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Abstract

Background: Better understanding of patients’ and their family members’ experiences of 

delirium and related distress during critical care is required to inform the development of targeted 

nonpharmacologic interventions.

Objective: To examine and synthesize qualitative data on patients’ and their family members’ 

delirium experiences and relieving factors in the Intensive Care Unit (ICU).

Corresponding author: Leanne Boehm, 461 21st Avenue South, 419 Godchaux Hall, Nashville, TN 37240, phone: 615-343-1051, 
leanne.boehm@vanderbilt.edu.
Contributions: Study conception (AH, EWE, LB); study design and development (AH, LB, CV); preliminary searches (RLW, 
ACJ, LB, AH); piloting of study selection process (ACJ, LB, AH); finalization of study protocol and team (AH, LB); PROSPERO 
registration (AH, LB); final searches (RLW, ACJ, LB, AH); screening and data extraction (ACJ, LB, AH, AAS, CV, CG); analysis, 
meta-synthesis, critical appraisal (LB, AH, ACJ, AAS, CV, CG); enlistment of consumers (LB, AAS, AH, ACJ); report preliminary 
categories to consumers (LB, ACJ, AAS, AH); finalize themes/interpretation (LB, AAS, ACJ, CV, AH, CG, EWE, consumers).

HHS Public Access
Author manuscript
Int J Nurs Stud. Author manuscript; available in PMC 2021 October 01.

Published in final edited form as:
Int J Nurs Stud. 2021 October ; 122: 104030. doi:10.1016/j.ijnurstu.2021.104030.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Design: We conducted a systematic review and qualitative meta-synthesis. Eligible studies 

contained adult patient or family quotes about delirium during critical care, published in English 

in a peer-reviewed journal since 1980. Data sources included PubMed, Embase, CINAHL, 

PsycINFO, Web of Science, Cochrane and Clinicaltrials.gov.

Methods: Systematic searches yielded 3238 identified articles, of which 14 reporting 13 

studies were included. Two reviewers independently extracted data into a Microsoft Excel 

spreadsheet. Qualitative meta-synthesis was performed through line-by-line coding of relevant 

quotes, organisation of codes into descriptive themes, and development of analytical themes. Five 

patients/family members with experience of ICU delirium contributed to the thematic analysis.

Results: Qualitative meta-synthesis resulted in four major themes and two sub-themes. Key 

new patient and family-centric insights regarding delirium-related distress in the ICU included 

articulation of the distinct emotions experienced during and after delirium (for patients, 

predominantly fear, anger and shame); its ‘whole-person’ nature; and the value that patients and 

family members placed on clinicians’ compassion, communication, and connectedness.

Conclusions: Distinct difficult emotions and other forms of distress are experienced by patients 

and families during ICU delirium, during which patients and family members highly value human 

kindness and empathy. Future studies should further explore and address the many facets of 

delirium-related distress during critical care using these insights and include patient-reported 

measures of the predominant difficult emotions.
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1. INTRODUCTION

Delirium is a serious and acute neurocognitive disorder that is a frequent source of suffering 

for critically ill patients and their families (American Psychiatric Association, 2013; 

Brummel et al., 2014; Devlin et al., 2018; Krewulak et al., 2018; Williams et al., 2020). 

Despite growing knowledge of delirium epidemiology, prevention, and treatment, it remains 

uncertain how such distress is best responded to (Devlin et al., 2018). Antipsychotics and 

benzodiazepines are often used to manage delirium-related symptoms (e.g., agitation) (Mac 

Sweeney et al., 2010, Morandi et al., 2017, Patel et al., 2009, Selim and Ely, 2017). 

However, patient and family member distress may require a different management approach. 

Yet the limited measurement of psychological outcomes in ICU delirium research means 

there is a knowledge gap about the best management approaches (Devlin et al., 2018).

Reasons for the under-measurement of psychological outcomes in delirium research include 

definitional ambiguities for delirium-related distress, a lack of established measures for 

the subjective experience of delirium, and a decreased ability to communicate during 

delirium) (Williams et al., 2020). Efforts are now being made to articulate the nature of 

delirium-related distress. Emotional dysregulation characterized by irritability, anger, fear, 

anxiety, and perplexity, has been presented as a domain of delirium (Maldonado, 2018). 

However, the definition of emotional dysregulation varies (D’Agostino et al., 2016), and it is 
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not diagnostic for delirium (American Psychiatric Association, 2013). Emotional distress 
in delirium was recently characterized as anxiety, depression, acute and posttraumatic 

stress (Rose et al., 2017; Rose et al., 2021). Understanding patients and family members’ 

experiences of delirium would help to clarify it nature and inform the development of 

targeted nonpharmacologic interventions (Williams et al., 2020).

Hence, this study aimed to examine and synthesize qualitative data on patient and family 

member delirium experiences and relieving factors to facilitate conceptual clarity for the 

nature and mediators of delirium and its related distress in the ICU.

2. METHODS

2.1 Study Design

We conducted a systematic review and qualitative meta-synthesis (PROSPERO 

CRD42020156705) and here report our findings according to the Preferred Reporting 

Items for Systematic Reviews and Meta-Analyses (PRISMA) (Moher et al., 2009) and 

the Enhancing transparency in reporting the synthesis of qualitative research (ENTREQ) 

statement (Tong et al., 2012). We chose this research approach because qualitative meta

synthesis is conducive to developing theoretical and conceptual understanding and informing 

clinical interventions and research programs (Tong et al., 2012).

2.2 Search Strategy

Pre-planned search terms were devised by the study team, which included a university 

research librarian, and formulated according to setting (ICU), condition (delirium), 

perspectives (patient and family member) and study type (qualitative). The search was 

conducted in PubMed, Embase, CINAHL, PsycINFO, Web of Science, Cochrane and 

Clinicaltrials.gov in November 2019 and February 2021 using Boolean logic, adapted 

to syntax and subject headings of each database. Filters included English language and 

publication since 1980 (first entry for delirium in the American Psychiatric Association 

Diagnostic and Statistical Manual of Mental Disorders) (American Psychiatric Association, 

1980). The full database search strategy is in Supplementary File. We performed a lateral 

search of citations of included articles and relevant systematic reviews (Bélanger and 

Ducharme, 2011, Finucane et al., 2017, O’Malley et al., 2008) and clinical practice 

guidelines (Barr et al., 2013, Devlin et al., 2018).

We included qualitative studies containing adult patient or family member quotes relevant 

to delirium in the ICU published in a peer-reviewed journal. Qualitative studies were 

defined as those using methodologies such as phenomenology, ethnography, grounded 

theory, hermeneutics, narrative or thematic analysis, and/or primarily analysing textual 

rather than numerical data. Included articles reported participant quotes about delirium in 

qualitative studies of overall experience of the ICU, and mixed-methods and qualitative 

sub-studies of observational or interventional studies, if all other inclusion criteria were met. 

Articles reporting only clinicians’ perspectives and experiences of delirium in the ICU were 

excluded.
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2.3 Study Selection and Data Extraction

Search results were imported into Endnote X8 then exported to Covidence after removal of 

duplicates (Department of Health, 2008). Five reviewers independently screened titles and 

abstracts and performed full-text reviews to identify eligible articles in duplicate (i.e., two 

reviewers per article). Eligible data was extracted data into a Microsoft Excel spreadsheet 

which included: i) general study and sample characteristics; ii) methods; iii) participants’ 

quotes; and iv) themes and conclusions. Themes and conclusions were extracted into a 

separate spreadsheet so that coders were blinded to author themes and interpretations. 

Throughout, disagreements were resolved by discussion and evaluation by a third reviewer, 

where required. Cohen’s kappa ranged κ=0.02–0.44 for title/abstract screening and κ=0.10–

0.79 for full text screening. Full details of inter-relater reliability are in Supplementary File.

2.4 Appraisal of Methodological Quality

The 10-item Joanna Briggs Institute Critical Appraisal Checklist for Qualitative Research 

guided evaluation of the quality of included articles (The Joanna Briggs Institute, 2017). 

Two researchers independently evaluated each article. Disagreements were also resolved by 

discussion and additional evaluation. A predetermined minimum of ‘yes’ for six domains 

was required for inclusion.

2.5 Data Synthesis

We used Thomas and Hardens’ three stage thematic synthesis approach: i) line-by-line 

coding of relevant texts; ii) organisation of codes into descriptive themes; and iii) 

development of analytical themes (Thomas and Harden, 2008). Initial deductive coding 

of quotes relevant to patients’ delirium experience were framed against the five core 

domains articulated by Maldonado (2018) (i.e., cognitive, psychomotor, emotional, circadian 

rhythm, and consciousness/attentional disturbances). Quotes not fitting into Maldonado’s 

domains were then inductively coded (i.e., informed by raw data, not an a priori theory 

or framework). Coding for mediators during delirium was inductive, as was development 

of descriptive and analytical themes. Microsoft Excel was used to organise data during 

analysis.

2.6 Rigor, trustworthiness, and reflexivity

Our study prioritized patient and family member perspectives and experiences by only 

analyzing participants’ quotes, not authors’ themes or interpretations. Patient and family 

member quotes were separately analyzed to elucidate distinct themes for each group. 

The international and multidisciplinary team included academic nurses, research assistants, 

a physician (role: concept/aim development, interpretation, and dissemination), and a 

university librarian (role: key words and search), who collectively have expertise in research, 

critical care, palliative care, and delirium. The nursing and assistant researchers were all 

trained in qualitative methods and conducted study selection (AH, LMB, ACJ), extraction 

(ACJ, CFG), appraisal (LMB, AAS, CV, AH), and synthesis (patient quotes: AAS, CV, 

AH; family quotes: LMB, ACJ, CFG). After study selection, team members communicated 

regularly via email and Zoom meetings to perform the meta-synthesis and interpret the 

findings. Disagreements were resolved by discussion, and evaluation by a third reviewer, 
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where required. We presented our preliminary analytical themes to five people (two patients 

and three family members) who experienced delirium during critical illness and incorporated 

their suggestions in the final analytical themes.

3. RESULTS

Our systematic search of the published qualitative literature yielded 3238 identified articles, 

of which 14 articles reporting 13 studies were included (Figure 1; Table 1). The studies 

(1996–2020) were conducted in Europe (n=8, 57%) (Bohart et al., 2019; Granberg et 

al., 1999,;Granberg et al., 1998; Laitinen, 1996; Olsen et al., 2017; Page et al., 2019; 

Svenningsen et al., 2016; Van Rompaey et al., 2016), North America (n=3, 22%) (Clark 

et al., 2017; Smithburger et al., 2017; Whitehorne et al., 2015), Australia (n=2, 14%) 

(Hunt, 1999; Tramm et al., 2017), and South Africa (n=1, 7%) (Hume, 2020). Various 

qualitative methodologies were used, most commonly hermeneutics and/or phenomenology 

(n=7, 54%). Quality assessment revealed that most studies met most Joanna Briggs 

Institute criteria, except that reporting of the position of the researchers and reflexivity 

was rarely present (Figure 2; Supplementary File). Three studies were situated within 

larger observational or interventional studies (Smithburger et al., 2017; Svenningsen et al., 

2016; Tramm et al., 2017). No study used a theoretical or conceptual framework. Twelve 

articles (86%) reported interview methods, ranging from no pre-established questions to 

being highly structured; only three reported questions about what helped participants during 

delirium (Bohart et al., 2019), confusion (Smithburger et al., 2017), or admission to an ICU 

(Tramm et al., 2017) (Supplementary File). Half of authorship teams were nurses only (n=7, 

50%); the remainder were multidisciplinary or single author.

There were 364 participants (294 patients, 70 family members). When reported, most 

patients were male (59%), and most family members were female (71%). The average age of 

patient and family members was 58 and 55 years, respectively.

The nine studies that explicitly focused on participants’ experiences of delirium (Bohart et 

al., 2019; Hume, 2020; Smithburger et al., 2017; Van Rompaey et al., 2016; Whitehorne 

et al., 2015), delusions (Svenningsen et al., 2016), confusion (Laitinen, 1996), “acute 

confusion, disorientation, dreams and nightmares” (Granberg et al., 1999), and “ICU 

syndrome” (Granberg et al., 1998) provided 237 of the overall 255 quotes included in the 

meta-synthesis (93%). Of note, only five articles confirmed patient participants’ delirium 

via structured assessment, using either the Confusion Assessment Method for the ICU (Ely, 

2016) or the Neelon and Champagne Confusion Assessment Scale (Neelon et al., 1996).

3.1 Qualitative meta-synthesis

Data extraction yielded 164 quotes by patients and 91 quotes by family members for 

qualitative meta-synthesis (n=255). Initial categorisation of data relevant to patients’ 

experience of delirium found almost all aligned with Maldonado’s conceptual model of 

the core domains of delirium, except for feelings of impending death, recovery, and one 

recount of a flashback. Review of preliminary analytical themes by the additional patients 

and family members we consulted with elucidated the need for distinction between patient 
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experience during delirium versus after delirium. Meta-synthesis ultimately resulted in four 

major themes. Themes with key exemplary quotations are presented below and in Table 2.

3.1.1 The nature of the acute ICU delirium experience (179/255 quotes, 70%)

3.1.1a Theme 1: ICU patient’s delirium-related distress was experienced by the whole 
person (149/255 quotes, 58%): Patients experienced distress during and after delirium 

in all aspects of their being, encompassing emotional, cognitive, physical, relational, 

and spiritual suffering. Theme 1 therefore explicitly acknowledges the ‘whole person’ 

experience of delirium (Maldonado, 2018; Rose et al., 2017). During delirium, patients felt 

frightened, angry, misunderstood, empty, frustrated, and overwhelmed. The predominantly 

reported emotion was fear (14/35 40% patient quotes), as exemplified by this patient 

describing being “scared, really scared” during delirium. Fear was often coupled with 

delusions and incomprehension:

“I climbed around in the mountains and had to kill a lot of people to return. It felt 
so real and frightening. I couldn’t get away and I couldn’t find the solution.”

Patients also described being misunderstood, “angry”, “upset”, “frustrated”, “emptied of 
feelings”, and that “the delirium was so overwhelming.” In contrast, after ICU delirium 

patients felt ashamed, embarrassed, and guilty about succumbing to it and their “bad” 

behavior, along with the need to apologize:

“…I hit one of the nurses right on the chest, like this. I remembered that when she 
came into the room … and I asked her if she was the one I’d hit. She said ‘Yes’, 
and I apologized. I felt horrible about it … When I think about it I feel awful [starts 
to cry]. I’ve thought about this a few times, how I could possibly do such a thing 
[pauses]. But it’s over and forgotten, I hope.”

In addition to emotional distress, patients experienced cognitive, physical, relational, and 

spiritual suffering during delirium. Perceptual distortions, disorientation, and impaired 

comprehension caused patients to misunderstand their sensations and the environment, 

describing it as “very disorienting. I didn’t know if it was night or day. I had all these 
scenarios going on in my mind…” Patients described being physically “tied down” and 

“put in straps”, suggesting distressing experiences of being physically restrained. They felt 

frightened and overwhelmed by other interventions describing “…lay[ing] there completely 
still. I did not dare to move.” Patients also misunderstood the actions and intentions of ICU 

staff:

“I was restrained and forced to be treated. A mask with too much air was forced 
on me - like holding the head out the car door - panic! The nurse got suspicious 
because I wasn’t supposed to touch my throat.”

Patients found it hard to connect and communicate with others, such as this patient’s 

description of attempts to communicate, “I could and wanted to ask something to the nurse 
… but I had no idea how to start a conversation.” The nearness of death was described by 

some: “I thought I was going to die” and “I couldn’t breathe”. Others believed that staff 

were trying to “abduct” or “kill” them. Patients also remembered dreams of crossing borders 

and being in other worlds:
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“I was dreaming I passed the border; it was the end, and everything turned dark.”

3.1.1b Theme 2: During delirium, family members felt compassion, uncertainty, 
and anxiety, as well as apprehension about the future (30/255 quotes, 12%): Family 

members were acutely aware of the patient’s fear and agitation:

“He was so agitated that he just kept screaming my name.”

Many described patients’ disorientation and perceptual distortions:

“He has been confused about where he was and what had happened…”

(Ex sister-in-law)

“Because he accused one of the boys of putting bananas down his tube and trying to 
kill him, and this particular lad was special, he was lovely, he did an awful lot for 
you, and, yeah, ‘He’s trying to kill me! He’s trying to kill me’.”

(Spouse)

Despite compassionate recognition of what the patient was experiencing, they were 

uncertain and puzzled by it:

“I thought she was very restless, and I thought it was strange that she pulled the 
lines. I thought, why is she doing that? And I said, ‘You must not pull all the 
lines’.”

(Daughter)

Anxiety made it difficult to take in information:

“…but you can’t retain everything because you’re so—how do I want to say? 
Nervous, anxious, scared yourself for your loved one.”

Family members were also apprehensive about the future, wondering if the patient would 

fully recover from the delirium and the critical illness:

“Things are difficult, but … but I wonder a lot about how it’s going to be at the 
end.”

(Spouse)

3.1.2 Mediators of delirium-related distress (76/255 quotes, 30%)

3.1.2a Theme 3: During ICU delirium, patients valued nurses’ presence, kindness, 
and explanations; and thoughts of family and home (15/255 quotes, 6%): The relatively 

few patient quotes about what helped them during delirium indicated nurses’ presence, 

words, and actions that conveyed kindness and safety were appreciated:

“Uneasiness, coldness -- that was what I felt. Not all the time … it always stopped 
when the nurse came near me…The presence of this nurse was quite … quite 
important.”

One patient described eye contact with the nurse as “the one most important thing”. 

Patients also felt relieved when nurses’ conveyed understanding, forgiveness, and provided 

explanations:
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“I cursed, but they understood. They are used to it. Some of the nurses even forgave 
me.”

“When something crossed my mind, I called for the nurse and asked for an 
explanation.”

Thoughts of home bolstered patience and hope, as one patient described, “The feeling of 
being at home for a while gave me more patience; now I knew that I would return home.” 

Importantly, patients spoke about the comfort, protection and guidance provided by family 

members, including those who were not physically present, or even alive:

“There were two paths to follow: One was a tunnel, and the light at the end of the 
tunnel was shiny and bright; it almost whispered to me: ‘stop breathing and you 
will get there’. But fortunately, my daughter was at the end of the other path. She 
was pregnant and I had to survive to see my grandchild. Perhaps this is why I was 
still breathing after so many weeks. In a strange way my kids and grandkids were 
always with me, and there were even some of my deceased relatives hanging from 
the ceiling. It wasn’t even scary; they didn’t do any harm. I don’t think they wanted 
to bother me, and somehow it was even comforting.”

3.1.2b Theme 4: During ICU delirium, family members valued communication with 
the team, being involved in the patient’s care, and signs of their recovery (61/255 
quotes, 24%): Communication with the team about delirium helped family members to 

make sense of the situation. When staff explained delirium, this helped to allay families’ 

fears and doubts. As one spouse described, “I was relieved when I heard about delirium 
because it explained what I have been seeing.” However, some family members recounted 

vague descriptions of delirium by clinicians. When describing interactions with the nurse 

about delirium, a patient’s spouse recalled being told, “‘he is a bit sad today’, ‘he is a 
little confused today’, ‘he is very tired today’.” Families want to be better informed about 

delirium, preferring“…to get information, and as much information as I could from the 
health care provider, and to know the status.” Many wanted to be informed and prepared for 

delirium early in the ICU admission:

“[Y]ou had this fine, perfectly healthy parent and all of a sudden you’re in the ICU. 
So, I think as soon as you get there, or close, somebody just might want to pull you 
aside and say, ‘Hey, here are some helpful hints while you’re in here. You might 
want to review this, just because we’ve talked to people, we see this all the time, 
and this could help’.”

Family involvement in care benefitted both the family and the patient. Family members 

described engaging with and comforting the delirious patient using phrases like “You just go 
to sleep. I’ll be here; I’ll keep you safe.” recalling that “it seemed to help a little bit.” Being 

with the patient was perceived as beneficial for them because family members could engage 

the patient in ways that were more familiar and meaningful. For example, family members 

brought items that were part of the patient’s usual life.
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“I mean, she’s like a real news person, and so even though the TV was on the whole 
time, I brought the newspaper in and I read the headlines and stuff that she’d be 
interested in hearing about.”

“I would just say have them bring books, or cards, or something and like in a 
normal routine. You know what I mean? Well, like if it’s an older person and like 
they enjoy doing puzzles, or puzzle books and stuff like that. Bring the puzzles, or 
the cards, or whatever they’re used to doing.”

Families valued being engaged and included in efforts to orient the patient. When the 

clinical team included the family in basic care, it gave them a sense of purpose and 

usefulness to both the patient and staff.

“We tried getting our own whiteboard and putting a calendar on it so that she knew 
what day of the week it was. Because, you know, the whiteboards don’t always get 
updated by the nurses.”

“And, like a list as a reminder, things that I can do, to help the patient or—and even 
help the nurse … I know they’re strapped on their time.”

Furthermore, families felt relieved when delirious patients showed signs of recovery:

“Now he’s much more clear about his thinking. I mean we can see it. He is 
different from then to now.”

4. DISCUSSION

This study systematically identified, reviewed, and synthesized 14 qualitative articles to 

explore the delirium experience and mediators of delirium for patients and their families 

in the ICU. Key patient and family-centric insights regarding ICU delirium-related distress 

include: articulation of the distinct emotions experienced during and directly after delirium 

(e.g., fear, anger, shame, uncertainty); its ‘whole person’ nature (e.g., emotional, cognitive, 

physical, spiritual); and the value that patients and family members placed on clinician 

compassion, communication, and connectedness. Our findings highlight the need for 

humane environments, practices, and interactions as the primary means to address ICU 

delirium-related distress for both patients and their families. We propose an approach to 

critical care that values and addresses more than just patients’ urgent physiological needs. 

Future research testing interventions for ICU delirium-related distress would be enhanced 

by a consensus definition of delirium-related distress and the use of specific measures of 

predominant emotions.

Our findings of the emotional aspects of delirium align with those from studies in other 

settings, where patients who experienced delirium similarly reported fear, anger, confusion, 

disconnection and humiliation, and family members experienced concern and uncertainty 

in the face of inadequate information - both preparatory and explanatory - from clinicians 

(Bélanger and Ducharme, 2011; Finucane et al., 2017; O’Malley et al., 2008). Current 

findings build upon a recent narrative review of distress in delirium which, while it 

flagged that patients experience longer-term psychological distress, did not distinguish 

between emotions experienced in the acute episode from those felt in its immediate 

Boehm et al. Page 9

Int J Nurs Stud. Author manuscript; available in PMC 2021 October 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



aftermath (Williams et al., 2020). This meta-synthesis identified that directly after delirium 

(as distinct from during or longer-term), the nature of patient’s emotional distress shifts 

from being predominantly fear, to feelings of shame, embarrassment, and guilt. This 

nuance is important, because it refines understanding of the trajectory of delirium-related 

distress and illuminates specific targets and time points for its assessment and intervention, 

both in clinical practice and future studies. Relevant measures of specific emotions in 

future delirium studies include the short forms for anxiety, anger, and emotional and 

behavioral dyscontrol, within the Patient Reported Outcome Measurement Information 

System (PROMIS®) (HealthMeasures, 2020).

However, patients described not just emotional distress, but also that which was cognitive, 

physical, relational, and spiritual in nature. It was also situational, as distress during delirium 

was intensified by the ICU environment (e.g., noise leading to lack of sleep), interventions 

(e.g., intubation, oxygen mask, restraints), and the proximity of death. This finding aligns 

with previous studies where patients recalled distress in delirium to be interrelated with 

many factors; namely, longer duration and greater severity of delirium (overall, and of 

its cognitive/behavioral symptoms), poorer functional status, and the circumstances of the 

underlying illness and treatment (Williams et al., 2020). The latter hints at the proposed role 

of repeated or prolonged exposure to stress in the pathophysiology of delirium, underscoring 

why humane ICU environments and interventions are essential (Maldonado, 2018; Wilson et 

al., 2019).

The findings of this qualitative meta-synthesis indicate that patients and family members 

value simple, compassionate interpersonal communication and actions by clinicians before, 

during, and after delirium as a means for relieving distress. While this finding was based 

on relatively fewer quotes, it again speaks to the necessity for humane intensive care 

(Hume, 2020). We therefore propose that person-centered, multicomponent approaches are 

required to relieve delirium-related distress for patients and their families. An envisaged 

patient intervention would incorporate timely identification and treatment of the causes of 

the delirium to reduce its duration, early mobility to optimize function, and modifying 

the ICU environment (e.g., reducing noise at night, promoting natural light) (Ely, 2017). 

Additional measures to reduce distress are to address physical comfort (e.g., management 

of pain/dyspnea), minimize (or cease) restraint use, and reassure the patient of their safety 

(Davidson et al., 2017). Immediately after delirium resolves, interventions could shift to 

compassionate inquiry of the patient about their experience, followed by explanation and 

education to help allay feelings of shame, humiliation, and guilt associated with actions 

during a delirium episode.

Findings regarding the whole person nature of delirium-related distress from both this meta

synthesis and other literature could inform development of a consensus definition of the 

construct (Williams et al., 2020). A consensus definition of delirium-related distress would 

be pivotal, as greater conceptual clarity would lead to standardized measures and targeted 

interventions. An exemplar is the National Comprehensive Cancer Network definition for 

cancer-related distress, which delineates its multifactorial and holistic nature that extends 

along a continuum from common (i.e., ‘normal’) and mildly unpleasant feelings to crisis 

(National Comprehensive Cancer Network, 2020). Based on this definition, the developed 
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clinician and patient guidance in early recognition of (e.g., screening using the Distress 

Thermometer and intervention for cancer-related distress) (Partridge et al., 2019; National 

Comprehensive Cancer Network, 2020). Developing a similar consensus definition for 

delirium-related distress and subsequent initiatives would ideally be a shared enterprise by 

the international delirium societies.

4.1 Implications for Nursing Practice

Nurses are well placed and suited to communicating human kindness and empathy towards 

patients who are frightened and ashamed from delirium in the ICU. Furthermore, our study 

highlights the importance and potential benefits of nurses involving family members in 

patient care, especially considering their knowledge of the patient as a person (e.g., likes, 

dislikes, stressors) is key information for the critical care team (Wilson et al., 2019). Nurses 

can also encourage family members to provide physical touch (e.g., holding hands), personal 

hygiene (e.g., oral care, hair brushing), and communication (e.g., news, family updates) to 

the patient (Wilson et al., 2019). Engaging family in clinical decision-making and involving 

them in interdisciplinary rounds is similarly vital to providing patient- and family-centered 

care (Burns et al., 2018; Davidson et al., 2017). In these ways, nurses can enlist family 

members in personalized critical care that better meets individual patients’ fundamental 

human needs.

4.2 Limitations

Strengths of this study include the systematic approach to study retrieval and data synthesis; 

international representation of included studies; and prioritization of patient and family 

voices, including our incorporation of additional feedback from persons with experience of 

delirium in the ICU. Limitations include that we only accessed, included, and analyzed 

published quotes and not the full range obtained in the original studies; inclusion of 

only English language studies; included studies being predominantly conducted in Western 

countries; and only five studies reporting confirmed delirium as an inclusion criterion. 

Lastly, the Cohen’s kappa for our title/abstract and full text screening was very low across 

reviewers; despite this, consensus was agreed for all included studies. These limitations may 

have contributed to selection, measurement, and cultural biases; however, these biases were 

moderated by the research team’s cultural and discipline diversity and expertise in delirium.

5. CONCLUSION

This study found ample qualitative data indicating that the delirium experience has 

emotional, cognitive, physical, relational, spiritual, and situational dimensions for patients 

and family members. In contrast, there has been less attention to what patients and their 

families perceive as beneficial in relieving this distress, which should be the focus of 

future exploratory studies. Qualitative studies in this field should address researcher bias 

by improved reporting of reflexivity, along with interdisciplinary study teams that include 

persons with experience of delirium. Development of a consensus definition for delirium

related distress would provide a standardized description of its nature and dimensions, in 

turn informing subjective and consistent outcome measures in future delirium intervention 

studies in critical care, and other settings.
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CONTRIBUTION OF THE PAPER

What is already known about the topic?

• Delirium is common, debilitating and distressing for patients with critical 

illness.

• A 2020 narrative review characterized delirium-related distress as a primarily 

emotional experience and concluded that improved understanding of the 

psychological experience of delirium would enable supportive interventions 

for patients and their families to be developed.

• A 2021 core outcome set for research evaluating interventions to prevent 

and/or treat delirium in critically ill adults included emotional distress (i.e., 

anxiety, depression, acute and posttraumatic stress) as a core outcome in 

delirium research.

What this paper adds?

• Patients with delirium in the Intensive Care Unit experienced distress with 

their whole person, not just emotionally.

• The numerous qualitative studies of patients’ and family members’ 

perspectives and experiences of delirium in the Intensive Care Unit have 

largely neglected to investigate patient-reported mediators of delirium.

• Mediators of delirium-related distress that were reported included humane 

interpersonal approaches to care (patients); and communication, and 

information from clinicians and involvement in the patient’s care (family 

members).
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Figure 1. 
PRISMA Flow chart of initial searches and inclusion (1980 - Feb 2021)
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Figure 2: 
Joanna Briggs Institute Critical Appraisal of Included Studies
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