People with a learning disability and
dementia: reducing marginalisation
While the voice of people with a learning disability and people with dementia are
increasingly included in research and practice, the same cannot be said for people who
have both a learning disability and a dementia. Karen Watchman reviews the literature in
order to identify factors that have contributed to this lack of consideration in health and
social care policy and practice
his article has been developed from a
literature review undertaken as part
of PhD research at the University of
Edinburgh: At a crossroads in care: the
increased marginalisation of people with
Down’s syndrome and dementia. The aims of
the PhD were to build understanding of
experiences after a diagnosis of dementia,
and to foreground research methods that
enable the inclusion of people with a
learning disability and dementia in
research. In the process, factors
influencing the further marginalisation of
this already socially excluded group were
identified in the study.
The growing awareness that people
with a learning disability, especially
Down syndrome, are at risk of dementia
at a younger age brings an associated
need for clarity over service planning and
delivery. Research literature documents
the changing history of people with a
learning disability and, separately, that of
people with dementia. This includes
knowledge of where people are cared for,
approaches to providing support and
moves towards greater inclusion in
practice, policy and research. We do not
have the same evidence base about the
most appropriate ways of supporting
individuals who have both a learning
disability and dementia.
The literature review showed how, over
time, both learning disability and
dementia services have made attempts to
break away from their troubled past in
terms of exclusion and segregation,
towards greater inclusion, empowerment
and self advocacy for many. At the same
time, services for people with both a
learning disability and dementia have
struggled to find a sense of identity, often
caught between both services.
In order to contextualise learning
disability and dementia, a summary of
this historical overview is presented,
followed by a discussion of key issues
identified in the literature. This considers
possible reasons for the lack of an
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evidence base in this area and the
potential for the increased
marginalisation of people with a learning
disability and dementia. These issues are:
• the lack of statistics and subsequent
future planning
• the lack of consistency when sharing
the diagnosis of dementia
• the debate over general versus
specialist support
• the lack of accommodation pathway
options across care settings.

Search strategy

The search terms used for the literature
review included both UK and
international terminology. This meant
that learning disability, intellectual
disability, Down and Down’s syndrome
were used in addition to dementia and
Alzheimer’s disease. Six databases were
searched (Psychoinfo, Web of Knowledge,
CINAHL, Medline, EMBASE and
Sociological Abstracts). In order to gain a
historical overview of each group, no date
restrictions were used. Position papers,
grey literature, conference reports and
editorials were included.

Historical overview

The emerging link between learning
disability and dementia was recorded in
medical journals in the 1970s (Burger &
Vogel 1973). Clinical studies reported in
the 1980s offered more conclusive
evidence (Heston et al 1981; Glenner &
Wong 1984). Initial research in this field
was predominantly written for medical
and scientific audiences, because the
evidence came from identifying
pathological changes at post mortem
(Yates et al 1983; Mann et al 1985). During
the 1980s, 1990s and into the 2000s life
expectancy was gradually increasing and
this led to the wider awareness of the
impact of associated health conditions
such as dementia.
This change in life expectancy
coincided with the movement towards

independent living for people with a
learning disability. It was also at this time
that Kitwood (1997) was writing about
the importance of person-centred care for
people with dementia. Despite this,
neither independent living, nor personcentred approaches, were evident in
research or literature for people with a
learning disability and dementia.
During the period when normalisation
(Wolfensberger 1982) was gaining
prominence in the field, social research
into people with a learning disability and
dementia began to emerge. The
normalisation movement introduced a set
of principles that stressed the importance
of people with a learning disability living
an ordinary life, doing ordinary things
with ordinary people, essentially having
a ‘normal’ life. This raised the profile of
people with an intellectual disability by
emphasising the need to be among others
and valued for themselves. More recently
it has been observed (Chappell et al 2001)
that normalisation was about the views of
others, rather than the views of people
with an intellectual disability themselves,
and that the movement did not
acknowledge this power imbalance.
Similarly, studies at this time largely
focused on the perspective of the family
carer as most people with a learning
disability were, by this time in the 1990s,
growing up in the family home (Prasher
& Filer 1995). Research focused on the age
of people at onset, the rate of progression
and the difficulties that became evident
when dementia was diagnosed. These
difficulties included changes in behaviour
(Prasher & Filer 1995), changes in speech
(Cooper & Prasher, 1998) and changes in
physical condition with increased
likelihood of, for example, epilepsy in the
later stages (Palop 2009).
It would seem logical that personcentred approaches and strategies, as
developed for people with a learning
disability and people with dementia
generally, should lead to the same
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approaches being evident in the support
of people with both a learning disability
and dementia. In reality, much of the
literature falls short of drawing together
these approaches. Instead, the lack of an
evidence base contributes to a lack of
knowledge in practice, with formal and
family carers often unclear of support
options available.

Lack of accurate statistics

To a large extent, the interventions that
take place with people who have a
learning disability and dementia are
reactive, rather than proactive. People
with a learning disability, as a group, are
not specifically identified in policies that
relate to either learning disability or
dementia, although some organisations
have developed local or professional
guidelines (British Psychological Society
2009). As a result, it has been open to
interpretation how far guidance for
supporting people with a learning
disability and people with dementia are
applicable, and appropriate, for those
with both a learning disability and
dementia. Part of this difficulty comes
from the lack of projected or actual
statistics, both at a local and national
level, on the numbers of people in the UK
who have a learning disability and
dementia.
There is little acknowledgement in
policy that not everyone with dementia is
an older person, nor that before a
diagnosis of dementia an individual may
already be living with reduced cognitive
abilities and different communication
strategies. As a result, there is the
potential for people with a learning
disability and dementia to be considered
as different from others with a learning
disability or people with dementia, thus
extending their exclusion.

Disclosing the diagnosis?

Sharing the diagnosis, or discussing the
changes being experienced postdiagnosis, as recommended in the general
population (Bakker et al 2010) allows the
person to have more gradual realisation
of the impact and potential implications
of the diagnosis. Alongside ongoing
support and information this would see
giving the diagnosis not as a ‘one point in
time’ occurrence, but as an ongoing
process (Vernooij-Dassen et al 2006). The
importance of this is not recognised for
people with a learning disability and
dementia. The development of a
framework or practice guidelines for
giving a diagnosis of dementia to a
person with a learning disability and
dementia has not been addressed,
although work on sharing the diagnosis

Key points for
practice
• The care setting will only remain
appropriate if the support provided
within it meets individual social,
emotional needs, in addition to
physical. To achieve this, staff at all
levels need consistent training in
both intellectual disability and
dementia.
• In addition, increased consideration
should be given by service planners
and providers to the creation of
specialised staff in this field.
• One named person should take
responsibility for explaining the
reasons for changes the person with
a learning disability is experiencing.
This will enable the diagnosis to be
shared in a supportive and
individualised manner. Other carers
and staff should then be consistent
in their approach.
• Learning disability services, which
are most likely to have contact
before dementia is diagnosed, are
best placed to co-ordinate future
care after a diagnosis of dementia.
• Ageing in place is only an
appropriate long-term option if the
support level continues to increase
on an individual basis. It may mean
that the person is able to remain in
their own accommodation, but this
should not be assumed.
has progressed with other health
conditions such as cancer (Tuffrey-Wijne
& Hollins 2009). It is impossible to find
out about individual experiences of
dementia if the person is not aware of
their diagnosis. Reasons for the diagnosis
not being shared in the general
population include the decision by others
not to attach a label to the person, who
may also already experience stigma by
nature of age (Widrick & Raskin 2010).
Research suggests that people in the
general population would want to know
of any future diagnosis (Jha et al 2001),
but this question has not been asked of
people with a learning disability.
The dementia strategies in England
(Department of Health 2009), Scotland
(Scottish Government 2010) and Northern
Ireland (Department of Health, Social
Services and Public Safety 2011)
acknowledged the importance of the
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diagnosis being shared in order to
maximise post-diagnostic support.
Although recognition of the increased
incidence of dementia in people with a
learning disability was included in all
strategies, none was specific about
subsequent interventions or support for
those who also had a learning disability.

General versus specialist care

The international debate around general
or specialised care for people with a
learning disability and dementia began in
the 1990s with the work of Janicki and
Dalton (1999), which coincided with the
increase in awareness and knowledge of
the link between the two conditions.
Janicki and Dalton considered whether
services should be located and accessed
within the general ageing system, within
the general learning disability system or a
more specialised combination of the two.
This debate is evident when considering
accommodation, suggesting a lack of
clarity over where people with a learning
disability and dementia call ‘home’.
Many people with a learning disability
will have a pre-existing network of
support, as they have always relied on
others for care and support. As a result, a
different process is generally observed
after a diagnosis of dementia, for example
for many family carers this is a
continuation of their previous role. A
model of care seen in literature, that
considers accommodation options
(Janicki & Dalton 1999), recognises the
lack of a clear or recommended pathway.
As the debate continues over an
appropriate location of care, the
approaches of ‘referral out’, ‘ageing in
place’ and ‘in-place progression’ remain
relevant. These are considered below in
relation to more recent research.

Referral out

Referral out involves a move for the
person with a learning disability to a
generic social care environment or, if
health needs are prominent, to a nurse led
facility such as a nursing home. Since this
model was developed, questions have
increasingly been asked in the UK as to
the suitability of relocation to care or
nursing homes (Michael & Richardson
2009). This is partly due to the differences
in age of the resident, for example a
person with Down syndrome may be in
their 40s or 50s when dementia is
diagnosed. A further factor is the preexisting difference in communication, in
addition to changes required as people
become increasingly non-verbal.
Thompson & Wright (2001) noted the
frequent inappropriate placement and
referral out of people with intellectual

disabilities to generic older people’s
services. Despite having this awareness,
literature does not provide accurate
figures of dementia in people with
Down’s syndrome in care homes for older
people. The lack of statistics means this
group is not recognised as a key social
policy issue thus leaving these people
‘hidden’ within the care system.
A lack of staff training and inadequate
knowledge of learning disability in
people with dementia leads to needs not
being addressed in a generic care home
(Hoe et al 2009). This option is often the
one most readily available due to shorter
waiting lists and higher turnover of
residents. It also occurs in response to a
crisis situation in the family home, should
the carer become incapacitated or if, after
a stay in hospital, a move home is no
longer appropriate (McCarron et al 2005).
In such circumstances the extent of choice
offered to people with a learning
disability over the change in
accommodation remains unrecorded.

Ageing in place

Janicki & Dalton (1999) referred to a
person with a learning disability and
dementia remaining in their own home
environment, with adaptations, after a
diagnosis of dementia as ‘ageing in
place’. This includes incorporating staff
training in dementia into service
provision, and environmental
adaptations, to minimise the effects of
dementia on the person and others living
in the same environment.
Many people age in place in learning
disability group homes. This is likely to
be somewhere they have lived for many
years. Despite this being the place where
they may be known best, it has been
shown to result in areas of difficulty after
a diagnosis of dementia. For example,
concern was raised by other residents
with a learning disability in group homes
that the person with dementia was seen
as having ‘special privileges’ if they were
treated differently by staff (Forbat &
Wilkinson 2008). Resentment was
apparent if changes, or environmental
adaptations, which are recommended in
dementia care, were made to their shared
home. The resident who had dementia
showed little or no awareness of having
dementia or what this implied;
conversely the impact was strong on their
peers in the group home (Wilkinson et al
2004).
Ageing in place can also happen in the
family home. In 21st century Scotland the
majority of people with a learning
disability live with family, either a parent
or sibling (Scottish Executive 2000).
Family carers have usually been the

The importance of
sharing the diagnosis,
and discussing the
changes being
experienced, is not
recognised for people
with a learning
disability
primary carer for the lifetime of the
person they care for which may be for 30,
40 or even 50 years. One third of all
people with a learning disability in the
UK living at home are cared for by a
relative who is aged over seventy
(Department of Health 2001). Research
regularly highlights the lack of practical
support for family carers of people with
learning disabilities (Gilbert et al 2004).
Family carers, both parents and siblings,
frequently report isolation and lack of
knowledge of dementia at all stages, from
diagnosis to end of life (Watchman 2004).
Nonetheless, ageing in place, regardless
of where that place may be or the support
available, is generally seen in literature
and policy as the preferred option
provided that appropriate ongoing
support is available (Bigby 2008; Scottish
Government 2010).

In-place progression

The third option in Janicki and Dalton’s
model for people with a learning
disability and dementia is ‘in-place
progression’ (Janicki & Dalton 1999). This
refers to a move to, or creation of, a
dementia-specific environment for people
with an intellectual disability. Those with
broadly similar levels of need are
provided with a range of accommodation
options and support in a specialised
setting. It allows for progression through
stages of dementia whilst the person
stays within the same service. Llewellyn
(2011) wrote that prioritising the lead
service was crucial in meeting the needs
of people with an intellectual disability
and dementia. She noted a consensus in
research that it should be learning
disability, rather than dementia care in
services for older people who take the
lead in provision of support for people
with a learning disability and dementia.
Ironically, in-place progression is the
option least often seen in the UK. Yet, it

may offer the choice of developing
existing learning disability services to
create specific learning disability and
dementia provision. Absence may be due
to care providers not being equipped or
financed to adapt premises in order to
accommodate people with a learning
disability and dementia. There is
currently no evidence to show that staff
are sufficiently trained, confident or
experienced in working solely with this
client group. Many have skills in working
with people who have dementia, whilst
others are competent in their role with
people with a learning disability. When
enough professionals are currently
trained in both, with general and
specialist knowledge, this may make inplace progression a more viable option.

Summary

Despite knowing of the link between
learning disability and dementia for
decades, there is little in research
literature to suggest that attempts have
been made to bring together knowledge
from both services that will inform the
culture and ethos of organisations
supporting people with a learning
disability and dementia. If people are not
told of their diagnosis of dementia, or
given an explanation for the changes they
are experiencing, this restricts their
opportunity to take part in decisions that
affect their future support or health care
needs. Person-centred approaches have
been developed for people with a
learning disability and, separately, for
people with dementia. However, there is
a lack of clarity in the literature over the
most appropriate approach to take with
people who have both, just as there is a
lack of clarity over the most appropriate
accommodation setting or model of care.
The extended life expectancy of people
with a learning disability has led to
knowledge of the greater incidence of
dementia at a younger age, especially in
people with Down syndrome. We know
of this link but we do not have an
accurate figure in the UK or
internationally, or projected figures, of
how many people with a learning
disability have dementia. The voice of
people with a learning disability and
dementia is not evident in the way that
the voice of people with a learning
disability or dementia is increasingly
becoming heard; self advocacy is not
evident.
Geographical exclusion in large out-oftown long-stay hospitals may have gone,
but some people remain increasingly
segregated and isolated within their own
communities. Although steps have been
taken in terms of individualised support,
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people with a learning disability and
dementia remain among the most
excluded, either through complexity of
their disability, lack of verbal
communication and a progressive
cognitive condition.
A series of deficits have been identified
from the literature that are likely to result
in a further increase in the
marginalisation experienced by people
with a learning disability and dementia.
These deficits include the lack of a shared
diagnosis, lack of staff training and future
planning, lack of adapted communication
as dementia progresses, lack of accurate
statistics of the numbers affected or
predicted, lack of clarity over
accommodation options and an increase
in isolation. The result is a Cinderella
service that reflects our limited
knowledge of individual experiences and
support needs of this group.

Gaps in research literature

The following gaps have been identified
when considering what we know of the
care and support needs of people with
Down syndrome and dementia:
• An understanding of the experiences of
people with Down syndrome and
dementia from their own perspective.
• Examples of good practice in sharing
the diagnosis of dementia with a person
with Down syndrome.
• Data reflecting the number of people
with Down syndrome who are, or may
be, affected by dementia.
• Strategy for the development of a
pathway to support the accommodation
needs of people with Down syndrome
and dementia, their fellow tenants and
carers. This may be a pathway that
makes recommendations in favour of a
particular care setting or suggestions as
to what is not appropriate. Currently
neither exists.
• Recommendations for blending key
areas of knowledge from the fields of
intellectual disability and of dementia,
rather than each working in isolation. n
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