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‘Our report highlights many of the issues facing older carers across the city. The
findings and recommendations will help to strengthen future support to carers and
those they look after.’
Ian Bickerton, BOPF Chair of Trustees

Bristol Older People’s Forum

The Voice of Older People (55+) in the City of Bristol.
The Bristol Older People’s Forum (BOPF) promotes the rights of older people in the city of
Bristol by informing, raising issues and working with key local, regional and national
partners. Our aim is:

‘for every older person in the city to be an equal, valued, participating member of
the community, able to influence policy and decision-making, challenge ageism
and promote Bristol as an age-friendly city.’
BOPF is a registered charity, first established in 1993, which now has around three thousand
signed-up members (over the age of 55) across Bristol.

BOPF has made every effort to ensure that the information in this publication is accurate
when published (May 2021) but can take no responsibility for the subsequent use of this
information, nor for any errors or omissions it may contain. Reproduction of the findings of
this report by third parties is permitted. However, we ask that you notify BOPF of planned
usage: bopf@ageukbristol.org.uk
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1 Executive Summary
This small-scale research survey has been commissioned by Bristol City Council’s (BCC)
Adult & Social Care Commissioning team, to help reshape services and support for people
looking after others. The survey focussed on older people in Bristol and we wanted to
uncover a snapshot of existing carers and those who may have ‘fallen through the net’.
The findings highlighted a number of significant challenges for carers and those they look
after. These included the significant effects on mental health and well-being, the need for
respite that recognises the differing needs of individual carers, the frustrations for many who
are accessing support, or not knowing what support is available, and the need to be valued
and listened to as carers.

“I need to be respected as the expert in the people I care for, I need to be
included as a partner in the care of the people I care for. I need society to wake
up and realise that if unpaid Carers stopped doing what we do the country would
need to double the size of the NHS and social care.”

2 Introduction
The Covid pandemic has resulted in millions of new unpaid carers across the country - rising
from 9.1 million to 13.6 million (CarersUK Website 2020) - with many people juggling work
and care. The Carers Week research report (2020) identifies at least a quarter of all carers
are over the age of sixty-five, with around 400,000 over eighty years old. In our survey
50% of the respondents were over sixty-five.
The general picture for older people is underlined by recent research from the University of
Exeter (2021) and the Bristol Older People’s Forum (BOPF) ‘Life Under Lockdown’ survey
(2021). This has highlighted existing levels of anxiety and mental health challenges, as well
as new levels of stress, social disconnection and financial worries caused by the lockdown
and pandemic. This has also been reflected in this survey.
In this survey we wanted to reach those people who do not necessarily see themselves as
carers and we were also keen to learn how long-term and new (since the pandemic) carers
were meeting the challenges of Covid-19. The type of care undertaken ranges from a few
hours looking after a loved one, to around the clock complex support.
The research comprised online and postal semi-structured questionnaires with a total of 139
responses. The work was carried out in January and February 2021 and was sent out to
BOPF members and across our networks. We were aware that many older people do not
recognise themselves as carers, so in the survey we used the term people ‘who are looking
after someone else.’
Before the research start date, we carried out a small pilot survey, a peer review and an
extensive desk-top literary search.
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3 Key Findings
The research revealed a diverse picture of the challenges for carers and those they look
after. It also showed that the majority of people take on their caring role willingly and want
their relatives, friends and neighbours to have the best care. However, for many the
demands of caring put a huge strain on work/life balance leading to emotional stress, and
mental health problems. These have been exacerbated by the Covid pandemic, during which
many people have had no breaks or respite at all.
The key findings are summarised below.
a) The demands on carers are highly complex and diverse, from supporting someone
with occasional shopping to looking after someone full-time in the home.
b) Older people supply a disproportionate amount of care, and as our research reveals,
older women are more likely to be looking after loved ones. There were high levels
of people in the oldest age range caring for partners, siblings and/or disabled
children. Of those people doing full-time care, 40% were aged seventy-five or over.
c) Many older carers have underlying health conditions themselves affecting mental and
physical health and are worried about their ability to continue to meet the needs of
their loved ones and how the longer term care needs will be met.
d) The Covid pandemic has increased the number of new carers and highlighted
additional challenges around the dearth of services, information and social
connection. The effects on mental and physical health of carers are evident.
e) The Covid pandemic has also led to a significant reduction of services for both carers
and the people they care for. Support at present is either non-existent or patchy and
compounded by the challenge of finding accessible and useful information.
f) Carers want to be valued, acknowledged and supported and not made to feel like a
‘burden’ on the state.
g) Carers want to be recognised as ‘partners in care’.
h) The need for different levels of respite was highlighted, including specialist care for
complex conditions such as Dementia and Autism.
i)

Respondents also highlighted the need for an improvement in financial support
available, including a rise in the Carer’s Allowance. Many have struggled to balance
their work-life with caring, again adding to the financial burden.

j) In contrast the research also highlighted some of the positive aspects of caring.
There were examples where relationships, although challenging, have brought
people closer together. People acknowledged that their role as a carer made them
feel useful, valued and improved their well-being. Others identified a sense of shared
history and a bond by reflecting on the past and the good times.
k) Our research highlighted that many services are now online only, which has brought
additional challenges, such as communication problems, for many carers and those
they look after.
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l)

There is a need to support carers and those they look after as their personal
circumstances change over time.

m) There is a need for more opportunities for carers to talk to other carers to discuss
the challenges of looking after loved ones.

4 Recommendations
•

The differing needs of carers should be reflected more sharply in the type of support
services that are on offer, with emphasis on an ageing population, the increase in
the number of carers since the Covid outbreak, and the increasing diversity of the
Elder communities.

•

Respite services need to cater for regular, ad-hoc or emergency need and should
also include provision for specialist care.

•

There is a need for longer term planning for carers to ameliorate the possibility of
crisis if their circumstances change over time.

•

Support services need to recognise the growing numbers of carers with complex
mental health challenges, including anxiety and stress, loneliness and isolation,
depression and social-disconnection – further exacerbated by the Covid Pandemic.
The longer-term effects on mental well-being will need to be considered in future
planning.

•

There needs to be more widespread information and support for carers, particularly
around finance (claiming for entitled benefits) and respite support. Services need to
be widely publicised and easy to access.

•

Setting up a carers’ network would allow carers to meet up to discuss the challenges
of caring through mutual support. It could also act as an advisory and consultative
group for BCC Adult & Social Care Services, enabling carers to play a key role in
shaping future services and enabling the voice of the carer to be empowered and
heard.

•

Resources need to be directed at making the best use of information technology,
such as Zoom, as well as making services and information accessible to those who
are digitally excluded.
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5 Impact of Covid-19
The comments in the survey responses contain many references to the Covid-19 pandemic
and its impact is being felt in a number of different ways.
•

A significant number of people have started looking after someone since the Covid19 pandemic – 17% of respondents (22 people)

•

Travel restrictions have reduced the support available from other family members
and friends, tending to put more pressure on the person who lives closest to the
relative/friend being cared for

•

For the more vulnerable or those who are shielding it has caused a decline in
mobility and independence as they are unable to go out

•

Day care, respite services and other support groups have been suspended so many
people have been unable to take a break from their caring responsibilities

•

Specialist care services have been reduced by the pandemic and in some cases
people in supported living have had to move back to their family home

•

Lack of contact with others and being unable to see family and friends has led to
increased anxiety, loneliness and mental health issues

•

Not being able to visit more distant relatives/friends or those in care homes has been
hard to cope with. “It has affected the time we spend with our loved ones
when time is not on our side”.

•

Many services have switched to being online only, making those in the older age
range (75+) increasingly disconnected

•

It has been more difficult to access new medication and medical assistance
(communication problems over the phone/online)

There have also been some positive aspects
•

People have had more time to spend caring for others due to being furloughed
and/or other activities being on hold

•

People have also reported ‘becoming closer together’ as a result of the pandemic

The majority of those who have started looking after people since the Covid-19 pandemic
were either looking after a parent or a friend or neighbour. Typically they were fulfilling
caring responsibilities up to three or four times per week including shopping, hospital
appointments, housework and making regular contact with the person. There were also a
number of responses from people who have taken on a full-time caring role for a
husband/wife or child due to health issues, accidents or a reduction in support services.
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In the survey we asked:

“Has the current Covid-19 pandemic and lockdowns made things more challenging?”
The following quotes capture the key sentiments expressed.

“Covid restrictions have cut off ALL
available additional care support within
family.”

“I have no time for myself as he
hasn’t had any day care or respite
care since March.”

“There is the extra pressure that
they rely so much more on you…”

“Much
more challenging.
Her social
“Yes
substantially.
I am bearing
the
networks
all
stopped
and
she
is
too
full weight of being the only person
scared
to
shop
or
use
a
bus.
Her
they see whilst still working full
independence
has
declined.”
time.
My mental
and
physical health
has suffered.”

“Trying to communicate by phone
and letter is very difficult. Visits are
impossible because of the pandemic,
also 5 hour drive.”
“Covid-19 has put a lot of strain at
times not being able to see family
and friends.”
“Isolation – caring for someone who
is shielding is very challenging.”

“It is difficult to keep their spirits up
as this situation seems endless and
they lose hope.”
“It was easier before Covid, the
extra pressure from their fear
makes life difficult.”
“I feel trapped.”

Summary of other challenges mentioned:
•

•
•
•

There is extra pressure on the carer as the person is more reliant on them; many
have taken on additional responsibilities such as cleaning and shopping as well as
having to cope with work and home schooling;
Being together 24/7 has been a strain for some people;
Lack of support due to Covid;
Due to the restrictions, people have been unable to go into the home of the person
they care for to help with household tasks and IT issues.
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6 About the Survey
The research was based on a questionnaire (see Appendix 2) comprising a mixture of closed
(tickbox) questions and open-ended questions, giving people the opportunity to express
their own views. The questionnaire was aimed predominantly at older people aged 55+
living in the City of Bristol, but we also received responses from younger people.
Distribution was as follows:
Link to online questionnaire circulated via email to all BOPF members who are online
(c. 600)
Online questionnaire distributed to different community groups and networks across Bristol
including:
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Bangladeshi Women Elders
Somali Male Elders (Dalmar)
Golden Agers (Afrikan/Caribbean Elders)
Shirehampton Community Action Project
North Bristol Community Development Team (LinkAge Network)
Wellspring Centre
Easton Community Trust
Relevant Bristol City Council Departments
Bristol Support Hub
Avon & Bristol Chinese Women’s Group
Bristol Black Carers
Bristol Join Up Partnership
Voice and Influence Partnership
Bristol Alzheimer’s Alliance
Bristol Sight Loss Council
Bristol Macular Society
Bristol Disability Equalities Forum
Age UK Bristol
Bristol Ageing Better (BAB)
The Care Forum
Clinical Commissioning Group (CCG)

Paper copies distributed by post with the quarterly newsletter to all BOPF members who are
not online (c.2500).

6.1 Method
The questionnaire was completed anonymously either online (Google Forms) or on paper
copy and was open from 18 January to 26 February 2021. Results were combined into a
single dataset (Microsoft Excel). For the design of the questionnaire BOPF consulted with a
number of older carers and also the Bristol Ageing Better (BAB) Research Team. Prior to
launch the questionnaire was piloted with a small sample of people who are ‘looking after
others’.
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6.2 Challenges
One of the key challenges in formulating the questionnaire was that people may not identify
themselves as ‘a carer’. This could have prevented some from participating in the survey
and as a result, affected the overall response rate. There were also cultural factors, for
example within South Asian households, where looking after parents may not be defined as
a ‘caring’ role.
Uptake from the oldest people (75+ group), perhaps reliant on hard-copy versions of the
questionnaire, may also have affected response rates due to the effort required to complete
and return the postal questionnaire.
Further in-depth quantitative research would be valuable in identifying some of the carers
who may have ‘fallen through the net’ – in terms of ethnic background, age and income.
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7 Questionnaire Statistics and Analysis
A total of 139 questionnaire responses were received. Six of these arrived too late to be
included in the statistics, so percentages are based on a total of 133 responses. The survey
had four main sections as follows:
i. Who you look after – who / where / how long have you been looking after them
ii. Your circumstances – employment status / access to other help & support /
own health
iii. About the care you provide – how often / what type of care
iv. Your views – challenges / positives / what would help / impact of Covid-19 /
further thoughts & suggestions
The results for each section are discussed below.

7.1 Who you look after
The majority of survey respondents were either looking after a parent or a husband/wife
but there was also a significant number of people caring for disabled children. The needs
and challenges of those looking after children were very different (see section 7.5.2).
A large number of people (44%) were looking after someone in their own home – this was
mostly a husband or wife (62%), a parent (17%) or a child (16%).

No. of
responses

Who do you look after?
Parent
Husband/Wife
Child
Friend
Neighbour
Other Family Member
Partner
Other (Befriending)

54
43

17
14
11
10
3
3

Where is the person you look after?
In my home
In my neighbourhood
Outside my area

No. of
responses
59
41
33

Page 9 of 33

Additionally 14% of survey
respondents (19 people) were
looking after more than 1 person

Those ‘outside my area’ were
mostly parents, but this also
included friends and other family
members

A significant number of people (31 responses) have been caring for someone for more than
10 years and 50% of survey respondents have been looking after someone for more than
4 years. As mentioned previously (Section 5) the Covid pandemic has led to a sharp rise in
the number of people looking after others (17% in this survey).
How long have you looked after this person?
1-3 years
4-10 years
More than 10 years
Since the Covid-19 Pandemic
Less than 1 year

29%
27%
23%
17%
4%

Further analysis showed that
58% of those caring for
more than 10 years were
aged 65 or over

Does the person you look after have a health condition?

Note: many people have several conditions

Figure 1 - A summary of the most common health conditions mentioned in the survey
* Chronic obstructive pulmonary disease (COPD)
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7.2 Your Circumstances
The survey showed that having responsibility for looking after someone had a significant
impact on people’s working lives. Several people had to take voluntary redundancy or early
retirement in order to care for their loved one, and others who were still in work had to
reduce their working hours or give up completely. In other cases, people who have been
working from home because of the Covid pandemic were concerned that they might need to
consider leaving their job once they had to return to the workplace.

How many hours do you work or study?
Not currently working or studying
58%
Working part-time up to 30 hours/week
25%
Working more than 30 hours/week
16%
We asked ‘Did you have to give up work or reduce your working hours in order to
look after the person concerned?’
Significantly 28% of respondents
have had to give up work or
reduce working hours to look after
the person

“Due to working from home, no.

But once I am required back in
the office, yes. Will need to
consider leaving my job.”

More than half of the respondents had underlying health conditions. The most frequently
mentioned conditions are noted below.
Do you have any underlying
health conditions yourself?
Yes 56%
No
41%
Most mentioned conditions:
Arthritis
Diabetes
Depression, mental health, anxiety
Blood Pressure
Heart problems

Responses
17
14
13
8
7
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7.2.1 Help From Others
Do you receive any help with the care you
are providing?1
Help from family, friends or neighbours
50%
Other outside support
17%
No help from anyone else
36%
More than one third of respondents were getting no help from anyone else. Of these,
35% (17) were providing full-time care in the home and
31% (15) were providing daily care.
Half of those getting no help had been looking after someone for more than 4 years
and 25% for more than 10 years.
There were many comments from these respondents about being under constant strain,
having no time to yourself, lack of respite and needing more support.

Half of the survey respondents (67) were receiving help from family, friends or neighbours.
There was a range of support mentioned from practical help through to shared responsibility
(this applied mostly with a sibling).
Support activities mentioned:
•
•
•
•
•
•

Shopping and help with household jobs
Moral support
Check-in calls and visits
Taking to appointments
Sitting or overnight stays to give respite to main carer
Dog walking

A much smaller number of respondents (23) said they were receiving outside support. Of
these 12 people had paid carers and other forms of support were mentioned only by one
or two people and included:
•
•
•
•
•
•

Cleaner
Home help
Day centre
Volunteer support
Community health support
Sitter

Six people said they did not need outside support at the moment.

1

Note a number of people were receiving outside support as well as help from family etc. and ticked both
boxes, hence the totals add up to more than 100%
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7.2.2 Formal Support and Carers’ Assessment
Do you receive or have you ever
received any formal support because
of your caring role?2
Yes
No

Have you had a Carer’s Assessment
Meeting?

29%
69%

Yes
No

29%
70%

The survey showed that only 29% of respondents had received any formal support or
had a Carer’s Assessment. However, 44% of respondents said that they were looking
after someone in their home, which might suggest that at least 15% of the survey
respondents could be entitled to more support.

7.2.3 Social Support
Do you attend any social or support groups
with or without the person you look after?
Yes
No

28%
69%

The number of people attending social or support groups was relatively low at 28%.
For those who said they were not attending any groups, no reason was given.
For those who were attending social groups (or were attending groups before the Covid-19
pandemic)
•
•

59% said that their activities had been stopped due to Covid-19
30% said that their activities had gone online

Groups mentioned were:
•
•
•
•
•
•
•
•
•
•
•
•
•

2

The Mindful Life
Rethink
Carers support groups
Wellbeing and activity groups such as gardening, walking
Monthly Dementia Carers Support Group
Carers UK Online Chat Sessions and Learning Sessions
Bangladeshi Bristol Women’s Group
Coffee Mornings
Singing for the Brain (Alzheimer’s Society)
Support group meetings with AUKB
Clubs - Retirement Club, Rugby, Skittles, Weekly club at Salvation Army, Age
Concern clubs
Macular Society
Volunteering

Note that a few people did not respond to these questions hence the total is less than 100%
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7.3 About the Care You Provide
The majority of respondents, almost two thirds, were providing care on at least a daily basis
with almost one third providing full-time care. Of those giving full-time care many were
looking after a husband/wife, and/or children, and had been providing long-term care for a
number of years. It was also significant that a large proportion of full-time carers (40%)
were in the oldest age group.
How long do you spend looking after someone
else each week?
Full-time care
32%
Daily - more than 2 hours
17%
Daily - up to 2 hours
14%
Once or twice per week
14%
3 to 4 times per week
14%
Other
11%

This shows that:
63% of respondents
were providing care
on at least a daily basis

Further analysis of those doing Full-time care
showed that:
40% were aged 75 or over
17% were aged 65-74
29% were aged 55-64
14% were under 55

67% caring for more than 4 years
29% caring for more than 10 years

If you live with the person you look after,
are you able to leave them unattended?
Yes

34%

No
Not living with the
person

14%
51%

Further analysis showed that almost 30% of those who live with the person they
look after were unable to leave them unattended. It was apparent from the views
expressed by this group that their lives were particularly challenging – depression,
stress, loneliness, isolation, frustration and resentment were common themes mentioned
– see section 7.5.1
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Type of care provided
The following diagram illustrates the type of caring activities that people were providing
based on how many times the activity was mentioned across all the responses.

Figure 2 - A summary of the different types of caring activity provided and how often these were
mentioned

Shopping was mentioned in the majority of replies and it is likely that the need for this has
increased due to the Covid pandemic with many people isolating or shielding.
For many carers time consuming tasks such as shopping, housework, meal preparation and
dealing with medication were common. Several people commented that they would like
more practical help so that they could spend more ‘quality time’ with the person.
“I would love to just see my mum socially rather than be a carer!”
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7.4 Demographic Breakdown of Statistics
The equalities statistics are summarised below.
Full details are given in Appendix 1 – Equality & Diversity Statistics
Age Range of survey respondents
Under 55

20%

55-64

29%

65-74

25%

75+

25%

69% of respondents were female
42% of respondents had a long-standing illness or disability
10% of responses were from members of Black, Asian, and other minority ethnic
communities
5% of responses were from people of Lesbian, Gay, Bisexual or other orientation

Who completed a postal questionnaire?
% for each age group
Under 30
30-44
45-54
55-64
65-74
75-84
85+

Postal
0%
25%
11%
15%
21%
46%
86%

Online
100%
75%
89%
85%
79%
54%
14%

This demonstrates the general
trend of decreasing use of
online resources with age
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Where do you live?

Bristol

BS1
BS2
BS3
BS4
BS5
BS6
BS7
BS8
BS9
BS10
BS11
BS13
BS14
BS15
BS16
BS30
BS32
BS34

No. of
responses
2
3
10
9
14
3
17
1
13
3
6
5
8
7
17
2
0
1

Outside Bristol 12
Figure 3 - Map showing relative no. of responses received for each Bristol postcode area

7.5 Your Views
In the survey we asked a number of open questions to find out how people were feeling and
coping with their responsibilities. In the following section for each question the common
themes have been highlighted along with some quotes to illustrate a range of responses. A
summary of other key points people raised is also included.
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What do you find are the main challenges of looking after someone?

Not having enough
time for them and
myself. Feeling like I
am letting them down.

I have had to give up
my social life and all
my interests, lost the
sense of who I am

Not able to be
spontaneous,
exhausted

Depression,
stress, loneliness,
isolation,
frustration,
resentment

Mental Health
& Wellbeing

Being unable to plan
anything, my husband
and I live in a “bubble
of today”. Yesterday
has no meaning for
him, as all forgotten.

Losing Own
Identity

Having virtually no time to myself.
Lack of appreciation of my own
needs and medical issues.

Time

It’s never out of
my thoughts,
even when I
have time alone
or with friends it
still bears heavy
on my mind

My own mental health
suffers and I become
impatient

Thinking about it
all the time. The
expectation that
my spare time is
for this role.

Knowing that if you take a
break that their needs don’t
just stop, guilt of not being
there and emotional exhaustion
Stress,
constantly
on call

Emotional Pressure

Balancing their
mental health
and my own –
both are
precarious

Sole responsibility
for their good
wellbeing.
Managing their
household and my
own.

Lack of support
and lack of
understanding of
what caring is

Lack of Support
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There is nowhere
to ask questions

Other challenges mentioned:
•

•
•
•
•
•

Difficulty getting to the person and being there when needed for those who rely on
public transport
“Not knowing what to expect from day to day”
“Trying to stay cheerful, when they are negative about everything”
“Speaking to medical professionals on their behalf and being heard”
“Judging when to intervene and when not to. Self-respect is paramount for
us all.”
Reluctance of person to make any changes to their ‘normal’ way of life
Limited transport options (to enable looked after person to get out)
Own ageing and increasing inability to cope
Carers’ Allowance stopping at retirement age
“The CSC is supposed to be for carers but getting any information or help

•

from them has been like trying to get blood from a stone”
“Ensuring I do not take on board another person’s anxiety/problems”

•
•
•
•

•
•

(Telephone Befriender)
“Getting to terms with the fact you are a carer and not a lover”
“All the help offered I have seen is offered to young or elderly carers. I am
neither of those.” (Age 30-44)

7.5.1 Specific challenges of those doing full-time care especially when unable
to leave person unattended
Those who were doing full-time care, particularly people who were unable to leave the
person they are looking after, had been hit particularly hard by the Covid pandemic.
Loneliness and isolation is prevalent amongst this group. Most had been unable to get
respite and have been under constant strain, with no outlet either for themselves or the
person they care for. Many were in need of more help in the home, but this has not been
possible during the pandemic. Many were also in need of more specialist care so that they
could take a break and know that they were leaving the person in safe hands. In the words
of one respondent:

“People underestimate the 'pressure cooker' effect of lockdown on emotional
health and wellbeing”
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7.5.2 Specific challenges relating to looking after children
The following points were highlighted in the survey.
•
•
•
•

•
•

Parents getting older – who will care for their child when they are no longer able?
Difficulty accessing specialist support, especially mental health problems and
Autism/Asperger’s syndrome
Dealing with complex conditions – Autism, Asperger’s syndrome, severe mental
health, Down’s syndrome, severe learning difficulties
Difficulty engaging with official agencies “who consistently fail”, for example,
support staff not trained in specialist procedures e.g. PECS
(Picture Exchange Communication System – relevant to Autism)
Support in crisis due to the Covid-19 pandemic
Lack of break/respite
“It is constant - no respite for myself and husband to be on our own for
any length of time”

7.5.3 Specific challenges relating to poor mental health
Many respondents were juggling both their own mental health and that of the person they
were looking after. The isolation caused by the Covid pandemic has led to increased anxiety
and depression and there were a number of comments from people who felt lonely,
unsupported, and resentful.
“Mum was attending a day centre two days a week, and physically going to

Singing for the Brain sessions, also a church lunch every week. Now she’s home
all the time and her dementia has declined noticeably, she and I are depressed.
We argue a lot. Cry a lot. I feel trapped and resentful.”
“Very mentally draining, tiring, affects on my mental health, very alone, no
support.”
For those people caring for others with severe mental health problems there was frustration
with inadequate mental health services.

“Until my ex was mentally ill 10 years ago I had no idea how poor M.H. (mental
health) provision was. He was extremely ill and I was left to do everything. I had
to exit living with him to get him more support and then it was very limited. It
left me exhausted and if I had stayed I'd have had a breakdown too!”
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Could you tell us what would make your life easier in your role of
looking after someone?

Someone else taking
over from me for 24
hours would be nice

To have a break
some time and not
feel if I do not go
she has no one else
to turn to

Some REAL time off,
meaningful sharing
of responsibilities

To get someone in to help with
housework so I can spend more
quality time with him…

Respite

Practical help –
particularly their
garden which
needs a lot of
maintenance

More help with
general life issues

More contact with
others to discuss the
predicament

Practical
Support
Would be nice to have someone to
talk to who understands the
demands of caring

A ‘safe’ person
to offload/all
advice to

Someone to Talk To

More specialist
care so I can leave
him without
worrying or being
contacted by carer
to come home

More community
support and
appropriate
assessment of the
person’s needs in
their own home

Having someone else
taking over responsibility
for his health – it’s
frightening at times

Being able to call
on someone
(qualified carer)
when needed

Professional
Support
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What would make your life easier - other things mentioned:
•
•
•
•
•
•
•
•
•
•

“Having someone else to keep track of and administer all the current
medicines”
“A helpline or searchable database with all the answers”
“Not having to fight for everything”
Having more support organisations to link the person to
“Someone to help him with technology so he could be more connected”
A far better care system /more specialist care
More support from medical professionals

“The person accepting they need the help and care”
Being able to afford care
“If I could afford not to work full-time and provide the right amount of

caring support”
•
•
•
•
•
•

Increase in Carers’ Allowance

“To feel valued, respected and supported”
“If there was a way to assist with the communication issues”
(Deaf/blind person)
A friendship network / regular visitors to relieve dependence on individual carer
Easing of pandemic and lockdown and resumption of older people’s social groups /
being able to see family and friends
“Council services need to always ask if someone is a carer”
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Do you find there are positive aspects to looking after someone?
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What challenges do you think you are likely to face in the future in your
role of looking after someone?

Themes
More difficulties due to their
decreasing health and mobility more frequent visits,
more personal care needed

Quotes
“Grandmother needing more support and
more often. This would be really
challenging without other help”
“I worry that Dad will need a carer in the
future to help him dress and wash. Without
sounding harsh I wouldn’t be prepared to
do that.”
“If my mother becomes bedridden”

Need for more specialist care

“He will be having dialysis at home and I
am dreading the practicalities of dealing
with that treatment”
“Child urgently needs more hands-on
mental health support”

Ageing becoming ill, burnout,
being unable to carry on

Increasing dependence

“My age and own conditions. I get so tired.
His deterioration, mental condition and
being too old for caring for someone else.”
“Burning out and needing care myself”
“As parents need more help will I be able to
go on holidays, or away anywhere?”
“The possibility of more frequent longer
visits being necessary which would impact
my day job”

Poverty, financial difficulties

“Finances change the longer I stay out of
work”
“Lack of finances to be able to buy in
support services, have to give up my job
and independence”
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Going back to work

“When going back to work, unsure how we
will manage”
“My carer role will end once I go back to
work”

Person’s independence, resisting
support

Mental health Underfunding,
Own mental health

Ongoing impact of Covid-19 not being able to visit,
getting person’s confidence back

“At 92 she is getting more infirm and is
very reluctant to ask for or accept help.”
“As mum becomes more frail, negotiating
the changes and contemplating her care
needs in the future. She wants to be
independent and resists outside help (from
non-family)”
“Mental health still being underfunded for
whatever reason – as now”
“My own physical/mental collapse”

“We really need to be able to go and help
him in person but because of Covid we
cannot do this. This is likely to continue”
“Getting her confidence back so she will go
out”

While most people expressed their worries there were also a few stoical responses,
particularly from the older age ranges:
“I don’t think about that! Let’s get on with today and make the very best of it!” (85+)

“Take life as it comes” (75-84)
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Do you have any further thoughts about looking after someone which
you would like to share?

The need for society to recognise and value what carers do
“I need to be respected as the
expert in the people I care for,
I need to be included as a
partner in the care of the
people I care for. I need
society to wake up and realise
that if unpaid carers stopped
doing what we do the country
would need to double the size
of the NHS and social care.”

“Unpaid carers such as myself

save the UK Government and local
authorities billions of pounds every
year, yet we are constantly the
‘forgotten ones’. Carers’ Allowance
is pitiful.”
“I wish carers were acknowledged
as partners in care.”

Being a real carer is not just a job it is a true vocation
“Being a real Carer is not just a job, it is a true vocation

and should be treated as such. 99% of folk that have to
deal with and use carers would benefit far more from a 1
to 1 role, than the way care companies work . They want
continuity and companionship and it should be possible.”

Caring is emotionally and physically demanding
“It’s a real challenge and asks
a lot. However it has its
positives. I think I have grown
up through the experience –
even at this stage of my life!”

“It’s very difficult for anyone
even close family to fully
understand what it’s like to be
a full-time carer unless one
has done it”

“It is scary being totally responsible for an 85 year old in my own old age”

The need for respite
“Specific support groups may
help along with respite. Most
carers don’t mind caring, they
just need some time off
occasionally.”

“Sometimes feel I want to run
away and just be me, and
then feel very guilty, expect
other full time carers would
recognise this only too well!”
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Covid has increased the mental stress of caring
“Carers will need a lot of

“I’ve had my first Covid jab,
but I am terrified for him; with
support workers coming and
going and they and he are
lower priority for tests and
jabs.”

support themselves due to the
sheer time involved with
looking after people for so
long without any outlets, lack
of meeting up with people.”

“Nobody can tell me why we don’t qualify for Covid vaccines, alongside
Care Home workers etc, because there is no backup contingency plan if I
become ill or die. Nobody else can look after Mum.”

Getting access to support
“There is a lot of help and
support available, especially in
North Somerset, but the
pathways to this are
sometimes unclear and hard to
pin down – I’ve noticed this
more in Bristol.”

“Information about support
does not seem to be freely
forthcoming from the medical
profession. One always has to
ask or find out for oneself.”

“I worry about people who do not have a support network as I do
have to work quite hard at advocating for my elderly Mum to ensure
her needs are met and her voice is heard.”

Unfairness of access to free carers
“Irrespective of your financial situation caring needs
are the same. But it seems the system is based on
penalising those with funds to pay their way and the
poorer you are the more support you get to access
free or reduced rate services. … There should be a
base level of accessible support that is not
dependent on financial status.”

“My mum always
worked and now has
to spend large
amounts on paid care.”

It can be rewarding
“It is lovely to be able to show love and
care for someone, whether they are a
friend or a family member, and it is always
a worthwhile way to spend your time.”
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“Care although not in person
does require dedication of time
and energy – I do it as a source
of respect, care and love.”

Appendix 1 – Equality & Diversity Statistics
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Do you have a long-standing illness or
disability?
Yes
No
Prefer not to say
No response
Total number of responses: 130

42%
51%
5%
2%

Sexual Orientation
Heterosexual (Straight)
Lesbian/Gay/Bisexual
Other
Prefer not to say
No response
Total number of responses: 131

87%
4%
1%
7%
1%

Gender
Male
Female
Other
Prefer not to say
Total number of responses: 133

29%
69%
0%
2%
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Appendix 2 - Questionnaire
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