
Transforming Our Culture…



Embracing 
Lived Experience

and Evidence



Introducing Ourselves

• Nybelle Caruso

• Nicholas Buekea

• Tamara Sale



EASA Origins

• Created 2001 from Oregon Health Plan / Mid-Valley 
Behavioral Care Network

• Combined anticipatory decision making, evidence based 
practice/prevention focus

• Iterative 2001-present
– University of Melbourne Early Psychosis Prevention and 

Intervention Center (EPIC)
– SAMHSA Toolkits
– Practice guidelines/fidelity/training, statewide dissemination 

(2008 forward) www.easacommunity.org

• 2013 Center for Excellence/Young Adult Council
• 2014 huge national expansion of CSC

http://www.easacommunity.org/


Discussion Today
What is the context and history of the early 
psychosis field?

What is the current state of the early psychosis 
field?

How do lived experience and evidence-based 
practice relate to each other?

What will an outcome-driven, equitable and 
person-centered system look like?



Core Messages

• We are in an unprecedented position to RE-
DESIGN our systems based on the strengths,  
needs and voices of people as well as 
evidence

• Importance of including and amplifying voices 
of lived experience 

• Multiple forms of knowledge are needed



How did the early psychosis field get 
to where it is now?

• Systems not aligned to people’s diverse 
strengths and needs

– Negative experiences with the system & resulting 
lived experience advocacy

• New research & scientific advocacy

• Intense commitment at multiple levels



Historical Barriers and Challenges
• Not knowing what to look 

for, where to go
• Mental health center 

inflexibility (insurance, 
unwillingness to talk to 
family, requirement to be 
“motivated for treatment” 
or “imminent threat”, lack 
of outreach)

• Negative assumptions and 
little focus person’s 
strengths, developmental 
stage or culture



Effects of involuntary hospitalization 
or legal involvement

• Trauma

• Adversarial 
relationship

• Higher doses/side 
effects

• Negative self-image

• Disrupted life

• Criminal record



Where we came from
• Crisis and deficit focus

• Treating symptoms but not supporting 
independence and growth

• Medication without partnership 

• Rates of unemployment around 90%

• Mortality 10-25 years earlier than the rest of 
the population



To be a mental patient, Rae Unziker 1984 © (Photo:  
When Women Pursue Justice, Brooklyn)



Changing the system and culture

• Proactive engagement:  both individual and 
family/supporters
– Rapid accessibility
– Strengths and resilience focus vs. disability
– Persistence and trust building
– Grounded in the person’s culture
– Shared decision making

• Focus on evidence
• Developmental focus, support for school, work
• Doing what works for the person & family
• Long-term relationships and leadership
• Continuity



Brief History

– Consumer/survivor movement

– Deinstitutionalization, Community Support 
Systems Movement

– Family movement

– Finance reform (Managed Care/Oregon Health 
Plan; ACA; Federal Block Grant allocation)



Brief History
• Research

– Duration of Untreated Psychosis 

– Clinical High Risk/Onset
• North American Longitudinal Study

• EDIPPP

• SAMHSA grants

-Treatments
• Evidence-Based Treatments (CBT, family psychoed, ACT, 

Individual Placement and Support, etc.)

• Emergence of Early Psychosis Programs  (Scandinavia, 
Australia, UK, U.S., etc.)

• RAISE (ETP/Navigate; Connections/OnTrack New York)



The Concept of “Coordinated 
Specialty Care”

• Term introduced after RAISE (NIMH)

• Early versions of the “team” were less robust

• Supported employment & education central 
feature

• Peer support not included originally but most 
programs have it

• Some models include nursing, occupational 
therapy, supported housing, other disciplines



Growth in CSC (Westat MHBG 
Evaluation)



Interesting Findings

• Extensive use of peer support 

• Large number of rural/frontier sites

• Relationship between outcome and fidelity 

• Challenges:

– Staff turnover

– Transition/discharge planning



Useful Networks

• PEPPNET:

http://med.stanford.edu/peppnet.html
– List servs & collaboration

– Annual conference (SMI Advisors/APA)

• International Early Psychosis Association 
(IEPA): www.iepa.org.au
– Biannual conference

– Free journal (Early Intervention in 
Psychiatry)

http://med.stanford.edu/peppnet.html
http://www.iepa.org.au/
https://onlinelibrary.wiley.com/toc/17517893/2020/14/4


Changing our culture: Some guiding 
principles

• Intentional re-design to change 
results

• Systems built on listening, 
shared decision making

• Each person and discipline is 
unique and essential

• Learning from diverse expertise 
and perspectives (peer support 
example)



https://www.intentionalpeersupport.org/coreflection/?v=b8
a74b2fbcbb

https://www.intentionalpeersupport.org/coreflection/?v=b8a74b2fbcbb
https://www.intentionalpeersupport.org/coreflection/?v=b8a74b2fbcbb


PURPOSE:  Why we’re here

• Lived experience perspectives and advocacy



Institutional Equity

• Ground services in the 
perspectives of the 
individuals we wish to serve 

• Significant differences in 
access, relevance of 
services

• Need to understand how 
patterns of historical 
oppression continue to play 
out

• Confront injustices & build 
new practices together



The Opportunities before Us

• Huge traction, expertise and tremendous 
resources nationally & internationally

• Significant gaps (justice system and hospital 
diversion, school support, long-term supports)

• Design for results

– Inclusive leadership

– Learning health systems

– Community-engaged research



Early Psychosis Information Network 
(EPINET)

• National learning health system

– Aligned measures (community and research 
centers)

– Centralized data system

– Ability to focus on less populous groups

– Goal:  Rapid cycle of research and practice 
advances



Lived Experience Interfacing with EBP

• How did this study come about?  Who designed 
the study?  Who was included and excluded from 
the study? How did it define success?  

• What are its strengths and limitations?  How can 
we remain true to the EBP while making it 
relevant and accessible in our community?

• How can we add to knowledge:  Engaging people 
with lived experience in defining questions, 
outcomes, evaluating research methods, doing 
research (Participatory Research)



How do we define purpose and measures 
of success (and who are “we”)?

• Important not to be too narrow symptoms and 
“relapse” 
– Distress and/or impact on functioning

– Side effects

• Equipped for life & self-advocacy

• Preserving and encouraging family and community 
relationships

• Sense of well-being, self esteem, self-determination

• Developmental progression (identity, decision making, 
relationships, school/work)



EASA Young Adult Leadership Council

• Young adults who have graduated or are near 
graduation from EASA

• Combine program results and lived experience

• Self-directed prioritization 

• Iterative feedback on statewide EASA activities

• Ongoing effort to expand participatory 
opportunities statewide





https://easaconnections.org/index.php?mod_id=0


https://easaconnections.org/index.php?mod_id=3


How do we make our messages 
relevant/digestable?  (EASA Art)



Buekea (in development)



Reflections on what’s been working & 
where we’re headed









Resources

• National Association of State Mental Health Program Directors 
trainings and products (including EDIPPP):  
https://www.nasmhpd.org/content/early-intervention-psychosis-
eip

• National Council on Behavioral Health:  
https://www.thenationalcouncil.org/topics/first-episode-psychosis/

• NAMI resources:  www.nami.org
• RAISE:  

https://www.nimh.nih.gov/health/topics/schizophrenia/raise/what-
is-raise.shtml

• Navigate:   www.navigateconsultants.org
• OnTrack:  www.ontrackny.org/Resources
• EASA:  www.easacommunity.org

https://www.nasmhpd.org/content/early-intervention-psychosis-eip
https://www.thenationalcouncil.org/topics/first-episode-psychosis/
http://www.nami.org/
https://www.nimh.nih.gov/health/topics/schizophrenia/raise/what-is-raise.shtml
http://www.navigateconsultants.org/
http://www.ontrackny.org/Resources
http://www.easacommunity.org/
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The dialogue continues!

• Nicholas Buekea, neb2@icloud.com

• Nybelle Caruso, nybellecaruso@gmail.com

• Tamara Sale, salet@ohsu.edu

www.easacommunity.org

Join PEPPNET!! 
http://med.stanford.edu/peppnet.html

mailto:neb2@icloud.com
mailto:nybellecaruso@gmail.com
mailto:salet@ohsu.edu
http://www.easacommunity.org/
http://med.stanford.edu/peppnet.html

