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Summary of Findings

We spoke to 30 people for this project, plus one case study. A majority of
respondents were women from all over the Bolton area. The sample of
respondents was nhot completely representative of all residents in Bolton,
however this may also reflect a difference in those that take on a caring

role.

The carers in this study were most likely to be a parent, spouse, or child of
the person they care for. These categories are presented in order of most

selected.

People described a range of frustrations with being a carer. Many of these
emotions were related to the challenges of the day to day role and often
linked to a lack of time for themselves, support to do things like work, or

take a break.

There were also some with a sense that services are not always easy to
communicate with. For example, there is an expectation that services would
call back and arrange support if offered, but this did not always take place.
In addition, understanding a system which is often split across local Council
and NHS could leave people feeling isolated; it takes time to understand

how this all works.

Those we heard from are dedicated to those they care for. There was
therefore concern about the future, mainly that carers would be able to
continue working and therefore have enough money to get by. The other
concern related to the person they cared for, what would happen to them
once the carer was too old to continue providing support. A few carers

expressed that they felt caring had taken over their lives.

Carers did not always feel valued and this may in part be due to the at

times unregistered nature of their role. This might also be compounded by



difficulties in accessing self-care or formal medical services due to time

constraints.

o Respite is an issue that has been explored by Healthwatch before and it
once again played a part in people’s experiences in this project. Essentially,
respite was not always felt to be easy to access. Naturally, it can mean
different things, not just a formal site where people can be left for a time,

but also another person helping at home.

e There is a chart in the results section that shows the range of activities
carers like or would like to do. Many of them are ordinary daily activities

such as walking outside, meeting family, listening to music, or other hobbies.

e Use of technology was mainly related to information gathering.

Background

Every year, we (Healthwatch Bolton) consults the local community to find out what
health and care topics matters to them so their feedback can influence our
workplan. For our 2021/2022, the local community told us that ‘mental health’ was
a priority for them. The Unpaid/Informal Carers Project fits with our priority of

mental health.

In 2019, we undertook a similar project researching local carers experiences of
loneliness and isolation. The respondents expressed the emotional and social
impact their caring roles has on their life, what activities they would like to do to
have a break from their caring role and highlighted several barriers to accessing

information and support.

In 2022, in the light of the Covid-19 pandemic, we undertook a similar project to
explore how the pandemic has exacerbated unpaid carers experience of loneliness
and social isolation. It seeked to ascertain what support is available for carers,
highlight their coping mechanisms and barriers to accessing support and
information. We wanted to establish when carers reach out for help/or when they
are offered help (from both statutory and third sector organisations) that enables
and empowers them to fulfil their caring commitments. To this end, we wanted to
give unpaid carers a voice in influencing and shaping future local carers strategies.

4



Definition of unpaid carer

An unpaid/informal carer is anyone, including children and adults, who look after a
family member, partner or friend who need help because of their illness, frailty,
disability, mental health condition or an addiction and cannot cope without their
support.

Methodology

What did we ask people?

We asked people about their feelings and experiences of being an unpaid carer,
how this impacts them and what sources of support they might have found.

Who did we talk to?

There were 30 respondents to the survey, though not every question was answered
by all respondents.

Of the 30 respondents only 25 answered enough of the questions to be considered
detailed respondents, with most of these other 5 only answering the first question.

We also gathered one case study.

How did we carry out the research?

The data for this report was collected by our unpaid/informal carers semi-structured
survey which we ran on Survey Monkey (15.03.2022 to 18.04.2022). The survey
was promoted at many face-to-face events in Bolton. We took paper copies of the
survey so they could be completed by people who did not access online
information. We conducted one telephone interview.

The survey was promoted in our monthly newsletters (March and April) and on our
website and through our social media channels: Twitter, Instagram, and Facebook.

Bolton Carers Support promoted the survey via their Carers ‘Contact’ Newsletter.
Bolton CVS promoted the survey in their Information Bulletin. Bolton Clinical



Commissioning Group and Greater Manchester Mental Health Trust shared the

survey within their networks.

How will the work be disseminated?

This report will be available on our website in the reports section.

The findings and report will be shared with our local parthers and contacts, which
include commissioners such as the Local Authority and Clinical Commissioning
Group/GM ICP/Bolton Locality Board, Greater Manchester Mental Health Trust, and
Healthwatch England.

The findings of this work will also contribute the Carers Strategy currently being
refreshed by Bolton Local Authority

Ethical Issues and Data Protection

No personal information will be collected. We never collect personal names, or
addresses of anyone who returns a survey to us. We may ask people to sign up
to our newsletter after completing one of our surveys, but this is done by an

external link directly to our Mailchimp database.

We liaised with Bolton CCG to ensure they are fully aware of this project.

Healthwatch Bolton operates to the UK General Data Protection Regulations 2018.
All information provided will be stored for the purposes of this project. If you would
like to know the full details of how we comply to the GDPR regulations please
refer to the privacy notice which is available on our website:
www.healthwatchbolton.co.uk.

Findings

This section details the full findings of the survey and case study undertaken for
this project. Whilst this is a presentation of the results, some quotes are not

included for readability.

Quotes are selected to help represent the key issues raised by respondents. The report
aims to highlight both common experiences and less common but relevant ones.


http://www.healthwatchbolton.co.uk/

A summary of the report can be found at the start of the document.
Recommendations follow at the end.

e There were a total of 30 respondents in our survey.
e The work took place between March — April 2022.

e The survey was conducted with Bolton residents.

Demographics

This section details the demographic characteristics of the respondents in this
project. Not everyone answered each question and at times people could select
more than one answer, which results in a higher number of responses than total

respondents.

What is your postcode? (first 3 characters)

Postcode n-21

BL1 BL2 BL3 BL4 BLS BLG BL7

Postcode area

There were a range of geographic postcodes represented.



What is your age?

Agen-21

Under 1824 2534 3544 4554 5564 6574 7584 L+
18
Age inyears

The majority of respondents were aged between 45 and 74.

Please tell us which gender you identify with?
Women 20 (95%), men 1 (5%). Total 21.

No respondents identified with the optional categories of Intersex, Non-binary, I'd

prefer not to say, Other (please specify).

Please tell us which sexual orientation you identify with?

Heterosexual/straight 20 (91%), Gay 1 (4%), I'd prefer to self-describe 1 (5%). Total
22.



Do you have a disability or a long-term health condition?

Disability or long-term health condition n-21

12

2

Yes, | conssder mysell  Yes, | conssder myself None of the above I'd prefer not to say
to have a disability to have a long-term
health condition

While over half said they did not have a disability or long-term condition, there

were a significant number of people that selected ‘long-term health condition’.

Is your gender different to the sex that was assighed to you at birth?

No 18 (86%), Yes 3 (14%). Total 21.
Nobody selected ‘I'd prefer not to say’.
Please select your ethnic background

White: British/English/Northern Irish/Sottish/Welsh 16 (76%), White: Any other White
background 2 (10%), Asian/Asian British: Bangladeshi 1 (5%), Any other
Asian/Asian British background 1 (5%), Black / Black British: Caribbean 1 (5%).
Total 21.

There were no respondents selecting other ethnic groups from the full list provided.

Due to the small number of respondents the percentages related to the results for
this question can be shifted by a small number of responses. Therefore, whilst the total
for White or Other White groups of 86% is roughly similar to the overall total for

Bolton, this remaining 15% represents just 3 non-White respondents.



Being an unpaid carer — background questions

Do you see yourself as a unpaid/informal carer?

Yes (26), Don’'t know (3). Total (29).

Most respondents identified as an unpaid carer (90%). We had no respondents

state ‘no’ in response to this question.

What is your relationship to the person you provide care for?

Spouse (married or civil partnership) (5), partner (2), parent (12), son (3), daughter
(4), sibling (1). Total 28, one person ticked two options.

Parent (43%), spouse (18%) and daughter (14%) were the three most common
responses to this question. Due to the number of respondents there is not a big
gap in between the categories with low response totals. This makes caring for a

parent unpaid the most represented category.

How long have you been an unpaid/informal carer?

Length of time a carer n-25

5
4
3
r F
i ] .
: B
lessthan 12 1-2years  3-dyears S-6years F-Byears  9-10years more than

manths 10years
Age inyears

As can be seen in the chart the single most popular response showed people had

been a carer for a long time ‘more than ten years’.

Defining the impact of being a carer is difficult from years alone, but if we assume
that caring in an unpaid way requires a significant contribution in time and energy

the chart shows that in this project most had been caring over one year already.
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Have you told your GP practice that you are an unpaid carer?
Yes (14), No (4), Unsure (4), | didn't know about this (2). Total 24.

The majority of participants had told their GP they were a carer (58%). However,
this still left a number that had either not done so (17%) or were unsure if they

had (17%).

Approximately how much time do you spend caring for someone each
week?

Weeky time spent caring n-23

7 7

0-5 hours 6-10hours 11-20 21-30 31-40 41-50 Over 50 Other
hours hours hours hours hours {please
specify)

Hours per week

The chart shows participants estimate at how much time they spend caring each week.
Much like the previous question around how long people have been caring, itis difficult
to know just from the numbers what the impact of spending so long on caring is.
However, it is likely the large numbers suggested here would have significant impact
and approximate at least if not beyond what would be a working week in hours
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As a carer, what feelings and emotions do you go through on a day-to-day
basis?

Day-to-day feeling and emotions n-184

Struggling with other
Neglecting your own health relationships (spouse,
needs partner, children, friends)
14 13

Exhaustion
15
Tiredness/fatigue
21 [ '
Feeling my caring | |solated
Feeling like | have lost my IS RS TR 33

identity over
15 12
Satisfaction
Lonely
8

5
Pride
4
Anxiety Frustrated Hopelessness Resentment Contentment
19 15 11 8 3

The chart offers a visualisation of the emotions people ticked when asked to select

how they feel from a range of options.

In addition there were two responses that said ‘other’ with the attached comments

being ‘stress’ and ‘despair’.

As a carer, what are your biggest frustrations?

People were asked to list their frustrations with being a carer, they could select

more than one option.

Poor communication between services (10), Lack of information (11), Having to
repeat yourself time and time again (6), Services letting you down (e.g. having to
chase things when people do not come back to you) (11), Having to hit crisis
before finding out about available support (12), Struggling to navigate the health
and social care system (12), Professionals who only speak to the 'cared for' and

not the carer (7). Total 74.

Nobody selected the option ‘None, | don't have any frustrations’.
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Key issues with 16% of responses each were ‘Having to hit crisis before finding out
about available support’ and ‘Struggling to navigate the health and social care
system’. We also heard from 15% of respondents a piece that ‘Lack of information’
and ‘Services letting you down (eg. having to chase things when people do not
come back to you)’ were of concern. Finally, ‘Poor communication between

services’ comprised 14% of the selected statements.
There were five comments under the ‘Other’ option for this question:

“Under the circumstances we cope quite well. | think this is because we do not find

it easy to ask for help.”
“That no one asks how "you are" only asking the cared for person how they are.”
“Loss of identity, no time to be me.”

“Gave up asking for support a long time ago it's easier to just manage on my

”

own.

“Working and also almost being a personal assistant to the person | care for.”

As a carer, do you have any fears, worries, or concerns about the future?

We asked whether respondents had any concerns for the future and to tell us more

about them.
Don't know/not sure (7), Yes, Please tell us more (17). Total 24.
There were no selections for ‘No’.

Overall we had a majority say there were concerns (71%).

Several concerns related to what will happen to the cared for person in future:

“ fear what will happen to my daughter when I'm no longer able to care for her or

when I'm no longer here”.

“ worry about my [child’s] future when | am older and not able to provide care for

her.”
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Others faced challenges due to the time dedicated to caring:

“l worry about finances, if my partner will get better, & the fact | can't work - so
when the inevitable happens, | will have nothing to fall back on.”

“Trying to care, work, look after my own family and find time for me.”

There was also concern about the unknown nature of what the future holds:
“‘Not a clue what the future holds?”

“I'm 60 now and been a carer for over 10 years and feel my life is over.”

Self-care

What do you do to look after your physical and mental wellbeing?

Activities done to look after physical and mental health n-96

Individual or group exercise e.g. gym, running, walking, yoga, swimming e —— | 1
Watching TV, films 1 —— 1 ()
NN —————————————————— %
spending time with family and/or friends  EE—
Using digital and social media I 7
Daing an outdoor activity such as gardening, litter picking, dog-valking I
Pets I
Listening andfor playing music or musical Insfrument  EE————————
Having a healthy diel -
Cooking/baking EEEEE———
Being creative: doing crafts eg. painting, knitting, pottery  EEEEEEEEE——————— 5
Sleep and rest I 5
goeng to work, school or college G
Being part of self-help/support groups - digitally eg. Facebook groups IEEEG—_—————_
Take partin religrous activities  IEEGEG—_—_————
Meditation, mindfulness, breathing or relaxation  E— 2
Avoiding stimulants such as caffeine or alcohol 1
Being part of self-heip/support groups - in person T 1
Play in a team sport e g. football, tennis, rugby, netball, cricket 0

A range of activities were recorded as indicated in the chart above.

Do you do any of the following to help you cope?

We asked if people turned to various behaviours in order to cope with the effect of

being a carer. People could select more than one answer.
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Drinking alcohol (8), Eating unhealthier food (11), Withdraw from social situations
(10). Total 29.

The result was alcohol (24%), unhealthy food (33%), and withdrawing socially
(30%).

There were also a smaller number of people that selected ‘Other (please specify)’

4).

“No”

“Sleeping too much”

“Over talk then people will listen”
“Drugs”

...are there any barriers that stop you doing the things to look after

your physical and mental wellbeing?

In addition to the previous question we asked if there were any barriers to looking

after physical and mental wellbeing that people could identify.

“Time”

“Availability of time given caring responsibilities.”

“No one to look after the person who needs care if | go to exercise class etc.”

“Having to cancel arrangements for "me time" due to attending various

appointments etc., with the "cared for" person.”

Energy levels
“Pure exhaustion. Fear and worry.”

“Time? exhaustion from what has to be done.”

Finances

“ can't drive (my partner, the one | care for, was always the driver), so we have to

rely on others for help & feel isolated. | started driving lessons but it got too

15



expensive so | had to stop. We can't be spontaneous, everything has to be

planned to the second, so we just don't bother going out because it's easier.”

“Finances.”

Feeling valued

How valued do you feel your views and experience is as an unpaid carer?

(think about your contact with you GP, social care, health professionals)

We asked how people felt about this area on a sliding scale. The scale went from

‘highly valued’ to ‘not valued at all’.

The responses were Slightly valued (8), Not very valued (6), Not valued at all (7).
Total 21.

No responses were received for ‘Highly valued’.

This suggests respondents tended towards the negative when assessing their

feelings towards this area.
Do you feel respected and listened to as a carer?

The survey included an open question on the idea of respect and being listened to
as a carer. There were a number of themes as indicated by the quotes selected
below, namely blaming yourself for not reaching out enough, that peer support
groups are where opinion is most listened to and feeling unvalued because caring

makes it hard to work.

Blame self

“Not really, but as mentioned before, | believe this is because | do not reach out to
support organisations. | also feel that when | have reached out to organisations |

have not felt that supported and/or listened too.”

“Peer support networks.”
“From other carers and people in similar situations.”

“As a Carer | have written articles and | support others using my experiences... |
have been lucky enough to win an award for my group which is amazing so |

suppose | am respected ... But many of us don't have a voice it's very very hard.”

16



Not feeling valued

“I'm made to feel like I'm just unemployed and on benefits rather than caring for
my poorly daughter.”

Access to healthcare

Do you struggle with attending health and care appointments because

of your caring responsibilities, for example, seeing your GP?

Struggle to attend health and care
appointments n-23

Yes, 3,13%

Not sure, 1, 4%

Sometimes,
13,57%.

No, 6, 26%

We checked whether being a carer was also affecting ability to maintain health

through related appointments.

As the chart above shows this did affect people ‘sometimes’.

What would help you to access your own health and care appointments?

There were two areas that would help carers: More flexibility and more cover for

the person they care for.

Flexibility
“More flexible times.”
“Priority booking, understanding that carers have less free time than most.”

17



“Late evening appointments would be better for me as | have family who can be

here to take over the caring roll whilst I'm at any appointments.”

Cover for care
“Cover for my mother’s care.”
“Someone to help looking after the person I'm caring for.”

“Having someone to deputise for me.”

Where do you access information relevant to your caring role?

We heard that most people used the internet for information related to their role.
There were a smaller number of people that referred directly to their social worker
or services for information. There were also a number of respondents that did not

access any relevant information at all.

Area Responses

Online Internet (4), friends (1), Social media networks (1), Various

online platforms (1), Alzheimers.forum (1)

Directly from services Local Authority social worker (1)

“Mostly social worker, however | only get they information after [l

instigate] it.”

“Only when in a crisis situation | reach out to MH services.”

Local group “Bolton Carers support and peers.”
Do not access (1) 1 don’t (2), nowhere (2)
information

18




Respite
Are you able to access respite care for the person you care for?

Yes (3), No (13). Total 16.

The majority of people were unable to access respite care for the person they were

caring for.

There were also a smaller number of people that selected ‘Other (please specify)’
(6). Within this, two people did not know about it, two did not want it, and two had

faced difficulty either arranging the respite.
Though most comments here were not detailed one person said:

“Trying to sort respite care is a hard slog trying to find somewhere that has

availability”

If you are not currently accessing respite care, what respite care would
you like?

This was an open question, but the majority of responses (14) were variations on
wanting some level of support to enable them to take time away from caring. In

most cases this was something like a few hours a day or week:
“Someone to come for a few hours weekly.”

“Someone to visit and check on my [daughter] while | was on holiday.”
“Time for myself to do the things | enjoy. Would love a weekend away.”
“2 or 3 days a month.”

People did not therefore have a high demand for extra support, just to allow them

a break here and there from their daily responsibilities.

Local groups
Do you access any local groups (not necessarily carer-specific)?

No (20), Yes (4). Total 24.

No respondents selected ‘Not sure’.
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When asked to elaborate the four respondents that selected ‘yes’, two respondents
mentioned Bolton Carers Support and Asian Elders Resource Centre. One of the
respondents mainly focused on fithess and crafts, but also talking therapy. Another

respondent mentioned a group for older people.

What would make more local groups (e.g. support groups, libraries, leisure

venues and facilities) more carer-friendly?
This was an open question and (17) people responded.

Whilst there were a range of responses, there were some key themes to highlight.

One is the need for more diverse activities:

‘It would be good if local groups offered more ethnically diverse activities.”

We also heard a common theme around flexibility and responsiveness to carers

needs:

‘It would be good if there was more sessions where you can leave the person you
care for, for an hour or so, so you can do the grocery shopping. | used to take my

mum to a lovely group in Manchester but it's quite far to go for a few hours.”
“Understanding, empathy, tolerance.”

“Understanding carers needs.”

Some felt they didn’t know what could be done or felt deflated by the experience:

“l guess there isn't much that can be done for people that can't get respite or if

respite isn't suitable. Everyone tries, unfortunately the mark is always missed.”

Assistive technology

Assistive technology is a device or system that helps you to do things in
your everyday life such as medication reminders or systems that control

different items around the home. Please tell us your thoughts on these.
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We asked respondents some quantitative questions about their experience with

assistive technology.

Use of assistive technology

10
':. " L
4 = 4
3
o l ‘
_ A

Assistive tech in your caring  Information and advice online  Peer support groups online
role

® | access or use this

I would like to access this, but would need support or advice

® | don't want or need to access this

The chart shows that for those that access of use this type of support, it was

technology for information and advice online that was most popular.

For those that would like to access but would need support or advice there was an
even spread between the options of technology in caring role, information, and

advice online, or peer support groups online.

Finally, regarding where assistive technology was not wanted, many selected in

their caring role, or for peer support online.

The overall finding is that people were making most use of assistive technology for
information or advice online. There was less desire for technology in their caring

role, or for peer support groups.
Anything else?

If you had a magic wand, what would you wish for to make your caring

role a little easier?

We asked a final more general question in case people had anything further to

add. Some of the common themes are included below.
Making it easier
“Make processes easier for my son to get support.”

“Peer support , non-judgmental, tick box systems eradicated , simplified services ! |

spent days/ months trying to sort Med/ prescriptions.”
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"Support for those caring”

“Someone to check if everything was ok on a regular basis and tell me what help

is available.”
“A carer support worker to help navigate the benefit system.”

“Carer Support Worker would be wonderful.”

Respite and care support
“Easier access to and more availability of respite care.”
“An increase in support in the home to allow more time for me”

“For my daughter to be able to be looked after by others and be happy and

relaxed in their company.”

Case study summary

A detailed case study of one carer is included in the appendix section. For ease of

reading the whole text is placed there for readability.

In summary the case study illustrates some of the findings in the main report.
Namely that isolation can come as an unexpected event and result in many years

of new responsibilities for an individual or family.

The support of local groups is invaluable especially as navigating the health and
care system is not simple; we heard Helping Hands in Bolton was one such place.
That many care related services straddle the Local Authority and the NHS means it
can be hard to know which is the right place to turn. Signposting by places such
as Healthwatch Bolton and Bolton Carers Support can therefore play a part in

helping people find support.

Final comments

The project has illustrated that unpaid carers face a range of challenges around
their emotional reaction to caring long-term. Some of the reasons for these

challenges might be many years spent caring, concern over the future, and
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communication and difficulty understanding how related services for the person they
care for work. We found access to respite was low, due to this not being well
understood or not appropriate. Relatedly time away from caring was a key wish

from carers.

We did not find strong evidence that carers were unable to access healthcare for

themselves due to their role, but it did affect it somewhat.

Support groups were therefore important because they were easier to find out

about and access.

Recommendations

Recommendations based on our findings.

e Regarding carer support, if there was easier more appropriate respite this

might go some way to fulfilling the need for some time away from caring.

e Services should also continue to make their routes for referral and access
easier to understand for carers. As much flexibility as possible would be

supportive.

o GPs have already been encouraging patients to register as a carer and this

should continue.

e Local groups offer a support system for those that access them. They should

be supported to continue their work where possible.

e Technology was mainly used for the gathering information or advice. There

might be ways that technology could be further explored to assist carers.
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Appendix

Unpaid carer full list of questions

1. Do you see yourself as a unpaid/informal carer? (an unpaid/informal carer is
anyone, including children and adults, who look after a family member,

partner or friend who

needs help because of their illness, frailty, disability, mental health condition or

an addiction and cannot cope without their support)

2. What is your relationship to the person you provide care for?
3. How long have you been an unpaid/informal carer?

4. Have you told your GP practice that you are an unpaid carer. If not, please

let them know.

5. Approximately how much time do you spend caring for someone each week?

6. As a carer, what feelings and emotions do you go through on a day-to-day

basis? (please tick all that apply)

7. As a carer, what are your biggest frustrations?
8. As a carer, do you have any fears, worries, or concerns about the future?

9. What do you do to look after your physical and mental wellbeing? (please tick

all that apply)

10.Do you do any of the following to help you cope?

11.Thinking about Q.9, are there any barriers that stop you doing the things to

look after your physical and mental wellbeing?

12.Do you access any local groups (not necessarily carer-specific)?

13.Do you struggle with attending health and care appointments because of your

caring responsibilities, for example, seeing your GP?
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14.How valued do you feel your views and experience is as an unpaid carer?

(think about your contact with you GP, social care, health professionals)

15.Do you feel respected and listened to as a carer?

If yes then please tell us more

e.g. where you feel most respected and listened to.

16.What would help you to access your own health and care appointments?

17.Where do you access information relevant to your caring role? (e.g. Local

Authority, support organisations, Citizens Advice, Healthwatch)

18.Assistive technology is a device or system that helps you to do things in your
everyday life such as medication reminders or systems that control different items

around the home. Please tell us your thoughts on these:

19.What would make more local groups (e.g. support groups, libraries, leisure

venues and facilities) more carer-friendly?

20.Are you able to access respite care for the person you care for?

21.1f you are not currently accessing respite care, what respite care would you like?

22.1f you had a magic wand, what would you wish for to make your caring role a

little easier? Eg. a carer support worker to be by my side on my journey)

26



Case study
Meena- (not her real name), identifies as an unpaid carer. For 23 years, she has

been providing care for her daughter who is living with a severe and enduring

mental health condition.

Do you see yourself as an unpaid carer? “Yes, if you have some who is ill, you
always think it is your responsibility to look after them. You do not always see
yourself as a carer. A lot of genuine carers are missed because they do not
recognise themselves as a carer.”

Meena experiences a range of emotions on a daily basis. Caring gives her a
sense of pride, satisfaction and contentment “Over the last six/seven years, my
daughter has a good quality of life. /t’s all about giving someone the best quality of
life. 1 am quite content knowing that | am doing whatever | can.”

However, she also experiences anxiety, exhaustion, frustration, and
hopelessness. Caring has also resulted in Meena losing her identity. She is
grateful for her family support which helps combats feelings of loneliness. “When
things get difficult with her, | can feel really anxious. Paranoid schizophrenia is a
distressing illness. People do not understand. They say my daughter is mad and
look at how she is behaving. There is quite a lot of stigma around paranoid
schizophrenia in the South Asian community. People see what is on the television
about paranoid schizophrenia and they think my daughter is a danger. Things are
getting better because of the community services. | am glad my daughter lives with
me. We don’t leave her on her own. | have restricted my life quite a lot. /t’s the
nature of the illness. You do not know what they will get up to. | used to feel
resentful and hopeless quite a lot when she was in and out of hospital. | would
think ‘s this going to be our life now? Initially, | felt really guilty. | thought ‘Where
did 1 go wrong?’

“l feel tired every day. | do motivate myself now. | do take her out. You must do
things. Even if you are not well. Sometimes, | feel frustrated. | go into another room
and let myself calm down.”

“One time | was an assertive, outgoing person. /t’s because of isolation now. There
are certain things we can’t do. We can’t mix with a lot of people. [However], | have
a big family [This helps to reduce feelings of isolation and loneliness]. Initially, | struggled
with my husband. He did not know anything about paranoid schizophrenia. Over the
years he has a better understanding. We work together now.”
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As a carer, Meena’s biggest frustrations are:

Having to hit crisis before finding out about available support - “/t takes so long.
It's passing the buck. Feel like | am being passed from one person to another.
One time | had to sit with my daughter for two her days at home. At the time she
had relapsed.”

Poor communication between services - “It is poor. I've had this during Covid-19
pandemic. They [services] say they will ring you back. They don’t even know if their

own staff are in. GP surgery, receptionists — they should know if their staff are working.”

Lack of information - “You go to the GP sometimes there’s so much information scattered
all over the place. If there was one leaflet with lots of important numbers for sources
of help in Bolton. | think a small booklet with information numbers in it would be
useful.”

What do you do to look after your physical and mental wellbeing?

“l joined Bolton Carers Support. They are very good. They provide a lot of
functions for the carer and the person being cared for. There is no one is the
house | can ask to sit with my daughter. Sometimes, | go to Bolton Carers Support
and sometimes my husband goes. A lot of organisations do not provide space
where you can go with the person you care for. | go to Asian Elders when they
have carers events. | would like to spend more time with family and friends. It is
always my daughter, my husband and me.”

Do you do any of the following to help you cope? “Sometimes | binge on
unhealthier food.”

Are there any barriers that stop you doing things to look after your physical and
mental wellbeing? “Sometimes, if | want to join a class in the morning, | cannot

leave my daughter on her own. There are a few things | cannot do.”
Do you struggle with attending health and care appointments because of your

caring responsibilities? “Yes, we have to juggle between my daughter and me. | was
60 years old that year | got ill. Since then my health has not been well.”
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What would help you to access your own health and care appointments? “For
the past two years we have been having support workers to take my daughter out.
It’s also a headache - if they do not come on time or if different support workers
come.”

Where do you access information relevant to your caring role? “Bolton Carers
Support. That’s where | found out about Healthwatch Bolton.”

What would make more local groups more carer-friendly? “Bolton Carers Support
are really friendly. They speak to the person you are caring for. Some places do not
talk to the person you are caring for. Bolton carers Support provide a safe environment.”

Do you have any fears, worries, or concerns about the future? “Yes, if you're not
there, who will look after the person you are caring for? Will it affect that person
quite badly?”

If you had a magic wand, what would you wish for to make your caring role alittle
easier?

“For my daughter to keep well. As long we get up every day and my daughter is fine
and we can have a good day. /t’s about having a good quality of life.”
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Response from Bolton Hospitals NHS Foundation Trust

Thank you to everyone who took the time to share their views and experiences.
The feedback will help us make changes that will make a difference to all those
who dedicate their lives to supporting others.

The team of people who contribute towards a person’s care expands far beyond
the clinic room, hospital or doctor’s surgery. Our carers dare experts in what their
loved ones need and bring a level of understanding that helps us to deliver
person-centred care and treatment.

We know how difficult it can be to navigate services and are on a journey towards
integrating health and social care services in Bolton to address this and make
sure that everyone has access to the things that will help them to lead a healthier
life for longer, no matter where they live in the borough.

There is always more we can do when it comes to evolving the services we
provide so hope that our carers continue to speak up and work with us so we are
able to shape our services around them.

Fiona Noden
Chief Executive, Bolton NHS Foundation Trust and Place Based Lead for Bolton

Response from Greater Manchester Integrated Care

It was good to see the contribution Primary Care and GP practices acknowledged
in the report. The Primary Care Support and Development Team would like to
assure carers that this agenda remains a key priority and will continue in the
Bolton Quality Contract, specifically;

e Carers champion in every practice — usually a receptionist

e Primary Care Development team host 2/3 training events every year for the
Champions

e Practices offer an annual health check to unpaid carers annually. This is
comprehensive — includes aspects of physical health and discusses
mental wellbeing

e Practices have a carers information board up in their waiting room

Lynda Helsby
Associate Director, Primary Care and Health Improvement - Bolton

NHS Greater Manchester Integrated Care



Response from Greater Manchester Mental Health NHS
Foundation Trust

| completely support all the recommendations on page 23. Feedback from many
carers | speak to (both anecdotally and through official channels) is often around
lack of access to/knowledge around respite opportunities. | think this is
particularly a challenge with mental health carers where the needs of the cared
for can fluctuate quite dramatically.

Our revised Carer Information leaflets for our Bolton services reference how they
can access local carer support through ourselves (carer support workers) and
also local services (Bolton Carers Support) and | feel that staff can never promote
this information enough.

Neil Grace
Lead for Service User and Carer Engagement
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