Appendix 1

Case Record Form
SECTION 1:  IDENTIFY RESPONDANT
SECTION 2:  DEFINING AND DIAGNOSING COMA
SECTION 3:  ETIOLOGY OF COMA
	Contact Information
	

	Variable
	Response Option

	Name
	Free text

	Title
	Free text

	Affiliation/Institution
	Free text

	Section/Department
	Free text

	Mailing Address
	Free text

	City 
	Free text

	Primary Email Contact
	Free text

	Secondary Email Contact	
	Free text

	Primary Phone Contact
	Free text

	Secondary Phone Contact
	Free text

	Would you be interested in participating in a national survey about current practices in your institution for managing patients in coma?
	No
Yes
(if yes, proceed with completion of questions below on page 2)


SECTION 4:  MANAGEMENT OF PATIENTS IN COMA
SECTION 5:  ATTITUDES TOWARD PROGNOSIS					

			

	
SECTION 1:  IDENTIFY RESPONDANT
	

	Number of years in practice
	0-5, 6-10, 11-15, 16-20, 21-30, >30

	How would you describe the area in which you practice?
	urban, suburban or rural

	How would you describe your practice setting?
	Government Teaching hospital
Government Non-teaching hospital
Private Teaching hospital
Private non-teaching hospital
Other (specify)

	
	

	What is your primary department affiliation?
	Neurology, Neurosurgery, Surgery, Anesthesia, Critical Care, Pediatrics, Internal medicine, Emergency medicine, Nursing, Pharmacy, Other (specify)

	What is your subspecialty?  (check all that apply)
	Neurocritical Care, endovascular/interventional, vascular neurosurgery, stroke, general neurology, general neurosurgery, trauma surgery, critical care medicine, surgical critical care, anesthesia/critical care, other (specify)

	How many adult (aged≥18 years) critically ill patients do you treat per month on average?
	0, 1-5, 6-10, 11-15, 16-30, >30

	What is the typical nurse to patient ratio for mechanically ventilated patients in your institution?
	1:1
1:2
1:3
1:4
Other (specify)

	On average, how many pediatric patients (aged<18 years) do you treat per month?
	0, 1-5, 6-10, 11-15, 16-30, >30

	Do you currently follow your comatose patients after discharge?
Indicate (yes/no/not sure) for each of the following:

	
a. By telephone at 3 months
b. By telephone at 6 months
c. By telephone at 12 months
d. In person at 3 months
e. In person at 6 months
f. In person at 12 months
g. By video at 3 months
h. By video at 6 months
i. By video at 12 months





	SECTION 2:  DEFINING AND DIAGNOSING COMA

	In your opinion, which of the following are considered cardinal features of coma (i.e., must be present to establish the diagnosis)? (click all that apply)
	1. Glasgow Coma Score ≤8
2. Absence of wakefulness
3. No eye-opening
4. No visual pursuit of objects, fixation or saccade to stimuli
5. Inability to follow commands (excluding aphasic patients)
6. No intelligible speech or recognizable gesture
7. Failure to respond purposefully to visual, verbal or tactile stimuli based on clinical exam
8. No evidence of cognitive motor dissociation (i.e. the covert ability to follow commands) based on exam, neurophysiological studies or functional imaging
9. Other(specify)

	Please provide the BEST DEFINITION OF COMA used in your institution
	Text

	What duration of impaired consciousness should be present to meet your definition of coma?
	No specific duration
≥ 1 hour
≥6 hours
≥24 hours
≥3 days
≥7 days
other(specify)

	On average, how many coma patients do you treat in the ICU setting per month? Specifically, patients in coma (based on your definition of coma) for ≥1 hour?
	0, 1-5, 6-10, 11-15, 16-30, >30

	On average, how many coma patients do you treat in the ICU setting per month? Specifically, patients in coma (based on your definition of coma) for ≥24 hours?
	0, 1-5, 6-10, 11-15, 16-30, >30

	On average, how many coma patients do you treat in the ICU setting per month? Specifically, patients in coma (based on your definition of coma) for ≥7days?
	0, 1-5, 6-10, 11-15, 16-30, >30

	On average, how many patients with unresponsive wakefulness syndrome or vegetative state do you treat in the ICU setting per month (defined as a condition of wakefulness without clinical signs of awareness. Such patients may open their eyes but exhibit only reflex [i.e. non-intentional] behaviors and are therefore considered unaware of themselves and their surroundings)?
	0, 1-5, 6-10, 11-15, 16-30, >30

	Rank the top 5 most common etiologies of coma that you encounter in your institution based on your definition of coma?  
(Rank 1= most common... 5=fifth most common) 
	Medically induced coma
Traumatic brain injury
Ischemic stroke
Intracerebral hemorrhage
Spontaneous subarachnoid hemorrhage
Chronic or subacute subdural hematoma
Status epilepticus/Seizure
Encephalitis/meningitis
Demyelinating disease/central pontine myelinolysis/ADEM
Paraneoplastic disorder
Autoimmune disorder
Vasculitis
Brain tumor
Cardiac arrest/Hypoxic-ischemic encephalopathy
Sepsis
Metabolic encephalopathy (related to electrolyte abnormality, thyroid, adrenal, liver and/or renal dysfunction, or vitamin deficiency)
Toxic encephalopathy (illicit or iatrogenic drug overdose, poisoning)
Inborn errors of metabolism
Genetic disorders
Other (specify)




	Please use the following strict definition of “coma” when responding to the questions below in sections 2 through 5.

Coma is defined by the absence of sustained spontaneous or stimulus-induced arousal/wakefulness. All of the following criteria must be met on clinical examination to establish the diagnosis of coma:


1. No command-following; and
2. No intelligible speech or recognizable gesture; and
3. No movement (reflexive movement such as extensor or flexor posturing, withdrawal from pain, triple flexion may occur); and
4. No visual pursuit, fixation, saccade to stimuli, or eye opening or closing to command; and
5. The above criteria are not due to use of paralytic agent, active use of sedatives, another neurologic or psychiatric disorder (e.g., locked-in syndrome, neuromuscular disorder, catatonia, akinetic mute, abulia, conversion disorder).
6. The patient does not have evidence of cognitive motor dissociation (i.e. the covert ability to follow commands) based on electrophysiological or functional imaging, if such testing is available.

	To what degree do you agree with the definition of coma as described above?
Scale of 1-10 from “I fully agree” to “I fully disagree”
	Scale of 1-10

	What duration of impaired consciousness should be present to meet the definition of coma?
	No specific duration
≥ 1 hour
≥6 hours
≥24 hours
≥3 days
≥7 days
other(specify)

	What clinical assessment tools does your institution routinely use for patients in coma? (check all that apply)
	Glasgow Coma Scale
Full Outline of UnReponsiveness Score (FOUR-score)
NIHSS
CRS-R
CAM-ICU
Full neurological exam
Other (specify)

	Is it critical to distinguish between coma and unresponsive wakefulness state (or vegetative state) for the purposes of clinical care or research?
	Yes
No
Don’t know

	On average, how many patients with “eyes open coma” do you treat in the ICU setting per month (defined as above, but eyes are open and/or the patient is unable to close their eyes)?
	0, 1-5, 6-10, 11-15, 16-30, >30

	Do you follow a protocol for stopping sedation in all patients without a contraindication for stopping sedation (raised ICP, etc) at least once daily?
	Always
Sometimes
Rarely
Never

	How often do you use the following tools in the DIAGNOSTIC evaluation of these patients in coma (present ≥24 h)?

Check all that you routinely use as part of your diagnostic evaluation.


	Neurological Exam
Basic laboratory studies
Lumbar puncture/CSF studies
Serologies
Blood based biomarkers
Somatosensory evoked potentials
Automated pupillometry
NIRS (near-infrared spectroscopy)
BIS (bispectral index)
Head CT/CTA/CTP
MRI/MRA/MRP
Digital subtraction angiography
PET imaging
SPECT imaging
fMRI
Transcranial Doppler/Duplex sonography
Continuous EEG
Intermittent/spot EEG
Quantitative EEG/spectral analysis/connectivity analysis
Optic nerve sheath diameter
Microdialysis
Depth EEG electrode
External ventricular drain
Intracranial ICP monitor (bolt)
Non-invasive ICP monitor
Other (specify)

	IF YOU USE EEG:
How is EEG interpretation performed?


What is availability of EEG services?





What EEG metrics are used for assessing coma recovery?




	
Clinical review
Quantitative/connectivity analysis
Both

7 days a week, 24 hours a day
7 days a week, limited hours
Only on weekdays, 5 days a week, 24 hours a day
Only on weekdays, 5 days a week, but with limited hours
Less than 5 days a week

Continuous EEG
Intermittent EEG
Baseline EEG
Reactivity
EEG interpretation using clinical review
EEG interpretation using quantitative or connectivity analysis



	SECTION 3:  ETIOLOGY OF COMA

	Rank the top 5 most common etiologies of coma that you encounter in your institution based on the definition of coma provided above.
(Rank 1= most common... 5=fifth most common
	Traumatic brain injury
Ischemic stroke
Intracerebral hemorrhage
Spontaneous subarachnoid hemorrhage
Chronic or subacute subdural hematoma
Status epilepticus/Seizure
Encephalitis/meningitis
Demyelinating disease/central pontine myelinolysis/ADEM
Paraneoplastic disorder
Autoimmune disorder
Vasculitis
Brain tumor
Cardiac arrest/Hypoxic-ischemic encephalopathy
Sepsis
Metabolic encephalopathy (related to electrolyte abnormality, thyroid, adrenal, liver and/or renal dysfunction, or vitamin deficiency)
Toxic encephalopathy (illicit or iatrogenic drug overdose, poisoning)
Inborn errors of metabolism
Genetic disorders
Other (specify)




	
SECTION 4:  MANAGEMENT OF PATIENTS IN COMA
	

	On average, how many coma patients do you treat per month? Specifically, patients in coma (based on the definition given above) for ≥1 hour?
	0, 1-5, 6-10, 11-15, 16-30, >30

	On average, how many coma patients do you treat per month? Specifically, patients in coma (based on the definition given above) for ≥24 hours?
	0, 1-5, 6-10, 11-15, 16-30, >30

	On average, how many coma patients do you treat per month? Specifically, patients in coma (based on the definition given above) for ≥7days?
	0, 1-5, 6-10, 11-15, 16-30, >30

	How many pediatric coma patients (aged<18 years) do you treat per month? Specifically, patients with absence of arousal and of awareness for ≥1 hour?
	0, 1-5, 6-10, 11-15, 16-30, >30

	Who is primarily responsible for performing the neurological exam in a critically ill comatose patient?
	Attending physician
Neuro Intensivist
Medical Intensivist
Surgical Intensivist
Neurologist
Advanced Practice Provider
Other (specify)

	On average, how often does this individual perform the neurological exam, assuming there are no acute neurological changes?	
	Upon admission and every hour
Upon admission and every 2 hours
Upon admission and every 4 hours
Upon admission and every 8 hours
Upon admission twice daily
Upon admission once daily
Other (specify)

	How often do other members of the healthcare team (for example, nurses) perform a neurological exam, assuming there are no acute neurological changes?
	Upon admission and every hour
Upon admission and every 2 hours
Upon admission and every 4 hours
Upon admission and every 8 hours
Upon admission twice daily
Upon admission once daily
Other (specify)

	What pharmacological interventions to stimulate arousal among your comatose patients do you use in the MANAGEMENT of patients with prolonged coma (>24 hours)?
Check all that you routinely use as part of your management.
	Sedation vacation
Sedation reversal (e.g. flumazenil, naloxone, naltrexone)
Antidote for drug or illicit drug overdose
Amantadine
Amphetamine/dextroamphetamine (Adderall)
Levodopa
Ambien
Dopamine agonist (e.g. pramipexole, ropinirole)
Methylphenidate (Concerta, Ritalin)
Modafanil (Provigil)
Osmotic therapy - hypertonic saline 
Osmotic therapy - mannitol
Electrolyte/endocrine correction
IVIG
Plasma exchange/plasmapheresis
Steroids
Other (please specify)


	What non-pharmacological interventions to stimulate arousal do you use in the MANAGEMENT of patients with prolonged coma (>24 hours) among your comatose patients? 
Check all that you routinely use as part of your management.
	Vagal nerve stimulation
Deep brain stimulation
Transcranial magnetic stimulation
Median nerve stimulation
Transcranial direct current stimulation
Sensory stimulation (includes deep pressure) 
Other (please specify)

	
Do any of the following personnel routinely care for comatose patients in your institution? (check all that apply)
	Physical therapist
Occupational therapist
Music therapist
Nutritionist/Dietician
Acupuncturist
Physiatrist
Other (please specify)
None of these 

	Please indicate the common rehabilitation trajectory for patients with coma on your unit:
	Rehabilitation services and units available within our health system and most patients transfer to these services and units.
Our unit partners with a single rehabilitation center/unit and most of our patients transfer to this center/unit.
Our unit does not officially partner with one center/unit, instead our patients are transferred to a variety of different centers/units.


	What is the most common discharge disposition for comatose patients who survive hospitalization in your institution? 
	Home
Home with services
Long term acute care hospital (LTACH)
Skilled Nursing Facility (SNF, nursing home)
Acute inpatient rehab facility
Subacute rehab facility 
Other (please specify):




	SECTION 5:  ATTITUDES TOWARD PROGNOSIS
	

	Please rank the top 3 (1st, 2nd, 3rd) most important elements you utilize for prognostication in comatose patients :
	Age
Co-morbidities
Baseline functional status
Frailty scores
Etiology of Coma
Neurological Exam
Imaging results
Biomarkers
EEG findings
fMRI findings
Other (specify)

	Does your unit have a formal policy or protocol for withdrawal of life sustaining therapies among patients with coma?
	No
Yes
Don’t know

	Is there a minimum assessment time before withdrawal of life sustaining therapies is considered among patients with coma in your unit?
	No 
Yes
If yes, please indicate how long: 
Varies according to cause of coma

	Do you think it is appropriate to withdraw life-supporting treatment within 72 hours of injury/illness?
	No 
Yes
Yes, but only for some causes of coma. Specify causes_____
           If yes, in what percentage of comatose patients: 
           >90%, 75-90%, 50-74%, <50%
           If yes, at what level of confidence? >90%, 75-90%, 50-  
           74%, <50%
Not sure

	Do you believe it is possible to accurately predict poor long-term outcome (defined as vegetative state or severe disability) within 72 hours of injury/illness?
	No 
Yes
Yes, but only for some causes of coma. Specify causes_____
           If yes, in what percentage of comatose patients 
           (check one): >90%, 75-90%, 50-74%, <50%
           If yes, at what level of confidence (check one)? >90%, 
           75-90%, 50-74%, <50% 
Not sure

	When discussing prognosis with caregivers of patients who have had a disorder of consciousness for ≤ 28 days, do you believe that clinicians must avoid statements that suggest these patients have a universally poor prognosis?
	No
Yes
Not sure

	Is an ethicist involved in discussions about withdrawal of life sustaining therapies among patients with coma in your unit?
	No 
Yes, all of the time
Yes, in some cases, most of the time
Yes, in some cases, some of the time
Yes, in some cases, but rarely

	What areas of coma research focus do you feel are most important/urgent?  Please rank top 3 (1st, 2nd, 3rd most important)
	Epidemiology
Pathophysiology/mechanisms of coma
Diagnostics
Treatment
Prognostication
Ethics

	Are you willing to participate in any future studies?
Indicate (yes/no/not sure) for each of the following:

	Annual surveys regarding coma launched on World Coma Day
A prospective observational trial including all comatose patients admitted to your ICU for a period of 3-6 months
A prospective observational trial including all comatose patients admitted to your ICU for a period of >6-12 months

	Would you be able to follow up your patients?  
Indicate (yes/no/not sure) for each of the following:

	By telephone at 3 months
By telephone at 6 months
By telephone at 12 months
In person at 3 months
In person at 6 months
In person at 12 months
By video at 3 months
By video at 6 months
By video at 12 months

	Please indicate if there is other information or management practices for patients with coma in your unit that you would like to share:
	Free text







Appendix 2. 
Expert Consensus Definition of Coma provided in the survey (Taken from Ref 8)
Coma is defined by the absence of sustained spontaneous or stimulus-induced arousal/wakefulness. All of the following criteria must be met on clinical examination to establish the diagnosis of coma.
1. No command-following, and
2. No intelligible speech or recognizable gesture, and
3. No volitional movement (reflexive movement such as extensor or flexor posturing, withdrawal from pain, triple flexion may occur), and
4. No visual pursuit fixation, saccade to stimuli, or eye opening or closing to command, and
5. The above criteria are not due to use of paralytic agent, active use of sedatives, another neurologic or psychiatric disorder (e.g., locked-in syndrome, neuromuscular disorder, catatonia, akinetic mute, abulia, conversion disorder), and
6. The patient does not have evidence of cognitive motor dissociation (i.e., the covert ability to follow commands) based on electrophysiological or functional imaging, if such testing is available.  



