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1 Aim of this briefing

1.1 The aim of this briefing is to provide commissioners, providers and planners with information
on telecare services that are available in England to support people with dementia, their carers
and families.

1.2 The briefing includes:

Background to the Dementia Strategy

Building Telecare in England

CSIP Networks involvement in telecare and dementia
Examples of telecare and dementia

Evidence base for telecare

Barriers, ethical and consent Issues

Procuring telecare equipment

Workforce issues

The future for telecare and dementia

1.3 Further information about the work of CSIP Networks in supporting telecare and telehealth
in health, housing and social care as part of care closer to home and independent living can be
obtained by contacting telecare@csip.org.uk or going to www.icn.csip.org.uk.
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2 The current position on dementia

2.1 As well as providing information about the different types, The Dementia UK Report (2007
Al zhei mer 6s Society) r e a cforetewholdotthefUK abowdtive n g
current and future numbers of people with dementia.

CSIP Networks - Telecare

conc

Dementia UK Report (2007)

e There are currently 700,000 people with dementia in the UK

e There are currently 15,000 younger people with dementia in the UK.

This is likely to be a major underestimate by up to three times because of the way the data relies on
referrals to services

There are over 11,500 people with dementia from black and minority ethnic groups in the UK

There will be over a million people with dementia by 2025

Two thirds of people with dementia are women

The proportion of people with dementia doubles for every 5 year age group. One third of people over 95
have dementia

60,000 deaths a year are directly attributable to dementia. Delaying the onset of dementia by 5 years
would reduce deaths directly attributable to dementia by 30,000 a year

The financial cost of dementia to the UK is over £17 billion a year

Family carers of people with dementia save the UK over £6 billion a year

64 per cent of people living in care homes have a form of dementia

Two thirds of people with dementia live in the community while one third live in a care home

Summary of the Dementia UK Report - First published 2007 by Al zhei mer 6s Society
http://www.alzheimers.org.uk/site/scripts/download info.php?filelD=1

2.2 Based on populations, the current total figure for England would be just over 600,000.

Additional links:

Dementia: Summary report for the National Audit Office - international comparisons (2007)
http://www.pssru.ac.uk/pdf/dp2418.pdf
http://www.lIse.ac.uk/collections/pressAndinformationOffice/newsAndEvents/archives/2007/AlzheimersReport.htm

2.3 The increasing numbers of people with dementia is also impacting in other countries eg
USA.

18% of all boomers expected to develop Alzheimer's - USA

iAbout 14 million, or r o wghabypoorheBsian expédct td developlABheimer's af 9
some other form of dementia in their lifetime, a newly released report shows.

The oldest baby boomers are turning 62 this year and are by definition entering the risk zone. Age is the single
biggest risk factor for the disease: The likelihood of developing Alzheimer's doubles every five years after age 65.

The report, "2008 Alzheimer's Disease Facts and Figures," states that one out of eight boomers will be diagnosed

|
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with Alzheimer's, the most common type of dementia, at some point. If no cure for Alzheimer's is found, the nation
will be faced with a half-million new cases of Alzheimer's in 2010 and nearly a million a year by the middle of the
century.

According to the Alzheimer's Association, 70% of people with Alzheimer's and other dementias live at home, where
friends and family members pitch in to help them, often at great cost. The report notes:

Aln 2007, nearly 10 million Americans ages 18 anda'sol
patients 0 care valued at about $89 billion.

AA quarter of a million children ages 8 to 18 are pr
by young people ranges from companionship to more taxing duties such as helping an elderly relative get dressed,
McConnell says.

AThere are up tdistante cdregimerd in the WBA. Aboun Igmillion live more than two hours away,
and an additional 400,000 live at least an hour away from their loved ones.

The coming Alzheimer's epidemic will, if left unchecked, put a huge strain on the health care system, including
Medicare. In 2005, Medicare spent $91 billion on Alzheimer's and other dementias, and spending could jump to
$160 billion by 2010 and $189 billion by 20150.

http://www.usatoday.com/news/health/2008-03-17-alzheimers-stats N.htm

Other links:
http://www.alz.org/national/documents/report_alzfactsfigures2008.pdf
http://www.medicalnewstoday.com/articles/101030.php

24The recent oOLifetime Homes6é report from DCLG
hospitals and care homes of the increasing numbers of disabled people and those with
dementia.

Lifetime Homes, Lifetime Neighbourhoods; A National Strategy for Housing
8, Communtties in an Ageing Society

TR T oo iThe number of disabl ed ol dfeomapprexonatehe i

A National Strategy for Housing In an Ageing Sodiety

2.3 million in 2002 to approximately 4.6 million in 2041. Based on current
prevalence rates, the number of older people with dementia could rise from
684,000 to 1.7 million by 2051, an increase of 154 per cent.

é. . | f we dohamyethelturranghousiog situation, occupied places in
care homes and hospitals would need to rise by 151 per cent, from around
450,000 to around 1,130,000 by 2051, and some estimates project long-term care
expenditure as rising by around 325 per cent in real terms between 2002 and
20410.

http://www.communities.gov.uk/publications/housing/lifetimehomesneighbourhoods
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3 Background to the Dementia Strategy

3.1 The development of a National Dementia Strategy was announced in August 2007. The
strategy will be available in October 2008.

Minister to bring dementia "out of the shadows"

Qa Department

of Health
News provided by the GNN

Back to Department of Health homepage:
Dowenload This Page 1 11

b Latest news provided by the Government News Metwork.
Please use the search to locate specific information.
back to list Download everything on
[Government News Network this page (ZIP file)
DH,DEparimenf Get WinZip
of Health
Monday 6 August 2007 09:54
of Hoalth (Hational

Reivteatiems sl

B wimistertobring
- dementia "out of the.
Minister to bring dementia "out of the shadows™ shadows"

Hesalth Winister lvan Lewis unveils plans for the first ever national dementia = downioad (26K3)

strategy

The Governmentis to produce the first ever national dementia strategy in
response to one of the oreat challenges now facing society.

Speaking during a visitto a mental health centre for older people in North
| Apply for GHN membership  Kensington, Care Services Winister lvan Lewis said:

[ Today

“The scale of our ambition must now meettne scale of the challenge as
demographic realiies mean dementia willimpact on an increasing
number of families in our society. The current system is failing too many
dementia sufferers and their carers”

Ivan Lewis

Web link:

http://www.gnn.gov.uk/environment/fullDetail.asp?ReleaselD=305344&NewsArealD=2&NavigatedFromDepartment

=False

3.2 The Department of Health set up a new web page to outline the work programme for the

Dement i a

Strategy that wil/l buil d

for older adults (DH, 2005).

Link:

DH ) Department
of Health
Consultations Procurement and | About us

Policy and Publications and | News.
statistics prapesals

guidance

& > Health topics 3 Older people's services

< Health topics.

Government project to produce the first ever national dementia strategy: work programme i

Last modified date: 3 August 2007 UK's largest
Gateway reference: 8634 AGE  organisation
(282  working with

and for older

people

The project was announced by Care Services Minister Ivan Lewis on 6 August 2007. In making the announcement, Mr
stated that

eet the scale of the chal
society. The current sys

Additional Links

»E

Detaded content of thy
the followng themes

month work programme will be determined 3s it evolves. However, the workstreams will cover

Improved awareness

Search this site (6o ]

o n emal ealth o u s

http://www.dh.gov.uk/en/Policyandguidance/Healthandsocialcaretopics/Olderpeoplesservices/DH 077211

Link:

http://www.dh.gov.uk/en/Policyandguidance/Healthandsocialcaretopics/Olderpeoplesservices/Browsable/DH 4113

714
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As part of the Dementia Strategy there are three themed sub groups:

Awareness and information
Early diagnosis and intervention
Improving dementia care

Major issues include:

Who should make the diagnosis?

How do we improve skills and competences?
How do we influence commissioners?

How do we make it real?

3.3 The importance of setting standards for dementia care was identified in the National Service
Framework for Older People.

Dementia and the NSF for Older People i Standard 7:
http://www.dh.gov.uk/PolicyAndGuidance/HealthAndSocialCareTopics/OlderPeoplesServices/OlderPeopleArticle/fs

[en?CONTENT 1D=4002284&chk=g4tpUL

34T he

Department of

Heal t hoés (DHQanuaryl2@08) lidéntified theeu r

need for more integrated, person-centred approaches to health and social care and made
references to telecare (including the Long Term Condition Demonstrator Programme i Sections
5.36 t0 5.41).

@ HMGovernment

QH Department
of Health

Our health, our care, our say: -

a new direction for community services

Health and social care working together in partnership

fiA.20 In the consultation on Independence, Well-
being and Choice, people were concerned about
shortages in home care services, with many parts
of the country experiencing staff shortages. People
thought more emphasis should be placed on
exploring the potential of assistive technologies to
support people and their carers in their own homes.
For example, passive movement sensors can
detect if a person has fallen and trigger early help,
or can detect if a person with dementia has left a
safe environment and alert the carer. Technology
can be used to monitor some long-term conditions,
such as diabetes, in the home, and can help the
individual retain more control over their health and
conditiona

Our Health, our care, our say (DH 2006, Page 201)

Link:

http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH 4127453
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35l n 2006, the Ki n dgécasringcGooddCare fari®lder Belbptedrakingia long-
termviewo( AWanl ess TRepmat a) document andDemeretnidd c@asr
andifTel ecare and Ol der Peopl eo.

Link:
http://www.kingsfund.org.uk/publications/kings fund publications/securing good.html

Chapter 917 New influences on care i includes telecare
fSpecialist dementia care, for instance, can successfully be provided in extra care housing units fitted with a
range of telecare systems.

Telecare and extra care housing are often elements of new models of dementia care. Technology, including
6wander monitorsd, can make it demeniastdrdneamn Bving iyan sxérd care
unit or at home, although there are ethical issues including the question of obtaining informed consent for the
installation of monitoring devicesa

Dementia Care (Appendix 9)

fiTechnol ogy, including 6wander monitorsé, can make
dementia to remain living in an extra care unit or in their existing home, although there are ethical issues
including the question of obtaining informed consent for the installation of monitoring devices. The range of
telecare devices usually includes safety and security sensors, which monitor whether taps and cookers are left
on, if doors are not closed, and if a person leaves the bed in the middle of the night and does not return for a
long time.

TheNort hamptonshire 6Safe at Home Projectdé is the b
dementia) and has achieved promising results in helping people remain living in their own homes in the
community and relieving stress on carers. It also offers a basic evaluation of cost-effectiveness. The most
frequently used items were calendar clocks and medication dispensers but in total more than 50 kinds of
technology were used during the study. An evaluation in April 2005 found that relatives and carers said the
technology reduced levels of concern about risk and that it had not led to any reduction in social contact with
the patient. The technology appeared to enable people with dementia to remain living independently for longer
and could address some of the reasons given by carers for a person with dementia seeking admission to
hospital or residential/nursing care.

fi € The April 2005 evaluation looked at the costs of the care of 233 Safe at Home users compared with those
of the comparator group in Essex. This covered the total costs of the telecare project, and the costs of
residential, nursing and hospital care for the two groups of people with dementia over the 21-month period.
The net saving emerged as £3,690 per person for each of the 233 people who received help from the project.
However, it did not include costs of the community-based care package, mostly because of shortcomings in
the data. Nevertheless, the evaluation concluded that even after a significant adjustment for this, there would
still be considerable cost savings.

The Al zhei merés Society has reported that peopl e w
enormously from assistive technology, but access t
identified the following technology as potentially useful: alarms, emergency cords, sensors to detect whether a
person has left the bed or house to minimise harm, flood detectors and telephones in each room of the house.

Although many pilot studies include a relatively small number of people, there is a mounting body of evidence
that is broadly positive about the potential for new forms and settings for service provision for people with
dementia. This will increase the choice of care packages even if, in the late stages when needs become
complex and unpredictable, a nursing home environment may become appropriatea
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See also Appendix 7 7 Telecare and Older People

http://www.kingsfund.org.uk/publications/kings fund publications/appendices to.html

3.6 In November 2006, NICE and SCIE published guidelinese n t i Deimenta: Supporting
people with dementia and their carers in health and social careo

Link:
http://www.nice.org.uk/guidance/cg42

37/ n July 2007, the Nati onal gsArvatsand s@pdrtifocpeoplp ub | i
wi t h d eaneémade refe¥ence to telecare and assistive technology.

iln the community, p e o p Far example,h
they may forget to switch off a cooker or turn off taps, risking fire or
flood; they risk injury from wandering or falls and some may hurt
themselves or be violent to others. Self-neglect is another risk T
forgetting to take medication, to wash, eat or drink. Both statutory

and voluntary/private sector services can help mitigate risks and

keep people with dementia at home for longer, particularly if they
wor k together . /Asliionsdan pvoeide At essentiad i
component of support in enabling people with dementia to live more
independently within their communities. Investment in such provision
provides choices and alternatives to institutional care, however
fundingismeans-t est ed and access is thgeg

Improving servioes and support
for people with dementa

shemalmesm | Improving services and support for people with dementia (NAO,
2007)

Link:
http://www.nao.org.uk/publications/nao reports/06-07/0607604.pdf

38InAugust 2007,
with mental health problemso . Thi s
technologies.

Age Concern published &6l mprovin
ma doetelecaeef telehealth @red other assistive

e fé. Assistive technologies have develo

Improving services and
support for older people
with mental health problems

o L )

=~
v

TR

people with mental health problems, enabling them to feel safe and secure and to
continue living in their own homes. They include monitoring options such as tele-
healthandtele-c ar e and d6smart housed technol
if someone has left their bed and verbal messaging units that remind residents to
turn

off taps or cookers. These technologies help support people with daily activities
and can enhance unpaid carersdé6 abilit
own risk of developing mental health problems. Government has invested in pilot
sites. Further development of assistive technologies is needed, particularly for
mar ginalised and excluded groupsé. 0.
Improving services and support for older people with mental health
problems (Age Concern 2007)
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Web link:
http://www.mhilli.org/documents/Inquiryfinalreport-FULLREPORT .pdf

39InAugust2 007, the Department of Hielaférrhation &d suppors h e d
for the carers of people with dementi ao.

~

Qu Department
of Health

e Who cares?
INFORMATION AND
SUPPORT FOR THE CAR[F{‘.

OF PEOPLE WITH DEMENTIA

Link:
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH 078093

310The Al zhei methé WK h&deen ety snuch involved in the development of the
National Dementia Strategy. The Society provides extensive background information on
dementia, a knowledge centre and helpful factsheets on dementia and assistive technology.

Leading th elp suppor e Sociel “Donate
Alzheimer’s| s«meta ——
H carct
SOCIEty Accessibility settings | Advanced search
About us National Dementia Strategy - Update - 29th November 2007
The Alzheimer's Society
Plicy Background

Annual reparts

How will the Strategy be developed?

4 Department of Health (DH) Programme Board will oversee the work to develop the Strategy
avi or ong its

Links:
http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentiD=576
http://www.alzheimers.org.uk

Living with Dementia (Magazine):
http://www.alzheimers.org.uk/site/scripts/documents.php?categorylD=200241
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Dementia catalogue (knowledge basei sear ch on o6tel ecared6 or assistive techr
http://liberty3.alzheimers.org.uk/Liberty3/gateway/gateway.exe?application=Liberty3&displayform=frame&login=fals
e

Factsheets (full list) - http://www.alzheimers.org.uk/site/scripts/documents.php?categorylD=200137

Factsheet i Assistive Technology (437)

http://www.alzheimers.org.uk/factsheet/437

Factsheet i Adaptations, improvements and repairs to the home (428)

http://www.alzheimers.org.uk/factsheet/428

Equipment to help with disability (429)

http://www.alzheimers.org.uk/factsheet/429

Walking about or 'wandering'

http://www.alzheimers.org.uk/factsheet/501

Safety at home (503)

http://www.alzheimers.org.uk/factsheet/503

Alzheimer Scotland:
http://www.alzscot.org/

Al zhei mer s Association (USA):
http://www.alz.org/index.asp

Medic Alert and Safe Return:
http://www.alz.org/we_can_help_medicalert_safereturn.asp

Al zhei mer 6s Australi a:
http://www.alzheimers.org.au

Alzheimer Europe:
http://www.alzheimer-europe.org/

Alzheimer Canada:

http://www.alzheimer.ca/
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4 Building Telecare in England

4.1 Typically, in the past, social care organisations have generally considered a care home as
one of the only solutions where service users and carers at various stages of dementia are
having difficulty managing at home and/or carers are approaching exhaustion.

4.2 With Telecare it is possible for some service users in the various stages of dementia to
maintain their independence and live at home and for carers to have more time to pursue their
own activities in the knowledge that a telecare service is in place to pick up any urgent or
emergency situations. Telecare does not replace the important personal contact and care but
complements existing informal and formal care management approaches, provides reassurance
and reduces anxiety. The approach should be based on recognised care pathways and
customised for individual situations.

4.3 In September 2004, the Audit Commission published fOlder People i implementing
telecarec. This document set the scene for O6Buil di nq

Link:
http://www.audit-commission.gov.uk/reports/NATIONAL-REPORT .asp?CategorylD=&ProdID=BDBE0111-764C-
44a4-8A66-1CB25D6974A4

44The Department of Healtho6és peel iiony Edhagd wmedmt ,wads
in July 2005 and provides a broad definition of telecare. Case study examples for telecare and
dementia are included.

Building Telecare in England (2005)

firelecare is as much about the philosophy of dignity and independence as it is about equipment and services.
Equipment is provided to support the individual in their home and tailored to meet their needs. It can be as simple
as the basic community alarm service, able to respond in an emergency and provide regular contact by telephone.

It can include detectors or monitors such as motion or falls and fire and gas that trigger a warning to a response
centre.

As well as responding to an immediate need, telecare can work in a preventative mode, with services programmed
to monitor an individual's health or well-being. Often known as lifestyle monitoring, this can provide early warning of
deterioration, prompting a response from family or professionals. The same technology can be used to provide
safety and security through bogus caller and burglar alarms.

Another form of telecare often known as telemedicine is designed to complement health care. It works by
monitoring vital signs, such as blood pressure, and transmitting the data to a response centre or clinician's
computer, where it is monitored against parameters set by the individual's clinician. Evidence that vital signs are
outside of 'normal' parameters triggers a response. To be successful telemedicine needs to be part of the local
health and social care pathway for managing long term conditions.

All the examples outlined above can be used on their own or in combination in order to best meet the needs of the
individual and get the best fit with local services, including those provided by family and friends. All telecare

CSIP Networks Telecare and Dementia T April 2008 Page 11 of 59



http://www.audit-commission.gov.uk/reports/NATIONAL-REPORT.asp?CategoryID=&ProdID=BDBE0111-764C-44a4-8A66-1CB25D6974A4
http://www.audit-commission.gov.uk/reports/NATIONAL-REPORT.asp?CategoryID=&ProdID=BDBE0111-764C-44a4-8A66-1CB25D6974A4

CSIP Networks - Telecare

packages need to balance technology with other forms of care and support and be reviewed in the same way as all
other packages of health and social carea

Building Telecare in England
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH 4115303

4.5 Between 2006 and 2008, the Department of Health provided £80 million to social care
authorities and their partners (PCTs, third sector organisations) through the Preventative
Technology Grant to support up to an additional 160,000 telecare users in England. Unused
grant from 2007/8 can be carried forwards into 2008/9 subject to any local conditions and as
long as it is spent within that financial year.

Preventative Technology Grant (LAC (2006)5)
http://www.dh.gov.uk/en/Publicationsandstatistics/Lettersandcirculars/LocalAuthorityCirculars/AllLocalAuthority/DH
4131935

4.6 In 2006, social care authorities were asked to provide information about how they would
implement telecare i around a third of organisations indicated that support for users with
dementia would be a priority. See Appendix 2.

4.7 At the launch of the Dementia Strategy in August 2007, Care Services Minister lvan Lewis
said fthere is a need to place telecare at the heart of support for people with dementia and their
carerso.

Telecare to deal with dementia - 6 August 2007

fi € C a Seevices Minister Ivan Lewis said there is a need to place telecare at the heart of support for
people with dementia and their carersa

The minister was speaking at St Charles Hospital, a mental health centre for older people in North
Kensington, London, on 6 August 2007, where he launched a project to produce the first national
dementia strategy.
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