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Patient- and family-centred care in the intensive care unit: a challenge

in the daily practice of healthcare professionals

Margo MC van Mol, Trudi GW Boeter, Lisbeth Verharen, Erwin JO Kompanje, Jan Bakker and

Marjan D Nijkamp

Aims and objectives. To evaluate the impact of supportive interventions perceived

by both the intensive care unit patients’ relatives and the healthcare providers,

such as deferred intake interviews for providing information and discussing the

emotional impacts, encouragement to keep a diary, and the introduction of

weekly psychosocial rounds, on the perceptions of relatives of patients in the

intensive care unit.

Background. Patient- and family-centred care is gaining interest, with a shift from

provider-centric norms to care arranged around patients’ and relatives individual

beliefs and needs. This is expected to have a positive influence on the quality of

care. Communication is one of the most important factors impacting the per-

ceived quality of care in the intensive care unit from the perspective of patients’

relatives. New interventions have been introduced to help the patients’ relatives

to meet their communication needs.

Design. A time-trend quantitative design.

Methods. Two convenience samples of relatives were included (in 2012 and

2013) in four different intensive care units from a large university medical centre

in the Netherlands.

Results. Survey data from 211 relatives (75% net response rate in 2012) and 123

relatives (66% net response rate in 2013) were used for the analysis. The second

measurement showed significant improvements regarding informational aspects of

care, clarification of roles in participatory caretaking and shared decision-making.

Conclusion. The results suggest that the additional support offered to patients’

relatives increased perceived quality of care, particularly with respect to informa-

tional needs. However, patient- and family-centred care still requires a change in

the mindset of healthcare professionals. This new point of view should overcome
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• Encouragement and deepening of
patient- and family-centred care
is an important goal in the inten-
sive care unit; however, it
requires challenging shifts in the
mindset of professionals.
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perceived barriers and foster a culture of partnership with patients’ relatives in

the intensive care unit.

Relevance to clinical practice. Training in providing psychosocial support for the

needs of relatives leads to a stronger perception of patient-centredness.

Key words: communication, critical care, family support, intensive care unit,

nurses, patient- and family-centred care, quality of care, relatives
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Introduction

Patient- and family-centred care (PFCC) is gaining interest,

with a shift from traditional provider-centric norms to care

that meets individual beliefs and needs (Frampton & Guas-

tello 2014). PFCC includes elements such as respect and

communication, which may improve the overall quality of

care (Starfield 2011). To strive for and to maintain an

excellent quality of care is essential for effective care,

improving patient outcomes and aligning care to what

healthcare users need (Campbell et al. 2002). There is no

universally accepted definition of quality of care and the

different aspects, mainly due varieties in opinion on the val-

uation of different stakeholders such as patients, relatives,

caregivers and managers (Campbell et al. 2000). Subse-

quently, PFCC needs to respect, value and understand how

patients may perceive the different aspects of quality of care

improvements (Renedo & Marston 2015, Tzelepis et al.

2015). These patient-reported measures are essential to

quality improvement programmes as they will provide feed-

back regarding patient-centredness in daily practice to

healthcare professionals and policymakers. The Institute of

Medicine (IOM) recognises six patient-centredness aspects

in defining qualitatively good health care: (1) it is respectful

to patients’ values, preferences and expressed needs; (2) it is

coordinated and integrated; (3) it provides information,

communication and education; (4) it ensures physical com-

fort; (5) it provides emotional support; and (6) it involves

family and friends (Arcrcitvij 2002, Tzelepis et al. 2015).

This IOM patient-centred framework provides the theoreti-

cal background in caring of this article.

Background

Professionals in the intensive care unit (ICU) are increas-

ingly approaching the relatives as an integral part of the

family unit and subsequently expanding the care provided

from the patient to their relatives (i.e. family members and

close friends visiting the patient) as well (O’Connell & Lan-

ders 2008, Al-Mutair et al. 2013). Most ICU patients are

not able to receive information or make decisions due to

the severity of their medical condition and/or the adminis-

tration of sedative medication, leaving their relatives as sur-

rogate decision makers. Therefore, the clinical decision-

making in the ICU should occur as part of a collaborative

process with the relatives acting as representatives for the

patients (Netzer & Sullivan 2014). However, relatives can

become confused and anxious due to the stressful environ-

ment of the ICU (Davidson et al. 2012, McAdam et al.

2012). Both daytime sleepiness, reported by more than half

of respondents (Verceles et al. 2014), and a ‘Family ICU

Syndrome0, which describes cognitive blunting with associ-

ated impairments in decision-making during an ICU stay,

have been suggested as cognitive dysfunctions in relatives

resulting from ICU stays (Netzer & Sullivan 2014). In addi-

tion, a fair number (i.e. 30–42% at three months and even

32–80% after twelve months) of relatives have developed

post-traumatic stress (van Beusekom et al. 2016), with

depressive symptoms increasing from 20–34% in wives of

patients hospitalised with severe sepsis (Davydow et al.

2012), and 52% responded having had a significant degree

of learned helplessness (Sullivan et al. 2012). These symp-

toms were addressed as a ‘Postintensive care syndrome-

Family’ (Davidson et al. 2012). Therefore, in accordance

with PFCC, there is a need to develop and implement inter-

ventions to support patients’ relatives in this tumultuous

period.

Several supportive interventions for relatives have been

introduced in the last decade to improve the quality of care

throughout hospitals in the USA and Western Europe, such

as family rounds, adjusting the environment to meet family

needs, an intensive communication structure and the intro-

duction of a family support specialist (Daly et al. 2010,

Davidson et al. 2007, Davidson et al. 2012, Jongerden

et al. 2013, Scheunemann et al. 2011, White et al. 2012).

Although the problems in communication and life-support
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decisions are well recognised (Azoulay et al. 2000, Curtis

et al. 2002, de Rouck & Leys 2009), there is still a lack of

large-scale evidence-based interventions directed at these

problems (White et al. 2012). Communication skills of

healthcare professionals are key factors of the quality of

care in the ICU in the perception of the relatives (Curtis

et al. 2002). Relatives have a need for general information

as well as medical information related to the specific situa-

tion of the patient (Molter 1978, Al-Mutair et al. 2013).

Moreover, this information should be unambiguous, devoid

of inconsistencies and presented in an effective, intelligible

way (Azoulay et al. 2000). To meet these communication

needs of relatives in the ICU, and ultimately improve the

quality of care, new supportive interventions have been

introduced in the current study. These interventions include

a deferred intake interview to provide information and dis-

cuss the emotional impact, encourage the relatives to keep

a diary, and the introduction of weekly psychosocial

rounds. A change in professional attention by introducing

these interventions is desirable in the highly technical ICU

environment and potentially leads to positive feedback from

the patients’ relatives.

Involving ICU professionals in PFCC has posed some

challenges. Although empathy and a holistic perspective of

the patients has been applied for a very long times now,

PFCC requires more than that. A paradigm change from a

paternalistic attitude (‘I know what is best for you’) to a

supporting role (‘What can I do for you to help?) implies a

challenging adjustment in attitude and vision on caring in

daily practice. It may be a difficult problem to combine a

service-oriented attitude in the fast-paced ICU environment.

Healthcare providers moving quickly to beeping machines

and deteriorating patient situations, leaving less time to

interact with patients and relatives (Wyskiel et al. 2015).

Other barriers implementing new interventions in the light

of PFCC, such as busy timetables, and lack of education,

might play a role as well.

Description of the multi-intervention programme

The usual procedure for supporting the relatives of patients

in the ICUs of Erasmus MC, a large medical centre in the

Netherlands, consists of general information leaflets, visit-

ing hours from 11 am to 8 pm, daily updates from the

nurses, and regular meetings with the physicians. Although

the professionals certainly value the communication process

as an important part of their work, a structured and con-

stant approach is lacking. To address this practical prob-

lem, an intake interview with the relatives on the second

day of admission into the ICU was implemented. This

deferred intake interview is performed by nurses in a quiet

room away from the bedside. The conversation, semi-struc-

tured using a checklist, provided general information such

as the visiting policy, organisation of the ICU, contact with

the physician(s), restaurant facilities, parking and the medi-

tation centre (Azoulay et al. 2002, Orcutt 2010, Verharen

et al. 2015). In addition, this intake interview also provided

time and space on the emotional impact of the situation.

ICU nurses were trained to react to feelings of anxiety, frus-

tration or grief (Curtis & White 2008, Orcutt 2010). Two

of the researchers (MvM and TB) trained most of the 175

nurses (92%) in a half-day course on how to perform this

intake interview. The training consisted of education about

the needs of relatives, using the checklist and practicing

communication skills activities. It was emphasised being

present, allow silence, use of touch and being sensitive to

worries of the relatives. The nurses were not specifically

assessed on their practical skills to perform this deferred

intake interview.

In addition to oral communication realised by the intake

interview, relatives were offered written information. This

included a detailed brochure with information about the

possible physical, cognitive and emotional effects in the

long run of the ICU period (ICU-steps 2013), specific leaf-

lets about social work, parking, meals and lodging in the

hospital, and a diary. The relatives were encouraged to

keep this handwritten diary, they were instructed to write

liberally in the diaries without guidance from the ICU pro-

fessionals. Journaling can be valuable for both patients and

their relatives in documenting the presence of visitors,

describing the timeline of the situation and expressing feel-

ings and emotions. (Garrouste-Orgeas et al. 2014, Nydahl

et al. 2015). It can be beneficial for the patients in their

understanding of the ICU experience while recovering.

Moreover, relatives who keep a journal might look at the

stressful situation from a less upsetting point of view, thus

improving their coping abilities (Garrouste-Orgeas et al.

2014).

At the same time, a weekly psychosocial round was

introduced as a component of this multistage intervention

programme. In these rounds, the situations of all of the rel-

atives were discussed by a multidisciplinary collaborative

team involving a social worker, a spiritual care worker, the

nurse in charge of the patient and a staff nurse. Intensivists

aimed to participate; however, most of the time their work-

load did not allow for their presence in this meeting. If

deemed necessary from the perspective of one of the psy-

chosocial team members, the relatives could be approached

for further counselling with the psychosocial service of the

hospital. This service from a social worker, a clergy or a
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psychologist, provide standard care to patients if needed. In

case of the ICU this is expanded to the relatives as well.

The counselling included some ‘small talk’, listening or

additional appointments. All of the nurses were instructed

to consult the psychosocial service providers using a digital

form to arrange additional support for the relatives in an

easily accessible way.

The development, implementation and sustainability of

the new measures were an iterative and active process in

the development of the multi-intervention programme.

The model of Wensing et al. (2010) was used to develop

a successful plan. First, the goals (which were Specific,

Measurable, Acceptable, Realistic and Timely), priorities

and a risk management strategy were determined by a

joint workforce composed of nurses, a psychosocial

worker, an intensivist and a quality manager from the

four ICUs. A mix of implementation strategies was then

chosen. These included informing strategies, such as a

newsletter and team discussions; motivating strategies,

such as personal contact, positive feedback and champi-

ons of PFCC; educational strategies, such as training and

bedside teaching; logistic strategies, such as adaptation of

the electronic patient data management system with

reminders; and facilitating strategies, such as time man-

agement. These strategies were adapted to the culture-spe-

cific environment of each ICU. The multi-intervention

programme and used implementation strategies have been

supported by the management team, including the medi-

cal staff, and the nursing staff at each ICU. Some dedi-

cated nurses coached their colleagues through on-the-job

training.

Study aim

The aim of this study was to evaluate the effects of new

PFCC interventions perceived by both the ICU patients’ rel-

atives and the healthcare providers, such as deferred intake

interviews for providing information and discussing the

emotional impacts, encouragement to keep a diary and the

introduction of weekly psychosocial rounds.

Methods

The research protocol for the study was approved by the

Medical Ethics Committee (MEC) for the medical centre

(MEC-2011-189). The committee judged that the study

complied with the Dutch law on Medical Research in

Humans (WMO). All personal identifiers have been

removed or disguised so the persons described cannot be

recognised through the provided details.

Study design

A quantitative survey study in using a time-trend design

was applied to analyse the perceived quality of care before

(2012) and after (2013) the interventions were introduced.

In the Netherlands, the government introduced a national

framework for evaluating quality of care that contains a set

of indicators which includes each person’s experiences (Ten

Asbroek et al. 2004). The Consumer Quality Index (CQI)

questionnaires are methodologically founded by the

CAHPS� instruments and QUOTE� questionnaires

(Berendsen et al. 2009), which are both theoretically based

on the discrepancy (GAP) model (Babakus & Mangold

1992). For sufficient quality of care, the expectations

regarding quality should be in accordance with the percep-

tions of the person’s actual experiences according to these

methodologies (Sixma et al. 1998). This CQI was subse-

quently developed as the measurement standard and, since

then, has been applied to the experiences of special target

groups (Kieft et al. 2014). The newly developed Consumer

Quality Index ‘Relatives in the ICU’ (CQI ‘R-ICU’) has

been proven to be a valid, reliable and feasible instrument

with a sound basis in communication factors (van Mol

et al. 2014). The first part of the questionnaire consists of

44 items divided into six categories, namely introduction

(e.g. ‘Was the hospitalisation of your relative unexpected to

you?’), support (e.g. ‘Was a professional present during

your first contact with the patient?’), communication (e.g.

‘Have you been taken seriously?’), provided information

(e.g. ‘Did the professionals talk to you about keeping a

diary?’), organisation (e.g. ‘Did the visiting hours suffi-

ciently serve your needs?’) and general judgment (e.g. ‘If

you could change one thing about the support of the pro-

fessionals, what would that be?’). The second part of the

survey was related to demographic items. The internal con-

sistency of the items was sufficient, with a Cronbach0s
alpha of 0�89 for all the items together (in a range of 0�51–
0�87 in four established factors). The CQI ‘R-ICU’ (version

4.0) was used for measurements in 2012 and 2013.

Study population

The study was undertaken in four ICUs in a large university

medical centre in the Netherlands. The level III ICU for

adult patients contains 32 operational beds in total and is

divided into three units: the thoracic surgery ICU and two

mixed units for neurological, neurosurgical, transplantation,

general and trauma surgery and medical patients. The car-

diology ICU contains 16 beds, eight of which have ventila-

tion available. Eligible relatives met the following criteria:
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relation to an ICU patient who did not die within 24 hours

of admission, age of at least 18 years and understanding of

the Dutch language.

The CQI ‘R-ICU’ was accompanied by a cover letter and

sent by digital link to a given e-mail address or to a postal

address after Informed Consent was given and after the

patient was discharged from the ICU. According to the

Total Design Method, first and second reminders were sent

after two and four weeks, respectively (Dillman et al.

2009). To guarantee anonymity, strict separation of the

research data and personal data files was maintained

throughout the entire process, and the completed question-

naires included no traceable private data.

Two convenience samples (2012 and 2013) of relatives of

ICU patients in the four different ICUs were included, with a

total of 282 and 187 respondents, respectively. The final

samples included 211 (response rate 75%) and 123 (response

rate 66%) questionnaires, respectively (see Fig. 1).

Statistical analysis

The data were analysed using Microsoft SPSS (version 22.0,

IBM Company, Chicago, USA), with the classical definition

of p < 0�05 applied for statistical significance (Field 2014).

The characteristics of the respondents were presented as

counts and percentages or mean values with standard devia-

tions. Normality was first assessed by kurtosis, skew and his-

togram analyses. Additionally, a Kolmogorov–Smirnoff test

and the Shapiro–Wilk test were performed with visually

inspections of the Normal Q-Q plots for deviations (Field

2014). Descriptive statistics (means, standard deviations and

percentages) were calculated for responses to the items of the

questionnaire. A two-sample t-test for the normally dis-

tributed variables was used to compare the data from the first

and second measurements, a Mann–Whitney test was used in

case of non-normal distributed variables (Field 2014). An

analysis of variance (one way ANOVA) was conducted to com-

pare the ‘Total quality assessment’ among the four ICUs.

This variable was computed by averaging the items ‘What

rating on a scale of 1–10 would you give the nurses for com-

munication?’ ‘What rating on a scale of 1–10 would you give

the doctors for communication?’ and ‘What rating on a scale

of 1 (worst) to 10 (best) would you give for the support and

care you received in general?’ altogether.

An a priori power calculation, with t-tests ‘difference

between two independent means’ (1�b = 95%, p < 0�05,
two-tailed, d = 0�5), indicated that a total of 210 respon-

dents were needed to detect a medium effect size on the

total quality judgment between 2012–2013 (Faul et al.

2007). The observed effect was analysed as the combina-

tion of all the applied interventions together. No stratifica-

tion of unique measures could be performed because the

measuring instrument was too general for this purpose.

Results

All of the questionnaires were sent by post in 2012, in con-

trast to 72% being sent with a link to the survey by email in

2013. No difference in response rates was observed between

mailed and digital questionnaires, although the respondents

to the digitally completed surveys were slightly more likely to

be men, of a younger age and with more education. The

respondents at both times were significantly similar in their

relationships to the patients, gender, age, own health, educa-

tion and ethnic background, as presented in Table 1. The

current status of the patient, for example still in the hospital

or at home, refers to the time of completion of the CQI ‘R-

ICU’ by the relative. More than 20% of the relatives in 2012

and 16% in 2013 made efforts to complete this questionnaire

after the death of their loved ones.

Figure 1 The study flowcharts of respondents in 2012 and 2013.
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A significant difference in the two groups of respondents

was found for ICU hospitalisation, with 41% planned in

2012 and 23% in 2013, and in mean length of stay, at 19

and 15 days, respectively. This difference is explained by

the study ending for logistic reasons after one month in the

thoracic surgery ICU which is characterised by planned and

short-stay hospitalisations. During the first two months, no

more than four eligible relatives could be included due to

the high patient turnover. Therefore, in mutual agreement

with the nursing staff, it was decided to concede no further

inclusions or relatives in this ICU.

Most quality of care aspects as measured by the CQI ‘R-

ICU’ improved between 2012–2013. For example, the item

‘Did the professionals pay attention to what you needed?’

increased from 39% of the respondents stating ‘always’ or

‘mostly’ in 2012 to 80% in 2013. On average, respondents

experienced significantly (t(304�229) = �7�13, p < 0�05)
more attention to their needs in 2013 (M = 3�09, SE = 0�08)
than in 2012 (M = 2�33, SE = 0�8) with a medium effect size

(r = 0�38). Additionally, significant improvements were

observed in 2013 with regard to the provided information,

such as keeping a diary, opportunity to participate in the care

of the patient and to be involved in clinical decisions on med-

ical targets in the recovery process of their beloved one.

Other items, such as nurses and doctors giving comprehen-

sive information and taking the relatives seriously, scored

equally high in both measurements. A few items, such as

attentive listening by doctors and not receiving contradictory

information, declined in 2013 (see Table 2).

Although not statistically significant, the mean scores for

communication with nurses and intensivists and general sup-

port increased in 2013. The highest score was given to com-

munication by nurses (M2013 = 8�20 and M2012 = 7�90),
followed by communication by doctors (M2013 = 7�41 and

M2012 = 7�17) and general support (M2013 = 7�42 and

M2012 = 7�06). Relatives with higher education levels scored

lowest on ‘Total quality judgment’ (MHigh = 7�26, MA-

Level = 8�12 and MLow = 7�39). No differences were observed

in ‘Total quality judgment’ for the relationship to the patient,

age, gender and ethnic background. Moreover, the current sta-

tus of the patient showed no difference as well. Relatives of

patients who died during or soon after the ICU period evalu-

ated the ‘Total quality judgment’ and communication aspects

similarly as relatives with their beloved ones at home. No data

on severity of illness were measured in current study. The test

results with an analysis of variance (ANOVA) on ‘Total quality

judgement’ showed a significant difference for the cardiology

ICU compared to the two mixed ICUs (F(2,114) = 4�27,
p = 0�02) with means 8�35 (�0�91), 7�60 (�1�20) and 7�41
(�1�44) in respective for 2013, similarly, communication with

doctors, 7�96 (�1�30), 7�29 (�2�00) and 7�14 (�2�16) in

respective. Although not significant, communication with

nurses resulted in higher means in the cardiology ICU as well,

8�96 (�1�02), 7�84 (�1�59) and 8�24 (�0�91) in respective.

Table 1 Characteristics of the respondents in 2012 and 2013

Number of respondents (%)

2012*

n = 211

2013*

n = 123

Relation to patient

Partner 117 (55�5) 68 (55�3)
Father/mother 26 (12�3) 18 (14�6)
Son/daughter 47 (22�3) 23 (18�7)
Brother/sister 11 (5�2) 12 (9�8)
Other 8 (3�8) 2 (1�6)

Female 137 (64�9) 78 (63�4)
Male 72 (34�1) 45 (36�6)
Age Modus 55–64

Range 18–75

Mean 52�8 (SD 11�8)
Range 22–77

Health indication

Excellent 39 (18�5) 17 (13�8)
Very good 49 (23�2) 30 (24�4)
Good 103 (48�8) 66 (53�7)
Reasonably well 17 (8�1) 8 (6�5)
Bad 1 (0�5) 2 (1�6)

Education

Non/Primary school 7 (3�3) 3 (2�4)
GCSE 78 (37�0) 39 (32�0)
A-levels 63 (29�9) 36 (29�0)
College/University 56 (26�5) 43 (35�3)
Other 3 (1�4) 1 (0�8)

Ethnic background

Caucasian 187 (89�6) 110 (89�4)
Other ethnicities 22 (10�4) 13 (10�6)

Intensive care unit (ICU) Erasmus MC†

ICV-1 28 (13�3) 4 (3�3)
ICV-2 72 (34�1) 38 (30�9)
ICV-3 75 (35�5) 58 (47�2)
ICCU 20 (9�5) 23 (18�7)

ICU hospitalisation

Planned 86 (41�3) 28 (22�8)
Not planned 122 (58�7) 95 (77�2)

Length of stay

(mean in days)

Median [Q1, Q3]

18�93 (SD 26�6)
9�0 [4�0, 21�0]

15�43 (SD 17�8)
8�5 [4�0, 21�0]

Current situation of the patient

In the hospital 90 (42�7) 62 (50�4)
Back at home 62 (29�4) 33 (26�8)
Deceased during/

after the ICU

44 (20�9) 20 (16�3)

Other, for example

nursing home

9 (4�3) 8 (6�5)

*The respondents were not significantly different among the four

ICUs (p > 0�05).
†ICV-1, the thoracic surgery ICU; ICV-2 and ICV-3, the mixed

ICUs; ICCU, the cardiology ICU.
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Discussion

In comparing the measurements in 2012 and 2013, almost

all of the quality of care aspects as measured by the CQI

‘R-ICU’ showed a more positive valuation. These results

might reflect the effectiveness of the interventions, includ-

ing the intake interview to provide information and discuss

the ICU’s emotional impact, the encouragement to keep a

diary and the weekly multidisciplinary psychosocial

rounds.

In respect to the IOM recommendations, the results of

the current study suggest a preliminary contribution to the

six endorsed patient-centredness aspects applied to the field

of intensive care.

Table 2 Summary per item related to experiences of relatives in the Consumer Quality Index ‘Relatives in the intensive care unit (ICU)’

Item (short description)

Percentage ‘always’ or

‘mostly’

Mean difference (SE)‡

95% Confidence

interval of the

difference

Mann–Whitney (Z)§2012 (%) 2013 (%) Lower Upper

Support

Support at first contact moment 89�4 88�4 1�46 (0�09)* 1�28 1�64
Prepared to first contact with patient 56�1 65�0 �0�22 (0�23) �0�46 0�02
Information to contribute to patient care 24�0 53�7 7330�0 (�6�57)*
Opportunity to contribute to patient care 36�2 56�9 9199�0 (�4�19)*
To be present during visiting rounds 48�0 63�1 10070�5 (�2�98)*
Felt listened to in decision-making† 44�3 73�2 9153�5 (�4�18)*
Sounds in the ICU explained 52�2 72�4 9739�0 (�3�19)*
Attention to the relative 39�0 79�6 �0�76 (0�11)* �0�97 �0�55
Contact with professional after ICU 30�6 37�1 7917�0 (�3�68)*

Communication

Understandable information by doctors 80�6 87�8 �0�19 (0�10) �0�38 0�01
Understandable information by nurses 88�2 94�3 �0�13 (0�08) �0�28 0�02
No contradictory information 94�4 92�7 1074�5 (�14�42)*
Relatives feel taken seriously 88�5 90�2 �0�07 (0�08) �0�24 0�09
Professionals enough time to relatives 77�5 86�1 �0�07 (0�09) �0�24 0�11
Listening attentively by doctors 82�9 81�1 9388�0 (�3�43)*
Listening attentively by nurses 87�9 93�5 �0�10 (0�08) �0�30 0�06
Nuisance in changes medical team 94�0 94�3 1162�5 (�14�43)*

Provided information

Written information leaflet given† 27�2 95�8 �0�04 (0�09) �0�17 0�17
Information through digital means† 3�0 12�3 �0�04 (0�05) �0�12 0�05
To know function of professionals 68�8 82�1 8�77 (1�64)* 5�14 12�40
Information on keeping a diary 25�0 51�2 0�34 (0�10)* 0�15 0�53
Information on parking policy 51�9 73�8 0�90 (0�10)* 0�71 1�1
Information on meals 21�1 44�3 0�24 (0�09)* 0�07 0�42
Informed about translocation patient 61�7 75�2 5�58 (8�61) �11�36 22�51

Organisation

Accessible professional contact person† 42�8 39�9 4931�5 (�9�53)*
Sufficient privacy in the situation 94�4 96�7 4�11 (1�33)* 1�48 6�73
Nuisance of other visitors 1�5 1�6 120�5 (�16�5)*
Family room supports needs of relatives 66�2 54�5 13�19 (2�31)* 8�64 17�74
The visiting hours according the needs 95�0 97�6 �0�02 (0�07) �0�16 0�12

General judgement

Recommending this ICU 91�6 95�1 10261�0 (�2�97)*
Marks for communication doctors �0�24 (0�26) �0�74 0�26
Marks for communication nurses �0�31 (0�17) �0�64 0�02
Marks for general support �0�36 (0�22) �0�79 0�07

*Significant p < 0�05.
†Other formulation of the item in the second measurement.
‡Mean difference of independent samples t-test (Standard Error), grouping variable ‘time’ 2012 and 2013.
§Mann–Whitney U- with Z-test statistic, grouping variable ‘time’ 2012 and 2013.
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Respectful to a persons’ values, preferences and

expressed needs

Relatives themselves are most knowledgeable about

whether organisational policies aligns with their needs

(Arcrcitvij 2002, Tzelepis et al. 2015). As an example, the

CQI ‘R-ICU’ is an instrument to express the relatives’ val-

ues and assess their experiences in the quality of care. Mea-

suring these experience provides insight into the impact of

the provided services and focuses on efforts around what

matters to them. Therefore, these measurements meet the

first domain in PFCC and correspond to respectfulness of

the needs of patients’ relatives.

The training of the nurses in the relevance of PFCC and

the emphasis on psychosocial support might have led to a

stronger awareness of the needs of patients’ relatives. This

is shown through the more positive valuation of most items

on the questionnaire. Although it is impossible to specify

exactly which measure best conveys the impact for the

implementation of this set of interventions, it certainly

encourages the continuation of this new process.

Coordinated and integrated care

This domain refers mainly to timely and up-to-date medical

information (Arcrcitvij 2002), which was not measured in

this study.

Information, communication and education

This domain describes that information should be clear,

accurate and understandable, with attentive listening by

the healthcare professionals (Arcrcitvij 2002). It also

intends for the relatives in the ICU to be taken seriously

and feeling involved in the care of their beloved ones. The

results of this study suggest that the provided additional

support offered to the patients’ relatives increase their per-

ceived quality of care, particularly with respect to informa-

tional aspects. For example, the significant increase in the

items related to information on keeping a diary, parking

and meals, as well as information on contributing to

patient care, demonstrate the positive effect of the intake

interview and the folder with informational materials. This

article focuses primarily on the interventions and commu-

nication with nurses; however, intensivists also play an

important role in the support of relatives. The assessment

of communication with both nurses and doctors showed

an increase in 2013, although the results might suggest

that communication was already highly appreciated in

2012.

Communication regarding palliative care is perceived as

being very important to relatives (Kirchhoff et al. 2002,

Aslakson et al. 2014). Not only are the timing and fre-

quency of the conversations important to the perceived

quality of care, but the ability of providers to respond and

listen to relatives has an impact as well (Curtis et al. 2002).

However, this study did not take this particular factor into

account because the CQI ‘R-ICU’ is not suitable for mea-

suring the experiences of relatives with regard to palliative

care.

Physical comfort

Institute of Medicine recommends providing appropriate

pain relief and attending to physical symptoms (Arcrcitvij

2002). At first sight, this domain is hardly applicable with

regard to patient’s relatives. However, taking the possible

stress reactions of the relatives into account, ICU profes-

sionals should recognise the physical components of stress

in the relatives. Subsequently, the ICU environment could

be adjusted with comfortable chairs for the relatives to

relieve muscle tension or low back pain due to stress and

long waiting. Investing and improving the facilities would

also help the relatives to feel more at ease and comfortable

in their precarious situation.

Emotional support

The IOM states that health care should also address emo-

tional distress, such as insecurity and anxiety (Arcrcitvij

2002). To meet this need in particular, the intake interview

was introduced to discuss the emotional impact of the situ-

ation to relatives and spend some one-to-one time support-

ing their feelings of worrying, frustration or grief.

Involve family and friends

Research has extensively established that relatives play a

significant role in ICU patients’ recovery and accordingly,

must be involved in patient care (McConnell & Moroney

2015). The presence of relatives is not an issue of ‘why’,

but merely ‘to what extent’ relatives want to be involved.

The results of this study are inconclusive with regard to this

aspect. For example, the item ‘Opportunity to contribute to

patient care’ showed a significant increase, although the

measure did not specify how to do this. Under the condi-

tion that a relative wanted to contribute to the provision of

care, this contribution might have varied between moistur-

ising the lips of the patient, reading the news out loud,

feeding or taking care of the patient’s hair and nails. There
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was no specific change in this usual practice during the

study. The relatives likely felt that they had more time and

space to be involved in caring for their loved ones due to

the professional’s higher awareness of the relative’s needs.

Involving the relatives could also mean rooming-in for 24/7

or allowing pets to visit the patient. Other encouraging

interventions to implement in the context of PFCC include

having family presence at visiting rounds, medical interven-

tions or resuscitation, and assisting with technical interven-

tions such as suctioning. However, further discussion on

how to meet the preferences of the relatives in the involve-

ment of patient care is certainly needed. The management

staff of the ICUs are currently considering how to adjust

the family policy based on the results of the current study.

It seems important to create opportunities for relatives to

choose the role they need. One approach does not fit all.

Perceived barriers in the implementation of the

interventions

The process evaluation from the perspective of the health-

care professionals was predominantly informal. Talking

with the key users brought some insights on the barriers to

implement patient-centred interventions. A multifaceted

implementation strategy was followed to introduce the mul-

ti-intervention programme (Wensing et al. 2010); however,

the adoption of the intake interview was difficult. Although

it should have worked well, this did not mean it actually

worked well overall. Contextual factors, which were not

well understood from previous studies, may have influenced

the effectiveness of the quality improvement interventions

(Kringos et al. 2015). Time constraints, daily rushed work-

loads and competing priorities might be key barriers to per-

forming intake interviews. This also might have influenced

the recruitment of eligible relatives, as the intake interview

provides could have a side effect of a trustful relationship

asking to participate in the study. Lack of motivation to

complete the intake interview, such as what might result

from a sceptical attitude towards quality improvement,

could also be an influencing and conditional factor (Kringos

et al. 2015). The expression of feelings might be considered

to be one of the least important tasks within the technical

ICU setting (O’Connell & Landers 2008), which suggests

that interpersonal relationships are less relevant than criti-

cal medical care (S€oderstr€om et al. 2003). While not specifi-

cally studied, the researchers (MvM and TB) observed a

low degree of intake interview completion. Nurses appeared

to have reservations about initiating structured conversa-

tions with relatives away from the patient’s bedside. They

are used to answering questions and having daily informal

discussions, however, performing the intake interview

requires a new, more proactive role. This hesitation might

be explained by perceived barriers such as over involvement

with relatives with a conflicting professional and personal

role in treatment as a consequence (McConnell & Moroney

2015). This tension between distance and proximity is a

matter of individual consideration and has been reflected in

a different level of connections with relatives each day. The

presence of relatives could also cause work stress for ICU

professionals (Al Mutair et al. 2014). Professionals might

perceive to have less time to accomplish tasks, might not

want emotional interference in the technical requirements

of their work or may even feel threatened. Moreover, they

might feel uncertain to ask a colleague to look after their

patient during their time away while performing the intake

interview, or feeling too busy to spent their time with rela-

tives. Sometimes there was no-one available to watch their

patient, which made them unable to leave the ward. Insuffi-

cient training in relevant communication skills might also

play an important role, which is a learning curve that could

not be measured in this study. For these reasons, the utility

of the intake interview remains a work in progress.

The results of the current study are preliminary and can

be considered as a pilot for further research. This could be

carried out using a process of Intervention Mapping, with a

first step of in-depth interviews with relatives to extensively

explore their views and values. This process could evoke

more meaningful and richer data to rely on. Thereafter, one

intervention could be chosen and the best applied methods

known from literature could be selected for implementa-

tion, taking into account the perceived barriers identified in

the current study. Finally, a thorough evaluation of the

intervention itself and the process followed should be con-

ducted with a longitudinal design to draw conclusions

regarding the causal effect(s) of the applied interventions.

While we do not claim that these results represent all rel-

atives across the country, or even more broadly in Europe

or worldwide, our research provides insights into potential

improvements to the daily practice of PFCC that could be

applied to ICUs at an international level. On the whole,

today’s challenge is to create an organisational culture

based on PFCC. This approach changes the relationship

between professionals and the relatives from ‘caring for’ to

‘collaborating with’. PFCC requires a multidisciplinary cul-

tural change, broadly supported by all professionals.

Limitations

Although the current study found no worth mentioning

barriers to overcome, it has some limitations. To begin
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with, it was performed in one hospital with four ICUs,

resulting in a relatively small number of respondents. In

particular, the difference in sample sizes and variances on

some of the items in 2012 and 2013 gave rise to concern

in evaluating the results. Therefore, the external validity

of the study is open to question. An international multi-

centre study is necessary to confirm or disprove the pre-

sented results. Another restriction is the study design,

which was a nonrandom cross-sectional design with pre-

and postintervention measurements. It was not a totally

well-performed intervention study, because of the lack of

reproducible product and process evaluation. The total

multi-intervention programme was evaluated as a bundle

of interventions. It is not known if one part had a stron-

ger effect than others because the outcome was measured

as an assessment of the entire programme. Therefore, a

clear sight on the effect of each measure could not be

established. For ethical reasons, no control group was

used; therefore, the effectiveness of the interventions

remains open for discussion. Additionally, the data were

collected retrospectively by sending out questionnaires

three to six days after patients were discharged to the

general ward. For this reason, some bias could occur due

to other experiences during the hospital stay. However,

distributing the questionnaires during treatment in the

ICU might result in socially desirable answers. Another

shortcoming of this study is a lack of personality vari-

ables. It is conceivable that different levels of introversion

and different coping mechanisms among relatives might

influence their personal needs for social support (Boer-

boom et al. 2014). This, in turn, might affect their judg-

ment of the care provided by the professionals in the

ICU. Finally, this study was performed in four ICUs with

completely different patient categories, such as a cardio-

logic versus a mixed population, numbers of ICU beds

ranging from 8–16, severities of patient conditions in a

range from postoperative to dying, staff composition and

cultural backgrounds. All of these factors may influence

the experiences of the relatives and lead to variances in

the outcomes.

Conclusion

This study presented new supportive interventions for

patients’ relatives in the ICU. The results suggest that the

bundle of additional support specifically designed for rela-

tives, such as intake interviews, encouragement to keep a

diary and weekly psychosocial rounds, increases the per-

ceived quality of care, particularly with respect to informa-

tional factors. Consequently, the continuation and further

development of interventions related to PFCC could lead to

improvements in the quality of care as perceived by

patients’ relatives. Moving towards PFCC requires a chal-

lenging shift in the mind-set of the healthcare professionals.

This new point of view should overcome perceived barriers

and foster a culture of partnership with patients’ relatives

in the ICU.

Relevance to clinical practice

The concept of patient- and family-centred care has been

described and studied in different healthcare settings;

however, in the ICU, it might be difficult to opera-

tionalise this framework in daily practice. Further

research is needed to identify factors that act as barriers

or facilitators in the organisational cultural change of

professionals in taking care from the perspective of

PFCC. Training in providing psychosocial support to the

needs of relatives leads to stronger awareness in patient-

centredness. Continuous efforts to change the mind-set of

professionals will contribute to an optimal quality of care

in the ICU.
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