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• Helps people benefit from the highest 
quality of care based on, or informed 
by, evidence interpreted with relevance 
to individual circumstances 

 

• Creates accountability for services and 
funding 

Standards of Care (SoC): Purpose



Standards of Care

SOC for Early Intervention Services 
should reflect its

History, Philosophy and Values



Standards of Care
EIS History

History: A personal reflection



Standards of Care
EIS Philosophy

HOPE with (Action) 

Compassion

Justice



• Equal access to high quality care for achieving social Inclusion as the desired outcome

• Equal attention to families as partners in care

• Evidence, generated at the group level, must be applied with attention to:

to be applied 

Standards of Care
EIS Values

CultureGender Socioeconomic 
Status

Individual 
Needs



Values and Benefits of Standards 

A view for persons with lived experience, their families and 
advocacy groups
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After participating in this session, participants will be better able to:

• Describe the value of standards for persons with lived experience and their 
families

• Identify the importance of standards for organizations committed to supporting 
persons with lived experience and their families 

• Consider the role of advocacy groups in the development of standards

Learning Objectives



Mission: Build a Canada where people living with early psychosis and 
schizophrenia achieve their potential
• SSC is committed to transforming how people think: we seek to be a visionary in advocating for a 

transformed mental health system based upon the recovery philosophy

• SSC is well positioned to communicate through its network to enhance the reach of Standards and 
projects such as the Learning Health System-EPI

• Our work continues to focus on supporting those affected by early psychosis and schizophrenia 
through research, education, and advocacy efforts, with the goal of helping people reach their full 
potential

• SSC includes people living with schizophrenia and psychosis and their families

Schizophrenia Society of Canada



• Know what good care looks like
• Increased confidence in accessing service that meet safety, measurement and quality levels and will not cause harm
• Standards developed with and by PWLE and families enhance experience and increase likelihood of desired health outcomes
• Standards ensure the products, services and systems are safe, reliable and perform the way they are meant to perform. 
• Help patients, families, and caregivers understand the care available from the health system and support informed decision-

making in collaboration with their health care team.

• Quality health care can be defined in many ways but there is growing acknowledgement that quality health services should be:
• Effective – providing evidence-based healthcare services to those who need them;
• Safe – avoiding harm to people for whom the care is intended; and
• People-centred – providing care that responds to individual preferences, needs and values.

• To realize the benefits of quality health care, health services must be:
• Timely – reducing waiting times and sometimes harmful delays;
• Equitable – providing care that does not vary in quality on account of gender, ethnicity, geographic location, and socio-

economic status;
• Integrated – providing care that makes available the full range of health services throughout the life course;
• Efficient – maximizing the benefit of available resources and avoiding waste. (WHO Quality of Care)

Value of Standards for Persons with Lived Experience(PWLE) & 
their families



• Advocacy groups play a key role in influencing public policy and social systems. They 
work to create positive change by raising awareness, influencing policies, and mobilizing 
resources.

• Standards help advocacy groups to create positive change though these “5 functions”
• INFORM: educate and engage

• LEVERAGE: harness power of networks and coalitions

• VOICE: speak up and be heard

• ORGANIZE: mobilize and empower others

• ASSESS: monitor and evaluate our efforts

• Examples of actions: Advocate for appropriate services, Share benchmarks for care, assist with 
navigation and highlight service needs/gaps

Benefits of Standards to Advocacy & Support Groups



• Advocacy plays a crucial role in driving change by influencing public 
opinion, policies, and decision-makers themselves.

• Organizations like SSC can broaden impact of pwle & family voice and 
partners through the “5 functions” ie. organizing.

• Consider for yourself: 
• You may be a mental health advocate if you work hard to raise awareness and lessen 

the stigma.
• Attitudes toward mental illness have changed in recent years, but there’s still a lot of 

work to be done. Mental health advocates are an essential part of this work.
• A mental health advocate becomes aware of an issue or need and then speaks about 

it to others, so they, too, become aware or gain knowledge.
• The good news is anyone can be one.

Role of Advocacy Organizations



It can be challenging to advocate for others in your community if you don’t advocate 
for yourself first. But it can be hard to know how to get started.

Here are some ways you can advocate for yourself:
• Understand your own mental health condition. For instance, “be aware that good mental health doesn’t 

mean an absence of a diagnosed mental health condition,” says Cidambi.
• Share your diagnosis. Letting others know about your condition and your needs and triumphs helps 

them widen their perspective on the topic.
• Have a plan of action. Develop clear goals for yourself and outline the steps required to achieve them. 

Doing this will enable you to clearly communicate your needs with others.
• Ask for help. Get support from friends, family, and co-workers. Reach out to others with similar 

experiences who may be able to provide you with insight.
• Reach out to organizations. Local organizations that work with your mental health condition can provide 

you with information and help you learn to advocate for yourself.
• Develop a blog or website. Talk about your experiences, your needs and concerns, and how you feel 

others can support you and others with similar experiences.

How to be a MH advocate for yourself



Example: 

Hope in a Learning Health System for EPI

“Nothing about us without us”

Lived experience panel including family members



• LHS-EPI Conference Quality of Life and Recovery in a Pan-Canadian LHS for 
psychosis. November 23, 2023 

• Themes:
• Person-Oriented Care
• Family Involvement
• Interventions: Peer Support
• Other Interventions
• Measurements
• Technologies
LHS Stakeholders group refined the themes 
Team reviewed for gaps, Reviewed two questions
Reviewed responses and recommendations with lived experience panel June 2024

Lived voice and family voice within the LHS-EPI



• Standards help PWLE and Families/Circles of Support access quality care that is based on the best 
information we have to date. 

• From Standards Council of Canada: Benefits of Applying Standards:

• Standards benefit consumers, businesses, regulators and the Canadian economy.
• Standards make everyday life work for Canadians. For businesses, they open a world of 

possibilities. For regulators, they help promote competitive businesses and the safety of Canadians.  
• Standards ensure the products, services and systems we all depend on are safe, reliable and 

perform the way they are meant to perform. 
• Standards touch nearly every aspect of our lives. Without standards, we couldn’t trust that the water 

we drink is clean, the toys our children play with are safe, and so much more.

• The Learning Health System for early psychosis provides a generative learning experience that includes 
the voice of lived experience and families to provide hope, help and support to those with early 
psychosis through recovery journey. 

Growth Mind Set: Together we are more



Please feel free to check out the SSC website for some informative resources and initiatives such as: 

• Cannabis and Psychosis: Youth Action Project (book free presentations!)

• Family Recovery Journey - family course

• Rays of Hope book

• And coming soon: Your personal Recovery Journey peer led course

• And more…

Contact CEO Chris Summerville at  chris@schizophrenia.ca

Or Hazel Meredith at hazelmeredith@hotmail.com

HOPE CHANGES EVERYTHING! EXPECT RECOVERY!

Thank you!

mailto:chris@schizophrenia.ca
mailto:hazelmeredith@hotmail.com


Towards National Standards in Early Psychosis 
Intervention: A National Workshop Agreement
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• Standards Council of Canada and Health Canada launched the 
development of National Standards for Mental Health and 
Substance Use Health Services in March 2022

• Early psychosis intervention selected as one of 6 priority areas with 
call for proposals in June 2023 and report deadline of February 2024

• Given the timeline, a National Workshop Agreement was selected as 
a “standards-based deliverable” to bring together thought leaders 
and shape the future direction of the subject and influence any 
future standard

• Goal: Support consistent access to high-quality services in early 
psychosis across Canada based on evidence, stakeholder 
consensus, public feedback, and existing international standards

A National Standard for Early Psychosis Intervention



• Early-phase psychosis has high burden and mortality

• Clinical trials demonstrate effectiveness of EPI (e.g., Kane 2016, Craig 
2004, Petersen 2005)

• Real-world studies demonstrate effectiveness of EPI (Anderson 2018)

• More likely to receive care from a psychiatrist

• Reduced burden on emergency departments

• Reduced all-cause mortality

• Early psychosis intervention yields greater health benefits with lower 
costs compared with standard care (Sediqzadah 2022; Tarride 2022, Groff 
2021)

• Some practices in EPI vary widely (Nolin 2016) and particularly 
delivery of elements of recovery-oriented care, even in provinces 
with standards (Durbin 2019)

Why Early Psychosis Intervention? 



A National Workshop Agreement in EPI
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Existing Standards in EPI

Nova Scotia 
(2003)

British Columbia 
(2010)

Ontario 
(2011)

Quebec 
(2022)



Other Relevant Documents

Australia 
(2016)

United States/RAISE
(Heinssen et al. 2015)

International 
(IEPA 2005)

UK 
(2018)

Canada 
(CPA 2017)



Examples from EPI Standards/Guidelines in Canada

EPI Service Component British Columbia Nova Scotia Ontario Quebec

Service duration At least 3 years 5 years 3 years At least 3 years

Age of service users Approx. 13 to 35 12 to 35 14 to 35 12 to 35
Time between referral and 
first assessment

Within the first few 
weeks of care

Emergencies: 
immediate referral to ED 
+ MH assmt. within 24 
hours.
Urgent cases: MH 
assmt. within 5 working 
days.
All other: clinical team 
determines case 
assignment for 
assessment within 10 
working days.

Clients referred for a 
comprehensive 
assessment are 
contacted by telephone 
within 72 hours of 
being referred, and a 
face-to-face meeting is 
offered within two 
weeks.

For a First Episode of 
Psychosis: 15 days if 
stable, 7 days if 
unstable, 24 hours in 
crisis situations.

Includes affective 
psychosis in eligibility 
criteria?

Yes Not specified Yes Yes



Mental Health and 
Addictions Services 

Standard
(2023) 

Standard Sections
1. Promoting Client-Centred Care

2. Respecting Client Rights in the Delivery of High-Quality Care

3. Delivering High-Quality Care Based on the Goals, Abilities, 
and Preferences of Clients

4. Continuity of Services

5. Enabling a Healthy and Competent Workforce

Organizing Framework for EPI-NWA

Can be applied in all care settings with dedicated Mental 
Health Teams, Addictions Teams on Integrated Mental Health 
and Addictions Teams



• Bilingual online survey November-December 2023
• November 13, 2023 – in person in Toronto, Ontario
• November 14, 2023 – virtual, same content as previous day
• November 30, 2023 – in person in Montreal, Quebec with 

SARPEP group
• Additional focus group facilitated by Shkaabe Makwa
• Additional individual consultations
• Participants prompted to comment on whether any EPI-

specific elements or considerations should be added to a 
summary of the MHA Standard

• Breakout discussion groups; notes were transcribed, coded 
for themes

• Themes were consolidated under MHA headings, sent to the 
Working Group for review and analysis

• 278 participants across all engagements from 10 provinces; 
20% with lived experience and designated support people

Workshop Engagements



• EPI services should be accessible and high quality

• Specific recommendations categorized as follows:
• Program delivery: including considerations for providing EPI care that 

is timely, culturally appropriate, equitable, person-centred, 
team-based and effective

• System design: including policy and system-level considerations to 
support accessible, evidence-based and consistent mental health and 
substance use health systems across Canada

• Implementation: including considerations for moving beyond 
standards to actionable, measurable and continuous-improvement 
focused services within a Learning Health System

• Notable themes: Indigenous-led research and service design, awareness 
and timely access, integration with substance use health services, 
developmentally appropriate, strengths-based

• Recommended a set of national standards with commensurate funding, 
implementation support, monitoring and accountability

National Workshop Agreement Findings 



Shkaabe Makwa

https://healthstandards.org/
workshop-agreement-for-
early-psychosis-
intervention/



Developing Standards for a Learning Health 
System for EIS in Canada
Srividya Iyer, PhD, Psychologist
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Context 

Gaps between 
evidence-standards & 

practice 
Creating & maintaining 

cultures of care 



Despite superior outcomes, research has 
identified gaps between evidence-based 
guidelines, best practices, and the actual 
implementation of EIS. 

Context 

• Nolin M, Malla A, Tibbo P, Norman R, Abdel-Baki A. Early intervention for 
psychosis in Canada: what is the state of affairs? The Canadian Journal of 
Psychiatry. 2016;61(3):186-94.

• Bertulies Esposito B, Nolin M, Iyer S, Malla A, Tibbo P, Banks N, et al. 
Implementation of Early Intervention Services for Psychosis in Québec: A Cross-
Sectional Study. Canadian Journal of Psychiatry.

• Durbin J, Selick A, Hierlihy D, Moss S, Cheng C. A first step in system 
improvement: a survey of Early Psychosis Intervention Programmes in Ontario. 
Early intervention in psychiatry. 2016;10(6):485-93.



The process by which “internal data 
and experiences are systematically 
integrated with external evidence, and 
that knowledge is put into practice. 
As a result, patients get higher 
quality, safer, more efficient care, and 
healthcare delivery organizations 
become better places to work.” 
(AHRQ, 2019)

Learning Health System (LHS)



SARPEP: Québec LHS for early psychosis programs

PILOT PROJECT (2019-2021)

11 EIS (10 CISSS & CIUSSS)

CURRENTLY

20 EIS ( 14 CISSS & CIUSSS)

QUÉBEC

33 EIS

120+ healthcare professionals
33 psychiatrists
12 team leaders

190+ healthcare professionals
45+ psychiatrists
20 team leaders

225+ healthcare professionals
60+ psychiatrists

~ 2050 active patients

~ 850 new cases / year

~ 2 580 active patients

~ 1 280 new cases / year

Est. 3 700+ active patients

~ 2 000 new cases / year



Feedback 

SAR PEP

Systematically and automatically sent to each stakeholder group

Evolution in the 
implementation of 
components over time

Compared to other 
programs

Compared to the
Cadre de Référence 

PIPEP’s standards

Recommendations on 
how to improve

with rationale



Feedback Examples

SAR PEP

Accessibility / Access delays
Psychiatric evaluation

Continuity of care after PIPEP



Feedback on Satisfaction
“Happy or Not”

Systematically 
and 

automatically 
sent to 
relevant

stakeholders



Capacity building

SAR PEP

Helping programs use data effectively to improve the quality of clinical practices
 Aligned with Cadre de reference PIPEP’s guidelines

 Continuous improvement over time

Knowledge 
exchange events

Conferences, Workshops

Live & virtual

Online training
Asynchronous & 

Synchronous

Mentoring between 
programs

Co-creation and 
sharing of tools

Clinical and 
administrative



Early Psychosis Delphi Study

ROUND 
1

ROUND 
2

ROUND 
3

66 Participants 52 Participants 50 Participants

20 lived-experience experts
23 clinicians

23 clinician researchers

18 lived-experience experts
16 clinicians

18 clinician researchers
(79% retention)

16 lived-experience experts
16 clinicians

18 clinician researchers
(96% retention)



MAP-PRO EIS Delphi Study



• The Montreal Consensus Development Conference aimed at identifying 
guidelines and acceptable practices  for a Canadian Rapid Learning Health 
System (RLHS) in EIS for psychosis by: 

Consensus development conference for RLHS for EIS to set 
standards and guidelines

Building new relationships and creating a culture of rapid learning 
and improvement

Revisiting indicators and competencies for rapid learning and 
improvement in EIS based on the Delphi study, and 

Evaluating digital infrastructure for the capture, linkage, and timely 
sharing of key data. 



Consensus development conference for RLHS for EIS to set 
standards and guidelines

M U L T I - S T A K E H O L D E R  
G R O U P S

Guiding principles: 
 Guarantee equal access

 Respect diversity of interests 
 Uphold openness & transparency
 Maintain clearly developed processes

 Support best interests of Canadians living with 
psychosis/their carers
 Avoid duplication

Service Users 
(Clients and 

Families) 

Clinicians, 
Researchers, 
Policy Maker

131 
Conference Attendees

7  
Provinces (BC, Alberta, 
Manitoba, Ontario, Québec, 
Nova Scotia, Newfoundland)



Consensus Development Conference

P R O G R A M  V I D E O  C A P S U L E S

 11 programs created video capsules
 Showcased the diverse early intervention services 
 Highlights similarities and differences between 

programs across Canada

D I G I TA L  S T O R I E S • Beautiful, touching, 
powerful. Helps to better 
understand the recovery 
experience through a 
client's eyes  

• Puts a true face to the 
illness and how recovery 
is possible



WORKSHOP 1
• Why are quality of life and 

recovery important to you, your 
program? How are you currently 
sharing or gathering information 
about quality of life and 
recovery?

Consensus development conference

WORKSHOP 2
• Why is service engagement (people 

engaging in and participating in their 
treatment) and satisfaction with services 
important to you, your program?  How 
are you currently sharing or gathering 
information about service engagement 
and satisfaction with services?



Post-conference: data analysis 

P R O C E S S D E S C R I P T I O N

Facilitators generated 
consensus statements based 
on identified themes in 
Workshop 1 and Workshop 2

Workshops at consensus 
conference collected data from 
stakeholders

Facilitators transcribed data 
collected from conference 
workshops

Raw data was thematically 
categorized

Recommended consensus 
statements drafted by facilitators 
were brought to the panelists for 
discussion and feedback

1

2

3

4

5



Post-conference: panel deliberation (in process)

• Person-centered care in an LHS-EPI 
recognizes the individual’s goals. 
Measuring these against their 
definition of recovery contributes to 
what recovery is for the person and 
what the person wants to work on.

Quality of Life and Recovery in a 
Pan-Canadian Learning Health 

System for psychosis

Person-oriented 
care

Early Intervention Service 
Interventions including 

Peer-support and Other 
interventions 

W O R K S H O P  I  
T H E M E S

Learning Health 
System 
Measurements 

Technologies



Pychoeducation and 
Advocacy

Service Accessibility

Client and Family/DSP 
Engagement

W O R K S H O P  I I  
T H E M E S

Clinician/Admin Data 
Collection on 
Engagement

Client and Family/DSP 
Evaluation

Staff Support

• Building partnerships with clients and 
family/designated support person (DSP) 
includes: all participants agreeing on the 
terms of engagement, shared decision-
making, acknowledging clients and 
family/DSP as expert partners in care, co-
developing care, treatment and recovery 
plans, and meeting clients and family/DSP 
on a regular basis where they are at in 
terms of engagement and capability levels, 
acknowledging this can change over time

Post-conference: panel deliberation (in process)



[I was] touched to see so many people coming and 
working together to help people like me suffering 

from psychosis

Moving forward together

C R O S S - C O U N T R Y  
C O N N E C T I O N  

B E T W E E N  
S TA K E H O L D E R S

W E  A R E  AT  T H E  
F I N A L  S TA G E  O F  

D E V E L O P I N G  T H E  
S TA N D A R D S  F O R  T H E  

R L H S  F O R  E I S  I N  
C A N A D A

T O  C R E AT E  A   
F R A M E W O R K  T O  F O S T E R  

L I V E D  E X P E R I E N C E  I N  
C R E AT I N G  S TA N D A R D S



THANK YOU!

Funding for SARPEP from FRQS, MSSS and foundations, and for MAP-PRO from CFI
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