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Background: Family participation in essential care activities may benefit both patients and relatives.
Objectives: In this integrative review, we aimed to identify needs, perceptions, preferences, and capac-
ities regarding family participation in essential care in intensive care units (ICUs) from the patient's,
relatives', and ICU healthcare providers' perspective.
Review method used: An integrative review method was used.
Data sources: PubMed, CINAHL, EMBASE, MEDLINE, Cochrane, Web of Science, and reference lists of
included articles were searched, from inception to January 25, 2021.
Review methods: We included studies on family participation in essential care activities during ICU stay
which reported associated needs, perceptions, preferences and capacities. Quality assessment was per-
formed with the Kmet Standard Quality Assessment Criteria developed for evaluating primary research
papers in a variety of fields, and an extensive qualitative thematic analysis was performed on the results.
Results: Twenty-seven studies were included. Quality scores varied from 0.45 to 0.95 (range: 0e1). Pa-
tients’ needs, perceptions, preferences, and capacities are largely unknown. Identified themes on needs
and perceptions were relatives' desire to help the patient, a mostly positive attitude among all involved,
stress regarding patient safety, perceived beneficial effects, relatives feeling in controldICU healthcare
providers' concerns about loss of control. Preferences for potential essential care activities vary. Relatives
want an invitation and support from ICU healthcare providers. Themes regarding capacities were
knowledge, skills, education and training, and organisational conditions.
Conclusions: Implementation of family participation in essential care requires education and training of
relatives and ICU healthcare providers to address safety and quality of care concerns, though most
studies lack further specification.
© 2022 Australian College of Critical Care Nurses Ltd. Published by Elsevier Ltd. This is an open access

article under the CC BY license (http://creativecommons.org/licenses/by/4.0/).
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1. Introduction

A stay in the intensive care unit (ICU) is stressful for patients. It
has been estimated that 50% of ICU survivors suffer from
posteintensive care syndrome (PICS), which includes impairments
of physical, cognitive, or mental nature. Physical problems include
. This is an open access article under the CC BY license (http://creativecommons.org/
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neuromuscular, physical, and pulmonary function and ICU-
acquired weakness; cognitive problems include attention, mem-
ory, planning, processing, problem-solving, and visual-spatial
awareness; and psychologic problems include anxiety, symptoms
of depression, sleep disturbances, and symptoms of posttraumatic
stress disorder (PTSD).1,2 An ICU stay is also stressful for the pa-
tient's relatives3 and can lead to feelings of anxiety and power-
lessness.4,5 In 13e56% of relatives, symptoms such as anxiety,
depression, and PTSD were reported in this population in the first
months after the patient's ICU discharge. These symptoms are
known as posteintensive care syndromeefamily (PICS-F) and have
a negative impact on quality of life, resumption of work, and
healthcare costs.6,7 This implies a large impact on both patients and
relatives.

Family participation in essential care activities has been sug-
gested to decrease stress during an ICU stay as it increases the
patient's feeling of safety.8 For relatives, the opportunity to actively
participate in ICU care may diminish feelings of powerlessness and
decrease the chance of developing PICS-F after discharge.6

Furthermore, family participation may support relatives in other
ways. However, knowledge on the effect of family participation on
relatives is still scarce. Olding et al. have described family
involvement in the ICU as a continuum, ranging from relatively
passive (‘presence’) to active forms (‘contribution to care’). They
define ‘contribution to care’ as family participation in essential
patient care activities.9 Relatives may participate in, for example,
communication, application of lotion, bed bathing, or mobilisation,
referred to as essential care activities.10 Family participation in
essential care is, however, a complex intervention as it requires a
change in behaviour in both ICU healthcare providers and relatives
and needs to be tailored to individual needs.11 Therefore, a first step
in the development of this intervention is to determine the needs
and perceptions and the preferences and capacities of patients,
relatives, and ICU healthcare providers regarding family participa-
tion in essential care.12 Needs and perceptions address why rela-
tives may need family participation and how they experience it;
preferences and capacities address the suggested solution: which
activities and which conditions.

While guidelines for family-centred care (FCC)13 and several
reviews have been published,9,14e18 implying an increased focus on
patient- and family-centred care (PFCC),19 none of these reviews
addressed needs, perceptions, preferences, and capacities with re-
gard to family participation from the perspectives of all involved.
Therefore, the aim of this integrative review was to identify needs,
perceptions, preferences, and capacities related to family partici-
pation in essential ICU patient care, from the patient's, relatives',
and ICU healthcare providers' perspective.
2. Methods

An integrative review of the literature was conducted, allowing
the inclusion of qualitative and quantitative studies,20 in accor-
dance with the Cochrane Handbook for Systematic Reviews of In-
terventions.21 This integrative review was reported in concordance
with the Preferred Reporting Items for Systematic reviews and
Meta-Analyses (PRISMA) statement.22
2.1. Search strategy

A search was performed in PubMed, CINAHL plus (EBSCO),
EMBASE (OVID), MEDLINE (EBSCO), Cochrane, and Web of Science
from inception to January 25, 2021, for relevant articles. Key search
terms included ‘family’, ‘relatives’, ‘intensive care’, ‘critical care’,
‘critical care nursing’, ‘family nursing’, ‘family/patient centred care’,
Please cite this article as: Dijkstra BM et al., Family participation in essen
intensive care unit patients, relatives, and healthcare providersdAn i
j.aucc.2022.02.003
‘family participation’, and ‘family involvement’. Full search strate-
gies are presented in Appendix 1.

2.2. Study selection procedure

Studies were included when reporting family participation in
essential patient care during ICU stay and needs, perceptions,
preferences, and capacities from the patient's, relatives', and ICU
healthcare providers' perspective. Studies were eligible when
published in English or Dutch.

Studies concerning neonatal or paediatric (age <18 years) pop-
ulation and studies that focused on family presence and/or
participation in rounds, end-of-life care (EOLC), resuscitation, or
invasive procedures were excluded. Conference abstracts, narrative
reviews, editorials, and personal communication were also
excluded.

After removal of duplicates, studies were screened on title and
abstract by two independent reviewers (BD, LV), disagreements
were resolved through discussion. The remaining articles were
screened full-text by couples of two independent reviewers (BD, KF,
MvdV, LV). In addition, reference lists of included articles were
screened (BD, KF, MvdV, LV) and potentially relevant publications
were selected using similar methods (BD, KF, MvdV, LV).

2.3. Quality assessment

To assess the quality of observational studies and qualitative
studies a tool developed by Kmet et al.23 was used. Total quality
score for this tool ranged from 0 to 1, with 1 being the highest
possible score. The quality assessment was performed by pairs of
two independent researchers (BD, KF, MvdV, RE, LV). Disagreement
was resolved through discussion, if needed with a third reviewer.

2.4. Data extraction

Data were extracted by three independent researchers (BD, KF,
MvdV) and verified by four other researchers (HvdH, LS, RE, LV).

2.5. Data analysis

Due to the amount of non-randomised and qualitative designs, a
meta-analysis of the included studies was not possible. Instead,
after coding the results sections of included studies, an extensive
qualitative thematic analysis was performed on the extracted data
by two researchers (BD, KF), following Braun & Clark.24 All data
within each themewere examined and agreed to by all researchers.

3. Results

3.1. Review statistics

After duplicate removal, 6698 records were screened. A total of
324 full-text articles were assessed, 305 from database searching
and 19 from reference lists, and 27 studies were included (see Fig.
1). A list of excluded articles (n ¼ 297) is provided in Appendix 2.

3.2. Study characteristics

Study characteristics, including design, country, and population,
are presented in Tables 1 and 2. The included studies consisted of 11
quantitative studiesdfive prospective/observational,25e29 three
pretesteposttest,30e32 two pilot/feasibility,33,34 and one cross-
sectional study35dsix mixed-methods studies,36e41 and 12 quali-
tative studies.5,8,39,41e49
tial care activities: Needs, perceptions, preferences, and capacities of
ntegrative review, Australian Critical Care, https://doi.org/10.1016/



Fig. 1. PRISMA 2020 flow diagram for new systematic reviews which included searches of databases, registers, and other sources *Consider, if feasible to do so, reporting the
number of records identified from each database or register searched (rather than the total number across all databases/registers). **If automation tools were used, indicate how
many records were excluded by a human and how many were excluded by automation tools. PRISMA, Preferred Reporting Items for Systematic reviews and Meta-Analyses.
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The studies were conducted in Australia (n¼ 9), the USA (n¼ 9),
Europe (n¼ 8; Sweden [n¼ 3], France [n¼ 2], Denmark [n¼ 1], UK
[n¼ 2]), Argentina (n¼ 1), and Saudi Arabia (n¼ 1), in tertiary ICUs
mainly. Most quantitative and qualitative studies addressed rela-
tives (n ¼ 20) and/or ICU nurses (n ¼ 16).

3.3. Quality assessment

The quality of the quantitative and mixed-method designs was
mostly moderate with a Kmet score ranging from 0.50 to 0.95 (see
supplementary Table 2.1). The qualitative study scores ranged from
0.45 to 0.90, also mostly moderate (see supplementary Table 2.2).

3.4. Themes

Five themes representing needs and perceptions of patients,
relatives, and ICU healthcare providers regarding family participa-
tion in essential care were identified: desire to help the patient and
feel useful; (positive) attitude; stress; perceived effects; feeling in
controleloss of control. Another five themes representing prefer-
ences and capacities were identified: potential essential care ac-
tivities; invitation and support: an individualised approach;
knowledge, skills, education, and training; patients’ and relatives'
characteristics and organisational conditions.

For each theme, results are summarised separately for each of
the three populations (patients, relatives, and ICU healthcare pro-
viders) (also see Tables 3, 4, and 5). If a certain population is not
listed within a specific theme, then no studies were found for that
population related to that theme.

3.5. Needs and perceptions

3.5.1. Desire to help the patient and feel useful
The first theme, the desire to help the patient and feel useful,

was described in 10 studies. Relatives wanted or werewilling, when
invited, to help the patient, feel useful, and be allowed to
participate.5,26,36e38,42,44,46,48,49
Please cite this article as: Dijkstra BM et al., Family participation in essen
intensive care unit patients, relatives, and healthcare providersdAn i
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3.5.2. (Positive) attitude
The second theme (positive) attitude, among patients, relatives,

and ICU healthcare providers was described in 12 studies.
One study reported a majority of the patients (77.2%) being in

favour of family participation in essential care. The other 22.8% did
not want relatives to participate for one or more of the following
reasons: desire to preserve image, embarrassment, physical
modesty, safety, and the notion that ICU nurses are better skilled.37

Another study described some patients as being pragmatic about
family participation since they felt unwell or in need of care,45

implying a positive attitude.
The number of relatives with a positive attitude towards family

participation varied between studies from 33.4 to 95%.26,29,36e38 A
minority (3.9e15%) indicated they did not wish to participate in
care.37,38 Possible reasons were ICU healthcare providers did their
job perfectly, concerns about patient safety and quality of care, lack
of adequate information about what family participation actually
entails,26 the patient's condition,38 and differences in approach
between ICU healthcare providers (discouraging relatives to
participate).42

The number of ICU healthcare providers with a positive attitude
towards family participation also varied: 44.9e98% felt that rela-
tives should participate (on their request).25e27,29,37e39 Individual
ICU nurses’ characteristics such as higher age, higher degree, and
more critical care experience positively influenced attitudes to-
wards family participation.27

In one study, a majority of ICU healthcare providers had a nega-
tive attitude;25 other studies described some individuals’ negative
attitudes, sometimes related to past negative experiences.34,37,40

3.5.3. Stress
The third theme, stress, among relatives and ICU healthcare

providers was described in 14 studies. Several conditions that are
(potentially) stressful for relatives and ICU healthcare providers
were described.

Some relatives were afraid to touch the patient, in fear of
causing harm; others had concerns about annoying or creating
tial care activities: Needs, perceptions, preferences, and capacities of
ntegrative review, Australian Critical Care, https://doi.org/10.1016/



Table 1
Characteristics of quantitative and mixed-methods studies (n ¼ 17).

1st author (year)
Country

Aim Design Setting (n) Population (n) Method Total quality score
(Kmet, 0e1)

Ågård (2009)
Denmark

To describe how Danish ICU nurses
perceive personal knowledge and skills
(self-efficacy), outcome expectations to
interacting with relatives, and the
possible consequences of involving
relatives in caring activities.

Cross-sectional Medical-surgical adult
ICU at a university
hospital (1)

ICU nurses (68) Survey 0.86

Al-Mutair (2014)
Saudi Arabia

To describe healthcare providers'
attitudes to family involvement during
routine care and family presence during
resuscitation or other invasive
procedures in adult intensive care units
in Saudi Arabia.

Descriptive Mixed-surgical adult
ICUs at eight different
hospitals (8)

ICU healthcare
providers (468; nurses,
physicians, and
respiratory therapists)

Survey 0.70

Azoulay (2003)
France

To investigate the opinions and
experience of ICU caregivers and family
members about involvement of families
in the care of ICU patients, irrespective
of their prognosis.

Prospective,
observational

48% medical-surgical,
40% medical, and 12%
surgical ICUs. 61.6% at
university hospitals
(78)

ICU healthcare
providers (2754;
nurses, nursing
assistants, physical
therapists, and
physicians)
Relatives (544)
Patients (357)

Survey, interviews 0.75

Davidson (2010)
USA

To evaluate the feasibility of an
intervention for support for families of
mechanically ventilated adults,
grounded in a new midrange nursing
theory titled “Facilitated Sense
making”.

Pilot study, feasibility Mixed-use ICU of a
trauma centre (1)

Relatives (22) Survey 0.50

Eldredge (2004)
USA

To describe spouses' helping behaviours
at the ICU bedside and explore howwell
preferences for closeness and
helpfulness explain variation in
spouses' emotional outcomes during
their partners' illness.

Mixed methods Medical ICU/CCU in a
tertiary care
community hospital (1)

Relatives (88) Survey, structured
interviews

0.75

Garrouste-Orgeas (2010)
France

To assess opinions of caregivers,
families, and patients about
involvement of families in the care of
ICU patients; to evaluate the prevalence
of symptoms of anxiety and depression
in family members; and to measure
family satisfaction with care.

Mixed methods Medical-surgical ICU of
a tertiary care hospital
(1)

Patientefamily pairs
(101)
ICU healthcare
providers (nurses [21],
nursing assistants [7],
physicians [17])

Survey, structured
interviews

0.89

Hammond (1995)
Australia

To describe the positive and negative
attitudes of intensive care nurses and
the relatives of critically ill patients
towards the involvement of relatives in
giving physical care to their loved ones
in the ICU, and also to elicit areas of care
that would be appropriate for relatives
to become involved in and to determine
any perceived benefits of lay
participation in care.

Mixed methods General district
hospital ICU (1)

ICU nurses (27)
Relatives (20)

Survey, checklist, open
and biographical
questions

0.70

Hetland (2017)
USA

To (1) report patient care activities
nurses commonly offer to family
caregivers to perform; (2) explore the
impact of nurse and organisational
characteristics on barriers and
facilitators to family engagement in

Prospective,
observational

The American
Association of Critical
Care Nurses, 30%
worked in an academic
setting (not described)

ICU nurses (433) Survey 0.95
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care; and (3) examine the relationships
among ICU environment, patient acuity,
nurse workflow, and attitudes towards
family engagement in the care of the
critically ill.

Kean* (2014)
Australia

To describe families' and nurses'
experiences of having a family member
provide physical care to the ICU patient
and to compare how ICU nurses in
Australia and the UK perceive families
in ICUs.

Mixed methods, quasi-
experimental

Metropolitan tertiary
adult ICUs (2)

ICU nurses (52) Survey 0.50

Loudet (2017)
Argentina

To determine the effectiveness of a
quality management program in
reducing the incidence and severity of
pressure ulcers in critical care patients.

Pretesteposttest Medical-surgical ICU
within a university-
affiliated hospital (1)

Patients (124) Patient care reports 0.86

McConnell (2015)
Australia

To uncover the barriers and enablers
that critical care nurses experience to
involving relatives in ICU patient care.

Mixed methods Tertiary adult ICU of a
private hospital (1)

ICU nurses
(questionnaire: 70,
interviews: 6)

Survey, semistructured
interviews

0.55

Mitchell (2009)
Australia

To evaluate the effects on family-
centred care of having critical care
nurses partner with patients' families to
provide essential care to patients.

Pretesteposttest Medical and surgical
ICUs in two
metropolitan teaching
hospitals (2)

Relatives (174) Survey 0.71

Mitchell (2017)
Australia

To determine: the feasibility of
recruiting participants; the retention of
family members through the study; the
feasibility of delivering the intervention
as assessed by data collection slips;
nurses' perceived acceptability of a
family intervention within ICU; an
effect size to inform a cautious estimate
for future sample size calculations.

Pilot study, feasibility ICU in a tertiary referral
teaching hospital (1)

Patients (91)
Relatives (61)
ICU nurses (11)

Data slip,
semistructured
interviews

0.73

Skoog (2016)
USA

To increase engagement of patients'
family members by implementing FSM
in cardiothoracic ICU and to measure
the effect of FSM on family members
anxiety levels during the ICU stay.

Pretesteposttest Cardiothoracic ICU in a
large regional heart
centre (1)

Relatives (64) Survey 0.77

Smithburger (2017a)
USA

To determine opinions and willingness
of healthcare providers to involve
patients' relatives in nonpharmacologic
delirium prevention activities in the
ICU, and of patients' relatives to be
involved.

Prospective,
observational

Medical ICU from
academic medical
centre (1)

Relatives (60)
ICU nurses (60)
Physicians (58)

Survey 0.75

Wong* (2021)
Australia

To understand families' preferences and
observed participation in patient care in
an adult ICU.

Mixed methods ICUs in public hospital
(2)

Relatives (30) Survey 0.67

Wyskiel (2015)
USA

To assess family and provider openness
to expanding the care team to include
family participation and introduce the
Family Involvement Menu as a tool to
facilitate family engagement.

Prospective,
observational

Surgical and medical
ICU and an inpatient
unit from two academic
medical centres (2)

Relatives (37)
ICU healthcare
providers (37, 95%
nurses)

Survey 0.70

Abbreviations: CCU: critical care unit; ICU: intensive care unit, FSM: facilitated sense making;
* Study divided into a quantitative and qualitative part.
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Table 2
Characteristics of qualitative studies (n ¼ 12).

1st author (year)
country

Aim Design Setting (n) Population (n) Method Total quality score
(Kmet 0e1)

Blom (2013)
Sweden

To explore participation and support as
experienced by close relatives of
patients at an ICU.

Phenomenological ICU at a moderately large
hospital (1)

Relatives (7) Semistructured
interviews

0.55

Engstr€om (2011)
Sweden

To describe critical care nurses'
experiences of relatives' involvement in
the nursing care of patients in an ICU.

Qualitative content
analysis

An ICU (1) ICU nurses (8) Semistructured
interviews

0.65

Hupcey (1999)
USA

To investigate how families and nurses
interact to increase or decrease the
family's involvement in the ICU.

Grounded theory Large, tertiary ICU (1) Patients (30)
Relatives (11)
ICU nurses (10)

Unstructured
interviews

0.45

Kean* (2014)
UK

To examine families' experiences with
critical illness in the ICU and nurses'
perceptions of families and to compare
how ICU nurses in the UK and Australia
perceive families in ICUs.

Grounded theory Tertiary ICU (1) ICU nurses (20) Focus groups 0.60

Kydonaki (2020)
UK

To understand the different factors that
impact the involvement of relatives in
ICU patient care from the perspective of
patients, relatives, and ICU nurses, to
inform the enactment of a PFCC
intervention to support the patient
erelativeenurse partnership in care
involvement.

Thematic analysis ICUs in tertiary university
hospitals (2)

Patients (19)
Relatives (21)
ICU nurses (15)

Semistructured
interviews and focus
groups

0.65

McAdam (2008)
USA

To describe the contributions to care
that family members perform while
their loved one is at high risk of dying in
the ICU.

Exploratory,
descriptive analysis

Tertiary ICUs (2) Relatives (25) Interviews 0.45

Mitchell (2010)
Australia

To describe families' experiences of
providing physical care to their
critically ill relatives with bedside
nurses' support.

Content analysis Large, tertiary ICU (1) Relatives (10) Semi-structured
interviews

0.85

Smithburger (2017b)
USA

To gain insight into opinions of patients'
relatives regarding active participation
in delirium prevention activities to
inform specific recommendations for
involving patients' relatives in such
activities.

Thematic analysis Medical ICU at an academic
medical centre (1)

Relatives (10) Interviews 0.55

Wåhlin (2009)
Sweden

To compare intensive care patients'
experiences of empowerment with
relatives' and staff beliefs.

Content analysis General ICUs (2) Relatives (10) Interviews 0.70

Wong (2019)
Australia

To explore relatives' experiences of
their interactions in an ICU to develop a
grounded theory that can be used by
critical care nurses to improve PFCC.

Grounded theory Large, tertiary ICU (1) Relatives (25) Interviews 0.90

Wong (2020)
Australia

To describe relatives' perspectives of
participation in patient care in an adult
ICU.

Thematic analysis Tertiary ICUs (2) Relatives (30) Naturalistic
observations and
semistructured
interviews

0.80

Wong* (2021)
Australia

To understand families' preferences and
observed participation in patient care in
an adult ICU.

Naturalistic
observation

ICUs in public hospital (2) Relatives (30) Naturalistic
observation

0.55

Abbreviations: ICU: intensive care unit; PFCC: patient- and family-centred care;
* Study divided into a quantitative and qualitative part.
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Table 3
Needs, perceptions, preferences, and capacities with regard to family participation in essential care from the patient's perspective.

st author (year)
country

Population (n) Needs Perceptions Preferences Capacities

Garrouste-Orgeas (2010)
France

Patients (101) e � 77.2% was favourable to FP
� 22.8% did not want relatives to

participate in care because:
o desire to preserve image
o unwillingness to be assisted
o unwillingness to cause

embarrassment
o nurses are better skilled
o safety
o physical modesty

e e

Hupcey (1999)
USA

Patients (30) e � Felt safe and protected when
relatives were there

e e

Kydonaki (2020)
UK

Patients (19) - � Perceived themselves as receivers of
care, with a passive role reflecting
that they lacked mental capacity and
felt vulnerable at times

� Some patients were pragmatic about
possible FP since they felt unwell or
simply in need of care

e e

Patients and/or relatives
and/or ICU nurses

- � ICU environment: unknown,
intimidating, and scary to relatives
and patients, due to ventilators and
monitors, complexity of care, and/or
risk of infection for patient, causing
them to feel overwhelmed and
apprehensive

� Patients, relatives, and nurses agreed
that ‘ICU nurses have control of care
in ICU’ and ‘there is a fine line as to
what can be expected from relatives
to do’

� All involved were comfortable with
combing hair, oral care, massaging
with cream, bed bathing upper body,
washing hair, assist withmobilisation
when extubated

� Most were less comfortable with bed
bathing (intimate care), technical
care

Time and frequent communication between relatives
and ICU nurses to develop a relationship

Abbreviations: FP: family participation in essential care; ICU: intensive care unit.
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Table 4
Needs, perceptions, preferences, and capacities with regard to family participation in essential care from the relatives’ perspective.

1st author (year)
country

Population (n) Needs Perceptions Preferences Capacities

Azoulay (2003)
France

Relatives (544) � 33.4% wanted to participate, most
common reasons: feeling that
relationship with patient made care
natural (70.2%), a desire to help the
patient (84%), and a desire to help
ICU HCPs (58.3%)

� The most common reason for not
wanting to participate was that ICU
HCPs did their job perfectly (85.4%)

� FP may provide relatives with a
feeling of closeness to the patient,
alleviate stress, and generate a
feeling of usefulness

� Lack of adequate information about
what FP actually entails

� Education of relatives, who are not
healthcare providers, to address
patient safety and quality of care
concerns

� Independent predictors of the wish
for FP were patient-related (less se-
vere status at admission and longer
ICU stay); family-related (younger
age, non-European descent, and pre-
vious ICU admission), and factors
related to emotional burden and to
effectiveness of information (symp-
toms of depression in relatives and
more time wanted for information)

� FP requires extended visiting hours
Blom (2013)
Sweden

Relatives (7) � Being allowed to participate
(variation in need to participate)

� Feeling discouraged to participate
due to differences in approach
between ICU HCPs

� Inviting atmosphere, created by ICU
HCPs (especially ICU nurses)

� Open and flexible attitude from ICU
HCPs

� Good communication
� Information and support from ICU

nurse
Davidson (2010)
USA

Relatives (22) � Personal care supplies were helpful � Different aspects
of the Family
Support Program
were welcomed

� Most engaged when receiving
information about how to
participate at the bedside

Eldredge (2004)
USA

Relatives (88) � 55% wanted to take an active role to
help or comfort patient

� 80% reported that care activities
helped them to feel positive or
productive

� 13% reported that patients did not
want them to do anything

� 11% reported that helping at the
bedside made them feel
apprehensive, useless, or helpless

� 21% did not meet their caregiving
goals:
� 33% felt incapable of helping
� 53% felt they were not needed

� ICU nurses can help relatives clarify
and achieve goals for helpfulness

Garrouste-Orgeas (2010)
France

Relatives (101 � 97% was willing to participate in care,
3.9% refused to participate

o The family satisfaction score was
high (11.0 ± 1.2)

� 13.8% of the relatives provided care
spontaneously or asked to participate

� 50% felt that 24-h visitation policy
facilitated FP

� Previous ICU experience and age (55
e59 range) were associated with a
desire to participate in care

Hammond (1995)
Australia

Relatives (20) � 85% would like to participate in
physical care

� 85% would like to participate in
physical care

� Adapting to the demanding ICU
environment

� 25% did not want
to participate in
‘personal care’
(e.g.
incontinence or
vomit)

� 10% indicated
that

� Identifying parameters of new caring
role

� Personal choice for individual lay
involvement

� Adequate information for relatives
to become involved
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participation
depended on
their
relationship
with the patient
and the patient's
severity of illness

Hupcey (1999)
USA

Relatives (11) � Participated not to feel helpless
� Considered protecting or looking out

for the patient their role
Kydonaki (2020)
UK

Relatives (21) � Most relatives considered care in ICU
complex, lacking expertise and FP
was unsafe

� Personal and family attributes, such
as age, gender, type of relationship,
sense of dignity, and level of
intimacy, could explain the different
perceptions of the level of FP

� Most relatives believed ICU nurses
should invite them to participate,
two initiated FP themselves

Patients and/or relatives
and/or ICU nurses

� ICU environment: unknown,
intimidating, and scary to relatives
and patients, due to ventilators and
monitors, complexity of care, and/or
risk of infection for patient, causing
them to feel overwhelmed and
apprehensive

� Patients, relatives, and nurses agreed
that ‘ICU nurses have control of care
in ICU’ and ‘there is a fine line as to
what can be expected from relatives
to do’

� All involved were
comfortable with
combing hair,
oral care,
massaging with
cream, bed
bathing upper
body, washing
hair, assist with
mobilisation
when extubated

� Most were less
comfortable with
bed bathing
(intimate care),
technical care

Time and frequent communication
between relatives and ICU nurses to
develop a relationship

McAdam (2008)
USA

Relatives (25) � More support and appreciation of FP
may provide relatives opportunities
for intimacy and promote a sense of
belonging in the technical
environment of an ICU

� Additional work for ICU HCPs due to
frequent interactions with relatives

Mitchell (2009)
Australia

Relatives (174) � Good communication,
collaboration and support between
relatives, patient, and the ICU nurse
to enable relatives to decide what
care activities to participate in

Mitchell (2010)
Australia

Relatives (10) � To be involved
� To feel useful

� Communication is an essential
element in meeting family's needs

� Cooperation, enthusiasm, and
support of the ICU nurse is essential
(partnership between relatives and
ICU nurses)

� ICU nurses allowed relatives to select
the level and complexity of care
provided: individualised FP to the
patient's and relatives' situation
(offering opportunity, not putting
any pressure, using a flexible
approach)

Mitchell (2017)
Australia

Relatives (61) � The components of the intervention
were not difficult or onerous

� FP should occur at a level/frequency
best suited to the relatives

(continued on next page)
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Table 4 (continued )

1st author (year)
country

Population (n) Needs Perceptions Preferences Capacities

Skoog (2016)
USA

Relatives (64) � Education on FP (applying lip balm
and hand moisturiser) made
relatives feel comfortable and less
anxious

� Some relatives were afraid to touch
the patient (receiving mechanical
ventilation and connected to various
catheters, monitors, and intravenous
medications) because they feared
they could cause harm

Smithburger (2017a)
USA

Relatives (60) � A minority was concerned that ICU
HCPs may get angry or annoyed

� A minority was afraid to pull out an
intravenous catheter or tube

� A minority did not know how to
help

� One-on-one discussion with ICU
HCPs on delirium and possible
deliriumeprevention activities

Smithburger (2017b)
USA

Relatives (10) � Wanted the patient to know they
were there and patient's needs
were addressed throughout the day
(specifically: calming and reorienting
the patient when agitated or
confused)

� Invitation to participate and
direction in care from the ICU nurse
would aid in their level of comfort

� One-on-one discussion and reminder
with healthcare providers on
delirium and possible activities to
prevent confusion, coupled with
reminders, video could serve as
follow-up

� Clear communication about rules
and expectations

Wåhlin (2009)
Sweden

Relatives (10) � FP was empowering for some
relatives

Wong (2019)
Australia

Relatives (25) � Contributing towards the recovery
and well-being of the patient
allowed relatives to regain control
and resilience of their situation and
made them feel useful

Wong (2020)
Australia

Relatives (30) � Close proximity to the patient for
opportunities to participate in
physical care activities

� Many relatives wanted to participate
in care as a strategy to help
themselves cope with their ICU
experience

� Many relatives reported that it made
them ‘feel better’, reduced their
feelings of helplessness and
negativity, and they felt reassured

Wong (2021)
Australia

Relatives (30) � Family participation in physical care
was observed to occur more
frequently by a partner or parent (18;
16) than offspring or siblings (8; 2)

� One-third of the
relatives
(n ¼ 10; 33%)
preferred shared
participation in
physical patient
care with ICU
HCPs, one
relative (3%)
preferred to
participate with
limited
involvement of
ICU HCPs, the
majority of
relatives (n ¼ 18;
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60%) preferred a
passive level of
participation

� Type of family
participation:

Physical care:
mouth care, eye
care, pressure care,
hygiene care, range
of movement
exercises,
moisturising
hands/feet, feeding,
suctioning,
brushing teeth
Psychosocial care:
sitting at bedside,
holding patient's
hand, talking,
reading, watching
TV together
Communication:
conversations
about treatments,
conversations with
other family
members,
interpreting/
explaining care and
treatments to
patient;
conversations
about activities
outside the hospital

Wyskiel (2015)
USA

Relatives (37) � 95% was interested in FP
� 92% felt comfortable with FP
� 89% felt included in the healthcare

team

Abbreviations: FP: family participation in essential care; ICU: intensive care unit; ICU HCP: ICU healthcare provider.
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Table 5
Needs, perceptions, preferences, and capacities with regard to family participation in essential care from the ICU healthcare providers’ perspective.

1st author (year)
country

Population (n) Needs Perceptions Preferences Capacities

Ågård (2009)
Denmark

ICU nurses (68) � General belief that FP can benefit both
patient and relatives

� Less willing to involve relatives in
more direct and comprehensive
care activities

� Based on assessments for FP on a number of
complex, individual, and situational aspects
(patient, relative, ICU nurse, and other staff)

� Proficient interactions with relatives in ICU
require competences based on knowledge
and skills as well as attitude and values

Al-Mutair (2014)
Saudi Arabia

ICU nurses
Physicians
Respiratory
therapists (468)

� 44.9% agreed that relatives should be allowed
to participate on request

� ICU HCPs who did not support FP perceived
the presence of relatives as stressful

� 64.5% had had sufficient training to involve
relatives

� 63.3% had sufficient time to be able to involve
relatives in care

� Lack of resources
� Lack of hospital policies and guidelines
� Lack of staff and public education
� ->Development of written guidelines and

policies, and educational programmes
Azoulay (2003)
France

ICU HCPs (2,754) � 88.2% felt that relatives should participate
ICU HCPs who were not in favour believed that
FP might:
� add to the suffering of relatives (65.8%)
� cause accidental extubation (65.5%)
� negatively affect the quality of care (51.2%)
� lead to relatives to take too prominent a place

(50%)

� 60.7% had actually involved relatives
in care (87.4% (feeding), 38.4%
(bathing), 24% (tracheal suctioning))

� 61.5% believed all family members
could participate, 23.5% family
members and friends and 15%
spouses

Davidson (2010)
USA

ICU nurses � Educational programs providing ICU nurses
with instructions for FP

Engstr€om (2011)
Sweden

ICU nurses (8) � Appreciation of relatives' involvement and
seen as resource for both patients and ICU
nurses (relatives' calming effect on patients,
helping patients orientate themselves)

� ICU environment (unpleasant and
frightening for relatives as a result of
equipment, alarms, patients' changed
appearance [due to swelling, tube, sedation])

� Protecting the patients' autonomy
and integrity (also depending on
relationship between patient and
relative)

� Protecting the patients' rest (balance
between involvement and rest)

� Lack of time
� Open communication to align needs of

relatives (variation in desire to participate;
balance between involvement and rest) with
needs of patient (autonomy and integrity
[also depending on relationship between
patient and relative], rest) and work situation
of ICU nurses

Garrouste-Orgeas (2010)
France

ICU HCPs (45) � Most ICU HCPs were favourable to FP in at
least one care activity: 90% of the nurses,
94% of the nursing assistants, and 100% of the
physicians
o 10% of the ICU nurses unfavourable to FP

expressed concerns about interacting
with relatives during care activities and
possible occurrence of adverse events

Hammond (1995)
Australia

ICU nurses (27) � 96.3% agreed with the concept of FP
� FP may provide ICU nurses with the

opportunity to build a relationship with
relatives

� 44.4% indicated that relatives should
not be involved in ‘embarrassing'
nursing care (such as incontinence
and catheter care), for maintaining
privacy and dignity of the patient

� FP requires a role adaptation for ICU nurses

Hetland (2017)
USA

ICU nurses (433) � Had a positive attitude towards FP and did
not view it as a hindrance to their clinical
performance

� Agreed that allowing relatives to participate
in patient care could improve patient safety,
decision-making, and overall quality of care
as well as improve relatives’ levels of stress,
anxiety, and fear

� Were most likely to ask relatives to
participate in less complex daily
care activities (such as applying
lotion, feeding the patient, washing
the patient's hands, and
communicating with the patient);
and less likely in more intimate or
invasive care activities (such as
toileting, perineal care, symptom

� Expressed concern about safety of some care
activities

� 66% reported having a unit culture that
valued FP

� Most participants ‘(strongly) disagreed’when
asked if their unit had policies and
procedures to support FP

� Higher age, higher degree earned, more ICU
experience, hospital location (rural), unit

B.M
.D

ijkstra
et

al./
A
ustralian

Critical
Care

xxx
(xxxx)

xxx
12Please

cite
this

article
as:

D
ijkstra

BM
et

al.,Fam
ily

participation
in

essentialcare
activities:

N
eeds,perceptions,preferences,and

capacities
of

intensive
care

unit
patients,

relatives,
and

healthcare
providersd

A
n

integrative
review

,
A
ustralian

Critical
Care,

https://doi.org/10.1016/
j.aucc.2022.02.003



� Hadmixed feelings about the extent to which
relatives should be involved in light of high
patient acuity

assessment, tracheostomy care, and
endotracheal tube suctioning)

� Expressed concern about
appropriateness of some care
activities

type (paediatric), and staffing ratios (lower)
had higher QFIFE scores: characteristics that
positively influenced ICU nurses' attitudes
towards FP

� ->A close examination of ICU family culture,
staffing decisions, patient acuity, and other
work environmental factors to develop
solutions to alleviate time constraints and
promote a milieu that supports family
engagement in ICU

� ->Evidence-driven policies and procedures,
supported by current practice guidelines, to
help standardise patient care and support
nurses' decisions on how to involve family
members

� Additional education and training may be
needed for nurses to understand their role
in communicating opportunities and safely
guiding FP in the ICU

Hupcey (1999)
USA

ICU nurses (10) � Decrease in confusion or agitation in
patients through relatives

� Maintaining control over both their ability
to provide patient care and the relatives

� Make relatives feel comfortable and
encourage their involvement

� FP depended on individual ICU nurses'
perception of the patient's physiological
and psychological responses to FP and
acuity (instability or numerous lines and
machines)

� Longer term patients (and developing a
relationship with relatives)

� Lack of time and ability to care for relatives
Kean (2014)
UK/Australia

ICU nurses (52/20) � 98% considered the concept of FP should be
part of ‘usual care’ in ICU

� Open visitation policies impact ICU nurses'
working conditions, with a constant flow
of visitors inhibiting and delaying patient
care (attending (information) needs of
relatives and allowing relatives to be with the
patient or protecting the patient's privacy)

� Difference of opinion between bedside ICU
nurses more often considering ‘the patient’
remaining the focus of care, while nurses
with managerial responsibility defining
relatives and the patient as the unit of care

� The patient's condition and receptiveness
and coping ability of relatives influence
the decision to involve relatives

� Some limit FP to long-term patients, others
comment that it depends on the individual
situation and the amount of involvement the
relatives want

� 81% considered FP had minimal effect on
their workload

� To control their working time and space
� The invitation to participate should be

initiated by ICU nurses (allowing them to
remain in control over their work
environment, and evidence suggests that
when relatives would like to participate, they
do not ask to)

� ‘Vision’ that the integration of relatives in
today's healthcare system (including ICUs)
is mandatory as relatives will become
caregivers during an often prolonged
recovery trajectory

� Specific strategies to support ICU nurses in
the integration of relatives into the ICU

Kydonaki (2020)
UK

ICU nurses (15) � Felt accountable for patient and family care
and some were hesitant involving FM in
care for twomain reasons: 1) to avoid the risk
of slips and errors and 2) to protect relatives
from the burden of caring

� For FP in physical care activities, all
felt more comfortable inviting
relatives after the acute phase, the
level of involvement being
determined by the relative

(continued on next page)
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Table 5 (continued )

1st author (year)
country

Population (n) Needs Perceptions Preferences Capacities

� Many viewed themselves as their patient's
advocates with the objective of providing
care without interruptions, reflected in their
need of controlling to some extent when a
relative can be present and involved in care

� Some felt exposed and frustrated at times
when some relatives were constantly present

� Spent time observing family
dynamics and levels of intimacy,
previous experience with patient
care (patients with long-term condi-
tions), as well as the type of rela-
tionship with the patient before
inviting a relative to participate

Patients and/or
relatives and/or ICU
nurses

� ICU environment: unknown, intimidating,
and scary to relatives and patients, due to
ventilators and monitors, complexity of care,
and/or risk of infection for patient, causing
them to feel overwhelmed and apprehensive

� Patients, relatives, and nurses agreed that
‘ICU nurses have control of care in ICU’ and
‘there is a fine line as to what can be expected
from relatives to do’

� All involved were comfortable with
combing hair, oral care, massaging
with cream, bed bathing upper body,
washing hair, and assist with
mobilisation when extubated

� Most were less comfortable with bed
bathing (intimate care), technical
care

Time and frequent communication between
relatives and ICU nurses to develop a
relationship

Loudet (2017)
Argentina

ICU HCPs � Reduction of burden on limited nursing
staff

McConnell (2015)
Australia

ICU nurses (70/6) Relatives' perspective:
� Perceived fragility and vulnerability
� Fear of increasing their stress levels
� Loudness and obnoxiousness (causing stress

for ICU nurse and patient)
ICU nurses' perspective:
� Personal attitudes towards FP (personal

values)
� Negative past experiences with FP
� Felt uncomfortable performing activities in

front of relatives

Patient's perspective:
� Privacy (linked to relative-patient

relationship)

Patient's perspective:
� Safety
� Short term length of ICU stay
Relatives' perspective:
� Fear of relatives injuring themselves when

participating and possible legal
consequences

ICU nurses' perspective:
� Less ICU nursing experience
� Education of ICU nurses on (understanding

possible benefits of) FP
ICU environment factors:
� Compact-sized rooms
� Work interruption by relatives in a busy

environment
� Lack of time to explain care activities to

relatives
� Lack of hospital policy/guidelines
� Development of directed strategies to reduce

barriers
Mitchell (2017)
Australia

ICU nurses (11) � Were supportive of all aspects of the
intervention

� Relatives were seen as important care
partners, and their involvement afforded
positive outcomes for the patient and
themselves

� Relatives' fear or discomfort with FP
� Negative ICU nurses' attitudes

� Physical ICU environment (patient
treatment (turns, doctors' review,
assessments, examinations))

Smithburger (2017a)
USA

ICU nurses (60) �A majority believed FP in delirium prevention
would benefit the patient through a reduced
incidence of ICU delirium because of increased
time devoted to delirium prevention
Belief that relatives:
� Fear the setting, including machines,

catheters, and ICU sounds
� Are apprehensive about getting in theway of

ICU HCPs

� Lack of time to explain delirium or delirium
prevention

Belief that relatives:
� Lack knowledge about delirium and

prevention strategies and need education
� Do not understand about delirium and

prevention
� Could harm the patient
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additional work for ICU healthcare providers due to frequent in-
teractions with relatives.8,32,46,32

ICU healthcare providers considered the ICU environment
stressful for relatives.28,43,45 Some ICU healthcare providers had
concerns about adding to the suffering of relatives, patient safety
(accidental extubation or adverse events), and quality of care
and.26,27,29,34,37,40,44,45 Some ICU healthcare providers perceived the
presence of and interaction with (loud and obnoxious) relatives as
stressful.25,37,40,45

3.5.4. Perceived effects
The fourth theme, perceived effects, was described in 11 studies.

Family participation was perceived to be beneficial in several ways,
by patients, relatives, and ICU healthcare providers.

One study reported that patients felt safe and protected when
relatives were present.44

Most relatives reported that participating made them feel pos-
itive; some felt apprehensive, useless, or helpless;32,36 other rela-
tives participated not to feel helpless.44

ICU healthcare providers generally believed that family partic-
ipation could benefit patients,28,43,44, both patients and rela-
tives,34,35 and might alleviate stress among relatives.27,36 According
to Hetland et al., family participation could benefit patient safety
and quality of care.27 Furthermore, family participation allowed ICU
healthcare providers to build a relationship with relatives.29,34,38

3.5.5. Feeling in controleloss of control
The fifth theme, feeling in controleloss of control, was described

in nine studies. Family participation enabled relatives to feel in
control and led to some ICU healthcare providers experiencing loss
of control.

Family participation allowed relatives to cope with and regain
control over their situation and build resilience48,49 and adapt to
the ICU environment.38 Some perceived family participation as
empowering.47

Some ICU healthcare providers had concerns about relatives
taking too prominent a place,26 open visitation policies impacting
working conditions, differing opinions between bedside and
managing nurses on the patient or both patient and relatives being
the focus of care,39 and controlling their working time and
space.39,40,44,45

3.6. Preferences and capacities

3.6.1. Potential essential care activities
The sixth theme, potential essential care activities, was

described in 18 studies. Preferences for essential care activities
varied between and among relatives and ICU healthcare providers.

More than 70% of the patients were comfortable with eye care,
hydrating lips, moistening of the oral cavity, and applying body
lotion being performed by relatives37 (see Table 6).

Twelve studies elicited possible essential care activities from the
relatives’ perspective.5,8,28,31,37,38,41,44e46,48,49 Studies providing
sufficient details on descriptive statistics are presented in Table 6.
Preferences for essential care activities varied between relatives,
making identification of a uniform list impossible.

ICU healthcare providers favoured several essential care activ-
ities, again preferences varied.5,28,31,33,35,37,38,43,44 In the studies of
Azoulay et al. and Hetland et al., ICU healthcare providers actually
invited relatives to perform specific activities26,27 see Table 6. There
is no agreement on essential care activities that can be performed
by relatives.

The majority of patients, relatives, and ICU healthcare providers
endorsed participation in eye care, moistening of the oral cavity,
tial care activities: Needs, perceptions, preferences, and capacities of
ntegrative review, Australian Critical Care, https://doi.org/10.1016/



Table 6
Possible essential care activities from the patient's, relatives', and ICU healthcare providers' perspectivea.

Patient Relative ICU HCP Azoulay (22)/
Hetland (33)
% invitedc

Garrouste (29)
% in favourb

Garrouste (29)/Hammond (30)
% in favourb

Garrouste (29)/
Hammond (30)
% in favourb

Care Nail care 61.3 63.3 58.4e79.2
Eye care 70.4 73.2e100 79.2e92.0 >50
Hydrating lips/applying lip balm 72.7 84.1 76.2e83.1
Moistening of the oral cavity 75 86.1e100 85.1e93.0
Aspirating secretions from mouth 40.9 25.7 26.7e53.4 >50
Mouth care 68.1 53.4e76.5 65.3e81.5 >75
Cleaning nose 46.5 60.3 49.5e72.2
Hair care (shampoo) 68.3 65.9e88.2 43.5e96.3 >70
Washing hands >80
Bed bathing 65.9 40.5e76.5 35.6e88.8 38.4->70
Toileting 48
Applying body lotion 75.2 70.4 74.2e87.1 >80

Breathing Tracheostomy care 21.7
Tracheal suctioning 3.9e24

Movement/mobilisation Passive limb exercises 88.2 88.8
Assisting with turning 70.6 55.5 >50
Assisting with repositioning 65.9 70.6e77.2 51.4e80.1
Assisting with transfer 65.9 77.2 51.4e80.1
Assisting with mobilisation >30

Feeding Offering help with eating >80e87.4
Nasogastric feeding 41.2 40.7

Communication Communicating with the patient >80
Comfort Reposition pillow >75

Massage >70

a Azoulay et al. (2003) (22), Garrouste-Orgeas et al. (2010) (29), Hammond (1995) (30), and Hetland et al. (2017) (33) provided quantitative data in sufficient detail for this
table.

b Garrouste-Orgeas et al. (2010) (29) and Hammond (1995) (30) described essential care activities that were in favour, from the patient's, relatives' and ICU healthcare
providers' perspective.

c Azoulay et al. (2003) (22) and Hetland et al. (2017) (33) described essential care activities that ICU healthcare providers' actually invited relatives to participate in >75%
(bold) <50% (italic).
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and applying lip balm and body lotion; however, there was no
agreement on participation in bathing and hair washing.37,38,45

Few relatives did not wish to participate in ‘private care’ (e.g.,
incontinence or vomit), and some stated that participation
depended on their relationship with the patient.38,45 In the study of
Wong et al. one-third of the relatives preferred shared participation
in physical patient care with ICU healthcare providers, one (3%)
preferred an active level, and the majority (60%) preferred a passive
level of participation.41

Some ICU healthcare providers experienced difficulties main-
taining the patients’ privacy, dignity, autonomy, and integrity when
relatives provided care and expressed concerns about appropri-
ateness of some care activities,27,29,35,38,45 again dependent on the
relationship between the patient and relative.38,40,43,45

3.6.2. Invitation and support: an individualised approach
The seventh theme, invitation and support: an individualised

approach, was described in 10 studies. Relatives require an invita-
tion and support, individualised to their situation.

Relatives wanted to be invited, encouraged, and supported to
participate in essential care by ICU healthcare providers. These ICU
healthcare providers need to do this with an open and flexible
attitude,5,8,28,31,42 requiring good communication and
information,5,28,38,42,45 individualised to the patient's and relatives'
situation, allowing relatives to select the level, frequency, and
complexity of care provided.5,34,35,38,39

3.6.3. Knowledge, skills, education, and training
The eighth theme, knowledge, skills, education, and training,

was described in 12 studies. Relatives and ICU healthcare providers
Please cite this article as: Dijkstra BM et al., Family participation in essen
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require knowledge, skills, education, and training to enable safe
family participation in essential care.

Family participation requires information for and education of
relatives to address patient safety and quality of care
concerns.26,28,33,38,42,46

Interactions with relatives in the ICU require competences based
on knowledge and skills, as well as attitude and values, and open
communication to align the patient's and relatives' needs with the
ICU healthcare providers' work situation.35,43

Several studies addressed the need for education, training, and
guidelines for ICU healthcare providers to deliver family partici-
pation in essential care safely.25,27,28,33,39,40,46
3.6.4. Characteristics of patients and relatives
The ninth theme, characteristics of patients and relatives, was

described in three studies. ICU healthcare providers were nega-
tively influenced to enable family participation by high patient
acuity or relatives lacking receptiveness.

High patient acuity decreased ICU healthcare providers’ will-
ingness to allow family participation.27,39,44

Occasionally individual relative's receptiveness and coping
ability influenced ICU healthcare providers’ decision to allow family
participation.39
3.6.5. Organisational conditions
The 10th theme, organisational conditions, was described in 11

studies. Several organisational characteristics and factors had
either a positive or a negative influence on family participation,
according to ICU healthcare providers.
tial care activities: Needs, perceptions, preferences, and capacities of
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Organisational characteristics such as nursing management
identifying relatives as care recipients,39 a unit culture that valued
family engagement and lower staffing ratios,27 were considered
supportive of family participation. Furthermore, family participa-
tion was perceived to reduce burden on limited nursing staff30 and
provide nurses with more time for other tasks.29 In addition, family
participation requires an open visitation policy.26,37,39

The following organisational factors were perceived to have a
negative influence on family participation: lack of time,25,29,40,43,44,

the ICU treatment (turns, doctors’ review, assessments, examina-
tions),34 a lack of resources or compact sized rooms,25,40 and a lack
of hospital policies and guidelines.25,27,40

4. Discussion

Our review yielded the following themes, using the addition of
Bleijenberg et al.12 to the Medical Research Council (MRC) frame-
work,11 on needs and perceptions regarding family participation in
essential care activities. The themes were desire to help the patient
and feel useful, (positive) attitude, stress, perceived effects, and
feeling in controleloss of control. Regarding preferences and ca-
pacities, the following themes were identified: potential essential
care activities; invitation and support: an individualised approach;
knowledge, skills, education, and training; characteristics of pa-
tients and relatives; and organisational conditions. These themes
should be addressed in the development of an intervention that
enables family participation in essential care. No single theme was
present in a majority of the reviewed studies.

Family participation in essential care activities in the ICU is
possible, but several aspects should be taken into account. The
desire to help the patient and feel useful, expressed by relatives, has
been endorsed in several reviews.14,50,51 However, research on
relatives actively participating in essential care is limited, as Olding
et al. have established as well.9 In our integrative review, we have
tried to distinguish between the concept of family involvement in
care, including both passive forms such as presence and support
and active forms such as reading to the patient, and family
participation in essential care activities implying active forms only.
Furthermore, how family participation should be performed is
unknown and requires further research.

Most patients had a positive attitude towards family participa-
tion in essential care, though only one study addressed this
explicitly.37 In only two other studies, patients' perceptions were
described,44,45 reflecting difficulties studying the patients'
perspective. Limited knowledge about patients' needs and per-
ceptions, with regard to family participation in essential care, can
be explained by the altered states of consciousness that many ICU
patients experience due to sedatives or illness, reducing their
ability to express their needs. Relatives usually appear quite capable
to act as a spokesperson, though not all relatives know what the
patient's needs are. A recent review of ICU patients' needs across
the recovery trajectory considered informational, emotional,
instrumental, appraisal, and spiritual support needs evident;52

some of these needs could be addressed through family partici-
pation. Future research should aim to gain more insight into the
patients' needs, perceptions, preferences, and capacities regarding
family participation.

Not only relatives' needs with regard to family participation
should be taken into account; concerns about stress among rela-
tives, possibly related to patient acuity, warrants attention for rel-
atives' circumstances, specifically physical and mental strength and
possible development of PICS-F. In their review Zante et al. advised
to direct future research at individualised prevention of PICS-F,
based on risk factors of relatives, a psychologic assessment, and
right timing of interventions.53 Xyrichis et al. described similar
Please cite this article as: Dijkstra BM et al., Family participation in essen
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concerns about relatives’ preparedness for involvement.18 This
theme should be addressed when family participation is
implemented.

Preferences for potential essential care activities, appropriate for
family participation, vary. This was also found in recent studies by
Liput et al. and Kydonaki et al.16,45 Therefore, identification of a
uniform list of essential care activities that relatives can participate
in is impossible. To find a middle ground that facilitates the pro-
vision of standardised patient and family care on the one hand and
allows an individualised approach on the other hand requires a
thorough consideration of preferences of all involved, which have
to be taken into account prior to the implementation of family
participation in essential care. Most studies focused on physical
care activities; only Hetland et al. and Wong et al. described
communication and psychosocial care as well.27,41 This may be
explained by amovement in recent studies to a broader approach of
essential care activities, including both physical and psychosocial
care.

Most relatives want to receive an invitation and support of ICU
healthcare providers, individualised to their situation, requiring
adequate communication and information. Further research to
identify the most effective ways to improve communication
with relatives is recommended;13,54 as is an individualised
approach.18,55,56

According to several survey studies, education and trainingwere
deemed necessary to address safety and quality of care con-
cerns,27,40 though no further specifications were presented; specific
safety concerns relate to accidental removal of tubes, catheters, or
intravenous lines.26,32 Both review and guidelines described family
education, but they did not include studies addressing education of
relatives on family participation.13,17 Smithburger et al. propose the
use of one-on-one discussions between ICU healthcare providers
and relatives to educate and train relatives.28 Depending on the
activities that are deemed appropriate, other educational strategies,
such as brochures, ‘training-on-the-job’, and videos may also be
useful and require further research.

An intervention aiming at family participation in essential care
will need to provide an accurate and detailed description of family
participation and corresponding actions and interventions.26,42

This was confirmed by several studies,9,16,57 warranting further
specification of an intervention aiming at family participation in
essential care. Also, concerns about loss of control over the work
situation of ICU healthcare providers need to be addressed. Align-
ing the needs of everyone involved requires adequate communi-
cative skills and a flexible attitude.16,35,39 Furthermore, recent
studies showed that involvement of stakeholders is essential to
promote adherence to an intervention.58e60

Hetland et al.27 did not present an explanation for the lower
staffing ratios positively influencing ICU healthcare providers' at-
titudes towards family participation. Correspondingly, family
participation to address personnel shortage or enable ICU nurses to
carry out other tasks,29,30,61 in our opinion, do not match with PFCC
and participation in essential care should be free of obligation and
left to the relatives’ discretion.

Organisational conditions such as staffing ratios, time and re-
sources, a culture endorsing family participation, visitation policies,
and hospital policies should be analysed and, where possible,
addressed before implementing family participation in essential
care.

Most studies were conducted in Australia (n ¼ 9), the USA
(n¼ 9), and Europe (n¼ 8), inwhich western norms and values will
have played a role. In the Saudi study, local healthcare providers
supported family involvement during routine care more than did
expatriate healthcare providers. The authors attributed this to a
better understanding of the needs of relatives related to sharing the
tial care activities: Needs, perceptions, preferences, and capacities of
ntegrative review, Australian Critical Care, https://doi.org/10.1016/
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same culture, norms, and values.25 Some details on ethnic back-
ground of patients and/or relatives were provided in seven
studies,8,26,32,36,37,45,49 though none of these authors addressed
possible cultural influences. Olding et al. established a lack of
attention to ways in which gender, ethnicity, age, and socioeco-
nomic status may influence practices and preferences around pa-
tient or family involvement as well.9

ICU care has gone through some substantial developments in
the past decades, in terms of patient acuity, ICU treatment, visiting
policies, and family engagement opportunities. Eleven studies were
published before 2011 (four before 2006), and changes in ICU care
may influence the interpretation of results; however, in terms of
needs, perceptions, preferences, and capacities regarding family
participation in essential care, older studies have provided valuable
content.

4.1. Limitations

The quality of most included studies was moderate. Therefore,
the interpretation of the results needs cautious interpretation.

The use of different study designs, populations, and perspectives
made synthesis of data impossible.

5. Conclusion

Knowledge on the patient's needs and perceptions regarding
family participation in essential care is scarce. For relatives, the
opportunity to actively participate in ICU care met their need to
help the patient and feel useful. Further, family participation
potentially reduces stress and the chance of developing PICS-F after
discharge. Generally, most relatives and ICU healthcare providers
favoured family participation in essential care, with variation in
favourable care activities. Most relatives prefer to be invited and
supported, individualised to their situation. Education and training
of both relatives and ICU healthcare providers are necessary, to
address safety and quality of care concerns, though most studies
lack further specification. These themes should be addressed in the
development of an intervention that enables family participation in
essential care.
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