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Abstract

Background—Families may have questions about the meaning of physical movement in critically
ill patients for whom movements are likely involuntary. If unresolved, these questions may contribute
to difficult communication around end-of-life care. This study used qualitative methods to describe
physicians’ responses to families” questions about the meaning of patients’ movements in critically
ill patients.

Methods—51 family conferences in which withdrawal of life support or discussion of bad news
was addressed were audiotaped and analyzed with a limited application of grounded theory
techniques. Patients were identified from intensive care units in four Seattle area hospitals. Two
hundred twenty-seven family members and 36 physicians participated in the study.

Results—Family members’ questions indicating lack of resolution about the meaning of patients’
movements that were likely involuntary occurred in 6 of the 51 conferences (12%). Physicians used
three approaches to respond to these questions: 1) providing clinical information; 2) acknowledging
families” emotions; and 3) exploring the meaning of families’ emotions. Physicians were most likely
to provide clinical information in these situations and infrequently explored the meaning of families’
emotions.

Conclusions—Physicians’ responses to family questions indicating lack of resolution about the
meaning of patients’ movements that were likely involuntary can be categorized into three types.
Physicians may be better able to respond to and resolve these questions by employing all three types
of communication approaches. Future studies should determine if such responses can improve
families’ experiences and other outcomes.

INTRODUCTION

Disparate interpretations between physicians and family members of the meaning of movement
by critically ill patients without decisional capacity may result in difficult decision-making
about end-of-life care, legal and ethical disputes, resistance to organ donation, prolonged life
support, or complicated bereavement.18 The Terri Schiavo case is an example of the
difficulties that may arise when family members assign meaning to a{)parently involuntary
movements by patients who are in persistent vegetative states.6: 9-11 Families may interpret
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these patient movements as evidence of awareness 9,10 and therefore may be reluctant to
accept physicians’ assertions that the patient no longer has meaningful cognitive activity.
Despite these potential impacts on outcomes of care, we found no research examining how
physicians approach and resolve families’ questions about the meaning of patients’ movements
when physicians and families disagree about the meaning of these movements that physicians
interpreted as likely involuntary. In this brief report, we describe physician-family interactions
around the interpretation of patients’ movements using audiotapes of family conferences in the
intensive care unit. Our goal is to provide physicians and researchers with insight into potential
types of physicians’ responses to families’ questions about the meaning of movement in
critically ill patients who are without decisional capacity.

We prospectively identified all ICU family conferences scheduled to occur between Monday
and Friday where attending physicians anticipated discussions of withholding or withdrawing
life-sustaining therapy or delivering bad news. Study procedures have been described
previously and were approved by the University of Washington Human Subjects Review
Committee.*4~

Of 111 eligible family conferences identified, 19 were excluded because a physician or nurse
requested we not contact the family (two families were excluded for risk management reasons
because of potential litigation and 17 were excluded because the physician or nurse believed
the family was too distraught to participate). Twenty-four families refused to speak with study
personnel. Of 68 families approached, 51 agreed to participate. The proportion of all eligible
conferences identified that were recorded was 46% (51/111).

Family conferences were audiotaped, transcribed and then analyzed using a limited application
of grounded theory techniques, including axial coding approaches in which higher level
concepts or explanations are developed based on initial codes.1> The unit of analysis was a
speech turn or passage, beginning with one person’s speech and ending when another person
began speaking. Consecutive passages that pertained to a single topic or issue were analyzed
as a group. One higher-level concept, “physicians’ responses to families’ concerns about
patient movement,” was based on passages in which families’ questions about the meaning of
patients’ movements were a focus of the conference and represented understandings that
diverged from those expressed by the clinicians. Three investigators developed a framework
for categorizing physicians’ responses to these passages that included the following three
categories: 1) providing clinical information; 2) acknowledging families’ emotions; and 3)
exploring the meaning of families” emotions and concerns. To check the trustworthiness of
assignment to these categories, a colleague not involved in framework development reviewed
eight representative passages (8/43, 19%) and assigned them to one of the three categories;
agreement with investigators was 100%.

Comparisons were performed between the characteristics of participants in conferences in
which families’ questions indicated lack of resolution about the meaning of patients’ physical
movements and conferences without such questions indicating lack of resolution. The chi
square test for categorical variables and the t-test for continuous variables were used for these
analyses; a p value of < 0.05 was chosen to indicate statistical significance.

Characteristics of the 51 conferences have been described.13: 14 Questions indicating lack of
resolution about the meaning of patients’ movements [heretofore referred to as “unresolved
questions™] occurred in six of the conferences (12%). These six conferences concerned 6 unique
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patients and were led by six different physicians. Table 1 summarizes the characteristics of
patients, family members and physicians from the six conferences in which unresolved
questions occurred and the 45 conferences in which such questions did not occur. Families in
the six conferences with these unresolved questions were significantly more likely to be non-
white than those in conferences without these differences (p < 0.05). Patients’ diagnoses in
these six conferences included intracranial hemorrhage, cardiac failure and respiratory failure.
While diagnoses were not statistically significantly different for patients in the six conferences
with unresolved questions, half of patients in these conferences had intracranial hemorrhages
while only 13% of patients in the conferences without unresolved questions had intracranial
hemorrhages.

In addition to the 6 family conferences with unresolved questions about the interpretation of
patient movements, patients’ movements were discussed in an additional 11 conferences for
an additional 11 unique patients but there were no unresolved questions about patients’
movements in these conferences. For example, in one of these conferences, both the family
and physician agreed that the movements they saw were “reflexive” and “not a good sign”.
These conferences did not contribute to an understanding of physicians’ responses to such
questions and therefore were not included.

In the six conferences containing unresolved questions, families asked about the meaning of a
number of patient movements, including: whether the patient was listening and recognizing
family members, opening or shutting eyes, breathing or trying to breathe, turning or moving
head and limbs, and grimacing and feeling pain. Physicians’ responses to these questions were
contained in 43 grouped passages; these passages are the study’s unit of analysis. Table 2 shows
the number of passages and the type of responses for each passage in each of the six
conferences. We provide examples of each category below.

1. Clinical information

The majority of physicians’ responses fell into this category (25 of 43 grouped passages; 58%).
Clinical information was primarily used to educate the family about the meaning of movements
that were likely involuntary and often included an explanation of the physiology and
implications of reflexive movements. In the following interchange, the physician confirmed
the family’s observation of variation in the patient’s breathing patterns and explained the
etiology and implications. The lengthy explanation provided a rationale for the movements
about which the family had questions.

FAMILY: What is it that allows him to know that there is a presence there, that there
is someone there talking to him, which causes him to breathe faster or move his head
or even open his eyes when we speak and not just [when we] do something to him.
What reflex is it that causes his lungs to do that?

PHYSICIAN: Sometimes reflexes actually make legs and arms move; those are
reflexes of the whole spinal tract. And then what you’re referring to is a really
essentially responsive to signals; it’s all kind of linked together. Basically, the
brainstem is the deepest part of the brain, what controls his heart rate and his breathing.
That part is not damaged. That’s often the last stage that’s working well, so that’s why
you’re seeing him breathing on his own and his breathing pattern. In a lot of patients
that have brain injury, either from a trauma, a hit to the head or, a stroke or something
like this where you have not enough blood flow to the brain, you can see breathing
patterns that vary quite a bit, and sometimes that’s to external stimulus, sometimes
it’s just his brain regulating it, and sometimes his breathing will speed up and slow
down or be very deep and expansive and then slow down. That’s a natural part of that,
but that’s very different from the higher level things like the thinking processes, where
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he’s recognizing what you’re saying and trying to say something; all those processes,
from everything we can tell, are not working. (Conference 2)

While some clinical information statements appeared to successfully clarify families’
questions, other statements failed to resolve these questions as in the following example during
which the family asked why the patient was able to move her legs if she was brain-dead.

FAMILY:: | know today that she moved her legs.
PHYSICIAN: Yeah, those are reflexes generated from the spinal cord
FAMILY: See, that’s so confusing, for her to have that. (Conference 4)

Similarly, in the following example, the family member saw the patient blink her eyes and
asked the clinician to explain what that might mean. In response, the clinician discussed how
brain damage may be assessed but did not satisfactorily resolve the family’s question about
whether the patient’s eye movements supported or undermined a diagnosis of severe brain
damage.

PHYSICIAN: Right now, the pressure is not a problem... but the bad thing about the
brain is, once the brain is damaged, it doesn’t regenerate, as opposed to other organs
of the body, like the liver.... We can remove up to 90% of the liver and it will be fine
but the brain, unfortunately, the brain, once the portion of the brain is damaged, it’s
very hard to recover.

FAMILY: Okay, is there a way in the next couple of days to find out, and | may have
missed this, but find out if there is brain damage?

SUBJECT MD: Oh, actually we have this twice a day, we examine her twice a day,
at least once in the morning and once in the evening, and, um, when the person is in
the intubated, in the intubated condition, meaning that the tube is there, we give them
some medicine to keep them sedated whether they are unconscious or not, because
when you have a tube inside you, it’s very uncomfortable for the patient, so we can
make them really comfortable. And during that period, when you do the neurological
exam, it’s not reliable. So at least twice a day we take that medicine off and examine
the patient, how she is doing. So this is how we test the brain function. (Conference
5)

2. Acknowledging families’ emotions

While less frequent, physicians also responded to questions about patient movements by
acknowledging the important role of the family and the difficult emotions felt by the family
(17 of 43 passages; 40 %). For example, a clinician responded to a family’s question about
whether the patient could hear them by acknowledging the families’ importance to the patient.

“If anybody’s voice [is going to get through to her], it’s certainly going to be you
guys.” (Conference 1)

Another clinician acknowledged the family’s confusion over the meaning of the patient’s
movements by using active listening:

FAMILY: And it might sound silly, but I just, I just find the redness of her face and
it looks almost like a slight feel of, not frustration, but it looks like there is some kind
of response or...

CLINICIAN: Like maybe she can hear you but not be able to respond.
FAMILY:: Right. (Conference 5)
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Other acknowledgements of emotion were couched in the form of, “that’s a good question,
but....” or “you may have seen that but we haven’t,” as in this example from the family of a
man with traumatic brain injury who said that they were sure that the patient recognized their
voices when they talked to him by breathing quickly or heavily with the *“breath of excitement”:

PHYSICIAN: And those are very personal feelings. It’s very hard... and | don’t deny
that you’re feeling this, you know. At the same point....

FAMILY: | really feel it.

PHYSICIAN: Yeah, no, and | believe you. We’re trying to be just very objective.
(Conference 2)

3. Exploring the emotional components of families’ questions

We found only one example where a physician responded to an unresolved question about a
patient’s physical movements by both acknowledging the family’s emotions and giving the
family “permission” to consider and explore these emotions. In this interchange in which the
physician explained why it was unlikely that the patient could turn his head in response to the
family’s conversation, the physician encouraged the family to take more time to discuss their
questions before consider whether to withdraw life support.

FAMILY': So where do we go from here?

PHYSICIAN: What | think we need to do to a great extent is to all kind of end up on
the same understanding and acceptance, and | say that in the broadest sense. Not
meaning you’re not trying to accept it, it just means it takes time, to accept it in your
heart and brain all at the same time -- what’s happened to him. Sometimes that takes
some additional time... ... I think it’s always, especially when there’s a lot of family
and friends, it’s always often hard.

FAMILY:: | mean, the emotions are running so high now.
PHYSICIAN: Right, exactly, nobody can really think and get it all together.

FAMILY:: | think my questions were, my inner thoughts were answered, the results
of the test, | was afraid of that. (Conference 2)

It is also interesting to note that, although the family did not raise additional questions but
rather suggested that they would like to meet again in a few days, the family decision-maker
nonetheless indicated that her questions had been adequately answered. Conversely, we found
examples when physicians missed opportunities to allow families to explore and express their
emotions associated with unresolved questions about the meaning of the patient’s movements.
In one example, the family asked what it meant when the patient grimaced in response to
movement by the physical therapist. The physician responded that the grimace was reflexive
and “not a particularly good sign, no, or [a] wonderful sign” (Conference 3). At this point, the
physician changed the discussion by asking the family if there were other people who should
be included in the next family conference; this might have been an opportunity to allow the
family to further discuss their emotions about this distressing information.

DISCUSSION

The presence of reflexive movements by critically ill patients represents a potentially difficult
situation for both families and clinicians because the clinical meaning of these movements may
be misunderstood. The Terri Schiavo case was an extreme example of the problematic sequelae
associated with conflict over the meaning of a patient’s physical movements.9: 10 Experts call
on clinicians to engage in mediation to achieve a family-centered resolution without involving
the courts,® 9-11 but there is little research to guide clinicians on how to do this. Our report
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describes a method for categorizing physicians’ responses to families’ questions indicating
lack of resolution about the meaning of patients’ physical movements; it provides a structure
for future studies of examine the family’s experience with different types of responses from
clinicians. In our study, unresolved questions about patients’ physical movements occurred in
only 12% of enrolled ICU family conferences concerning withdrawal of life support or delivery
of bad news; however these unresolved questions may have importance for family members
when they do occur.

In this study, physicians primarily responded to families” questions about the meaning of
patients’ physical movements by providing clinical information. Clinical information was, at
times, appropriately responsive to families’ questions. At other times, presentation of clinical
information seemed an inadequate response and perhaps even evasive. There were a number
of instances when clinicians provided long explanations of the patient’s medical condition but
did not directly answer the family’s questions. Less frequently, physicians acknowledged the
families” emotions or explored the meaning of these emotions. Even when physicians
acknowledged families’ emotions, they often qualified these acknowledgements with clinical
information. Yet emotional acknowledgement and supgort are rated by families as important
components of physician skills at end-of-life carel6: 17 ang may improve families’
experiences. In a qualitative study of families’ willingness to forego life support, Swigart and
colleagues mapped tasks that families accomplish as they reconcile themselves to their loved
one’s death. These include assimilating the loved one’s death cognitively, emotionally, and
morally, and involve a trusting relationship with the physician or clinician who guides care.
18 In our study, we were able to find only a single example of a clinician who supported the
family’s need to explore their emotions concerning patient movements in the difficult
circumstances around withdrawing life support. In this example, the clinician suggested that
the family might need more time to consider their feelings before making a decision. However,
he did not directly elicit conversations about the family’s emotions. We did, however, find
instances when physicians could have asked further about families’ feelings and emotions but
did not do so; the absence of this communication approach highlighted its importance.

Overall, the physicians we observed were more likely to respond to families’ questions about
patients’ physical movements with cognitive information without exploring or acknowledging
the family member’s affective perspectives that may predominate in such situations.
Exploration of families” emotions with regard to this issue, although rarely seen in these
conferences, may provide physicians with a better understanding of the true import of families’
ilné[erpretations of patient movements and allow physicians to better address these questions.

Studies show a high burden of anxiety, depression, and post-traumatic stress disorder among
the families of critically ill patients; these symptoms increase among families of patients that
died and also among family members who were involved in end-of-life medical decision-
making. 2022 These studies suggest that clinician skill at responding to family members’
questions and concerns influence the development of such symptoms in family members.
While this brief report can not provide specific directions to alleviate or prevent the
development of these troubling family symptoms, our findings may provide some general
suggestions for approaching these difficult situations. Future studies are needed to determine
whether such exploration of families’ emotions and interpretation of meaning will decrease
family symptoms.

In our study, differing perceptions between families and clinicians about the meaning of
patients’ physical movements occurred more commonly during conferences with family
members from racial and ethnic minorities. This finding must be interpreted with caution since
our study was designed as a qualitative study and the sample was relatively small. Nonetheless,
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this finding is supported by a body of literature suggesting that mistrust toward and conflict
with health care providers is more common among racial and ethnic minorities.23

This report has several limitations. First, we were able to enroll only 46% (51/111) of the
eligible conferences. Physicians and family members aware of questions indicating lack of
resolution over the interpretation of patients’ movements prior to the conference may have
been more likely to refuse participation. Therefore, our findings may under-represent the
prevalence of these questions. However, since our goal was to understand physicians’
responses rather than define prevalence, we believe this limitation doesn’t negate our findings.
Second, while diagnoses were not statistically significantly different between the patients who
were included in these analyses and those who were not, half of the six patients had intracranial
hemorrhages. This suggests that our observations may be more relevant and generalizable to
those critically ill patients with brain injuries. Third, we describe three types of physicians’
responses but, because of our small sample size and observational and qualitative design, we
are not able to assess which responses lead to better quality conferences or higher family
satisfaction. Further studies will be needed to assess the effect of such responses. Fourth, we
audiotaped family conferences and reviewed the tapes and transcripts, but were not able to
interview physicians. Interviews with physicians might have given us invaluable insights into
their perspectives on the goals of their communication approaches as well as their evaluation
of that communication. Therefore, our categorization is inherently limited by the data available
to us. Nonetheless, this categorization provides direction for future research attempting to
understand and improve family experiences.

This report describes three types of physicians’ responses to families’ questions indicating lack
of resolution about the meaning of patients’ physical movements that are likely involuntary.
Although we are not able to directly relate these different types of responses to families’
experiences, acknowledgement of families” emotions and an opportunity to explore the
meaning of these emotions may allow physicians to more fully address and resolve families’
questions before adverse outcomes occur for patients and families. Further studies are needed
to identify whether such an approach would improve families’ experiences, reduce symptoms
of anxiety, depression, or post-traumatic stress disorder among family members, and resolve
questions regarding the meaning of patient movements more quickly and, potentially, with less
involvement of the courts.
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Types of physicians’ responses in grouped passages to families” unresolved questions about the meaning of movement

in critically ill patients

Clinical Emotional Emotional Total: #

Information: # Acknowledgment: # Exploration: # Grouped

Grouped Passages Grouped Passages Grouped Passages Passages
Conference 1 5 4 0 9
Conference 2 3 5 1 9
Conference 3 3 3 0 6
Conference 4 1 0 0 1
Conference 5 12 3 0 15
Conference 6 1 2 0 3
# Total Grouped 25 (58.1) 17 (39.5) 1(2.3) 43

Passages (%)
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