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Executive Summary

Context

Between January and March 2023, Healthwatch Cumbria conducted the Disability
Voices: Understanding the lives of disabled people in Cumbria project.

The project aimed to capture the voices of disabled people across Cumbria in order to
understand their experiences of everyday life, the barriers they encounter, their frustrations or
worries, and what changes they feel are needed to improve their lives.

In April 2023, Health and Society Knowledge Exchange (HASKE), at the University of Cumbiria,
was commissioned by Healthwatch Cumbria to undertake an analysis of the data collected for
the Disability Voices project.

The Disability Voices project engaged 758 people across Cumbria, which included disabled
people, their carers, and professionals working with disabled people. The data was collected
through:

« 54 focus groups and 202 case study interviews, which recruited a total of 596 participants.

« Anonline survey, which had 155 responses.

« Social media posts about the project,
which resulted in seven people provid-
ing comments about their experiences
via Facebook.
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Conclusions:

The findings of the Disability Voices project were analysed and presented in three
separate sections: Cumberland, Westmorland and Furness, and Cumbria-wide.

The findings across all three datasets reported similar themes and experiences, which have
provided a detailed insight into the lives of disabled people, their carers, and people working
with disabled people in Cumbria.

The Disability Voices project captured many diverse accounts of ‘normal life’ for disabled
people, and their carers, along with many shared experiences. For example, many disabled
people described how their various impairments or health conditions can ‘hold them back’ - to
some extent - when going about their daily lives.

Another commonality across the data was the barriers that disabled people encounter
within society, which can restrict their access to health and social care services, education,
employment, social activities, and impact on their interactions with other people. Examples of
the barriers identified within the research include:

_ Inaccessible buildings, high kerbs, uneven pavements,
steps, stiles, a lack of lifts or escalators, no wheelchair access, and a

lack of accessible public toilets.

Inaccessible public transport (buses, trains
and taxis), limited bus services in rural areas, and limited parking
facilities for disabled people across the county.

Inaccessible health or social care systems
(e.g. booking GP appointments), long waiting times for medical
appointments, lengthy paperwork for claiming financial support (e.g.
PIP), and a lack of specialist neurological care within the county which
results in disabled people travelling long distances for treatment in
other areas.

eo A lack of disability awareness within society,
the stigma associated with some conditions (e.g. mental health and
[+ 0 neurological conditions), and a lack of understanding about hidden
impairments (such as neurodiversity, multiple sclerosis, or dementia).

A lack of accessible
information about impairments/health conditions and the various
support that disabled people are entitled to, and communication
barriers due to a lack of understanding about neurodiverse conditions.

Limited access to digital technology or internet
services, particularly for elderly disabled people or those living in rural
parts of Cumbria.

Disability Voices: Understanding the lives of disabled people in Cumbria
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The findings show that in the past five years, some disabled people have experienced
improvements in their quality of life due to: a reduction in physical barriers; improvements

to impairments or health conditions; increased availability of services and more/adequate
support; gaining more independence; increased confidence, and engagement in social
activities. However, it must be noted that some disabled people, and their carers, emphasised
that any improvements in quality of life were a result of self-advocacy and independent
research to find out about services or support available in their local area.

In contrast, the findings show that many disabled people felt that their quality of life had
declined in the past five years as a result of deteriorating impairments or health conditions;
ageing; loss of independence; the impact of the Covid pandemic; a reduction in services
and support within local communities; the increasing cost of living; and an increase in
organisational and technological barriers.

| 'Y o
experience

toshape your
local

Overall, disabled people indicated that having better access to healthcare services and
support across Cumbria, and better social lives, would improve their lives.

Experiences of loneliness were often attributed to the barriers identified above and the effects
of a disabled person’s impairment or health condition, which sometimes impacted on their
social life. A key theme throughout the data was that having access to a good support
network (which might include family, friends, neighbours or community members), along

with the opportunity to engage in a range of social activities, was a positive experience for
many disabled people. In particular, being involved with support groups or activities with other
disabled people can provide the opportunity to spend time with those who understand their
impairments/health conditions and the disabling barriers they experience in wider society.
This shared experience can reduce feelings of isolation or loneliness and provide a sense of
belonging for some disabled people.

Disability Voices: Understanding the lives of disabled people in Cumbria 5
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Disabled people expressed worries or frustrations about the various physical, transportation,
organisational, attitudinal, communication and information, and technological barriers
detailed above. In addition, concerns were raised about ageing, the possibility of worsening
impairments or health conditions, loss of independence, the impact of the cost-of-living crisis,
and the uncertainty of accessing support in the future.

It is relevant to note there is significant overlap in many of the themes presented in this
research as each theme impacted on several aspects of a disabled person’s life. As an
example, the physical barriers associated with accessing public transport can exclude a
disabled person from carrying out their daily activities, which can limit their independence,
cause feelings of frustration and isolation, and impact negatively on their quality of life.

This research has shown that there is still work to be done across Cumbria to create a society
which is fully inclusive for disabled people. In particular, the research participants suggested
that the lives of disabled people could be improved through raising more awareness

of their impairments and health conditions; improving access to information about the
various support and services available within local communities; and tackling the physical,
transportation, organisational, attitudinal, communication and information, and technological
barriers that exist within society.

Recommendations:

Based on the findings presented in this report, the following two principal
recommendations:

1. Have at both strategic
and operational level in the health and social care system.

2. Everyone should continually why disabled

people are facing so many barriers and what can be done to make an
inclusive society, as it is evident that all organisations and members of
society could be doing more to support those living with a disability in

Cumbria.

Disability Voices: Understanding the lives of disabled people in Cumbria 6
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Furthermore, the report highlighted the barriers that disabled people encounter within society,
which can restrict their access to health and social care services, education, employment,
social activities, and their interactions with other people. Therefore, the recommendations have
been focused on reducing these barriers:

3. Reduce physical barriers:

Disability Voices: Understanding the lives of disabled people in Cumbria
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5. Reduce organisational barriers:

'For example, the new University of Cumbria campus at the Citadels, Carlisle and the
redeveloped Carlisle Train Station, are two projects that need to be accessible to people of all
disabilities.

2Changing Places Toilets (changing-places.org)

Disability Voices: Understanding the lives of disabled people in Cumbria
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6. Reduce attitudinal barriers:

7. Reduce communication and information barriers:
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8. Reduce technological barriers:
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9. Other suggestions to reduce barriers faced by people living with a disability:
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1. Introduction

1.1 Overview

Between January and March 2023, Healthwatch Cumbria conducted the Disability Voices:
Understanding the lives of disabled people in Cumbria project.

This project aimed to capture the voices of disabled people across Cumbria in order to
understand their experiences of everyday life, the barriers they encounter, their frustrations or
worries, and what changes they feel are needed to improve their lives.

The original idea for this project was instigated by the Health Inequality Group and was based
on the Marmot principles/recommendations. The Health Inequalities report, produced by the
Health and Wellbeing Board, identified that: ‘Further work needs to be undertaken with local
organisations who support people with disabilities to gather information on what the local
impact has been and develop appropriate actions.’

The data for the Disability Voices project was collected by Healthwatch Cumbria, who engaged
with disabled people across Cumbria - these are people who self-describe as ‘disabled’ under
the definition of a disabled person set out by the 2010 Equality Act, which means that they feel
that their daily activities are limited significantly due to a mental or physical impairment.

In April 2023, Health and Society Knowledge Exchange (HASKE), at the University of Cumbrig,
was commissioned by Healthwatch Cumbria to undertake an analysis of the data collected for
the Disability Voices project.

1.2 Data collection

Healthwatch Cumbria conducted the Disability Voices project over a three-month period,
from January to March 2023. In total, the project engaged 758 people across Cumbria, which
included disabled people, their carers, and professionals working with disabled people. The
data was collected through:

)
L\

The survey questions and focus group/case study questions were designed by Healthwatch
Cumbria and were framed around six main topics: ‘normal’ day, barriers, quality of life,
frustrations and worries, loneliness, and change.

Disability Voices: Understanding the lives of disabled people in Cumbria 15
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The quantitative data collected though the online survey and demographic questions was
analysed descriptively. As some of the focus group, case study and survey questions did not
have a full response rate, the quantitative findings presented in this report are based on the
actual number of responses.

In addition, a thematic analysis of the qualitative data was conducted using a template
approach. The first stage of this involved open coding of the data for emerging themes. These
were then aligned to the six broader headings used by Healthwatch Cumbria during data
collection. For each of these headings, themes were organised into one of three categories:
enabler, barrier or outcome. Enablers referred to those themes that enhanced a disabled
person’s life. Barriers referred to themes that were reported as having a negative impact

on a disabled person’s experience. Outcomes were the intended or unintended effects of

the enablers and barriers. This template was used to enable the identification of potential
connections across the three categories and highlight the key findings across the whole
dataset.

HASKE's approach to data analysis was informed by the Social Model of Disability, which
proposes that people with impairments and/or health conditions are disabled by the barriers
in society that exclude or discriminate against them. 3

[}
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ttps:/ /www.disabilityrightsuk org/social-model-disability-language
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2. Demographic
Information

This section of the report will present the demographic data for the Disability Voices project.
As noted in section 1.3, some of the focus group, case study and survey questions did not
have a full response rate and therefore, the findings presented in this chapter are based on
the actual number of responses.

2.1 Data collection methods and locations for the
Disability Voices project e |

The Disability Voices project data was collected from across Cumbria and involved 751
participants in a total of 54 focus groups, 202 case studies and 155 surveys. Figure 1 shows that
most of the data collection engaged people living in postcode areas that are covered by the
unitary authority area of Cumberland:

Data collection methods and locations

m Surveys m Case studies  mw Focus groups

Cumbria-wide
Westmorland and Furness

Cumberland n4

0 20 40 60 80 100 120
Number of participants

Figure I: Summary of data collection methods and locations

The Cumbria-wide dataset includes data collected from participant’s living in postcode

areas that can come under either Cumberland Council or Westmorland and Furness Council
(for example, participants living in postcode areas starting with CA4, CA7, CA12 or LA20). In
addition, data collected from participants who access services within Cumbria but live outside
the county, or data responses that did not contain the participant’s postcode, have been
analysed as part of the Cumbria-wide dataset.

Disability Voices: Understanding the lives of disabled people in Cumbria 17
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2.2 Total number of participants involved in the

Figure 2 shows the total number of participants recruited for the focus groups (n = 381),
case studies (n = 215) and surveys (n = 155) across each data collection area. In addition,
Healthwatch Cumbria posted the Disability Voices project on their Facebook page, which
resulted in seven individuals providing comments about their experiences across Cumbria.
As the comments were posted on Facebook, it was not possible to collect demographic
information or specific details about their experiences; three of the comments mentioned
the area where the individual lived and have been analysed within the relevant dataset, and
the remaining four Facebook comments have been analysed as part of the Cumbria-wide
dataset. In total, the Disability Voices project engaged with 758 people across Cumbria.

Number of participants by location and data collection method

Facebook comments  m Surveys m Casestudies = Focus groups

Cumbria-wide

Westmorland and Furness

Cumberland

0 50 100 150 200 250 300

Number of participants

Figure 2: Number of research participants by data collection method and area
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The data presented in this section relates to the 596 participants who were involved in the
focus groups and case studies.

As shown in Figure 3, of those who answered this question, 21% of the focus group and case
study participants were aged 65 and over (n = 114), 18% were in the age range 35 — 44 (n =102),
17% were aged 18 — 24 (n = 95), 15% were aged 45 — 54 (n = 81), 15% were aged 55 — 64 (n = 81),
and 14% were aged 25 - 34 (n = 76). Fewer than 1% of participants were under 18 years old or
preferred not to include their age.

Age of focus group and case study participants

Rather notsay W 2

65 & over 14
55-64
45-54
35-44 102
25-34

18-24

Under 18

0 20 40 60 80 100 120

Number of participants

Figure 3: Age range of focus group and case study participants
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Of those who responded to this question, 53% of the focus group and case study participants
identified as female (n= 262), 47% as male (n = 234), and less than 1% identified as non-binary
(n =2), as depicted in Figure 4:

Gender of focus group and case study participants

MNon-binary 2

Female (including trans woman) 262

Male (including trans man)

0 50 100 150 200 250
Number of participants

Figure 4: Gender of focus group and case study participants

Of those who answered this question 96% of the focus group and case study participants
identified as ‘White British’ (n = 522):

Ethnicity of focus group and case study participants

Arab | 2

White - Other White background I 10
White -Irish |4

Mixed - Other mixed background |
Black or Black British - African | 3

Asian or Asian British - Indian | 4

0 100 200 300 400 500 600

Number of participants

Figure 5: Ethnicity of focus group and case study participants
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As shown in Figure 6, of those who responded, 23% of the participants were retired (n=116), 22%
were unable to work due to disability n=114), 20% were in full time employment (n=106), and
12% were in full time education (n = 63). Reasons for selecting ‘other’ included being a volunteer
or being in part-time education.

Employment status of focus group and case study participants

Rather not say

Other

Unable to work due to disability na
Retired 116
Caring responsibilities
In full-time education
Unemployed
Self-employed

Part-time employment

Full-time employment

0 20 40 60 80 100 120
Number of participants

Figure 6: Employment status of focus group and case study participants

Of those who responded, 72% of the focus group and case study participants (n = 430)
indicated that they had an impairment or health condition, and 38% were officially registered
as ‘disabled’ (n =162).

Employment status of focus group and case study participants

Participants registered as disabled

Participants with impairments and/or health conditions 430

0 100 200 300 400 500
Number of participants

Figure 7: Disability status of focus group and case study participants
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Figure 8 provides details about the focus group and case study participants’ impairments and
health conditions (of those who shared details):

Impairments and health conditions of focus group and case study participants

Other

Neurodiverse

Mental health condition 84

Learning disability or difficulties 191

Sensory impairment a1

Physical or mobility impairment

(=]

50 100 160 200
Number of participants

Figure 8: Impairments and health conditions of focus group and case study participants

Examples of ‘other’ impairments and health conditions included: type 2 diabetes, heart
condition, cancer (e.g. breast, prostrate, bone, blood), high blood pressure, brain tumour,
fibromyalgia, scoliosis, stroke survivor, rheumatoid arthritis, pancreatitis, liver disease, epilepsy,
asthma, and long Covid.

2.3.6 Carers and professionals working with people with

From those who answered this question; out of the total number of focus group and case study
participants, 21% were carers for disabled people (n=125) and 15% worked with disabled people
(n=91).

Carers or professionals working with people with a disability

Work with a person with a disability

Carer for a person with a disability 125

0 20 40 60 80 100 120 140

Number of participants

Figure 9: Focus group/case study participants who are carers or work with people with a disability
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This section contains the demographics for the 155 respondents who completed the online
survey. The survey response rate was lower than anticipated for this project, which is an
ongoing trend in health and social care research. Due to the low response rate, the survey
responses presented in this report are not intended to be representative of all people with a
disability across Cumbria; however, many of the survey findings align with the focus group/
case study data and provide a detailed insight into the lives and experiences of people with a
disability across the county.

The data shows that most of the survey respondents, those who shared their age, were over
35 years old: 28% of the respondents were aged 35 - 44 years (n = 43), 26% were aged 45 — 54
years (n = 39),19% were aged 55 - 64 (n = 28) and 9% were 65 and over (n = 14).

Age of survey respondents

Rather not say 2
65 & over
55-64

45-54

35-44

25-34

18-24

Under 18

0 10 20 30 40 50
Number of respondents

Figure 10: Age range of survey respondents
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As shown in Figure 11, of those who answered this question, 83% of the survey respondents were
female (n =125), 15% were male (n = 23) and 2% indicated that they preferred not to disclose
their gender (n = 3).

Gender of survey respondents

Rather not say

Female (including trans woman)

Male (including trans man) 125

Qurmber of Apondent40 60 80 100 120 140

Figure Il: Gender of survey respondents

Figure 12 shows that most of the survey respondents were ‘White — British’ (n = 135) indicated
based on those who responded:

Ethnicity of survey respondents
Rather not say 4
White - Other White background 7
White -Irish 1
Mixed - White and Asian | 1
Black or Black British - Other Black background |
Black or Black British - African | 1

Asian or Asian British - Bangladeshi |

0 20 40 60 80 100 120 140
Number of respondents

Figure 12: Ethnicity of survey respondents
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30% of the survey respondents who responded to this question were in full-time employment
(n = 45), 26% were in part-time employment (n = 38), and 12% were unable to work due to their
impairments or health conditions (n =18).

Employment status of survey respondents
Full-time employment

Part-time employment
Self-employed

In full-time education

Caring responsibilities

Unable to work due to disability
Unemployed

Retired

Other

Rather not say

0 10 20 30 40 50

Number of respondents

Figure 13: Employment status of survey respondents

Reasons for selecting ‘other’ included: being in part-time education or both full-time
employment and full-time education, being on long term sick, being a stay-at-home parent, a
day service user or a volunteer.

Figure 14 shows that 61% of the total number of survey respondents who answered this question
identified themselves as someone with an impairment or health condition (n = 95). 92% of
those who had impairments or health conditions indicated that they had a formal diagnosis
(n=187).

Disability status of survey respondents
Survey respondents with a diagnosis

Survey respondents living with impairment and/or health condition

0 20 40 60 80 100
Number of respondents
Figure 14: Disability status of survey respondents
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Figure 15 provides details about the survey respondents’ impairments and health conditions
that respondents were willing to share:

Impairments and health conditions reported by survey respondents

Other

Neurodiverse

Mental health condition

Learning disability or difficulties

Sensory impairment

Physical or mobility impairment

0 10 20 30 40 50

Number of respondents
Figure 15: Survey respondents’ impairments and health conditions
Examples of ‘other’ impairments and health conditions included: brain injury, bipolar disorder,
personality disorder, neurodivergent burnout, autoimmune conditions, dilated cardiomyopathy,
peripheral neurosis, filboromyalgia, osteoarthritis, nerve damage, myalgic encephalomyelitis

(ME/chronic fatigue syndrome), migraines, fatigue, Méniére’s disease, perimenopause, long
Covid, pelvic inflammatory disease, and gastric issues.

2.4.6 Carers and professionals working with disabled

Out of the total number of survey respondents, of those who responded, 48% were carers for
disabled people (n=74) and 25% worked with disabled people (n= 39):

Survey respondents who are carers or work with a person with a disability
Other 3
Work with a person with a disability

Carer for a person with a disability 74

0 20 40 60 80

Number of respondents

Figure 16: Survey respondents who are carers or professionals working with disabled people
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3. Findings 2:
Cumberiand

The findings in this section present the voices and experiences of the 489 research participants
living in Cumberland. This dataset included 114 case studies, 26 focus groups, 100 survey
responses, and two Facebook comments (as detailed in section 2 of this report).

The comments presented below provide an example of the wide variety of ‘'normal lives’
described by the research participants across Cumberland:

Disability Voices: Understanding the lives of disabled people in Cumbria
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Some of the participants described their typical day in their role as carers for disabled people:

“behaviour that challenges. There are no normal days, as no two are the
same. It can vary. The day can consist of domestic tasks, personal care,
going out and doing activities and supporting in the community. The day
can range from singing with someone when they are happy, reassuring
them if they are having a bad day, or using strategies to manage.”

Survey respondent

“My wife is an MS sufferer and I'm her carer... Following her diagnosis, | gave
up work, there was a deterioration in her condition, and we weren't sure
how it was going to go, thankfully she’s okay now. Getting her up the stairs
and stuff has impacted on my health. The impact on our lifestyle has been
seismic.”

Case study participant

“Much the same as any other parent with a ten year old child. The main
difference for us is that we have to monitor our son’s blood glucose levels
24 hours a day, seven days a week. This often means sleepless nights
and sometimes disrupted plans. Our son is autistic and feels settled and
comfortable when things are predictable and “in order”, so we try to keep
to a routine as much as possible. Having these disabilities just means we
have to plan ahead for everything and be prepared for any eventuality
when leaving the house.”

Survey respondent
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As shown in Figure 17, all disabled survey respondents from Cumberland indicated that their
impairments and health conditions hold them back, to some extent, when going about their

daily lives:

Do you feel that your disability holds you back when going about your day?

No, never

Yes, sometimes

Yes, always

0 5 10 15 20 25 30 35

Number of respondents
Figure 17: Disabled people’s views about their impairments or health conditions holding them back
(Cumberland)

The survey respondents explained how their impairments or health conditions can hold them
back when going about their day:

30
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Figure 18 shows that 37% of the survey respondents live fully independently and 18% rely heavily
on support, which was often provided by a disabled person’s spouse, family, friends, or carers.

Based on your disability, do you feel that you are able to live independently?

1 - Irely heavily on support

5 - | live fully independently
0 5 10 15 20 25

Number of responses

Figure 18: Disabled people's views about living independently in Cumberland

The survey findings show that just over half of disabled survey respondents (53%) from
Cumberland either felt confident that they knew their rights as a disabled person or felt they
‘know enough’. In contrast, just under half of disabled survey respondents (47%) felt that they
did not know, or wanted to know more, about their rights as a disabled person, as depicted in
Figure 19:
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Do you feel that you know your rights as someone with a disability?

| don't know my rights 12
| want to know more 16
| think | know enough 22

| know my rights 9

0 5 10 15 20 25

Number of responses

Figure 19: Disabled people’s knowledge about their rights (Cumberland)

As shown in Figure 20, the majority of disabled survey respondents indicated that their
impairments or health conditions hold them back from living what they consider to be a ‘good
life’. For example, the participants explained that various impairment effects (such as pain,
fatigue, poor concentration, brain fog, poor memory, anxiety, depression, restricted mobility,
communication difficulties, emotional burnout and sleep deprivation, amongst others) can
create challenges in their everyday lives.

Do you feel that your disability holds you back from living what you consider to be a
‘good life’?

No, never 1
Yes, sometimes 34
Yes, always 25
0 5 10 15 20 25 30 35

Number of responses

Figure 20: Disabled people's views about living a ‘good life’ (Cumberland)
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Examples of what a ‘good life’ might look like for some disabled people included the following:
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The findings show that disabled people in Cumberland often experience barriers that exclude
them from society or discriminate against them. These barriers can relate to the physical
environment, transportation, organisational systems, the attitudes of others, communication
and information, and technology.

A key theme within the data was the physical barriers that many participants experienced
across Cumberland, such as no wheelchair access, uneven pavements and high kerbs, stairs,
no access to lifts or ramps, and a lack of accessible public toilets. For example:

“Pavements so dangerous in my area as so uneven and not enough drop
pavements.”

Survey respondent

“| use a mobility scooter, but obstacles on the pavements, parked cars,
shortage of dropped kerbs etc can hamper progress.”

Case study participant

“Some places have a disabled toilet..but it's down two steps.. The other
thing is lift access.”

Case study participant

“.if  get off the bus and need the toilet there isn't one anywhere near, in
Whitehaven there isn't any toilets at all.”

Case study participant
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Many participants reported barriers with accessing public transport, particularly in rural areas
where bus timetables can be limited:

The challenges of accessing public transport and taxis for wheelchair users were also noted:
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Some of the research participants explained that they would find it very difficult to get around
Cumberland if they could not drive, or if they did not have someone else to drive them:

“Public transport is so terrible that getting anywhere without driving (e.g. to
visit far away family) is almost impossible. | have been stranded in Barrow
train station due to delayed trains for over 2 hours in the freezing cold
before. | left on the 17:40 train from Preston and walked through my front
door at gone llpm with painful Raynaud's symptoms in my hands and
sensory overwhelm. If a person doesn't drive, they will be entirely stuck and
lonely..”

Case study participant

“.. my transport stopped when | left college and now rely on my mum and
dad to take me where | want to go..”

Focus group participant

In addition, it was suggested that a lack of disabled parking spaces can present a barrier
across Cumberland, for example:

“ [need] more disabled parking in and around Carlisle..”

Case study participant

“Finding suitable wheelchair friendly parking - my car has all suitable
signage, but people don't pay attention and often don't leave enough
room.”

Case study participant
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Another key theme was the organisational barriers that disabled people, and their carers,
experience within society. For example, navigating complex healthcare and social care

systems, booking GP appointments, long waiting times, and referral processes that can involve
travelling long distances for treatment:
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In particular, some participants reported a lack of specialist neurological care within Cumbria,
which resulted in them travelling outside the county to receive treatment:

Another organisational barrier relates to the paperwork that disabled people and their carers
need to complete in order to access financial support such as Personal Independence

Payment (PIP) or Attendance Allowance. It was evident that the lengthy application forms were
stress inducing for many people:
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The findings show that disabled people in Cumberland experience attitudinal barriers due to a
lack of understanding and disability awareness within society:
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“My hearing loss makes it difficult to be social because it can be tiring but
also people are less likely to engage with me because they struggle to
communicate with me, there is a lack of awareness.”

Survey respondent

Some research participants have experienced attitudinal barriers, particularly regarding the
stigma associated with mental health or neurological conditions such as dementia:

“Stigma surrounding mental illness in Cumbria is massive. There’'s no
usable help. | get so frustrated that | have to explain myself all the time.”

Case study participant

“The stigma around dementia means people seem to avoid us. It's as if
people are frightened of it.”

Focus group participant
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Communication and information barriers

The findings also indicate that some disabled people, particularly those who are neurodiverse,
often experience barriers relating to communication and information:

Digital technology can be a barrier to accessing information and services for some disabled
people, particularly those who are elderly or do not have access to smartphones or the
internet:
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“Everything is online and | don't have internet/smartphone etc, so being
penalised for that.”

Case study participant

“When | want a GP appointment | have to go down in person as they don't
answer the phone and | struggle with the internet.”

Case study participant

“In my mother’s case, not having a good enough understanding of new
technology [was a barrier]. She didn't have broadband, she had Sky but
she used to get the controllers mixed up sometimes. She had a mobile but
it was just a basic one. She had an operation a few years ago because
she had nerve damage so she couldn't feel her fingers which meant touch
devices, she just couldn't use.”

Case study participant

BBl o)y
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The maijority of disabled survey respondents rated their current quality of life as either ‘good’ or
‘neither good nor bad’, as shown in Figure 21:

Overall, how would you rate your quality of life?

Very poor 8
Poor 8
Neither good nor bad 20
Good 20
Very good 5
0 5 10 15 20

Number of responses
Figure 21: Overall quality of life for disabled people in Cumberland

However, most disabled survey respondents (69%) felt that their quality of life was worse than
five years ago:

Overall, how would you rate your quality of life?

My quality of life is worse now than 5 years ago 22

My quality of life is the same now as 5 years ago 3

My quality of life is better now than 5 years ago 16

0 10 20 30 40 650

Number of responses
Figure 22: Quality of life for disabled people in Cumberland compared to five years ago
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The survey for disabled people involved rating 16 statements about their quality of life,
ranging from physical and mental health, to social, practical, and personal factors. Whilst the
responses to home environment, food and clothing choices, and family relationships were
rated more positively, responses to physical health, mental health, accessing services and
socialising with friends were rated with more disagreement:

Quality of life for disabled survey respondents in Cumberiand
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m Strongly disagree  m N/A
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Figure 23: Quality of life for disabled people in Cumberland
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The findings show that more awareness of disabilities, improvements in impairment effects,
increased availability of services and flexible working have the potential to improve quality of
life for some disabled people, and their carers, in recent years:
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In addition, disabled people who reported an improvement in their independence - which in
some cases was facilitated through appropriate support or equipment - tended to report a
better quality of life, as shown in the following comments:

“I was at home prior to the pandemic, moved into the care home Sept
2021. Best decision | have made as now | can actually do more as the
environment and staff let me and can help me, that's improved my quality
of life.”

Case study participant

“Now that I've got my hearing dog, | don't stress as much about getting up
in the morning, he's just brilliant, he's the best thing that ever happened to
me. He's just a ray of sunshine in what's been a rough journey.”

Case study participant

“Having a blue badge has improved the quality of my life. It only took a
week to get it, because [worker] from Forget-Me-Nots helped me complete
the form.”

Case study participant

“ .Purchase of a mechanical scooter helps with the balance and
coordination problems which are also part of my condition, and it also
makes me feel more independent. | have acquired two dogs which give my
mother and | a lot of pleasure. | look forward to Triple A (charity supporting
autistic adults) fortnightly meetings. My mental health, confidence and
self-esteem have all improved as a result of all these changes..”

Case study participant
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However, it must be noted that some disabled people, and their carers, emphasised that any
improvements in quality of life were a result of self-advocacy and independent research to
find out about services or support available in the local area:

“Any improvements in my own, children’s or husband'’s daily lives are the
result of my own initiatives and approaches, but the emergence of local
charities supporting Autism has been a recent game changer for us.
Amongst other things, they run Fun Days and run courses.”

Case study participant

*.most of the improvements in mine and [family member’s] daily lives are
the result of my own initiatives and approaches and sheer tenacity.”
Case study participant

“It depends what the disability is, it depends how severely disabled you
are. It's knowing what's out there and available to you. A lot of the older

generation won't ask for help, the younger generation will and are more
computer literate.”

Case study participant
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3.3.2 Decline in quality of life

Whilst the responses above indicate improvements in quality of life for some people,
the findings also show that many research participants reported that their quality of life
had become worse over the past five years, which was often attributed to deteriorating
impairments or health conditions, the negative impacts of the Covid pandemic, and the
increasing cost of living:

In the past five years, the effects of the Covid pandemic have also impacted negatively on
quality of life for some disabled people due to a reduction in services and an increase in
organisational barriers and technological barriers:
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e

It should be acknowledged that the finding about perceptions of quality of life being negatively
affected by a deterioration in impairments/health conditions is not specific to the region of
Cumberland, as this could be experienced by disabled people throughout the UK. However,
many disabled people have reported a reduction in the availability of services and support
across Cumberland, which has negatively impacted their quality of life in recent years:
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