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Background Assessment of users’” information and decision-making
needs is one key step in the development of decision-support
interventions.

Objective To identify patients’ information and decision-making
needs as a pre-requisite for the development of high-quality web-
based patient decision aids (PtDAs) for common mental disorders.

Search strategy A systematic MEDLINE search for papers pub-
lished until December 2012 was conducted, and reference lists of
included articles and relevant reviews were searched.

Inclusion criteria Original studies containing data on information
or decision-making needs of adults with depression, anxiety disor-
ders, somatoform disorders, alcohol-related disorders and schizo-
phrenia were included.

Data extraction and synthesis Data extraction was performed
using a standardized form, and data synthesis was conducted using
a theory-based deductive approach by two independent reviewers.
Studies were quality assessed using the Mixed Methods Appraisal
Tool.

Main results Twelve studies were included focusing on informa-
tion needs or the identification of decisions patients with depres-
sion and schizophrenia were facing. No studies were found for the
other mental disorders. Overall, seven information needs categories
were identified with the topics ‘basic facts’, ‘treatment’ and
‘coping’ being of major relevance. Six decision categories were
identified of which decisions on ‘medication’” and ‘treatment
setting’” were most often classified.

Conclusions This review reveals that patients with schizophrenia
and depression show extensive information and decision-making
needs. The identified needs can initially inform the design of
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PtDAs for schizophrenia and depression. However, there is an
urgent need to investigate information and decision-making needs
among patients with other mental disorders.

Introduction

Growing interest for shared decision-making
(SDM) in mental health care has been raised in
the last decade given that it is considered as
being a fundamental part of patient-centred
mental health care.'? Besides the ethical imper-
ative, SDM holds the promise to be a linking
part between recovery-oriented and evidence-
based mental health treatment approaches.’
Both the recovery model and SDM have been
internationally established as guiding principles
for mental health care on the policy level and
in treatment guidelines.*® Furthermore, evi-
dence suggests that patient involvement in
mental health care is associated with enhanced
patient satisfaction, adherence, empowerment,
and guideline-concordant care.””'® The need of
providing evidence on SDM in mental health
care and to develop interventions to support
SDM is further reinforced by the fact that the
majority of patients with mental disorders wish
to be involved in decision-making.''™"* How-
ever, studies examining the degree of SDM
being practised in mental health treatment
decision-making indicate low levels of SDM
practice.>!7

One way to enable patients to participate in
medical decisions is to provide high-quality
patient decision aids (PtDAs). PtDAs are evi-
dence-based tools that support people to delib-
erate, independently or in collaboration with
others, about choices they face in the medical
encounter. They are designed to support
patients in considering relevant attributes of
the options and forecasting how they might
feel about short, intermediate and long-term
outcomes in ways which help the process of
constructing preferences and eventual decision-

making."® A Cochrane systematic review
showed that SDM interventions including
PtDAs and training of physicians were
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associated with positive decision process out-
comes such as improved knowledge, patient
participation, and satisfaction with care."”
Since the publication of this review, the body
of evidence on the effects of SDM interventions
in mental health care has been raised.?’2°
However, studies investigating effects of PtDAs
as solely provided interventions are still rare
and show inconclusive results.”>*'** As no
firm conclusions can be drawn from the exist-
ing evidence, further research is needed on the
effects of PtDAs in mental health care either as
being solely provided or as a part of a compre-
hensive SDM intervention.

A current project being part of the public-
funded research network psychenet — Hamburg
Network for Mental Health — aims to develop
and evaluate a mental health website (wWww.
psychenet.de) with PtDAs as a key part.?’ Fol-
lowing international quality standards,?® assess-
ment of needs is seen as one key element in the
systematic development of PtDA. PtDAs that
are tailored to the specific decisional needs of
people with mental disorders are suggested to
empower patients in managing their illness and
to prepare patients to participate with their
health provider in making informed value-
based decisions.”’ However, an in-depth assess-
ment of needs that considers the patients’,
relatives’, and experts’ views for several mental
disorders is expected to be a highly time- and
cost-consuming process.

To make use of the existing body of evi-
dence, the aim of this systematic review was
to identify substantive areas of information
and decision-making needs among patients
with depression, anxiety disorders, somato-
form disorders, alcohol-related disorders and
schizophrenia. The results of the systematic
review were intended for informing the design
and content development of web-based
PtDAs.
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Methods

Data sources

An electronic literature search was conducted
using the MEDLINE database to identify all
studies published until December 2012 that
reported on information and decision-making
needs throughout the course of depression, anxi-
ety disorders, somatoform disorders, schizophre-
nia and alcohol-related disorders as perceived by
patients, their relatives, and health professionals.
Illnesses were selected with regard to ‘years of life
with disability’ or relevance to patient care.™
Each search was conducted by a combination of
Medical Subject Headings (MeSH) and free text
terms according to a mental disorder filter, an
information needs filter and a decision-making
needs filter. To identify all studies relevant for the
research question, the fairly broad additional
terms ‘shared decision-making’, ‘decision aid/
decision support intervention’, ‘treatment prefer-
ences’ and ‘needs assessment’ were included. The
reference lists of the included studies and relevant
review articles were also screened. The full MED-
LINE (Ovid) search strategy for depressive disor-
ders, on which other searches are based, is
presented in Appendix S1.

Study selection

Titles and abstracts of all eligible articles were
initially screened by two reviewers (LT and

Table 1 Inclusion and exclusion criteria

CW) for possible inclusion. Full texts of arti-
cles that appeared relevant to the reviews’
focus were screened by at least one of two
reviewers (LT or CW). No study design was
excluded. For inclusion and exclusion criteria,
see Table 1.

Data extraction

Two reviewers (LT and CW) independently
extracted data from each study using a struc-
tured form created specifically for this review.
The extraction form included the following the-
matic categories: (i) publication characteristics,
(i1) health condition, (iii) purpose, (iv) methodo-
logical characteristics, (v) sample characteristics
and (vi) results on decision-making needs and
information needs. The extraction form for deci-
sion-making needs was based on the Ottawa
Decision-Support Framework (ODSF) with the
categories identified decisions, decision-making
decisional conflict, support and
resources, and mode of delivery.’' Informational
needs were extracted according to pre-treatment,
treatment related, and post-treatment needs.

behaviour,

Data analysis

Following the methodological approach of for-
mer systematic reviews on information needs in
patients with cancer and their relatives,***?
data analysis was performed by two reviewers
(LT and SL) using a deductive approach.

Inclusion criteria

Exclusion criteria

Language of publication: English or German

Purpose: The study investigates information or decision-making needs

Participants: Adults or adolescents with depression,

Needs assessment is not conducted either as the
main purpose of the study or as a defined step
within the study design

Results are not separately reported for each
diagnosis

anxiety disorders, somatoform disorders, alcohol-related disorders,

or schizophrenia, their relatives or health professionals
Diagnosis: The investigation of needs is definitely referred to
depression, anxiety disorders, somatoform disorders,

alcohol-related disorders, or schizophrenia as the primary diagnosis

Publication format: Original collection of data

© 2014 John Wiley & Sons Ltd
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In a first step, classification schemes for
information needs and decision-making needs
were developed based on existing typologies. A
classification of information needs was gener-
ated based on the typology of information
needs in persons with severe mental disorders
as proposed by Mueser and colleagues.™
Moreover, a classification scheme for ‘identified
decisions’ was developed based on the categori-
zation used in a needs assessment study from
Bunn and colleagues® that investigated deci-
sion-making needs among disadvantaged
women with a wide range of diagnoses and
decisional settings. No other category of deci-
sion-making needs was accounted for in the
classification scheme as only two of the four
included studies on decision-making needs
investigated decision-making needs based on
the ODSF including the categories decision-
making role, decisional conflict, decision-
making behaviour, support and resources, and
mode of delivery.’*>’

In a second step, quotations related to the
studies’ aims (i.e. units of needs) were identified
for each included study and coded according
to the pre-established classification schemes.
Units of needs for which the classification
schemes were not applicable were affixed to
new codes, similarities and differences among
various codes were identified, and new catego-
ries and subcategories were established. Both
classification  schemes were substantially
extended and revised throughout the iterative
analysis process.

In a third step, the following procedure was
separately performed for each category. First,
the relative frequency of articles in which units
of needs were identified and coded within the
respective category was calculated. Moreover,
to indicate the relative frequency of needs
within the respective category, the number of
identified units of needs coded within the cate-
gory was divided by the sum of all units of
needs identified in the entire body of articles
reviewed. Relative frequencies of all categories
thus sum to 100%. Additionally, the number
of identified units of needs coded within each
of the subcategories was divided by the sum of

© 2014 John Wiley & Sons Ltd
Health Expectations, 18, pp.1856-1872

Decision-making needs in mental disorders, L Tlach et al.

all identified units of needs coded within the
respective main category.

Moreover, to identify disorder-specific needs,
a comparison of the absolute frequency between
depression and schizophrenia was done with
Fisher’s exact test using SAS software (SAS
Institute Inc., Cary, North Carolina, USA).

Quality assessment

Quality assessment was conducted using the
Mixed Methods Appraisal Tool (MMAT) devel-
oped by Pluye er al®® Piloting suggests the
MMAT being a reliable and efficient scoring sys-
tem for appraising the quality of quantitative,
qualitative, and mixed-method studies.* It pro-
vides a comprehensive manual with detailed
instructions. As recommended by PRISMA,*
the methodological quality of the included stud-
ies was assessed independently by two reviewers
(LT, SL). The quality assessment revealed an
acceptable overall inter-rater agreement of
79.4% and a Cohen’s ¥ of 0.48 (P < .001). Given
the exploratory purpose of our review, no study
was excluded on the basis of their methodologi-
cal quality. The quality assessment served to
gain an understanding of the relative strengths
and weaknesses of the body of evidence.

Results

Study selection

The literature search identified 955 potentially
eligible articles. Finally, 12 studies
included in the literature review (Fig. 1).

were

Characteristics of the studies

Most included studies employed a descriptive
(n=17) or cross-sectional design (n = 2), using
quantitative (n = 5), qualitative (n = 4) or mixed
methods (n = 3). The samples were comprised
of patients (n = 8), relatives (n = 5) and physi-
cians (n = 2). Information and decision-making
needs were assessed for schizophrenia (n = 06),
depression (n = 4), schizophrenia and depres-
sion (n = 1), and schizophrenia, depression and
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5 Records identified Additional records
B through database identified through other
5.2 searching (MEDLINE sources
‘qc: 1946 — Dec 2012)
o n=931 n=24
. ] ]
< Records screened by two reviewers
o n =955
@
Excluded according
» to title and abstract
n=915
v
5 Full-text articles
£ | assessed for eligibility
i n=40
Studies excluded,
with reasons
n=28
No focus on needs
assessment: 22
Mental disorder as
secondary diagnosis: 4
vy Results not reported by
8 | Studies included in diagnosis: 2
2 data synthesis
e n=12

Figure 1 Flow chart of study inclusion process.

anxiety (n = 1). MMAT results showed that of
the 12 included studies, one study scored 25%
on methodological criteria, five studies scored
50%, three studies scored 75% and two studies
met all criteria for methodological quality. One
study did not score on one of the four criteria.
The study characteristics with quality scores are
outlined in Table 2.

Information needs

Overall, 121 units of information neceds were
identified across the entire body of the eight
included studies on information needs and
coded into the final classification scheme of
seven categories and 35 subcategories. For each
included study on information needs, identified
units of needs could be classified into at least
five categories. The seven main categories of
information needs are depicted in descending
order by the relative frequency of identified
needs coded within each category related to the
sum of 121 units of needs identified in all

included studies: (i) basic facts, (i) treatment,
(iil) coping, (iv) medical system, (v) working and
living conditions, (vi) enhancing social function-
ing, and (vil) self-help and peer support. The
final classification scheme with citations and
relative frequencies for each information needs
category with associated subcategories are sum-
marized in Table 3.

The category basic facts was the most fre-
quently cited category with ten subcategories
that were cited for a total of 42 times in all
eight included studies investigating information
needs. Therefore, 34.7% of the information
needs reported in the literature were associated
with disorder-specific information. The most
common subcategories cited in this category
were personal experiences of other people with
mental disorders (e.g. personal stories; 16.7%),
early warning signs and relapse (16.7%) and
symptoms (16.7%). Another prominent cate-
gory was treatment with four subcategories that
were cited for a total of 26 times within all
studies reviewed. Thus, 21.5% of needs men-
tioned in the whole body of literature on infor-
mation needs were related to treatment
information with side-effects of medications
(46.2%), psychiatric medications (e.g. effect,
dosage, duration; 30.8%), and treatment
options (11.5%) being the most commonly cited
subcategories. Furthermore, the six subcatego-
ries of the category coping were cited 23 times
in seven of the eight included studies. Of all
information needs identified in the literature,
19.0% were accordingly associated with infor-
mation on coping strategies and handling the
symptoms. Thereby, the subcategories coping
with symptoms (26.1%), strategies for solving
problems (21.7%) and stress management
(21.7%) were the most frequently identified
needs in this category. The remaining four cat-
egories with associated subcategories accounted
for less than 7.5% of all needs identified in the
studies reviewed, respectively.

Disorder-specific differences in frequency dis-
tribution were found for the category enhancing
social functioning that was significantly more
often identified for schizophrenia as compared
to depression (P = .034).
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Table 3 Classification of information needs in mental disorders identified in » = 8 included articles

Category (overall %,
schizophrenia %,
depression %)*

Subcategory?

% of articles®

References

Basic facts
(34.7%, 30.6%, 40.8%)

Treatment (21.5, 20.8, 22.4)

Coping (19.0, 19.4, 18.4)

Medical system
(7.4, 5.6, 10.2)

Working and living

conditions (6.6, 8.3, 4.1)

Enhancing social
functioning (5.8, 8.3, 2.0)

Self-help and peer
support (5.0, 6.9, 2.0)

Personal experiences of other people with
mental disorders (16.7%)
Early warning signs and relapse (16.7%)
Symptoms (16.7%)
Diagnostics (11.9%)
Causal model/vulnerability (9.5%)
Course of disease and prognosis (9.5%)
Recent research (7.1%)
Prevalence (4.8%)
Normal or mentally ill (4.8%)
Comorbid mental health problems (2.4%)
Side-effects of medications (46.2%)
Psychiatric medications (30.8%)
Treatment options (11.5%)
Psychosocial treatment/
psychotherapy (11.5%)
Coping with symptoms (26.1%)
Strategies for solving problems (21.7%)
Stress management (21.7%)
Coping with stigma (13.0%)
Recovery (13.0%)
Coping with anger, violence, assaultive
behaviour (4.3%)

Access to services and professionals (66.7%)

Knowledge of health professionals (22.2%)
Mental health-care system (11.1%)

Legal rights (37.5%)

Financial assistance (25.0%)

What happens when parent dies (25.0%)
Roadworthiness (12.5%)

Communication with relatives (28.6%)
Social relationships (28.6%)

Leisure and recreation activities (14.3%)
Independent living skills (14.3%)

Setting limits on the patients’ behaviour (14.3%)

Patients’ self-help organizations (50.0%)

Relatives’ self-help organizations and support (33.3%)

Useful books (16.7%)

100.0,n = 8

100.0, n = 8

87.5,n=7

62.5,n=5

50.0, n =4

50.0, n =4

50.0, n =4

34,38,40,41,50

34,39,40,42
34,39,42,46
34,38,41,46
34,38,46,50
42,46,50

34

34,46

46

38
34,38-42,46
34,38,41,42,46
38,46,50
42,46

38-40,42,46,50
34,39,40

34,40

34,38,42

38,46

40

34,38-40,46
38,46
38,46
38,42

46

34

46

39,40
34,39

34

39

34
34,39,42
41

41

'Relative frequency of identified needs coded within each of the seven main categories determined by dividing the sum of identified units of
needs coded within each main category by the 121 units of identified units of needs within the entire body of included articles.
2Subcategories are ordered from top to bottom related to their relative frequency by dividing the sum of identified units of needs coded
within each of the 35 subcategories by the sum of all identified units of needs coded within the respective main category. In the case of
identical frequencies, subcategories are ordered alphabetically.

>Number and relative frequency of articles in which each main category was coded.

Decision-making needs

Overall, 56 decisions were identified across all
four included studies on decision-making
needs and classified using the final classifica-
tion scheme of six decision categories and 36

© 2014 John Wiley & Sons Ltd
Health Expectations, 18, pp.1856-1872

subcategories. The results of each study could
be coded into at least three of six categories.
The six categories of decision-making needs
are depicted in descending order by the rela-
tive frequency of identified decisions coded
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within each category related to the sum of 58
identified decisions coded within all categories
as follows: (i) medication treatment, (i) treat-
ment setting, (i) general treatment issues, (i)
non-medication  treatment, (V) working and

living conditions, and (vi) lifestyle. Table 4
depicts the final classification scheme of treat-
ment decisions with citations and relative fre-
quencies for each needs category with
associated subcategories.

Table 4 Classification of treatment decisions in mental disorders identified in n = 4 included studies

on decision-making needs

Category (overall %,
schizophrenia %,

depression %)* Subcategory? % of articles’ References
Medication treatment Psychiatric medication (30.8%) 100, n = 4 36,37,43,45
(23.2, 21.4, 25.0) Change medication (15.4%) 36,37
Dosage (15.4%) 37,45
Addition of antidepressant medication (7.7%) 45
Application mode, that is depot or oral (7.7%) 45
Choice of antipsychotic agent (7.7%) 45
Discontinue medication (7.7%) 37
Tapering-off medication (7.7%) 36
Treatment setting Inpatient treatment (21.4%) 100, n = 4 36,37,45
(25.0, 25.0, 25.0) Discharge/leave hospital (14.3%) 43,45
From who to seek help (14.3%) 36,37
Absence from the ward (7.1%) 45
Attend a day programme (7.1%) 37
Change in treatment setting (7.1%) 43
Find support in vs. outside neighbourhood (7.1%) 37
Open vs. closed ward (7.1%) 45
Relocate to get specialized treatment (7.1%) 37
Treatment after discharge (7.1%) 43
General treatment Diagnostic examinations (25.0%) 100, n = 4 43,45
issues Disciplinary measures/physical and social 43,45
(14.3, 21.4,7.1) restraints (25.0%)
Frequency of appointments (25.0%) 36,37
Participation of relatives (12.5%) 45
Regular drug screens (12.5%) 45
Non-medication Psychotherapy (50.0%) 100, n = 4 36,37,43,45
treatment Attend counselling (12.5%) 37
(14.3, 14.3, 14.3) Electroconvulsive therapy (12.5%) 37
Psychoeducation (12.5%) 45
Work therapy (12.5%) 45
Working and living Employment and education (50.0%) 100, n = 4 36,37,43,45
conditions Live arrangements, for example group home, 37,43,45
(14.3, 17.9, 10.7) living on own (37.5%)
Legal guardianship (12.5%) 45
Lifestyle (8.9, 0.0, 17.9) Give up alcohol (20.0%) 25,n=1 37
Improve communication skills (20.0%) 37
Join a support group (20.0%) 37
Keep an active lifestyle (20.0%) 37
Participate in social activities (20.0%) 37

*Relative frequency of decisions coded within each of the six main categories determined by dividing the sum of identified decisions coded
within each main category by the 56 decisions identified within the entire body of included articles.

2Subcategories are ordered from top to bottom related to their relative frequency by dividing the sum of identified decisions coded within
each of the 36 subcategories by the sum of all identified decisions coded within the respective main category. In the case of identical

frequencies, subcategories are ordered alphabetically.

3Number and relative frequency of articles in which each main category was coded.
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The category medication treatment was the
most commonly cited category with eight deci-
sion topics (i.e. subcategories) that were identi-
fied for a total of 13 times in the results of all
four included studies examining decision-
making needs. Therefore, 23.2% of the deci-
sions identified in the literature were associated
with medication treatment with psychiatric
medication (30.8%), change medication (15.4%)
and dosage (15.4%) being the most frequently
cited decisions. A further highly cited category
was treatment setting with eleven subcategories
that were cited for a total of 14 times within
all studies on decision-making needs. Accord-
ing to this, 25.0% of all decisions revealed in
the literature were related to the choice of
treatment setting and navigation in the mental
health-care system. Thereby, the subcategory
inpatient treatment (21.4%) was the most often
cited decision, followed by the subcategories
discharge/leave  hospital (14.3%) and from
whom to seek help (14.3%). The five subcatego-
ries of the category general treatment issues
were cited for a total of eight times within all
studies reviewed. Thus, of all decisions revealed
in the included studies, 14.3% were associated
with treatment decisions across specific treat-
ment settings. Thereby, the subcategories
diagnostic examination (25.0%), disciplinary
measures (25.0%) and frequency of appointment
(25.0%) were most frequently coded. Further-
more, the five subcategories of the category
non-medication treatment were cited eight times
in all included studies. Of all decisions identi-
fied in the literature reviewed, 19.0%
accordingly associated with treatment decisions
on psychosocial interventions or other non-
medication treatment. Thereby, the subcategory
psychotherapy (50.0%) was the most frequently
identified decision in this category. The remain-
ing subcategories accounted for 12.5% of all
decisions coded in the category non-medication
treatment, respectively. The category working
and living conditions was cited for a total of
eight times, accounting for 14.3% of all deci-
sions identified in the four included studies on
decision-making needs. The subcategory
employment and education (50.0%) was the

WEre
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most frequently cited subcategory in this main
category. However, the decision category /ife-
style was only identified five times in one of the
four included studies. Therefore, of all deci-
sions revealed in the whole body of literature,
only 8.9% were associated with decisions
regarding lifestyle changes or coping efforts.
Disorder-specific  differences  could  be
observed for decision-making needs. The cate-
gory general treatment issues was more com-
monly classified for schizophrenia compared to
depression (P = .056). The category Ilifestyle
was significantly more often identified in stud-
ies examining decisional needs in depression
compared with schizophrenia (P < .001).

Discussion

This paper presents the findings of a systematic
review of studies examining information and
decision-making needs among patients with
depression, anxiety disorders, somatoform dis-
orders, alcohol-related disorders, and schizo-
phrenia. The focus of this work was restricted
to studies assessing needs among specific diag-
nostic groups. Therefore, studies that investi-
gated patients’ needs across different diagnoses
were excluded.

The number of included studies (n = 12) was
relatively small compared with 112 studies on
information needs in patients with cancer iden-
tified by Rutten and colleagues™ or 40 studies
that Murray and colleagues™* identified in their
systematic review on decisional needs in adults
with chronic kidney disease. Most of the
included studies focused on information needs
among patients with depression or schizophre-
nia and their relatives. Only one of these stud-
ies additionally assessed information needs in
patients with anxiety.

The results suggest that patients and relatives
with depression and schizophrenia perceive a
high need for information on a wide range of
topics. This finding is supported by studies
investigating information and decision-making
needs across different diagnoses.'*!'%3%3 Infor-
mation on the personal experience of others
being affected by the illness and information
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on psychiatric medication, particularly side-
effects of medications, might be of special
interest for patients and relatives with depres-
sion and schizophrenia. Furthermore, informa-
tion on coping and handling the symptoms was
frequently cited. The results further indicate
that topics related to social functioning might
be of more importance for patients with schizo-
phrenia and their relatives compared to users
suffering from depression. The latter results
reflect the fact that patients with schizophrenia
show significantly higher levels of social
impairment compared to patients with affective
disorders.”’

However, only four studies on depression
and schizophrenia were found related to the
reviews’ focus on decision-making needs of
which two studies were restricted to the identi-
fication of decision topics.**** For this reason,
other dimensions of decision-making needs that
are seen as essential components to inform the
design of PtDAs were not included in the data
analysis.”® The available data suggest that deci-
sions on medication treatment and decisions
concerning the choice of treatment setting,
especially inpatient admission, may be particu-
larly relevant for SDM in depression and
schizophrenia treatment. The results also indi-
cate that the patients’ decision-making needs
may vary depending on the specific psychiatric
diagnosis as the results showed that general
treatment issues, for example diagnostic exami-
nation and disciplinary measures, might have
been of special relevance in the treatment of
patients with schizophrenia compared to
depression.

Limitations

Several methodological limitations are associ-
ated with this review. First, the search process
was limited to one database only. As a conse-
quence, we might have missed relevant publica-
tions. However, this risk of bias was assumed
to be low as MEDLINE covers a wide range
of journals being of relevance in the field of
medical decision-making and electronic search
was complemented by a thorough screening of

the reference lists of included studies and rele-
vant review articles. Selecting more databases
might have resulted in a higher sensitivity but
lower specificity as more irrelevant hits were
expected, and therefore, the cost-to-benefit
ratio would have been reduced. As this review
was the first step in a highly time-consuming
and elaborate development process, this
pragmatic approach was considered to be
justifiable.

MMAT quality assessment indicates that
the quality of the papers included varied con-
siderably in methodological quality, which
might bias our conclusions. Nevertheless, as
this review did not aim at synthesizing evi-
dence relating to treatment outcomes, no
study was excluded due to low methodological
quality. Not to exclude studies enabled us to
summarize a more comprehensive and signifi-
cant amount of data. The results further need
to be interpreted with caution allowing for the
low consistency of studies in study design,
sample, outcomes, settings and countries of
origin. In particular, studies considerably var-
ied in sample size from 14 up to 352 partici-
pants.***®  However, the vast majority of
studies showed sample sizes between 100 and
200 respondents.3‘4’37’41*43’45’49 Moreover, the
patient characteristics being assessed varied
significantly. For example, less than half of
publications reported on mean age,’®4346:4%:53
a third of studies assessed level of educa-
tion,>”*>*345 one of four publications reported
on duration of illness,***** and only one
study assessed severity of symptoms.*® None
of the identified studies reported on psychiat-
ric or somatic comorbidity. Furthermore, the
relative frequency of identified needs
dependent on how the included studies col-
lected data (e.g. length of questionnaires, con-
ceptualization of needs). For example, the
ENQ was conducted in a number of
studies and, according to that, the neceds it
asked were identified more often in our data
analysis.*****3% Thus, the relative frequency
of citations in the literature does not allow for
assumptions regarding the clinical relevance of
particular needs.

was
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Finally, informational and decisional needs
were widely investigated in various clinical set-
tings and were further restricted to two psychi-
atric diagnoses. Thus, the findings are limited
in generalizability and do specifically not allow
for assumptions regarding subgroups of
patients classified by demographic factors, clin-
ical settings, specific diagnoses or the severity
of symptoms.

Implications

Existing evidence supports the need to provide
high-quality health information and targeted
interventions to support patient participation
in mental health treatment decision-making.
Although this review shows several methodo-
logical limitations and the results are of limited
use for informing the design of PtDAs in
detail, they hold the potential to inform the
first draft of web-based PtDAs for depression
and schizophrenia.

As severe mental disorders are chronic ill-
nesses, decision support might need to com-
prise multiple decision points along the course
of disease and multiple delivery settings.””
According to this, this review identified numer-
ous information needs and decision topics
among patients and relatives with depression
and schizophrenia. To meet the needs of a
large part of potential users, PtDAs for depres-
sion and schizophrenia should cover a wide
range of topics. This need could be accounted
for by providing easy to understand and brief
information units for each topic including the
possibility to access more in-depth information.
To account for the multiple decision points
along the care continuum for which patients
might need decision support, short decision
support tools as provided by Elwyn and col-
leagues® might be integrated in a more com-
prehensive PtDA.

The results of this review might also give ini-
tial indications on the thematic focus of the
PtDAs. It is suggested that information on
medication might be of high relevance for
patients with depression and schizophrenia.
This assumption is supported by the results on

© 2014 John Wiley & Sons Ltd
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relevant decision topics that showed decisions
regarding medication treatment being most
often identified in the data analysis. Decisions
on the choice of treatment setting (e.g. inpa-
tient vs. outpatient treatment) were identified
as further important topics. Therefore, a spe-
cial focus on the provision of medication-
related information and the choice of treatment
might be appropriate. This assumption is sup-
ported by Paton and Esop® who showed that
although the NICE Guideline on schizophrenia
recommends information provision that is tar-
geted to the patients’ needs as a pre-requisite
for SDM, almost half of outpatients with
schizophrenia reported that they had not been
given enough information about antipsychotic
medication. Although the current evidence on
superior effects of PtDAs that incorporate per-
sonal stories is insufficient, the results of this
review that identified a need for information
about the lived experience of others being
affected support the assumption that personal
reports from peers may improve acceptance
and usage of PtDAs.®> However, more qualita-
tive and quantitative research is needed to
confirm these presumptions regarding informa-
tion and decisional needs in depression and
schizophrenia.

The body of evidence that was identified in
our systematic search was little and largely
restricted to information needs and the identifi-
cation of decision topics. Additionally, no
study was found that investigated informa-
tional or decisional needs in somatoform disor-
ders or alcohol-related disorders and only one
study also examined information needs in anxi-
ety disorders. The current work therefore
revealed an important research gap given the
high prevalence of these disorders and the high
relevance of SDM in the treatment of mental
disorders in recovery-oriented and patient-
centred mental health care."*®% In sum, more
research is needed related to the assessment of
needs as a prerequisite for the systematic devel-
opment of psychoeducation and decision-
support interventions based on the IPDAS cri-
teria.®* Thereby, disorder-specific investigations
are needed as it may be supposed that patients
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with diverse mental disorders show significant
differences in information needs and decision-
making needs such as important topics, par-
ticipation preference, decisional conflict, or
support needs. The typologies of needs devel-
oped in this review may serve as a framework
for developing more comprehensive and stan-
dardized assessment tools for evaluating infor-
mation and decision-making needs in patients
with diverse mental disorders.
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