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1 Introduction
Following the interim report published by Liz Greer (September 2019) where
it was identified that the overall carers quality of life score across the region
had decreased and, as part of a national sector led improvement
programme, the North East ADASS Carers network agreed to carry out a
region wide, informal, diverse local carers survey between April and May
2021 to support improvements to service provision.
The pandemic limited the potential to get out and about in the communities to
raise awareness and changed the original approach for undertaking a local
survey. The carers network agreed to target a wider range of carers and
questions were varied to obtain diverse feedback recognising the limitations
of the ASCOF national carers survey.
2 Overview of approach to local survey
All 12 regional councils agreed to target carers and carer networks via email
and provide link to on-line “survey monkey” for completion of survey. Hard
copies were also available to carers who did not have access to digital
modes. All hard copies of completed/returned survey were entered manually
to ensure responses have been collated for reporting and analysis.
3 Result of Survey
Q1 – Which Local Authority do you live in?
A total of 1629 completed survey responses were received from across the
region, with the highest returns 822 (50.5%) from Durham. The next highest
were Northumberland 228 (14%), Darlington 189 (11.6%) and South
Tyneside,136 (8.3%).
All other councils in the region had a return rate of between 55 (3,4%) from
Newcastle and 12 (0.74%) from Hartlepool.
Q2 – Gender
The majority of the survey were completed by females (77%) with the rest
(23%) completed by males.
Post survey discussions established that there are probably more male
carers in the region but that they are less likely to identify as such. Census
2021 information when published will offer a better perspective on the
numbers of male carers in the region.
Q3 – Age Band of person completing the survey
54% (884) of respondents were aged over 55 years, with the next highest
age group being the 45-54 year olds 25.6% (416). There were a limited
number of surveys completed by carers across the 18-24 age range (8) but
this does indicate that they took the opportunity to share their views
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Q4 – Asked how you would describe your ethnicity
Majority of the respondents 1588 (97.5%) stated they were white (includes
any white background). Asian and multiple ethnicity respondents accounted
for 0.6% of the returns. See Table 4 below.
Local authorities and the NHS are committed to identifying and supporting
armed forces personnel and armed forces veterans. The NHS identifies that
families of armed forces veterans and serving personnel are often vulnerable
and regularly deal with a number of disadvantages (in addition to those
experienced and faced by carers) and are therefore recognised as a
marginalised group.
Q5 Asked the question 'if you or have you previously been a member of
the armed forces?
Majority 1627 (94.8%) responded no, 85 (5.2%) responded yes.
Q6 – How long have you been a carer?
Majority of respondents (1389) (86%) had been a carer for over 2 years. Of
these, 60% (974) have been a carer for more than 5 years. This indicates that
unpaid carers are providing long term care in the community and that the
survey did not reach those new to the caring role, reported as high by other
sources during Covid.
Q7 – In general, since you became a carer where have you been able to
access information about the support that is available to you as a carer?
This question provided multiple options (20) and the option to select all that
applied. Table below shows the seven most selected options
A good choice of local and national information sources is reflected in the
multiple selection made to this question. With 44% selecting local carers
groups and 40% (collective) from social workers and local authority websites.
The least options selected were college or university and Healthwatch (1.5%
collectively).
Furthermore, 18.6% (303) selected ‘I have not received any information or
guidance…’ indicating there may be carers who are not fully aware of or have
access to information or support. It may be worth exploring different
communication channels to target this group of carers.
Answer Choice
Local carers support organisation (e.g. charities,
carers centres)
From a social worker/ O.T. at your local council
Friends
I have not received any information or guidance
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44.1%
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regarding what support is available to me as a carer
National carer support organisation (e.g. Carers UK) 293
My GP or surgery
272
Local authority website
270

18%
16.7%
16.6%

Q8 – In general, please tell us how satisfied or dissatisfied you are with
the levels of support you have received from any of the following?
This question provided 16 multiple options. Respondents could select all that
applied.
An average of 1509 respondents selected each of the options on offer.
Below are key messages on levels of satisfaction, dissatisfaction or if the
question was not relevant.
•

The levels of support respondents have been extremely satisfied /satisfied
with are: local carers support organisation (52%), family (46%), friends
(35%), my GP or surgery (27%), hospital/outpatient (24%), social worker
or OT at local council (25%), other local or national charity
/support groups (24%) and neighbours (23%).
The levels of satisfaction listed above suggests that carers are looking at
their local social circle for support / information. This may have arisen due
to restriction of movement and limited level of statutory services being
accessible during the pandemic.

•

Dissatisfied / very dissatisfied was against level of support from my GP or
surgery (22%), social worker/OT at local council (20%), local authority
website, (18%), other local authority services e.g. housing, welfare
benefits, direct payments (18%), hospital or outpatient (15.5%)
The level of dissatisfaction in support available is targeted against
statutory services, indicating that all public facing services were difficult to
access during the pandemic and by those who do not have ready access
to or are not comfortable with using online services.

•

There are a number of areas that are recorded as not applicable, the
mains ones are college or university (79%), Healthwatch (78%),
community centres / libraries (62%), online forums (58%), neighbours
(52%), other local or national charities/support groups (49.5%), national
carer support organisation (48%).
The high level of ‘non applicable’ for college or university is reflective of
the age group that completed this survey, with nearly 80% of respondents
being over 45 years old. Furthermore, community centres and libraries
were closed during the pandemic possibly impacting on the ‘not
applicable’ numbers being high.
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It is surprising to note that Healthwatch is noted as ‘not relevant’
indicating the respondents are not fully aware of the organisations role in
social care or are not aware of their existence.
With high numbers of ‘not relevant’ selected, councils may wish to
consider having key information for unpaid / hidden carers made available
at people facing information points or within public facing bodies i.e.
higher education, libraries and internal council departments.
Q9 – In general, please indicate if you are satisfied or dissatisfied with
the level of support the person /people you care for have received. A
list of 17 options were provided, and respondents could select more
than one option.
An average of 1504 respondents selected each of the options on offer, below
are key messages on levels of satisfaction, dissatisfaction or not relevant:
•

•

•

The level of support the cared for person received where respondents
have been extremely satisfied / satisfied for the cared for person
includes family (51%,), friends (43%), hospital or outpatient (36%), my
GP or surgery (36%), local carers support organisation (33%), social
worker or OT at local council (29%). As with Q8, respondents were
looking for support in their social circles (families and friends). The
statutory services had an average response of 33%, indicating that
carers were not looking for advice / information from these services.
Dissatisfied / very dissatisfied responses were for social worker / OT at
local authority (26%), my GP or surgery (22.8%), other local authority
services (21%), local authority website (18%), hospital or outpatient
(17.5%)
There are a number of options recorded as not applicable. The main
ones are Healthwatch (81%), other (80.6%), college or university
(79.5%), community centres / libraries (69%), online forums (69%),
national carers support organisations (57%), other local or national
charity/ support groups (55%), neighbours (50%) local authority
website (48%).
As with Q8 above, Healthwatch and colleges or university show high
percentages. Public facing statutory services being closed to the
public during the pandemic is also reflected in responses to libraries
and other local charity support groups percentages also being high.
With 48% of respondents indicating the local authority being ‘not
applicable’ appears to indicate a lack of awareness on advice and
information available relating to and for the cared for person.

Q10 Below are themes from free text section asking for feedback and
additional information about carers experience.
The free text feedback and additional information provided is reflective of
responses provided throughout this survey.
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Whilst there were pockets of positive comments where carers received some
level of support during the pandemic, the majority of comments were themed
around lack of support / access to services from the statutory services (i.e.
social worker, GP and respite care. Some comments were noted as a cry for
help. Below is a selection of these:
•
•
•
•

“Its like a jail sentence with no parole”
“No contact from social worker, no breaks from caring role , little financial
support”
“The pandemic has made me feel more isolated and forgotten as a carer,
while my worries of what would happen if I was to get ill have increased”
“Total failure of medical and social care for several weeks, absolutely
terrifying”

The free text comments are too numerous to list, but would suggest these
are looked at closely as they offer learning opportunities to local authorities
and will help to improve services to carers.
Q11 – Research tells us that timely information and support to carers is
valuable in helping them maintain their caring role. To what extent do
you agree or disagree that following types of support would benefit
you? A list of 18 options were provided, and respondents could select
more than one option
An average of 1591 respondents selected each of the options on offer, below
are key messages on levels of satisfaction, dissatisfaction or not relevant.
•

The majority of the options for support that respondents strongly agreed
or agreed would benefit carers included the following:
o Knowing what my rights are as a carer ((86%)
o Easy access to information about health needs of the person/people I
care for (84%)
o Finding out what financial support or be benefit are available to me and
the person in care for (81.5%)
o The ability to talk to the same person /organisation about the needs of
the person I care for (79%)
o The ability to talk to the same person /organisation about my needs as
a care (78%)
o Help with what will happen in an emergency if I am unable to continue
to provide care (78%)
o Easy access to support services for me to talk about how the caring
role is affecting me physically, emotionally or my mental wellbeing
(72.4%)
o Support with planning for the future (69.7%)

•

Although the combined score for disagree or strongly disagree was on
average 5%, the following options with higher percentage were stated as
‘not applicable’:
o Receiving support from my employer (49.7%)
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o Having a break from caring role overnight, a few days (21.6%)
o Having a break from caring role longer than few days (19.7%)
The high percentage of not applicable for support from my employer
suggests that carers may not be in employment, are not comfortable
talking to employers about their caring role or that employers do not allow
or support flexible working. If not already in place, local authorities may
want to explore the extent of flexible working available across all sectors.
Q12 Prior to Covid 19 I felt I was adequately supported to maintain my
caring role?
33% of the respondents strongly disagreed or disagreed they were
adequately supported prior to Covid 19 to maintain their caring role.
A further 30% neither agreed or disagreed, with 21% stating that they felt
were adequately supported to maintain their caring role prior to the start of the
pandemic.
Q13 Please provide any comments about how Covid 19 restrictions have
affected your ability to access information?
69% of respondent stated Covid 19 had not affected their ability to access
information and 31% stated Covid 19 had affected their ability to access
information. The high submission rates by online routes would indicate that the
respondents were probably more digitally enabled and therefore more able to
access information.
Q14 How have the following areas changed for you as a result of the
Covid 19 pandemic? (A list of 13 options were provided, and
respondents could select more than one option).
An average of 1590 respondents selected each of the options on offer. Below
are key messages on changes experienced as a result of the pandemic:
•

•

•

Increase in changes in the following areas includes, number of hours of
support I provide(57.5%), worries about what would happen in an
emergency and I could not care (56.4%), my need to obtain a break from
caring role (39.7%), worries about my financial situation (32%), my need
for 1:1 support for me (22.4%), my working hours (22.3%)
Decrease in changes in the following areas includes, the opportunities to
have a break from my caring role (37.7%), level of support I receive from
family supporting me as a carer (32.9%), level of support from my GP
(28%), being recognised and valued as a carer (20%)
The pandemic has not changed in the following areas, being recognised
as a carer (57.4%), level of support from my GP (50.2%), level of support I
receive from family supporting me as a carer (42.4%), level of support
from carers organisations (40.7%), worries about my financial situation
(39.5%), my need for support from other carers (34.3%), my working hours
(31%)
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•

The options respondents felt were not applicable to them are, level of
support from my social worker (59.9%), my need for support from other
carers (43%), my working hours (37.9%), my need for 1:1 support for me
(37.8%)

Despite the increase in awareness about carers and their caring role, Covid 19
has added pressures on carers. Increased number of care hours provided,
increased worries about their financial situation, lack of carer breaks , anxiety
and worries should an emergency arise and what would happen to the person
they care for are all consistent comments across this survey.
Q15 Do you think the support received now by the person you care for
helps you in your caring role? (One option to select)
12% of respondents stated support received now for the person cared for
gave them a good level of support and allowed them to live the life they want
to live. This is reflective of closure of access to all statutory service e.g. day
services, respite care etc.
Conversely, 27.4% do not believe the support received gives them a good
level of support or that there is no support suitable for the person they care
for. This suggests that no provision of external day services or access to
community activities for the person with care needs hinders support for carers
22.4% stated the support received gives them good level of support, but they
are unable to live the life they want to live. With a further 14.1% indicating
current support received for the cared for does not give them enough
flexibilities
24% respondents stated this question was not applicable to them, indicating
they are in receipt of low level / limited support currently from statutory
services to make any judgement on this question.
Q16 During the pandemic, many services have not been available face to
face and only online or by phone, whether that’s GP’s, local authorities
or carers organisations. Have you been able to adapt to this change?
This question had 5 options on confidence or not of using digital technology
(tablet, computer, mobile phone) to seek further information. Respondents
were to select one only and indicated the following:
•
•
•
•
•

61.2% indicated they have been able to adapt to changes because of
digital equipment and skills to do so
23.4% indicated they have the equipment but would prefer not to obtain
support in this way (even if on occasions they have)
9% stated they have the equipment but are not confident how to use it
6% stated they do not have the equipment at home (96 respondents)
Very few 0.6% stated they have the equipment but no access to the
internet at home.
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This shows that people who have the right equipment, are confident and have
the skills to do so have been able to adapt to lack of face to face services.
However, 30% of the respondents who may or may not have the equipment /
confidence / skills had to rely on contacting statutory services by telephone or
rely on their social contacts to obtain this on their behalf.
Q17 In light of Covid 19 and the new ways of working that organisations
have had to introduce, how comfortable do you feel with receiving
support in the following way? (A list of 8 options were provided, and
respondents could select more than one option).
An average of 1598 respondents selected each of the options on offer, below
are key messages on how comfortable they felt with the new ways councils
had introduced support to carers:
•
•
•
•
•
•
•

•

•

71.6% were very comfortable / comfortable with receiving support via
emails, with 13.3% indicating they would be extremely / somewhat
uncomfortable
68.7% were very comfortable / somewhat comfortable with telephone
support, with 10% stating they would not be somewhat or extremely
uncomfortable
67.7% would be very comfortable / somewhat comfortable with face to
face with one other person, with 10% stating they would not be somewhat
or extremely uncomfortable
64.5% would be very comfortable/somewhat comfortable to receive
support via messaging (Text, WhatsApp), with 19.5% indicating they
would be somewhat/extremely uncomfortable
46.5% would be very comfortable/somewhat comfortable to receive
support via face to face in groups of 5 or more, with 41.8% indicting they
would be somewhat/extremely uncomfortable
45.6% would be very comfortable/somewhat comfortable to receive
support via face to face in group of 2 to 5, with 25% indicting they would
be somewhat/extremely uncomfortable
46.7% would be very comfortable/somewhat comfortable to receive online
video support (e.g. FaceTime, Zoom), with 21.7% indicating they would be
somewhat/extremely uncomfortable. A further 22% indicated they have
not accessed support via online
33% would be very comfortable/somewhat comfortable to receive support
via online forums/chat rooms, with 20.2% indicating they would be
somewhat/extremely uncomfortable. A further 32.4% indicated they have
not accessed support via online forums/chat rooms.
An average of 11% indicated they were neither comfortable or
uncomfortable with the range of options suggested to obtain support.

It is very noticeable from the responses to this question that respondents are
comfortable to receive support via emails or by text messages, telephone or
face to face in a very small numbers. However, receiving face to face support
in larger numbers or through online forums/video would be uncomfortable or
would not access.
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Q18 What needs to change in order to positively support you as a carer?
(A list of 15 options were provided, and respondents could select all that
applies).
Below are key messages on what need for change to support carers as a
result of the pandemic:
•
•
•
•
•
•
•
•

59% (nearly 950 respondents) indicated that being aware of what support
could be available to me and for the person I care for.
49% indicated time for me as a carer (e.g. taking a carers break)
45% respondents would like to have recognition for their role as a carer
36% would like better support with emergency and contingency planning
35% asked for increased access to information and advice about
health/wellbeing/condition of the person I care for
31.4% asked for the opportunity to think about how the person I support
could be supported
12% indicated that they do not need additional support (but did ask for
support from their employer)
Smaller proportion 7.5% and 6% asked for support with training/education
and support into work respectively.

It is very clear from the high number of responses that many unpaid carers
may not be aware of support / services that are available to them via
statutory services or are unable to access due to lack of digital equipment
and/or skills.
Closure of day services has increased hours of care provided by carers. This
has been a theme across this survey. The unavailability of respite care which
provides a break from the caring role has increased anxiety and in some
instance been a cause of deteriorating health of carers.
Another key theme emerging from this survey is that carers are looking for
better support with emergency and contingency planning (36%). The
pandemic has raised anxiety and worries amongst carers about what would
happen to the person they care for if they should they fall ill, become infected
with the virus or if their health deteriorates.
Q19 This question is a free text section asking “let us know if there is
anything else that is important to you as a carer that we haven’t asked
you about”?
This section was skipped by 69% of the respondents, with 501 respondents
providing a varied response and is reflective of comments provided under
question 10.
Comments / concerns are similar to Q10 above, but with detailed expressions
of concerns, lack of support from statutory bodies (e.g. social care, GP’s,
health etc), deteriorating health of carers, providing care to multiple
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individuals (e.g. elderly parent and a disabled child), pleas for help,
respite care, financial assistance and employer support. Below are a
selection of comments:•
•
•
•
•
•
•
•
•
•
•
•

“We carers have been left to just get on with stuff, no support unless it’s
via Zoom which constantly loses connection, no break from our caring
role and increased stress trying to cope”
“More recognition from employers”
What would I do if I had to go into hospital who would look after the
person I look after?”
“I have a hearing problem the telephone or on-line chats are not useful”
“Some support from social services where I am not made to feel worse
that I did before I phoned, made to feel like I am useless and not providing
any use, or made to cry would be a plus”
Financial worries are a major importance for the present and the future to
me as a full time carer. It causes a lot of unnecessary stress and is not
good for my own wellbeing”
“I’m a disabled mother with a disabled child caring for 24/7. You have
taken away the only few hours respite I have. I have asked and asked for
help and been treated like shit”
“You cannot underestimate how much the loss of respite has affected my
mental health. I haven’t had a break for over 18 months”
“Holistic family approach in assessment and diagnosis, as well as family
training on conditions of person needing care”
“Access to services like mental health”
“Just emergency help when required”
“I really hope that the result of the survey are taken seriously and not just
completed for statistical purposes. Carers are human being and deserve
to be treated as such”

There were also some positive comments amongst the concerns
and challenges faced by carers, below are a selection of these:
•
•
•
•
•

“A very good survey and it has allowed and given me the opportunity to
learn more about caring and also give my views on some things”
“No, I am sure when the lockdown is over things will be better”
“Everything is ticking over for now, but the future??”
“I’m caring for 2 vulnerable parents, at present do not access any services
for additional support as they are both quite dependent. I know where to
go if I need support in future
“I think you have covered everything”

Once again, free text comments are too numerous to list, but would suggest
these are looked at closely as they provide learning opportunities for local
authorities to improve services to carers
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