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2020 Easier Read
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Swindon Joint Strategic Needs Assessment 2020
Learning Disabilities

This report is about adults with a Learning Disability (LD) and their carers
in Swindon. We will use LD in this report to mean Learning Disability. This
report is a review of the 2012 Joint Strategic Needs Assessment (JSNA).

Swindon Learning Disability Partnership Board (LDPB) has supported this
review. The LDPB ensures that the voice of adults with a learning disability
is heard, promoting choice and control within their daily lives.
This is the easy read version of the full JSNA report. It includes the main
details of the full report.

You can find the full report on the Swindon JSNA website here.

The LDPB would like to thank everyone who has been part of writing this
JSNA especially;
LDPB LD Reps – Dan, Tammy, Theresa, Kelly, Paul and Jason
LDPB LD Carer Reps – Suzie and Sheila
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What is a Joint Strategic Needs Assessment (JSNA)
and what does it do?

It is a report that helps us
understand about the health and
wellbeing of people in Swindon

It shows how Swindon is changing
– new people are moving in, some
people are leaving, people are
getting older, children are being
born

Organisations like Swindon
Borough Council, the Clinical
Commissioning Group and other
support services can plan for the
future using the information

It helps to make services better like
health and social care

It says how people can be treated
more fairly
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What is this JSNA about?

This JSNA is about adults with a
learning disability (LD) and their
carers in Swindon

People with LD, their family carers
and organisations who support
them have said what they think
about services and what needs to
be improved

It looks at all the important laws
The Equality Act 2010 talks about
reasonable adjustments which
means taking away barriers to using
services. This is very important for
adults with LD
Where did we get the information?

We looked at information about
adults with LD across England

We used key messages and actions
from forums run by the LDPB
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We had meetings with people who
support adults with LD

What is a learning disability?
Having a learning disability means
that a person finds it very difficult to;
 understand new or complex
information
 learn new skills
 be fully independent

It will have started before adulthood
and will affect someone for their
whole life
There are different types of learning
disability, which can be mild,
moderate, severe or profound

How has Covid 19 affected adults with LD in Swindon and how has it
affected the writing of this JSNA?
This report has been written during
2020. Covid-19 has affected the
way we collected the information
The LD Reps for the LDPB told us
how Covid-19 has affected them
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They said we must think about what
has happened during the
lockdowns;
 less activities which may have
an effect on mental and
physical health for a long time
 not being able to access
services
 the effect of social isolation
and loneliness
 the number of shops and
services not taking cash
payment and how this affects
adults with LD being able to
get things in town
Carers of adults with LD were
worried about;
 adults with LD getting health
appointments after the
lockdown – will they be near
the top of the list?
 Plans for the future if
something like this happens
again
What do we know about adults with a learning disability in Swindon?

There are about 4081 adults with
LD in Swindon
This may rise to 4448 by the year
2035
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There are about 860 adults with
moderate or severe LD in Swindon
This may increase to 906 by the
year 2035

Over the next 15 years the biggest
increase will be the number of
adults with LD aged 65 and over
There will also be more adults with
moderate or severe LD aged 18-24

For older adults with LD there may
be less support from unpaid
informal carers as they get older too
Services will need to change to be
ready for all these changes

In 2018/19, Adult Social Care (ASC)
supported 686 adults with
moderate, severe or profound LD
There are a lot of adults with LD
who do not get support from ASC
It is important that adults with LD
who are not supported by ASC get
support from other services
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The number of adults with LD from
Black, Asian and Minority Ethnic
(BAME) backgrounds in Swindon is
unknown
The number of BAME adults with
LD supported by adult social care
services is small but is increasing
It is very important to find out more
about people with LD from the
BAME community so that we can
build relationships and give the
support that is needed

In 2016 there were around 260
parents with LD in Swindon
146 were caring for their own
children and 18 had been taken to
court by social services in 2017/18

In 2018/19, there were 23 disability
hate crimes in Swindon
We do not know how many of these
took place against adults with LD

Adults with LD in Swindon are more
likely to be victims of sexual assault
Many support workers do not know
how to support adults with LD who
have been a victim of sexual
assault
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A small number of adults with LD
who have broken the law are
supported by the Probation Service
It is important that reasonable
adjustments are made so they don’t
break the law again
Adults with LD involved in
safeguarding cases is higher than in
other areas
What do we know about carers who care for an adult with a learning
disability in Swindon?
A carer is anyone who cares,
unpaid, for a friend or family
member
This may be because they have an
illness, disability, mental health
difficulty or an addiction
In 2015, there were about 21,000
unpaid carers living in Swindon

The Care Act in 2014 increased the
rights of carers
They now have the right to an
assessment

There are about 268 carers of
adults with LD in Swindon
There were 134 carer reviews in
2018/19
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In 2017 there were 149 carers aged
over 65 in contact with services
A carer, as they get older, may not
be able to continue their caring role
This may mean an increase in the
need for support from Adult Social
Care

Swindon has a report which looks at
how to support carers
It is called the Carers Strategy
It is important that carers keep in
touch with services
What do we know about the health of adults with LD?
Health conditions like epilepsy,
heart problems, dysphagia (difficulty
in swallowing) and dementia is
more likely

Some health conditions are more
common such as asthma, kidney
disease, diabetes

In Swindon, there are higher rates
of diabetes and asthma than the
rest of the country
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It is more difficult for adults with LD
to look after their teeth
Dentists need to make it easier for
people with LD to go to see them
Easy read information is needed
Training for dentists is needed

Suffering from a mental health
condition is more likely
Strong tablets are more likely to be
given for longer periods of time
Tablets can be given to control
behaviour called ‘challenging’ rather
than for an illness

The Learning Disabilities Death
Review Programme, known as
LeDeR, is trying to help reduce
early deaths of people with LD
They are more likely to die at an
earlier age of conditions that could
be prevented like pneumonia –
problems with the lungs
In Bath & Northeast Somerset,
Swindon and Wiltshire the LeDeR
were told about 74 deaths of people
with LD
In Swindon we have to improve how
quickly the reviews are done and
learn from what we find out
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If someone’s heart stops a doctor
can sometimes make it start again.
This is called cardiopulmonary
resuscitation (CPR)
Doctors should talk to a person
about trying CPR if their heart
stops. The decision should be made
with the person and their family
If CPR would not be best the doctor
will fill in a form. This is so everyone
knows what to do if your heart
stops. This is called do not attempt
(try) cardiopulmonary resuscitation
or DNA CPR
LeDeR has found out that some of
the decisions about DNA CPR
across the country are not right
What do we know about the health services for adults with LD?
GP Practices must have a register
of patients with LD of all ages
All those who are registered and
are 14 or over should be invited to
an annual health check
The annual health check can help
with a healthy diet, exercise,
stopping smoking, managing
tablets, information about cancer
screening
A health action plan has all the
information from an annual health
check and should show who is
going to make sure any actions are
done
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There are 1074 people in Swindon
on LD Registers across all GP
Practices
More people with LD need to be
added to the LD Register

In Swindon in 2018/19 38% of
people on the LD Register had their
annual health check
More annual health checks need to
be completed in Swindon
The quality of the annual health
check and the health action plan
also need to be improved

Cancer screening services look at
screening for breast, cervical and
bowel cancer
Adults with LD are less likely to go
to their screening appointment
People don’t go for screening
because there is not enough
information about it, and people are
scared and embarrassed
We need more easy read
information
We need to understand what stops
people going to screening in
Swindon
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The Swindon Specialised Learning
Disability Health & Autism Team
provide support for both mental and
physical illnesses
If someone does not have a LD
diagnosis they can offer a specialist
assessment
The Team is small and getting a
service is difficult
Support in a crisis is limited
A mental health review should take
place at the GP annual health
check to try to give support early

Great Western Hospital has seen
an increase in people with LD
coming to hospital
The most common reason for going
to hospital was epilepsy then
breathing problems then urine
infection
The hospital has worked hard to
remove barriers to using the service
All new staff must do LD training
when they start their job
A LD Liaison Nurse started working
at the hospital in June 2020
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What do we know about Adult Social Care for people with LD?
A Swindon report called the Adult
Social Care Strategy says that local
councils cannot do many of the
things that have been done before
Other services, communities and
individual people will need to do
more to help people
We need to remember those who
don’t get support from ASC. They
will still need support too

The Care Act 2014 says that any
adult and any carer who looks like
they need support should have an
assessment

Swindon Adult Social Care spends
most of its money on support for
adults with LD
In 2018/19 they supported 686
adults with LD

84 adults with LD in Swindon
currently receive a direct payment
Many people in Swindon use direct
payments so they can be more
independent
This is part of ‘personalisation’
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Swindon has a lower number of
people on direct payments than
other areas
However, the number of people on
direct payments has increased a lot

Parents with LD should be
supported by services who follow
‘The Good Practice Guidance on
Working with Parents with LD’
Some parenting programmes in
Swindon work with parents with LD
Pregnant women with LD are less
likely get support and will struggle
to understand the information
Parents with LD are frightened their
children will be taken in to care

Helping young people to prepare for
adult life is very important. This is
called ‘Transition’.
A new report called ‘Transitions
Strategy and Protocol’ has been
written in Swindon with young
people, parents and carers
ASC supports this transition and
has made many changes to
improve the service
The Transitions Team supports
young people from 14 to 25
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What about employment, housing, social life and relationships?
It is important that adults with LD;
 can go to work
 live in good housing
 feel part of the community
they live in to build
friendships and a social life

Employment:
 Many adults with LD can’t get
paid work
 The number in work now has
increased a little
 By March 2022, we want 10%
of adults with LD known to
ASC to be in paid work

Housing:
 More adults with LD in
Swindon are living in good
housing
 Less adults with LD are in
residential or hospital
accommodation outside
Swindon
 Supported Living gives
greater independence for
adults with LD
 Finding the right housing is
still difficult
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Social Life and relationships:
Friendships and relationships can
make people happier and feel
included and valued
For people with LD their social life
can be small, just people they live
with and their support workers
More needs to be done for adults
with LD to make new friends and do
different things
Adults with LD have the right to
learn about sexual health and
relationships and make their own
choices
People working with adults with LD
need to be ok about talking about
sexual health and relationships
Feeling Safe in Swindon
The police and fire services in
Swindon think that there is more
awareness now of working with
adults with LD

The police and fire services would
like more training reasonable
adjustments
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Adults with LD are more likely to be
a victim of “cuckooing”
“Cuckooing” is where someone is
made to share or move out of their
home by people dealing drugs

There needs to be a clear contact
person for LD to invite to meetings
about safety of people with LD

Charities and other community services giving support to adults with LD
and their carers

There are many services that give
support to people with LD and their
carers
These services are not the NHS or
Social Care

Swindon Advocacy Movement
offers ‘Advocacy’ and a project
about being independent
Advocacy is about;
You and your rights
Making sure you are listened to
Getting help to speak up
Looking at different options
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What do adults with LD and their Carers think?
Services should support adults with
LD to go to their services by;
 having better signs
 using easy read
 making their buildings
accessible
 thinking about what might
help them feel more included
and valued

It is important to support BAME
communities
How can the LDPB invite more
people from different backgrounds
to meetings?

We are worried about older adults
with LD
The LDPB LD Reps would like to
visit them when Covid-19
restrictions are over
How can we support them if their
family carers die and they have to
move out of home at short notice?

What happens when older carers
can’t care anymore?
It is important to think about the
support they will need
Someone employed to support
older carers would be helpful

20

We must let people know about the
GP LD Register, annual health
checks and the hospital passport

Information about all health topics
should be easy read
Longer appointments with doctors
means people won’t be rushed
GPs and other healthcare staff
should speak directly to the person
with LD

Training is needed for anyone who
works with adults with LD including
staff from health, social care, police,
fire service, charities and
community services
When talking about
‘Personalisation’ staff should;
 listen to what the person likes
to do
 let them share their dreams
 make sure there are real
choices

Adults with LD need to know what
to do if they are worried about
themselves or someone else
We need a LDPB Forum about
safeguarding and feeling safe
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More adults with LD should know
about the Swindon Supported
Employment Strategy
It is good to see that there are more
adults with LD in work
People should be told about this to
encourage others to get support to
look for jobs

Being independent is one of the
most important things for adults with
LD
More support is needed to manage
money

We need more good housing for
adults with LD
If you want to live independently
you have to move over the other
side of town leaving behind your
family/support networks, your
volunteering opportunities, your
church
We could be supported to find
others who want to live together in
shared housing

There are not many activities for
adults with a complex learning
disability
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We want to know how to report a
hate crime and what happens if you
do

What will we do to improve things for adults with LD and their carers?
Our Action List
Decide who will check that these
actions are being done, including
the role of the Learning Disability
Partnership Board (LDPB)

Write a plan for all the actions and
who will be the lead person to make
sure the action is done

Think about how Covid-19 has
affected things for everybody
Have people been able to have
their annual health check or c?
How has it affected the mental
health of adults with LD?

Write a Swindon LD training
programme that all health and
social care staff will have to do
Include information from the Oliver
McGowan LD training programme
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Plan services that will support the
increase in older adults with LD and
their different needs

Include the needs of carers of
adults with LD in the review of
Swindon’s Carers Strategy

Find out more about Swindon’s
Black, Asian and Minority Ethnic
(BAME) adults with LD

Make sure we learn from LeDeR
reviews, which are about how and
why people with LD die, so we can
make things better
Make sure the LeDeR reviews are
done in good time

Increase the number of adults with
LD going for screening for bowel,
cervical and breast cancer

Make it easier for adults with LD to
know what support there is for their
mental health and wellbeing
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Improve services for young people
as they get ready for adult life

Improve support for anyone in a
crisis with their mental health
Use the ‘Good Practice Guidance in
Working with Parents with LD’ to
make sure parents are treated fairly
Run training for anyone who works
with parents with LD

Improve the relationship between
the Swindon Safeguarding
Partnership (SSP) and the LDPB
Make sure the concerns of adults
with LD about safety and
safeguarding are fully included in
the work of the SSP

Continue to improve
‘personalisation’ in services by;
 finding new ways to give
people more choices
 everyone knowing about the
services that can help them
 making sure people get the
help they need quickly
 making sure that carers and
support workers get the help
they need
Increase the number of people
getting direct payments
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Support adults with LD to live as
independently as possible

Increase the number of adults with
LD in jobs and training

Work with dentists to improve how
adults with LD look after their teeth

Work with GP Practices to
 be clear who can be on the
LD Register
 increase the number of
people with LD of all ages on
the LD Register
 increase the number of
people aged 14 and over with
LD having annual health
checks
 improve how good the annual
health checks and health
action plans are
 improve how the hospital
passport is used
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