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Extra Care Housing is not the Answer for
Everyone with Dementia

Is Extra Care Housing a complete solution to the care and accommodation needs of older people
with dementia?

Sue Garwood argues that choice and a range of services are needed

Itis really encouraging to see the Department of Health backing the development of Extra Care
Housing for older people, both through the issuing of grants, and through its investment in the
Housing LIN (Learning Information Network), but | am concerned that there seems to be a
bandwagon rolling apace. The message about Extra Care for people with dementia appears to
be “go out and do it”, without simultaneously raising awareness of complexities, caveats, and
areas for debate. | believe that Extra Care housing may not be best for everyone.

Despite the social policy rhetoric about person-centred and individualised service delivery,
sweeping generalisations about what people want and need are still being made. And when
promoting service solutions, insufficient attention is still being paid to the fact that all people are
different and one person may need or prefer a different option from that which suits another.

In the first part of this article, | focus on the principles and assumptions which underlie many
people’s approach to policy and service development for older people.

Having considered the philosophical context which many use as justification for the policies and
services they promote, the second part of the article focuses on the opportunities and limitations
of Extra Care housing for meeting the needs of people with dementia.

COMMON ASSUMPTIONS
Certain assumptions or beliefs (explicit or implicit) are current in relation to older people’s
aspirations and needs. These require scrutiny in the context of service provision for older people
with dementia. They include:

Everybody wants to remain in their own homes for as long as possible.

While this may be true of many people, and indeed is supported by research, it is by no means
the case for everybody. Yet many Social Services assume this aspiration exists, and do not give
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people the option to move if they can continue to be supported at home.

The person with dementia living in no: 7 The High Street, who is supported by an intensive
domiciliary care package may well feel isolated and abandoned. While their care may be
“managed” by Social Services, the resident may feel unfulfilled, bored and frightened. In such
circumstances this person may prefer to move somewhere which offers increased safety and
security, greater opportunities for flexible support and care, and stimulating activities and social
contact, rather than have additional support where they are. In this case, an Extra Care scheme
may be the ideal solution.

Everybody wants to remain independent for as long as possibleand itis in the individual’s
best interests to do so.

One of the key tenets of current government social care policy is to “promote independence”.
What do we mean by “independence”?

Many people interpret independence as self-reliance and autonomy - as “doing things for yourself”.
For example, making a cup of tea, with help if necessary, rather than having someone do it for
you; managing your own affairs; doing your own shopping, cooking, and cleaning. While many
older people may want this, there are some who would prefer not to have to continue the unequal
struggle and may wish for someone else to take responsibility and do things for them.

If, on the other hand, by independence we mean self-determination and choice — an interpretation
that | personally prefer — we need to accept that while many people will choose to do as much
for themselves as they possibly can, and will derive considerable fulfilment and self-respect
through doing so, others may not. Some individuals may happily trade what is traditionally seen
as independent living for mutual interdependence or even dependence.

But even if we accept the second interpretation of independence, some people with dementia
are genuinely limited in their capacity to exercise it. Should “promoting independence” be seen
as the most important principle governing our approach to service development for everybody?
Should not something subtly different be paramount - fulfilment, a sense of well-being and
personhood, maximum quality of life — however these are realised for a particular individual? Or
at least have equal status with self-determination and choice?

Maximising opportunities for the individual to exercise self-determination and choice, alongside
carers seeking the best option(s) for promoting well-being, seem better guiding principles for
people with dementia than the superficial application of the promoting-independence principle.
Where people have the capacity to self-determine or choose, they should have the right to
determine the hierarchy of principles which matter to them, and what that means in terms of the
practical choices they make — including the right to a more dependent regime is they so choose.

To provide anything less than a fully self-contained unit is discriminatory.

The physical expression of the “doing-things-for-yourself” interpretation of independence is having
self-contained living accommodation with fully equipped kitchen. Whilst for many people this
feature of familiarity is welcome and useable, albeit with help and support, others may actually
prefer the companionship and stimulation of preparing a meal together with a small number of
other people in a shared kitchen.

Those in the more advanced stages of dementia — given that high quality provision is expensive
— may achieve greater fulfilment having a shared kitchen, increased one-to-one contact with
care staff, and more social stimulation, than having a splendid fully self-contained flat within



which to feel isolated. Whilst these two are of course not mutually exclusive, in a situation where
funding is limited and design militates against, or promotes, a sense of inclusion, to interpret
people’s rights too narrowly as a self-contained flat is to disadvantage those with other needs
and preferences.

To exclude someone with dementia from Extra Care housing is discriminatory.

This may be the case if the reason for turning down an application is based purely on a diagnosis
of dementia. If, on the other hand, it is genuinely believed that the facilities and services are not
suitable to meet that individual’'s needs, staff would not be acting in the individual’'s best interests
to accept the application.

There is a strong body of opinion which sees having one’s own home in the form of a tenancy,
lease or freehold as a fundamental and empowering human right. | agree. But in some
circumstances, other rights and needs are more important, and it is not always feasible to
preserve them all.

BENEFITS AND LIMITATIONS OF EXTRA CARE

| believe Extra Care Housing is an excellent model for providing accommodation and care to
many older people, but, as I've already made clear, not necessarily for everybody. My reasons
for taking this position in relation to some people with dementia are explained below. | do not
intend to explore the suitability of Extra Care housing for people who develop dementia whilst
living there. There is little doubt that an Extra Care housing setting can prolong a person’s ability
to live in their own home. Where an individual has a sense of belonging and is accepted by
others as part of the community, where someone feels at “home” and is familiar with the
surroundings, Extra Care’s unique combination of services, facilities and opportunities can enable
a person with dementia to live a fulfilled and meaningful life to a significant degree.

The question | am primarily considering is the point at which people with dementia move from
their current abode into Extra Care, and whether there comes a time when the features and
benefits of Extra Care are no longer relevant, important, or of benefit to the person with dementia
who is no longer coping in 7 The High Street.

The Features of Extra Care Housing

So, what, for the purposes of this article, are the fundamental characteristics of Extra Care
housing?

. It is housing, not residential care.
- People have tenancies or leases which provide security of tenure
- There is usually has a “quiet enjoyment” clause
- Residents have control over who crosses their threshold and have the right to refuse

care
. Its ethos is to promote independent functioning

. There is 24 hour domiciliary care and support available on site

. Usually, but not inevitably, it comprises a cluster of fully self-contained units

. There is usually a range of communal facilities with social or communal activities facilitated
by members of staff

. It is often purpose designed and built
. Commonly, there is controlled access to the building(s) with technological door-entry
systems



. There is usually a back-up alarm system
. Increasingly there is a range assistive technology and telecare
. There is a housing management service

Despite common themes, no two Extra Care schemes are the same, and some are better than
others in terms of design and/or service provision. That said the unique configuration of services
and facilities does offer many benefits to most people.

The Benefits of Extra Care Housing

Security of tenure enables a sense of self-determination and choice. Further, people who live in
this type of arrangement and who receive state benefits have a greater disposable income than
their counterparts in residential care.

A purpose-designed self-contained flat can promote maximum independent functioning and
permit the opportunity to remain private, while having access to communal facilities offers the
individual the choice to participate in activities with other residents. Building security, back-up
alarm and round-the-clock care and support can provide a sense of safety and security and still
permit residents to come and go as they please while the existence of telecare can facilitate
non-intrusive monitoring.

A further characteristic of Extra Care housing — the presence of care and support staff round
the clock — enables a more flexible and responsive service than is possible in someone’s home
in the dispersed community. Further, much of the worry of maintaining a home is removed
because staff and systems are in place to deal with tricky responsibilities such as repairs and
maintenance.

If Extra Care offers all these advantages, surely anyone would be better off in such a setting?

| have visited Extra Care schemes which aim to meet the needs of people with dementia and
spoken to a range of people involved in the development and operation of such services. Most of
these individuals concur that Extra Care is not suitable for everyone with dementia. The consensus
seems to be that there is a window of opportunity when the move should take place. The individual
needs to have some understanding of what is being proposed, agree to it and have sufficient
memory intact to develop a sense of the new surroundings as home. The person also needs to
have the capacity to build relationships with other residents.

Where people who were beyond this point have moved in to schemes, the situation has broken
down and they have had to move to a care home. Another determining consideration is the way
in which an individual’s dementia presents. Some of the more extreme, challenging behaviours
can be a contra-indication for a housing model, unless there is good reason to believe that the
service configuration would mitigate these behaviours.

There is no simple clear-cut criterion for determining who Extra Care is suitable for, and who
would be better off in a different setting. It is an area which deserves detailed research. People
in the moderate to advanced stages of dementia may be better off and more fulfilled in a specialist
residential or nursing care setting, but it does not seem to be quite as straightforward as that. It
is very much a matter of assessing each individual case on its merits.

The assessment should be undertaken by a dementia specialist. Ideally the same member of
staff should undertake all assessments so that s/he builds up expertise based on an in-depth
understanding of dementia, the characteristics, strengths and limitations of the Extra Care
scheme, and of the other services on offer.



It is essential to involve the individual in the process as far as possible and gather a picture of
personality and history. It is important that the person wishes to retain as much independence
as possible is important, and it is also key that there are opportunities for mutual assessment
between the scheme and the applicant. It is also vital that any move is preceded by careful
preparation.

WHEN EXTRA CARE IS NOT SUITABLE

What is it about the housing model which makes it less than ideal for those with extreme
behaviours or severe cognitive impairment? Let us look at the features of Extra Care outlined
above in considering this question.

Tenancies or leases.

These are legally binding contracts. An individual who lacks the capacity to understand, at least
to a basic extent, what he or she is signing up to, should not be asked to sign the contract. If
there is not a large number of tenants holding valid tenancy agreements which define that they
are living in their own homes, the scheme may be deemed to be providing accommodation and
care together within the meaning of the Care Standards Act and be registrable as a care home.

Even though the signature of an attorney with authority under Lasting Power of Attorney would
legitimise the tenancy, the attorney cannot ensure that the tenant understands and complies
with terms of the tenancy such as “quiet enjoyment”. If an assessment identifies that someone
is unlikely to be able to comply, it is arguably not fair on that person or the other tenants to offer
this individual a vacancy.

A benefit of holding a lease or tenancy is that it allows residents to have control over who crosses
their threshold and gives them the right to refuse care. It could be argued, however, that in the
case of someone with severe cognitive impairment, such rights may be meaningless.

Care

24-hour domiciliary care and support is available in most Extra Care schemes. This enables
considerable scope for flexible and responsive service delivery which is why Extra Care housing
is a very good resource for many people with dementia.

This arrangement is, however, is also one of the key limitations of Extra Care for those needing
particularly intensive input, responsive care and close supervision. If someone needs continual
contact with a staff member, if the care has to be very variable from hour to hour and day to day,
if the individual needs most things done for him or her, or requires continual prompting and
guidance, it is difficult to provide that type and level of care in a housing setting.

Domiciliary care tends to be purchased by the hour and charged for on the basis of the local
non-residential charging policy. Such a high staffing ratio, and staff who have the necessary
skills, are likely to prove expensive and very often care commissioners are not willing to increase
the care specification sufficiently to provide the level of service needed.

Additionally, care and service provision of this intensity often results in an institutional feel which
resembles residential care much more than it does housing.

Design and Technology

There is little doubt about the advantages of designing buildings for people with dementia



specifically in mind. This applies both to housing and residential care and many of the same
principles apply to both. Assistive technology, too, is undoubtedly a huge asset if sensibly and
ethically applied — for example, door opening and movement sensors; flood, gas and smoke
detectors. Although not unique to housing, telecare complements a housing model well and can
help to overcome some of the downsides of a housing model for people with dementia. However,
it cannot compensate for them all.

The ideal design and technology for people moving in with dementia in the advanced stages
may not always be compatible with that commonly deployed in new Extra Care schemes in
order to promote autonomy, freedom of movement, independent living and choice.

With regard to design, for example, smaller scale, more open plan facilities, and possibly shared
kitchen, are likely to be more conducive to delivering person-centred care cost-effectively to
people in the more advanced stages of dementia.

Technologies which rely on the individual to activate them may well be counter-productive. Most
Extra Care schemes have a door entry system based on codes or fobs which enable residents
to come and go as they please but restrict access to strangers. These can be quite complicated
for residents to use, with the result that rather than being an advantage to someone either
unable to use the system, or deemed too much at risk, they may result in a sense of frustration.

The back up alarm is a useful feature of Extra Care. However, unless the individual has learnt to
use the pull cord and alarm pendant whilst still capable, or moves in while he or she has the
capacity to recognise and use these, there is a risk of misidentification and the likelihood of
being unable to use the alarm in an emergency.

RESIDENTIAL CARE BY ANOTHER NAME?

In combination, these features of Extra Care housing are arguably not ideally suited to those
with extreme cognitive impairment or behaviours. It is true that, apart from the contractual basis,
all the distinctive housing features described could be modified to be more suitable to the needs
of the person in the advanced stages of dementia. But if a scheme is stripped of those aspects
which make it housing, and instead resembles residential care in almost every respect, does it
still offer advantages which make it a superior model for those with advanced dementia? And is
it still housing in anything other than name? On the other hand, if the provision has not been
tailored to cater for the higher level of needs, at least from the care perspective, isn't the individual
with dementia then at a distinct disadvantage?

If the individual is unable to gain fulfilment from the advantages afforded by a housing model —
independence, self-determination and choice, if the tenancy is for all practical purposes
meaningless, and the person needs a degree of intensive help and supervision which makes a
fully self-contained flat at best a waste of money, and at worst an isolating hindrance, why move
in to an Extra Care scheme? Would not a specialist care home designed specifically for this
group, both physically and in terms of service provision, offer not only a more honest solution,
but also on balance a more fulfilling and meaningful one for such individuals?

These questions need open and honest debate and research, not superficial soundbites.
THE CASE FOR CHOICE OF PROVISION

Irrespective of the conclusions reached on these questions, because no two people are the
same, we should not be putting all our development eggs in one basket.



We should consider the range of needs of people with dementia and make our development
decisions in an informed, thoughtful way, pushing out the boundaries but working within existing
legal and financial frameworks.

Some specialist providers are developing a combination of Extra Care housing, a resource
centre, and specialist residential-cum-nursing home care for people with dementia. It would be
sad if the “Extra Care as the universal panacea” lobby resulted in a reduction of such mixed
developments.

We should be aiming to develop a variety of innovative, quality provision so that people with
dementia and their families have a real choice.
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