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Not Philosopher, Lawyer... g when T matirs

A Princess Alice Hospice, Esher, 1995 -

I Medical Director, clinical ethics committee
A University of Surrey, Guildford, 2012 -

I Visiting Reader, ex-ethics committee

A Association for Palliative Medicine
I Ethics Committee, 2009 - 2018
A Royal College of Physicians
I SCE QWG, Exam Board 2010 - 2016, SSG, 2016 -

A Publications / teaching
I Ethics BMJ, JME, 1JPN, CE, NE
I Ethics MSc Universityof Sur r ey, MA St

Mar yo




Princess Alice
Hospice

The Place o f OTer mi nal m""’“ﬂ%”“@’“ﬁa

To sedate, or not to sedate é
that 1 s the qule.

Benedict Cumberbatch as Hamlet,

Skull as Yorick, 2015



Princess Alice

Plan Hospice
Terminal / Palliative Sedation Coding vien et

A Bac k gr sedatiahd 6palhative care / terminal care
I Systematic review, literature since 2015
I 106 papers, Apr 2018

A Clarification
I Symptom control
I Sedation
I [Assisted suicide]

A Ethics /| good

I Rights
I Wrongs




Princess Alice
Hospice

Hands Up Ti me Al r eady @

A Howmanypeopl e havetermina sedas@m@ n 0
used I n clinical practicee?




Princess Alice
Hospice

Okay Nowé ? catng vhesitmaess

A How many people would be comfy writing in notes:

A Plan: Apl eastermsal aeddtiono




Terminal Sedation isé Princess d e
Challenging Categyvhen it mans




Terminal Sedation Should B e é  Princessilice
Challenging Categyvhen it mans

What ever é&?!




Terminal Sedation: S T
Ethical Challenges Corg o o

A Lack of consensus on rights / wrongs
I In general
T Individual cases
A Polarised stances:
 No T never, crosses a moral line
Possibly T sometimes; only if defined preconditions

- Yes T whenever; 0 a mudeinand .




Terminal Sedation:
Ethical Challenges

Princess Alice
Hospice

mﬁn@rmwm

A Diverse stakeholders / perspectives

Patients

Family

HCP 1 personal / team
Clinical i evidence base
Organisation

Professional requirements
Legal boundaries

Public and media image




Termi nal Sedat i on™DeEI
Wider Ethical Issues Cotrgy vhen st

A Stakeholders
I Who benefitsf rom sedati o

A Power
I Whodecidest o sedat eé?

A Proportionality
I How much/whenst art seda

A Morality
i I f we do it |/ s amkeittigh® ?2ri ght , ¢




Terminal SedationDe c i s i o n &S
Wider Ethical Issues Covng vhen't s

A Consequences
I Does sedation shorten lifeé ?
I Ramifications if no food / fluidé ?

AJusticeé
I Is sedating cheaper...?
I Less training, is sedation easier...?




Terminal Sedation:

Princess Alice

Hospice
Clinical Challenges Corg e et
A Lack of clinical clarityé we dondét mean sam

I Inconsistent terminology

i Diverse interventions

I Different clinical / medico-legal settings
i Evidence base lacking




Terminal Sedation: S T
Clinical Challenges Corg e et

A Compounded at bedside:

i Distressing scenarios i emotive

I Clinically complex decisions

I Uncertainty leads to alifferentopractices

i Doubts/discordacr oss MPTé spreads to




Any Treatment Comes with Risks  Prmeessilice
ncluding Ter mi naft*3ed

A Fatal consequences
I Not just theoretical risks
I More in non-expert hands
i Mustnodét overl oo

A Mediacover ageé
I National level
I Acute Trusts
I Community Trusts




Princess Alice

Media Concern that End-of-Life P o5pice

Patients dHeavily Sedatedo

Cavingy when it mattevs

A UK,2009¢é brewing

A 1in 6 died as continuous deep sedation

» Telegraph, Sept 2009

The Daily Telegraph




Media Concern that End-of-Life Princess Allce
Patients dHeavily Sedatedo Caing when i mattors

A UK, 2012

A Full LCP media storm
» Daily Mail, June / Nov 2012

MailOnline

US| Sport | TVAShowhiz | Femall | Mealth | Sclence | Maney | Righthinds)

Top doctor’s chilling claim: The NHS Kills off
130,000 elderly patients every year

+ Professor says doctors use ‘death pathway’ 1o euthenasia of the elderty

« Around 29 per cent of patients that die in hospital are on controversial ‘care
pathway”

+ Pensioner admitted to hospital given treatment by doctor on weskend shift

PRI 0O TN Ase TUTT | WPDATEII TRAT 28 Ot 01

A BUTé
A Unclear if / when this was perceived or actual sedationé ?
A And then, unclear if / when was good orbadpr act i ce é



Damning Public Reports: P e
Poor Practices re Sedation at EQL C &eveirates

W INDEPENDENT
& RrVIEW OF THE
LIVERPOOL
CARE PATHWAY

Chaived by Dobert Francs O

R
ame

MORE CARE,
R t of
LESS PATHWAY the Midegtoarﬂ:tdshire
NHS Foundation Trust

Public Inquiry

Executive summary

Neuberger Review, 2013 Francis Report, 2013




>450 Hospital Deaths Princess Alce
el nappropriate Dr uygs™/

A >450 died after being given drugs inappropriately
I Misuse of diamorphine
i Dangerousr anges without 0 c200mg/ikkaha |

I Compounded dangerous range Midazolam (20-200mg/24h)
» Report of the Gosport Independent Panel, 2018

A Dr Jane Barton, Gosport War Memorial Hospital, 1988-2000

i Hus band: dobter dwragshe Aest for her patientso
» https://www.bbc.co.uk/news/uk-england-hampshire-44628013

Dr Jane Barton and her husband



We Need a Princess /Alice
Shared Definition o f Sedat 1“0m¢€"

AbdWe nesedhtetbe patient in




We Need a Princess /Alice
Shared Definition o f Sedat 1“0m¢€"

AWhat ocedaetsd G n hospice ?2cor
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Formal Definitions of Sedation Calng hont mates

A Sedation = noun, Medicine/Medical

I 1.the calming of mental excitement or abatement of
physiological function, especially by administration of a drug

T 2. the state so induced
» Dictionary.com, 2018

A The reduction of irritability or agitation by administration
of sedative drugs, generally to facilitate a medical

procedure or diagnostic procedure
» Wikipedia, 2018

L

ic O

e < 14!

\- )
WIKIPEDIA

The Free Encyclopedia



Princess Alice

Formal Definitions Piospice
areNotHe | pf ul Enoug kg«

A Reassuring dictionary definitions
I Reduce physiological over-activity to normal
I Transient +/- to cover intervention

A Misses nuances / complexity of EoLC interventions
i I ntentioneé what next é?
I Degrees

A Do nreftecteveryday useof t er mé
I Professionals
I Public




\ Must be Morethan 6 Ab at e me Toessalice
of Physiological ®unct

A Technicallyé
i All drugseé ?
I B-blockeri n hypertensi on

A Possiblyé
I Non-sedating but sedation is side effect
i Opioids,ant-e met i cs et ce?

Are antihistamines 'sedation’

for hayf ever é? A Yet, i mplicitlyé
I Flattening patients
I Night sedation, gener



Everyday Understanding is Princess Abee
Bei rKgocléed Outo catng vheitmatis

A Ethical / clinical conflicts in hospice
I Some patients / families / HCPs want full sedation
I Others fear sedation just as much...

Amir Khan 0 b r u tkrotkédyo ut 6
in sixth round by Saul Alvarez,
Las Vegas, 2016




Increasingly Less Ambiguity Princess Allce
around the Aim in Literatureé ! Cangvion it

A T HE N Palliativé Sedationd6 O6preferred ter
I Sedative medicines relieve intolerable / refractory distress

I Reduction patient consciousness
» Morita et al, Systematic Review, JPSM, 2002
» De Graeff & Dean, EAPC Consensus, J of Pall Med, 2007

A NOW. .Palliative Sedationd
I Administering sedating agents induce unconsciousness

I Take away dying patient's perception persisting symptoms
» Bruinsma et al, PLoS ONE, 2016

A INCLUDES... Continuous Deep Sedation

I Continuously and deeply sedated or kept in coma until
death by use of one or more drugs
» Robijn et al, PLoS ONE, 2016




Little Ambiguity around Aim in Princess d e
2018 Literatur eeg! @i

Palliative Sedation 2018:
Induce comaé

A NOT symptom relief
A NOT targeted

A NOT proportional

J




Princess Alice

In >25 Years, Literature Unclear: P Spios
Sti || Ha s n®racticed a r yfi~e d.

A Palliative sedation appeared in literature from 1990
» Henry, CO in SPC, 2016

A Butstillil-def i nedé relatively mean
i Only a concept; clinically ot athingb i n practi ceé
I Unclear; why, what, when, whoé?

A Several different terms / definitions exist
» Raus & Sterckx, J Eval Clin Pract, 2016

A Marked inconsistencies in what done and to whom
» Morita et al, JIPSM, 2017




Princess Alice

In >25 Years, Literature Unclear: P Spios
Sti | | Ha s n®ldedoC| ar frf~i~e d.

A Terminal / palliative sedationi s é

A é standard practice for refractory symptoms at end-of-life
» Bobb, Nurs Clin NA, 2016

A é widely-used intervention
» Bruinsma et al, PLoS ONE, 2016

A é uncommon
» Bodnar, J Pain & Pall Care Pharm, 2017

A é only rarely be necessary
» Twycross, Evid Base Nurs, 2017




In >25 Years, Literature Unclear: — P™eesiaiee
As Muddled Different Actions... Galngy vher it mattns

A Terminal / Palliative Sedation literature unhelpfully
combines good and dubiouspr acti ces e'!

A Symptom control, drugs because of deterioration
I Normal practice, but in increasingly sleepy end-of-life patients

A Sedation, drugs because of deterioration
I Normal practice, but for crises in end-of-life patients

A Palliative sedation, deterioration because of drugs
I Abnormal, changed practice / changed decision making




Reassurances UK SPC, Even if Princess /Alice
Labelledd Pal | I ati ve Sedrat i

A [1] Same symptom control across illness trajectory
I Individualised assessment
I Complex decision-making
i Normal drugs, doses, titrationé i n c | lastd24-48ly

A [2] Same sedation as across any area of healthcare
I Short-term i specific event / intervention
I Proportional T light/ deep
I Normal, but not symptom control

A NO change in practice
A NO change in underpinning ethics




My Perspective on Princess Alice
Palliative Sedation Corg vhon st

AA viewé




Princess Alice
Hospice

George Orwell, Outside BBC atng vhan i ks

- |
< e 71
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wedus anvihing at aly
» o ) SR W ! 17 - . ! -
HEanS:Loc rant Lo leil PEcsie
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Palliative Sedation S T
e is Unethical Coving when it attrs

A T h eradticedis unethical

A T h eéern®is unethical

I snot an option for me!




Princess Alice

Palliative Sedation is Wrong on ospice
Many Levels catng vheitmatis

A Fuels misunderstandings
A Fosters misuse

A Allows abuse




Princess Alice

Hospice
[1] Fuels Misunderstandings catng vhesitmaess
| f o Pal | i aneplaces syBiptamacontrad n 6
Acceptance symptom control <ca

Sedative doses better symptom relief than normal doses
Sedative drugs better symptom relief than targeted drugs
Sedationi s a 6goodod

Sedati on doesnot shorten | i1ve
Sedation is evidence-based

Do Do Do To To Io I




Princess Alice
Hospice

[1] Fuels Misunderstandings Corng vien et

| f o Pal | i aneplaces syBiptamacontrad n 6

Acceptance& symptom control ca

gymptom relief than normal doses

Sedat | ddo,esnot shorten | i ve




Always Symptom Control: Princess Allce
Normal Practice / Values Coving hon it rmaiters

A All medication in palliative care, including sedative

medication, is aimed at relief of specific symptoms
» APM Position Statement
» Clinical Medicine, 2010




No Special Rules are Allowed or  Princesgilice
Needed for Sedation in EoLC Corng vien et

Our powers made us
special

Everyone's special,
Dash

Pixar, 2004 / 2018

Oneds r i gihctease af fade,op t
the need for clinical rigor increase or lessen as death approaches



No o6 SpCasd ss®ded Princess Alce
for o6Sedationd 1 n*E0otC

A No clinical need to sedate to control symptoms
I 6 Sophi ssymptoantredald
I Establisheddbest practiced

A Symptom control controls symptomsé !
I Adequate last 6 months, 6 weeks, why not | ast 6

i What <c¢hathgemean drugs dondét wor
a little bit more would work just fineé ? !




D o n Ghtange Terminology Princess Alice
Just atthe Very End of Li f e @ | @maenimae

A [1] Adding Terminal / Palliative Sedation not necessary
I 1) Symptom control and ii) Sedationc over it el
I Convention not justification when no help
i dnventedd t o quel | mi spl aced worri




Princess Alice

D o n @htange Terminology Hospice
Just atthe Very End of Li f e @ | @maenimae

A [2] Terminal / Palliative Sedation clinically incorrect
I Symptom control w a s nsedation6 b e f maoreseq(eatial)
I Drug-induced drowsiness never wanted
I Drugsar endot [/ beadennminahniniervention

I Contradicts: sedation alternative cannot control symptoms
I Oxymoron, lack of awareness is not control of symptom




Princess Alice

D o n Ghtange Terminology Hospice
Just atthe Very End of Li f e @ | @maenimae

A [3] Terminal / Palliative Sedation causes fears / risks
i Pre-palliative care eraover-s e d a t i to meathdo

I Reinforces misplaced fear symptom control drugs sedative
I Avoidable fears unnecessarily doped / sedating everyone

i 6Sedati on odapgaermous] c v & laircthegmtical mapho
» Willis, Gannon, Harlow, Baker & George, Pall Med, 2014




Princess Alice

D o n ©Ghtange Terminology Hospice
Just atthe Very End of Li f e @ | @maenimae

A [4] Terms Terminal / Palliative Sedation Causes harm

Reduces symptom control
Dying patients denied relief as legal fears

12% restricted medication feared prosecution
» 2,311 online survey; Lomas, Nursing Times, 2010

Care worse with each media storm, LCP / Gosport
Over-medicalise

A More IV fluids unnecessarily
Less symptom control of agitation / pain

A Patients / families refusing syringe pumps

A GPs refusing to prescribe anticipatory EoLC drugs




Words Convey Meaning Princess fce
Sadly the Wrong Me a ni n g € | o

A Value-laden definitions made to support preconceptions
I Problematic that non-neutral / normative criteria ;
A Indicative of own beliefs / normative position on CDS

I Make it difficult / impossible to agree on facts of sedation

A Leads to disguised circular or tautological statements
» Raus & Sterckx, J Eval Clin Pract, 2016

A This language re Palliative Sedation impacts on reality

A Causes confusion / abuse
» Cohen-Almagor & Ely, bmjspc, 2018




Not6 Sedati ond But D¥ilfs
Needed, Just As Beforeé Gty vhen ot

e ™

...nas anyone mentioned that your mum is

. likely to get increasingly sleepy as a result of
her disease ds he 6 | | need the| s
medications as now, which will not noticeably
k | mpact on this sl elep




Arguably, Ongoing Sedation is Princess d e
NeverDesirabl e 1 n Hea!™ h

A Consciousness is the central fact to human existence, but

Its existence in another can never be known, only inferred
» RCP, 2013

[ Youodr e




Princess Alice

Ongoing Sedation is Never an Hospice
End in Itself, Nevera 6 Go o d o«g e

A Consciousness defines us as persons

A It allows us to have both pleasurable & painful experiences
» Glannon, CQHE, 2016

Sanitized; all nice Death is hard
Hospice Rose-Tinted Glasses The O6Real Worl ddé Wart



Ongoing Sedation: Never a 6 G o"g &g
ButCanbe Accept abl e@t=re

latrogenic lowering of consciousness may be
unavoidable, may be necessary, may be common but [
t hi s does ndésirablema ke i t (3




Ongoing Sedation Never a 6 G o B85
éeThou@Gdmnbea Meanseé “mwmes

A Denies opportunities
i Lose potentialfor6 | uci d wi ndows

A Sedationisameansnotanendé not a good i n
I No net gain in health / well being

I Autonomy is lost from that point
» Willis, Gannon, Harlow, Baker & George, Pall Med, 2014

Association for
Palliative Medicine

1 alld ireiand

G
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mﬁn@mwmm

[2] Fosters Misuse

A Consequence of repeating & e d a tmisundedstandings

A Well-meaning double whammy:

A Fosters excessive doses
I Augmented symptom control

A And/ or fixed sedative medications
I Sedation
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[2] Fosters Misuse Cnng whentt mattass

A Consequence of repeatingé sedati ond mi suno




Ac ceptPalhagve 8 e d at i o W"gtAke
Fosters Misuse of Drugs catng vhesitmatis

A Wrong drugs

I Reducedr el i1 ef | I f donot hit caus
A Excessive doses

I Increasedt ox i ci t y éaimjost moce hagm

A Illogical i how is this ever a good ideaé ?
I Right drugs 7 individually targeted
I Right doses i individually titrated

I Getting it right is besté !




Collective Ignorance:
Difficult to Shift Cultural Norms

Princess Alice
Hospice

aw'u@ when it maiters

How can you fight stupidity
effectively? The answer is simple: it's
not easy.

— Widliam C. Brewn —

AZ QUOTES

American electrical engineer, pioneer in 1950s and 1960s




Spiral: the Misuse of Drugs Princess Alce
Fosters the Misuse of Drugs catng vhesitmatis
A Inevitable

'|'Endorsing ''sedative dosesoO | eac

emmmmmmERITTm—al
,,,,,,,,

¢¢¢¢¢¢¢
-

e

A HCPS presumeo h i g h e rneeaﬂeﬂs eso

Drug- mduced drowsmess expected
Corroborated as drowsmess seen (dlsease not drugs)

Sedative drugs not targeted drugs i less symptom control

A Over- prescrlblng uSedJustlfy over- prescribingel!

-
-

. . - -
S S~ Ptog Phtag



By Accepting o6Pal Psaii
We Foster Misuse Corngy wihen T matiens

A No sense in a cocktail of above-therapeutic doses of non-
Indicated drugs
i As 1 f suddenly a fAbettero opti ¢
i MVhy didnot we &b that earl i er

A Oppositeat very end of |ifeé?
I Drugs do not start to work differently, to become more effective
/| |l ess toxicél

i If anything, risks higher and chance of benefit lessé !




rincess Alice

Irrational Pr o p o sNaeddedo Ot Nospice
Allow Continuous Deep Sedation — “vewe e

A Continuous deep sedation until death (CDS)i s car y é !
A Thus proposed conceptual frameworks:

Gradual CDS from proportional sedation
Rapid CDS to rapidly induce unconsciousness

And specific patients' general condition
» Morita et al, JPSM, 2017

Augmented symptom control (sedation just not intended)

Continuous deep sedation (sedation intended)
» Kettemann et al, ALS & FD, 2017




Yet We Already Know What to Do: P52

Hospice

Get Basics Ri ght é coriny et et

A Preparation
noY &now your stuff / that patient scenario

' hK ot
Assessment
I Impeccable / comprehensive
A Problem-solving
i Establish diagnosis
I Realistic expectations
A Interventions
I Targeted, proportional, rational
I Reverse reversible / palliate irreversible
A Follow-up
i Titrate up / down stop
I According to response / toxicities




Princess Alice

Terminal Restlessness Plospice
é 1 $NOT a Diagnosis Onteg vhon Tt i

A Ter mi rpesumpteredd
A Constellation of signs +/- symptoms
A Multiple causes

- \

é. det er whichndisaage or
condition explains a person's

symptoms and signs
g _/




@

il mpeccabl e Asses 8ffielit

It All Starts With a Diagnosise ! catng vhesitmatis

A Pain [opioid-responsive]

A Pain [non-opioid-responsive]

A Anxiety

A Cerebral irritation

A Existential distress

A Dyspnoea

A Delirium [drug-induced]

A Delirium [sepsis]

A Delirium [biochemical] 5 '

A Dementia ¢ @ World Health

A Mixed \‘QT‘: ¥ Organization
——



.
il mpeccabl e Asses 8ffféifit

It All Starts With a Diagnosise ! catng vheitmatis
A Pain [opioid-responsive] 4{ Not odistr e]s S e
A Pain [non-opioid-responsive]
A Anxiety
A Cerebral irritation T[ Not oOnot c o]mf y
A Existential distress
A Dyspnoea
A Delirium [drug-induced] i Not orest| } s 0
A Delirium [sepsis]
A Delirium [biochemical] 5 '
A Dementia 7 @Y World Health
A Mixed \’H”f‘} \\;
X ®~ Organization



Princess Alice

Need an Evidence-Based or at Pospice
Least Logical Tr eat me nt & =

Pain [opioid-responsive]
Pain [non-opioid-responsive]
Anxiety

Cerebral irritation
Existential distress
Dyspnoea

Delirium [drug-induced]
Delirium [sepsis]
Delirium [biochemical]
Dementia

Mixed

o T J> Io T To I To Io I» I

To T T I Ix Io I Io I To I

Titrate opioids while responds
Avoid opioids

Titrate anxiolytics

Titrate anti-epileptics

? Anxiolytics

? Cautious titrate opioids
Reduce sedative drugs
Avoid sedative drugs
Avoid sedative drugs
Avoid sedative drugs
Avoid sedative drugs




NOTé As Dy i Ragdom Gi Umessiice
Anything, t1]l Pat~iemnt

[ Priority = symptom control

N

[ Priority = not%




AAvoid Sedative DFMFgSs o
But That May Be Inadequatee ! Cang vhen i matics




Vagueness of Palliative Sedation P52
Allows an Uncritical Approach Casingy vien ¢ mattrs

A If want it over quicker,
i Differentd e b at e é &uf8&nadiae

A If want to reduce delirium
I Not opioids, not midazolam, cautious antipsychotic
I What about fluids, even dial ysi

A If want to remove awareness
I Not opioids, possibly midazolam and antipsychotic
I WhataboutPr opof ol / gener al anaest

A Wecoulddomoreé bu't convention mean

I Accept priorityissigncontr ol é
i Make patientlookb et t er é!



Vagueness of Palliative Sedation  Pmeessiiee
Fuels Irrational Use of Drugs catrg vhen it

A Wecoulddomoreé bu't convention mean
I Accept priorityissigncont r ol é

i Make patient loo Not owrongd, jubt
bit more honest




Terminal Restlessness: Princess Alice
Important to Not Fan the Flames @

More drugs doesn't mean better ,
é i1 n fpeedctably worse é




Repeating o6l nef f ety e
Cannot Work Any Better Gaing henit o

Predictably less effective and
longer to get to steady state




No 6 Speciaasl OCDaysi endod 8l

Still Cannot Justify Excess catrg vhen it
A Nonsense; normal approach to drug toxicities
I Toxicity is toxicé gddicksl health / well-being

i 6Def i ni t e oUsedatiorsis pdouind drug-induced

del i sufferimg..Gorturousod
i Cohen-Almagor & Ely, bmjspc, 2018

A Likely outcomei so toxicd c rhgmoactve delirium

I Reassures whoé?
i Though bétlero é k s




No 6Special Caseo 8o
Still Cannot Justify Excess Corgvhen s

A Likely outcomei so toxico
i Reassures
i Though o6l oo

c rhemoacave delirium

Benefit f or f ami |l y an
Not Owrongodo, Just e
are helping and of risks...




OThe L asbhi dinodsté Wo r Ppocessilice
| Know, L e t @ve Some Moreé | (Q @it




O The L asbhti dhodsté Wo r Poeessilice
| Kn o w,Give 8o0meé Bloree | @ e

| Haematologist |

Intervention More chemotherapy
Emotive setting Advanced cancer

Scenario Deterioration despite
EBM chemotherapy

Chance benefit None: resistant

Chance harm High: increase

deterioration

Intention Well-meaning

Reasoning More must be better,

how sape@no
HCP Understanding Denial /ignorance
Patient / Outcome Less well
Palliative Care View Unacceptable




Warning Shot é Princess d e
People 1 n Glass H©US™®Ss

San Diego, California




| | U, &
Challengeif Look i n MiP™rds
O EmotBaosned Pract i ceg

| Haemawologist Hospice Staf

Intervention More morphine
Emotive setting Dying
Scenario Restlessness, despite
EBM morphine
Chance benefit None: resistant
Chance harm High: increase
restlessness
Intention Well-meaning
Reasoning More must be better,
how saped@no
HCP Understanding Denial /ignorance
Patient / Outcome More restless
Palliative Care View Standard Practice



\ Sedation is So Emotive / Risky: Princess /Alice
We Need More RobustDat a e ? croermme

Even at the end of " y 4
| i feé? _ | ‘ .-

Yes, still 0©ble
is the whole point é !

]



After >25 Years, Any Benefit from
Palliative Sedation is NOT Clear

Princess Alice
Hospice

Caning when it matters

A However, remains questionable whether:
A [1] ethically complex intervention is

A [2] beneficial for patients
» Bruinsma et al, PLoS ONE, 2016




Palliative Sedat i on 1 s é
Still Ethically Controversial

Princess Alice
Hospice

mﬁn@rmwm

A Continuous deep sedation until death

I Highly debated, particularly potential to hasten death

» Robijn et al, PLoS ONE, 2016

I Subject of intensive debate concern may hasten death

» Henry, CO in SPC, 2016

T Focus of intense debate
» Morita et al, JPSM, 2017




Palliative Sedat i 9" s
Still Clinically Unproven Caving vhenit mattrs

A Not evidence-based
I Not direct research / not extrapolation existing knowledge

Guidance outdated, non-specific / not comprehensive
Evidence- and experience-based references

Patient goals in hospital and hospice environments are

different, use of sedatives can differ greatly as well
» Bodnar, J Pain & Pall Care Pharm, 2017

To Do o

A Need evidence-informed practice guidelines, education, and

research on palliative sedation at the end of life
» Henry, CO in SPC, 2016




Princess Alice

Evidence Inadequate to Use Flospice
Palliative Sedation Corng v s

A Insufficient evidence of benefit
I For any efficacy of palliative sedation
I In quality of life or symptom control
A Possible partial impact for delirium or breathlessness
A No hint of difference for other symptoms
A Insufficient evidence of no harm
I Under-reporting side effects, thusnomajorpr ob |l e ms é!
I Weak data did not hasten death - wrongly cited limited use

A Need studies to look at quality of life at EoL

I Compare sedated people vs. non-sedated people

I Check distressing symptoms, peacefulness and comfort
» Beller et al, Cochrane Review, 2015




Evidence of Harm Princess /Alice
Canldgse O BIlSmdakvest 0 2« xravhenitmamee

A RCT risperidone, haloperidol, or placebo for delirium

I Efficacy antipsychotics not established against placebo in
palliative care

I N =247, intention-to-treat analysis

I Individualized supportive care of delirium reduced severity
and duration of distressing symptoms compared to adding
risperidone or haloperidol

I Non-significant survival disadvantage with haloperidol
» Agar et al, JAMA Intern Med, 2017




Evidence of Harm Princess /Alice
Canldgse O BIlSmdakvest 0 2« xravhenitmamee

A Highest level, though inevitably some limitations
I 1ltrial T one standardized, 3-day regime
I Cancer only
I Oral solution i.e. excluded participants unable to swallow
I Mild-to-moderate delirium baseline i.e. not severe delirium
i lrreversible and reversible causes combined

I Not matched T haloperidol arm had more opioid toxicity
risks thus adding drugs likely to be counterproductive




AssociationisNOTCau s at i oA
Our Experience Misleads Us Gaing vhen s maters

Terminal Restlessness:
Delirium, Dying and Drugs...

Level of Agitation / Distress

Timeline, hours / days / weeks




Sadly No Credit: Princess Alice
Even if Looks Betteré ? Coving ket matter




