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In school we were 
taught there were 
how many 
senses?
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Do these strawberries dipped in 
chocolate look delicious?
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Step 1 - Be willing to suspend 
[bracket] our belief in the idea there 
are 5 distinct senses

Step 2 - Reflect on the experience as 
we live it, even if what we find is 
different than our “models” would 
have us believe

What were the steps we took to 
get to the lived experience of 
strawberries dipped in chocolate?
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Part 1: 
What does lived 
experience really mean?
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Use of “lived experience” in digitized books 1800 - 2019 
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7

Isn’t lived 
experience the 

same as 
personal 

experience?

Is lived 
experience  just 
code for former 
mental patient?

This job description says 
people with lived 

experience are 
encouraged to apply.  

Doesn’t everyone have 
lived experience? What the heck is 

Lived and Living 
Experience (LLE) ?

Is it possible to have an 
experience that is not lived?  
Isn’t the phrase redundant?
Why not just say personal 

experience? Why not just say 
subjective experience?

If your lived 
experience 

contradicts my 
lived experience, 

who is right?
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Edmund Husserl
Phenomenology

1859-1938
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TIME
It’s what we 
measure on our 
clocks.  Time is “out 
there”, in the world, 
separate from us.

Natural attitude

What happens if 
we BRACKET the 
natural attitude?
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Sometimes a minute 
of time drags on for 
an eternity
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Sometimes the 
minutes fly by so 
fast we wonder 
where the time 
went
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Lebenswelt
“Life-world”
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Martin
Heidegger

Maurice 
Merleau-
Ponty

Jean-Paul
Satre

Simone
de Beauvoir

14

Simone de Beauvoir 
published 1949

Lived Experience à Feminism
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Use of “lived experience” in digitized books 1800 - 2019 
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Phenomenology can be 
defined as an approach 
to research that seeks to 
describe the essence of a 
phenomenon by 
exploring it from the 
perspective of those who 
have experienced it.

Psychology as a human science
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Science says:
The heart is a 
bio-mechanical pump 
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What is the heart 
we know before 
science tells us 
the heart is a 
pump?
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Two Ways of Knowing

Knowing through natural 
scientific method

Knowing through lived 
experience
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1988

It’s important to 
understand (we) do not 
“get rehabilitated” in the 
sense that cars get tuned 
up or televisions “get 
repaired”… Recovery refers 
to the lived or real-life 
experience of people as we 
accept and overcome the 
challenge of (psychiatric) 
disability.
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Beginnings of Paid Peer Support in U.S.
(thank you Darby Penney, 2018)

1986 Colorado MH 
Consumer Case 
Manager Aide 

program

1990 NIMH
Peer 

Specialists 
on ICM 

teams, NYC

1993: NY State 
Peer Specialist 

civil service jobs

1999 Medicaid Waiver: 
2001 Georgia Peer 
Specialist certification 
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Experts By Experience

Lived 
Experience

Recovery

Paid Peer 
Support
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Part 2: 
Why is lived experience
important?

24
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1. Lived experience 
is important 
because it guides 
the work of peer 
specialists

Peer specialists' bracket 
clinical terms and models, and 
listen to peers’ lived 
experience and evolving 
understanding of what is 
happening in their lives 

25

Clinical model or clinical way of knowing
LM is a black cisgender female in her early 20s who began working 
with the team in March 2022.  She is bright, motivated and engaged 
with the team. She has been experiencing auditory hallucinations 
prior to working with us. She is currently in college but unable to 
complete the semester because she is failing her course work. Her 
hallucinations are preventing her from being productive at school. She 
recently started responding inappropriately (laughing and smiling) to 
internal stimuli. She presents as distraught and often cries out of 
frustration with the voices. In March she was prescribed olanzapine 
which seemed to help decrease the intensity of the voices.  However, 
for the past 2 weeks LM has refused to take meds stating they are 
unhealthy for her. Team is concerned she lacks insight.
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A peer specialist was in 
the clinical meeting.  
During the discussion the 
peer specialist said:

LM is home now. I could 
reach out to her sister to 
see if she would be 
willing to supervise LM’s 
med compliance.

Drift. Did not bracket clinical 
models
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A more complex narrative 
reflecting lived experience
Some of the voices LM hears 
are really wonderful. They 
comfort her and help her 
believe she’s really special. 
LM chooses not to take the 
meds because they interfere 
with those good voices. She 
doesn’t want to get rid of 
them.
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ü Do not use clinical  
language
• Decompensate
• Baseline
• Lacks insight

ü Do not assess 
ü Do not 
encourage/discourage 
compliance
ü Do not attribute motive 
to peers
• Attention seeking
• Sabotaging the job

Peer Specialists
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Keanu told his peer supporter:
Stories about shamans go way 
back in my culture. Maybe my 
visions and voices mean I’m 
becoming a shaman. Maybe I 
don’t have psychosis.

The peer supporter replied: 
Man, your Doc says you have 
psychosis. It’s not your fault. In 
order to recover, you have to
accept your illness. That’s the 
first step.

30
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A more complex narrative 
reflecting lived experience

That’s interesting.  I don’t 
know that much about 
shamans. Maybe you can 
teach me. In the early 
days I remember thinking 
I was having a spiritual 
emergence. Like I was 
awakening into a new 
consciousness. It was 
beautiful. 
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The unique contribution of peer 
specialists on clinical teams is to 
help deepen the clinical narrative
into a story of resilient human 
beings. PS help teams understand 
how individuals’ makes sense of 
their experiences. PS are guided 
by lived experience, not clinical 
models
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2. Lived experience 
is important 
because it is a 
source of wisdom 
that can be helpful 
to others

Sometimes the wisdom 
of lived experience 
compliments clinical 
knowledge. 
Sometimes it challenges 
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Julissa has 
auditory 
hallucinations

Clinical model: Voices
are a symptom of 
underlying mental 
disorder
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Lived experience: Hearing voices is a common human experience
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Medicine is a 
pill that you 
must take 
everyday as 
directed

The clinical model

36
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Joe

I think there’s a lot of other things 
that’s medication that’s maybe not 
considered medication.  There’s 
things that you can do that does 
change what your body does and it 
may not be medicine. I still think 
one of the best mood stabilizers 
there is in life, maybe not for 
everyone, but for me, is math.

37

Math: A mood 
stabilizer
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Medicine can be 
what I do, not just 
what I take

Lived experience: 
Certified Personal 
Medicine Coaching 
(CPMC)
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Joel is suicidal

Clinical model: 
Suicidal behavior is
a symptom of 
underlying mental 
disorder
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I say I’m suicidal  

because... 
 

I am thinking of   
killing myself 

The system trained 
me to say this to 

get services 

 

No one listens      
unless I say I am 

I need a place to 
sleep tonight & the 

hospital has one 

I’m having big   
emotions I can’t 

describe 

 

I feel really stuck 
and hopeless 

Something in my 
life needs to 

change (or ‘die’) 

I am thinking of 
killing myself   

because... 

It keeps me living   
(I know I always 

have an ‘out’) 

I can’t get my basic 
needs met 

(housing, etc.) 

 

I’ve been rejected 
for who I truly am 

I can’t take being 
abused or bullied 

anymore 

I feel disconnected 
and alienated from 

the world 

I have unbearable, 
chronic physical 
pain or illness 

 

I feel unbearable 
shame 

I want to be with 
someone who has 

died before me 

I am haunted by 
things from my 

past 

I have unbearable 
emotional pain      

or illness 

 

I have suffered an 
unbearable loss or 

It feels good to 
know I have control 

over something 

 

It has spiritual 
meaning to me 

I feel overwhelmed, 
and don’t know 
what else to do  
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I’m angry and       
I’m venting 

The world moves so 
quickly, and I feel 

too tired to keep up 

 

I am so angry at so 
much injustice 

Lived 
experience 
deepens 
and 
sometimes 
challenges 
the clinical 
story
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Alternatives to Suicide

42



©2023 Pat Deegan PhD & Associates, LLC
To inquire about use please contact pat@patdeegan.com

Medication 
Compliance

Clinical model: 
The person is 
non-compliant 
with prescribed 
medication. May 
lack insight into 
the illness.
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Lived experience: Using meds to help me get the life I want 
is a journey on which there are many challenges
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World Psychiatry 21.2 – June 2022
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3. Lived experience is 
important because it is 
another way of knowing. 
Sometimes lived 
experiences challenge 
dominant narratives that 
ignore or dismiss the 
experience of historically 
marginalized people
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Discussion:
What does lived 
experience really mean 
and why is it important?
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