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Advance Care
Planning

including DNACPR O PROPRIPIIPNOON
(do not attempt cardiopulmonary resuscitation) Bl

If you was! 10 make sure everyt™ ang is

2019 e s e N
# hello Pick up » leaflet or vislt ~£,¢:’:‘W
\_.I
mynameis... |Linda Rendle Full reference list & links
linda.rendle @pilgrimshospices.org to further resources available

www.pilgrimshospices.org
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Aim of session

The aim of this workshop Is to improve
confidence in end of life care discussions &
to be familiar with the tools to support.

www.pilgrimshospices.org
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 |dentify differences between care planning & decisions made in
advance.

« Understand the process of advance care planning, including
Importance of client choice & informed consent.

« Consider the benefits & challenges.
* Increase awareness of the key points of the DNACPR principles.
« Update on ReSPECT

« Explore importance of good communication skills & need for
timely end of life conversations.

Certificate of attendance will be issued:
this is not a certificate of competency ROSPECT ~ememsermmsninn

www.pilgrimshospices.org
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Hc?spices Do pgqple have
an opinion about
the treatment &

What care they want
matters to to receive?
me is.....

Do we
know what

give everyone
the opportunity
to be to tell us
what matters
to them?

www.pilgrimshospices.org



‘Everyone dies, but uncertainty about
how & when that will happen Is

inevitable’
(Kimbell et al 2016)

End of life discussions

What are the challenges?

Useful articles — on factors influencing uptake of advance care
planning

Lovell & Yates (2014) Musa et al (2015)




S’(ﬂ?ggggs Tools to hglp identify
deteriorating health

Ny @ Supportive and Palliative Co %, ©s "
\ e Indicators Tool (SPICT™)

) The SPICT™ is used to help identify people whose health is deteriorating. 3
Assess them for unmet supportive and palliative care needs. Plan care. H
\ Look for any general indicators of poor or deteriorating health. i
. . - 5
o Porformance s4atus & OO Of GOterorating, with kmeed reversddty H
'he Surprise Question — SRS S |
« Dopends on cthers for Care Gue 10 INCreatng physical and/or mental heath prodlerms. :
) * The person's Carer needs more help and support. 3
3
- s

‘Would | be surprised if t_h'ré person
died in the next year?’

This could be a useful prompt to consider
advance care planning discussion.

However this question is just a starting point
& should not be used alone.

(Downer et al 2017)

The SPICT tool can help us to identify
people with declining condition.

www.pilgrimshospices.org



5’( Pl
If people (including us) do not discuss death & dying openly,

how are we going go know what is important to them including
things they may want?

....or what about things people don’'t want? .
ying
Matters

‘| didn't want that!” ., .. .,

‘:_Edmf it

Commissioned by Dying Matters — this short film highlights the
Importance of making end of life wishes clear.

| 3 8 _ o
H http://dvingmatters.orqg/paqge/i-didnt-want-that

— www.pilgrimshospices.org
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Seﬁ!%%?éés Advance care planning | =

Advance care planning is about giving people
the opportunity to:

— think about NN
— talk about o) e

Plan Ahea "

— be involved In
decisions about what matters to them.
When....?
while they have capacity for making decisions.

Can help people have their voice heard when they can
no longer speak for themselves.

Remember it is a voluntary process.

www.pilgrimshospices.org

< % O
MGG



S’(P"gr'ms Concerns for the future

Hospices

What matters

FinancesWISHES to your
celebrationLovedOnes patients/
cremationOrganDonation CARE residents?

Funeral donationshospital

bcaC\i?zgr,M U S I Cfr'indsi N9 \o“
<"<1PA | N\o oy
S pe TSEemreter

g ut uress:

Exploring
options

|dentifying

e clothes ‘é\ £ .
e 8 etarence
burialpossessions *
DNACPR
treatment

www.pilgrimshospices.org
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S ( Hospices Potential outcomes of
advance care planning discussions

« Patient may not wish to engage at the moment.

« May want to make an advance statement (of wishes or
preferences). Must be taken into account but not legally
binding.

« May want to make an advance decision to refuse

treatment (ADRT). Legally binding document which must
be taken into account by clinicians.

« May want to consider who they would like to be
consulted on their behalf.

« May want to draw up a Lasting Power of Attorney (LPA).

www.pilgrimshospices.org



s ) Pigrims What does
\Hospices gdvance care planning discussion involve?

-

p
Opening the
conversation

\

[ Exploring your options

J

~

|dentifying your wishes
\& preferences

]

N
Refusing specific treatment
If you wish

J

e
I

\

would like to be
consulted on your behalf/

~
dentifying who you

|

Letting people know
your wishes

prpointing A

someone to make
decisions for you using a
kLasting Power of Attorney

Adapted from Dying Matters (2017)
Planning for your future care

www.pilgrimshospices.org
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Advance decision to refuse treatment (ADRT)

 If an individual wishes to make an ADRT — appropriate
guidance must be followed (previously known as living
will or advance directive).
— Legally binding.
— Must relate to specific medical treatment & circumstances.

— Must be put in writing, signed & witnessed if relates to life
sustaining treatment (& must clearly state ‘even if my life is
at risk as a result’).

/% See ADRT fact sheet 3

www.pilgrimshospices.org



0.
S(ﬁ'&%@?&és
Lasting Power of Attorney (LPA)

This has replaced Enduring Power of Attorney

« Can chose someone to have legal authority to make
decisions on your behalf.

— Decisions concerning property &/or personal welfare.

— Only health & welfare attorneys can make healthcare
decisions (decisions about life sustaining treatments
must be specified).

— Only used when capacity Is lost.

— An LPA must be in a prescribed form & registered
with the Office of the Public Guardian.

For further info visit their website We will discuss

— http://www.justice.gov.uk/about/opg | cPR decision making
(DNACPR later!

www.pilgrimshospices.org
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S(ﬁ'ﬁ%‘;ﬁ?& Triggers for initiating or reviewing
advance care planning discussion

« Patient initiates conversation.
« Diagnosis — progressive life limiting condition / LTC etc.

« Condition which is likely to result in loss of capacity (e.qg.
dementia).

« Change or deterioration in condition.

« Change in personal circumstances (move into care home, loss
of family member).

* Routine review, appointment or when previously agreed review

Interval elapses.
(Mullick, Martin in Kerry et al 2018)

« Use uncertainty as an important trigger!
« Remember the tools to help identify end of life.

www.pilgrimshospices.org
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If | become more unwell....

“Thinking, talking, deciding & writing down what'’s

Sarah Russell and

Important to you at the end of life can be difficult. Helen Sanderson
Sometimes we don’t want to talk about it, know what

to discuss, or when to begin the conversation.” .
Try practicing

asking these
questions to
each other

These think cards may provide some ideas of
how to help start, share or continue
advance care planning conversations.

See what you think.....
what you t Tl s

your

communication
skills

Read — think — discuss - share

www.pilgrimshospices.org



Principles
S (}ali)gsrflarrgz}s DoNotl\ttemptCaIdloPulmonaryResulsmtatlon
RedLetter OnePatlentOneform

M isconce ptions REDBORDEREDFOR\1 DN ACP
about success of CPR ol

Pollq

Lay public tend to have unrealistic perception of
outcome.

(Jones, Brewer,Garrison 2000)

Newspaper report survival rates (out of hospital
arrests) significantly higher than medical

literature.
(Field et al 2011)

Perception often related to impact of TV dramas.

- ...with f
Basic knowledge of CPR can reduce but o
‘not eliminate the television effect’. help recover to

full health!
(Bulck 2002)

www.pilgrimshospices.org



S.z e How successful is
| cardiopulmonary resuscitation?

In the right context resuscitation can reverse the dying process,

however:

« Rates of survival & complete physiological recovery following
In-hospital cardiac arrest are poor.

« Chances of surviving to discharge from an arrest in hospital are
fewer than 20%.

« Survival rates depend on cause of cardiac arrest, availability of
expertise & equipment.

« Highest success rates are within coronary & intensive care units.
National Confidential Enquiry into patient Outcome and Death

(NCEPOD 2012)

~ Individual circumstances need to be considered

www.pilgrimshospices.org
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fl'l%;ﬁ?; What else do we need to consider?

Success rate much lower for patients with life limiting
conditions.

We also need to consider what success is defined as!
— What is a successful outcome from a cardiorespiratory arrest?

CPR is invasive with risk of serious consequences

— Fractures, damage to internal organs, hypoxic brain damage,
undignified death.
Frequent failure to consider resuscitation status.

(Pitcher in Kerry et al 2018)

We cannot prevent the heart from stopping as part of the
dying process.

For this group CPR cannot prolong life but instead may

prolong the dying process.
NCEPOD (2012)

www.pilgrimshospices.org
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DNACPR decisions are sensitive & complex

& not without debate or controversy

* Need to respect patient choice.

 Individual assessment for each case (no blanket
policies).

« Safeguarding of vulnerable people.

« This is a sensitive matter and has

come under scrutiny.

Not always a consistent approach.
(Freeman et al 2015)

Issues around DNACPR constantly developing

« Guidance updated to reflect emerging issues.
« We will be discussing latest ReSPECT process

I ate r Recommended Summary Plan
" @ for Emergency Care and Treatment

www.pilgrimshospices.org
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Decisions relating to cardiopulmonary resuscitation 3rd
edition (1st revision) 2016 - BMA, RC (UK) & RCN

Latest revision in response to public &
professional debate about CPR decisions.
Key ethical & legal principles remain the
same, but places even greater emphasis on

ensuring —
high quality
timely communication,
carlopumonary fesuscation decision making
& recording in
relation to decisions about CPR

https://www.resus.org.uk/dnacpr/decisions-relating-to-cpr/
www.pilgrimshospices.org
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®
S(E‘!%%?SZS Why the need to consider
CPR decision making?

Maximiéing

Minimising
benefits / harm

www.pilgrimshospices.org
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Are you aware of your local policy?

« All establishments that face decisions about
attempting CPR should have a policy about
CPR decisions.

* Needs to be readily available & understood by

all relevant staff.
Checkit

« & be available to the public.
Ot/

Further changes are currently happening
Find out what is happening in your organisation
Review — review — review!

www.pilgrimshospices.org
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* Responsibility always rests with most senior clinician
currently in charge of patient’s care.

« (Good practice involves discussion with multidisciplinary
team.

« Healthcare professional making decision must be competent
to undertake discussion.

Decision making process

* Forms can only be completed by those who are permitted to
do so.

« Some policies allow for suitably trained, assessed & fully
competent senior nurses to complete DNACPR form if
appropriate (may require countersigning).

www.pilgrimshospices.org
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forms
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Valid forms —
accepted across
geographical &
organisational
boundaries,
Including transfers

ISit the Resuscitation
Council (UK) for latest
recommended
standards for recording
decisions about CPR

(2016)

emains valid from dat
of signing unless revie
date has been specified.
However - review should
occur whenever
—fircumstances change.

N.B. minor
variations in
format of forms
between Trusts

Adults over 16/1&
years
(some variation)

Recommended Summary Plan
@ for Emergency Care and Treatment

Watch out for ReSPECT
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s Sensitive discussions

Patients may not wish to engage in discussion - this should
be respected & documented (including reason why).

Much greater emphasis on quality of communication &
recording in updated guidance. (BMA, RC (UK) & RCN 2016)

However we should not make assumptions.

"Although discussions on such
sensitive issues are rarely easy, it is
usually better to involve & consult
people than exclude them for fear of

causing upset” Claire Henry

CEO NCPC

www.pilgrimshospices.org (June 2014)
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« Patients cannot demand CPR if clinicians deem it would
be futile (unsuccessful or may cause significant harm or
burden).

« However sensitive explanation of why CPR is not an
option is needed.

* These discussions may not be easy as explanation of
the decision is required. It is not about offering choice
when it is not considered an option, but instead requires
careful sensitive explanation.

« Second opinion may be sought.

« Consider importance of consensual multidisciplinary
deciSIoNS (imhof et al 2011).

See Section 5.4 BMA, RC, RCN (2016)

www.pilgrimshospices.org



&
Pilgrims
Hospices

Decision making conversations &process....

nec I SIUH M a kl n g MULTIDISCIPLINARY

g L
CAPAGITY:... Discussion =%, =55 mrrae
clmumstancesc Nmﬂ I N"“ELI Egé =0 Best!nterests
COMPETENT COMPLEX =85 &%
Anticipate Seniur(}lmlﬁgm ;a ssﬁ -

What else

can help?

www.pilgrimshospices.org
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CPR decision making conversations
What do patients, family & caregivers prefer?

* Discussions initiated by someone trusted (not just
doctors — also nursing & AHP team)

« Most want family involvement, but some concerned
about burden

« Timing very individualised but needs to be early
* Not on acute admission in busy environment

« Conversations to be honest, straightforward, empathetic.
Avoid vague language. Consider level for understanding.
Include discussion about goals & quality of life

o _ Hall et al 2018
www.pilgrimshospices.org
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What questions should healthcare O
professionals ask themselves? O
O

Healthcare professionals competent in CPR decision making
need to consider:

* |s a cardiac arrest likely?
« Is an attempt at CPR likely to be successful?

 Has the patient the capacity to be involved in decision
making?

K e& | Mental Capacity Act (MCA 2005)

www.pilgrimshospices.org



Pilgrims ROSPECT ~oermininen
Hospices
ReSPECT

Bl e counctrespect-+ x| 89 ReseicT x) @ resect B

spectprocess orguk ~@e

Health & Care Professionals  Implementation Network  FAGs  Glossary  Contact

Recommended Summary Plan for
@ Emergency Care and Treatment

ReSPECT is a process that creates personalised recommendations
for a person’s clinical care in a future emergency in which they are
unable to make or express choices. It provides health and care
professionals responding to that emergency with a summary of
recommendations to help them to make immediate decisions about
that person’s care and treatment. ReSPECT can be complementary
to a wider process of advance/anticipatory care planning.

marehere

Edmionc UK »  Subscribe  MyAccount = BMA menmber Kk

The plan is created through conversations between a person and
their health professionals. The plan is recorded on a form and
includes their personal priorities for care and agreed clinical
recommendations about care and treatment that could help to
achieve the outcome that they would want, that would not help, or
that they would not want.

Rescarch~  Educetion~ News&Views~  Campeigns ~ Archive

ReSPECT can be for anyone, but will have increasing releyance for Introducing ReSPECT
people who have complex health needs, people who are likely to be ReSPECT has been partofa 6 y
nearing the end of their lives. and people who are at risk of sudden . Alongside this it is now movinginto the

g X+

\ces can be used 1o guide reatment with an emergency care plan

Infographic available
Chck hero for a visisal averview of how patient

FAQs  Glossary

Implementing ReSPECT

Patients & Carers  Health & Care Professionals  Learning

Recommended Summary Plan for
@ Emergency Care and Treatment

ReSPECT Learning Web-application

Ropid responses

Article metrics

Article Related content

The ReSPECT Learning Web-application can be downloaded and used
on mobile devices as well as desktop computers. The app allows you to
learn about the ReSPECT process and how it applies to you. The
content has been primarily designed for use by people of all disciplines
ingin health and social care, but is also available for members of
a When you log in, you can select your role to make sure that
o

1 elevant to you.

Within the h about what the ReSPECT process is, who
ReSPECT is for) atiog about ReSPECT, practicalities of
the ReSPECT form, ar ir someone with a ReSPECT

a0 B e app; information

P
[* D) ayoyane B

www.pilgrimshospices.org
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S’( ﬂl%?;?gés ROSPECT o
ReSPECT

Are you aware of the ReSPECT process??

This may be coming soon to our locality so be
ReSPECT ready!!!

ReSPECT is a process that creates personalised recommendations for a
person’s clinical care in a future emergency in which they are unable to make
or express choices. It provides health and care professionals responding to that
emergency with a summary of recommendations to help them to make
immediate decisions about that person’s care and treatment. ReSPECT can be
complementary to a wider process of advance/anticipatory care planning.

Check out their website http://respectprocess.org.uk/
Take a look at some of the resources they provide (see below

www.pilgrimshospices.org
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Finally,

Remember
DNACPR orders only refer to cardiopulmonary
resuscitation, not to any other treatments

Unexpected deterioration should always
be assessed and managed appropriately
Irrespective of DNACPR status

Must not compromise any other aspect of care or treatment
(Resus Council 2016)

www.pilgrimshospices.org
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Rﬁjggggs Advance care planning
What's the evidence?

Reference & resource handout available

www.pilgrimshospices.org
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advance care planning

« All health & social care staff should be open to discussion
brought up by an individual.

 If the individual wishes, their friends & family may be
Included in discussions.

 Remember process is voluntary, but look for opportunities.

« With the individual's agreement discussions should be
documented, regularly reviewed & communicated to key
people involved In care.

« Staff require appropriate training to enable to communicate
effectively.

What else can help?

www.pilgrimshospices.org
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"EPLACE 2

ReSPECT form
Discussion may result in a record of patient’s wishes:

« Advance statement of wishes & preferences

ADRT (advance decision to refuse treatment)

LPA (Lasting Power of Attorney)
DNACPR form

ReSPECT

Documentation

MyFutureWish

WLIo} 4dOVNJd

Planning Ahead

What do you use in your
organisation?

www.pilgrimshospices.org



 Embrace uncertainty - use as a trigger for discussion.

e Understand the impact of the terms we use.

* Do not assume everyone is fully aware.

« Use resources to help.

e Jump at any opportunity to further communication skills.
« Open and honest discussion.

 Listen for cues.

« Answer all questions and concerns.

 Include family and / or carers if possible.

 Remember not all will engage. ACP is voluntary.

« Watch out for further information on ReSPECT  ROSPECT ~===

www.pilgrimshospices.org



S eﬂ?sré'ﬂis Thought to take away

‘Uncertainty may in fact be
more friend than foe.

An unpredictable but
evident risk of deteriorating
& dying should be a trigger
for planning care with all
people who have an
advanced illness & in all
care settings.’

(Kimbell et al 2016) 7@0

www.pilgrimshospices.org
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I £ You don' ¥ have
a plan at all .. 4hen

my name IS... You chinal't,\j won'k 3"\:
Youl wisheS .I
Dr Kate
Grainger

youl

www.pilgrimshospices.org



s‘epngnms References & resources

Hospices Further more detailed list available

e Conversation Game™ - www.conversationsforlife.co.uk

« Compassion in Dying - Planning Ahead: my treatment & care
https://compassionindying.org.uk/library/planning-ahead-
treatment-care/ (2018)

* Dying Matters — Time to talk
https://www.dyingmatters.orq/sites/default/files/user/Leaflet%20
11 WEB.pdf

« fink™ Advance Care Planning
https://finkcards.com/products/advance-care-planning

 Gold Standards Framework website
http://www.goldstandardsframework.org.uk/

 National Council for Palliative Care - Difficult Conversations for
Dementia http://www.ncpc.org.uk/difficult conversations

www.pilgrimshospices.org
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Pilgrims
S eHosplceS References & resources cont.

NHS England (2018) My future wishes Advance Care Planning
(ACP) for people with dementia in all care

NHS Improving Quality - Planning for your future care

https://www.england.nhs.uk/improvement-hub/wp-
content/uploads/sites/44/2017/12/EolL C-Planning-for-your-future-
care.pdf

NICE (2018) Care & support of people growing older with learning
disabilities. https://www.nice.org.uk/quidance/ng96

ReSPECT Learning Web-application
https://respectprocess.org.uk/learning.php

Supportive & Palliative Care Indicators Tool (SPICT™)
https://www.spict.org.uk/

Thomas, K, Lobo, B. Detering, K. (2018), Advance Care Planning
In End of Life Care, Oxford: OUP.,

www.pilgrimshospices.org
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