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Foreword

I am pleased to be able to share the findings
from this special inquiry.

In our role as the champion for those using health
and social care services, it is vital that people are
always at the heart of our work. That is why this
inquiry was not led by academics, practitioners or
policy makers, but by the very people who have
experienced the discharge process going wrong.

When we started this inquiry, we knew this issue
affected thousands of people across the country:.
But it was still shocking to hear the sometimes tragic
consequences of what people had been through.
Even more so, when often just a simple thing could
have made all the difference.

We are thankful to everyone who came forward to
share their experience with us. From older people
stranded in discharge lounges waiting to go home,
those with mental health conditions left with
nowhere to turn after leaving care, to homeless
people made to feel unwelcome in hospital.

This evidence was all particularly hard to hear as
nothing about this issue is new. The problems have
been recognised for many years and although

the conseguences are particularly detrimental for
the three groups we focused on, we know that the
discharge experience is often also unsatisfactory for
the wider public too.

When people fall through the gaps between different
parts of the health service or between health and
social care, it causes a huge amount of suffering, and
comes at a cost of billions to the taxpayer too.

We know there is no simple fix, but nonetheless

we saw and heard about lots of great efforts to
make the discharge process work better for people.
Unfortunately this good practice is simply not
widespread enough to resolve the issues.

We know this is a big issue and there is no shortage
of guidance and good practice identifying solutions,
yet in practice too few hospitals make full use of
the available knowledge and experience to ensure
people have the basic support they need when
they leave.

We have concluded that to truly change people’s
experiences, we need a system wide commitment to
putting their needs at the heart of processes. That is
why we are working with the Department of Health
who are taking a leading role in encouraging key
organisations to tackle this issue.

| hope that the power of people’s stories will bring

a new imperative for change and drive health and
social care agencies nationally and locally to ensure
they get discharge right. For our part, we look
forward to working with local Healthwatch to ensure
that people’s voices are heard up and down the
country, calling for a new approach to discharge.

Anna Bradley
Chair, Healthwatch England
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Thank you

We could not have conducted this inquiry without the
help of a huge number of people and organisations.

Thank

you to:

All of the people who contributed to the 3000
pieces of evidence we gathered for sharing their
experiences. By telling us your stories, you're
helping us call for change so that this does not
happen to anybody else.

The 101 local Healthwatch who helped run focus
groups, spoke to local people affected by this issue
and researched this problem in their local area.

Our inquiry panel and advisory board - for
overseeing the special inquiry from start to finish,
for leading our investigations, and making sure we
always had the people we're representing at the
heart of our work.

All of the Royal Colleges, charities, such as

Mind and The Centre for Mental Health, frontline
professionals, regulators and other health and
social care organisations who contributed
evidence and insight.

The Department of Health for its assistance with
the inquiry and for its commitment to working
with us in using the findings to galvanise change.
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About us

To help realise the ambition of putting people at the
centre of health and social care, the 2012 reforms
created Healthwatch England, the national consumer
champion in health and care, and a Healthwatch in
every local authority area across England.

We have statutory powers to ensure the voice of
the consumer is strengthened and heard by those
who commission, deliver and regulate health and
care services.

Healthwatch is unique in that its sole purpose is to
understand the needs, experiences and concerns
of people who use services and to speak out on
their behalf.
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What we found

When discharge goes wrong, it comes at significant cost, both to individuals and to the

health and social care system.

The cost of readmission

ENTRANCE
//

In 2012 -13 there were more than
_onemillion emergency readmissions
within 30 days of discharge, costing an
estimated £2.4 billion.!

Whilst the financial cost of this problem is recognised,
not enough is known about the human cost. We
undertook this inquiry to bring the true emotional and
physical impact of this persisting problem to light.

With the help of 101 local Healthwatch, we heard from
over 3000 people who shared their stories with us about
their experiences of the discharge process. People told us
that they were either discharged before they were ready,
or that they were kept in care for too long, which had a
significant and detrimental effect on their lives.

Many people said that, although they may have been
deemed medically safe to leave hospital, they did not feel
safe or adequately supported to do so. Others told us
about experiences of delays to their discharge and the
significant consequences of being kept in care too long.

Throughout this inquiry, we focused on the
experiences of older people, homeless people, and
people with mental health conditions - three groups
for whom the consequences of a failed discharge
process were particularly detrimental.

These three groups are not mutually exclusive. In
many cases, homeless people experience mental
health as well as physical health problems, as do older
people, thus contributing to the complexity of their
needs and the particular importance of ensuring that
they receive all the support they need after discharge.

The public’s experience
of the discharge process

In a YouGov survey of 3,495 people
across England:

18% of people who have been discharged
from hospital in the last three years did not feel
they received all the social care support they
reguired after leaving hospital.

1in 4 26%) people felt their friend/relative who
had been discharged from hospital in the last
three years did not receive the social care
support they needed.

1in 5 (21%) did not feel they were fully involved
in decisions concerning hospital treatment and
planning discharge, and the same proportion
(22%) felt their friend/relative was not fully
involved as an equal partner.

1in 8 (12%) did not feel they were able to cope
in their own home after being discharged from
hospital. 1in 4 (24%) did not feel their friend/
relative were able to cope.

14% did not know who to contact for further
help following treatment, 18% of people felt their
friend/relative did not know who to contact.?

' Emergency admissions cost NHS £12.5 billion in 2012/13.
19% were readmissions. http://www.nao.org.uk
2 Online poll carried out June, 2015 by YouGov

@)
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Five reasons things
gowrong

We found that there are five core reasons
people feel their departure was not
handled properly:

1. People are experiencing delays and a lack of
co-ordination between different services;

. People are feeling left without the services
and support they need after discharge;

. People feel stigmatised and discriminated
against and that they are not treated
with appropriate respect because of their
conditions and circumstances;

. People feel they are not involved in decisions
about their care or given the information they
need; and

. People feel that their full range of needs
is not considered.

The purpose of this report is to bring to light the human
conseguences of getting discharge wrong and to
outline some of the key reasons this is happening.

We cannot claim that what we heard is
representative of all people’s experience. However,
we heard from more than 3000 people and the
volume, nature and geographical spread of stories
shows that this is a significant issue.

What we heard was also reinforced by what we found
during our thorough review of existing evidence.

We also heard about numerous examples of good
practice which are making a real, if small-scale,
difference to people. However, in spite of these
efforts, this problem still persists.

We were struck by how stark some people’s stories
were, especially as it has been widely recognised that
discharge processes need to be improved.

This is reflected by the more than 20 pieces of
guidance produced over the last decade in an
attempt to address the issue.

We are using this inquiry and the stories of the
human and financial cost of discharge going wrong
to call for national change to the discharge process.

It is vital that we take concerted action now to
ensure that it meets all people’'s needs, however
complex they may be.

Use of discharge
checklists

Responses received from 120 trusts
indicate that:

Almost all had a discharge checklist but
less than half check whether people have a
safe home/place to go when discharged, or

whether there is basic food, water, heating etc.

1in 3 do not ensure notes about new
medication are properly recorded and passed
on to GPs or carers.

1in 10 trusts do not routinely notify relatives
and carers that someone has been discharged.

We established that trusts used a variety
of guidance from 57 different documents -
creating huge variation.?

3 Healthwatch England Freedom of Information Act request
results, May 2015
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About the inquiry

When we heard from local Healthwatch around
the country that people were leaving hospitals and
mental health settings feeling badly prepared for
their departure, and with medical or social needs
that had not been addressed, we decided

to investigate further,

We wanted to enable people to share their
experiences of the issues surrounding discharge
and the impact it has on them when it goes wrong.

Our inquiry advisory group and panel included older
people, homeless people, and people with mental
health conditions. These individuals set the terms

of reference for our investigation, worked with us

to investigate how the discharge process could be
improved and ensured that their experiences and
those of their peers were represented throughout.

Sources of evidence

The Healthwatch network was free to investigate the
issue through the most relevant means locally - which
meant we heard people’s views on discharge through
focus groups, surveys, visits to services and received
evidence submitted from a range of organizations.
This evidence incorporated local people’s experiences
from a range of different hospital and other service
settings from across England.

We reviewed people’s stories and drew out the key
themes relating to their concerns and structured our
findings around what people, rather than existing
system-focused research told us. We have used
pseudonyms throughout this report to protect
people’s identities.

Having built up a picture of the hospital discharge
process through the eyes of people, we compared this
existing policy documentation and research to build
our understanding of the discharge process.

In addition to the three groups we focused on, the
discharge experience is often also unsatisfactory for
the wider public. We conducted a YouGov poll of
3495 people across England to find out about their
experiences. We also sent a Freedom of Information

(FOD request to 164 trusts (to which 120 responded)
to ask about their use of discharge checklists.

With the support of the Royal Colleges, we also
undertook a survey of frontline staff about their
perception of the impact of the discharge process
on people.

Seeking solutions

Healthwatch England also brought together over

30 health and social care sector leaders, as well as
those with a negative experience of leaving care.
Whilst this discussion brought to light some useful
examples of good practice which are helping to
improve the discharge process, many professionals
struggled to think beyond current practice, as well as
existing funding and organisational arrangements -
demonstrating the complexity of the issue, and the
current perceived limitations in resolving it.

We have come across evidence during this inquiry
which suggests that some groups have particular
experiences of discharge from hospital, for example
Black Minority Ethnic experiences of mental

health services.

However, we did not receive enough evidence
to be able to explore these experiences as fully
as they deserve and believe that they need
further investigation.

The inquiry in numbers

3,23011%

people shared their experiences

101

local Healthwatch contributed.

)
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What were people’s experiences?

1. People are experiencing ‘IwastoldIcould go home without
delays and alack of the assessment, [but] when I got
effective coordination homeI couldn’t get ul? the stairs. [I]

. . had to sleep downstairs for nearly
between different services

six weeks.” >
Homeless people, older people and people with
mental health conditions told us about problems
they experienced as a result of poor coordination We also heard from patients who had been detained
between different parts of the health system, and unnecessarily in mental health settings when they
between health services and community support. posed no risk to others. We also heard about delays
The impact, however, was often experienced quite while care co-ordinators and social workers tried to
differently by different groups of people. get funding for ongoing support in the community.

Older people and their organisations told us about

delays with assessments for ongoing care needs. .
An estimated one

in 20 bed days® are used
by people experiencing

“It took another four weeks before

I could negotiate a safelevel of care
so discharge could take place. My
wife had to endure an unnecessarily
prolonged stay in the care home
because of the administrative failure
of all concermed.”

adelayed dischargeina
mental health setting.

We also heard about disputes between local
authorities about who would pay, resulting in
assessments not taking place.

4 John, online submission, local Healthwatch, Midlands

5> Elsie, local Healthwatch focus group, Midlands

® Healthwatch England analysis of My NHS Mental Health Hospitals
in England data at October 2014 http://www.nhs.uk/Service-Search/
performance/Results?ResultsViewld=1014


http://www.nhs.uk/Service-Search/performance/Results?ResultsViewId=1014
http://www.nhs.uk/Service-Search/performance/Results?ResultsViewId=1014
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Jess’s experience:

Detained under the Mental Health Act
in alow secure unit, Jess had been
assessed as fit for discharge. However,
an agreement could not be reached
about the funding of her care and
accommodation in the community.

The delay in her discharge was causing
significant distress as she was away from her
young daughter.

Jess went through a multitude of routes to try
to resolve these funding issues. She contacted
her ‘home team’ (from whom she had not
received any correspondence for over a year)
and instructed a solicitor who applied to the

Mental Health Tribunal. She remained in hospital

throughout this time.

The authorities finally reached an agreement
and Jess has moved into her new home. She
now has contact visits with her daughter, who
lives with a family member. She is still waiting
for discharge from her residency order as she
cannot access legal aid and cannot afford to
fund court costs herself’

People also told us that information is not

always being passed on to their GPs as quickly as
it should be, leading to delays in receiving aftercare
treatment, or medication once they return back to
the community.

The Care Quality Commission echoed this finding

in a 2009 report: “Information shared between
GPs and hospitals when a patient moves between
services is often patchy, incomplete and not
shared quickly enough.” 8

“Ireceived an out-patient
appointment six weeks after
discharge. It then took 20 months
to obtain records. [Once they were
received] the GP referred me [for
physical tests] and immediately
commenced B12 injections and iron
tablets when the notes revealed

I had a deficiency. None of these
issues were mentioned [to the GP
after dischargel.” ®

7 Jess, online submission

8 Care Quality Commission (2009) ‘National report: Managing
patients’ medicines after discharge from hospital

9 Bill, online submission to Healthwatch England

o
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2.People feel left without
the services and support

theyneeded after discharge

We heard from hundreds of people verging

on crisis as a result of not being able to access
community support and services after being
discharged. In many cases, the conseguence was
often another admission to hospital or mental
health service.

We were told multiple stories of people contacting
out-of-hours mental health crisis support services only
to receive no response or to be told to call back later.

“Irang the out-of-hours
number to be told: “I can’t
access your notes, can’t
you just read abook or do
a crossword for the next

5 hours?”!

The first three months after discharge
are a time of particularly high suicide
risk; this is especially true within the
first 1-2 weeks.?

Between 2002-12 there were 3,225 suicides in the
UK by mental health patients in the post-discharge
period, 18% of all patient suicides”

Our analysis of NHS data from mental health
hospitals suggests that one in five patients is still
not being followed up with within seven days of
a hospital discharge! It is vital that people are
contacted after leaving services and that crisis
support is available.

" Jason, focus group, South of England.

2 Appleby L, Kapur N, Shaw J, Hunt IM, While D, Flynn S, et al. (2013)
The National Confidential Inquiry into Suicide and Homicide by
People with Mental lliness: http://www.bbmh.manchesterac.uk/cmhs/
centreforsuicideprevention/nci/reports/Annualreport2014.pdf

3 The National Confidential Inquiry into Suicide and Homicide by People
with Mental lliness (2014) Annual Report 2014: England, Northern
Ireland, Scotland and Wales. July 2014.

 Healthwatch England analysis of My NHS Mental Health Hospitals
in England data at October 2014: http://www.nhs.uk/Service-Search/
performance/Results?ResultsViewld=1014 - although the Monthly
Mental Health Minimum Data Set (MHMDS) for July 2014 suggest
nearer 1in 4 (24%) did not receive a follow up within 7 days: http://www.
hscic.gov.uk/catalogue/PUB15733


http://www.bbmh.manchester.ac.uk/cmhs/centreforsuicideprevention/nci/reports/Annualreport2014.pdf
http://www.bbmh.manchester.ac.uk/cmhs/centreforsuicideprevention/nci/reports/Annualreport2014.pdf
http://www.nhs.uk/Service-Search/performance/Results?ResultsViewId=1014
http://www.nhs.uk/Service-Search/performance/Results?ResultsViewId=1014
http://www.hscic.gov.uk/catalogue/PUB15733
http://www.hscic.gov.uk/catalogue/PUB15733
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Shaz’s experience:

With a known history of self-harm, Shaz
was discharged from hospital, armed
with only the phone number of the crisis
mental health team.

Following suicidal thoughts, she rang the crisis
team that evening but they were not available.
She also contacted her out-of-hours GP services,
which were unable to see her that night.

Distraught, she walked to her local pharmacy
to buy medication. The pharmacist recognised
her and, worried about what she might use the
medication for, refused to serve her.

Shaz told the pharmacist that she felt she was

in crisis and concerned that she might harm
herself. He gave her a phone to call NHS 111, who
told her to go to the Accident and Emergency
(A&E) department of the hospital she had been
discharged from that day.

Following an assessment by an A&E nurse, Shaz
was told it was fine for her to go home. The next
day she visited a different pharmacist, took an
overdose and was taken by ambulance to the
A&E department she been discharged from the
night before

“Tused to be able to access

a women’s crisis house but
they won't take me anymore.
[In some places] there’s no
such thing as voluntary
admission to hospital now...
to get abed you have to be
detained under the Mental
Health Act” ¢

We heard that people believe that it is very difficult to
access support for mental health conditions without
use of the Mental Health Act, under which people are
compulsorily admitted to hospital if approved mental
health professionals consider it necessary.

In 2013-14, the Mental Health Act was used 53176
times to detain patients in hospital for longer than 72
hours, which is 5% (2,768) more than 2012/13 and 30%
more than 2003/04" This raises significant concerns
about how access to support is secured and whether
the Mental Health Act is used appropriately.
e e Asurvey of 576
® O junior doctors
- ~ working in psychiatry
found that a quarter had
been told their patient
would not getabed
unless they had
been sectioned.’®

' Healthwatch England focus group

6 Case study - Voluntary sector submission, Mind

7 Monitoring the Mental health Act 2013/14 http://www.cgc.org.uk/
content/mental-health-act-annual-report-201314

'8 Royal College of Psychiatrists (2014) Psychiatric Trainees Committee
Survey: http://www.rcpsych.ac.uk/


http://www.cqc.org.uk/content/mental-health-act-annual-report-201314
http://www.cqc.org.uk/content/mental-health-act-annual-report-201314
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Older people also told us that they struggle to access
support after discharge. Many said that after returning
home from hospital nobody had followed up with
them, they did not know where to turn for support,
and they had been left to arrange their own aftercare.

Older people explained the physical and emotional
effects of this, ranging from additional falls in the
home leading to readmission, to a feeling of being

abandoned by the health system at their time of need.

“A patient can be confused
[when discharged from
hospitall and needs to be
confident in the people
around them.”?®

This lack of vital support
is leading to significant
levels of readmissions.

—A

In 2010-11 201,000 older people
over the age of 75 experienced an
emergency readmission.?

In the last decade, emergency readmission for
those aged 75 and over increased by 88%.”

Some older people told us they were left
confused about the new medicines they had been
prescribed, and weren't told how it might fit with
their existing medicine.

Our survey of healthcare professionals told us
that breakdowns in communication can lead to
older people taking multiple drugs simultaneously
after discharge, which can result in adverse drug
reactions, and readmission.

This lack of seemingly simple provision is putting
people at significant risk.

9 Jean, written submission, local Healthwatch, North of England

20'Nursing Times ‘Growing readmission rate sparks concern around
early discharge’ (2013) http://www.nursingtimes.net/nursing-practice/
specialisms/older-people/growing-readmission-rate-sparks-concern-
around-early-discharge/5054823 article

2" Royal Voluntary Service Report ‘Unhappy Returns' (2014) http://www.
royalvoluntaryservice.org.uk/Uploads/Documents/Get%20involved/
avoiding_unhappy_returns.pdf


http://www.nursingtimes.net/nursing-practice/specialisms/older-people/growing-readmission-rate-sparks-concern-around-early-discharge/5054823.article
http://www.nursingtimes.net/nursing-practice/specialisms/older-people/growing-readmission-rate-sparks-concern-around-early-discharge/5054823.article
http://www.nursingtimes.net/nursing-practice/specialisms/older-people/growing-readmission-rate-sparks-concern-around-early-discharge/5054823.article
http://www.royalvoluntaryservice.org.uk/Uploads/Documents/Get%20involved/avoiding_unhappy_return
http://www.royalvoluntaryservice.org.uk/Uploads/Documents/Get%20involved/avoiding_unhappy_return
http://www.royalvoluntaryservice.org.uk/Uploads/Documents/Get%20involved/avoiding_unhappy_return
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Prescribing problems
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Thelikelihood that an

elderly medical patient will

be discharged on the same
medicines that they were
admitted on is less than 10%.2

0%

of older people have
three or more medicines
changed during their
hospital stay.

880+

Poorly managed discharge also affects people at the
end of their lives. We heard stories of older people
dying in hospital against their wishes because they
could not be transferred to somewhere with suitable
palliative care.

Families told us about loved ones being discharged
from hospitals to care homes that are ill-equipped to
deal with their palliative care needs. We also found
out about others dying at home without adeqguate
support, causing unnecessary pain and distress.
These terrible conseguences were often the result of
basic communications failures.

-w-!itiw-w-!o!o!o!o!o!o!o!o!o!o!o

2 Royal Pharmaceutical Society report: ‘Keeping patients safe when they
transfer between care providers - getting the medicines right’ June
2012 http://www.rpharms.com/current-campaigns-pdfs/rps-transfer-of-
care-final-report. pdf

% Royal Pharmaceutical Society report: ‘Keeping patients safe when they
transfer between care providers - getting the medicines right’ June
2012 http//www.rpharms.com/current-campaigns-pdfs/rps-transfer-of-
care-final-report. pdf

2 Marion, online submission, local Healthwatch, South of England

S Adverse drug events

) O occurinupto

TN 20%=""

“The home didn’t know my mother
was in need of palliative care (I
didn’'t know either), they didn’t
have the equipment she needed
(the hospital hadn’t sent a nebuliser
over), the discharge plan was carried
out over the phone to a nursing care
member of staff who didn’t record
anything. It was appalling. My
mother could've had a much more
peaceful and dignified death.”


http://www.rpharms.com/current-campaigns-pdfs/rps-transfer-of-care-final-report.pdf
http://www.rpharms.com/current-campaigns-pdfs/rps-transfer-of-care-final-report.pdf
http://www.rpharms.com/current-campaigns-pdfs/rps-transfer-of-care-final-report.pdf
http://www.rpharms.com/current-campaigns-pdfs/rps-transfer-of-care-final-report.pdf

Healthwatch England Special Inquiry: Safely home

Homeless people told us about being discharged
without support - often straight back to the street
without accommodation in which to recover.

“A heroin addict was seen six
separate times at A & E about an
abscess in his groin. He was ‘treated’
every time, not admitted and was
discharged in a confused state.
Paramedics were called out and said
that if he had been left he would have
died within a couple of hours.” %

Homeless people use four times as many acute
health services and eight times as many inpatient
health services as the general population, but receive
lower levels of follow-up care.”®

Individuals can find themselves going in and out of
hospital repeatedly because their housing, benefits
and support structures are not in place to enable
them to fully recover.

This can create a damaging cycle of poor health,
admission, discharge and then readmission for those
experiencing homelessness. Kings Health Partners
estimate that some homeless people attend hospital
as many as 30 times per year.?

Homeless Link and
St Mungo’s Broadway
found that more than

of homeless people had been discharged
from hospital back to the streets, without
their housing or underlying health
problems being addressed.

This leads to ‘revolving door’ admissions
and poor health outcomes for homeless
people.®

% Focus group Healthwatch North East Lincolnshire

% Healthcare for Single Homeless People’ Department of Health (2010)

# Nigel Hewett and Sam Dorney-Smith, Kings Health Partners and the
Impact of Homelessness 2013p 42

2 Inclusion health, St Mungo's and Homeless Link (2012) ‘Improving
hospital admission and discharge for people who are homeless’ http://
www.homeless.org.uk/sites/default/files/site-attachments/HOSPITAL _
ADMISSION_AND_DISCHARGE. REPORTdoc.pdf


http://www.homeless.org.uk/sites/default/files/site-attachments/HOSPITAL_ADMISSION_AND_DISCHARGE._REPORTdoc.pdf
http://www.homeless.org.uk/sites/default/files/site-attachments/HOSPITAL_ADMISSION_AND_DISCHARGE._REPORTdoc.pdf
http://www.homeless.org.uk/sites/default/files/site-attachments/HOSPITAL_ADMISSION_AND_DISCHARGE._REPORTdoc.pdf
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3. People feel stigmatised
and discriminated against,
and that they are not
treated with appropriate
respecthbecause of

their conditions and
circumstances.

Throughout this inquiry we heard examples

of the ways in which all three groups felt that
they experienced stigma and the impact that
perceived staff attitudes had on their treatment
and interactions. We found that people’s basic
expectations that they would be treated with
respect and compassion were not being met.

Those with experience of being homeless told us
they often felt discriminated against and judged by
health workers and not treated with kindness or
respect during their stay.

“I felt stigmatised during my stay,
that I was a junkie.Ifeel I was
treated differently to others and was
always left until last for food, water,
medication etc.” #°

“They are never nice to me. They are
not gentle when they treat me and
put the needle in my arm for the drip
to help me get hydrated. I am not
adrug addict. They should talk to
me differently but instead they say
things like ‘get out drug addict, go
and getajob’.” 3°

Others said that they felt unwanted in hospital and
perceived that they were discharged too early as a
result of this stigma.

“They cleaned me up overnight and
discharged me the next day. I didn’t
feelready to leave.

“They always get you out as fast as
they can.Inever get a treatment
plan. I get treated as fast as possible
and no follow-up.

“After being beaten up witha
crow-bar I got x-ray and stayed
overnight and had a headache when
they discharged me but got no plan
or support.” 3!

People with mental health conditions also shared
this experience of stigmatising treatment and a lack
of compassion. Those who had been hospitalised
due to self-harming or suicidal behaviours reported
hearing healthcare workers ‘tutting’ when they
walked past their bed, or making unkind comments
about being ‘a waste of hospital beds’” or ‘'not worth
spending NHS money on.

“I felt I was in an emotional maze
internally and externally... when I
arrived to the hospital a nurse told
me how much I was costing the NHS.
I felt more guilty and suicidal.” 3

2 Focus group Healthwatch Rotherham

3 Focus group, The Passage

3 Focus group - The Passage

32 Addison, third sector organisation focus group, South

@)
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We also heard about the indignity with which older
people are treated when being discharged.

“When discharged, [Doris] was sent
home with just an incontinence pad
between her legs with no knickers or
net to hold in place.” 3

“Irang shortly after lunch to be told
[Muml] had been discharged. I was
shocked. Shelived alone and was
still delusional.

“A neighbour rang to say mum had
been brought home by ambulance
in her nightgown and left at the cold
house after the driver got a key from
another neighbour.

“The elderly neighbour stayed with
her all night. She was readmitted the
next morning.” 3

4. Peoplefeel they are

not involved in decisions
about their care or given
the information they need

Older people and those with mental health
conditions told us about being sent home from
hospital despite raising concerns about their
ability to cope.

“I was deeply concerned whether

I would be able to cope on my own
in a first floor flat with no lift. When
I challenged [the assessment that I
did not need supportl on the basis
that they hadn’t even seen wherel
lived, I was told that they couldn’t
spare the staff for a home visit.” %

Poor treatment of older people is leaving patients in
very vulnerable situations after discharge, and feeling
uncared for by the health and social care system. In
many cases it is also leading to readmissions which
could have been avoided if suitable care had been
taken to ensure they had the support they needed.

Homeless people said they felt rushed through
hospital and sent back to the streets without being
advised where they might seek further support to
recover or manage their condition.

3 Case study, voluntary / community sector organisation submission
3 Julie, family member, online submission to Healthwatch England
¥ Alfred, online submission to local Healthwatch, North of England
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“I'was admitted for alcohol withdrawal.
I also have a permanent disability and
I'walk with a severe limp.Iwasrough
sleeping at the time of being admitted.

“Iwas discharged at 3a.m.onavery
cold night, during heavy rain.I wasn't
offered any transport and noteven a
blanket. I don't think staff listened to
or cared for my needs on any of the
occasions that I was admitted.

“I wasn’t asked how I felt, simply told
my time as a patient on the ward
was up. I did not feel involved in the
decision making process to leave
hospital. I was re-admitted within 2-3
months with the same problem.” 3¢

Families and carers reported not having been
informed about changes in discharge planning,
meaning that they did not have enough time to
prepare for the return home, or understand the
different support role they needed to play.

“Staff on the ward arereally
supportive but the process of
discharge is confusing at best and
damaging to wellbeing at worst.

“It's the communication and
expectations thatis very hard to keep
track of: decisions reversed with

no notice, no clear guidance to the
family of who makes the decision.” 3

Many said they had not been properly informed
about their relatives’ conditions or consulted about
the level of support they could provide for them.
People who were involved in discussions about their
condition and care plans fed back that they found
the conversations confusing.

We heard how this lack of involvement of people
in decisions about their care, and a lack of
understanding amongst patients and their families
about their conditions and support requirements,
can lead to terrible conseqguences.

John and Anne’s
experience:

John suffered with severe episodes of
depression and anxiety.

While having some building work done at home,
his condition intensified and his wife Anne
discovered him engaging in suicidal behaviour.
She took John to hospital where he was
voluntarily admitted.

A few days later, Anne received a text telling her to
collect John from the hospital. She was told John
would be leaving with medication and she would
need to provide him with additional support.

John was agitated and did not want to return
home, but the hospital rejected his request to
stay. He asked if he would be able to return if he
felt unable to cope at home but the hospital said
no and discharged him with an appointment for
further assessment a week later.

One evening the following week John said he
was going to visit a friend and did not return
home. Anne contacted the police who told her
that he had committed suicide*®

3 Focus group, Healthwatch Luton
¥ Jackie, online submission, local Healthwatch, South West of England

% Citizen advice bureau - written submission
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5. People feel that their
fullrange of needsis
not considered

People expressed their frustration that their full
range of needs - including their physical and mental
health, housing, care responsibilities and financial
situation - were not all taken into consideration at
point of discharge. Failure to do this can can make
recovery on departure from care more difficult and
result in worsening symptoms.

We heard that organisations deal with either physical
health or mental health, but rarely both. The result

of this focus on the presented problem, rather than
considering people’s full range of needs, is a series of
missed opportunities.

The three groups we focused on for this special
inquiry are not mutually exclusive - in many cases,
homeless people experience mental health as well
as physical health problems, as do older people.
By not identifying these issues early on, people are
being discharged without sufficient treatment and
support for their full range of needs, often resulting
in conditions worsening and readmissions.

“My depression was not recognised,
my Asperger’s was not recognised, my
pleas for support and help ignored.

“I was discharged against my will,
left terrified and vulnerable on
numerous occasions. Poor help
and support led to more feelings of
suicide not less.” 3°

This was a particular issue reported by those with
experience of homelessness. Individuals said that
often only the immediate physical problem theyd
presented would be treated. Wider needs - especially
mental health conditions - were often ignored.
People felt their treatment was rushed rather than
used as an opportunity to ensure that they had all of
the support they needed.

“The stay is normally very short -
they want to get rid of you ASAP.
Ithink I had depression whichI
now get treated for from my GP,
but nobody asked me about me, or
helped my health needs.” 4°

39 Paul, online submission
40 Focus group - The Passage
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“My previous admissions and
medical history were not discussed.

I would have liked more support,

such as advice about support services

within the community.

I would have liked a more joined

up approach, not the feeling of being
rushed so thatI could be discharged
as soon as possible without any
serious consideration about my
needs.” %

We heard about people experiencing assessments
as being too Trigid’, and not incorporating sufficient
flexibility for changes to their support needs as a
result of their condition worsening or changing.

Individuals also told us about caring responsibilities
or family circumstances being overlooked when
their support needs were being considered,
hindering recovery and stability for many.

4 Focus Group Healthwatch Luton
4 Evelyn, Healthwatch Salford

Evelyn’s story:

As a carer for her 85 year old husband
who has dementia, Evelyn had to make
plans for his care while she was in
hospital. A few days after her operation a
student social worker told her: “You can’t
have a care plan. There aren’t any carers.
I haven’t been able to fix anything, not
even for you to pay for.I'll keep trying.”

Evelyn didn't know how she would cope. Her
husband also has Reynard's disease which
affects his hands and means he cannot grip
and would be quite unable to help with Evelyn's
personal care, or with meals.

Evelyn said: “[The ambulance drivers] left me
standing in my kitchen supported by two
crutches. | am no wimp but on that afternoon

I was devastated. | had not felt so abandoned
since my mother died when | was 25. | had not
felt so abandoned since my mother died when
| was 25. Bossy, organising me didn’t know
how | was going to cope. Even now, several
weeks on, I find it difficult to talk about, or
even as | write, without crying.” 4
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In to c“s. Older People in the UK
® There are more than 10.3 million older people over the age
Impacton

of 65 in the UK. This represents an 80% increase since the
1950s The population will continue to grow older, with the
older people 65+ population expected to reach 169 million by 20354
Over a third of the 155 million people admitted to hospital
last year were over the age of 65. Many had existing
and complex medical conditions that require particular

consideration and care in planning discharge and aftercare
at home or in the community*

Today, family members provide the majority of informal
care to older people at home or in the community.
However, with people born since the mid-1950s showing
different patterns of family formation and dissolution, the
longer-term prospects for the familial support of older
people are likely to be less favourable®

How we gathered evidence
regarding older people

The experiences of over 1000 older people, their families
and carers helped inform this inquiry. We heard people’s
stories via focus groups, online submissions and by
carrying out visits to services.

We worked with organisations including Age UK, Age
Concern, Parkinson's UK and the Health Foundation, and
heard about existing projects designed to support older
people following a stay in hospital, such as projects being
undertaken at The Royal Free and other local hospices.

4 House of Commons Briefing, Rutherford, T. (2012) ‘Population ageing:
Statistics’ www.parliament.uk/briefing-papers/sn03228 pdf

4 Kings Fund ‘Life expectancy’ figures http://www.kingsfund.org.uk/time-
to-think-differently/trends/demography/life-expectancy

4 Hospital Episode Statistics, Admitted Patient Care, England (2012-13),
Nov 2013

46 Rutherford (2012)


http://www.kingsfund.org.uk/time-to-think-differently/trends/demography/life-expectancy
http://www.kingsfund.org.uk/time-to-think-differently/trends/demography/life-expectancy
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Overview of findings

l. People are expenenculg According to Age UK, since June 2010 the NHS has

lost almost two million bed days owing to patients

dEIays and a laCk 0‘ waiting for social care assessments, a care home
coordina‘tion between place, a care package or adaptations to be made to
o o their own homes*
different services
w The cost to the system is an estimated
The doctor came at9.30 a.m. and £526 million.5® 80% of all delayed discharges
said thatI could go homebut needed or transfers of care are experienced by people over
medication and would haveto wait the age of /0 so this issue is affecting older people
° 51
for that. At 12.45 I was still there more than any other group.

waiting and apparently all I needed
was some paracetamol.” ¥

Hundreds of people told us about their experiences
of delayed discharge, sometimes waiting all day

for medication or transport. We heard that for

older people with conditions such as dementia,
hearing or sight loss, having to wait for hours in a
discharge lounge, with little or no information, can be
particularly distressing and disorientating.

“Discharge depends on medication
being sent to the ward from [the]
dispensary and [al nurse writing the
discharge letter. This can take hours.”

We also heard about significant delays older people
experience awaiting transfer to a residential home,
for grab rails or ramps to be fitted at home, or for
social care packages to be put in place®

47 Jim, local Healthwatch, East of England

2 Age UK (2014)

49 Age UK (2014) ‘Nearly 2 million NHS days lost to delayed discharge’
http://www.ageuk.org.uk/latest-press/archive/nearly-2-million-nhs-days-
lost-as-people-remain-in-hospital/

%0 Age Uk (2014)

5 Rovyal Voluntary Service Report ‘Unhappy Returns (2014) %


http://www.ageuk.org.uk/latest-press/archive/nearly-2-million-nhs-days-lost-as-people-remain-in-hospital/
http://www.ageuk.org.uk/latest-press/archive/nearly-2-million-nhs-days-lost-as-people-remain-in-hospital/
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Jackie told us about her
father’s experience:

“They had suggested that they wanted to
get my father into a community hospital.
Staff talked to him about going, his
expectations were raised and he wanted
to go. The message came back that the
community hospital wouldn't take him
and he needed to stay at hospital to finish
his IV antibiotics.

“My stepmother [is] distraught at another
two weeks of driving in to see him; he’s
disheartened and I'm trying to manage the
process from the family’s point of view.

“As we thought he was going into a
community hospital we were advised not to
go looking at nursing homes again. Getting
into the right one is really critical to his
wellbeing so now we are ringing around (with
the help of the onward care manager) trying
to sort something out that might be suitable.

“We questioned whether he would get any
rehab support and this has led the team to
re-considering what [Dad] might be able to
achieve. We are now back into the possibility
of him being sent to a community hospital
but we don’t know until they’ve done more
baseline assessments and in order to know
what’s happening | need to give up work a
couple of afternoons a week to go in and
talk to staff.

“I'm self-employed so I’'m fortunate in having
the ability to control my time however | would
have really valued having access to a member
of the medical team to be able to talk to /
email with so not to be losing work as well.” 2

Long waits for assessments can have a significant
impact on people’s conditions, as Albert’s
daughter explained:

Albert’s story:

Albert is a Parkinson’s patient who
didn’t get the right support in hospital
while waiting for assessment, and for
intermediate care.

His medication was not given on time and

the limited physiotherapy he received while in
hospital was inadeguate. Health staff did not
seem to realise the importance of administering
Parkinson's medication at specified times and
the direct impact this can have on mobility if
medication times are not adhered to.>

Albert’s daughter described a shocking lack of
awareness by healthcare staff of the specialist

care a Parkinson’s patient needs. He was kept in
hospital waiting for assessment and then for a
place in a rehabilitation unit.

By the time the rehabilitation place became
available his mobility had deteriorated so badly
that they could no longer do anything for him.
During the hospital stay his physical health had
deteriorated to a point beyond repair.

Albert has now been moved into a care home,
where his health has continued to go down-hill,
to the extent he cannot walk at all now. Albert
did not qualify for NHS continuing care and all
of his savings have now been spent on care
home costs.

2 Jackie, online submission, local Healthwatch, South West of England
% Parkinson's ‘Get it on time” campaign’ For more information;
http://www.parkinsons.org.uk/content/get-it-time-campaign
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Individuals told us about difficulties people experience

accessing NHS continuing care, which is arranged and JOhn tOld us a‘bout
funded by the NHS for adults with ongoing primary A a ’ a
his wife’s experience

health care needs outside of hospital.

We heard that the system for accessing this type of 0‘ applylng fOl.' NHS
care isnt working and is ‘shrouded in mystery and COntinuing care

disarray’, leaving thousands of ill people with no
choice but to pay for care>

“The [carel home manager claimed she
did not know an assessment was required.
After six weeks we were informed of the
continuing healthcare outcome, given

the poor standard of the assessment,
unsurprisingly we failed to qualify.

Department of Health and NHS guidance
recognises that assessments for NHS Continuing
Care and Community Care need to take place

as soon as possible and well before a person is
discharged but people have told us that often this
is not happening.>® “At this point the care home attempted to
discharge Jane home, however the local
authority took the decision to stop the two
overnight ‘sits’ they had provided for several
years as they reassessed this to be a primary
health need and not personal care.

We also heard that there is huge variation in the
way assessments are undertaken and decisions on
eligibility for NHS Continuing Care are made, both
in terms of process and criteria used, in different
parts of the country.

“It took another four weeks before | could
negotiate a safe level of care so discharge
could take place. My wife had to endure an
unnecessarily prolonged stay in the care
home because of the administrative failure
of all concerned.

“l as the main carer could not manage [alll the
‘night sits’, having severe sleep apnoea l was
already paying for a one night sit each week
to cope.

“The guidance states when such an impasse
occurs, a mechanism to resolve the issue
should take place - this never happened. | had
to involve my MP and negotiated evening sits
to be [exchanged] for night sits.

“l am glad to say we were eventually awarded
full Continuing Healthcare via the local
Independent Review Panel taking 18 months
and after much determination and effort.” 56

 Voluntary / community sector organisation submission

% Department of Health (2010), ‘Ready to Go? Planning the discharge
and the transfer of patients from hospital and intermediate care.

% John, online submission, local Healthwatch, Midlands
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= : 2/ 3 of the UK’s population want to die athome
(1)
! : 28 A) would prefer to die in a hospice
i

(0)
8 A) want to die in a hospital or care home

However, only

die athome

21%

4.5% diein a hospice
55% die in hospital

18% die in care homes *

Data suggests that older people have the least
choice over where they die and have the least
access to specialist palliative care. Only 8% of those
over the age of 85 dying of cancer, die in a hospice,
compared to 20% of all cancer deaths and only 15%
of over 85 year olds have access to palliative care
when dying.®®

These statistics were supported by what we heard
about the difficulties people face at the end of their
lives. Individuals reported problems with getting a
social care package put in place quickly enough

to enable their discharge from hospital in time,
despite the fast track” system designed to escalate
assessments for those nearing the end of life.

Findings by the National Audit Office suggest that
40% of end of life care patients have no medical
need to be in hospital>® Family members said
they felt health staff frequently focus on continued
treatment of the condition rather than controlling
symptoms or providing pain management.

> Marie Curie ‘Patient choice versus cost graphic’:
https://www.mariecurie.org.uk/

% Centre for Policy on Ageing ‘Ageism and age discrimination in
secondary care in the UK (2009)http://www.cpa.org.uk/information/
reviews/CPA-ageism_and_age_discrimination_in_secondary_health_
care-report.pdf

% National Council of Palliative Care ‘Commissioning end of life care’
(June 2011 http://www.ncpc.org.uk/sites/default/files/AandE.pdf


http://www.cpa.org.uk/information/reviews/CPA-ageism_and_age_discrimination_in_secondary_health_care-report.pdf
http://www.cpa.org.uk/information/reviews/CPA-ageism_and_age_discrimination_in_secondary_health_care-report.pdf
http://www.cpa.org.uk/information/reviews/CPA-ageism_and_age_discrimination_in_secondary_health_care-report.pdf
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“The treatment [during his hospital
stay]l has restored my father toa
state of relative comfort. He is now
anxious to come home, where he
wishes to die.

“The hospital is just as keen to
discharge him, in order to free up the
bed. However, the discharge process
hasbeen a fiasco.” ¢°

At least a fifth of NHS costs are thought to be spent
on end of life care®, highlighting that there is also a
financial importance of properly assessing potential
savings arising from earlier hospital discharge of
terminally-ill patients.

The estimated cost of a day of community care at
the end of life is £145 compared to the cost of £425
for a specialist palliative care bed day in hospital.
This indicates that changing the setting of care of a
patient at the end of life has the potential to reduce
the daily cost by £28052

We were told by professional organisations that
end of life discharges normally reguire specialised
equipment such as an air mattress, bed rails, safety
bumpers and moving and handling equipment.

If the authorisation for this is queried by the local
Clinical Commissioning Group or if there are hold
ups in accessing medication, this causes delays to
the person’s discharge.

We heard that some people are spending the last
few weeks and days of their lives trying to get
equipment like hoists, hospital beds, commodes and
shower stools. Family members are often performing
too much of a coordinating role, trying to get the
right services and medication, or chasing people,
services or equipment that has not arrived. This is all
happening when they should be able to spend time
with their loved one as they approach the end of
their life. An estimated 92,000 people die every year
without the support they need®

When a person is discharged, a summary of their
care and treatment should be sent to their GP so that
prescriptions for new medication can be generated.
In a 2009 report the CQC found that ‘Information
shared between GPs and hospitals when a patient
moves between services is often patchy, incomplete
and not shared quickly enough®

Since April 2010 there has been a national standard
to address this. Hospitals must send a discharge
summary to the patient’s GP within 24 hours
however, as we have heard, this does not always
happen and we also could not find evidence
showing compliance against this standard® We also
received anecdotal evidence to show that when
summaries are received by the GP, the details within
the summary are not always acted upon.

0 Case study, voluntary sector organisation submission

5 Demos ‘Dying for Change’ report (2010)

52 Final Report, Palliative Care Funding Review (2011) https://www.gov.uk/
government/publications/independent-palliative-care-funding-review

3 National Council of Palliative Care (2014) ‘Mapping England's Health
and Wellbeing Boards' vision for dying people’ http://www.ncpc.org.
uk/sites/default/files/HWBs_Report. pdf

¢4 Care Quality Commission (2009) ‘National report: Managing patients’
medicines after discharge from hospital

% British Medical Association (2014) ‘Hospital discharge; the patient,

carer, doctor perspective’


https://www.gov.uk/government/publications/independent-palliative-care-funding-review
https://www.gov.uk/government/publications/independent-palliative-care-funding-review
http://www.ncpc.org.uk/sites/default/files/HWBs_Report.pdf
http://www.ncpc.org.uk/sites/default/files/HWBs_Report.pdf
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2. People are feeling left
without the services and
support they need after
discharge

“I was told I could go home without
the assessment, [butl when I got
homeI couldn’t get up the stairs. [I]
had to sleep downstairs for nearly
six weeks.” 66

We heard from hundreds of older people who left
hospital without adeqguate assessments, care plans, or
physical and emotional support in place. In 2013 Age
UK reported an estimated 830000 older people in
need of care were not receiving any formal support,
while local authorities cut back on the support
provided to older people with ‘moderate’ needs®’

Many older people struggle to cope with everyday
activities after being discharged, such as washing
and cooking and are unable to leave the house to
get to the shops.

We know that in many cases nobody had followed
up with the people we spoke to and many did not
know where to turn for support and had been left to
arrange their own aftercare.

Iris’ story:

We heard about 82 year old Iris, who had
fallen and injured her right knee. After a
visit to A&E and an x-ray, Iris was told to go
home and rest. No follow up was arranged.

On arrival home, she was carried from the car to
her bedroom by her friend's husband. That night,
despite borrowing a walking-aid, she fell twice
while going to the toilet.

After two weeks Iris had a visit from her GP,

who immediately made a correct diagnosis and
referred Iris to an orthopedic surgeon where she
had surgery.

Iris was in plaster for nine weeks and now
walks with crutches and feels very angry
about the delay in her treatment due the
initial missed diagnosis.t®

The 2012 Care and Support White Paper says
reablement services - a short, intensive period of
support (normally a maximum of six weeks) to enable
people to regain skills and confidence to care for
themselves after hospitalisation - are a priority for local
authorities. Data suggests that the number of people
offered reablement / rehabilitation is increasing in line
with the rise in those accessing services®

We heard that many people are still missing out.

% Elsie, local Healthwatch focus group, Midlands

57 Age UK, Brookes, R “Two thirds feel badly treated by the government
over care’ (2013) http://www.ageukorg.uk/latest-news/archive/two-
thirds-of-poll-cite-poor-care-as-reason-why-they-feel-older-people-are-
being-treated-badly-by-the-government/

58 Focus group, voluntary sector organisation, South of England

5 QualityWatch ‘Supporting older people’s recovery after illness' (2014)
http://googl/k3AYC7


http://www.ageuk.org.uk/latest-news/archive/two-thirds-of-poll-cite-poor-care-as-reason-why-they-feel-older-people-are-being-treated-badly-by-the-government/
http://www.ageuk.org.uk/latest-news/archive/two-thirds-of-poll-cite-poor-care-as-reason-why-they-feel-older-people-are-being-treated-badly-by-the-government/
http://www.ageuk.org.uk/latest-news/archive/two-thirds-of-poll-cite-poor-care-as-reason-why-they-feel-older-people-are-being-treated-badly-by-the-government/
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Usman’s story:

Usman was a widower living on his

own and was given a six week care
package following his hospital discharge
- to help with every-day care like cooking
and cleaning.

After the six weeks ended he soon became unwell
again. He was unable to cope on his own and to
take care of himself. A local community group
tried to help Usman as they were concerned his
living conditions had become unsanitary.

They reported the situation to the local
authority, which later assessed his flat to be of
an ‘acceptable standard. A few months later the
community group requested a reassessment
through Usman's GP.

Unfortunately before the assessment could take
place Usman was hospitalised with a respiratory
infection and compromised immunity and

died soon after on his 88th birthday. The local
authority was later found guilty of neglect.”©

Those who did receive visits said this tended to

be from many different carers and that they found
having to explain their situation to each new person
distressing. They said they would have liked more
continuity in their care.

A Healthwatch England survey completed by over 100
pharmacists from around the country found that a
breakdown in communication and confusion can lead
to older people taking multiple drugs simultaneously
after discharge, which can result in adverse drug
reactions, medication errors and re-admission.

3. People feel stigmatised
and discriminated
against and that

they are not treated

with appropriate
respectbecause of

their conditions and
circumstances

People’s families and friends told us about the lack
of dignity with which some older people are being
treated during the discharge process, such as Doris
who was sent home with just an incontinence pad
between her legs, and Julie's mum who was brought
home by ambulance in her nightgown and left

at home.

Poor treatment is leaving older people feeling
uncared for by the health and social care system
and is also leading to readmissions. From what
we heard,