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Our work is dedicated to
our sister, Polly Kitzinger —
catastrophically brain-
injured in a car accident in
2009 + kept alive in VS and
MCS with medical
treatments she would have
refused if she could.

Polly has survived with
profound multiple
neurological + physical
disabilities. We have told
part of her story —click here


http://www.thehastingscenter.org/m-polly-and-the-right-to-die/
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About Us

Contact Details

About Us
Contact us here

chers exploring the cultural, ethical, legal

C ate and the minimally conscious
state. Learn about the background to our work from the discussion below. Online Resource
Visit our 'healthtalk online resource' to
support families and practitioners

Follow CDoC on Twitter

WERE

Compassion in Dying

A decision which took far too long for the Briggs
family. A record of Paul's wishes would have
helped. Record yours: mycecisions.org.uk
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The ‘window of opportunity’ for death after severe brain
injury: family experiences
Jenny Kitzinger' and Celia Kitzinger

'School of Journalism, Media and Cultwral Studies, Cardiff University
*Department of Sociology, University of York

Abstract This article builds on and develops the emerging biocthics literature on the
‘window of opportunity’ for allowing death by withholding or withdrawing
treatment. Our findings are drawn from in-depth interviews with 26 people (from

14 different families) with severely brain injured relatives. These interviews were
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Online Resource:
Family Experiences of
Vegetative and Minimally Conscious

States — click here
Awarded British Medical

, , , » , Association Prize for
Family Experiences of Vegetative and Minimally Conscious . .
States Patient Information on

et e e Ethical Issues

People's Experiences Nerves & brain » Family Experiences of Vegetative and Minimally Conscious States » Topics » Impact on family and friends
Grief,

ief, mourning and being ‘in limbo'
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T Do) Grief, mourning and being 'in limbo’ . . o
* Interviews with families +
‘vegetative state'? People wed ﬁ aid thi y felt their grief remained raw and th nhey were unabie to grieve

lnepe yh los! h b injury. They fo d difficult to recall any happy memories of the

at is the minimally conscious person, or lom e on anu mol y might after a death.

medical professionals

* Wide range of
perspectives +
experiences

e Used in medical schools +
patients referred to it by
clinicians



http://www.healthtalk.org/peoples-experiences/nerves-brain/family-experiences-vegetative-and-minimally-conscious-states/overview
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Prolonged Disorders of Conscioushess:

Coma: No awareness of self or environment; no sleep/wake cycle.
(Rarely prolonged)

Vegetative state (VS): Sleep/wake cycle — but no awareness of self
or environment. Said to be ‘prolonged’ after 4 weeks and
‘permanent’ 6 months after anoxic or other non-traumatic injury,
12 months after traumatic injury.

Minimally conscious state (MCS): Fluctuating intermittent
awareness of self + environment. (+/-). Defined as ‘permanent’
after 5 years.

Estimated numbers: 4,000-16,000 patients in VS, plus 3x as many in

MCS i.e. up to 48,000 in MCS (POSTNote 2015 based on extrapolation
from numbers in UK nursing homes; click here)

(Definitions condensed from National Clinical Guidelines click here)


http://researchbriefings.parliament.uk/ResearchBriefing/Summary/POST-PN-489
https://www.rcplondon.ac.uk/guidelines-policy/prolonged-disorders-consciousness-national-clinical-guidelines

Chronology of Life-Prolonging [@R.®
Treatments in PVS/MCS

Initial brain injury — may include CPR,
craniectomy, artificial ventilation + other
emergency treatments.

Clinically assisted nutrition + hydration (CANH) —
shift from nasogastric -> PEG tube

3-6 months — antibiotics for life-threatening
(lung) infections

Once stabilized — CANH is usually only ongoing
medical treatment (unless P is also e.g. insulin-
dependent diabetic)



Previous research on
CANH-withdrawal at EOL

Many families are dismayed + concerned about
reduced nutrition and hydration at EOL

Lack of clarity about CANH as ‘medical treatment
(v ‘basic care’)

Heavy symbolic and emotional freight (even at
EOL with dying patients)

Concern about 'bad death’ from ‘starvation and
dehydration’ (‘the sloganism of starvation’)

No research about death after CANH-withdrawal
from PVS/MCS patients
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Our research finds.... P

A ‘window of opportunity for death’ (e.g. in ICU/ high
dependency care) when prognosis is still unclear - closes
as the prognosis becomes clearer

Feeding tubes seen as ‘default’ (‘basic care’) - even
when ceilings of treatment are in place (DNACPR, no
return to ICU, no intravenous antibiotics etc).

Rare to find ‘best interests’ discussion about feeding
tubes — families often not aware of possibility of
withdrawal.

Repeated infections and ‘near deaths’ — some deaths
from untreated pneumonia, gangrene, + other
comorbidities



* When clinicians raise CANH-withdrawal there
is often significant concern from families

(“barbaric”, “cruel”, ‘lethal injection
preferable’)

* When families raise CANH-withdrawal they’ve
been told by clinicians ‘we don’t do that here’,
it’s ‘against our philosophy of care’ or even
‘that’s murder’.

* Both families and clinicians fear protracted and
painful death after CANH-withdrawal



Dying after CANH-withdrawal CDC
for PVS/MCS patients

Kitzinger & Kitzinger (under submission)

Interviewed 21 people (12 families) — 8 PVS, 2
MCS, 2 either PVS or MCS (uncertain diagnosis)
(approx 10%+of all court-authorised deaths for
this patient group in UK since 1993)

Arrived at view that CANH-withdrawal = ‘least
bad option’ but retained ethical objections

Fearful about the dying process e.g. “‘l had
nightmares and things about her being all
shriveled and like a skeleton’




Deaths were all described C[K:
as peaceful

* “her life just ebbed away”

* “He just lay there and he just made a couple
of shrugs and then he just passed away
gently”

* “The only difference was her breathing was
more shallow, and sort of panting [... ] No-one
could say this was a bad death. It was so
peaceful”



But there was a
"’burden of witness’...

~or the last three days she looked dead, gaunt,
hollow cheeked... her face was skeletal and

...] her eyes didn’t close completely. [...] It
wasn’t her body anymore, never mind her not
being there anymore. [...] ‘That's why | had a
closed casket, | didn’t want anyone seeing her
like that, [...] and | told the children not to

come at the end. But she wasn’t in pain, it was
peaceful.




Reasons for not
withdrawing CANH

Believe CANH is in P’s best interests (e.g. P would have
wanted life at all costs)

Family not ready to ‘let go’, hoping for future recovery
or new cure, etc + override P’s best interests

Family/clinicians have ethical objections to CANH-
withdrawal + override P’s best interests

COURT OF PROTECTION: Acts as DETERRENT to CANH-
withdrawal from PVS/MCS patients - By singling out
withdrawal of CANH as requiring a court application -
adds to heavy symbolic freight of feeding tube
withdrawal + notion that it’s ‘basic care’. It’s also
expensive, frightening/stigmatising + causes delay.




Court of Protection
Practice Direction 9E

“Matters which should be brought to the court

5. Cases involving any of the following decisions should
be regarded as serious medical treatment for the
purpose of the Rules and this practice direction, and
should be brought to the court:

(a) decisions about the proposed withholding or
withdrawal of artificial nutrition and hydration

from a person in a permanent vegetative state or a
minimally conscious state; “



Airedale NHS Trust v Bland [@B.®
[1993] AC 789

The decision whether or not the continued treatment and care of a
P.V.S. patient confers any benefit on him is essentially one for the
practitioners in charge of his case. The question is whether any decision that
it does not and that the treatment and care should therefore be discontinued
should as a matter of routine be brought before the Family Division for
endorsement or the reverse. The view taken by the President of the Family
Division and the Court of Appeal was that it should, at least for the time
being and until a body of experience and practice has been built up which
might obviate the need for application in every case. As the Master of the
Rolls said, this would be in the interests of the protection of patients, the
protection of doctors, the reassurance of the patients’ families and the
reassurance of the public. I respectfully agree that these considerations render
desirable the practice of application.

Coma and Disorders of Consciousness

research centre
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Unintended consequences of PDIE

* Clinical team may abdicate responsibility for
best interests decision-making about feeding
tube, believing that this can only be decided by
a court.

* Default position is that continuing treatment is
‘appropriate’ pending a court decision

* Clinicians are reluctant to engage with law and
uncertain how to navigate legal processes

* View court application as a ‘last resort’ — hope
that P will die by other means (many repeated
‘near deaths’)



Clinicians often wrongly believe that they must wait
until PVS/MCS diagnosis is confirmed before initiating
court hearing

Diagnoses are sometimes withheld — or re-diagnosis
(‘in P’s best interests’) can mean PD9E is inapplicable
(e.g. PVS rediagnosed as ‘coma’; MCS as ‘emerged’)

CANH-withdrawal is rarely considered for MCS-patients

Focus is (wrongly) on whether withdrawal of CANH is in
P’s best interests — it should be whether continuing
CANH is in P’s best interests.



s PDOE appropriate
post-Aintree?

[T]he focus is on whether it is in the patient’s
best interests to give the treatment, rather
than on whether it is in his best interests to
withhold or withdraw it. If the treatment is not
in his best interests, the court will not be able to
give its consent on his behalf and it will follow
that it will be lawful to withhold or withdraw it.
Indeed, it will follow that it will not be lawful to
give it. (Aintree [2013] UKSC 67)




applications

e Typically many years after family believe
CANH to be not in P’s best interests before
applications made to CoP.

* Lengthy delays between best interests
meeting at which clinicians/family agree that

CANH is not in P’s best interests + application
to court

* Further delay between application + hearing



Timeline: summarising key points in background to Cumbria NHS Clinical Commissioning
Group (CCG) v Miss S and Ors [2016] EWCOP 32.

2012 July | Au%\ | Sept I Oct I Nov | Dec ]

Aprily | May | June
P

2013 Jan | Feb | March |
A

Mother circulates letter opposing further treatment.

Family misinformed by multidisciplinary team [MDT] that PVS
diagnosis not possible yet. No effective advance preparation for
application to court or referral for additional expert assessment

Assessment for PVS d{agnosis
possible for this patient now but no
effort made to obtain definitive
diagnosis or prepare for court

July | ng [ Sept | Oct | Nov | Dec
MDT belatedly agrees to refer for expert SMART assessment.
But referral is not actually made until months later.
2014 Jan I Feb [ March [ April I May I June
July [ « Aug | Sept , | Oct | Nov | Dec
A
SMAR'I! test SMART test concluded MDT agrees formally to request CCG to make court

started (PVS diagnosis confirmed) application for decision re withdrawing feeding tube
2015 Jan | Feb [ March | April | May | June
I | Aug | Sept | Oct | Nov. | Dec
\ N I!\
Mo:‘her al;_P;?““hes thfe - —— Application made to Directions
;le.lt ors of this paper for Agthors discuss s_ltuatlon Court:for withdrawal of Bearing
P with legal + medical teams feeding tube
2016 an | Feb , | March | .%Fil | May | , June
Expert Feedi I b 1 |
appointed by czr:e"s‘i:l: = Court hearing Patient fully PVS confirmed. Patient
Official Solicitor FiSreatiead held but weaned off Final judgment. dies
raises withol‘l’t adjourned sedation. Feeding tube
diagnostic referral to the || Without final Further withdrawn
concern re Court J mmatk
sedation
KEY
PVS Permanent Vegetative State
MDT Multidisciplinary Team
PEG Perc Endoscopic y (“feeding tube”)
CCG Clinical Commissioning Group (Pays for tr and is re ible for to court)
SMART  The Sensory Modality & Technique (one of the tests commonly used to diagnose PVS & MCS)

Jenny Kitzinger, and Celia Kitzinger J Med Ethics
2017;43:459-468
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Human Rights implications s

* Are patients receiving life-prolonging
treatments that they would refuse if they

could and/or which are not in their best
interests?

* Court has never found feeding tube to be in

best interests of PVS patient, but 1000s so
maintained.
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Advance Decislons — and have
made different decislons about

st — Gunars & Margaret

- view profile

S mn In 2008 his sister had a brain haemorrhage at the

with other |ife-prolonging

Interventions after DNAR had been

age of 53 and never regained consciousness.
In 2013 the CoP declared it lawful and in his sister’s
best Interests to have ANH withdrawn.

as legal n, but
comment that pets and farm
animals are treated better.

Show Text Version Print transcript

Audio & video

Helen

In 2008 at the age of 16 Helen’s son was severely
Injured in a car accident. He was eventually diagnosed
as being in a PVS and died in 2010 after the CoP
declared itlawful to withdraw his ANH

withdrawn as peaceful, calm and
dignified.

Cathy
oy e e In 1990 Cathy’s 16-year old brother was hit by a

brother’s feeding tube. She
belleves it was the right decision,

RECeer e i et car while walking home. Her family nursed him at
home for 8 years in a PVS until an application to
the Court resulted in a declaration that it was
lawful to withdraw ANH.

Show Text Version Print transcript




