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Abstract

Background: Advances in medicine have resulted in treatments that can extend the survival of
patients with prolonged disorders of consciousness (PDOC) for several years. However, several
diagnostic and prognostic uncertainties remain particularly in the care of pediatric patients. In the
absence of international guidelines, we aimed to explore physicians' decision-making when
managing pediatric patients with PDOC.

Methods: We conducted a qualitative study using semi-structured, individual interviews and
employed an inductive thematic analytical approach to explore physicians' subjective experiences
and decision-making when managing pediatric patients with PDOC. We recruited a purposive
sample of 19 Italian-speaking physicians currently or previously employed in intensive care unit,
pediatric, internal medicine, or neurology departments in Switzerland.

Results: Participants stated that making clinical decisions involving pediatric patients with PDOC
is extremely challenging because the decisional process requires finding a balance between several
contending factors. We found that physicians experienced ambivalence in three domains of care
(time, goals of care, and target of care), and that they were aware of the risk of self-fulfilling
prophecies for both prognosis and main clinical outcomes.

Conclusions: Our study confirmed that experienced clinicians acknowledge the complex nature
and challenge of clinical decision-making of pediatric patients with PDOC. More research is
warranted to improve and expand existing guidelines aimed at assisting and facilitating clinical
and ethical decision-making, and improving physicians’ awareness of the factors affecting their

decisions when dealing with patients with PDOC.

Introduction
Current medical treatments can extend for several years survival of patients with prolonged
disorders of consciousness (PDOC), namely unresponsive wakefulness syndrome (UWS), also
known as vegetative state (VS), and minimally conscious state (MCS)'2. However, due to many
diagnostic and prognostic uncertainties, particularly in pediatric patients, physicians dealing with
them face several clinical, ethical and legal challenges#. Decisions following deterioration in the
clinical condition are likely to entail ethical dilemmas and, sometimes, legal issues>°.

In 2018, a Committee of the American Academy of Neurology (AAN) published
recommendations for patients with PDOC!?. Recommendations number 16, 17 and 18 highlight

the absence of pediatric-specific evidence and advise clinicians to adopt the same diagnostic
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recommendations that apply to adult populations, and inform families that the natural history and
prognosis of children/adolescents with PDOC is not well defined, and that there are no established
therapies for this population'?. More recently, the European Academy of Neurology (EAN)
published a comprehensive guideline for the diagnosis and classification of coma and other PDOC
based on the best available scientific evidence!?. The EAN guideline recognizes that
misclassification may lead to major ethical issues for patients and their caregivers, including
prognosis, treatment, resource allocation and end-of-life decisions!?. The Swiss Academy of
Medical Sciences (SAMS) has issued guidelines that address the ethical challenges posed by
caring for both adult and pediatric patients with PDOC!!. The SAMS guidelines recognize that,
since special characteristics apply to children and adolescents, clinical decisions, must be made on
a case-by-case basis. The decision-making process should take into account each patient’s
individual prognosis, their presumed wishes and character, ponder the therapy’s anticipated
benefits against its disadvantages and consider the emotional burden that parents/caregivers may
face when asked to make life and death decisions for the patient!!.

However, the AAN, EAN and SAMS guidelines are suboptimal in at least three stances.
First, they do not offer a comprehensive ethical framework for physicians to consult and navigate
during the decision-making process. Second, they do not provide actionable information on the
multitude of factors that may influence the decision-making process. Third, they make no explicit
reference to how physicians should balance the interests and presumed wishes of the child with the
will of the parents. The literature has repeatedly highlighted the presence of such grey areas
where, despite the many legal treatment options available, only few can also be considered
morally acceptable!?. The difficulty of having well-defined procedures when dealing with
suffering children and adolescents is partly due to the high variance in individuals’ point of view
regarding what it means to live “a good life”!4. The main aim of this study was to explore
physicians’ decision-making when managing pediatric patients with prolonged disorders of
consciousness, with a special look at the ethical issues they may encounter. In particular, we
aimed at uncovering physicians’ moral reasoning regarding decisions on, e.g., diagnostic
procedures, evaluation of prognosis, treatment withdrawal/withholding, and the management of

acute episodes within chronic conditions.

Methods
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We conducted a qualitative study using semi-structured, individual interviews to explore
physicians’ decision-making when managing pediatric patients with PDOC. The method and

reporting followed the Consolidated Criteria for Reporting Qualitative Research (COREQ)'S.

Sample

To capture a wide range of perspectives, we recruited a representative sample of 19 Italian-
speaking physicians employed in either an intensive care unit (ICU), pediatric, internal medicine,
or neurology Swiss hospital department. We selected participants based on our knowledge of their
past/current clinical activity and, at the beginning of the interview, we asked participants to
confirm they had experience in managing patients with PDOC. We interrupted recruitment when
we reached thematic saturation'®. A snowball sampling technique was used to identify potential
participants, starting from a pool of six participants with whom one of the authors (FM) had

already work-related contact. No one refused to participate.

Data collection

Interviews were conducted between January 2019 and January 2020, and lasted between 25 and 59
minutes. The interviewers (FM and MF) were two researchers trained in qualitative research. At
the time of the interviews, FM was a social worker trained in bioethics and employed in a
pediatric department that caters for children affected by PDOC, while MF was a qualitative
researcher trained in bioethics. To reduce possible social desirability bias, both the interviewers
adopted techniques such as open-ended and nominative questions and employed a non-judgmental
and non-leading approach to questioning. To guide each interview, a flexible interview guide was
developed based on the literature and expert consultation. Topics included participants’ definition
of PDOC, a description of the main clinical decisions involving adult and pediatric patients with
PDOC and the related criteria for decision-making (Appendix 1). We initially prompted our
participants to consider different etiologies when reflecting on their moral reasoning behind
decisions. Time was devoted to eliciting criteria that may not be included in the list. After
participants’ oral informed consent, interviews were audio recorded and transcribed verbatim.
Debriefing among the two interviewers took place within one week following each interview

based on transcripts and notes.

Data analysis
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Two researchers (FM and MF) and a student assistant employed an inductive thematic analysis to
extract meaningful themes from the data'”. Initially, the two researchers read the transcripts
multiple times to become familiar with the content and independently highlighted meaningful
quotes. Subsequently, they summarized the quotes under labels by comparing their interpretations
and organized the generated labels hierarchically. This was done at a vertical level first, and at a
horizontal level at a later stage. The initial labels were re-coded in a list with themes and concepts
on a more abstract and conceptual level. Finally, the coders applied the code list to the transcripts
and generated a more abstract list of themes. The resulting themes were discussed among the
coders through reference to the interview transcripts until consensus was reached. The transcripts

were analyzed using NVivo version 12 software!'®.

Results

Among the 19 included physicians, three were employed in ICUs, eight in pediatric, seven in
neurology, and one in internal medicine department (Table 1). The mean age was 57 (SD=8) and
the average years of experience was 30 (SD=7). In addition, participants listed precise etiologies
for PDOC, and clearly understood and highlighted the difference between an inborn condition due
to a genetic background, or pre- or perinatal complication or a later acquired brain damage
(traumatic or hypoxic). However, they consistently reported that the PDOC’s etiology isn't the
main factor influencing decision-making process. Rather, the latter is guided by the child's clinical

condition. Exemplary quotes from the interviews can be found in Table 2.

The struggle to find a balance

All participants stated that making clinical decisions involving pediatric patients with PDOC is
extremely challenging, since the decisional process requires finding a balance between multiple
factors that are not always compatible with each other (Q#1). One of the challenges identified by
most participants is to adapt to a high level of variability in terms of both patients and contexts
and, at the same time, dealing with the lack of precise ethical guidelines (Q#2, Q#3). Indeed, they
reported that clinical decisions in these situations have always a major ethical component and they
underlined that science only provides the “how to”, but the decision on “whether to”” does not
depend only on scientific criteria but also on humanistic and philosophical reasoning (Q#5).
Making clinical decisions for these patients requires taking into account what the public opinion is

on when it is no longer worth living, and physicians need to anticipate the societal implications of
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their decisions (Q#6). An additional difficulty lies in the fact that decisions need to be made fast,
especially when it comes to acute events (Q#7). Participants recognized the need to acknowledge
one’s own feelings, religious and cultural beliefs, and expectations in relation to the type of

clinical decision that needs to be made and account for their possible influence (Q#8).

Time is needed for an appropriate qualitative evaluation

In the decision-making process, participants agreed that the three most important variables to
evaluate are the etiology, diagnosis, and prognosis of the patient’s disease. However, they added
that the evaluation of these factors is extremely problematic because it requires a qualitative rather
than a quantitative approach, with some referring to diagnosis and prognosis as “fluid factors”
(Q#9). Almost half of the participants stated that the evaluation of the patient’s consciousness is
the most important factor contributing to the path towards the diagnosis of PDOC. However,
participants noted that it is the very idea of consciousness that is open to debate and requires a
philosophical approach to understand its nature. Again, they noted the need to avoid reducing
patients to single categories, but to describe their situation in a qualitative way (Q#10, Q#11). As
explained by several participants, such a qualitative approach requires an investment in terms of
time (Q#12). The concept of time was reported to be key in allowing both a careful evaluation of
the evolution of the disease and their understanding of the relationship between the etiology and

the prognosis and how they can be accurate making a prognosis (Q#14).

Between patient’s and family’s quality of life

Participants reported frustration about the fact that they often do not know enough of the patients’
life before the event that lead to PDOC to interpret their presumed wishes (Q#15, Q#16). To fill
this gap, half of the physicians stated that they usually consult families, nurses and social workers
to get to know the child better (Q#17, Q#18). In the absence of information on the child’s identity
and alleged will, most participants cited the patient’s past, present, and expected quality of life as a
major factor to take into account in the decision-making process. Present and expected quality of
life was mainly conceptualized as the degree of sufferance the patient might be experiencing,
while they reported that past quality of life refers to the activities that the patient was able to carry
out prior to the brain damage. However, all participants recognized the subjective nature of the
concept of quality of life, stating that its interpretation is often left to those who supposedly know

the patients best (Q#19). Most participants stressed the importance of evaluating each single case
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within the individual-specific social context where he or she comes from, as it might be difficult
for physicians to decide whether to weigh decisions according to patients’ quality of life or their
families’ one (Q#20, Q#21). For a quarter of participants, family’s quality of life weighted more
than the child’s in the evaluation of clinical decisions (Q#22, Q#23). Few participants explained
that this was due to the emotional burden of family members (Q#24, Q#25). For other participants,
this was justified by the fact that the patient’s mother may create a symbiotic relationship with the
child (Q#26). However, some argued that this type of symbiotic relationship may result in the
exclusion of all other members of the family, including patients’ siblings (Q#27, Q#28).

The risk of self-fulfilling prophecies

Participants also reported a high risk of self-fulfilling prophecies (Q#29, Q#30). According to half
of the participants, this risk may be managed by physicians by acknowledging what value they
attribute to life and the features that life should have to be considered a “good” life, with some
arguing that life is not “an absolute value” (Q#31, Q#32, Q#33). In addition, few participants
noted that physicians need to acknowledge and respect the value of the patient’s family attribute to

the patient’s life, even when this does not correspond to their own (Q#34).

Discussion

The main aim of this study was to explore physicians’ decision-making when managing pediatric
patients with PDOC. We found that physicians experienced ambivalence in several domains of
care, i.e., time (need to act fast vs. need to wait), goals of care (extending life as a value per se vs.
avoiding medical futility), and targets of care (patient vs. caregiver), and that they were aware of
the factors that may influence their decision-making process.

Our finding that physicians experience ambivalence towards time resonates with evidence
that time is a crucial dimension of decision making in the ICU: participants experienced a “moral
challenge” in managing the interplay between the two notions of ‘Need to wait’ and ‘Need for
action’!. Our findings extend this evidence to physicians caring for pediatric patients with chronic
conditions mostly managed outside the ICU. Another study that investigated contextual and
relational aspects affecting decision-making for patients with DOC identified time as a key
aspect?’. Unlike our results, this study found that physicians experienced a moral tension between

the need to give families the time to grasp the events and the need for fair allocation of
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resources?’. Evidence from Ticino highlights physicians’ need to find both “enough” time and the
“right” time to explain information honestly and efficiently while maintaining patient’s hope?!.

We also found that physicians experienced a tension between treating to provide medical
benefit vs. treating to preserve life at any cost. As a result, physicians' perception of futility is
variable because the decision-making process is highly subjective and likely to fluctuate based on
several factors related to the physician involved??. Moral distress may result from providing futile
treatments when this honors families” wishes?*2”. Our study provides novel insights by reporting
the widespread, accepted tendency by physicians to allow futile treatments in the context of PDOC
pediatric patients, when these are requested by their guardians. Our participants seemed to
experience a cognitive dissonance. On the one hand, they felt that they must adhere to the concept
futility even if it applies to the pediatric patients with PDOC and consequently they would prefer
not to pursue certain treatments that may be requested or demanded by patients’ families in case of
very bad prognostic estimates. On the other hand, they felt that — when it comes to children and
adolescents — life should be prolonged at any cost.

We also found that physicians experienced a tension regarding whom their decisions
should target. Many participants accepted to prolong life-sustaining treatments despite their
futility because withdrawing them could cause detrimental consequences to the patient’s legal
guardian(s) and their long-term quality of life. This echoes previous evidence describing
physicians’ full support of parents when the latter were unable to accept the limits to treatment
proposed by the former?8, despite frameworks provide justifications for overriding parental
decisions?®. Another study found that parents’ feelings of guilt and perceived duty of supervisions
play an important role in the long-term quality of life of the families of children with a diagnosis
of UWS3C. Some guidelines advise that the best interest of the patient should correspond with that
of the caregiver3-32. One study showed that two or more formal meetings would be required to
reach a consensus with children’s caregivers regarding waiver of therapy, while agreement would
be much more immediate, under the same clinical circumstances, if patients were adult®3. Our
results stress the tension between acting in the best interest of the patient vs. preventing harm to
his/her carer(s).

A second finding is that most participants were aware of a possible error of undertreatment
and its influencing factors, with some of them referring to the risk of a self-fulfilling prophecy. A
study finding that nearly 43% of patients diagnosed with a PDOC showed signs of awareness after

repeated examination, suggested that factors other than lack of standardized assessment
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approaches may influence diagnostic accuracy?*. The literature has already shown that pessimistic
assumptions (or a pessimism bias) regarding prognosis for PDOC patients may become self-
fulfilling if premature life-sustaining treatment or resuscitation are withheld on the basis of that
negative prediction®>-3%, Other studies suggest that adopting a nihilist perspective by some
clinicians with patients with moderate-severe traumatic brain injury may result in self-fulfilling
prophecies®. In addition to this evidence, our participants reported to have reflected on the
possible factors leading to this risk, which include their own cultural and philosophical beliefs as
well as their past experiences regarding end-of-life. The literature has found that different
physicians’ bias may affect clinical decision-making, significantly influence prognostication and
early withdrawal-of-care**=#3, Our finding that some of our participants engaged in a reflective
reasoning constitute an element of promising novelty, which takes place rarely, has been shown to
counteract the impact of cognitive biases by improving diagnostic accuracy*.

Physicians’ ambivalence towards time can be explained by analyzing the tension between
two aspects of the very nature of time. Physicians spend only 20% of their time on bedside care
and education*>6. To achieve a humanization of patient’s care, many have called for the current
understanding of time to leave more emphasis on its quality rather than its quantity*’. This
translates in placing more emphasis on active listening of patients and family members*748,
Regarding physicians’ ambivalence towards goal of care individuals may perceive
commission/omission errors concerning pediatric patients to be more morally condemned than
with adult patients*’. As for their ambivalence towards target of care, our findings are plausible
because in treating children with PDOC, clinicians are confronted not only with the child’s clinical
situation but also with the painful experience of the family. It does not surprise that most
physicians would be against discontinuing treatment when clinically appropriate, if this was
against the wishes of the families?>-*?. Regarding physicians’ pessimism bias, the literature
recognize the existence of several cognitive biases associated with medical decisions, such as
lower tolerance to risk, anchoring effect, commission and omission biases, and information and
availability biases®!*2. Interventions that might reduce the likelihood of cognitive errors include
interventions aimed at improving clinical reasoning and decision-making skills, such as reflective
practice and active metacognitive review>>. Beyond the cognitive explanation, philosophy finds in
clinical or therapeutic nihilism a possible basis for self-fulfilling prophecies>*. Doctors are
required to avoid the twin traps of overtreatment, on the one hand, and therapeutic nihilism, on the

other**. False positive or omission errors with pediatric patients are, generally more morally
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condemnable. However, it may be equally morally condemnable to add years of suffering to
younger than to older individuals. Rather than identifying the “correct traps”, physicians should
find the “correct prognosis”. Our participants seemed to be aware that, to avoid the influence
exerted on their judgment by factors that are unrelated to the specific problem, they may have to
practice deliberate reflection on such factors*.

Our results have some implications. From a practical point of view, guidelines should be
strengthened by including more details regarding both clinical and ethical management, and
address the ethical issues posed by the most recent clinical and technological developments that
may further extend PDOC patients’ survival. They should present advance care planning as a
mandatory criterion for decision-making, and have the removal of suffering at their core.
Awareness of the decision-making process should be promoted while meta-disciplinary solutions
are implemented through the advice of interprofessional groups and expert ethics committees to
protect those who have additional vulnerabilities. The presence of a trained professional in the
team would facilitate the development of self-awareness among team members and improve
ethical decision-making. In turn, constant, collective decision-making would prevent falling in
either the traps of over- or under-treatment. Considering the role of reflective practice and active
metacognitive review to reduce medical errors and improve ethical decision-making, medical
training curricula should be increasingly focused on developing reflection skills. Physicians
treating pediatric patients with PDOC are at higher need for psychosocial support and
interpersonal skills training, which would help them provide parents with emotional support and
advocacy, limit the risk of cognitive bias, and avoid emotional burnout. Patients and healthcare
professionals need ‘their’ time to arrive at an agreed-upon and ethically justified clinical
decision'. From a more theoretical point of view, our results ignite the debate on what makes life
worth living and raise the question on what qualifies surrogates who are not knowledgeable about
patients’ wishes™.

Some limitations of our study are worth noting. A first limitation is that we only included
Italian-speaking physicians. The results may thus reflect culture-specific beliefs. However, this
allowed participants to communicate in their native language and, thus, freely express their
thoughts and lived experiences in a vivid manner. Also, some physicians have been active outside
the Italian part of Switzerland/Ticino for years. Furthermore, current SAMS guidelines apply to all
physicians based in Switzerland. Second, most of our participants are employed in hospitals in the

Canton of Ticino, where cases of patients with PDOC are extremely limited. To address this
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limitation, we ensured that Ticino participants had gained substantial experience with this patient
population outside of this Canton. Finally, being this a qualitative study with a small sample based
in Switzerland, our results cannot be generalized to other geographical contexts, where the
decision-making process among physicians may be different both in terms of themes and from an

inter-professional perspective.

Conclusions

Our study confirmed that experienced clinicians acknowledge the complex nature and challenge of
clinical decision-making of pediatric patients with PDOC. It also highlights the difficulty not only
to estimate the patient’s prognosis but also to manage risk and uncertainty. Improving current
guidelines could facilitate successful ethical and clinical decision-making and increase physicians’
awareness of the plethora of factors affecting their decisions. More research should be conducted
on what extent being aware of one’s own feelings, beliefs and cognitive bias may help decrease

their impact, and on opportunities and limitations of disclosing one’s own ethical reasoning.

Acknowledgements

The authors thank all study participants for their contributions.

Funding

The study was conducted with funding from the Sasso Corbaro Foundation.

Conflict(s) of Interest Statement

Disclosure: none

Availability of data and material

The datasets generated and/or analysed during the current study are not publicly available due
privacy reasons but data summaries are available from the corresponding author on reasonable

request.

This article is protected by copyright. All rights reserved



References

1.

Erp WS van, Lavrijsen JCM, Vos PE, Laureys S, Koopmans RTCM. Unresponsive wakefulness
syndrome: Outcomes from a vicious circle. Ann Neurol. 2020;87(1):12-18.

doi:https://doi.org/10.1002/ana.25624

Thibaut A, Schiff N, Giacino J, Laureys S, Gosseries O. Therapeutic interventions in patients
with prolonged disorders of consciousness. Lancet Neurol. 2019;18(6):600-614.
doi:10.1016/51474-4422(19)30031-6

Racine E, Rodrigue C, Bernat JL, Riopelle R, Shemie SD. Observations on the Ethical and Social
Aspects of Disorders of Consciousness. Can J Neurol Sci. 2010;37(6):758-768.
doi:10.1017/50317167100051416

Bernat JL. Chronic disorders of consciousness. Lancet Lond Engl. 2006;367(9517):1181-1192.
do0i:10.1016/50140-6736(06)68508-5

Wade DT. Ethical issues in diagnosis and management of patients in the permanent

vegetative state. BMJ. 2001;322(7282):352-354. d0i:10.1136/bmj.322.7282.352

Jennett B. Thirty years of the vegetative state: clinical, ethical and legal problems. In: Laureys
S, ed. Progress in Brain Research. Vol 150. The Boundaries of Consciousness: Neurobiology

and Neuropathology. Elsevier; 2005:537-543. doi:10.1016/50079-6123(05)50037-2

Levi BH. Withdrawing nutrition and hydration from children: legal, ethical, and professional

issues. Clin Pediatr (Phila). 2003;42(2):139-145. doi:10.1177/000992280304200207

Kirschen MP, Walter JK. Ethical Issues in Neuroprognostication after Severe Pediatric Brain

Injury. Semin Pediatr Neurol. 2015;22(3):187-195. d0i:10.1016/j.spen.2015.05.004

Huxtable R. Dying too soon or living too long? Withdrawing treatment from patients with
prolonged disorders of consciousness after Re Y. BMC Med Ethics. 2019;20(1):91.
do0i:10.1186/s12910-019-0424-4

This article is protected by copyright. All rights reserved



10. Giacino JT, Katz DI, Schiff ND, et al. Practice guideline update recommendations summary:
Disorders of consciousness: Report of the Guideline Development, Dissemination, and
Implementation Subcommittee of the American Academy of Neurology; the American
Congress of Rehabilitation Medicine; and the National Institute on Disability, Independent
Living, and Rehabilitation Research. Neurology. 2018;91(10):450-460.
doi:10.1212/WNL.0000000000005926

11. Staehelin HB, Stahelin H, Bondolfi A, Fischer J, Gerber AU, Kesselring A, Kind C, Klauser C, Ritz
R, Salathé M, de Stoutz N, Stratenwerth G, Vallotton M, Zulian G; Swiss Academy of Medical
Sciences. Treatment and care of patients with chronic severe brain damage. Medical-ethical

guidelines of the Swiss Academy of Medical Science. J Nutr Health Aging. 2004;8(3):176-80.

12. Kondziella D, Bender A, Diserens K, et al. European Academy of Neurology guideline on the
diagnosis of coma and other disorders of consciousness. Eur J Neurol. 2020;27(5):741-756.

doi:10.1111/ene.14151

13. Lantos JD. Ethical Problems in Decision Making in the Neonatal ICU. N Engl J Med.
2018;379(19):1851-1860. doi:10.1056/NEJMra1801063

14. Friedrich AB. The Suffering Child: Claims of Suffering in Seminal Cases and What To Do About
Them. Pediatrics. 2020;146(Supplement 1):566-569. doi:10.1542/peds.2020-0818M

15. Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research (COREQ):
a 32-item checklist for interviews and focus groups. Int J Qual Health Care. 2007;19(6):349-
357. doi:10.1093/intghc/mzm042

16. Patton MQ. Qualitative Evaluation and Research Methods, 2nd Ed. Sage Publications, Inc;
1990:532.

17. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. 2006;3(2):77-101.
doi:10.1191/1478088706qp0630a

This article is protected by copyright. All rights reserved



18.

19.

20.

21.

22.

23.

24.

25.

26.

QSR International (1999) NVivo Qualitative Data Analysis Software [Software]. Available from
https://qgsrinternational.com/nvivo/nvivo-products/. SAGE Ocean. Accessed June 17, 2020.

https://ocean.sagepub.com/research-tools-database/nvivo

Seidlein A-H, Hannich A, Nowak A, Griindling M, Salloch S. Ethical aspects of time in intensive
care decision making. J Med Ethics. Published online April 24, 2020. doi:10.1136/medethics-
2019-105752

Rodrigue C, Riopelle R, Bernat JL, Racine E. How contextual and relational aspects shape the
perspective of healthcare providers on decision making for patients with disorders of
consciousness: a qualitative interview study. Narrat Inq Bioeth. 2013;3(3):261-273.
doi:10.1353/nib.2013.0059

Grignoli N, Wullschleger R, Bernardo VD, et al. Hope and therapeutic privilege: time for
shared prognosis communication. J Med Ethics. Published online October 14, 2020.
doi:10.1136/medethics-2020-106157

Gedge E, Giacomini M, Cook D. Withholding and withdrawing life support in critical care
settings: ethical issues concerning consent. J Med Ethics. 2007;33(4):215-218.
doi:10.1136/jme.2006.017038

Decision Authority - an overview | ScienceDirect Topics. Accessed February 26, 2021.

https://www.sciencedirect.com/topics/engineering/decision-authority

Mu P-F, Tseng Y-M, Wang C-C, et al. Nurses’ Experiences in End-of-Life Care in the PICU: A
Qualitative Systematic Review. Nurs Sci Q. 2019;32(1):12-22.
doi:10.1177/0894318418807936

Morparia K, Dickerman M, Hoehn KS. Futility: unilateral decision making is not the default for
pediatric intensivists. Pediatr Crit Care Med J Soc Crit Care Med World Fed Pediatr Intensive
Crit Care Soc. 2012;13(5):e311-315. d0i:10.1097/PCC.0b013e31824eal2c

Miller-Smith L. The True Abuse of Futility. Perspect Biol Med. 2018;60(3):403-407.
doi:10.1353/pbm.2018.0015

This article is protected by copyright. All rights reserved



27.

28.

29.

30.

31.

32.

33.

34.

35.

7

White B, Willmott L, Close E, et al. What does “futility” mean? An empirical study of doctors
perceptions. Med J Aust. 2016;204(8):318-318. doi:https://doi.org/10.5694/mja15.01103

Death in the pediatric ICU: caring for children and families at the end of life - PubMed.
Accessed March 1, 2021. https://pubmed.ncbi.nim.nih.gov/16344205/

Overriding parents’ medical decisions for their children: a systematic review of normative
literature | Journal of Medical Ethics. Accessed March 1, 2021.
https://jme.bmj.com/content/40/7/448

Kluger GJ, Kirsch A, Hessenauer M, et al. Unresponsive Wakefulness Syndrome in Children
after Near-Drowning: Long-Term Outcome and Impact on the Families. Neuropediatrics.

2019;50(2):71-79. doi:10.1055/s-0038-1676544

Kon AA, Davidson JE, Morrison W, et al. Shared Decision Making in ICUs: An American College
of Critical Care Medicine and American Thoracic Society Policy Statement. Crit Care Med.

2016;44(1):188-201. doi:10.1097/CCM.0000000000001396

Davidson JE, Aslakson RA, Long AC, et al. Guidelines for Family-Centered Care in the
Neonatal, Pediatric, and Adult ICU. Crit Care Med. 2017;45(1):103-128.
doi:10.1097/CCM.0000000000002169

O’Connor S, Brenner M, Coyne |. Family-centred care of children and young people in the
acute hospital setting: A concept analysis. J Clin Nurs. 2019;28(17-18):3353-3367.
doi:10.1111/jocn.14913

Schnakers C, Vanhaudenhuyse A, Giacino J, et al. Diagnostic accuracy of the vegetative and
minimally conscious state: Clinical consensus versus standardized neurobehavioral

assessment. BMC Neurol. 2009;9(1):1-5. doi:10.1186/1471-2377-9-35

Wilkinson D. The self-fulfilling prophecy in intensive care. Theor Med Bioeth. 2009;30(6):401-
410. doi:10.1007/s11017-009-9120-6

This article is protected by copyright. All rights reserved


https://jme.bmj.com/content/40/7/448

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

Septien S, Rubin MA. Disorders of Consciousness: Ethical Issues of Diagnosis, Treatment, and

Prognostication. Semin Neurol. 2018;38(5):548-554. doi:10.1055/s-0038-1667384

Bender A, Klein A-M, Grill E, Straube A. Outcomes in Severe Disorders of Consciousness —
Preliminary Results of a Prospective German Registry (P03.149). Neurology. 2013;80(7
Supplement):P03.149-P03.149.

Edlow BL, Claassen J, Schiff ND, Greer DM. Recovery from disorders of consciousness:
mechanisms, prognosis and emerging therapies. Nat Rev Neurol. Published online December

14,2020:1-22. d0i:10.1038/541582-020-00428-x

Izzy S, Compton R, Carandang R, Hall W, Muehlschlegel S. Self-Fulfilling Prophecies Through
Withdrawal of Care: Do They Exist in Traumatic Brain Injury, Too? Neurocrit Care.

2013;19(3):347-363. d0i:10.1007/s12028-013-9925-z

Clinical Nihilism in Neuro-Emergencies. Accessed February 8, 2021.

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2676162/

Prognosticating after severe acute brain disease | Neurology. Accessed February 8, 2021.

https://n.neurology.org/content/74/14/1086

Becker KJ, Baxter AB, Cohen WA, et al. Withdrawal of support in intracerebral hemorrhage

may lead to self-fulfilling prophecies. Neurology. 2001;56(6):766. doi:10.1212/WNL.56.6.766

Wilson ME, Rhudy LM, Ballinger BA, Tescher AN, Pickering BW, Gajic O. Factors that
contribute to physician variability in decisions to limit life support in the ICU: a qualitative

study. Intensive Care Med. 2013;39(6):1009-1018. doi:10.1007/s00134-013-2896-x

Mamede S, Schmidt HG. The twin traps of overtreatment and therapeutic nihilism in clinical

practice. Med Educ. 2014;48(1):34-43. doi:10.1111/medu.12264

Hefter Y, Madahar P, Eisen LA, Gong MN. A Time-Motion Study of ICU Workflow and the
Impact of Strain. Crit Care Med. 2016;44(8):1482-1489. doi:10.1097/CCM.0000000000001719

This article is protected by copyright. All rights reserved



46. Ballermann MA, Shaw NT, Mayes DC, Gibney RTN, Westbrook JI. Validation of the Work
Observation Method By Activity Timing (WOMBAT) method of conducting time-motion
observations in critical care settings: an observational study. BMC Med Inform Decis Mak.

2011;11:32. doi:10.1186/1472-6947-11-32

47. Bernegger G, Musalek M, Rehmann-Sutter C. An alternative view on the task of prognosis.

Crit Rev Oncol Hematol. 2012;84 Suppl 2:517-24. doi:10.1016/51040-8428(13)70005-2

48. Rodriguez Torres A, Jarillo Soto EC, Casas Patifio D. Medical consultation, time and duration.

Medwave. 2018;18(5):e7266. doi:10.5867/medwave.2018.05.7264

49. Miller MR, Robinson KA, Lubomski LH, Rinke ML, Pronovost PJ. Medication errors in
paediatric care: a systematic review of epidemiology and an evaluation of evidence
supporting reduction strategy recommendations. Qual Saf Health Care. 2007;16(2):116-126.
doi:10.1136/qshc.2006.019950

50. Copnell B. Death in the pediatric ICU: caring for children and families at the end of life. Crit
Care Nurs Clin North Am. 2005;17(4):349-360, x. doi:10.1016/j.ccell.2005.07.007

51. Ogdie AR, Reilly JB, Pang WG, et al. Seen Through Their Eyes: Residents’ Reflections on the
Cognitive and Contextual Components of Diagnostic Errors in Medicine. Acad Med J Assoc Am

Med Coll. 2012;87(10):1361-1367. doi:10.1097/ACM.0b013e31826742c9

52. Saposnik G, Redelmeier D, Ruff CC, Tobler PN. Cognitive biases associated with medical
decisions: a systematic review. BMC Med Inform Decis Mak. 2016;16. doi:10.1186/s12911-
016-0377-1

53. Graber ML, Kissam S, Payne VL, et al. Cognitive interventions to reduce diagnostic error: a

narrative review. BMJ Qual Saf. 2012;21(7):535-557. doi:10.1136/bmjqgs-2011-000149

54. Hemphill JC, White DB. Clinical Nihilism in Neuro-Emergencies. Emerg Med Clin North Am.
2009;27(1):27-viii. d0i:10.1016/j.emc.2008.08.009

55. Beauchamp TL, Childress JF. Principles of Biomedical Ethics. Oxford University Press; 2001.

This article is protected by copyright. All rights reserved



Tables
Table 1. Characteristics of study participants (N=19)

Table 2. Exemplary quotes from the interviews

Appendixes
Appendix 1. Interview grid

This article is protected by copyright. All rights reserved



Table 1. Characteristics of study participants (N=19)

Variable

Gender

Female 3 (15.8%)
Age M= 57 (SD= 8.4; range: 45-79)
Specialty

Pediatrics 8 (42.1%)
Neurology 7 (36.9%)
Intensive care 3 (15.8%)
Internal medicine 1 (5.3%)
Role

Medical director 9 (47.4%)
Head of unit 6 (31.6%)
Former head of unit 4 (21%)

Years of experience*

M= 30 (SD= 7.2; range: 19 —45)

*Years of experience are counted since obtaining medical degree
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Table 2. Exemplary quotes from the interviews

Themes

Quotes

The struggle to find a balance

You are walking along a tightrope. You have to take
into account social justice, you need to avoid being too
invasive, you need to consider the welcoming aspect
itself, and it’s very difficult to strike a balance between
all these.

Interview 12, Pediatrician, age range 51-60

The problem is that there is so much variance among
subjects. Contexts are so different, and that makes it is
extremely difficult.

Interview 16, Intensive care specialist, age range 51-60

We don’t have any ethical guidelines for patients who
arrive in vegetative state, so issues are addressed on a
case-by-case basis; the only guideline is that these
cases need to be discussed.

Interview 4, Intensive care specialist, age range 51-60

The paradigm is “not being able to communicate as it
is usually done”. Communication occurs through
channels and processes that must necessarily be
adapted to the communicative level, which in turn
corresponds to the cognitive one.

Interview 17, Intensive care specialist, age range 51-60

Science is evaluative, so if a complication arises,
science does not tell us if and what to do. It tells us
what to do if we decide to do it. But deciding if to do it
is an ethical evaluation, not a scientific one. If we
decide to do it, science tells us how to do it.

Interview 19, Neurologist, age range 71-80

Deciding when life is worth living and when it’s not is
an extremely difficult and dangerous decision for its

impact on society. However, we tend to be a bit
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bigoted... On the one hand, we offer simple prenatal
screenings for trisomy 21 so that people can decided
whether to have an abortion and, on the other hand, we
do not want to discuss when life is not worth living.

Interview 11, Pediatrician, age range 41-50

When you realize the magnitude of the [brain] damage,
you have to make a rapid decision.

Interview 9, Neurologist, age range 41-50

Every decision is very personal. It may not decide in
the same way as a family member or another surrogate.
There are situations that must be projected within
oneself and need to be contextualized to a larger
container that has many things inside: feelings,
religious beliefs, our cultural features, our expectations
and whatever we have absorbed over time.

Interview 12, Pediatrician, age range 51-60

Time’s asset in facilitating a

qualitative evaluation

That’s one of the liquid factors, and liquid is also the
prognosis factor because it’s aleatory and it’s not
measurable. Even though there are better and worse
criteria for determining prognosis, but in the end, it
boils down to something that has a certain extent of
arbitrariness, as the quality of life and real vs.
presumed patient’s will.

Interview 17, Intensive care specialist, age range 51-60

For me being awake, but not self-aware, does not
correspond to being alive in the human sense. Life loses
the human quality. So, self-awareness, in my opinion is
part of this quality. What makes us human? Is self-
awareness necessary? Is it sufficient? You need a
philosopher here to help you understand. For me, in my
vision, self-awareness is necessary. | should have a
sufficient level of self-awareness to live, at least in my

vision. There should be self-awareness and no

10
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suffering. If I'm self-aware and suffering, no! If I'm not
self-aware, no! Then, how much self-awareness you
need, where to draw the line, I don’t know. Is self-
awareness only qualitative or quantitative? We don’t
know.

Interview 1, Neurologist, age range 51-60

Basically, you have to understand three or four things.
One is to understand the seriousness of the state: when
we say coma, when we say vegetative state, when we
say minimally conscious state, these are categories, as
we said before, and it is our daily task not to give a
label, but an as accurate as possible description of the
situation. Because, as | said before, leaving aside the
psycho-social aspect, where the patient comes from,
his/her age... let us stick to the clinical aspects: the
clinical situation of each patient is different.

Interview 7, Neurologist, age range 61-70

11

You need to know how to perform the evaluation. For
instance, you need to know how to wait. After a head
trauma, | can ask a patient to hold my hand tight, but
s/he will never do it the way you would do it if I were
asking you. You need to wait 20 or 30 seconds and then
the patient reacts. Then you need to try more to
understand if it was by chance or if it was a real
response. So, if one doesn’t know that you need to
spend time with these patients maybe s/he will say that
the patient doesn’t react, but instead the patient feels
more, s/he just doesn’t have fast enough connections to
respond in time so that the other understands.

Interview 11, Pediatrician, age range 41-50

12

It depends on the damage and the reason... it depends
on the etiology. Whether the vegetative state is caused

by a head injury, a tumor, or a prolonged cardiac

13
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arrest. It depends a lot on the etiology, but also on the
time between the event and the current situation, so if
one day has passed it is one thing, if six months have
passed it is another.

Interview 13, Neurologist, age range 41-50

Let me say something very important: it is always a
temporary assessment. If one has taken
benzodiazepines, s/he might be very different after six
hours. If one has had a stroke maybe.... (short pause)
so the assessment needs to be repeated. To be able to
evaluate well, especially if you are moving towards the
third aspect that is the prognosis, you must see a
progress, and this is the third element of the evaluation.

Interview 7, Neurologist, age range 61-70

14

Between patient’s and

family’s quality of life

To what extent do you want that person to survive
because it’s your need, or because you think that he or
she considers his/her life worth living?

Interview 1, Neurologist, age range 51-60

15

How can you make a decision, when you look into the
patient’s eyes, when he/she has pneumonia and is sick,
if you don’t know anything about him/her? And, often,
you know nothing or very little.

Interview 7, Neurologist, age range 61-70

16

Usually, in these chronic situations, we tend to rely on
parents because, in spite of everything, they are usually
the ones who know the patient best, they can pick up on
the little nuances.

Interview 5, Pediatrician, age range 51-60

17

In fact, those who are closest to them, that is, parents,
or those who work in institutions such as the social
workers, are often able to perceive more elements than
what a professional such as a doctor might perceive.

Interview 6, Pediatrician, age range 41-50

18
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This is such a huge and sensitive issue, because it’s
such a subjective variable. In the end, it’s the family
member who interprets the patient’s quality of life.

Interview 16, Intensive care specialist, age range 51-60

19

Should we evaluate the quality of life of the family, the
mom’s, the dad’s, or should we evaluate the quality of
life of the individual? Here, again, it’s very, very
difficult.

Interview 6, Pediatrician, age range 41-50

20

You can never say “this is appendicitis” but you need
to say “this is appendicitis in a child with this kind of
clinical context and this kind of social context”.

Interview 17, Intensive care specialist, age range 51-60

21

Therapy is often done for a number of compromises.
Treating a patient is something that is done for the
benefit of the patient. However, that is also interpreted
by the patient’s social context, especially family
members, and also therapists, social workers, all those
who take care of or who want to do the best for these
patients.

Interview 12, Pediatrician, age range 51-60

22

These children are in a situation of great
precariousness, in the sense that they cannot defend
themselves and cannot assert their advance directives
or presumed will. Therefore, the patient was
represented by the person who was closest to him, i.e.,
his mother or the social workers who had been
following him for years. On the one hand, one might
think that because no one is protecting them from their
suffering and because they cannot express themselves,
it is the duty of the caregivers to “defend” them and
make sure that they no longer continue to suffer; on the

other hand, however, in the real life, we were so

23
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impressed by the tragedy experienced by his mother
that it seemed to us that going against her wishes... she
had followed her child with immense love and
sacrifices for years... here the beneficence towards his
mother, who represented him, prevailed... as if our
compassion was stronger towards the mother than the
child.

Interview 15, Intensive care specialist, age range 71-80

On the one hand, I wonder how I can judge this; on the
other hand, I have a feeling that people who are very
close to these patients, for example, family members
and social workers, are not very rational.

Interview 2, Internal medicine specialist, age range 51-
60

24

Sometimes, parents’ suffering is overwhelming and
shattering.

Interview 14, Pediatrician, age range 51-60

25

Sometimes, you need to decide together with the family
whether to institutionalize the patient or not. Because,
in some cases, families take full care of the patient at
home and one of the family members is usually
completely devoted to these individuals.

Interview 9, Neurologist, age range 41-50

26

There’s not only the issue of the mother, but also the
dad and siblings who, it’s true, are of lesser importance
than the baby and the mother... but they exist too! So,
we have something related to beneficence that we are
not so sure of, and something related to maleficence
that is certainly greater than zero.

Interview 4, Intensive care specialist, age range 51-60

27

It is extremely important to understand and describe
what it means to keep a child alive and the

consequences of doing it at home. This means intensive

28
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care at home with alarms every two or three minutes,

even during the night. A nurse may not available 24/7.
You need to also consider the impact this can have on
brothers and sisters - who are often forgotten.

Interview 11, Pediatrician, age range 41-50

The risk of self-fulfilling

prophecies

It’s quite complicated. We often direct decision towards
the negative and not the positive, particularly in severe
cases. There is a sort of self-fulfilling prophecy: you
move towards the negative, and this prediction affects
the outcome because the meaning and behavior align
with that and eventually affect all actions. This self-
fulfilling prophecy, funnels and influences future
decisions, especially in the post coma. And this can
create conflicts with the patient. If you can’t bring
everyone to a shared opinion, it may be that family
members want a tracheotomy or so, and often you
pursue this desire in order not to break this alliance
with the family. The self-fulfilling prophecy is always
present and has always a negative meaning. And the
problem is that there is big gray area.

Interview 10, Neurologist, age range 41-50

29

As a statement published in 2007 — but still valid — well
puts it, this could be a self-fulfilling prophecy, as
expressed by colleagues in the US. In other words, in
accordance with objective observations (brain images
showing extremely severe and unrecoverable brain
damage), physicians made the diagnosis of vegetative
state, claiming that the patient has no signs of
awareness. Presenting some cases, the authors of the
article demonstrated instead evident signs of
awareness, although these were not expressed in
words.

Interview 18, Neurologist, age range 71-80

30
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Where is the limit? I don't know if there is a limit, but
we are at very edges of the limits, if any. [...] If life is a
value in itself, and that is the only element which you
base all your reasonings on, then everything else gets
lost.

Interview 1, Neurologist, age range 51-60

31

One of the fathers of resuscitation used to say that we
perform excessive treatments on every patient. That is,
something that is potentially unacceptable but becomes
acceptable only because we save his or her life and, in
this way, we justify our actions. [...] With regards to the
population under investigation [pediatric patients], it
becomes even more complicated because a justification
can be easily found with an adult patient: he or she is
giving us the mandate to save his or her life. Therefore,
even from a moral point of view, we feel justified to
harm this patient as long as we save his or her life. A
child may have already been through big things,
orthopedic surgeries, and now something huge like
this... The problem is that the line is extremely
subjective.

Interview 16, Intensive care specialist, age range 51-60

32

That is not accepted by everyone, just as the fact that
life is, in itself, regardless of an absent neurological
state, a value. [...] Speaking of the vegetative state, the
problem lies precisely in understanding what good | am
doing by keeping the person alive, i.e., is the life of
these people a good or not? Does life, as an object of
love, have value?

Interview 4, Intensive care specialist, age range 51-60

33
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Appendix 1. Interview grid

Theme Question

Definitions

Persistent Vegetative State (PVS) e How would you define the Persistent VVegetative State?
Minimally Conscious State (MCS) e How would you define the Minimally Conscious State?
Comparison between the two conditions e What are the main differences between the two conditions?

Main clinical decisions in adult patients

PVS e Which are the main clinical decisions when managing adult patients in
PVS?

MCS e Which are the main clinical decisions when managing adult patients in
MCS?

Main clinical decisions in children patients

PVS e Which are the main clinical decisions when managing pediatric patients
in PVS?

MCS ¢ Which are the main clinical decisions when managing pediatric patients
in MCS?

Criteria for decision-making

e Why do you think different clinical decisions are made in similar clinical
situations, but in different hospitals or departments?

e Are there guidelines for clinical decision-making with PVS and MSC
adult/pediatric patients in your hospital (or in other hospitals in which
you worked)? If so, what role do they play in your decision-making
process?

e Can you think of factors that play a role during your decision-making
process and that challenge such guidelines?




Quality of life/health status

What do you take into consideration when evaluating the
child’s/adolescent’s quality of life prior to the trauma/event?

What role does the initial health status of the child/adolescent play in
your evaluation of his/her quality of life prior to the trauma/event?
How would you define the quality of life of a child/adolescent in
PVS/MCS from birth?

Etiology
What role does etiology play on your decision-making, compared to
prognosis?
Think about different etiologies: what difference does it make if the
patient had traumatic or non-traumatic (hypoxia) brain injuries from
birth?
Diagnosis
What role does diagnosis play on your decision-making, compared to
prognosis?
Prognosis
What do you take into account when making a prognosis?
Treatment

Role of family members

What do you consider to be an “aggressive treatment”?

How do different treatments affect PVS/MCS patients’ quality of life?
When deciding for treatment, would it make a difference whether the
child/adolescent has been in PVS/MCS since birth? If so, how?

Think about the role of PVS patients’ family members on your clinical
decision-making process: what comes to your mind?



Distributive justice

Think about the role of MCS patients’ family members on your clinical
decision-making process: what comes to your mind?

Autonomy

Do you do anything to ensure that management/treatment costs are
equally distributed? If so, what?

What do you think is the best way to respect the autonomy of a

child/adolescent in PVS? What do you do?

What do you think is the best way to respect the autonomy of a

child/adolescent in MCS? What do you do?

Who should be the guardian of this autonomy? Who, in fact, is?
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