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Abstract

Aim/s: To explore next of kin satisfaction with cancer care, map next of kin sugges-
tions for involvement and combine this information to create a basis for improving
quality and safety in hospitals.

Design: Convergent parallel mixed-methods design applying the 20-item FAMCARE
Scale survey instrument for quantitative measurement of satisfaction with care and
with an open-ended question used for qualitative analysis.

Data sources: Responses from 238 next of kin (November 2016-November 2017).
Methods: Exploratory factor analysis, regression analysis and qualitative content
analysis were combined.

Results: Both hospitals scored better in medical treatment (median, interquartile
range: 1.5, 1.1-2.0), than in satisfaction with information and involvement of next
of kin (1.9, 1.3-2.4), p < .001 (Wilcoxon signed ranks test). After adjusting for differ-
ences in demographical and clinical variables, the total FAMCARE scores were 13%
higher (95% confidence interval: 1%-27%, Wald p = .029) at one of the hospitals.
Qualitative findings support that the hospitals are not providing an equal offer to
next of kin involvement in hospital cancer care that includes a proactive approach.
Conclusion: As a basis for quality and safety improvement, next of kin satisfaction and
involvement in cancer care should be addressed in a two-sided perspective, balancing
the next of kin's need for involvement in cancer treatment with the patient's perspective.
Impact: There is limited knowledge of next of kin satisfaction with hospital cancer
care and how next of kin would like to be involved in this trajectory. Several aspects
of satisfaction with cancer care can prompt change to improve service quality and
safety (e.g. information, involvement, practical care), but this is an underused source
of information. Next of kin are key in cancer care and our study demonstrates a
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1 | INTRODUCTION

Healthcare professionals often point to the next of kin as important
collaborative partners in improving the quality and safety of hospital
cancer care. At the same time, they are often excluded from system-
atic evaluations by the cancer care team (Bergergd, Braut, & Wiig,
2018b; Ekstedt, Stenberg, Olsson, & Ruland, 2014; Given, Given, &
Sherwood, 2012). We know that the burden for next of kin, is chal-
lenging and may increase in the wake of changes in cancer care
services where outpatient rather than inpatient clinics offer most
treatment (Romito, Goldzweig, Cormio, Hagedoorn, & Andersen,
2013). Hence, next of kin face a complex set of challenges created
by more aggressive treatment, earlier patient discharge and longer
survival (Blindheim, Thorsnes, Brataas, & Dahl, 2013; van Ryn et al.,
2011; Stenberg, Ruland, & Miaskowski, 2010; Thorsnes, Blindheim,
& Brataas, 2014). The complexity of challenges and potentially both
social and ethical implications for the next of kin are described by
Tranberg, Andersson, Nilbert, and Rasmussen (2019) in terms of e.g.
setting aside their own needs, having role as a project manager and

losing sense of own identity (Tranberg et al., 2019).

2 | BACKGROUND

Next of kin are important in monitoring and managing the cancer
patient's symptoms (Can et al., 2011; Kim & Yi, 2015). Several stud-
ies argue that healthcare systems should place greater emphasis on
next of kin burden related to the trend of a more shared responsi-
bility for the cancer patient (Litzelman, Kent, Mollica, & Rowland,
2016; Romito et al., 2013; Stenberg et al., 2010). Consequently, lack
of structured next of kin involvement can cause anxiety and stress
for the next of kin (McCarthy, 2011) and for healthcare profession-
als (Bergerad, Braut, & Wiig, 2018; Croskerry, Abbass, & Wu, 2010).

Theory and conceptual models on patient and public involvement,
have been criticized for failing to embrace the complexity of involve-
ment (Tritter, 2009). There is a tendency to assume that next of kin
involvement is conducted for the next of kin themselves (McCarthy,
2011). There is, however developing evidence from studies arguing
that next of kin involvement also affects quality and safety processes
and outcomes for the patients (Aase, Laugaland, Dyrstad, & Storm,
2013; Ekstedt et al., 2014; Laidsaar-Powell et al., 2016).

Many healthcare organizations have recognized that user in-
volvement can improve services quality and safety (Doyle, Lennox,
& Bell, 2013; Lawton et al., 2017). Several studies argue that clin-

ical effectiveness, patient safety and patient experiences have to

potential large impact on future practical ways of improving cancer care service pro-

vision in an integrative perspective including next of kin.

cancer nursing, FAMCARE, hospitals, mixed method, next of kin, patient safety, quality, survey

be considered when working on improving care quality (Davis et al.,
2013; Doyle et al., 2013; Wells, Campbell, Kumar, Clark, & Jean-
Pierre, 2018). Other studies highlight the importance of using patient
and stakeholder experiences as a basis for improvement (Davies &
Cleary, 2005; Groene et al., 2014; O'Hara, Aase, & Waring, 2018).
Here next of kin also play a key role.

Some knowledge exists about next of kin satisfaction with cancer
care (Augustussen, Hounsgaard, Pedersen, Sjogren, & Timm, 2017;
Can et al.,, 2011; Johnsen, Ross, Petersen, Lund, & Groenvold, 2012;
Kim & Yi, 2015). Most of the research in this field has explored sat-
isfaction with palliative care (Aspinal, Addington-Hall, Hughes, &
Higginson, 2003; Dy, Shugarman, Lorenz, Mularski, & Lynn, 2008;
Ringdal, Jordhoy, & Kaasa, 2002). There is however, limited knowl-
edge about satisfaction with cancer care in a long-term setting
(Rodriguez, Bayliss, Jaffe, Zickmund, & Sevick, 2010). In addition,
there are, only a few studies on how data about satisfaction can be
used to improve quality and safety in health care (Aspinal et al., 2003;
Wells et al., 2018).

Although, mixed-method studies exits in the cancer area, there is
only a limited amount of studies combining qualitative and quantita-
tive data about next of kin satisfaction with care together with map-
ping their suggestions for involvement (Aspinal et al., 2003; Hannon
et al., 2013; Partanen, Lemetti, & Haavisto, 2018). This indicates an
unexplored potential for mixed-methods design looking into next of

kin satisfaction with care and their interest in being involved.

3 | THE STUDY
31 | Aim/s

The aim of this study was to investigate next of kin satisfaction with
cancer care and their suggestions for involvement in cancer care in
two Norwegian university hospitals. Moreover, we aimed at combin-
ing this information as a basis for improving quality and safety in
hospital cancer care. Our prior hypothesis was that next of kin would
report high satisfaction, but we anticipated variations between hos-
pitals and identification of new involvement methods that altogether
could inform areas of improvement.

The following research questions (RQ) guided our study:

e RQ 1 What are the similarities and differences in next of kin satis-
faction with cancer care in the two Norwegian hospitals?
e RQ 2 How would next of kin like to be involved in cancer care in

the two Norwegian hospitals?
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Based on the results of RQ 1 and RQ 2 we discuss how
measuring next of kin satisfaction and identification of tar-
geted next of kin involvement methods can inform cancer care

improvement.

3.2 | Design and study setting

This study has a convergent parallel mixed-method study design
(Creswell, 2014). Four cancer care inpatient units and three out-
patient clinics in two university hospitals in Norway constitute the
study setting. The hospitals were selected because they are com-
parable in size, structure and have the same external context be-
longing to the same health region (see also (Bergergad, Gilje, et al.,
2018b).

This article is designed with a convergent design with a question-
naire variant. The mixed-method approach in this article explores
quantitative measures assessed by surveying next of kin satisfaction
in two hospitals, supported by qualitative text variables embedded
in the survey questionnaire to identify possible ways of involving
next of kin. We considered the qualitative component as an import-
ant way of identifying ways of improving satisfaction, involvement
and quality and safety (Bergergd, Braut, et al., 2018; Bergergd, Gilje,
et al., 2018b; Doyle et al., 2013). The quantitative component was
the main driver in the study, but both the quantitative and qualitative
results were important in the discussion section where they were in-
tegrated and supplement each other, as suggested as a way of mixing
results in these types of designs (Creswell, 2014). The advantage of
this approach was to strengthen the understanding of the quantita-
tive results and the possible differences between the two hospitals,
with qualitative interpretation and explanations (Creswell, 2015;
O'Cathain, Murphy, & Nicholl, 2010; Ostlund, Kidd, Wengstrom, &
Rowa-Dewar, 2011).

3.3 | The questionnaire survey

In the first part of the survey questionnaire, the next of kin were
asked to disclose information about themselves and the patient.
We mapped the next of kin's variables: age, gender, relationship(s)
to the patient, children living at home, highest degree of education
and length of employment. For the patients we mapped the vari-
ables: age, gender, diagnosis and length of contact with the cancer
department.

The survey instrument was the 20-item FAMCARE Scale. The
FAMCARE scale was developed to measure family satisfaction
with advanced cancer care (Kristjanson, 1993; Ringdal et al., 2002;
Ringdal, Jordhoy, & Kaasa, 2003). Satisfaction of care is a frequently
used outcome measure to evaluate how patients and/or family mem-
bers evaluate the care they are given (Dy et al., 2008; Ringdal et al.,
2002). Satisfaction with care in this study covers a broad range of
items relevant for cancer care services (e.g. availability, service, in-

formation, care and involvement). We used the Norwegian survey

version translated and validated by Ringdal and colleagues (Ringdal
etal.,, 2002, 2003). In this version, item Q9 replaces the original term
‘doctors’ with ‘healthcare professionals’. Twenty aspects of cancer
care are considered by using a 5-point Likert format (a) very satisfied,;
(b) satisfied; (c) undecided; (d) dissatisfied; and (e) very dissatisfied.
This was done in other studies (Can et al., 2011; Ringdal et al., 2002).
We also provided an alternative, ‘not relevant’, as recommended in
FAMCARE guidelines (Beaumont & Nekolaichuk, 2019). Additionally,
we incorporated the open-ended questions: Based on your experi-
ence, how should involvement of next of kin be done to improve quality
and safety in cancer care? Do you have any specific suggestions? The
next of kin were given space in which to reflect and elaborate on
their responses. All data were collected in parallel by responding to
the survey.

3.4 | Sample/ Participants

A consecutive sampling strategy was used (Polit & Beck, 2014). We
recruited next of kin to patients with a cancer diagnosis in different
stages of the cancer care trajectory. Further inclusion criterion for
patients and next of kin was to have been in contact with the hos-
pital with a minimum of 3-6 months. The next of kin had to be over
the age of 18, be able to give informed consent and be able to read
and write Norwegian. During the recruitment, 250 patients and their
next of kin were contacted at each hospital between November
2016 and November 2017. A total of 238 next of kin from both hos-

pitals responded.

3.5 | Data collection

Appointed healthcare professionals at seven inpatient and outpa-
tient wards at the two university hospitals invited patients to par-
ticipate in the study. After obtaining patient consent, the healthcare
professionals approached each patient's next of kin and asked if
they were willing to complete a questionnaire. The healthcare pro-
fessionals were given informal training on how to administer the

guestionnaire.

4 | ETHICAL CONSIDERATIONS

The questionnaires were completed anonymously and the only
identifying information was the name of the hospital ward. The
guestionnaires were returned in a sealed envelope to the ward, or
mailed in a prepaid envelope directly to the researcher (1JB). The
Regional Committee for Medical and Health Research Ethics in
Norway (2015/1488) approved the study. Participation in the study
was based on voluntary recruitment and informed consent from the
patient and next of kin. The data protection officers in both hospi-
tals approved the project and thereby ensured permission from the

hospitals.
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5 | DATA ANALYSIS

5.1 | Quantitative data analysis

We used IBM SPSS v. 24 for statistical analysis unless otherwise
noted. Participants with missing data on the variables involved in a
particular model were excluded per analysis (available case analy-
sis). p < .05 was considered statistically significant. Descriptive
statistics of demographic and clinical variables and individual
items' scores for the FAMCARE scale are presented as means and
standard deviations (SD) and as counts and percentages. Item re-
sponses ‘Not Relevant’ were treated as missing and excluded from
further analyses. Percentages of next of kin responding as satis-
fied or very satisfied are presented for the individual hospitals and
compared using Poisson regression with robust standard errors,
thus reporting relative risks/probabilities (RR). Both unadjusted
RRs and RRs adjusted for clinical and demographic variables are
presented along with 95% confidence intervals (Cl) and p-values
from Wald tests.

An exploratory factor analysis was performed in R v. 3.4.1 with
package psych (Revelle, 2018). Due to the ordinal nature of indi-
vidual items, we analysed polychoric correlations. The number of
factors was decided by parallel analysis (Horn, 1965), where for
each factor the empirical eigenvalues were compared with the
means of eigenvalues obtained from resampled data. We used
various extraction methods, which gave consistent results; the
presented results are from maximum likelihood extraction and
applying Oblimin oblique (non-orthogonal) rotation. Missing data
were excluded pairwise, meaning that the pairwise correlations
were estimated with all available cases for the specific correla-
tion. Item 14 was excluded from factor analysis, in accordance
with (Ringdal et al., 2003). As a further exploration of the data, we
grouped items that loaded 20.6 on a factor; and finally these group
means and the mean satisfaction score using the total FAMCARE
scale and while excluding item 14 were compared between hos-

pitals and between categories of respondents and patients using

TABLE 1 Example of the content analysis process

Condensed meaning

unit Condensed
Descriptions close meaning unit with
Meaning unit (Plain text) to text interpretation

Be clearer on what Next of kin feel a
| as a next of kin

can contribute

Everything will be
individual, depending

on the patient and the They have full

little on the side.

linear regression. Due to skewness in these outcome variables,
descriptive statistics are presented as medians and interquartile
ranges (IQR) and the variables were log-transformed prior to the
regression analysis. The regression coefficients obtained in this
way have been exponentiated so that the presented results have
the interpretation of approximately the percent difference in me-
dian outcome score (Barrera-Gémez & Basagafa, 2015). Results
from both univariable and multivariable regression analyses are

presented.

5.2 | Qualitative data analysis

The qualitative content analysis followed a four-step interpretive
characterization of the content influenced by Graneheim and col-
leagues (Graneheim & Lundman, 2004). Step 1: Discovering mean-
ing units in plain text; Step 2: Condensing the meaning units with
underlying interpretations; Step 3: Open coding followed by defining
sub-categories leading into categories on the manifest and descrip-
tive level; Step 4: Comparison across the cases to rebuild emerging
themes on a latent and interpretive level. 1JB developed the analysis
with several iterations with SW and GSB. Table 1 gives an example

of the steps in the interpretive process.

5.3 | Side-by-side mixed-methods analysis

There are several ways of merging data in mixed-method analysis
(Creswell, 2014; Fetters, Curry, & Creswell, 2013). For this study we
merged the data from the statistical analysis of the survey results
and the qualitative content analysis to address the aim of the study
and understand how next of kin satisfaction and ways of involving
next of kin can improve service quality and safety in cancer care.
The qualitative analysis and quantitative analysis have been done
separately and brought together in a side-by-side comparison in the

discussion section as suggested by Creswell (2014). In the discussion

next of kin. For my/our
part: Certainly more
clearly on what | as a
next of kin can contribute
to the treatment and
rehabilitation process. |
am feeling ‘a little on the
side’. | understand that
the focus should be on
the patient

to the treatment
and rehabilitation
process. | am feeling
‘a little on the side’. |
understand that the
focus should be on
the patient

understanding that
the focus should
be on the patient,
but they need more
clear descriptions
about how they
can contribute to
the treatment and
rehabilitation
process

Code Sub-category Category Theme

Next of Next of kin Acting inthe  ‘Neitherin
kin have get too little patients’ nor out of
arole ‘on education on best treatment
the side’ how to help interest processes’

and ease the
treatment even
though a lot
happens at home
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we compare the results and note where there is convergence or di-
vergence between them and how the qualitative findings confirmed,
disconfirmed or added new dimensions to the results. We developed
a model of the Involvement Pendulum to help understand the inte-
gration of results and the implications for cancer care (please see
Figure 1).

5.4 | Validity and reliability/Rigour

During development of the scale, Kristjanson (1993) found the
instrument to be valid and reliable for measuring next of kin
satisfaction with advanced cancer care in Canada, with crite-
rion validity in relation to the McCusker scale of about 0.8, a
Cronbach's alpha of 0.93 and a 24-hr test-retest reliability of
0.92. The psychometric properties of the FAMCARE survey in-
strument were assessed by Ringdal et al. (2003) for use in ad-
vanced cancer care in the Norwegian context. They found that
19 out of 20 items would form a strong one-dimensional scale,
) of
0.59 and Cronbach's alpha of 0.93. The full scale was however

with a weighted Loevinger's coefficient of homogeneity (ngt
found to be weak, with a ngt of 0.27. We have supplemented the
questionnaire with open-ended questions to address any meth-
odological issues with measuring satisfaction with care for can-
cer patients, as recommended in Willis, Evandrou, Pathak, and
Khambhaita (2016).

The data were entered manually into a file IBM SPSS Statistics by
1JB, and a random 10% sample was checked and found satisfactory
by BG.

Trustworthiness in the qualitative analysis was ensured by
member checks and discussion of preliminary results of the analy-
sis in a one-day seminar with healthcare professionals and next of
kin representatives from the two involved hospitals, in November
2018. In addition, authors discussed the findings and analysis in
several meetings to ensure the quality of the content analysis
(Patton, 1990).

6 | RESULT

6.1 | Quantitative results
6.1.1 | Sample characteristics of participants

The total study sample comprised 238 next of kin, amounting to a
response rate among those recruited of 48%; 60% at hospital 1 and
36% at hospital 2. Table 2 summarizes the characteristics of the re-
spondents with sociodemographic and clinical variables in the total
sample and in the two case hospitals. In the total sample, the next
of kin (N = 238) comprised 59% women and 41% men. The mean age
was 60.2 years (SD 12.1). As many as 22.6% reported to be 70 years
or older and 47.7% stated that they did not work. Most respondents
were either the spouses or partners (74.8%) or adult children of the
patient (14.7%). Almost half of the respondents (42.6%) had a col-
lege/university grade.

The distribution of the patients’ gender was approximately
even. The percentage of patients whose contact to the cancer
department had been less than a year was 42.3%; 15.8% reported

Patient needs
(Safety, help,
support)

How Safety for the

Next of kin needs
(role, prerequisite,

resources and
possibilities)

/ patient is perceived
/ by the next of kin

/ Involvement
(conferences held,
interventions,
support, care,
ackonowledgment)

< 7" How next of Kifact ™~~~ """
in Treatment and /
/ care decisions and /

/’ performance '

How information to
next of kin are
embedded regularly

FIGURE 1 Theinvolvement pendulum
[Colour figure can be viewed at
wileyonlinelibrary.com]
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TABLE 2 Characteristics of the respondents and the patients

Variables

Next of kin
Age, years
Mean (SD)
<40
40-59
60-69
270

Gender, women

Relationship with patient

Spouse/partner
Child
Parent
Other
Education
Primary School
High School
College/university
Employment
Full-time
Part-time
None
Patient
Age, years
Mean (SD)
<50
50-69
270

Gender, women

Type of ward, inpatient

Diagnosis

Gastrointestinal cancer

Pancreatic cancer
Breast cancer

Prostate cancer

Haematological cancer

Melanoma
Other cancer

Not specified

Duration of contact, years

<1.0
1.0-1.9
2.0-4.9
>5.0

Total (N = 238)

(N = 235)
60.2(12.1)
8(3.4%)

98 (41.7%)
76 (32.3%)
53(22.6%)
141 (59.2%)
(N =228)
178 (74.8%)
35 (14.7%)
9 (3.8%)
6(2.5%)

(N =235)
33 (14.0%)
102 (43.4%)
100 (42.6%)
(N =235)
93 (39.6%)
30(12.8%)
112 (47.7%)

64.3(12.5)
25 (10.5%)
122 (51.3%)
91 (38.2%)
112 (47.1%)
103 (43.3%)

40 (16.8%)
14 (5.9%)
33(13.9%)
11 (4.6%)
61 (25.6%)
11 (4.6%)
29 (12.2%)
39 (16.4%)
(N =234)
99 (42.3%)
37 (15.8%)
61 (26.1%)
37 (15.8%)

Hospital 1 (N = 149)

(N =147)
59.6 (12.0)
5(3.4%)
63 (42.9%)
49 (33.3%)
30 (20.4%)
85 (57.0%)
(N = 144)
114 (76.5%)
22 (14.8%)
4(2.7%)
4(2.7%)
(N =147)
19 (12.9%)
68 (46.3%)
60 (40.8%)
(N =147)
56 (38.1%)
22 (15.0%)
69 (46.9%)

64.4(11.6)
16 (10.7%)
75 (50.3%)
58 (38.9%)
73 (49.0%)
48 (32.2%)

17 (11.4%)
8(5.4%)
29 (19.5%)
6 (4.0%)
52 (34.9%)
9 (6.0%)
12 (8.1%)
16 (10.7%)
(N =147)
56 (38.1%)
22 (15.0%)
46 (31.3%)
23 (15.6%)

WILEY-—%

Hospital 2 (N = 89)

(N =88)
61.2 (12.0)
3(3.4%)
35 (39.8%)
27 (30.7%)
23(26.1%)
56 (62.9%)
(N =284)
64 (71.9%)
13 (14.6%)
5(5.6%)
2(2.2%)
(N=188)
14 (15.9%)
34 (38.6%)
40 (45.5%)
(N =88)
37 (42.0%)
8(9.1%)
43 (48.9%)

64.2 (14.1)
9 (10.1%)

47 (52.8%)
33(37.1%)
39 (43.8%)
55 (61.8%)

23(25.8%)
6(6.7%)

4 (4.5%)
5(5.6%)

9 (10.1%)
2(2.2%)
17 (19.1%)
23(25.8%)
(N =287)
43 (49.4%)
15 (17.2%)
15 (17.2%)
14 (16.1%)

Note: SD Standard deviation. Data are presented as count (percentage) unless otherwise specified. The number of non-missing cases is indicated for

variables with missing data.
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that their contact with the cancer department had been five
years or more. The most frequent cancer diagnoses among the
patients were haematological (33.3%), gastrointestinal (21.9%)
and breast cancer (18.0%). However, a large group in the sam-
ple (13.4%) did not report a specific diagnosis beyond cancer. In
hospital 2, 39.3% of respondents (N = 88) did not state a specific
diagnosis.

6.2 | Satisfaction with care based on
individual items

Table 3 (Figure S1) gives an overview of the scores on individual
items in the FAMCARE scale based on the total sample of 238 par-
ticipants and shows that in all items most respondents reported
to be satisfied or very satisfied. The highest satisfaction with care
(satisfied/very satisfied >90%) was found in Q6 (Availability of a
hospital bed) and Q12 (Availability of nurses to the family). The
items with the lowest satisfaction with care (dissatisfied/very
dissatisfied >15%) were found in Q7 (Family conferences held to
discuss the patient’s illness) and Q14 (Time required to make a
diagnosis).

Overall, there were 9.6% missing responses on the FAMCARE
scale questions, mostly due to respondents answering ‘Not
Relevant’ (7.4%). The number of missing responses varied substan-
tially among the items, with <6% missing on 12 items and 225%
missing on Q15 (The way the family is included in treatments and
care decisions) and Q16 (Information given about how to manage
the patient's pain).

For all individual items, there was an observed 10-40% higher
percentage of satisfied or very satisfied next of kin in hospital 1
than in hospital 2 (observed RRs between 1.1 & 1.4) (Table S1). After
adjustment for next of kin-related (age, gender, education and rela-
tionship with the patient) and patient variables (age, gender, diagno-
sis, duration of contact with the ward and inpatient vs. outpatient
ward), there were statistically significant differences between the
two hospitals in items Q3 (Answers from healthcare professionals),
Q12 (Availability of nurses to the family), Q13 (Coordination of care),
Q15 (The way the family is included in treatments and care deci-
sions), Q18 (How thoroughly the doctor assesses the patient's symp-
toms) and Q20 (Availability of the doctor to the patient). The largest
difference was found for Q15 with a 30% increased probability of
being satisfied or very satisfied at hospital 1 (RR 1.3, 95% Cl 1.1-1.7,
p =.013).

6.3 | Factor analysis

In an exploratory factor analysis, we obtained two factors (Table 4).
Inspection of factor loadings revealed a pattern where items loading
high on factor F1 seemed to regard information and involvement of
the next of kin; items loading high on factor F2 were related to the

medical treatment of the patient.

6.4 | Satisfaction with care based on
summary scores

The scores were higher on involvement related items (median 1.9,
IQR 1.3-2.4) than on treatment related items (1.5, 1.1-2.0), p < .001
(Wilcoxon signed ranks test); indicating more satisfaction with treat-
ment (Table 5). Hospital 1 scored better on all summary scores; the
observed median scores were 15%-17% higher in hospital 2, indi-
cating greater dissatisfaction. The differences were reduced after
adjustment for demographic and clinical variables; however, they
remained statistically significant for all summary scores apart from
the involvement-related items (Table 5).

Regarding the demographicand clinical variables, some statistically
significant differences in satisfaction were seen for the FAMCARE
total summary score (with and without Q14) and for involvement-re-
lated but not for treatment-related items (Table S2). The older respon-
dents (260 years) were more satisfied, with median scores 16%-28%
lower than those of the reference group (40-59 years). In addition,
the next of kin were more satisfied when patients were in an outpa-
tient ward (median scores 13%-19% lower). A tendency for greater
satisfaction among next of kin with less education disappeared when
adjusting for the other variables. The full models, including hospital
as explanatory variable, explained 20%-21% of the variance in (log
transformed) total summary scores and care-related items but only
12% of the variance in treatment-related items (Table S2).

6.5 | Qualitative results

One hundred next of kin (52 from hospital 1 and 48 from hospital
2) answered the open-ended questions in the questionnaire. The
analysis of the qualitative data resulted in three common themes for
both hospitals, describing the visibility of the next of kin role in the
cancer care trajectory. Table 6 gives an overview of sub-categories,
categories and themes. Further, based on findings in the analysis, the
three themes are presented with categories and examples of quotes
to illustrate satisfaction with care, involvement and suggestions for
ways of improving this in cancer care.

6.6 | Being on parallel information tracks

This theme described what the next of kin considered important qual-
ity and safety measures for the patients in the cancer care trajectory.

6.6.1 | Guardians in the cancer care trajectory

Results showed that many respondents considered themselves the
guardians of the patient. To become and remain an important re-
source for the patient and the healthcare system, these respondents
noted that information adapted to their role, resources and capa-

bility was crucial. They argued that their information needs as the
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TABLE 4 Results from factor analysis of the FAMCARE scale

Factor loadings

Item Explanation n F1 F2
Q1 The patient's pain relief 196 -0.01 0.77
Q2 Information given about the patient's prognosis 235 0.73 0.09
Q3 Answers from healthcare professionals 227 0.63 0.25
Q4 Information given about side effects 230 0.34 0.39
Q5 Referrals to specialists 189 -0.03 0.78
Q6 Availability of a hospital bed 207 -0.12 0.75
Q7 Family conferences held to discuss the patient's illness 189 0.87 -0.13
Q8 Speed with which symptoms are treated 230 0.04 0.68
Q9 Doctor's attention to patient's description of symptoms 235 0.17 0.69
Q10 The way tests and treatments are performed 234 0.26 0.57
Q11 Availability of doctors to the family 212 0.95 -0.04
Q12 Availability of nurses to the family 213 0.82 -0.01
Q13 Coordination of care 227 0.40 0.49
Q14 Time required to make a diagnoses 223 - -
Q15 The way the family is included in treatments and care decisions 170 0.82 0.03
Q16 Information given about how to manage the patient's pain 178 0.73 0.13
Q17 Information given about the patient's test 226 0.83 0.07
Q18 How thoroughly the doctor assesses the patient's symptoms 226 0.05 0.85
Q19 The way tests and symptoms are followed up by the doctor 230 -0.07 0.96
Q20 Availability of the doctor to the patient 228 0.32 0.59

Factor analysis applying polychoric correlations, maximum likelihood extraction and parallel analysis to decide number of factors. Factor loadings by
Oblimin rotation. Missing data were excluded pairwise. Item 14 was not included in the analysis. Factor loadings in boldface (20.6) indicate the items
included in subtotals.

TABLE 5 Overview and comparison of hospitals on summary scores from the FAMCARE scale

Total Hospital 1 Hospital 2 Unadjusted Adjusted*
% diff (95% % diff (95%
FAMCARE items n,/n, Median (IQR) Median (IQR) Median (IQR) CI) p n,/n, Cl) p
Total 141/87 1.7(1.3,2.2) 6(1.2,2.1) 1.9(1.4,2.4) 17 (7, 29) .001 131/79 13(1, 27) .029

Total without item Q14 143/87 1.7(1.2,2.2)
Treatment-related items 142/86 1.5(1.1,2.0)
Involvement-related items 132/83 1.9(1.3,2.4)

1.2,2.1) 1.9(1.3,2.4) 17 (7, 29) .001  133/79 13(1, 2¢) .034
1.0,2.0) 1.7(1.2,2.2) 15 (5, 27) .003 132/78 14 (1, 29) .032

6(
6(
4(
7(1.3,2.2) 2.0(1.4,2.6) 17 (5, 30) .005 123/76 11(-3,27) .13
Note: n1 Number of analysed cases from Hospital 1, n2 Number of analysed cases from Hospital 2, IQR Inter quartile range, diff Difference, CI
Confidence interval, p P-value from Wald test. All summary scores calculated with requirement > 60% valid responses for the included items.
Treatment-related items: Q1, Q5, Q6, Q8, Q9, Q18 and Q19. Involvement-related items: Q2, Q3, Q7, Q11, Q12, Q15, Q16 and Q17. Mean scores have
been log-transformed prior to analysis, and the presented effects are exponentiated beta coefficients from linear regression which are approximately
the percent difference in medians25.

*Adjusted for next of kin related variables: age, gender, education, relationship with the patient; and patient variables: age, gender, diagnosis, duration
of contact with the ward and type of ward (outpatient vs. inpatient). Participants missing data for any of the variables involved in a particular model
were excluded.

next of kin differ from the information needs of the patient. Results Even if the patient does not want to know that the
also showed that the handling of information needs by healthcare end is coming, you should ask the next of kin if they
professionals was essential for next of kin's satisfaction with patient want to know. | feel that the doctor is less available to

safety in the hospitals: answer honest and specific questions.
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TABLE 6 Overview of sub-categories, categories and themes

Themes Being on parallel information tracks

Categories Guardians in the cancer care trajectory

Next of kin need different information than
the patient

Next of kin suggest they should have their own
designated consultation

In case of critical illness, it should not be only
up to the patient to decide if the next of kin
should get information.

Next of kin need regular information on
pathology, treatment options, side effects
and patient case history

Sub-categories

Neither in nor out of treatment
processes

Acting in the patients’ best interest

Involvement in treatment and care
processes can be crucial for the
recovery process.

Next of kin suggest more
systematic training in how to
contribute in the treatment
process

If next of kin are properly involved,
adverse events might possibly be
prevented

The act of balancing involvement
needs

The proactive approach

Next of kin see themselves as an
important source of knowledge
and as a collaborative partner with
healthcare professionals

A cancer diagnosis involves the
whole family

When next of kin are involved they
are more satisfied with patient care

Families with children and older
people need closer attention and

In other words, next of kin perceived themselves on a parallel
track with the patient but with different information needs. They
suggested having their own private conversation with healthcare
professionals. Some respondents even claimed that it should not just
be up to a critically ill patient to decide who should get information.
They argued that next of kin depend on information to live up to
their responsibilities as part of the treatment process. They added
that they needed to be updated regularly by healthcare professionals
on the patient's pathology, treatment options, side effects and espe-
cially if there were any changes in the patient's case history, including
cognitive status:

Important to get information on treatment options
and development of the illness. It can be difficult to
understand what happens and why if something is
being changed.

6.7 | Neither in nor out of treatment processes

This theme focused on the next of kin roles, contribution and the
possible impact on patient outcome.

6.7.1 | Actingin the patient's best interest

The respondents described how they stood side-by-side with the
patient throughout the entire treatment process. They tried to un-
derstand and act in the patients™ best interest, often with incomplete
information and their own lay interpretations of the patient's condi-
tion. The results also showed that if the next of kin were in line with
the patient, adverse events might be prevented. For example, if the
healthcare professionals collected next of kin opinions of and experi-
ences with the patient, they could gain important insights into the de-
cision-making processes by better understanding the patient’s status:

When the patient has reached a certain age as in our

case, it is important that next of kin get complete

involvement

information. We (next of kin) can also have important
information to give the doctor on how the patient is
doing at home. If the information is given only to the
patient, things may go wrong. The patient might not
able to comprehend all of the information and ask the

right questions.

The results showed that the next of kin considered themselves an
extension of the healthcare professional team, but the descriptions
also showed their dissatisfaction with being in a kind of limbo. On the
one hand, they were not healthcare professionals and on the other,
they were not the patient. As such, they were neither inside nor out-
side of the treatment process. The respondents repeatedly insisted
that next of kin involvement in the patients’ treatment and care could

be crucial for the patient's recovery:

As a next of kin, you really get little information that is
aimed at you on how to help and ease the treatment

even if a lot happens at home.

6.8 | The act of balancing involvement needs

This theme represents a bridge between the two other themes.
The two other themes focused more on patient outcome, next of
kin roles and expectations for the patient's sake, but this theme de-
scribes the importance of involving the next of kin for their own sake
as key to their satisfaction with cancer care.

6.8.1 | The proactive approach

Next of kin considered themselves as an important source of knowl-
edge and a partner with the team of healthcare professionals. Next
of kin described that if they were more systematically involved as
collaborative partners it could have positive consequences not only
for patient outcome, but also for themselves. A serious cancer diag-

nosis involves the patient's whole family, but affects each member
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in a different way, they argued. The respondents claimed that they
would feel less anxious if they were more involved in decision-mak-
ing, kept updated on the patient's status and trained in meeting the
patient's needs. This theme showed how next of kin's involvement
was in their own and the patient's best interest. The result showed
that when next of kin were involved, they tended to be more satis-
fied with the care being given. However, the results indicated a need
to offer tailored interventions to families with minor children and
adult next of kin to older patients. These interventions should be
balanced and customized to the individual patient and next of kin

needs:

Next of kin should have the opportunity to follow the
patient to treatment, consult with the doctor or other
healthcare professionals. We need our own consul-
tations as soon as possible. | believe there are more
questions from the next of kin than from the patient.
Next of kin will continue living after the patient has
passed away.

7 | DISCUSSION

To our knowledge, this is the first mixed-method study measuring
next of kin satisfaction with cancer care in two hospitals. The quanti-
tative results confirmed our prior hypothesis, that next of kin would
report high satisfaction with care in both hospitals. This is consist-
ent with other studies reporting high satisfaction from next of kin
(Johnsen et al., 2012; Ringdal et al., 2002). We have demonstrated
how next of kin satisfaction with hospital cancer care can be meas-
ured by the FAMCARE survey instrument that is also supplemented
with open-ended questions about relevant next of kin involvement
methods. This was done to address any methodological issues by
measuring satisfaction (Willis et al., 2016). How to integrate the next
of kin perspectives, satisfaction and identifying ways of being in-
volved in health care, quality and safety activities is not well-under-
stood (Vincent & Davis, 2012). This study demonstrates a possible
way forward for practitioners and gives ideas for future research in
larger multicentre studies. We argue that the issue of satisfaction
is not always necessarily a key in itself; it needs to be conceptual-
ized in a service setting or activity. Therefore, data on satisfaction or
other experiences could be applied in feedback processes, as a basis
for indicating where service providers should focus on keeping up
good results and identify areas with obvious room for improvement
(Fisher & Mazor, 2017; Hollnagel, 2017).

Our study is consistent with another study showing high levels
of next of kin dissatisfaction in Q14 (Time to make a diagnosis) and
Q7 (Family conferences held to discuss the patient’s illness; Johnsen
et al., 2012). Our qualitative results confirmed the challenges with
family conferences and lack of involvement. However, our study also
contributed to identify new solutions since our respondents sug-
gested to establish specific meetings with next of kin and healthcare

professionals, without the patient present.

The highest levels of satisfaction in our study were found in
Q6 (Availability of a hospital bed) and Q12 (Availability of nurses
to the family). In a study from 2010 (Rodriguez et al., 2010) where
the FAMCARE instrument was tested in a long-term cancer setting,
these two items were found to correlate weakly with the instrument
total. In our study, Q6 was strongly correlated to the Treatment fac-
tor and Q12 was strongly correlated to the Involvement factor.

We found that satisfaction with care increased with age and
next of kin were more satisfied with outpatient than with inpatient
wards. However, here we experienced that there was a divergence
from the qualitative data. In the qualitative data we found, in line
with other studies, that families with an older patient need closer
attention and tailored interventions (Nyborg, Danbolt, & Kirkevold,
2017; Storm, Siemsen, Laugaland, Dyrstad, & Aase, 2014). This in-
dicates that hospital cancer care could focus more on older groups
of patients and more tailored interventions, to keep satisfaction at
a high level.

Among the individual items, we found significant differences be-
tween the two hospitals that might be of clinical relevance, i.e. in Q3
(Answers from healthcare professional), Q12 (Availability of nurses
to the family), Q13 (Coordination of care), Q15 (The way the family
is included in treatment and care decisions), Q18 (How thoroughly
the doctor assesses the patient's symptoms) and Q20 (Availability of
doctor to the patient). None of these items were among the survey
items with the least satisfaction with care, but do nevertheless indi-
cate a potential for improvement.

We found two factors in the exploratory analysis (treatment
vs. involvement) but other FAMCARE studies have found others
(Kristjanson, 1993; Ringdal et al., 2003). Some of these factors have
similarities to ours, especially in terms of information. We have la-
belled one factor ‘involvement’, because it relates to information
needs and being involved and informed. The previous studies, were
performed before patient and next of kin participation had become
key issues on the health policy agenda (Norwegian Ministry of Health
& Care Services, 2015). If they had performed the studies today,
the interpretation might have been different. Since 2003 there has
been a movement towards more involvement of next of kin in cancer
treatment and care (Norwegian Ministry of Health & Care Services,
2013-2017; Romito et al., 2013) and in health services generally
(Norwegian Ministry of Health & Care Services, 2011; Tritter, 2009).

Further, our analyses showed that next of kin in both hospitals
scored satisfaction better in treatment of the patients, compared
with information and involvement of next of kin. This indicates that
hospital cancer care should pay more attention to involvement re-
lated items (F1) to improve care quality, in addition to sustaining the
high scores obtained in treatment related items (F2). This need for
involvement and new ways of involvement were also confirmed by
our qualitative results. The higher quantitative score on satisfaction
with treatment was supported by our qualitative results, indicating
that next of kin could probably score even higher on the treatment
items if they were stronger integrated into the treatment process
and in the treatment team. Our results found that they experienced

being on parallel tracks.
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7.1 | Integration of results - Next of kin involvement
from a two-sided perspective

In the previous decades the involvement of patients and the public
in performing health care was encouraged due to a diversity of rea-
sons, e.g. treatment decisions, service development, evaluation of
services, education and training (Tritter, 2009). Based on our find-
ings, we argue that the same reasons could be considered in ques-
tions of involving the family and next of kin in a patient's cancer
care. One may claim that the role of the next of kin is integrated
with the role of the patient. Based on our findings, we argue that
the perspective of the next of kin should be made more explicitly
visible to acknowledge and understand the complexity in the next
of kin's role and reasons for involvement in cancer care (O'Hara
et al., 2018).

In this study the qualitative results show that next of kin felt
‘Neither in nor out of treatment processes’ and have a sense of
‘Being on parallel information tracks. The description of the qual-
itative results categorized under these two themes, confirms and
gives more insight into the result of the quantitative analysis show-
ing that next of kin are more satisfied with treatment-related items
than involvement-related items. The qualitative results show that
next of kin were dissatisfied and struggling to take care of their own
well-being (role, prerequisite, resources and opportunities) and the
patient's needs (safety, help and support). In other words, the next
of kin role and their satisfaction with cancer care services have dual
characteristics.

The next of kin have their own needs and interests. Thus, the
next of kin should be acknowledged having their own role, not
merely as a part of the patients' role. This perspective opens up for
an understanding of possible conflicts of interest between the role
of the patient and the role of the next of kin. Based on our findings
we therefore argue that next of kin satisfaction and involvement
should be addressed from a two-sided perspective, balancing the
needs of the next of kin with those of the patient. Such a balanced
approach may improve both next of kin satisfaction with cancer care
and improve service quality and safety.

To visualize our perspective, we developed a conceptual model
(Figure 1). The involvement pendulum illustrates that the perception
of satisfaction with cancer care, quality and safety and appropri-
ate methods of involvement, will change with the swinging of the
pendulum.

The corners of the triangle in Figure 1 depict three areas which
are bridging the quantitative results of the factors ‘Treatment’
and ‘Involvement’, with qualitative results about what next of kin
describe as important in terms of their own role and contribution
and improving quality and safety in hospital cancer care. The three
corners are: (a) Safety - which relates to how next of kin perceive
quality and safety in hospital cancer care given to the patient; (b)
Treatment/care - which relates to how next of kin act in treatment
and care decisions and performance; (c) Information - which is a pre-
requisite factor for involvement and how next of kin act in treatment

and care decisions and performance.

We argue that the center of the triangle, involvement, should re-
ceive more attention by cancer care services to ensure a balanced in-
volvement of next of kin adjusted to the individual patient cases. Our
model can help hospital cancer care services in tailoring next of kin
involvement initiatives for the next of kin themselves (e.g. own con-
sultation) and for the patient (e.g. interventions with special training
that supports both next of kin and patient needs).This might have the
potential of closing the gap on unsuccessful caregiver interventions

in cancer care services (Ugalde et al., 2019).

7.2 | Clinical implications and future research

Anchored in our findings, we suggest a structural change in evalu-
ation of cancer care services including measurement of next of kin
satisfaction and experiences in addition to the patient voice in user
surveys. The FAMCARE survey instrument could be adapted into
patient user surveys in cancer care departments. To be meaning-
ful for cancer care services, survey results should be applied at the
ward and department levels. Previous research shows that this will
effect change in practice (Bate, Mendel, & Robert, 2008; Kringos
et al., 2015). Based on findings of differences with satisfaction with
the care given in cancer departments in the same regional health
trust in Norway, our study identified differences in how hospitals
handle next of kin involvement. We recommend that hospital can-
cer care departments should strive to give next of kin with an equal
offer (e.g. regular meetings, individual follow-up, similar information
sources) and collaborate across disciplines and organizations in their
provision of systematic next of kin involvement. This can contribute
in a direction of meeting overall governmental expectations of more
involvement (Norwegian Ministry of Health & Care Services, 2013-
2017); and embrace the proactive approach suggested by next of
kin in this study. Future research should further explore how next
of kin experiences can influence and improve cancer care quality
and safety (O'Hara, Canfield, & Aase, 2019). A possible way forward
could be to develop a targeted questionnaire with this specific pur-
pose, or to use the FAMCARE scale with a mixed-method approach
as we have demonstrated in this study in larger studies that compare

several hospitals and in cross country studies.

7.3 | Limitations

This study explored cancer departments in two Norwegian hospi-
tals and ha several limitations. First, there might be variations across
cancer care departments that this study failed to detect. Second, we
have included next of kin of patients who are at different points in the
cancer care trajectory, although the FAMCARE scale was developed
for patients in the advanced stages of cancer. Third, the low response
rates, especially in hospital 2 and the high percentage of missing re-
sponses in some of the FAMCARE items, may have biased our find-
ings. The largest proportions of missing observations in this study

was found in Q15 (The way the family is included in treatment and
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care decisions) and Q16 (Information given about how to manage the
patient's pain). In retrospect, this was not a surprise since both items
are dependent on external factors to be relevant to the respondents
(e.g. if the patient has experienced pain, or if the family has been in-
vited to take part in decision processes). This could be confusing for
the respondent and indicative of a possible methodological problem
with the FAMCARE instrument. Descriptions of this problem are to
our knowledge lacking in the literature on the instrument. For future
studies using FAMCARE, we recommend an open-ended section
that elaborates on the individual items for better understanding the
respondent's reasons for responding that a question is ‘not relevant’.
Finally, our mixing of the quantitative and qualitative results in the
discussion section was performed according to Creswell (2014). It is
a known limitation that this kind on mixing can have limitations with
topics where there is discrepancy between the qualitative and quanti-
tative results. This could be a limitation in our study as well, however
we have tried to reduce this to a minimum by having several rounds of
discussions in the author team and all authors have been involved in
the analysis and interpretation of results from the design to the final
reporting of the study.

8 | CONCLUSION

In this study we demonstrated how measuring next of kin satisfac-
tion on the 20-item FAMCARE scale can work as a basis for improv-
ing quality and safety in hospital cancer care. We found that next
of kin had a high degree of satisfaction with cancer care services
in both hospitals, but there were some areas that had room for im-
provement. The mix of quantitative and qualitative measurements
indicated that next of kin were involved in different ways in the can-
cer care departments. The differences revealed a lack of systematic
involvement of next of kin on their own terms and for the patient's
sake. Next of kin expressed higher satisfaction on treatment items
than on involvement items, implying a need for more attention to
develop new and sound ways to involve the next of kin to improve
both satisfaction and service quality and safety.

In addition, next of kin in this study insisted that a private con-
versation with their patient's healthcare team would increase their
satisfaction with cancer care. Such a conversation could acknowl-
edge the next of kin role as a natural part of the interdisciplinary
medical team around the patient. In a Norwegian context this would
require a legal change in the rights of the next of kin.
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