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Healthwatch Cornwall commissioned a piece of independent
research with local people.

This research supports the End of Life Strategy Board’s work
towards Priority One in the work plan by building a picture of
public understanding and experience of end of life, as well as
preferences for support.
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6 6 5 people in Cornwall

Recruitment took place online through a local panel,
social media, and Healthwatch’s own promotional
channels in April 2018

9 (1%) with a terminal illness
385 (58%) with a family member with a terminal illness
285 (43%) carers of someone with a terminal illness
361 (54%) supporters of someone with a terminal illness
205 (31%) people who had experienced a recent bereavement

159 (25%) people with no experience of bereavement or terminal illness
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This presentation covers four different groups

of people

The public

All people who took
part in the survey
(including those with
terminal illness and
bereavement
experience)

Section 1:
Perceptions of end-
of-life care

healthwatch

Terminal illness

People with a
terminal diagnosis
and family of people
who have had a
terminal diagnosis

Section 2:
Experience of
terminal illness and
end of life care

Carers and
supporters

People who consider
themselves a carer
(paid or unpaid) or a
‘supporter’

Section 3:

Experience of caring
and supporting those
with terminal illness

People who have
experienced a
bereavement in their
immediate family in
the last two years

Section 4:
Experience of
bereavement
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1. Perceptions of end-of-life care
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The public

?% of people have spoken to their family and friends about

their preferences for end-of-life care
o)
41%

O

0
4 A ?% of people have an end-of-life care plan

Vv

aaEs— 29, . . 1 1 /o
— 2% of people have an advance directive

l Do you have an Advance Directive? '
h h h Have you ever spoken to your family and friends about your preferences for your end-of-life care? t
ea t watc Do you have an end-of-life care plan? a er |ne

Base: 665 (all participants)



The public

Understanding of many of the terms used in EOL
care varies: particularly low for technical terms

Proportion of the public selecting each level of understanding of each term

Prognosis Eg&E 22% 73%
Power of attorney Ep= 257 k9%

Do Not Attempt Car?%ﬁﬁgég?nary Resuscitation 337 LAY
Palliative R 237 k5%
Clinician WS 7 31~ 5kZ%
End-of-life care plan R4 97 33~% 52~
Living Will Q¥4 1k~ 347 43~
Artificial nutrition and hydration 177 127 33% 397
Legal proxy 19% 2 33~ =15V
Treatment escalation plan 327% 1k7% =14 2k”%
Advance directive or statement 3k~% 18~ 22 24

BT have not heard of this term
BT have heard of this term but do not know what it means
I have heard this term and have a general idea of what it means

BI have heard this term and have a good understanding of what it means

healthwatCh We would like you to think about how well you understand some of the words and terms that are used in end-of-life care. Base: 665 a‘ter‘ | ne

(all participants)



The public

Most of the public know there are options
available to choose from...

Proportion of the public with knowledge of end of life care options

BT do not think there are any
options for me to choose from

I don't know what options are
available but I know there are
options

BI know what options are
available

What options do you think are available to people in Cornwall for end-of-life care?
Base: 665 (all participants)

Proportion of those who say they know what options are available selecting each of the following
options

In a hospice |90
At home with family carers NN 857
In a care home I &L
At home with nursing care NN 817
In a hospital I 757
At home with care from hospice staff IS 57

healthwatCh What options do you think are available to people in Cornwall for end-of-life care? a‘ter‘ | ne
Base: 478 (all participants who stated they knew which options are available for end of life care)



The public

The clear preference for end-of-life care is
to be at home

Proportion of the public selecting each end-of-life care option as their first, second, or third preference

B1lst preference cnd preference 3rd preference
15% 2l”
27
17?7
. 2l”
23y =R
12~
m e aw
I
At home with At home with At home withIn a hospice Something In a care In a
family care from nursing care else home hospital
carers hospice
staff

From these option, which would be your preference for your own end-of-life care? ‘t ‘
htalthwatCh Base: 665 (all participants) a er |ne



The public
Alignment with Ambitions for
Palliative and End of life Care: access and coordination
appear to be areas for improvements

Proportion of the public who agree or disagree that their expectations or experience of care is reflected in each ambition statement

Each community is prepared to help

EStrongly disagree Disagree Neither agree or disagree

healthwoatch aterine



The public

The best possible end-of-life care is dignified
and pain-free

People in Cornwall are most likely to say use words like ‘dignity’ (172), ‘pain-free’ (156), ‘peace’
(132), and ‘care’ (117) to describe their best possible end-of-life care.

Words used by the public to describe the best possible end of life care (word size is proportional to the number of mentions)

Nurses
Understanding
Informed Freedom
Simple
Content Quality m Professional
Hsu"port Pain-free
Warm 0 m e Attentmn Empat.hy HEIHHEd Time
Bumpecent Pain-control Individual

EII“E

Efflclent Pla nned

Stress g Cnnsmeraty

Personalised

Res ect

Patience Pursun-r.:ant.rad FI“IEHdSHExiMe Autonomy Dmet
ca I m p e a c e o
Personal ChUiCE Appropriate

" Compassionate

Reassuring Friendly Euthanasia Available

l If you were to think about what the best possible end-of-life care looks like, what 3 words would you use to describe it? '
h h h Base: 620 (all participants who provided an answer) t
ea t watc The words shown received 3 or more mentions and are proportional in size to the number of mentions a er |ne



Terminal illness

Words used to describe the reality of end-of-life
care by those with experience are mixed

People in Cornwall most often describe their experience of end-of-life care with words like ‘care’
(45 mentions), ‘dignity’ (40), and ‘peace (36). However, there are large numbers of more
negative words, such as ‘pain’ (35), ‘sad’ (32), and ‘stress’ (27).

Words used by those with experience of end-of-life care or bereavement to describe personal experience of end of life care
(word size is proportional to the number of mentions)

Sufl‘erlng Déstvreésed
Hume
Worried Drawn Out cﬂmpaSSinn

R Unsupported

Understanding espect

Control Tired

Family ey
WarmB Upsettlng Eﬁcd Calm s p pomsnrganlscd

Complicated

Helpless
. Sensitive Effi t
Kind Help 112Nt |nconsistent
Prolonged Quist

Noisy
wanGomfort Clpical, o g Heare
acellent nxious P f - I
el I roressiona
Harrowing
Confused
Cruel U n I‘i n
Emotmnal Scary caring
- em:l al
Frlendl\r r Horrific
Fear
Painless
Thinking about your personal experience of end-of-life care, what 3 words would you use to describe it? |‘t ‘I
h'altnwatc Base: 392 (all participants with experience of terminal illness or bereavement) a er |ne

The words shown received 3 or more mentions and are proportional in size to the number of mentions



2. Experience of terminal illness
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Diagnosis is most often delivered by a hospital
doctor

Proportion of terminal diagnoses that were delivered by each type of person

63%
13%
9% 8%
1% 00
N R P &
A hospital A GP | don’t know / A family A hospital Someone else A district or A friend
doctor do not member nurse community

remember nurse

h althw y tch Thinking back, who told you/your family member that your/their illness is terminal? t r in
4 Base: 392 (People with a terminal diagnosis or family members of someone who has had a terminal diagnosis) a e e



Terminal illness

‘Satisfaction’ with diagnosis is variable:
21% dissatisfied - but only 40% satisfied

Proportion of those with experience of terminal illness who are satisfied or dissatisfied with how their/their family members’ diagnosis
was delivered

BVery dissatisfied

EDissatisfied

BNeither satisfied or dissatisfied
mSatisfied

EVery satisfied

BT don't know / do not remember

lt t On a scale of 1 to 5, how satisfied or dissatisfied are you with the way your/your family members’ diagnosis was delivered? '
hea hwa c h Base: 392 (People with a terminal diagnosis or family members of someone who has had a terminal diagnosis) a ter |ne



Almost a third of those with a terminal illnesdSAuailEs
disagreed that they understood what they were
told about their diagnosis

Proportion of those with experience of terminal illness agreeing or disagreeing with each of the statements relating to their/their family
members diagnosis

[/my family member understood what | was told
about my/their diagnosis

[/my family member had the opportunity to ask
questions

I/my family member received the support |/they
needed when I/they were diaghosed

EStrongly disagree
EDisagree

mNeither agree or disagree

® Agree

EStrongly agree

"I dont know/not applicable

On a scale of 1 to 5, how satisfied or dissatisfied are you with the way your/your family members’ diagnosis was delivered?

healthwatch Base: 392 (People with a terminal diagnosis or family members of someone who has had a terminal diagnosis) a‘ter‘ i ne



Terminal illness

A ‘good’ diagnhosis is delivered...

“She was very straightforward about it, gave a
possible time frame, didn’t treat it as a drama,
just an unfortunate reality, was encouraging
about the time left to my mother.”

With compassion, kindness and sympathy
« Straightforwardly and honestly

« At an appropriate time and place

“Care home staff were
very honest and
sympathetic.”

* Clearly and informatively, with expectations of
a timeframe

« With guidance on next steps, options, and ‘H
accessing care, and reassurance about comfort v “The doctor was kind, but
and pain straight to the point. He
did not shy away from the
» By someone familiar and trusted truth of the matter.”
« By someone who has time and can answer
questions “Because | knew everything possible was
_ _ _ being done to make my family member's last
* With appropriate preparation (not abruptly) days as comfortable as possible and pain
free.”

h althwatCh Why did you feel this way? (How satisfied or dissatisfied are you with the way the diagnosis was delivered?) a‘ter‘ i ne
Base: 392 (People with a terminal diagnosis or family members of someone who has had a terminal diagnosis)



A ‘bad’ diagnosis is delivered...

* Blunt and without compassion

* In a rushed manner, without
opportunities to ask questions

* In an inappropriate setting (e.g. on a
ward)

*  Without family present
* When it is not necessary or asked for

* Without advice on next steps or
options for care

‘Too late’

Terminal illness

“It was delivered in a cold and matter of
fact way with no compassion. The doctor
might have easily been saying she had an in
growing toenail!”

“Not upfront about how much
time and no advice on next
steps.”

“They treated my father
like an idiot. They didn’t
listen or use respect.”

“It wasn't explained fully or in a comfortable
setting. | was told in a doorway to an office very
briefly and very rushed. | wasn't asked if | fully
understood what | was told.”

Why did you feel this way? (How satisfied or dissatisfied are you with the way the diagnosis was delivered?) !
ea w c Base: 392 (People with a terminal diagnosis or family members of someone who has had a terminal diagnosis) a er |ne



Terminal illness

Family, GPs, and friends are the most
common sources of support in dealing with a

terminal diaghosis

Proportion of those with experience of terminal illness reporting that they/their family member received
support in dealing with their diagnosis from each source

Family

GP

Friends

A community nurse

A hospice

A charity
Someone/somewhere else

\ A church or community group
A counsellor or therapist
Funeral director

My employer or colleagues

A solicitor

Citizen's Advice Bureau

Where did you receive support from in dealing with your diagnosis? / Where did your family member receive support from when

dealing with their diagnosis?

healthwoatch

Base: 392 (People with a terminal diagnosis or family members of someone who has had a terminal diagnosis)

L8~
I L ], 7
____________________________NEEM
I 5
I L

I 107

I 7

I

I L

. 37

| 37

V4

0%
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3. Carers and supporters of those
with terminal illness
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Almost half of carers or supporters of
someone with a terminal illness do not feel
they had enough support

Proportion reporting that they received enough support as a carer or supporter of
someone with a terminal illness

No- I did not

have enough Yes- I had
support enough
TR V4 support

51~

Do you feel that as a carer/supporter of someone with a terminal illness you received/receive enough support?
Base: 397 (all participants who are or were carers or supporters of someone with a terminal illness)



supporters
Almost all carers and supporters are providing
care or support more than once a week

Proportion of carers and supporters providing care or support at each time frequency

27e%

147

Roughly, how often did you provide care or support to the person with a terminal illness? !
ea w c Base: 397 (all participants who are or were carers or supporters of someone with a terminal illness) a er |ne



Carers and

Carers and supporters are providing a supporters
variety of tasks, most commonly
emotional support

Proportion of carers and supporters providing care or support with each task

Emotional support 857
Household tasks and chores I [ C 7
Food shopping and essentials I L0
Hygiene and personal care INIIIEE—————— G0
Helping with decision making NI s
Cooking and eating IEEEEEEEEEEEE——— s 5
Giving and managing medications I sl
Dressing and grooming N s
Travel and attendance at doctor®s appointments I s ]
Caring for other family members I L7
Helping with transport I L0
Helping with finances or legal issues I LC 7
Nursing care. exercisea. or therapy NI S| 7
Supporting at social occasions or leisure activities NN 7
None of the above 1 1%

Which of the following tasks did you provide help and support with in your role as a carer or supporter of someone with a terminal

illness? “t ‘I
healthw;tCh Base: 397 (all participants who are or were carers or supporters of someone with a terminal illness) a er |ne



4. Experience of bereavement
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Almost half of those who were bereaved did not
feel they had enough support

Proportion of bereaved relatives reporting that they received support after
experiencing their bereavement

No- I did not

have enough Yes- I did
support have enough
Uaz support

527

Overall, do you feel like you had enough support after you experienced your bereavement?
Base: 186 (all participants who have experienced a recent bereavement who chose to answer this question)



There appears to be an unmet need for
support following the immediate
bereavement period

Proportion of bereaved relatives who needed help or support at different time periods following their bereavement

At the moment 217 177

In the first year cuz 307

In the first kE months 257 307

In the first month 3k% 257

Immediately 40 2l%

BT had help and support at this time
BI did not have help and support at this time. but I wanted it

I did not have or want help or support at this time

After your bereavement. in which time periods did you have or want help and support? X
Qa w c Base: 18k (all participants who have experienced a recent bereavement who chose to answer this a er |ne

guestion)



Around a third of people would have liked
help with private, legal or financial affairs,
more information, and support for carers

Proportion of bereaved relatives who wanted each different type of support following their bereavement

4=
N
n
AN

Funeral arrangements L% 0

Help with private. legal. or

financial affairs Sk SH
More information 2e” 30%
Counselling 1k~ 18%
Online support (e.g- forumsa. online
chat) Ly 11~
Peer support groups 12% 14~

(K]
AN

2

N

Support for carers

(]
AS

Telephone helplines 127%

B had this type of support
BI did/do not have this type of support but wanted it
I did/do not have or want this type of support

h althwatCh Did you have or want the following type of support following the bereavement? a‘ter‘ | ne
Base: 186 (all participants who have experienced a recent bereavement who chose to answer this question)



Friends and family are the main sources of
support following bereavement

Proportion of bereaved relatives receiving support from each different source of support

Family

Friends

Funeral director

GP

My employer or colleagues

A counsellor or therapist

A community nurse

\ A church or community group
A solicitor

A hospice

Someone/somewhere else

A charity

Citizen's Advice Bureau

Where did you receive this support from?

healthwoatch

Base: 205 (all participants who have experienced a recent bereavement who chose to answer this question)

k7%

5k~
I S 5
I

I 1

I 10

WA

I

I L

. L

I 57

BV

0%

dterline




While 50% were satisfied with the end-of-
life care their family member received,
29% were not

Proportion of bereaved relatives who were satisfied or dissatisfied with the quality of care that their family member received during
the end of their life

BVery dissatisfied
Dissatisfied
Neither satisfied or dissatisfied
Satisfied
Very satisfied

I don't know / do not remember

l How satisfied or dissatisfied were you with the quality of care and support that your family member received during the end of their ‘ '
life? t
healthwatch aterine

Base: 205 (all participants who have experienced a recent bereavement who chose to answer this question)



5. Conclusions and initial reflections
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This research will feed into Healthwatch’s strategy for end of life care in Cornwall, and be used
for public education, service improvement, and meeting unmet needs. Our recommendations
may include:

Public education measures on the importance of talking about what care would be preferred at
their end-of-life

*  Ensure the public know they have choices on what happens to them

»  Education on the language and terms needed to talk about end of life care

Support provision of end-of-life care at home where possible, whether with family, nurses, or
hospice staff
« Ensure care is dignified, as pain-free as possible, and provides peace and comfort

« Target the key ambitions that performed less well in Cornwall; ‘each person gets fair access to care’ and
‘that care is coordinated’

* Improve the experience of diagnosis with a terminal illness
«  Hospital doctors most often deliver diagnosis and hospitals often the location of unsatisfactory
diagnosis: stress importance of: tone, care and comfort, give timeframe; right: place, people, and
appropriate time - next steps
* Understanding the diagnosis: an area where the experience could be improved
« Diagnosis: Provide families and GPs with the tools and skills nheeded to provide support

+ Recognise and support carers and supporters; they are common in the community,
providing very frequent care and many types of care, but not getting enough support

* Increase the support for those who are bereaved, particularly at the ‘middle’ of their journey

and with private, legal, financial affairs, information provision, and support for carers
«  Give family, friends, and funeral directors tools and support needed to support those who are bereaved

healthwoatch a\ter‘ine



“It's all been such a muddle of financial and emotional turmoil.
It’s like a bomb exploded in our midst and we were all flung apart
never to really find our way back together again. It's the aloneness
of all the choices and decisions, coping with breakdowns of
people, homes, appliances, with only yourself to refer to.

The absence of that lifelong partner and father to,
is a huge emotional hole in our lives to this day”

“l believe that we should all be able to choose how and when
we die if there is no chance of a recovery to the point of
enjoying life. | never want to be a burden to my family or the
health and care services. It seems to be that there is a
consistent lack of joined up thinking about end of life care
mainly because we don't discuss it often enough in the public
domain.

Hopefully, this will be the beginning of a change.”

healthwoatch a\ter‘ine



Thank you. Any questions,
please contact:

Natalie Swann

Amanda Stratford

healthwoatch
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5. Appendix
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Those with experience have a better understanding of

terms

Those with
experience of
terminal
illness of
bereavement
(n=496)

Those without
experience of
terminal
illness of
bereavement
(n=169)

Living will

Clinician

Advance directive or statement

Power of attorney

Legal proxy

Artificial nutrition and hydration

Do Not Attempt Cardiopulmonary Resuscitation..

End-of-1ife care plan

Treatment escalation plan

Prognosis

Palliative

Living will

Clinician

Advance directive or statement

Power of attorney

Legal proxy

Artificial nutrition and hydration

Do Not Attempt Cardiopulmonary Resuscitation..

End-of-1ife care plan

Treatment escalation plan

BT have
BT have
BT have

BT have

healthwatch

Prognosis

Palliative

C ANy - - i L. 7 ——
317 187 227 297
2 1 ——
7 37
7 Hh7
3737 197 777
[ANr Y 7 Y
2L7 L7, 2 7
P2z 172z 797 |
3»5» bz . 95z |
7 VA VA VA
= A 1 2 e — r i ——
0% 0% 1A 7
A4 L 7 A
7 YA
87 87 87 7
7 (b7 % 7
07 7 37 7
D17 87 7 07
7 157 7 W
= 2 T 1 - i i A

not heard of this term

heard of this term but do not know what it means

heard this term and have a general idea of what it means

heard this term and have a good understanding of what it means

dterline



Diagnosis is most often delivered by a hospital
doctor

897

S
147 g
I 5
1997 & 7 . ” 4 . q .
._ 0% 0z 1 0% il 0% 0% |:|/.-
A GP

A hospital Someone A hospital A district A family A friend I don’t
doctor else nurse or member know / do
community not
nurse remember

BPeople with a terminal illness ®Family members of those with terminal illness

Thinking back, who told you/your family member that your/their illness is terminal?

healthw 1 tCh Base: People with a terminal diagnosis (n=9) or family members of someone who has had a a J[er ”’]@

terminal diagnosis (n=385)



Family, GPs, and friends are the most common
sources of support in dealing with a terminal
diagnosis
Family [
GP e v e— - -
Friends GG e .
A community nurse

A hospice ™97
A charity [T
\ Someone/somewhere else [ -:;

A church or community group [ied
A counsellor or therapist [[imids 11
Funeral director |[inkis
My employer or colleagues bl -
A solicitor ®p%~*

Citizen's Advice Bureau B¢

B Family members of those with a terminal diagnosis B Those with a terminal diagnosis

Where did you receive support from in dealing with your diagnosis? / Where did your family member
receive support from when dealing with their diagnosis?

healthw;tCh Base: People with a terminal diagnosis or family members of someone who has had a terminal a‘terhne

diagnosis (n=392)



Demographic data of survey respondents

Male

Female

Non-binary

Prefer to specify

Prefer not to say

Gender

25%

74%

0%

Yesa I have a physical
disability

Yes. I have a mental
disability

Yesa I have a learning
disability

No- I do not have a
disability

Prefer not to say

healthwatch

Age

Under 18 years 0%

18 to 24 years 39%

c5 to 34 years
7%

35 to 44 years 14%

45 to 54 years 9%

55 to kY4 years 6%

BE5 to 7?4 years 259

7?5 to 484 years 3%

85 to 94 years 0%

Over 94 years 0%

Prefer not to say 0%
0
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Unpaid carers are more likely to be
delivering 24-hour care

BUnpaid carer MProfessional carer BESupporters

Y- A
247
q 217%
TS TS 17
1y o, . 12
A%
b '/'lijl e
_ 37 : 2% :
-
[ .
S 23 23 23 e* ot & & 2 2 3 2
o s s o> 2 2 .5 o) X X N e
& » » » N N & O & RN K K\
> > > < & & Q >
% e’ &? & 5 e S ° 3 + N\ e
Q/b & W& & & (\o N @ N 4}’ (\o
.\,b X X o Q ? < N o o
o > > o & Q0 < >
< < < @ & < N
\Q @ X2 kN Q O N X
& e e v < < 5
) P 4 5
N S '3 o g
“ 2 (2
> N Q Q)
QO L 9) [ [
“~ < (22 e
~ < ¢ ¢
< o & RN
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Carers and supports are providing a variety of
tasks, most commonly emotional support

Emotional support

Hygiene and personal care

Dressing and grooming

Giving and managing medications

Helping with decision making

Nursing care. exercise. or therapy

Caring for other family members

Cooking and eating

Household tasks and chores

Food shopping and essentials

Travel and attendance at doctor®s appointments
Helping with transport

Helping with finances or legal issues
Supporting at social occasions or leisure activities

None of the above

Elnpaid carers

healthwatch

BProfessional carers

9%
a80%

83%

I — Ty,
D e U0,

587

=
N

1

497
2%

NS
AN
w

ESupporters
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