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“We can’t change the world, but we can
create a ripple, that creates a stream, that

creates a river, that creates a tsunami. 
Our stories are those ripples.”

 
Dame Philippa Russell DBE, 
speaking at our final session entitled 
'A Call for Action'
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Foreword

The Impact of Social Care- July 2022

My first introduction to social care was with a rude awakening. Although I have always had a bit of a militant
streak, I never realised how much it would be called on in the lead up to getting a decent support package. 
In the beginning I was offered and given thirty minutes of home care; a district nurse to get me up and out of
bed and a bath nurse on a Monday. 
Because most Bank holidays fall on a Monday, when this happened it could be three weeks until I bathed!

In 1986, I wrote to the Director of social services where I live and asked if I could swap services for cash. 
It took two years and was known as an indirect payment. I managed to get 36 other disabled people on this
scheme which was known as the Independent Living Project (not to be confused with the ILF). 
It was after this that my Local Authority invited me to join the joint strategy group; and on a trip to London with
them I first met Jane Campbell who introduced me to the Independent Living Fund. 
I often think about those days and how I bet my Local Authority rue the day they ever took me along. 

During the last 30 years my support package has grown to 24 hour support which has enabled me to
have a life. It also introduced me to Disability Politics and the social model of disability. It has enabled me to
travel all over Europe talking about Independent Living. However, the future is far from good for disabled
people in this country. Many of my peers and colleagues do not get the support they need. Many are struggling
to pay care charges and, in the current climate, they are now reduced to worrying about such things as
whether or not they can afford to charge their wheelchairs. 

Recruitment is a nightmare for most of us, with pay levels often lower than that which would be paid to a dog
walker. We must not give up the fight – together we are strong – we must encourage young disabled people to
carry on the fight.

This project emerged from a meeting on Facebook between two long-standing disability activists and
campaigners: Myself and Katie Clarke. 
I have been managing my own Direct Payment since the 1980s, and Katie has been managing her daughter
Nadia’s Direct Payment for the past 20 years. 

As our discussion took hold, we were joined by Katie’s daughter Nadia and Pippa Murray, who has campaigned
alongside Katie since the late 1980s.
Over several conversations about direct payments and the difficulties involved in the recruitment of Personal
Assistants, the discussions inevitably moved towards wider social care issues – and the impact on the
individuals whose lives are unavoidably and inextricably caught up in this system.

Anne Pridmore- Member of the project steering group
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Introduction

The Impact of Social Care- July 2022

The historical context

Before turning towards the project, we can first consider the context.

The last ‘State of Care’ report published by the CQC (2021), highlights growing inequalities in our society, with
people in need of social care services and those who care for them experiencing far higher rates of ill health. 

The pandemic served to expose and exacerbate already growing inequalities, particularly in relation to age,
ethnicity, disability, economic deprivation and for those caring for friends and family members. 
The pandemic added additional strain onto our social care system; already in crisis after a decade of austerity,
leading to increasing delays in people waiting for assessments, and pressure to cut services and budgets. 
It also led to a significant increase in the number of people becoming unpaid carers. 
These factors in turn have led to a massive increase in demand for mental health support, with Mind reporting
‘more people in mental health crisis than ever recorded’.

‘Not being able to access the right care and support when it is needed increases the risk of individuals’ mental
health deteriorating. This is a long-standing challenge, which has been exacerbated by the increased demand
on mental health services due to COVID-19’. (CQC)

The current cost of living and fuel crisis has come at a time when our social and health care services are facing
unprecedented challenges. There are simply not enough support workers to meet demand and not enough
social workers to carry out assessments. 
At the same time, many people in receipt of social care services are facing increases in charging for
their services and cuts to their budgets. For those in receipt of Personal budgets, many are finding that they are
no longer able to attract skilled workers to provide their support.
Increasingly, unpaid carers (family members and friends) are being relied upon to fill the ever-widening gap.

Social Care reform must now be a high priority, with growing awareness of the interdependence between health
and social care needs and services, and increasing evidence of the urgent need to deliver on the promises and
expectations established by the Care Act.

In 2014, the introduction of the Care Act brought the concept of 'Personal Budgets' into legislation, intended as a
statutory right for people accessing social care for the first time.
Despite the fact that the 'Putting People First' concordat (2010) has improved Local Authorities' understanding of
how to implement this Act – including Personal Budgets and strengthening self-directed support – there are still
many cases where the Act is used against individuals.

Until the introduction of the Care Act, personal budgets were only recommended as best practice in terms of
self-directed support, and people did not have a right to receive them.
Personal budgets offered a much broader and more flexible mechanism for people to use their eligible funding
in a way that made sense for them and met their needs in the best possible way.
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Introduction

The Impact of Social Care- July 2022

 Everyone is born 'in'

 All means all

 Everyone needs to be 'in'

 Everyone needs to be 'with'

 Everyone is ready

 Everyone needs support

 Everyone can learn

 Everyone can contribute

 Everyone can communicate

 Together we are better

Self-Directed Support is not a new idea. In the late 1980's, three residents of a residential home decided to
“break free” and wrote to their Local Authorities asking them to substitute the residential fee for cash, in order to
pay for their own care in their own homes. 
At this time Local Authorities were unable to pay cash into individuals’ bank accounts. The money
was paid into a Disabled Peoples User Led Organisation (DPULO). The disabled employer would then send in
the hours each month and the DPULO would deposit it into their account. This became known as a third-party
payment. In the early 1990’s, the British Council of Organisations of Disabled People (BCODP) set up the National
Independent Living Organisation based in London and managed by disabled people. Disabled people through
the organisation Direct Action Network were fundamental in getting the change in the law
which resulted in the Direct Payments Act of 1996.

Over the past 30 years, due to changes to the right to access them, the uptake of Direct Payments has gradually
increased, but it is still at a much lower number than initially anticipated. The United Nations Convention on the
Rights of Persons with Disabilities (2006) laid out what disabled people should expect in terms of their rights to
equality, independence and choice in their lives, and this, in turn, was supposed to influence government policy
in the UK.

Self-direction aligns with the social model of disability - recognising that people are disabled by society and that
by making changes, reasonable adjustments and by implementing good support in the right places, disabled
people are able to participate and contribute to society as active citizens. 
In other words, to have meaningful and purposeful lives.

This also aligns with the core values of inclusion:
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The Impact of Social Care- July 2022

It has taken several years since the introduction of the Care Act for direct payments (and later on personal health
budgets) to build momentum as a recognised mechanism for people to self-direct their own support; many
people have experienced tight restrictions and limitations around their use of Direct Payments under Local
Authority policy. 

In addition, the funding and culture of care in the U.K. makes it increasingly difficult for individuals to find good-
quality personal assistant support.

We know that the current system of social care is essentially broken and at crisis point. It is chronically under-
funded and, crucially, under-valued. Many brilliant, talented and committed individuals have been working
tirelessly to make changes in the system of social care for many decades now. 

We have seen ideas come and go; and we have watched inordinate amounts of funding being channelled into
an array of laudable programmes with often little significant difference made to people receiving social care at
the end of those
programmes. 

Many Local Authorities set up huge departments in the name of Direct Payments and Personalisation, thus
wasting vast amounts of money which could have been better spent on providing Personal Budgets.

Returning to the discussions of the project team, some clarity emerged regarding common and shared
experiences. Bearing in mind that, between them, the discussants had direct experience and decades of
networking with and working alongside hundreds of disabled people and family members using social care. 

The common understanding was that social care funded support:
1. is a battle to get;
2. very often does not meet assessed needs;
3. does not necessarily allow for access to employment, leisure activities and/or meaningful inclusion in local
communities;
4. almost always results in an increase in stress and mental ill-health.

In other words, the core aspects of the Care Act are weak and do not reflect the United Nations convention on
Rights of Persons With Disabilities (UNCRPD). The Care Act talks a lot about “wellbeing” – but whose wellbeing
are we talking about?

These latter two points were viewed by the discussion team as the crux of the problem. It was felt that
assessments within social care had a biased emphasis on the physical and practical aspects of care. 
In other words, there are many within Local Authorities who have come to believe that if you get someone up in
the morning, toilet them and feed them, then their duty under the Care Act is fulfilled.
As a result, little attention was being paid to the understanding and support around meaning and purpose in the
lives of individuals. Yet, without this essential psychological and behavioural understanding, people were being
exposed to increased risk of emotional and mental ill-health.
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The project team were at a point where we recognised the need for radical change.

What we wanted to achieve:
1. Bring together disabled people and family members;
2. Demonstrate the commonality of experiences and highlight the ideas of disabled
people and their family members with respect to the future of social care;
3. Raise awareness of the reality facing disabled people and their families with respect
to social care;
4. Highlight solutions which come directly from those people most affected by the
entrenched problems running through social care.

What we did:
We ran a series of six online monthly workshops from January to June 2022. Whilst the common theme was
mental health and well-being, each workshop had a different angle and these were taken up by a variety of
participants.
Although we had developed a plan for each workshop with an outline of the topics to be covered, we altered
this slightly to accommodate the priorities and interests of participants.

The following topics were covered:

1. Assessments.

2. Rights and entitlements.

3. Poverty, social care and care charges.

4. Diversity, inequalities and social care.

5. What is the most important issue you face?

6. A call for action.
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Each workshop followed a similar format. We invited 3 or 4 speakers to share their experiences of the subject
for a period of 10 to 15 minutes each. When all presenters had given their talk, we opened up the session for
questions and discussion.

During the course of the presentations, participants were invited to put any comments, questions and relevant
resources into the chat function. Each workshop was recorded, and we had BSL interpreters signing the entire
workshop series.

Following each workshop, we emailed participants thanking them for their contributions and sending them the
link to the recording, any power point presentations from the presenters, and a list of resources gathered
during the session.

Did the grant make a difference?

A total of just over 200 people were involved in the project. 
Of those 200 people, 50% attended more than one session. Most people came for an average of 3 sessions with
a small number of people coming to all sessions.
People attending included disabled people; family members; parent/carers and a small number of allied
professionals (many of whom were also disabled people).
This report has been produced to highlight the very important and real stories and insights gathered from the
workshops. 
It will be shared with organisations and campaign groups to help influence and shape the thinking about future
support for people who draw on health and social care.
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At the time when discussions commenced about the
project, we were still experiencing the lasting impact
of the Covid-19 pandemic in the UK. 
We had moved the majority of our engagement work
with people and families online, so we knew that the
best and most accessible way for people to engage
and contribute would be via an online video
conferencing platform.
We developed flyers and promotional information
about the sessions, and we also invited people to
share their ideas for session themes. The themes
developed naturally as we began to have
conversations and to listen to what was important to
the people we spoke to.

How we engaged with

Developing 'closed caption' functionality on the 'live' workshop sessions
Understanding how to develop supported communication using BSL interpreters over 'live' workshop sessions-
this included understanding how to designate 'multiple PIN' rights to the BSL interpreters and having two
interpreters at each session who could alternate with one another to provide full translation to deaf participants
and presenters
Ensuring each session was recorded and could be shared with participants afterwards, as well as anyone who had
expressed an interest in the 'live' session, but was unable to attend.
Providing a range of different ways for people to contribute their views, stories and ideas: Email, Online feedback
form, Chat function, Raised hand function, Offering one-to-one meetings

Following initial meetings with the Project Team, a number of considerations around accessibility were identified:

The sessions were widely promoted via Bringing Us Together & Imagineer's mailing lists and Social media platforms.

our contributors

Things we needed to consider

The Impact of Social Care- July 2022 10.



Feedback has been unanimously positive. Participants have told us they felt empowered by the
discussions:

Feedback and testimonials

The Impact of Social Care- July 2022

Just a quick message to thank Pippa, Katie,
Nadia and Anne for the past six months of

wonderful exchanges. 
We have all found them to be extremely

stimulating for us personally as well as the
wider issues

 

As a disabled person who has been
involved in disability politics for many
years, I personally found I learnt a lot

from parents. 
It was so interesting to

hear their views and experiences. 
I realised their struggle is the same as

mine
 

The project has given me a lot of hope for the
future - 

that people in receipt of services 
and organisations that support them can work
together to create change and to develop the

infrastructure needed to support the sector
 

We hear a lot of talk in social care about 
‘co-production’...

 How good it is, how
it is the way forward. But the problem is that

genuine co-production, where
power is truly shared, is incredibly rare. 

The words of co-production mean
nothing without attention to power and the

status quo
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Feedback and testimonials

The Impact of Social Care- July 2022

I’ve been bowled over by all the sessions. 
Each one has brought something very

special. 
Disabled people working with parent carers…

individuals and organisations. 
Contributions from participants and speakers

… all amazing
 

I’ve heard some incredible speakers - 
women and role models who inspire

and all the sessions have spurred me on and
renewed my determination to

make social care work for my son in the next
period of his life. 

I have learned useful facts and found
contacts.  

I understand more about people who aren't
getting the service they desperately need

 

The sessions have been incredibly
useful at a personal level, providing

hints and tips and inspiration to make
my son's personal budget work 

better for him
 

We often have a tendency to complain about
how bad it is, and then come

back next time and do the same. 
People have good reason to complain and I
am appalled at how badly many people are

treated but we must not become a
place where people complain and nothing

happens.  I would like there to be
solutions for the people who are not getting

the services they need.  I liked
that there are outcomes which will be

pursued

These sessions prove that people who
use services and the organisations that

support them can work together to bring
forward practical and inspiring

solutions that will make social care work
better for everyone
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Feedback and testimonials

The Impact of Social Care- July 2022

As a practitioner it was extremely important
to understand the impact of poor

contact and decision making for clients
 

Bringing Us Together provided a
forum to empower all who felt

disempowered
with services and processes

It has given me hope that we
are not in this alone

 

I have really enjoyed the sessions by
Bringing Us Together and Being the Boss.
It is good to hear the range of experience

and strategies from people in the
(virtual) room

Bloody Awesome sessions! Being in it
together lifts your spirits up, knowing

that you are not alone

13.



Requests for help

The Impact of Social Care- July 2022

In addition to such appreciation for the sessions, we also received heart-breaking emails and calls from people
begging for our help. 

Such comments included:
“Please help my family.” (This particular comment accompanied a video from a mum showing her son in acute
distress due to their extremely unsuitable housing situation. In this particular instance, in spite of supporting
letters from a range of professionals – including social care – their situation remains unresolved. 
This is causing great mental anguish to all family members).

In light of such comments, both positive and also those calls for help, all participants expressed the need for
something tangible to come out of the project.

In response to this expressed need for something to happen to all the information gathered as a result of this
project,  and in addition to the wide circulation of this report; we are also going to hold an additional workshop
for participants to discuss the report and further add to the impetus it might create.
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The session themes

Social Care Assessment and the
impact on our Mental Health

Rights and entitlements

Poverty and Care charges

Diversity and inequalities in
Social Care

What is the most important issue
you face in Social Care?

A call for action

The Impact of Social Care- July 2022 15.



Session 1:

19/01/22 with Speakers: Nadia Clarke, Anne Pridmore, Philippa Russell

First impressions count. In social care, the assessment of need is our first experience of a local council if and when we
need help to cope with day to day living activities. 
The assessment is usually carried out by a social worker (Care Manager) or Occupational Therapist. 
It is the start of a journey and sets the tone for our relationship with our local council. 
This first experience matters enormously, it helps to establish expectations.

The way the assessment is arranged and carried out is crucially important as this represents the actual (rather than
professed) values of the council. When we are ‘being assessed’, our experience determines to what extent we ourselves
feel valued, included and honestly represented. 

Our needs being assessed are needed now, so if and when assessments are not completed promptly, this can and often
does have significantly damaging repercussions on our physical, mental and emotional wellbeing.

In this workshop, participants shared experiences of assessments from as far back as the 1980’s until the present day. 
For most, the overwhelming majority of experiences have been negative and included experiences of professionals
making incorrect assumptions about family support, limiting assumptions about their capacity, ongoing delays of over 3
years (and counting) to complete assessments, professionals attempting to cut budgets by 50%, ignoring needs for social
activities or work and withdrawing support that proves successful.

A further point mentioned by Anne was the lack of a distinction regarding the regular assessments of individuals with
lifelong impairments which were unchanging in both the short and medium terms. The money for these assessments
could be more appropriately re-directed.

For carers, experiences shared in the workshop often included feeling undermined, discredited and ignored. 
The discussion included references to intersectionality, specifically the experiences of disabled people and people from
BAME backgrounds who are parents of disabled children. More than one disabled parent of a disabled child compared
their relationship to their council as akin to being in an ‘abusive relationship’. 
One participant who supports 20 disabled parents indicated that two of those parents have stopped asking
for an assessment due to ‘the abuse they have been through because they are disabled parents’.

The impact of these experiences on the health and wellbeing not only of participants, but on their wider family networks
has been significant, with most directly attributing acute and chronic anxiety and stress to the process of being assessed
and even anticipating the next assessment meeting. On top of this, many participants reported the additional stress and
worry involved in complaining about poor, inadequate and incorrect assessments, with some experiencing feeling bullied
by Social Services, penalised or ‘victimised for complaining’.

From the experiences shared in this workshop, the concern is that, as one participant claimed: ‘the very system that sets
itself up as safeguarding … is abusing and undermining the rights of people across the country’.

Social Care Assessment
and the impact on our
Mental Health

The Impact of Social Care- July 2022
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Session 1:

Philippa Russell reminded us of the importance of knowing our rights as detailed in the legal framework, specifically the
key principles laid out in the Care Act such as ‘promoting wellbeing’ and ‘preventing, reducing or delaying needs’, primarily
through promoting wellbeing and early intervention. As Phillipa points out: “we need the information
necessary to use our knowledge as experts by experience”.

Although the emphasis was very much on negative experiences, some participants shared positive experiences of
assessments that went well, which fed into a discussion about what needs to happen so that we are supported well
through the assessment process. 

At a fundamental level, it’s simply about being treated as a person, with respect and dignity.

“This time when they arrived, they were on time which has never happened before, they introduced themselves (to
me rather than the PA’s), they had a cup of coffee that was offered and drank it and said they were here to have a
conversation not to start ripping an assessment apart. I was 19 when I had my first assessment. I am now 37 and that is
the first one that has gone well”.

For many, this is just a starting point and doesn’t go far enough. Much more action is needed. Ideas for what needs to
happen included better access to good independent advocacy, peer support groups and networks, and organisations to
gather stories and actively campaign to change the system, addressing the imbalance of power. 

What’s clear is that we all need access to information about our rights and access to the resources we need
to live a fulfilling life – and presented in an accessible format for all needs.

Social Care Assessment
and the impact on our
Mental Health

The Impact of Social Care- July 2022
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Session 1: How do social care
assessments make us feel
stressed?

The Impact of Social Care- July 2022

It has had a massive impact on my
Mental health. I am fed up of waiting. 
I bought my home 3 years ago but I

can't live in it because the Local
Authority won't fund the support I

need

I have had 5 social workers
come and go. I have been

passed between 3 different
social work teams: Physical
Disability, Older People & 

Learning Disability

The assessment process is not
easy- it is very complicated. 

A fight and a struggle. 
It's exhausting

The council were very intrusive. 
It felt like they were checking up

on me

I feel that the assessment process and the
documents are quite negative. I feel

uncomfortable that the social worker knows all
about my private life

I was fearful before
the assessment

process even
started

When I get the dreaded
phone call to tell me a

review is going to
happen, 
I feel sick

I've had some horrific social care assessments. 
I've requested advocacy and have been refused. 

It's hostile. The assessor has an agenda and wants to
disprove anything you say. Your testimony counts for
nothing. I've been described as a 'vexatious cripple'. 

Whenever a brown
envelope comes
through the door,

anxiety rises

 People are in desperate need of support but
they don't contact social services because of

the trauma they've experienced from
statutory intervention- penalising people

asking for support and not listening how to
provide support which works for families

My experience for my son is
that he has ASD & LD but not

severe enough to come
under the community team.

Caught between MH & CLDT,
but nobody is providing

support

I live in constant dread of my care
package being taken away. I know

it’s all about resources but still
feel the current system is

humiliating and sometimes even
traumatic to deal with.

My son was transitioning to adult services and the social worker
expected my son to go to a day centre when he finished school
at  19yrs . There were no washing facilities at the day centre . 
I explained my son needed a shower provided as he can be
covered waist to foot in diarrhoea.
The social worker said that my son could be cleaned up by a
bucket and flannel.

18.



Session 1: What needs to happen
so that the support we receive
helps us feel good?

The Impact of Social Care- July 2022

As disabled people, we all
have to be activists- it's how

we survive!Assessment should be
about a conversation

If they listened and heard what we are
communicating, and enabled us to put the right
support in place it would be so much more cost
effective and our Mental health would be better

I have a life long condition which doesn't go
away. Why should I have to continuously be

reviewed when my condition is lifelong?

Sharing stories is important because it
provides evidence for what care &

support should look like

Carers support group was such an
important part of the support

Could we have another 'State of
Care' TV series focusing on

disabled people? It's a piece of
work that could be done. There's
no geographical parity of esteem

nationally. No benchmark.

19.



Session 2:

Local authority thresholds (also known as ‘the postcode lottery’)
Social Worker knowledge, skills, experience and relationship with us (i.e. have they taken the time to get to know us
as a person? How skilled are they at asking the right questions, gathering the relevant information and arguing for an
appropriate budget?)
Our own understanding of our rights and the legal framework and confidence in challenging others
Our support and resources (family, friends, advocates, networks, access to finances)
Our capacity (time, energy, patience and determination) to see through concerns and complaints

16/02/22 with Speakers: Anne Pridmore, Iggy Patel, Tess Reddington

Just because someone legally has a ‘Right’ or ‘Entitlement’, it doesn’t necessarily mean that this is what we will get. 
As we heard in the first workshop, we need to know what our rights and entitlements are, and we also need to have the
resources available to support us in having them met.

Participants in the second workshop agreed that we need to be prepared to complain and challenge social workers and
local authority decision makers, because it’s not safe to assume we will always – or even usually - be treated fairly or
even appropriately. 
In many cases, it’s not safe to assume that social workers actually know the legal framework they have a duty to follow.

Unfortunately, experience of the ‘injustice of the system’ is all too common, exacerbated by the many variables which
affect what we actually receive, including:

This results in a situation where people who need support and their families can often spend significant amounts of time
recording everything that happens – just in case it’s needed; even following up phone calls with emails so that if and
when that day in court arrives, they have all the evidence they need. 
This in itself can and often does become a full-time job, particularly when things are not going well.

For most people who are new to what is commonly referred to as ‘the system’, this all too often comes as quite a shock.
The realisation that in many cases we need to fight to achieve our rights, and deal with the added stress and strain this
causes, on top of the needs that led us to request support in the first place.

Participants shared experiencing putting up with inadequate support based on incorrect assessments, for example, social
workers assuming that the family are able to continue providing support indefinitely rather than actually checking if this is
the case.  Participants also shared having to fund solicitors’ fees themselves to challenge their local authority due to lack
of access to legal aid funding.

The social model of disability has been formally enshrined in law in the UK since the Equality Act 2010, yet for many
people, the very system which has a duty to address social barriers to inclusion, too often becomes a part of the
problem, for example when Local Authority representatives fail to follow due process or even the law, fail to meet
targets for completing assessments, and in many cases fall significantly short in adequately assessing need. 

The legal jargon used in Social Care often becomes an obstacle and people report experiencing it being used against
them. One participants’ experience has been that actually knowing and advocating for their rights seems to have made
things worse as their local authority has responded in ways that has left them feeling ‘ignored, abused and
insulted’.

Rights and entitlements

The Impact of Social Care- July 2022
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Session 2:
Rights and entitlements

The Impact of Social Care- July 2022

In her presentation, Tess Reddington stressed the importance of ‘knowing the rules’ and making sure we have the
evidence and support we need: “Going into meetings with social services is like swimming with sharks: Never go
alone or unarmed!”. 

Tess also emphasised the importance of working with social workers and understanding their requirements for
evidence. In this way, we can help social services to help us, by developing systems that gather reliable, high quality and
consistent evidence, such as person-centred plans, circles of support and getting into the habit of relating all
expenditure to the care plan.

In discussing what needs to happen so that the support we receive helps us feel good, again participants talked about
the importance of having access to support that helps, such as independent advocacy, peer support and networks of
organisations and individuals who have the information, experience and skills needed to provide good advice.

The notion of ‘being fully prepared’, of knowing how to navigate the system is crucial and underlines the importance of
advocacy, both as a formal professional role; an advocate to help get what we need, and as an informal skillset – a way
of working that we can all develop to help ourselves, our peers, family members and friends.

 
 

21.



Session 2: How does trying to
uphold our rights and
entitlements make us feel
stressed?

The Impact of Social Care- July 2022

It can be tricky to find space in
your own home when you

employ PAs to be with you.
Sometimes you just need some

alone time

Challenging & complaining
takes a lot out of disabled
people and parent/carers

Moving into your own home for the first time- it's
a job on it's own- every day needing to be on the

phone to different people and departments.
Takes a lot of tenacity!

I was told that I am too
intelligent to have an

advocate!!

Lots of social workers assume I have no
capacity. I try to talk to explain- I actually have

a degree. I don't understand why I need to
explain my educational history and

qualifications to get good support with
communicating wishes, preferences and

needs.

22.



Session 2:  What needs to
happen so that the support we
receive helps us feel good?

The Impact of Social Care- July 2022

Centres for Independent Living
(CILs) need to be funded properly

to be able to support people
independently instead of scraping

around for charitable funding

Shared spaces to talk about issues together
are so important- community is important

Using the statutory process and mechanisms which exist such
as Local Government Ombudsman, Tribunals, Writing to your
local MP, Parliamentary Ombudsman to move your situation

forward

Going into Assessments & review meetings fully
prepared with evidence and information to

hand. Write your own agenda, to make sure you
cover everything you want to discuss

23.



Session 3:

16/03/22 with Speakers: Isaac Samuels, Julia Modern, Helen Rowlands

This workshop raised so much interest and so many requests for further information, that Bringing Us Together prioritised
running separate specific workshops on the topic of ‘Disability Related Expenditure’ (DRE), as a way to help meet the very
obvious need.

Participants reported that their local authorities failed to provide clear information about DRE, leading to vast
discrepancies between charges from one person to another, particularly if they are assessed by different councils.
At the time this report is being written, general concerns around the cost of living crisis, exacerbated by rising inflation
and the global energy crisis mean that those of us who are reliant on social care funding and hit by increasing care
charges are experiencing even greater stress and anxiety.

In their latest ‘State of Care’ report , the CQC highlighted amongst other things an estimated increase of 4.5 million people
who have become unpaid carers since the start of the pandemic, with 2.8million of those juggling paid work and care.
After a decade of austerity, the pandemic further exposed growing health and financial inequalities in our society, with
marginalised communities including in particular, those from BAME communities, disabled people, and their carers being
the worst hit.

The workshop proved to be invaluable as a way of sharing essential information about additional financial support people
may be able to access from a range of sources, including their local council, foodbanks and even energy providers. 
At the same time, this sharing of information shed light once more on the ‘postcode lottery’ we experience in our
communities, as support available in one local authority is often not available from a neighbouring council. 

Julia Modern from Inclusion London spoke about the ‘Minimum Income Guarantee’ (M.I.G.); a level of income below
which, people should not be charged for care or support. Although for the current financial year, this level is set to rise
with inflation, one problem with the M.I.G. is that prior to this year, the level hasn’t increased with inflation for many years
and Inclusion London estimate that it’s around 15% lower than it should be. Care charges are resulting in disabled people
having to choose between support or food & heating.

Participants in this workshop reported experiencing going without the support they need to make their budget stretch
and having to spend significant amounts of time in conflict with their local authority, challenging care charge
assessments.This has increased with the demise of the Independent Living Fund to new participants in 2012 and its
closure in 2014.

Central government did contribute to Local Authorities for the first three years but it was never ring fenced and therefore
Local Authorities were not forced to spend this on social care. In addition, many Centres for Independent Living lost their
funding in the mid-1990s becoming providers funded by Local Authorities thus diminishing their ability to be
completely independent.

We even learned of a worrying rise in the number of local authorities taking debt recovery action against disabled people
who are unable to pay their care charges. The gap between the public perception of social care (many assuming that it’s
free like health services) and the reality of many people being charged significant amounts of money, for care and
support that often doesn’t meet their needs, adds to the stress and anxiety people experience and creates more tension
between Local Authorities and those of us reliant on them for funding.

Lack of investment for staff and lack of sufficient funding for the social care sector in general has other consequences,
most notably a growing likelihood that support staff will experience burnout and may leave the profession, coupled with
a growing gap between need for quality support staff and availability.This in itself is the cause of significant worry and
stress for people who rely on support.

Poverty and Care charges

The Impact of Social Care- July 2022
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Session 3:

So what needs to happen so that the support we receive feels good? The most obvious answer to this question is a
significant increase in funding, to ensure that local authorities have access to budgets that can fund the levels of support
people actually need and also to pay for a significant investment in the workforce, to prevent burnout and attract more
people able to deliver high quality care and support. 

It is now generally accepted that it’s a false economy to under-resource social care, because the consequences are that
more people end up in crisis, with significant mental and physical health issues, needing more expensive interventions,
not to mention the negative impact on the wider workforce as more families take on the brunt of care and support
responsibilities to make up the shortfall from the sector.

Those who take up informal carer roles need more appropriate support, training and remuneration; above all they need
to feel they are valued and appreciated, particularly by social workers and others responsible for completing
assessments. 

Participants also talked about the legal framework defining eligible needs needing tightening up, to minimise the
risk of people being assessed differently depending on which local authority and in some cases which social worker is
completing the assessment.

Once again, the need for the support of networks of peers and allies was mentioned as a ‘must have’ and this workshop
in itself underlined the importance of people being able to connect with each other, share information and feel
understood.

Poverty and Care charges

The Impact of Social Care- July 2022
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Session 3: How are poverty and
care charges making us feel
stressed?

The Impact of Social Care- July 2022

I've been using a hot water bottle &
heated blankets in the evenings to
keep warm because I can't afford

to turn my central heating on

Poverty and social care
charges....it's a little bit like

another pandemic...really serious

In the past 3 yrs my son was in a situation where the provider wanted to
reduce the number of homes being run. During covid pandemic, he was

alone in a house with carers who were busy reorganising and not
focusing on him. He is now in a good place but they are understaffed. 

The people he now lives with have complex needs. 
No stability, no continuity. 2 staff have just left with burnout/exhaustion.

I'm married, and it's assumed that my husband will take
on the bulk of my care for no payment because he is

married to me. The impact on his side because I'm
disabled and cannot be left alone is tremendous. I do
have a carer and am funded by my LA but the bulk of

the care is assumed to be my husband

 The adversarial relationship which
statutory services and agencies have
with people [who draw on social care]

is causing more issues
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Session 3: What needs to
happen so that the support
we receive helps us feel
good?

The Impact of Social Care- July 2022

People are suffering badly because of the
appalling way we treat carers. We need to
get carers properly paid and with proper
training & support. They are an extremely

undervalued group of people

The more allies you have, the stronger
you are

The Equality Act & Care Act are not detailed enough to highlight
unmet needs- they're open to interpretation and need to be more

defined

LAs need to tell Central Government that they don't have any
money to meet their statutory duties. Is there a way of getting a

collective voice of councils coming together to get the
message across to central government?

27.



Session 4:

13/04/22 with Speakers: Yewande Omoniyi, Iggy Patel, Devorah Diamond/Fran

Our fourth workshop brought together another wealth of highly knowledgeable speakers, largely those with lived-
experience. The aim of this workshop was to highlight the vital importance of incorporating an understanding of diversity
in order to fully do justice to self-directed support, whilst maintaining fair and equal services.

Yewande spoke about how there can be cultural differences for people's personal care needs and tasks. 
She does not receive many hours of support, and finds it difficult to recruit staff to support her. One of her main barriers
is the fact that she is a black woman. She finds it difficult to ask for a black Personal Assistant because she feels that
could be seen as discriminating. However, she would like to be supported by somebody who understands her specific
cultural needs and to benefit from a more meaningful and joined-up cultural exchange. Examples Yewande gave
concerned her haircare and skincare, which is very specific to an understanding of her own physical and cultural
characteristics.

Iggy talked about the importance for individuals of trying to build up their knowledge and the impact that this can have
on their overall sense and strength of well-being. In particular, Iggy talked about awareness and knowledge of two U.K.
Acts: The Equality Act of 2010 and The Care Act of 2014. He pointed out that there is a definition within the
legal framework of 'protected characteristics'. There are 9 in total, and one of these is Disability. He pointed out that we
all have a need to be treated as individuals and the Equality Act protects those with disabilities from being treated with
discriminatory or unfavourable practices.

“We can use this Act to fight the system. Section 1 states disability discrimination is about treating one person less
favourably than another – you cannot treat everyone the same. Its about treating everyone as an individual.” (Iggy)

Iggy also spoke about the 'Wellbeing Principles' within the Care Act and the fact that poverty and dignity must be
considered within any assessment of need.  Local Authorities also have a legal duty to consult with their recipient
populations and their processes for doing so can be questioned and challenged.

In this session of inequality and exclusion, the important point was also raised about hidden disabilities:
“Hidden disabilities are hard to provide evidence for. I have ME. You get the sense you're being put in boxes which
don't really fit you. The inconsistency really winds me up. You might get one social worker who really understands
and is helpful and the next one you meet could be the other way. It's really inconsistent. We're always playing
catch-up as disabled people.”

Fran also openly shared her lived experiences and about identifying both as Jewish and as a gay woman. She has
experienced both racial and sexual identification discrimination.

One example of this Fran gave was being told by a support worker that it would be easy for her to attend the local
synagogue, despite previously explaining that this was a different denomination from her own.
Fran also talked about the experience of not being believed. She recalled one social worker who quite clearly felt that
she was simply exaggerating or making up aspects of her individuality, which were part of her identity. 
Fran said that not being believed by her support workers had a hugely negative effect on her Psychological well-being.

Diversity & inequalities in
Social Care

The Impact of Social Care- July 2022
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Session 4:
Diversity & inequalities in
Social Care

The Impact of Social Care- July 2022

Anis also contributed to this session, as a person with lived-experience. They raised the very important point regarding
“intersectionality”, which is the understanding that individuals who experience different and multiple systems of
discrimination – including race, gender, class and disability – can experience unique and more powerful forms of
discrimination, as these factors interact with each other.

Anis also pointed out that the legal frameworks describe the process of “reasonable adjustment”, which can be used in a
discriminatory manner by services who are trying to cut back on resources and support. They pointed out that
reasonable adjustment is not a given and can be interpreted differently by different people and organisations.

“The whole clause about reasonable adjustments gets thrown in our face sometimes because people will argue
what is considered reasonable. People often focus on my visual impairment but don't look at my other difficulties.”
(Anis)

In addition, Anis said that labels and diagnoses can be weaponised against disabled people, when there are
inexperienced or prejudiced workers.

An interesting and crucial point that was raised in the discussion during this session concerned the manner in which
people with disabilities are often described and categorised. Often it is in terms of needs around what individuals can’t
do. Rarely do the desires, aspirations and ambition needs of individuals get discussed and yet it is these
needs that are often more vital to a person’s overall sense of well-being.
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Session 4: How are diversity and
inequalities in social care making
us feel stressed? 

The Impact of Social Care- July 2022

We don't just wake up one day and think
"today I'll be black; or today I'll be disabled,

or today I'll be a woman!" We are all of
those things at onceThere are lots of racial inequalities

that go on in social care. Because of
the reduction in legal aid it is difficult
for a lot of people to be heard and to

challenge discrimination

Hidden disabilities are hard to provide evidence for. I have ME. You get the sense
you're being put in boxes which don't really fit you. The inconsistency really winds me

up. You might get one social worker who really understands and is helpful and the
next one you meet could be the other way. It's really inconsistent. We're always

playing catch-up as disabled people

The whole clause about reasonable
adjustments gets thrown in our face

sometimes because people will
argue what is considered

reasonable. People often focus on
my visual impairment but don't look

at my other difficulties

 My doctor sees my disability but doesn't
think about the need for a BSL interpreter.

They assume my family and carers will sign
for me
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Session 4: What needs to happen
so that the support we receive
helps us feel good?

The Impact of Social Care- July 2022

We need to increase diversity of voices. Local
Authorities often consult 'groups' of people. What I've

been doing locally is to support small groups of
people to form groups, link up and then ask to be

involved in LA processes. How can we support people
join up and get their voices heard?

 Contact our local MPs and
Councillors. Use 'public
participation' at council

meetings to raise issues.

We need to raise the point of intersectionality & different
dynamics that can go on 

It's Local Authorities' legal duty to be
consulting people in order to make

decisions. The more people get involved, the
more informed the decisions can be
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Session 5:

11/05/22 with Speakers: David Rolph, Iggy Patel, Blake Williamson, Hannah Otoo, Anne Pridmore, Kenny Thompson, 
Claire Glasman & Kelechi Chioba (Winvisible)

“I feel it's really important for us to take care of our mental wealth during these turbulent times. I use
the expression mental wealth as I see it as a bank where I can store up a deposit of the good,
empowering things in my life for those times when everything appears to be against me.” (Blake)

Once again the session generated a number of insightful, powerful and very important issues from the
range of contributors. These contributors ranged from parents, siblings, support workers and, primarily,
from people with disabilities and lived-experience.

Whilst the key questions were the most important issues faced by individuals within the social care system,
it was perhaps no surprise that mental well-being was the factor that weaved its way through almost all of
the contributions.

Blake spoke about how social care staff can disempower people in various different ways; often through
simply not acknowledging the individual’s own wealth of experience, knowledge and expertise. Blake very
kindly shared some of his strategies regarding the importance of empowerment to mental health and well-
being:

“The reality is that the onus for good, appropriate, respectful communication should not lie with the
receiver. For some disabled people that extra layer is too much, either due to their physicality, mental
stress or other significant factors. Being part of a group like this, where we share our experiences can
only strengthen us”. (Blake)

David spoke about his concern that good practice around co-production and joint working was being
damaged and removed from Local Authority priorities. He reasoned that this left many individuals, who are
in receipt of social care, in very vulnerable, demoralising positions. He also argued that it left the system
highly vulnerable to being disconnected:

“Many social workers don’t want to have to deal with mental health. Instead of being part of the overall
support, they see it as separate and so push people towards mental health services. They fail to see the
connectedness.” (David)

Anne spoke with experience about recruitment as an issue and how more difficult it had become over the
years to find and maintain good Personal Assistants. She also mentioned that her LA do not allow anything
for recruitment costs, despite it being one of the key areas of difficulty and frustration for people with
disabilities:

“I think one of the core issues is a lack of understanding of Personal Assistant work. There seems to exist
a very limited and misrepresented philosophy of care.” (Anne)

Other participants strongly agreed with the experience of professionals within social care being entirely
pre-occupied with personal care and physical support, rather than seeing a more holistic picture of
individuals’ overall well-being.

What is the most important issue
you face in Social Care?
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Session 5:
What is the most important issue
you face in Social Care?

The Impact of Social Care- July 2022

Kelechi raised a number of important issues, including the lack of inclusion and differentiation regarding
how social care assessments are carried out. Some groups – such as women, minority ethnic groups,
asylum seekers and people with acute and severe health difficulties, are often discriminated against as a
result.

Claire works with Mothers who have a disability. She reiterated some of the points raised by Kelechi that
women in these groups are often discriminated against through prejudice and judgements pushing families
into child protection assessments, rather than a holistic consideration of need. In her experience, this is
especially prevalent with women of colour.

Kenny Thompson talked about his experience as a young black man having a series of mental health crises
and his subsequent involvement with mental health services. He explained how his experience of the
mental health system exacerbated, rather than relieved, his trauma. As a young black man his experience
of receiving violent interventions when medication and physical restraint was forced on him in ways that
lacked compassion or understanding.

Having come out of 8 years of trauma and negative involvement with mental health services, Kenny has
learned how his experience mirrors that of so many black men. He has learned that black males are
overrepresented in the mental health system and it is also harder for them to get away from forced
treatment and come off Community Treatment Orders. Kenny posed the question about making genuine
change:

“Sometimes we tell our stories, but nothing changes. It is about putting these things into action and making
change happen. We are in a mental health crisis. So many people are suffering after Covid and even Brexit.
As a black person I want culturally appropriate care. I want people to understand my cultural and spiritual
beliefs. But also, I want people to uphold international rights and international law because when we don’t
have rights, we have problems. I think one of the problems we have is that the UK isn’t really making itself
accountable and it is really important that we are heard outside of this country as well. It is a basic human
right to look after people who are vulnerable. We need to start questioning the people in power. We need
to make sure these people are accountable and we are not just given lip service.” (Kenny)

Hannah spoke about the lack of trust in the black communities. She said that historical, ingrained prejudice
leads to regular micro-aggression of professionals; this, in turn, leads to lack of trust, families turning away
from potential sources of support, and becoming more isolated and vulnerable as a result.

Iggy completed this session with some wise final words:

“It’s important for us to see it not as a battle but more as a challenge. There’s a real need for all recipients
and support workers in social care to work together.” (Iggy)
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Session 5: How are these issues
making us feel stressed? 
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I'm really concerned about
general lack of authentic

coproduction around health &
wellbeing

Coproduction has been replaced
with 'citizens panels' which is a

complete farce because they are
controlling who is involved. This is

not true coproduction

Unfortunately my LA has chosen to pull the plug on
Coproduction. 

This usually happens when a commissioner decides to take a
promotion elsewhere and they choose not to replace them. 
It feels like a waste of time and energy, It's soul-destroying

Coproduction is a joke-
where's the production?
What does it produce?

Social services applying safeguarding to
disabled women who have children. 
Lots of disabled women don't have

children because they are scared of what
social services will do. Many stories of

unfair safeguarding decisions.

I had to get credit from the
bank to afford an oscillating

fan because it was
considered a 'luxury'

I'm the parent of a severely autistic young
man. Originally from Ghana. 

Being a parent from an African
background I face a lot of issues which

are not really highlighted

We face cultural issues. If you have a family member
with a disability, you are stigmatised by your

community. Issues from social care become an extra
burden. Language barriers and difficulty

understanding

The role of the PA is not
understood. It is partly to do with
the money, but we also need to
promote social care in a more

positive way. 
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Session 5: What needs to happen
so that the support we receive
helps us feel good?

The Impact of Social Care- July 2022

Coproduction enhances rich
discussion among those who
access health & social care'Co' means together- how are we

together? Where's the co?

People working together to support each other to share their stories.
We need to keep sharing. We need to support each other. What are
we doing to make things happen? I know it's difficult. Life is difficult,

but it's also great!

Being part of a peer
network like this is so

important
It should not start with a process

Mental wealth is like a bank where I can store up
positive things which can help me when I'm

having a difficult time

We want to see policy change
so that people don't have to

pay care charges

Challenge unjust and
unwarranted separation of

children & mothers
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Session 6:

08/06/22 with Speakers: Philippa Russell, Anna Severwright, Alex Thorburn, Emma Ryan

“We can’t change the world, but we can create a ripple that creates a stream that creates a river that creates a
tsunami. Our stories are those ripples.” (Dame Philippa Russell speaking at our final session on 'A Call for Action').

The final workshop in the series purposely emphasised the need for ideas and strategies going forward, which have the
potential to bring about meaningful change; whilst, at the same time, maintaining the focus on the social care
community’s meaningful lives and mental well-being.

Philippa spoke about ‘getting back to the Care Act post-pandemic and putting the ‘wellbeing’ element of the Care Act
back into the social care assessment process. She contrasted how other countries like Germany and Japan have
succeeded in reforming social care and holding it up as a valued profession. We need to help create a new
narrative for care and support in the UK. We need to be able to move past crisis and plan for the future.

Anna spoke about her own experiences drawing on social care as a disabled adult. She is one of the conveners of the
movement call ‘Social Care Futures’ and a specialist advisor to the house of lords committee on social care. She also
talked about communities of practice for councils and providers to support one another in making changes.

Alex spoke about how the current social care system is set up and how the lack of flexibility creates a resistance to
change. Alex shared insights regarding the processes in Scotland with social care reform, including the work of the user-
led policy panel from Inclusion Scotland, as well as the plans to develop a National Care Service in Scotland.

Emma spoke about her research project into direct payments and care contributions, sharing some of her initial findings.
She is campaigning for a more compassionate system, which sees the individual and their well-being at the heart of all
of these processes.

This final session generated a great deal of insightful and interesting discussion, as well as several ideas to take forward.
There was a strong agreement regarding the need for individuals to come together and to share experiences and
stories, so that people can develop their understanding of what social care can be. People requiring support can
engage in everyday activities and have ordinary lives.

A call for action

The Impact of Social Care- July 2022
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happen in the future?
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We all need to come
together and share our

voicesWe need to rethink social care in
the same way we understand

public health. NHS is often seen as
a service for people who are sick
and need urgent help because

something has gone wrong

Can we follow the examples of Germany & Japan to
reform social care in the UK? In Germany care
workers are better paid and highly regarded

Reactivate the Care Act after the
Coronavirus Act. Ensure disabled people
of all ages and those who support them
have opportunities to lead fuller happier

lives in their own communities

The Welfare state has
become a crisis service.
It's not about living full

lives

Recognising that
professionals in the sector

(Doctors, Social Workers etc)
are our allies. Working

together= Coproduction

Human rights often get lost in the
social care process. Reaching out

to different organisations but there
is a lot of confusion. Human rights

are being overlooked

Inequality, hidden disabilities.
We need to challenge it. 

Are we tackling the inequality
that happens to some of our

groups?
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General feedback from the
sessions
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The most support we get is from each
other. Disabled People's User Led
Organisations are essential for many of
us. Facebook groups help to bounce
ideas off each other; when you find
others have experienced the same
issues

When I get tired, I listen to
your stories, and it keeps

me going

I have seen the worst and best of social services. I could relate to the
experience of others. About 18 years ago, I went part time in my job to learn
how the system worked in my local area, and who was doing what. It took
years but I figured out what I was doing wrong and learned to ask the right

questions. We have a good package of care now and it works well. I am
however frightened for the future and concerned for others who haven't

been so fortunate

 I find these workshops immeasurably
valuable and impactful and would like all

the team at wecil who support people
with direct payments to come along 

I recognise how out of our depth we often are,
when we are up against professionals who are

prepared to flout the law or misinterpret it

It was very informative and the information
being shared by experience was very

helpful and I have since used some of the
info advised to help a family member so

thank you
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sessions

The Impact of Social Care- July 2022

It was great hearing such
strong voices calling for

change
People sharing their stories makes me feel

less alone. I could relate to a lot of what
was being said and didn’t feel so much like

an overanxious freak as I realised other
people also experienced the very abusive

assessment process which can be
traumatising in its way

The workshops offered Peer support, hearing about others'
experiences, sharing knowledge to give us confidence

I am appalled at how badly so many people are
treated. There are two issues as far as I can see: one is

that social services do not do their job, and people
don't know how to make them. And secondly, that

once we have the budget in our hands, we either don't
have the skills to handle it, or the infrastructure isn't in
place to enable us to use it to best advantage. I would

like to look at how we develop that infrastructure
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General feedback from the
sessions
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The political context eg. under
this government is very

concerning.  I feel disabled
people are being told they are

expendable. It is a eugenics
government. Very scary.

I want something like a national association of direct payments recipients with local branches etc, just like in other
professions
How to keep young adults safe online/sex/relationships
Using the DP as you wish rather than just for employing PAs and agencies
Resilience Training - Taking an advocate along with us into social services meetings? What should we expect in a
review meeting? What should be in a care & support plan?
Debt
Using personal budgets as they were intended - radical ways to use a personal budget and the outcomes this has
brought people...or use of pre-payment cards?
 Next generation of support - we have done ok out of social care, but my focus is how we keep what we have, and
how we keep my son's service going for the next 30 or even 40 years when we are no longer directly involved.

Suggestions shared for future workshops & discussion themes: 
 

It was good hearing others
experiences and not feeling so

alone with my experience
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Human rights are getting lost in the social care process. The new 'bill of rights' will weaken this further- can we do

some campaigning around this? Or join other campaigns?

Bringing ‘hidden disabilities’ into greater focus and understanding through the use of recorded webinars which can

be shared on YouTube and social media

Challenge inequalities in relation to race, ethnicity, culture, gender, sexuality etc (this should be coproduced with

representatives of each of these groups) and bring a greater understanding and focus around intersectionality, which

is common among social care users. Again, through workshops and/or recorded webinars which can be shared on

YouTube and social media

Campaign for a National Care Service (equivalent to NHS) which has parity with the Scottish agenda. Free at the point

of access!

Universities can provide a great recruitment pool for Personal Assistants, but many are preventing advertising on the

basis that they believe direct payment users are not bona fide employers. Could we develop an information

sheet/guide for University employment services to provide them with the legal position and some helpful guidance

around Personal Assistant recruitment?

 Could we develop a framework to offer ‘skills days’ for social work students- something which is coproduced by

people drawing on social care and delivered by them?

 Offer support to Emma Ryan in her next stage of research regarding direct payments and social care charging

 Reframe the concept of direct payments, so that people understand it is akin to running a small business and being

an employer

One of the challenges of social care is that it is a personal and private support service. We need to share stories so that
people understand what social care can be. People requiring support can engage in every day activities and have
ordinary lives. 

The biggest difference we  can make is coming together to share our experiences of struggle and success. 

Here are some of the ideas shared for action:

Calls for
action: 
ideas shared
in the
sessions
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Discussion

Whilst these sessions very much confirmed what we knew from our experience and the experiences of others we had
met through our networks, we discovered some highly significant findings and through nurturing our connections with
each other, we helped create a renewed sense of hope for real meaningful change for the future of social care in
the UK.

One very clear message we heard repeatedly was of the fundamental importance of workshops such as these, creating
opportunities for people to connect, share stories, knowledge and recommendations. 
In these workshops we are able to realise commonalities: our shared humanity, as well as learn more about important
differences we need to take into account (i.e. protected characteristics). 
We inspire each other to rise to the challenges we face with the Social Care system, as well as the consequences for our
own wellbeing.

The flexibility of our approach meant that we were able to alter the focus of the later workshops to align with the
priorities and interests of the participants. We discovered an overwhelming appetite for co-ordinated action and a
renewed appreciation of the importance of nurturing our own wellbeing, getting clearer on what it means for us to have
meaningful lives and the role that social care needs to take in supporting that.

The scale of challenges we face both individually and as a community can seem overwhelming and these challenges
often reinforce each other. For example, experiencing isolation due to lack of resources to help us connect with others,
and lack of information about our entitlements and the support available to us.

It can be difficult not to lose hope when we find ourselves stuck in these vicious circles, particularly when we are in
conflict with the very people who we rely on for funding our support. 
It’s at times like these that support from people who have had similar experiences can prove invaluable.

We also heard a strong plea for us to find ways of working together with Social Services, including reframing how we
see our relationship from one of ‘fight’ to ‘challenge’, drawing on support from those working with and within the system,
such as independent advocates and social workers.

We were reminded of the importance of really understanding our rights and the legal frameworks, and more
specifically, how we can get better at providing social workers with the information they need to better assess our needs
and secure appropriate funding to meet our needs.

The truth is of course, the systems that are used to assess and deliver social care can and will be changed. We have
seen what can happen when there is a concerted effort and the political will to improve social care from the example
shown by countries such as Germany and Japan.

Social Care reform is on the agenda and this poses both an opportunity and a risk. The question is, to what extent we can
seize this opportunity to play a key role in reshaping the narrative around social care? 
These workshops have clearly demonstrated to us that together, we have the experience, the evidence, the ideas and
the appetite to do it. We need to make sure that we have the resources.

“We have to keep a hold of the dream because so many things are happening which make it difficult to sustain.
When social care is properly funded – and disabled people can get the right Personal Assistants – then we will see
how well it can work. 
The biggest difference we can make is coming together to share our experiences of struggle and success.”
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Conclusion

The Impact of Social Care- July 2022

The Social Care workshops have provided a forum where disabled people and carers drawing upon Health and Social
Care, can share their real- life experiences of accessing the system, trying to self-direct support through the Covid-19
pandemic, and the increasing and significant impact of social care charging and cost of living pressures.
In this report, we have gathered and shared the stories and experiences of people from a range of different contexts to
be able to demonstrate how drawing upon Social Care and Health is impacting on their wellbeing.

Our hope in sharing this report is that we will be able to build an understanding of the support people need, to be
exercising real choice and control, Self Directing their own support in order to live good lives and participate in their
communities as active citizens.

Bringing Us Together project team
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Partner organisations

Bringing Us Together  www.bringingustogether.org.uk
Being the Boss  www.beingtheboss.co.uk
Imagineer www.imagineer.org.uk
Winvisible www.winvisibleblog.wordpress.com
Halo able-tec  www.haloabletec.co.uk
My Care Budget  www.mycarebudget.org 
Social Care Future www. socialcarefuture.org.uk 
Curators of change

Over the course of our six workshops, we have been joined by and received contributions from people who represent
organisations doing some brilliant work in the pursuit of a fair and just social care system and better rights for disabled
people and carers. We are including their names and website links here:
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https://bringingustogether.org.uk/
https://www.beingtheboss.co.uk/
https://www.imagineer.org.uk/
https://winvisibleblog.wordpress.com/
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https://mycarebudget.org/mediawiki/index.php/Main_Page
https://mycarebudget.org/mediawiki/index.php/Main_Page
https://socialcarefuture.org.uk/


Katie@bringingustogether.org.uk

Email address

Website
www.bringingustogether.org.uk

Katie Clarke
Pippa Murray
Nadia Clarke
Anne Pridmore
Andy Clarke
Tony Bamforth
Sarah Holmes

Project team
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Your stories will not go unnoticed. 
We thank you for your courage in sharing,
and we all stand together.
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