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Salford Royal NHS Foundation Trust v Mrs P & Anor [2017]
EWCOP 23

0
CROWNCOURTS 1 & 2

We attended the three-day court hearing (16-18 October 2017) and live-tweeted from
the court. T his storify compiles a selection of those tweets (and responses to them)
showing how the hearing unfolded, live, in real-time. T he judgment was handed down
on 30 October 2017 & we've covered that too.
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to live tweet. #COPoct17
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INTRODUCTION AND BACKGROUND
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Very helpful (unofficial) annotated 'plain English' version
of Transparency Pilot Order by @TorButlerCole here:
%rotectionhandbook.files.wordpress.com/2016/02/transp

Attending a court hearing

* Under the rules of the Transparency Pilot journalists and members of the
public can attend court hearings held 'in public' - which normally
includes all cases concerned with 'serious medical treatment'.

* Journalists and the public are free to come into court, as long as they
read a copy of the order that says what information must not be
published, and sign a document to confirm they have read the order and
will abide by it. This usually means promising not to reveal the names or
identities of the people at the centre of the case.
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Judge in #COPoctl7 is Mr Justice Hayden
His prior PVS/MCS cases incl Cumbria NHS CCG v Miss S
& Ors [2016] EWCOP 32g00.9l/xJQB8p
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#0Openjustice How to get permission to live tweet from
court - see our letter requesting permission here:
cdoc.org.uk/wp-content/upl...

Live tweeting from court

* Journalists are allowed to tweet from court without asking permission.
* Everyone else has to ask the judge.

* For the #COPoct17 court hearing we wrote Mr Justice Hayden a letter
and handed it to the court usher before the start of the hearing to pass
to the judge.

* There is a copy of our letter asking to live tweet the case on the
cdoc.org.uk website
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This is the second time we (Celia Kitzinger + Jenny Kitzinger, Co-Directors of the Coma and
Disorders of Consciousness Research Centre) have live-tweeted from a court hearing
concerning treatment-withdrawal. Our earlier storify from the 2016 case concerning Paul
Briggs here is available on our website (cdoc.org.uk)
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Permission granted. Case concerns treatment

withdrawal from MCS patient.
twitter.com/cdocuk/status/...

Coma Research @CDOCuk

Attending court hearing today - Hope to get permission to
live tweet. #COPoctl7
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Background information for today's case - analysis of
Briggs case last yr (also on t'ment withdrawal MCS)
#COPoctl7jme.bmj.com/content/43/7/4...
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Key terms and initialisations: In these tweets we often use MCS to mean Minimally Conscious
State. We use ANH (or CANH) to mean 'Artificial Nutrition and Hydration' or 'Clinically
Assisted Nutrition and Hydration' (the terms are used interchangeably to mean the 'feeding
tube'). For this patient, the ANH/CANH was provided via a naso-gastric tube - but legally it
makes no difference whether the ANH/CANH is provided via a naso-gastric tube or a tube
straight into the stomach (like a PEG - a Percutaneous Endoscopic Gastrostomy). AD =
Advance Decision to refuse treatment (a legally binding document). LPA = Lasting Power of
Attorney (appointing someone else to make decisions for you if you lose capacity to make
them yourself).
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What is the minimally conscious state? #COPoctl7
Info and families' experience here:
healthtalk.org/peoples-experi...
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Parties to the case T he parties in this case are: the NHS Foundation Trust providing
treatment for the patient; the Daughter of the patient; and the patient, P (also referred to as
Mrs P). Each party has a barrister in court presenting their position and questioning the
witnesses on their behalf. The barrister for the patient is appointed by the government
official called the Official Solicitor.

Position Statements
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#0OpenJustice 'Position statements' are key documents to
get hold of if you are trying to follow a court hearing
#COPoctl7

Position Statements:
What are they and how do you get them?

* The parties to the case each prepare a document stating their position at
the beginning of the court hearing.

* Journalists are entitled to receive these 'Position Statements' at the
beginning of the hearing and both they and members of the public can also
ask if they want to see other documents.

* At the #COPoct17 hearing we informed the journalists present that they
were entitled to the Position Statements - they hadn't known.

* See Para 8(A) and 8(B) in the Transparency Order
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#0Openjustice 'Position statements' are key documents to
get hold of if you are trying to follow a court hearing
#COPoctl17

Position Statements:
What are they and how do you get them?

* The parties to the case each prepare a document stating their position at
the beginning of the court hearing.

» Journalists are entitled to receive these 'Position Statements' at the

beginning of the hearing and both they and members of the public can also
ask if they want to see other documents.

* At the #COPoct17 hearing we informed the journalists present that they
were entitled to the Position Statements - they hadn't known.

« See Para 8(A) and 8(B) in the Transparency Order

™ Gill Loomes @&
L i @LoomesGill

Totally agree. Hard to follow hearings without. | found
them difficult to obtain though, as | described here:
transparencyproject.org.uk/flying-under-t...
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"1 Replying to @CDOCuk @KitzingerCelia
Totally agree. Hard to follow hearings without. | found them
difficult to obtain though, as | described here:
transparencyproject.org.uk/flying-under-t...
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Yes - always difficult to obtain. Lack of opportunity to ask,
lawyers don't know its permitted, no photocopies etc
#COPoctl7 #transparency

How we got Position Statements from each party

* PS for Daughter: We emailed the solicitor - who we knew quite well - a few days
before the hearing, and asked for it. It was sent the day before. Thank you!

* PS for Trust: In the waiting room at the court house, we asked the barrister for
the Daughter (someone we knew) to identify the Trust barrister to us. We were
then able to approach him and ask for the PS. He checked the Transparency rules
and then — since he hadn’t brought any spare copies — the Daughter’s barrister

gave us (and the journalists) some spare copies she'd brought along.

« PS for the Official Solicitor: We asked him at the same time as the Trust lawyer,
but he declined. Instead, he waited until the hearing started and then asked the
judge if he could share his PS with journalists and (separately) with us. It felt a bit
awkward, but the judge said yes.

* If we hadn’t already known some of the lawyers (who knew the Transparency
rules and supported them), and if we hadn’t felt confident about asking, we
wouldn’t have got the Position Statements (and nor would the journalists).
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#COPoctl7 Position Statements from

(1) the Trust (treating patient [P])

(2) P's Daughter

(3) Official Solicitor (a lawyer representing P)
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

#Openjustice 'Position statements' are key documents to get
hold of if you are trying to follow a court hearing #COPoct17

Position Statements:
What are they and how do you get them?

* The parties to the case each prepare a document stating their position at
the beginning of the court hearing.

* Journalists are entitled to receive these 'Position Statements' at the
beginning of the hearing and both they and members of the public can also
ask if they want to see other documents.

* At the #COPoct17 hearing we informed the journalists present that they
were entitled to the Position Statements - they hadn't known.

* See Para 8(A) and 8(B) in the Transparency Order
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Trust wants to continue CANH

Daughter believes CANH not in P's best interests
OS hasn't reached concl - waiting on oral evidence
#COPoctl7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Attending court hearing today - Hope to get permission to
live tweet. #COPoctl7
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1. Position Statement from the Trust (extract): T he Trust respectfully submitted that the
current evidence does not, with sufficient certainty to rebut the presumption in favour of
preserving life, provide a clear evidential landscape for a finding that [the patient] would not
wish for the CAHN [clinically assisted hydration and nutrition] to continue" (para.38) The
view of the Trust is that "it is in [the patient's] best interests to receive clinical treatment
including clinically assisted artificial nutrition and hydration ... (para 39).

2. Position Statement from the Daughter (extract): The Daughter's view is that "it is not in
[the patient's] best interests for CANH to be continued, as this would not have been [the
patient's] wish".
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3. Position Statement from the Official Solicitor (extract): "T he Official Solicitor has not
reached a conclusion on the evidence received to date, and requires the evidence to be tested
orally before he can make submissions as to whether the applications should be granted or
refused." (para 21)."Given the weight sought to be placed on beliefs and values and wishes
and feelings, careful cross-examination of the witnesses giving relevant evidence is
essential" (para 24).

How does a judge in the Court of Protection make a decision in P's best interests?
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What must be considered in making 'best interests'
decision?

Decision in #CoPoctl7 will use evidence of P's wishes
(tho not determinative)

Treatment in the patient’s ‘best Interests’
A decision-making process defined by the
Mental Capacity Act 2005

* The Act states that the decision-maker
‘must consider, so far as is reasonably ascertainable—

(a) the person’s past and present wishes and feelings (and, in particular,
any relevant written statement made by him when he had capacity),

(b) the beliefs and values that would be likely to influence his decision if
he had capacity, and

(c) the other factors that he would be likely to consider if he were able to
do so. (s 4(6))

+ The Code of Practice states:

‘The person may have held strong views in the past which could have a
bearing on the decision now to be made. All reasonable efforts must be
made to find whether the person has expressed views in the past that
will shape the decision to be made. This could have been through
verbal communication, writing, behaviour or habits or recorded in any
other way..! (CoP Para 5.41)

Q4 11:15PM-0ct?29, 2017 ;)
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Statutes (like the Mental Capacity Act 2005), Case Law (how judges in previous cases have
interpreted the law) and medical guidelines are all important in these hearings.


https://twitter.com/CDOCuk
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk/status/924776851599486976
https://twitter.com/hashtag/CoPoct17?src=hash
https://twitter.com/intent/like?tweet_id=924776851599486976
https://twitter.com/CDOCuk/status/924776851599486976
https://support.twitter.com/articles/20175256
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk/status/924776851599486976/photo/1

Tor Butler-Cole . 4
@TorButlerCole

I've written this - of interest to non-lawyers intrigued by
the Court of Protection's role in end of life decisions
medium.com/@tor_65185/how...

How Court of Protection judges decide best interes...

Prompted by interesting discussions with doctors on Twitter,
and because itisn’t possible to summarise a legal judgment

medium.com
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Essential reading for everyone working w. vegetative &
minimally conscious patients- the guidelines (to be
updated soon given new case law)!
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@KitzingerCelia

“Code by which P lived her life" is key (judge). Quality of
evidence on this may by more crucial than diagnostic
specificity (OS) #COPoctl7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Permission granted. Case concerns treatment withdrawal
from MCS patient. twitter.com/cdocuk/status/...
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It is unusual to have written evidence about someone's wishes but in this case there was
some relevant writing - an email from P to one of her daughters. T his was not an 'Advance
Decision' but it was relevant to understanding P's wishes and informing a best interests
decision.
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How much weight wild you give this email in deciding
whether to withdraw feeding tube from P in minimally
conscious state? #COPoctl7 @WeEOLC

“Did you see that thing on dementia? Made me
think of dad and what a travesty of life his last
years were and all the sadder as he had such an
incredible talent. You know | miss Mum everyday
and still talk to her but it is @ comfort that she went

quickly & I'm still haunted by how he ended up ...
Get the pillow ready if | get that way!”

Email from patient #COPoct17 to her daughter, dafed 13 May 2013 .
The patient's father died with demenfia and this email was sent after
waftching a TV program about dementia.
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How much weight wid you give this email in deciding
whether to withdraw feeding tube from P in minimally
conscious state? #COPoctl7 @WeEOLC

“Did you see that thing on dementia¢ Made me
think of dad and what a travesty of life his last
years were and all the sadder as he had such an
incredible talent. You know | miss Mum everyday
and sfill talk to her but it is a comfort that she went
quickly & I'm still haunted by how he ended up ...
Get the pillow ready if | get that way!”

Email from patient #COPoctl7 to her daughter, datfed 13 May 2013 .
The patient’s father died with dementia and this email was sent after
watching a TV program about dementia.

Esther Waterhouse
@BryarsEb

| would give that considerable weight.
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How much weight wild you give this email in deciding
whether to withdraw feeding tube from P in minimally
conscious state? #COPoctl7 @WeEOLC

“Did you see that thing on dementia? Made me
think of dad and what a travesty of life his last
years were and all the sadder as he had such an
incredible talent. You know | miss Mum everyday
and sfill talk to her but it is a comfort that she went

quickly & I'm still haunted by how he ended up ...
Get the pillow ready if | get that way!”

Email from patient #COPoctl7 to her daughter, dafed 13 May 2013 .
The patient's father died with dementia and this email was sent after
watching a TV program about dementia.

(' Amy
éﬁ @PinkGlitter

| wouldn't as it appears to be an off the cuff remark.
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How much weight wild you give this email in deciding
whether to withdraw feeding tube from P in minimally
conscious state? #COPoctl7 @WeEOLC

“Did you see that thing on dementia? Made me
think of dad and what a travesty of life his last
years were and all the sadder as he had such an
incredible talent. You know | miss Mum everyday
and still talk to her but it is a comfort that she went

quickly & I'm still haunted by how he ended up ...
Get the pillow ready if | get that way!”

Email from patient #COPoctl7 to her daughter, dafed 13 May 2013 .
The patient's father died with dementia and this email was sent affer
watching a TV program about dementia.

> Mike Stone
©@MikeStone2 EoL

Probably quite a lot. It looks stronger than 'off the cuff' -
seems to be 'a considered perspective'. Depends on
whether since the e-mail there is anything 'running
counter to' the final sentence/thrust?
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(3 Amy @PinkGlitter - Oct 30, 2017 . 4
( Replying to @KitzingerCelia @WeEOLC
| wouldn't as it appears to be an off the cuff remark.

Georgejulian
3 @Georgejulian
That's interesting, I'd take that very seriously. Have had

similar conversations with family members about my
Dad's illness/death #COPoct17

QO 8:26 AM-0ct 30, 2017 0
& See Georgejulian's other Tweets >
Tor Butler-Cole @TorButlerCole - Oct 28, 2017 . 4

Apparently 207 people have read this article | wrote about
the Court of Protection and end of life decisions!
medium.com/@tor_65185/how...

How Court of Protection judges decide best in...

Prompted by interesting discussions with doctors on
Twitter, and because itisn’'t possible to summarise a

medium.com

b Mike
@MikeAlphaOne

ADRT and LPAs are vital in my humble.
O3 7:14 PM- Oct 28, 2017 o

L See Mike's other Tweets >
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Celia Kitzinger . 4
@KitzingerCelia

Unfortunate trend in healthcare towards saying of
notes/letters etc "it's not an Advance Decision"
+therefore disregarding views #COPoctl7
twitter.com/katemasters67/...

Kate Masters @katemasters67

Replying to @CDOCuk @KitzingerCelia

Sounds similar to the weight judge gave to a scribbled note
from my mum after she died. Just a shame it wasn't heeded
when she was alive.

O3 7:38PM-0ct30,2017 o
2 See Celia Kitzinger's other Tweets >
Coma Research @CDOCuk - Oct 16, 2017 . 4

Counsel reads out email from P whose dad had dementia,
"Get the pillow ready if | get that way" & 'haunted by how
he ended up'. #COPoctl7

Coma Research
= @CDOCuk

It's rare to have written evidence in PVS/MCS cases
about what P would want in this sort of situation. (one
other mentalhealthlaw.co.uk/Re_D; An_NHS T...)

Q2 10:31 AM-0ct 16,2017 ()

& See Coma Research's other Tweets >
Sue Wilkinson . 4
@sue_wilkinson

This is the 'unsent text message as a valid Will' case.
The update also discusses potential role of an email in
the current #COPoctl7 case
twitter.com/BarbaraRich_la...

Barbara Rich @BarbaraRich law
Replying to @DrJoBeswick

I've added an update to my post on Re Nichol, discussing this
pointin context of informal advance decision cases
transparencyproject.org.uk/all-4-u-an-uns...

Q1 12:41PM-0ct18, 2017 ;)
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Witnesses: The witnesses are people who have relevant knowledge and experience about
the situation (e.g. health care professionals caring for P; P's family and friends). They write
'witness statements' in advance of the hearing - these are not usually available to
journalists/the pubilc. The barristers have read these statements and ask the witnesses
questions about them in court. Most of the time in court is spent cross-questioning the
witnesses.

DAY 1 - MONDAY 16 OCTOBER 2017 - Witness cross-questioning (physiotherapist, speech &
language therapist, occupational therapist, and nurse). The questioning here seemed
designed to explore the benefits and burdens of treatment and P's current experience.

Jenny Kitzinger Yy
@JennyKitzinger
The multi-disciplinary team treating P + an independent
expert are crucial witnesses to inform Best Interests
decisions about her #COPoct17

Healthcare professional witnesses
(In order of appearance #COPoct17)

. Physiotherapist treating P 5. Treating Doctor
(neuro-rehab specialist, Dr Krystyna Walton)

. Speech and Language

therapist treating P 6. Independent Expert Witness

; " (neuro-rehab specialist, Prof Derick Wade)
. Occupational therapist

treating P

Nurse with responsibility for
P’s care

Q1 10:23 AM-Nov 4, 2017 - South West, England o

& See Jenny Kitzinger's other Tweets >

Witness 1 - Physiotherapist

Coma Research L 4
== @CDOCuk

Patient smiles, frowns etc

P appeared to nod when asked if remembered dog
Asked radio channel said "4"

(Witness, Physiotherapist) #COPoctl17
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L See Coma Research's other Tweets >
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Coma Research Yy
= @CDOCuk

"When we try to move her limbs she resists - stops us
from moving them" (Physio)
Sometimes appears to show discomfort. #COPoctl7

QO 11:06 AM-O0Oct 16,2017 ()

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

Many attempts to assess consciousness - e.g can P
indicate which dog photo is like Charlie, her much-loved
collie dog?

Ans: No. #COPoctl7

O 11:15AM-O0Oct 16,2017 e

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

P nods/shakeshead 'automatically' during conversations -
no consistent evidence that these are appropriate Y or N
to particular Qs#COPOct17

QO 11:18 AM-Oct16, 2017 (i ]

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

P has contractures (can be painful).
Limbs are stretched by physio (she goes red, breathes
heavily, frowns, tenses muscles)#COPoctl7

QO 11:29 AM-0ct 16,2017 ;)
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Coma Research Yy
= CDOCuk

Can't use tilt table w P as knees can't be straightened
(Physio)

But ppl r more conscious when upright so problem for
rehab? (OS)#COPoctl7

E] alamy stock photo
QO 11:41 AM-Oct16, 2017 (i)
L See Coma Research's other Tweets >
Celia Kitzinger Y

@KitzingerCelia

Useful background to #COPoctl7 case - how families see
physiotherapy for vegetative + minimally conscious
patientscdoc.org.uk/wp-content/upl...
twitter.com/JulieLatchem/s...

Dr Julie Latchem-Hastings @JulieLatchem
The way in which AHP interventions for PDoC pts are
viewed/experienced/perceived discussed here goo.gl/9sPpdk
twitter.com/CDOCuk/status/...

Q 1:46 PM-Oct 22,2017 ;)

& See Celia Kitzinger's other Tweets >
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Coma Research Yy
= @CDOCuk

NG tube dislodged 55 times

Physio says having NG tube is "bothersome"
Judge knows dr who wld rather die than have NG
tube.#COPoct17

Q2 11:48 AM-0Oct 16,2017 ()
L See Coma Research's other Tweets >
Dr Julie Latchem-Hastings . 4

@]JulieLatchem

Distressing 4 AHPs having to reinsert NG tube + | would
imagine, v stressful 2 b in court when AHPs not generally
trained 4 medicolegal work
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

"Cases of this kind r acutely distressing" (Judge)

Witness says it's 1st time she's encountered it + yes she's
very distressed. #COPoctl7

Q1 12:30PM-0ct22,2017 (i ]
& See Dr Julie Latchem-Hastings's other Tweets >
Coma Research @CDOCuk - Oct 16, 2017 . 4

NG tube dislodged 55 times

Physio says having NG tube is "bothersome"
Judge knows dr who wld rather die than have NG
tube.#COPoct17

Coma Research
= @CDOCuk

Has mitten on hand to prevent her pulling out NG tube.
#COPoctl7

Account by dietician of experience of NG tube
here:bda.uk.com/dt/articles/my...

Q1 11:52 AM-0ct 16,2017 0

L See Coma Research's other Tweets >
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Coma Research Yy
= @CDOCuk

We're breaking for lunch. Back again 2pm.#COPoctl17
Q 12:00 PM - Oct 16, 2017 (i

L See Coma Research's other Tweets >

Lunch Break (Day 1)

" Jenny Kitzinger . 4
' @JennyKitzinger

Understanding the '‘Minimally Conscious State' - resource
for families, staff & journalists here: goo.gl/gFkUs7
#COPOCct17 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Many attempts to assess consciousness - e.g can P indicate

which dog photo is like Charlie, her much-loved collie dog?
Ans: No. #COPoctl17

Q2 11:52 AM-O0ct16,2017 0
& See Jenny Kitzinger's other Tweets >
"M Jenny Kitzinger . 4

' @JennyKitzinger

When do burdens of treatment outweigh benefits? Issue
for personal decision with capacity (or AD), and 'best
interests' without #COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
NG tube dislodged 55 times
Physio says having NG tube is "bothersome"

Judge knows dr who wid rather die than have NG
tube.#COPoctl7

Q7 1:02PM-0ct16,2017 0

& See Jenny Kitzinger's other Tweets >

Witness 2 - Speech and Language Therapist
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Coma Research Yy
= @CDOCuk

We're off again. Next witness just sworn in. Speech +
Language Therapist (SALT). working w P on trachy-
weaning + communication. #COPoct17

QO 1:09PM-0Oct16,2017 (]
L See Coma Research's other Tweets >
Coma Research @CDOCuk - Oct 16, 2017 . 4

We're off again. Next witness just sworn in. Speech +
Language Therapist (SALT). working w P on trachy-weaning
+ communication. #COPoct17

Coma Research
= @CDOCuk

SALT describes camera up nose+into throat. Some ppl
tolerate well, others not.
“I wid 'not tolerate' (Judge); 'makes me feel

queasy'(Trust)

Q1 1:12PM-O0ct1l6,2017 (i ]
& See Coma Research's other Tweets >

Coma Research . 4
= @CDOCuk

Volume of secretions means may be diff ever to remove
trachy. Suctioning of secretions 'doesn't look a pleasant
experience' (SALT) #COPoctl7

Q2 1:18PM-0ct16,2017 ;)
L See Coma Research's other Tweets >
Coma Research L 4
= @CDOCuk

OS Counsel asks about effect of NG tube and mitten on
ability to communicate. Not much says SALT. Testing w
broad hand movement. #COPoct17

Q 1:25PM-0ct 16,2017 0

L See Coma Research's other Tweets >

Witness 3 - Occupational Therapist
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Coma Research Yy
= @CDOCuk

Next witness being affirmed. Occupational Therapist.
Sees P 2-3 times a week. Shows her photos etc + checks
if she can respond. #COPoctl7

O 1:30PM-0Oct 16,2017 o

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

Tear ran down P's cheek looking at photo of her+sisters.
(OT)

No response to spray of perfume (OT)

No response to hair brush. #COPoctl17

QO 1:35PM-0ct16,2017 e

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

"Attending to photo album" = looking at it + tracking it
when moves.

Any more meaningful responses?

Not generally. Once a tear. #COPoctl7

Q 1:39PM-O0ct16,2017 (i}
L See Coma Research's other Tweets >
Coma Research @CDOCuk - Oct 16, 2017 L 4

"Attending to photo album" = looking at it + tracking it
when moves.

Any more meaningful responses?

Not generally. Once a tear. #COPoctl7

Coma Research
= @CDOCuk

Tear rolling down cheek was interpreted as meaning she
was sad about the photos but OT witness agreed that
couldn't be sure.

O 1:40PM-0ct16,2017 i)
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"M Jenny Kitzinger . 4
@JennyKitzinger

Does weeping in 'Minimally Conscious State' mean P's
unhappy? Common question at bedside: goo.gl/qFkUs7
Implications? twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Replying to @CDOCuk

Tear rolling down cheek was interpreted as meaning she was
sad about the photos but OT witness agreed that couldn't be

sure.
Q1 2:28PM-0ct16,2017 0
& See Jenny Kitzinger's other Tweets >

Witness 4 - Nurse

Coma Research L 4
- @CDOCuk

Nurse:

P smiles+relaxes in bath

Grimaces w suctioning ('l'd say it hurts') - definitely cries
w NG tube insertion. (nurse)#COPoctl17

Q 2:13PM-0ct16,2017 ;)

& See Coma Research's other Tweets >

Coma Research . 4
@CDOCuk

Nurse says mitten on P's hand and 24hr video-
monitoring are to prevent P pulling out nasogastric
feeding tube. It's an irritant. #COPoct17

QO 2:27PM-0ct 16,2017 ()
L See Coma Research's other Tweets >

Coma Research L 4
= @CDOCuk

"Cases of this kind r acutely distressing" (Judge)
Witness says it's 1st time she's encountered it + yes
she's very distressed. #COPoctl7

Q1 2:30PM-0ct16,2017 ;)

L See Coma Research's other Tweets >
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Coma Research @CDOCuk - Oct 16, 2017
"Cases of this kind r acutely distressing" (Judge)

L 4

Witness says it's 1st time she's encountered it + yes she's

very distressed. #COPoctl7

Coma Research
= @CDOCuk

Nurse is thanked by judge for giving evidence today,
despite her huge distress.

My concern - what support does she + others have?
#COPoctl7

QO 2:32PM-0ct16, 2017

L See Coma Research's other Tweets

Dr Julie Latchem-Hastings
@]JulieLatchem

The way in which AHP interventions for PDoC pts are
viewed/experienced/perceived discussed here
g00.9l/9sPpdk twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Volume of secretions means may be diff ever to remove
trachy. Suctioning of secretions 'doesn't look a pleasant
experience' (SALT) #COPoctl7

QO 12:25 PM-0ct 22,2017
& See Drulie Latchem-Hastings's other Tweets

" Jenny Kitzinger
@JennyKitzinger

Really important that staff have support for moral

distress & for stress of giving evidence. #CareForStaff

#COPoctl7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Replying to @CDOCuk

Nurse is thanked by judge for giving evidence today, despite

her huge distress.
My concern - what support does she + others have?
#COPoctl7

Q22 2:58PM-0ct16,2017

& See Jenny Kitzinger's other Tweets
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"M Jenny Kitzinger . 4
' @JennyKitzinger

Judge critical of 10 mnth delay bringing serious medical
treatment decision to court. 'Avoidable agony' indeed,
see goo.gl/hhzSvA twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Replying to @CDOCuk

"Why bring case in March? 10 months avoidable agony"
(Judge)

"Well, there itis. It's unfortunate" (OS)

"To say the least" (Judge)#COPoctl7

Q1 2:22PM-0ctl6,2017 (i}

& See Jenny Kitzinger's other Tweets >

Coma Research . 4
@CDOCuk

OS says P shld have had PEG tube in Feb/March.Why am
| sitting here in Oct listening to this? (Judge)
This is that applic (Trust) #COPoctl7

QO 2:02PM-O0ct16,2017 o
L See Coma Research's other Tweets >
Coma Research @CDOCuk - Oct 16, 2017 L 4

OS says P shld have had PEG tube in Feb/March.Why am |
sitting here in Oct listening to this? (Judge)
This is that applic (Trust) #COPoctl7

Coma Research
= @CDOCuk

"Why bring case in March? 10 months avoidable agony"
(Judge)

"Well, there it is. It's unfortunate" (OS)

"To say the least" (Judge)#COPoctl7

Q1 2:05PM-0ctl16,2017 i

L See Coma Research's other Tweets >
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Coma Research Yy
= @CDOCuk

Long delays bringing cases absolutely routine. Analysis of
another case: jme.bmj.com/content/43/7/4...
Futile+unwanted t'ment for yrs#COPoctl7
twitter.com/CDOCuk/status/...

Causes and consequences of delays in treatment-wi...

Life-extending treatment, in the form of artificial nutrition
and hydration, is often provided to people in permanent
jme.bmj.com

Coma Research @CDOCuk
Replying to @CDOCuk

"Why bring case in March? 10 months avoidable agony"
(Judge)

"Well, there itis. It's unfortunate" (OS)

"To say the least" (Judge)#COPoctl7

QQ 2:08PM-O0ctl6,2017 o

L See Coma Research's other Tweets >

Witnesses 5 & 6 - Treating Doctor (Neurorehab specialist, Dr Krystyna Walton) +
Independent Expert Consultant (Neurorehab Specialist, Professor Derick Wade).

Coma Research L 4
= @CDOCuk

We're 'hot tubbing' (legal term!) i.e. both Expert
Witnesses (NeuroRehab experts) sworn/affirmed in for
joint questioning.#COPoct17

Q2 2:40PM-0ct16, 2017 ;)

L See Coma Research's other Tweets >
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Coma Research : 4
= @CDOCuk

Agreement between Experts that P is in minimally
unconscious state and very unlikely to improve.

#COPoctl7

Q1 2:42PM-0ct16,2017 ;)

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

We weren't able to hear from Treating Physician or
Expert Witness today - wrong report in bundle!
Reconvening 10am tomorrow. #COPoctl7

Q 3:24PM-0Oct16,2017 ()
L See Coma Research's other Tweets >
Coma Research @CDOCuk - Oct 16, 2017 L 4

Replying to @CDOCuk

Sadly didn't happen (despite great hot tub jokes in
court).Wrong docs in bundle so postponed.10am t'row.
Family members appreciating humour.

Coma Research
= @CDOCuk

What hot-tubbing involves in judicial setting. Will start at
10am tomorrow #COPoctl7 lawgazette.co.uk/comment-
and-op... @lawsocgazette

Judges must be braver about hot-tu...
Concurrent evidence is universally

-:] approved, so why aren't more judges
ordering it to take place?
lawgazette.co.uk
Q1 3:31PM-0ctl6,2017 0
L See Coma Research's other Tweets >

Reflections at the end of Day 1
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Celia Kitzinger . 4
@KitzingerCelia

Back at hotel after hard day tweeting Court of Protection
as @CDOCuk

On 6th floor with #Ophelia howling+lashing building.
Fitting. #COPoctl17

QO 4:09PM-0ct 16,2017 ;)
& See Celia Kitzinger's other Tweets >
Dr Sarah Russell . 4

@learnhospice

A must thread to watch #COPoctl7

O5 3:38PM-0ct16,2017 o
L See Dr Sarah Russell's other Tweets >
Celia Kitzinger . 4

@KitzingerCelia

Bemused that journalist at court today who was also at
#COPBriggs has STILL not written advance decision.
#COPoctl7compassionindying.org.uk

Helping you prepare for the end of life.

How to talk about it, plan for it, and

record your wishes.

Home | Compassion in Dying
Helping you prepare for the end of life. How to talk about it,
plan for it, and record your wishes. Have any questions? Talk

compassionindying.org.uk
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Celia Kitzinger . 4
@KitzingerCelia

If only P had made Advance Decision - family wouldn't be
in court. #COPoctl7

Judges keep saying this -
seeportsmouth.co.uk/news/judge-urg...

Q6 7:51PM-0ct16,2017 0

& See Celia Kitzinger's other Tweets >
Dr David Nicholl . 4
@djnicholl

Really troubles me the number of these cases heading to
CoP #COPoctl7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Counsel for Trust - consistent view from P's daughters from v
early on that P would not want treatment in these
circumstances. #COPOct17

Q 9:03PM-0ct16,2017 e

L See Dr David Nicholl's other Tweets >

DAY 2 - TUESDAY 17 OCTOBER 2017 - Cross-questioning Treating Clinician + Independent
Neurorehab Specialist (jointly); then Daughter1, Partner, Close Friend and three Sisters
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Coma Research Yy
= @CDOCuk

COP live-tweeting 10am GMT today. Expert Witness hot-
tubbing on treatment-withdrawal MCS patient. Position
summaries in thread. #COPoct17
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Attending court hearing today - Hope to get permission to
live tweet. #COPoctl7
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O 15 people are talking about this >
Coma Research Yy

@CDOCuk

Court rises. We're starting again with some court admin.
#COPoctl7
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Witnesses 5 & 6 again (now that correct report has been provided). They are 'Hot-Tubbing'
(i.e. cross-questioned at the same time instead of one after the other) They are Treating
Physician (Neurorehab specialist, Dr Krystyna Walton) + Independent Expert Consultant
(Neurorehab Specialist, Professor Derick Wade). The questioning here seemed designed to
explore the extent of the consensus about P's diagnosis and prognosis and her current (and
possible future) experience of the benefits and burdens of treatment.

Coma Research Yy
&= ©CDOCuk

Expert Witness is asked why he changed his view P was
borderline PVS/MCS and now sees her as low end of
MCS. Ans: More evidence. #COPoctl17

O 9:14AM-0ct17,2017 o

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

TreatingDr saw P looking at TV. P touched TV screen as if
trying to move TV closer. Congruent w fluctuating
consciousness in MCS #COPoct17
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Jenny Kitzinger
@JennyKitzinger

Royal College of Physicians guidelnes on Prolonged
Disorders of Consciosness, distingushing Vegetative &

Minimally Conscious State #COPoctl17
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& See Jenny Kitzinger's other Tweets

Coma Research
: @CDOCuk

ExpertWitness: No evidence of progressive course of
neurological improvement over last 8 months.
(TreatingDr agrees). #COPoctl7

Q 9:27AM-0ct 17,2017

& See Coma Research's other Tweets

Coma Research
E @CDOCuk

TreatingDr concerned that staffing levels have meant
that P has not had level of therapy that might enable
progress. #COPoctl7

O 9:28 AM-0ct 17,2017

L See Coma Research's other Tweets
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Coma Research Yy
= @CDOCuk

ExpertWitness comments that P actively disengages
from therapy (e.g. closes eyes at photos).Therapy ops
limited in care homes too. #COPoctl7

QO 9:31 AM-O0ct 17,2017 o

L See Coma Research's other Tweets >

Coma Research . 4
@CDOCuk

TreatingDr + ExpertWitness agree there will be no
improvements in:

motor control

thinking or remembering

swallowing

speaking#COPoctl7

Q1 9:37AM-0ct 17,2017 e

& See Coma Research's other Tweets >
" Jenny Kitzinger L 4

@JennyKitzinger

Treating Dr & expert witness agree there's a difference
between vocalisation & speaking - P can vocalise
#COPoctl7. twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

TreatingDr + ExpertWitness agree there will be no
improvements in:

motor control

thinking or remembering

swallowing

speaking#COPoctl7

QO 9:41 AM-0ct17,2017 ;)
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Coma Research Yy
= @CDOCuk

TreatingDr view: nutrition+hydration shid be continued.
Reports P not feeling pain or distress at present except
NG tube/suction#COPoctl7

QO 9:42 AM-0Oct 17,2017 e

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

ExpertWitness points out that suctioning is painful +
unpleasant.

Variable frequency - none some days, 7 times others
(TreatDr)#COPoctl17

Q1 9:45 AM-0ct17,2017 e

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

"I've come to the conclusion that she tries to remove the
NG tube repeatedly" (Judge)
"Oh yes. She does." (TreatingDr)#COPoctl17

Q 9:46 AM-0Oct17,2017 (i ]

L See Coma Research's other Tweets >
" Jenny Kitzinger . 4
' @JennyKitzinger

All agree that P repeatedly tries (& sometimes succeeds)
in removing nasogastric tube: that's why mitt on her
hand & live videoing #COPoct17
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
"I've come to the conclusion that she tries to remove the NG
tube repeatedly" (Judge)
"Oh yes. She does." (TreatingDr)#COPoctl7
QO 9:49 AM-0ct 17,2017 (i ]
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"M Jenny Kitzinger . 4
@JennyKitzinger

Judge comments - the fact that P ha an assessed need
gives me no confidence that it wil be met. #COPoct17
twitter.com/JennyKitzinger...

Jenny Kitzinger @JennyKitzinger
Would an ideal placement offer more potential to P. How
likely is it that that could be achieved? #COPoctl7

O 9:57AM-0ct17,2017 0
& See Jenny Kitzinger's other Tweets >
" Jenny Kitzinger . 4

@JennyKitzinger

In YOUR experience: is there ever a gap between
assessed need, the care plan & actual provision of care?
#RealityCheck #COPoctl7

83% Yes, often
6% Yes, occasionally

11% No /rarely

18 votes ¢ Final results

Q1 10:04 AM-0Oct17,2017 - Paddington, London ;)

& See Jenny Kitzinger's other Tweets >

" Jenny Kitzinger Yy
@JennyKitzinger

Family experiences of rehab/case placements for
severely brain injured relatives here: goo.qgl/FT8nkC
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
TreatingDr concerned that staffing levels have meant that P

has not had level of therapy that might enable progress.
#COPoctl7
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Coma Research Yy
= @CDOCuk

Discussion of life-expectancy if clinically assisted
nutrition+hydration continues. Drs agree around 3 years.
(P also has COPD) #COPoctl7

Q 10:15AM-0Oct17,2017 o

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

She's not 'listening' to radio - it's put on as a stimulus. TV
is on but she is not 'watching' it. (TreatingDr) #COPoct17

Q 10:21 AM-0ct17,2017 ()

L See Coma Research's other Tweets >

Coma Research . 4
@CDOCuk

Counsel for daughter asks whether medication is
possibly sedating patient + muting evidence of
consciousness. Ans: No prob not. #COPoctl7

O 10:24 AM-Oct17,2017 ;)

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

Judge: exploring whether choking, suctioning could cause
distress. If she were panicking what would you expect to
see? #COPoctl17

O 10:31 AM-O0ct 17,2017 0
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@JennyKitzinger

Treating Dr: P can tolerate 3hrs in her chair, we try to do
this everyday but can’t 'cos of staffing issues+ shortage
of chairs #COPoctl7

QO 10:34 AM-0ct 17,2017 - Paddington, London ;)

2 See Jenny Kitzinger's other Tweets >

" Jenny Kitzinger Yy
@JennyKitzinger

Royal College of Physicians Guidelines: tools for
diagnosis, especially to distinguish VS/MCS, but both
experts agree P in #COPoctl7 is MCS

Q 10:47 AM-0ct 17,2017 - Paddington, London e

& See Jenny Kitzinger's other Tweets >

Coma Research . 4
@CDOCuk

"Boundary between PVS and MCS is porous + indistinct"
but both TreatingDr and ExpertWitness agree P is low
level MCS. #COPoctl17 1/2

Q 10:47 AM-Oct17,2017 o
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Coma Research Yy
= @CDOCuk

Judge to TreatDr+ExpWitn:

If | cld identify P's authentic voice +she wouldn't wish
CANH would this be determinative?

Yes (Both)#COPoctl17

Q1 10:56 AM-0ct17,2017

L See Coma Research's other Tweets

Coma Research Yy
@CDOCuk

Agreement between Experts that P is in minimally
unconscious state and very unlikely to improve.
#COPoctl7

Q1 2:42PM-0ctl6,2017

L See Coma Research's other Tweets

Coma Research @CDOCuk - Oct 16, 2017 . 4
Agreement between Experts that P is in minimally
unconscious state and very unlikely to improve.
#COPoctl7

Karen Turner RN
@karenturner9

And any improvement is likely to be very distressing for
family if not patient.

O3 1:34 AM-0ct17,2017

& See Karen Turner RN's other Tweets

" Jenny Kitzinger Y
@JennyKitzinger

Important point that for some patients &/or families
'improvements' in P's awareness & insight leads to
greater distress twitter.com/karenturner9/s...

Karen Turner RN @karenturner9

Replying to @CDOCuk

And any improvement is likely to be very distressing for
family if not patient.

Q1 6:07PM-0ct17,2017
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Coma Research Yy
= @CDOCuk

Short recess (comfort break) #COPoct17
® 11:12 AM-Oct17,2017 e

L See Coma Research's other Tweets >

Witness 7 - Daughter1 (part 1 - cross-questioning of daughter starts before lunch and
continues after lunch break).

Questions for Daughter (before lunch) seemed designed to explore why she thinks her
mother would not want ongoing life-sustaining treatment and what evidence she has that
treatment is not in her mother's best interests.

Coma Research Yy
= @CDOCuk

We are now going to hear from P's daughter.Her position
is P would not want continued clinically-assisted
nutrition+hydration. #COPoct17

QO 11:15AM-0ct17,2017 0

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

"The only person who's missing in this courtroom is my
Mum*
Was fiercely independent lady.V right wing. V religious-
own brand!

#COPoctl7

Q2 11:19AM-0ct 17,2017 ;)
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"M Jenny Kitzinger . 4
@JennyKitzinger

Judge asks: Tell me about your mother

Tears & smiles as daughter remembers her mother's
strong personality - she was never wrong#COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
"The only person who's missing in this courtroom is my Mum"

Was fiercely independent lady.V right wing. V religious-own
brand!

#COPoctl1l7
Q4 11:22 AM-0ct 17,2017 ;)
2 See Jenny Kitzinger's other Tweets >
Coma Research . 4
@CDOCuk

She was generous, kind - we had our ups+downs but
were in touch every day. Were planning to have Xmas
together. #COPoctl7

Q1 11:24 AM-0ct 17,2017 i ]
L See Coma Research's other Tweets >
" Jenny Kitzinger Y

@JennyKitzinger

Judge's Question: Who was she closest to throughout her
life?
Answer: her daughters, mother & partner#COPoctl7

Q1 11:25 AM-0ct 17,2017 - Paddington, London o
& See Jenny Kitzinger's other Tweets >

Coma Research . 4
= @CDOCuk

She wasn't frightened of death.Thought she'd go to
heaven,see Jesus+ her friends again.She was frightened
of being how she is now. #COPoctl7

QO 11:26 AM-0ct17,2017 ;)
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XN Perspectives . 4
@XNdying

Christian beliefs are core value to P at centre of
#COPoctl7 court case today - how can christian
perspectives inflect views on treatment?
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

She wasn't frightened of death.Thought she'd go to
heaven,see Jesus+ her friends again.She was frightened of
being how she is now. #COPoctl7

Q 11:34 AM-0Oct 17,2017 (i}
& See XN Perspectives's other Tweets >
" Jenny Kitzinger Y

' @JennyKitzinger

If she wasn't scared of death wouldn't she have written
Advance Decision??

Judge: This country's greatest authority on wills died
intestate

Q11 11:28 AM-0ct 17,2017 - Paddington, London e

& See Jenny Kitzinger's other Tweets >
"M Jenny Kitzinger . 4
' @JennyKitzinger

Judge: how did yr mother deal w. her CPOD (Chronic
obstructive pulmonary disease)
Daughter: She put it in a box & put a lid on it#COPoctl7

QO 11:47 AM-O0ct 17,2017 - Paddington, London e
8 See Jenny Kitzinger's other Tweets >
Coma Research L 4
- @CDOCuk

She had COPD but thought she had some years to (in her
words) "sort things out". 97% of ppl don't have Advance
Decisions. #COPoctl7
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Coma Research Yy
= @CDOCuk

She saw future with COPD as maybe as whizzing around
on mobility scooter - still into church and friends and
doing things. #COPoct17

O 11:30 AM-Oct17,2017 ;)

L See Coma Research's other Tweets >

Coma Research . 4
@CDOCuk

She was proud and private. She hated being seen as
vulnerable + would avoid situations where she'd get out
of breath. #COPoctl7

Q 11:33AM-0Oct17,2017 ()

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

Judge: How do you feel about visiting your mother?
Daughter: | don't like it.

Judge: There's no shame in that. Be brutally
honest.#COPoctl7

O3 11:39 AM-0Oct 17,2017 (i ]
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Coma Research L 4
@CDOCuk

Judge: Why don't u like it?

Daughter: My mum has gone. (cries) It's a v sharp
reminder of what I've lost + what Mum has lost.
#COPoctl7
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Coma Research Yy
= @CDOCuk

Daughter: She's there and not there. The essence of her,
the personality of her is gone. And | miss her. (crying)
#COPoctl7

Q7 11:41 AM-0Oct17,2017 o

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

How upset | feel about the situation my Mum is in is
nothing to how upset Mum would feel. (Daughter)
#COPoctl7

Q3 11:42 AM-0ct 17,2017 i ]

L See Coma Research's other Tweets >

" Jenny Kitzinger . 4
@JennyKitzinger

Daughter: If i could see another way of making things OK
for her | wouldn't be here (supporting treatment
withdrawal from mother)#COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Daughter: She's there and not there. The essence of her, the

personality of her is gone. And | miss her. (crying)
#COPoctl7

O 11:43AM-0ct17,2017 0
& See Jenny Kitzinger's other Tweets >

Coma Research L 4
- @CDOCuk

She had pride + dignity - a force to be reckoned with.
Judge offers word "battle-axe" (with apologies)
Daughter laughs - YES!#COPoctl17
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L See Coma Research's other Tweets >


https://twitter.com/CDOCuk
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk/status/920253442706300929
https://twitter.com/hashtag/COPoct17?src=hash
https://twitter.com/intent/like?tweet_id=920253442706300929
https://twitter.com/CDOCuk/status/920253442706300929
https://support.twitter.com/articles/20175256
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk/status/920253742561275904
https://twitter.com/hashtag/COPoct17?src=hash
https://twitter.com/intent/like?tweet_id=920253742561275904
https://twitter.com/CDOCuk/status/920253742561275904
https://support.twitter.com/articles/20175256
https://twitter.com/CDOCuk
https://twitter.com/JennyKitzinger
https://twitter.com/JennyKitzinger
https://twitter.com/JennyKitzinger/status/920253917824503808
https://twitter.com/hashtag/COPoct17?src=hash
https://t.co/q9hZbpV2VI
https://twitter.com/CDOCuk/status/920253442706300929
https://twitter.com/intent/like?tweet_id=920253917824503808
https://twitter.com/JennyKitzinger/status/920253917824503808
https://support.twitter.com/articles/20175256
https://twitter.com/JennyKitzinger
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk/status/920254121881538561
https://twitter.com/hashtag/COPoct17?src=hash
https://twitter.com/intent/like?tweet_id=920254121881538561
https://twitter.com/CDOCuk/status/920254121881538561
https://support.twitter.com/articles/20175256
https://twitter.com/CDOCuk

"M Jenny Kitzinger . 4
' @JennyKitzinger

Judge now questioning daughter on how often she visits
& what personal items she's taken in for her mother
#COPoctl7

QO 11:53 AM-0ct 17,2017 - Paddington, London ;)

& See Jenny Kitzinger's other Tweets >

Coma Research Yy
@CDOCuk

Judge asks why nurse - honest decent professional - said
negative things a/b daughter.
Initially says doesn't know. Judge probes. #COPoctl7

QO 11:55AM-0Oct17,2017 ()
L See Coma Research's other Tweets >
Coma Research @CDOCuk - Oct 17, 2017 L 4

Judge asks why nurse - honest decent professional - said
negative things a/b daughter.
Initially says doesn't know. Judge probes. #COPoctl7

Coma Research
= @CDOCuk

Hospital atmosphere became bad. Only communicate
via solicitors?Staff disagreed w treatment-withdrawal.
Felt intimidated going in. #COPoctl17

Q1 11:57 AM-0ct 17,2017 ;)
2 See Coma Research's other Tweets >
Coma Research L 4
= @CDOCuk

No advance decision

"This sort of thing was smthg happened to other people -

not something that wld ever happen in our family"
#COPoctl7
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Sue Wilkinson Yy
@sue_wilkinson

Such a common argument. Cd happen in ANY family.
Protect yourself + yr family: write an Advance Decision
NOW. @AGoodDeath cn help. #COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

No advance decision

"This sort of thing was smthg happened to other people - not
something that wid ever happen in our family"

#COPoctl1l7
Q2 12:54PM-0ctl7,2017 ;)
L See Sue Wilkinson's other Tweets >
" Jenny Kitzinger . 4

@JennyKitzinger

Daughter: Dad with MS took decision in end to refuse
treatment, fully knowing consequences. My mum was
100% behind that decision #COPoct17

Q1 12:03PM-0ct17,2017 - Paddington, London e
& See Jenny Kitzinger's other Tweets >
Coma Research Y
- @CDOCuk

Dau: Dad refused antibiotics. She supported/admired
him.
Trust:Was it belief in his autonomy or b/c reflected HER
values.

Both

#COPoctl7

Q1 12:07PM-0ct17,2017 e
& See Coma Research's other Tweets >

Lunch Break - Day 2 - We find comments from people following our Twitter feed
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LAG Legal Action Group Y
@LegalActionGrp

We've been following the #COPoctl7 tweets all morning
- both illuminating and personalising.

Q7 12:34PM-0ct17,2017 e
& See Legal Action Group's other Tweets >
& Mark Hanna Yy

@MarkHannaMedia

Court reporting using Twitter: check out @CDOCuk
capturing human tragedy of this case in live-tweeted
reports. & Guardian full report here
twitter.com/GdnLaw/status/...

Guardian Law @GdnLaw

Daughter of brain-damaged woman tells court 'Mum's gone'
dlvr.it/Pw9nHn

Q6 6:50PM-0ctl7,2017 (i}
& See Mark Hanna's other Tweets >
J. Clare Wilson & 4

' @ClareWilsonMed

For those interested in disorders of #consciousness and
personal autonomy | highly recommend @CDOCuk live
tweeting of today's court case.

Q10 12:35PM-0ct17,2017 ;)
& See Clare Wilson's other Tweets >
& . Leonie Hirst Y

v @leoniehirst

Replying to @CDOCuk @lawsocgazette

V interested how this goes in CoP setting - could be really
beneficial in a best interests hearing. Less so in disputed
capacity cases?

Q2 1:55PM-0ct17,2017 ;)

L See Leonie Hirst's other Tweets >
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“ Mark Holloway Yy
@Mark_HollowayHF

2 issues concern me #COPoctl7. lack of service
provision may affect Bl decision making + breakdown of
relationship between staff and family
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Replying to @CDOCuk

Judge expresses lack of confidence that 'assessed needs'
would be met.

O3 2:13PM-0ct17,2017 0

& See Mark Holloway's other Tweets >

Court Resumes after Lunch - Witness 7 - Daughter 1 (continued)

Coma Research Yy
@CDOCuk

Back in court - awaiting judge #COPoctl7
What is in the best interests of this Minimally Conscious

Patient.
2 1:02PM-0ct17,2017 o
L See Coma Research's other Tweets >

Questions for Daughter now explore why she initially tried to exclude her mother's partner
(who is here in court) from having information about her and from any involvement in making
decisions about her treatment.

Coma Research . 4
@CDOCuk

Daughter asked why she'd said at Bl meeting months
ago P wouldn't have wanted her (P's) partner involved in
medical decisions. #COPoct17

O 1:08 PM-0ct17,2017 i

& See Coma Research's other Tweets >
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"M Jenny Kitzinger . 4
' @JennyKitzinger

Judge wonders if desire to exclude partner from
decision-making at this point was because partner had a
different view than her #COPoct17
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Daughter asked why she'd said at Bl meeting months ago P
wouldn't have wanted her (P's) partner involved in medical
decisions. #COPoctl7

QO 1:11PM-0Octl17,2017 (]

& See Jenny Kitzinger's other Tweets >

Coma Research Y
@CDOCuk

Judge: Were u trying to cut out [P's partner] frm
decisions abt his partner. U knew he objected to
treatment withdrawal. #COPoct17

Q 1:13PM-0ctl7,2017 o

L See Coma Research's other Tweets >

" Jenny Kitzinger Yy
' @JennyKitzinger

Daughter says mother's partner wanted to wait & see
‘cos he'd been told that P could be back in garden
enjoying a glass of wine #COPoctl7

QO 1:15PM-0ct17,2017 - Paddington, London e
8 See Jenny Kitzinger's other Tweets >
" Jenny Kitzinger . 4

' @JennyKitzinger

Counsel for Official Solicitor highlights suggestion that P's
partner 'easily swayed' - & asks whether daughter tried
to sway him #COPoctl7

QO 1:41PM-0ct17,2017 - Paddington, London e

& See Jenny Kitzinger's other Tweets >
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Coma Research Yy
= @CDOCuk

OS is asking Daughter about her perception of P's
relationship with partner. Partner is in court. Daughter
says this is awkward. #COPoctl17

QO 1:43PM-0Octl7,2017 o

L See Coma Research's other Tweets >

Coma Research . 4
@CDOCuk

Daughter accepts P's partner must be incl in decis -
against her mother's wishes. "This whole court process is
against her wishes" #COPoctl17

O 1:18 PM-0ct17,2017 0

L See Coma Research's other Tweets >

Questions to daughter about her mother's email saying 'get the pillow ready if I get that way'

Coma Research L 4
= @CDOCuk

Pillow email:

Your mother wldn't expect u to smother her to death?
(Trust)

A joking reference but with serious intent behind it.
#COPoctl7

O 1:23PM-0ct17,2017 0

L See Coma Research's other Tweets >

Coma Research L 4
- @CDOCuk

Do u accept that in context of slightly jokey email a lot of
people might say 'put a pillow over my head' + not mean
it? #COPoctl7

O 1:56PM-0ct17,2017 0
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g2 Barbara Rich Yy
' @BarbaraRich_law

Replying to @katiegollop and 2 others
CX at hearing is obviously exploring whether what was

said in email about not wanting to live w dementia was
joking or more seriously meant

Q5 6:15PM-0ct17,2017 ()
L See Barbara Rich's other Tweets >
"M Jenny Kitzinger . 4

@JennyKitzinger

Please remember that "smother me with a pillow" is not
a legal Advance Decision!

Do yours now @AGoodDeath - avoid futile/lunwanted
treatment twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Counsel reads out email from P whose dad had dementia,
"Get the pillow ready if | get that way" & 'haunted by how he
ended up'. #COPoctl7

Q7 9:37PM-0ctl6,2017 (i ]

& See Jenny Kitzinger's other Tweets >

Coma Research . 4
@CDOCuk

Judge: OS's questions r "always putting one side of
argument" + "confront the witness [daughter] rather
than facilitate witness" #COPoctl7

Q1 1:53PM-0ct17,2017 0
L See Coma Research's other Tweets >
Coma Research L 4
= @CDOCuk

Vicar consulted about P's religious views. Asked would
she want to continue w treatment, he said "on balance |
would suspect not"#COPoctl7

Q2 2:05PM-0ctl17,2017 0

L See Coma Research's other Tweets >
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Jenny Kitzinger . 4
@JennyKitzinger

Yes, vital that all 'appropriate’ to consult included in Best
Interests discussion - might be family, friends, clergy,
neighbours #COPoctl7 twitter.com/JulieLatchem/s...

Dr Julie Latchem-Hastings @JulieLatchem

Fantastic that religious leader consulted about Ps beliefs in
courtin relation 2 Rx. New @XNdying resource helpful 4
clergy re this area twitter.com/JennyKitzinger...

Q4 2:14PM-0ct17,2017 o

& See Jenny Kitzinger's other Tweets >
Jenny Kitzinger . J
@JennyKitzinger

Consulting appropriate family/friends is key to inform
Best Interests decision: wide range of such witnesses
contribute in #COPoctl7 case

Friends/family witnesses
(In order of appearance #COPoct17)

. Daughterl 13. Daughter2
. Partner 14. Friend2
. Friendl 15. Grandsonl
10. Sisterl 16. Grandson2
11. Sister2
12. Sister3
Note: Mrs P’s two daughters, partner, grandsons and two friends all supported the

position that treatment should be withdrawn.
Mrs P's three sisters did not support withdrawing the treatment

Q1 10:35 AM-Nov 4, 2017 - South West, England (i)

& See Jenny Kitzinger's other Tweets >

Witness 8 - Partner

Coma Research L 4
® @CDOCuk

P's partner is now being sworn in. #COPoct17
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Nurse yesterday said when P sees partner P is smily +
interactive. Is that yr experience?
No - thought so in early days, not now. #COPoctl17
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Partner was initially told P cld be home in 6 months -
hasn't happened, Read ExpertWitness opinion in June +
realised situation #COPoctl7
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Partner: | want the feeding to be withdrawn - for her
Judge: & for yourself?

‘I want her to recover, to extent that | could speak with
her twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Partner doesn't think P recognises him. #COPoctl7
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"She'd be horrified if | let her continue in that state. She
had dignity. She wouldn't want this. | love her very much"
(Partner) #COPoctl7
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Very common for families to initially hope & view
treatment withdrawal with horror - & later change mind
goo.gl/BgHQVy #COPoctl7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Partner was initially told P cld be home in 6 months - hasn't
happened, Read ExpertWitness opinion in June + realised
situation #COPoctl17
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Partner asked what level of recovery P would want:
"She'd want to be able to read + have a conversation at
a minimum"#COPoctl17
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Partner doesn't think P recognises him. #COPoct17
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Did she involve u in medical decisions?
I'd ask after dr appointments + she never really told me.
Didn't want me to know (Partner)#COPoct17
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Judge challenges counsel for talking of 'starving patient
to death' - inappropriate emotive language #COPoctl7
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@JennyKitzinger

Talk of withdrawing feeding tube should be
contextualised by proper info about palliative care (same
issue arose in #COPBriggs) #COPoctl17
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Accurate report here: BBC News #COPBriggs
Unfortunate that palliative care not properly discussed in
courtbbc.co.uk/news/uk-englan...
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Witness 9 - Close Friend

Coma Research L 4
- @CDOCuk

Next witness: Close friend of P's for 40 years.
Says P was v worried about losing eyesight -loved to
read, be on committees. #COPoctl7
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Moving testimony on decision for herself & others, &
conversations w. P when they both had COPD diagnosis,
'we were both a mess' #COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Friend talked with P about her own diagnosis + P said she
didn't want to go through that. #COPoct17
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Friend talked with P about her own diagnosis + P said she
didn't want to go through that. #COPoct17
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Friend + P abt "living wills".Both she + P wanted
daughters not to have make decisions + didn't want to
be kept alive on machines. #COPoctl7
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Witness 10 - Sister 1

Coma Research L 4
- @CDOCuk

Next witness: one of P's sisters.
All three are in court.#COPoctl7
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Sisterl "We didn't talk much about death, or
religion."#COPoctl7
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My sister told me about being in Church & they sang a
hymn that she planned to have at her funeral - but we
did not discuss death #COPoct17
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Sisterl "We didn't talk much about death, or
religion."#COPoctl7
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Sister feels she's being asked to rake over private
matters.

Confidentiality+respect for people's dignity v important
to her +to P#COPoctl7
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Sisterl says questions she was asked in name of 'best
interests' went way beyond end-of-life care. Intrusions on
privacy. #COPoctl17
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Sisterl: You can't answer for anyone else what they'd
want at end of life unless they've written in down e.g. in
legal document. #COPoctl7
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Sisterl asked about the "get the pillow ready" email
“That's what everyone says when they're in a healthy
state"#COPoctl7
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Sisterl reiterates: EOLdecisions shld rest with medical
profession.

Has written letter to this effect to judge (he quotes from
it)#COPoctl7

Q1 3:02PM-0ct17,2017 ()
L See Coma Research's other Tweets >

Coma Research L 4
= @CDOCuk

Sisterl: Quality of P's care has not been what it should
have been since March/April. Decisions should have been
made earlier. #COPoct17

Q1 3:05PM-0ctl17,2017 ;)

2 See Coma Research's other Tweets >

Witness 11 - Sister2
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Next witness - Sister2

Sister2: | don't believe | have any right to make a
decision about whether my sister lives or
dies.#COPoctl7
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Sister2 discussed Lasting Pwer of Attrney (Health +
Welfare) w P (her husband has Alzheimers). No interest
from P in making LPA. #COPoctl7
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Witness 12 - Sister3

Coma Research L 4
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Next witness - Sister3 #COPoctl7
Counsel for Trust: Is there anything you disagree with
regarding what your sisters have said
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Did you ever discuss end of life issues?
Sister: No, only she said 'l know I'll never make old
bones'#COPoctl7
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Sister: If someone is in the stages of dying then the
decision is easier to make, you are just helping them on
her way#COPoctl7
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Sister3: It is the manner of the death....
| believe in the sanctity of life #COPoctl17
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People often fear what a death will be like after feeding
tube withdrawal #COPoctl7
- so important to know other families' experiences

Family experience of witnessing death of PVS/MCS
relative after feeding tube withdrawal

The patient appeared calm and peaceful

Palliative care was generally excellent and staff supportive

Witnessing the death was ‘less bad’ than expected

Comparing reports suggest death after feeding tube withdrawal can be less
distressing to witness than other types of death (e.g. from lung infections or
gangrene)

* None of our interviewees regretted what had happened; all believed it was
better than their relative being kept alive

However:

» There was a ‘burden of witness’ around how long it took the patient to die and,
for some, disturbing changes in their relative’s appearance

* Family members often criticised the process as hypocritical — arguing that active
euthanasia would be quicker and kinder.

Drawn from interviews with 21 individuals (from 12 different families) CH:

Research by lenny Kitzinger & Celia Kitzinger
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Sister3: How do people know there's no pain involved
when feeding is withdrawn?
Judge highlights good palliative care is given #COPoctl7
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Indeed, family members speaking with great
thoughtfulness & honesty - so courageous all of them
#COPoctl7 twitter.com/LindseyBriggs ...
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All Rise

Judge leaves
Restart 10am tomorrow#COPoctl7
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Reflections at the end of Day 2 + some media reports
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Interested in DOC & EOL decisions? Follow this sensitively
tweeted material #COPoct17
twitter.com/mark_hollowayh...

Mark Holloway @Mark HollowayHF

Interesting live tweets from @CDOCuk re #COPoctl17 family
disagreement re best interests in context of ongoing grief
and ambiguous losses
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Preston court to rule on end of life case
lep.co.uk/news/crime/pre... #CoPoctl7
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Woman fighting to take mother off hospital treatment
tells judge she 'has gone' itv.com/news/granada/2...
#CourtofProtection
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Noone wants to be subject to these sort of headlines
#COPoctl7

Tragedy happens. If you want yr wishes followed look at
options @AGoodDeath
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launch heartbreaking court battle ‘Mum has gone': Daughter of elderly
e e e : - woman in a ‘'minimally conscious state’

= in a hospital bed is locked in a battle
with her family to switch off her life
support for the sake of her 'dignity’
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The more | reflect on the desperately sad testimony in
court yesterday - the less | think the core story here is
'Family Dispute' #COPoctl7
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Family in dispute over care of woman

with brain damage
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and daughters that Mrs P would want to die in such

sisters want artificial feed to continue
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All rise
Judge enters
Restarting #COPoctl17
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Coma Research L 4
@CDOCuk

Trust Counsel: P's sister felt she'd not said everything she
wanted yesterday but not here today. Judge offers
further opportunity #COPoctl7
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Coma Research L 4
@CDOCuk

Judge: What family have to say in this case is absolutely
essential to my evaluation of what this woman herself
would've wanted #COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Judge: Family tensions/complex dynamics not uncommon -
not in themselves pertinent to big decision | need to make for
P. #Bestinterests
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There is a body of case law going back at least 4yrs
where I've emphasized the centrality of the family as a
conduit for P’s voice #COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Judge: What family have to say in this case is absolutely
essential to my evaluation of what this woman herself
would've wanted #COPoctl7 twitter.com/CDOCuk/status/...

QO 9:45 AM-0ct 18, 2017 0
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Witness 13 - Daughter2

Coma Research : 4
@CDOCuk

She’'d be horrified by present situation, even when
needed help wld not accept it - She'd be horrified to be
seen in this state #COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Daughter2 speaks now: Choice & control about her own
health key to my mother.
She refused help. Did not want to be seen to be weak or frail

Q1 9:53AM-0ct 18,2017 0
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Judge: Yours is a family of strong & opinionated
independent women - rarely seen such a group - & |
have the female bar around me #COPoctl17

Q7 9:55AM-0ct 18,2017 ;)
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Judge: Having seen her sisters & her daughters I've a
sense of who P is - as there must be a bit of all of you in
her #COPoctl17 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Judge: Yours is a family of strong & opinionated independent
women - rarely seen such a group - & | have the female bar
around me #COPoctl17
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Coma Research L 4
@CDOCuk

Trust counsel asks if P'd said anything specific
Daughter2 says P said e.g | don’t want to be left if my
mind has gone - end of. #copoctl7

Q1 10:04 AM-0ct 18,2017 ;)
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Coma Research L 4
@CDOCuk

Daughter2: but no, mother had not said specific things
about - if this happens, if that happens, this is what |
want #copoctl7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Trust counsel asks if P'd said anything specific

Daughter2 says P said e.g | don’t want to be left if my mind
has gone - end of. #copoctl?7
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Witness 14 - Friend2
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Friend2 now to give evidence - so good to see wide
range of people who knew P giving evidence in this case
#COPoctl7 #Bestinterests #MCA
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Coma Research . 4
@CDOCuk

Evidence from second friend: P put so much energy into
the community

For her to just lie there - that just wasn’t her #COPoct17
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Friend2 now to give evidence - so good to see wide range of
people who knew P giving evidence in this case #COPoctl7
#Bestinterests # MCA
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Witness 15 - Grandson 1 (12 yrs old)

Coma Research L 4
== @CDOCuk

Grandson (12yrs old) now offers to speak to court
Judge accepts, people have to live w. this decision &
should contribute if wish#COPoctl17
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P's grandson takes stand, Judge asks him about school -
& then invites lovely discussion of his grandmother Echos
other witnesses.#COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Grandson (12yrs old) now offers to speak to court

Judge accepts, people have to live w. this decision & should
contribute if wish#COPoct17
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Coma Research L 4
@CDOCuk

Judge: | am sure your grandmother would have been
very proud of you.

Hear, Hear
#COPoctl7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

P's grandson takes stand, Judge asks him about school - &
then invites lovely discussion of his grandmother Echos other
withesses.#COPoctl7 twitter.com/CDOCuk/status/...
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Witness 16 - Grandson 2 (14 yrs old)

Coma Research L 4
= @CDOCuk

Another grandson now passes message forward to
counsel asking if he can speak too #COPoctl7
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Yes, second grandson (14yrs old) will now be allowed to
take the stand to talk about his grandmother
#COPoctl7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Another grandson now passes message forward to counsel
asking if he can speak too #COPoctl7
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Coma Research @CDOCuk - Oct 18, 2017 L 4

Another grandson now passes message forward to counsel
asking if he can speak too #COPoctl7

Celia Kitzinger
@KitzingerCelia

This family of strong, independent women is raising
wonderfully brave and engaged children. #COPoct17

Q10 10:43 AM-0ct18,2017 e
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My grandmother loved to be independent. If there was
anything she couldn’t do herself she’d insist she could do
it herself #COPoctl7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Yes, second grandson (14yrs old) will now be allowed to take

the stand to talk about his grandmother #COPoctl7
twitter.com/CDOCuk/status/...

O3 10:46 AM-0Oct 18,2017 o

L See Coma Research's other Tweets >


https://twitter.com/CDOCuk
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk/status/920601134892507136
https://twitter.com/hashtag/COPoct17?src=hash
https://t.co/eXr4WTrfSC
https://twitter.com/CDOCuk/status/920600584234913792
https://twitter.com/intent/like?tweet_id=920601134892507136
https://twitter.com/CDOCuk/status/920601134892507136
https://support.twitter.com/articles/20175256
https://twitter.com/CDOCuk
https://twitter.com/KitzingerCelia
https://twitter.com/KitzingerCelia
https://twitter.com/hashtag/COPoct17?src=hash
https://twitter.com/intent/like?tweet_id=920601274248245248
https://twitter.com/KitzingerCelia/status/920601274248245248
https://support.twitter.com/articles/20175256
https://twitter.com/KitzingerCelia
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk/status/920600584234913792
https://twitter.com/CDOCuk/status/920600584234913792
https://twitter.com/hashtag/COPoct17?src=hash
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk
https://twitter.com/CDOCuk/status/920601885043806210
https://twitter.com/hashtag/COPoct17?src=hash
https://t.co/GIuc1qg21G
https://twitter.com/CDOCuk/status/920601134892507136
https://twitter.com/intent/like?tweet_id=920601885043806210
https://twitter.com/CDOCuk/status/920601885043806210
https://support.twitter.com/articles/20175256
https://twitter.com/CDOCuk

ﬁ Gill Loomes @ ¥ .
i-  @LoomesGill

See @CDOCuk coverage of #COPOct17 for role played
by grandsons in treatment withdrawal case. Clear display
of eloquence & desire for voice.
twitter.com/gjacqui/status...

jacquig @gjacqui
Should children be heard in English family court cases?
sco.lt/evVg7CT
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Closing Submissions

Coma Research L 4
= @CDOCuk

Now moving to final submissions from counsel for
(a) the Trust treating Mrs P

(b) daughter &

(c) the Official Solicitor [OS]#COPoctl17
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Closing submission for Trust

Coma Research Yy
= @CDOCuk

Counsel for Trust begins closing submission: The Trust
when it brings these cases is not equipped to determine
wishes and feelings #COPoctl7
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Trust: We're a corporate body...one difficulty is there is
noone who can listen to the evidence of P's wishes in
relation to treatment

7?7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Judge: No doubt there are many things the Trust could have
done differently, better,

but equally families are not unflawed either #COPoctl17

Q 11:40 AM-0ct 18,2017 ()
L See Coma Research's other Tweets >
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Trust: We're a corporate body...one difficulty is there is
noone who can listen to the evidence of P's wishes in
relation to treatment

7?7 twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Judge: No doubt there are many things the Trust could
have done differently, better,
but equally families are not unflawed either #COPoctl17

" Jenny Kitzinger
@JennyKitzinger

This is extraordinry. Can | have heard right? How can u
care for patient (especially lacking capacity) if no-one
listens to them? #COPoctl7

Q7 2:51PM-0ct18, 2017 e
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d Jacqueline @jakkicowley - Oct 18, 2017 L 4

When you're an advocate & in court with family & they say
they couldn't have got this far without you, it means a lot,
means | did my job >

Jacqueline
E @jakkicowley

| think I'm a good advocate, | say that proudly &
confidently but we can't keep having this system of Ps
voice only being heard in court >
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@JennyKitzinger

If those providing treatment can't asses P's wishes +
there are then delays in getting to court this puts
intolerable stress on any family
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Trust: We're a corporate body...one difficulty is there is noone
who can listen to the evidence of P's wishes in relation to
treatment

7?7 twitter.com/CDOCuk/status/...
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2 See Jenny Kitzinger's other Tweets >
Coma Research @CDOCuk - Oct 18, 2017 y

Counsel for Trust begins closing submission: The Trust
when it brings these cases is not equipped to determine
wishes and feelings #COPoct17

John Gorst
@gorstj

If trust don't skills/resources to make best interests
decisions to stop treatment are they well
skilled/resourced to start treatment?

Q2 5:10PM-0ct18,2017 ;)
& See John Gorst's other Tweets >
Coma Research L 4
= @CDOCuk

Judge: I'm not going to review how we got here

Trust: I'm grateful for that my Lord

[Tweets not verbatim, all happening too fast] #COPoctl17
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Counsel for Trust begins closing submission: The Trust when it

brings these cases is not equipped to determine wishes and
feelings #COPoctl7
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Coma Research Yy
= @CDOCuk

Judge: No doubt there are many things the Trust could
have done differently, better,
but equally families are not unflawed either #COPoctl17
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Coma Research L 4
@CDOCuk

Trust submission: There is no direct evidence where P
said she would want ANH withdrawn in this condition

#COPoctl7

Q 12:12PM-0ct 18,2017 (i ]

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

Judge: Have you ever seen such a case where there IS
such evidence?

Counsel for Trust: No

Judge: if there was, we wouldn’t be here#COPoctl17
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Trust submission: There is no direct evidence where P said
she would want ANH withdrawn in this condition #COPoctl7
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Closing submission for Daughter

Coma Research L 4
@CDOCuk

Council for Daughter final submission: reiterates things
heard about P's values, wishes & beliefs - & how she
lived her life #COPoctl7
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@JennyKitzinger

Consel for Daughter: To say you give LESS weight to
what people say if they express views - but do not write
them down, would be quite wrong
twitter.com/JennyKitzinger...

Jenny Kitzinger @JennyKitzinger

Judge [to Trust]: To draw an inference that she wouldn’t have
wanted an Advance Decision 'cos she didn't do one, is a leap
too far #COPoctl7 twitter.com/JennyKitzinger...

Q2 1:57PM-O0ct23,2017 0
& See Jenny Kitzinger's other Tweets >
" Jenny Kitzinger Y

@JennyKitzinger

Powerful exchange #COPoctl7
Counsel for Daughter:Research shows people want
treatment withdrawn for self sooner than could do it for

another
Q1 2:04PM-0ct23,2017 - Cardiff, Wales e
& See Jenny Kitzinger's other Tweets >

Closing submission for Official Solicitor

Coma Research Yy
@CDOCuk

Official Solicitor [OS]: The email [referring to get the
pillow ready] can't be dismissed as frivolous, given the
context #COPoctl7
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Coma Research Yy
= @CDOCuk

...because P's email goes on to say that she was
"haunted" by what happened to her father #COPoctl17
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Official Solicitor [OS]: The email [referring to get the pillow
ready] can't be dismissed as frivolous, given the context
#COPoctl17
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Coma Research L 4
@CDOCuk

OS: Evidence re religion was: P picked & chose; vicar
unaware of anything in her beliefs that meant she would
want ANH continued #COPoctl7

Q2 12:57 PM-0ct 18,2017 ;)
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Coma Research L 4
@CDOCuk

OS: Evidence from P's partner = v. compelling, changed
his mind on conscientious consideration of medical info
& evidence given with feeling
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Coma Research : 4
= @CDOCuk

Having heard the oral evidence OS now OPPOSES the
Trust's application to continue ANH. The OS now supports
the daughter’s position #COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

0OS: My Lord asked whether that was simply a flag of
convenience

Judge: Well, you might understand my skepticism...
twitter.com/CDOCuk/status/...

Q9 12:44PM-0ct18, 2017 ;)

2 See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

P's sister was concerned re. intrusive questioning, but
close examination of family accounts is key to holistic
approach, says OS #COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

0S: Baroness Hale's emphasis on importance placed on P's
wishes/feelings necessitates a close examination what these
were. #COPoctl7 twitter.com/CDOCuk/status/...

Q1 2:00PM-0ct18, 2017 ()
2 See Coma Research's other Tweets >

Coma Research L 4
= @CDOCuk

Judge: Difficulty in these cases, we all know that were
our personalities to be laid bare in a court none of us
would fair well! #COPoct17

Q2 2:02PM-0ct18, 2017 0
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Some closing remarks from the Judge
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Coma Research Yy
= @CDOCuk

Judge: Why are these families here in court - they're
here because they love P #COPoctl7
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Judge: That's a different thing, not saying forensice process
has no place, just the pugnatious way OS questioned the
family was unhelpful twitter.com/CDOCuk/status/...

Q6 2:13PM-0ct18,2017 o
L See Coma Research's other Tweets >
Coma Research @CDOCuk - Oct 17, 2017 . 4

Sisterl says questions she was asked in name of 'best
interests' went way beyond end-of-life care. Intrusions on
privacy. #COPoctl7

Coma Research
= @CDOCuk

Judge: tension between respecting privacy +
understanding P's wishes+feeling is difficult. But in
matters of life+death impossible to avoid.

Q1 2:48PM-0ctl7,2017 (i ]
& See Coma Research's other Tweets >
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@JennyKitzinger

Judge:If there's even the appearance of secrecy we
undermine public confidence & it's incredibly important
that the public know #0Open]ustice
twitter.com/JennyKitzinger...

Jenny Kitzinger @JennyKitzinger

Judge #COPoctl7: These cases are at vanguard of social
change & medical development, profoundly engaged with
issues of public interest...
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@JennyKitzinger

Judge #COPoctl7: These cases are at vanguard of social
change & medical development, profoundly engaged
with issues of public interest...

O3 2:17 PM - 0Oct 23, 2017 - Cardiff, Wales e
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Coma Research . 4
@CDOCuk

Judge: family shouldn't be without legal representation
Immense credit to you & yr profession that you're
prepared to act pro bono#COPoctl7

Q7 6:30PM-0ct18,2017 ()

L See Coma Research's other Tweets >

Coma Research L 4
@CDOCuk

#COPoctl7 Judge thanks treating Dr for compassionate
care of Mrs P+ expresses appreciation of input of expert
witness & all family & friends

Q2 6:34PM-0ct18, 2017 o
L See Coma Research's other Tweets >

Coma Research Yy
— @CDOCuk

Judge rises

Hearing ends#COPoctl7 twitter.com/CDOCuk/status/...
Coma Research @CDOCuk
Lots to fill in on palliative care, transparency, case law...& lots
more...but for now...timelag twitter.com/CDOCuk/status/...
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Reflections after hearing
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@JennyKitzinger

Whew! Fascinating/heart breaking days live-tweeting
court case #COPoctl7 @CDOCuk.
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& See Jenny Kitzinger's other Tweets >
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@rchimyphllps

#COPoctl7 Watching the feed with baited breath after
#MAResearchl7
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& See rachel may's other Tweets >
Celia Kitzinger . 4

@KitzingerCelia

Devastating to witness another family having to go thru
this process - so unnecessarily and at huge financial and
emotional cost #COPoctl7 twitter.com/djnicholl/stat...

Dr David Nicholl @djnicholl
Fascinating though these cases r in public domain (‘'welcome
to my World')...on another...utterly heartbreaking family
being dragged out % twitter.com/CDOCuk/status/...
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@JennyKitzinger

Good consultation can avoid exacerbating family
(dis)stress. It's not brain surgery but
#FollowTheMentalCapacityAct goo.gl/xkQrzE

Some of the distress experienced by our inter-
viewees could have been avoided if families had
been given information and practical support, and
regularly updated about the patient’s condition.
Their situation might have been very different if
they had been properly consulted about their loved
one’s values, wishes and beliefs, and if their role as
family members had been made clear — with clini-

Q1 9:55AM-0Oct 30,2017 - South West, England e
& See Jenny Kitzinger's other Tweets >
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@JennyKitzinger

Families may feel either excluded from, or burdened w.
sole responsibility for, serious medical treatment
decisions goo.gl/xkQrzE

Family members who spoke to us were often angry
and unhappy about what they saw as failures in
good basic care, lack of continuity of care and lim-
ited follow-up and services: ‘They get you so far
and then abandon you’. They were also distressed
at either having been excluded from decision-mak-
ing (‘We weren t told we had any role’) or at having
been inappropriately treated as if the decisions
were theirs to make (‘ We shouldn t have been asked
for a decision.... It was almost as if the responsibil-
ity was being passed over to us’).
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@KitzingerCelia

Such an important message -put your end of life
treatment wishes in legal advance decision & avoid
tragedy of this family. #COPoct17
twitter.com/agooddeath/sta...

Compassion in Dying @AGoodDeath
Replying to @AGoodDeath

Our response to the case of Mrs P - another reminder of why
we should all make an Advance Decision (aka Living Will)
compassionindying.org.uk/statement-resp...

Q12 5:59PM-0ct18,2017

O 20 people are talking about this

Georgejulian L 4
i @Georgejulian

WTAF?

Brilliant live tweeting from #COPoctl7 exposing the
ridiculousness of an #NHS trust, who clearly no
understanding of MCA (again)
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk

Trust: We're a corporate body...one difficulty is there is noone
who can listen to the evidence of P's wishes in relation to
treatment

7?7 twitter.com/CDOCuk/status/...
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Suchita Shah L 4
@SuchitaShahUK

Below, + for anyone interested in EOL decisions, have a
look at thread #COPoctl7 twitter.com/jennykitzinger...

Jenny Kitzinger @)ennyKitzinger

Essential reading for everyone working w. vegetative &
minimally conscious patients- the guidelines (to be updated
soon given new case law)!

Q2 11:07 AM-0ct19, 2017 ()

L See Suchita Shah's other Tweets >
Dr David Nicholl L 4
@djnicholl

Fascinating though these cases r in public domain
(‘welcome to my World')...on another...utterly
heartbreaking family being dragged out 3
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Judge: Why are these families here in court - they're here
because they love P #COPoctl17
twitter.com/CDOCuk/status/...
Q5 4:53PM-0ct18, 2017 0
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Media accounts

Coma Research Yy
= @CDOCuk

Legal judgments on Best Interests decisions & life-
sustaining treatment - in a nutshell, from the fab
@TorButlerCole. Timely given #COPoctl17
twitter.com/KitzingerCelia...

Celia Kitzinger @KitzingerCelia

Really useful piece by experienced barrister involved in
many PVS/MCS cases about how courts make end of life
decisions. @CDOCuk twitter.com/TorButlerCole/...

Q4 5:34 PM-0ct 20,2017 ()
L See Coma Research's other Tweets >
"'_w_,\ Gill Loomes @ ¥ Y
@LoomesGill

Issues for #Disability rights here -Right not to be subject
to unwanted, futile & burdensome intervention.

(Should be) key to our politics?
twitter.com/CDOCuk/status/...

Coma Research @CDOCuk
Patients need access to proper treatment/assessment & best

interests decisions. Not futile + unwanted interventions
goo.gl/9f1Z3W

Q5 3:21 PM-Oct 24,2017 i ]
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Coma Research . 4
= @CDOCuk

Patients need access to proper treatment/assessment &
best interests decisions. Not futile + unwanted
interventions goo.gl/9f1Z3W
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Jacqueline . 4
' @jakkicowley

Sensitive reporting of tough case.

Grandson of woman brain-damaged after fall pleads for
feeding tube to be removed
google.co.uk/amp/s/amp.theg...

Family of woman brain-damaged aft...

Twelve-year-old grandson tells court of
1 protection of his grandmother’s previously
independent spirit in legal wrangle over
theguardian.com

Q4 7:16 PM-0ct 18,2017 0
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" Jenny Kitzinger Y

@JennyKitzinger

Message to journalists: please stop using 'family row'
framing for this complex case: hospital Trust + OS
disagree bbc.com/news/uk-englan...

Family row over brain-damaged mu...
A judge is asked to decide if the feeding of

o ] a "minimally conscious" woman continues.
bbc.com
QO 28 5:36 PM-0ct 18,2017 e
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DignifiedDementia . 4
& ©@DignifiedDemenl

Journalists lose opportunity 2 further public debate on
real issues when persons wishes/desires ignored 2 frame
as family row. NotJournalism
twitter.com/JennyKitzinger...

Jenny Kitzinger @JennyKitzinger

Message to journalists: please stop using 'family row' framing
for this complex case: hospital Trust + OS disagree
bbc.com/news/uk-englan...

Q2 10:36 AM - Oct 30, 2017 (]

& See DignifiedDementia's other Tweets >

Coma Research L 4
@CDOCuk

The Official Solicitor (OS) and the treating Trust disagree
about P's best interests - that's the news! #COPoctl7
twitter.com/JennyKitzinger...

Jenny Kitzinger @JennyKitzinger

Message to journalists: please stop using 'family row' framing
for this complex case: hospital Trust + OS disagree
bbc.com/news/uk-englan...

Q1 5:28 PM-0ct 20,2017 ;)
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©@KitzingerCelia

Press Association report of #COPoctl7 we tweeted this
wk

Family want to stop mother's life-prolonging treatment
premier.org.uk/News/UK/Family...
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Celia Kitzinger . 4
@KitzingerCelia

Guardian news on #COPoctl7 we tweeted this wk.
Family of woman brain-damaged after fall seek removal
of feeding tube theguardian.com/law/2017/oct/1...
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2 See Celia Kitzinger's other Tweets >

Coma Research . 4
@CDOCuk

ITV report #COPoctl7 - family witness box statements
are moving reading (patient's sisters + daughters)
itv.com/news/granada/2...

Q 1:36 PM-0Oct21, 2017 (i ]
L See Coma Research's other Tweets >
Dr Julie Latchem-Hastings . 4

@]JulieLatchem

Article in Xn media confuses treatment withdrawal +
assisted dying christianpost.com/news/churchgoi... C
new resource 4 clarity christiandying.org.uk

Churchgoing Woman's Daughters Wa...
An elderly churchgoing woman is the midst

o 1 of a family dispute in the U.K., with her
daughters wishing to withdraw life-
christianpost.com
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"M Jenny Kitzinger . 4
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Oh dear yes, most unfortunate blur here. Existing right
not to have treatmnt is NOT same as campaign to allow
active AssistedDying #COPoct17
twitter.com/JulieLatchem/s...

Dr Julie Latchem-Hastings @JulieLatchem

Article in Xn media confuses treatment withdrawal + assisted
dying christianpost.com/news/churchgoi... C new resource 4
clarity christiandying.org.uk

O5 1:23PM-0ct22,2017 (]
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Coma Research . 4
@CDOCuk

Detailed+accurate report of #COPoctl7 - pity about
headline and picture

Preston court to rule on 'right to die' case
lep.co.uk/news/crime/pre...
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Judgment - handed down on 30 October 2017

. Mat Culverhouse . 4
@MatCulverhouse

Judgment handed down in #CoPoctl7 case: Hayden |
decides that continued treatment not in Mrs Ps best
interests bailii.org/ew/cases/EWCOP...
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_ Jacqueline
' @jakkicowley

The right decision made by Mr Justice Hayden.
twitter.com/impubliclaw/st...

Mat Culverhouse @MatCulverhouse
#CourtofProtection approves withdrawal of life sustaining
treatmentin #COPoctl7 case
irwinmitchell.com/newsandmedia/2... #CourtofProtection
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Celia Kitzinger @KitzingerCelia - Oct 30, 2017

Replying to @KitzingerCelia @WeEOLC

Here's what the judge said about that e-mail.
(Q is Daughterl)

Judgment now available here:
irwinmitchell.com/newsandmedia/2... ...
#CourtofProtection

34,

1Q, as | have stated above, informed the medical seaff very early on that her mother would not have wanted the indignity of her present circumstances. She felt
that some of the nursing staff judged her adversely for this. Sometimes her sense of being disapproved of prevented her from going to see her mother whom she
had by this stage realised was unaware of her presence. These very difficult circumstances ofien provoke strong moral and theological reactions in others. Having
commended the staff above I am bound 1o say that I do not consider Qs anxietics about some of the nursing stff's reaction w her 1 have been entinely
misplaced.

. Q told me in evidence that there had been a number of occasions when her mother had made it clear to her that she would not have wanted to prolong her life

through medical treatment. Her religious beliefs, which changed and developed throughout her life, left ber with a sense of consolation thar she would be
reunited with people dear to her after death. She told Q that she was not afraid of dying. Given that she and her mother were in regular email comespondence Q
was confident that some of these views might have been expressed in her undeleted emails from her mother. Accordingly, she began a search. She told me that
this was extensive and took her a long time. She found an email dated 13 May 2013, Following some superficial domestic exchanges is the following, which I
record in full:

“Did you see that thing on dementia? Made me think of Dad and what a travesty of life his last vears were and all the sadder as he had such
incredible talent. You know I miss Mum everyday and till talk to her but it is a comfort that she went quickly and I am still haunted by how he
ended up... Get the pillow ready if I get that way!... Love Mum"

. Inevitably, this email has been given much focus by the family and in this Court room. All agree that Mrs P was deeply distressed by the decline and death not

only of her father but of her husband. Mr Sachdeva QC, who represents Mrs P through the Official Solicitor, has tested the meaning of this email in cross
examination. My O'Brien, on behalf of the Trust has done the same. Both have suggested that this email might only be regarded as recording one of those casual
throw away remiarks that we all make from time to time and are ultimately meaningless. "Take mie owr and sheot me” i3 an example scttled upon. It is important 1o
emphasise that as this case evolved and both the medical evidence and lay evidence began substantially to converge, the advocates tested the evidence in an
objective, sensitive and entirely non-adversarial manner.

. The context of this email seems to me to be significant. It was written by Mrs Phaving watched a television programme about dementia. This triggered her

recollection of her father's death which it is agreed remained a source of great sadness to her. The communication does not therefore exist in a vacuwum but in the
specific context of her view of life without consciousness or thought, Thar she identifies, & ‘a travesty'. Moreover, 5o confident was Q that her mother would
have expressed this view in writing ar some point that she trawled three years of undiscarded emails before finding it. This to my mind gives great credibility 1o
Qs assertion that this was an issuc that Mrs P had mentioned with some regularity. It is in this context that 1 find it to be a powerful indicator of Mrs P's own
wishes. Reinforcing this are her own actions, concealing hes health issues and deliberately not informing her family about them. 1 also heard from Mrs P's
neighbour, a fellow sufferer with lung discase, who tokd me how they nm bulh djscu;ecd ‘how they would not like o linger with that illness. Thus, looking at Mrs
Fs life as a whole, | find the email to be reflective of her i her privacy and her autonomy. Her expressed anxiety about
losing her vision was primarily, said Q, about her fear of losing her mdepmicnoc lwue that this was most likely.

Elin Roddy
J @elinlowri

Well that's encouraging - to me at least - a sensible and
human judicial view.
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6 Celia Kitzinger @KitzingerCelia - Oct 30, 2017 . 4
How much weight wild you give this email in deciding
whether to withdraw feeding tube from P in minimally
conscious state? #COPoctl7 @WeEOLC

“Did you see that thing on dementia? Made me
think of dad and what a travesty of life his last
years were and all the sadder as he had such an
incredible talent. You know | miss Mum everyday
and sfill talk to her but it is a comfort that she went

quickly & I'm still haunted by how he ended up ...
Get the pillow ready if | get that way!”

Email from patient #COFoctl7 to her daughter, dafed 13 May 2013
The ient's father died with dementia and this email was sent after
ing a TV program about dementia.

Celia Kitzinger
@KitzingerCelia

Here's what the judge said about that e-mail.
(Q is Daughterl)

Judgment now available here:
irwinmitchell.com/newsandmedia/2... ...
#CourtofProtection

34, Q,as [ have stated above, informed the medical staff very carly on that her mother would not have wanted the indignity of her present circumsiances, She felt
that some of the nursing staff judped her adversely for this. Sometimes her sense of being disapproved of prevented her from going 10 see her mother whom she
had by this stage realised was unaware of her presence. These very difficult circumstances often provoke strong moral and theological reactions in others. Having
commended the: staff above | am bound 10 say that I do not consider Q's anxieties about some: of the nursing staff's reaction 1o her 1o have been entirely
misplaced.

35. Q told me in evidence that there had been a number of occasions when her mother had made it clear to her that she would not have wanted to prolong her life
through medical treatment. Her religiows beliefs, which changed and developed throughout her life, left ber with & sense of consolation that she would be
reunited with people dear to her after death. She told Q that she was not afraid of dying. Given that she and her mother were in regular email correspondence Q
was confident that some of these views might have been expressed in her undeleted emails from her mother. Accordingly, she bcsan & search, Shc told me that
this was extensive and took her a long time. She found an email dated 13 May 2013, Following some superficial i is the g, which I
record in full:

“Did you see that thing on dementia? Made me think of Dad and what a travesty of life his last years were and all the sadder as he had such
incredible talent. You know I miss Mum everyday and still wlk to her but it is a comfort that she went quickly and I am still haunted by how he
ended up... Get the pillow ready if T get that way!... Love Mum®

36. Incvitably, this email has been given much focus by the family and in this Court reom. All agree that Mrs P was deeply distressed by the decline and death not
only of her father but of her husband . Mr Sachdeva QC, who represents Mrs P through the Official Solicitor, bas tested the meaning of this email in cross
examination, Mr O'Brien, on behalf of the Trust has done the same, Both have suggested that this cmail might only be regarded as recording one of those casual
throw away remarks that we all make from time to time and are ultimately meaningless. Take me out and shoot me' is ancumplc settled upon. It is important o
emphasisc that as this case evolved and both the medical evidence and lay evidence began y to . the tested the evidence in an
objective, sensitive and entirely non-adversarial manner.

37. The context of this email scems to me to be significant. It was written by Mrs P having watched a televisi about is. This triggered her
recollection of her father's death which it is agreed remained & source of great sadness to her. T‘Iwmlmumcanon does not therefore exist in a2 vacuwum but in the
specifie context of her view of life without consclousness or thought. That she identifles, &8 'a travesty'. Moreover, so confident was Q that ber mother would
have expressed this view in writing at some point that she trawled three years of undiscarded emails before finding it. This to my mind gives great eredibility to
(s assertion that this was an issuc that Mrs P had mentioned with some regularity., It is in this context that I find it to be a powerful indicator of Mrs P's own
wishes. Reinforcing this are her own actions, concealing her health issues and deliberately not informing her family about them. 1 also heard from Mrs P's
neighbour, 4 fellow sufferer with lung disease, who told me how they had both discussed how they would not like to linger with that illness. Thus, looking at Mrs
P's life as a whole, 1 find the email to be reflective of her determination to preserve her independence, her privacy and her autonomy. Her expressed anxiety about
losing her vision was primarily, said Q, about her fear of losing her independence, T agres that this was most likely.
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Coma Research . 4
: @CDOCuk

Judge described email (in context) as "a powerful
indicator of Mrs P's own wishes"#COPoctl7
Putting the patient at the centre.
twitter.com/KitzingerCelia...

Celia Kitzinger @KitzingerCelia
Replying to @KitzingerCelia @WeEOLC

Here's what the judge said about that e-mail.

(Q is Daughterl)

Judgment now available here:
irwinmitchell.com/newsandmedia/2... ... #CourtofProtection

34, Q.as 1 have stated sbove, informed the medical staff very carly on that her mother would not have wanted the indignity of her present circumstances. She felt
that some of the nursing stff judged her adversely for this. Sometimes her sense of being disapproved of prevented her from going 10 se¢ her mother whom she
had by this stage realised was unaware of her presence. These very difficult circumstances often provoke strong moral and theological reactions in others. Having
commended the stafl above I am bourd 1o say that I do not consider s anxieties about some of the nursing staff's reaction 1o her 1o have been entirely
misplaced.

35. Q told me in evidence that there had been a number of occasions when her mother had made it clear to her that she would not have wanted 1o prolong her life
through medical treatment. Her religious beliefs, which changed and developed throughout her life, left her with a sense of consolation that she would be
reunited with people dear to her after death. She told Q that she was not afraid of dying. Given that she and her mother were in regular email comespondence Q0
was confident that some of these views might have been expressed in her undeleted emails from her meother. Accordingly, she began a search. She told me that
this was extensive and took her a long time. She found an email dated 13 May 2013, Following some superficial i h is the following, which [
record in full:

“Did you see that thing on dementia? Made me think of Dad and what a travesty of life his last years were and all the sadder as he had sech
incredible talent. You know I miss Mum everyday and till talk to her but it is a comfort that she went quickly and I am still haunted by how he
ended up... Get the pillow ready if I get that way!... Love Mum®

36. Incvitably, this email has been given much focus by the family and in this Court room. All agree that Mrs P was deeply distressed by the decline and death not
only of her father but of her husband. Mr Sachdeva QC, who represents Mrs P through the Official Solicitor, has tested the meaning of this email in cross
examination. Mr O'Bricn, on behalf of the Trust has done the same. Both have suggesied that this email might only be regarded a5 recording one of those casual
throw away remarks that we all make from tme to time and are ultimaely meaningbess. Take me ewr and shoor me is an example sectled upon. It is important o
emphasise that as this case evolved and both the medical evidence and lay evidence began substantially to converge, the advocates tested the evidence in an
objective, sensitive and entirely non-zdversarial manner.

37. The context of this email seerns to me to be significant. It was written by Mrs Phaving watched a television pr bt ian. This triggered her
recollection of her father's death which it is agreed remained a source of great sadness to her. The communication does not therefore exist in @ vacuum but in the
specific context of her view of life without consciousness or thought, That she identifies, as " travesty'. Moreover, so confident was Q that her mother would
have expressed this view in writing at some point that she trawled three years of undiscarded ¢mails before finding it. This to my mind gives great credibility 1o
(s assertion that this was an issuc that Mrs P had mentioned with some regularity. It is in this context that I find it to be a powerful indicator of Mrs P's own
wishes. Reinforcing this are her own actions, concealing her health issues and deliberately not informing ber family about them. I also heard from Mirs P's
neighbour, a fellow sufferer with lung disease, who told me how they had both discussed how they would not like to linger with that illness. Thus, looking at Mrs
P's life as a whole, I find the email to be reflective of her determination to preserve her independence, her privacy and her auionomy. Her expressed anxiety about
losing her vision was primarily, said Q, about her fear of losing her independence. T agree that this was most likely.
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Celia Kitzinger . 4
@KitzingerCelia

Yes - putting P's values, wishes, feelings + beliefs at the
centre of decisions made about her. Why couldn't Trust
do that? #COPoctl7 twitter.com/jakkicowley/st...

Jacqueline @jakkicowley
The right decision made by Mr Justice Hayden.
twitter.com/impubliclaw/st...
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"Her present state would be, for her, 'a travesty of life'
Many other people have different views; Mrs P is entitled
to hers" #COPoct17

Q1 6:01PM-0ct30,2017 - South West, England ;)
2 See Jenny Kitzinger's other Tweets >
" Jenny Kitzinger Y

@JennyKitzinger

Lovely sense of P 'as a person' in today's #COPoctl7
judgment that P's best interests = stop
treatment.bailii.org/ew/cases/EWCOP...

“What emerges from the family's evidence is that Mrs P was
headstrong, frequently combative, effervescing with ideas and
projects. I see the same characteristics in both her daughters and
sisters. Mrs P loved a crusade; she campaigned locally for the
preservation of significant regional monuments. Predictably, she
was successful. She listened regularly to local radio, believing
passionately in what might be called 'localism' which I understood
to emphasise the importance of communities maintaining cohesion

and cooperation beyond the writ of the politicians.”
[Para 30, Salford Royal NHS Foundation Trust v Mrs P &
Anor [2017] EWCOP 23 (30 October 2017)]
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Families of PVS/MCS patients: It helps to know judges
are respectful + understanding when you speak up for yr
relative in court. #COPoctl7

The judge on P’s family and friends

* “It is plain that Mrs P loved and enjoyed the company of those closest to her.
can, if | may say so, quite see why, they are a remarkable, articulate, well
informed, intelligent group of people.”

Mrs P “may very well have been proud of the way that her family have expressed
themselves in the witness box. Each of them was respectful, reflective and had
impreg-swely structured their thought processes. Their love and affection for Mrs
P is obvious.”

“Mrs P's grandsons aged 14 and 12 years [...] were fine, impressive, articulate
young men who told me their thoughts clearly and concisely. The younger of the
two grandsons occupied himself at court making origami models. YNhen | retired
to consider this judgment, he handed one of his models to the usher to give to
me. As a simple act of kindness for a judge about to take a very difficult decision
it struck me as instinctively considerate and it was very much appreciated.

Salford Royal NHS Foundation Trust v Mrs P & Anor [2017] EWCOP 23 (30 October 2017)
@CDOCuk #COPoctl7
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Families of PVS/MCS patients: It helps to know judges are
respectful + understanding when you speak up for yr
relative in court. #COPoctl7

The judge on P’s family and friends

* “It is plain that Mrs P loved and enjoyed the company of those closest to her. |
can, if | may say so, quite see why, they are a remarkable, articulate, well
informed, intelligent group of people.”

* Mrs P “may very well have been proud of the way that her family have expressed
themselves in the witness box. Each of them was respectful, reflective and had
impreg.swely structured their thought processes. Their love and affection for Mrs
P is obvious.”

* “Mrs P's grandsons aged 14 and 12 years [...] were fine, impressive, articulate
young men who told me their thoughts clearly and concisely. The wunger of the
two grandsons occupied himself at court making origami models. When | retired
to consider this judgment, he handed one of his models to the usher to give to
me. As a simple act of kindness for a judge about to take a very difficult decision
it struck me as instinctively considerate and it was very much appreciated.

Salford Royal NHS Foundation Trust v Mrs P & Anor [2017] EWCOP 23 (30 October 2017)
@CDOCuk #COPoctl7

John Gorst
@gorstj

How many patients luck to have families with the
courage,conviction,?money to stand up for what P
would've wanted?The thin end of the wedge?
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Celia Kitzinger @KitzingerCelia - Oct 30, 2017 L 4
Judge finds lawyers' attempts to restrain doctors from
taking P's wishes into account in expert witness statements
"misguided" #COPoctl7

* Lawyers discouraged doctors from identifying “what Mrs P would
have wanted for herself in this situation”. Judge rules that the
lawyers’ restraint was “misconceived”

* “It is ... the obligation of every doctor to obtain his patient’s wishes
and where possible, consent. These are skills refined and honed
over years of practice. The doctor will instinctively try to consider

the patient holistically. [...] In these difficult cases the Court should
not be deprived of this experience and expertise. | note, wryly, that
both Professor Wade [independent expert witness] and Dr Walton
[treating clinician] unshackled themselves in their respective
reports”

Salford Royal NHS Foundation Trust v Mrs P & Anor [2017] EWCOP 23 (30 October 2017)
HCOPoct1?

John Gorst
@gorst;j
Early on the trust tried to find out P's wishes.Was

continued invasive Rx however still in best interests? but
prognosis not clear early on?

12. There is an entry in the hospital records on 17 December 2016, in
the evening, concerning a discussion between the clinicians and the two
daughters. It is recorded:

"they explained that their mother had previously expressed a wish not to
be kept alive if severely handicapped, especially if mental function
affected severely.”

Salford Royal NHS Foundation Trust v Mrs P & Anor [2017] EWCOP
23 (30 October 2017)
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@KitzingerCelia

Many have felt moral disapproval + negative judgments
from health staff when we've said our relative would not
want treatments. #COPoctl7

* Q [Daughterl] as | have stated above, informed the medical staff very
early on that her mother would not have wanted the indignity of her
present circumstances. She felt that some of the nursing staff judged
her adversely for this. Sometimes her sense of being disapproved of

prevented her from going to see her mother whom she had by this
stage realised was unaware of her presence. These very difficult
circumstances often provoke strong moral and theological reactions
in others. Having commended the staff above | am bound to say that |
do not consider Q's anxieties about some of the nursing staff's
reaction to her to have been entirely misplaced.

Salford Royal NHS Foundation Trust v Mrs P & Anor [2017] EWCOP 23 (30 October 2017)
@CDOCuk #COPoctl7
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mwe Compassion in Dying @AGoodDeath - Oct 17, 2017 Y

‘Family in dispute over care of woman with brain damage'
theguardian.com/law/2017/oct/1...

Family in dispute over care of w...

Court told by partner and daughters
that Mrs P would want to die in such
circumstances, while sisters want

theguardian.com

dl
—

ey COMpPassion in Dying
HES @AGoodDeath

Our response to the case of Mrs P - another reminder of
why we should all make an Advance Decision (aka Living
Will) compassionindying.org.uk/statement-resp...

Statement in response to the case o...
In response to the case of Mrs P, case

- i currently being heard at the Court of
Protection in which there is a dispute over
compassionindying.org.uk
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@JennyKitzinger

Interesting reflection from #COPoctl7 judgement, why
didn't Trust abandon its original insistence that treatment
was in P's best interests?

‘At the conclusion of this case, though the Trust did not resile
from its position, Mr O'Brien described the evidence relating to
Mrs P's wishes as 'cogent, consistent and authentic'. Given that
the Trust's own expert, Dr Walton, had said in evidence that if
Mrs P's wishes were properly identified they should be
determinative, it is difficult to see why the Trust did not review
its position on evidence which they ultimately analysed as
cogent. Logically and rationally it ought to have done. These
cases however, test people emotionally as well as intellectually

and doctors and nurses are not exempt.’
[Para 38, Salford Royal NHS Foundation Trust v Mrs P & Anor [2017]

EWCOP 23 (30 October 2017)
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@KitzingerCelia

Judge finds lawyers' attempts to restrain doctors from
taking P's wishes into account in expert withess
statements "misquided" #COPoct17

* Lawyers discouraged doctors from identifying “what Mrs P would
have wanted for herself in this situation”. Judge rules that the
lawyers’ restraint was “misconceived”

* “It is ... the obligation of every doctor to obtain his patient’s wishes
and where possible, consent. These are skills refined and honed
over years of practice. The doctor will instinctively try to consider
the patient holistically. [...] In these difficult cases the Court should
not be deprived of this experience and expertise. | note, wryly, that
both Professar Wade [independent expert witness] and Dr Walton
[treating clinician] unshackled themselves in their respective
reports”

Solford Royal NHS Foundation Trust v Mrs P & Anor [2017] EWCOP 23 (30 October 2017)
#COPoct17
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Celia Kitzinger @KitzingerCelia - Oct 30, 2017 .
Judge finds lawyers' attempts to restrain doctors from
taking P's wishes into account in expert witness statements
"misguided" #COPoctl7

* Lawyers discouraged doctors from identifying “what Mrs P would
have wanted for herself in this situation”. Judge rules that the
lawyers’ restraint was “misconceived”

* “It is ... the obligation of every doctor to obtain his patient’s wishes
and where possible, consent. These are skills refined and honed
over years of practice. The doctor will instinctively try to consider

the patient holistically. [...] In these difficult cases the Court should
not be deprived of this experience and expertise. | note, wryly, that
both Professor Wade [independent expert witness] and Dr Walton
[treating clinician] unshackled themselves in their respective
reports”

Salford Royal NHS Foundation Trust v Mrs P & Anor [2017] EWCOP 23 (30 October 2017)
H#COPoct17

Tor Butler-Cole
@TorButlerCole

Just to clarify - the independent expert was instructed to
provide report on capacity&condition&prognosis, not
best interests

Q1 6:23PM-0ct30,2017 e
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Replying to @KitzingerCelia @CoPPA17

Just to clarify - the independent expert was instructed to
provide report on capacity&condition&prognosis, not best
interests

Tor Butler-Cole
@TorButlerCole

Not that the independent expert was asked to give a
view on Bls without reference to P's wishes!
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Replying to @TorButlerCole and 2 others

Not that the independent expert was asked to give a view
on Bls without reference to P's wishes!

Celia Kitzinger
@KitzingerCelia
0Odd though - when Drs have expertise in 'best interests'

to ask them only to comment on clinical aspects of case.
#COPoctl7
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Judge finds lawyers' attempts to restrain doctors from
taking P's wishes into account in expert witness statements
"misguided" #COPoctl7

* Lawyers discouraged doctors from identifying “what Mrs P would
have wanted for herself in this situation”. Judge rules that the
lawyers’ restraint was “misconceived”

* “It is ... the obligation of every doctor to obtain his patient’s wishes
and where possible, consent. These are skills refined and honed
over years of practice. The doctor will instinctively try to consider

the patient holistically. [...] In these difficult cases the Court should
not be deprived of this experience and expertise. | note, wryly, that
both Professor Wade [independent expert witness] and Dr Walton
[treating clinician] unshackled themselves in their respective
reports”

Salford Royal NHS Foundation Trust v Mrs P & Anor [2017] EWCOP 23 (30 October 2017)
#COPoct17

John Gorst
@gorstj
Clinicians make innumerably more best interests

decisions than court in daily practice -why hide this
'hidden' expertise/opinion from court?
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Tom Woodcock L 4
@thomaswoodcock

Useful read for intensivists. Judge says docs don't have
time to consult as widely as he does, so leave the EoL
decisions to him! Agree? twitter.com/Prof_JonMont/s...

Jonathan Montgomery @Prof JonMont

Latest Court of Protection judgment. Touched by para 41 on
the contribution from the patient’s grandchildren.
bailii.org/ew/cases/EWCOP...
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Useful read for intensivists. Judge says docs don't have
time to consult as widely as he does, so leave the EoL
decisions to him! Agree? twitter.com/Prof JonMont/s...

Jonathan Montgomery @Prof_JonMont

Latest Court of Protection judgment. Touched by para
41 on the contribution from the patient’s grandchildren.
bailii.org/ew/cases/EWCOP...

iamyourgasman
@iamyourgasman
I’d happily leave the most draining (emotionally) and

least favourite part of my job to someone else.
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Replying to @thomaswoodcock

I'd happily leave the most draining (emotionally) and least
favourite part of my job to someone else.

iamyourgasman
@iamyourgasman

But I'd love to see the suggestions from the judge on
how we solve the capacity issue it creates.
#keepingaliveisnotalwaystheanswer
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Judge appreciates P's grandson giving him origami frog -
‘an act of kindness for a judge about to take a v. difficult
decision' #COPoctl7
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©@Prof JonMont

Latest Court of Protection judgment. Touched by para 41
on the contribution from the patient’s grandchildren.
bailii.org/ew/cases/EWCOP...

Q17 11:12 PM-Oct 30,2017 0
& See Jonathan Montgomery's other Tweets >
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@KitzingerCelia

Irwin Mitchell solicitor for Daughter - hoping that future
cases might be resolved without the ordeal of court
hearings. #COPoct18

Mathieu Culverhouse, of law firm Irwin Mitchell, said:

"The judge has decided that withdrawing the life-sustaining treatment
is in my client's mother's best interests given her current quality of life
and her previously expressed wishes and feelings.

"While the court has dealt with the case very sensitively, my client and
her sister have found it distressing and painful to have to go to court to
fight for their mother's wishes to be respected, and they hope that in
future a different way can be found to resolve cases such as this, so
that other families do not have to go through the same ordeal."
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Media Reports after the judgment
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BBC News - Paralysed woman's life-sustaining treatment
‘can end’, judge rules #COPoctl7 bbc.co.uk/news/uk-
englan...
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Bizarre that headline describes P as 'paralysed' rather
than highlighting devastating brain injuries & Minimally
Conscious state #COPoctl7 twitter.com/KitzingerCelia...

Celia Kitzinger @KitzingerCelia
BBC News - Paralysed woman's life-sustaining treatment 'can
end’, judge rules #COPoctl7 bbc.co.uk/news/uk-englan...
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Bizarre that headline describes P as 'paralysed' rather than
highlighting devastating brain injuries & Minimally
Conscious state #COPoctl7 twitter.com/KitzingerCelia...

Celia Kitzinger @KitzingerCelia

BBC News - Paralysed woman's life-sustaining treatment
‘can end’, judge rules #COPoctl7 bbc.co.uk/news/uk-
englan...

. Mat Culverhouse
@MatCulverhouse

They appear to have conflated Mrs P's case with this
one: irwinmitchell.com/newsandmedia/2...

Court Of Protection Rules That It Wa...

irwinmitchell.com
M Jy; irwinmitch
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Judge rules in favour of pensioner's right to die - in a
case which has split a family itv.com/news/granada/u...
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Death is inevitable - aim should be for dignity in death,
not clinging to life at all costs.
theguardian.com/law/2017/oct/3...
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