











Disorders of consciousness

in different stages of life

» PDOC

¢ Has received the majority of
attention

" in the media/literature/Courts etc

» TDOC

¢ Potentially far greater numbers
= dementia, Parkinsons’, MS,
= old age etc

» The national guidelines

s Focus on PDOC

= But many of the principles apply
more widely
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Terminal Decline of Consciousness

in degenerative conditions

Terminal decline
1 of consciousness

Recovery

Stability

Deterioration

Death






UK Guidelines Vegetative state (VS)

European consortium Unresponsive wakefulness syndrome (UWS)

US Guidelines VS/UWS







Aetiology Anoxic / other Traumatic

metabolic

VS/MCS-minus >3 months >1 year

MCS-plus >9 months >18 months










Pathway of care

» Broadly as before:

*»» 5 phases

*» Emphasise the role

= Of specialist outreach
= Support from PDOC centres

For annual review

= Including Bl decision-making

Acute Injury / illness

outreach support
Under surveillance of
Specialist PDOC Assessor

"*‘~~

Annual review of
PDOC status

Until formally diagnosed as
in permanent VS/MCS

by a consultant PDOC

Care pathway for patients with PDOC
Acute care
ITU
Neurosurgical/ orthopaedic
A If DOC continues — involvement of specialist neurorehabilitation team:
After 3 days: Assessment for interim advice
Phase I: Hospital ward ¢-------| After 2 weeks: Review and ion to eliminate treatable causes
Multi-disciplinary rehabilitation After 4 weeks: Referral to specialist neurorehabilitation team for PDOC management
Phase Il: Specialist PDOC RPN
ope. . . hd
.| neurorehabilitation service ) o R
,7 | In-patient admission for assessment / Revolving door” policy if S
,/ management of PDOC in designated centre showing signs of change .
. / (usually 2-4 months) \
Hospital ! I v \
. \ .l '
Community \ | ~. N /)
\ PUNT] . ., .
+_ | Specialised PDOC Phase lll: Active PDOC monitoring s
——» d

Active management + on-going assessment

In a specialist nursing home or equivalent environm/e‘n{

Usually for up to 1 year post injury -7
-

-

Annual review by CCG includes:

Phase IV: Long term care

Any change in responsiveness Long term care and support

Expert Physician *  Celling of treatment under NHS continuing care
H * Formal discussion of best interests o R g
| In specialist nursing home (or own home)
A 4 T

Annual follow-up E

By telephone '

Update of PDOC register v
! Phase V: End of life care
bommmmmmmmmomommmmommmmmomooooes > Specialist support for end of life palliative care

Joint between Specialist DOC and palliative care







» Legal execution in England

+ Disputes under the MCA
= are adjudicated by the Court of Protection

=  For Serious Medical Treatments

“* In those proceedings:
= CoP Judges are empowered
= To make best interests decisions

* Declare that a proposed course of
action by a health professional will
be lawful

*  Protect them from prosecution

= The Official Solicitor
= |s appointed to represent the patient
* As their ’Litigation Friend’










*Supreme Court judgement: Aintree vs James 2013












Treatment Escalation Plan (TEP) for RHRU

*For Adults aged 16 and over.

Patient’s Full Name: Date and time of TEP

Does the patient have capacity to make decisions re: TEP
Date of Birth: ves [ nol[]

Documentation of discussion with patient/family overleaf:
NHS Number:
*Or place patient sticker here ves [ - m

Is this patient for FULL ESCALATION (resuscitation and for consideration of intensive care? YES O NO O

Is this patient for resuscitation?
NB: If DNACPR form is completed, it should be signed by a Consultant within 24hrs

Is this patient for consideration of Intensive Care? ves (1 no [
NB: If yes, Intensive Care Team will review patient and decide on interventions offered.

Is this patient for consideration of HDU admission? ves[1 no [
NB: If yes, HDU Team will review patient and decide on interventions offered.

Is this patient for Medical Emergency Team (MET) calls? ves[(1 no [
If not for MET Calls please indicate who staff should escalate care to (e.g. ward based responsible team)

Team to contact if patient not for MET Calls:
Other emergency calls the patient may be for (e.g. Major Haemorrhage Call):

Is this patient for ward-based care only? ves (1 no [

Is this patient for antibiotics in case of life-threatening infection? ves High threshold O ~oO
NB: If high threshold, antibiotics should be discussed with RHRU consultant, ideally with known organism sensitivities.

Is this patient for consideration of further neurosurgery? ves[J no [
NB: If yes, Neurosurgical advice would be sought to decide on interventions offered.
The patient’s usual neurosurgical team is (Hospital and Consultant):

Is this patient for consideration of other major surgery? ves[(J no [
NB: If yes, advice from the on-call surgical team would be sought to decide on interventions offered.

Is this patient for consideration of tracheostomy reinsertion? N/A (no tracheostomy) O vesOd noO
NB: If yes, ENT advice would be beneficial to decide on interventions offered.

Is this patient for symptom control only (i.e. for palliation)? ves[J no [
Is this patient dying (i.e. for last days of life care)? YES O NO O

NB: If yes, commence “Last Days of Life Care” booklet and consider referral to palliative care team.

Form Completed by (ST3 or above):
Name: Signature: Grade: Time & Date:

Responsible Consultant’s Review, within 24hrs (if not completed by consultant)
Name: Signature: Time & Date:

IF TEP NO LONGER VALID: Please cross through whole page, file in notes, and complete new TEP
Name: Signature: Time & Date: *PTO*







Case

Details

Outcome

Permanent Vegetative State (VS)

1994
Airedale vs Bland

Tony Bland
in PVS for 4 years

House of Lords - Withdrawal allowed on grounds of “futility’
But no legal precedent - all future cases should come to the court

Thereafter > 70 cases of PVS

Once diagnosis of ‘Permanent VS’ was agreed, allowed on grounds of ‘futility’

Minimally Conscious State (MCS)

2011 Permanent MCS First case in MCS — Withdrawal not allowed — but appropriate to consider..
Wvs M (7 years) Judgements based on balance of benefits and harms
2013 Permanent MCS Withdrawal of all life sustaining treatments allowed (not specifically CANH)

Aintree vs James

(18 months in ICU)

Supreme Court judgement - Focus should be not be on level of consciousness
but on the guality of life that the patient himself would value
It is the giving, not the withdrawing, of treatment that needs to be justified

2016
Briggs vs Briggs

MCS
(still improving)

Withdrawal allowed — even though not permanent MCS
“Could never recover a quality of life that he would value”

2018

NHS Trust vs Y

Supreme court — no longer need an application to Court of Protection
Provided all parties in agreement and guidelines are followed










Consciousness

Functional
independence

Pre-injury
condition
And lifestyle







1.

PL v Sutton Clinical Commissioning Group & Anor [2017] EWCOP 22. 29.
http://www.bailii.org/ew/cases/ EWCOP/2017/22.html



http://www.bailii.org/ew/cases/




PDOC guideline category Independent external scrutiny

0 Valid and applicable ADRT or LPoA Review document to confirm validity and content
Valid ADRT is legally binding — no Bl dicussion required

1 Death is imminent (eg within hours or days) Second consultant,
* CANH is contraindicated for clinical reasons not directly involved with patient’s care
* Or withdrawn as part of established EoL programme

2 Comorbidity / frailty unlikely to live > 1 year Second consultant, not from same department
(Can be from the same organisation)

Elective CANH withdrawal: Previously healthy PDOC patients likely to live > 1 yr

3 High certainty about prognosis for recovery of consciousness * Senior consultant outside of organisation.
(eg low level VS/MCS or long-standing PDOC) * At at least one is a PDOC Expert physician

4 Less certainty about prognosis for recovery of consciousness * The guideline requirements have been met
(eg higher-level MCS, or shorter duration) — but agreement that P could * All parties are in agreement about P’s best interests
never recover a Qol that they themselves would find acceptable e A written palliative EoL care plan is in place

5 Significant disagreement about P’s best interests, Application to the CoP

at the end of the decision-making process




Category

Description

Other co-morbidities / frailty — likely to die in less than 1 year

Mode of dying

1 Death is imminent
within hours or days
2 Death not necessarily imminent

but weeks or months

Death usually due to other
causes or complications

Eg bronchopeumonia or other
condition unrelated to brain injury

Stable or upward trajectory — elective decision to withdraw life-sustaining treatment

g Very low level disordered consciousness (VS)
4 Moderate or fluctuating response/awareness (MCS)
5 Post Court order

Death due to the brain injury
and its complications

Mode of dying depends on the
type of treatment withdrawn












https://pubmed.ncbi.nlm.nih.gov/35546561/


















https://www.bailii.org/ew/cases/EWCOP/2021/59.html
https://www.bailii.org/ew/cases/EWCOP/2021/59.html







