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Abstract

Background: Relevance to clinical practice The findings from the study highlighting
family involvement, high-quality communication and flexible visiting policy as central
aspects of family care may inspire clinicians to identify aspects of everyday family
care in their ICUs calling for further improvement.

Aims and objectives: To describe family involvement, communication practices and
visiting policies in adult ICUs.

Design: A cross-sectional survey.

Method: A questionnaire consisting of 11 sections was developed, pilot tested and
e-mailed to 196 ICUs. The participants were intensive care nurses in adult ICUs in
four Nordic countries.

Results: The survey was conducted in October to December 2019. The response rate
was 81% (158/196) of the invited ICUs. Most of the units had fewer than 11 beds.
Family participation in patient care, including involvement in ward rounds and pres-
ence during cardiopulmonary resuscitation, varied between the countries, whereas
most families in all countries were involved in decision-making. Family conferences
were generally initiated by staff or family members. Children under 18 did not always
receive information directly from the staff, and parents were not advised about how
to inform their children. Although most respondents described open visiting, restric-
tions were also mentioned in free-text comments.

Conclusions: The level of family care in ICUs in the four Nordic countries is generally
based on nurses' discretion. Although most Nordic ICUs report having an open or
flexible visiting policy, a wide range of potential restrictions still exists. Children and
young relatives are not routinely followed up. Family members are included in com-

munication and decision-making, whereas family involvement in daily care, ward

This is an open access article under the terms of the Creative Commons Attribution-NonCommercial-NoDerivs License, which permits use and distribution in any
medium, provided the original work is properly cited, the use is non-commercial and no modifications or adaptations are made.
© 2021 The Authors. Nursing in Critical Care published by John Wiley & Sons, Ltd on behalf of British Association of Critical Care Nurses.

Nurs Crit Care. 2021;1-10.

wileyonlinelibrary.com/journal/nicc


https://orcid.org/0000-0002-6041-1819
https://orcid.org/0000-0003-3162-285X
https://orcid.org/0000-0001-9323-4284
https://orcid.org/0000-0002-1512-7341
https://orcid.org/0000-0003-4162-4277
https://orcid.org/0000-0003-3013-2816
https://orcid.org/0000-0003-3224-7449
https://orcid.org/0000-0003-3513-9419
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://wileyonlinelibrary.com/journal/nicc
http://crossmark.crossref.org/dialog/?doi=10.1111%2Fnicc.12702&domain=pdf&date_stamp=2021-08-17

2| Wi ]_Ey_\ BA©N Nursing in Critical Care ‘

422, 4604 Kristiansand, Norway.
Email: gro.frivold@uia.no

improvement.

KEYWORDS

1 | BACKGROUND

In recent years, research has highlighted the need for a patient- and
family-centred approach to patient care in the intensive care unit
(ICU).22 This is an approach based on mutual respect and partnership
among patients, family caregivers and health care providers.2*

During ICU admission and throughout post-ICU convalescence,
family members play a vital role in patients' struggle to survive and
recover from critical illness.>® In addition to being involved in the
patient's situation, families, including children, also need care
themselves.” 11

When patients are admitted to the ICU, their families must deal
with the critical iliness and fear of losing a loved one, which may lead
to anxiety, depression, complicated grief or post-traumatic stress dis-
order, also known as post-intensive care syndrome-family.'?*% In
addition, family members describe changes in their social, financial,
relationship and employment situation®? and reduced quality of life.**
Family members' burden may be reduced by welcoming them in the
ICU and involving them in patient care.r®> Consequently, family pres-
ence in the ICU is fundamental to active family involvement.

Another vital element in ICU family involvement is communica-
tion between families and nurses,® and the ability to build a trustful
relationship based on appreciation of the role of the patient's family.
Over the past decade, international research has shown that effective
and efficient communication improves family satisfaction and psycho-
logical well-being.1¢-18

Research indicates variation in visiting policies from restricted to
flexible.*? Restricted visiting may consist of, for example, 10 minutes
every 2 hours or fixed periods of 1 to 3 hours during daytime. Flexible
visiting policies indicate that family members can visit at any time if they
do not interfere with patient rest, ward procedures or patient integ-
rity.2° A flexible visiting policy has the potential to improve family and

patient satisfaction,?22

and reduce negative psychological symp-
toms.1?22 Despite considerable knowledge of family members' need for
access to the patient, few studies address the exact nature of “open vis-
iting” practice, or how family participation is facilitated in ICU settings.
There is limited knowledge about interventions to promote fami-
lies' involvement in the ICU setting. ICU visiting policies and commu-
nication practices differ between countries; this also includes the
Nordic countries, even though ICU practices there appear to be quite
similar. This study may provide new insights into how to enhance
patient- and family-centred care and reveal areas for further research.
The aim of the study was to describe family involvement, communica-

tion practices and visiting policies in adult ICUs.
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rounds and family-witnessed resuscitation seem to be areas with a potential for

adult intensive care, communication practices, family involvement, family presence, family-
centred care, intensive care nurses, visiting policies

What is known about this topic

e There is a need for a family-focused approach to patient
care involving family members in the intensive care
unit (ICU).

e Lack of care for family members might lead to long-term
problems related to their own health.

e Despite decades of research of family members' needs
for access to the patient, few studies address the exact
nature of “open visiting” practice in the ICU settings, or

how family participation is facilitated.

What this paper adds

e Family members are involved as active partners in com-
munication and decision-making processes but are
excluded from ward rounds and witnessing cardiopulmo-
nary resuscitation.

e A wide range of potential restrictions still exists related
to involvement and visiting practices.

o Children and young relatives are less included and are not
routinely followed up.

e Guidelines at the ICU level to further promote a culture
of family involvement are needed to improve individual

staff practices.

2 | METHODS

2.1 | Design and setting

The design was a cross-sectional survey involving adult ICUs in Nor-
way, Denmark, Sweden and Finland. The ICUs in these countries are
at three levels of care: university medical centres (level 1), large com-
munity hospitals (level 2) and smaller hospitals with limited critical

care capabilities (level 3).%8

2.2 | Survey development
The literature was searched to identify instruments for surveying fam-
ily members' involvement, communication practices and visiting poli-

cies in adult ICUs. The search revealed a lack of tested and validated
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survey instruments. To answer the aim of the study, the lead investi-
gators of each country designed a survey containing questions
inspired by recent research about the involvement of family members
of adult ICU patients.

Initially, the survey questionnaire was written in Norwegian. Sub-
sequently, the survey, the information sheet and the invitation to par-
ticipate were translated into Danish, Finnish and Swedish by the
country lead investigators. The Danish and Swedish versions were
translated back into Norwegian and validated by an independent
researcher. The Finnish version (Uralic family of languages) was vali-
dated by an
researcher. The survey was pilot tested by 10 ICU nurses from five

independent Finnish- and Norwegian-speaking
ICUs in Norway and Denmark who were similar to the intended end
users, to ensure face and content validity. The pilot test feedback led
to minor changes to the wording. The final survey consisted of the fol-
lowing 11 sections: Type of ICU, visiting policies, admission to the
ICU, information and conferences with family members about
the patient, general guidelines for family members, treatment of chil-
dren under 18 as family members, facilities for family members, care
initiatives targeting family members, follow-up initiatives in the ICU,
ICU personnel and additional comments. The sections had one to nine
questions with Likert scales or specific ICU response options, and
each section had free-text fields. In addition, at the end of the ques-
tionnaire, the responders were encouraged to add further comments
about families in the ICU.

2.3 | Data collection and data management

The contact details of all adult ICUs in each country were provided by
the national ICU registers or through professional networks. The
country lead investigators asked the ICUs by telephone or e-mail to
provide the name of one ICU nurse or nurse coordinator. These
nurses were then e-mailed the information about the study and the
online survey. The survey was distributed by SurveyXact to the partic-
ipants' work e-mail address and was administered from a secure uni-
versity platform. All participants received one reminder by e-mail. The
survey data were checked and cleaned in the SurveyXact platform
and analysed using the Stata 15 statistical software. The STROBE
Statement, a checklist of items that should be included in reports of

cross-sectional studies, was used.?*

2.4 | Data analysis

Results from all the four countries were managed and analysed as one
survey by the Norwegian research team. Categorical variables were
described using frequencies and percentages. Continuous variables
were presented using mean and SD if normally distributed, otherwise
using median and range. Qualitative data in the form of free-text com-
ments on specific questions in the survey were analysed using content
analysis,?> with the aim of elaborating the quantitative results. The

comments were retained in their original languages for the analysis
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except for the Finnish comments, which were translated into English
by the Finnish lead investigator. This was done to make the Finnish
comments accessible to the other investigators, and to avoid double
translation first into Norwegian and then into English for publication.

Using content analysis, the set of comments from each country
was analysed by a national qualitative co-researcher. Each set of com-
ments on a specific question was a unit of analysis, and each comment
(1-5 lines of text) was a meaning unit. To gain an overall understand-
ing of the manifest content of the comments, each set of comments
was first read several times. Next, to support the analysis process
across the four countries, a matrix of analysis was created that asked
questions of the data, such as: What are the comments about? Which
topics are mentioned? How do the comments elaborate on the quan-
titative responses in the questionnaire? Later, the preliminary national
findings were shared in several meetings during the analysis to reach
a consensus on how to most accurately summarize the qualitative
findings to include central elements from all four countries elaborating
the quantitative findings, presented below in Tables 2-4.

2.5 | Ethical considerations

The Norwegian Centre for Research Data approved the study.
Research ethics approval was obtained according to the requirements
of each country. Consent was obtained when the participants ret-
urned the questionnaire. The data were stored in a secure university

platform.

3 | RESULTS

The survey was conducted in October to December 2019. The
response rate was 81%, with 158 of the 196 adult ICUs participating:
Norway 79% (44/56), Denmark 93% (39/42), Sweden 86% (56/65)
and Finland 57% (19/33). The majority of the ICUs were at levels
1 and 2, and most of the nurses had an ICU qualification. All ICUs had
some nurses with master's degrees, but not all had nurses with PhDs
(Table 1). In Norway, Denmark and Sweden, in addition to a three- to
four-year nursing programme, certified ICU nurses (75%-100% of
nurses in the ICUs) have taken a one- to two-year postgraduate
course in intensive care nursing that includes both theoretical and
practical training. In Finland, nurses working in ICUs have completed
3.5 years of nursing education supplemented with local ICU training
courses.

Family involvement, including participation in patient care and
ward rounds and presence during cardiopulmonary resuscitation
(CPR), varied between the countries, whereas more than 80% of fami-
lies in all countries were always or often involved in decision-making
(83% in Norway, 89% in Denmark, 97% in Sweden and 88% in Fin-
land) (Table 2).

Additional comments on the responses regarding family involve-
ment also seemed to reflect variations in nursing practices within each

country. Some nurses argued that experience directed their practice,
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TABLE 1 Intensive care unit (ICU) characteristics
Total Norway Denmark Sweden Finland
ICU type, n (%)
Highest level 63 (40) 13 (30) 14 (37) 25 (44) 11 (58)
Intermediate level 77 (49) 19 (44) 22 (58) 30(53) 6(32)
Lowest level 17 (11) 11 (26) 2(5) 2(4) 2(11)
Number of beds, n (%)
1-5 28 (18) 16 (36) 4(10) 6 (10) 2(11)
6-10 89 (56) 16 (36) 23(59) 41 (71) 9 (47)
11-15 27 (17) 7 (16) 9 (23) 8(14) 3(16)
More than 15 16 (10) 5(11) 3(8) 3(5) 5(26)
Number of rooms, median (min/max)
With one bed 3(0-25) 4(0-9) 5(0-25) 2(0-23) 2(1-6)
With two beds 2 (0-10) 2 (0-6) 2 (0-6) 2 (0-10) 1(0-6)
With three or more beds 1(0- 1(0-7) 1(0-7) 1(0-3) 1 (0-6)
Percentage of nurses with specialized ICU education, 85 (0-100) 83 (9-99) 75 (50-97) 100 (56-100) 0 (0-10)
median% (% min/max)
ICUs having nurses with master's degrees, n (%) 115 (75) 35(81) 37 (100) 29 (52) 14 (82)
Number of nurses with master's degrees®, median (min/max) 3(1-45) 5(1-45) 3(1-6) 3(1-30) 3(2-5)
ICUs having nurses with a PhD, n (%) 47 (31) 8(19) 20 (56) 19 (33) 0
Number of nurses with a PhD?, median (min/max) 1(1-4) 1(1-3) 1(1-3) 1(1-4)

Note: Different n within the individual variables due to missing data.
?In the ICUs having nurses with master's degrees or PhDs.

while others referred to guidelines or scientific evidence. When invit-
ing family members to participate in patient care, nurses would con-
sider beforehand if this would compromise patient integrity or safety.
Data describing family participation during ward rounds presented an
even more diverse picture. Nurses needed to reflect on confidential-
ity, patient consent and integrity, especially in rooms with more than
one patient. Although family members were often not present at the
resuscitation of adults, nurses from all countries described in several
comments how they made special efforts to have the parents present
if a child needed CPR.

Communication practices varied according to the individual situa-
tion. Family conferences were generally initiated by both staff (72%)
and family members (86%). They were mostly conducted as required
(71%) without a fixed schedule and mainly took place in the patient's
room, with the patient if the patient was alert and cooperative (78%),
or in designated meeting rooms (89%) (Table 3).

The free-text comments revealed that a few ICUs practised invit-
ing the families of long-term patients to weekly conferences. Some
ICUs invited families to evening telephone calls, while others informed
families that they could ring whenever they needed information. The
written information (leaflets, web pages or apps) varied between
the countries in terms of quantity and content. Sixty-eight percent of
ICUs always or almost always prepared families for patient transfer
out of the ICU, ensuring them that good patient care would be contin-
ued. Fifty-eight percent of families were always or almost always

offered written information about practical issues regarding the ICU,

whereas written information about possible reactions and conse-
quences of being a close relative of an ICU patient was less common
(Table 3). In the free-text comments, nurses from all four countries
noted that they rarely had children as family visitors in the ICU. When
there were children, this was documented in 88% of the cases, but
only 25% of the children always or almost always received informa-
tion directly from the staff, and 29% of the parents were always or
almost always advised about how to inform their children (Table 3). As
for family conferences with doctors, staff at 28 (64%) ICUs from Nor-
way, 30 (77%) from Denmark, 23 (40%) from Sweden and 8 (44%)
from Finland stated that nurses always or almost always took part in
these.

As shown in Table 4, 85% of all ICUs had access 24/7 or
24/7 < 2 hours. In many ICUs, a maximum of two visitors at a time
could stay in the patient room. The response option “Other” was due
to the number of visitors being agreed on individually. In the free-text
comments, family members were often described as a resource for
the patient. By sharing their knowledge of the patient's needs and
preferences, they helped the nurses individualize patient care.
Although the majority of respondents reported that their unit prac-
tised open visiting, respondents described general restrictions related
to, for example, ward rounds, shifts, patient rest or the size and
arrangement of the patient room, including the number of beds. When
inviting the family to the patient room, the nurses would consider
potential threats to patient integrity, confidentiality or the patient's

condition. One-bed patient rooms were described as facilitating family
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TABLE 2 Family involvement
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Participation in patient care, n (%)

Always or almost always

Often
Sometimes
Rarely

Never

Participation in rounds, n (%)

Always or almost always

Often
Sometimes
Rarely

Never

Presence during CPR?, n (%)

Always or almost always

Often
Sometimes
Rarely

Never

Involvement in decision-makingb, n (%)

Always or almost always

Often
Sometimes

Rarely/never

Total Norway Denmark Sweden Finland
20 (13) 3(7) 5(14) 12(21) 0
38(24) 10(23) 11 (30) 14 (25) 3(17)
57(37) 12(27) 15 (41) 21(37) 9 (50)
38 (24) 17 (39) 6(16) 10 (18) 5(28)
3(2) 2(5) 0 0 1(6)
18 (12) 4(9) 8(22) 6(11) 0
37 (24) 7 (16) 18 (49) 12 (21) 0
35(22) 14(32) 10 (27) 7(12) 4(22)
33(21) 14 (32) 1(3) 13(23) 5(28)
33(21) 5(11) 0 19 (33) 9 (50)
16 (10) 2(5) 1(3) 13(23) 0
24 (15) 2(5) 9 (24) 13(23) 0
40(26)  13(30) 14 (38) 13(23) 0
46 (30) 19 (44) 10 (27) 14 (25) 3(17)
29 (19) 7 (16) 3(8) 4(7) 15 (83)
98 (64) 26 (60) 22 (65) 42 (74) 8 (44)
39(25) 10(23) 8(24) 13(23) 8 (44)
11(7) 6(14)  3(9 1(2) 1(6)
4(2) 1(2) 1(3) 1(2) 1(6)

Note: Different n within the individual variables due to missing data.

Abbreviation: CPR, cardiopulmonary resuscitation.

@Cardiopulmonary resuscitation.

bDecision-making (eg, about the level of medical treatment) in consultation with health care professionals
when the patient is unable to give consent.

presence, while rooms with two or more beds limited family presence.
The nurses described how family members often had to wait in the
waiting room. Even with an open visiting policy, the actual time spent
with the patient could be limited.

4 | DISCUSSION

41 | Family involvement

This study of ICU practices in the Nordic countries revealed variation
between countries in the involvement of family members in care
activities and ward rounds. Participation in patient care and ward
rounds has been described as central to family members' ability to
make sense of what has happened. Family involvement is about
engaging families to partner with the nursing staff. Nurses must
actively explore how family members can participate, while also keep-
ing the patient's preferences in mind.2? In the free-text comments,
patient safety, confidentiality and integrity were mentioned as essen-
tial aspects to be considered when deciding whether to invite family

members to participate in patient care and ward rounds. However,

the finding that some nurses from all four countries stated that family
members rarely or never participated in patient care or ward rounds
could reflect a different practice of family participation in some ICUs.
Negative effects of family involvement such as staff burnout and
decreased work satisfaction have been reported.?® These factors may
also influence the approach of some ICU nurses in the Nordic coun-
tries. Furthermore, both family- and ICU-related barriers to family
caregiver involvement have been identified: for example, a lack of
family resources to participate in patient care and the professional
practice environment.?”

As shown in Table 2, 82% to 97% of the participating nurses
stated that family members were often included in decision-making
when the patient was unable to give consent to decisions: for exam-
ple, about the level of medical treatment. This finding identifies
decision-making as a highly prioritized area of family involvement.

The results from our study raise the question of whether ICU
nurses' level of knowledge of evidence supporting active family
involvement in the ICU transforms into their actual practice. ICU
nurses in the Nordic countries have generally had a very good clinical
education (Table 1), and in some of the countries, family care is part of

the national ICU nursing curriculum. However, the number of nurses
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TABLE 3 Communication practices in the intensive care unit (ICU)

Total Norway Denmark Sweden Finland
Family conferences®®, n (%)
Fixed systems 8(5) 5(11) 1(3) 1(2) 1(6)
Family initiative 135 (86) 33(75) 32 (84) 53(93) 17 (94)
When suitable 60 (38) 14 (32) 21 (55) 23 (40) 2(11)
Staff initiative 113(72) 27 (61) 30(79) 44 (77) 12 (67)
Other 46 (29) 13 (30) 11(29) 12 (21) 10 (56)
Location of talk®<, n (%)
Patient room with the patient 123 (78) 9 (66) 31(82) 46 (79) 17 (95)
Patient room without the patient 36 (28) 8(18) 10 (26) 13 (22) 5(28)
Designated meeting room 140 (89) 7 (84) 33(87) 54 (93) 16 (89)
Other® 69 (44) 0 (45) 21 (55) 24 (41) 4(22)
Frequency of conferences®, n (%)
Daily 13(9) 5(11) 0 8(14) 0
At least three times a week 16 (10) 5(11) 1(3) 8(14) 2(11)
As required 113(71) 31(70) 28 (74) 40 (69) 14 (78)
Other 16 (11) 3(7) 9 (24) 2(3) 2(11)
Written information®
ICU practicalities, n (%)
Always or almost always 92 (58) 14 (32) 24 (63) 42 (72) 12 (67)
Often 26 (18) 9 (20) 6(16) 10(17) 4(22)
Sometimes 16 (10) 7 (7) 5(13) 3(5) 1 (6)
Rarely/never 21 (13) 14 (32) 3(8) 3(5) 1(6)
Patient treatment, n (%)
Always or almost always 13 (9) 1(2) 5(16) 4(7) 3(17)
Often 13(9) 4(9) 3(9) 3(5) 3(17)
Sometimes 27 (18) 6 (14) 9 (28) 7 (12) 5(28)
Rarely 58 (39) 20 (47) 13 (41) 19 (33) 6 (33)
Never 39 (26) 12 (28) 2 (6) 24 (42) 1(6)
Being family member to an ICU patient, n (%)
Always or almost always 25 (16) 6 (14) 8(21) 9 (16) 2(11)
Often 31(20) 6(14) 12(32) 11(19) 2(11)
Sometimes 26 (17) 11 (25) 8(21) 4(7) 3(17)
Rarely 35(22) 10 (23) 3(8) 14 (25) 8 (44)
Never 40 (25) 11 (25) 7 (18) 19 (33) 3(17)
Preparing family for transfer of patient, n (%)
Always or almost always 107 (68) 29 (66) 33(87) 38 (66) 7 (39)
Often 40 (25) 12 (27) 4(11) 15 (26) 9 (50)
Sometimes/rarely 11 (7) 3(7) 1(3) 5(9) 2(11)
Child visitors receive information directly from staff, n (%)
Always or almost always 40 (25) 11 (25) 9 (24) 17 (30) 3(17)
Often 59 (38) 20 (45) 17 (45) 19 (33) 3(17)
Sometimes 37 (24) 11 (25) 9 (24) 15 (26) 2(11)
Rarely/never 21 (13) 2 (5) 3(8) 6 (10) 10 (56)

Staff help to support parents, n (%)
Always or almost always 45 (29) 11 (25) 12 (32) 17 (30) 5(28)
Often 61 (39) 16 (36) 16 (42) 21 (38) 8 (44)
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TABLE 3 (Continued)
Total
Sometimes 38 (24)
Rarely 12 (8)
Children documented as family members (yes), % 88

Note: Different n within the individual variables due to missing data.

2How is the information from the intensive care doctor to relatives organized?”
bPossible to choose more than one answer.

“Such as in a random office or other location, for example, in a corridor.

d“How often are relatives offered a meeting with an intensive care doctor?”
®“How often do relatives get written information about...?”

TABLE 4 Family visiting policies
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Family visiting policies?, n (%)

Access 24/7
Access 24/7 except < 2 h
At designated times > 4 h
At designated times < 4 h
Special rules for children
Other
Family access, n (%)
Need to ring a bell
Number of visitors at a time,
Two persons
Three persons
No restrictions

Other

Norway Denmark Sweden Finland
14 (32) 9 (24) 14 (25) 1(6)
3(7) 1(3) 4(7) 4(22)
95 87 90 67
Total Norway Denmark Sweden Finland
98(62) 18 (41) 33(85) 36 (62) 11 (61)
37(23) 17 (39) 7(18) 13(22) 0
a day 10 (6) 2(5) 0 4(7) 4(22)
aday 7(4) 2(5) 0 1(2) 4(22)
20(13) 8(18) 3(8) 4(7) 5(28)
32(20) 9 (20) 11 (28) 3(5) 9 (50)
119 (75) 37 (84) 15 (38) 53(93) 14 (78)
n (%)
59 (37) 10 (23) 8(21) 40 (69) 1(6)
4(3) 1(2) 2(5) 0 1(6)
24 (15) 8(18) 5(13) 8(14) 3(17)
71(45) 25(57) 23(61) 10(17) 13(72)

Note: Different n within the individual variables due to missing data.

?Possible to choose more than

with additional academic education varied substantially, which may
influence the implementation of evidence-based practice. Also, differ-
ences could exist between what nurses would prefer to do and what

they are able to achieve.?®

4.2 | Communication practices
As recommended in the framework of patient- and family-
centred care,? high-quality communication and information are
essential to family satisfaction and engagement. In the current
study, few ICUs had fixed plans for family conferences. Instead,
these were reported to take place when requested by the family
members or the staff. Family engagement may be enhanced using
different methods, and a structured plan for daily communication
involving doctors may improve trust in the family-staff
relationship.2?

Using leaflets and diaries can help reduce family anxiety and

stress,*® and video-based information can support the existing

one answer (for example, access 24/7 and special rules for children).

formats and may appeal to families with reduced reading ability. In
this study, the ICUs provided family members with written informa-
tion about ICU practicalities and treatment, but less about being a
family member of a critically ill patient. To relieve family anxiety or
stress, it might be beneficial to provide written or video-based infor-
mation focusing on family experiences and coping.

Family involvement presupposes a relationship based on mutual
respect and trust between family members and staff. A trusting rela-
tionship can be built through inclusive dialogue and information.3!
The results of our study showed that family members were reported
as being involved as active partners in communication processes,
including decision-making discussions.

There seems to be a potential for improvement in the inclusion of
child family members through active communication and information
suitable to their age and level of understanding. The study findings
show that there are seldom child visitors in many of the ICUs, children
are not always given information directly by staff and parents are not
advised about how to include their children. According to Knutsson

|711

et a parents often instinctively seek to protect their children by
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keeping them away from the ICU. To overcome this well-intentioned
barrier, three elements are needed. First, nurses must be motivated to
engage with the parents to meet the needs of a child visitor. Second,
the parents should receive advice on how to best include children in
the ICU family situation. Thirdly, children need individual support and
guidance. When one of the parents is the patient, supporting both

child and parents is of particular importance.

4.3 | Visiting policies and practices
In a Canadian study of how ICU families work to get through the situ-
ation, the authors state: “It starts with access!,” highlighting access to
the ICU as fundamental for families.*2 In line with current interna-
tional recommendations, most of the ICUs in the Nordic countries
report having open or almost open access for family members.?233
In combination with liberal visiting practices, including family
members in the ICU is to acknowledge the concept of patient- and
family-centred care.* However, an international study has shown that
even in ICUs with a liberal visiting policy, family members still spend
time waiting outside the patient's room during examinations or treat-

ment.34

This might also be the case in the Nordic countries. In ICUs
with restricted access for families, time spent waiting outside the
patient's room has a greater impact on family members' actual time
with the patient.

A literature review revealed that in eight of nine studies, family
satisfaction increased with liberal visiting policies,®> which might
reduce not only family distress and anxiety but also the patient's suf-
fering.222¢333¢ However, even though open access was common
practice in the current study, several barriers to family presence were
described, such as patient safety, integrity, tiredness, stress and envi-
ronmental factors while the nurses tried to balance the needs of the
family, patient and staff. Similar barriers have been identified in other
studies.2%3738 |n the current study, the final decision on family bed-
side presence was made at the discretion of the ICU nurse.

Family presence during CPR of adults in the ICU is not common
practice in the Nordic countries, even though some nurses reported
experiences of this (Table 2). There is strong evidence to support family
presence during CPR.2® It has therefore been suggested to allow family
presence by default.>® Further, over the past two decades, international
professional organizations, including ICU nursing organizations,39 have
recommended allowing family presence during CPR. Although they did
not allow family presence during the resuscitation of adults, several
nurses in our study commented on how they made efforts to allow par-
ents to be present during the resuscitation of a child. This distinction in
the attitude towards the resuscitation of adult and child patients is also
reflected in other countries.*® However, medical ethicists have argued
that from an ethical perspective excluding family members from the
resuscitation of an adult patient can be more ethically challenging than
excluding the parents of a child.** Consequently, allowing family pres-
ence during the resuscitation of adult patients in the ICU seems to be
an aspect of family presence and involvement where evidence and

practice are still not aligned.

FRIVOLD ET AL

The nurses in this study reported that their family-centred care
approaches were influenced by tradition, experience and scientific
evidence. The shift from seeing the patient as their main priority
towards active involvement of the family can be challenging for ICU
nurses to adopt and implement.?” In the present study, none of the
nurses referred to ICU guidelines or formal unit policies on family-
centred care. Lack of organizational policies has been found to hinder

involvement,?226:33:36

nurse-promoted family engagement and
pointing to a need to develop guidelines for ICU staff interaction with
family members.

Also, organizational responsiveness factors are essential to
change family care in the ICU#? A healthy work environment with
sufficient qualified staff is fundamental, as are patient room facilities
that are welcoming for families.3? Furthermore, well-functioning sys-
tems of recording information on families in the ICU to ensure conti-
nuity in all aspects of family care are needed in the Nordic

countries.*?

5 | METHODOLOGICAL CONSIDERATIONS
AND LIMITATIONS

The survey instrument was pilot tested in the population before data
collection to improve the validity and reliability of the study. How-
ever, the instrument was specifically developed for the study and was
not further psychometrically tested. The study was multi-national and
thus provides an insight into both similarities and differences between
the participating Nordic countries. Differences between what ICU
nurses do and what they say they do may be present in the data. In
addition, patients and family members were not included in this study
and should be the subject of future research. The overall response
rate was 81%, minimizing the risk of non-responder bias. Thus, the
survey provides a useful overview of the involvement practices, infor-
mation and visiting practices of family members in adult ICUs. Obser-
vations of nurse-family interaction in ICU settings have the potential
to further advance our knowledge about family involvement.*>*3 The
implications of ICU and hospital exclusion of families and the conse-
quences for patients, families and staff should be explored in future
studies. The data of the current study were collected before the
COVID-19 pandemic. Consequently, several factors related to family
involvement, communication practices and visiting policies in the ICU

have since changed significantly. This needs further exploration.

6 | CONCLUSIONS

The level of family care in ICUs in the four Nordic countries is generally
based on nurses' discretion. Although most Nordic ICUs report having
an open or flexible visiting policy, a wide range of potential restrictions
exists. Children and young relatives are not routinely followed
up. Family members are included in communication and decision-
making processes, whereas involvement in daily care, ward rounds and

resuscitation seems to be areas with a potential for improvement.
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