Why can’t I get care?

Older people’s experiences of care and support



Why can’t I get care?

At Age UK “why can’t I get care?” is a question
we get asked a lot. This short report aims to
explain the answer, drawing on older people’s
experiences, as well as on what we know about
how the social care system is supposed to work,
and how it actually works in cash-strapped 2022.

As we look forward to our older age
we see ourselves enjoying retirement
- spending more time with family,
travelling perhaps, having the time to
focus on our hobbies. Everyone wants
to be able to live their life to the full.

But a broken care system means
that a shocking 12% of people aged
50+ in England (2.6 million) have an
unmet need for care and the older
you are the more likely it is that you
will have needs that are not being
met.! People are struggling to even
go the toilet, eat, get dressed or
washed, because they can’t do these
things unaided and the support isn’t
there for them.

There is something deeply wrong
with a care system when even
people’s critical needs aren’t being
met. And it’s getting worse.

Older people and unpaid carers often

tell us they feel forgotten and left to
fend for themselves with little or no
support. From the start of the process
of trying to get a local authority
assessment of the care they need,

all the way through to securing end
of life support, too many older people
are failing to get all or sometimes
any of the help they need.

No wonder 40% of adults think
social care in England is working
poorly or not at all.?

We all want our parents and
grandparents to live with dignity,
and we want that for ourselves too.

While it's welcome that the
Government has set out some
reforms, including a cap on costs,

we are still waiting for those reforms
to be implemented, and it’s clear that
much more must be done to support
older people now.
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In our representative poll 83%

of the public said the Government
should prioritise improving social
care. And the same number agreed
the Government should allocate
more money to improving the social
care system.?

Everyone should grow older confident
they can get the support they need
to live well.

We can’t stop until there is high
quality, reliable and affordable care
available to all, when they need it.




Asking for care

and getting assessed

Higher prices have resulted in older households on the
lowest incomes often being unable to cover essential
day-to-day costs, with an increasing number turning
to Age UK’s national Advice Line for support.

It can take a lot to admit to yourself
and others that you need some
assistance with activities you've done
without thinking throughout your life,
like washing and getting in and out
of bed. But getting help is now much
harder than it should be, and the
process of getting an assessment of
your social care needs isn’'t working
well. Many older people are waiting
an intolerable amount of time just to
have an initial conversation with their

council about the care that they need.

If you are very well off you might be
able to bypass the State system and
go straight to a home or live-in care
agency, or a residential care home,
and buy some support - if there

are staff to provide it and services
available. However, self-funded care
doesn’t come cheap: it is not unusual
to pay £25 an hour for home care and
£1200 or more for live-in care or a care
home, a week. These amounts add up

very quickly and the reality is that most
older people and their families have no
choice but to rely on the State system,
and the starting point is having your
needs assessed.

Applying for State funded care is
complex, long winded and the barriers
to getting an assessment, and means
tested help with your care needs, can
make it feel like a battle. Even those
with previous experience of the care
system, or who have received support
from our Advice Line, find it difficult to
navigate. It’s no wonder people

often feel the process is designed
more to fob them off, than to truly
meet their needs.

Once you have jumped through all the
hoops and got an assessment you can
then wait for months for someone to
come back with the outcome. This is
leaving those with an urgent need for
help to wash, eat, or even get out of
bed, feeling hopeless and abandoned.

It’s easy to blame local authorities,
who administer the social care
system, for such a parlous state of
affairs. However, in truth, older people
are paying the price for overloaded,
underfunded councils, that have far
fewer staff than they need to carry out
assessments quickly, and when they
identify that a person has a social care
need, often struggle to find a provider
with capacity to deliver that care.

Shockingly, 37,370 older people died in
2020/21 before receiving the care that
they had requested.” Think how much
better and more comfortable their
last weeks and days would often have
been had they been given the help
they needed.

And the situation appears to be
worsening - ADASS recently reported
that almost two thirds (61%) of
Directors of Adult Social Services were
only able to assess people with serious
safeguarding needs or when they are
going home from hospital or a care
home, as they struggle to manage the
post pandemic increases in requests
for care and support that they face.

Older people waiting for an
assessment at home, not because
they are coming out of hospital, are
a long way down the queue. In such
a pressurised NHS and social care
system there’s a logic to this, but it
leaves many older people living in
intolerable situations at home that

28%

increase in the number

of people awaiting assessment,
care or direct payment,

or review between November
2021 and February 20225

37,370

older people died in 2020/21,
without receiving the care
they were waiting for.®

14,000

people each week are
having their request for care
turned down.

More than
6in10

councils say they are having

to prioritise assessments and
are only able to respond to
people where abuse or neglect
is highlighted, or for hospital or
reablement discharge.®

may also put their health at risk. It can
also mean that by the time someone
does arrive to assess their needs, their
condition has deteriorated significantly.

Even if you get a long-awaited
assessment, the strain on the system




can mean you miss out on the care
you expect, because it seems that
as resources tighten the threshold
for getting support rises - a rationing
response in effect. Last year, Age

UK estimated that every week, the
requests for care of around 14,000
people were turned down. We doubt
that all these outcomes were fair.

Age UK and many others fear that this

situation will get even worse when
the Government’s new social care cap
and Fair Cost of Care measures start
to be introduced in 2023. Although

we welcomed these reforms, not
enough has been done to increase
the capacity of councils to deliver
them, and the problem is that they are
bound to lead to more people asking
for assessments, thereby adding to an
already lengthy queue.

€€ Care is too hard to access - every
conversation we have with admin
is like talking to the wall.”

€ [ wasona waiting list for an

assessment for a care plan but
had no update as to when this
might happen.”

€€ [Ive had] great difficulty in

accessing companies who provide
the required care package due
to staffing pressures.”

€€ 1ve found the system very

confusing and have only very
recently gone through an initial
assessment which will, hopefully,
lead to another assessment which
might, in turn, lead to some form
of support.”

« I have not had a carer’s

assessment since the start

of the pandemic. I understand
that this is the case for all unpaid
carers in Cornwall.”

«“ Trying to get mother-in-law
into sheltered housing but waiting
list for assessment is very long
(12-14 weeks).”

€€ 1 have tried to get help for

my parents, had an assessment
for them but no follow up
despite it being promised.
Empty promises are made

by those supposedly helping,

as the help never materialised.”

€ Tried accessing relative care

reassessment regarding care
equipment needs. Took from
August 2021 until January 2022
to get assessment even though
had gone through the GP.”

[

€ She has become increasingly frail,

has fallen several times recently,
suffers from low blood pressure
&is regularly dehydrated (forgets
to eat & drink). We are in the
process of arranging a care
package, which is proving

very difficult.”




Getting good care at home

Many older people wish to be able to stay in their own
homes, where they have built their lives, for as long

as possible. With a timely, accurate assessment,

help with home adaptations, and a good package

of care in place, this ought to be possible for many older
people. It’s a choice which successive governments have

agreed is important.

But the serious care workforce
shortage is now making care at home
unreliable and inadequate for many.
This is especially so within the State
funded system, but even older people
who can afford to buy their own care
tell us that securing a reliable home
care service has become awfully hard.
This leaves older people scared about
whether anyone will come to help
them each day.

Older people repeatedly tell us that
what matters most to them is that
they get enough support from a small
number of the same kind and skilled
people who they can get to know

and feel confident will come when
they are supposed to. Surely, this
shouldn’t be too much to ask, but at

the moment it frequently seems to be.

The problem is that vacancies, rapid
staff turnover and reliance on agency
workers results in a task-focused,

depersonalised service that older
people don’t particularly like and
cannot trust to be there when they
need it. Some older people also say
they feel infantilised by care worker
schedules that mean they are put

to bed at 5, or left to eat a sandwich
as no-one is available to cook for them
at meal times.

Sadly, some are being denied the
choice to stay at home at all when,
until quite recently, this would probably
have been available to them. It is not
unusual at the moment to hear of
older people who feel forced into care
homes as they are told the care they
need is unavailable at their home

in the quantity required, due usually

to shortages of staff.

Consistent high-quality care should
not be an unreasonable expectation.
It should be possible for older people
to have some choice about how

and when they receive care so they
can maintain their dignity and receive
the personal care they need and that
suits them. No-one wants to be cared
for by over-stretched and stressed staff
who are effectively strangers, albeit
well-meaning ones, working under
impossible conditions.

A recent report by Skills for Care has
revealed that for the first time, the
number of care workers in England
has fallen, with vacancy rates rising
by 52% in just a year. We urgently
need bold thinking on workforce

to address this unprecedented crisis.
Not merely to fill the growing number
of vacancies but to tackle the high
turnover rate by making care work

a desirable career. This means higher
pay and better conditions to go
alongside the professionalisation

and long-term workforce planning
that is so badly required. And because
so many older people who need care
have serious health conditions it also
means we need to look right across
the NHS and social care workforce
and develop strategies that work for
both. This might well include formal
arrangements to share staff and
resources between health and care
settings, homecare providers and
community services.

170,000

hours a week of home

care could not be delivered
because of a shortage

of care workers during the
first three months of 2022.
Seven times more than
Spring 2021.°

[
1in8
older people are concerned

about their ability to access
home care or find a carer.X®

1in6

older people are concerned
about their ability to access
local authority services.!!

165,000

care staff vacancies on
average in 2021/22, a 52%
increase on last year.!

29%

staff turnover rate over
12 months in 2020/21.13




€€ \vith so many carers being ill
the agency was very stretched.
Times of visits were ridiculous.
Carers and times were changed
without warning.”

€€ \\'hen she first came home after
her stroke, she was eventually
offered NHS carers which came
4 times a day, for about 20
minutes. She never knew what
time they were coming, even had
a male come at 10 pm to put her
to bed, which terrified her as she
lives alone.”

« Very difficult to get carers for my
partner who lives with me even
though he has to self fund.”

€€ 1 have been in need of carers for
the last 3 years and found them
hard to get a rapport and the
irregularity was a big issue, since
the Covid there is insufficient
staff, for 3 weeks I was left in
bed for between 15 to 17 hours
a night, which has contributed
to me losing a vast amount of
muscle therefore making it
more difficult for me to walk.”

«“ Unreliable, never come when they

should. Sometimes don’t turn up
at all. Some carers are lovely, but
some just come in, check in ok
and leave in less than 5 mins even
though they are paid to be here
for 30 mins. I did have carers come
twice a day but the tea time ones
only turned up at 10.30 to 11pm so
it was far too late for me to eat so
[ cancelled them and just get on
the settee early instead.”
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Getting a place in a good
care or nursing home

Unfortunately, the situation in care homes and nursing
homes is often no better than in home care.

Many older people and their loved
ones find the decision to move into
a residential setting a very difficult
one, but sometimes it is without
doubt the right place for them to

be, particularly if they are living with
advanced dementia or other serious
health conditions and it has become
impossible to continue living in their
own home.

The social care workforce crisis is
putting a huge strain on care homes
and nursing homes and reducing the
level of care they can offer. Where
specialist care is needed it can be
difficult to find it close to home,
leaving families struggling with long
journeys to see their loved ones,

and residents isolated with fewer
visits or vulnerable older people
deteriorating in hospital beds for want
of a specialist care home placement.

During the pandemic there was

a virtual halt in new people being
admitted into care homes, plus a
widespread loss of public confidence
in this form of provision, given the
problems with visiting when COVID-19

was rife. Confidence is gradually
returning, admissions have resumed
and more people are seeking a care
home place again as a result, but
care homes’ finances took a big hit
from which smaller homes that are
not part of a large chain have found it
especially hard to recover. Residential
care providers now face spiralling
energy and food costs - the last thing
they need - the near-term future for
them looks pretty grim. There is serious
concern about how many will be able
to continue to survive without more
funding, threatening to leave older
people who need a care home place
with even fewer options than they
have now.

It’s essential that the Government
continues to provide support with
energy costs to care homes after
the current Energy Bill Relief Scheme
comes to an end.

Even if you can find a care home it
may not provide all the care you need.
Some are struggling with the basics.

Finally, those who manage to find

12

*At request, models have been used to

a suitable bed in a home near their
loved ones often then live in fear that
once their money runs out they will
be forced to leave, as the costs are
higher than the small budget their
local authority can afford to allocate
for their care.

Caring for frail older people in a care
home, many of them with advanced
dementig, is highly skilled, intensive
and demanding work. It is impossible
to provide really good care unless you
have enough staff, with enough time
to give each resident the individual
attention they truly need. Too many
care homes are falling short at the
moment as a result and unless the
Government provides more help for
them itis hard to see the situation
getting better any time soon.

Meanwhile, regrettably, in nursing

.

homes the situation is often worse still.
There is a worrying shortage of nurses
in nursing homes, a particular concern
because the availability of nursing
care is what differentiates these
establishments from ordinary care
homes. When nursing homes struggle
to recruit the health professionals
that they need, it is not unusual for
the provider to deregister the nursing
home and re-register as a care home.
Older people who live in nursing
homes are, by definition, usually
profoundly unwell. We fear that too
many are failing to get the excellent,
integrated health and care support
they need.

The kinds of measures we recommend
to improve home care - above all, a
concerted effort to strengthen the
workforce - would assist care homes
and nursing homes too.
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22%

of older people with

a long-term condition
were concerned about
their ability to access
local authority services.**

70%

of care home residents
have dementia or severe
memory problems.!®

21%

But the average proportion
of care home beds
dedicated to dementia in
each region is only 21%

- a 4.2% decline from 2019.1¢

50,000

fewer care worker posts are
filled now than in 20/21.V

36%

decrease in registered nurse
filled posts since 2012/13.8
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The experience I have had in
placing my brother in a care home
has been very stressful because
of the lack of availability in his
preferred area. Eventually he had
to be moved 30 miles away from
his friends and family which has
affected his mental health.”

Oh my God, I don’t know where
to start. The staff are kind but
the home is understaffed,

mum doesn’t like agency staff,
no dignity, one shower a week,
wearing other people’s clothes,
covered in unexplained bruises.”

Communication with social care
is very difficult and extremely
slow because of pressure on the
service. Mother-in-law spent two
months in hospital because there
was no space in care homes or
community hospitals.”

Left in room in care home for
6 weeks - 4 stone weight loss.”

€ 1t wos agreed in December she

needed 24 hour care, we asked for
care home as she didn’t know who
or where she was and needed
help from carers it took so long to
arrange she passed on 25 March
this year.”




Support for unpaid carers

Unpaid carers are propping up the care system -
providing hours of care for their loved ones, often
at the expense of their own health and wellbeing.
The pressure on carers is only increasing. In fact,
30% more unpaid carers are now providing over
50 hours of care per week than in October 2020.7

2 million over 65s are unpaid

carers and over half of them have

a long-term condition themselves.
These dedicated, strong and resilient
people are being pushed to the brink
with no breaks and little support to
look after their loved ones, as they
pick up the slack created by a lack

of formal care support.?°

Just 30% of carers reported in a recent
survey that their loved ones had
received home care in the previous

12 months - continuing a steady
decline over time.?!

Older carers are telling us they are
worried about their health, their
finances, and that they will no longer
be able to look after their loved ones.
Those pressures have increased
immensely in recent weeks, and

we know that some carers will face
impossible choices as we head into
winter and they try to meet the rapidly
rising cost of energy, food and essential

supplies without receiving a rise in their
benefits to match.

We frequently hear heart-breaking
stories from carers who are too
exhausted to keep going, but who also
feel they can never stop as there is

no one to help or replace them. Three
in five (59%, 1,1 million) older people
caring for loved ones felt tired because
of the care or support they provide.??

The Government’s plans for social care
don’t address the serious needs of
unpaid carers. It is essential proposals
are brought forward to help carers get
back on their feet and support them

to do what they want to do - look after
their loved ones well.

This plan must ensure carers can
get adequate breaks, improved
financial support, and more help for
those still in work, a right to flexible
working and more help overall to
manage their caring responsibilities.
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4.87 million

unpaid carers are worrying
about the impact of caring
on their physical and
mental health.

84%

of the general public agree
that the Government should
provide additional support
for unpaid carers.?

3in10

older unpaid carers had
felt overwhelmed because
of the care or support

they provide.

[
1in6
older unpaid carers had felt
lonely because of the care

or support they provide.?

18%

of older unpaid carers
were finding it harder
getting into and out of
bed than before the
pandemic. Compared to
non-carers (9%).”




€€ 1 om exhausted..... I rarely get
one day off a week. My physical

health is awful to the point where

I suffer daily pain and go bed by
8pm....I feel that I have lost my
life choices.”

€€ Services almost impossible to
access. No respite as nobody

to care in my place. Unpaid carers

were and still are treated badly,
we're invisible to authorities and
get very little help.”

“ [Help for her terminally ill mother
was] ‘non existent, and no-one
listened that she needed help
or gave me help.”

€

€

I was unable to access paid carers
to help and had to put my mother
in a care home for temporary
respite when I had surgery

and COVID. This was expensive
and stressful for my mother.”

The last 6 months as a carer have
been horrendous. So much so that
I have run myself into the ground
and am trying to get permanent
care for my husband. I have
needed respite care for months
but nursing/care homes have had
problems with Covid testing and
have put me off until I couldn’t
cope. Social services are now
looking for a place for my husband
but I need a real assessment

of our needs and what funding

[ can have. Been waiting three
weeks for that.”




Conclusion

In most cases, the answer to the question this report
poses - ‘why can’t I get care?’ - is that there simply isn’t
the care to get. The severe shortages in staff and the
lack of funding to pay for more or better services to
provide care or respite provision have left a gaping hole
in support, and often services just aren’t available.

Older people and their carers are
paying the price and suffering
without their basic needs being met.

Care is far from fixed and we

fear that, in the context of rising
costs and falling staff numbers,
the reforms that have been
announced, may not be deliverable
without more funds and certainly
won’t work without a robust
workforce plan. We must not lose
the urgency to fix the care system
so that older people can get the care
they need, when they need it.

Cutting the wait for millions needing
social care, addressing the shortage
of care workers and providing
enough help for unpaid carers will
help us all. It will save the NHS
money, ease waiting list pressures
and help older people to stay well
and independent for longer.

Most importantly it will allow older
people to live; not struggle, oftenin
pain, their dignity taken away.

High quality care that is available
when and where you need it - it's
what we all deserve. Some of us are
still fortunate enough to receive it,
but tragically it’s becoming
increasingly rare.

Good care is possible and it makes
all the difference:

« After her health went downhill

following a catastrophic fall my
Mum was given only weeks or
short months to live, but in the end
she survived for more than three
years. I've no doubt that’s because
she received really good social
care, delivered by committed staff
who came to know and love her.
Good care saves lives.”
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These are challenging financial times, but that’s all
the more reason for Government to invest in social
care and in the people who provide it. Good social
care is much cheaper than hospital care, which is
usually the only alternative when it’s unavailable,
and it helps unpaid carers to remain economically
active too. Above all though it gives older people
dignity and comfort - surely not too much to ask.
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