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Abstract

Scientific Background: The Israeli National quality, Service and Safety
Administration project has signified a major step towards measuring and
monitoring the quality of care by assessing process and outcome indicators across
a broad range of health problems as part of a quality improvement policy. Thus,
there is a burning need to evaluate the quality and continuity of mental health
services systematically and routinely to improve the management and quality of
care and maximum utilizations of the resources of the mental-health care system.

Objective: The objective of the proposed study is developing, implementing, and
monitoring a routine systematic evaluation of PREMs, PROMs and clinical
process.

Methodology: 125 subjects admitted to a psychiatric hospital completed two
PREMSs, one PROM, the Sheehan Disability Scale, the Patient Clinical Global
Impression, and the Modified Colorado Symptom Index. Their psychiatrists rated
them using the Global Assessment of Functioning scale, the Health of the Nation
Outcome Scales, and the Therapist Clinical Global Impression.

All of the 125 participants were invited to complete the measures at 3 follow up
time points (3, 6 and 9 months after hospitalization. 49 participants completed the
measures at the first time points, 28 at the 2" time point and 16 at the 3 time
point.

Findings: There was a strong correlation between patient’s evaluation of their
quality of life (PROM), experience of their care (PREM) and the overall severity of
their condition and their progress. The pattern of correlation between patients’ and
clinicians’ measures revealed a three-layer structure representing a continuum
from inner experience to external presentation of experiences. The correlations
between the PREM and all other measures increased along the follow up.

Conclusion: Together these findings help identify and emphasize various
domains of subjective experiences and their relation to external ratings. More
specifically the results indicate the measures of experience of care may have
prominent significance and may predict quality of life and symptoms burden
experience of post hospitalized patients in the community.

Possible Policy Recommendations

The mental health reform emphasizes client centered and continuity of care and
seeks to increase the quality, availability, and accessibility of mental health
services in Israel. Most of the discussion to date has been on the later issues of
access and availability and much less on quality and continuity of care which
requires standardized routine longitudinal assessment of process indicators and
patients reported experience and outcome. The proposed study can help evaluate
the quality and impact of services over time and be useful to guide policy about the
feasibility and impact of process indicators and their relation to PROMs and
PREMSs over time. Specifically, the findings highlight the importance of using
PREM measures as an indication of the quality of service
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Section 3: Hebrew Abstract
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Section 4: Executive Summary- Hebrew
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Section 5: Comprehensive scientific report - English

Scientific background

It is an ambition of healthcare systems to deliver patient-centred services in order
to improve the quality of care and its flexible adjustment to patients’ changing
needs. The growing emphasis on the patient’s perspective has received attention
from policymakers, health professionals, patients, and patient organizations [1]. To
achieve this goal, it is necessary to conlJduct a standardized comprehensive
assessment that portrays a clinically relevant snapshot of the patient’s current
condition. Objective clinometric information as well as clinician’s assessments and
observations have long been used to provide quantitative information. In recent
years, however, there has been growing appreciation for the need to include the
perspective of the service user [2, 3]. This has increased attention to patient-
reported outcome measures (PROMSs) and patientCreported experience measures
(PREMSs). PROMs are based on self-evaluation self-ratings of patients on items
similar to those evaluated by clinicians. Thus, PROMs capture the status of a
patient’s health condition (e.g. symptom burden, side effects, psychological well-
being and social functioning) without amendment or interpretation by a clinician or
anyone else. PREMs take this idea a step further with the understanding that the
patient’s experience of the whole episode of care, in terms of being cared for and of
the therapist and the therapy, is important to recovery and rehabilitation. Thus,
whereas PROMSs are intended to capture the patient’s subjective experience of the
clinician and the therapy, PREMSs capture the patient’s view of the health services
received (e.g. communication, staff responsiveness, discharge and care
coordination). Indeed, as emphasized in a recent Cochrane review [4], PROMs and
PREMs are important ways to more actively involve patients in their treatment and
enhance decision-making. Although some outcome indicalJtors might be more
objective or based on clinician ratings (e.g. mortality rates and symptom severity),
others are based on patient-reported experiences of care and outcome (e.g.
subjective quality of life [QoL]) [5, 6]. Consistent with the recovery model [7], there
is increased interest in and emphasis on how the person whose life has usually

been most dramatically and directly influenced by the illness experiences the
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course of the illness and their own recovery. This shift in focus is apparent in the
recommendations of the High-Level Reflection Group on Health Statistics, which
stated that, in addition to the current routine measures collected by clinicians, more
information on patient-reported outcomes and experiences of care are needed to
better monitor and improve health system performance [8]. Of note, routine
measurement initiatives have begun to also include more subjective self-rated
outcomes [9] and to explore the relationships between the various domains. For
example, Shadmi et al. [10] reported how a psychiatric patient's PROMs predicted
the likelihood of rehospitalization 6 and 12 months later. Even less is known about
the relationships between PROMs and PREMs and the extent to which a good
experience of care supports better outcomes. Hence, it is crucial to better
understand the relationships between them as well as their relationships to more
traditional clinical rated outcomes and objective clinometric information, such as
demographic data and service utilization. The purpose of the present study was to
investigate the associations between various domains of patient- and clinician-
reported outcomes, compare the patterns of the associations within each group and
investigate the relationship between clinician rating outcomes (CROs), PROMs and
PREMs.

Research Objectives

As evident from the above review, the scientific knowledge describing the relation
between PREMs and PROMs is limited in general and in mental health in particular.
Also, our knowledge on how different patients' demographic and diagnostics
characteristics (young/old, female/male, rich/poor, different diagnostic groups) are
related to PREMs and PROMs is limited. Finally, there is barely any knowledge
about how PREMs and PROMs can be best used in order to maximize their

potentially positive impact on the patient, clinician, clinical team and policy.

The proposed study has the following objectives:
1) Investigate the associations between PREMs, PROMSs, clinicians’ ratings,
and demographic and diagnostic variables.

2) Test the feasibility of routine implementation of PREMs and PROMs
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Methodology

Methods Design The study is part of a larger longitudinal study and employs cross-
sectional data collected from people recently admitted to a psychiatric hospital and
their psychiatrists. Participants All patients hospitalized during the study period (15
June 2020-1 March 2022) at the Shalvata Mental Health Center were the target
population for the study. An orderly appeal was made to each patient who met the
study’s inclusion criteria during a face-to-face meeting. Of the 173 patients eligible
for inclusion in the study, 48 refused; the main reason (39/48) was reluctance to
complete questionnaires. Exclusion criteria included being illiterate and having a
severe substance abuse problem or a major neurological disorder.

A total of 125 patients were included in the final sample. 49 participants out of all
the participants completed the measures at the first time points, 28 at the 2" time
point and 16 at the 3 time point. Table 1 presents participants’ socio-demographic

and background data.

The PREMs used in the current study consisted of two scales to assess the
experience of patients with their primary clinician (six items) and their overall
treatment team (four items). The experience of the primary clinician was measured
using the instrument used in the Danish national mental health PROM programmer
(PRO-Psychiatry) [11]. Participants rated each item on a 5-point Likert-type scale.
The experience of the treatment team was assessed using four items from the
Consumer Assessment of Healthcare Providers and Systems programmer, Agency
for Healthcare Research and Quality
(https://www.ahrg.gov/cahps/aboutcahps/index.html). The Patient-Reported
Indicator Surveys Mental Health Working Group selected four that focus on
experiences of being respected, involved, and receiving sufficient information.

Participants rated each item on a 4-point Likert-type scale.
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Table 1 Socio-demographic and hospitalization data

Age (years) mean = 5D range 4442 £ 17.10; 19-84
Sex (men), r (%) G4 (51.2%)
Marital starus, (%)
Mot married/si - 70 (56%%)
Married (or living with a partner) 21 (17.0%)
Divorced/separaved 26 (21.0%)
Widoow 5 (4.0%)
Otherfunknown 3 (2.0%)
MNumber of children 1.16 £ 1.7; 0-8
Religion, s (%)
Jewish 108 (86%5)
Muslim 4 (3.0%)
Christian 2 (2.0%)
Diruze 4 (3.0%)
Otherfunknown & (6.0%)
Religiosity, (%)
Secular 89 (T1%)
Religious 24 (19.0%)
Orthodox 5 (4.0%)
Otherfunknown T (6.0%)
Birth country, = (%)
Israel 90 (T2.0%)
East Europe 14 (10.0%:)
OtherMUnknown
Education, n (%)
8 vears or less 11 (9.0%)
9 to 12 years T2 (58.0%%)
Bachelor's degree (BA) 2T (22.0%)
Master's degree (MA) 8 (6.0%)
PhI» 2 (29%)
Otherunknown 22 [(2.0%)
Employment, s (%)
Unemployed B2 (BETG)
Employed part/full time 36 (39%)
Orther (soldierfstudent) T 5%
Getting social secunty 98 (789%)
Diagnosis, » (%)
Schizophrenia (including 43 (34%)
schizoaffective)
Diepression 24 (199%)
PTSD 4 (39%)
Personality disorder %; :;2:,::::::
Past hospitalizations, n (%) 96 (T7%)
Agc at first hospitalization (vears) 28.62 +14.93; 13-81
ez == 0¥ cangEe
Past hospitalizations (number) 6.14 (STD = 5.68); 1-15

mean =+ SI); range

The shortened version of the Manchester Short Assessment of Quality of Life
(MANSA) [12] assesses consumer satisfaction across nine domains on a 5-point
Likert-type scale. The MANSA was translated into and validated in Hebrew and was
found to have good psychometric properties [13, 14]. Effects of Symptoms on Daily
Functioning is based on the Sheehan Disability Scale [15, 16]. This measure
evaluates the effect of symptoms on work/study, social activity and leisure and
family relations, rated on 4-point Likert-type scales. The measure was previously
translated into and validated in Hebrew [10] and was found to have good
psychometric properties (a = 0.829). Symptoms and illness severity were assessed
both by each patient and by their psychiatrist. Patients’ self-report assessments
included two scales: the Patient Clinical Global Impression (PAT-CGI) includes

patient rating of illness
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severity (PAT-CGI-S) and global improvement (PAT-CGI-I) [17, 18]. The Modified
Colorado Symptom Index (hereafter, Colorado) is a self-report scale designed to
assess the frequency of positive mood and cognitive symptoms. The questionnaire
includes 14 items measuring symptom severity; answers are given on a 5-point
scale. CROs Psychiatrist’s ratings of each patient’'s symptoms, functioning and level
of severity included the following three scales. Global Assessment of Functioning
(GAF) This instrument is used to rate the seriousness of a mental illness and to
evaluate a patient’s overall psychosocial functioning. The scale ranges from 1 to
100, with 1 representing the lowest and 100 representing the highest functioning
[19]. Health of the Nation Outcome Scales (HONOS) This instrument is widely used
in Europe, Australia and New Zealand [20]. It consists of eight items, each
assessing the severity of different symptoms (depression, hallucinations and
delusions, relationships, etc.). Therapist Clinical Global Impression (THER-CGI)
Rating scales are measures of symptom severity and treatment response common
in treatment studies of patients with mental disorders. The questionnaire includes
two single item, 7-point Likert-type scales self-rated by the patient to assess illness
(THER-CGI-S) severity and global improvement (THER-CGI-I). The questionnaire

was completed by the main therapist currently treating the patient [18].

Data analysis Pearson coefficient calculations were used to examine the
associations between the study variables and the background variables.
Background variables were either continuous variables or could be reduced to
binary variables (e.g. school education vs. academic education). Pearson
coefficient calculations were used also to explore the associations between all study
variables. Finally, to shed light on the association between broad concepts
represented by the study variables, we conducted a smallest space analysis (SSA),
a method of non-metric multidimensional scaling in which a set of variables and
their inter-correlations are geometrically portrayed in a multidimensional space [21].
SSA treats each variable (i.e. each scale score) as a point in a Euclidean space: the
higher the correlation between two variables, the closer the points are in the space.
It attempts to find the space with the minimum number of dimensions in which the

rank order of associations is preserved. The result is a map of the study variables.
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All points (variables) within a region should be associated with a specific set of
variables of the same conltent. The regional partition of the SSA space (the map)
can be studied in conjunction with the corresponding content of the mapped
variables [22—-24]. SSA was conducted with the Hebrew University Data Analysis

Package version 8.

Findings

Associations between background variables and study measures

Older age was related to lower level of symptom severity according to the therapist
(HONOS), (r=-0.31, P < 0.01). Women reported higher levels of symptom severity
(PGI1) than men did (r = 0.20, P < 0.05). Being married or living with a partner was
related to better QoL (MANSA), to clinicianCreported symptom improvement and to
lower clinicianOreported symptom levels (HONOS) (r = 0.185, P < 0.01;r=0.23, P
< 0.05; r = -0.31, respectively) but also to higher levels of impact of symptoms on
functioning (Sheehan: r = 0.20, P < 0.01). Number of children was positively related
to functional status (GAF: r = 0.21, P < 0.05), and older age at first hospitalization
was related to higher levels of impact of symptoms on functioning (Sheehan: r =
0.25, P < 0.05). Neither education (high school vs. academic), religiosity (secular
vs. religious) nor diagnosis (schizophrenia vs. other diagnoses) was found to be

related to any of the background variables.

In addition, it was found that the group that dropped out of the study (along its
length) is not fundamentally different from a group that continued to answer the
guestionnaires. Throughout the time points, the correlations between the PREM
and the other indicators of symptoms and quality of life increase, meaning that the
PREM can be used as a predictor of the level of symptoms, the degree to which the

symptoms interfere with functioning and the level of quality of life.

Interrelations between patient’'s measures

The two PREMs (PREML1: experience with primary clinician; PREM2: overall

experience with therapy) were significantly related to each other, and high values
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for both were significantly related to patient rating of symptoms improvement (PAT-
CGl-I) and to better QoL (PROM-MANSA) (Table 2). PREM1 was also positively
related to symptoms severity (PAT-CGI-S), meaning that positive evaluation of the
experience with the clinician was related to high levels of symptoms severity. The
two PROMSs were significantly related to each other. The QoL measure was related
to all other measures except the PAT-CGI-S (symptom severity). The Effects of
Symptoms on Functioning Scale was related to the symptom measures but not to
the PREMSs. The symptoms improvement measure (PAT-CGI-I) was related to both
PROMs and PREMSs. Interrelations between clinician’s measures Table 3 presents
the Pearson correlations coefficients calculated between clinician’s measures. All
outcome (symptoms) measures were significantly related to each other except for
symptom’s severity (HONOS) and symptom’s improvement (PAT-CGlI-I).
Interrelations between patient’s and clinician’s measures Table 4 presents the
Pearson correlations coefficients calculated between clinician’s and patient’s
measures. The only significant correlation was for symptom’s severity (Colorado

and HoNOS).

Table 2 Internal consistency (Cronbach's alphal and Pearson correlations between patient’s maasures

FROM Symptom’s Symptom’s Symptom’s
PREM1 PREM2 PROM QoL Disability severity severity improvement
(Specific) [General) (Mansa) (Shechan) [Colorado) (PAT-CGI-S) (PAT-CGI-T)

Cronbach’s alpha 0.82 0.60 0.77 0.65 0.76 - -
PREM]1 (Specific)
PREM2 (General) 0.57""
PROM QoL (Mansa) 0.25"" 0.19
PROM Disability 0.02 0.09 -0.21°

|Sheehan)
Symptom’s severity -0.05 0.02 -0.41°° 0.30°"

[Coloradao)
Symptom’s severity 0.20 0.10 -0.17 0.54"" 0.28"

(PAT-CGI-S)
Symptom’s 0.21 0.23 0.23 -0.09 -0.14 0.05

improvement

(PAT-CGI-T)
=005 " =001
Tabla 3 Pearson corralations betwean clinician's measures

Symptom's severity Symptom's improvement Symptom's severity
(THER-CGI-S) (THER-CGI-T) (HoNDS) Functioning (GAF)

Symptom’s severity (THER-

CGIL-5)
Symprom’s improvement =045

(THER-CGI-T)
Symprom’s severity D427 0.03

(HoMNO5)
Functioning (GAF) ~0.60 029" -0.42"
=*Pe0.01.
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Table 4 Pearson coralations between patient’s and cinician’s measures
Measures reported by clinicians
Symptom's severity Symptom's improvement Symptom’s severity
Measures reported hy patients (THFER-((G1-8) (THFER-CGI-T) {HaMNIIs) Funetinming ((GAF)
PREM (specific) -0.15 -0.05 -0.19 009
PREM (general) -0.15 0.04 -0.14 010
PROM QoL (MANSA) -0.11 0.0a -0.19 -0.06
PROM disability {Shechan) 0.00 0.07 -0.09 0.07
Symptom’s severity (Colorado) 0.06 ~0.04 0.35 003
Symptom’s severity (PAT-CGI-5) 0.06 0.02 -0.01 003
Symptom's improvement -0.17 0.18 -0.12 0.18
(PAT-CGI-I)
=[O0

Figure 1 presents results of the SSA of the study variables. The SSA map
illustrates the association between the variables (variables highly associated are
close to each other). The goodness-of-fit of the map is represented by the
coefficient of alienation, a coefficient that is based on the relation between the
correlations between pairs of data points and the distances on the map between
Points 0 and 1. Perfect fit is represented by the value 0, and the worst possible fit
by the value 1. In the current case, the coefficient of alienation was 0.17,
representing a medium goodness-of-fit (values of 0.15 or less are considered to
represent good goodness-of-fit). The map can be interpreted geographically.
Different regions of the map may indicate different concepts according to the
variables that populate each region. There are three distinct regions: the middle
region is the patient’s self-evaluation of symptoms. Above this middle region is the
clinician’s evaluation of symptoms; beneath it is the patient’s evaluation of

experience and outcomes on the other side.

Discussion

Statement of principal findings

The purpose of the present study was to investigate the associations between a
variety of domains of patient- and clinician reported outcomes to compare the
patterns of the associations within each group and to investigate the relationships
between CROs, PROMs and PREMs. Results revealed three central findings, which
we discuss in the following order: (i) there is a strong correlation between patient’s
evaluation of their QoL (PROM), their experience of their care (PREM) and the

overall severity of their condition and progress; (ii) patients hold more complex
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associations between the variables studied than their psychiatrists do and (iii) there
is a three-layer structure that reflects assessments of a variety of domains from
different perspectives.

.:&_\m]:lnnu'
i provems eni
e —— (MTHER-CGL-T)
Clinician
Functioning (GAF)
Sympiems'
AEVETIY
(THER-CGLS)
- Bympioms’ ssverify
Svmpioms’ ) [HaNO5)
sEverity . ]
(PAT-CGL-S) e N
Symptomy sveriey  Patients’
(Colerada) Symptoms ./
. > "
¥ o D Sympioms”
:::: I.|I Disability I rovem et
Fhecham) (PAT-CGLI)
]
Pateints® . PROM (sl —
' experience Pand) PREMZ—
PREM] (Genors n
T Specific

Figure 1 Smallest space analysis map results.

Strengths and limitations

Study strengths include the central role of the patient’s voice reflected in a large
sample of patient ratings on a broad range of domains, which we compared with
their psychiatrist’s ratings. Study limitations include that the analysis is correlational,
and the study design is not experimental; hence, causal implications are limited.
Limitations also include possible biases due to the timing of data collection, shortly
after the outbreak of COVID-19 and all data being collected in one center, raising

concerns about the generalizability of the findings.

Interpretation within the context of the wider literature

The current findings reveal a strong correlation between patient’s experience of
care (PREM) and QoL (PROM), on one hand, and patient’s evaluation of the
severity of their condition and degree or progress on the other hand. What makes
these findings particularly interesting is the strong correlation between patient’s
detailed self-reported symptom assessment (using the Colorado scale) and the

impact of symptoms on functioning and QoL (PROM). Together, these findings

2020 16 6.0n 0910



No. of research proposal

177/2018/'X

reveal how study participants recently admitted to a psychiatric hospital
acknowledged experiencing symptoms as well as their negative impact on their
functioning and QoL, suggesting a realistic, valid outlook. At the same time, a more
positive experience of care was strongly related to a patient’s increased hopeful
perception of their condition and progress, as well as QoL, but not to the self-
reported detailed symptom check list (Colorado scale). These findings support the
notion that patients can appreciate the severity of their symptoms and negative
impact while sustaining islands of hope and satisfaction across life domains strongly
associated with their experience of care. Although the cross-sectional design
prevents us from drawing conclusions about the causality of these associations, we
can cautiously assume that the positive experience of care, and of being ‘seen’ and
‘heard’ by their primarily clinician and treatment team, contributes importantly to
patients forming and sustaining hope and QoL independent of and parallel to a valid
and realistic assessment of symptoms and their negative impact. These findings are
consistent with recent studies emphasizing the importance of the experience of care
[8] and its positive impact [25, 26]. The findings are also in accordance with the
recovery model, which emphasizes the possibility of living a personally meaningful
and hopeful life despite and beyond the limitations of psychiatric symptoms [7]. The
finding that PREMs were more strongly related to ‘positive’ measures (QoL and
symptom symptoms) than to ‘negative’ ones (e.g. symptoms) is consistent with the
previously discussed findings and supports the potential of PREMs in providing a
glimpse into the facets of one’s experience and its importance to person-centred
care [27]. The above findings are even more interesting given the pattern of
relations between variables when rated by psychiatrists. Psychiatrist’s ratings were
consistent and in the expected direction, with more severe symptoms related to
lower functioning and less improvement. As mentioned, patients’ ratings also
revealed a negative association between symptom severity and the impact of
symptoms on functioning and QoL. What is interesting is how including the PREMs,
which provided an opportunity to study a broader picture, portrayed the more
complex pattern discussed above. Together, these findings emphasize the
importance of constantly striving to expand and carefully choose the measures we

use. The findings clearly show how conducting assessments that include the
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patient’s as well as the psychiatrist’s evaluation broaden our understanding of these
complex phenomena and the central role of the experience of care. Finally, the axial
partition of the SSA map revealed a three-layer structure representing a continuum
from inner experience to external presentation of experiences. One layer is the
symptomatic layer as evaluated by the psychiatrist, represented in the top third of
the SSA map. This layer is symptom-driven and represents the external view of the
psychiatrist. The second layer reflects the patient’s assessment of their current
condition and is represented in the SSA chart at the middle layer. This layer is fairly
close to both the internal and the external levels of experience and reflects the
patient’s evaluation of their symptoms, which is closely related to the external
evaluation made by their psychiatrists, suggesting a fair degree of agreement on
this domain. Finally, the third layer reveals how the PROMs and PREMSs represent
a private subjective-experience domain of parameters with strong associations
between them. This is particularly important because none of the CROMs (CGI1,
CGI2, HoNos or GAF) were found to be associated with the patient's PROMs and
PREMs. Together, these findings help identify and emphasize deeply personal,
private and subjective experiences that are crucial to personal well-being but that

can easily be remote from traditional evaluations conducted from ‘outside.’

In addition, the increase in the correlations over the time points between the PREM
and the other indicators symptoms and quality of life increase, indicates the ability
of the PREM to be used as a predictor of the level of symptoms, the degree to
which the symptoms interfere with functioning and the level of quality of life. We
think that it is possible to cautiously assume a causal connection between the
things, but even without this connection it can be said with confidence that there is a

meaning to the measurement of PREM.

Conclusion
Psychiatric patients can appreciate the severity of their symptoms and negative
impact while sustaining islands of hope and satisfaction across life domains strongly

associated with their experience of care. These more internal and subjective
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experiences are crucial to personal well-being and remote from traditional

evaluations conducted from ‘outside’.

Policy Implications and Recommendations

The current findings have important implications. For practice, it is crucial to provide
routine, structured opportunities for patients to explore their experience of how they
are doing and the care they are receiving in order to foster self-activity, which helps
them distinguish between their sense of self and the object of their self-activity,
such as their symptoms and/or the care they are reflecting on. For policy, the strong
association between the experience of care and positive experiences of QoL, hope
and progress emphasizes the value of person-centred elements of care, such as
respect, dignity and being listened to and involved in decisions. While there has
been growing emphases on these, it is important not to take them for granted or to
assume that they always reflect standard care. Finally, the findings undermine the
basic phenomenological idea that guides the Diagnostic and Statistical Manual of
Mental Disorders: to learn the patient’'s symptomatic array, to plan actions
accordingly and to raise the fundamental importance of expanding research to
include more subjective domains of life and care that play a fundamental role in

overall well-being.
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