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IntegratedEthics™
Improvement Forum Call
Ethics Consultation Coaching Session
November 30, 2016

Slide 1 - Welcome to Ethics Consultation Coordinators
This is Marilyn Mitchell.  I am the IntegratedEthics Manager for Ethics Consultation at the National Center for Ethics in Health Care and I will be moderating today’s IE Ethics Consultation Improvement Forum call.  Thank you for joining us today.  Our topic today is: Ethics Consultation Coaching Session.  We will be joined by Dr. David Alfandre, a Health Care Ethicist here at the National Center for Ethics in Health Care today since he will lead the call. Thank you, Dr. Alfandre for joining us.

If you did not receive a reminder email for this EC Improvement Forum call, it is possible you are not signed up for the IE listserv.  You can do so easily by going to the National Center’s website and under the Integrated Ethics portion of the website you will find it.  The link will be available in the minutes:  
http://vaww.ethics.va.gov/integratedethics/regindex.asp
The call schedule and summary notes are posted on the IntegratedEthics website at: http://vaww.ethics.va.gov/integratedethics/TA.asp
Before I continue I want to mention that other staff from the Ethics Center typically join the call and you may be hearing from them.  
Presentation shown on the call: 



Slide 2 - This meeting is a multimedia presentation requiring both audio and visual access. 	
· Audio will be available through VANTS: 800-767-1750 Access: XXXXX# and Online Meeting
· Visuals will be accessed through the Lync online meeting: Join online meeting
Please call the usual VANTS line AND join the Lync online meeting. 
If you are having technical difficulties, please contact your local IT department to assist you.
Slide 3 – Announcements – Our next Virtual EC Beyond the Basics Module 2: Formulating the Ethics Question training will be held on Dec. 14, 2015 from 10:00am – 12:00pm ET.  There is still time to register, so please do if you’re like to take this course. It will be hosted on Blackboard Collaborate, though registration is available through TMS – the course number is 28142.  It is a virtual course that is synchronous, so we will go over the material together and then use break out rooms to complete some exercises. Since attendance is limited to 60 people, please register soon.

Slide 4 – Announcements – Ethics Consultation FY16 Goal 1 - The ECC plays a vital role in managing their facility’s ethics consultation service by annually assessing the skills and knowledge of the consultants they work with. The ECC will assess the performance of the facility’s ethics consultation service (ECS) annually to identify opportunities for improvement by systematically reviewing the service’s consultation records in ECWeb and assessing the knowledge and skills of the service’s ethics consultants as outlined in VHA Handbook 1004.06. Knowing the status of the consultants helps the ECC to consider what would be necessary to improve the functioning of their service.  It may be you recognize the need for education on a particular topic or you may decide to formulate small consultant groups to balance the expertise of the service while doing consults.  The ECSPAT is a terrific tool to assist the ECC in planning out the year’s improvement activities.  Please contact Marilyn Mitchell, IE Manager for Ethics Consultation for questions related to the ECSPAT or developing an improvement plan for your service.  You will not be required to upload the plan you develop based on the results of the ECSPAT this year.
Slide 5 – Focus Topic – Ethics Consultation Coaching Session – Welcome Dr. Alfandre and thank you for leading this call. To begin, please note, attached are several documents that were sent earlier in the announcement for this call.  They are a de-identified case consultation record – “Removing Ventilator Support”, the Key Elements in an Ethics Case Consultation and an article titled “Withdrawing Mechanical Ventilation at the Request of a Patient with ALS”.  We will use these to discuss documenting ethics consultation in a way that is clear, contains essential information to the consultation and will communicate to those that read the record the main issues addressed by the ethics consult.  It is standard in health care that assessing quality is often done by assessing the written record of the care delivered.  Ethics consultation is no exception to that standard, which is why the documentation is so important.



[bookmark: _MON_1510560345]
Thank you everyone for those questions & comments.  We will have a summary of the call up on the website in a short while for you to review as needed.
Before you leave the call, please indicate on our anonymous poll how helpful you found this call:
“I found this call helpful and useful to the work I do in IntegratedEthics” 
Slide 6 - Please remember, that like the rest of my New York colleagues, my door, my email, Marilyn.Mitchell@va.gov  and my phone (212-951-5477) are always open to hear from you.
The next EC Improvement Forum call will be on December 7th and December 14th, on orientation for new IE Field Staff.  See you then.
[bookmark: _GoBack]Take care – and thank you for everything you do to deliver excellent care to our Veterans.
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Joining This Meeting

Audio will be available through 

VANTS: 800-767-1750 Access: 89506# and Online Meeting 

Visuals will be accessed through the Lync online meeting: 

Join online meeting

Please call the VANTS line AND join the Lync online meeting. 

You will see a box labeled “Meeting Audio,” with three options. 

Click “Do not join audio” and then “OK.”







VETERANS HEALTH ADMINISTRATION

Announcements

Virtual EC Beyond the Basics Module 2: Formulating the Ethics Question

Will be hosted on Blackboard Collaborate

Dec. 14, 2015 from 10:00am – 12:00pm ET

Registration is available through TMS - #28142

Attendance is limited to 60 people so please register soon
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Ethics Consultation FY16 Goal 1

Target: To pass EC1, each facility must complete the following tasks by the close of Q2: 

Each ethics consultant must complete the EC PAT  

The facility ECC must summarize the data from individual EC PATs into the ECSPAT 

The facility ECC must upload data from the ECSPAT to Survey Monkey by Q2 

The ECSPAT will be uploaded to this Survey Monkey site no later than the close of FY16 Q2

https://www.surveymonkey.com/r/L9B8KMQ
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Ethics Consultation Coaching Session

Please let us know if you have comments.





VETERANS HEALTH ADMINISTRATION

Upcoming Improvement Forum Ethics Consultation Call

The next Improvement Forum Call will be focusing on orientation for new IE Field Staff on December 7, 2015 and on December 14, 2015.



Please feel free to contact me with any questions regarding your Ethics Consultation Service -  

		Marilyn Mitchell, RN, BSN, MAS

		212-951-5477

		Marilyn.Mitchell@va.gov 
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Consultation #: XXX 
Nutshell: Veteran with ALS no longer wants ventilator assistance 
Date Printed: XXX 


 


CLARIFY 


Requester Data 


Requester's first name:* XXX 
Requester's last name:* XXX 
Job title: XXX 
Role:* Social Worker 
Phone: XXX 
Email: XXX 
Date of request:* XXX 
Time of request: 8am 
Is request urgent:* No 
Requester's description of the case and ethics concern, including steps taken to resolve the concern:* 


Veteran w/Amyotrophic Lateral Sclerosis (ALS) currently breathing with assistance of ventilator no longer 
wants this assistance due to disease progression which is rendering him unable to communicate w/his loved 
ones. Family supports decision (though spouse is reluctant). Veteran recently assessed to have capacity for 
healthcare decision-making and assessed also to ensure that such decision was not based on treatable mental 
illness. 
Type of assistance requested:* Forum for discussion, Values clarification 
Is the requester the patient's attending (or primary provider for outpatients)?:* No 
Attending first name:* XXX 
Attending last name:* XXX 
Has attending (or primary provider for outpatients) been notified?:* Yes 


Patient Data 


Patient's first name:* XXX 
Patient's last name:* XXX 
Age: 73 
SS # (Last 4):* XXX 
Gender: Male 
Care setting:* Outpatient 
Location (e.g., clinic, unit, room): Spinal Cord PACT 
Clinical service caring for the patient:* Medical & Subspecialty Care 


Ethics Question 


The ethics question in this case is:* Given that the patient currently retains capacity to make his own 



https://vaww.ecweb.ethics.va.gov/printConsult.cfm#skip
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healthcare decisions, and that his disease progression will soon render him unable to communicate his wishes 
and will severely impede his quality of life, is it ethically justifiable to support his decision to no longer utilize 
ventilator support, knowing that this decision will effectively end his life? 


Consultants 


Primary consultant:* XXX 
Primary model for this consultation:* Team 


ASSEMBLE 


Information Sources 


Review of health record?:* Yes 
Face-to-face patient visit?:* Yes 
Staff: 


XXX, Social Worker 
Family/Friend: 


XXX, spouse 
Others parties: 


XXX, Primary Care Physician 
XXX, Psychologist 
Ethics knowledge: professional codes & guidelines. 


Capacity/Surrogate/Advance Directive 


Does patient have decision-making capacity?:* Yes 
Has a surrogate been identified?: Yes 
Surrogate's first name: Daughter 
Surrogate's last name:  
Surrogate's relation to patient: Health Care Agent 
Home phone: XXX 
Surrogate interviewed?: Yes 
Comments: Dr. XXX  discussion w/veteran and daughter (Health Care Agent), in CPRS notes 2 weeks prior to 


ethics consultation request, re: veteran's wishes 
Review of advance directive?: Yes 
Date AD signed: 3 years prior to consultation 
Comments: Veteran wishes to update this, however, due to documented changes in his condition and 


documented desire (one day prior to ethics consultation) to "come off the vent." SW, physician, healthcare 
agent, present for visit. 


Information Summary 


Medical facts: Veteran with amyotrophic lateral sclerosis (ALS) which is progressing. Veteran depends upon 


ventilator. Losing ability to communicate. Veteran has decision-making capacity and is NOT suffering from 
treatable mental illness or other mental/emotional challenge that might negatively affect his judgment. 
Patient's preferences & interests: Veteran has expressed preference for past several months (well-


documented in CPRS) that when he is no longer able to communicate via text that he "wants to come off the 
vent." 
Other parties' preferences & interests: Family supportive (though spouse initially expressed reluctance). 


Medical team would like input from Ethics Consultation Service, as extubation not normally done in outpatient 
setting. 
Ethics knowledge: Relevant domains of health care ethics involve 1. Shared Decision-Making w/patients a) 


Decision-making capacity b) Advance Care planning c) Limits to patient choice 2. Ethical Practices in End-Of-
Life Care a) Life sustaining treatments 
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SYNTHESIZE 


Formal Meeting 


Did a formal meeting take place?: Yes 


Ethical Analysis 


The ethical analysis for this case is:* The veteran is making a choice that will effectively end his life, given 


that mechanical ventilation is currently keeping him alive. He does, however, have decision-making capacity, 
does not suffer from mental illness that may negatively affect his judgment, AND has the right to autonomy. 


Ethically Appropriate Decision Maker 


Decision Maker's First Name: Patient 
Decision Maker's Last Name: Patient 
Explain why he/she is the ethically appropriate decision maker: This is the veteran's life and the veteran 


has decision-making capacity. 


Moral Deliberation 


Describe the options considered and why they were or were not ethically justifiable: One option was for 


additional capacity evaluation. This was not considered ethically justifiable, as capacity evaluation was 
completed 2 months prior to consultation, veteran has consistently expressed the same wishes over the past 
few months, as recently as 1 day prior to consultation, when psychologist noted that veteran retains capacity 
for such decisions. 


Recommendations/Plans 


Did the relevant parties reach agreement?: Yes 
Describe recommendations and plans:* LCSW XXX will discuss hospice options w/family and primary care 


physician, w/relevant input from XXX, Hospice/Palliative Care Coordinator. Hospice support will begin upon 
veteran/family request, and veteran/family and PACT healthcare team will communicate veteran's wishes at 
that time. Likely trajectory is that hospice will consider veteran's request. 


EXPLAIN 


Communicate Synthesis 


Was the synthesis communicated to key participants in this case?: Yes 
Comments: LCSW XXX will communicate synthesis to veteran, family and healthcare team. 


SUPPORT 


Follow Up 


Evaluate the Consultation 


Systems Issues 
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FINISHED CONSULT DATA 


Domain:* End-of-Life Care 
Topic:* Life-sustaining treatments 
Estimated time spent (defined as estimated total of all consultant resources in minutes):* 180 
Should the requester and/or other participants evaluate the consultation?:* Yes 


NOTES 


REMINDERS 


REFERRAL 


 


ATTACHMENTS 


 
2 weeks after consultation request    Ethics consultation summary note for record  


 
1 week after consultation request    Ethics consultation summary note for record 
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Key Elements in an Ethics Case Consultation.docx
Assessing the Quality of Ethics Consultation Based on the Consultation Record:  Key Elements in an Ethics Case Consultation

These four key elements are essential and must be documented for a quality ethics consultation. 



Key Element 1:  Ethics Question – The ethics question(s) focuses the consultation response.  Specifically, the consultation record: 

(1) clarifies the ethical concern(s) (uncertainty or conflict about values) that gave rise to the consultation request

(2) identifies whose values are uncertain or in conflict

(3) identifies the decisions(s) or action(s) in question 



Key Element 2:  Consultation-Specific Information – The consultation-specific information informs the ethical analysis.  Specifically, the consultation record:

(1) conveys the most important information (i.e., relevant information necessary to answer the question and inform the ethical analysis) about the medical and social facts, patient preferences, values and interests, and other parties’ preferences, values, and interests 

(2) reflects appropriate sources and processes used to obtain relevant medical and social facts, patient preferences (e.g., face-to-face visit with patient or surrogate as appropriate), and/or other parties’ preferences 



Key Element 3:  Ethical Analysis – The ethical analysis provides justification for the conclusions and/or recommendations.  Specifically, the consultation record:

(1) articulates valid and compelling arguments and counterarguments based on the consultation-specific information (e.g., inclusion of different stakeholders’ perspectives) and consultation-relevant ethics knowledge (e.g., ethical standards, empirical literature, precedent cases) 

(2) analyzes the ethical concern(s) (uncertainty or conflict about values) with focus (avoiding extraneous, distracting information) and depth (providing sufficient details as appropriate to the consultation)

(3) reflects appropriate weighing and balancing of arguments and counterarguments



Key Element 4:  Conclusions and/or Recommendations – The conclusions and/or recommendations promote ethical practices.  Specifically, the consultation record:

(1) identifies and explains the range of ethically justifiable options

(2) makes practical conclusions and/or recommendations that are ethically justifiable and responsive to the ethics question(s)
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Original Article


Case report: Maintaining and withdrawing
long-term invasive ventilation in a patient
with MND/ALS in a home setting


B LeBon and S Fisher
The Beacon Specialist Community Supportive and Palliative Care Service, Guildford, Surrey, UK


Abstract


Long-term home-based invasive ventilation in patients with motor neurone disease / amyotrophic lateral sclerosis (MND/


ALS) remains rare in the UK. We describe a case of an MND/ALS patient who was treated with long-term invasive


ventilation at home but subsequently requested its withdrawal despite a seemingly stable period of his illness. We also


discuss the impact of the delivery of this treatment and its withdrawal on his carers, primary healthcare team, community


trust managers and specialist palliative care team.


Keywords


Amyotrophic lateral sclerosis, invasive ventilation, palliative care, sedation, withdrawal of life support


Introduction


Respiratory insufficiency is a well-recognized complica-
tion of Motor Neurone Disease (MND)/Amyotrophic
Lateral Sclerosis (ALS) manifested by symptoms of
chronic hypoventilation such as disturbed sleep, morn-
ing headache, daytime fatigue and sleepiness and later
dyspnoea.1 Respiratory failure is also responsible
for the majority of deaths from MND/ALS.2 While
selected patients are treated with non-invasive ventila-
tion (NIV), long-term invasive ventilation via a trache-
ostomy in the community setting remains rare in the
UK. A mapping exercise3 of 2,800 (out of approxi-
mately a total of 5,000)4 MND/ALS sufferers in the
UK carried out by the UK MND Association found
out that only 20 (0.7%) were on permanent invasive
ventilation. We would like therefore to share our expe-
rience with maintaining this treatment at home and the
process of its withdrawal.


Case history


Mr X was diagnosed with MND/ALS at the age of 41.
After several years he developed symptoms of


respiratory insufficiency and started NIV. His respira-
tory function continued to deteriorate and, as he
wished to proceed to invasive ventilation, an admission
to a tertiary respiratory unit was arranged. There, fol-
lowing a fully informed decision, a tracheostomy was
performed and invasive ventilation commenced. As the
patient wished to continue with this treatment at home,
he was transferred to the local Intensive Care Unit
(ICU) where he remained for several months while nec-
essary arrangements were made for this to take place.


This included agreement by the local Primary Care
Trust (PCT) to fund equipment and 24/7 shifts of two
in-living carers competent in the management of a ven-
tilated, bed-bound patient, as well as recruitment and
training of staff.


After discharge home, the patient’s condition
remained relatively stable. His ventilator settings
remained unaltered and he maintained weight with per-
cutaneous endoscopic gastrostomy (PEG) feeding. Due
to progressive muscle weakness he was equipped with
an eye-movement-operated laptop, which allowed him
to word process and email. He remained a highly self-
empowered individual who lived in the hope that
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clinical research (which he had eagerly followed) would
advance during his lifespan to allow him to benefit from
it. He maintained high cognitive function during his
illness. While being on the ventilator he started and
completed an Open University degree. Sadly, he also
separated from his wife.


Financial and organizational efforts to sustain his
treatment at home were significant. His package of
care cost the local PCT over �250,000 per annum in
addition to the costs associated with other regular com-
munity services input. Monthly multi-disciplinary team
(MDT) care reviews chaired by the lead physiotherapist
took place in the patient’s home to address a wide range
of clinical, staff training and operational issues. A great
deal of time was invested in liaison with the patient and
his family to ensure the smooth co-ordination of the
care package, the management of risk and the mainte-
nance of high-quality clinical governance, while effec-
tively providing an ICU environment at home, which
by its very nature was intrusive on the family.


Two years after the invasive ventilation was com-
menced and despite remaining in a seemingly stable
condition, the patient asked the Palliative Medicine
Consultant to take him through the practicalities of
withdrawing respiratory support at home, should he
request it. After this conversation, he continued with
the existing treatment for over a year, during which he
periodically mentioned to several healthcare profes-
sionals that he would request to cease ventilation at
some point. This triggered a review of his advance
care plan (Living Will) and he was asked to define
more precisely (than in the then-existing version) the
severity of anticipated impairment in communication
at which he wished for active treatment to be discon-
tinued (e.g. inability to use his laptop, inability to com-
municate via his ocular muscles, etc). However, the
patient never fully completed that task.


Despite the lack of a definite decision from the
patient, several MDT meetings with his GP, community
nurses, community nursing managers and specialist pal-
liative care team members took place to discuss the pro-
cess of withdrawing ventilation. This required a detailed
explanation of sedation levels required to cease ventila-
tion without distress, dissemination of information to all
community nurses covering all shifts, and developing
support mechanisms for in-living carers and relatives
during the process of the withdrawal. It proved particu-
larly necessary to clearly explain the distinction between
euthanasia and withdrawing active treatment in his case,
as some members of his primary healthcare team and
care team struggled emotionally to accept the proposed
management.


Several weeks later the patient requested for his ven-
tilation to be stopped. He was not clinically depressed
and was deemed mentally competent to make this


decision. He was asked to confirm it, including under-
standing of its consequences, by emails, which were
witnessed by a healthcare professional and filed in
his medical records. Despite reassurances from the
Palliative Medicine Consultant regarding the legal and
ethical clarity of the situation, the community trust man-
agers decided to seek formal legal advice. This confirmed
that his request and the planned action were valid within
the legal framework of the UK. The final MDT meeting
took place in the GP practice on the morning before the
process started and it was decided that the specialist pal-
liative care team would take the lead in managing the
case at home alongside his community nurse. In-living
carers declined to be present at home during the process
due to emotional upset.


To achieve a sufficient level of sedation to cease ven-
tilatory support without distress, a rapid onset sedation
with an intravenous benzodiazepine was initially con-
sidered, but a subcutaneous infusion was later favoured
as a less ‘drastic’ route for the family and primary
healthcare team to witness and to avoid the risk of
killing the patient before the hypoxia would. In prepa-
ration for the withdrawal of ventilation, feeding via a
PEG was stopped and subcutaneous infusion of mid-
azolam 30mg over 24 h was commenced. This did not
produce the required level of sedation and the dose was
incrementally increased to 60mg and then later to
100mg over 24 h within the next day. As the patient
was still alert and frustrated with the delay in sedation,
25mg of levomepromazine was given subcutaneously,
followed by adding 100mg of levomepromazine to the
subcutaneous infusion over 24 h. The following morn-
ing the patient was still not sufficiently sedated; how-
ever, after additional doses of 15mg of midazolam and
25mg of levomepromazine subcutaneously, he became
deeply sedated and unresponsive to deep painful stim-
uli. The family present gathered in the patient’s room
for a final goodbye, and only the patient’s sister, com-
munity nurse, palliative medicine consultant and phys-
iotherapist were present during the withdrawal of the
ventilator. Following the cessation of respiratory sup-
port, he maintained shallow spontaneous respiratory
movements but remained comfortable and no addi-
tional opioid or sedative was required. He was certified
dead 15minutes later. The family received support from
the healthcare professionals present in the house. After
the patient’s death, several debriefing meetings with the
primary healthcare team and the carers took place.


Discussion


Our case highlighted the extensive MDT effort required
to provide seamless care for patients treated with inva-
sive ventilation at home, and the vital role of a physio-
therapist familiar with the use of ventilators and
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maintenance of an endotracheal tube outside the ICU
setting. Our experience confirms, however, that long-
term invasive ventilation at home can be successful
under clear case management and the regular involve-
ment of the patient and the carer(s) with close monitor-
ing of the carers’ burden. The delivery of his care at
home was expensive but likely to be less costly than if it
was continued in an acute care setting.5,6


Our patient remained keen on very active medical
management, which made early attempts to discuss
end-of-life care issues unwelcome. However, early, sen-
sitively timed advance care planning is vital in venti-
lated patients, to avoid reaching lock-in syndrome or
secondary cognitive dysfunction (such as frontotem-
poral dementia) without the patient’s wishes being
known.7 Should this become the case in the UK, sub-
sequent welfare decisions must adhere to the principles
of the Mental Capacity Act,8 guided by the views of the
Lasting Power of Attorney (if appointed) and discussed
with the family and/or an Independent Mental
Capacity Advocate, if appropriate.


Although withdrawing medical treatment remains a
recognized practice in palliative care, when withdraw-
ing it in the community, palliative care teams should be
mindful of limited expertise in primary healthcare
teams in such situations and offer professional and psy-
chological support. The legal and ethical distinctions
between euthanasia, assisted suicide and withdrawing
active treatment following a request from a competent
patient may remain blurred for many clinicians and
require a clear explanation. Some primary healthcare
team members may opt out of taking part in the pro-
cess, and this has to be taken into account when pre-
paring out-of-hours rotas alongside the provision of
senior nursing and medical support. GPs and commu-
nity nurses may form a long-term bond with their
patients, and withdrawing active treatment at the
patient’s request rather than due to the futility of treat-
ment can be particularly traumatic. As palliative care
patients in the community remain beyond the direct
clinical responsibility of specialist palliative care
teams, strict adherence to governing procedures and
policies operational within the local community trust
will be paramount in complex situations like this,
with the Medical Director of the community trust and
the local community nursing manager expected to be
liaised with.


The process of sedation (via the subcutaneous route
in our case, but also used by others)9 took 24 h longer
than expected, and was achieved with higher than typ-
ical doses of midazolam and levomepromazine. This
was most likely due to the relatively young age of the
patient, good nutritional state and absence of co-mor-
bidities. To our knowledge there are only limited pub-
lished guidelines on the route and medication suggested


for the withdrawal,10-12 although weaning from venti-
lator support is a recognized indication for sedation in
palliative care.13 The exchange of opinions of palliative
care clinicians on the Bulletin Board in December
200914 showed clinical, ethical and legal support for
generous anticipatory sedation during the process.
Midazolam, opiates (often combined) and phenobarbi-
tone had been utilized either i.v. or s.c. by the clinicians
who participated in the debate, with several highlight-
ing need to use doses higher than expected.


In conclusion, our experience resonates with that of
other authors,15 that long-term invasive ventilation
may be acceptable to some patients in a home setting
and may enable patients who can still communicate to
lead meaningful lives despite physical decline, even if a
cumulative burden leads to a subsequent request to
withdraw it.
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