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This research report was commissioned by
Somerset Community Foundation. It aims to bring
together data and local insights to help us decide
how best to use some of our funding.

Specifically, this report tells us how our funding
could support adults with learning disabilities and
autism to live fulfilling lives in their own
communities. Our aim when we commissioned this
research was to build our understanding of what
works well, what needs attention, and how positive
changes can be sustained within communities.

This report is copyright free and we hope it will
also serve as a valuable resource for others.
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The partnership between Dimensions and Somerset County Council was
ambitious and through the social enterprise, Discovery, they looked at new
ways to provide care to the residents of Somerset. As is the case in most
areas, in the last 18 months care provision within Somerset has experienced
significant challenges due to the impact of the covid pandemic.

National and local trends show that the demand for care will continue to grow
over the coming years. It will be hard for local services to plan to meet the
demand as the pandemic has brought challenges we have not faced before,
and the Joint Strategic Needs Assessment is not robust in its data around
Autism therefore the area cannot be confident in its predictions of need. With
the development and implementation of the Integrated Care System (ICS), the
merger of Somerset Foundation Trust and Yeovil District Hospital NHS Trust
and the implementation of One Somerset, it will be essential that a robust
strategic plan to meet the needs of individuals with a diagnosis of learning
disabilities and/or autism, which places them at the heart, is in place.

Local individuals with a diagnosis of learning disabilities and/or autism are
reporting that the feelings of isolation that were present before the pandemic
are now stronger, they feel that they often do not have a voice and are
experiencing challenges around elements of their care and support. Lack of
information about the offer locally is a vital area to address as this is
hindering an effective gap analysis and many are missing out on
opportunities to access the community because they do not know what is
there.



EXECUTIVE
SUMMARY
CONT...

There are some positive elements highlighted
within this report including the use of micro
providers which allows greater flexibility. Value has
been placed on the accessible information being
provided over the last 18 months, which has
supported individuals with a diagnosis of learning
disabilities and/or autism to understand the
changing covid requirements. Learning from this
can be taken forward and will help support the
area to tackle some of the challenges that the
report highlights.

The community fund from Discovery has clear
aims and the consultation shows that delivery of
these aims, and the fund can play an essential role
in supporting with recovery after the pandemic.
For the fund to succeed in making the most impact
it is essential that individuals with a diagnosis of
learning disabilities and/or autism are central to
the process and involved within the decision
making.

This report includes the detailed findings of the
consultation and recommendations based on the
views of our local community of adults with
learning disabilities and/or autism and those that
support them.



The consultation highlights the heavy
reliance on families (parents, siblings,
spouses, and children) to provide
support for the needs of individuals
with a diagnosis of learning disabilities
and/or autism. This ranged from
support for communication needs,
financial support through to care
needs on a daily basis. Families often
act as coordinators of care.

Choice and control were not
consistently given to individuals with a
diagnosis of learning disabilities and/or
autism. Only 30% were able to choose
when they went out and 22% reported
not always having control on what they
did in their free time. We heard the
terms ‘done to’, ‘decided for me’ or
‘gate keeping’ within the consultation.
Individuals with a diagnosis of learning
disabilities and/or autism reported
they didn't feel valued and felt
underestimated as people only focused
on their needs and not their strengths.

There was a feeling of not being
listened to and disempowerment
coming through from responses. This
was evidenced during the consultation
as we came across multiple situations
where we were told that the individual
with a diagnosis of learning disabilities
and/or autism wouldn’'t be able to or
want to get involved.

There is a lack of support for
individuals with a diagnosis of learning
disabilities and/or autism to be able to
discuss and understand their disability,
beliefs, gender, and sexuality. Access to
support to look after their sexual
health was very low at 28%.

Throughout the consultation
responses, there were requests to
have information or support to be
more independent. Information which
is clear and accessible is a major issue
across individuals with a diagnosis of
learning disabilities and/or autism and
those that support and care for them.
We heard that mechanisms which had
been put into place to fulfil this
function, were at best not consistent
(Somerset Direct) through to being not
fit for purpose (Community Connect
website).



A lack of information and support to get into work/volunteering was
highlighted as a barrier, compounded by a lack of opportunities. Placements
were also heavily focused on need, and this resulted in people being placed to
do roles they didn't enjoy.

Anxiety and mental health needs featured in discussions for many individuals
with a diagnosis of learning disabilities and/or autism. It was felt that having a
learning disability and/or autism were seen by mental health teams as a
reason they did not need support. Organisations are seeing this since
restrictions have eased with a reluctance to come back into society and it was
felt support is needed to tackle this.

There is a significant lack of things to do and places to go. We heard that there
was a desire to have safe places and activities where individuals with a
diagnosis of learning disabilities and/or autism could go. We have seen many
groups close during the pandemic and these have not reopened. There needs
to be better information about what is available as services told us they didn't
know where to sign post people.

Assessment processes were felt to be challenging with high thresholds and
delays in funding/support while appeal processes took place. Information was
not always clear and accessible. The Department for Work and Pensions was
seen to be a challenging department to work with and it was felt they didn't
understand needs or make adjustment well.
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Recommendation 1 -Make the voice of individuals with a diagnosis of
learning disabilities and/or autism central to the funding process and

evidence that they are valued

Recommendation one can be achieved
by adoption of a model often used in
participation-based organisations such
as Healthwatch, Maternity Voices and
Parent Carer Forums is that a
significant percentage/all the people
central to the decision-making process,
including funding decisions, have lived
experience. Currently, Discovery’s
board adopts this model, and our first
recommendation is to strengthen this
approach through the application
process, the funding allocation, and
the impact monitoring.

Applications - All grant applicants
should be required to evidence how
they have worked with adults with
learning disabilities and/or autistic
people in the development of their
application. When adults with learning
disabilities and/or autistic people are
delivering part of the project it should
be clear how they will be rewarded.
The organisation will have also
undertaken the self-evaluation (please
see recommendation 2 for more
details).

The funding allocation process - To
ensure users are at the heart of the
process, Discovery will establish a
subcommittee who oversee the
Discovery Community Fund
management.

Ensuring these are paid roles would
further demonstrate Discovery's
commitment to valuing individuals with
a diagnosis of learning disabilities
and/or autism, thereby leading by
example and role modelling expected
behaviour.

The committee would:

e review all applications and
recommend how the funding is
spent.

e review, mentor and support the
projects

e meet monthly to discuss each
projects progress

e meet with Discovery board to
discuss the projects

e support an annual event to share
learning

Project manager

2 people who
provide support
(e.g. carer, micro

provider)

Discovery staff
member

2 individuals with
learning disabilities

2 autistic people




Impact monitoring - The fund should provide
organisations it funds with a framework/
measuring tool to:

e measure the social impact of the project

e demonstrate the reflection of the voice of
adults with learning disabilities and/ or autistic
people throughout the project

e measure key performance indicators of the
core outcomes/goals

e record learning from the project

e show unplanned benefits or impact

Examples of frameworks include HACT who
provide tools to measure social impact of housing
initiatives (HACT 2021) and evidence-based tools
for measuring and supporting change when
working with people such as the Outcomes Star
(Triangle 2021).

Each year the committee should host an event,
which brings together organisations who have
benefited from the funding, to share good practice
and find practical solutions to issues they have
come across.


https://www.hact.org.uk/social-value-roadmap
https://www.outcomesstar.org.uk/about-the-star/what-is-the-outcomes-star/

Recommendation 2 -Ensuring individuals with a diagnosis of learning
disabilities and/or autism central feel valued and included

Things have changed drastically over
the last 18 months and as a
community we are only starting to
understand what this means for life
moving forward.

We recommend a small amount of the
funding is used to engage an
organisation to run 4 events annually
which would bring together individuals
with a diagnosis of learning disabilities
and/or autism, those who care for
them, and providers.

We would like to see providers of
activities for children’s social care
included in the events, as references
were made during the consultation to
something similar to this provision
being wanted by adults.

The sessions should be a blend of face
to face and online as the consultation
showed that different options were
preferred by different people.

They need to be fully accessible and
provide those attending the space to
engage in a way that suits their needs.

These sessions would enable the
conversations in the consultation to be
built upon and for these groups to
collectively explore in detail what could
be provided based on the actual needs
of the community.




Recommendation 3 -Ensuring individuals with a diagnosis of learning
disabilities and/or autism central feel included in their community

The Community Fund has previously supported groups and organisations to be
able to establish activities for individuals with a diagnosis of learning disabilities
and/or autism. The impact of Covid has seen a reduction in activities and leaves a
significant gap, so we need to regenerate this area. Therefore, one of the funds
priorities should be to extend the range of community-based activities available to
individuals with a diagnosis of learning disabilities and/or autism by:

1.funding existing social groups, helping them to grow and try new things e.g., a
young people's group to offer a transition group and/or young adults’ group
2.help new groups get started e.g. how to advertise, things they need to have in
place and finding venues

3.help mainstream clubs and activities to include individuals with a diagnosis of
learning disabilities and/or autism e.g. work with libraries to offer Book Clubs or
art studios to offer classes for adults with learning disabilities and/ or autistic
people

4.fund groups that address anxiety due to the covid pandemic at least for the
next 18 months to have a higher ratio of staff. These should be time specific
pieces of work which enable individual and small group work to take place to
rebuild confidence.

5.fund projects which make community spaces more accessible e.g., improving
access, improved lighting and changing places

We feel it would be beneficial for part of the funding to be dedicated to working
with groups to get up and running, support them to overcome the barriers they are
facing due to covid rules, and/or help them to review how they can adapt their
practice to be inclusive of individual needs. This could also include design a plan for
them to become sustainable through full or partial self-funding and to access other
national funding schemes. This could be achieved through a dedicated member of
staff being employed by Discovery or by funding a consortium of existing
organisations to provide a package of support drawing on their own area of
expertise.



Recommendation 4 -Help individuals with a diagnosis of learning
disabilities and/or autism feel safe in the community

A recurring theme within the
consultation was not having things to
do and safe places to go. Building on
programmes such as dementia friendly
communities , safe spaces scheme,
Hidden disabilities and Ollie the
Flamingo we would like to see the fund
establishing a programme which
enables individuals with a diagnosis of
learning disabilities and/or autism to
easily identify places they could safely
use.

This could be managed in-house,
through out-sourcing to an existing
group or a new social enterprise could
be established to set up and manage
the scheme. The programme would
have a panel which included people
with lived experience (similar to the
community fund panel
recommendations) who would award
the bronze, silver or gold quality
certificate. The panel would also
review the awards every 2 years to
ensure the organisation still qualified
e.g., there was evidence that new staff
members had been trained.

Through a quality standard model,
organisations would be identified as
having the knowledge to support
individuals with learning disabilities or
autistic people. The quality standard
would be based on a framework which
would include a bronze, silver, and
gold award.

The quality standards system would
have clear guidance on core levels of
knowledge, and actions undertaken to
demonstrate and reflect to adults with
learning disabilities and/ or autistic
people and families training has been
undertaken/ and recommendations
have been implemented.

Bronze - All staff will have undertaken
the 2 training modules - What you need
to know & what you can do (free
courses, designed with adults with
learning disabilities and/ or autistic

people)

Silver - The organisation will have
undertaken a self-evaluation and
submit to along with an action plan to
address findings. Once 75% of the
action plan is completed, they would be
awarded the silver.

Gold - The organisation will have
completed 100% of the plan, based on
their self-evaluation. Discovery or a
company appointed by them will
conduct a review of their plan and
make any further recommendations.
Once completed they will be awarded
the gold.

Discovery can hold a record of
organisations and groups who have
successfully achieved the awards on
their website for people to easily find
one near them.


https://www.alzheimers.org.uk/get-involved/dementia-friendly-communities
https://www.avonandsomerset.police.uk/apply/safe-places-scheme/
https://hiddendisabilitiesstore.com/
https://hiddendisabilitiesstore.com/
https://somersetparentcarerforum.org.uk/ollie-the-flamingo/

Recommendation 5 - Enable and empower individuals with a diagnosis of
learning disabilities and/or autism to have their voice heard

Through the consultation, including the mapping work, we identified that
Somerset has various organisations/groups who are currently doing elements of
this work. Reflecting on the whole system we feel there is enough knowledge and
skills to bring achieve this through a consortium model. Although we could not
find any examples of this in practice at a local level, we have the example of the
national consortium between Council for Disabled Children, Contact, and Kids
who provide advocacy and participation services. We recommend establishing a
consortium of social enterprises and organisations who provide:

e Advocacy, specifically tailored for learning disabilities and/ or autistic people
building on learning from Swindon Advocacy Movement

e Workshops and skills groups to support individuals to be confident to speak
up

e Training to upskill individuals/groups/organisations to enable them to
effectively engage with and listen to people with learning disabilities and/or
autistic people.

e Safe spaces to discuss key topics such as sexuality and gender

e Specialist knowledge in learning disabilities and/or autism

Combining the skills across the following organisations/groups, Discovery could
establish a strong consortium who they could lead to work together to
strengthen the voice of people with learning disabilities and/or autistic people
aged from 14.

Swan Advocacy

Our Voice

Autism Somerset

AuSomer

Somerset Disability Engagement Service
Somerset Parent Carer Forum

Healthwatch

Somerset's special schools and post 16 provision.
. SENDIAS
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It would be an essential part of this consortium that they provide legacy
resources which could continue to be used and shared across they area to help
anyone adapt practice.


http://www.swindonadvocacy.org.uk/

Recommendation 6 - Improved support for independent living for
individuals with a diagnosis of learning disabilities and/or autism

The consultation evidenced that
individuals with learning disabilities
and/or autism are unable to have the
living arrangements they want due to
insufficient information and advice to
make the necessary arrangements.
Therefore, the Discovery community
fund could be used to support a
startup or expansion to an existing
service to address this gap by:

e Create a visual flow diagram to
show a pathway of living
independently choices for adults
with learning disabilities and/or
autism

e Create detailed information on
options, the pros and cons

e Create a How To guide to access
each option

e Provide support to access and
complete each step through a
mentoring system

e Help individuals to look at where
they are now and where they want
to get to and how they can do it
e.g., living with family to living on
own or with friends

e Signpost to local support and
services

This fund should have the capacity
to set up training on topics in
specific areas for adults with
learning disabilities and/ or autistic
people being responsive to need.
For example, if 5 people in Frome
are identified as needing
information on living
independently, they could run a
workshop/course or work 1-1 to
signpost to a bespoke program of
opportunities.

The service would need to provide
specific targeted support but
include the option to go back and
check in if help is needed further
down the line. This could be
achieved through Pop-up
information and signposting hubs
(in libraries, DWP, GP surgeries,
CAB's, talking cafes etc.).



Recommendation 7 - Support individuals with
a diagnosis of learning disabilities and/or
autism to learn and develop new skills

Through the consultation were heard that people
were not always able to learn the skills they needed
to be independent within three main areas, practical
skills like cooking and cleaning, managing money
and using technology. We have identified 3 possible
ways to address this through the Discovery
Community Fund.

1.Establish or extend an existing community
organisation to work with new housing
developments, district council’'s and the
county council to identify buildings that can
be used as hubs to practice life skills from
making beds, cleaning, cooking, and
decorating. The hubs should also act as a
resource center for information and support
with the delivery of other recommendations
for example being identified as safe space
people can go to.

2.ldentify a list of providers who can work with
groups listed in recommendation 3 to provide
skill sessions on using technology and
managing finance including budgeting. This
should include the option of health checks on
family budgets and link with debt
management schemes already in existence
through organisations like Citizens Advice.

3.Fund existing schemes to extend their offer
which promotes life skills as these often are
one off session which do not allow the skills to
be practiced on multiple occasions. For
example, Magdalen Farm have run session for
adults with learning disabilities to learn to
cook and clean. These hands-on practical
sessions need to be extended to run over a
period of several weeks to embed the new
skills.




Recommendation 1 - Improve access
to information

We recommend the inclusion of
individuals with a diagnosis of
learning disabilities and/or autism
as part of the ‘Help You to Help
Yourself project currently being
run by Somerset County Council
and Somerset Clinical
Commissioning group to improve
information systems.

Previous systems have not been
effective because they have been
designed based on what we think
is needed rather than asking all
users what they need. This needs
to be a continual process which
includes reviewing as information
can quickly go out of date.

For example, information on
managing your finance should
include more practical help on
budgeting, funding available and
paying bills. This could be created
in a similar way to Life hacks for
mental health a Life Hacks for
everyday living.

Recommendation 2 - Promote a
whole family approach to
independence

As part of a Carers Assessment
or Early Help assessment a
planis in place to support
carers once the cared for
person is more independent.

Examples ideas are, Pop up
information and signposting
hubs for Carers: providing
practical help and signposting
to write a CV, financial
information, support to learn a
new skill, or courses to help
manage their anxieties and
worries about the changes.

These need to be facilitated
when respite is available to
enable carers to take up these
opportunities.



We recommend a review of
services that provide support for
looking after your sexual health
through the lens of individuals
with learning disabilities and/or
autism. This needs to start with
school education programmes
and continue through to services
such as swish.

The consultation highlighted how
a large proportion of care and
support was undertaken by
family members. Adults with
learning disabilities told us that
they are seen as younger than
they are and often thereis a
belief they are not sexually
active.

We recommend the review
includes how these services are
accessed as most people would
not want to ask a family member
to help with this area of their life.

Improved information needs to
be available about how to get
into work, as we heard that
people often don't know where
to start.

The Disability Teams who can
support with access to work are
not well known and this resource
needs greater promotion.

The creation of online courses
for people wanting to get into
work, and to support Employers
to make adaptations, would be a
good starting point. These need
to include local examples of how
this has been achieved.

An example of one such guide is
the guide 'What to do when
interviewing an autistic person
for a job' created by the
University of Bath (Maris 2021).



BACKGROUND

A learning disability is a reduced
intellectual ability and difficulty
with everyday activities - for
example household tasks,
socialising or managing money -
which affects'someone for their
whole life.

People with a learning disability
tend to take longer to learn and
may need support to develop new
skills, understand complicated
information and interact with
other people (Mencap 2021)

It is estimated that 3,100 people in
Somerset had learning disabilities
in 2019/20. This figure had risen
from 2,600 in 2016/17. The
proportion of the population with
learning difficulties in Somerset in
2019/20 was 0.5%, aligning with
the South West region and England
(Somerset County Council 2021).

Autism is a lifelong developmental
disability which affects how people
communicate and interact with the
world. Autism is a spectrum
condition and affects people in
different ways. Like all people,
autistic people have their own
strengths and weaknesses.

2019-20 figures from NHS digital,
identified 782 people as autistic in
Somerset. During the same period
2096 people registered at a GP
surgery were recorded autistic.
However, based on national
prevalence figures of 1%, we would
expect for this number to be around
5,600 (Somerset County Council
2021).

Discovery is a social enterprise
formed in 2017 as part of the
partnership between Dimensions
and Somerset County Council. They
support people with learning
disabilities, autism, challenging
behaviour, and complex needs
throughout Somerset.

Discovery's five
core values are:

Partnership

Courage
Integrity
Ambition
Respect



https://discovery-uk.org/
https://www.dimensions-uk.org/

Discovery's five core values that influence their service delivery are:

e Partnership- working in partnership with others to achieve more for people.

e Courage - guided by the courage of our convictions to make a difference. They are
committed to developing and maintaining an open and inclusive culture which
values and respects difference to enable us to reach shared goals.

e Integrity- We act with integrity to ensure what we do is grounded in what we
believe.

e Ambition - They are ambitious about helping people reach their potential.

e Respect - The people they support will be treated with fairness and respect.

More than half of any surplus made is reinvested into improving services for people
with learning disabilities and/or autism in Somerset through the Discovery
Community Fund. To ensure the fund is meeting the needs of the community,
Discovery commissioned an accessible consultation through Somerset Community
Foundation in May 2021. Somerset Parent Carer Forum CIC and Autism Somerset CIC
were appointed to deliver the consultation (see organisational profiles in Appendix
A).

The consultation for use of the Discovery Community Fund had to be accessible
and adapted to the needs of adults with learning disabilities and/or autism as well
as their families, friends and carers across Somerset.

e The aim was to engage these groups in a way that allowed them to get their
voices heard and then draw together these voices to help understand:

e how people feel about their lives today

e what is working well

e what changes are needed

e why they are needed

e what might be the unintended consequences of making a change



METHODOLOGY

The consultation was underpinned by Somerset Parent Carer Forum’s and
Autism Somerset's ethos that everyone should have a voice and be supported to
engage in a way that works for them. To enable this to take place the
consultation had to be widely accessible. To enable delivery of the consultation
we split it into the following four phases:

1. Pre-delivery

2. Discovery and design

3. Delivery

4. Evaluation and reporting

PRE-DELIVERY

As part of the pre-delivery phase, we undertook a review of the following
documents to help shape our thinking of areas that need to be explored:

e Survey results and feedback collected over the previous 18 months

e Somerset's ]SNA

e The Learning Disabilities Mortality Review Annual report 2020

e Strategic systemic review of learning disabilities and autism for people aged
14 + in Somerset-Unpublished

e Enter and View report: Able2achieve

e Accessing health and social care during Covid 19- A Somerset perspective

e Care Homes during covid- care staff perspective.

An exercise to map key stakeholders, including organisations who we would
approach to support the individuals they worked with to engage with the
consultation, was undertaken (see appendix B).


http://www.somersetintelligence.org.uk/
https://www.england.nhs.uk/publication/university-of-bristol-leder-annual-report/
https://healthwatchsomerset.co.uk/wp-content/uploads/HWSomerset-Care-Homes-in-Covid-2020-final2.pdf
https://healthwatchsomerset.co.uk/wp-content/uploads/HWSomerset-Covid-report-v3r-Final.pdf
https://healthwatchsomerset.co.uk/wp-content/uploads/HWSomerset-Care-Homes-in-Covid-2020-final2.pdf

The establishment of a reference group of experts by experience to help us
shape the consultation was one of the most import parts of the process was
the. This included:

e Young adult with learning disabilities

e AuSomer: Somerset based unregistered charity representing autistic adults

e Young person with autism

e Parent Carer of young person with learning disabilities, recognised for work
on national polices

e Local Micro provider with additional experience around using technology to
support people with learning disabilities

The group worked together refining the consultation questions and formats to
ensure it covered the important subject we had identified and was accessible.
Based on lived experience and research the following areas were included:

e Communication

e Work

e Finance

e Housing

e Support

e Accessing the community/free time
e Health

e Impact of covid

e Use of technology

Through the consultation, the group wanted to know more about what it is like
to live in Somerset if you have learning disabilities and/or are an autistic person.
We decided having the consultation open to anyone aged 14 and over, would
enable us to identify any potential gaps coming through the system which may
need to be supported in future years.


https://ausomer.org.uk/

Text and
' visual survey
Provider . Get creative

online - Pictures,
discussion poems, tick

The consultation launched on 7th June
and ran for 6.5 weeks until the 23rd of o fock,video
July. We established a website area as the :

central place to hold all information ; \
relating to how people could get involved.

The advisory group recommendation was

to have 2 forms of the survey, a text only | J
version and a version with graphics (see one ne
appendix C). ' =

Consultation

The survey was uploaded onto an online platform and paper copies were
distributed. This was supported by a full range of alternative ways to get involved.
The consultation was promoted across our networks and to all identified
stakeholders (Appendix B & D). This included social media platforms, newsletters,
live Talking Café session and radio. Emails were sent to over 600 organisations
and groups including all 515 micro providers to raise awareness of the
consultation.

Quantitative data -140 responses were collected either online or via hard copies.
A data analysis of the results was undertaken, and themes were identified across
the data sets.

Qualitative data was collected through the discussion groups, emails, individual
phone calls and the surveys. A thematic review of these has been undertaken and
fed into the report.

Reporting will take place over August and September through the following
mechanisms:

e Formal report will be shared with Discovery, Somerset County Council, and

the advisory group.

e Asupporting slide pack has been prepared for various boards.

e Presentation to September’s Learning Disabilities and Autism board (CCG)

¢ Infographics

e Website pages

e Results to be shared with Greatest Hits radio and Talking Cafe


https://somersetparentcarerforum.org.uk/getting-involved/life-in-somerset-for-people-with-learning-disabilities-and-or-autism-consultation

Through the course of the consultation, we
experienced challenges and barriers to ensuring
we captured a wide range of voices. Some of these
were expected, such as people’s capacity to
engage due to covid and what is often referred to
as zoom fatigue.

During the mapping of stakeholders, we
discovered there had been a significant change to
the group. We estimate that about 15% to 20% of
the groups we contacted were either dormant
because of covid or had ceased.

We were surprised to find that some organisations
acted as gatekeepers. There were a variety of
reason and often the unsettling impact of covid
was a factor which impacted on their willing to
engage the individuals they worked we.

We also experienced what felt like groups and
organisations underestimating the ability of
people to get involved. Initially we were surprised
by this but as the consultation progressed this was
reinforced by the responses we were getting.
There was a lack of confidence in gaining the voice
of this group emerging and this has led us to make
the recommendations to support these skills
across the Somerset system.



DETAILED
FINDINGS

The following findings have been drawn from the feedback
received by:

individuals who have learning disabilities
individuals who have learning disabilities and autism
autistic people,
unpaid carers
paid carers
micro providers
organisations supporting individuals who have learning
disabilities and autism
e adult social care staff

See appendix E for a detailed breakdown.




COMMUNICATION

Within this section we focused on two
key areas:
1.having someone to talk to about
accessing support
2.the ability to feel comfortable to
talk about your views.

The majority of respondents (87%)
identified a family member as the
person they would go to when they
needed something. Younger
respondents also identified education
staff as people they would talk to.

100.00% 87% of respondents

90.00% identified their family
80.00% members as a key person
L they would talk to if they

60.00% needed something.
50.00%

40.00%

Other key people were
staff in education including

20.00%
10.00% . teachers and learning
support assistants.

30.00%

0.00%
Family Friends Paid worker Someone else

Barriers to communication that were The Department for Work and

identified, included things only being Pensions was identified as being a

accessible online when you need face  particularly challenging service to

to face communication or support. communicate with. Carers and
spouses resonated with this view, and

Forms were seen as a barrier for many often felt they were the coordinators

to be able to communicate their needs of support and had to speak on behalf

and concerns were raised around the  of the individual they cared for.

processes involved in the assessment

processes.



“Explain things to me. Make an
attempt to explain things to me
in a way | can understand. Don't
just 'not bother' because it's
inconvenient to you to have to
explain things to me”.

We heard how difficult it can be for
people with learning disabilities
and autism to communicate their
needs and this results in them not
feeling fulling involved in the
decision-making process. Only 4%
of the survey respondents had
been supported by an advocacy
service, although some reported
attending groups like Our Voice,
which is designed to support
people with learning disabilities to
have a voice. The feeling of “being
done to" was strongly expressed
by several individuals and those
that support them.

In the United Kingdom it is a right
for people to be able to talk about
their beliefs and values, however
less than half of the Somerset
residents that took part reported
that they felt they could do this.
Group discussions and individual
comments highlighted the lack of
support and organisations to talk
to about gender/sexuality.

As part of this the impact on
people’s mental health and
wellbeing was highlighted, with a
view being held, that this increased
anxiety and depression. We
frequently heard that having a
diagnosis of a learning disability
and/or autism was preventing
them from receiving help from
mental health services when this
happened.

People | can to talk to
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belief
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A key theme that reoccurred

“There are high levels of throughout the discussions was lack of
anxiety and depression information, both for the individual

and there is nowhere for looking for themselves and those trying
them to go. When they to sign post. Somerset Direct (now
seek help they are known as the contact centre) was
shunned because they reported to be ineffective by several
have a diagnosis and sent participants and local websites such as
packing” - Support worker Somerset Community Connect were

confusing and difficult to navigate.

Work and volunteering 52% of respondents
reported they felt they

Are you volunteering? [ N could work at least some
of the time however the
A ki d not bei . .
re youwor ;r;igdin notReng g L amount reporting being
. . . in work (paid and
re you working and being .
baid? ] N unpaid) accounted for

only 27.5%
Are you able to work? || EGN B

0.00% 20.00% 40.00% 60.00% 80.00% 100.00% 120.00%

mYes No mSometimes mDon'tKnow mDoesnotapply

We heard the difference that it can make having supportive and understanding
employers. This included the ability to take extra breaks and adapt work to meet
needs. Other areas highlighted in work that were positive included:

teamwork

building confidence

having flexibility

supportive employers who understand needs
being allowed to take breaks when needed
enjoying the work

schools providing work experience

not having to talk to people

working online

volunteering worked well with the individuals needs



“I don't know anywhere where
my physical disability,
communication needs (Il use
AAC) and social communication
difficulties would mean | could
work"

The lack of placements was sited as
a barrier to working, and it was felt
this has been made worse by the
covid pandemic as some volunteer
opportunities have stopped, and
work has gone online. The limited
opportunities to volunteer or work
led to situations where people were
engaging in work they didn't enjoy.

We also heard of several cases
where volunteering, or work, has
decreased due to the lack of
support, funding withdrawal being
cited as a common issue.

Equality within the process to get
work was raised. We heard that
people would like to work but just
don't know how, or where, to go for
information. It was felt that the
interview process was not
accessible for many, and this
disadvantaged them.

Members of the autistic community
talked about applying for jobs that
they could manage with their
anxiety but being rejected as they
were overqualified.

One person explained they felt there
was “prejudice against people with
learning disabilities. Better education
for people with learning disabilities is
needed: many people can't read
because they haven't had
appropriate education. When they
are older people assume they can't
read (or can't do other things)
because they have a learning
disability - actually that is often not
the reason. Not every
difficulty/problem I have comes from
my learning disability - but everyone
assumes that's the reason | can/can't
do certain things". It was felt by
participants in the group discussions
that placements are made based
heavily on a needs basis and didn't
work to individuals' strengths and
interests.

This connected with the reoccurring
theme of being underestimated and
not feeling valued. We heard that
individuals with learning disabilities
and/or autism often worked with
very little or no financial benefit. The
main responses to what could be
better about work was “I got paid”
and “being paid what | am worth”.

“I need to be able to do the things
I'm good at, that | enjoy and not
pretend to enjoy serving people”



CASE STUDY ONE

We heard from one carer how the adult they supported worked in a café
regularly each week. He enjoyed attending the café and getting to meet
and talk to people. The family thought elements of the support were
good, he was safe and happy but had concerns around the financial
arrangements.

The organisation received financial recompense from paying customers
but there was no financial or other form of reward for the individuals
working there. It also became evident that the family were having to pay
the café for their son to attend.

There was a lot of discussion in the group about this situation. While
everyone could understand the financial costs of running the scheme
and that it might be challenging to pay the individual, they strongly felt
there should be some benefit.

The main conclusions from the discussion included:

1.this was unpaid work not volunteering

2.unpaid work and volunteering should support the development of
skills to help gain paid employment

3.unpaid work and volunteering should be reviewed to ensure the
person is not being taken advantage of

4.it is morally wrong to be charging the family for the individual to
work



FINANCE

81% of respondents said they have some help to manage their finance. Most of
the support is from family members, with some getting help with day-to-day
purchases from support workers.

19.5% also reported that they would like support but do not have access to it.
Accessible information about finance and benefits was lacking for a lot of
individuals, this includes basics like how to get a bank account. A large volume
of concern was expressed about managing money and budgeting, several
people expressed that money was tight, benefits were very low and there was
concern about running out of funds. Carers and support workers expressed
concern over the level of funding which was being used on care by individuals.
This was especially the case for those that just missed the criteria. We heard
about individuals that can no longer afford to pay for care and therefore no
longer have any care in place.

Money
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money? money but do not have this?
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“School should teach us
how to live and use



“These assessments need to
merge into one and money
needs to stay constant. | have
temporarily lost my PIP because
I'm being assessed, and it was
awarded by a court tribunal last
time”.

Respondents felt there is a lack of
understanding about the mental
capacity act across the whole
system. Comments indicated that
appointees were not always aware
of what they are required to do and
survey comments included
references to gatekeeping and
being denied access to money.

The benefits system is hard to
navigate, assessments need to be
streamlined and quicker. We heard
about the knock-on impact of
benefit issues and gaps in access to
money while these issues were
being addressed. Many felt that the
Department for work and pensions
were not helpful and did not
understand

We also heard about the difficulties
that were face by individuals with
physical needs Although able to
manage money and budgeting the
transactional part of purchases
needed to be managed by family, the
respite home or direct payment
workers. No one was able to find a
way they could physically pay for
things with a card. Banks need to
cater for people with physical
disabilities who use AAC and who
need PAs to help them with a
payment card.

Practical suggestions about how
things could be improved included:

e combining assessments

e access to easy read information

e training for staff on working with
people with learning disabilities

e guidance on managing money

e Household budget MOT's



CASE STUDY. TWO

X related the experience of claiming Personal Independence Payments
(PIP). Right back from the time of beingat school discussions had taken
place that-X may have autism and a learning disability. This was further
explored when X returned to education as an adult and subsequently X
was diagnosed with autism, dyslexia and other learning needs.

X's health has got worse over the years and now X requires help to
complete day to days task. It was suggested by the GP and others that X
should apply for PIP. An application was made, and X received a call
from the Department for Work and Pensions,which later turned out to
be an assessment over the;phone.

X received the decision that awarded 0 points and everyone working
with X was confused how this-wasithecase. X appealed for more time to
submit further evidence due to extreme family circumstances and this
was granted. With help X submitted evidence of need and clarified the
misunderstanding that had taken place e.g., X had responded that X
liked to spend time in the garden, and this was recorded as being able to
undertake heavy manual work - not potter around and water pots on
good-days. Within a few days the DWP résponded and upheld their
decision.

With help from Citizens Advice X logged a.case at tribunal and upon the
case being heard-an award was‘made in recognition of X care needs.
This was backdated for over a year. During.the year. X had.to do without
the care that X-needed while the process went-through.-In addition, the
stress caused X to be hospitalized and has left ongoing additional health
needs.



68% of respondents currently live with their family either some or all the time, while
30% reported living on their own or with others with support. We heard some
positive examples of how people have wanted to live on their and how they have
been supported to get a flat in a shared building. We also heard how shared
accommodation, including sharing of roles such as cooking, and cleaning was
working well or some.

Care staff told us it is essential that people with learning disabilities and autistic
people are able to stay in the same community. If they are rehoused it takes a long
time for them to get to know people around them. During the provider group it was
reported that they felt things had started to improve and that housing generally
understand the importance of an autistic person or a person with learning disabilities
being able to stay in the same community if being rehoused.

Where you live
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“ALTHOUGH | HAVE A FLAT TO MYSELF THERE ARE OTHER PEOPLE IN FLATS AND THE MAIN

HOUSE IN THE GROUNDS. | REALLY LIKE THE MIX OF INDEPENDENCE AND COMPANY
NEARBY. THE ONLY DOWNSIDE IS THAT EVERYONE ELSE IS MUCH OLDER THAN MEANS |
ONLY GET TO SEE PEOPLE MY OWN AGE WHEN | GO OUT

E.G. TO COLLEGE"



58.5% said where they lived was their
choice, but comments revealed that this
was often because it was easier than
trying to get the right support in place to
live independently. Barriers included:

e Difficulties in expressing their
feelings about housing needs to
decision makers.

e Lack of consistency in paid support
staff.

e |t was better to stay with family due
to not knowing staff even though not
ideal.

e Unable to manage on own so had to
stay with family.

e Not knowing how to go about living
with friends or on their own.

e Cost of living on own was too high.

e Financial impact on the wider family.

e |t was reported that supported
independent living in Sedgemoor
now only for over 65's

There was evidence that housing
arrangements were having an impact on
wellbeing. The location of the housing
was an issue and we heard that people
were unable to get out and about due to
lack of transport options, which
impacted on the ability to spend time
with friends. We also had responses
which indicated that a least one person
had recently had to sell their house to
pay for care, and another felt they had
been lucky as a successful legal case was
allowing them to pay for their care.

With a large proportion of people living
with family we wanted to understand
the impact of this. One adult told us “I
would like to move out of my family
home because it is bad for my mental
health, but | don't feel | have the
support I'd need to do that as | can't
manage everything on my own (mainly
phone calls, appointments, etc.)".

We heard how carers have often given
up work to be able to manage the full-
time caring role. The costs of caring
have been identified by national
research as being between an
additional £581 to £1000 to have the
same standard of living as a family with
a non-disabled child (Scope, Uk 2021).

The financial contribution from benefits
often becomes essential to maintaining
the household budget during the time
the child is growing up. Once the child
reaches adulthood there can be
concerns about the impact financially
of them leaving home, and often carers
feel they have lost the skills needed to
work, cannot have the time to retrain,
or are too exhausted from caring.



CASE STUDY THREE

One of the professionals related the experience of a young person with
disabilities moving into independent accommodation with carer support.
The young person had adapted and after a transition period had settled
into their new life.

However, the impact on the carer was not positive. Initially the young
person was overwhelmed, and this led to a period where the carer had
very little contact. Going from being a full-time carer to having limited
interactions was emotionally hard. This led to mental health needs
surfacing and the carer tried to access mental health support, but this
was very limited.

The carer had given up work to care for their child and subsequently did
not have the skills to get back into.work. With no income they lost their
home and ended up having to rely on friends. Work opportunities were
limited, and they were only able to secure low paid jobs on a temporary
basis. Eventually they managed to save up a small amount and brought
an old caravan where they lived with no running water or power.



ACCESS TO SUPPORT

In 52% of survey responses care is
being provided by the family, this
aligns with feedback via the other
consultation response options. Care
arrangements outside of the family
was a mixture of:

30% micro providers

17% charity care services
11% council provided care
services

9% private care services

Living in a rural county transport can
be challenging for many and as
mentioned previously it can have a
large impact when mixed with
housing arrangements. The South
West has a slightly higher number of
blue badges, at 2% of the population
compared to nationally 1.7% (gov.uk
2021).

30% of respondents had a blue
badge under the scheme and
several were in the process of
applying, support workers helping
with the process. We heard that it is
not always straight forward and
further assessments are sometime
required.

This is in line with the national data,
which indicates the South West is
likely to request further assessment
in 65%, slightly higher than the
average for England at 58%. 37% of
respondents had a bus pass to help
them with getting around.

Support mechanisms being used

Other (please specify)




Organisations identified as
providing support included
Discovery, Our Voice and Open
Story tellers. We heard the quality
and consistency of support was
often dependent on individuals
rather than services. Over the last
few years Somerset has invested
significant funding into village
agents, and have established
community connectors, but
throughout the consultation no one
identified these as a support
mechanism they have used.
Repeatedly the phrase “there just
are not any services for us” was
used.

The lack of information about what
is available was a common theme
that came up throughout the
consultation, with people saying
they didn’t know what services did
and that they could use them.
Somerset Direct was mentioned as
not always being helpful and the
community connect website was
deemed to be unfit for purpose by
many users, including providers
who were unable to put their
records onto it and often just gave
up. Micro-providers have said they
don't want to use the site as it looks
unprofessional and is not managed
well so is often out of date.

Reports into the national trends in
social care stated that “demand was
increasing but receipt of long-term
care was falling.

Between 2015/16 and 2019/20,
120,000 more people requested
social care support but around
14,000 fewer people received either
long- or short-term support” (Bottery
and Ward, 2021). Means testing is
getting harder due to thresholds not
rising in line with inflation. Therefore,
it was not a surprise that barriers to
support fell into 2 main categories, 1-
unable to meet the criteria and 2-
funding issues.

“Support seems to only be
available for people who are very
"low functioning" or whose
families advocate for them, but
not all families care or want to
help and not everybody can
advocate for themselves even if
they appear functional to others”
- survey response



Concerns were raised around the use
of IQ testing and that often people
they meet had just missed the IQ
threshold but still required support
with daily tasks. If they don't meet
the criteria, then they had to fund
care themselves and this risks
inequality across the area.

Carers of young adults stated that if a
young person is doing well e.g., in
college then often the support is
withdrawn and then they struggle,
feels like they are set up to fail. There
was also several example of how an
autistic person can be academically
able but unable to manage day to
day tasks.

Financial support was seen as poor in
Somerset. 43% of individuals
reported using their own money or
benefits to pay for care compared to
30% using social care funding and 0%
using health funding.

We heard a lot about how care was
being funded by family members or
the individuals were using all of their
money to cover basic care needs.

Support that was identified as
needed locally included:

e More things to do

e Increased amount of support

e Support for days when not in
college, volunteering etc

e Someone to talk to about
anxieties

e Support with travel

e Someone to help me go out with
friends

e Streamline processes which are
easier especially direct payments

e Micro providers to start working
with people at an earlier age

paying for support

| pay for it using my continuing health
payment

| pay for it using my social care direct
payment

| pay for it using my Personal
Independence Payment (PIP)

0.00%
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CASE STUDY FOUR

A local micro provider supporting a 30-year-old lady with learning
disabilities and autism reported how the group she had been attending
regularly had said she could no longer attend due to age. The lady
received a care package and her family had been topping this up to
enable her to have the care she needed.

Due to the group no longer being available, the social worker visited to
review the package and help with finding an alternative. After 2 visits
the social worker ‘gave up’ and the care package eventually ceased.
The lady with learning disabilities and autism no longer has support
and is not attending anything which allows her to mix with others.



ACCESS TO COMMUNITY AND FREE TIME

As part of the consultation, we
wanted to understand if people with
learning disabilities and autistic
people felt included. Research has
repeatedly shown that wellbeing and
resilience depends a lot on being
involved with other people, the local
community and ordinary life; in
other words, connected (SCIE 2021).

We heard from many respondents
that they felt isolated, and they felt
they were spending too much time
alone. Similarly, carers reported
feeling isolated, this included
spouses who often did not identify
as a carer. Very few people were
aware of provision in the community
that made adjustments for their
needs. The main things that people
were aware of were quiet hours at
supermarkets and some leisure
activities allowing carers in for free.

Timing of accessible sessions are
not always at a suitable time for
people, and it felt like a done to
model, as times were picked
without speaking to those it was
meant to help. One respondent
made the point that quiet hours
are “‘normally very early before
10am. So not always accessible for
those that needed it. It takes some
of us longer to get up and wake up
enough to go out due to
medications etc.”

There was a large variance in
provision across Somerset, for
example Yeovil leisure centres
were reported as being supportive
and allowing carers in for free, but
Mendip charged double as they
argued they would be losing
money by having a carer take up a

paying space.
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A major issue which was raised was
around the access to changing
places. Often the distance between
them is long. We heard about
families, who went to areas like
Minehead, having to travel back to
their home to provide care, as that
was the nearest place.

The lack of information about what
was available to do was raised
repeatedly during the consultation.
Everyone whether a paid, unpaid
carers, individual with learning
disabilities or an autistic person all
agreed there is lack of things to do.

Although it was acknowledged that
it was challenging before the
pandemic, it appears to have got
worse. The micro providers we
spoke to said they would love more
clubs to be available so they can

take their clients to them, often they

said they end up in a café as there
was nothing else to do.

When asked what would be useful,
we heard they wanted access to a
space they can just drop into when
they don't want to be alone or feel
anxious. We were told by several
people “l don't think there are any
safe spaces in our local community
where | could go”.

“People can be
afraid/prejudiced/patronising/abu
sive when people with LD access
groups or other leisure activities
that are open to the general
public. It's horrible but it's true.
We should be able to access
choirs/ painting classes/ yoga
groups/ etc that are open to the
general public (not merely the
narrow range of clubs set up
specifically for people with LD).
Segregation is bad".

There was discussion, through the
groups and in the survey, about what
is open to young people verses
adults. Examples were given of
inclusive sessions run by
organisations, like Nova sports and
SASP, and there was a desire for this
type of activity to be opened up to
adults with learning disabilities




Only 35% of respondents said they were able to choose when they received
support to go out. Barriers to be able to do this mainly centered around the
requirements of the company providing care or the ability to get transport.

For example, we heard that young adults were going home at 8pm so the
carer could get them ready for bed. At the provider session we talked about
organisations in urban areas, such as the Stay Up Late organisation, and
how micro providers could be used to support this as they often are more
flexible around working hours.

Free time

Do you get to meet people like you with the same needs or
diagnosis?

Can you learn new things if you want to? (this could be at college,
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There was also an element of protection, which was impacting on what
people with learning disabilities and autistic people can do. The provider
session discussed that they see a belief that they should be completely
protected from any level of risk. The lack of sexual health support could also
be evidence of a protective bubble being placed around this group. While we
wouldn’t want to expose anyone to harm, there is the reality that most
people make bad choices, and we learn from them.

One young adult, in the 18-24, age group stated a barrier to them being able
to spend time with their friends is they “work and their friends’ parents
won't let them, even though they are adults”.



CASE STUDY FIVE

We recently organised an away day at an activity centre. In advance we
checked all the accessibly arrangements and explained the needs of the
adult who was coming with us. Due to the distance from our office, we
were unable to visitin advance, but we were assured the venue would
be suitable as it was completely accessible.

On arriving at the venue, we discovered the area we had been assigned
was up a steep muddy stony path, totally unsuitable for a power
wheelchair. The centre had previously managed to get a manual
wheelchair up the path so had presumed it would be okay. The centre
relocated us to one of their storage areas so we could all stay together
as we insisted-splitting up was not an option.

When our team member;needed to.use the toilet, we discovered the
accessible toilet was upstairs with no working lift. We discovered that
this was a regular occurrence for her, so the young adult had previously
had her van converted to cater for such circumstances.

This incident led us to reflect on how we have no help available to
support organisations to understand what accessible looks like, how
needs can be so varied, and provision needs to be individualised.



“People with a learning disability are more likely to have physical health
problems, such as obesity and diabetes. Certain kinds of learning disability,
such as Down’s syndrome, can make people more vulnerable to respiratory
infections, which can increase their risk of dying from COVID-19” (LGA 2021).
During the last 18 months access to health services has often had to be
remote via online platforms, despite this 74% of respondents felt they were
supported to look after their health needs all or some of the time. Highest
levels of support came from family, doctor and optician.

helped to look helped to look helped to look helped to make helped to make helped to make helped to
after my health after my sexual after my sure | eat well sure | get the rest sure | get exercise understand my
health wellbeing (mental | need | need needs/diagnosis
health)

General Practitioners (GP'S) were seen as being good and supportive, with
regular health checks helping to manage diet and weight, being seen as
useful. It worked especially well when you are able to see the same person.

Some people liked the ability to manage prescriptions online, and having
them sent to the house was working well, because they didn't need to
physically go to the surgery.

Only 28% of those taking the survey felt they had support to look after their
sexual health needs, this was very low compared to all other areas. We
heard that this may stem form a misunderstanding that people with
learning disabilities do not have sex. Young adults with learning disabilities
told us that often they are spoken to like young children and are seen as
much younger than they are.



“| get plenty of support for my
health from my family and if |
need help from doctor/ dentist
then | can get that although the
dentist has to be a private
dentist as the special needs one
moved 15 miles away and | need
to be local”

Although 79% of respondents stated
they help to manage their wellbeing,
access to specialist mental health
support was seen as difficult to get.
Responses from several people
indicated they felt they would
benefit from a counselling service
and services to understand mental
health needs. AuSomer stated that
"levels of autistic people reporting
anxiety and depression are at high
levels. Mental health services won't
help due to the diagnosis of autism,
and there is no support or help to
live with these issues".

Carers and care workers also
reported that support from the
mental health team was not
happening, stating the “mental health
team is no good".

An increase of training and
awareness raising for everyone in
mental health, and condition specific
training such as autism and ADHD,
was seen as vital if improvements are
going to be met. There was specific
reference to cases of bullying from
government departments and local
authority staff, which it was felt had
resulted from a lack of
understanding.

“For training to be effective
training needs to be delivered
by people with lived experience,
not people who know about
Autism from a book.”

AuSomer representative
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Diagnosing autism in females training for practitioners in health
care needs to be updated.

| was denied a diagnosis because my parents weren't involved. This
needs to change. In other parts of the UK, the NHS is more
enlightened, and they are moving in the right direction. In
Somerset, my experience of the Sompar diagnostic service was

appalling.

Middle aged women need to be able to go through the diagnostic
process and get a proper diagnosis, without having to involve
elderly parents.

| wanted to be assessed by the Lorna Wing Centre under the
Patient's Choice scheme but was blocked in doing so. | was told
that the ADOS test was the gold standard of testing but unless the
practitioner has a special interest in the presentation of autism in
women, it is quite clear the ADOS method is best suited to
revealing autism in young boys, not middle-aged women.




IMPACT OF THE COVID PANDEMIC

Life has changed for everyone
during the covid pandemic, but
even more so for people with
learning disabilities. The loss of
routine, activities, and contact with
family and carers was often
confusing and distressing.

People told us that the changes to
normal activities caused upset and
anxiety for them. Groups tried to
minimise this and made changes
to normal provision, such as from
outdoor activities to small groups
craft session, to keep something
available.

While some individuals have found
that it was easier as they have not
had to interact with people, most
people are reporting that things
are harder.

Those with a caring role told us
that they had to pick up a large
volume of the care during the
pandemic, and often felt isolated
and abandoned. Similarly, those
being cared for felt forgotten. This
has led to significant anxiety and
reinforced the feelings of isolation.

Impact of Covid

It made completing forms

It made doing my shopping

It made doing the things | want to do

It made learning

It made working or volunteering

It made getting to medical appointments
It made seeing my friends and family

It made my life

0.00%

W Easier ™ Harder

2000% 40.00% 60.00%

m Stayed the same

L]

80.00% 100.00%

w Don't know



Many organisations told us how
they had to shut over covid, as the
requirements made it not viable to
continue. For smaller voluntary run
groups, the risk assessments and
additional covid measure were
really hard to implement and these
closed. As part of the stakeholder
mapping, we found that around
15% of organisations were not open
or planning to reopen and this is
impacting further on having things
to do during free time.

Organisations that have reopened
are reporting declined numbers,
with the underlying cause being the
level of anxiety about coming back
out and returning to a level of
normality. At the provider session
we discuss how this will need to be
supported and the challenge this
will create with funding. For groups
to do this there will need to be a
higher ratio of staff and/or smaller
groups.

Historically it has always been
challenging to get funding for
activities that support small
groups, and this is a potential
barrier which will prevent activities
running as groups will need to
remain small to help people
manage their anxiety.

Throughout the consultation
access to information has been
highlighted as a weakness,
however, we were told there has
been lots of good easy read
information to explain what COVID
is, and all the rules what you can
and can't do etc. We need to
review this and how we can use
these approaches more widely to
improve access to information
across the system.

“It was shocking that vital
services were deemed non-
essential and simply not
Provided for so long - we
elt pretty much
abandoned.”



CASE STUDY SEVEN

We spoke to an organisation who had made the decision to close for
a significant period due to the covid pandemic. Although they had
been able to use the furlough scheme, they had lost money and
when they reopened had to do so with a significant reduction in
staffing. We discussed the frustration of planning to reopening and
then having to change plans at the last minute due to national
changes.

People are nervous to come back out, but things are starting to pick
up. While it's not as busy there is additional work including
significant cleaning down required between users and this reduces
the amount of people they can have in and therefore money coming
into the business.

We discussed clubs and activities which has previously been run and
how these had needed to stop as funders were expecting high take
up between 30-40 when the level of needs realistically meant it was
only safe to have 10.




During the last 18 months the use of
technology has become the default
model for lots of services. Internet
access has become essential to be able
to access health appointments, work,
learn and to access basics like food.

The consultation has shown that due to
lack of access to work, the need to pay
for care needs and benefits not
matching the rate of inflation many are
reporting that they are struggling
financially.

Researchers at Cambridge University
state that “the likelihood of having
access to the internet from home
increases along with income, such that
only 51% of households earning
between £6000-10,000 had home
internet access compared with 99% of
households with an income of over
£40,001. The link between poverty and
digital exclusion is clear: if you are poor,
you have less chance of being online
(Holmes and Burgess 2021).

| can choose not to use a computer, tablet
or mobile phone

| can go online when | want to

| have been able to try using a computer,
tablet or mobile phone

| have my own computer, tablet or mobile

| can use a computer, tablet or mobile
phone for appointments

| can choose when | use a computer,
tablet or mobile phone

| can use a computer, tablet or mobile
phone

0.00%

“It is essential for me to have face
to face or in person support as
the reliance of meeting people
online for the last year has
affected my mental health
negatively and | don't find it very
useful.”

Only 35% of respondents reported being
able to use a computer, tablet or mobile
for appointments and 31% were not able
to go online when they wanted or needed
to. Being able to access the information
online was also a barrier for many and
they needed help to understand it. We
heard that often access to services was
limited to one form of contact and this did
not work for everyone.

For example, online or phone access was
often seen as overwhelming and a barrier
with people wanted to be able to text or
email. Lots of people told us they had to
use a phone, and this made it impossible
to look at lots of information or to
complete forms. Individuals who are
confident in using technology reported
finding platforms like teams or zoom
overwhelming especially if there were
multiple people involved.

20.00% 40.00% 60.00% 80.00% 100.00%


https://www.ons.gov.uk/peoplepopulationandcommunity/householdcharacteristics/homeinternetandsocialmediausage/articles/exploringtheuksdigitaldivide/2019-03-04
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The review of the local provision for individuals
with a diagnosis of learning disabilities and/or
autism, will help to shape the community fund to
ensure it reflects the local needs.

We know the demand for care will continue to
grow over the coming years and it will be essential
that a robust strategic plan to meet the needs of
individuals with a diagnosis of learning disabilities
and/or autism, which places them at the heart, is
implemented.

The report has highlighted areas of provision
which need to be improved for individuals with a
diagnosis of learning disabilities and/or autism.
While some of these are outside of the remit of the
Community grant funding, there are many things
which the grant can support which will impact
positively on the quality of life of this group.

Throughout the consultation we have heard clear
messages about what our community needs. The
key to the success of the funding is contingent on
listening to and involving individuals with a
diagnosis of learning disabilities and/or autism.



Somerset Parent Carer Forum C.I1.C is an independent not for profit
Community Interest Company formed by parent carers in 2016. The directors
of the forum are all parent carers themselves and we are advised by a
steering group who is made of up parent carers in Somerset.

The forum feels passionately about ensuring all our children and young
people have the best chance in life and receive the correct support and
services in order to achieve their full potential. Our company strongly believes
that it is only by listening to those that use services can we improve their
experience and ensure they are getting the best opportunities in life.

Our three main aims are to:

Enable families to have a voice - we support the development of
participation, a process in which service users work together with
professionals to make improvements to local services. We act as a conduit for
a wide variety of local professionals to work with children and young people
with special educational needs and disabilities. We organise consultations,
surveys, focus groups and events for people to come together and share their
experiences.



Enable families to have the information they need - Through our support
groups, events, and telephone line we support our community in accessing
the information they need. Our website has information on local issues such
as education, health and benefits and family life.

Enable families to support each other - We organise local groups and
workshops to bring parents carers together for practical and emotional
support. We organise coffee mornings so parents can make new friends and
socialise.




o 1.‘ N

AUI\/I COMMUNITY NETWORK ..C
T/A AUTISM SOMERSET

www.autismsomerset.org Company No: 7894336
Brentholme, Burton Row, Brent Knoll Somerset TA9 4BX

Email: allison.ward@autismsomerset.org Tel: 07585906166

Our Aims, Founder & Directors

Our Founder Campbell Main set up Autism Community Network CIC 30th
December 2011 https://beta.companieshouse.gov.uk/company/07894336.
Trading as Autism Somerset the original website began life in response to the
NICE

Guidelines https://www.nice.org.uk/guidance/cg142 the Autism Act
http://www.legislation.gov.uk/ukpga/2009/15/contents.

Autism Somerset’s activities benefit individuals, their families and carers who
are affected by the autism spectrum and comorbidities including Education,
Health & Social Care agencies charged with supporting individuals, families
and Carers.

We offer training and consultancy to Public and Private providers of that
support., families, individuals, communities, schools and employers.


http://www.autismsomerset.org/
http://www.autismsomerset.org/

Our aim is to build a ‘community membership’ for those who come into
contact with autism sharing a common interest in the wellbeing of those
affected. We do this by enhancing awareness and understanding of the
condition and its comorbidities. As part of our autism communication
strategy, we offer a calendar of training, events and 1-1 coaching.

e Training and events are designed to facilitate opportunities for continuing
professional and personal development for individuals, families and
professionals alike.

e Our objective is to work collaboratively with agencies to inform, advocate
and raise autism awareness while asking what is needed so we can
signpost effectively.

e Our training courses are directed at raising autism awareness for parents,
carers and professionals with workshops to improve emotional wellbeing,
resilience, employability and mental health.

¢ |nresponse to high anxiety in Autism we have developed a 12 Step
Anxiety Program which leads to a continuing peer-support group.

On the 1st January 2016 Allison Ward, parent, trainer, and coach joined the
team, sadly due to ill health Campbell resigned but continued to advise and
advocate. On the 30th December 2018 Stephen Bradshaw joined us, with a
successful career setting up and running special schools and residential care
for both children and adults.

Our Newsletter reaches over 3000 readers, and we maintain a social media
presence.



Appendix B 3 Stakeholder list/directory

Organisation

What the organisation does

Contact details

Discovery Day

Discovery provides a range of activities for adults with learning

https://discovery-uk.org/contact/

The Young Adults who attend Pod PLUS have additional needs and are
aged 18-30 years. The ratio of staff to members is 1:5, however there
are members who attend with their own Personal Assistants.

Activities are led by the members with a firm favourite being Casino
nights & Zumba! Other activities have included cooking and arts and
crafts as well as meals out and a horrible history tour of Frome. The
group are always looking for ways they can engage in community
activities.

Services disabilities and/or autism.
They work together to provide activities that promote greater The Exchange
independence, confidence, self-esteem, choice and inclusion. Express Park
People they support can access a range of activities including gardening, | Bridgwater
sports, games, cooking, arts and crafts, storytelling and going into town. | Somerset
Whatever the people they support want to do, they will do their bestto | TA6 4RR
make it happen. 0300 303 9013
Whether someone needs only a few hours each week, or an intensive
period to work towards a specific goal, their experienced staff members
will support them to achieve their aims. And as the people they support
develop their skills, they adapt their services to meet their clients'
changing ambitions.
The POD Pod Plus is a social club that meets every Monday night except for Bank | RISE, Whittox Lane Frome,
POD Plus Holidays at the RISE, Frome, BA11 3BY. Somerset. BA11 3BY

Nicki Tel: 07592 501022 (Pod Plus
Lead Worker & Administrator)



https://discovery-uk.org/contact/



mailto:info@openstorytellers.org.uk
http://www.compassdisability.org.uk/uploads/documents/Social_Model.pdf
http://www.compassdisability.org.uk/uploads/documents/Social_Model.pdf



https://reachyouth.co.uk/testimonials/
https://reachyouth.co.uk/alteduplacements/
mailto:info@reachyouth.co.uk



mailto:admin@youfirstsupportservices.org.uk
mailto:admin@youfirstsupportservices.org.uk
http://www.youfirstsupportservices.org.uk/



mailto:reachrespite@gmail.com
http://www.reachrespite.co.uk/
mailto:info@enableandsupport.co.uk



mailto:Adults@somerset.gov.uk
mailto:office@peoplefirstdorset.org.uk
https://www.facebook.com/Yeovil-Peer-Support-Group-297256084077537
https://www.facebook.com/Yeovil-Peer-Support-Group-297256084077537



mailto:info@magdalenfarm.org.uk
mailto:hello@thehubyeovil.co.uk?subject=Re%20-%20The%20Hub%20%E2%80%93%20Yeovil,%20via%20Health%20Connections%20Mendip
https://www.thehubyeovil.co.uk/



mailto:info@able2achieve.org.uk
mailto:office@ausomer.org.uk
tel:+441460394375



mailto:info@conquestcentre.org.uk
mailto:focuscare@hotmail.com
mailto:office@peoplefirstdorset.org.uk?subject=Re%20-%20Our%20Voice%20Somerset%20%E2%80%93%20Street,%20via%20Health%20Connections%20Mendip



tel:+441305257600
mailto:mickh.julieb@btinternet.com
mailto:street@salvationarmy.org.uk?subject=Re%20-%20Strawberry%20Club,%20Street%20%E2%80%93%20Social%20group%20for%20adults%20with%20learning%20difficulties,%20via%20Health%20Connections%20Mendip
tel:+441458448963/01458445232
https://www.salvationarmy.org.uk/street
https://www.salvationarmy.org.uk/street
https://www.bing.com/local?lid=YN1029x100318730&id=YN1029x100318730&q=Orchard+Vale+Trust&name=Orchard+Vale+Trust&cp=51.21188735961914%7e-2.6906509399414062&ppois=51.21188735961914_-2.6906509399414062_Orchard+Vale+Trust
mailto:info@orchardvaletrust.org.uk?subject=Re%20-%20The%20Orchard%20Vale%20Community%20Gardening%20Project%20%E2%80%93%20Wells,%20via%20Health%20Connections%20Mendip
tel:+441749671706



https://www.orchardvaletrust.org.uk/
https://www.orchardvaletrust.org.uk/
https://choices.somerset.gov.uk/025/send/community-team-for-adults-with-learning-disabilities-frome-glastonbury-and-mendip/
https://choices.somerset.gov.uk/025/send/community-team-for-adults-with-learning-disabilities-frome-glastonbury-and-mendip/
https://choices.somerset.gov.uk/025/send/community-team-for-adults-with-learning-disabilities-frome-glastonbury-and-mendip/
https://choices.somerset.gov.uk/025/send/community-team-for-adults-with-learning-disabilities-frome-glastonbury-and-mendip/
https://choices.somerset.gov.uk/025/send/community-team-for-adults-with-learning-disabilities-frome-glastonbury-and-mendip/
https://choices.somerset.gov.uk/025/send/community-team-for-adults-with-learning-disabilities-frome-glastonbury-and-mendip/
https://choices.somerset.gov.uk/025/send/community-team-for-adults-with-learning-disabilities-frome-glastonbury-and-mendip/
mailto:Adults@somerset.gov.uk



mailto:annie.smith@somersetlta.co.uk
mailto:bathfiltonbands@gmail.com?subject=%5Bobject%20Object%5D
tel:0795345591



tel:+441749671706
tel:+447340495520
https://www.orchardvaletrust.org.uk/
https://www.orchardvaletrust.org.uk/



mailto:pcwilson@talktalk.net
mailto:info@upsanddowns.net
http://www.somersetactiveliving.org.uk/
mailto:carers@somersetrcc.org.uk
https://www.cambiangroup.com/lufton-college?utm_source=John%20Catt&utm_medium=web&utm_campaign=specialneedsguide.co.uk
https://www.cambiangroup.com/lufton-college?utm_source=John%20Catt&utm_medium=web&utm_campaign=specialneedsguide.co.uk



http://mailto/
http://mailto/
mailto:education@cambiangroup.com
tel:01373%20456%20470
mailto:farleighfecollege@priorygroup.com



mailto:office@inauraschool.org
mailto:newburymanor@priorygroup.com
mailto:northhillhouse@priorygroup.com



tel:01278%20641%20426
mailto:sedgemoormanorschool@priorygroup.com
mailto:sedgemoormanorschool@priorygroup.com
mailto:%20referral@silverbridgeschool.co.uk
mailto:%20referral@silverbridgeschool.co.uk



https://www.carehome.co.uk/carehome.cfm/searchazref/80813






https://drive.google.com/file/d/1jiOnITZngCmujBQ52kx5gyI62MCEz9hW/view
https://drive.google.com/file/d/0B4G_vxabtN4FakllZm1Ocm1Najg/view?resourcekey=0-FwgV0tumaIkg11kboVo31g
https://drive.google.com/file/d/0B4G_vxabtN4FakllZm1Ocm1Najg/view?resourcekey=0-FwgV0tumaIkg11kboVo31g
https://drive.google.com/file/d/0B4G_vxabtN4FakllZm1Ocm1Najg/view?resourcekey=0-FwgV0tumaIkg11kboVo31g
https://drive.google.com/file/d/0B4G_vxabtN4FakllZm1Ocm1Najg/view?resourcekey=0-FwgV0tumaIkg11kboVo31g
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