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Learning Objectives 
After reading this chapter, the learner will be able to understand: 
That anxiety, depression, and post-traumatic stress disorder (PTSD) symptoms are frequent in relatives of ICU 
patients 
The importance to decrease family burden and how to implement several strategies to lessening them 
That up to 40% of family members suffer from at least one psychiatric illness 1 year after the patient’s ICU stay 
How a family information leaflet, an appropriate waiting room, and the use of an ICU diary and of an ICU 
communication facilitator should be implemented by the ICU team 
-------------------------------------------------------------------------------------------------------------------------------------------------- 

 
 
 

17.1 Introduction 
In recent years, while technical improvements have been translated into increase of 

survival rates in critically ill patients, physicians and nurses in intensive care units (ICUs) 

have developed a strong interest in family members, creating the concept of family-centred 

care [1–4]. Awareness of the distress experienced by families of ICU patients is increasing, 

and family members are no longer considered as simple visitors to the ICU. On the contrary, 

family members receive dedicated communication aiming to reduce their psychological 

burden during and after the ICU stay. Studies have been conducted both to assess the health 

impact of the ICU experience on family members and to measure the effects of preventive 

interventions. Anxiety, depression, post-traumatic stress disorders (PTSD), and cognitive 

dysfunction are the main psychological impairments observed in family members. These 

conditions are known as post-intensive care syndrome – family, or PICS-F [5]. Strategies 

aiming to decrease family burden in ICUs [6] will be detailed in this chapter and are 

summarized in . Figs. 17.1 and 17.2. 
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    Fig. 17.1 Tools and strategies available to decrease family burden in intensive care units. 

ICU intensive care unit 

 

 
 

..      Fig. 17.2 Empowering family members to decrease their burden in intensive care units. 

ICU intensive care unit 

 

17.2 Anxiety and Depression 

Anxiety and depression are symptoms that can considerably alter a person’s quality of 

life and can hinder their understanding of a situation. Symptoms of anxiety and depression 

can be detected using the Hospital Anxiety and Depression Scale (HADS) developed by 

Zigmond and Snaith in 1983 [7] which is a 14-item self-screening questionnaire. Seven items 

evaluate depression and seven items assess anxiety. Each item is scored on a 0–3 scale, so that 

scores can range from 0 to 21 for anxiety and 0 to 21 for depression. The HADS takes only 2–

5 min to complete. These symptoms are common in relatives of ICU patients, as shown in 

many studies. In a French prospective multicentre study [8], symptoms of anxiety or 

depression were present in 73% of family members and 84% of spouses. Risk factors for 

anxiety and depression symptoms were identified, including non-modifiable factors such as 



age and female gender. Modifiable factors were the absence of regular physician and nurse 

meetings, the absence of a room used only for meetings with family members, the absence of 

a waiting room, and perceived contradictions in the information provided by caregivers. 

When defining the organization and policies of their ICU, caregivers should bear in mind the 

need to decrease the risk of anxiety and depression in family members. Based on these data, 

these steps should include holding regular nurse-physician meetings to discuss patient and 

family needs, having a dedicated information room, having a waiting room, and ensuring that 

there are no contradictions in the information given to families. In a complementary study [9], 

it was found that in 54% of cases, the representative failed to understand the diagnosis, 

prognosis, or treatment of the patient. Physician-related factors of poor comprehension were a 

first meeting with representative <10 min and failure to give the relative an information 

brochure. 

In order to improve family members’ experience, a preventive strategy, aimed to 

increase family understanding and satisfaction and decrease symptoms of anxiety and 

depression, was assessed, using a family information leaflet (FIL), in addition to standard 

information [10]. The leaflet aims to give simple, practical information to people whose 

relatives are admitted to the ICU. It includes general information about the ICU and hospital, 

with phone numbers, visiting hours, a diagram of a typical ICU room, and a glossary. A 

prospective randomized controlled trial [10] was performed in 34 French ICUs, assessing 

comprehension of diagnosis, prognosis, and treatment, satisfaction with information, and 

anxiety and depression according to the providing or not of the FIL. Interestingly, anxiety and 

depression rates were not significantly different between the two randomized groups, whereas 

comprehension and satisfaction in the representatives with good comprehension were 

significantly improved in the FIL group. 

In spite of an increase in ICU survival rates, end-of-life in these units remains 

frequent. The implications are major not only for patients but also for relatives, with 

important consequences for our health-care system. Family burden (i.e. the negative impact of 

ICU experience) increases when the patient dies in the ICU [11]. Different strategies have 

been tested, both during the patient’s hospitalization and after the patient’s death, to improve 

family experience in the months that follow the patient’s death. Among these strategies, end-

of-life family conferences have been developed. These are formal, structured meetings 

between intensivists (physicians, nurses, etc.) and family members. During these conferences, 

family members and ICU caregivers discuss the patient’s situation in a quiet room. Ideally, 

family members are given opportunities to ask questions, express concerns, and confront 

painful emotions with the help of empathetic professionals. End-of-life conferences were 

specifically assessed in family members of 126 patients dying in 22 ICUs in France in a 

randomized controlled study [12], showing that these meetings are associated with a 

significant decrease in anxiety and depression symptoms 3 months after the patient’s death. 

These results further highlight that quality of communication is at the heart of family 

members’ experience. Strategies to improve family experience are most often developed 

during the patient’s ICU stay. However, a recent multicentre randomized controlled trial [13], 

the first strategy testing outside the ICU, was designed to test the hypothesis that a condolence 

letter, compared to no condolence letter, could reduce grief symptoms in families of patients 

who had died in the ICU. Among the 242 patients, 123 were included in the intervention letter 

group and 119 in the control group. After 6 months, the results were unexpected: the HADS 

score was significantly worse in the intervention group than in the control group. The 

prevalence of depression symptoms and the HADS-depression subscale score were also 

higher in the intervention group. The use of a systematic condolence letter does not seem 

useful to reduce symptoms of anxiety and depression in families. Different end-of-life 

situations coexist in ICUs, including brain death followed by organ donation request. Family 



members are at the centre of the decision process as within a limited time frame the team will 

first announce brain dead and approach relatives about organ donation. Experience of the 

organ donation process and grief symptoms in relatives of brain dead patients who discussed 

organ donation in the ICU was recently assessed in a multicentre longitudinal study in 28 

ICUs in France [14]. Relatives of non-donor patients reported less support both from the ICU 

team and during discussions with the coordination team. They were less satisfied with 

communication with the ICU team and reported less communication about organ donation 

with the ICU clinicians than relatives of donor patients. More than half of the relatives of non-

donors described the decision as difficult and were dissatisfied with the process. Interestingly, 

the decision to consent to or to refuse organ donation was not associated with anxiety or 

depression over the 3 months that followed the patient’s death. However, this study highlights 

the importance of quality communication whatever the family’s decision. 

The main studies assessing anxiety and depression of families are shown in. Table 

17.1. Clinicians should be aware that anxiety and depression symptoms are frequent in 

relatives of ICU patients, especially during and after end-of-life situations. A family 

information leaflet at the ICU patient admission [10], an appropriate waiting room, regular 

nurse-physicians meetings to discuss patient and family needs and to avoid contradictions [8], 

and end-of-life family conferences [12] could help reduce anxiety and depression symptoms 

of ICU patients’ relatives (. Fig. 17.1). Interestingly, a recent qualitative study showed that 

participation in bereavement research is often beneficial for family families and can be 

developed [19]. 

 

17.3 Post-traumatic Stress Disorder 
PTSD is a psychological reaction resulting from a situation in which the physical 

and/or psychological integrity of the patient and/or his/her relatives has been threatened 

and/or actually affected (including serious accident, violent death, rape, aggression, illness 

serious, war, and attack). The coping skills of the subject are overwhelmed. The immediate 

reaction may have been intense fear, helplessness, or horror. In DSM-5, PTSD belongs to the 

trauma and stress-related disorder category. Individuals who suffer from PTSD systematically 

avoid any event or discussion leading to his emotions. Despite these strategies, the event 

keeps coming back to the person’s mind in flashback or nightmare. PTSD can lead to clinical 

impairment in important areas of functioning. PTSD is not rare for families of ICU patients. 

In a longitudinal European study of Azoulay et al. [20], the stress-related morbidity among 

family members 90 days after ICU discharge or death was assessed and showed that post-

traumatic stress reaction, defined as an impact of event scale (IES) score greater than 30, was 

found in one-third of family members 90 days after ICU discharge or death of a relative. Risk 

factors for post-traumatic stress reaction were information perceived as unsatisfactory and 

sharing end-of-life decisions, as confirmed in another study of the same FAMIREA group 

[15]. It was also suggested that empowerment of relatives, involving them in every day 

patient care, bathing, feeding, and aspiration [20], could help reduce the occurrence of PTSD. 

of relatives of dying patients in ICU has been specifically evaluated. An American study [21] 

assessed PTSD in family members of patients who died in 11 Washington State hospitals. 

Families with psychological symptoms were more likely to report that access to a counsellor 

(P < .001) and information about spiritual services might have been helpful while the patient 

was in the ICU (P = 0.024). The identification and correction of these factors may help 

decrease the rate of PTSD symptoms in families of end-of-life patients. Another study of the 

same group [11] focused on PTSD symptoms among family members of patients who died in 

the ICU. Family members of older patients had lower scores for PTSD (P = 0.026). Family 

members that were present at the time of death (P = 0.021) and family members of patients 

with early family conferences (P = 0.012) reported higher symptoms of PTSD. When 



withdrawal of a ventilator was decided, family members reported lower symptoms of 

depression (P = 0.033). In order to assess, in a reproducible and standardized manner, the 

experience of relatives of patients who die in the ICU, the CAESAR study [22] aimed to 

develop a specifically designed instrument. The CAESAR score was computed and was 

strongly associated with post-ICU PTSD in the relatives. This score could be used to identify 

families at risk and as a primary endpoint in clinical studies. In particular, as also underlined 

in the study by Kross et al. [11], the finding that family members present at time of death have 

higher symptoms of PTSD suggests that it may be important to counsel family members 

accordingly and to allow each individual to make the choice that is best for him or her. 

Other strategies have been developed to increase both the patient’s and the relatives’ 

well-being, such as an ICU diary [16]. The ICU diary is written for ICU patients during their 

time of sedation and ventilation. It is written by relatives, nurses, and others. Once conscious, 

the patient can read the diary in order to better understand what happened in the ICU. 

Although the ICU diary was initially developed for the patient, this study shows that it also 

affects family members’ well-being and decreases symptoms of PTSD 12 months after the 

experience. 

As found for anxiety and depression symptoms, end-of-life family conferences may 

also help to reduce PTSD symptoms [12]. In a study mentioned above [12], customized end-

of-life family conferences, including provision of a brochure on bereavement, resulted in 

longer meetings in which families felt more supported in making difficult decisions, had more 

opportunities to speak and to express emotions, were more likely to accept realistic goals of 

care, and experienced more relief from guilt. These combined effects allowed the decrease 

incidence of PTSD. In the particular setting of cardiopulmonary resuscitation (CPR) 

performed outside the hospital, with subsequent admission to the ICU, a multicentre 

randomized trial [17] showed that giving family members of patients undergoing CPR the 

option of witnessing the resuscitation sequence was associated with a significantly lower 

incidence of PTSD-related symptoms than the standard practice regarding family presence. It 

is worth noting that whether or not the family members were offered the choice, more 

favourable results of psychological testing were noted when family members were present. 

This study highlights that relatives can sometimes be considered as active partners rather than 

passive observers. 

Communication with the family of critically ill patients is often insufficient [23], and 

poor communication is associated with family distress [12]. In light of these findings, an 

American research team [18] has developed the concept of an ICU communication facilitator, 

i.e. a social worker or a nurse trained to improve communication between the family and the 

ICU team. Their interventional study aimed to improve discussions about goals of care and 

palliative care in the ICU by improving communication between the families and the ICU 

team. However, there were no significant differences in psychological symptoms at 3 months 

or anxiety or PTSD at 6 months. The intervention was associated with decreased depressive 

symptoms at 6 months. The main studies assessing PTSD symptoms in family members are 

shown in. Table 17.2. Relatives of patients hospitalized in ICU are at high risk of PTSD 

symptoms. PTSD occurrence significantly alters family, social, and professional life on a 

daily basis. To reduce this risk, it is important to improve the quality of communication with 

the patient and his family: using an ICU diary to make sense of the stay in intensive care, 

psychological support, and improvement of end-life-care and communication. Raising 

clinicians’ awareness to this risk makes it possible to identify high-risk individuals and 

develop appropriate care for patients and/or their relatives during the ICU stay (. Fig. 17.1) 

and in the months following the ICU stay. 
 
 
 



 

 



 

 
 
 
 

ICU intensive care unit, CPR cardiopulmonary resuscitation, PTSD post-traumatic stress disorder 
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17.4 Cognitive Dysfunction 
Though data on long-term outcomes in families is limited, it appears that up to 40% of 

family members suffer from at least one psychiatric illness 1 year after the patient’s ICU stay. 

Siegel and coworkers [24] performed a small study on the incidence of psychiatric illness in 

41 relatives who were primary surrogate decision-makers before the death of a relative in a 

medical ICU. Among the 41 relatives, 34% presented criteria for at least one psychiatric 

illness: major depressive disorder (27%), generalized anxiety disorder (10%), panic disorder 

(10%), or complicated grief disorder (5%). These disorders were more frequent in spouses 

(63% vs. 16% of other relatives) and in relatives reporting that the physician had not been 

comforting (71% vs. 23%). 

While family members are initially relieved that their loved one is “out of the woods” 

and leaving the ICU, a new world is just beginning, and adjustments can be difficult to 

navigate, let alone recognize. The person who was in the ICU is no longer “just” the spouse, 

parent, or child, he or she often becomes a person with multiple needs and, in some way, 

remains a patient. Three months after their ICU stay, 40% of patients have global cognition 

scores of 1.5 SD, which is below the population means [25]. The relative thus becomes a 

caregiver and is trusted into a role that he or she is not necessarily equipped to deal with, 

especially without the support and all-encompassing care of the ICU staff. After discharge 

from the ICU, caregivers frequently realize just how exhausted they are: physically and 

emotionally, and perhaps there is a financial toll, as well. The focus is intently on the patient, 

as is necessary, while the needs of the caregiver are often ignored [26]. This can lead to a set 



of psychological symptoms that family members frequently experience but do not have a 

means to express, as anxiety, depression, PTSD, or cognitive dysfunction. Little is known 

about the real incidence of cognitive dysfunction in families of ICU patients, in particular in 

the long run after the patient’s ICU discharge or death. 
 
 

17.5 Time Points for Family Management 
International guidelines for family-centred care in the ICU have recently been 

developed [6]. The time points which are crucial for family management are threefold [27]. 

First, in the 48 h following ICU admission, comprehension, satisfaction, and symptoms of 

anxiety and depression should be assessed to answer the family’s specific needs, to improve 

the likelihood that timely and adequate information is provided, and to screen for symptoms 

of anxiety and/or depression, which might affect participation in the decision-making process. 

Second, at day 3, a routine formal family meeting should be held, using a communication 

strategy that best fits the family’s needs. Specific information requested by families must be 

provided, comprehension should be evaluated by reviewing the medical facts, a care plan 

should be scheduled, and the family’s hopes should be discovered and discussed. Third, in 

case of shift from curative care to comfort care, a formal end-of life family conference helps 

reduce family burden and may decrease the risk of subsequent complicated grief. In light of 

recent interventional studies [13, 28, 29], new communication strategies for patients 

discharged alive from the ICU and for their relatives should be developed and evaluated. 
 

Conclusion 
Anxiety, depression, and PTSD symptoms are frequent in relatives of ICU patients. In 

order to decrease family burden, several strategies can be implemented by the ICU team (. 

Fig. 17.1), including empowerment of family members (. Fig. 17.2). A family information 

leaflet, an appropriate waiting room, and the use of an ICU diary and of an ICU 

communication facilitator should be implemented by the ICU team. The information given 

should be complete, avoiding contradictions. In end-of-life situations, the family may choose 

to share or not the decision and to be present or not, the comfort of patient continuously 

ensured, and the end-of-life conferences performed. Family members can also be proactive by 

asking questions, reading the information leaflet, writing in the ICU diary, being involved in 

every day patient care (feeding, bathing, aspiration), and staying in contact with the family 

doctor. 
------------------------------------------------------------------------------------------------------------------------------------------------------------- 

Take Home Messages 

The information given should be complete, avoiding contradictions 

Anxiety, depression, and post-traumatic stress disorder (PTSD) symptoms are frequent in 

relatives of ICU patients 

In order to decrease these symptoms, some fundamental steps should be followed, including 

regular nurse-physician meetings to discuss patient and family needs, having a dedicated 

information room, having a waiting room, and ensuring that there are no contradictions in the 

information given to families 

End-of-life family conferences should be developed. These are formal, structured meetings 

between intensivists (physicians, nurses, etc.) and family members during which the patient’s 

situation is discussed in a quiet room. Ideally, family members are given opportunities to ask 

questions, express concerns, and confront painful emotions with the help of empathetic 

professionals 

As found for anxiety and depression symptoms, end-of-life family conferences may also help 

to reduce PTSD symptoms 



New communication strategies for patients discharged alive from the ICU and for their 

relatives should be developed and evaluated 

Physicians, nurses, and family doctors have to stay in contact with family members 

----------------------------------------------------------------------------------------------------------------- 
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