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Abstract
Background: Collaboration between family caregivers of older patients and nurses in the
hospital may improve quality and continuity of care during the hospitalization and after
discharge. However, research regarding this issue is limited and lacks a specific focus on how
family caregivers perceive their collaboration with nurses. The aim of this study is to describe
to what extent family caregivers perceive this collaboration.
Method: Using a cross-sectional design, 203 family caregivers of hospitalized patients (≥ 70
years) completed the 20-item Family Collaboration Scale Dutch language version consisting
of three subscales: trust in nursing care, accessible nurse, and influence on decisions. Data
were analyzed using descriptive statistics and bivariate correlations.
Results: Family caregivers rated their level of trust in nurses and nurses’ accessibility with
mean scores of 75 and 74 (out of 100), respectively, and the level of their influence on
decisions with a mean score of 59 (out of 100). Family caregivers who live with patients had
higher levels of trust in nursing care (r =.41; p ≤ .001) and influence on decisions (r =.40; p ≤
.05) than those who do not. Family caregivers who had more contact with nurses perceived
higher levels of influence on decisions (r =.40; p ≤ .001) and overall collaboration (r =.37; p ≤
.001).
Conclusion: In their collaboration with nurses, family caregivers rate their level of influence
on decisions lower than their trust in nursing care and accessibility of nurses. This implies that
the supporting role of caregivers and their structural involvement in decision making with
regards to patients’ care activities need to be acknowledged by nurses in order to improve
their collaboration with family caregivers.
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Introduction
Family caregivers have considerable influence on the health and selfcare abilities of older
home-dwelling persons.1-3 These caregivers can be considered as experts of the older persons
as they plan an active role as an advocate and intermediate between the patient and health care
professionals.4-7 When older persons are admitted to the hospital, therefore, it is essential that
nurses involve family caregivers as informal partners in care in order to accommodate the
caregiver’s roles.8,9
In health care, in general, the length of the hospital stay is becoming briefer and, as a
consequence, there is a risk that older persons may not achieve a secure health status before
being discharged. As a consequence, care and support provided by family caregivers after the
patient’s discharge have become more complex and demanding,10 often resulting in family
caregivers who feel unprepared for new or expanded caregiving tasks.11,12 When family
caregivers feel prepared for caregiving at home, the health and self-care abilities of older
persons who have chronic conditions can improve.1,2 Those who perceive a higher level of
collaboration with hospital nurses feel better prepared for caregiving demands at home after
the patient’s discharge from the hospital.13 The interventions that are most encouraging for
promoting constructive staff–family relationships involve clear communication and active
collaboration.14,15 When health care professionals appreciate the contribution and role of
family caregivers of older patients and collaborate with them as partners in nursing care, the
quality and continuity of care for the older patient can be improved.8,16,17
Collaboration between nurses and family caregivers can be defined as a caring
partnership through which family caregivers receive regular updates and are involved in
decision making.15 Such a collaborative relationship is characterized by trust and respect as
well as open communication that subsequently enable a negotiation of the roles between
nurses and family caregivers at any particular point in time.18 Relationships between families
and health care professionals (e.g., nurses) develop sequentially in three phases: involvement,
collaboration, and empowerment for which collaboration requires a more active role of nurses
and has a more reciprocal character than involvement and empowerment.19 For this study, we
were interested in collaboration in such a way that nurses who are responsible for the daily
nursing care proactively initiate contact with family caregivers of older patients and actively
involve these caregivers in a process of information exchange and joint decision-making as
partners in care.
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Previous studies primarily reported on family caregivers’ experiences of interactions
with nurses in the hospital based on qualitative studies that indicate that family caregivers
experience a lack of information and knowledge about disease related aspects, care, and
support20,21 and that their experiences of influence were limited.22 When their role as an expert
of the patient was acknowledged and valued, family caregivers perceived better interaction
and collaboration with health professionals.23,24
Three studies specifically measured collaboration between family caregivers and
healthcare professionals, such as nurses in the hospital, from the perspective of the caregiver.
In one study, coordination between health care providers and informal caregivers on
caregivers’ preparedness for caregiving was explored using a survey that was based on a
model of interprofessional collaboration.25 In two other studies, collaboration between
relatives of older patients and nurses was measured with the 56-item Family Collaboration
Scale (FCS) that has a broad scope and measures aspects other than only collaboration.26,27 In
order to specifically measure how family caregivers perceive their collaboration with nurses,
we aim to describe to what extent this collaboration occurs.

Method
This was a cross-sectional survey study.

Sample and setting
A convenience sample was used to identify one or more family caregivers of home-dwelling
patients ≥ 70 years who were admitted to the hospital for at least two days. In order to
measure collaboration between nurses and family caregivers, the following inclusion criteria
for caregivers were formulated: the family caregiver 1) visited the patient in the hospital, 2)
had contact with nurses during the hospitalization, and 3) was involved in making follow-up
agreements at discharge. Family caregivers of those patients who were living in a care facility
or had been admitted for day treatment were excluded. Family caregivers were defined as
persons who are important for patients’ support at home as identified by the patients
themselves; the caregivers could be partners, family members, friends, neighbors, etc. who
were not paid for their support. Family caregivers were recruited from five general hospitals
in the Netherlands, i.e., 22 hospital wards, six internal medicine wards, five cardiology wards,
five pulmonology wards, five neurology wards, and one geriatric ward.
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Measurements
Family Collaboration Scale
Collaboration was measured with the ‘20-item Family Collaboration Scale’ (FCS) Dutch
language version which was found to be a valid and reliable instrument for measuring family
caregivers’ perceptions of collaboration with nurses in the hospital.28 The 20-item FCS
consists of three subscales: Trust in nursing care, Accessible nurse, and Influence on
decisions. Psychometric properties showed sufficient ordinal alphas of .81, .87, and .88,
respectively, and a Cronbach’s alpha of .89 for the total scale.28 Response alternatives are
expressed in Likert scales from 1– 5 with a higher score representing a higher level of
collaboration. Response alternatives are Never-Always, or Totally Disagree – Totally Agree.
One ‘negatively’ formulated item of the scale (item 16) was subsequently reversed in order to
facilitate data analysis.
Family caregivers’ characteristics
Data on family caregiver characteristics included age, gender, marital status, relationship to
the patient, living together with the patient, professional background in healthcare, highest
level of education, and type and frequency of support offered to the patient at home. These
variables were part of the original FCS and, therefore, were included.

Procedure
Charge nurses screened admitted patients to determine whether they satisfied the inclusion
criteria. When eligible, patients were approached and informed of the study purpose by data
collectors who were fourth year bachelor nursing students. Next, the patient was asked to
provide names and addresses of primary caregivers. Approximately four to seven days
following the discharge of the patient from the hospital, a survey including a return envelope
was forwarded to family caregivers’ home addresses. After two weeks, a reminder was sent to
non-responders. Patients received written and oral information about the study and gave their
informed consent for obtaining patient demographics from the patients’ charts for publication
of the results. Family caregivers voluntarily participated in the study and gave their consent
for participation and publication of the results before completing the survey.
The Medical Ethics Review Committee of the University Medical Center Groningen
approved this study (Reference METc 2015/620). Permission for the study was granted by the
directors of the participating hospitals. Prior to its initiation, charge nurses were informed
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about its purpose by their managers and through a newsletter. Data were collected in 2016 and
2017.

Data analyses
Questionnaires with more than 25% of missing values (>5 missing items) in the total FCS
were excluded from analyses. Questionnaires with less than 25% missing values were
replaced by the series mean of the total scale in SPSS that is rounded to the nearest integer.29
For comparative purposes, the mean sum scores of the FCS and subscales were transferred to
a 100-point scale. Descriptive statistics were used to report mean item scores and standard
deviations. Correlations between family caregivers’ characteristics and the total and subscales
sum scores of the FCS were explored using a bivariate analysis with simple bootstrapping for
the correlation coefficient since the data are not normally distributed. Correlations with a
correlation coefficient of ≥ .30 are considered to be influential. Ordinal and ratio variables
were analyzed with Spearman’s correlation, nominal variables were measured with Cramer’s
V. SPSS version 24.030 was used for data analyses.

Results
Initially, 802 family caregivers were approached to participate in the study of which 506
responded; 302 were eligible to participate (see flowchart in Figure 1).
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802 Family caregivers were
approached
11 patients were transferred and 14 patients
passed away during the study
777 family caregivers were
sent a questionnaire
12 addresses were incorrect
15 questionnaires were returned to sender
5 family caregivers called to say they did not
want to participate
745 family caregivers

506 family caregivers returned
the questionnaire
31 respondents had > 25 % missing values
475 family caregivers
6 family caregivers did not visit patient in
hospital during the hospitalization
127 family caregivers did not have contact with
nurses
40 family caregivers stated no follow up
agreements were made at discharge
302 family caregivers eligible

Figure 1. Flowchart of eligible respondents
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Family caregivers’ characteristics
In Table 1, the characteristics of family caregivers are presented. Most of them were female,
and the majority was married. Most family caregivers were either a partner (50%) or a child
(39%) of the patient; 50% were living with the patient; and 62% had supported the patient for
more than one year. The majority of family caregivers (83%) visited the patient every day
during hospitalization or a few times (15%) per week, and 67% had contact with nurses one to
four times during the hospitalization.
Table 1. Characteristics of family caregivers
Mean (SD)
Age (year)

64.8 (13)
%

Gender

Marital status

Relationship to patient

Living with patient

Highest level of education

Professional background in
healthcare
Frequency of support at home

Female

71

Male

29

Married/living together

90

Single/divorced/widowed

10

Partner

50

Daughter/son

39

Other*

11

Yes

50

No

50

Primary/ lower vocational education

24

Secondary education: lower general/
upper vocational/ upper general

52

Bachelor/master education

24

Yes

23

No

77

Every day

44

4-6 times a week

11
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Table 1. Continued
%
2-3 times a week

23

Once a week or less

22

More than one year

62

4-6 months

9

3 months or shorter

7

Since discharge of relative out of
hospital

22

Every day

83

A few times a week

15

Once a week

1

Less than once a week

1

Frequency of contact with

More than 10 times

10

nurses during hospitalization

5-10 times

23

1-4 times

67

Duration of support at home

Frequency of hospital visits

Even though the main focus of the study is on family caregivers, a number of characteristics
of patients are also provided in order to offer a patient related context to the family caregivers
included in the study. The average age (SD) of patients was 79.2 (6.2) years old with 163
(55%) men and 131 (45%) female. Of these patients, 174 (60%) were married or living
together, 75 (26%) were widowed, and 39 were single (14%). The mean (SD) length of a
hospital stay was nine (6.4) days.
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Table 2. Scale scores of the Family Collaboration Scale and subscales
Subscale

Mean (SD)
100-point range

Trust in nursing care

75.4 (15.7)

Accessible nurse

73.5 (17.4)

Influence on decisions

58.8 (21.5)

Total Family Collaboration Scale

67.4 (15.6)

The higher the score, the higher the level of collaboration.

Collaboration
The mean scores of the subscales and total FCS are presented in Table 2. Overall, family
caregivers perceive their influence on decisions at the lowest mean score of 59, and the score
was highest on the items of the subscale of trust in nursing care and accessible nurse with a
mean score of 75 and 74 out of 100, respectively.
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Table 3. Percentages of responses and mean scores of family caregivers’ collaboration
Item #/ Subscales

Percentage of responses*

Mean (SD)

1-2

3

4-5

1. Nurses struck me as quite competent

4

10

86

4.4 (.85)

2. I trusted that my family member received all the necessary care during their stay

5

7

88

4.4 (.87)

3. I felt properly informed about my family member’s illness

14

13

73

3.9 (1.2)

4. Nurses treated patients with respect

1

4

95

4.5 (.63)

5. In any contact you had with the nursing staff, how often did you yourself initiate this? **

38

41

21

2.8 (1.2)

6. It was easy to contact a nurse that was familiar with my family member

7

24

69

3.9 (.96)

7. The nursing staff were happy to help whenever I sought them out

3

8

89

4.3 (.76)

8. The nursing staff had the time to speak to me

5

19

76

4.1 (.89)

9. I felt comfortable in expressing my feelings

9

21

70

3.9 (1.0)

10. I felt comfortable in expressing any criticism

19

28

53

3.4 (1.1)

11. Nurses were understanding towards my situation as a family member of the patient

8

16

76

4.0 (.98)

12. The nursing staff inquired about my knowledge of my family member’s situation

47

31

22

2.6 (1.2)

13. The nursing staff used my knowledge of my family member to their advantage

44

36

20

2.6 (1.2)

14. I was able to influence decisions that were made with regards to the care provided to my family

61

20

19

2.2 (1.3)

14

21

65

3.7 (1.2)

Subscale Trust in nursing care

Subscale Perceived accessible nurse

Subscale Perceived influence on decisions

member (eating, drinking, mobilizing, life-style)
15. I was satisfied with the influence I was allowed to exercise
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Table 3. Continued
Item #/ Subscales

Percentage of responses*

Mean (SD)

1-2

3

4-5

17

11

72

3.8 (1.4)

17. I was involved in making plans for my family member when he/she discharged from the hospital

28

18

54

3.4 (1.5)

18. I was happy with the follow-up agreements that were made once my family member was

10

9

81

4.2 (1.1)

19. I feel that my family member was discharged from the hospital at the proper time

13

10

77

4.1 (1.2)

20. I have received sufficient information with regards to how I can best help my family member

25

12

63

3.6 (1.5)

16. I was properly informed about the plans for my family member after he/she was discharged from
the hospital

discharged from the hospital

* 1-2: never /totally disagree; 4-5: always/ totally agree; **item was reversed
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In Table 3, the percentage of responses and mean score of family caregivers’
perceived level of collaboration are presented per item. Items of the subscale trust in nursing
care demonstrate that most family caregivers (95%) perceived nurses to be respectful towards
patients (4.5), 86% perceived nurses to be competent (4.4), and 88% had trust in the necessary
nursing care (4.4). A third (73%) of the caregivers felt that they were properly informed about
the patients’ illness with a mean score of 3.9 (Item 3). Items of the subscale accessible nurse
also show mean scores of approximately 4, indicating that family caregivers perceived most
nurses (89%) to be willing to help, and 76% stated that nurses had taken the time to talk with
them. Items of the subscale influence on decisions show that almost one third of the family
caregivers (72%) felt properly informed about plans for the patient’s discharge, and most (8l
%) were satisfied with follow-up agreements with mean scores between 3.6 – 4.2. Items
concerning nurses actually inquiring about family caregivers’ knowledge of the patient and
using that knowledge show lower mean scores (2.6) compared to other item mean scores of
this subscale. Just over half of the family caregivers (61%) were able to influence the
decisions that were made with regards to the care provided to the patient, which was rated
with the lowest mean score of 2.2.
In Table 4, correlations between family caregivers’ characteristics and the total and
subscales of the FCS are presented. A positive relationship was ascertained between family
caregivers who live with the patient and their level of trust in nursing care (V = .406; p = .000)
and the level of influence on decisions (V= .399; p =.049). A positive relationship was also
found between family caregivers’ frequency of contact with nurses and their level of influence
on decisions (r =.398; p=.000) as well as overall collaboration (r =.366; p=.000).
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Table 4. Correlations between family caregiver characteristics and total and subscales FCS

Scale and subscales

Total FCS

Trust in

Accessible

Influence on

nursing care

nurse

decisions

Coefficient

Coefficient

Coefficient

Coefficient

.065

.229**

-.019

.030

(0 =female)

.448

.267

.241

.321

(0=married)

.404

.162

.256

.432

(0= partner)

.443

.369*

.293

.379

(0= yes)

.463

.406**

.292

.399*

-.087

-.274**

.032

-.053

.472

.291

.302

.324

Frequency of support at homea

.064

.133*

.020

.023

Duration of support at homea

Characteristics
Agea
Gender

b

Marital status
Relationship to patientb
Living with patient

b

Highest level of education

a

Professional background in Healthcareb

(0= yes)

-.054

-.134*

-.055

-.001

a

-.009

.055

-.026

-.020

Frequency of contact with nurses during hospitalizationa

.366**

.062

.283**

.398**

.001

-.127*

.054

.017

Frequency of hospital visits

Duration of patient hospital admissiona

a

Ordinal and ratio variables were analysed with Spearman’s correlation; bnominal variables were analysed with Cramer’s V.

*P≤0.05; **P≤0.001
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Discussion
In this study, we explored the extent to which family caregivers of older hospitalized patients
perceive collaboration with hospital nurses as measured with the FCS consisting of the
subscales trust in nursing care, accessible nurse, and influence on decisions. The results of
this study show that, overall, family caregivers perceive nurses as trustworthy and accessible
and also perceive the level of information they receive from nurses regarding the patients’
illness, patients’ discharge information, and discharge time as relatively high. Two thirds of
the family caregivers rate their actual level of influence on decision regarding care activities
as low (2.2 on item 14), although the same number was satisfied with the influence they had
(3.7 on item 15). Only one fifth of the family caregivers stated that nurses inquired about their
knowledge of the patient or used their knowledge to the nurses’ advantage. In our study, no
specific caregiver characteristics such as age, gender, level of education, and having a
background in health care could be identified regarding their overall level of collaboration
with nurses. Finally, a positive correlation was determined between family caregivers’
frequency of contact with nurses and their level of influence on decisions and overall
collaboration.
Family caregivers in this study seem to have trust in nursing care and perceive nurses
as accessible and taking the time to talk to them which are the aspects of collaboration that are
necessary to co-create a collaborative relationship.18,19 Family caregivers who live with the
patient rate a higher level of trust in nursing care and influence on decisions than those who
do not live with the patient, which was also found in a study on family caregivers of intensive
care patients.31 Collaboration between nurses and family caregivers involves not only a caring
partnership that is characterized by trust, respect, and open communication but also concerns
those caregivers who are actively involved in decision making processes.15
In this study, caregivers rated their satisfaction with the overall influence they had
with a mean score of 3.7 (out of 5) and the ability to influence decisions that were made with
regards to the care provided to the patient with a mean score of 2.2. This suggests that family
caregivers are moderately satisfied but, at the same time, they felt that they were not
sufficiently involved in decision making. In a qualitative study on opportunities to influence
decisions regarding the care and treatment of an older hospitalized person, Nyborg, Danbolt,
and Kirkevold22 also found that caregivers experienced limited influence, and their
opportunities to influence decisions ranged from feeling invisible and reactively waiting for
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an invitation (especially older carers) to feeling visible and proactive in order to secure
influence. These findings may suggest that health professionals, such as nurses, do not expect
to involve family caregivers as partners in care. A reason might be that nurses mostly consider
the patients as their main concern14,32,33 and family caregivers as recipients of information
about the decisions already made by health professionals.6,34 In addition, nurses express
theoretical support for collaboration with family caregivers which often does not translate to
their clinical practise.15,26,35
Family caregivers also perceive the hospital as the domain of health professionals and,
therefore, tend to adapt to the system.34,35 or are unsure about what opportunities for
involvement might exist.36 A first step towards collaboration is that nurses pro-actively
initiate contact with family caregivers and assess and negotiate their respective roles as
partners in care.18 Since 83% of family caregivers in this study visited the patient every day,
there appears to be ample opportunities for nurses to meet with them during the
hospitalization. In an earlier study, we also found that family caregivers were largely present
during planned discussions between nurses and patients and were pro-actively involved as a
communication partner37 which afforded opportunities to interact structurally with family
caregivers. On the other hand, 127 family caregivers stated that they did not have any contact
with nurses other than being greeted and saying goodbye during the hospitalization of the
patient (Figure 1). To promote a constructive nurse-family relationship, nurses should take the
initiative to communicate with family caregivers.15,38
We found that only 20% of caregivers stated that nurses asked them about their
knowledge of the patient or used the caregivers’ knowledge to their advantage. In a society
such as the Dutch, there is increasing emphasis on older persons’ self-care so that they can
live at home longer. Therefore, nurses should involve family caregivers during the initial
admission intake in decision making processes on a structural basis, especially in planning
care activities. The family caregiver knows what the patient habits and lifestyle preferences
are at home in regards to eating, drinking, and activities of daily life. Therefore, it is important
that nurses acknowledge and utilize carers’ expertise when negotiating the patients’ care
plan.8 Discontinuity can arise between the care that is provided prior to and after a
hospitalization when caregivers are insufficiently acknowledged and involved, often resulting
in them feeling unprepared for caregiving at home.11 When applicable, collaboration with
family caregivers needs to be pro-actively organized by nurses in order to prepare these
caregivers for caregiving after the patient’s discharge13 and for maintaining the quality and
continuity of patient care.9,14
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This is one of the first studies that specifically explores how family caregivers
perceive their level of collaboration with nurses. This study highlights areas of improvement
in the nurses’ collaboration with caregivers. Professional nursing standards and family
nursing theories claim that it is part of nurses’ professional responsibility to support patients
and their family to strengthen the self-management of older people when possible.39,40 Contact
between nurses and family caregivers, therefore, should be part of the regular nursing care,
especially in countries where nurses are also responsible for the coordination of care during
the hospitalization of these older patients and have the most contact with family caregivers.
When family caregivers are involved in the organization of care on a structural basis
from admission to discharge, they contribute to the optimization of care that is offered to the
patient in the hospital and at home following discharge by simultaneously monitoring the
continuity of care.8,16 Therefore, is it advised to pro-actively plan a meeting with patients,
their caregivers, and other health professionals a few days after admission to the hospital. By
collaborating with family caregivers on a structural basis, the quality as well as the continuity
of care will be improved and, subsequently, the self-care abilities of a patient at home. In
order to implement these practices, adequate resources as well as organizational and
managerial support is required.15,41 In addition, collaboration with patients and their family
caregivers should be sufficiently anchored in hospital policies and health care professionals’
curricula.

Strengths and limitations of the study
A convenience sample of family caregivers of five general hospitals in the Netherlands was
obtained, and a number of steps were taken to ensure that the most appropriate patients and
their most significant family caregivers were included. In order to include the right target
group, family caregivers’ inclusion criteria could only be assessed after the patient was
discharged from the hospital. This resulted in a reduction of 23% of the family caregivers who
were sent a survey but did not satisfy the inclusion criteria for this study; it primarily
concerned those who had no contact with nurses during the hospitalization other than a
greeting and a goodbye.
Prior experiences of family caregivers with a hospital admission of their relative were
not taken into account and may have affected their responses as it was identified as a barrier
of collaboration.26 Family caregivers’ perceptions of collaboration with nurses entail
subjective responses and might provoke socially desirable responses which could influence
the validity of our study results.
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Conclusion
This study shows that family caregivers rate the collaboration domains ‘trust in nursing care’
and ‘accessible nurse’ as highest in that nurses showed respect for patients, were perceived as
competent, and had taken the time to help family caregivers whenever they sought the nurses
out. Family caregivers rated the domain ‘influence on decisions’ the lowest, especially their
influence on decisions with regards to the care provided to the patient. This study contributes
to the knowledge regarding collaboration between family caregivers of older patients and
hospital nurses. The caregivers are important for older persons in managing their chronic
conditions and their self-management abilities at home. Therefore, it is important that nurses
approach family caregivers as partners in care and negotiate appropriate patient care in order
to maintain continuity when an older person is temporarily hospitalized.
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