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Background Patients increasingly assume active roles in their men-
tal health care. While there is a growing interest in patient involve-
ment and patient-reported outcomes, there is insufficient research
on the outcomes of patient involvement.

Objective The research questions in this study are as follows: ‘To
what extent is perceived patient involvement associated with satis-
faction and empowerment?’; ‘What is the nature of the relation-
ship between satisfaction and empowerment?’; and ‘To what
extent are background variables associated with satisfaction and
empowerment?’. We assumed that a higher degree of patient
involvement is associated with higher satisfaction and empower-
ment scores and that satisfaction and empowerment are positively
associated.

Design, setting and participants Data were gathered using surveys
of 111 patients of 36 multidisciplinary care networks for persons
with serious and persistent mental illness.

Main variables studied and main outcome measures Demographic
characteristics, patient involvement and satisfaction were measured
using a new questionnaire. Empowerment was assessed using the
Dutch Empowerment Scale. Descriptive, univariate (Pearson’s r
and independent-samples ¢-tests), multivariate (hierarchical forced
entry regression) and mixed-model analyses were conducted.

Results The hypotheses of positive associations between patient
involvement, satisfaction and empowerment are confirmed. The
demographics are not significantly related to satisfaction or
empowerment, except for gender. Men reported higher empower-
ment scores than did women.

Discussion and conclusions Making patient involvement a reality
is more than just an ethical imperative. It provides an opportunity
to enhance patient-reported outcomes such as satisfaction and
empowerment. Future research should focus on the nature of the
association between satisfaction and empowerment.
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Introduction

Patients® increasingly take up active roles in
their own care as well as in policy decisions.
Furthermore, there is a growing range of stud-
ies conducted by patients themselves. Such ‘ser-
vice user or survivor research’ enhances the
reliability and quality of the study results.'?
Service user research has often been criticized
as being biased.® Although protagonists of this
type of research acknowledge that their stand-
points are influenced by their experiences, this
may also be the case for the so-called neutral
researchers.*

This growing active involvement is the result
of a range of scientific and societal evolutions
including deinstitutionalization, consumerism,
patient-centredness and  democratization.’®
The main reasons for patient involvement are
that it is considered to be ethically right, to
enhance the quality of mental health care
(MHC),” ! ultimately leading to more positive
outcomes. A more comprehensive overview of
the concept of patient involvement is given
elsewhere'” ‘Patient involvement in MHC
means involvement in decision making and
active participation in a range of activities (e.g.
planning, evaluation, care, research, training,
recruitment) starting from the expertise by
experience of the person, in collaboration with
and as equal partners of professionals’. While
this definition is fairly broad, the scope of the
current study is patients’ involvement in their
own care, rather than their involvement in
broader practice and policy development.

There has been insufficient research estab-
lishing evidence for the outcomes of patient
involvement. This is surprising in view of the
growing interest in effectiveness and outcome
management in MHC."?

Different outcome measures are relevant
depending on the objectives and background of
the research.>'*'® Policy makers, researchers,
patients and politicians all possibly have differ-

ent views on this. Traditionally, outcomes

“We use the term ‘patient’ for reader-friendliness. This does
not imply that we view the patient as taking a passive role.
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mostly regard clinical symptoms, duration of
hospitalization and functioning, as assessed by
clinicians.'”'™® A second range of outcomes
concerns accessibility of services'® and respon-
siveness to the patients’ needs,”® and a recent
set of outcomes pertains to the costs and cost-
effectiveness of health care.'”?! A fourth series
increasingly receives attention: patient-reported
outcomes. These outcomes take into account
patients’ preferences and needs. A long-term
example is quality of life,>> and more short-
term examples are the patients’ satisfaction
with the care they receive,”® their recovery and
empowerment.z“*28

The current study investigates associations
between patients’ perceived involvement and
two patient-reported outcomes: patient satisfac-
tion and empowerment. Patient satisfaction has
long been identified as a key element of outcome
measurement within the patient perspective.?’
However, measuring satisfaction presents a chal-
lenge, because it may involve an element of coer-
cion®®; that is, patients may feel compelled to
report high satisfaction when fearing that their
answers may affect the way they are treated. It is
thus important that the data collection is con-
ducted by researchers who are not involved in
the patients’ treatment. Satisfaction is increas-
ingly promoted as a quality-of-care indicator.?
It can be considered as an outcome in itself as
well as a factor promoting other outcomes such
as quality of life.>? Research on the relationship
between satisfaction and other variables has
provided mixed results. Some studies suggest
that satisfaction increases as a consequence of
involvement.”*3? Concerning the role of age,
there are both studies in favour of*' and studies
contradicting®* a positive association with satis-
faction. Most studies have failed to find a rela-
tionship between gender and satisfaction.®>
Psychotic symptoms do not seem to influence
satisfaction,® while depressive symptoms might
negatively impact satisfaction scores.*® Quality
of life may be of influence,>'=” although this
relationship has not always been confirmed.>®

Walsh er al.*® assert that the use of satisfac-
tion as a sole outcome indicator is insufficient
to provide reliable information. It is known
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that involvement has an empowering effect and
this concept fits in with the strengths-based
approach of patient involvement.** Thus, it
seemed important to include empowerment as
an additional measure. According to the World
Health Organization, ‘empowerment refers to
the level of choice, influence and control that
users of mental health services can exercise
over events in their lives’.*’ Previous research
shows that almost every kind of involvement
was shown to be empowering,”* >"*! although
Alegria®® did not find a strong association.
Income and quality of life were found to be
related to empowerment,**** while age, gender,
ethnicity, marital status, education and
employment status seem unassociated with
empowerment.***> However, one study found
a non-significant difference between men and
women,* as well as an inverse relation between
severity of MH problems and empowerment.

Research about the relationship between
patient satisfaction and empowerment is scant.
Some studies report a positive relationship
between  satisfaction and  empowerment
rates,*"***7 but the causal direction of this
relationship remains unclear.

The purpose of this study is to assess the
relationship between perceived patient involve-
ment, patient satisfaction and empowerment,
using surveys. We report patients’ perceptions
of involvement, rather than their actual
involvement level. The nature of the relation-
ships between the actual involvement level and
the two wvariables patient satisfaction and
empowerment, combined with the perceived
involvement level, is very complex, but is
beyond the scope of the current study. Our
research questions are as follows: ‘To what
extent is perceived patient involvement associ-
ated with patient satisfaction and empower-
ment?’; “‘What is the nature of the relationship
between patient satisfaction and empower-
ment?’; and ‘To what extent are background
variables associated with patient satisfaction
and empowerment?’. We hypothesize that a
higher degree of perceived patient involvement
is associated with higher satisfaction and
empowerment scores. We also expect a positive
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association between patient satisfaction and
empowerment.

Methods

Setting

Questionnaires were filled in by patients of
multidisciplinary care networks for people with
serious and persistent mental illness (SPMI).
The multidisciplinary care networks are consul-
tation structures that gather all relevant care-
givers (formal as well as informal) to
coordinate the care for individual patients. The
networks include caregivers from different pro-
fessions (e.g. psychologists, nurses, psychia-
trists, social workers) and sectors (e.g. MHC,
welfare, education, vocational services). The
networks are targeted at three age groups (min-
ors, adults and elderly persons) and at a vari-
ety of psychiatric disabilities. They are pilot
projects organized by the Belgian government
aimed at implementing the principles of care
networks, needs-based care, rehabilitation in
society and continuity of care. These care net-
works are particularly relevant settings for the
current research because they were stimulated
to apply innovations in their functioning, and
in the current Belgian MHC, patient involve-
ment is a real innovation. The government
enables patient involvement among others by
involving patient representatives in the steering
groups of the networks.

The data presented in this study were part of
a larger study gathering the views of patients,
family and MHC professionals on indicators of
patient and family involvement. Families’ and
professionals’ views are presented elsewhere*s*’
(the authors, 2 papers under review).

Procedure

The study objective was to obtain the views of
patients for whom involvement would be desir-
able and feasible at the time of the study.®

Ppossible limitations of involvement are discussed in a pre-
vious paper.'?

© 2013 John Wiley & Sons Ltd
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Patients were included if they were (a) aged 14
and above; (b) willing to participate; (c) able to
comprehend and fill out the survey autono-
mously; (d) had at least one patient-centred
care consultation; and (e) not hampered in
their therapeutic process by survey participa-
tion. The selection of respondents was made by
the project coordinators as they knew the
patients personally. Additionally, the research-
ers did not have access to personal information
of the patients due to privacy and anonymity
regulations. The authors were not involved in
the selection, but did provide the above-
mentioned selection criteria. Respondents com-
pleted the questionnaire autonomously, most
often in the presence of the researcher to assist
if necessary. Health-care providers were not
involved in the administration of the question-
naire. The research took place in the spring
(Dutch-speaking respondents) and fall and win-
ter (French-speaking respondents) of 2009. The
administration of the questionnaire took
approximately 30 min. Approval of the study
was granted by the ethics committee of the
Medical Faculty of the University Hospital of
Louvain (Belgium).

Sample

Each care network invited five patients to com-
plete a survey. Five family carers and five men-
tal health professionals were also invited, but
these results are beyond the scope of the current
study. This relatively small number was chosen
because the study was a pilot study with limited
resources and time. Following the eligibility cri-
teria, patients of nine networks were excluded
from the study. The aim was thus to obtain
questionnaires of 260 patients (5*52 networks).
The study sample consisted of 111 patients,
resulting in a response rate of 43% of the
intended number (N = 260). Respondents ran-
ged in age from 15 to 78; 60% were female
(N =67) and 81% (N = 90) were Dutch-speak-
ing (19% French; N = 21). All patients suffered
from SPMI, and about 35% of patients
(N = 39) were part of a network providing care
for a diverse range of psychiatric disabilities.

© 2013 John Wiley & Sons Ltd
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Fourteen percentage of patients (N = 16) were
part of a network regarding personality disor-
ders, 14% for substance dependence (N = 195),
13% for depressive disorders (N = 14), 9% for
psychosis (N = 10), 9% for comorbid disorders
(N =10), 5% for psychiatric disability and a
forensic statute (N = 6) and 1% for conduct dis-
order (N = 1). After complete description of the
study to the participants, written informed con-
sent was obtained. In the case of minors, consent
was obtained both from the teenager and from a
parent or guardian.

Instruments

Involvement indicators scale

A questionnaire was constructed by the
researchers to optimally fit the research ques-
tions and changing context. It was designed to
correspond to the particularly relevant Belgian
law regarding patients’ rights which was
adopted in 2002. The questionnaire was fur-
thermore informed by a literature review on
patient involvement'? and was inspired by
existing instruments such as the Consumer Par-
ticipation Questionnaire® and the Care Percep-
tion  Questionnaire.” The questionnaire
consists of 27 items and was pre-tested and
adapted after consultation with a patient asso-
ciation and two MHC professionals. It assesses
several aspects, but in this study, the focus lies
on aspects of patient involvement. An explor-
atory factor analysis with VARIMAX rotation
yielded a factor that could be described as the
‘Involvement Indicators Scale’. It has good
internal consistency (o = 0.846) and consists of
7 indicators of patient involvement: ‘Decisions
about my treatment are taken in collaboration
with me’, ‘Providers actively create chances for
patient involvement’, ‘I am treated as an equal
conversation partner’, ‘I receive tailored infor-
mation’, ‘My opinion is considered important
in the care network’, ‘The end decision about
my treatment is taken by me’ and ‘My
strengths and weaknesses are considered
equally’. Patients were asked about their opin-
ion on the way they are involved in consulta-
tions about their treatment. For each item,

519



they were asked to what degree it was realized.
Answering possibilities ranged from ‘never’ to
‘always’ on a 5-point Likert scale. We further-
more included a dichotomous item regarding
patients’ presence at care meetings (yes/no).

Patient satisfaction scale

This scale consists of four questions assessing
patients’ satisfaction concerning the care they
receive, providers’ expertise, the type of care
and the support of their family. Answering
possibilities range from 1 (very unsatisfied) to
10 (very satisfied). The internal consistency of
the scale is excellent (o = 0.913).

Empowerment scale

The Dutch Empowerment Scale (Nederlandse
Empowermentvragenlijst)*® was used integrally,
with some minor language adaptations to fit
the Belgian context. For the Walloon® respon-
dents, the scale was translated in French. The
scale is divided into seven subscales with
mostly good internal consistency: (a) Profes-
sional help (4 items; o = 684); (b) Social support
(7 items; oo = 0.846); (c) Own wisdom (12 items;
o =0.909); (d) Sense of belonging (6 items;
o=0.219); (e) Self~management (5 items;
o =0.759); (f) Community inclusion (6 items;
o = 0.723); and (g) the entire scale (40 items;
o =0.899). All 40 questions have five answer-
ing possibilities, ranging from ‘strongly dis-
agree’ to ‘strongly agree’.

Analyses

Analyses were conducted using SPPS, version
16.0.2 (SPSS Inc., Chicago, 1L, USA). We per-
formed descriptive analyses for all included
variables. The assumption of normality held
for age and the empowerment scale. The
Involvement Indicators and satisfaction scales
were negatively skewed, which theoretically
makes sense.>” The latter two were transformed
using their square roots, and extreme outliers

“Belgium’s two largest language communities were included
in this study: (i) the Flemish (Dutch-speaking) community
and (ii) the Walloon (French-speaking) community.
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were removed where necessary, resulting in
normally distributed scales. Language, gender
and presence at meetings are categorical vari-
ables. To investigate bivariate correlations, we
used Pearson’s r, and independent-samples ¢-
tests were used to investigate group differences.
Sample of the groups were mostly
unequal, but Levene’s test for homogeneity of
variance proved all variances to be equal.
Effect sizes were calculated using the formula
v (3¢ + df).?

Hierarchical forced entry regression models>”
were conducted and the choice of the predictors
depended on the results of the univariate analy-
ses and on our hypotheses. For each model, the
assumption of heterogeneous errors was
checked using the Durbin—Watson statistic and
multicollinearity was assessed. None of the
applied models revealed problems in this regard.
As we assess the relationships between patient
involvement, satisfaction and empowerment in
different care networks, the nature of our data is
inherently hierarchical. This means that charac-
teristics of the care networks may influence the
results. To correct for possible influences of this
hierarchical nature of the study design, the same
models were tested using linear mixed model-
ling. Practically, the linear mixed-models proce-
dure of SPSS>* was used, incorporating a
random intercept for ‘care network’.

Finally, a mediation analysis was performed
following Preacher and Hayes’s guidelines.”

sizes

Results

Patients’ involvement, satisfaction and
empowerment scores

The majority of patients (78%; N = 86) are
present at care meetings. Patients generally feel
involved in their care (mean, M = 4.04; stan-
dard deviation SD = 0.68; range, 1-5) and
report high average satisfaction scores for the
care network in which they participate
(M =17.4; SD = 1.7; range, 1-10). Satisfaction
regarding family support is the lowest and has
the largest variability (M = 7.06; SD = 2.70;
range, 1-10). Respondents attain fairly high

© 2013 John Wiley & Sons Ltd
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empowerment scores
range, 1-5).

(M =355, SD = 0.67;

Relationships between demographics,
involvement, satisfaction and empowerment

Satisfaction

Univariate analyses reveal significant positive
correlations between satisfaction and perceived
involvement (Pearson’s correlation r = 0.65;
P <0.001), presence at care meetings
(r =021, P<0.01) and empowerment
(r = 0.28; P <0.05) (Table 1). No significant
associations were found between satisfaction
and age, gender and language. Independent-
samples z-tests were conducted to evaluate the
hypothesis that more involvement is associated

Table 1 Bivariate correlations using Pearson’s r (N)

with greater satisfaction. On average, satisfac-
tion scores were higher among participants
who reported more involvement (M = 1.36,
standard error SE = 0.06) than among those
who reported low involvement rates (M = 0.52,
SE = 0.21). This difference was significant
(t = —4.35, df = 54, P <0.001) and presents a
large sized effect r = 0.51. There were no signif-
icant differences in satisfaction based on gen-
der, age, language and presence at meetings;
neither did we find a substantial effect size.

In multivariate analyses (Table 2), only
involvement significantly predicted satisfaction
scores, explaining more than 30% of its vari-
ance. Presence at meetings did not contribute
significantly; neither did empowerment. The
demographic characteristics were not included

Involvement  Presence at  Patient

Age Gender Language indicators meetings satisfaction Empowerment
Age 1.00 (109) —0.11 (110) 0.00 (110) 0.04 (86) —0.01 (109) 0.17(69) 0.06 (84)
Gender® 1.00 (111) 0.13 (111) —0.07 (87) —0.02 (110) —0.14 (70) 0.27 (85)*
Languagei 1.00 (111) 0.04 (87) 0.09 (110) —0.01 (70) —0.03 (85)
Involvement 1.00 (87) 0.27 (87)* 0.65 (56)*** 0.31 (70)*

indicators
Presence at 1.00 (110) 0.21 (69)** 0.02 (85)
meetings®
Patient satisfaction 1.00 (70) 0.28 (55)*
Empowerment 1.00 (85)
*P < 0.05; **P < 0.01; "p < 0.001.
fFemale = 0, Male = 1.
tDutch = 0, French = 1.
§No =0, Yes = 1.
Table 2 Summary of forced entry multivariate regression analysis explaining patients’ satisfaction scores
Model 1 Model 2 Model 3
il Sig. B Sig. B Sig.

(Constant) 0.000 0.383 0.685
Presence at meetings (0 = no; 1 = yes) 0.27 0.067 0.11 0.366 0.12 0.307
Involvement Indicators Scale 0.64 0.000 0.61 0.000
Empowerment Scale 0.12 0.335
Adjusted R? 0.05 0.43 0.43
df1 1 1 1
df2 44 43 42
F Change (Sig.) 3.52 n.s. 30.52%** 0.95 n.s.

*p < 0.05; **P < 0.01; P < 0.001.
fStandardized regression coefficient.

© 2013 John Wiley & Sons Ltd
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because they were not significantly correlated
to satisfaction. The linear mixed-model analy-
ses did not yield significantly different results
as compared to the hierarchical regression
analyses and are consequently not reported.
Taken together, these findings confirm our
hypothesis of a relationship between perceived
involvement and patient satisfaction.

Empowerment

Empowerment is significantly positively corre-
lated (Table 1) to perceived involvement
(r =031: P<0.05, gender (r = 0.27:
P < 0.05) and to patient satisfaction (r = 0.28;
P < 0.05). Language, age and presence at meet-
ings were not significantly associated with
empowerment. Independent-samples  #-tests
confirmed our hypothesis of a relationship
between perceived involvement and empower-
ment. Participants with high involvement
scores (M = 3.56, SE = 0.08) were more likely
to have higher empowerment scores than those
with lower scores (M = 3.08, SE = 0.17). This
difference was significant = —2.06, df = 24,
P <0.01 and presents a small-sized effect
r=20.24. On average, men (M = 3.76,
SE = 0.10) had higher empowerment scores
than did women (M = 3.40, SE = 0.10), pre-
senting a significant difference = —2.51,
df =83, P<0.05 with a small effect size
r=0.27. Finally, higher satisfaction scores
(M =3.71, SE =0.09) were also significantly
associated (r = —2.63, df = 58, P < 0.01, med-
ium-sized effect r = 0.33) with higher empower-

522 Patient involvement in mental health care, E Tambuyzer and Ch Van Audenhove

ment rates as compared to lower satisfaction
scores (M = 2.99, SE = 0.24).

In the multivariate analyses (Table 3), lan-
guage, age and presence at meetings were not
entered because they did not significantly cor-
relate to empowerment. Gender and involve-
ment together significantly predict
empowerment scores and explain 14% of its
variance. When satisfaction is brought in, per-
ceived involvement is no longer significant; nei-
ther does satisfaction make a significant
contribution. As was the case for satisfaction,
the linear mixed-model analyses did not yield
significantly different results as compared to
the hierarchical regression analyses.

The results of the hierarchical regression
analyses evoked the idea that satisfaction might
mediate the relationship between perceived
involvement and empowerment, and a media-
tion analysis was consequently performed.
Baron and Kenny’s>* conditions for mediation
are not met (Fig. 1). Involvement is signifi-
cantly related to empowerment (B = 0.21;
P <0.01) and satisfaction (B =0.38;
P <0.001), but satisfaction does not have a
significant effect on empowerment (B = 0.15;
P >0.05). The effect of involvement on
empowerment while controlling for satisfaction
is not statistically different from zero
(B =0.15; P> 0.05), but the covariate gender
remains of influence (B = 0.49; P <0.01). The
bootstrap approach confirms this conclusion:
after 5000 bootstrap resamples, the 95% bias—
corrected confidence interval (—3.28 to 7.70)

Table 3 Summary of forced entry multivariate regression analysis explaining patients’ empowerment scores

Model 1 Model 2 Model 3

il Sig. B Sig. B Sig.
(Constant) 0.000 0.000 0.000
Gender (0 = female; 1 = male) 0.27 0.050 0.29 0.026 0.31 0.020
Involvement Indicators Scale 0.33 0.013 0.21 0.208
Satisfaction scale 0.18 0.282
Adjusted R? 0.05 0.14 0.15
df1 1 1 1
df2 44 43 42
F Change (Sig.) 4.03 n.s. 6.65* 1.18 n.s.

P < 0.05; **P < 0.01; ""P < 0.001.
fStandardized regression coefficient.

© 2013 John Wiley & Sons Ltd
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Figure 1 Mediation analysis of the relationship between
perceived patient involvement, patient satisfaction and
empowerment.

contains zero. There is consequently no evi-
dence for mediation of the relationship between
perceived involvement and empowerment, and
the nature of the relationship between satisfac-
tion and empowerment remains unclear.

Discussion

The hypotheses of a relationship between per-
ceived patient involvement, satisfaction and
empowerment are confirmed. In line with pre-
vious research,” 24! univariate analyses
revealed positive associations between the three
concepts and regression analyses were able to
replicate this. Linear mixed-model analyses did
not alter the conclusions based on the hierar-
chical regression analyses. It can consequently
be concluded that the relationship between per-
ceived patient involvement, patient satisfaction
and empowerment did not vary significantly
across the different care networks.

In agreement with previous research,®"
354445 the demographic characteristics were
not significantly related to satisfaction or
empowerment. However, there was a signifi-
cant difference for gender. On average, men
reported higher empowerment scores than
women. Nevertheless, the size of this effect is
small, and it may not be of practical relevance.
It is unclear why our results reveal gender dif-
ferences for empowerment, although the
authors of the empowerment instrument also
report (non-significant) higher scores of men
on the subscale ‘own wisdom’.** This difference

© 2013 John Wiley & Sons Ltd
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may be due to coping styles, for example men
might be more inclined to use problem-centred
coping styles than women,> which might more
easily evoke feelings of being in control or
being empowered. More research is needed to
investigate both psychological and sociological
explanations for this gender difference.
Consistent with earlier findings,*'*®*" satis-
faction and empowerment seem associated, but
the nature of this association remains unclear.
Our study assessed the possibility that satisfac-
tion would mediate the relationship between
involvement and empowerment, but this was
not confirmed. This relationship requires more
investigation by intervention studies that can
identify the causal direction of this association.

Limitations of our research

Some limitations of our study should be
addressed. Our study used a correlational
design, and we are consequently not able to
draw causal conclusions about the associations
between perceived involvement, patient satisfac-
tion and empowerment. Future studies should
include interventions allowing for the identifica-
tion of the causal direction of the relationships.

A second limitation is that the Involvement
Indicators Scale we used is not yet fully vali-
dated. Further research should set out to con-
duct additional psychometric analyses, which
were not possible in the current study given the
budgetary and time constraints.

Because the researchers did not have access to
personal information of the patients due to pri-
vacy regulations, the project coordinators
selected the respondents. For this reason, our
results might be susceptible to selection bias. It
is not possible to exclude that the coordinators
selected respondents who are more ‘conforming’
or satisfied. Furthermore, respondents may have
been subject to a latent form of coercion®® and
may have felt compelled to report favourable
views. However, they still reported aspects with
low perceived realization, indicating that they
did provide a balanced view.

Our study focused on patients who were
approachable through survey research. To
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allow for generalization of our findings to the
entire population of patients with SPMI, the
associations we found between involvement,
satisfaction and empowerment should be repli-
cated in a broader sample.

Conclusions

We believe that our results add to the knowl-
edge about the processes behind involvement
and its linkages with satisfaction and empower-
ment. This study confirms the value that is
placed on involvement. Making patient
involvement a reality is more than just an ethi-
cal imperative; it may enhance patient-reported
outcomes such as patient satisfaction and
empowerment. Nevertheless, our results remain
tentative, and the associations between involve-
ment, satisfaction and empowerment should be
replicated and assessed in more depth. Our find-
ings do, however, indicate directions for further
research. Ideally, an intervention study would
measure several patient-reported outcomes. The
concept of quality of life could be included
because this can be considered the ultimate goal
of MHC and patient involvement initiatives.

Acknowledgements

Chantal Gelders and Bernard Jacob of L’Associa-
tion Interrégionale de Guidance et de Santé are
thanked for their help with the data collection
among the French-speaking respondents. We
thank our project partners: Psytoyens asbl,
UilenSpiegel vzw, Similes Francophone and Simi-
les Vlaanderen. Prof. Geert Molenberghs of I-
Biostat is warmly thanked for his statistical advice.

Source of funding

This research was funded by the Belgian Fed-
eral Government Service of Public Health,
Brussels, Belgium (FOD Volksgezondheid,
Veiligheid van de Voedselketen en Leefmilieu).

Conflicts of interest

No conflicts of interest have been declared.

524 Patient involvement in mental health care, E Tambuyzer and Ch Van Audenhove

References

1 Simpson EL, House A. Involving users in the
delivery and evaluation of mental health services:
systematic review. British Medical Journal, 2002;
325: 1265.

2 Truman C, Raine P. Involving users in evaluation:
the social relations of user participation in health
research. Critical Public Health, 2001; 11: 215.

3 Callard F, Rose D. Mental Health Service User
Empowerment in Research. Paper presented at the
WHO Regional Office for Europe/EUFAMI
‘Empowerment in mental health — Working towards
leadership’ conference. Leuven, BE, 2010.

4 Russo J. Survivor-controlled research: a new
foundation for thinking about psychiatry and
mental health. Forum Qualitative Sozialforschung/
Forum: Qualitative Social Research, 2012; 13.
Available at: http://www.qualitative-research.net/
index.php/fgs/article/view/1790/3310.

5 Godfrey M, Wistow G. The user perspective on
managing for health outcomes: the case of mental
health. Health and Social Care in the Community,
1997; 5: 325-332.

6 Hickey G, Kipping CJ. Exploring the concept of
user involvement in mental health through a
participation continuum. Journal of Clinical Nursing,
1998; 7: 83-88.

7 Laerum E, Steine S, Finset A, Lundevall S.
Complex health problems in general practice: do we
need an instrument for consultation improvement
and patient involvement? Theoretical foundation,
development and user evaluation of the Patient
Perspective Survey (PPS). Family Practice, 1998; 15:
172-181.

8 Pilgrim D, Waldron L. User involvement in mental
health service development: how far can it go?
Journal of Mental health, 1998; 7: 95.

9 Lloyd C, King R. Consumer and carer participation
in mental health services. Australasian Psychiatry,
2003; 11: 180-184.

10 Clark M, Glasby J, Lester H. Cases for change:
user involvement in mental health services and
research. Research Policy and Planning, 2004; 22:

31-38.

Nilsen ES, Myrhaug HT, Johansen M, Oliver S,

Oxman AD. Methods of consumer involvement in

developing healthcare policy and research, clinical

practice guidelines and patient information material

(Review). The Cochrane Collaboration, 2010; 3:

doi:10.1002/14651858.CD004563.pub2.

12 Tambuyzer E, Pieters G, van Audenhove C. Patient
involvement in mental health care: one size does not
fit all. Health Expectations, 2014; 17: 138-150.

13 Mental Health Research Network. Outcome
measurement in mental health: the views of service

—
—

© 2013 John Wiley & Sons Ltd
Health Expectations, 18, pp.516-526



15

16

17

18

19

20

21

22

23

24

25

26

27

Patient involvement in mental health care, E Tambuyzer and Ch Van Audenhove

users. London: National Institute for Health
Research, 2010.

Perkins R. What constitutes success? The relative
priority of service users’ and clinicians’ views of
mental health services. British Journal of Psychiatry,
2001; 179: 9-10.

Wykes T. Blue skies in the journal of mental health?
Consumers in research. Journal of Mental Health,
2003; 12: 1-6.

Lakeman R. Standardized routine outcome
measures: pot holes in the road to recovery.
International Journal of Mental Health Nursing,
2004; 13: 210-215.

Gilbody S, House A, Sheldon TA. Outcomes
research in mental health. Systematic review. British
Journal of Psychiatry, 2002; 181: 8-16.

Asadi-Lari M, Tamburini M, Gray D. Patients’
needs, satisfaction, and health related quality of life:
towards a comprehensive model. Health and Quality
of Life Outcomes, 2004; 2: 32-46.

Pagett J. Listening to user views: an out patient user
panel in Llanelli and Dinefwr NHS Trust.
CCUFLINK: The bulletin of the Community
Consultation and User Feedback Unit, 1994; 4: 9.
McCann TV, Baird J, Clark E, Lu S. Mental health
professionals’ attitudes towards consumer
participation in inpatient units. Journal of Psychiatric
and Mental Health Nursing, 2008; 15: 10-16.
Heidegger T, Saal D, Nuebling M. Patient
satisfaction with anaesthesia care: what is patient
satisfaction, how should it be measured, and what is
the evidence for assuring high patient satisfaction?
Best Practice and Research Clinical Anaesthesiology,
2006; 20: 331-346.

Crawford MJ, Rutter D, Manley C et al. Systematic
review of involving patients in the planning and
development of health care. British Medical Journal,
2002; 325: 1263-1265.

Stringer B, Van Meijel B, De Vree W, Van der Bijl J.
User involvement in mental health care: the role of
nurses. A literature review. Journal of Psychiatric
and Mental Health Nursing, 2008; 15: 678-683.
Felton A, Stickley T. Pedagogy, power and service
user involvement. Journal of Psychiatric and Mental
Health Nursing, 2004; 11: 89.

Frisby R. User involvement in mental health branch
education: client review presentations. Nurse
Education Today, 2001; 21: 663-669.

Masters H, Forrest S, Harley A, Hunter M,

Brown N. Involving mental health service users and
carers in curriculum development: moving beyond
‘classroom’ involvement. Journal of Psychiatric and
Mental Health Nursing, 2002; 9: 309.

Simpson EL, House A. User and carer involvement
in mental health services: from rhetoric to science.
British Journal of Psychiatry, 2003; 183: 89-91.

© 2013 John Wiley & Sons Ltd
Health Expectations, 18, pp.516-526

28

29

30

3

—

32

33

34

35

36

37

38

39

Nilsen ES, Myrhaug HT, Johansen M, Oliver S,
Oxman AD. Methods of consumer involvement in
developing healthcare policy and research, clinical
practice guidelines and patient information material.
Cochrane Database of Systematic Reviews:
Protocols, 2006; 3: CD004563.

Donabedian A. The quality of care. How can it be
assessed? Journal of the American Medical
Association, 1988; 260: 1743-1748.

Russo J, Wallcraft J. Resisting variables. Service
user/survivor perspectives on researching coercion.
In: Kallert TW, Mezzich JE, Monahan J (eds)
Coercive Treatment in Psychiatry: Clinical, Legal
and Ethical Aspects. West Sussex: John Wiley &
Sons Ltd, 2011: 213-234.

Blenkiron P, Hammill C. What determines patients’
satisfaction with their mental health care and quality
of life? Postgraduate Medicine, 2003; 79: 337-340.
Ruggeri M. Patients” and relatives’ satisfaction with
psychiatric services: the state of the art of its
measurement. Social Psychiatry and Psychiatric
Epidemiology, 1994; 29: 212-227.

Swanson KA, Bastani R, Rubenstein LV,
Meredith LS, Ford DE. Effect of mental health
care and shared decision making on patient
satisfaction in a community sample of patients
with depression. Medical Care Research and
Review, 2007; 64: 416-430.

Eklund E, Hansson L. Determinants of satisfaction
with community-based psychiatric services: a cross-
sectional study among schizophrenia outpatients.
Nordic Journal of Psychiatry, 2001; 55: 413-418.
Walsh T, Lord B. Client satisfaction and
empowerment through social work intervention.
Social Work in Health Care, 2004; 38: 37-56.

Strine T, Kroenke K, Dhingra S et al. The associations
between depression, health-related quality of life, social
support, life satisfaction, and disability in community-
dwelling US adults. The Journal of Nervous and Mental
Disease, 2009; 197: 61-64.

Frojd C, Lampic C, Larsson G, von Essen L. Is
satisfaction with doctors’ care related to health-
related quality of life, anxiety and depression among
patients with carcinoid tumours, a longitudinal
report. Scandinavian Journal of Caring Sciences,
2009; 23: 107-116.

Wiersma D, van Busschbach J. Are needs and
satisfaction of care associated with quality of life?
An epidemiological survey among the severe
mentally ill in the Netherlands. European Archives of
Psychiatry and Clinical Neuroscience, 2001; 251:
239-246.

Van Regenmortel T. Empowerment en maatzorg.
Een krachtgerichte psychologische kijk op armoede.

[ Empowerment and tailored care. A strengths-based
psychological view on poverty] Leuven: Acco, 2002.

525



526 Patient involvement in mental health care, E Tambuyzer and Ch Van Audenhove

40

41

42

43

44

45

46

47

WHO Regional Office for Europe, European
Commission. User Empowerment in Mental
Health. Copenhagen: World Health Organization,
2010: 1-20.

Rohrer J, Wilshusen L, Adamson S, Merry S.
Patient-centredness, self-rated health, and patient
empowerment: should providers spend more time
communicating with their patients? Journal of
Evaluation in Clinical Practice, 2008; 14: 548-551.
Alegria M, Polo A, Gao S et al. Evaluation of a
patient activation and empowerment intervention
in mental health care. Medical Care, 2008; 46:
247-256.

Boevink W, Kroon H, Giesen F. Empowerment —
Constructie en validatie van een vragenlijst.

[ Empowerment — Construction and validation of a
questionnaire ] Utrecht: Trimbos-instituut, 2009.
Rogers ES, Chamberlin J, Ellison ML, Crean T. A
consumer-constructed scale to measure
empowerment among users of mental health
services. Psychiatric Services, 1997; 48:

1042-1047.

Corrigan PW, Faber D, Rashid F, Leary M. The
construct validity of empowerment among
consumers of mental health services. Schizophrenia
Research, 1999; 38: 77-84.

Maliski S, Clerkin B, Litwin M. Describing nurse
case manager intervention to empower low-income
men with prostate cancer. Oncology Nursing Forum,
2004; 31: 57-64.

Spence Laschinger H, Gilbert S, Smith L, Leslie K.
Towards a comprehensive theory of nurse/patient
empowerment: applying Kanter’s empowerment

48

49

50

5

—_—

52

53

54

55

theory to patient care. Journal of Nursing
Management, 2010; 18: 4-13.

Tambuyzer E, van Audenhove C. Service user and
family carer involvement in mental health care:
divergent views. Community Mental Health Journal,
2013; 49: 675.

Tambuyzer E, van Audenhove C. Service user and
family carer involvement: unmet needs. [under
review].

Kent H, Read J. Measuring consumer participation
in mental health services: are attitudes related to
professional orientation? International Journal of
Social Psychiatry, 1998; 44: 295.

Van Audenhove C, Van Humbeeck G, Spruytte N
et al. The care perception questionnaire. An
instrument for the assessment of the perspective of
patients, family members, and professionals on
psychiatric rehabilitation. European Journal of
psychological Assessment, 2001; 17: 120-129.

Field A. Discovering Statistics using SPSS, 3rd edn.
London: Sage, 2009.

Preacher K, Hayes A. Asymptotic and resampling
strategies for assessing and comparing indirect
effects in multiple mediator models. Behavior
Research Methods, 2008; 40: 879-891.

Baron RM, Kenny DA. The moderator-mediator
variable distinction in social psychological research:
conceptual, strategic, and statistical considerations.
Journal of Personality and Social Psychology, 1986;
51: 1173-1182.

Matud M. Gender differences in stress and coping
styles. Personality and Individual Differences, 2004,
37: 1401-1415.

© 2013 John Wiley & Sons Ltd
Health Expectations, 18, pp.516-526



