
than the non-disabled (Atkinson 1984; Clarke, Clarke and Adams 1960). The
careful analysis of their data by Richardson er al. (1988) suggests that any
problem is largely confined to a small subset of the population whose claim to
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employability in any event remains questionable. In the past employment rates
seem to have been highest in the months immediately following school leaving,
due largely no doubt to the activities of school and careers staff, but this may
well be a trend that is reversing as post-school vocational training assumes in-
creasing importance (Thomson and Ward 1995).

Employment rates per se tell us little about the conditions under which jobs
are held. It is clear that in the past young people with intellectual disabilities
who entered the labour market all too often found themselves abused and ex-
ploited, recruited in the first place for their docility and willingness to accept
conditions at work which others would not put up with. Ferguson and Kerr
(1958) report that the young men in their Glasgow cohort went into jobs that
were ‘dirty, unpleasant, or heavy, or which from their nature were not likely to
be of universal appeal’. The girls likewise got work which was ‘repetitive’, ‘unat-
tractive’, and ‘often dirty’ (Ferguson and Kerr 1955). A decade later special
school leavers in Edinburgh were to be found in jobs characterized by ‘imper-
manence of tenure, poor remuneration, and limited prospects’ (Jackson 1968).
Compared with other school leavers, Walker’s (1982) ‘handicapped’ group
worked longer hours, did heavier work, had fewer facilities at work, were more
often isolated from their work mates and were more likely to feel insecure and
unhappy. Richardson and Koller (1996) also found members of their cohort in
jobs that ‘were often repetitious and of little intrinsic interest, located in un-
pleasant physical environments, and offer[ing] little or no autonomy or respon-
sibility in organizing the work’ (p.267).

SEN school leavers are typically paid less for the same work than their
non-disabled peers (Richardson and Koller 1996). Not infrequently they are (or
were) expected to work for no wages at all or for little more than gratuities, their
employment defined in therapeutic rather than economic terms (Baron, Riddell
and Wilson 1999). One young man in Richardson and Koller’s (1996)
Aberdeen cohort worked for two years on first leaving school (in the late 1960s)
at a stables cleaning out the byres and grooming the horses for 50p per week
until he was summarily dismissed. Nor should we assume that a job necessarily
implies a change of status. On the contrary, many of the jobs available to young
people with disabilities are inherently stigmatizing, in part because of the
nature of the work involved, but also because of their association with special
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schooling (Richardson and Koller 1996). To deny one’s past or otherwise to
challenge the implications of personal inadequacy that such employment an-
nounces is not only pointless, but risks dismissal (Clarke er a/. 1960; May and
Hughes 1985).

One final point needs to be made about the experience of young people with
intellectual disabilities in the labour market. It is such a universal and consistent
finding that it frequently goes unremarked upon by commentators and, espe-
cially in many of the earlier investigations, is simply incorporated into their
research design. It is, however, a finding of great significance and like many
taken for granted ‘facts of life’ tells us a great deal about the world in which we
live, and in this particular case, the meaning of intellectual disabilities. I will
return to this below, but for now it is sufficient to note that, even when demand
is high, employment of young people with intellectual disabilities is by and
large restricted to those with mild to moderate disabilities — generally those
with 1Qs of less than 60 and almost invariably those with IQs of less than 50.
Changes in educational practice and the organization of schooling, which
might in the past have in part accounted for such exclusion, would seem to have
made little difference. Although ‘a small number’ of Todd, Evans and Beyer’s
(1991) sample of people with ‘severe learning disabilities’ in South Wales took
up ‘transitional vocational activities” in the immediate post-school period, by
their early twenties none was in open employment and the vast majority (88%)
were attending day centres. Similarly 95 per cent of those with ‘severe learning
difficulties’ in Thomson and Ward’s (1995) Scottish sample were by the same
age to be found in equally sheltered placements, while for all 35 of those with
Down'’s syndrome ‘the principal and consistent’ placement was the supervised
adult training centre (Thomson er al. 1995).

Youth training: the alternative to work

The severity of the early 1980s recession with its devastating effect on youth
employment generally compelled government action. What resulted was a veri-
table alphabet soup of special programmes and training initiatives — TOPs,
YOPs, YTS, YT, TVEI, WEEPs, WICs, TECs, LECs — all roundly dismissed by
their less than enthusiastic participants as ‘shit jobs’ and ‘govvie schemes’
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(Coftield, Borrill and Marshall 1986; see also Roberts 1984; Wallace 1987).
Nonetheless, by the mid-1980s upwards of two-thirds of all unqualified school
leavers found their way onto such programmes (Brogan and Jennings 1993;
Raffe 1990).

While much has been written about this initiative, it is mainly from the per-
spective of non-disabled young people. There are few critical evaluations of the
experience of those with special needs. Two ethnographic studies — Shone and
Atkinson (1980) in South Wales and May and Hughes (1986) in Tayside — in
the early years of the programme emphasize its decidedly provisional and ad hoc
status, with little central direction and particular schemes springing up in
response to individual initiatives or the changing perception of need among
local officials. Courses for SEN students tended to be marginalized, both physi-
cally and organizationally, and opportunities for integration were limited.
Working practices and course content often bore only a tenuous relationship to
formally stated goals, and curriculum development took on a highly improvised
quality as staff struggled to reach students quite different, both intellectually
and behaviourally, from those they were more used to dealing with. Young
people with intellectual disabilities tended to be restricted to basic level courses,
those emphasizing remedial and social education, rather than vocational
training. More than half of all placements to YOPs in the Tayside study were to
entry level courses (mainly Work Introduction Courses (WICs)) that offered no
formal qualifications and very little prospect of work on completion. Those
assigned to more advanced courses had a high failure rate — 53 per cent of such
placements were prematurely terminated — and only two found work on com-
pletion, shortlived in both cases. Similar findings are reported from South Wales
where 80 per cent of placements from the unit evaluated by Atkinson and his
colleagues were to other government training schemes or to facilities reserved
for people with disabilities (Doogan 1982).

It must be emphasized that both studies refer to the early years of youth
training when careers officers, school authorities and training agencies, all over-
whelmed by the magnitude of the crisis that confronted them, were very much
driven to making policy ‘on the hoof’. More recent descriptions (though,
notably, not evaluations — see the collection in Closs 1993) suggest a much more
established and articulated programme. Two related developments in particular



Becoming Adult: School Leaving, Jobs and the Transition to Adult Life 87

are worth noting. The first is the extension of post—16 provision within the
school system (Jones, Hemp and Mcllhenny 1989; Wilson and Cherry 1993).
Whereas continuation at school beyond minimum school-leaving age (MSLA)
by those with special needs had in the past typically been a response to the lack
of jobs and/or post-school provision generally (May and Hughes 1986), the
development of a distinctive curriculum oriented to ‘preparation for adult life
through the development of social and intellectual competence’ (Wilson and
Cherry 1993) has made it a much more positive experience, encouraging many
parents and young people to look on it as a valued ‘bridge between school and
post-school opportunities’ (Ward et al. 1994). Almost half (47%) of Thomson
and Ward’s (1995) sample, for example, stayed on at school beyond MSLA and
6 per cent were still there at 19-plus.

The MSC (1977) and Warnock (1978) reports of the late 1970s were influ-
ential in opening up further education to school leavers of low attainment and
limited social competence. By the early 1980s this was the first destination of
about one in three SEN school leavers (Corrie and Zaklukiewicz 1983; Taylor
1986), while Thomson and Ward (1995) report as many as 71 per cent of their
cohort with M/MLD leaving for ‘post-school education and training’ (a
category that includes YT programmes). This compares with just 7 per cent of
Walker’s (1982) ESN(M) group who had received any further education in the
two years since leaving school less than a decade earlier. ‘Link’ courses, which
allow pupils with SEN to explore the possibilities of further education on a day
release basis, have proved particularly effective in encouraging demand
(McCallum 1993). An evaluation of FE provision for SEN students in inner
London, for example, found that those who had completed a ‘link’ course were
three times more likely to continue in FE on leaving school than those who had
not. They were most helpful to those whose educational retardation was com-
pounded by social disadvantage, especially when operated in conjunction with
work experience schemes (Newton, Robinson and Pappenheim 1982).

Nevertheless, for all its more formalized and purposeful character, Riddell,
Wilson and Baron (1999, p.451) found ‘wide discrepancies [in practice]
between different agencies, geographical areas and in relation to particular
groups of people with learning difficulties’. Ward et al’s (1994) survey of the
views of users and providers suggests a system where practice still falls some
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way short of rhetoric. Among the problems they identified were: poor staffing
levels, particularly in respect to specialist staff such as OTs and paramedics; in-
adequate support systems; a diftusion of responsibility that only encouraged
‘buck-passing’; financial stringency and an overall lack of resources; and,
perhaps most critical of all, a scarcity of appropriate work placements. In such
circumstances it is all too easy for ‘training’ to degenerate into a succession of
loosely related yet often repetitious courses, focused on ‘life skills’ rather than
specific vocational skills in the vague belief that the one must precede the other,
without in any way enhancing the realistic possibility of eventual employment.
Particularly ill served are those young people who because of their disabilities —
whether intellectual, physical or social — are unable to compete, or even to
survive, in the open employment market without considerable support and en-
couragement, but yet are ‘in some ways too able to fit easily within existing
social work provision’ (p.133).

The YT programme has had both positive and negative consequences for
young people with intellectual disabilities. On the positive side, by substituting
for the ‘lottery of the labour market’ (Newton et al. 1982), with its frankly ex-
ploitative tendencies, a formal programme of social and vocational education
firmly focused on preparation for adult life, it promised a more orderly, and ulti-
mately more successful transition. By including people with intellectual disabil-
ities within a wider programme aimed at unqualified youth generally, it opened
up opportunities for integration that had been largely absent from the school
years. On the other hand, it could be said in practice merely to have pushed back
the transition process while extending control and surveillance into the later
teenage years without any compensating reduction of segregation or enhance-
ment of long-term prospects.

So far as the great majority of young people with intellectual disabilities are
concerned, YT, for all its rhetoric, operates in a highly selective and exc-
lusionary fashion. In their Tayside study, May and Hughes (1986) report that all
but two of twelve candidates put forward by the careers service for an en-
try-level WIC were rejected because they failed to meet required standards of
literacy and numeracy, and in a further instance only one of nine young people
from one special school was considered sufficiently competent even to be rec-
ommended for a WIC. More recent work suggests that little has changed
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meantime, and the situation may even be worsening as YT becomes increas-
ingly employer led (Brogan and Jennings 1993). Riddell er al. (1999) note that
those with ‘more significant learning difficulties’ were excluded from the
programme altogether, while those who were accepted tended to be confined
to college-based courses which offered few prospects of eventual employment:

A common trajectory for people with learning difficulties is to move from a
2-year extension course at an FE college into a social work funded Adult
Resource Centre (ARC). Although claiming that their activity is geared
towards developing ‘employment readiness’ among disabled people, in reality
people with learning difficulties tend to remain in ARCs for most of their adult
lives. (Riddell er al. 1999, p.453)

The problem is not primarily one of individual deficiencies, but rather a system
which is concerned with employability, if not necessarily actual employment,
and which allocates resources accordingly. In a highly competitive job market
people with intellectual disabilities will always be at a disadvantage, unattrac-
tive propositions for both employers and training agencies. As Baron (1998,
p.102) notes: ‘People with learning difficulties tend to learn slowly; slow
learners are expensive. People with learning difficulties tend to produce slowly;
slow producers are less profitable’. More disturbingly, Riddell er al. (1999)
suggest that some groups and institutions, especially within social work, rather
than seeking to move their clients on to open employment, have a vested
interest in perpetuating dependency.

Intellectual disability and the meaning of work

Yet despite all this, the aspirations of the majority of young people and their
parents remain fixed on work (Corrie and Zaklukiewicz 1983; Riddell er al.
1993; Todd er al. 1991). This is not simply the triumph of hope over experi-
ence, but rather speaks directly to the question of identity. On leaving school
the real importance of work for young people with intellectual disabilities (and
their families) lies not so much in the financial rewards it promises or the social
contacts it facilitates, but rather that it is an indicator of social competence and
thus provides a means of distinguishing those who are ‘really’ (intellectually)
disabled from those who are not, being in this respect and at this time of greater
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significance than IQ (Wootton 1959, pp.254-267). Entry to the job market,
however tentatively essayed, or placement on some vocational training pro-
gramme, especially one in an actual or even simulated work environment,
offering the possibility of working alongside non-disabled people, encourages
the belief that one is after all more or less ‘normal’. On the other hand, to be
admitted to an ATC, or even to the more open and flexible ARC, is to be con-
signed to a status whose meaning remains wholly unambiguous. This is the sig-
nificance of the unquestioned absence of the careers service from schools for
those with severe intellectual disabilities in May and Hughes’s (1986) Tayside
study, or the exclusion of young people with severe and profound (learning)
difficulties from the YT programme as reported by Riddell (1998).

To be excluded from the workforce is to risk being marginalized, civically
and socially — a fate that intellectually disabled people share with children and
the elderly (Hockey and James 1993) — but in the former case the more keenly
felt because of their restricted access to those other markers of adulthood such
as marriage, parenting and independent living (Jenkins 1990). It is ironic that
just at the time when service providers and all those working with people with
intellectual disabilities have accepted the legitimacy of their claims to be treated
as adults (see Simpson, Chapter 6), structural changes to a labour market whose
needs constructed the ‘problem’ of intellectual disabilities in the first place
(Thomson 1998) should threaten to undermine those ambitions by rendering
adulthood for young people generally ‘less certain, more fluid” (Roberts 1984).

This has prompted two competing responses. The first would involve no
retreat from the position that regards work as an essential component of adult-
hood:

The idea that individuals can achieve reasonable status in society even if unem-
ployed has yet to gain widespread acceptance. It requires great self-assurance
for most young people to accept unemployment and considerable inventive-
ness to lead fulfilling lives without the disciplines and opportunities of work.
Those with handicaps have difficulties enough in achieving an acceptable
place in society ... To add the objective of significant living without work to
the other burdens of disability is seen as wrong and manifestly unfair. (CERI
1983, p.17)
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This has led some to call for more proactive policies including outlawing dis-
criminatory practices, the enforcement of employment quotas, the promotion
of supported employment and a generally more imaginative approach to the
development of work opportunities, not excluding the provision of more shel-
tered placements (Baron er al. 1999; Riddell 1998; Riddell, Ward and
Thomson 1993). The experience of youth training provides few grounds for
optimism that such an approach would in practice result in any great improve-
ment in participation rates: after all, to coin a phrase, ‘you can’t buck the
markets’. Moreover, it is all too easy to romanticize work when it is scarce, but it
is worth bearing in mind that for much of the time, as this review has shown, the
majority of young people with intellectual disabilities have experienced it as ex-
ploitative, unpleasant and far from liberating.

An alternative approach recognizes the inherent limitations of the labour
market, particularly insofar as people with intellectual disabilities are con-
cerned, and would replace paid employment as a marker of adult status with
more attainable, if also more nebulous, goals, such as ‘productive daytime activ-
ity’ or ‘quality of life’ (Thomson and Ward 1995). This builds on the Warnock
(DES 1978) proposal of ‘significant living without work’ (see also Tizard and
Anderson 1983), with the aim of maximizing purposeful and rewarding activi-
ties, enhancing social contact, reducing isolation and loneliness, providing op-
portunities for contributing to society and generally fostering a sense of belong-
ing and self-esteem.

The transition from child to adult is a process universally experienced, but
how it is defined and what are its essential features are historically and culturally
specific (Mitterauer 1992). Certainly work continues to be an important com-
ponent of adult identities, for working-class youths in particular, but there are
others — marriage, parenting, independent living or, as one of Walmsley’s
(1991) informants put it, simply the right to ‘say no to people’ — which may
assume greater salience for different groups at different times. Young women,
for example, have traditionally attached more importance to marriage and
motherhood (Leonard 1980; Wallace 1987). Work no longer separates the
adult from the child — if it ever did (see the collection in Spencer (1990)). In a
post-industrial age where paid employment occupies a shrinking proportion of
our lives and the non-employed outnumber those with jobs, and where the
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nature and consequently meaning of work are radically changing, it no longer
has the same significance it once did. Jenkins (1990) is surely correct to suggest
that to confuse exclusion from the labour force with the denial of adulthood is
to confuse rights with their actualization, means with ends. For much of the
past century we assumed that intellectual disabilities necessarily implied incom-
petence, dependency and social exclusion, and were content to allow the more
or less unfettered operation of the labour market to determine who should be
assigned to that category. This is no longer a viable position, not simply
because the economic conditions which made it possible no longer apply, but
rather because the issue is less one of identifying who ‘really’ are the ‘real intel-
lectually disabled’ (Gruenberg 1964) than of finding appropriate ways of
meeting their legitimate demands, as disabled people, to be treated as fully partici-
pating adult members of society (Oliver 1990).
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CHAPTER 6

Programming Adulthood

Intellectual Disability and Adult Services

Murray K. Simpson

With the implementation of care in the community policies and the run-down
and closure of the mental handicap hospitals, the discussion of models and prin-
ciples of service delivery has shifted somewhat. In particular, the pro- and
anti-institutional focus which characterized the 1970s and much of the 1980s
has given way to a more fragmented view of what adult services should actually
look like. Normalization, which had seemed like a relatively straightforward
idea when presented as a stark alternative to institutionalization, remained rela-
tively unified as a model for a decade or so since its first appearance in an
English language publication (Nirje 1969). With the increasing development
of community-based services, marked differences of interpretation of normal-
ization have emerged and some of its main tenets questioned by a number of in-
dividuals by no means hostile to the shift towards community services (see e.g.
Brown and Smith 1989; Perrin and Nirje 1989; Simpson 1998; Szivos and
Travers 1988). Lines of debate have opened up in relation to the principles and
technicalities of the means, ends, planning and implementation of services.
One of the issues gaining prominence in some sections of the research litera-
ture is that of a perceived shift away from programmed environments, particu-
larly in residential services. Improvements in social skills and adaptive behav-
iours were central to the development of the anti-institutional movement. Nor-
malization gained much succour from the positive results obtained in behaviour
modification and training and experiments in community living (see e.g.
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O’Connor and Tizard 1956; Tizard 1964). The first wave of residential
services in the ‘care in the community’ period of British social policy continued
this ethos (Felce 1996a; Felce and Toogood 1988), having as central compo-
nents the enhancement of community living skills and the reduction of
‘maladaptive’ behaviours. As Mansell put it in relation to one model of staffed
housing studied:

The aim is to help the people served take part in all the activities of daily living,
instead of the typical arrangement where staff do all the housework and create
large amounts of free time which they then find difficult to fill with construc-
tive therapeutic activity. (Mansell 1996, p.50)

This chapter will explore some of the research literature from the past decade or
so in order to unpack some of the issues and problems around the provision and
researching of adult services. The question of programmed environments is
particularly useful in this regard because it takes us to the heart of a number of
debates, around the purpose of services, the nature of adulthood for people with
intellectual disabilities and the setting of a research agenda. In addition, pro-
gramming uncovers certain tensions and inconsistencies between a largely psy-
chologically oriented research agenda and community care practices, particu-
larly in relation to social work. Specifically, the apparent decline in the priority
accorded to developmental objectives in residential care has coincided with the
transfer of responsibility to social services and social work departments. This
discrepancy in objectives points to the problematic nature of adulthood for
people with intellectual disabilities.

In the first section, I shall explore the arguments put forward that such a shift
in orientation has in fact happened. The nature of this ‘debate’ is that it is exclu-
sively arguing against the desirability of such a change. There is little positive
argument that services should not assign priority to developmental goals. Any
change is, therefore, more likely to be the result of either drift or incremental di-
vergence from such goals, rather than determined realignment. This interpreta-
tion is pursued in analysis of some of the factors suggested as lying behind the
change in direction. The discussion leads on to the issue of how the objectives
of services and research agendas are determined, specifically, in relation to the
various perspectives of parents, researchers, service providers and people with
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intellectual disabilities themselves. The ambiguous and contestable nature of
adulthood again surfaces in the context of research. As we shall see, this has
tended to be an imposed concept, rather than one derived from people with in-
tellectual disabilities.

In conclusion, I shall argue that, rather than carry on providing services and
producing research in quite fundamental tension with each other as well as with
the aspirations and perspectives of people with intellectual disabilities, a more
constructive engagement is required. At present, there is little in the way of
fruitful linkage between putative social work values — self-determination,
respect for an individual’s dignity, the promotion of choice, etc. —and the devel-
opmental aims of psychology. More seriously, there is very little attention being
given to the views of adults with intellectual disabilities and the radically differ-
ent views which they often hold of adulthood and intellectual disability to re-
searchers and service providers.

The move away from the programmed environment

The initial results of creating intensively programmed environments seemed
promising from the point of view of skills acquisition. Mansell (1996) reports
that engagement in ‘constructive’ and ‘meaningful’ activities rose by between
one-third and six times their pre-discharge level and that adaptive behaviour
almost invariably improved by as much as one-quarter to double. Positive
outcomes were also reported by Felce (1996a), with six main findings from
studies comparing life in two innovative residential projects to that in hospitals.
First, residents progressed better in skills acquisition than hospital patients or
those living with parents at home. Second, residents enjoyed greater participa-
tion in domestic, leisure and social activities than hospital residents. Third,
there was a higher level of staff-resident interaction. Fourth, their contact with
family and friends was improved. Fifth, there was greater use of community
services and facilities. Sixth, there was, however, no evidence of reduction in
challenging behaviour.

For Mansell, and others, the development of competence and opportunities
for meaningful activity are ‘central measures of quality’ (1996, p.55). Such a
view is unsurprising, given that the emphasis on behavioural adaptation and
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competence has been crucial to the process of redefining intellectual disability
itself, and not simply reorienting services (Race 1995; Simpson 1998; Stevens
and Heber 1964; Wolfensberger 1975). At least one group of researchers even
manage to invert the priority of the definitional elements of behaviour and in-
telligence:

The definition of learning disabilities [used in Leicestershire] is based on
adaptive behaviour problems (Heber 1955) associated with a moderate, severe
or profound developmental intellectual impairment (WHO 1992).
(McGrother eral. 1996, p.184)

Elsewhere, Felce and Toogood suggest that perhaps the reason why compe-
tence enhancement is so widely accepted is that it ‘reverses the defining condi-
tion’ (1988, p.14). The extent to which an individual has the opportunity to
participate in activities up to the limit of their capabilities is, then, a measure of
life quality, and the degree to which a service provides the necessary environ-
ment for skills to be realized in ‘meaningful activity’ is a measure of its appropri-
ateness.

However, more recent evidence appears to suggest that such an orientation is
declining. Research evidence points to a lack of clear linkage between staff:
resident ratio and levels of staff: resident interaction. Neither is the inverse rela-
tionship between level of intellectual disability and level of staff engagement
that one might expect necessarily present. Indeed, the more socially able the
resident, the more staff time he or she got (Felce 1996b). Elsewhere, observers
have pointed to the common failure of community living to produce increased
social integration or participation in domestic living tasks (Rose 1993). Both
Mansell (1996) and Felce (1996a, 1996b) point to a reduced training orienta-
tion of front-line staff. Of the three levels of service design which Felce (1996Db)
identifies — structure, orientation and procedures — attention has typically been
paid to the former two at the expense of the latter. This is in spite of evidence,
put forward by Felce and others, that the actual delivery of services at the indi-
vidual level has a greater impact, that is, in terms of the criteria which they put
forward as central to quality services, particularly improvements in adaptive be-
haviour.
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Interestingly, Felce (1996a, 1996b) associates this trend as due, in part, to
‘ideological’ training replacing that of a more ‘practical’ nature. Normalization,
or at least interpretations of it, are identified as producing a bias towards matters
of structure and general orientation. The ‘ordinary life’ model is cited as pro-
ducing such an emphasis on broad issues of service design and delivery, and for
not being based around clear operational goals for client development. If true,
this would mark a definite redefinition of normalization principles, given the
dominance of the psychological-behavioural model of normalization during its
early development, particularly in its classic formulation by Wolfensberger
(1972). Both Felce (1996b) and Mansell (1996) posit another rather more
banal explanation: the relative lack of any kind of training among front-line res-
idential staft, ideological or otherwise. In addition, services are criticized for
lacking clearly specified objectives for working with individuals: ‘Thus, these
community services are being set up without a cadre of well-trained staff at team
leader level and with many striking gaps in the training offered to the unquali-
fied staff in the team’ (Mansell 1996, p.57).

The findings from one project reported on by Mansell (1996) indicate four
key factors which produced significant improvements to such directionless
services. First, the introduction of ‘whole environment training’ to improve the
skills of staff in their interactions with residents. Second, changing the adminis-
trative structures and practices to improve the orientation and quality of man-
agement and, in particular, giving greater support to front-line staff. Third, im-
proving systems for gathering information about the service’s performance with
clients, setting and monitoring objectives for programmed working. Fourth,
procedures for reviewing such crises as do happen in order to prevent and/or
better manage them in future so as to prevent complete placement breakdown.
However, in spite of the implementation of such measures showing encourag-
ing short-term results, follow-up research did not appear to show any lasting
improvements in the service.

Pulling together?

The extent to which changes in adult services have been the result of deliberate
theoretical reorientation rather than ‘drift’ produced by lack of training and
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leadership are difficult to ascertain. Rose (1993) suggests that what he calls
‘secondary social policy’, the unofficial influences on service design and imple-
mentation, such as normalization or advocacy, have been more influential than
the official policies of successive governments in constructively shaping the
lives of individuals with intellectual disabilities. The influence of Wolfens-
berger’s model of normalization and John O’Brien’s (1987) ‘five accomplish-
ments’ are cited as having been particularly influential. Such a view seems to un-
derestimate the importance of the macro-political level. Despite its near
hegemony in progressive thinking about services for people with intellectual
disabilities in the 1970s, comparatively few lives were transformed by the prin-
ciple of normalization until official policies of community care developed in the
1980s. Even if these provided no more than the necessary conditions of oppor-
tunity for the creation of services by individuals and agencies operating with a
different agenda, their significance should not be ignored. In addition, we also
need to take into consideration the earlier point: that we are confronted with a
number of different interpretations and mutations of normalization.

(1996a) makes the very interesting suggestion that the change from health
to social services as the lead role in providing services (directly or otherwise) for
people with intellectual disabilities may be partly responsible for a changing
orientation. He argues that programmes of deinstitutionalization were too often
based on naive assumptions about the benefits which would accrue from the
simple fact of living in the community. The belief that behaviour would
markedly improve by simply removing people from the ‘deviance-inducing’ en-
vironment of the mental handicap hospital resulted in a diminution of attention
to behavioural analysis and programming. If correct, this would be doubly
ironic because psychology was pivotal in generating the anti-institutional
critique in the 1960s and 1970s, and yet carried more professional weight in
hospitals than in the social work dominated services that would come to replace
them. Hitherto, the psychologist innovators were operating in the context of a
medical regime hovering on the brink of moral, professional, political and orga-
nizational bankruptcy. The psychologists offered a way forward for health
services which could scarcely be resisted. However, their organizational pos-
ition in the context of local authority social services/work departments has
been far less powerful than in health services, as has their conceptual leverage.
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Social work did not have to fear the challenge of psychology. For better or
worse, neither does it seem to have accepted its assistance, at least not whole-
heartedly.

Social work approaches to services for adults with intellectual disabilities
tend to be characterized by a stated orientation towards individual choice and
independence. While neither of these is contradictory to the psychological
approach, they do signify a subtle but important difference of emphasis, away
from behavioural normality or adaptation. Felce opines:

The status of developmental progress as a goal and allied processes such as as-
sessment, goal-setting and skill-teaching were subordinated to the wider con-
ceptualisation of the ‘Five Accomplishments’ (O’Brien 1987) — even though
the achievement of competence was one of their number. Behavioural analysis
and technology was consigned to the dustbin of the previous decade, only to
be allowed out grudgingly in the extremis of severely challenging behaviour.
(Felce 1996a, pp.138-139)

The important and unresolved question is whether the similarity of the ap-
proaches is indicative of a shared objective or because they are both attempting
to find a way out of a similar problematic. The former interpretation suggests
that common ground can be found; the latter that the different approaches are
moving in opposing directions. While it seems improbable that Felce is exactly
trying to suggest that objectives should not be informed by some value base, the
suggestion that competence training should have overriding importance is at
least contestable. Such a contest would then take us to another, more funda-
mental question, namely whose objectives are being considered in the first
place? Nonetheless, Felce’s contention that the relationship between the values
and concepts employed by services and behavioural treatment is an unresolved
and unsatisfactory one does not seem at all unwarranted.

This is all the more important in light of the perceived drift in orientation
discussed above. We must take account of the fact that most of the homes in
question are not directly run by social services/work departments, and that the
majority of staff are not professionally trained. In addition, many housing and
support agencies will not be large enough directly to employ a range of allied
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support professionals such as psychologists, and staff may lack both the
know-how and opportunity to tap into such services.

Whose objectives: Parents, professionals and users

In this section, I pose the question of whose agenda is reflected in community
care policy and practice. This is an important question, though not often explic-
itly addressed. Are ‘adult services’ services for adults or services for adulthood?
Objectives and principles of service provision broadly expressed often present
an air of apparently obvious meaning — ‘ordinary living’, ‘independence’, ‘nor-
mality’, ‘inclusion’, etc. In practice the ways in which these terms are mediated
by the interpretation of various professions, parents and sections of society, and
through the qualifications of risk management, informed choosing and ‘best in-
terests’, result in a far more complex picture in which the voices of adults with
intellectual disabilities are heavily muted. Indeed this is particularly noticeable
when comparison is made with the wider field of disability and the relative
balance of influence of disabled people, carers, service professionals and aca-
demics which exists there.

One of the most striking features of the literature on adult services — their
proper function, effectiveness, form, methods, etc. —is the relative absence of the
actual views of adults with intellectual disabilities (Atkinson, Chapter 9;
Atkinson and Walmsley 1999). Walmsley (1991) comments on the general
paucity of participatory research with this group. Whether from a strictly ‘re-
search’ perspective or from an ethically oriented one, this seems like a serious
deficit. Why is it so? The answer relates to the question posed earlier, namely,
how are the broad objectives of community care translated into services at the
individual level? The extent to which services and models are genuinely em-
powering and focused on the needs of individuals, rather than aimed at social
regulation and the reproduction of inequalities, is central to this debate.
Apropos this critical discussion, Felce makes a revealing comment:

Institutional reform is symbolic of the changing ideas in the post-war era about
the place of people with disabilities in our society. The institutions had become
purveyors of segregation as a deliberate act of social control. (Felce 1996a,
p.127)
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Such views encapsulate a not altogether unfamiliar, though hopelessly naive,
picture which separates approaches into some variation of a care versus control di-
chotomy. Consequently, certain programmes are characterized as being geared
towards society’s perceived interests (or perhaps those of dominant social
groups) and, therefore, controlling, while others are based on individual needs
and rights and are regarded as caring or empowering. The problem is that such
views fail to grasp the complexity of social processes and that care and control
are not mutual exclusives, just as any framework of services or theory involves
complex exchanges between competing interests. If the key word in Felce’s
comment is ‘deliberate’, then the contrast is of minimal significance to the lives
of people with intellectual disabilities, except that the counter-strategies are
made that much more difficult when ‘control’ is not an intended outcome.

This is a central point, since it would be difficult to establish that normaliza-
tion or community care were motivated by the intent to social control, at least at
the operational level. Nonetheless, the majority of social regulation occurs by
means which have little to do with conscious motivation. This is where the lack
of sociological attention to the field becomes most keenly felt. There is a perva-
sive lack of awareness of some of the simplest tenets of social enquiry. It is essen-
tial that greater critical attention is brought to bear upon fundamental principles
if the lack of influence on the research agenda or objectives of services by the
people most directly affected is to be corrected.

‘Choice’ is a near ubiquitous concept and aim of services, one which few
would reject. However, what it actually means in practice and the weight which
it is accorded relative to other factors in the decision-making process are less
straightforward. Felce and Toogood (1988) describe feeling obliged to consult
a service user regarding a proposed move out of hospital on the grounds that the
services are there, after all, for her and that it was important not to assume that
even a profound level of intellectual impairment necessarily excluded all possi-
bility of expressing a ‘rational view’. Now, while the perceived absence of
reason has for centuries been central to the deprivation of liberty and the social
exclusion of people with intellectual disabilities, it is not clear that preference is
always or ultimately a matter of reason. The desire to live in one kind of house as
opposed to another, with this person as opposed to that, to prefer chocolate to
strawberry milkshake, are not rational matters in any obvious sense. Why are
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such observations necessary? So long as professionals retain the right to
overrule an ‘uninformed’ choice, they are absolutely crucial. We also need to
ask why individual preference is not made more central than it is.

In fact, the objectives of services for individuals appear to most observers as
more or less self-evident and determined largely by dominant social values.
Brigden, for instance, suggests that the central aim should be to provide the nec-
essary ‘assistance [to adults with learning disabilities] to become more valued
members of society’ (1993, p.80). The underlying argument is that people with
intellectual disabilities need social skills if they are to integrate and perform
valued social roles. The objectives are essentialized inasmuch as they are rooted
in an environment which is not in itself problematized; a reflection of the classic
psychological conception of adaptation which underpins the field. ‘Need’ arises
from the difference between what individuals are unable to do and what is
deemed necessary for social survival, not between what they are able to do and
what they want to do. Thus, the provision of services, and components thereof,
such as choice, is only a means to ends which are already largely socially deter-
mined (albeit mediated and interpreted by professionals). ‘Meaningful activity’,
for instance, is rarely, if ever, related back to the person to be engaged in it.
Things such as ‘leisure’ and ‘rest’ have true ‘meanings’ which are only realized
when the majority of one’s time is taken up in other ‘meaningful occupation’
(Felce and Toogood 1988).

It should scarcely need to be stated that ‘critical attention’ does not mean re-
jection. However, there do seem to be grounds for rejecting the kind of
self-evidential cultural uniformity behind most accounts. For instance, the
widely held assumption that interaction between people with intellectual dis-
abilities, as a devalued social group, and non-intellectually disabled others
would not stand as a credible parallel for working with ethnic minorities. In
addition, the whole concept, implicit or otherwise, of ‘normality’ has come in
for intense criticism from the disability movement (Davis 1995; Oliver 1996).
We also risk setting the standard of ‘normality’ for adults with intellectual dis-
abilities much higher than for anyone else — the degree of understanding and re-
sponsibility which they must demonstrate before being allowed to enter into
sexual relationships, for instance. Even more straightforward matters, such as
friendship, assume far greater gravity. For instance, Brigden suggests:
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It is essential that adults with mild learning disabilities are fully conversant
with the concept of friendship and what this means. They need to be able to
demonstrate that they understand that friendship is a two-way process, involv-
ing give and take, and that certain types of behaviour are appropriate to certain
levels of intimacy, such as kissing. (Brigden 1993, pp.81-82)

The consequences are not spelled out, but we should not forget that there are
many other non-disabled people in society who do not understand or respect
these concepts, but without this necessarily providing the grounds for interven-
tion. If the justification is that they have an intellectual disability and the behav-
iour is pathologized, then we are clearly onto the terrain of social control. This
example gives ample illustration of the danger of regarding social control and
individual interests as mutual exclusives. When faced with the prospect of
possible prosecution and incarceration for grossly inappropriate sexual behav-
iour, it will generally be possible to regard intervention as meeting everyone’s
view of desirable outcomes — ‘it’s better to be controlled in this way rather than
that’ — but we should be clear about one thing, the same argument could be
made for people without intellectual disabilities. If we are treating them differ-
ently there remains a question of why. Intellectual disability will not provide a
satisfactory basis for the answer, since we cannot regard social behaviours as
unrelated to intellectual ability and antisocial as related. It remains to be estab-
lished whether future competence enhancement forms part of the life goals of
the majority of people, or if they even conceive of their future in terms of life
goals at all.

However, it is not only among service users, professionals and researchers
that discrepancies between agendas may arise. As has been noted, many parents
of adults with intellectual disabilities entertain real doubts about the extent to
which normalization gives sufficient recognition to the ‘differentness’ of their
sons and daughters, particularly in relation to ‘high risk’ issues such as sexuality
and independent living (Brown, Orlowska and Mansell 1996; Rose and Jones
1994). There is also the ambiguous status of services as meeting parents’ needs
and those of the rest of the family as well as the family member actually using
them. What is clear is that there is a pronounced tendency of many parents and
most professionals and researchers to emphasize or construct the ‘otherness’ of
intellectual disability and those who have it. However, in the context of larger
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populations — in research, or service planning and delivery — sharp divisions
give way to continua. In spite of this quantitative variation, the language of
research, policy and practice produce and sustain binary division — a process
which Derrida refers to as différance(Corker 1998). Thus, in spite of the fact that
no such clear division exists in the properties of the population, a body of pro-
fessional and lay knowledge exists which implies that such a division does in
fact exist. Of course, put another way, the division does indeed exist it is accom-
plished in the act of knowing itself. So even given the arbitrary nature of the sta-
tistically based division of intellectual disability, there may be a group of
people, in a broad or narrow band of functioning range, around the threshold
of intellectual disability, whose status is subject to the contingencies of testers’
orientation and mood, the error margin of the tests, the view of parents and pro-
fessionals and other variables. In spite of this, the division, once accomplished,
is still largely binary.

If the aim of community care services is to provide opportunities and support
for ‘adulthood’, then there may be a problem squaring this with the perspective
of service users. This is even more true when we consider those who do not take
up adult services on school leaving. The significance of adulthood itself has
been the occasional subject of research. Walmsley (1991) reported that inter-
viewees found it difficult to engage with the concept of adulthood per se. The
nearest point at which the researcher’s focus and the research participants’
concerns coincided was ‘independence’. Walmsley found that living more inde-
pendently was a primary issue for most of the participants (all attendees at an
adult training centre). The definition of ‘independence’ employed by the partic-
ipants and researcher is a typical one, meaning doing things for one’s self. As
one participant related:

She [Mum]’s been training me all these years to be independent. I've learnt
cooking, do me own breakfast every morning, washin’, ironin’, shoppin’,
cleaning, looking after me own animals. I go shopping with my mum, but I'm
soon going to do it on me own. (Walmsley 1991, p.147)

What is interesting here is that alternative views of independence and inde-
pendent living from the wider disability movement are nowhere in evidence. As
Brisenden (1986) comments, the alternative view of independence is about
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being in control of one’s life; about how, when and by whom assistance is
provided, rather than necessarily ‘doing things for one’s-self’ (see also Morris
1993). In one sense this is unsurprising, since this view of independence
requires the individual to accept that they are disabled, albeit by social barriers.
What comes through very clearly in other research is that for most people with
intellectual disabilities entering adult life, the key issue is to detach themselves
altogether from an intellectually disabled status (Bogdan and Taylor 1982;
Edgerton 1967; Richardson and Koller 1996). Survival with as little support as
possible assumes a much greater significance in this regard.

Adulthood as a research problem

It may be that the relationship between researchers and the views and aspira-
tions of adults with intellectual disabilities are themselves at odds. Walmsley
(1991) attempts to adopt a ‘participatory’ research methodology based on
feminist principles, most notably in trying to avoid imposing the researcher’s
agenda and assumptions on the interviews. However, despite establishing early
on that ‘adulthood’ did not figure as a key concept for the participants, the
findings end up being fitted into this conceptual framework. Thus the
comments of interviewees are fed back to them in terms of how they equate to
adulthood: ‘Being an adult means: independent living; managing your own
money; getting married; having a home of your own; being treated right; not
being told what to do’ (Walmsley 1991, p.151). This seems especially interest-
ing in view of the established finding, noted above, that it is escape from the
status of intellectual disability which preoccupies most adults so designated or
at risk of being so, rather than ‘adulthood’.

However, it is not only in relation to adulthood as a research question itself
that research problems arise. There is a general inattention to the views of adults
with intellectual disabilities about their lives, experiences and use of services.
This, and the general bias towards issues relating more or less directly to
adaptive behaviour, is reflected in the findings of Emerson and Hatton’s (1996)
review of research into the impact of deinstitutionalization programmes on in-
dividuals. (Table 6.1 summarizes these findings.) The four top measures — en-
gagement, competence, use of community facilities and staff contact — form a
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clear group in terms of their frequency in measuring service outcomes, appear-
ing in roughly two-fifths of all studies. The rest form a tail dwindling down to
‘satisfaction with services’ and ‘life satisfaction’ at the lower end of the scale. It is
also noteworthy that disposable income seldom figures as an issue for research-
ers. McGrother eral. (1996) found that financial assistance was by far the most
significant area of unmet need as expressed by adults with intellectual disabili-
ties and carers in their study in Leicestershire (37 per cent). In spite of this, the
authors give the issue little discussion.

Table 6.1 Summary of research
into the effects of deinstitutionalization

Measure Percentage of studies’'
Engagement 40
Competence 37
Use of community facilities 37
Staft contact 37
Service organisation 17
Opportunities 16
Social relationships 12
Costs 11
Physical environment 10
Carer outcomes 8

Satisfaction with services
Social status/community acceptance
Disposable income

Possessions

w W W o3

Life satisfaction

1 Figures are estimates read from a bar chart

As much as this might reflect what researchers think is important for adults with
intellectual disabilities, it also highlights what they think counts as knowledge,
i.e. empirical, objective, scientific and quantifiable data. Elsewhere, Brown ez al.
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(1996) construct a continuum of activities among parents’ groups — ‘prevent-
ing, improving, maintaining, extending, augmenting or replacing current
service provision’ (p.235). The authors attempt to create an apolitical and
semi-quantifiable scheme of classification. This again reflects the tendency of
researchers to stick to a predetermined research framework which sets the
issues, determines the methodology and directs the findings. What it does not
do is give a clear picture of what being an adult with an intellectual disability
actually means.

Conclusion

The thrust of this chapter may seem to imply that the orientation of most
current research is fatally flawed and that we should back off from such ‘scien-
tifically’ and psychologically oriented studies. This would be a mistaken inter-
pretation; the research in question has been too important and invaluable to too
many people to be so summarily dismissed. The research literature is replete
with examples of well-programmed interventions bringing about radical im-
provements to the lives of individuals as well as of non-programmed, superfi-
cially ‘progressive’ services making little impact. Felce makes this point very
succinctly:

I believe that the results of our research on the Andover houses did not show
that they were better than the other services we compared them against
because they were small, ordinary houses, or even small, ordinary, well-staffed
houses in the community, but because these attributes were coupled with a
well-operationalised orientation and a set of working procedures and staff
training methods to match. (Felce 1996b, pp.127-129)

Instead, this chapter points to two broad areas in which improvement could be
made: first, in relation to specific points of reorientation; second, in terms of
making up for considerable gaps in the present shape of research.

To take the gaps first, the review of Emerson and Hatton (1996) gives a clear
picture of where the areas of underactivity lie, and it does seem important to put
it in these terms, rather than of overactivity in other areas. There is a serious lack
of studies attempting to elucidate or analyse the views of adults with intellectual
disabilities (see Atkinson, Chapter 9). This seems to be true in all areas: personal
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accounts of intellectual disability, experiences of receiving services, involve-
ment in research planning, and so on. The difficulty in solving this particular
problem is that no one has any clear strategic responsibility for ensuring that
such a balance is achieved — an issue which the reserch funding bodies might
address more seriously than they have hitherto. That said, this does not
overcome the problem of how to stimulate greater interest among researchers
in areas such as sociology, social policy and a wider range of psychology. In this
respect this problem is easier to identify than to solve.

The second area in which progress might be more easily made is in relation
to points of reorientation. First of all, this chapter echoes the view expressed by
Felce that the current relationship, in both theory and practice, between values
and technology is unsatisfactory. However, Felce does not offer any convincing
explanation for his own conclusion that developmental objectives should be
given automatic priority, and nor has any been forthcoming from other quarters.
This remains, therefore, an unresolved issue, and one that can only be satisfacto-
rily dealt with in conjunction with people with intellectual disabilities them-
selves.

Second, people with intellectual disabilities are an oppressed social group
(Williams 1989). Points of difference with other marginalized social groups
should certainly not be ignored, but points of similarity almost entirely are in
large sections of the research literature. Attempts to make links to gender issues
(Brown and Smith 1992; Szivos and Travers 1988), ethnicity (Baxter 1989;
Ferns 1992) and disability more generally (Walmsley 1994) highlight some
possible directions here.

Third, and leading on from these points, there needs to be a greater attention
to the question of what it is that services are and ought to be trying to achieve
for users and carers. The tendency to root itself in the apparently self-evidential
model of adaptation, borrowed from evolutionary thought, is typical of the
dominant forms of psychological thinking. While useful and important in some
respects, this tends to downplay the relative importance of self-determination,
political consciousness, collective identity and the need for societal changes.

Fourth, research into the nature and meaning of ‘adulthood’ for people with
intellectual disabilities has to come to terms with the fact that it may not form
part of the outlook of the people being studied. It is important to be clear about
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when, how and why the analytical concepts and categories of the researcher are
being used, and to recognize also that these are not intrinsically illegitimate.

Equally, this chapter has implications for the direction of social work
services. The dogmatic commitment to social work values can become more of
an impediment than a help if they are allowed to become excuses for
non-engagement with other professional perspectives and contributions. A
number of conclusions may be drawn. First, ‘self-determination’ fits uneasily
with the reality of empty lives with little meaningful activity; though, neither
does it go away. It is important to find more constructive means of identifying
life choices and facilitating their realization. Second, social work services need
to regain a much clearer sense of purpose. What specifically are they trying to
achieve for service users? More to the point, what do service users want
professionals to achieve for them? It is an inescapable fact that small does not in
itself necessarily mean better, whatever ‘better’ might mean. Third, most users
and potential users of adult services do not wish to have the status of ‘intellectu-
ally disabled’ by any name (Baron, Riddell and Wilson 1999). Indeed, most of
those able to survive without them prefer not to access services at all, rather than
accept such a status.

What does this mean for service providers? There are a number of issues that
need to be addressed. Are people really better off in services than out of them,
particularly for those who are also out of employment and otherwise socially
excluded? If there are benefits, what are they? Insofar as service provision is a
central part of the constitution of the intellectually disabled identity (i.e. not
self-identity, but the socially imposed or expected one), to what extent can this
be made less stigmatizing and promote a positive collective and personal
self-image? At the very least, this discrepancy between what most individuals
want and what service providers are typically prepared to acknowledge must be
tackled.

AsBaron eral. (1999), Jenkins (1989) and others have noted, the ‘adulthood’
of people with intellectual disabilities is highly problematic. Their access to the
social roles, opportunities and status which provide the cultural markers of
being an adult are generally more restricted for people with intellectual disabili-
ties coming of age (see May, Chapter 5). This has left a number of critical ambi-
guities and conflicts in the design and provision of services. For example, one of
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the things that comes across very clearly in most direct observational and expe-
riential studies of life as an adult with intellectual disability is that even ‘pro-
gressive’ services are geared towards creating adults with intellectual disabili-
ties (e.g. Angrosino 1998; Devlieger 1998; van Maastricht 1998). In other
words, the thrust of community care policies (used in the widest possible sense)
is to challenge the assumption that being intellectually disabled is an intrinsic
barrier to achieving adulthood. With such a strategy, the concept of intellectual
disability mutates to accommodate a change in values and perspective. Butin no
sense does this mark a challenge to the intellectually disabled status per se. It is
about the integration of people with intellectual disabilities rather than disinte-
gration of intellectual disability. This may be a defensible position, but it is at
odds with the aspirations of many of the people it is designed to serve. At the
very least, service providers and researchers do need to become more sensitive
as to whether it is adulthood or intellectual disability which is the overarching
cultural category since this fundamentally affects the extent to which those
subject to their attentions have control over their lives.
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CHAPTER 7

Marriage and Parenting
David May and Murray K. Simpson

If school leaving can be said to mark the end of childhood and the formal be-
ginning of that journey to full adult status, then marriage, and even more so,
parenthood, publicly announces its completion: indeed in some European soci-
eties still a successful transition cannot otherwise be achieved (Mitterauer
1992). The significance of both is not lost on the majority of people with intel-
lectual disabilities, especially those who might aspire to social acceptance and
anything like an ‘ordinary’ life. Edgerton (1967), for example, notes that for his
sample of ex-hospital residents marriage and parenthood remained ‘cherished
goals’, essential components of self-esteem, despite the fact that for many it was
their sexuality — their proclivity, ‘real or fancied’, for sexual misconduct — that
had prompted their removal from the community in the first place; a confine-
ment from which they were only released by their agreement to sterilization.

It is perhaps difficult today to appreciate just how entrenched and unques-
tioned was the opposition to the idea of people with intellectual disabilities
forming relationships with the opposite sex, let alone having children. ‘It is
agreed,” asserted the Board of Control in 1949, with a spurious authority that in
fact rested on little more than prejudice and anecdote, ‘that mentally defective
persons are generally unfit for the responsibility of marriage and parenthood’
(quoted in Mattinson 1970, p.47). Mabel Cooper describes some of the extraor-
dinary strategies adopted by the authorities at St Lawrence’s in the early 1950s
to control social intercourse between the sexes and ensure that undesirable at-
tachments did not form:

117
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You couldn’t mix with the men. You could go to a dance but you'd have men
one side, women the other. You could dance with them, but they had to go
back men one side, women the other side. Even in the dance hall there was two
loads of staff in the middle, one full of women and one full of men, and you just
danced around the staff in the middle. (Atkinson, Jackson and Walmsley 1997,

p.25)

Even with the adoption of community care and ‘normalization’ and the formal
abandonment of the institution as the cornerstone of government policy, oppo-
sition to (perhaps one should more accurately say, incredulity with) the idea of
people with intellectual disabilities marrying persisted, if perhaps in a less overt
fashion. Like Normal People (Myers 1978) celebrates the marriage of two ‘re-
tarded’ people in the USA in the late 1970s as a major breakthrough (as it then
surely was), achieved despite the reservations of support workers and family.
The couple involved describe the obstacles they encountered to their burgeon-
ing relationship from the staff in the residential home where they were both
living before their marriage: ‘They wouldn’t let us be alone together, and if we
were in the same room, we had to leave the door open. It was as if they didn’t
trust us ... Houseparents would criticize us if we held hands or if I put my arm
around her’ (p.148). At much the same time, Craft and Craft (1979), pioneers in
the field, were reporting on their failure, ‘despite three years of staff counsel-
ling’, to open up one UK institution to married residents. In this way, denied the
opportunity to engage in meaningful adult relationships, the public image of
people with intellectual disabilities as ‘eternal children’ was reinforced.

We note such attitudes in part to remind ourselves of the distance we have
travelled over the past two to three decades. It is a journey that is clearly re-
flected in the research literature. In her groundbreaking study of marriage and
intellectual disability first published in 1970, Mattison states that she was
unable to find any published work which ‘dealt in detail with the relationships
in a marriage made by two individuals, once weak in social functioning, handi-
capped by low intelligence and having experienced care and training in a hospi-
tal’ (pp.18—19). This is perhaps to overstate the lack of interest in marriage and
parenting among the research community even at that time and certainly
ignores Edgerton’s (1967) important and enormously influential study which
appeared only three years earlier and presents a picture of marriage in a formerly
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institutionalized population not too dissimilar from her own. But her general
point is well taken. Of nearly 150 references identified by the present authors,
less than 13 per cent were published prior to 1970, while almost two-fifths
have appeared in the last decade.

Not only does this illustrate the recent, remarkable growth of interest in the
area, but closer inspection of the work reveals an equally significant shift in the
research focus, since all but two of the more than fifty papers appearing since
1990 are concerned specifically with parenting rather than marriage per se. The
question posed at the very outset of Mattison’s book — ‘Is marriage a viable
proposition for the subnormal and their children?” — is not only no longer
thought appropriate, it is simply irrelevant. The task for researchers is now not
so much to establish the fitness (or otherwise) of people with intellectual dis-
abilities for marriage and parenthood, but to assist them more effectively to dis-
charge those roles (see, for example, the papers in the special issue of the Journal
of Intellectual and Developmental Disabilities 24, 1, 1999).

In this chapter we consider this shift of emphasis and present a selective
review of the findings on marriage and parenting before offering some data of
our own as a contribution to the debate. We do not, however, presume to add to
the many existing comprehensive reviews of the literature. For this the reader is
referred especially to Dowdney and Skuse (1993); Llewellyn (1990); Sheerin
(1998); Tymchuk and Andron (1994). For earlier work focusing particularly on
marriage see Craft and Craft (1979). The most important, and certainly most in-
teresting work of recent years is that by the Booths, an ethnographic study very
much in the Edgerton tradition. This has produced two books (Booth and
Booth 1994, 1998) and a number of papers, of which see especially Booth and
Booth (1993).

From marriage to parenthood

In many ways the shift of emphasis we have referred to merely acknowledges
the changing reality consequent upon the policy developments of the past 30
years. As Booth and Booth (1993) note: ‘Parenthood is a choice and conse-
quence of ordinary living.” The numbers of people with intellectual disabilities
who are becoming parents are (or so it is assumed) inevitably increasing, and are
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likely to continue to do so — whether we wish it or not — and the research
agenda must needs change in response to this new reality. But at the same time
research does not simply reflect the world, it helps shape it. Changing attitudes
to marriage and parenting are in large measure the result of the quite different
way we have come to view people with intellectual disabilities and their rela-
tionship to the wider society, and much of the responsibility for that, both in
the general and the particular, must rest with the research community.

One of the earliest, and certainly most influential, studies of marriage is
Mattinson’s (1970) study of 36 couples discharged on licence from one large
hospital in the south-west of England in the 1950s and 1960s. They had spent
up to 42 years in institutions, although the mean length of time was 14 years.
The mean IQ of the group was 61, but Craft and Craft (1979) note that ‘nearly a
quarter had a tested IQ of over 70 on admission’ and others who had originally
been admitted for work training or whose IQ was depressed as a result of
‘grossly deprivative upbringings’. In short, the status of ‘a high proportion’ of
the sample was at least contestable. Most had known one another while in the
institution and some had discreetly embarked on their courtship there, but
others had not met until after their discharge. Only 4 of the 36 couples were at
the time of the study divorced or separated. A further three were rated as ‘unsat-
istactory’, characterized by ‘a negative, stormy relationship’. On the other hand,
19 of the 32 had a relationship that Mattinson described as ‘supportive and af-
fectionate’, ‘able to give to each other both practically and emotionally and safe
enough to afford considerable flexibility and freedom within the relationship
and with the organisation of their marital affairs. Their togetherness was the
most real, as it allowed them still to be separate individuals and at times within
the togetherness to be “alone” (pp.133-134).

Craft and Craft’s (1979) study of 45 Welsh couples, in which at least one of
the partners was ‘mentally handicapped’, i.e. with an IQ_ of less than 70,
adopted a similar methodology (although with a significant action component)
and produced very similar results. At the time of the study 41 of the 45 mar-
riages were still intact. The average length of marriage was 7.5 years, with one
having lasted for 27 years. The mean age at marriage was early thirties,
somewhat older than in the general population, although whether this resulted
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from their incarceration or reflects the social isolation of people with intellec-
tual disabilities more generally is hard to say.

Craft and Craft (1979), like Mattison (1970) and Edgerton (1967) before
them, drew a generally positive picture of the ability of people with intellectual
disabilities to forge and sustain productive and meaningful relationships: ‘with
adequate education, a counselling programme, current government allowances,
social work support and standard council houses or flats, far more handicapped
married couples can make a success of marriage, and achieve happiness in life,
than previous studies have suggested’ (p.125). Yet, as with Mattison’s study, the
precise status of their sample is ambiguous and it is far from clear just how
generalizable are their results. More than one in four had IQs in excess of 70,
and while some of these had other mental and physical problems, others were
described as ‘normal or dull normal [with] no overt disability’.

Perhaps surprisingly, neither Mattison (1970) nor Craft and Craft (1979)
have a great deal to say about children or their samples’ parenting abilities. This
is no doubt in part because for many of their couples children were simply not a
major consideration. Between one-half and two-thirds of the couples were
childless, and the average family size, of 1.5 and 2.1 respectively, was lower than
for women of comparable age in the general population. However, it was also
clear that for those families with children child care was an issue: almost all were
receiving regular support from health visitors or social workers, in many cases
of a quite intensive nature, and the children themselves were performing less
well than children from other families.

Parenthood was marginal to the concerns of Mattison and Craft and Craft
because what they were offering was a form of companionate marriage largely
unburdened by the demands and risks of children. It is no coincidence that such
ideas commanded the attention of researchers and campaigners alike in the late
1960s and early 1970s when widespread use of ‘the pill’ and the emergence of a
much more liberal social climate were generally effectively decoupling sex from
procreation and elevating the former to the status of a universal human right.
But these same social trends also led to a decoupling of sex from marriage and a
rise in cohabitation and single parenthood among the general population, inev-
itably detracting from the significance of marriage as the decisive threshold to
adult status.
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Parenting

For all these reasons, by the early 1980s marriage was no longer the issue on
which the battle for the rights of intellectually disabled people was to be
fought; it was instead, parenthood, transformed from a practical into a moral
issue. As Greenspan and Budd (1986) declare: ‘allowing individuals labelled as
mentally retarded to exercise their desire to participate in the life-giving process
is the ultimate test of living in a free and humane society’. But this is to introduce
other equally vulnerable parties to the equation with ‘rights’ that are increas-
ingly being recognized and, indeed, accorded primacy (Brodeur 1990; Hayes
1993), which may well help explain the continuing controversy surrounding
this issue. However, as Sheerin (1998) has pointed out, even here there has been
a significant shift in emphasis in the research agenda over the past two decades,
from an initial concern with parental inadequacies to a much more positive
approach which seeks to emphasize the abilities of intellectually disabled
parents, and identify means by which those abilities may be further strength-
ened.

Three assumptions dominate much of the early research on parenting by
people with intellectual disabilities: that such people lack the intellectual and
social competencies for adequate parenting; that they are incapable of acquiring
the necessary skills; and that as a result their children are at risk of serious devel-
opmental delays, or worse. At first sight the evidence would seem to support the
first and last of these assumptions, while opinion on the second is somewhat
divided. Closer inspection, however, reveals a much more confused and incon-
clusive picture (Dowdney and Skuse 1993). Certainly, there is a good deal of
evidence to suggest that women with intellectual disabilities (there has been
little work carried out on fathers) make for poor housekeepers and are fre-
quently overwhelmed by their parenting responsibilities, their difficulties not
surprisingly increasing with the size of their families (Accardo and Whitman
1990; Mickleson 1947; Shaw and Wright 1962; Sheridan 1956; Zetlin,
Weisner and Gallimore 1985). Although Borgman (1969), it must be added,
found no such relationship. At the same time, it would appear that above a
minimum level of intellectual competence — the consensus seems to suggest
somewhere in the region of an IQ of 50 (Borgman 1969; Mickelson 1947) —
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there is no clear relationship between parental competence and intelligence
(Brandon 1957; Galliher 1973; Schilling eral. 1982; Shaw and Wright 1960).

There is a common belief — Espe-Sherwindt and Crable (1990) prefer to call
it a ‘myth’, but it is buttressed by considerable research evidence — that the
children of parents with intellectual disabilities will themselves be intellectually
disabled, or at the least are more likely to experience significant developmental
delays, to suffer from health problems, exhibit behavioural problems and gener-
ally invite the concern of health visitors, social workers and teachers, and as a
consequence are more likely to be taken into care (Brandon 1957; Craft and
Craft 1979; Gillberg and Giejer-Karlsson 1983; Kaminer, Jedrysek and Soles
1981; Mattison 1970; Reed and Reed 1965). At the same time, it is clear that
this is by no means an inevitable progression. In their ethnographic study of the
long-term effects of parenting by people with intellectual disabilities, Booth
and Booth (1998) conducted in-depth interviews with 30 now adult children
of parents, at least one of whom had intellectual disabilities. Half of their sample
were themselves identified as intellectually disabled. They found that the rela-
tionship between parental competence and child outcomes is far from straight-
forward or deterministic, but is rather shaped by such contingencies as ‘the birth
of another child, the death of a grandparent, a change of school, the separation
of parents, the onset of unemployment, a move to a new house’. Many of the
children showed ‘considerable resilience’ in the face of life’s vicissitudes and
overall they seemed to fare no better or worse than other children from the same
social background. Far from their surviving (and in some cases, prospering) in
spite of the handicaps imposed by their upbringing, the idea of family exerted
an important and positive influence on their behaviour and on the parent—child
relationship that extended well into adulthood. Booth and Booth concluded
that ‘children’s destinies are not fixed by having a mother or father with
learning difficulties’.

While the specific factors that account for success or failure remain elusive,
Booth and Booth identified three broad sets of variables that enhance the pros-
pects for a positive outcome. The first of these centre on the personality of the
individual child: ‘sociability, responsiveness to others, and an outgoing nature as
shown by a readiness to join in activities and take on responsibility’ enable the
child to cope with the negative effects of the environment. Second, is a secure
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and stable family environment characterized by warmth and mutuality. Finally
the existence of supportive relationships outside the home encourages partici-
pation and involvement by child and family in the wider society. These factors
operate, not in some mechanistic way, but rather in a highly contingent fashion:

[They] may be missing for some people, or they may change over time, or they
may be insufficient to buttress the individual against the pressures bearing on
them. The balance between the stresses that heighten vulnerability and the
protective factors that enhance resilience varies for different individuals and at
different points in people’s lives. (Booth and Booth 1998, p.84)

In this and their earlier study of parents with intellectual disabilities (Booth and
Booth 1994), Booth and Booth are at pains to counter ‘the presumption of in-
competence’ that characterizes so much social services, involvement with such
families and which encourages premature removal of children from the home,
not because of inadequate care, but simply because their parents have intellec-
tual disabilities. They criticize the agencies working with these families for:
using inappropriate standards of care when assessing parental competence;
focusing on parenting deficits or failure and ignoring achievement and success;
attributing inadequate child care or unsatisfactory outcomes to those parenting
deficits, while failing to take into account wider environmental influences — the
poverty and social deprivation that mark their lives; and generally for adopting
a one-dimensional approach to what is the much more complex reality of
people’s lives and relationships. They do not, however, deny that there is a
problem, and research has shown that many such parents lack the skills neces-
sary for effective child rearing. They note specifically:

the failure to adjust parenting styles to changes in their child’s development, a
lack of verbal interaction with the child, insufficient cognitive stimulation es-
pecially in the area of play, a tendency to overgeneralize instructions, inconsis-
tent use of discipline (and, in particular, a reliance on punishment at the
expense of praise), and a lack of expressed warmth, love and affection in rela-
tionships. (Booth and Booth 1993, pp.463—464; see also McGaw 1993)

The issue, however, is not so much whether some parents with intellectual dis-
abilities are deficient in these respects, but rather how extensive is the problem?
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Is it peculiar to parents with intellectual disabilities and can it be remedied, or at
least countered, by education or other special measures?

To take this last point first, Feldman (1994) reviewed 20 studies published
since 1983 that reported on educational interventions for parents (almost exclu-
sively mothers) with low (less than 80) IQ. The parenting skills examined
included: basic child care, safety, nutrition, problem solving, positive parent—
child interactions and child behaviour management. The most common instruc-
tional approach used was behavioural (e.g. task analysis, modelling, feedback,
reinforcement). While the results overall were encouraging, the numbers
involved were small; the median sample size was four, and only three of the
studies examined had more than ten participants. Moreover, more than half
included persons with IQs less than 70, generally considered outside the range
of intellectual disability. The relevance, therefore, of much of this work to
persons with lower IQ, and especially to persons who may be considered to
have severe intellectual disabilities, remains questionable. It is also unclear
whether the skills learnt largely in the clinic or psychology lab can be general-
ized to real life situations in the home or are sustainable over time (Feldman
1994; Whitman and Accardo 1990). Finally, we should note that much of this
work is restricted to North America, which may limit its applicability. In the UK
parent education programmes have been described, often as an adjunct to more
extensive support services, but with insufficient detail provided to permit an
evaluation of their effectiveness (McGaw 1993; Young, Young and Ford 1997).

Problems with the research

There are two principal reasons why the results of research into parenting by
people with intellectual disabilities appear at first sight so confused, and even
contradictory. The first may be termed ideological; that is, it relates to the un-
derlying aims and purpose of the researchers. As we noted above, the emphasis
of research into the parenting abilities of people with intellectual disabilities has
changed quite significantly over the past two decades. The implicit mid-
dle-class standards by which they were judged, and for which earlier research
has been rightly criticized, have now given way to the idea of ‘good enough’
parenting, where aspirations and endeavour seem to count for more than per-
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formance. The presumption of incompetence that previously dominated the
work of researchers (and practitioners) and which focused attention on parental
shortcomings has largely given way to a more positive approach which seeks to
identify and develop what is seen as an existing (even natural) capacity for
parenting (see, for example, the papers in Craft 1993). It is in many respects a
question of perspective, of whether we wish to see the glass as half empty or half
full. Certainly, while there was a tendency in the past to overlook findings
which suggested that a good many people with intellectual disability provide
adequate parenting, equally, it seems to us, the data offered by more recent re-
searchers who wish to assert the rights of people with intellectual disabilities to
parenthood are capable of supporting more than one conclusion. We are in no
way suggesting that the interpretation placed on the evidence is wrong, or that
the refocusing of activity more generally is misplaced — indeed, the position
adopted is one with which we have a great deal of sympathy; only that it is a
value position to which the findings of research are ultimately subordinate,
even irrelevant.

The second reason for treating the findings of research in this area with some
caution is that so much of the work is methodologically and conceptually
flawed:

The perspectives presented in the professional literature on parents with intel-
lectual disability are contradictory and equivocal. Sound empirical research is
lacking. Judgements based on adequacy of child care are frequently subjective
or from third party sources. Much of the data has been gathered indirectly or is
presented as clinical observations of ‘extreme cases’. Comparison groups when
used have been inadequately formed, generally relying on only one variable,
tested intelligence. (Llewellyn 1990, p.377; see also Booth and Booth 1994;
Dowdney and Skuse 1993; Sheerin 1998 for other detailed critiques).

At its most basic level we are confronted with the all-too typical problem in
taking an overview of research on intellectual disability that the studies in
question are not necessarily talking about the same thing. Terms such as ‘learn-
ing/intellectual disabilities’, low intelligence’, ‘feeble-minded’ are used inter-
changeably, often without any attempt to define them more precisely or to
provide details of just how particular samples are constituted. Yet what is meant
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by intellectual disability, and specifically how it is to be operationalized for
research purposes, are crucial issues here. Given the heterogeneous nature of the
intellectually disabled population and the vagaries of definition, assessment and
identification, there is the very real possibility that many of the studies include a
significant proportion who are not really intellectually disabled at all, or whose
status is at least contestable (Whitman and Accardo 1990). Although, since few
studies provide detailed descriptions of the samples employed, this is not
always easy to establish with any confidence.

Much of the early work, for example, relied heavily on previously institu-
tionalized samples. Not only do these include many with IQs temporarily de-
pressed by grossly deprived upbringings and others who were admitted for
reasons that often had little to do with intellectual disability, but their long years
of confinement deprived them of a family life that might have informed their
own subsequent efforts, and on discharge frequently found themselves socially
isolated. Other studies rely on samples drawn from those known to social
services, often because of problems with child care. These are important sources
of bias. Dowdney and Skuse (199 3) note that studies which include people with
IQs in the normal range tend to draw optimistic conclusions, while those whose
samples contained families already known to welfare agencies were generally
pessimistic. Finally, the heterogeneous nature of many of the samples used is
rarely explicitly acknowledged. Subjects are typically drawn from across the
adult range, bringing together parents at very different stages of the
child-rearing process and thus with very different perspectives on that experi-
ence, but also from sampling frames that are rarely described in any detail.
Therefore, not only are they unrepresentative, often in unknown ways, limiting
the kind of conclusions that may safely be drawn, but their very
unrepresentativeness and heterogeneity conceal both the nature and extent of
any problem.

Marriage and parenting in a Scottish cohort

One study that avoids many of these problems, in that it examines marriage in a
complete, epidemiologically defined population of people with intellectual dis-
abilities, is that by Richardson and Koller (1996), also reported in Koller, Rich-
ardson and Katz (1988). As part of a wider study of intellectual disability they
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followed into early adulthood a cohort of young people (N = 191), all those
identified as having intellectual disabilities from a total population born
between 1951 and 1955 and resident in one UK city. At age 22, 43 (19 males
and 24 females) were (or had been) married. A further 3 (2 males and 1 female)
were cohabiting. Although no precise figures are given, Koller er al. (1988)
report that ‘most’ of those married (by which, it appears, they mean around
two-thirds) had one or two children.

Two features of this group stand out. The first is that those who were married
were among the most able of the cohort, even when comparisons exclude those
with IQs of less than 50, none of whom were married: mean IQ 68 compared
with 64 for those not married. Exactly half (13 males and 8 females) of those
with IQs of 70 or more were married by age 22, while only one married male
and four females had IQs under 60. The young men had significantly higher
IQs than the women: mean IQ 71 compared with 67. Second, and related to the
previous point, none of those who were (or had been) married at age 22 were at
that time receiving services for people with intellectual disabilities. Five had
briefly entered services in the immediate post-school period, but by age 22 all
43 had dropped out: they had ceased for all practical purposes to be regarded as
intellectually disabled. Whether they were receiving other forms of social work
support is not clear, but the fact that Koller er a/. (1988) make no explicit refer-
ence to this suggests that they were not.

‘Significantly fewer’ (about half as many, with the women more likely to
marry than the men) of the intellectually disabled group were married com-
pared with a non-disabled comparison group matched by age, gender, residence
and social class. The great majority (38 of the 43) had married people who did
not themselves have intellectual disabilities. It seems clear that many had not
told their spouse of their status and some were concerned lest they find out,
while others reported feelings of anguish or shame at the way their partners had
reacted on learning of their past. All when asked rated their marriage as ‘well’ or
‘very well’. This is either a methodological artefact or a sad reflection of the gen-
erally low expectations held by people with intellectual disabilities (see
Mattinson 1970). Koller er al. concluded that while around half of these mar-
riages did indeed appear to be going well, nevertheless the group experienced
‘significantly more problems, discord, separation, and divorce than their
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matched comparisions’. This was particularly true of the young women, whose
marriages were twice as likely as their non-disabled counterparts to be rated as
having problems. Financial difficulties, unemployment and sex-related
problems seem to have predominated, but the women in the intellectually
disabled group were also seven times more likely to report being physically
abused by their husbands than those in the comparison group.

For all its general methodological soundness, the value of the Aberdeen
study is limited for the obvious reason that the data extend only to age 22 and
therefore present a partial and incomplete picture of marriage and parenting in
this group. Twenty years later a further follow-up was carried out, although re-
stricted on this occasion to those in the sample (N = 73) who at age 22 were re-
ceiving services for people with intellectual disabilities (May and Hogg 1999).
Of the 54 people recontacted (83% of survivors) 7 (3 males and 4 females) were
or had been married (although this underestimates the rate of marriage in this
population since of the 11 survivors not contacted, two women were definitely
known to be married with children, and three others possibly so, while one of
the five ‘not contacted’ males was cohabiting). Of the three ever-married males
contacted, one was divorced. None had children. All four women, on the other
hand, had children, a total of ten between them. One of the women was a single
mother, her marital history somewhat unclear. It is possible that she had been
twice married, but this is not certain. What is clear is that as a young woman she
had had a number of liaisons. She was presently living with her 9-year-old
daughter, but had had another child in her teens who had been adopted. Now in
his twenties he was living in Aberdeen but had no contact with his mother.

With the exception of the single mother just referred to, all these marriages
had taken place relatively late in life — late twenties/early thirties. One of the
men had waited until he was 39 before marrying ‘for company’ a woman with
physical disabilities 12 years his senior. In at least three cases (although again
this is likely to be an underestimate) the spouse also had intellectual disabilities.
One woman had met and married her husband in the long-term hospital in
which they were then resident. One of the men had met his wife at the occupa-
tional centre they were both then attending, while another met his wife at a
social club for people with intellectual disabilities.



130 Transition and Change in the Lives of People with Intellectual Disabilities

As a group these seven were perhaps somewhat less able than those who had
married by age 22 (mean IQ 63) and appeared to have a greater range of other
disabilities. They were, however, far more able than those from the ‘adult ser-
vices’ group who had not married (mean IQ 45) and their status as ‘intellectually
disabled’ in mid-life ambiguous. The three men (mean IQ_65) all had quite
serious physical limitations, which had been the principal reason for their being
diverted into special education in the first place and had certainly prevented
them from obtaining employment on school leaving. They had drifted into oc-
cupational centres, but it was always likely that they would find these both re-
strictive and further stigmatizing. All three left in their late twenties, two to find
work, but with mixed results. At the time of the follow-up all three were living
independently, two in fact unknown to services for people with intellectual dis-
abilities, while the third received only minimal support from the social work de-
partment, centred round budgeting and general household finance.

The four women were quite different, although intellectually hardly less able
(mean IQ 61). All four had presented with behavioural problems in their late
teens and as a consequence had been institutionalized. They remained in
hospital for between 7 and 14-plus years. One met and married her husband in
hospital and had her first child there. This child was initially fostered before
being returned to the couple, against social work advice, shortly after they were
discharged. Two others were married not long after coming out of hospital, to
men they appear to have met on the outside. The most successful of the four,
somewhat surprisingly, was the single mother. With considerable help from an
older married sister who lived nearby and with more limited support from the
social work department, she was holding down a part-time job and had
achieved a measure of domestic independence.

The other three women were being supported by the child and family unit of
the social work department, although the intensity of the support varied con-
siderably. All the children involved gave cause for concern: in two families all
four school-age children were in special education, and the two infants were de-
velopmentally delayed, while in the third there was a child with cerebral palsy
who was thought not to be receiving adequate care largely because of her
mother’s continuing mental health problems. In one further family all three
children were at one stage subject to a temporary Place of Safety order
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prompted by suspicions of sexual abuse in which the father was in some way
implicated. There were in addition other problems of varying complexity and
seriousness — with money, with the police and with neighbours.

Although numbers are small and the data incomplete, nevertheless it is
possible to draw some general conclusions from this study concerning marriage
and parenthood by people with intellectual disabilities. First, marriage rates are
low, especially when compared with the general population (Coleman 1988).
Second, those people with intellectual disabilities who do marry are among the
most able of that population, and are likely to be drawn disproportionately from
those whose status as intellectually disabled is, at the very least, contestable.
Whereas 36 per cent of those who dropped out of services at school leaving
were married by their early twenties (the figure for women is 53%), less than 20
per cent of those who continued in adult services had married by the time they
reached middle age, compared with more than 80 per cent of the general popu-
lation. Even among this group it was the most able and those who now stood in
an ambiguous relationship to services who were most likely to marry. No one
currently attending a day centre or residing in a facility reserved for people with
intellectual disabilities was married.

The Aberdeen data tell us little about the quality of marriages or the nature of
the parenting experience. Those who did not continue in services were more
likely to marry early (although generally later than their non-disabled counter-
parts) to people who were not themselves formally intellectually disabled, and
to have children. Their marriages were far from problem free, yet for the most
part they seemed to hold together, although they still had a long way to go.
Koller et al. (1988) have nothing to say on the quality of their parenting. Those
whose status as intellectually disabled was reaffirmed at school leaving were not
only less likely to marry, but more likely to marry late and to marry other intel-
lectually disabled people. No doubt this is in part explained by the more closely
supervised and restricted world of adult services.

Conclusions

It may indeed be the case that ‘as a result of changing attitudes towards sexual-
ity, deinstitutionalization, decreased segregation and wider opportunities for
independent living and participation in the community’ the numbers of people
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with intellectual disabilities who are marrying and having children are ‘steadily
increasing and will probably continue to do so’ (Booth and Booth 1993). Nev-
ertheless, as the Aberdeen data suggest, the majority (a great majority, depend-
ing on how one defines intellectual disability) do not marry, have children, or
for that matter, sexual relations, and those who do are far from representative of
this sector of the population. While it may be that developments in the organi-
zation of services, and even more in the rhetoric of policy makers and service
providers, offer proof of a kind for the ‘discovery of adulthood’, it remains the
case that the kinds of adult roles to which people with intellectual disabilities
have access are restricted: the acknowledgement of a right does not necessarily
result in its realization.

The point is underlined by two further statistics from the Aberdeen data.
More than half of those who were living in the family home at age 22 were still
there 20 years later, the majority still attending the same day centre they had
entered on school leaving. For this group leaving home was typically delayed
until their late thirties or early forties, and then only prompted by the death or
failing health of parents. Sheerin (1998) insists with reference to the situation in
Ireland that ‘current social attitudes do not promote an equal and inclusive
approach towards learning disabled people’, but rather continues to support ‘a
custodial view-point, albeit within the context of community-based units’
(p.131). Equally we would argue that accompanying the well-motivated push to
facilitate and support marriage and even more, parenting, there is an unac-
knowledged extension of surveillance and intervention into the lives of adults
with intellectual disabilities. The right to parenthood has not brought any sub-
stantive retrenchment of control over their lives; rather there has been an exten-
sion and reconfiguration of the field in new areas. For this reason, we wonder
whether it is actually more accurate to suggest that, rather than being granted a
right to become parents, they are instead being accorded the right to become in-
tellectually disabled parents, there being fundamental differences in the assump-
tions which are made about when and how it is legitimate for statutory agencies
to take an active interest in their lives. Surveillance and intervention by social
work agencies are not routine aspects of parenting, but are predicated on at least
prima facie evidence of a problem. In the case of adults with intellectual disabili-
ties the opposite seems to apply, intellectual disability itself providing the
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grounds for attention. The issue, therefore, is what the role of statutory agencies
might be, not whether or not they have one.
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CHAPTER 8

Rights of Passage

Life Course Transitions for Women
with Intellectual Disabilities

Patricia Noonan Walsh

Introduction

For many years people with intellectual disabilities lived separate and unequal
lives. At best, they were buffered by their special status in society. In the worst
of times, thousands lingered in hospitals and other institutions. Sporadic family
contact, removal from the regular workforce, indifterent health and nutrition,
dearth of civic responsibility and lifelong segregation of the sexes in residences
were but a few of the hallmarks of daily life prescribed by this bleak form of
care. Whether bounded socially or built in stone, generations of men and
women lived and died in a place apart. They paid a high price for safekeeping,
denied access to the life experiences and also to the social roles typical for their
own people bred in the same place and time. The impact of this closed world
was not uniform. Women with intellectual disabilities living in cultures where
gender inequality prevailed were especially at risk of being excluded from a full
part in everyday life. In addition, they missed the defining moments typically
available in their cultures to young, middle-aged and older women.
Institutional care may have had its day, supplanted by policies in favour of
supporting individuals with intellectual disabilities to achieve a satisfying
quality of life in their own communities. But remnants of the old regimes linger
in pockets of every country, woven into modern fabric or unreconstructed in
countries of central and eastern Europe with economies now in transition
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(Walsh 1997). In developing countries — the majority world where most people
with disabilities live — traditional attitudes and poverty often impede the inclu-
sion of people with disabilities in their own culture (Epstein 1997; O’Toole and
McConkey 1995).

Although prevailing winds freshen towards social inclusion for all citizens,
equality remains an elusive landfall for the 60,000,000 men and women esti-
mated to have some level of intellectual disability (WHO 1997). New
rights-based criteria for supporting people with intellectual disabilities
throughout their lives — Quality of Life indicators, for example — have yet to be
attained in service systems of many countries (Rapley and Beyer 1998). Around
the globe, the levels at which women have achieved gender equality and visible
participation in political and economic life vary widely from region to region
(UNDP 1997). How do these contextual factors influence the lives of women
with intellectual disabilities? How do personal characteristics interact with their
social, economic and political environments as these women grow and, increas-
ingly, mature into middle and old age? In countries with formal support systems,
does status as a service user blur the distinctive experiences at rites of passage
across lifespan developmental stages typically experienced by other women?

This chapter addresses some of the issues arising from the longer, more
visible lives of women with intellectual disabilities. They are important for
women taking charge of themselves, as well as for their family members, advo-
cates and those providing supports for them at different stages of their lives.
First, it is suggested that gender interacts with other social roles assumed by
women with intellectual disabilities within their culture to enrich or perhaps
compromise their health and other aspects of quality of life. Second, the oppor-
tunities presented at stages of transition and the potential problems in adjust-
ment for young, middle-aged and older women with intellectual disabilities are
explored. Guidelines for practice and policy emerging from a recent
WHO-IASSID initiative on health and ageing among women with intellectual
disabilities are drawn. Finally, research strategies are proposed to deepen an un-
derstanding of the specific environmental, social and personal characteristics
associated with a satisfying quality of life for women throughout their lives.
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Gender, rights and quality of life

As women live longer than men, the quality of their longer life becomes of
central importance (WHO 1998, p.105). At the start of the twenty-first century,
social inclusion is the leading policy target for all citizens, whether or not they
have disabilities or are otherwise at risk of living marginal lives. How aptly does
this single target fit all aspirations — feminine well-being among them?

Global perspectives

To think globally about women with intellectual disabilities is to evoke their
human rights for social inclusion and self-determination. The United Nations
Standard Rules for Equalization of Opportunities apply universally (UN 1994).
Although without status in international law, these 22 Rules exert a compelling
moral force. The European Union of 15 member states endorses a rights-based
rather than a welfare-based model of disability as the engine of'its social policy
for this population of citizens (CEC 1996). Yesterday’s hard and fast human
services aimed at accommodation and rehabilitation for people with intellectual
disabilities have been recast in the light of the new focus on their rights. Soci-
eties must offer personalized, more flexible supports to individuals, helping
them to determine how they will achieve inclusion in their own homes,
workplaces and communities throughout their lives.

Quality of life

New forms of services and supports demand new forms of appraisal. Quality of
life has emerged as a ‘potentially unifying construct in setting the goals for
services and measuring their impact on the character of people’s day-to-day
lives’ (Felce 1997, p.126). It measures the effectiveness of supports by how well
they achieve desired personal outcomes for people with intellectual disabilities.
A lifespan developmental approach to quality of life does not mete out pre-
scribed patterns of social behaviour on a fixed schedule. Rather, it takes into
account the age, gender and other distinctive attributes of the individual whose
life is central to the process of determining whether valued outcomes have been
attained (Stark and Faulkner 1996).
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Quality of life appeals as a commonsense answer to the question, what do all
men and women prize? In the field of intellectual disabilities, it fuels continuing
debate about philosophical underpinnings as well as methodological problems
arising from attempts to measure and apply this guiding principle. Questions
about the reliability of measures of subjective well-being — for example, among
people with severe intellectual disabilities or with no communication skills —
militate against its uncritical embrace (Hatton 1998). Nonetheless, consensus
emerges. Quality of life is a multidimensional construct, both subjective and ob-
jective components must be assessed, and it is a suitable yardstick to appraise
outcomes of services for individuals with developmental disabilities.

Working within this model, service providers are obliged to consult about,
strive for and measure valued outcomes for individuals. Good practice may then
be appraised by how effectively supports for service users achieve such
outcomes (Conlifte and Walsh 1999). A core element in measures of quality of
life is the degree to which the individual exercises autonomy about everyday de-
cisions (Schalock 1996). However, as Stalker and Harris concluded in their lit-
erature review, overwhelming evidence suggests that ‘people with intellectual
disabilities often lack the opportunity to make choices for themselves’ (1998,
p.70). Recent attempts to conceptualize and measure self-determination have
helped to illuminate how individuals may be encouraged to make choices. This
dispositional characteristic is expressed in self-regulation, psychological em-
powerment, self-realization and autonomy, emerging as individuals become
competent at directing their own lives (Wehmeyer 1996). How do women make
choices at different stages of their lives and what outcomes do they achieve for
themselves? These are worthy questions for further research.

Gender and health

While health and well-being are positive indicators of quality of life, they are
not prizes in a free-for-all game which all can play. Good health depends in part
on the individual’s access to medical and health care generally, nowadays
named as prerequisites in order for people with disabilities to secure equal op-
portunities in society (UN 1994). Political and economic constraints set
obvious limits to key health indicators such as life expectancy: a Norwegian
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woman may expect to outlive her counterpart in India (UNDP 1997). As life ex-
pectancy increases, the quality of life among older people expressed as disabil-
ity-free life expectancy looms large as a health target. Gender plays a part in
reaching these targets. Robine, Romieu and Cambois (1999) examined health
expectancy calculations across 49 countries, mostly developed market econo-
mies. They observed that the proportion of morbidity-free years to life expec-
tancy is slightly lower for females, possibly because of their longer survival after
the development of disability or handicap.

In some countries, women do not live as long as they might relative to men.
Social circumstances and cultural practices compromise the greater longevity
they might otherwise expect. The link between gender and health reflects the
complex influences of their social, economic and cultural environments on
women'’s lives at each stage of the lifespan.

Gender and health policies

Globally, the World Health Organization (WHO) is increasing efforts toward
gender-sensitive approaches to health care delivery: promotion of women’s
health — ensuring that they take part in planning and monitoring interventions;
making health systems more responsive to women’s needs; and enacting
policies to improve gender equality. National health policies address these
targets by devising strategies to achieve local outcomes. These may also apply
to the distinctive health needs of particular groups, such as people with intellec-
tual disabilities (Turner and Moss 1996). In the Republic of Ireland, health gain
and social gain are targets for all citizens: a complementary strategy focuses on
the good health of women, including women with disabilities (Government of
Ireland 1994, 1997).

Women have different health concerns and circumstances as they age.
Arguably these are not yet fully understood for the general population of
women, and certainly the factors associated with health among women with in-
tellectual disabilities have only recently been explored. While people with intel-
lectual disabilities share the same health needs as the general population — in-
cluding surveillance measures relevant to women’s health — they have addi-
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tional, special health needs. Yet adequate primary health services for this popu-
lation remain an unmet target (Kerr 1998).

In summary, health is a positive indicator of each person’s quality of life,
arguably the gold standard for measuring the outcomes of services and supports
for people with intellectual disabilities. Personal characteristics and gender as
well as the social, economic and political environment help to determine health
status. Access to health and medical care is necessary, if not sufficient, for
women and all people with intellectual disabilities to enjoy equal opportunities
for social inclusion. Strategic actions are required to target specific outcomes
throughout the lifespan as women experience developmental transitions. In the
next section, the experiences of women at key stages of their lives are explored.

Lifespan transitions

Enchanting photographs of three or more generations of handsome, multicul-
tural families of girls and women abound in general textbooks on human
lifespan development (Santrock 1995). Readers search behind the soft focus in
vain for any sign of diversity apart from chronological age. Girls or women
with any visible disabilities are rarely pictured. Offstage, they are daughters,
sisters-in-law, cousins, friends, bridesmaids, sisters, aunts, although few are
mothers and even fewer grandmothers. Their understudy role is apparent from
the start, at adolescence, a stage signalled by the young person’s endeavours to
create a sense of identity, manage startling physical growth, adjust family ties
and attune to the tug of peers. The families of girls with intellectual disabilities
must temper their offsprings’ surge towards independence with a heightened
awareness of special vulnerabilities for their daughters (Redmond 1996).
Physical change is the outward sign of adolescence, with menarche an out-
standing rite of passage for adolescent girls. Recent research suggests that,
although it may be experienced a little earlier, both the age of onset and the
ensuing pattern of menstruation are much closer to those of women in the
general population than had been thought, even for women with Down’s
syndrome (Schupf er al. 1997). Coverage of educational programmes, levels of
information available to girls and attitudes of teachers and other caregivers vary
considerably. Social markers typical for the culture, such as school-leaving ex-
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aminations, graduation from secondary education, deepening of intimate rela-
tionships, university matriculation or vocational apprenticeship may be absent
for the young woman with intellectual disabilities.

Early adulthood

Moving into young adulthood, a stage at which women in the general popula-
tion reach for independence, deepen intimate attachments and find productive
work, women with intellectual disabilities may carry the developmental
baggage of exaggerated dependency. Their gender identity may be ignored
(Brown 1996), even if the particular risks related to their sexuality are apparent
(McCarthy and Thompson 1998). These authors point out that the average age
of a group of women in the USA with intellectual disabilities who had been
victims of sexual abuse — 72 per cent of the sample surveyed — was 30 years.

Many women live with their families well into adulthood, years or decades
past the time when their peers launch themselves into independent living. Is
co-residence the first refuge for very dependent adult children with intellectual
disabilities? Is it, rather, an agreeable living arrangement providing companion-
ship to ageing parents who share an increased household income from disability
entitlements? Or is prolonged family caring a desperate remedy for years of
waiting for residential supports from formal service systems? Doubtless, homes
with an adult family member with intellectual disabilities share some of these
elements and more. Equally, it is likely that women try to redress the caregiving
imbalance and to achieve more reciprocal relationships in their families as they
age (Walmsley 1996).

General attitudes in society and the fears of older parents may be expressed
as denial or trivializing of the sexual development and health needs of women
with intellectual disabilities (Walsh e a/. 1999). While families may diminish
steps to affirm women’s sexual maturity, they continue to bolster the social
support available to adults with intellectual disabilities. Young adults typically
strengthen friendships and form a few intimate attachments. For young women
with intellectual disabilities, the texture of their friendships may reflect sporadic
contact with peers, or perhaps none at all with other young women without dis-
abilities. Young women with intellectual disabilities may be out of step as their
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peers — in the developed countries, for example — find a spouse or partner, or
become parents. Krauss, Seltzer and Goodman (1992) studied the social
support networks available to men and women aged 15—66 years with intellec-
tual disabilities living with their parents. While both men and women had
large, active and diverse networks with family members predominant, women
were less at risk of social isolation.

Young women with intellectual disabilities may expect mixed fortunes as
productive citizens, even though regional policies encourage women in the
general population to enter the workforce. In the European Union (EU), women
accounted for almost 90 per cent of the overall increase in the labour force
between 1994 and 1996, although they still constituted only 42.5 per cent of
the total (CEC 1997, p.39). Evidence as to whether women with intellectual
disabilities have gained a comparable share of employment is incomplete, even
though ‘employment issues should therefore be considered as a central part of
the overall European Community Disability Strategy’ (DG-V 1998, p.5).

Traditionally women were pressed into unpaid domestic service if resident
in old-style institutional settings (Walsh 1988). Still underrepresented in the
ordinary labour force, they may also be more likely to find lower paid jobs there
(Levy et al. 1994). When women with intellectual disabilities reach the work-
place, will feminine stereotypes await them? A social structural model of sex dif-
ferences in behaviour assumes that gender roles co-exist with other social roles
within the family and workplace. Gender roles emerge from the productive
work of the sexes. The characteristics that are required to perform sex-typical
tasks become stereotypic of women or men — communal (feminine) versus
agentic (masculine) behaviours (Eagly and Wood 1999). Thus, men and women
should converge in their psychological attributes when, in the future, the tradi-
tional sexual division between wage labour and domestic labour disappears.

Women with intellectual disabilities have often been barred from assuming
typical female roles, whether or not these may be perceived nowadays as desir-
able or correct. They have to date entered supported employment less often than
men (Walsh 1999). Is this disparity widespread? It remains to be seen whether
their heightened presence in ordinary workplaces will signal compliance with
tradition or break new ground.
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Although work settings are second only to the family in their importance as
a social context, little is known about the impact of employment on the health
of women with intellectual disabilities. Supported employment has flourished
for more than two decades in North America, more recently throughout Europe
(Walsh and Beyer 1999). Yet we do not know enough about the texture and
extent of friendships which women with intellectual disability may build with
co-workers, the presence of self-disclosure in their interactions and the social
benefits that may accrue. For example, friendships at work may lead to an
enhanced probability of psychological well-being (Ohtake and Chadsey 1999).
Some evidence from studies within the general population of working women
strengthens the link between positive social interactions and well-being.
Walters er al. (1998) studied the occupational and domestic roles of women
nurses in Canada, finding that overall life stress was related to an increase in
health problems. By contrast, a confiding relationship with a friend was associ-
ated with better health. These authors concluded that it is important to examine
the effects of both paid and unpaid work on women’s health, and particularly to
develop meaningful indices of women’s work experiences.

In developing countries, ordinary employment may be elusive, notwith-
standing the pressures on women and men with intellectual disabilities to help
to earn their, and their family’s, livelihood. Those who find work are likely to do
so in traditional agriculture, production or forms of self-employment. In many
developing countries thousands of people with disabilities and their families
‘are waiting for an opportunity to make ends meet’ (Sutton and Walsh 1999,
p.197).

Middle adulthood

Today’s older women with intellectual disabilities form a unique cohort. They
are twice blessed: they are living longer and, thanks to inclusive social policies,
have a greater presence in the community. Yet they have few role models to
emulate for their experiences of middle and elder years. In Ireland, a relatively
youthful member of the EU, more people with intellectual disabilities now
reach middle and older adulthood. The percentage of persons aged 35-54
years has risen markedly since 1981, with nearly one-third of all Irish people
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with intellectual disabilities in this age group (HRB 1997). Adults with intellec-
tual disabilities in the prime of life — in prosperous countries with long life ex-
pectancy, the fifth and sixth decades — have had lopsided personal and social
histories. Only a few were formally educated. Few have voted in elections. In
some countries, they were as likely as their peers to have married or had
children of their own, particularly those with lesser levels of disability. Else-
where only a handful of women did so (HRB 1997; Mulcahy and Reynolds
1984). With fewer social roles to play, do women with intellectual disabilities
in middle adulthood find fewer resources to bufter stress? No model of healthy
ageing for this group has been developed. In its absence, there are few guide-
lines on how best to prepare for a healthy older adulthood. Life course changes
which women themselves experience, or which they witness, such as changing
relationships, brothers and sisters growing up and moving to their own homes,
older relatives becoming frail or dying, are perplexing. Older women with in-
tellectual disabilities may find it difficult to grasp the meaning of life course
changes without validation from others, or even to understand their own age
and what this may mean (Walsh er al. 1999).

Women with intellectual disabilities may need particular support in under-
standing the impact of the menopause, commonly experienced earlier com-
pared with women in the general population. Appropriate advice on problems
related to changed hormonal levels is often inaccessible, or delivered by insensi-
tive or ill informed health care professionals. How can the health of this group
of women be enhanced? Common problems for them include high blood
pressure, osteoarthritis and heart disease, conditions exacerbated by very seden-
tary lifestyles, poor nutrition and limited access to preventive health care.

Increased life expectancy also brings greater exposure to age-related risks
for breast cancer and other illnesses typical for women in this age group,
although it is possible that sexual inactivity may diminish their risks for cervical
cancer. Rigorous screening for problems related to reproductive health often
eludes women with intellectual disabilities. Communication difficulties, insen-
sitive attitudes, untrained health professionals and inaccessible medical proce-
dures disadvantage their health (Walsh et al. 1999). Other conditions which
arise more frequently at this age mirror those in the general population of mid-
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dle-aged women: heart disease, thyroid problems, sensory impairments and
musculoskeletal disorders (van Schrojenstein Lantman de Valk 1998).

Women in mid-life are also vulnerable to depression, anxiety and adjustment
disorders, conditions more prevalent among people with developmental dis-
abilities than within the general population (Stavrakaki 1999). A woman in her
forties or fifties may suffer the loss of a very elderly parent, but manifest signs of
depression belatedly. Those with more severe levels of intellectual disability or
communication difficulties may do so in behaviours such as aggression, sleep
disturbance or lethargy. Adults who have lived in deprived settings may have
poorer health and fewer coping resources to deal with abrupt life changes or
other stresses (Davidson and Thorp 1999).

Relationships with kin continue to develop throughout the lifespan. Adults
with intellectual disabilities may hold unique ties with sisters and brothers as
they age, especially those who assume caregiving responsibilities after parents
have relinquished their role (Seltzer eral. 1991). Caregiving is an exchange, and
thus an adult sibling and a family member with intellectual disability influence
each other’s lives. Consider three women in their fifties and sixties who make up
a quiet and comfortable suburban household in Ireland. As in many other coun-
tries with developed economies, these women are approaching retirement age,
although only two of the three worked in paid employment while the third
sister devoted herself to home duties. For decades, they have shared the care of
the fourth, youngest sister with intellectual disability who has known no other
home and who has for her entire adult life dressed and spent her time just as her
sisters do. Did each remain single because she had charted her own life course as
a carer? Was each influenced by her sisters’ choices, by covert pressure from
their parents, by diffidence among suitors who, one by one, fought shy of
marrying into a tightly knit quartet? Were their chances of marriage further
constrained by economic hardships and the waves of emigration of eligible men
during the 1940s and 1950s? The lives of the woman with intellectual disabili-
ties and those of her sisters are interwoven to shape the roles they adopt in
middle and older adulthood, not merely in their family, but in society.

Middle-aged adults aged 50 years or more are greying. They are more likely
to have suffered the loss of a parent and to have left the family home. They begin
to look towards a fulfilling life beyond the world of work as they grow into the
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seventh or eighth decade of life. Yet only a handful of middle-aged women
with intellectual disabilities will experience retirement from years of paid, pro-
ductive employment as this life stage is defined in countries with developed
market economies.

Late adulthood

Old age is more visible in better-off countries of the developed world, where
12.6 per cent of the population are elderly, than in developing countries where
only 4.6 per cent are elderly (WHO 1995, p.3). In common with their peers,
more people with intellectual disabilities enjoy greater life expectancy — those
with an aetiology other than Down’s syndrome will reach their sixties and
beyond (Janicki 1994). As they grow older, they require supports for living and
working matched to their changing needs and vulnerabilities to age-related
diseases such as dementia. When they reach old age, they are at greater risk for
developing the diseases of age — cardiovascular disease, for example. Older
women who have lost oestrogens after the menopause are at greater risk of de-
veloping weaker, more porous bones, which in turn increases the risk of
fracture. Some groups have particular vulnerabilities. For example, people with
Down'’s syndrome age earlier than other adults with or without intellectual dis-
abilities, and have lesser life expectancy. They are more at risk of developing
Alzheimer’s disease. Paradoxically, the very oldest people with intellectual dis-
abilities may prove to be the healthiest as they are the ‘healthy survivors’ of their
birth cohort (Moss and Patel 1997; Zigman et al. 1994). Evidence as to whether
the prevalence of Alzheimer’s disease may be greater among women with
Down’s syndrome is incomplete.

Patterns of living for older people vary, even within regions such as Europe.
In the Netherlands a majority of older people with intellectual disabilities lives
in group homes, special residences often placed near villages and towns (van
Schrojenstein Lantman-de Valk 1998). By contrast, just one-quarter of Irish
adults aged over 54 years has moved outside the family home and now lives in a
group home or other residence.
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Supports for older adults

As more adults with intellectual disabilities grow to maturity and become old,
family members and service providers regard their longevity with some
surprise. It was not expected that those born in the 1920s and 1930s would
grow old alongside other citizens. Service organizations throughout Europe,
for example, bear names more suited to the children for whom they were estab-
lished. But yesterday’s bambini or angeli are today’s men and women, just as
charming, if just as awkward as any cohort of middle-aged Europeans. In
better-off countries, special workshops built to occupy young adults for a brief
period in the 1950s have long abandoned their initial purpose. At the start of
the new century, they offer shelter to groups of older people who lived decades
of their productive lives in ‘pre-vocational’ programmes. Many have now been
reassigned by service providers to ‘pre-retirement’ programmes — without ever
working in regular paid employment for even a single day. Should they be en-
couraged to retire — even if they have never worked? Should they spend pro-
ductive leisure time with older people who do not have disabilities? Or should
they enter separate, convenient residences designed only for older adults with
intellectual disabilities? Countries already seek their own solutions to fit local
circumstances. In France, older people, with and without disabilities, have
embarked on shared living schemes in special residences, growing old together
(Fondation de France 1995). But choosing between special and generic
supports is spurious if integration is a recipe for blending older adults with in-
tellectual disabilities into groups already impoverished. Services for the elderly
in Europe, as elsewhere, are by no means exemplary (Blaney 1992). Thus, older
women with intellectual disabilities entering services for their peers in the third
age may find their own second-class status exacerbated.

For women with intellectual disabilities who attain old age, developmental
themes such as life satisfaction and successful ageing are best served by policies
to achieve a society where older people may live healthy, productive and eco-
nomically secure lives. Programmes of support and education targeting the
needs of older people with intellectual disabilities are in their infancy. Friend-
ships, family ties, continuing personal development and an active role in the
local community are typical mainstays for older people with more time follow-
ing retirement from paid employment. How can these pursuits be extended to
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women and men with intellectual disabilities as they age (Harris, Bennet and
Hogg 1997)?

In summary, women with intellectual disabilities — as all other women —
grow and develop in a particular social and economic context, living lives in
times (Elder 1994). Their experiences of friendship, intimacy, family life, em-
ployment, leisure and personal satisfaction both reflect these times and are
tempered by cultural expectations. Gender and other social roles are linked to
distinctive behaviours that may become stereotyped in cultures where gender
inequality holds sway and traditional male and female occupations diverge. It is
evident that social, economic and political disadvantages have a detrimental
effect on women'’s health. Teasing out the influence of their gender or their dis-
ability on women’s development and well-being at transitional stages will prove
a complex task. In the next section, a fresh international initiative to identify
factors related to health and well-being of women with intellectual disabilities
is presented.

Policy and practice

Mindful of the increased life expectancy of people with intellectual disabilities
in the context of global trends towards ageing, the World Health Organization
(WHO) initiated a collaborative work programme with the International Asso-
ciation for the Scientific Study of Intellectual Disability (IASSID). The aim was
to produce a summative report to inform policy, practice and future research
strategies on health and ageing within this population. Four reports were pre-
sented to the Tenth International Roundtable on Aging and Intellectual Dis-
abilities held at WHO headquarters in Geneva in April 1999 (Bigsby er al.
1999; Davidson and Thorp 1999; Evenhuis et al. 1999; Walsh eral. 1999). In
pursuit of the WHO’s gender approach to health, a working paper on
‘Women'’s health and related issues’ (Walsh et al. 1999) was prepared in collab-
oration with professionals, women with intellectual disabilities, their advocates
and family members in many countries. Summaries of recent research literature
in three areas were compiled: sexual and reproductive health; health promo-
tion; and the social and economic contexts of health for this population.



Rights of Passage for Women with Intellectual Disabilities 149

Health, ageing and gender: core themes

An overarching theme of the Geneva meetings was the shift in focus towards
the majority world, the developing and least developed countries, where most
people on the globe live, as well as the countries of central and eastern Europe
whose economies are in transition. Policies typically underrepresent the dis-
tinctive needs and aspirations of people with intellectual disabilities, particu-
larly of women, in these countries. Core themes emerged:

1. The need for greater sensitivity in areas related to family life,
sexuality and relationships in planning health promotion and
interventions across diverse cultures.

2. It was recognized that women have distinctive needs by virtue of
their gender and the social roles adopted in their communities. These
characteristics and experiences help to determine their health status
and should be taken into account in planning health strategies on
behalf of women with intellectual disabilities.

3. Ethical issues, for example, securing informed consent, raised
perplexing but important questions. How can women with
intellectual disabilities give their consent to health procedures, to
guardianship, to life roles valued in their communities — marriage,
having children — to education, to risk? How can their rights be
safeguarded?

4. Finally, notwithstanding cultural sensitivities, how can women’s
educational needs be identified? What methods of health education
are most effective for them and their families? How might
interdisciplinary, continuing education for professional workers be
organized?

Policy guidelines

Roundtable participants drew up a set of guidelines to form policies related to
health for women with intellectual disabilities. Access to health care and thus to
an enhanced quality of life should be available to women with intellectual dis-
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abilities in their communities. A lifespan approach is recommended, so that the
changing health needs of women at different stages and transitions in their lives
are met. Suitable supports should be provided so that women may be consulted
about their needs and helped to plan their own health care.

Minimum standards of long-term care consistent with the WHO guidelines
on healthy ageing should be developed. These standards should encompass
older women with intellectual disabilities and their families with particular
supports for their mothers and sisters, typically the family carers who directly
support women with intellectual disabilities in their homes and communities.

Throughout the world, the role of women in families should be recognized.
Strategies to raise awareness of the potential long-term stresses on caregiving
families, and to promote the well-being of carers, are priorities. Especially as
they age, caregivers’ own health needs become interwoven with those of the
women for whom they care.

Good practice

While the diversity of cultures was recognized, participants concluded that in
each country the same standards of health care, adherence to ethical guidelines
and respect for informed consent should apply equally to women with intellec-
tual disabilities as to any other citizens.

Echoing the WHO principle of ensuring that women themselves help to
design and monitor health interventions (WHO 1997, p.83), the Geneva
meeting recommended that women with intellectual disabilities should be
informed about and involved in education about health matters. The voice of
the person should be heard. Two actions were specifically endorsed:

 Education, including sex education, for women with intellectual
disabilities in ways they can understand and which respect cultural
sensitivities is a priority. For example, popular health guides for
women could include a chapter on ageing and developmental
disabilities.

« Research and practice should be integrated. Dissemination of
research findings should target women with intellectual disabilities,
their family members, advocates and professional helpers.
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More trained women health professionals should be encouraged to take part in
health promotion and health care on behalf of women with intellectual disabili-
ties. Health care practices should be accessible in both physical and cognitive
domains. For example, gynaecological and other medical equipment should be
adapted to meet the needs of women, using assistive technology as appropriate.

In summary, health policies for women with intellectual disabilities should
promote their health and well-being by adopting a lifespan approach, meeting
distinctive needs for access to health care at different stages of their lives.
Women'’s health should be approached in the context of their lives with their
families, typically the first source of caregiving and livelihood. Practice guide-
lines should build on respect, consultation, cultural sensitivity, improved profes-
sional training and accessibility for all.

Participants at the Geneva Roundtable based these recommendations on
evidence from the scientific literature as well as qualitative experiences of
women with intellectual disabilities, their advocates and family members. In the
next section, strategies for further research aimed at informing both policy and
practice in promoting health with this population are proposed.

Research strategies

First principles

Little enough is known about how young, middle-aged and older adults with
intellectual disabilities will weather life transitions and indeed prevail. Gender
differences have yet to be fully documented, let alone explained. What are the
environmental, social, occupational and physical factors associated with life ex-
pectancy among women with intellectual disabilities when compared with
men? Why do women with intellectual disabilities not live longer than they do?
While their numbers are steadily increasing, there remains a dearth of gen-
der-specific evidence. The ageing women of the mid-twenty-first century have
already been born. Descriptive data are necessary, if not sufficient, to identify
the personal and environmental factors related to women’s well-being at differ-
ent life stages. Cohort studies, in particular, adopting a longitudinal perspective
would advance our understanding of their personal growth and development
over the life course.
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Gender and health

More specific research questions need to address the policy issues. Will
age-related changes in health impact on the lives of women with intellectual
disabilities as they age? What do we know about their reproductive health and
attendant risks — and what do we need to know? Will greater participation in
the social and economic life of the community — higher rates of paid employ-
ment, for example — influence their health and well-being?

Supports for living

Second generation research is founded on what has been learned already, fol-
lowing the time when landfall has taken place on new territory. Once gained,
the domain must now be explored so that useful maps may be drawn. This
strategy has been proposed to test the effectiveness of various elements of early
intervention programmes ( 1998), and also to refine the supports provided for
satisfying employment in ordinary settings on behalf of people with intellectual
disabilities (Chadsey 1998). This research strategy may be applied fruitfully to
a broader agenda to determine the effectiveness of interventions focused on
specific personal and environmental characteristics — gender, age and the social
and economic context of the daily lives of women with intellectual disabilities
(Walsh 1999). If useful interventions depend on the direct involvement of
women themselves, what supports might they require to write the script for
their own health education and intervention programmes? Can
self-determination in this complex area be accomplished while respecting
ethnic and cultural sensitivities, especially given the wide diversity of experi-
ence between rich and poor countries?

Epilogue

Longer, richer and more visible lives carry risks as well as marvellous possibili-
ties for women with intellectual disabilities. They will gain little of lasting value
by adopting stereotyped social roles currently available for women in the
general population. The contextual features and depth of their life experiences
at stages of transition are as yet imperfectly understood. It is not so much that
they have a good deal to learn. Rather, women and men living in the same place
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and time have some way to go in understanding the nature of these newly dis-
covered risks and opportunities, whether they are worth taking and how we
might make them so. A woman from Amherst, Massachusetts, left such ques-
tions unanswered:

Bred as we, among the mountains,
Can the sailor understand

The divine intoxication

Of the first league out from land?

Emily Dickinson
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CHAPTER 9

Bringing Lives into Focus
The Disabled Person’s Perspective

Dorothy Atkinson

Introduction

The voices of people with intellectual disabilities have, by and large, gone
unheard. Theirs are the ‘ultimate lost voices’ of the twentieth century (Atkinson
and Walmsley 1999). Often separated from their families and local networks,
people with intellectual disabilities became ‘invisible’ in their own communities
(Bornat 1992). Unseen and unheard, they were the last people to be consulted
in any research into learning disability — until now, that is. In recent years
people with intellectual disabilities have become increasingly involved in
research in ways hitherto unthinkable.

In the past, including the recent past, people with intellectual disabilities
were invisible because they were excluded from everyday life. For much of the
twentieth century they were regarded as a threat to society, responsible for many
of the social problems of the day; at other times they have been seen as vulnera-
ble people, potential and actual victims of an uncaring society. Either way, many
people with intellectual disabilities led separate and segregated lives in special
schools, day centres and in institutional or residential care. This made them in-
visible.

They were silent, or silenced, because as Bogdan and Taylor (1982) pointed
out, the rest of us chose not to listen to them. We thought they had nothing to
say: they had no awareness of their situation, no capacity for understanding it,
nor the means to speak about it. As a result, many people with intellectual dis-
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abilities gave up the struggle to speak out and instead remained silent (Sinason
1995). Now people with intellectual disabilities are ‘speaking up’ and the rest
of us, including researchers and practitioners, are beginning to listen. The ‘lost
voices’ of the twentieth century are at last being recovered.

This chapter looks at the developments in research and practice in the last 20
years or so which have set that recovery in motion. In particular, the focus here is
on life story research (and practice) because that is where people become most
visible and have most to say. The life story is the ultimate means of
self-representation. It allows otherwise oppressed and powerless people to
speak for themselves, to reclaim their past and, in so doing, to rediscover their
identity.

Why life story research?

Only in recent years have researchers sought the views of people with intellec-
tual disabilities. Surveying the twenty or so years up to 1984, Richards (1984)
could identify only five British studies in which people with intellectual disabil-
ities were informants. During the 1980s a steady stream of studies appeared in
which they were accorded the status of interviewees in their own right (see, for
example, Atkinson 1988; Flynn 1986; Sigelman er al. 1981; Wyngaarden
1981). In the 1990s a further shift towards greater involvement of people with
intellectual disabilities in research occurred: not only were they now treated as
potential informants, they also came to be seen as full participants, even as
co-researchers, with the potential for involvement in all stages of the research
process. Life story research is part of the dramatic move towards a more
participative and inclusive research approach. Indeed it could be said to be the
ultimate expression of such an approach.

Life story research has come a long way from those first tentative interviews
with people with intellectual disabilities reported in the literature only ten to
twenty years ago. What has made such a swift turn around possible? There are
five possible explanations. First, the run-down and closure of many of the
long-stay institutions and the movement of people with intellectual disabilities
into the community has helped change the research agenda. One way of finding
out about life in the community is through the lived experiences of those people



Bringing Lives into Focus: The Disabled Person’s Perspective 159

out there. Researchers needed to access those experiences. Thus, the accounts
by people with intellectual disabilities of their lives on the outside, as well as on
the inside, have provided evidence of their everyday experiences in the commu-
nity and how they compare with institutional life.

The process of deinstitutionalization itself has played its part in the develop-
ment of life story research. It has resulted in the return to the community of a
good number of relatively able and articulate people who had been incarcer-
ated, often for many years, but who as a result had important and fascinating
stories to tell. Their stories are of significance too because of what they can tell
us about their former lives in a closed and alien world. Their stories are from the
inside of institutions managed in our name, but which have remained largely
hidden from us.

Second, there has been a growing recognition that people with intellectual
disabilities are an oppressed group, sharing the same predicament as all other
oppressed groups (including for example, women, black people, homosexuals
and mental health survivors) and subject to much the same public prejudices and
stereotypes (Williams 1992). One way to counter this is to work with people
with intellectual disabilities in order to help them more accurately to represent
themselves and their lives. The development of people’s own life stories can
prove an effective countervailing force to the misconceptions that otherwise
may arise.

Third, the increase in life expectancy, in the context of intellectual disabili-
ties, has brought about the ‘discovery of adulthood’. With adulthood comes bi-
ography and the need to make sense of one’s life, past and present. This has
manifested itself in two ways. On the one hand, the capacity of people to ‘speak
up’ about themselves and their lives has become apparent through the
self-advocacy movement of the 1980s and 1990s. Alongside this has been the
steady flow of published and unpublished autobiographies of people with intel-
lectual disabilities (see, for example, Barron 1996; Burnside 1991; Cooper
1997; Deacon 1974; Hunt 1967). These two developments have demonstrated
that people with intellectual disabilities have the capacity to express themselves
and to make sense of their lives; to tell their own stories. Inevitably the stories
are different, and more complex, than the stories told by others on their behalf.
They cast themselves not as the perpetrators of social ills, as the eugenicists
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would have them, nor simply the victims of an oppressive system, as they are
seen by the proponents of normalization, but as individuals with ‘a personal
history, a culture, a class, a gender, as well as an impairment’ (Atkinson and
Williams 1990, p.8).

Fourth, the life story provides a unique window on an otherwise hidden
world — and researchers have begun to see the potential of this vantage point.
The use of life stories makes it possible for researchers to look at life through the
eyes of people who have been labelled and to see their world as they see and ex-
perience it. A life story approach allows for ‘insider perspectives’, where people
with intellectual disabilities have a central place in the telling of history — and
are no longer silent (Goodley 1996). Personal accounts can also act as an
antidote to the professional ‘case history’ which is put together for different
reasons (to identify, to categorize, to diagnose and to treat people). Case records,
by their nature, do not draw on the voices of the people themselves, nor do they
represent their lived experiences, or capture their uniqueness — only the life
story can do that (Gillman, Swain and Heyman 1997).

Fifth, there is a wider and more general move towards what Booth and
Booth (1996) have called the ‘age of biography’; including storytelling and nar-
rative methods of research. The methods used in sociological and oral history
research to recover other ‘excluded voices’, such as the voices of black people, of
women and of mental health survivors, for example, are transferable to people
with intellectual disabilities. Such methods make it possible for people with in-
tellectual disabilities to speak and to be heard. Although the importance of lis-
tening to people with intellectual disabilities was recognized quite late
(Williams and Shoultz 1982), there is now an increasing readiness to listen to
their own accounts of their lives and experiences.

What is life story research?

Life story research, as it is used here, is an inclusive term. It covers both biograph-
ical (or narrative) research, which seeks to draw out and compile individual
auto/biographies or life stories, and oral history which involves individuals and
groups in recording their lives within an historical context.
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Life story research is powerful. It has the capacity to change people’s lives —
through the telling and the understanding of those lives. It has an impact on two
levels: the personal and the social. At a personal level, life story research gives
people with intellectual disabilities the opportunity to look at and make sense of
their lives; in effect, to do a life review. At a social level, the bringing together of
life stories can highlight the commonalities as well as the differences in people’s
experiences, commonalities with other people with intellectual disabilities as
well as with the rest of society. This has the potential to become a collective
account, to encourage a group identity as well as a personal identity, and to
bring about social and historical awareness in people with intellectual disabili-
ties (Atkinson 1997).

Three recent developments, in particular, have been influential in boosting
life story research: refinements in qualitative research, especially in the use of in-
terviews; the growth of self-advocacy; and an increasing interest in autobiogra-
phy. I will look briefly at each of these developments in turn.

In qualitative research, the process is often as important as the outcomes. The
process in intellectual disability research is a complicated one because it involves
people with little or no recourse to the written word and, for some, few spoken
words. Until the last few years, as noted above, it was widely assumed that
people with intellectual disabilities had little or nothing of interest to say about
themselves and their lives — and so were rarely asked. There were exceptions to
this rule. Pioneering work by Edgerton (1967), Edgerton and Bercovici (1976)
and Bogdan and Taylor (1976, 1982) showed how people with intellectual dis-
abilities could be interviewed about their lives.

Atfirst only a handful of research projects in the 1980s involved people with
intellectual disabilities as respondents (Atkinson 1988; Flynn 1986; Sigelman ez
al. 1981, 1982). However, refinements in interviewing techniques meant that
researchers began to spend time getting to know people, helping them relax,
creating an informal atmosphere and enabling them to talk — sometimes in
depth — about their lives. Some researchers spent time simply ‘being there’ with
people when formal interviewing proved difficult; others spent time relaxing
with interviewees before interviews or outside the research (see, for example,
Atkinson 1988; Booth, Simons and Booth 1990; Cattermole, Jahoda and
Markova 1987; Flynn 1989; Lowe, de Pavia and Humphreys 1986; Wilkinson
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1989). Now research awareness (Goodley 1996) and a reflective approach
(Atkinson 1997) are considered important assets in working with people with
intellectual disabilities.

Further refinements are still being sought, as researchers seek to overcome
the barriers of ‘inarticulateness, unresponsiveness, a concrete frame of reference
and problems with time’ (Booth and Booth 1996). What is emerging is the need
sometimes to build life stories in situations where the words are hard to find, and
where researchers have to listen to the silences and proceed using ‘creative
guesswork’ (Booth and Booth 1996). The fact that someone is inarticulate is no
reason to exclude them from life story research — the challenge is to overcome
the barriers through sensitivity and innovation on the part of the researcher
(Ward 1997). ‘Guided tours’ of familiar places, and ‘guided conversations’ with
props such as photographs and drawings may be needed to help dismantle the
barriers (Stalker 1998).

Alongside the developments in qualitative research, where more and more
attempts have been made to give people with intellectual disabilities a voice, has
been the growth of the self-advocacy movement in which people have been
finding and using their own voices, separately and together. The growth of
self-advocacy has paralleled the development of research studies which have
aimed to include people with intellectual disabilities. This was no coincidence.
The phenomenon of people ‘speaking up’ helped convince both researchers
and people with intellectual disabilities that the involvement of the latter in
research was feasible and desirable.

This led to people with intellectual disabilities becoming the subjects in
research — and, for example, being interviewed about their lives and experi-
ences. Subsequently their role in research has become more central, as research-
ers and self-advocates have challenged the status of ‘subjects’. The participatory
paradigm has begun to hold sway in some parts of intellectual disability
research, with the result that some people with intellectual disabilities are con-
tributing to the design and execution of research projects; even in some in-
stances working as co-researchers (see, for example, Minkes, Townsley and
Weston 1995; Mitchell 1998; Rolph 1998; Townsley 1995; Whittaker,
Gardner and Kershaw 1991; Williams 1999). The aim of participatory research
is to make research relationships more equitable. It is based on the belief that not
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only do people have a right to be involved in research which affects their lives,
but the research is also the richer for their involvement (Stalker 1998). The
closeness of contact between researcher and participants, or between
co-researchers, can result in ‘reverse commodification’, where the researcher
becomes involved in the lives of people with intellectual disabilities — acting as
advocate, scribe or supporter as well as researcher (Ramcharan and Grant
1994). Such involvement can continue long after the research has ended (Booth
1998). This closeness of contact is particularly the case in life story research, a
point I return to later.

Pre-dating self-advocacy, but growing in importance alongside the move-
ment, has been the steady stream of autobiographies produced by people with
intellectual disabilities. They represent the clearest and most direct means by
which people with intellectual disabilities can account for their own lives. The
autobiography is the ultimate life story; and the best possible means of
self-representation. In a sense, the autobiographical voice is the voice of the
self-advocacy movement. The person who ‘speaks up’ may yet be the person
who ‘writes up’ their life. As noted earlier, there is now a modest list of pub-
lished and unpublished autobiographies by people with intellectual disabilities.

Oral history has its place in this context. The techniques and approaches of
oral history have enabled people with intellectual disabilities, singly or in
groups, to talk about their lives in a wider social and historical context
(Atkinson 1997: Potts and Fido 1991). The telling of the life story against the
backcloth of the policies and practices of the time has meant that people with
intellectual disabilities have had the role of historical witness and informed
insider of past regimes and practices (Atkinson 1998a). This is a means to re-
claiming not only a personal past, but a collective past or a shared history of in-
tellectual disability.

How are life stories told?

My current research falls into the participatory paradigm. It may also fit the
emancipatory paradigm now advocated in disability research (French 1992;
Morris 1992; Oliver 1992; Zarb 1992) where disabled people control the
research process and outcome. My work fits this context — and can therefore
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serve as a case study — because it is life story research, but set up at the request of
the people concerned. The impetus for the research came from the would-be
storytellers. Our paths crossed initially by chance when I was looking for
stories for a forthcoming Open University course (Open University 1996) and
Mabel Cooper, then Chair of People First, London, was acting as facilitator for
anew and inexperienced self-advocacy group. I visited the group with a view to
involving some of the members in an oral history project. This project never
took off, but something much more important did. On the train home Mabel
confided that she had long wanted to tell her life story, but had no means of
doing so. We arranged to meet and in an informal and relaxed atmosphere (as
outlined in the literature) we tape-recorded our conversations about Mabel’s
life. The transcriptions of these and subsequent conversations have led to an
evolving life story, as more and more is remembered or revealed (Cooper 1997;
Cooper 2000).

The first version of Mabels life story was told entirely from memory; later
versions have been supplemented by access to photographs, records and case
notes. The following transcript is an extract from one of those subsequent con-
versations, where we looked at photographs of St Lawrence’s Hospital in
Caterham where Mabel was a resident for over 20 years. The photographs trig-
gered many memories:

Dorothy:  This is an external shot of St Lawrence’s taken from the air.
It looks huge.

Mabel: Yes, it was. On the female side it was A to H; on the male
side it was A to D. There was more females than men. I think
it was because the women were sent from the courts, some of
them, and in the old days if you had a child and you wasn’t
married, it was a disgrace so they used to take the child
away, put it in a home, and then the mother went into a
workhouse. And St Lawrence’s was something like that, and
that’s why it was called the loony bin in them days because
it was a workhouse as well. Even when I went there, even for
me, you could hear the racket of it going in. It’s something



Bringing Lives into Focus: The Disabled Person’s Perspective 165

Dorothy:

Mabel:

Dorothy:

Mabel:

Dorothy:

Mabel:

you get used to, even being in one of them places. Unless
you know what it’s like it’s hard to imagine.

This one is taken on the inside, it looks like some sort of
workshop.

That is a workshop, it looks like the needlework room. Or is
it the laundry room? They both had long benches like that,
so it’s either the laundry or the needlework room, because
they were both together you know.

There are people there, on the picture, but you can’t see
anybody’s face. Why is that, do you think?

In the olden days, even when you went to church and they
used to take photographs, they always took them from the
back. So you didn’t actually see our faces, you just saw the
back of us.

Why? Did they want to hide you?

Yes, in them days they used to hide us because the people
were frightened, they didn’t understand [...]

The use of photographs took our exchanges into new realms of insider knowl-

edge. They revealed aspects of the institutional regime, and Mabel’s place in it,

which I would not otherwise have known nor thought to ask. Compiling the

life story has also involved consulting records. This is not a straightforward

process. Records tell a different story. They may reveal new and sometimes

painful insights into past personal and family events, and they may use the

language of ‘mental deficiency’. This is Mabel Cooper’s account of what her

personal records revealed:

There is so much that I didn’t know that I'm finding out now. I went to St Law-

rence’s and I went to the archives. Some of it, like the names they called you in

them days, hurt a bit but otherwise I think it was great. It was something I

needed to find out. And going to the archives, that was great again, that was

somewhere I've never been, and I enjoyed it. It would be smashing if half of

this could be put in another book so it would say this is what Mabel said about

this.
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I went with Dorothy to St Lawrence’s, and Gloria came, and we went up,
and we had a look. They said we could look through their records, my records,
and they were very nice to us. We sat in a little room for ages, it was 12 o’clock
when we stopped, and then we asked could I take some of them away, that I
would like some of them. They said to me ‘The ones you want you put on one
side, and the ones you don’t want put on the other side.” The ones I didn’t want
were not about the family, and they’re not about anything that would interest
people outside. I put to one side everything about me and my family. (Cooper,
2000)

The need to find out, to know rather than not know about the past, proved
compelling for Mabel, in spite of the language in which it was cast. Finding her
records, seeing them and owning at least some photocopied extracts from them,
has proved to be a major step forward in understanding the past. Mabel could
remember much, though by no means all, of what had happened to her but she
had never known why. The records began to uncover some of the reasons. The
telling of the life story, and its clearly beneficial effects, has led to three of
Mabel’s friends deciding to tell theirs. This includes Gloria Ferris, referred to in
Mabel’s extract above, who was also an ex-resident of St Lawrence’s Hospital.
Gloria started her life story in the same way — from memory. We set up a
similar series of informal conversations, which I tape-recorded, based on
Gloria’s memories of the past. The tapes were transcribed and the written words
were reordered into a chronological and flowing account — checked, amended
and approved by Gloria. This was not enough. Memory can only account for so
much of the past, so we looked for documentary evidence. Again the process
was both enlightening and hurtful as light was shed on long-forgotten, or never
known, past events and people, but it was written in the language of ‘mental de-
ficiency’ still prevalent in the 1950s. In the final version of her life story, Gloria
incorporates what she found from records with what she can remember:

I didn’t know it at the time but I found out from records that I was born before
the midwife could get to the house, and I fell on the floor. Then I had pneumo-
nia when I was six months old, so I didn’t get a very good start in life. I also
know from records that I was put into residential nurseries when my mother
was having more children. Then the Women’s Voluntary Services for Civil
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Defence came round to see about evacuation for me because of the war and the
bombs falling on London. They thought I was very small and because I wasn’t
talking they thought I was, in their words, a ‘mental defective’.

I've been away all my life from home, since I was three years old. I went to
the Fountain Hospital which was for people with learning difficulties, which is
what they thought I was. My parents said I couldn’t walk, or whatever. They
said they wouldn’t come and get me there, I wouldn’t be able to come home, or
they wouldn’t come and see me any more. That was depressing. I used to cry
when I had to go away from home at weekends. I've got used to it. I've grown
out of that now. (Ferris, 2000)

Since Gloria took up the challenge two more of their friends decided to follow
suit. Mary Coventry told her own story of life in the community with her
parents, and subsequently in a group home, first by writing out what she could
remember and then supplementing this through taped and transcribed conver-
sations. Mary’s story was not hidden in records. It was known to her. She had a
family, a family home, letters, photographs and other memorabilia to draw on.
Subsequently, Doris Thorne, another friend and ex-resident of St Lawrence’s,
decided to tell her story. This time we are using individual and shared
memories, songs and hospital case notes to reconstruct the past. Memories are
increasingly shared as the storytellers have formed a naturally occurring group.
This adds a new dimension as ideas are sparked off between them and we enter
new realms of insider experience. It is to this insider research that we turn next
in looking at what life stories tell us.

What do life stories tell us?

Life stories recount the lives and experiences of individuals. In so doing, they
capture the period details of the past and give substance to the social world in
which people lived. They are historical documents and, taken together, the life
stories of people with learning difficulties begin to tell a shared history of intel-
lectual disability. The life stories of the people who are co-researching with me
are thus important social and historical documents. As such they tell us a great
deal — about the people themselves and their personal experiences, but they go
beyond that. Life stories give an insider perspective; they offer a corrective account;
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they demonstrate people’s resilience; and they invite a reflective view. I will take
each of these points in turn.

Life stories provide glimpses into otherwise hidden worlds. They give us the
insider’s perspective into the past, allowing us to look at the everyday routines
and rhythms of long-stay hospitals as people experienced them. They allow us
to see into the day-to-day life and workings of past systems. The following
extract is from Mabel Cooper’s life story, where she describes her first impres-
sions of St Lawrence’s Hospital and what it was like to be a child there in the
1950s:

When I first went in there, even just getting out of the car you could hear the
racket. You think you're going to a madhouse. When you first went there you
could hear people screaming and shouting outside. It was very noisy but I do
think you get used to them after a little while because it’s like everywhere that’s
big. If there’s a lot of people you get a lot of noise, and they had like big dormi-
tories, didn’t they? And the children were just as noisy, in the children’s home,
and they were all the same sort of people.

I went to St Lawrence’s in 1952. I went to A2, that was the admissions
ward. They didn’t used to have many in there, they used to just take the new
ones what came in. You were only there for a week or two weeks. And they
moved you on to another ward where there was all children. I stayed there till I
was 15 and then I went to another ward where I was with adults.

There was bars on the windows when I first went to St Lawrence’s, it was
just like a prison. Of course it was called a nuthouse in them days, so it used to
have bars on it. You couldn’t open the windows. Well, you could, but not far
enough to get out of them. You didn’t have toys, no toys whatsoever. You
couldn’t have toys because they would just get broken and thrown through the
bars in the window, and get caught in them. (Cooper 1997, pp.22-23)

In the public world, people with intellectual disabilities are seen as people who
have to be cared for — they are ‘the other, the disregarded and excluded’
(Walmsley, 2000). However, in their own accounts people with intellectual dis-
abilities are able to offer a corrective view in which they emerge as rounded and
complex human beings, with the capacity to care about, to care for and to recip-
rocate ‘caring’ in relation to other people. A main strand in Gloria’s life story,
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for example, is her 40-year caring relationship with Muriel, another former
resident of St Lawrence’s:

I met Muriel in St Lawrence’s when she was very young. She was on C1 and I
met her there when I took over and helped the staff out. Muriel’s family came
from Shepherd’s Bush. I think her father owned a café or shop there. They
were good parents, they never missed a week without going to see her. Twice a
week they’d come, even when they retired to Brighton. They never missed.
They were good people, they never complained. Her parents were very good to
me. We used to go out together because they couldn’t lift Muriel, they couldn’t
manage her. We used to have tea in the pavilion in the hospital grounds.

I helped the staff out on C1. They quite enjoyed it because it helped them
out. I dressed them, put them in nightdresses, I was a good help to them. I quite
enjoyed being with them, especially Muriel. She is a happy sort of person.
She’s got a lovely smile. When you take pictures, sometimes she’s not in the
mood for people taking pictures of her — and she won’t smile, won’t even look
at you. She’ll look the other way. I'd never forget her. I told her parents that if
anything happened to them I would never forget her. And now I'm registered
as an advocate to her, so I'm near enough the next of kin. (Ferris, 2000)

In the telling of her own life story, Gloria portrays herself as a family friend and
supporter, and as a nurse working (unpaid) alongside the staff of St Lawrence’s
Hospital. Years later, in the community, she is now Muriel’s informal carer and
advocate. This story confronts and contradicts many of the stereotypes of
people with intellectual disabilities which cast them solely as dependants.

Many accounts by people with intellectual disabilities attest to their experi-
ences of prejudice, stigma and segregation. Yet they are more than victims of an
oppressive system, they are the survivors of it — and their accounts echo the
‘human resilience’ noted by Goodley (1996). Gloria’s resilience was expressed
through the caring roles she adopted throughout her institutional and
post-institutional life. Mabel, on the other hand, expressed her resilience
through a deliberate policy of staying silent. Although the case notes described
her as timid and shy, her own account made clear that her silence was a form of
protest:
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I never said anything in the hospital because there was no point. Nobody
listened, so why speak? If you spoke they told you to shut up, so I stopped
saying anything. I didn’t talk, it was a protest really rather than anything else. I
only said two words, ‘yes’ and ‘no’, and mostly I only said ‘no’! (Atkinson and
Cooper, 2000)

Since leaving hospital, Mabel has become involved in the self-advocacy
movement and has begun to speak for herself and others. Just as she used silence
to express her resilience in the hospital, now she uses the spoken and written
word as a means of speaking out against injustice, prejudice and discrimination.

The telling of the life story is not just a recounting of events — it is a way of
making sense of those events and, indeed, of life itself (Gillman eral. 1997). But
it can go even beyond that, to make sense of the lived experiences against the
backcloth of social and historical events and alongside the experiences of
others. Mabel spent over 20 years of her life in a long-stay institution; her life
story describes those years but it goes beyond the descriptive to the reflective. In
making sense of her life, Mabel reflects on the role of institutions in society and,
in so doing, shows an historical awareness of the context of her own story
(Atkinson and Walmsley 1999):

In them days, if you had learning difficulties or anything, that’s where they
used to put you. They didn’t say ‘Oh, you could go into a house and somebody
would look after you’. They would just say ‘You, you’ve gotta go in a big hospi-
tal’ and that’s it. Years ago, if you wasn’t married and you had a baby, that was a
disgrace and they would say ‘Oh the mother goes in a workhouse or a loony
bin’ as they had in them days, or the mother went into a workhouse or a loony
bin and the child was put into care. I think that’s why there was more women.
(Cooper 1997, p.29)

Why do life stories matter?

Life stories do matter. They matter to the people who tell them and they matter
— or should do — to those who hear them. Mabel Cooper is quite clear about
why her life story matters to her:

I think it was nice for me to be able to do something, so that I could say Tve
done it’. It made me feel that it was something I had done. You've got some-
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thing so that you can say, “This is what happened to me’. Some of it hurts, some
it’s sad, some of it I'd like to remember. My story means a lot to me because I
can say, ‘This is what happened to me’, if anyone asks. So it’s great, and I will
keep it for the rest of my life. I will keep the book. (Atkinson, Jackson and
Walmsley 1997, p.11)

Mabel’s life story matters because it is an expression of her identity, a statement
about who she is; it is a means of reclaiming her past, it is ‘my story’; it has the
enduring quality of the written word; and it represents a major and much longed
for achievement on her part. What Mabel does not say here, but which comes
through in her various accounts of her life, is that telling her story has been an
empowering process. She is strong and confident — well able to speak up and be
heard — but also more knowledgeable. She knows and understands her own life
within a wider social and historical context. This is empowerment through
knowledge — perhaps the most enduring kind of empowerment (Atkinson
1998b).

Mabel Cooper came to understand what happened to herself and to other
people; so too, in our life story research, did Gloria, Mary and Doris. The
process of reclaiming a personal past, and understanding it in context, proved
enlightening and empowering. Life story research has worked for them. Pre-
sumably it can also work for others.

Conclusion: What are the implications for social work?

Life story research is about the process of finding out about the past: through in-
dividual and shared reminiscence; guided conversations; planned visits to
archives and record offices; and supported access to contemporary written
accounts, photographs and family/community informants. The process of
self-discovery and indeed social discovery (the growing awareness of a wider
historical context) are both enlightening and empowering. But there is also a
product at the end of it — the written life story. This is a particularly valued
outcome, as Mabel Cooper pointed out:

You've got something to show for your life. You've got something so that you
can say, ‘That’s what happened to me’. It will keep history in my mind for years
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to come, what's happened to me and a lot of others like me. (Atkinson 1998b,
p.115)

Life story books have, of course, been used in social work practice, particularly
in relation to children (Usher 1993), but also with older people involved in
reminiscence and life review and those with intellectual disabilities in transition
from hospital to the community. They have the potential to transform lives — as
well as maintain them — if they are given due time and space. The life story, or
biography, is a way of understanding the actual lived experience of a person
who has suffered because they are poor, or old, or black, or disabled (or because
they are poor and disabled or any other combination). Life stories are both
unique accounts of individual lives and part of a shared experience of a particu-
lar time and place in history. A life story reveals the person and that person’s
history, identity and social networks, but also locates the individual in a social
and historical context. Life stories have the capacity to reveal the resilience of in-
dividual people with learning difficulties but, as more and more stories are told,
collectively they may yet come to form — with the help of social workers and
other allies — a ‘resistance movement’ (Gillman et al. 1997).

Life story work has practical benefits for social workers. It provides a mecha-
nism for establishing a relationship between the social worker and the person
with intellectual disabilities. This is important in itself. However, the telling of
the story can lead to a greater understanding, not only on the social worker’s
part in seeing their intellectually disabled client as a unique person with a dis-
tinctive biography, but also on the part of the person with intellectual disabili-
ties who comes to understand him or herself better.

Life story research contributes to social work practice, but also draws on it.
The reflective social worker becomes the reflective researcher. Good research
practice means working within individual and group relationships; being sup-
portive, diplomatic and even-handed. It involves tracking down people, case
records, archives, documents and photographs. It means facing the raw truth
about the past with the person who wants to find out; softening the blow, while
reading aloud the pejorative comments from a bygone era.

But life story research goes beyond social work practice, because it goes
beyond the telling and into the recording of lives — into written testimonies
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which will last. And not only that. The written life story is the person’s own
account, not a case history compiled about them. It is the ‘re-authoring’ of events
(Gillman et al. 1997) and thus the ultimate reclaiming of a life.
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CHAPTER IO

Older Family Carers
Challenges, Coping Strategies and Support

Gordon Grant

Introduction

As the life chances of people with intellectual disabilities improve, many more
will continue to experience a life at home and in the community as older
citizens. Survival to old age is also an achievement, due largely to improve-
ments in pharmacology, standards of health care and levels of living. What
matters now is that adding ‘life to years’ for people with intellectual disabilities
becomes just as important as ‘years to life’. This applies equally well to older
family carers.

For families who continue to support older people with intellectual disabili-
ties there are some good demographic reasons for being concerned about ex-
pectations for continued support from this source (Seltzer, Krauss and Heller
1991). Increasing life expectancy will prolong caregiving among older family
carers. As a consequence this may implicate more siblings in middle age than at
present. At the same time shifts in fertility ratios towards smaller family size may
in future years reduce the supply of sibling carers and hence the dependency
ratio (proportion of caregivers to recipients) is likely to become less favourable,
while the ratio of older to younger families of people with intellectual disabili-
ties will increase, creating a different balance in service demands. Changes in
the structure of families, the emergence of black and ethnic minority elders and
the impact of divorce may have significant consequences for patterns of family
caregiving which are as yet uncharted.
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More difficult to anticipate are the effects of societal values which often
follow political directions and economic fortunes, these being most likely to in-
fluence the way in which disability, and responses to it, are socially constructed.
The emergence, for example, of the social model of disability (Oliver 1996) may
signal a very important shift in enabling families to recognize that responsibility
both for creating and dealing with disabling barriers in people’s lives is every-
one’s, not just that of disabled people themselves, their families or services. The
National Strategy for Carers (DoH 1999), while not exactly endorsing the
social model, at least recognizes how structural factors like labour market con-
ditions, educational opportunities, service designs, information systems and a
lack of official ‘joined-up’ policy thinking can serve to keep family carers
trapped within the private world of caring. Time will tell whether or not the
strategy creates new opportunities for carers to realize their aspirations.

The first part of this chapter therefore addresses challenges that older family
caregivers face. It is argued that if these challenges are to be understood they
also need to be contextualized, theoretically and empirically. An attempt is
therefore made to locate demands and associated stresses that families may face
within models of caregiving that avoid an undue emphasis on pathology. The
second part of the chapter will then consider the kinds of coping strategies that
older carers use in their everyday lives to manage demands and circumstances.
Finally, practice implications will be considered in the light of what we are
learning about the support needs of older family caregivers and their experi-
ences of support from front-line practitioners in health and social care services.

With growing interest in the issue around the world, the last few years have
witnessed an explosion of literature in this connection. It cannot be comprehen-
sively summarized in a short chapter like this so what follows is more of a
personal interpretation of the main themes and issues.

Challenges
Demography
The scale of the potential challenge is indicated by the results of some recent
surveys. Following a population survey in Leicestershire, McGrother e al.
(1996) found that family caregivers aged 60 and over were responsible for
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looking after 44 per cent of all adults with intellectual disabilities who were
living in a family home. Similar results (40%) were found in Watson and
Harker’s (1993) report. The vast majority of these carers, 89 per cent in the
McGrother et al. study, were women. In their recent literature review Hogg and
Lambe (1998) estimated that there are 30,000—3 5,000 caregivers in the UK of
60 years of age or older supporting relatives with intellectual disabilities at
home.

Such bald figures tell us little of the challenges faced by older carers of
people with intellectual disabilities or of the factors that mediate these chal-
lenges in some way. Much of the early literature conceptualizes challenges in
relation to stress or else in terms of what some writers refer to as non-normative
caregiving. Theoretical perspectives linked to these interests need to be consid-
ered separately.

Stress among older family carers

In regard to stress experienced by carers, the transactional stress coping model
credited to Lazarus and Folkman (1984) has been particularly influential. Ba-
sically it lays an emphasis on the cognitive appraisals people bring to situations
and to the secondary and consequent appraisals made of the coping resources
they can draw upon to deal with these. Hence, stress is not the direct by-product
ofa set of problematic or challenging circumstances — rather it is the outcome of
how those circumstances are first appraised and then evaluated against personal
resources for coping.

This model has been exhaustively tested among samples of younger and
older parents of people with learning disabilities (Quine and Pahl 1991; Orr,
Cameron and Day 1991; Smith, Tobin and Fullmer 1995) and seems to have
extremely good explanatory power. A key point to take away from these studies
is that a linear link does not exist between the personal characteristics, physical
or behavioural dependencies of the person with intellectual disabilities and the
experience of stress among family caregivers.

Studies by Seltzer and Krauss (1989) and Hayden and Heller (1997) suggest
that risk factors in maternal burden and parenting stress are tied to the physical
health of their offspring, with poorer health leading in turn to poorer health in
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the parent. However, demographic factors also seem to be implicated with
fewer years in education, lower income and not being married influencing
maternal physical health and life satisfaction. These findings alert us to a diffi-
culty with stress studies. Unless stress concepts are operationally tied into how
family carers manage their affairs, there is a danger that many factors external to
caregiving but important to an understanding of stress in general (the
well-known connection between social disadvantage, ill health and stress being
one) will not only confuse the outcomes but obscure practical applications of
the findings.

None of the foregoing should be used to obscure the fact that many older
carers suffer ill health and disablement, that they may already have experienced
bereavement through the loss of a partner, that their support networks may be
shrinking, that they may be dependent more than others on forms of income
support from the state or that a significant onus of responsibility falls on the
shoulders of lone elderly family carers (Grant 1993; Prosser and Moss 1996;
Walker and Walker 1998). However, studies suggest that caregiver age on its
own is not a good predictor of caregiver stress and that common assumptions
about surviving parental carers being lonely do not hold (McDermott er al.
1996; McGrath and Grant 1993). There is evidently a complex of compensa-
tory mechanisms which needs to be understood, the first of which are the
‘non-normative’ circumstances in which many older carers find themselves.

Non-normative caregiving

Tobin (1996) describes older parents of people with intellectual disabilities as
‘perpetual parents’ as they have not finished and may never complete launching
their offspring towards a more independent life. In comparison to the vast
majority of parents they find their adult child still living at home and making
demands on their parenting and caregiving resources. They may seek to
conceal their continued parenting from peers and neighbours in order to create
the appearance of a ‘normal’ lifestyle, something they often accomplish by
severing social relationships and accomplishing their caregiving within a very
privatized world. Concerned about the future of their offspring, perpetual
parents are threatened by unfinished business as the life cycle nears its end.
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They harbour anxieties about the future, their own capacity to continue caring,
and what will happen to their offspring when they themselves die (Grant 1990;
Prosser 1997). Time, in short, has entrapped them in what might be regarded as
‘non-normative’ circumstances.

However, Tobin’s (1996) work shows that through caregiving these older
parents maintain intimacy, assertiveness and a sense of control which can be
missing from the lives of their age-related peers. Consequently, they experience
many gratifications in caregiving and derive a sense of meaningfulness from
their caregiving efforts. Suspended in social time, perpetual parents evidently
encounter rewards in spite of their fears for the future. This may explain why
some older parents have been found to be healthier, have better morale and
report no more burden or stress than parents in younger families of persons with
intellectual disabilities or of family caregivers of elderly persons (Seltzer and
Krauss 1989).

Caregiving compensations

Itis important to acknowledge that the rewards of caregiving appear to be quite
pervasive and occur at all points across the lifespan (Beresford 1994; Grant eral.
1998). So it would be wrong to presume that they have a unique association
with non-normative caregiving. In practice terms it would seem important to
develop an understanding of how these rewards might mediate the experience
of stressfulness in caregiving.

Personal experience suggests that some carers might not even fully acknowl-
edge that rewards occur in their caregiving careers until a close associate or a
professional worker explores the sources of these experiences with them, and
how central they are in their everyday lives. We know little at present about the
latent and manifest dimensions of caregiving rewards and, as Folkman (1997)
has recently suggested, we need to know much more about the processes that
trigger a search for positive psychological states, and the intensity and duration
of such states necessary to sustain individuals in their everyday caring. Older
family carers represent one group for whom exploring these connections would
be very worthwhile.
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Planning for the future

The ‘unfinished business’ described by Tobin (1996) conceals many anxieties
held by older family carers about the future. Prosser (1997) recently reported
that in a study of family carers of older adults only 28 per cent had made any
residential care plans. In the majority of cases these carers were committed to
maintaining long-term care for their relative for as long as possible. More prev-
alent were financial plans (63%) but in less than half of these cases guidance
from solicitors had been sought, which raises the question of just how legally
robust these financial arrangements were. In an earlier study Grant (1989)
found that over half the family carers changed their minds over a fairly short
period (two years) about the preferred long-term care arrangements for their
relative.

Many factors come into play when considering the arrangements for future
care (Grant 1990; Prosser 1997). Older family members may no longer be able
to provide the support they once did, necessitating a change of plans. They are
likely to lose valuable members of their support networks through death or in-
capacity. Carers continuously compare the standards of care they know they can
provide against those of statutory and other services. Lack of information about
different service options can leave carers uncertain as to what is best. Some
carers prefer to rely on their own resources, while others turn more readily to
the state for help or even ‘bury their head in the sand’, avoiding the issue alto-
gether because of the pain involved. In general carers seem to be engaged in a
constant ‘cost-benefit’ calculus of where ‘best interest’ might lie, or more partic-
ularly whether what is in their own best interest is necessarily in the best interest
of their disabled relative.

One thing is clear amidst all this confusion — family carers need much clearer
information at an earlier stage in the life cycle about the nature of realistic
long-term care options, and about what part they and their relative can play in
negotiating an option that meets the ‘best interest’ criterion. If this is neglected
many older carers will struggle on until they reach breaking point when it may
be too late to do anything else but deal with the immediate crisis. There are
signs that this neglect persists. Heller’s (1993) studies emphasize that older
parents are more likely than younger parents to need help in future planning, in
obtaining residential placements and in finding services.
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Coping among older family carers

Coping strategies

In a recent account of the coping strategies described by families of children
and adults with intellectual disabilities in their everyday caring, Grant and
Whittell (2000) found that coping could be difterentiated by gender, family
composition (lone vs. multiple household carers) and carer age group. Com-
pared to other carers in the sample, older family carers were more resigned to
their roles, placed less emphasis on information seeking as a coping strategy,
demonstrated a well-developed capacity to reframe the meaning of situations
and were generally more accepting of the way things were than younger carers.
They also emphazised personal and religious beliefs more than other carers, re-
flecting greater religiosity in older people in general.

An important qualifier to the above was that most of the older carers thought
that they ought to have been more assertive than they had been in the past to get
what they needed from services. This would suggest that many older carers have
an awareness of their past tendency to sit back and adopt a rather passive stance
with services, much to their present regret. However, it also demonstrates a re-
flexive capacity not always recognized in older caregivers, suggesting a pre-
paredness to accept change in the way services operate.

These findings suggest that it does not seem to be true that as carers age their
resourcefulness declines. The so-called ‘wear and tear’ hypothesis about ageing
does not hold; on the contrary, if anything the adaptation hypothesis is more in
evidence. This is quite important as it suggests that concerns arising from
co-morbidity among the growing numbers of ageing family carers have perhaps
been over-emphasized, and that resiliency among older family carers has been
overlooked, just as some believe it has in families in general (Hawley and
DeHaan 1996).

At this point it is probably true to say that neither the ingredients nor the
precursors of resilience in older families are fully substantiated. We do know
that many of the other coping strategies they describe as useful are held in
common with younger family carers (Grant and Whittell 2000): for example
having a pool of tested coping strategies from which they can choose, being
able to match the appropriate coping strategy to a particular demand and, as
mentioned above, being able to reframe the meaning of some challenges as
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non-problematic or normative so that they feel easier to deal with. However, we
do not know if external factors, such as the loss of support from significant
others through death or relocation, reduced income, or limited service input,
compels older family carers to rely more on their own internal resources (expe-
rience, expertise, dispositions, analytic ability and so on) which they therefore
become practised in using. Of course it may be that caring over the life cycle
leads to the steady accumulation of expertise and competence.

There is a dearth of literature about older men as carers, probably because
most of the surviving older carers are widows. However, there is reason to
believe that in some cases where both parents survive into old age their coping
strategies may not always be compatible with those of siblings or other close rel-
atives, which can have negative consequences for family harmony and for the
person with intellectual disabilities still living at home.

Reciprocities

Some of the compensations of caring have already been alluded to, but increas-
ingly studies are illustrating just how important it is for carers to be able to
maintain reciprocities in their relationship with their disabled relative. It has
been recognized for some time that caregiving is rarely unidirectional and that
some element of reciprocity is usually discernible in relationships where high
intensity care is required (Grant et al. 1998).

Interdependencies can be expressed in different ways (Magrill 1997). Finan-
cially carers can come to depend on keeping their relative at home — the social
security benefits payable to their relative can make an appreciable difference to
material living standards while also acting as a disincentive for some families to
relinquish caregiving when ‘best interest’ is at issue. Physically some older
carers have come to expect their relative to do chores around the house or to
assist with shopping and other practical homemaking tasks when this may be
difficult or too time-consuming for themselves. But perhaps more commonly
older family carers admit to emotional and psychological dependencies on their
relative. Even when individuals have very limited communication capacities or
personalities which are not the most expressive, carers are often able to discern
signs of appreciation or acknowledgement which make their caregiving efforts
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all the more worthwhile. When this occurs it becomes life aftirming. These
carers are what has been referred to as ‘other-directed’, that is their desire to be
nurturers is what gives meaning to their lives (Kahana and Kahana 1996). They
fit profiles of altruistic orientations towards caring though there lurks a
constant danger that their best intentions will, once again, not always serve
‘best interest’. Perhaps the most obvious danger here is that a pursuit of emo-
tional fulfilment by the carer might replace or subvert community inclusion for
their relative.

Following the reciprocity trail, Heller, Miller and Factor (1997) used a com-
posite measure to gauge what support was provided to older caregivers by their
relative with intellectual disabilities. Included were help — with personal care,
with domestic chores, with finance, and when feeling upset, combatting loneli-
ness, sharing enjoyable activities, and giving useful advice and information. It
emerged that greater support from the adult child to caregiver resulted in
greater caregiving satisfaction and less perceived burden. Hence, not only was
reciprocity present, it also had some important benefits. This particular study,
however, only addressed whether or not the aforementioned forms of support
were evident, not their intensity, regularity or perceived helpfulness.

These findings nevertheless signal an important pathway for services to help
older family carers. By focusing on the person with intellectual disabilities and
their social skills development linked to domestic and citizenship responsibili-
ties it may be possible to increase their support to their ageing relatives. Another
very important consideration for future research here is to explore from the per-
spective of the person with intellectual disabilities how they feel about
assuming these responsibilities. If this is not attended to there is a danger that
people with intellectual disabilities may run the risk of being exploited by their
own families; their voice needs to be heard in this connection. This once again
emphasizes the need for a family systems perspective in analysing family
dynamics and interdependencies, typified by the work of Dunst e al. (1993).
This at least assists the development of a more holistic view of the family.
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Supporting older families

The kinds of support which family and informal carers in general might need
are just as relevant to older carers, for example, information, regular respite,
skills training and psychological help and counselling (Nolan and Grant 1989).
However it is important for practitioners to have access to assessment frame-
works and to intervention models which allow them to match resources to
needs in ways which reinforce effective family care. Although evaluations of in-
terventions aimed at assessing what works for older family carers seem to be
largely missing from the literature, there is nevertheless a growing consensus
about the kinds of support that families need.

Greenberg, Seltzer and Greenley’s (1993) study of older family carers
showed, for example, that supportive interventions such as counselling, support
groups, provision of in-home services and respite may have the potential to
reduce stresses and frustrations in family caregiving. However, these same inter-
ventions had little impact on rewards and gratifications experienced by family
carers. The main reason for this seemed to be that gratifications were dependent
upon whether or not challenging behaviour in the adult relative was problem-
atic. It could be concluded from this that if the clinical goal is to improve the
quality of the relationship as well as to reduce the burden on carers, then inter-
ventions should also strive to reduce presenting challenging behaviour. Put
another way, an undue focus on stress reduction, arguably a principal concern of
services to date, will ignore and frustrate other concerns and aspirations of older
family carers.

The existing evidence would suggest that interventions need to be much
more planned than they are at present. Carers’ overriding anxieties described
earlier about future care options would probably dissipate if there was a greater
commitment from services to take account of the changing roles, functions, re-
sponsibilities, resources and coping strategies of families over the life course.
Four dimensions are likely to be of importance here:

L. The development/ disability trajectory: the effects of construing disability
as an ongoing process with landmarks, transition points and
changing demands.
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2. The family life cycle: the effects of shifts in intergenerational ties, in
support network membership and in life stage.

3. The caregiving trajectory: the effects of the ‘stage’ which family carers
have reached in their caring in moving from ‘novice’ to ‘expert’
carers.

4. The service trajectory: the effects of transitions on development and

adaptation as the person with intellectual disabilities moves between
health, education, social services or independent sector services.

If different developmental stages can be anticipated and planned for it is
probable that more tailored interventions would follow. Predictability would
seem to lie at the heart of this for family carers. Not knowing what comes next is
not only incredibly disabling for families and people with intellectual disabili-
ties themselves, but they must also find it extremely devaluing. Of course there
will be circumstances that cannot be predicted: for example, if someone with
Down’s syndrome develops Alzheimer’s disease the precise course of the
disease may be difficult to anticipate though the broad stages, with their accom-
panying physical and psychological sequelae, could probably be described.
Carers need to know so that they can be primed and helped to deal more effec-
tively with anticipated changes in their relative’s behaviour and personality. It
is just this kind of specific information that many carers crave, not as an end in
itself, but rather as a means to be prepared for what comes next.

Hence the disability/development trajectory referred to above is of prime
importance, changes in the health status of the individual perhaps signalling
that carers have new things to learn to become experts as a new caregiving stage
is reached. This therefore underlines the importance of the caregiving trajec-
tory. An undue focus on either the person with intellectual disability or the carer
by care managers and support workers may completely obscure family life cycle
changes like deaths and relocations which may affect interdependencies and
mutual helping in important ways. While all that is happening families will want
services to be seamless regardless of who provides them. Temporal dimensions
like these need to be much more centrally located in practice thinking.
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The evidence reviewed earlier would suggest that services are needed which
are capable of acknowledging and mapping the resilience and expertise, coping
strategies, support networks and needs of families as a whole so that interven-
tions avoid supplanting family care. Interventions which are more firmly rooted
both in family systems perspectives and in competency enhancing principles
(Dunst eral. 1993) would be one way of taking things forward, but these inter-
ventions need to be carefully evaluated for their effects on the person with intel-
lectual disabilities, carers and the family as a whole. The evaluation studies by
Dunst er al. with younger families offer promising indicators that interventions
which work with the expertise and strengths of families not only help them to
become more adept at mobilizing resources for themselves but also to play an
effective and pivotal role in case management terms.

Heller et al. (1996) have gone some way towards this in devising a per-
son-centred later life planning training programme for older adults with intel-
lectual disabilities. Based on a lifespan development orientation and an ecologi-
cal perspective on empowerment, the training programme had benefits in terms
of increased participation for individuals and families in service planning
meetings, more incorporation of the individual’s desires in the written goals and
increased leisure participation for those living at home. An unintended conse-
quence was a decrease in life satisfaction ratings for people with intellectual dis-
abilities — the product, it was surmised, of raised expectations. Empowerment
strategies which enable people to speak out with greater competence will inevi-
tably help to expose weaknesses in the service system. It is therefore important
that services become even more responsive in addressing user and carer
concerns resulting from better information diffusion and raised expectations.

In a not dissimilar training programme, Seltzer (1992) was able to show that
the involvement of family members of older adults with intellectual disabilities
in a case management system had three sets of benefits: it empowered family
members by providing information to them about services and strategies for ac-
cessing resources on behalf of their relative; it also helped to reduce the
workload problems of professionals who frequently hold large caseloads; and
the continuity of a family member’s involvement compensated for the gaps
created by high turnover of case managers and service providers. Though details
were not fully reported the programme was implemented among
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socio-economically and culturally diverse populations, suggesting that it had
potentially wide applications.

Kropf and Greene (1993) describe a social work life review system as an
interventive technique among older families. Illustrated by a series of case
studies they showed that competence, autonomy and a sense of control over en-
vironments were crucial factors for these families. The life review process
enabled them to gain a sense of control over their lives by integrating their dis-
appointments and successes, helping to shape their perceptions about the future
in more positive ways. Meanwhile O’Malley (1996) has described group work
respectively with older people with intellectual disabilities and their profes-
sional carers. Findings for those with intellectual disabilities suggested that they
benefited in dealing with issues related to retirement and grief, primarily
through emotional ventilation, but they also became energized through the dis-
covery of new activities which could enable them to be of service to others.
Similar working methods with older family carers might prove helpful in
building alliances which allow older carers to develop mutual aid strategies
with one another. Quite often, because of changes in their own support
networks over the years, many of them have become separated from other
families who may be able to listen to their concerns and share expertise and
advice.

In relation to the evidence reviewed in this chapter, it is perhaps worth sug-
gesting some principles upon which support for older family caregivers might
be based:

o use of active and reflective listening skills as a basis for understanding a
family’s needs and concerns

o forms of help which are based on the family’s own appraisal of resources
and problems

o help which reinforces the valued contributions that people with
intellectual disabilities can make to family life, thereby strengthening
reciprocities, so long as these serve the ‘best interest’ test

« support which recognizes and strengthens each family’s unique and
effective style of coping
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o support which addresses incompatible coping strategies used by different
family members

o support which acknowledges how older carers can become trapped in time
as ‘perpetual parents’

o support which concentrates on helping families to realize that
caregiving rewards and uplifts

o help which is proactive rather than a response to crisis

o help compatible with family culture, that is each family’s rules and norms,
beliefs and cultural practices, routines and structures for coping

o support which builds on and strengthens a family’s skills, expertise and
decision-making capacity

o help which acknowledges how effective coping is embedded within
social network and social support arrangements

« support which takes account of lifespan factors which can disrupt the
predictability of family coping efforts.
There are still too few systematic evaluation studies of interventions designed to
support older family carers of people with intellectual disabilities. Interventions
which are able to operationalize and test the principles suggested above might
represent one possible step forward. Yet, this still leaves open to question the
issue of the preferred service model.

With growing awareness of citizenship rights and responsibilities of op-
pressed groups, including people with intellectual disabilities and their family
carers, it is perhaps to be expected that coalitions will become a force to change
society’s disabling barriers (Racino and Heumann 1992). Although this is really
concerned with changing the way people think about disability as well as the
need to eliminate the exclusionary practices of many social institutions and or-
ganizations, it may also help to focus some welcome attention on a major unre-
solved issue for older family carers and adults with intellectual disabilities who
are themselves approaching old age — namely the best way to plan and configure
services.
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At the moment there are three competing models: the ‘age-integrated’
model in which a cradle-to-grave commitment is given through an intellectual
disability dedicated service; a ‘specialist’ model in which older people with in-
tellectual disabilities are provided with services dedicated to their needs as older
citizens; and finally a ‘generic’ model which would see older people with intel-
lectual disabilities sharing services with older people in general. Expert opinion
seems to support the idea of a generic model backed up by specialist services
since this would be very much in line with a commitment to community inclu-
sion and emancipation. As others have suggested however, further research and
experimentation are required into how this is best expressed at local and
national levels (Hogg e al. 2000).
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CHAPTER II

Stability and Change
in the Later Years

The Impact of Service Provision on Older
People with Intellectual Disabilities'

James Hogg and Loretto Lambe

Background

Throughout both the developed and developing worlds, improved health and
social care have led to dramatic increases in the life expectancy of both men and
women. In some western countries life expectancy has doubled during the
twentieth century while those surviving to 65 years do so in better health than
in the past (Kinsella and Gist 1995).

The social and medical factors leading to this improvement in longevity have
also dramatically increased the lifespan of people with intellectual disabilities in
the UK (Hogg, Moss and Cooke 1988) and elsewhere (Hogg er al. 2000).
Though people with profound and multiple intellectual disabilities (Eyman,
Call and White 1989), and to a lesser extent those with Down’s syndrome
(Eyman, Call and White 1991), tend to have a lower than average life expec-

1 The present chapter draws on material originally presented in Hogg, J. and Lambe, L. (1999) Older
People with Intellectual Disabilities: A Review of the Literature on Residential Services and Family Caregiving.
London: Foundation for People with Learning Disabilities. The authors wish to thank the
Foundation for People with Learning Disabilities which commissioned the report for their
permission to use the material in the present chapter.
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tancy, a half of all of people with intellectual disabilities can now expect to live
for as long as the wider population.

The impact of increased longevity on the prevalence of people with intellec-
tual disabilities will clearly make itself felt in local administrative areas and
regions, and it is this consequence which has led to a growth of interest in the
subject of ageing and intellectual disability. It is important, however, to empha-
size that with respect to local responses to the general demographic trend, in the
next 20 years we are not dealing numerically with large increases in numbers.
This may be illustrated with respect to a recent study on the epidemiology of in-
tellectual disabilities in a single English city. Parrot eral. (1997) report on the in-
creases in life expectancy of people with intellectual disabilities in the city of
Sheffield. Over an 18-year period (1980-98) 64 people attained their fiftieth
birthday and a further ten reached their eightieth. But when offset against
deaths in the population, the number of people with intellectual disabilities
aged over 60 years actually fell, both in absolute terms (from 300 to 288) and as
a percentage of the total (from 12.89 per cent to 11.52 per cent). Reports from
elsewhere in the UK generally show stability in the numbers of older and mid-
dle-aged people, or only modest increases (Evans et al. 1994). Not until the
‘baby boom’ generation of 1955 to 1970 reaches older age in 20 or more years
are we likely to notice any appreciable increase in prevalence rates.

With respect to the proportion of people with intellectual disabilities from
an ethnic minority background, this declines with age (Emerson and Hatton
1998): persons from such a background presently constitute less than 4 per cent
of over-65sin the general population (Central Statistical Office 1993a, 1993b).
But their numbers will undoubtedly grow over the next 20 years and the
specific issues related to ageing and their own culture will have to be addressed.

The purpose of presenting these figures, however, is not to dispute that in-
creased longevity will lead to a progressive increase during the coming years in
the number of people who have intellectual disabilities over 60 years, but to
note that while such an increase is to be expected, within a single locality it is
gradual and does not involve dramatic surges in numbers that are inherently
problematical. Taken with the data we review below on the abilities and health
of older people with intellectual disabilities, we are not confronting a significant
‘problem’ over and above the wider need to make an increasing number of resi-
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dential places available to adults with intellectual disabilities in the coming
years as predicted elsewhere (Emerson ef al. 1996; Parrott et al. 1997) and to
ensure good quality and a wide range of choice for day opportunities.

Socially, the implication of increased longevity is that more people with in-
tellectual disabilities than in the past will live to enjoy their later years in com-
munity settings, but will also require support comparable to that available to the
wider older population. Increasing age, coupled with changing philosophies
and policies will influence both the stability of their lives and sometimes
profound changes in how and where they live. In order to consider such transi-
tions, however, it is essential that we place change in the context of stability,
viewing both as essentially dynamic aspects of a person’s situation.

In this chapter we consider transitions that may be viewed essentially as the
outcome of the person’s living situation and service policies. This is not to
minimize personal experiences related to change such as their own feelings
about getting older, bereavement or their experience of a changing world and
the possibility of personal development within it. Nor is it to imply that the
family dimension, so important to all of us, is not worthy of consideration.

Here we deal with three key areas: first, with what in some ways may be
viewed as the principal gateway to the later years, i.e. retirement; second, oppor-
tunities for older people with intellectual disabilities, drawing attention to their
ability to benefit from services for older people generally, and the possibility of
transitions to such services. We then move on to a crucial area of a person’s life,
where they live, and moving from one setting to another.

In contrast to a chapter on this subject in an earlier edition of this book, we
here approach the subject with an age of 60 years, rather than 50 years, in mind.
This decision reflects a personal view that we have tended to approach the
subject of later life in people with intellectual disabilities from a perspective we
would not impose on the rest of the population. True, some will show premature
ageing before their sixties and age-related planning is quite legitimate. But most
middle-aged people do not see themselves as being grouped in a band from 50
to 100 years — requiring something separate from 50 years onwards. We have
therefore moved closer to a more conventional age for starting our consider-
ation of later life. We would argue that at the very least people with intellectual
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disabilities between 50 and 60 years should be seen as adults in middle age with
the same aspirations as their non-disabled peers.

Work and retirement

While employment of people with intellectual disabilities generally remains ex-
tremely limited, with respect to people over 60 years such opportunities are ex-
tremely rare. Even in a population over 50 years (Moss, Hogg and Horne
1989), no individuals in open employment were identified, and only 3.4 per
cent in sheltered employment. Here, all four individuals were under the age of
60 years. Australians fare better. One study (Ashman, Suttie and Bramley 1995)
reported that 8 per cent in a two-state population and 11 per cent in a national
sample were fully employed. Part-time employment figures were lower, 7 per
cent and 8 per cent respectively. The UK situation is perhaps unsurprising given
that aggregate labour force participation by people over 55 years in the general
population continues to decline in European countries (Kinsella and Gist
1995). Given the association between life satisfaction and orientation and com-
mitment to work in people with and without intellectual disabilities reported
elsewhere (Laughlin and Cotton 1994), this is a state of affairs to be regretted.
Day activities for over-sixties with intellectual disabilities are therefore pre-
dominantly available in traditional day centres or increasingly realized in more
dispersed, person-centred provision (Wertheimer 1996). Again, we know of no
published studies focusing specifically on the development of non-centre based
day activities for older people, though their involvement with this trend
remains as appropriate as for younger people.

Both employment and day centre attendance have been linked to transitions
from such activities with the description ‘retirement’. While in the former case
this term has the same meaning as for the wider population, its meaning for
someone who has attended a day service may be considered more ambiguous.
Seltzer and Krauss (1987) report positively on what they refer to as ‘supplemental
retirement programs’ (p.85) in day service centres. In their survey they identified
30 such programmes, noting that most were clearly articulated and had the
major objective of finding retirement options for individuals for whom reduc-
tion in formal programme activity was appropriate. Such options typically
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involved leisure pursuits, though these continued to be centre-based. Here, re-
tirement involved the substitution of leisure activities for vocational activities
within the same centre. A more radical transition considered in some UK
settings (e.g. see Lambe and Hogg 1995) is for the person to leave the centre to
continue life at home, a move that has been questioned (Wolfensberger 1985)
and may be a threat to the elderly caregivers’ ability to continue coping.

It has been reported that for a sample of older people in employment retire-
ment presented unknown and unwanted challenges (Ashman et al. 1995). The
factors underpinning attitudes to retirement, however, are complex and go
beyond simple changes in the type of activity engaged in. Laughlin and Cotton
(1994) explored attitudes to work, self and retirement in people with and
without intellectual disabilities. They report marked similarities in attitudes to
retirement among people with intellectual disabilities and a group of similar
aged peers. Feelings of life satisfaction and preparedness for retirement were
closely related, and financial preparedness, feelings about health and work atti-
tudes all influenced attitudes to retirement. Ashman ez al. (1995) report that
older people with intellectual disabilities who had retired had not been disap-
pointed with the change or found it unacceptable.

Preparation for retirement is a widely accepted process in the general popu-
lation and Laughlin and Cotton (1994) have demonstrated its relevance to
people with intellectual disabilities. Though such preparation, however, did not
alter basic attitudes towards retirement or to life satisfaction. All authors con-
cerned with this transition urge the need for pre-retirement preparation (e.g. see
Ashman er al. 1995; Laughlin and Cotton 1994).

Projects, programmes and services

The increased interest in ageing and intellectual disability has led services to
develop in two ways. On the one hand, there have been attempts to segregate
people further on the basis of both age and intellectual disability, typically
without reference to the individuals themselves or any attempt to explore more
inclusive options. On the other, use of generic services has been undertaken,
although more in the USA than the UK. Over a decade ago (Seltzer and Krauss
1987) reported 10.7 per cent of all USA community residential provision as
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being mixed residential programmes as well as there being appreciable access
to day services for elderly people by those with intellectual disabilities. In a
study undertaken within a single state, Seltzer et al. (1989) found that 52 per
cent of services for elderly people had been accessed by people with intellectual
disabilities, while in some programmes they made up at least 10 per cent of the
caseload.

A distinction may be drawn between what Hogg and Moss (1993) have
referred to as ‘adventitious integration’ and programmatic approaches to bringing
together services for people with intellectual disabilities and those for older
people. The former approach is readily identifiable in the UK, while the latter
has received most attention in the USA. In a study of all persons with intellectual
disabilities over the age of 50 residing in or originating from one metropolitan
borough in the north-west of England (Horne 1989a), 32 people unknown to
providers of intellectual disabilities services were identified. Of these, 12 were
living in local authority, and one other in private, accommodation for elderly
people, one in social services accommodation for elderly people with physical
disabilities, and three in sheltered accommodation. Thus 17 of the 32 (or 14 per
cent of the total over-fifties population of people with intellectual disabilities
not known to providers of learning disability services in this borough) were
already residentially ‘integrated’.

Horne’s study did not systematically assess the quality of life of these people.
Given that provision for elderly people, particularly congregate provision, can
be of poor quality, integration of this sort may result in residential provision oc-
curring adventitiously that would not be deemed acceptable by providers of in-
tellectual disability services. Indeed, Wolfensberger (1985) was led to revise his
use of the term ‘normalisation” because the poor quality of apparently ‘normal’
residential provision for older people did not make it acceptable for people with
or without intellectual disabilities. In adopting ‘social role valorisation’,
Wolfensberger was looking towards ways of life that would positively enhance
the image of people with intellectual disabilities and enable them to live in a
setting which would show them to be valued members of the community.
Others have argued that where ‘valued’ services for older people are available,
integration into these is feasible and desirable. The major examples of such pro-
grammatic work have been fully described (Janicki 1993; Janicki and Keefe
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1992; LePore and Janicki 1990). Here successful integration of people with in-
tellectual disabilities into generic services for elderly people, including residen-
tial provision, was demonstrated. Importantly, these publications deal in depth
with the strategies for achieving successful integration and the barriers to
achieving such outcomes (Janicki 1993). The attitudinal barriers to pursuing
integration of both the providers of intellectual disability services and those in
the ageing field, family carers’ attitudes, the ageing service users’ attitudes as
well as those of the participants with intellectual disabilities are also described.
A detailed summary appears in Moss, Lambe and Hogg (1998, pp.126—137).

A home at last?
Choice and consultation

Throughout community care plans and evolving models of service delivery,
personal choice and consultation with individuals are invoked as central to
planning and providing. The immediate practicalities of changing and/or im-
proving the residential situation of people with intellectual disabilities can be at
odds with these aspirations. Though there is now little doubt regarding the
improved quality of life and well-being of people who have moved from insti-
tutional settings to the community, questions still exist as to how far personal
choice guides providers with respect to the type of accommodation, its location
and those with whom the person lives. Though most resettlement plans empha-
size consultation with residents, experience of such programmes typically
shows that they are in varying degrees driven by what potential providers offer,
resource availability, hospital closure timetables and optimizing resources
through grouping of residents. Where family care ends abruptly, similar con-
straints may operate even where there is proper consultation with the individ-
ual. Typically when community residential services have been put in place, in-
vestment in housing stock imposes constraints on flexible moves by the indi-
vidual.

It should be added in passing that, particularly in later life, similar con-
straints exist for the wider population of older people where their personal fi-
nancial situation precludes purchasing exactly what they wish, or where their
physical and mental abilities are insufficient for them to live with the degree of
independence to which they have aspired.
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The limitations on individual choice in moving home are starkly captured in
the words of the opening sentence of a recent report on residential transitions
for older people with intellectual disabilities by the Social Services Inspectorate
(1997, p.33 para. 5.39): ‘Inevitably, there will be occasions when it is necessary
to move people from one form of accommodation to another.” Here the essential
passivity of ‘being moved’ is clearly signalled and this inevitably conditions the
ensuing process of implementing the move which the report goes on to outline:

o clear information on why the mooted move might be appropriate

« full participation of the person and their advocates in decision
making

o defining a range of options with the person and her/his advocate
« exploration of options with short stays/ visits

« ensuring maintenance of existing activities and networks following
the move.

While it might be unfair to suggest that these perfectly reasonable tactics
involve bolting the stable door after the horse has gone, the issue which has
been evaded is who makes the decision to move and under what conditions?

This extremely difficult situation of aspiring to choice for the person with
intellectual disabilities and the traditional processes through which services are
determined by professionals or family is a reflection of several factors. These
include: the difficulty of determining the views of some people with intellectual
disabilities with respect to complex decisions; the financial constraints which
dictate that some preferences cannot be met within available resources; the
inherent processes by which decisions are made, including the quite objective
responsibilities that service providers have for the person for whom they
provide; and finally, the nature of the service and type of model about which de-
liberations are to be made.

Choice constrained

Various influences may limit or curtail choice for older people with intellectual
disabilities. Some individuals will receive their services through continuing
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NHS provision, often in settings more restrictive than would be the case in the
community. Though challenging and criminal behaviour decline with age
(Moss 1991), we would still anticipate a few individuals over 60 years being in
contact with the criminal justice system or a danger to themselves or others.
Clearly comprehensive planning of services for the whole population of older
people with intellectual disabilities will have to take into consideration the
needs of these people.

Research into residential provision for older people with intellectual disabilities
CHANGE AND STABILITY IN THE LIVES OF PEOPLE WITH INTELLECTUAL DISABILITIES
The situation of older people with intellectual disabilities is paradoxically char-
acterized by both extreme stability and instability, often within the lifetime of a
single person, and typically influenced by policy decisions far beyond their
control. Many people with intellectual disabilities will have lived in a single res-
idential setting for many years, and it is far from unknown for them to have
spent 50 years or more with their family or in a long-stay institution. This sta-
bility, however, has been seriously disturbed by two trends: the decline in the
availability of family care with increasing age and the progressive reduction of
places in long-stay institutions. Hogg and Moss (1993) reported that during the
previous five years 37 per cent of their population of over-fifties with intellec-
tual disabilities had moved home at least once. Similarly, May and Hogg (1997)
report that 86 per cent of their community population had moved during the
past 10 years and 75 per cent during the past 5 years. Of those who had moved
to a community residence in the past 10 years, the largest category of such
moves was within the community to residences offering increased independ-
ence (41 per cent), followed by moves from the family home (30 per cent) and
from a long-stay hospital (17 per cent).

However, it has been noted (May and Hogg 1997), and the same point may
be applied to Hogg and Moss’s data, that this residential instability reflects ‘a
response to a particular, and largely time-specific, set of circumstances that is
unlikely to be repeated, and as such offers little guide to future developments’.
Though this is undoubtedly the case, the degree of disruption experienced does
hold lessons for future planning. The majority of these transitions have been ini-
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tiated either by service providers in response to policy objectives or as a result of
family caregiving no longer being tenable. Though consultation with individu-
als may have taken place and change been in the best interest of the person, the
overall picture is not one of people with intellectual disabilities being empow-
ered to make personal choices regarding where they live in future. This aspect
of choice must be central to any consideration of respect for individuality,
choice and decision making.

The changing situation with respect to where people live may be illustrated
by two studies that have explored the residential situation of older people with
intellectual disabilities. May and Hogg (1997) found in a longitudinal study of
adults with intellectual disabilities, the percentage of those living at home
declined from 60 per cent in their early twenties, to 37 per cent in their forties.
In the same study, a comparison was made between three cross-sectional
cohorts in the age ranges: 18—23 years; 38—43 years; and 5863 years. Overall,
of 38 per cent (67/178) of individuals who lived at home with their families, all
but three lived with one or both parents. As would be expected, there was a
decline with age in the numbers living at home: 66 per cent at 18—23 years; 31
per cent at 38—43 years and only 6 per cent at 58—63 years. By far the best pre-
dictor of whether a person remains at home is the presence of both parents,
though the survival of one parent, usually the mother, is almost as good a pre-
dictor. We will return to this point in our discussion of family care, below.

McGrother et al. (1996) report very similar findings: 43.5 per cent of adults
with intellectual disabilities still living at home with family carers, their
numbers again declining sharply with age. In their study of 2117 adults, they
found only 18 over the age of 60 years still in the family home, i.e. just 0.85 per
cent of the total population of adults with intellectual disabilities.

The concomitant of these figures is, of course, that with increasing age the
number of people moving into residential provision accelerates. Indeed the
majority of transitions from the family home will have taken place before the
person with intellectual disabilities reaches 60 years.

There is a further aspect to the issue of stability that also has an important
bearing on how we view the life of the person with intellectual disabilities as
she or he gets older. The lives of the majority of people in society are character-
ized by periods of stability punctuated by highly significant transitions. While
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the advent of education for people with intellectual disabilities in the UK
during the 1970s means that school leaving is now as much a part of their lives
as other young people, the hoped for progression into employment, career de-
velopment and retirement is lacking from the lives of all but a few people with
intellectual disabilities. Similarly, relationships leading to marriage or a
long-term partnership, having children and their growth to adulthood and
their own careers and families, is typically very restricted (Seltzer 1992).

RESIDENTIAL MODELS AND OLDER PEOPLE WITH INTELLECTUAL DISABILITIES

Two distinct categories of research question with respect to residential provi-
sion for older people with intellectual disabilities can be formulated. The first
category is concerned with where people live and the relation between age, the
characteristics of individuals and different types of residential model. There is a
sense in which such a consideration is value-free and describes the situation at a
particular point in time. In contrast to such descriptive work, the second
category of questions is far more complex and indeed contentious. Here sub-
groups of older people with intellectual disabilities are defined and the effec-
tiveness of different types of residential model with respect to these subgroups
are then investigated. Seltzer and Krauss (1987) have clearly articulated such an
agenda:

The person-environment fit concept is particularly important in light of the
heterogeneity of the population of elders with mental retardation. Compara-
tive studies of the effects of the various program types on specific subgroups of
elderly mentally retarded persons are needed. This information will further our
understanding of the best methods of meeting the different service needs of
this heterogeneous and vulnerable population. (Seltzer and Krauss 1987,
p.169)

With respect to available research studies it is evident that the first of these cate-
gories has received considerably more attention than the latter and we will
shortly review them. With respect to the latter, however, there is an absence of
information and indeed good reasons why the pursuit of matching subgroups
of people to types of residential service is quite inappropriate. The first reason is
essentially philosophical as such an approach cannot be regarded as individual-
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ized and needs-led. The second has an empirical basis in that research has now
shown that it is not the category of residential provision that determines the
quality of the service, but a wide range of variables related to management and
operational polices. In the present review, therefore, we will consider studies
identifying where older people with intellectual disabilities live, and whether
there is any evidence to suggest that particular models are inherently unsuitable
for them as they get older. We will then comment further on the research
agenda proposed (Seltzer and Krauss 1987) in order to elaborate on the inap-
propriateness of such a pursuit.

The first major study on the distribution of residential provision with respect
to the age of people with intellectual disabilities was Seltzer and Krauss’
national (USA) survey of programmes for this population. The typology devel-
oped for this work identified: foster homes (adult placement); group homes;
group homes with nurses; intermediate care facilities; apartment programmes
and mixed residential programmes. We will not here define these categories (see
Seltzer and Krauss 1987, pp.59—70), except to note that apartment programmes
are also referred to as semi-independent living programmes and do not have
24-hour staffing, while mixed residential programmes also serve generic elderly
people and people with other forms of difficulty than intellectual disability. Dif-
ferences in the distribution of older people in these settings were reported, with
the highest percentage in mixed programmes and the lowest in apartment
houses. The latter also had the most able people in contrast to the intermediate
care facilities where people with the greatest intellectual disabilities were found.

Distinct differences in programmatic aspects and correlates of contrasted
types of residential provision were also reported. Thus, the mixed residential
programmes approximated least to conventional intellectual disability services
as they had the highest percentage of residents at home during the day without
formal programmes. In contrast, intermediate care facilities offered structured
programmatic activities supporting residents, including those with highly sig-
nificant needs. Group houses, both with and without nursing staff, occupied an
intermediate position with respect to structured programmes. Apartment
programmes which approximate most closely to supported living models
enabled greater access to generic elderly services, supported individuals with
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milder intellectual disabilities, and adopted a supportive rather than pro-
gramme-orientated model of provision.

There is no comparable national UK survey of community residential provi-
sion for older people with intellectual disabilities. However, Moss et al. (1989)
and Hogg and Moss (1993) provide a detailed picture of one metropolitan
borough in which special care was taken to identify all residents with intellec-
tual disabilities of 50 years and over, even those not known to intellectual dis-
ability services. In this population, 14 per cent lived at home with families while
24 per cent remained in long-stay hospitals. Of the remainder living in the com-
munity, 21 per cent lived in group houses or other forms of supported accom-
modation, 35 per cent in hostels and 6 per cent in some form of sheltered ac-
commodation. In the decade since this study was undertaken, it may be antici-
pated that the balance of institutional to community provision will have moved
decisively in favour of the latter, as will the reduced proportion of people in
hostels relative to small community accommodation. As in the US study noted
above, intellectual differences were reported with respect to residents, with
those in group houses and independent settings, and those in sheltered accom-
modation, most able. Adaptive behaviour assessment of community competence
showed a similar pattern, though with respect to personal competence (e.g.
self-help abilities) hostel and family residents were the most able.

McGrother et al. (1996) suggest a somewhat different typology for classify-
ing residences, consisting of: (a) NHS; (b) local authority; (c) private; (d) volun-
tary; (e) other residential; (f) family home; (g) at home without family.
Re-analysis of the original data from this study enables some points of compari-
son to the findings of Moss ez al. In the 50 years plus group, McGrother et al’s
data indicates that 12.6 per cent of individuals lived in the family home
compared with Moss er al’s 14 per cent, a remarkably similar figure. If we
consider the over-sixties, the former figure is 8.3 per cent of people with intel-
lectual disabilities. McGrother et al’s figure for NHS provision of 31.5 per cent
for the 50-plus group is slightly lower than Moss er al’s institutional figure of
34 per cent. With respect to the former’s other categories, the figures for the 50
years plus and 60 years plus groups respectively are: local authority 9.0 per cent
and 5.1 per cent; private 31.2 per cent and 41.7 per cent; voluntary 6.7 per cent
and 5.6 per cent; at home with no carer 8.8 and 10.2 per cent.
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Both the US and UK studies cited above must be viewed as snapshots at a
particular point in time, and indeed in specific locations. Against a background
of progressive long-stay hospital closure (see Emerson and Hatton 1994), the
balance towards community care provision has been and is continuing to shift
to the latter. Though some earlier studies indicated that older people with intel-
lectual disabilities in long-stay hospitals tended not to be selected for discharge
to the community before younger residents (e.g. Hogg eral. 1988Db), as numbers
reduce an increasing number of older people has been discharged. In a study
undertaken in 1997, for example, Hogg et al. (1997) report highly successful
adjustment to living in group houses by recently discharged residents ranging
in age from 26 to 81 years (mean 53 years).

It is important to acknowledge, however, that some studies have expressed
concern regarding the impact on older people of relocation. In a recent review
of studies on the consequences of relocation from hospital, concern has been
expressed regarding the general dearth of information on its impact on physical
and mental health and the lack of reference to the effect of age with respect to
health (Hatton and Emerson 1996). Similarly an important US study (Strauss et
al. 1998), while showing increased probability of mortality following reloca-
tion to the community, particularly in the immediate period following dis-
charge, does not relate this specifically to the age of the individuals. These
authors consider their findings not in terms of any argument for the continua-
tion of institutional provision, but with respect to the development of high
quality medical input in community settings — an issue that has received increas-
ing attention in the UK (Hogg, 2000). Given the increased medical vulnerabil-
ity of older people, this observation has particular relevance.

We will now return to the second proposal of the research agenda noted
above: the match between specific subgroups of older people with intellectual
disabilities and types of residential provision (Seltzer and Krauss 1987). We
have noted that such a match is hardly reflective of a needs-led approach, but
there are further arguments that may be advanced. First, research into specific
models of residential provision, particularly staffed group houses, has shown
that the functional aspects of the residence, e.g. management practice and staff
activities, influence the quality of residents’ lives, not the specific model itself.
Second, the movement to community provision has been accompanied by the
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development and extension of a variety of models generated by differing philo-
sophical responses to the strengths and weaknesses of existing models. Thus, in
addition to staffed group houses, we have the supported living movement, con-
tinued life in the family home following the death of family carers, adult place-
ment, sheltered and very sheltered accommodation and the re-emergence of ad-
vocates of village communities. Any comprehensive consideration of residential
provision for older people needs to be placed within this complex framework
(Emerson et al. 1999a, 1999b).

Staffed group houses have constituted the principal model of community
residential provision for people for nearly two decades, and providers report
that this is still the principal form of accommodation for older people with intel-
lectual disabilities. Most studies of such provision indicate that they are no less
effective settings for older people with intellectual disabilities than for their
younger peers (e.g. Hogg etal. 1997). Indeed, in their extensive review of the lit-
erature on this subject Hatton and Emerson (1996) do not allude to age as a pre-
dictor of quality of life in staffed group homes. On the contrary Felce (1996)
has emphasized the potential benefits arising from properly managed group
houses; an outcome equally applicable to many older people if we adopt a third
age perspective and what it should mean to get older in a fulfilling way.

We have not identified any studies dealing specifically with the issue of age
and supported living arrangements. It is, however, in the very nature of the com-
munity living philosophy that there has been no need to focus specifically on
the fact of people’s ages in making provision for them. Since the development of
support begins with the individual’s needs, then age-related needs will be taken
into account as part of the needs assessment, and changing functions or abilities
will be responded to accordingly. The option of remaining in a home owned by
the family as home owner when family carers die or move on, as well as oppor-
tunities for personal tenancies or home ownership, are natural outcomes for
older people with intellectual disabilities and completely consistent with the
paths followed by older people generally. Clearly an individualized life in one’s
own home is viewed as desirable for all older people, though as Scottish Human
Services (1995) notes: ‘For older people, the situation is worse, with a rapid
growth in provision of nursing homes and private residential care homes and
very little attention to developing flexible personal assistance services’ (p.11).



210 Transition and Change in the Lives of People with Intellectual Disabilities

Clearly for older people with intellectual disabilities the range of needs to be
met will be wide and will change as an individual gets older. Given the relatively
high level of competence and general absence of difficult behaviours among
older people with intellectual disabilities, it may be anticipated that many will
live with only the need for very limited support, and in circumstances to which
they themselves aspire.

Similarly, both the philosophical and practical conditions involved in home
ownership indicate that there is nothing in the arrangements described that pre-
cludes home ownership as an option for people with intellectual disabilities
who are 60 years plus (King 1996). Examples of home ownership reported by
King, however, do not involve people older than their mid-fifties. For some
older people, home ownership will present itself as the option most likely to
attain the objectives of supported living.

Research evidence with respect to adult placement is increasing, especially
in the USA (Dagnan 1997; Bothwick-Duffy er al. 1992). Though the general
findings from such research will inevitably be relevant to older people with in-
tellectual disabilities, specific age-related issues have received little attention.
Newman, Sherman and Frenkel (1985) provide one important study of people
between 45 to 92 years, with a similarly broad range of intellectual disability,
including profound intellectual disability. Within the family, interactions with
the person with intellectual disabilities was high and the quality of relationships
family-like. A number of measures of acceptance by neighbours and community
participation were taken, viewed in relation to activities involving the carers as
well as independent activities. In general, acceptance by neighbours was high
though the level of acquaintance was relatively casual. Use of community re-
sources was also high, including doctors’ visits, shopping, going out to restau-
rants, churches and entertainment. Of particular importance were the character-
istics of the carers as it was their own level of socializing and involvement in
outside activities which predicted the person’s engagement in these. With
respect to the person’s characteristics, it was the younger and more able who
showed greater independent activity than those who were older or less able.
However, age per se was not related to engaging in activities with carers. These
authors conclude:
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Family care not only provides the residents with encouragement to use the
community but that the care providers actually serve as facilitators of the par-
ticipation. This is particularly important for elderly residents who tend not to
participate as much in activities without the providers. (Newman er al. 1985,
p.375)

Adult placement schemes have also been widely developed in the UK, though
to a lesser extent than in North America. Such schemes have typically embraced
a wide age range. Figures provided by Hampshire County Council Social
Services Department indicate that both older women and men have partici-
pated with 30 per cent of the total receiving this service being 60 years plus.
Robinson and Simons (1996) reviewed 168 adult placement schemes inter-
viewing a total of 42 people with intellectual disabilities ranging from 18 years
of age through to their early seventies, nine of whom were 60-plus years old. As
there is no specific comment on the influence of age on the success of these
placement, it must be assumed that the overall conclusion drawn by these
authors is equally applicable across the age range: that such placements were
valued by people with intellectual disabilities. However, a minority wished to
live elsewhere and little was being done to assist them in this aspiration. In
addition, in some situations the values that we have discussed with respect to
choice and individuality were not realized and controls inappropriate for adults
were employed. Carers themselves emphasized the value of family life, the
personal nature of the care, the homeliness of the environment and the lack of
expense relative to residential environments. However, Robinson and Simons
(1996) note that these criteria were not invariably met and in some cases there
was confusion as to the caregiver’s role. They also give detailed consideration
to the issue of registration.

Older people with intellectual disabilities do live in various forms of shel-
tered and very sheltered accommodation. Horne (1989) identified three people
with intellectual disabilities unknown to providers of intellectual disability
services living in sheltered accommodation. Lambe and Hogg (1995) present a
case study of a 59-year-old woman who was a tenant in her own self-contained
flat in a very sheltered housing complex living with people with a wide range of
disabilities and supported by a home carer. This woman reported a high level of
satisfaction with her living situation. Despite the relatively scarce nature of such
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accommodation, it is an option which is consistent with the aspirations and
criteria of supported living and one which brings together services for people
with intellectual disabilities and those for older individuals.

With respect to village communities, and significantly for the present review,
Cox and Pearson (1995) implicate the increasing population of older and
ageing people with intellectual disabilities in their argument: ‘Life expectancy
for mentally handicapped people is increasing. This is generating greater need
for care for those who would not previously have survived for so long’ (p.5). In
raising this issue the language employed is extraordinarily emotive to the point
of hyperbole:

Demographic trends indicate a time bomb which will explode in the near
future, causing widespread suffering for many mentally handicapped people
and their families. This time bomb, now ticking away, has been created by a
mismatch between need and provision. (Cox and Pearson 1995, p.5)

It is of interest to note that similar language has been applied to the wider
ageing population. We commented above on the gap between such rhetoric
and the relatively small numbers in any given administrative area. A fuller ap-
praisal of the advantages and disadvantages of village communities and NHS
campus provision in relation to community care has recently been published
(Emerson et al. 1999a, 1999b).

The extent to which age plays a part in the advantages or disadvantages
offered by these different models has been almost entirely neglected in past
studies. Nevertheless, it can reasonably be assumed that older people with intel-
lectual disabilities are as likely to be subjected to these negative trends as they
are to have benefited from the positive gains in quality of life that the move
towards small group living has enabled. Good practice at policy development,
management and practice levels are therefore of critical importance to the
well-being of older people and underpin all small-scale models.

THE WIDER SPECTRUM

The residential models described above, together with provision in the family
home, will serve the majority of older people with intellectual disabilities.
Though there is no research specifically in relation to older people with intel-
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lectual disabilities, attention must also be drawn to other minorities within this
minority, specifically homeless people and those who may have come into
contact with the criminal justice system or viewed as ‘mentally disordered’.
Technically, the ‘homeless’ refers to people who find themselves on the
street, in a squat, in a hostel, in bed and breakfast accommodation, or in prison
or hospital awaiting discharge without a home of their own to go to, whether
alone or with family friends. More typically, ‘homeless’ is used to refer to ‘rough
sleepers’. Reed (1992, p.85), cites the Governmental Statistical Service as
stating that of 38,460 households officially accepted as homeless in the first
quarter of 1992, 4 per cent belonged to the priority need category of those ‘vul-
nerable as a result of mental illness or mental handicap’. It is also noted that
among these are ‘mentally disordered offenders’. No breakdown of homeless
people with mental illness as opposed to intellectual disabilities is available and
the possibility of the co-occurrence of both conditions (i.e. ‘dual diagnosis’) is
probably high. In focusing in this report on the more visible individuals who
spend their lives well within the ambit of social and health services, it is impor-
tant not to lose sight of this small but particularly vulnerable group of disadvan-
taged people, though there is no information on the age of homeless people
with intellectual disabilities or the proportion of them over the age of 60 years.
In addition, a small number of older people with intellectual disabilities will
be held in secure accommodation or in prison, following contact with the
criminal justice system. The prevalence of people with intellectual disabilities in
prison, however, is known to be low (Kiernan and Alborz 1989). It has been es-
timated that there are about 400 prisoners with intellectual disabilities in
England, a figure that would suggest about 40 such people in Scottish prisons
(Gunn, Maden and Swinton 1991). There are no age breakdowns in these
studies, though the decline in problematical behaviour from middle age (Moss
1991) would indicate numbers are low. With respect to gender, Gunn et al’s
study shows that women with intellectual disabilities outnumber men in prison
by 2: 1. Though again the number of women with intellectual disabilities in
prison will not be high, it has been commented on in relation to female offend-
ers: ‘Small numbers don’t mean small problems’ (Chesney-Lind 1997, p.87), an
observation that is highly applicable in the present context. Certainly the issue
of gender, intellectual disability and imprisonment merits further exploration.
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Conclusions

In the past, concern has been expressed that people with intellectual disabilities
as they get older are in danger of being disadvantaged twice over, not only
because of their disabilities, but also because of their age. Because those in
receipt of services in their middle years tend to continue receiving support into
their later life, this view is generally incorrect. However, in responding to the
dimension of age, social workers and other service providers are in danger of
imposing inappropriate age-related concepts on those they provide for. Fol-
lowing the research, providers have tended to view 50 years of age as the point
at which ageing becomes an issue. From 50 we are supposed to want a quieter
life, Radio 2 rather than Radio 1, older companions, and so on. However, this
choice of age is a very non-normative one. Even taking a conventional retire-
ment age would move this on by 15 years, while at the time of writing British
Telecom are seriously contemplating a retirement age of 70 years in order to
make best use of experience and the human resources it has at its disposal. On a
number of occasions this threshold has been used to set up intellectual disability
services for the over-fifties.

At issue, however, is the need to determine and meet need in a way that is
sensitive to the consequences of ageing, but does not impose a service based on
possibly inaccurate assumptions about the implications of age on an individual.
Service providers should listen and offer choice and take their direction for fa-
cilitating opportunities in the community in the same way that they would for
much younger or middle-aged people. This applies equally to residential provi-
sion and day opportunities where exactly the same principles apply across the
age range. When age-related change does necessitate a move to a different form
of accommodation or an alteration to day provision, it is equally important that
individual need and choice are the primary guides. The automatic move to a
nursing home when someone becomes frail or develops dementia (really or ap-
parently) has to be challenged unless this can be shown to be in the person’s best
interests.

As with those of us in the general population, the person’s health needs to be
monitored and where necessary illness treated. There is now a considerable lit-
erature on the subject of intellectual disability and health status in the later years,
and all staff need to be aware of how to respond to signs of ill health.
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Getting older, and perhaps living into extreme old age, are realities for all of
us. Despite the pervasive negative imagery and attitudes to older people in
western societies — and increasingly elsewhere — older age may be viewed as an
opportunity to enjoy life and develop further. Such a view should underpin our
approach to older people with intellectual disabilities. Though the course of
their life is very likely to have been atypical (few have married and have children
to support them in later life, networks of friends are often impoverished, and
they will rarely have had a career comparable to that enjoyed by many), their
later years offer them similar opportunities and challenges as those presented to
the rest of us.
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