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‘Make me acquainted with your grief
(Fulius Caesar, Act 2, Scene 1)

W. Shakespeare

The death of a loved one is recognized as one of life’s most
challenging and stressful experiences (1). This is especially
the case where the death is not anticipated, involves a
catastrophic event or is perceived as involving significant
suffering (2). These factors are often present when death
occurs within the intensive care unit (ICU), when admission
can be sudden and unexpected. Overall hospital mortality
for patients admitted to the ICU is reported as just over
11% (3), but may be many times higher when admission
is unplanned (4). Critical care specialists are increasingly
aware that in circumstances where a patient’s life cannot
be saved, there is an ethical and professional responsibility
to ensure that the patient and their loved ones experience
the ‘best death’ that is possible (5). The focus of patient
care shifts from the provision of artificial life supporting
therapies to a prioritization of the patient’s comfort, dignity
and adherence to any previously expressed preferences or
choices.

During the dying process, support for a patient’s relatives
is crucial. However, despite the known risk of prolonged
psychological problems for the bereaved, it is difficult
to predict who will be most affected and unclear how to
reduce these problems. Psychological distress experienced
by relatives of a dying patient includes depression, anxiety,
post-traumatic stress disorder (PTSD), sleep disruption and
complicated grief (6,7). Up to 70% of family members may
experience some or all of these issues (8-10). While many of
these manifestations may be attributable to bereavement, the
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characteristics of ICU-related deaths may have an additional
impact. Intensive Care may be perceived as dehumanizing
and violate the personhood of the individual (11). Further
understanding the magnitude of this problem is necessary
for the development and study of potential interventions
for family care. Several studies have examined factors that
may impact on the experience of families (12,13). However,
tools that may be easily and reproducibly incorporated into
routine practice are lacking.

Findings from the recently published CAESAR study (14)
may assist clinicians and researchers in developing better
strategies to assist the relatives of dying ICU patients.
This large, prospective study evaluated the perspectives
of relatives of dying patients in the ICU. Extensive work
was done to establish a simple tool with which to assess
the experience of relatives of the dying, which was then
correlated with subsequent psychological distress. Drawing
on existing evidence, local experience and extensive
qualitative interviews, the investigators identified fifty items
relating to the experience of relatives across eight domains.
After testing in a single ICU, the number of items was
reduced to thirty-three, spread across three domains: (I)
communication issues (especially in the setting of conflict);
(II) family needs and (III) satisfaction. This survey was
subsequently prospectively evaluated over 2 years in forty-
one French ICUs. Consecutive deaths of patients who spent
at least 48 hours in the ICU were included, with the key
surrogate decision maker identified (in order) as legal proxy,
spouse, adult offspring, sibling or other relative. Relatives
completed the survey by telephone 3 weeks after their
relative’s death and then 9 weeks later went on to complete
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Table 1 The CAESAR 15 question survey tool (14)

1. Was your loved one’s pain well controlled throughout the
ICU stay?

2. Do you feel that your loved one’s dignity was maintained?
3. Do you feel the ICU team was attentive to your loved one?

4.  Are you satisfied with the quality of medical care received
by your loved one?

5. During the days before the death, were you clearly informed
that your loved one was dying?

6. Are you satisfied with the quality of the communication
between you and the physicians?

7. Are you satisfied with the quality of the communication
between you and the nurses?

8. Were you in conflict with the ICU team?

9.  Were you given the opportunity to discuss your loved one’s
wishes, as well as your own preferences, with the ICU
team?

10. Did your loved one refuse any of the suggested treatments?

11. Do you believe the ICU team went too far in the treatment
given to your loved one? Do you believe the ICU team used
unnecessary treatments?

12. Were you able to say goodbye and express important
feelings to your loved one?

13. Were you present when your loved one died?

14. Are you satisfied with the support you received while your
loved one was dying?

15. During your loved one’s stay in the ICU, did you receive
counseling, for instance from a psychologist?

All questions are rated on a 5-point scale: 1, traumatic; 2,
painful; 3, difficult; 4, acceptable; 5, comforting. Ratings are
summed to provide a global score that may range from 15 to 75.

both the Hospital Anxiety Depression Score (HADS) and
the Impact of Event Scale-Revised (IES-R) for PTSD.
Six and twelve months after the death of their loved one,
relatives were sent a further questionnaire that included
the Inventory of Complicated Grief (ICG) and IES-R
by mail. Further refinement of the survey was achieved
after statistical analysis led to the elimination of eighteen
redundant questions. The resultant fifteen-question tool
(Table 1) allows individual item scores of 1 to 5 that are
summed to obtain a global score of 15 to 75.

Amongst the 4,607 patients admitted to the forty-one
ICUs during the study period, 19% (875 individuals) died in
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the ICU. However, only half of these episodes (475 deaths)
were included in the study due to exclusion criteria [228],
missed enrolment [104] and refusal of consent by relatives
[68]. Remarkably, at 3 weeks, the 33-item questionnaire
was completed by over 90% of relatives, with almost all
including a response to every question. As a result, non-
responder bias amongst participants was minimal. Factors
associated with a lower CAESER score included longer
ICU length of stay and use of vasopressor therapies, which
may be surrogates for a difficult experience of critical illness
in a more unwell patient.

Eighty-six percent of relatives completed the HADS and
IES-R at 12 weeks, with over half exhibiting symptoms of
depression and over a third of them exhibiting symptoms of
anxiety. Complicated grief was evident in just over half of all
relatives at 26 months. In the lowest quartile of CAESER
score relatives, complicated grief was evident in nearly
three quarters of respondents at 6 months and nearly two
thirds of respondents at 12 months. PTSD symptoms were
evident in approximately 40% of relatives with the number
decreasing slightly over the period from 3 to 12 months.
Once again, relatives with CAESAR scores in the lowest
quartile exhibited the greatest burden of PTSD symptoms,
with 60% of respondents impacted, falling to 55% and
47% at 6 and 12 months respectively. A separate group of
125 patient relatives were drawn from 232 deaths in 15
ICUs for the purpose of providing a validation cohort.
Similar numbers of patients were excluded based on not
meeting inclusion criteria, being missed for inclusion or
having relatives that refused to consent being in the study.
More than 90% of eligible relatives in the validation cohort
completed the telephone questionnaire at three weeks. This
validation sample was utilized to evaluate factorial validity
of both the 33-item questionnaire and the final 15-item
CAESAR questionnaire.

The CAESAR questionnaire seems to be feasible to
administer, with a reported time taken to complete of
around twenty minutes. By minimizing the number of
questions, using precise language (i.e., avoiding leading
questions and confusing modifiers), and measuring
agreement in a quantifiable format, the investigators have
created a tool that maximizes reliability and validity (15).
The high response rate suggests that grieving relatives
find the format acceptable and are prepared to participate.
Low scores at three weeks correlated strongly with self-
reported symptoms of anxiety, depression, PTSD and
complicated grief. It therefore shows potential as a means
of readily quantifying risk for psychological problems in
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Table 2 Practical strategies for effective communication with
relatives in the ICU (18)

1. Establish trust by demonstrating care for the patient

2. Avoid surprises by early and regular provision of information
to relatives

3. Involve relevant clinical team members in all family
meetings (e.g., bedside nurses)

4. Make sufficient time for effective interactions

5. Ask relatives what they know, allow them to tell their story
and then reiterate the entire patient journey, outlining how
the current circumstances came to be

6. Avoid technical language and euphemisms

7. Provide meaningful real-life predictions of outcome, rather
than percentages or statistics

8. Establish bi-directional empathy through the display of
appropriate emotional responses by clinicians

9. Allow relatives to speak extensively of their concerns,
without interruption

10. Clearly articulate treatment plans and goals

relatives of patients who die in the ICU. However, whether
these findings can be replicated in non-French clinical
settings needs to be evaluated in order to establish the
generalizability of this approach.

As well as developing a relatively simple tool to predict
the burden of psychological symptoms in relatives of
non-surviving ICU patients, the CAESAR investigators
identified several features of end-of-life care that correlate
with subsequent PTSD and complicated grief. These
included the relative’s perceptions of adequacy of pain
control, maintenance of patient’s dignity, family presence
during dying and the exploration of patient’s preferences.
Additionally, the perceived quality of communication was
amongst the most highly rated elements of ICU end of life
care. These domains could be further studied and might
form the basis of benchmarking between ICUs. They
may also be the focus of further interventional studies to
improve the experience of dying and reduce the burden of
psychological distress among relatives.

Importantly, communication was identified as an essential
and potentially modifiable factor associated with the
experience of dying (16,17). For relatives to accept medical
recommendations such as to withdraw or withhold non-
beneficial treatment is extremely difficult and can only occur
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when a strong bond of trust in the treating clinicians can
be established. This requires intensive care specialists to
demonstrate kindness, empathy and clinical competence,
combined with high-level communication skills. Key
strategies for effective communication with relatives in the
ICU are summarized in 7able 2 (18). These approaches are
even more important in settings of conflict or distress, which
are more likely to occur when an ICU patient is dying.

Several other strategies for improving the experience
of relatives of dying patients in the ICU include the
optimization of pain control and effective management of
distressing symptoms. Ensuring that care and attention is
directed to respecting the dignity of the dying patient with
specific efforts to incorporate their known wishes, beliefs,
preferences and goals is likely to diminish the potential
for long-term psychological injury to their relatives (19).
While goals change and treatments may be withdrawn or
withheld, care continues throughout the dying process and
relatives should be supported to maintain involvement in a
manner that that suits their individual circumstances. The
transition from active, cure-directed treatment to palliative
measures based on optimal control of symptoms needs to
be carefully forecast, explained, justified and implemented
with sensitivity and compassion by intensive care clinicians
in order to minimize distress. The CAESAR tool may
provide a relatively simple and effective measure of how
such aspects of practice impact on relatives and as such
could prove extremely useful in the design and evaluation
of interventions to reduce the long-term negative impact of
losing a loved one in the ICU.
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