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Intoduction

What is a learning disability?  Learning disability statistics

A learning disability is a permanent It is estimated that in the UK:
condition generally resulting from the

way the brain develops before, during
or after birth, which affects the way in
which a person learns, communicates ® Combined NHS and Local

e Up to 1.5 million people have
learning disabilities?

or carries out every day tasks. Authority expenditure on children
However, the condition does not and adults with learning disabilities
prevent someone from leading an is approximately £5.57 billion a
active and fulfilling life with the right year?

level of support. e Of people with a learning disability
There are various causes of learning living in the family home, over a
disability, including: third are supported by a relative

2
e Down’s Syndrome aged over 70

e 20% of people with learning
disabilities have Down’s Syndrome,
and over 50% of people with

e Oxygen deprivation at birth Down’s Syndrome aged 60+ have

dementia. The 80% of people with

e Fragile X Syndrome (which can
result in a learning disability)

* Braininjury learning disabilities who do not
People with conditions such as have Down’s Syndrome are four
autism and cerebral palsy may also times more likely to develop
have a learning disability. dementia as the rest of the UK
The extent of a person’s learning population®

disability is often referred to as mild, Source:  www.mencap.org.uk

moderate or severe and this can also 2Source:  Learning Disability Coalition

be related to the amount of support ~ “Source: www.alzheimers.org.uk

that person may require.

Some people with more profound
learning disabilities also have physical
disabilities of some sort, resulting in
very complex support needs.

Source:  www.mencap.org.uk

Foundation for People with Learning
Disabilities




The true impact

As recently as the 1980s, people with
learning disabilities were segregated
from society in long stay hospitals,
denied the right to a life with choice,
opportunity and respect. These
individuals had to not only face the
challenges presented by living with a
learning disability, but also make the
adjustment to life after many years
spent in institutionalised care.

The last 20 years has seen a shift
away from institutions, however
many people with learning disabilities
face frustration as they strive to prove
their ability to live independently,
which can lead to depression and
feelings of loneliness and being
undervalued.

Over 60% of people with learning
disabilities now live with family carers
who make huge adjustments to their
own lives. The economic climate also
means we need to re-examine how
we deliver support to people with
learning disabilities to help them live
in their own homes in their own
communities.

Innovative projects around the UK are
highlighting that where people are
supported with telecare, their quality
of life and wellbeing improves.
Resources can be more focused on
encouraging people to take part in

life in their local communities,
resulting in much more fulfilling lives
and associated reductions in mental
health issues and social exclusion. In

many cases the cost of their support
also decreases.

“We believe that assistive technology
has a crucial role to play in
empowering individuals and
enhancing the employability of
people with learning disabilities and
their carers. Technology offers an
exciting opportunity to work with
people with learning disabilities to
help drive forward developments
which can potentially have a huge
impact on their independence and
wellbeing. Telecare has the potential
to offer real alternatives to traditional
models of care for people with
learning disabilities and benefits can
be realised in a variety of living,
community and work environments.
We look forward to being part of
these new opportunities.”

Steve Barnard, Director of
Information Systems, Hft




How can technology help?

There are many changes afoot
associated with the provision of
services for people with learning
disabilities. Not least are demographic
changes which are seeing people with
learning disabilities living longer and
an increasing number of children with
complex care needs who require high
levels of care as adults. Coupled with
these are the increasing expectations
of both service users and carers who
are demanding more innovative and
person-centred care solutions. At the
same time we know that pressure on
social services budgets generally is
increasing as central funding is
reduced.

The Government has also made it
clear that its social care policies will
continue to be aimed towards the
greater personalisation of services,
providing the information which would
allow people to exercise choice and
control in the services available to
them and the way they could be
accessed.

Valuing People Now, published in
2007 set specific time-frames for
progress, confirming that the future
direction for supporting people with
learning disabilities and their families
will centre around enablement and
high quality personally tailored
services.

We hope that this guide will illustrate
how technology can support us all in
working towards these goals.

What is telecare?

Telecare has been defined as ‘The
continuous, automatic and remote
monitoring of real time emergencies
and lifestyle changes over time in
order to manage the risks associated
with independent living’.

In the UK, telecare has grown out of
one of the defining aspects of
grouped or supported housing:
access to 24 hour help in an
emergency. Usually managed by
the Local Authority or Housing
Association, this provides a central
point which responds to any alarms
that residents raise on the system in
the absence of a scheme manager.

Telecare facilitates the expansion

of existing social care services by
providing a means of managing
additional risks, thereby helping to
provide an alternative to institutional
care. Unobtrusive sensors are placed
around the home, which automatically
raise an alert if they detect a possible
problem such as smoke, gas, flood or
fire. The sensors are wireless and can
therefore be easily installed and
packages altered to provide truly
tailored care. They also operate on a
dedicated radio frequency which
guarantees their integrity. Individual
sensors are detailed throughout this
guide under appropriate applications.



Support for learning disabilities at home

Approximately 60% of people with a
learning disability live at home! with
family carers and telecare technology
can provide a vital role in supporting
both the individual with learning
disabilities and their carer. The benefits
telecare can offer rely upon the
creation of a tailored care package,
which must include decisions from all
stakeholders about what is an
acceptable level of risk and how
these risks will be managed.

Risk - walking from the home

Stephen is 19 and has autism. He
lives at home with his parents who
both work and at times Stephen was
found to be leaving the house and
going across the road and entering
the property of a neighbour, who
was fortunately very supportive of
the situation. When new neighbours
moved into the area this behaviour
became more of a concern. An
unobtrusive property exit sensor
was fitted which raised an alarm if
Stephen left the property when his
parents were not at home, enabling
the monitoring centre to contact
them to deal with the situation.

Risk - cooking

Cooking and eating can present
particular problems for people with
learning disabilities. Electric kettles
may be placed on gas rings for
example or pans left to boil dry.

Fire hazards such as these can be
monitored by the temperature
extremes sensor. Placed in the
kitchen where some detectors can
be too sensitive to use, it monitors for
a rapid rate of rise in temperature and
will warn of possible fires.

Gas cookers can pose a particular
risk as people can become
distracted resulting in cookers being
left turned on. A solution is to employ
a gas detector which will raise an
alarm if it detects dangerous levels

of gas in the property.




Risk - bogus callers/bullying

People with learning disabilities are
particularly vulnerable to distraction
burglary and in some cases verbal
and physical bullying. Hearing the
monitoring centre via the Lifeline unit
is often enough to cause the caller
to flee, and as all calls are recorded
this also provides evidence
admissible in court.

CCTV equipment can also be
installed so that the person at the
door can be seen prior to the door
being opened. This has proven very
popular, especially with younger
people with learning disabilities.
Training and support can soon
result in people understanding that
they only open the door to people
they recognise.

Risk - epilepsy

It is estimated that up to 50% of
people with learning disabilities also
suffer from epilepsy' which can be a
limiting condition both for the
individual and their carer.

Susan suffers from severe epilepsy.
She can have several tonic clonic
seizures in any one night. For the last
fifteen years Susan’s mother has slept
in the same room as her daughter to
ensure that she wakes up if Susan
has a seizure. Susan’s mother has not
had a good night’s sleep during that
time due to the constant worry of
what would happen if she were not to
wake up. An epilepsy sensor was
fitted in Susan’s bed allowing her
mother to return to sleeping in her
own room, reassured that an alert
would wake her to allow her to help
Susan as and when required.

Source: Valuing People, 2001
Please note - all names have been changed.
[ . B - -
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Learning disabilities in a supported

housing setting

Grouped or supported housing care
options for people with learning
disabilities have expanded over
recent years, and new models which
focus on choice and independence
have been developed. For some
people with learning disabilities,
supported living housing which
provides individual tenanted homes,
often as assured tenancies, have
begun to replace residential and/or
nursing care in many areas. Many
Local Authorities and Housing
Associations are beginning to
provide purpose built supported
living environments where the
emphasis is on developing the
tenants’ skills and encouraging them
to exercise a degree of control over
their own lives. For people with
severe learning disabilities, care and
support needs will be more complex
but supported living is still proving to
be a proactive way forward, offering
people more choice and fulfillment in
their lives.

Technology focus:

Tunstall has developed various
technology platforms which enable
grouped housing systems to support
the full range of telecare sensors,
and now staff can be alerted to
situations such as overflowing baths
or pan fires.

The bed occupancy sensor can also
be employed to ensure carers are
aware that a tenant/resident has left
their bed for a prolonged period
(indicating a possible fall), or has
failed to get out of bed in the
morning.

This system provides peace of
mind for carers and privacy and
independence for tenants. As staff
will be notified if an incident should
occur, they are able to tailor work
patterns around the individual need
rather than following standardised
routines for every tenant. This flexible
approach facilitates person-centred
care and also means resources are
used when really needed.

Case study

Mr X had moderate learning
disabilities and was prone to
enuresis incidents but would refuse
to pull the cord to alert staff.
Consequently, he would not be
changed until staff physically
checked him and although this was
written into his care plan at regular
intervals, Mr X was still at risk of
skin complaints and exposed to a
lack of dignity. An enuresis sensor
was fitted and now carers are
alerted when an incident occurs
and can proactively support Mr X.



Focus on Papworth Trust - Saxongate,

Supported Living

Papworth Trust is a disability
charity providing a range of
housing, employment, training and
rehabilitation services which enable
people to have equality, choice and
independence. Two years ago they
opened their innovative Saxongate
project.

Saxongate is a landmark scheme in
Huntingdon, Cambridgeshire which
demonstrates how mainstream
housing and community learning
facilities can be designed to be
accessible to all. The project includes
wheelchair accessible housing for 24
people built alongside housing for
sale, the Saxongate Community
Learning Centre, and a support team
to enable disabled people to become
part of their local community.
Saxongate provides a range of
inclusive learning opportunities

and advice on issues including
employment and housing support.

. Papworth Trust

equality choice independence

Tenants with learning disabilities are
supported with telecare technology
which enables them to live more
independent lives, knowing that
they can summon support in an
emergency. All tenants are assessed
and reviewed to ensure appropriate
telecare sensors are provided to
support individual needs.

Saxongate is having a huge impact
on the way people are able to live
their lives.

Janet lived in residential care for over
fourteen years but recently moved into
Saxongate and her own home for the
very first time in her life. She is delighted
with her new home and values the
support the technology gives her. She is
able to use the technology to summon
help in an emergency, view visitors via
CCTV cameras connected to her door
entry system and is reassured by her fall
detector which will raise an alert should
she experience a fall in her flat.




Suggested solutions

Lifeline Home Unit and MyAmie Pendant

The Lifeline home unit receives alerts from telecare
sensors placed around the home and automatically
raises an alarm with a carer or monitoring centre. The
MyAmie pendant can be worn on the wrist or around
the neck and allows the user to call for help simply by
pressing the red button.

Property Exit Sensor

This sensor specifically monitors for people leaving a
building at set times of day and night. It can also detect
if a main exit door has been left open and can be linked
to external lighting to provide added protection.

Bogus Caller Button

Fitted near the door, the discreet bogus caller button
can be used to call for assistance at a 24 hour
monitoring centre, when a stranger requests entry into
the home.

Bed Occupancy Sensor

This pressure pad fits under the mattress and provides
an early warning by raising an alert if the user has left
their bed and not returned within a pre set time period,
indicating a possible fall.

Flood Detector

The Flood Detector will raise an alarm if sinks or baths
overflow, or if a washing machine door is opened mid-
cycle, protecting both people and property.

Temperature Extremes Sensor

Monitors for low and high temperature extremes in
addition to the rate of rise in temperature. Helps
minimise the risks associated with changes in
temperature including the build up of heat in a kitchen
and the risk of sustained periods of cold weather.

Carbon Monoxide Detector

Sends an alert to the monitoring centre if dangerous
levels of carbon monoxide gas are detected.

As carbon monoxide is odourless and colourless
the potentially lethal gas is difficult to detect.



Natural Gas Detector

Provides an early warning of dangerous levels of gas.
Can be linked to the Gas Shut Off Valve to automatically
cut off the gas supply, if a leak is detected.

Gas Shut Off Valve

When combined with the Natural Gas Detector, this
solution automatically cuts off the gas supply to an
appliance when a leak is detected.

Enuresis Sensor

Placed between the mattress and sheet, this sensor
provides immediate warning on detection of moisture,
allowing effective action to be taken. The sensor
eliminates the need for carers to make physical checks
during the night, promoting dignity and independence.

Epilepsy Sensor

Placed under a foam mattress (or a mattress cover if
using a sprung mattress), this sensor monitors an
individual’s vital signs, to alert if tonic clonic seizures
occur. Upon detection of tonic-clonic shakings an alarm
call will be raised to the monitoring centre or carer to
ensure the appropriate action can be taken.

DDA Vibrating Pager

The DDA Vibrating Pager is linked to a Lifeline
Connect+. When a telecare sensor is activated, the
Lifeline home unit sends a signal to the pager, via the
DDA transmitter, which alerts the wearer by vibrating
and lighting up one of 4 LEDs for up to four different
alarms (or telephone line ringing). This means that both
visually and hearing impaired users can be quickly
made aware of which telecare sensor has been
activated, helping them to respond accordingly.

CareAssist

A portable telecare alarm for onsite carers that can
receive telecare alerts and display not only the type
of sensor activated but also either the location of the
sensor or the name of the person the sensor has
been assigned to.




NOTTINGHAM COMMUNITY HOUSING ASSOCIATION

Telecare in action

I —

Focus on Nottingham Community Housing Association

Nottingham Community Housing
Association (NCHA) offers housing
with care and support to a variety of
vulnerable people, including people
with learning disabilities. In 2003,
NCHA took the decision to change
the way that their services were
delivered. They wanted the support
they offer to focus on building a more
individual relationship and to encourage
people to use the technology to gain
greater confidence, make choices
and take responsibility for their own
lives with planned support.

After reviewing the care and support
given to tenants and listening to the
views of people with a learning
disability, a decision was taken to
withdraw sleep-in carers over a
period of six months and offer
everyone a Lifeline home unit.

Tenants had said that they wanted
more independence and did not
want staff in their home all the time.
This decision would have been
unthinkable without the reassurance
of telecare. Telecare support in the
home along with CCTV was
introduced together with an extensive
programme of training for tenants
with fantastic results. All tenants are
delighted with the new service, with
no return to using sleep-in staff.

All tenants now undergo reviews to
determine whether needs have
changed and extra telecare sensors
are used to support individuals to
continue living independently.

For the full case study visit
www.tunstall.co.uk or call
01977 660479.

Case Study - Epilepsy and anxiety issues managed

for Keith and Emma

Keith and Emma live together in a
supported living flat. Keith has
epilepsy and when he has a severe
fit he needs instant support but
also Emma needs support as she
gets very frightened. Because of
the risk to Keith a member of staff
slept-in every night, just in case
Keith had an epileptic fit. On review
it was seen that this had happened
only once in eighteen months. We
NOW use an epilepsy sensor
connected to a Lifeline Connect+

and if necessary a waking night staff
member from the adjoining property
can be summoned immediately to
help Keith and support Emma.




Case Study - risks associated with early onset dementia

managed for Daniel

Daniel is in his forties and has Down’s Syndrome. He has lived independently
but supported, alone in a house in Chichester for some years, although his

family do not live far away.

The concerns

e Recently Daniel has been
diagnosed as having mild early
onset dementia, a condition often
associated with Down’s Syndrome
in middle to later years. This has
resulted in Daniel leaving his home
and not knowing where he is or
how to get back. The situation
deteriorated to the extent that care
professionals were looking at
whether Daniel would have to
move into full-time residential care

e Daniel is at risk from floods and
cooking accidents due to a
tendancy to turn gas or taps on
and then get distracted

e Daniel is also at risk from bogus
callers whereby people may falsely
try to gain entry to his property

The solutions

e Daniel's home was fitted with
telecare sensors that will raise an
alert if gas or water is detected

¢ Daniel also had a property exit
sensor installed so if he opens the
door between certain times an alert
is sent to Chichester Careline who
can then initiate the appropriate
response

e A bogus caller telecare solution has
also been installed to reduce the
risk to Daniel from people trying to
gain false entry

The outcome

The introduction of the telecare
equipment in Daniel’s home has
allowed him to remain living
independently, much to his delight.
His family were initially concerned as
to whether the burden of responsibility
on the technology for Daniel’s well
being was too high but are now
extremely happy with the outcome
and the fact that Daniel has been able
to continue living in his own home.

Chichester
Community

Careline
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Case Study - Gaynor, Lorraine and Amanda no longer
require sleep-in staff thanks to telecare

Gaynor, Lorraine and Amanda live together in their own home, with some

support from staff during the day.

The concerns

e (Gaynor, Lorraine and Amanda
were feeling over supported, and
wanted the independence of not
having sleep-in staff in their home

each night “just in case” something

happened, but needed the
reassurance that help could be
called if needed.

The solutions

e Hft responded by fitting a number
of telecare sensors in their home
which monitor risks from fire,
smoke or carbon monoxide

e Gaynor, Lorraine and Amanda all
have a personal pendant which
enables them to call for assistance
at any time of the day or night

e Panic buttons have also been
fitted in communal areas such as
the bathroom, and a bogus caller
button by the front door

e As one of the ladies has a hearing
impairment, a flashing beacon and
vibrating pillow alert have also
been fitted which will activate if the
smoke detector goes off

The outcome

e Gaynor, Lorraine and Amanda
know what the equipment does
and feel in control. There has been
a noticeable increase in their
confidence and self esteem since
the introduction of telecare. They
are proud to no longer require a
staff presence overnight, and enjoy
more time alone during the day
secure in the knowledge that help
is on hand if required.

Qi!dg

Fulfilling lives

For more information on how Hft is
using personalised technology, and a
tour of their virtual smart house please

visit www.hftsmarthouse.org.uk



Caring for carers

Nobody would want the personal
care provided by family members, or
formal carers to be replaced by
telecare technology. Carers therefore
need to understand both the potential
and the limitations of telecare and be
comfortable to work alongside it.
Telecare can offer to friends, relatives
and neighbours a cost-effective way
of being alerted to potential risks
before they become acute.

Carers for those with learning
disabilities can suffer immense
emotional and physical strain, and
respite from their role is made difficult
by the adverse effect it can have on
the person they are caring for.

A good night’s sleep can be a rare
occurrence for family carers and
technology can improve this situation
by offering reassurance that should
their loved one need their help they
will be alerted quickly.

Telecare can also play a vital role
supporting the third of people with
learning disabilities who are living at
home with carers over the age of 70.
In many cases there can be a dual
support role with the person with
learning disabilities also providing care
and support to their carer. Telecare
can make it much easier for either
person to summon help if the need
arises and allow families to remain
living together.

Case Study - Sarah is able to stay at home whilst her mum

was in hospital

Sarah has learning disabilities and lives at home with her 82 year old mum.

The concerns

e Sarah’s mum slipped one day in
the bathroom and fell, breaking
her hip. Sarah pulled her cord and
summon help for her mum who
was admitted to hospital. Could
Sarah stay at home?

The solutions

e Extra telecare sensors were
installed into the house which
allowed Sarah to remain supported
in her own home. Without it it is
likely that Sarah would have had
to go into residential care until her
mum was released from hospital.

The outcome

e Sarah did not have to go through
the emotional trauma of moving
to an unfamiliar setting whilst she
was worrying about her mum and
Sarah’s mum was able to
concentrate on her recovery
reassured that help was available
through the technology if Sarah
needed it.

For more information on how
telecare can support carers
download Tunstall’s Support for
Carers Technology Guide from
www.tunstall.co.uk or call 01977
660479 for a copy.
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Summary and
next steps

The nature and extent of learning
disabilities is unique to each
individual and this means that the
support required is also unique.
This is why providing truly tailored
care and support is essential,
whether it is provided at home or in
a supported living setting. Telecare
offers a platform of constant
reassurance around which care
can be planned.

Our policy of continual development means that product specification and appearance may change without notice.
Tunstall does not accept responsibility for any errors and omissions contained within this document.

About Tunstall

Tunstall is the market leading
provider of telehealthcare solutions,
with over 2.5 million users globally.
Tunstall’s solutions support older
people and those with long term
needs, to live independently, by
effectively managing their health
and wellbeing. Tunstall provides
technology, expertise and advice to
millions of people enabling them to
lead independent, more fulfilling
lives.

For more information on how
telehealthcare can improve quality
of life, visit www.tunstall.co.uk or
call 01977 660479.
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