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Abstract

INTRODUCTION: Patients with disorders of consciousness
(DoC) represent a complex patient cohort requiring a mul-
tidisciplinary approach. Despite the availability of modern
national clinical guidelines (2023), real-world clinical prac-
tice in Russia continues to be challenged by the use of out-
dated terminology, insufficient implementation of validated
diagnostic scales, and a lack of standardized management
approaches, including pain assessment and management.
This study was prompted by the need to assess the current
situation and identify key issues to improve the quality of
care for patients with DoC in Russia. OBJECTIVE: To assess
the current practices, awareness, and key challenges faced by
Russian healthcare professionals in the diagnosis, treatment,
and management of patients with chronic DoC. MATERIALS
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Pegpepam

AKTYAJIbHOCTb: MauneHTbl C XpOHWUYECKMMUN HapyLLEeHN-
aMu cosHaHma (XHC) npeacTaBasioT COBOM CNOMHYHO Ka-
Teroputo 60/bHbIX, TpebytoLlyo MyAbTUANCLUNINHAPHOTO
noaxoaa. HecMoTpA Ha Hann4mMe COBPeMEHHbIX HaLMOHaNb-
HbIX KIMHUYECKMX pekoMeHaaumii (2023), B peanbHOMN K-
HMWYECKON NpaKTWKe COXPaHATCA Npob/eMbl, CBA3aHHbIE
C UCNONb30BaHWEM yCTapeBlleil TepMUHONOMMK, HeJoCTa-
TOYHbIM BHEe/JpEHNeM BaAVAMPOBAHHBIX AMArHOCTUYHECKMX
WKan »n OTCYTCTBMEM CTaHAAPTU3MPOBAHHbLIX MOAXOA0B
K BeZleHUto, BKAOYan oLeHKy 60an 1 obesbonmsaHme. Ak-
Tya/IbHOCTb UCCe0BaHNA 06yCN10BNeHa HEO6XOANMOCTbIO
OLLeHKMN TeKyLleih CUTyaLun 1 BbIABAEHUA K/OYEBbIX MPO-
61eM Ana ynydlleHns KavecTa noMolm nayneHtam ¢ XHC
B Poccnn. LLIEJIb MCCNEAOBAHUA: OueHka coBpeMeH-
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Challenges in providing care to patients with disorders of consciousness in Russia: an online survey of healthcare professionals

AND METHODS: In 2024, an anonymous online survey of
204 medical and paramedical professionals (anesthesiolo-
gists, neurologists, rehabilitation specialists, psychologists,
nursing staff) from various regions of Russia was conducted.
The 47-item questionnaire covered demographic data, ter-
minology used, diagnostic scales, treatment and rehabilita-
tion methods, as well as approaches to pain assessment and
management. RESULTS: Despite modern clinical guidelines,
outdated terminology persists in practice: apallic syndrome
(13.3 %), vegetative state. Only 62.9 % of respondents use
the validated Coma Recovery Scale-Revised (CRS-R) for DoC
diagnosis, while 77.1 % still use non-relevant scales (Glasgow
Coma Scale, Full Outline of UnResponsiveness — FOUR).
30 % of respondents, including physicians responsible for di-
agnosis, use exclusively these non-relevant tools. Significant
differences in approaches were identified among specialists
of different profiles (intensivists, neurologists, rehabilitation
specialists). The majority of respondents (83 %) acknowledge
that DoC patients experience pain; however, the assessment
methods (autonomic signs, grimacing) are not standardized
and can be non-specific. CONCLUSIONS: The study results
indicate insufficient awareness and fragmented implemen-
tation of modern standards for the diagnosis and manage-
ment of patients with DoC in Russia. The findings highlight
the necessity of developing and implementing educational
programs for healthcare professionals aimed at standardizing
terminology, promoting the use of validated diagnostic scales
(CRS-R), and harmonizing approaches to pain management.

KEYWORDS: consciousness disorders, coma, persistent
vegetative state, pain management, surveys and
questionnaires
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HbIX MPaKTWK, OCBEAOM/IEHHOCTU W K/OYeBbiX Mpobiem,
C KOTOPbIMU CTa/KMBAIOTCA MeAMLMHCKMe paboTHMKK Poc-
CWM B ANArHOCTWKE, NeveHnn 1 BeaeHnmn nauunertos ¢ XHC.
MATEPUAJIbI 1 METO/AbI: B 2024 r. 66110 npoBeseHO
aHOHUMHOEe OHNalH-aHKeTuposaHue 204 MeAMLMHCKUX
paboOTHUKOB (aHeCTe3M0N0rU-PeaHNMATONONU, HEBPOIOTH,
peabuanTonorn, NCMXOA0rN, CPefHUN MeAULMHCKUI nep-
CoOHan) U3 pasnuyHbIX pernoHos Poccum. AHketa us 47 Bo-
MpOCOB OXBaTbiBana geMorpaduyeckme faHHble, UCMOb3y-
eMyt0 TePMUHOIOTUIO, AMArHOCTUYECKME LWKabl, METOZb
NeyveHna 1 peabuantauum, a TakKe NoAxXoAbl K oLeHke 60/1m
n obesbonmsaHuio. PE3YJIbTATbI: HecMoTpa Ha Hanun4me
COBPEMEHHbIX KAVHUYECKUX PeKOMeHAauui, B MpaKTuKe
COXpaHAeTCA MCMO/b30BaHNe ycTapeBsLuell TePMUHONOTUN:
anannnyeckuin cuHapom (13,3 %), BeretaTMBHoOe COCTOA-
Hue (BC). Tonbko 62,9 % pecrnoHAeHTOB NMPUMEHSIOT Ban-
AVpOBaHHYO Anda gnarHocTrkn XHC WwKany BoccTtaHos ie-
HusA nocse koMbl (Coma Recovery Scale-Revised — CRS-R),
B TO BpeMsA Kak 77,1 % no-npexHeMmy MCMOAb3YIOT Hepe-
NEeBAHTHbIE LIKaAbI (UJKana KoMmbl nasro — LUKT, Full Out-
line of UnResponsiveness — FOUR). UckatountensHo 3tu
HepefeBaHTHble WKaibl Ucnosib3ytoT 30 % OMpoLleHHbIX,
BK/IIOYaA Bpayeil, yCTaHaB/AMBAKOWMX AMarHo3. BoiaBaeHbl
3Ha4YMMble PasAnyMA B MOAXOAAX Mexgy crneuymanncramu
pasHoro npo¢uns (peaHnMaTonorm, HeBpoaorK, peabunm-
To/10rM). BO/ILWMHCTBO pecnoHAeHTOB (83 %) npusHaioT,
410 naumenTsl ¢ XHC mcnbiTbiBaloT 60/1b, OAHAKO MeTOAbI
ee OLeHKW (BereTaTvBHble MPU3HAKW, FPUMAChl) He CTaH-
AAPTU3MPOBaHbI M MOTYT BbITb HecneunduyHbl. BBIBOAbI:
PesynbTaThl nccnefoBaHMA CBUALTENLCTBYIOT O HejoCTa-
TOYHON OCBEAOM/IEHHOCTU W PparMeHTapHOM BHeApeHUu
COBPEMEHHbIX CTaHAAPTOB AMarHOCTUKM U BeAeHUA nauum-
eHToB ¢ XHC B Poccun. MNoguyepkmBaeTca HeOOX0AMMOCTb
pa3paboTKM W BHejpeHuAa obpasoBaTe/lbHbIX MPOrpamMm
ANA MeANLMHCKUX pabOTHUKOB, HanpaB/IeHHbIX Ha YHU K-
KaLuio TePMUHONOMMNU, BHEAPEHWE Ba/IMANPOBAHHbIX AMna-
rHocTuyeckux wkan (CRS-R) u cTaHaapTM3aLmio Noaxoa0B
K 06e360mBaHmIO.

K/IFOYEBBIE C/IOBA: xpoHUWYeCKMne HapyLieHWA CO3HaHWA,
anarHoctuka, CRS-R, obesbonnsanue, aHkeTMpoBaHMe
MeAMLMHCKMUX PabOTHUKOB, KNIMHNYeCKMNe
peKkoMeHaaLunm
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Introduction

Patients with chronic disorders of consciousness (DoC)
are a special group requiring a multidisciplinary approach
and long-term monitoring. Many nuances are associated
with their management, involving physicians of different
specialties, junior and nursing staff, and related specialists.
This pertains to a whole range of aspects caused by severe
disability and the need to correct multiple persistent
somatic disorders. Furthermore, difficulties inevitably
arise in the areas of ethical, economic, and legal issues that
emerge during the process of monitoring, treatment, care,
and patient routing [1].

In Russia in 2019, the Russian Working Group on
Chronic Disorders of Consciousness was established,
uniting specialists from different cities with unique
experience in examining and managing these patients [2].
One of the results of the group’s work was the national
clinical guidelines published in 2023 by the All-Russian
public organization “Federation of Anesthesiologists and
Reanimatologists” on the diagnosis and management of
patients with DoC. This document regulated the use of
the most reliable scales for diagnosing DoC in Russia [3]
and included diagnostic, treatment, and rehabilitation
algorithms considering the level of evidence. However,
the implementation of these recommendations is still at
an early stage — as in 2017 (Legostaeva et al., 2017), when
a comprehensive analysis of medical documentation of
patients with disorders of consciousness was conducted, a
high percentage of erroneous diagnosis of DoC forms still
persists, and outdated approaches, criteria, and views on
DoC are still observed in routine work.

The problem of medical personnel’s awareness of
current terminology and the use of scales developed and
validated specifically for this patient group exists in many
countries worldwide [4-7].

Updating the degree and quality of awareness of
healthcare workers in the Russian Federation about
important aspects related to DoC will help determine the
directions in which to build a strategy for improving the
quality of care for this category of patients.

Anonymous surveying is one of the common methods
for collecting current information about the characteristics
of healthcare workers “on the ground”, allowing an
understanding of the problems from within [8, 9].
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Aim

Thus, the aim of our study was to assess the practices of
diagnosis and management of patients with DoC that had
developed by 2024 through anonymous survey.

Materials and methods

Online surveying was chosen as the research method,
as it is widely accessible, does not require significant
time investment, and allows reaching a large number of
respondents in different cities of Russia. To conduct the
survey, we approached healthcare workers through the
management of specialized state clinics, rehabilitation
centers, departmental hospitals, and private rehabilitation
centers where patients with DoC regularly receive
treatment and rehabilitation. The survey of physicians
and other medical personnel was conducted voluntarily,
non-personalized, and anonymously, based on the Google
platform, with confidentiality of respondents preserved.
Therefore, it is impossible to characterize the group of
respondents who agreed to participate. They were asked
to answer 47 questions about their specialization, place of
work (type of institution, funding sources used to assist
patients with DoC), work experience (in general and
directly with patients with DoC), and ways of obtaining
information necessary for managing patients with DoC.
Furthermore, the questionnaire contained questions about
the availability of diagnostic and treatment methods, the
possibility of involving patient relatives in rehabilitation,
and ethical aspects related to the management of patients
with DoC, including attitudes toward pain. The survey
results were entered into an electronic database.

Results

A total of 204 respondents participated in the survey
(84 men; 41.4 %). Most respondents were within the age
group of 31-50 years (62.3 %). The geography included
various cities in Russia (Moscow, St. Petersburg, Tver,
Yekaterinburg, etc.).

The majority of respondents indicated their place of
work as a state scientific rehabilitation center (56.2 %),
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17.2 % — a state clinic, 13.3 % a private clinic, and 13.3 %
were in departmental institutions. The distribution of
specialties is presented below (Figure 1). The main
respondents were anesthesiologists-intensivists (26.5 %),
occupational therapists were second — 24 %, neurologists —
11.7 %, rehabilitation specialists — 5.6 %, and 6.6 % were
represented by nursing and junior medical staff.

Experience with DoC varied from 0 to 31 years, with
a median of 5 [0; 8] years. 66 % of respondents work with
“acute” patients up to 3 months from the moment of brain
injury, 70 % — also with patients at 3 to 12 months post-
injury, and 48 % — with chronic patients who have been in
this state for more than a year.

Approaches to terminology and diagnosis of DoC

In 61 % of responses, it was noted that there is a lack
of informational resources, and the main source is Russian-
language articles, as well as presentations by Russian-
speaking specialists. 28.4 % of respondents indicated
that they use international sources to supplement their
knowledge. The basic terminology used by the respondents
was also determined: the use of outdated terms “vigil
coma” (6.9 %), “syndrome of the revived brain” (4 %),
“apallic syndrome” (13.3 %) still persists in clinical practice.
However, it is worth noting that the use of the current
term “unresponsive wakefulness syndrome” (UWS) was
reported by more than half of the specialists (51.4 %). At
the same time, only one-third of specialists (27 %) note that
they consider the term “vegetative state” (VS) incorrect

because it is similar to the word “vegetable” or “vegetable
state”; 46 % of respondents do not think so, and the rest did
not answer this question.

The majority of respondents (66.3 %) answered that
there is a possibility in their clinic to obtain a consultation
from an expert specialist in the diagnosis and treatment
of patients with DoC — a neurologist, psychiatrist,
anesthesiologist-intensivist, either in person or remotely,
which undoubtedly should increase the level and quality of
DoC diagnosis and helps in complex situations.

The overwhelming majority of respondents among those
who establish the diagnosis independently answered that
when verifying the form of DoC, they rely on the results of
clinical examination (122 people, 100 %) and/or assessment
using specialized clinical scales (117 people, 96 %).
102 people, in addition, consider the results of additional
instrumental research methods (83 %) — neuroimaging and
neurophysiological. 20.8 % of 180 people noted that they
generally do not use scales in their work for diagnosing DoC
(Figure 2). Among them are one anesthesiologist-intensivist,
a rehabilitation specialist, and a psychologist.

The overwhelming majority (140 people, 68.5 %) use
specifically clinical scales for diagnosis, without additional
instrumental methods. They were offered a number of tools
to mark as used, and more than half of the respondents,
among others, answered (62.9 %) that they use the Coma
Recovery Scale-Revised (CRS-R) [10, 11]. Among the
specialists who noted the use of specialized clinical scales
dedicated to DoC were anesthesiologists-intensivists,
neurologists, and neurosurgeons.

Specialties (Quantity)

V.

Occupational therapist
24.0 %

Mid-level / Junior medical personnel

Intensive care specialist
26.5 %

Palliative care therapist

6.6 % / 0.5%
/ Physical therapy instructor

Rehabilitation specialist 56 _%

56 % Speech therapist

3.6%

Psychologist

5.6 % Therapeutic massage specialist

Neurosurgeon ///' 8.2%

2.0%

Neurologist

11.7 %

Fig. 1. Distribution of respondents by professional specialties (n = 204)
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The Usage of the Scales for Assessing Patients with DoC

GCS

| 59 %

FOUR

| 46 %

CRS-R

| 49 %

DRS

| 26 %

NCS-R

| 12%
CNC [T 11%
RLA[TTT 8%

SMART [ 4%

WHIM ] 2%

Don't use scales

Dobrokhotova-Zaytsev

Scales

0% 20 %

| 23%

| 21 %

40 % 60 %

Number of respondents

Fig. 2. Frequency of use of various diagnostic scales for verification of forms of disorders of consciousness among respondents (n = 180)

Note: CNC — Coma/Near-Coma Scale; CRS-R — Coma Recovery Scale-Revised; GCS — Glasgow Coma Scale; DRS — Disability Rating Scale;
DoC — disorders of consciousness; FOUR — Full Outline of UnResponsiveness; NCS-R — revised Nociceptive Coma Scale; Dobrokhotova-
Zaytsev — scale of recovery of consciousness; RLA — Rancho Los Amigos Levels of Cognitive Functioning; SMART — Sensory Modality
Assessment and Rehabilitation Technique; WHIM — Wessex Head Injury Matrix.

It should be noted that the largest number of
respondents also noted that when examining patients,
they use scales unsuitable for DoC — GCS, Glasgow Coma
Scale (77.1 %) and the Full Outline of UnResponsiveness
(FOUR) scale (60 %). Moreover, 30 % of respondents
(42 people) use exclusively these non-relevant tools. Among
these respondents: 12 anesthesiologists-intensivists,
1 neurosurgeon, 7 neurologists, i.e., specialists directly
involved in establishing the DoC diagnosis.

Among healthcare workers involved in establishing
the diagnosis, 38 % of study participants answered that
the final diagnosis of the DoC form in their department
is established by the head of the department or a council
of physicians, indicating the complexity of the decision-
making for the respondents. When clarifying the number
of examinations upon which the diagnosis is based, it was
found that in 5 % of cases, specialists establish the diagnosis
after one examination, in 37 % — after 2-4 repeated
examinations. Only in 18 % is there an opportunity to
conduct 5 or more tests to finally determine the form of
DoC.

The possibility of using additional research methods
was noted by 60.7 % of specialists. The most commonly
used instrumental diagnostic methods were magnetic
resonance imaging (MRI) (67.6 %) and functional MRI
(fMRI) (41 %), computed tomography (CT) (66.5 %),
electroencephalography (EEG) (61.8 %). 16.2 % noted
the high-tech method of transcranial magnetic stimulation
combined with electroencephalography (TMS-EEG) [12]
as used in diagnosing signs of conscious activity [3, 13, 14].
66.7 % of respondents are aware of the possibility of “covert

90

consciousness” or cognitive-motor dissociation in some
patients [15].

Treatment and rehabilitation

Providing medical care to patients with DoC includes
a whole multidisciplinary set of measures. The institutions
represented in our study possess a large arsenal of
both classical rehabilitation methods (massage 89.6 %,
verticalization 86.7 %, passive gymnastics 86.1 %) and tools
of cognitive therapy (audio- (47.4 %), videostimulation
(48.6 %), as well as high-tech methods of neurorehabilitation
(robotic mechanotherapy (46.8 %), non-invasive brain
stimulation — transcranial magnetic stimulation (TMS)
(37 %) and transcranial direct current stimulation (tDCS)
(8.7 %)). In more than half of the responses (57.4 %), the
possibility of relatives’ participation in the rehabilitation
process is noted, which is a good support for the recovery
process as a whole and corresponds to international
approaches to managing this category of patients.

Regarding the somatic condition of patients, the
main problems remain pressure sores, contractures,
and infectious complications (79.8 %, 76.9 %, 69.9 %,
respectively). Problems related to nutrition are noted in
half of the cases, although 90 % of institutions have the
possibility of gastrostomy placement. However, specialists
note that, according to their approximate estimates,
gastrostomy is installed in approximately one-third of
patients with DoC.

Overall, 78.7 % note positive dynamics in the patient’s
somatic condition after discharge from their hospital, and
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34.7 % claim that they often observe improvement in the
level of consciousness.

An important aspect of managing patients with DoC
is explaining to the family all the details and features of this
condition, including home care and difficulties related to
somatic condition and rehabilitation. We inquired whether
specialists communicate with the patient’s relatives regarding
the essence of the disease, its prognosis, and further
treatment tactics; 62.3 % answered positively. Half noted
that they have the opportunity to dedicate sufficient time
for full interaction with relatives, and 62.1 % would like to
improve their communication skills through special training
programs. Overall, when assessing general satisfaction with
working with patients with DoC (from 1 to 10, where 1 is
minimal satisfaction, 10 is maximum possible, complete
satisfaction), the average score was 6.28 + 2.30 points.

Pain and analgesia

It was decided to address the issue of analgesia, as
it can strongly influence the quality of diagnosis and
management of a patient with DoC. There are many
presumed factors that can cause pain sensations in this
group of patients: injuries, contractures, pressure sore
sites, etc. Patients in VS/UWS cannot always react to pain,
and therefore, the researcher can judge the reaction to
pain through indirect factors such as autonomic reactions,
vocalizations, grimaces, forced postures, etc. However,
all these reactions can also be a result of structural brain
damage. International guidelines have a basic assertion that
scheduled analgesia should be administered regardless of
the presence or absence of signs of conscious activity. The
overwhelming majority (83 %) of respondents believe that
patients in VS/UWS experience pain, and 89 % believe the
same about patients in a minimally conscious state (MCS)
(Figure 3).

This is also confirmed by the high number of positive
responses (85.4 %) to the question “do you use scheduled

analgesia conducted for patients with DoC?” The most
common signs of pain noted by respondents were: pain
grimace (86.9 %), change in heart rate (75.4 %), increased
respiration rate (72.7 %), motor restlessness (66.1 %),
emotional reaction (55.7 %), vocalization (60.7 %).

Differences among professional groups

Analysis of the survey results showed differences
among professional groups working with patients with
chronic disorders of consciousness (DoC). Physicians,
predominantly middle-aged men, have greater experience
and access to modern diagnostic and treatment methods
(CT, MRI, EEG, TMS, botulinum therapy), actively use
pharmacological analgesia and comprehensive rehabilitation
programs. Nursing and junior medical personnel are
more often women with varying work experience; they
less frequently participate in diagnosis establishment and
have limited access to high-tech methods, predominantly
using basic scales and procedures. Non-medical specialists
(exercise therapists, speech therapists, massage therapists)
have less experience working with DoC, are limited in the
use of instrumental and pharmacological methods, and
more often use non-pharmacological approaches and basic
rehabilitation.

Problems common to all groups include a deficit
of information about DoC, limited rehabilitation
opportunities, difficulties in interaction with relatives,
and a lack of time for communication with them. At the
same time, physicians more often support the possibility
of relatives making decisions about ending the patient’s
life, whereas non-medical personnel demonstrate a more
conservative position. The obtained data indicate the need
to develop educational programs for different categories
of specialists, standardizing the diagnosis and treatment
of DoC, improving interdisciplinary interaction, and
expanding the palliative care system.

Do patients with DoC experience pain?

MCS

VS/UWS

0 20 40

B Yes [] No

1
60 80 100
%
] Not Sure

Fig. 3. Proportion of respondents who believe that patients with vegetative state / unresponsive wakefulness syndrome (VS/UWS) and

minimally conscious state (MCS) can experience pain

Note: DoC — disorders of consciousness.
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Discussion

The need to survey medical personnel working with
“complex” patients, which undoubtedly include patients
with DoC, is determined by the necessity to update and
subsequently change existing work patterns within the
medical community. Such practice is also useful for
activating pathways of informational enlightenment,
drawing attention to typical problems arising in the
process of direct work with patients to improve the
quality of care provided to them. Online surveying with
anonymity of participants preserved allows including
a large number of respondents from various regions
and obtaining a more detailed picture of the responses
received, which is important for a thorough analysis of
the issue of interest. This method is increasingly used
in the field of critical care neurology to find answers to
various questions concerning epidemiology and care
organization (see, for example, the work of Kondziella D.
et al., dedicated to assessing the prevalence of coma [16]
or the study by the Disorders of Consciousness Group of
the International Brain Injury Association, assessing the
availability of rehabilitation methods for patients with
DoC in different countries [17]).

International experience in surveying medical
personnel working with patients in DoC is not very
extensive, but it also provides an idea of the main aspects of
the identified problems. First and foremost, these include
diagnostic accuracy and the related issue of healthcare
workers’ attitudes toward patients depending on the
perception of recovery prospects. Tresch et al. point out
that caregiving personnel describe patients clinically in
a VS/UWS, while also demonstrating awareness of pain
or perception (reaction to conversations and presence of
relatives) [18].

Treatment, rehabilitation, and care for patients in DoC
is a labor-intensive process, encompassing not only clinical-
diagnostic dilemmas but also issues related to legal and
moral-ethical aspects.

This article presents the results of the first survey of
medical and paramedical personnel specializing in assisting
patients in DoC in Russia. International publications
studying this cohort of patients usually focus on caregiving
personnel, relatives, and the moral burden accompanying
these patients. In our case, we also decided to focus on
some clinically significant aspects that influence prognosis
and the patient’s further life in general [19-22].

The conducted work allowed comparing some signs of
awareness and involvement of physicians and other medical
workers in the specifics of working with patients in VS/
UWS and MCS.

One such aspect, for example, is the use of outdated
terminology identified by us, which does not reflect
clinical criteria for diagnosis establishment. The use of
standardized terminology reflects current ideas about
diagnosing signs of conscious activity and forming an
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adequate rehabilitation prognosis. Moreover, the use of
outdated terms can lead to interdisciplinary inconsistency
among specialists during therapeutic planning. It can also
indirectly indicate a lack of competent knowledge about
modern methods of diagnosis and treatment of this severe
group of patients, which can lead to erroneous diagnosis
and ethical difficulties.

It should be recalled that in world practice, in almost
half of the cases, the diagnosis of DoC is erroneous,
including due to incorrect application of clinical scales to
detect signs of conscious activity. Thus, the GCS and FOUR
scales investigate the level of wakefulness but do not assess
the presence of consciousness in patients with DoC; these
tools are valid only for the acute period of the disease [23-
25]. At the same time, the use of scales itself is standardized
and necessary for routine practice, so the specialist’s
answer “do not use” in 21 % obviously reduces the quality
of diagnostic work. The Coma Recovery Scale-Revised
(CRS-R) possesses the greatest reliability for diagnosing
DoC [10, 26]. This scale has undergone linguistic-cultural
adaptation and validation and has an official version for
Russian-speaking users [27]. The survey results showed
that its popularization and more effective implementation
in practice are required.

According to our survey, healthcare workers have
different perceptions about possible pain perception in
MCS compared to patients in VS/UWS. This finding means
that our medical community does not imply a unified
approach to scheduled analgesia for any patient with
DoC. Although it has long been confirmed by functional
neuroimaging results [28, 29] that patients in VS/UWS
should be considered as profile patients for scheduled
analgesia, despite their unresponsiveness. Nevertheless, our
survey showed that the majority of respondents believe that
patients in VS/UWS experience pain (82.4 %). This number
exceeds indicators from other studies, where the percentage
did not exceed 60 % [30].

We can only guess at possible explanations for the
apparent increase in the proportion of specialists who
believe that patients in VS/UWS feel pain. One assumption
could be high awareness of the possibility of “covert
consciousness” in patients (66.7 %). This is a state in which
cognitive-motor dissociation is present, and detection of
patient reactivity can only be achieved with instrumental
methods, such as positron emission tomography (PET),
fMRI, EEG [12, 15, 31, 32].

The divergence in opinions among our respondents
regarding pain perception in patients with VS/UWS may
also be related to the absence of a unanimously accepted
definition of pain and suffering in this category of patients.
An example of successful work in the field of unifying
terminology and diagnostic criteria is the activity of the
multidisciplinary working group on persistent VS [33],
created in 1994. As a result of the work, it was also
concluded that a grimace resembling crying is unlikely to
reflect awareness of pain and suffering unless it is consistent,
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sustained, and related to the direct application of a painful
stimulus.

The TASP (1994) definition of pain also points to the
cognitive and affective properties of pain, emphasizing
the importance of subjectivity and the influence of the
environment on the experience of pain. Pain can be
regarded as any reaction to a stimulus — but it is obvious
that not just any reaction to environmental changes
can be considered conscious (for example, reflexes and
automatisms associated with brain death) [34], and the
approach should be differentiated.

Such divergence in expert opinions is also reflected
among practicing specialists. Today, one of the important
problems in pain diagnosis is its assessment in patients
unable to communicate it, in particular, patients with
dementia and intensive care unit patients. However, it has
been proven that timely detection of pain and prescription
of analgesic therapy affect the outcome. Thus, in ICU
patients, adequate analgesia had a direct correlation with
the duration of mechanical ventilation and ICU stay, as
well as with mortality [35]. This may be because even in
the absence of consciousness, activation of the nociceptive
system leads to activation of sympathetic stimulation and
the release of “stress hormones”, which negatively affects
the body’s restorative processes even in the absence of the
patient’s awareness of their suffering.

Physicians often use rather intuitive ways of
determining the presence of pain in a patient and, based on
these observations, identify the need to prescribe analgesia.
Thus, among the most popular signs of pain can be found:
pain grimace, tachycardia, tachypnea, motor restlessness,
emotional reaction, vocalizations. However, studies have
shown that changes in vital function indicators, such
as respiratory rate, oxygen saturation, pulse, and blood
pressure, do not always correlate with pain and painful
procedures [36].

Pain grimaces in patients with DoC also do not always
accompany the sensation of pain [37]. Similarly, motor
restlessness, crying, vocalizations, and other behaviors [38].
This is because many of these manifestations can also
be a neurological disorder — for example, associated
pseudobulbar syndrome or dystonia, acquired after damage
to deep brain structures. Nevertheless, the indicated signs
may indirectly indicate the presence of a pain syndrome
requiring individual assessment in each clinical case. The
specialists’ focus on all these manifestations reflects their
high clinical alertness regarding pain symptomatology.
On the other hand, these results point to an obvious gap
in unifying approaches to analgesia in patients with DoC.
Currently, the Scale and Questionnaire Validation Center
of the Federal State Budgetary Scientific Institution
“Scientific Center of Neurology” is conducting linguistic-
cultural adaptation and validation of The Nociception
Coma Scale-Revised (NCS-R) [39]. This is a tool that

allows for standardized assessment of pain in patients with
DoC, which will undoubtedly not only improve the quality
of medical care provided but may also improve the quality
of diagnosis of signs of conscious activity in this group of
patients.

We decided to include this aspect in the survey because
it was previously determined that the opinions of physicians
and specialists working with patients with DoC regarding
pain perception are significantly influenced by personal
beliefs, which can also influence physicians’ clinical
decisions, directly concerning the quality and volume of
medical care provided [40].

Study limitations

m Selection Non-representativeness. The sample of
respondents (204 people) is not representative of
the entire population of healthcare workers in Russia
working with patients with DoC. The predominance of
specialists from scientific rehabilitation centers (56.2 %)
and large cities (Moscow, St. Petersburg) may distort the
overall picture, as the level of awareness and access to
modern methods in regions may be lower.

s Heterogeneity of Professional Groups. The survey in-
volved specialists of different profiles (anesthesiolo-
gists-intensivists, neurologists, occupational therapists,
medical psychologists, nursing staft ), which complicates
the comparison of answers due to differences in educa-
tion, clinical experience, and professional competencies.
For example, psychologists and exercise therapists may
have a different understanding of terminology and diag-
nosis than physicians, yet their participation in patient
care and rehabilitation, as well as direct daily contact
with the patient, can be of great importance in diagnos-
ing signs of conscious activity and assessing the dynamics
of patient recovery.

m Self-reported Data. The data are based on self-reports
of respondents, which may lead to overestimation or
underestimation of real practice (e.g., socially desirable
answers).

s Lack of Clinical Practice Validation. The study did not
include an audit of real clinical practice or assessment
of objective data (e.g., medical records). Respondents’
statements about the use of scales or treatment methods
were not independently verified.

= Limited Coverage of Ethical and Organizational Aspects.
Although issues of analgesia and communication
with relatives were addressed, the depth of analysis
of these topics is limited by the questionnaire format.
For example, resource constraints, legal barriers, and
equipment availability were not studied.

s Lack of Control for Repeated Testing. It is unclear how
consistently respondents applied scales (e.g., CRS-R)
over time, which is critical for DoC diagnosis.
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Conclusion

Moral-ethical and clinical difficulties associated with
patients with DoC require specialists to pay great attention
to current approaches and information illuminating their
diagnosis and management. The polarity of views identified
in a number of aspects in the work reflects the timeliness
of conducting this study, and the analysis of the obtained
results allows identifying weak points in working with
these patients. Furthermore, the formation of an accessible
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