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Abstract
Background: Despite well-known benefits of family involvement and interventions, gaps remain in their implementation in
early intervention for psychosis. Guidelines have been developed for early psychosis services to bridge evidence-implemen-
tation gaps. Little attention has been paid to their nature, quality and recommendations regarding family involvement and
interventions. We aimed to identify, describe, and appraise family-focused recommendations in Canadian early psychosis
guidelines.

Methods: We conducted a systematic review (PROSPERO#CR042020208974), including Canadian guidelines/standards for
first-episode psychosis/early intervention in psychosis, or for psychosis/schizophrenia with a section on first-episode psycho-
sis/early intervention for psychosis. The search was conducted in Google and Google Advanced of 58 websites (April 2024).
From each document, bibliographic information and family-focused recommendations were extracted. All family-focused rec-
ommendations were subject to content analysis and mapped against a patient and family engagement framework. All guidelines
were appraised using Appraisal of Guidelines Research & Evaluation—Recommendation EXcellence (AGREE-REX), assessing
rigor and implementability. Family-focused recommendations were rated on three AGREE-REX items. Findings were narra-
tively synthesized.

Results: Seven documents were included, with five provincial early psychosis guidelines and two Canada-wide schizophrenia-
spectrum guidelines. 96 family-focused recommendations were extracted covering 21 themes (19 appeared in <4 guidelines;
two (family psychoeducation; involving families in treatment-planning) in five guidelines). No guidelines had recommendations
regarding families in inpatient care; only two guidelines had recommendations for navigating consent vis-a-vis family involve-
ment. 77.4% of recommendations were about direct care; 22.5% about involving families in organizational design/governance;
and none about policymaking involvement. AGREE-REX ratings for relevant outcomes and local applicability were lower for
family-focused recommendations than overall guidelines. Most guidelines fared poorly in eliciting families’ values/preferences.

Conclusion: Few family-focused recommendations featured consistently across early psychosis guidelines. There was little
guidance on navigating barriers to family involvement. Our analysis revealed critical gaps, including in viewing families as part-
ners in treatment decision-making and services/policy design. Future guidelines must integrate stakeholders’ values/prefer-
ences and guidance on real-world implementation.
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Abrégé

Contexte : Malgré les avantages bien connus de l'implication et des interventions de la famille, des lacunes subsistent dans
leur mise en ceuvre dans le cadre de I'intervention précoce en cas de psychose. Des lignes directrices ont été élaborées pour
les services d’intervention précoce afin de combler le fossé entre les données probantes et leur mise en ceuvre. Peu d’attention
a été accordée a leur nature, a leur qualité et aux recommandations concernant 'implication et les interventions de la famille. Notre
objectif était de cerner; décrire et évaluer les recommandations axées sur la famille dans les lignes directrices canadiennes sur I'in-
tervention précoce en cas de psychose.

Méthodes : Nous avons effectué une revue systématique (PROSPERO#CR042020208974) incluant les lignes directrices/
normes canadiennes relatives au premier épisode psychotique/l'intervention précoce en cas de psychose, ou a la psy-
chose/schizophrénie avec une section sur le premier épisode psychotique/l'intervention précoce en cas de psychose. La
recherche a été effectuée dans Google et Google Advanced a partir de 58 sites Web (avril 2024). A partir de chaque docu-
ment, on a extrait des renseignements bibliographiques et des recommandations axés sur la famille. Toutes les recommanda-
tions axées sur la famille ont fait I'objet d’une analyse de contenu et ont été alignées avec un cadre d’engagement des patients
et des familles. Toutes les lignes directrices ont été évaluées a I'aide de AGREE-REX, qui permet d’évaluer leur rigueur et leur
applicabilité. Les recommandations axées sur la famille ont été évaluées selon trois éléments d AGREE-REX. Les résultats ont
fait 'objet d’une synthése narrative.

Résultats : Sept documents ont été inclus, dont cinq lignes directrices provinciales sur I'intervention précoce en cas de psy-
chose et deux lignes directrices pancanadiennes sur le spectre de la schizophrénie. 96 recommandations axées sur la famille
ont été extraites, couvrant 21 thémes (19 apparaissaient dans < quatre lignes directrices; deux (psychoéducation familiale;
implication des familles dans la planification du traitement) dans cinq lignes directrices). Aucune ligne directrice ne contenait
de recommandations concernant les familles dans le cadre des soins aux malades hospitalisés et seulement deux lignes direc-
trices traitaient du consentement vis-a-vis de I'implication de la famille. 77,4% des recommandations portaient sur les soins
directs, 22,5% sur la participation des familles a la conception et a la gestion de I'organisation et aucune sur la participation a
I’élaboration des politiques. Les évaluations ¢’ AGREE-REX pour les résultats pertinents et I'applicabilité locale étaient plus
faibles pour les recommandations axées sur la famille que pour les lignes directrices globales. La plupart des lignes directrices
ont obtenu de piétres résultats en matiére de prise en compte des valeurs/préférences des familles.

Conclusion : Peu de recommandations axées sur la famille étaient présentées de fagon réguliére dans les lignes directrices
sur lintervention précoce en cas de psychose. Il y avait peu de conseils sur la fagon de surmonter les obstacles a la partic-
ipation de la famille. Notre analyse a révélé des lacunes importantes, notamment dans le fait de considérer les familles comme
des partenaires dans la prise de décisions en matiére de traitement et la conception de services et de politiques. Les futures
lignes directrices doivent intégrer les valeurs et les préférences des intervenants, ainsi que des directives sur la mise en ceuvre
dans le monde réel.
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benefits.® Despite these benefits, gaps remain in their imple-
mentation and uptake in early intervention services for psy-
chosis. Implementation rates for family interventions in
early intervention for psychosis range from 57% to 80%°"'°
and uptake is even lower, with only 0.1-32% attending all
family psychoeducation sessions.''"'* Disconcertingly, qual-
itative research points to families consistently feeling

Introduction

As most individuals are young at the onset of psychosis,’ fam-
ilies play a critical role in the lives and treatment of persons with
first-episode psychosis, initiating help-seeking, supporting and
promoting service engagement and medication adherence, and
liaising with treating teams particularly during crises.>”
Numerous studies have linked family involvement with out-  excluded, not regularly informed, their perspective not ade-
comes in first-episode psychosis such as reduced relapses and quately considered, their needs not sufficiently assessed or

all-cause mortality, improved quality of life and functional — met,'® and their involvement obstructed by various barri-
and subjective recovery.*> Consistent with this evidence, ers. 1418

early intervention services for psychosis typically involve
family members in treatment. Unfortunately, however, such

A useful starting point to understand these challenges in
involving families and implementing family interventions

family involvement is higher at the outset of treatment, and
then reduces and becomes inconsistent.®”’

In psychosis, family interventions, such as family psy-
choeducation and multiple family group therapy, are
among those with the most consistent evidence for their

is to examine the nature and quality of clinical practice guide-
lines for early psychosis, particularly with respect to their rec-
ommendations for family involvement and interventions.
Guidelines are used by service planners and providers to
plan, monitor, and prioritize healthcare practices. Several
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provincial and Canada-level guidelines have been published
to promote standardized, evidence-based service delivery
across early intervention in psychosis programs.'®=>*

In Canada and globally, there have been growing argu-
ments for seeing patients and families not merely as care
recipients but as partners in care and in designing services,
research, guidelines, and policies.l&25 Particularly in early
intervention for psychosis, patient and family engagement
are widely acknowledged as foundational.*®*” Whether and
how these professed values are operationalized within guide-
lines and their recommendations remains unknown. We also
do not know if and how evidence-based family interventions®
feature as recommendations in guidelines.

Healthcare programs and providers need support to apply
evidence-based recommendations in diverse real-world set-
tings. Populations, contexts, and resources vary widely, and
multiple factors can either facilitate or hinder uptake.?*
Yet, Canadian psychosis guidelines have not been examined
for how well they address implementability.

Addressing these knowledge gaps, this study’s specific
objectives were to (a) identify and systematically describe
family-focused recommendations in Canadian guidelines
for early intervention services for psychosis; (b) map family-
focused recommendations against a well-known patient and
family engagement framework to identify gaps in recommen-
dations for family engagement; and (c) assess their quality
and implementability.

Methods

Our study is a systematic review of Canadian clinical guid-
ance documents on early psychosis, followed by their critical
synthesis and quality appraisal. This is the Canadian-
focused part of a larger knowledge synthesis registered
with PROSPERO (#CR042020208974). We systematically
searched for grey literature as clinical guidance documents
are generally non peer-reviewed publications.”® A search
protocol was developed supported by a university librarian.
Two independent reviewers conducted a Google and
Google Advanced search of 58 websites (government,
health, academic, networks such as the Canadian
Consortium for Early Intervention in Early Psychosis
[CCEIP, now called Early Psychosis Intervention Canada])
using 10 terms which combined psychosis or schizophrenia
with early intervention, early detection, early identification,
prevention, and coordinated speciality care. Where there
were too many pages of results, searches were limited to
the first five pages as recommended by the librarian. The
larger review covered the period between 2000 and 2023.
For this particular study, to ensure the inclusion of the
latest early psychosis standards or guidelines from Canada,
an additional Google search was conducted in April 2024
focused only on documents from Canada (which did not
result in any new Canadian guidelines being included). The
CCEIP (which includes members from across Canada)

was also contacted and confirmed that the documents
included in this paper are the most updated versions of
each province’s guidelines and that no other early psycho-
sis guidelines or standards have been published other than
the included ones. Pertinent peer-reviewed publications
(e.g., a publication about guidelines for schizophrenia)
from a comprehensive scoping review of early intervention
for psychosis®' were also considered.

Inclusion and Exclusion Criteria

Documents were included if they: i) were labeled as guide-
lines or standards (from here on, guidelines will be used
for brevity); ii) exclusively focused on first-episode psycho-
sis or early intervention in psychosis, or focused on psycho-
sis/schizophrenia and had a dedicated section on first-episode
psychosis or early intervention for psychosis; iii) focused on
either a province within Canada or all of Canada; and iv)
were in English or French. When multiple versions were
found for the same jurisdiction, the most recently dated
guideline was included.

Excluded documents were dissertations, informational
reports, program descriptions or evaluations, and publica-
tions exclusively centered on pharmacotherapy.

Two reviewers screened titles and executive summaries;
retained eligible documents; carried out deduplication; inde-
pendently screened full texts; and made final selections.
Decisions were based on consensus and discrepancies
resolved by author SNI.

Data Extraction and Management

Two authors independently extracted and discussed pertinent
data from all included guidelines onto a predesigned MS
Excel spreadsheet and received ongoing team feedback/guid-
ance from senior author SNI. Document characteristics were
extracted including authors, publication year and type (guideline
or standards), targeted age group, geographic scope, funding
source, focus (early intervention for psychosis-focused or
not), length, and number of bibliographic references.

All family-focused recommendations (conceptualized
broadly to include any family involvement in treatment and
family interventions) were extracted separately into two cat-
egories (a) “Specific recommendations,” a specific recom-
mendation or performance indicator (typically presented as
a bullet point/box/numbered section) and (b) “General state-
ments,” recommendations found in general sections but not
explicitly labeled as a recommendation (e.g., a sentence
such as “families should be considered key partners” in the
introduction to the guidelines document). Clinical guideline
developing bodies™ typically focus on the first category of
recommendations. There were few to almost no disagree-
ments between raters with respect to their extraction of
these objective descriptive elements.
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Data Analysis and Synthesis

Quality Appraisal. The Appraisal of Guidelines Research &
Evaluation—Recommendation EXcellence (AGREE-REX),
a validated nine-item instrument developed in 2019, was
used to assess the quality of recommendations in the included
guidelines.”> The AGREE-REX was chosen because it
assesses rigor of evidence and methodology, as well as
implementability of recommendations (e.g., were stake-
holder preferences considered, adaptation to local context,
etc.).

As recommended,® three scores were derived for (a) items
on a 7-point scale (1 =lowest quality; 7 =highest quality) (b)
domains by adding up scores for the three items each that fell
under Clinical Applicability; Values and Preferences and
Implementability; and (c) overall by adding up all item
scores. Items 3 (Applicability to patients/populations), 5
(Values and Preferences of Patients/Populations) and 9 (Local
Application and Adoption) were rated twice, for overall recom-
mendations and for the cluster of family-focused recommenda-
tions. Domain and overall scores were converted into
percentages and classified as >70% =high quality, <30% =
low quality, and 30-70% =moderate quality, as per the
AGREE-REX manual.”

Four raters, with experience in early psychosis, indepen-
dently appraised the guidelines using AGREE-REX and
arrived at final scores via consensus. For documents not exclu-
sively early psychosis-focused, appraisal involved reviewing
the early intervention in psychosis, introductory, and methodol-
ogy sections. During the consensus meeting, each rater first
shared their individual scores; if the scores were identical or
quite similar, then one rater presented their detailed justification
for their scores and the other raters added any missing points; if
the scores were different, each reviewer presented their justifica-
tion without interruption followed by a group discussion to
resolve disagreements; and final scores were arrived at by con-
sensus. Senior author, SNI, was present during all consensus
meetings.

Content Analysis to Derive Themes. A directed content analysis
approach was used where each family-focused recommenda-
tion was assigned theme(s), that had been either defined
before (using existing literature)'®***3 or during (informed
by data) analysis.***’ Examples of some themes identified
a priori were family psychoeducation, family role during
hospitalizations or inpatient care, families involved in treat-
ment and discharge discussions/decisions, etc. An example
of a theme derived from the data is family involvement in
community outreach. To do this, two raters independently
categorized and refined key elements into codes (e.g.,
assess the satisfaction of families), code categories (e.g.,
questionnaires, record whether families were consulted
during initial intake in clinical notes), and finally themes
(e.g., assessment of family-focused domains), through itera-
tive discussion and refinement. To ensure rigor, the two raters

met regularly to discuss codes and themes, resolved disagree-
ment by consensus and documented decisions. The raters
were trained and supervised throughout by senior author
SNI. The list of themes was finalized by the two raters and
SNI.

Mapping Against an Engagement Framework. Specific family-
focused recommendations were mapped using a patient and
family codesigned multidimensional framework for patient
and family engagement in healthcare.®® Each recommenda-
tion was categorized as aligning with one of three options
within the framework’s “levels of engagement” (involvement
in direct care; organizational design, and governance and pol-
icymaking) and “continuum for engagement” (consultation,
involvement, and partnership and shared leadership).
Engagement is seen as higher in partnership and shared lead-
ership than in involvement, and higher in involvement than in
consultation. The framework also recognizes individual,
organizational and systemic factors that influence engage-
ment. This categorization was done independently by
authors HM and SNI, and disagreements (which were very
few) were resolved by discussion.

Synthesis. As is common for literature reviews, including
reviews of guidelines and interventions, a narrative synthesis
approach was finally used to present and make sense of the
findings.**™* To ensure rigor and trustworthiness, all
authors contributed to the final synthesis, with primary
responsibility taken by authors HM and SNI, who refined
synthesis and interpretation based on iterative discussion.
Synthesis was done in various stages, starting with tabular
presentation and description of findings from data extraction
of document characteristics, content and mapping analysis of
each document; followed by comparing results across docu-
ments, considering quality appraisal; and then synthesizing
results within and across documents by pulling on relevant
literature about early psychosis, family interventions, and
involvement in psychosis and implementation science.
Before preparing this manuscript, results were also presented
to various stakeholders with experience in early intervention
for psychosis during four meetings, and their feedback used
to refine interpretation. These practices are consistent with
good practices for synthesis in reviews.***

Results

Description of Included Guidelines

Seven guidelines (from 2009 to 2022) were included (Table 1,
Figure S1). Five of these were from the grey literature search
and two from our search of peer-reviewed literature.>' Five
were guidelines for specific provinces: New Brunswick
(NB),>* Nova Scotia (NS),** Quebec (QC)," Ontario
(ON),21 and British Columbia (BC).20 These were developed
and funded by their respective provincial health ministries.
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Table I. Description of Included Documents in Chronological Order.

No. of specific Volume  No. of
Target audience  family (in references
S.no Document Authors / Organization Publication year Jurisdiction Publication type  Funding Focus (age) recommendations pages) listed
| Standards for Mental Health (Province of) Nova 2009 Nova Scotia (NS)  Standards Not mentioned Section on Early 1545 years 4 225 17%
Services in Nova Scotia* Scotia Psychosis
2 Standards and Guidelines Ministry of Health 2010 British Columbia  Guidelines and ~ Ministry of Health  Early Intervention early adolescence 40 106 132
for Early Psychosis Services Province of (BC) Standards Services to
Intervention (EPI) British Columbia mid-thirties
Program?°
3 Early Psychosis Intervention ~ Ontario Ministry of 2011 Ontario (ON) Standards Ontario Ministry of Early Intervention 14 —35 years. 39 36 21
Program Standards?' Health and Health and (exceptions
Long-Term Care Long-Term assessed on
Care an individual
basis)
4 Early Psychosis Services N.B./ Department of Health 2011 New Brunswick Administrative Not mentioned Early Intervention Upto 30 years 3 7 0
Services d'intervention (NB) guidelines
précoce en cas de
psychose au N.-B.2*
6 Canadian Guidelines for the Donald Addington, 2017a Canada (Canada Guidelines Mathison Centre  Section on First  not mentioned 3+ 10 5%
Assessment and Sabina Abidi, lliana 2017a) for Mental Episode
Diagnosis of Patients with Garcia-Ortega, Health Psychosis
Schizophrenia Spectrum William G. Honer, Research and
and Other Psychotic Zahinoor Ismail Education,
Disorders? University of
Calgary
5 Canadian Practice Donald Addington, 2017b Canada (Canada Practice Mathison Centre  Section on Early  not mentioned * il 18*
Guidelines for Elizabeth Anderson, 2017b) guidelines for Mental Intervention,
Comprehensive Martina Kelly, Alain Health First Episode
Community Treatment Lesage, Chris Research and Psychosis
for Schizophrenia and Summerville Education,
Schizophrenia Spectrum University of
Disorders® Calgary
7 Cadre de référence: Ministry of Health and 2022 Quebec (QC) Guideline# Ministry of Health  Early Intervention 12-35 years 6 54 77
Programmes Social Services# (Cadre de and Social
d'interventions pour reference) Services#
premiers épisodes
psychotiques (PIPEP)
2nd edl‘?
Note:

*Only from early psychosis section.
# Translated from French.
*Canada2017a and Canada2017b, count is for early intervention-focused specific recommendations.

The provincial guidelines exclusively focused on early inter-
vention in psychosis, except the NS guidelines which applied
to mental health services in the province, with a specific section
on early intervention in psychosis. The two peer-reviewed
guidelines focused on schizophrenia-spectrum disorders, with
specific sections on first-episode psychosis and early interven-
tion (Canada2017a and Canada2017b).**** All guidelines
covered recommendations for pharmacological and psychoso-
cial interventions. All early intervention in psychosis guidelines
targeted adolescence and early adulthood, but no two stipulated
the same age range. Five were only in English; one was only in
French (QC) and one was in both languages (NB). Only one
guideline (QC) had a previous version, which was considered
but excluded.

Supplemental information was also used in extraction and
quality appraisal where this was provided. Specifically, we
reviewed and extracted information about the detailed meth-
odology for the two Canadian guidelines which was outlined
in an additional publication.*> The QC guidelines referenced
the government’s overall mental health action plan,*® which
was considered in extraction and appraisal.

Involvement of Families in Guideline Development. The devel-
opment of the two Canadian guidelines involved two
named family caregivers as members of their national

multidisciplinary team. The ON standards named one
family member from a named family organization as
having been involved. The BC guideline referred to an advi-
sory council including members from family organizations
(numbers and names not provided). The NS guideline refer-
enced seeking consumer opinions, although it is unclear if
this included families. The NB and QC documents had no
information on whether families were involved (the QC
document had a list of names with no additional details).

Quality Appraisal

As can be seen in Table 2, only one document (BC) scored
high quality overall and for its three domains. One document
(NB) scored low quality in all three domains and overall. This
was a brief guideline (seven pages with includes both English
and French version) which may have resulted in low scores.
The remaining five guidelines were of moderate overall quality,
with individual domains also ranked moderate in quality. The
two Canadian guidelines, however, were ranked high quality in
the clinical applicability domain, scoring high on items relating
to integrating “evidence” and ‘“applicability to target users”
given the use of detailed, rigorous methodology.*

On the three pertinent items, family-focused recommenda-
tions were never rated higher than overall recommendations.
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Table 2. Heatmap Showing an Overview of AGREE-REX Scores in Chronological Order.

Canada | Canada

Items NS* BC ON NB 2017a* | 2017b* QC
Domain |: Clinical applicability
Item |: Evidence 4 5 3 | 6 6 4
Item 2: Applicability to target users 3 5 4 3 6 6 5
Item 3: Overall rating: Applicability to patients/populations 4 6 5 3 4 5 5
Item 3: Family-focused rating: Applicability to families/populations 4= 5] 5= 2 3 4 4
Scores G0 ] 727 [0 N 725 | 7777 [
Domain 2: Values and preferences
Item 4: Vaues and Preferences of target users 4 6 4 2 5 5 5
Item 5: Overall rating: Vaues and Preferences of patients/populations 2 4 4 2 3 5 4
Item 5: Family-focused rating: Vaues and Preferences of families/populations 2= 4= 4= 2= = 4] 3]
Item 6: Vaues and Preferences of policy/decision makers 3 6 5 3 2 3 4
Item 7: Vaues and Preferences of guideline developers 3 5 4 2 3 3 4
Scores (%) 70.83
Domain 3: Implementability
Item 8: Purpose 4
Item 9: Overall rating: Local application and adaptation 4
Item 9: Family-focused rating: Local application and adaptation 2
Scores (%)
AGREE-ReX Overall Scores (%)
Additional materials used for evidence appraisal No

Note I: Item Scoring recommended by AGREE-REX (AGREE-REX Research Team, 2019, p. 8,9): A score of | should be given if there is no information that is relevant to the
AGREE-REX item’s criteria, or the item’s criteria were not considered in the formulation of the guideline recommendations. A score of 7 should be given if all the item’s criteria have been
carefully and thoroughly considered in the formulation of the recommendation(s). A score between 2 and 6 should be given when some but not all of the item’s criteria are considered in the
formulation of the recommendation(s) and/or the link between the criteria and the recommendations is not optimal.

Note 2: Item Scoring 2-6 as determined by authors to match the scope of the study: Score of 2 should be given when a mere statement is given; score of 3 should be given when more than one
of the criteria (but less than half) are fulfilled; score of 4 should be given when half of the criteria are partially fulfilled, there is less information; score of 5 should be given when half the criteria are

overall/patient-focused recommendations, and = equal indicates ratings were the same.
Note 4: El = early intervention for psychosis

completely fulfilled, there is more information; score of 6 should be given when every criterion is mostly fulfilled.
Note 3: Listed are ratings from | to 7 for each item; Higher ratings indicate better quality. Lower arrow | indicates that rating was lower for family-focused recommendations than

* Total number of recommendations combining those for El and non-El sections were 264, 22 and 33 in documents |, 5 and 6.

#The same published peer-reviewed methods article was used for both (Pringsheim & Addington, 2017
High quality >70%

On item 3, which assesses the extent to which relevant out-
comes were considered in developing recommendations, how
these were ascertained as relevant, and whether recommenda-
tions were tailored to particular populations, five of seven doc-
uments scored lower for family recommendations than overall,
with scores mostly in the low to low-moderate range, except for
BC and ON which scored higher.

On item 5, all guidelines performed in the low to low-
moderate range for overall and family-focused recommenda-
tions, indicating that most had not elicited the values and
preferences of families (and patients) in developing guide-
lines (or in reporting this if these were elicited), and in con-
sidering the acceptability of recommendations. BC, ON, NS,
NB, and Canada2017a had identical ratings, for overall and
family-focused recommendations. Ratings were one point
lower for family-focused compared to overall recommenda-
tions in the case of QC and Canada2017b guidelines.

On Item 9, which focuses on local implementability cov-
ering aspects like how recommendations can be tailored to
local contexts/settings, costs, resources, training/competen-
cies, etc., all guidelines consistently performed lower on
family-focused recommendations than on overall recommen-
dations, with low scores for the applicability of family-
focused recommendations across all guidelines except BC
which had a moderate rating.

Themes

Twenty-seven themes were identified from the literature and
analysis of the extracted recommendations (Table 3). One
theme identified as salient in the literature, “families involved

during their ill family member’s inpatient care” was not iden-
tified in any of the included guidelines. Supplementary
Tables a-g present each recommendation against its corre-
sponding theme for each guideline.

Specific Family-Focused Recommendations. Ninety-six specific
family-focused recommendations were identified from all
seven guidelines, The number of specific family-focused rec-
ommendations, as well as the proportion of total recommen-
dations they comprised, varied widely; BC: 40 (26%); ON:
39 (47%), QC: 6 (17%); NS: 4 (15%); NB: 3 (18%);
Canada2017a: 3 (43%); and Canada2017b: 1(33%). These
96 specific recommendations touched on 21 themes, as
seen in Table 3.

The two most commonly endorsed themes by specific rec-
ommendations (five of seven guidelines) pertained to involv-
ing families in developing patients’ treatment plan (BC,
Canada2017a, ON, NS, QC), and provision of family educa-
tion or psychoeducation (BC, Canada2017b, ON, NB, QC).
Four guidelines each made specific recommendations regard-
ing families’ involvement in community outreach (BC, ON,
NS, NB); providing other family supports such as commu-
nity resources and self-care management (BC, ON NB,
NS); and involving families in patients’ assessments (NS,
BC, ON, Canada2017a).

The remaining themes (e.g., involving families in navigat-
ing consent issues or discharge planning, making description
of services available to families, family peer support, cultur-
ally sensitive care for families) only featured in specific rec-
ommendations in three or fewer of the seven guidelines.
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Table 3. Family Work Themes from Specific Recommendations and General Statements, Arranged in Order of Frequency of Endorsement

across Guidelines (n=27).

Themes

Canada
2017a

Canada

NS BC ON NB 2017b QC

Involving families in developing patient’s treatment plan/ shared decision-making B B

with patient and clinician
Family education/psychoeducation
Other family supports (e.g., self-care, links to community services)
Families involved in community outreach / referrals

Involve families in initial assessment and/or outcomes evaluation of patients

Description of service/program given to families

Type of service delivery setting (e.g., family-friendly physical environment) or

S - B -

o)

wuunnunon
R R B2 %]
wuvwuvwwww
o nnunn
) '
Vo '
' OOV

modality (e.g., treatment in community settings or for 3 years for continuity of

care for families).
Consent to treatment

%)
!
w
!
%)
1

® O

Assessing family-focused domains (e.g., Family satisfaction, needs assessment, G B S - - -

sociocultural context, illness explanatory models)
Family peer support

Recommendation outlines prescribed frequency for treatment team to have -

communication/contact with family
Families involved in transition/ discharge planning
Families involved in relapse prevention
Develop care plan for the family member
Family-focused psychosocial interventions (e.g., family therapy)

Provision of family specialist in treatment team (e.g., based on illness phase, family -

approaches, peer support worker, cultural diversity)

'
wm n
w w
'
'
'
(9]

1
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Vwuunuon
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f
1
1

[
[
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Addressing confidentiality issues (e.g., discuss confidentiality with patient and - - S - - - G

family)
Family involvement in program/ service improvement
Culturally sensitive care for families
Description of families roles and responsibilities given to families

Families involved during their ill family member’s inpatient care / hospitalization -
Families are partners in care/engage in meaningful collaboration/ engagement/ -

empowerment
Stigma prevention

Family’s eligibility for services (e.g., All young people with a first episode of -

psychosis and their families should be eligible for EPI programs.)
Family involvement in advocacy activities
Families to be active partners in pharmacological treatment

Duration of services to families (e.g., Services are available to clients and families

across all phases of recovery or relapse)
Themes found only in specific statements n
Themes found only in general recommendations n

Themes found in both general and specific recommendations n

Total themes n (out of 27)
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Note: S: Specific Recommendations; G: General Statements, B: Both, - :no Mention.

General Family-Focused Statements

Five of seven guidelines (BC, Canada2017a, ON, NS, QC)
contained 43 general family-focused statements, some of
which were broad (“Services include crisis and emergency
response service, and individual/group/family assessments
and treatment services>* (p-19)), whereas others referred
to concrete practices (“In rural areas, peer linking may
require  creative and  diverse  strategies  (e.g.,
family-to-family newsletters, secure web-based discussion
groups, etc.)”)?® (p.48). These general statements spanned
24 themes, as can be seen in Table 3. General statements

in the QC guideline covered more themes than specific rec-
ommendations and, although not presented in a box such as
their specific recommendations were, they were still
worded as recommendations, for example, under “address-
ing confidentiality,” a general statement was “a young
person whose family is already aware that he or she is
being followed at PPEP may refuse to allow his or her
parents to be met and involved in his or her follow-up,
but these parents could still receive general psychological
education about psychosis and its treatment[transl].”"’
(p-29) However, this theme was not covered in their spe-
cific recommendations.
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Engagement Framework

Three out of 96 recommendations focused on clinicians’
skillsets rather than tangible practices for families and were
therefore not mapped against the engagement framework.
As seen in Table 4, most recommendations (n=72/93,
77.4%) fell under the “direct care” level of engagement,
within which the highest number of recommendations
reflected the lowest degree of the continuum of engagement,
that is, consultation (30/72, 41.6%), followed by partnership
and shared leadership (27/72, 37.5%) and then involvement
(15/72, 20.8%). Only 21 recommendations from three juris-
dictions (BC, ON, NS) had recommendations for involving
families in organizational design and governance (n=21/
93, 22.5%) that reflected lower degrees of the continuum of
engagement (consultation = 14; involvement = 5; partnership
and shared leadership =2). There were no recommendations
about involving families in policymaking. Supplement a-g
presents each recommendation by level and continuum of
engagement.

Discussion

Content of Family-Focused Recommendations

All extant Canadian guidelines for early intervention for psy-
chosis have family work-focused recommendations covering
a variety of themes, reflecting their acknowledgement of
“families” as a key stakeholder group in the treatment of psy-
chosis. Disconcertingly, only few of the same recommenda-
tions featured consistently across all or most guidance
documents.

Most guidelines had recommendation(s) around involving
families in their loved one’s assessment and treatment plan-
ning, although these varied in number and level of detail.
Most guidelines also emphasized family education or psy-
choeducation, aligning with the meta-analytic evidence for
its benefits.” Beyond psychoeducation, most guidelines
had relatively sparse recommendations about specific family-
focused interventions (e.g., multiple family group therapy) and
patient-focused interventions that involve families (e.g.,
cognitive-behavior therapy for psychosis), despite their rich
body of evidence.**°

Most explicit recommendations were about involving
families in “direct care” with less than a quarter recommend-
ing their involvement in organizational design and gover-
nance and none recommending their involvement in
policymaking. The few recommendations about involving
families in design and governance rarely saw them as part-
ners with shared leadership. This may partially be attributable
to increased breadth and depth of patient and family engage-
ment becoming more prominently encouraged relatively
recently in Canadian healthcare.”’

Three of the seven guidelines made explicit recommenda-
tions about assessing families’ needs and satisfaction with

services. The BC guideline provided 12 additional measurable
family-focused indicators (e.g., number of care plans signed
by families and number of families engaged) and the ON
guideline additionally recommended assessing families’
goals and aspirations.””' These domains could be considered
as candidates by measurement-based care and learning health
systems in early psychosis.*’

Consent, Confidentiality, and Family Involvement

With two exceptions (ON with an explicit recommendation,
QC with general statements), there was no advice for navi-
gating patients’ consent and confidentiality vis-a-vis involv-
ing families in treatment. Consent and confidentiality can
significantly deter family engagement in early psychosis
intervention and mental healthcare.'®>* While strategies
to navigate disagreements around decision-making and con-
fidentiality among patients, caregivers, and families have been
proposed in the literature,”’*> these did not feature in the
recommendations.

Encouragingly, both ON and QC provide clear, converg-
ing recommendations for when patients refuse consent for
involving families, namely, that treating teams discuss the
benefits of family involvement with the patient and if the
patient still refuses, treating teams can listen to the family’s
concerns and provide them psychosocial support and educa-
tion (while respecting patient’s choice by not disclosing
details about their care). Using these as exemplars and
being guided by literature and stakeholder inputs, future
guidelines must make recommendations for involving fami-
lies when patients refuse consent, that acknowledge
consent as fluid (e.g., patients may consent but not want all
information to be shared with families) and evolving (e.g.,
patients may refuse consent to involve families initially but
agree later during treatment).'®%7°%5

Quality and Implementability of Family-Focused
Recommendations

Our analysis highlighted significant gaps in the quality of rec-
ommendations within Canadian early psychosis guidelines.
The first pertains to the little attention paid to implementabil-
ity and applicability considerations such as training,
resources, and adaptations to local contexts, which may
help explain the gaps between evidence and standards on
the one hand and practice on the other hand in early psycho-
sis programs, and their poor and inconsistent implementation
of family-focused recommendations.*®*>>* Generally, there
has been limited implementation science work in early psy-
chosis.”®>® Family work recommendations were much
more likely to be formulated in ways that did not support
their implementability, with generic statements or statements
lacking operationalizable detail (e.g., “This [referring to
treatment in early interventions services for psychosis]
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Table 4. Mapping Family Work onto the Patient and Family Engagement Framework.

Continuum of engagement

Document

Partnership and

involvement shared leadership

Consultation

Recommendations in counts n

| 2
10 5 8

Direct Canada 2017a

Care Canada 2017b

QC*

Total n

14 7 15
|

| 2

|

2 2
30 | 27

Total direct care
level n

|
5
72

Organizational

Levels "
design
of
and
Engagement
governance
Policy
making

Total policy
making level n

0

Legend: *3 recommendations (QC= 2; NB = |) were not mapped as it is for clinicians' competence than concrete family practice
hence n will not add to total number of recommendations (n=96)
Note: Heat-map shows an overview of family work specific recommendations from included guidelines mapped onto Carman et
al.’s patient and family engagement framework.

| to 5 recommendations

| Above 5 recommendations

should be multidisciplinary and encompass the following: ...
Family involvement and family interventions...”)* (p. 667).

The second gap pertains to many guidelines not having
actively and systematically elicited the values and prefer-
ences of families; specified outcomes relevant for families;
or clarified how listed outcomes were chosen as relevant.
Families were mentioned as having been involved in devel-
oping only two early psychosis-specific and the two
Canada-wide guidelines. Most documents and evidence
informing them were created prior to the patient-oriented
research push in Canada.’! Low(er) ratings on this (and
other AGREE-REX) item(s) may have also arisen
because sufficient information (e.g., if families were
included, how their opinions were considered) was not
reported in the guidelines. Given that “engagement” is at
the heart of early psychosis intervention,’” it is incumbent
upon those developing guidelines that recommendations
reflect the values and preferences of families (and patients)
and that the strategies used to gather these are clearly out-
lined. Strategies could range from involving family
members (with diverse lived experiences) during guideline
development to integrating literature on the values and
preferences of families. These may be helpful in identify-
ing practices that may not yet have the highest levels of

strength and consistency of evidence®® but may be consis-
tently valued by lived experience stakeholders (e.g., peer
support).

The third gap pertains to most guidelines not detailing how and
when recommendations should be tailored to particular subsets of
families based on age, ethnicity, religion, and family member type
(e.g., sibling/spouse/parent), and their intersectionalities. Equity
considerations have increasingly become central in healthcare,
but most guidelines were published over eight years ago.
Definitions of “family” and familial values and views about
mental illnesses and caregiving are influenced by social-cultural
dimensions.” ' Factors like ethnicity have also been shown to
impact uptake of family interventions®® along with being associ-
ated with risk for psychosis and pathways to care.®>%*

Limitations and Strengths

Our review focused on family-focused recommendations in
early psychosis guidelines, but the extent to which early psy-
chosis programs are actually guided by jurisdictional guide-
lines (and/or Canadian guidelines) is not clear.
Nonetheless, because these guidelines enjoy the support of
relevant ministries, they could be argued to be credible rep-
resentations of minimally acceptable standards of early
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Table 5. Recommendations for Future Development and Update of Guidelines for Early Intervention for Psychosis, Particularly with
Respect to Family Work Practices.

1) To achieve high quality, guideline developers must synchronize recommendations and clinical practice document development using
guideline development metrics/reporting guidelines such as SIGN, GRADE, AGREE I, European Minimum Quality Standards (EQUS), etc.
2) To achieve better implementability of guidelines and their applicability to local contexts, guideline developers must synchronize
recommendations and clinical practice document development using AGREE-REX.

3) Guidelines should pay greater attention to principles of equity, diversity, and inclusion, by ensuring that they cover how

recommendations can be tailored to particular subsets of patient and family populations and particular contexts.

4) Recommendations should ensure that they span all levels of patient and family engagement (direct care, organization and governance,

policymaking) and be attentive to the continuum of engagement, ensuring that engagement is not always at the lowest level of consultation.

5) All pertinent stakeholder groups (patients, families, clinicians, decision-makers, researchers, and policy-makers) must be involved in the

guidelines development process, paying attention to inclusion of persons with a diversity of experiences.

6) Stakeholder engagement in developing guidelines should be guided by evidence-based methods for co-designing guidelines and reporting

guidelines such as AGREE and AGREE-REX.

7) Guidelines and guidance documents should explicitly outline how stakeholders were involved in the guideline’s development process

(using criteria outlined in AGREE ).

8) Along with stakeholder inputs, guidelines should also be based on an extensive and rigorous literature review. Specific

recommendations should be anchored in evidence (paying attention to levels of evidence and grade of recommendation, as outlined in

AGREE, GRADE, SORT, etc.).

9) Evidence should be gathered and synthesized not only on interventions/practices that can be recommended but also on what outcomes

should be focused on, why these outcomes are relevant, how these outcomes were chosen as relevant, and how prioritized outcomes

align with the values and preferences of pertinent stakeholder groups.

10) Guidelines should include advice/tips on how to apply and/or adapt recommendations based on implementation factors such as

resources, training, costs, etc. and contextual factors such as population characteristics, geography, health organizational type, etc.

I'1) Advice to facilitate implementation should be anchored in implementation science evidence, as well as stakeholder inputs.

SIGN: Harbour, R, Miller, ., Grant, A. M., & Scottish Intercollegiate Guidelin (2001). A revised method for the grading of guideline
recommendations. British Medical Journal, 323(7308), 334-336. https://doi.org/10.1 136/bm;j.323.7308.334; GRADE: Guyatt, G. H., Oxman,
A. D, Vist, G. E,, Kunz, R, Falck-Ytter, Y., Alonso-Coello, P, & Schiinemann, H. J. (2008). GRADE: an emerging consensus on rating quality of
evidence and strength of recommendations. Bmj, 336(7650), 924-926; AGREE-REX: Brouwers, M. C., Spithoff, K., Kerkvliet, K., Alonso-Coello,
P, Burgers, |, Cluzeau, F, Férvers, B., Graham, I, Grimshaw, J., Hanna, S., Kastner, M., Kho, M., Qaseem, A,, Straus, S., & Florez, I. D. (2020).
Development and Validation of a Tool to Assess the Quality of Clinical Practice Guideline Recommendations. JAMA network open, 3(5), e205535.
https://doi.org/10.1001/jamanetworkopen.2020.5535; AGREE-II: Brouwers, M. C,, Kho, M. E,, Browman, G. P, Burgers, J. S., Cluzeau, F,
Feder, G., Fervers, B, Graham, I. D., Grimshaw, J., Hanna, S. E., Littlejohns, P, Makarski, J., Zitzelsberger, L., & AGREE Next Steps Consortium
(2010). AGREE lI: advancing guideline development, reporting and evaluation in health care. CMA| : Canadian Medical Association journal =
journal de I'Association medicale canadienne, 182(18), E839-E842. https://doi.org/10.1503/cmaj.090449; EQUS: Schaub MP, Uchtenhagen
A, EQUS Expert Group. Building a European consensus on minimum quality standards for drug treatment, rehabilitation and harm reduction.
European Addiction Research. 2013 ;19(6):314-324. DOI: 10.1159/000350740. PMID: 23774998; SORT: Ebell, M. H., Siwek, J., Weiss, B. D.,
Woolf, S. H., Susman, J., Ewigman, B., & Bowman, M. (2004). Strength of recommendation taxonomy (SORT): a patient-centered approach to
grading evidence in the medical literature. The Journal of the American Board of Family Practice, 17(1), 59-67.

psychosis care in their respective jurisdictions. Only five
among Canada’s 10 provinces and three territories have pub-
lished early psychosis guidelines, despite early psychosis ser-
vices also operating in at least four other provinces.

On the AGREE-REX,* a score of 1 (lowest quality) could
either reflect the poorest quality or that guideline developers
failed to describe their methodology. Our protocol did not
allow us to distinguish these unless we contacted all develop-
ers, which we did not do. While the AGREE-REX provides
thresholds for high, moderate, and low quality for overall
scores, it does not provide similar thresholds for individual
items and domains. We used similar cutoffs for individual
items and domains, along with detailed descriptions of their
quality. Notwithstanding these limitations, AGREE-REX
permits a comprehensive evaluation of recommendations in
terms of their implementability and rigor and should be
used when developing future guidelines.

Our review also has noteworthy strengths. Our critical
analysis using multiple methods—bottom-up content analy-
sis, top-down mapping against an engagement framework
and quality appraisal—yielded a first-ever, thorough portrait
of the state of family-focused recommendations in Canadian
early psychosis guidelines and helped identify substantive
(e.g., family involvement in policymaking, specific family
interventions) and process (e.g., involving families as part-
ners rather than only consulting them) gaps.

Implications

Our systematic synthesis of family-focused recommenda-
tions across Canadian guidelines for early intervention in
psychosis provides all jurisdictions and early intervention
programs a menu of strategies for family involvement and
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interventions and a list of convergent practices (e.g., psy-
choeducation) to be prioritized.

Given our focus on Canadian guidelines, we cannot deter-
mine whether findings generalize to other regions where
early psychosis services are more widely implemented.
National guidelines may exert stronger influence in the
UK® and Australia® than in Canada’s provincially driven
system. Nonetheless, evidence of inconsistent implementa-
tion of family engagement elsewhere®>°”°® underscores the
need to examine the quality of family-focused recommenda-
tions in guidelines across jurisdictions.

Given that guidelines inform delivery and optimization of
patient and family care, it is critical that they are implementa-
ble in routine practice and provide the best possible evidence-
and values-informed recommendations for direct care and for
involving families (and patients) in services and policy design.
Based on identified strengths and gaps, we propose concrete
recommendations for practice and future guideline develop-
ment in early intervention services for psychosis (Table 5).
Since AGREE-REX could be used as a methodological check-
list to formulate and report the quality of recommendations,
our results serve as a benchmark against which future early
psychosis guidelines and recommendations can be measured.
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