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Presenter
Presentation Notes
Segue: Increasing interest as increasing numbers of people dying in care homes – increasing age of population 
But also because place of death is changing 


Place of Death :

Figure 2: Percentage of deaths (persons, all ages) in hospital, care home,
hospice, England, 2004 to 2016
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Presenter
Presentation Notes
Over the last 12 years – fall in the number of people dying in hospital with a corresponding rise in numbers dying in their own homes and in care homes 

https://www.gov.uk/government/publications/end-of-life-care-profiles-february-2018-update/statistical-commentary-end-of-life-care-profiles-february-2018-update


21.8% of all deaths occurred in care homes, that is residential and nursing homes
36.7% of deaths in people aged 85 and over occurred in care homes.
2.1% of people aged 85 and over die in Hospices 

The proportion of deaths in care homes varied from 5.2% to 35.8% 




Place of Death :

Figure 1: Percentage of deaths (persons, all ages) in hospital, care home, ho
hospice, England, 2016
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Presentation Notes
Age profiles are different 

21.8% of all deaths occurred in care homes, that is residential and nursing homes
36.7% of deaths in people aged 85 and over occurred in care homes.
2.1% of people aged 85 and over die in Hospices 

The proportion of deaths in care homes varied from 5.2% to 35.8% 




Place of Death :

» Over 1/5 of all deaths occurred in‘Care
homes

» Over 1/3 of deaths in people aged 85+
occur in care homes.

» The majority of permanent care home
residents die in a care home (70% in 2014)

End of life and Palliative Care associated
with Hospice care'but

» 2.1% of people aged 85 and over die in
Hospices
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http://www.endoflifecare-intelligence.org.uk/resources/publications/carehomes 
National end of life care intelligence network 


Care Homes have ‘
become the
hospices for

people dving with
Frailty



Presenter
Presentation Notes
But the publicity and the messages in the media couldn’t be more different 


Quality End of Life Care in
Care Homes



Building Blocks of Quality Enq}\

of Life Care q/Q

» Recognition Q
» Conversations 6\

» Communication ordination
» Symptom Co

» Last Day Life Care

> Bere@ent
o




1. RECOGNITION that End of r\

Life is approaching Q/Q

=== QOrgan failure (n=6)
----- Physical and cognitive frailty (n=
Other (n=2)

NUIMper vl uedtuis I edull Lidjeciury, vuL Ul Lie aveild
20 deaths each year per UK general practice list of
patients

—— Cancer (n=5) 7@

runcuon

% -




1. RECOGNITION that End of
Life is approaching

Traditional EOLPC

>
>
>

Recurrence disease
Metastatic disease

Failure to respond to
chemo

Steady decline in

condition %

o

Care Hom@ailty

» Whe g into a care
O
&lowing admission to
v hospital

» Terminology

>

N
q/Q

‘is the patient End of

Life?’
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Presentation Notes
The term – ‘end of life ‘ has a much greater predictive currency in people dying of cancer – as it tends to be a rapid deteiroation over about 6w



Palliative and

end of life care... FICINCEEIIELE TR
same lanquage?

‘When supporting patients who are nearing
the end of their life, it is important that health
professionals and carers use consstent language.

Below are some of the commonly used and

misused phrases:
patients with advanced progressive

Try nof o say:

terERrEss s EE RS e e patients and their families. Pall
Palliative Patient
It s not the patient whi is pallative but the

appraach to thelr care. Talking about 2 'Falliative
Patient’ Is mot helpful and should be awoided.

LI IR B B B R B B

Palliative Approach

Falllatiwe care 1= the active holistic caee of

End of Lice Patient

*End of Life’ can mean different things o
differant pecple ( and can refier to kst few
wasaks months or even years). Therefore the
tarm 'End of Lifa’ patient can c3usa confusion
and & best awoidad.

L BB N B L )

wioirds “die’ or “dying” can be wary
for patients and families when you are
convinced thi person s going fo dia In the
Forthcoming days.

R R R R R R R R R R R R E R RS

krailty Treatable VS Curable

Inoeasingly, people are cured of disese and
make a full recovery. in other cases a condition

may not be urable, but may be treated.

It ts impartant that we are careful and dear
with patients and familles s to whether we are
aiming to palliate the symptoms or cure thedr
diseasa.

thits ks a koo e cond® ion mphying
wulnerahill; to sudder Ceterortion. A
diagniass o7 Severe Frailfty s =-sodated with 3

Iifie expectan—y of about 1000 days. Start o
ascier inbrod uc e advane care planning
disouss | cns when you iecognise severe frallty.

Documeant (Rgced by Worcestorshing End of Lifie & Pallialive Care Metwork. Please oodit appropriatcly
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Presentation Notes
Palliative patient 
End of Life patient 



1. RECOGNITION that End of '\
Life is approaching Q/Q

» Admission to care home should prompt th rt of
Advance Care Planning Discussions

» Routine practice

» Opportunity to understand e e@ of resident and
family K

» Revisit on a regular basis oras condition changes

» Return from Hospital - review ACPlanning

» ACPlanning - - %R calation planning

o
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Presentation Notes


Next  - conversations 


2. CONVERSATIONS

Traditional EOLPC

Patient

Include Family
members/Support
network

plans - ReSPECT

Recording the
conversation

DNACPR -and escalation

\/

! its. and o find them (e g Advance Decision to Refuse
pown wishes about organ donation.

fumm{ymmmmﬂ-x&_dmﬂnﬂ

wwven ot the sxperse
o wmtarng

r._mm

xmidering sbowe priorities, what s most important to you & (optional):

Focus on symptom control
a3 per guidance below

Now prowide clinical guidance on spedific interventions that may or may not be wanted or clinically
appropriate_ including being taken or admitted 1o hospital +/- receiving life support:

SPECIMEN COPY - NOT FOR USE

Child only, as detailed above

ReSPECT

ReSPECT

ReSPECT




2. CONVERSATIONS

Page 6of 12 Lasting power of attorney for health and weifare
w 5 About life-sustaining treatment
Office of : real
Public Gt

Care Home/Frailty

mmmmwuﬂuﬁ-
sustaining in some situations but not in others. "
i your attormeys and people who are interested in your

welfare as well as any written statement you may have
made.

‘When you make your choice and sign this section you
'must have a witness. If you cannot sign you can make
a mark instead.

» Capacity issues Last
» Who is the decision of af

maker? @_
» LPOA - for Health
Hea e et i e

» LPOA for Health with life deci Signed in the presence of a witness by the person

o« e . e ’*mmmmﬁm who is giving this lasting power of attomey
sustaining decisions oo 1 | e i o Ve e r

* the type

» Need to see paperwork i

*+ day-to-d

= IFyou cannot sign or make a mark use o
~ continuation sheet A3:HW >

- someone else must sign for you at your direction.

« they must sign in your and in the

Option B @

om==]

| g% The date you sign (or

= mark]) here must be

» If not POA and no R e e
capacity needto d/w .,,.m memn—
5 . .lpum « You cannot be an Y or
family/nok.in order to e

Don'tus

make a best interest R el

Making an L - Aperson to be told when the application o register

deCiSion Our smart onl this lasting power of attorey is made can be a witness.

exactly when

This form is a
This page is not




2. Topics of Conversation r\

QO

» What matters to them - not what is the m@wnh

them
What are their expectations and fe@

Wishes and priorities for future @
Advance Statements/ ADRT&;
Escalation planning

What dying looks like =Edrkathrynmannix

Q)C?

city

vV v v v YV




3. COMMUNICATION and
COORDINATION

» Relatives

» Care staff @Q
o

» Ambulance

» OOH Q’o\'

» Acute Provi erE
» EPACC ronic Palliative Care
Co-og ination Systems)

q/Q

N



4. SYMPTOM CONTROL r\

Challenges: (l/
» Knowing what the sym@@are!

» Difficulty swallowing ~‘Cant

swallow’ s&

» Compliance wit dication ‘Wont
Swallow’ v%“

» Use of ¢ medication

Q)C?



4. SYMPTOM CONTROL r\

» Constipation (19
» Breathlessness Q
» Nausea and vomiting

O

» Skin Cancers 0

> Weight&?%v

» Pain

o


Presenter
Presentation Notes
Pain – generally not a significant issue in end of life in Frailty 
Pain an ongoing issue in older people – lowest strength – give often – coprescribe laxative 

Breathlessness – uncommon – End stage Heart Failure – use oramorph not oxygen

Constipation

Weight loss 




Weight loss in Severe DementiQ

» Very common symptom (§
ori

» Reduced appetite leading to reduced cal
intake

» Reduced ability to swallow @Q
» (?) catabolic state 0
N\

Options for interventi 0

» Investigations t;]?lmje other causes
» high calori% - fortified drinks and snacks
» Oral r@ supplements (?)
> P@ '

(77?)



Tips for the conversation with
family members :

>
>
>

Very common feature of the illness
The urge to feed and to nourish is very strong

What do they see as the future? What.are their
expectations?

The individual is not ‘starving.to death’ - they are
losing weight as part of theirillness = like people
who lose weight when they are dying of cancer

They are not ‘suffering’” because of hunger - if
they were hungry they would want to eat

Its not a sign of neglect

If agreement not to intervene - ask staff to stop
weighing



Pain : Opioid analgesia

» Start low go slow especially if opioid naive
Start or increase laxatives
Avoid starting patches in last days.of'life

Buprenorphine 5 = 120mg codeine and takes 4
days to reach full therapeutic'level

Fentanyl 12 = 40mg oral,merphine which can
be fatal if opioid naive

» If already have a patch.-don’t remove add
injectable - and calculate total dose and
rescue dose

vV vy

v
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Presentation Notes
Start low go slow 
Laxatives with opioids
Avoid patches avoid patches avoid patches de novo



Calculation of dose

equivalence

» Palliative Care
Adult Network
Guidelines

» http://book.p
allcare.info/

% poyCHOSOCIAL & SPI

) () REFERENCE
--D Formulary
- Creatinine

= Opioid dose conve.rwf
|7 spdrug compatibility

RITUAL

clearance calculator

E] BMI calculator


Presenter
Presentation Notes
Buprenorphine too weak – and too slow to accumulate
5mg patch =  120mg of codeine in 24hrs

Fentanyl- very strong for opioid naive patient 
12mcg patch the equivalent of 40mg oral morphine 

Place for patches = if non compliant or unable to swallow 




Anticipatory Medication '\
» Prescribe early - if writing a ‘not f@

escalation’ ACP (]{
» Valid in the home for a long as drugs in

date

» Administration sheet @

» PRN doses only initi
» Pain relief (1/6 @@tal opioid dose)
» Anti secretor
» Anxiolytic
» ( Antie
>




Anticipatory Medication

As required Formulation | PRN Frequency i Indication
Dose y

HAEOPERIDOES S-S Up to ‘ Nausea and
1 .5mg hou vomiting

HYOSCINE 400mcg/1ml - 0,4mg 2.4mg  Noisy secretions

HYDROBROMIDE N y

MIDAZOLAM 10mg/2mls .5- g p tohalf 30mg  Agitation
hourly

Up to Pain
hourly




Anticipatory Medication r\

‘19

» Writing up anticipatory medi@on

should be a trigger for : @
» Robust Treatment e &&on planning
» Stopping all medication not giving
symptomatic benefit
» Stop al@@ investigations ( QOF
U

bloods in CKD etc)

o



5. LAST DAYS OF LIFE Qr\
» Timing is unpredi&@e
N

O

v

0%

o




Last days of life - symptom r\
control q/Q
» Pain

» Breathlessness @Q
» Agitation 0

» Secretions 0’\'

» Mouth care

» Skin care/ %lz;eas

» Hy



Subcutaneous Infusion r\

‘Hypodermoclysis’ q/Q

>
>
>

vV v Vv Y

First described in 1913

Used widely in 1940s and 50s Q
Increasingly recognised as a way of @ning comfort
when oral intake is compromised through impaired
swallow or tumours eg post C t person remains
conscious and aware

1 litre in 24hrs 0

Able to prescribe Sodium Chloride 0.9% infusion on FP10

Simple kit - giv%/cannula
Infuse by @ eed for pump



5. Last days of life

» Residential vs Nursing

» Equipment Availability - s
drivers - profiling beds




Education of Staff

» Delivery of training and education adhoc

» Lack of recognition of commissioners that end of life care is
happening in Residential as well as Nursing homes

» No specific requirement for EOL and PC training in
contracts

» CQC requirements vague

» Provision of available training an open market with no
apparent quality control

» Affordability of available training

» Opportunity to improve thesituation through collaboration
in STP areas - to support shared education and training
across all health and social care providers - ( eg
Worcestershire Integrated Network for training )




IN SUMMARY

» Recognition that the vast majority of
people in Residential and nursing homes
are approaching the end of their lives

» Advance care planning and anticipatory
prescribing are key to good outcomes

» Quality and availability of staff education
and training needs.tobe reviewed

» We need to.celebrate the good work
already being done in care homes




Daughter of a resident who r\

died recently: Q/Q

“The care that my
mum received at the
end of her life .... was
better than the care

that Dad ieceived
when he died in the

hospice last year”

e@nhs.net @KeebleM

Maggie.Keeb
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