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a b s t r a c t 

Background: Better understanding of patient and family member experiences of delirium and related dis- 

tress during critical care is required to inform the development of targeted nonpharmacologic interven- 

tions. 

Objective: To examine and synthesize qualitative data on patient and family member delirium experiences 

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

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 jour- 

nal 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 in- 

cluded. Two reviewers independently extracted data into a Microsoft Excel spreadsheet. Qualitative meta- 

synthesis was performed through line-by-line coding of relevant quotes, organization of codes into de- 

scriptive 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 dis- 

tinct 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’ compas- 

sion, communication, and connectedness. 

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

lies during ICU delirium, during which patients and families 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 emo- 

tions. 

© 2021 The Author(s). Published by Elsevier Ltd. 

This is an open access article under the CC BY-NC-ND license 

( http://creativecommons.org/licenses/by-nc-nd/4.0/ ) 
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hat is already known 

• 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 im-

proved understanding of the psychological experience of delir-

ium 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 posttrau-

matic stress) as a core outcome in delirium research. 

hat 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 patient and family member

perspectives and experiences of delirium in the Intensive Care

Unit have largely neglected to investigate patient-reported me-

diators of delirium. 

• Mediators of delirium-related distress that were reported in-

cluded humane interpersonal approaches to care (patients); and

communication, and information from clinicians and involve-

ment in the patient’s care (family members). 

. Introduction 

Delirium is a serious and acute neurocognitive disorder that

s a frequent source of suffering for critically ill patients and

heir family members ( American Psychiatric Association, 2013 ;

rummel et al., 2014 ; Devlin et al., 2018 ; Krewulak et al., 2018 ;

illiams et al., 2020 ). Despite growing knowledge of delirium epi-

emiology, prevention, and treatment, it remains uncertain how

uch distress is best responded to Devlin et al. (2018 ). Antipsy-

hotics and benzodiazepines are often used to manage delirium-

elated symptoms (e.g., agitation) ( Mac Sweeney et al., 2010 ;

orandi et al., 2017 ; Patel et al., 2009 ; Selim and Ely, 2017 ). How-

ver, patient and family member distress may require a different

anagement approach. The limited measurement of psychological

utcomes in ICU delirium research means there is a knowledge gap

bout the best management approaches ( Devlin et al., 2018 ). 

Reasons for the under-measurement of psychological outcomes

n delirium research include definitional ambiguities for delirium-

elated distress, a lack of established measures for the subjec-

ive experience of delirium, and a decreased ability to communi-

ate during delirium ( Williams et al., 2020 ). Effort s are now be-

ng made to articulate the nature of delirium-related distress. Emo-

ional dysregulation characterized by irritability, anger, fear, anxi-

ty, and perplexity, has been presented as a domain of delirium

 Maldonado, 2018 ). However, the definition of emotional dysregu-

ation varies ( D’Agostino et al., 2016 ), and it is not diagnostic for

elirium ( American Psychiatric Association, 2013 ). Emotional dis-

ress in delirium was recently characterized as anxiety, depres-

ion, acute and posttraumatic stress ( Rose et al., 2017 , 2021 ). Un-

erstanding patient and family member experiences of delirium

ould help to clarify its nature and inform the development of tar-

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

Hence, this study aimed to examine and synthesize qualitative

ata on patient and family member delirium experiences and re-

ieving factors to facilitate conceptual clarity for the nature and

ediators of delirium and its related distress in the ICU. 
. Methods 

.1. Study design 

We conducted a systematic review and qualitative meta-

ynthesis (PROSPERO CRD42020156705) and here report our find-

ngs according to the Preferred Reporting Items for Systematic Re-

iews and Meta-Analyses (PRISMA) ( Moher et al., 2009 ) and the

nhancing transparency in reporting the synthesis of qualitative

esearch (ENTREQ) statement ( Tong et al., 2012 ). We chose this re-

earch approach because qualitative meta-synthesis is conducive to

eveloping theoretical and conceptual understanding and inform-

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

.2. Search strategy 

Pre-planned search terms were devised by the study team,

hich included a university research librarian, and formulated ac-

ording to setting (ICU), condition (delirium), perspectives (patient

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

onducted in PubMed, Embase, CINAHL, PsycINFO, Web of Science,

ochrane, and Clinicaltrials.gov in November 2019 and February

021 using Boolean logic, adapted to syntax and subject headings

f each database. Filters included English language and publica-

ion since 1980 (first entry for delirium in the American Psychi-

tric Association Diagnostic and Statistical Manual of Mental Dis-

rders) ( American Psychiatric Association, 1980 ). The full database

earch strategy is in the Supplementary File . We performed a lat-

ral search of citations of included articles and relevant system-

tic reviews ( Bélanger and Ducharme, 2011 ; Finucane et al., 2017 ;

’Malley et al., 2008 ) and clinical practice guidelines ( Barr et al.,

013 ; Devlin et al., 2018 ). 

We included qualitative studies containing adult patient or

amily member quotes relevant to delirium in the ICU published

n a peer-reviewed journal. Qualitative studies were defined as

hose using methodologies such as phenomenology, ethnography,

rounded theory, hermeneutics, narrative or thematic analysis,

nd/or primarily analyzing textual rather than numerical data. In-

luded articles reported participant quotes about delirium in quali-

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

nd qualitative sub-studies of observational or interventional stud-

es, if all other inclusion criteria were met. Articles reporting only

linicians’ perspectives and experiences of delirium in the ICU

ere excluded. 

.3. Study selection and data extraction 

Search results were imported into Endnote X8 then ex-

orted to Covidence after removal of duplicates ( Department of

ealth, 2008 ). Five reviewers independently screened titles and ab-

tracts and performed full-text reviews to identify eligible articles

n duplicate (i.e., two reviewers per article). Eligible data was ex-

racted into a Microsoft Excel spreadsheet which included: (i) gen-

ral study and sample characteristics; (ii) methods; (iii) partici-

ants’ quotes; and (iv) themes and conclusions. Themes and con-

lusions were extracted into a separate spreadsheet so that coders

ere blinded to author themes and interpretations. Throughout,

isagreements were resolved by discussion and evaluation by a

hird reviewer, where required. Cohen’s kappa ranged κ= 0.02–0.44

or title/abstract screening and κ= 0.10–0.79 for full text screen-

ng. Full details of inter-relater reliability are in the Supplementary

ile . 
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.4. Appraisal of methodological quality 

The 10-item Joanna Briggs Institute Critical Appraisal Checklist

or Qualitative Research guided evaluation of the quality of in-

luded articles ( The Joanna Briggs Institute, 2017 ). Two researchers

ndependently evaluated each article. Disagreements were also re-

olved by discussion and additional evaluation. A predetermined

inimum of ‘yes’ for six domains was required for inclusion. 

.5. Data synthesis 

We used Thomas and Hardens’ three stage thematic synthesis

pproach: (i) line-by-line coding of relevant texts; (ii) organization

f codes into descriptive themes; and (iii) development of analyti-

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

uotes relevant to patients’ delirium experience were framed against

he five core domains articulated by Maldonado (2018) (i.e., cog-

itive, psychomotor, emotional, circadian rhythm, and conscious-

ess/attentional disturbances). Quotes not fitting into Maldonado’s

omains were then inductively coded (i.e., informed by raw data,

ot an a priori theory or framework). Coding for mediators during

elirium was inductive, as was development of descriptive and an-

lytical themes. Microsoft Excel was used to organize data during

nalysis. 

.6. Rigor, trustworthiness, and reflexivity 

Our study prioritized patient and family member perspectives

nd experiences by only analyzing participant quotes, not author

hemes or interpretations. Patient and family member quotes were

eparately analyzed to elucidate distinct themes for each group.

he international and multidisciplinary team included academic

urses, research assistants, a physician (role: concept/aim develop-

ent, interpretation, and dissemination), and a university librar-

an (role: key words and search), who collectively have expertise

n research, critical care, palliative care, and delirium. The nurs-

ng and research assistants were all trained in qualitative meth-

ds and conducted study selection (AH, LMB, ACJ), extraction (ACJ,

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

AS, CV, AH; family quotes: LMB, ACJ, CFG). After study selection,

eam members communicated regularly via email and Zoom meet-

ngs to perform the meta-synthesis and interpret the findings. Dis-

greements were resolved by discussion and evaluation by a third

eviewer, where required. We presented our preliminary analytical

hemes to five people who experienced delirium during crti ical

llness(two patients and three family members) and incorporated

heir suggestions in the final analytical themes. 

. Results 

Our systematic search of the published qualitative literature

ielded 3238 identified articles, of which 14 articles reporting

3 studies were included ( Fig. 1 ; Table 1 ). The studies (1996–

020) were conducted in Europe ( n = 8, 57%) ( Bohart et al.,

019 ; Granberg et al., 1999 , 1998 ; Laitinen, 1996 ; Olsen et al.,

017 ; Page et al., 2019 ; Svenningsen et al., 2016 ; Van Rompaey

t al., 2016 ), North America ( n = 3, 22%) ( Clark et al., 2017 ;

mithburger 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

sed, most commonly hermeneutics and/or phenomenology ( n = 7,

4%). Quality assessment revealed that most studies met most

oanna Briggs Institute criteria, except that reporting of the re-

earcher position and reflexivity was rarely present ( Fig. 2 ; Sup-

lementary File ). Three studies were situated within larger ob-

ervational or interventional studies ( Smithburger et al., 2017 ;
venningsen et al., 2016 ; Tramm et al., 2017 ). No study used a the-

retical or conceptual framework. Twelve articles (86%) reported

nterview methods, ranging from no pre-established questions to

eing highly structured; only three reported questions about what

elped participants during delirium ( Bohart et al., 2019 ), confusion

 Smithburger et al., 2017 ), or admission to an ICU ( Tramm et al.,

017 ) ( Supplementary File ). Half of authorship teams were nurses

nly ( n = 7, 50%); the remainder were multidisciplinary or single

uthor. 

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

hen reported, most patients were male (59%), and most family

embers were female (71%). The average age of patient and family

embers was 58 and 55 years, respectively. 

The nine studies that explicitly focused on participant

xperiences of delirium ( Bohart et al., 2019 ; Hume, 2020 ;

mithburger et al., 2017 ; Van Rompaey et al., 2016 ;

hitehorne et al., 2015 ), delusions ( Svenningsen et al., 2016 ),

onfusion ( Laitinen, 1996 ), “acute confusion, disorientation,

reams and nightmares” ( Granberg et al., 1999 ), and “ICU syn-

rome” ( Granberg et al., 1998 ) provided 237 of the overall 255

uotes included in the meta-synthesis (93%). Of note, only five

rticles confirmed patient participants’ delirium via structured

ssessment, using either the Confusion Assessment Method for

he ICU ( Ely, 2016 ) or the Neelon and Champagne Confusion

ssessment Scale ( Neelon et al., 1996 ). 

.1. Qualitative meta-synthesis 

Data extraction yielded 164 quotes by patients and 91 quotes

y family members for qualitative meta-synthesis ( n = 255). Ini-

ial categorization of data relevant to the patient’s delirium ex-

erience found almost all aligned with Maldonado’s conceptual

odel of the core domains of delirium, except for feelings of

mpending death, recovery, and one recount of a flashback. Re-

iew of preliminary analytical themes by our consultation with

 patients and family members elucidated the need for distinc-

ion between patient experience during delirium versus after delir-

um. Meta-synthesis ultimately resulted in four major themes.

hemes with key exemplary quotations are presented below and in

able 2 . 

.1.1. The nature of the acute ICU delirium experience (179/255 

uotes, 70%) 

.1.1.1. Theme 1 . ICU patient’s delirium-related distress was expe-

ienced by the whole person (149/255 quotes, 58%). Patients ex-

erienced distress during and after delirium in all aspects of

heir being, encompassing emotional, cognitive, physical, relational,

nd spiritual suffering. Theme 1 therefore explicitly acknowl-

dges the ‘whole person’ experience of delirium ( Maldonado, 2018 ;

ose et al., 2017 ). During delirium, patients felt frightened, angry,

isunderstood, empty, frustrated, and overwhelmed. The predom-

nantly reported emotion was fear (14/35 patient quotes, 40%), as

xemplified by a patient who described being “scared, really scared”

uring delirium. Fear was often coupled with delusions and incom-

rehension: 

" I climbed around in the mountains and had to kill a lot of people

to return. It felt so real and frightening. I could not get away and

I could not find the solution .”

Patients also described being misunderstood, “angry ”, “upset”,

frustrated ”, “emptied of feelings ”, and that " the delirium was so over-

helming.” In contrast, after ICU delirium patients felt ashamed,

mbarrassed, and guilty about succumbing to it and their “bad ” be-

avior, along with the need to apologize: 

“…I hit one of the nurses right on the chest, like this. I remem-

bered that when she came into the room … and I asked her if she
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Table 1 

Summary of included studies. 

Author (first), year, 

author disciplines 

Country Aim Setting Participants Methods Findings (Themes) 

Hume, 2020 

Master of Music and 

Health Communication 

student 

South 

Africa 

To understand the 

experience of ICU delirium 

perspectives of patients, 

healthcare professionals, 

and families; explore 

relationships between 

delirium and working 

cultures/environment of 

the ICU; and assess 

potential for music 

composition to contribute 

to understanding of 

delirium 

Private teaching 

hospital, ICU, visitation 

policy not reported 

Eligible: Patients who experienced 

delirium in the ICU, without dementia 

or other pre-existing neurocognitive 

disorders, three or more months after 

the delirious episode; their family 

members; and health care 

professionals 

Participated: n = 11 (3 patients, 2 

family members, 10 health care 

professionals), 27% male 

Delirium status not reported 

Phenomenological and narrative 

approach to semi-structured 

interviews, unstructured observation 

and focus groups; qualitative content 

analysis; and musical composition of 

findings 

• Violence 

• Loss 

• Humanity 

Bohart, 2019 

Nurse (1), Medical 

Doctor (1), Health 

Scientist (1) 

Denmark To explore relatives’ 

experiences of ICU 

delirium in critically ill 

patients 

Level II ICU 

medical/surgical 

11-bed ICU; 24 h open 

visiting policy, single 

patient rooms 

Eligible : Caregivers aged ≥18 of 

patients with ≥48 h ICU stay and 

delirium 

Participated : n = 11, 27% male, mean 

age 64 

10 question semi-structured 

interview; phenomenological 

approach followed by Malterud’s 

four-step systematic text 

condensation. 

• Delirium is not the main 

concern 

• Communication with 

health care professionals 

is crucial 

• Need for information 

Page, 2019 

Nurse (3) 

United 

Kingdom 

To understand and form a 

substantive theory about 

the critical illness 

trajectory from patient 

and relative 

perspectives. 

14-bed critical care 

unit in 800 bed district 

hospital, visitation 

policy not reported 

Eligible : survivors of critical illness 

and their family members 

Participated : 16 survivors, mean age 

61, 63% male 4–40 days in unit and 

15 family members, 20% male 

Delirium status not reported 

In-depth interviews 4–11 months post 

discharge. Constructivist grounded 

theory coding using constant 

comparative method. 

• Ambiguous loss 

• Dreams and hallucinations 

• Physical and cognitive 

sequelae 

• Sense-making 

• Critical junctures 

Clark, 2017 

Medical Doctor (5), 

Nurse (1), Social Work 

(1), Research (1) 

United 

States 

To understand experiences 

of ICU survivors with 

alcohol misuse during 

transition from hospital to 

home 

Two 44-bed medical 

ICUs and a mixed 

medical/surgical ICU 

across three hospitals, 

visitation policies not 

reported 

Eligible : ICU survivors with an alcohol 

use score of ≥ 5 (women) or ≥ 8 

(men), ≥18 and their family/friends 

Participated : 50 survivors mean age 

50, 80% male and 22 family/friends, 

mean age 50, 38% male 

Semi-structured interviews 3-months 

post discharge; collected baseline 

demographic and clinical information. 

Team-based general inductive 

approach to analysis. 

• Motivation with 

complications 

• Therapeutic alliance 

• The return to the home 

milieu 

Olsen, 2017 

Nurse (3) 

Norway To investigate how adult 

patients experienced the 

ICU stay and their 

recovery period. 

Usefulness of an 

information pamphlet 

about what to expect and 

how to survive after an 

ICU stay 

14-bed ICU, visiting 

hours 11.00–19.00, ICU 

nurses offer visit 

exceptions on 

individual basis 

Eligible : ICU patients aged ≥18, 

mechanically ventilated for ≥48 h, 

Norwegian speaking and home 

dwelling with no prior nursing 

services or cognitive impairment 

Participated : n = 30; 67% male, aged 

20–80 

Delirium status not reported 

Two semi-structured interviews. First 

interview on ward after ICU discharge 

and second interview by telephone 

three months after hospital discharge. 

Qualitative content analysis. 

• Being on an unreal, 

strange journey 

• Normalizing the abnormal 

Smithburger, 2017 

Pharmacist (3), Nurse 

(1) 

United 

States 

To gain insight into 

patients’ families’ opinions 

on active participation in 

delirium-prevention 

activities 

24-bed medical ICU at 

an academic medical 

center, open visitation 

Eligible : ICU patients’ family 

members who previously participated 

in a delirium survey 

Participated : n = 10, median age 55, 

20% male, 40% spouse, 40% child, 20% 

sibling or parent 

Patient characteristics and delirium 

status not reported 

In-depth semi-structured interviews 

until thematic saturation using 

grounded theory. 

• Consistent family presence 

and participation in care 

• Improving ease of 

interactions between 

family and patient 

• Delirium education for 

families 

( Continued on next page ) 
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Table 1 ( Continued ). 

Author (first), year, 

author disciplines 

Country Aim Setting Participants Methods Findings (Themes) 

Tramm, 2017 

Medical Doctor (1), 

Nurse (2), Health 

Scientist (3) 

Australia To explore experiences of 

family members of 

patients treated with 

ECMO 

ICU, visitation policy 

not reported 

Eligible : Family caregivers of ICU 

patients treated with ECMO who had 

participated in a larger cohort study, 

English speaking and without a 

cognitive, neurological or terminal 

condition 

Participated : n = 10, 40% male, aged 

31–65, 80% spouse, 20% mother, 80% 

working, 10% retired, 10% household 

duties, 100% lived with patient 

Patient characteristics: mean age 38, 

70% male, ventilated median 11 days; 

5 had delirium during median 21 days 

in ICU 

Delirium status not reported 

Qualitative descriptive methodology 

guided by naturalist enquiry. 

Open-ended semi-structured 

interviews 12–15 months after ECMO 

treatment. Six-step thematic analysis 

process incorporating deduction and 

induction. 

• Going downhill 

• ICU stress and stressors 

• Carousel of roles 

• Today and advice 

Svenningsen, 2016 

Nursing (3) 

Denmark To describe former ICU 

patients’ memories of 

delusions 

Three medical-surgical 

ICUs, visitation policy 

not reported 

Eligible : Patients admitted > 48 h to 

ICU who were sedated and had 

delirium 

Participated : n = 114, mean age 61, 

57% male, 59% surgical, 56% delirious 

at least once in the ICU 

Qualitative explorative, 

phenomenological hermeneutics 

approach to text analysis inspired by 

Ricoeur’s interpretation theory. 

Interviews at 2 weeks, 2 months, and 

6 months after ICU discharge. Naïve 

reading and structural analysis on 

three levels: quotes, meaning, and 

theme identification. 

• Ever-present family 

• Dynamic spaces 

• Surviving challenges 

• Constant motion 

van Rompaey, 2016 

Nursing (5) 

Belgium To describe ICU patients’ 

perception of delirium 

Public hospital surgical 

ICU and medical ICU, 

each with 12 beds, 

visitation policies not 

reported 

Eligible : Adult patients who 

experienced delirium in the ICU, 

English or Dutch speaking, Glasgow 

coma scale ≥13 time of interview, ICU 

stay ≥24 h 

Participated : n = 30, 57% male, mean 

age 65, delirium duration mean 73 h 

( n = 25), delirium onset mean 7 days 

( n = 27) 

Two independent researchers 

analyzed data using hermeneutic 

spiral based on text, followed by 

interpretation of researchers, 

association with patient’s world, and 

reflection and revision of text. 

• Contact and 

communication 

• Feelings ∗

• Sleep and time 

• Implications of the 

delirious period 

Whitehorne, 2015 

Nursing (4) 

Canada To understand the 

experience patients in the 

ICU who experienced 

delirium 

ICUs of two acute care 

hospitals, visitation 

policies not reported 

Eligible : delirious adult ICU patients 

without dementia and able to read 

and speak English 

Participated : n = 10, 70% male, aged 

46–70 

Qualitative Heideggerian hermeneutic 

phenomenology. Semi-structured 

interview after patient was no longer 

delirious and willing to participate. 

Four existentials (space, body, time, 

human relations) guided analysis. 

Themes identified by researchers 

focusing on whole experience, 

identifying meaningful phrases, and 

engaging in interpretation. 

• I can’t remember 

• Wanting to make a 

connection 

• Trying to get it straight 

• Fear and safety concerns 

Hunt, 1999 

Nurse (1) 

Australia To understand the 

experience of nursing care 

in the ICU from patients’ 

points of view and 

determine what nursing 

care behaviors are 

important to them and 

why 

ICU, visitation policy 

not reported 

Eligible : Adult ICU patients, English 

speaking, legally competent and 

admitted for elective cardiac bypass 

Participated : n = 12, demographic 

characteristics not reported 

Delirium status not reported 

2 semi-structured interviews. 

Interview 1: participants described 

their preconceptions, assumptions, 

beliefs, and knowledge of nursing 

care; Interview 2: described their 

experiences of nursing care in the ICU. 

First and second interview data 

separately analyzed using thematic 

extraction. 

• Postoperative interview 

• Personalised care 

( Continued on next page ) 
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Table 1 ( Continued ). 

Author (first), year, 

author disciplines 

Country Aim Setting Participants Methods Findings (Themes) 

Granberg, 1999 

Nurse (2) Medical 

Doctor (1) 

Sweden To describe and illuminate 

patients’ experiences of 

acute confusion, 

disorientation, dreams and 

nightmares, or so-called 

’unreal’ experiences during 

and after their ICU stay 

10-bed 

medical/surgical ICU, 

visitation policy not 

reported, but 

previously reported in 

Granberg 1998 (below) 

Eligible : Patients who had been 

ventilated and in ICU ≥36 h, without 

addiction to alcohol and/or narcotics, 

severe psychiatric conditions, 

cardiopulmonary resuscitation that 

was not wholly successful, or primary 

unconsciousness 

Participated : n = 19 mean age 50, 68% 

male 

Delirium status not reported 

Semi-structured interview 6–10 days 

after ICU discharge, second interview 

4–8 weeks later, using a hermeneutic 

approach to collection, analysis and 

interpretation. 

• Perceptions of time and 

day 

• Being afraid of falling 

asleep 

• Thought, speech, language 

and communication 

• Patients’ descriptions of 

unreal experiences 

• The variety and extent of 

unreal experiences 

• Experiences after 

discharge from ICU 

Granberg, 1998 

Nurse (2) Medical 

Doctor (1) 

Sweden To describe and analyze 

patients’ experiences in 

order to gain knowledge 

and understanding about 

ICU syndrome 

10-bed 

medical/surgical ICU, 

visitation policy: close 

relatives allowed to 

visit patients, 

encouraged to carry 

out basic care 

As per Granberg 1999 above As per Granberg 1999 above • Events and circumstances 

before the ICU stay 

• Patients’ first feelings and 

memories 

• Patients’ recollections and 

type of memories 

• Memories of other 

patients 

• Memories of and 

relationships with the 

nursing staff

• Experiences of not being 

able to sleep 

• Experiences of technical 

equipment 

• Patients’ experience of 

their bodies 

Laitinen, 1996 

Nurse (1) 

Finland To describe and reflect 

upon the confusion 

experienced by patients in 

the ICU after a cardiac 

bypass 

ICU, visitation policy 

not reported 

Eligible : Patients ≥ 2 days in the ICU 

post cardiac bypass 

Participated : n = 10, demographic 

characteristics not reported 

Delirium status not reported 

Phenomenological hermeneutic 

approach to free discussion between 

researcher and participant 4–8 days 

following cardiac bypass. Thematic 

and pattern analysis. 

• About being confused; on 

the boarder of awareness 

of space and time 

• The threatening vicious 

circle 

• The significance of nursing 

care for confused patients 

• The importance of human 

closeness 

Abbreviations: ECMO = Extracorporeal membrane oxygenation; ICU = Intensive Care Unit. 
∗ Feelings reported in this study were: fear, anger, frustration, guilt, shame , incomprehension, loneliness, restlessness, tired , joy (after delirium). Bolded = no exemplar quotes provided. 
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Table 2 

Key supporting quotes per theme. 

Themes Supporting quotes 

The nature of the ICU delirium experience 

1. Patients’ ICU 

delirium-related distress was 

experienced by the whole 

person 

a. Patients with ICU delirium 

felt frightened, angry, 

misunderstood, empty, 

frustrated and overwhelmed, 

and afterwards ashamed, 

embarrassed and guilty 

“I did not dare go to sleep. When they told me to go to sleep and rest, I was afraid that if I fell 

asleep, I would never wake up again. I was also afraid of waking up covered with lines, tubes, and 

apparatus.”

“Afraid, yes … afraid and you do not understand why, you start to think how long I had to stay 

imprisoned.”

“I was angry at the nurses because they did not do what I wanted.”

“It was stronger than me. I am ashamed .”

“I am very embarrassed regarding to the people who cared for me. I was such a bad egg. I really feel 

guilty .”

“I would like to apologize to my visitors for acting so bizarre.”

“I’ve got to face them … I’ve got to deal with it somehow … I still need to apologize for it .”

b. In addition to emotional 

distress, patients experienced 

cognitive, physical, relational, 

and spiritual suffering during 

ICU delirium 

"When I closed my eyes and tried to sleep, I saw a lot of things flying through the air: colors, old 

men and women, and all sort of things”

"I could not think. My speech was so stupid and wrong. I thought something but said something 

else. It did not connect in my brain." 

“I lay there without moving a muscle, totally stiff. I was covered in tubes and pipes and wires, 

connected to my arms, my legs and my throat. I was completely apathetic and passive.”

"I was too tired to sleep." 

“I could not sleep, although I wanted to, I couldn’t relax .”

“It felt like I was living in a bubble; I couldn’t move my arms or legs. And, ah, people all around me 

but no one answering me … I would be calling out to people, but no one would even look up .”

“My voice did not obey me. I tried to answer, but could only indicate yes or no. ”

“I had fantasies and was horrified: the nurses were dangerous. I was attending my own funeral .”

“I was dreaming I passed the border; it was the end, and everything turned dark .”

“I have been from Heaven to Hell.”

“My worst nightmare was the light at the end of the tunnel: ‘stop breathing and you will get there’. 

In the other direction was my pregnant daughter was willing me to live. This nightmare has been 

very disturbing to me ever since.”

“The doctors had taken me to a shopping center in Alberton and displayed me" 

"The devil…sitting next to me holding my hand" 

"They’re gonna shoot bombs" 

2. Family members felt compassion, uncertainty, and anxiety 

during ICU delirium, as well as apprehension about the future 

“I stayed with him most of the time. . .he was a bit scared. . .plus, he was delirious.” (spouse) 

“So, I still get pretty actively involved, trying to help the nurses [unintelligible] him, or help clean 

him up, because he gets pretty nervous whenever others are trying to bathe him, like really 

uncomfortable.”

“The nurse came and said, ‘can you feel she’s different?’ So, I said, ‘Yes, I can. She is irritated and…

restless…and angry about all this” (daughter) 

“He has been confused about where he was and what had happened…” (ex sister in law) 

“So, I do not know that some of the conversations we had with ____, because he was in the 

condition he was in, I do not know that he ever actually got that through his head.”

"I’m not an expert in this area, but I could see he was not himself." (spouse) 

“It’s clear, if he continues to be a bit strange in his head, to say it straight out, I would be really 

upset about that.” (spouse) 

“It’s not the person that I knew before he came in. That’s what worries me the most.” (brother) 

Mediators of ICU delirium-related distress 

3. During ICU delirium, patients valued nurses’ presence, 

kindness, and explanations; and thoughts of family and home 

"And then there came a nurse who was pampering me, she took me in hand … took me for her 

protection. She took me for her own … this nurse … she did everything one could ever do for me, 

this nurse.”

“I can remember the nurse … rubbing her hand over my head … and she was smoothing my hair 

down, her words were so kind. Even when I was in that state, I could feel someone taking care of 

me.”

“I felt that they [family] were there, they seemed far away, but I could hear that they were there.”

4. During ICU delirium, family members valued communication 

with the ICU team, being involved in the patient’s care, and 

signs of their recovery 

“Well, I … tend to ask a lot of questions until I understand what’s going on. I think that for me, 

under the circumstances if … a nurse doesn’t have the time to do that, if a case manager or 

[someone] could communicate … those delirium symptoms or what to expect, or something like 

that.”

“I think when they first go in—that way, you would know you could do certain things and not be in 

trouble for [helping?] do it. I’d say within the first day or so. Yeah, maybe somebody could say, ‘Hey, 

you may run into a situation where your family member has delirium. Here’s what to look for. 

Here’s the signs. Here’s some basic reasons on why it’s happening’.”

“But when he was on that ventilator, he couldn’t talk, so we got paper and pencil and tried to write 

stuff down. That was one thing I guess I did. And I just tried to make him feel that I was there for 

him.”

“I was able to work from his room, too. So, if he needed anything, he knew I was there.”

“Well, I would talk to him and tell him what was going on, and read the paper for him when he 

couldn’t read it … I’d just keep him up to date on things.”

“Yeah, just the nurse suggesting that maybe you know, ‘Can you please assist me?’ Or ‘Are you 

comfortable in assisting me?’ Sometimes . . . they’re just a little hesitant to want to ask because 

they’re so used to not having caregivers or loved ones help their loved ones.”

“So, with the patient’s care, I still get pretty actively involved, trying to help the nurses, or help 

clean him up.”

“Because some things he says, shows me he is there.” (spouse) 

“Well, he has been able to recognize us who have come visit him. He has been able to do that all the 

time. I have had the feeling, he was himself, behind that blurry, very weakened state he was in." (ex 

sister in law) 
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Fig. 1. PRISMA flowchart of initial searches and inclusion (1980–Feb 2021). 
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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 cogni-

ive, physical, relational, and spiritual suffering during delirium.

erceptual distortions, disorientation, and impaired comprehension

aused patients to misunderstand their sensations and the envi-

onment, describing it as “very disorienting. I did not know if it was

ight or day. I had all these scenarios going on in my mind…” Pa-

ients described being physically “tied down” and “put in straps”,

uggesting distressing experiences of being physically restrained.

hey felt frightened and overwhelmed by other interventions de-

cribing “…lying there completely still. I did not dare to move.” Pa-

ients 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 was not supposed to

touch my throat .”

Patients found it hard to connect and communicate with others,

uch as this patient’s description of attempts to communicate, “I

ould and wanted to ask something to the nurse … but I had no idea

ow to start a conversation .” The nearness of death was described

y some: “I thought I was going to die ” and “I couldn’t breathe ”.

thers believed that staff were trying to “abduct” or “kill” them.

atients also remembered dreams of crossing borders and being in

ther worlds: 

“I was dreaming I passed the border; it was the end, and every-

thing turned dark .”

.1.1.2. Theme 2. During delirium, family members felt compassion,

ncertainty, and anxiety, as well as apprehension about the future

30/255 quotes, 12%). Family members were acutely aware of the

atient’s fear and agitation: 
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Fig. 2. Joanna Briggs Institute critical appraisal of included studies. 
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“He was so agitated that he just kept screaming my name.”

Many described patients’ disorientation and perceptual distor-

ions: 

“He has been confused about where he was and what had hap-

pened…” (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 ex-

eriencing, 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, won-

ering if the patient would fully recover from the delirium and the

ritical illness: 

“Things are difficult, but … but I wonder a lot about how it’s going

to be at the end . ” (Spouse) 

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

.1.2.1. Theme 3 . During ICU delirium, patients valued nurses’ pres-

nce, kindness, and explanations; and thoughts of family and home

15/255 quotes, 6%). The relatively few patient quotes about what

elped them during delirium indicated nurses’ presence, words,

nd actions that conveyed kindness and safety were appreciated: 
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"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

ost important thing”. Patients also felt relieved when nurses’

onveyed understanding, forgiveness, and provided explanations: 

“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 pa-

ient described, “The feeling of being at home for a while gave me

ore patience; now I knew that I would return home.” Importantly,

atients spoke about the comfort, protection and guidance pro-

ided by family members, including those who were not physically

resent, 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 was not even scary;

they did not do any harm. I do not think they wanted to bother

me, and somehow it was even comforting .”

.1.2.2. Theme 4 . During ICU delirium, family members valued com-

unication with the team, being involved in the patient’s care, and

igns of their recovery (61/255 quotes, 24%). Communication with

he team about delirium helped family members to make sense of

he situation. When staff explained delirium, this helped to allay

ears and doubts. As one spouse described, “I was relieved when I

eard about delirium because it explained what I have been seeing.”

owever, some family members recounted vague descriptions of

elirium by clinicians. When describing interactions with the nurse

bout delirium, a patient’s spouse recalled being told, “‘he is a bit

ad today’, ‘he is a little confused today’, ‘he is very tired today’.” Fam-

lies want to be better informed about delirium, preferring “…to

et information, and as much information as I could from the health

are provider, and to know the status.” Many wanted to be informed

nd 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

atient. Family members described engaging with and comforting

he delirious patient using phrases like “You just go to sleep. I’ll

e here; I’ll keep you safe.” recalling that “it seemed to help a little

it.” Being with the patient was perceived as beneficial for them

ecause family members could engage the patient in ways that

ere more familiar and meaningful. For example, family members

rought items that were part of the patient’s usual life. 

“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 what-

ever they’re used to doing.”

Families valued being engaged and included in effort s to orient

he patient. When the clinical team included the family in basic

are, it gave them a sense of purpose and usefulness to both the

atient 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 do not 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

howed 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.”

. Discussion 

This study systematically identified, reviewed, and synthesized

4 qualitative articles to explore the delirium experience and

ediators of delirium for patients in the ICU and their family

embers. Key patient- and family-centric insights regarding ICU

elirium-related distress include: articulation of the distinct emo-

ions experienced during and directly after delirium (e.g., fear,

nger, shame, uncertainty); its ‘whole person’ nature (e.g., emo-

ional, cognitive, physical, spiritual); and the value that patients

nd family members placed on clinician compassion, communi-

ation, and connectedness. Our findings highlight the need for

umane environments, practices, and interactions as the primary

eans to address ICU delirium-related distress for both patients

nd their families. We propose an approach to critical care that

alues and addresses more than just patients’ urgent physiologi-

al needs. Future research testing interventions for ICU delirium-

elated distress would be enhanced by a consensus definition of

elirium-related distress and the use of specific measures of the

redominant emotions experienced. 

Our findings of the emotional aspects of delirium align with

hose from studies in other settings, where patients who expe-

ienced delirium similarly reported fear, anger, confusion, discon-

ection and humiliation, and family members experienced con-

ern and uncertainty in the face of inadequate information -

oth preparatory and explanatory - from clinicians ( Bélanger and

ucharme, 2011 ; Finucane et al., 2017 ; O’Malley et al., 2008 ). Cur-

ent findings build upon a recent narrative review of distress in

elirium which, while it flagged that patients experience longer-

erm psychological distress, did not distinguish between emotions

xperienced in the acute episode from those felt in its immedi-

te aftermath ( Williams et al., 2020 ). This meta-synthesis identi-

ed that directly after delirium (as distinct from during or longer-

erm ), the nature of a patient’s emotional distress shifts from be-

ng predominantly fear, to feelings of shame, embarrassment, and

uilt. This nuance is important, because it refines understanding

f the trajectory of delirium-related distress and illuminates spe-

ific targets and time points for its assessment and intervention,

oth in clinical practice and future studies. Relevant measures of

pecific emotions in future delirium studies include the short forms

or anxiety, anger, and emotional and behavioral dyscontrol, within

he Patient Reported Outcome Measurement Information System

PROMIS®) ( HealthMeasures, 2020 ). 

However, patients described not only emotional distress, but

lso that which was cognitive, physical, relational, and spiritual
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n nature. It was also situational, as distress during delirium was

ntensified by the ICU environment (e.g., noise leading to lack of

leep), interventions (e.g., intubation, oxygen mask, restraints), and

he proximity of death. This finding aligns with previous stud-

es where patients recalled distress in delirium to be interrelated

ith many factors; namely, longer duration and greater severity

f delirium (overall, and of its cognitive/behavioral symptoms),

oorer functional status, and the circumstances of the underlying

llness and treatment ( Williams et al., 2020 ). The latter hints at

he proposed role of repeated or prolonged exposure to stress in

he pathophysiology of delirium, underscoring why humane ICU

nvironments and interventions are essential ( Maldonado, 2018 ;

ilson et al., 2019 ). 

The findings of this qualitative meta-synthesis indicate that pa-

ients and family members value simple, compassionate interper-

onal communication and actions by clinicians before, during, and

fter delirium as a means for relieving distress. While this finding

as based on relatively fewer quotes, it again speaks to the neces-

ity for humane intensive care ( Hume, 2020 ). We therefore propose

hat person-centered, multicomponent approaches are required to

elieve delirium-related distress for patients and their families. An

nvisaged patient intervention would incorporate timely identifi-

ation and treatment of the causes of the delirium to reduce its

uration, early mobility to optimize function, and modifying the

CU environment (e.g., reducing noise at night, promoting natural

ight) ( Ely, 2017 ). Additional measures to reduce distress are to ad-

ress physical comfort (e.g., management of pain/dyspnea), min-

mize (or cease) restraint use, and reassure the patient of their

afety ( Davidson et al., 2017 ). Immediately after delirium resolves,

nterventions could shift to compassionate inquiry of the patient

bout their experience, followed by explanation and education to

elp allay feelings of shame, humiliation, and guilt associated with

ctions during a delirium episode. 

Findings regarding the whole person nature of delirium-related

istress from both this meta-synthesis and other literature could

nform development of a consensus definition of the construct

 Williams et al., 2020 ). A consensus definition of delirium-related

istress would be pivotal, as greater conceptual clarity would

ead to standardized measures and targeted interventions. An ex-

mplar is the National Comprehensive Cancer Network definition

or cancer-related distress, which delineates its multifactorial and

olistic nature that extends along a continuum from common (i.e.,

normal’) and mildly unpleasant feelings to crisis ( National Com-

rehensive Cancer Network, 2020 ). Based on this definition, the

etwork developed clinician and patient guidance in early recog-

ition of and intervention for cancer-related distress (e.g., screen-

ng using the Distress Thermometer and intervention for cancer-

elated distress) ( Partridge et al., 2019 ; National Comprehensive

ancer Network, 2020 ). Developing a similar consensus definition

or delirium-related distress and subsequent initiatives would ide-

lly be a shared enterprise by the international delirium societies. 

.1. Implications for nursing practice 

Nurses are well placed and suited to communicate human

indness and empathy towards patients who are frightened and

shamed from delirium in the ICU. Furthermore, our study high-

ights the importance and potential benefits of nurses involv-

ng family members in patient care, especially considering their

nowledge of the patient as a person (e.g., likes, dislikes, stressors),

hich is key information for the critical care team ( Wilson et al.,

019 ). Nurses can also encourage family members to provide phys-

cal touch (e.g., holding hands), personal hygiene (e.g., oral care,

air brushing), and communication (e.g., news, family updates)

o the patient ( Wilson et al., 2019 ). Engaging family in clinical

ecision-making and involving them in interdisciplinary rounds
s similarly vital to providing patient- and family-centered care

 Burns et al., 2018 ; Davidson et al., 2017 ). In these ways, nurses

an enlist family members in personalized critical care that better

eets individual patients’ fundamental human needs. 

.2. Limitations 

Strengths of this study include the systematic approach to study

etrieval and data synthesis; international representation of in-

luded studies; and prioritization of patient and family voices, in-

luding our incorporation of additional feedback from persons with

xperience of delirium in the ICU. Limitations include that we only

ccessed, included, and analyzed published quotes and not the full

ange obtained in the original studies; inclusion of only English

anguage studies; included studies being predominantly conducted

n Western countries; and only five studies reporting confirmed

elirium as an inclusion criterion. Lastly, the Cohen’s kappa for our

itle/abstract and full text screening was very low across review-

rs; despite this, consensus was agreed for all included studies.

hese limitations may have contributed to selection, measurement,

nd cultural biases; however, these biases were moderated by the

esearch team’s cultural and discipline diversity and expertise in

elirium. 

. Conclusion 

This study found ample qualitative data indicating that the

elirium experience has emotional, cognitive, physical, relational,

piritual, and situational dimensions for patients and family mem-

ers. In contrast, there has been less attention to what patients and

heir families perceive as beneficial in relieving this distress, which

hould be the focus of future exploratory studies. Qualitative stud-

es in this field should address researcher bias by improved report-

ng of reflexivity, along with interdisciplinary study teams that in-

lude persons with delirium experience. Development of a consen-

us definition for delirium-related distress would provide a stan-

ardized description of its nature and dimensions, in turn inform-

ng subjective and consistent outcome measures in future delirium

ntervention studies in critical care and other settings. 
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