
SPECIAL ARTICLE

The lived experience of psychosis: a bottom-up review co-written by 
experts by experience and academics
Paolo Fusar-Poli1-4, Andrés  Estradé1, Giovanni Stanghellini5,6,  Jemma Venables1,7, Juliana Onwumere4,8,9, Guilherme Messas10, Lorenzo Gilardi11,  
Barnaby Nelson12,13, Vikram Patel14,15, Ilaria Bonoldi16,  Massimiliano Aragona17, Ana  Cabrera18, Joseba Rico18, Arif Hoque19, Jummy Otaiku19,  
Nicholas Hunter20, Melissa G. Tamelini21, Luca F. Maschião10, Mariana Cardoso Puchivailo10,22, Valter L. Piedade10, Péter Kéri23, Lily Kpodo7,  
Charlene Sunkel24, Jianan Bao2,25, David Shiers26-28, Elizabeth Kuipers4,8,9,  Celso Arango29, Mario Maj30

1Early Psychosis: Interventions and Clinical-detection (EPIC) Lab, Department of Psychosis Studies, Institute of Psychiatry, Psychology & Neuroscience, King’s College London, 
London, UK; 2OASIS service, South London and Maudsley NHS Foundation Trust, London, UK; 3Department of Brain and Behavioral Sciences, University of Pavia, Pavia, Italy; 
4National Institute for Health Research, Maudsley Biomedical Research Centre, South London and Maudsley, London, UK; 5Department of Psychological, Territorial and Health 
Sciences, “G. d’Annunzio” University, Chieti, Italy; 6Center for Studies on Phenomenology and Psychiatry, Medical Faculty, “D. Portales” University, Santiago, Chile; 7South London 
and Maudsley NHS Foundation Trust, London, UK; 8Department of Psychology, Institute of Psychiatry, Psychology & Neuroscience, King’s College London, London, UK; 9Bethlem 
Royal Hospital, South London and Maudsley NHS Foundation Trust, Beckenham, UK; 10Mental Health Department, Santa Casa de São Paulo School of Medical Sciences, São 
Paulo, Brazil; 11Como, Italy; 12Orygen,  Parkville, VIC, Australia; 13Centre for Youth Mental Health, University of Melbourne, Melbourne, VIC, Australia; 14Department of Global 
Health and Social Medicine, Harvard Medical School, Boston, MA, USA; 15Department of Global Health and Population, Harvard T.H. Chan School of Public Health, Boston, MA, 
USA; 16Department of Psychosis Studies, Institute of Psychiatry, Psychology & Neuroscience, King’s College London, London, UK; 17Roman Circle of Psychopathology, Rome, 
Italy; 18Asociación Española de Apoyo en Psicosis, Madrid, Spain; 19Young Person’s Mental Health Advisory Group (YPMHAG), King’s College London, London, UK; 20NHS South 
London and Maudsley (SLaM) Recovery College, London, UK; 21Institute of Psychiatry, Hospital das Clínicas de São Paulo, São Paulo, Brazil; 22Department of Psychology, FAE 
University Center, Curitiba, Brazil; 23Global Alliance of Mental Illness Advocacy Networks-Europe (GAMIAN-Europe), Brussels, Belgium; 24Global Mental Health Peer Network 
(GMHPN), South Africa; 25Department of Forensic and Neurodevelopment Sciences, Institute of Psychiatry, Psychology & Neuroscience, King’s College London, London, UK; 
26Psychosis Research Unit, Greater Manchester Mental Health Trust, Manchester, UK; 27Division of Psychology and Mental Health, University of Manchester, Manchester, UK; 
28School of Medicine, Keele University, Staffordshire, UK; 29Department of Child and Adolescent Psychiatry, Institute of Psychiatry and Mental Health, Hospital General Uni-
versitario Gregorio Marañón School of Medicine, IiSGM, CIBERSAM, Complutense University of Madrid, Madrid, Spain; 30Department of Psychiatry, University of Campania “L. 
Vanvitelli”, Naples, Italy

Psychosis is the most ineffable experience of mental disorder. We provide here the first co-written bottom-up review of the lived experience of psy-
chosis, whereby experts by experience primarily selected the subjective themes, that were subsequently enriched by phenomenologically-informed 
perspectives.  First-person  accounts  within  and  outside  the  medical  field  were  screened  and  discussed  in  collaborative  workshops  involving  
numerous individuals with lived experience of psychosis as well as family members and carers, representing a global network of organizations. 
The material was complemented by semantic analyses and shared across all collaborators in a cloud-based system. The early phases of psychosis 
(i.e.,  premorbid  and  prodromal  stages)  were  found  to  be  characterized  by  core  existential  themes  including  loss  of  common  sense,  perplexity  
and  lack  of  immersion  in  the  world  with  compromised  vital  contact  with  reality,  heightened  salience  and  a  feeling  that  something  important  
is  about  to  happen,  perturbation  of  the  sense  of  self,  and  need  to  hide  the  tumultuous  inner  experiences.  The  first  episode  stage  was  found  to  
be  denoted  by  some  transitory  relief  associated  with  the  onset  of  delusions,  intense  self-referentiality  and  permeated  self-world  boundaries,  
tumultuous  internal  noise,  and  dissolution  of  the  sense  of  self  with  social  withdrawal.  Core  lived  experiences  of  the  later  stages  (i.e.,  relapsing  
and  chronic)  involved  grieving  personal  losses,  feeling  split,  and  struggling  to  accept  the  constant  inner  chaos,  the  new  self,  the  diagnosis  and  
an uncertain future. The experience of receiving psychiatric treatments, such as inpatient and outpatient care, social interventions, psychological 
treatments  and  medications,  included  both  positive  and  negative  aspects,  and  was  determined  by  the  hope  of  achieving  recovery,  understood  
as  an  enduring  journey  of  reconstructing  the  sense  of  personhood  and  re-establishing  the  lost  bonds  with  others  towards  meaningful  goals.  
These  findings  can  inform  clinical  practice,  research  and  education.  Psychosis  is  one  of  the  most  painful  and  upsetting  existential  experiences,  
so  dizzyingly  alien  to  our  usual  patterns  of  life  and  so  unspeakably  enigmatic  and  human.
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Psychotic  disorders  have  a  lifetime  prevalence  of  1%1,  with  
a young onset age (peak age at onset: 20.5 years)2. They are as-
sociated with an enormous disease burden3, with about 73% of 
healthy life lost per year4.

Psychosis  is  characterized  by  symptoms  such  as  hallucina-
tions (perceptions in the absence of stimuli) and delusions (er-
roneous  judgments  held  with  extraordinary  conviction  and  
unparalleled subjective certainty, despite obvious proof or evi-
dence  to  the  contrary).  The  nature  of  these  symptoms  makes  
psychosis the most ineffable experience of mental disorder, ex-
tremely difficult for affected persons to comprehend and com-
municate: “There are things that happen to me that I have never 
found words for, some lost now, some which I still search desper-
ately to explain, as if time is running out and what I see and feel 

will be lost to the depths of chaos forever”5.
K.  Jaspers  often  refers  to  the  paradigm  of  “incomprehensi-

bility” with respect to the primary symptoms of psychosis that 
cannot  be  “empathically”  understood  in  terms  of  meaningful  
psychological  connections,  motivation,  or  prior  experiences6. 
However, psychotic disorders – especially schizophrenia – have, 
more  than  any  other  mental  condition,  inspired  repeated  at-
tempts at comprehension.

In the two-hundred-year history of psychosis, numerous med-
ical treatises and accurate psychopathological descriptions of the 
essential psychotic phenomena have been published. However, this 
top-down (i.e., from theory to lived experience) approach is some-
what limited by a narrow academic focus and language that may 
not allow the subjectivity of the lived experience to emerge fully.
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