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          Workshop Objectives 

• Consider key features of well known ‘social 
movements’ 

• Pose the question: Can you use social movement 
principles to achieve changes in health services? 

• Describe our experience in developing and 
implementing EIP services in the UK from a social 
movement perspective 

• Identify ‘key elements’ from social movement we 
harnessed and ‘key challenges’ we had to address 

• Consider: ‘How can you now be part of this story in 
taking the international EIP social movement forward?’ 



           Workshop 
           Outcomes 

Participants will: 
• develop familiarity with social movement principles 
• consider how these principles might be successfully 

applied to achieve health service change 
• know what an EIP service does 
• Consider personal involvement in an evolving EI social 

movement internationally 
 
 



What are Early Intervention in Psychosis 
(EIP) services?  

 
• A specialised service model and philosophy of care 

providing treatment and support for young people aged 
14–35yrs  with psychosis and their families 

  

• Identifies and treats. assertively and early. in low stigma 
settings, maximising engagement in treatment. 

  

• Provides evidence based individual, family, social , 
medical , psychological and vocational interventions 
within an optimistic, youth friendly, intensive 3 year 
program of care. 

 

• Is the preferred model of service for young people with 
emerging psychosis and their families endorsed by 
NICE core Psychosis and Schizophrenia Guidelines 
(NICE 2009, 2014) 
 

 



Why do we need EIP services? 
• 7,500 young people develop psychosis in England each year 
 
• Huge personal and familial costs in terms of long term social, emotional 

and vocational functioning. 
 

• Ranked as third most disabling and costly condition following quadriplegia 
and dementia (WHO,2001) 
 

• 20x greater risk of serious violence and self harm in early psychosis 
compared to any time later in illness 
 

• 15-20yrs earlier loss of life: 14 from suicide and injury (mostly in first 5yrs) 
3/4 are premature deaths from physical causes 
 

• 0-25% employed or in education at 1 year follow up post psychosis 
 

• Recovery at 14 months predicts functional recovery and remission of 
negative symptoms at 7.5 years 
 

• Early phase is critical: reducing duration of untreated psychosis  (DUP) 
and offering specialist  EIP significantly improves life chances 
 
 



I’m a mum of 2 boys aged 17 and 21 
years: 
 
• Both are in the risk period for 

developing a first episode of psychosis 
(peak risk ages: 14-35 years) 
 

• With no family history of psychosis, 
they have a 3% (3 in 100) chance of 
developing a psychosis 

 
As a parent, what would I want for them 
if they were to develop a psychosis? 
 
What would you want for your own 
children/siblings? 

People: 



Treatment for Early Psychosis 15 years ago… 

“ I got help early and when I needed it and so did 
my family. We were able to see doctors and 
others who were well trained and knowledgeable 
about where when and how to make referrals . We 
saw people who respected us and taught us…I 
never had to go before a judge or magistrate to 
get help for me… 
 
I got to go to school, live in a decent place, get 
money, have my pets, have a life without giving 
up everything else, like my dignity and hopes for 
a future I want to be in.  
 
No one hassled me about how sick I was or 
whether I deserved to get help I just got it. And 
when I talked, people listened… 



                                                                                                                    
Estroff (1999 )  
 

…too good to be true?  
  
     It is.    
 

   That’s the only tragedy 
here” 



1994-8 

  

Mary aged 16, went from a 
CAMHS service that didn’t 
do psychosis... 

 
...to an adult service that 

didn’t do young people... 
 
...to a rehabilitation service 

that didn’t do rehabilitation 
 
 
 

 

  

PSYCHOSIS:  
THE MESSAGE OF 

DESPAIR 

Presenter
Presentation Notes
Can you translate this slide into Italian?

Two different destinies (the picture)

Compared to her brothers, Mary faces 16-20 year reduced life expectancy
                   	25% from suicide –  often in the earlier years of illness - something totally abstract to us as a family prior to Mary’s illness 
	But 75% of reduced life expectancy from the same things that shorten the lives of the general population – heart disease, lung disease and infections.  
		…but younger

 
Compared to her brothers, Mary also faced a future of social exclusion (12% employment rate compared to her brothers 80%), 
                     Few friends and often rely on her family for support

 
Mary in the old Victorian institution at the age of 20 – her brothers going to college
Smoking		Long corridors with clusters of old men smoking        little else to do except eat and sleep
Nutrition and diet    	Second helpings of puddings  because staff felt sorry for Mary as there was nothing else to do
Physical activity  		Bored and purposeless      2x as likely to be sedentary


Compared to her brothers Mary was being groomed for a life of disability and health inequality






1996-8   Dissent intensifies 



 

Injustice 
 

IRIS 
 

Guidelines 
 

‘big idea’ 
 

Policy 
 
 

From research based EIS in Australia, Birmingham & Lambeth 

First 
episode 
research 

 
First EIS 

 
EPPIC 

 

off  the  ground 

1986 / 92       1995 / 98 

Presenter
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I guess mostly I’m here for Mary and people like her.  Mary has no voice, little realistic choice and a life defined by disability and dependency on those around her.  True she has a reasonable quality of life, is generally happy, and indeed we are proud of how she has dealt with this terrifying illness and the poor systems of care.  Nor do I feel bitterness towards those staff who have cared for her – she’s had great people around her.   But the lack on investment and the systems of care have been awful. 

Her consultant, Prof Fiona MacMillan advised us to complain about what was on offer.   This led to us being, in effect, told off for complaining by a senior health service manager.  We found ourselves, articulate and middle class, completely disempowered  - we also thought what chance someone without our professional background.  


However Antony Sheehan did listen to our complaint, promised to help and suggested we might fom a small group to improve local services in the West Midlands.  IRIS (Antony, Fiona, Jo Smith and Max Birchwood) was thus formed just up the road from here and I found myself amongst willing allies in a struggle to change things. I remember Jo describing our efforts to promote EI as ‘emporors new clothes’!!




…and an Early Psychosis Declaration 
(WHO and IEPA 2004) 

“We need committed people, 
we need good-will people, 
we need grass-roots people.    

 
…this is a task for us all, each 

one with their possibilities 
and capabilities, but all 
together “ 

 
 

A collaboration between NIMHE / Rethink, 
IRIS, the World Health Organisation and the 
International Early Psychosis Association 
 



“People change what they do less 
because they are given analysis that 
shifts their thinking than because they 
are shown a truth that influences their 
feelings.” 
 
 
         John P Kotter (2002), The Heart of Change  
 



 NSF Adult Mental Health (DH 1999) 
 
 NHS National Plan (DH 2000) 
 
 Planning and Priorities Framework (2003-2006) 
 
 EI CAMHS Target and Childrens’ NSF (DH 

2003) 
 
 DH EI Recovery Plan 2006/7 (DH 2006) 
  
 NHS Operating Framework 2007-2013 
 
 New Horizons (DH 2009) 

 
 LDPr quarterly activity return (vital signs): EI 

new cases and total EI caseload 
 

 Mental health minimum data set (MHMDS) 
(since April 2011) 
 

 No Health without Mental Health (DH 2011) 
 
 
 

 
 

 
NHS Plan:  
  ‘By 2004, all young people 

with a first episode 
psychosis will receive 
early and intensive 
support’ 

 
EI Recovery Plan:   
   Provide EI to 7500 new 

patients in 06/07 and 
22,500 patients by April 09 
to put EI development 
back on target    

          Selbie 2006 
 

To mainstream… EI Policy Support 



…and a National EI Programme  

Early Psychosis Declaration 
at its heart  

 
Infrastructure to support EI 
implementation: regional 
networks and resources 

 
Provide leadership;   
Navigate obstacles 

 
 
 

   “Leadership is the art of 
mobilising others to want to 
struggle for shared aspirations”  



…and an EI Policy Implementation Guide 

 
                                                                        

 
 A service for 14-35 year 

olds 
 Multi-disciplinary 

specialist team  
 15 cases per care-

coordinator  
 out-of-hours cover 
 3 year follow-up 
 Detect psychosis early 
 Monitor those ‘at risk of 

psychosis’ 
 Measure outcome data  



 
    Investment in EIP Services… 
 



“Something that has sprouted legs and run 
all over the place”…  
 

             Teams:    2             24            41           109         127          160         145          153                 178 

Growth in EIP 
cases and 
services   1998-
2010                                              
(21,944 cases in 
March 2012) 



  Practice… 

 
‘If you want to build a ship do not gather men together and assign 
tasks.  Instead teach them the longing for the wide endless sea’   
      (Saint Exupery, Little Prince) 



Regional Hothouses  



Social Movement: A Vehicle for Change… 

‘Social movements can be viewed 
as collective enterprises seeking to 
establish a new order of life. They 
derive their motive power on one 
hand from dissatisfaction with the 
current form of life, and on the 
other, from wishes and hopes for a 
new system of living. The career of 
a social movement depicts the 
emergence of a new order of life’  
 
(Blumer, 1969: 99)  

Each of us individually does not 
count much. But together we are the 
strength of millions who constitute 
Solidarity” – Lech Walesa  

 



Collective effervescence… part of an 
International early psychosis movement 



 
Developing EI practice… 



 
 
DUP (median) 

National audit 
data (IRIS 2000)  

 
12-18m 

 2006 (n=78) 
 (22% 14–18yrs) 

5-6m 

2008 (n=106)   
(18% 14–18yrs) 

22 weeks  

2011 (n=139) 
(19% 14–18yrs) 

6 weeks  

% admitted with FEP 
(entry point to EI) 

80% 41%   
 

17.5% 5.75% 
12.6% (n=25) CRHT 

involvement 

% admitted on MHA  50% 27% 10% 14% 

Re-admission 50% (in 2 years) 28% (9.5% using 
MHA) 

17% (56% using 
MHA) 

19% (78% using MHA) 

% engaged @ 12m 50% 100% (79% well 
engaged) 

 

99% (70% well 
engaged) 

94% (80% well 
engaged) 

Family Involved 49% 91% 84% 81% 

Employment 
(including education 
and training) 
 

8.18% 55% 56% 60% 

Suicide attempted  
             completed 
 

48% 
10% (in first 5y) 

 

21% 
0% 

 

7% 
0% 

 

25% 
0% 

 

Demonstrating EIP Service Outcomes:  
Worcestershire EI Service data 2006-2011 



EIP: Clinical Effectiveness 
“more effective than the traditional generic CMHT approach. 
… results in better course of illness, fewer symptoms at 8 
years on and a halving of the suicide rate” 
                   (DH, 2011 No Health without Mental Health pg 66) 
 
“EIP services have demonstrated improved clinical 
outcomes combined with considerable cost savings through 
reduced use of hospital beds… reducing the number of 
young people remaining in mental health services with 
lifelong disability and has been well received by the clients, 
families and the referral agencies” 
                                 (NHS Confederation briefing 2011 pg 4,7) 
 
“EIS more than any other services developed to date, are 
associated with improvements in a broad range of critical 
outcomes, including relapse rates, symptoms, quality of life 
and a better experience for services”.  
                          (NICE Schizophrenia Guidelines 2014, pg 551) 
 
 



EIP Services Proving Their Worth… 
EI cost savings over 3 years: £15K per patient 
over 3 yrs (McCrone et al 2007) 

CAMHS EI cost savings: £24K per patient 
over 3yrs (McCrone et al 2012) 

“EIP services for psychosis have demonstrated their effectiveness in reducing costs and demands on mental 
health services in the medium to long-term” (Kings Fund, 2008)  
 
EI services … help  to avoid substantial costs to the health and social care system and offer further benefits 
through greater rates of participation in employment, as well as lower rates of suicide and homicide. Over a  10 
year period, £15 in costs can be avoided for every £1 invested in early intervention. (Knapp et al , 2014) 
 



Net savings per person for Early Detection 
and EI services (Knapp et al 2014) 
EI services: 
• Cost-savings of £5,738 in year 

one  
• Additional cost savings of 

£2,234 per person over three 
years from improved 
employment and education 
outcomes. 

• Annual savings of £1,024.40 
per person for EI compared to 
standard care from a longer-
term reduced risk of suicide 

                                  (Knapp et al 2014) 
 

 

 
Early Detection (ED) services: 
• Costs avoided by use of ED 

services is greater than the 
costs of delivering ED services 

• Over two to five years cost-
savings of £3,299 per person 
per annum 

                         (McCrone et al 2011) 

 
 
 



  “I have seen how much progress early intervention 
teams have made, how innovative they have been, 
and the impact they are having.  I now believe that 
early intervention will be the most important and far 
reaching mental health reform...  

  
  I think early intervention will have the greatest effect 

on people’s lives.” 
Professor Louis Appleby,  Oct 10th 2008    
Policies and Practice for Europe (DH  / WHO Europe conference 
attended by 35 European Countries) 

“EARLY Intervention in 
Psychosis has been the jewel 
in the crown of mental 
health reform” 

Professor Louis Appleby  
TRACK Event Birmingham Jun 1st 2009 



WE CHANGED VIEWS ABOUT PSYCHOSIS FROM:  

THE MESSAGE OF DESPAIR 
Cost £11.8 billion per year  

(Schizophrenia Commission ‘The Abandoned Illness’ 2012) 

  
 -  This illness usually relapses or becomes chronic.  
  

 -  You will need medication for the rest of your life.  
 

 -  You should lower your expectations of what you will 
       achieve in life. 
 

Presenter
Presentation Notes
1st INSIGHT = self-fulfilling prophecy




EI FOR PSYCHOSIS:  
OFFERS A CLEAR MESSAGE OF HOPE 

with a net saving of £15 for each £1 spent on EIP services  
(Knapp et al ‘Investing in Recovery’  2014) 

 
You are distressed by your experiences now, but we 

     expect that you will get  better.  
 

Medication can be very helpful, but there are a lot of 
other ways that we can help you to help yourself. 

 

     The aim is that you achieve what you want out of life. 
 

Presenter
Presentation Notes
MORE THAN ANYTHING WE NEED A DIFFERENT APPROACH 
REALISTIC BUT HOPEFUL THAT DOES NOT WRITE THESE YP OFF


THERAPEUTIC OPTIMISM = ESSENCE OF EIS
ITS WHAT IT DELIVERS // STROONG EBM // SKILLS CAN BE TAUGHT // CAN BE OPERATIOALISED



Treatment for Early Psychosis in 2014… 
“ I get help early and when I need it and so do my 
family. We are able to see doctors and others who 
are well trained and knowledgeable about where 
when and how to make referrals . We see people 
who respect us and teach us…I do not have to go 
before a judge or magistrate to get help for 
myself… 
 
I go to school, live in a decent place, get money, 
have my pets, have a life without giving up 
everything else, like my dignity and hopes for a 
future I want to be in.  
 
No one hassles me about how sick I am or whether 
I deserve to get help I just get it. And when I talk, 
people listen… 
 
Too good to be true?      Not now… 
 
 



                                                                                                                    
 
 
 
 
 

But the potential dismantling of 
EI services in England may be 
the current tragedy for 
psychosis treatment now…” 
 
‘Lost Generation’ Report (Rethink 2014) 
evidence from the front line about cuts to 
resourcing and budgets: 
• 50% of EIP services say their budget 

has decreased in the past year, some by 
as much as 20%. 

• 58% of EIP services have lost staff over 
the last 12 months. 

• 53% say the quality of their service has 
decreased in the past year 



 
And there are 
continuing injustices 
for young people with 
psychosis … 



Impact on Education and Employment 

• Onset of schizophrenia associated with a pronounced decline in 
employment and education (Mueser et al., 2001; Kessler et al, 
1995): 0-25% employed at 1 year follow up 

 
• The experience of psychosis can exclude a young person from a 

sense of autonomy, employment and youth culture (Birchwood et 
al, 1997) 

 
• Independent of course of illness, the best predictor of being in 

employment for people with schizophrenia is completion of 
education (Waghorn et al, 2003) 

• 5 GCSE’s or their equivalent at grades A-C (UK) 
 



  Trapped in Welfare benefits System… 

Early dependence on welfare benefits is 
sustained 5 years later (Ho et al 1997): 
 

• 15% on benefits at time of admission 
• A further 63% initiated receipt of benefits within 7 

months from admission 
• Only 5% stopped receiving benefits over 5 years 
• 73% continued to receive benefits at 5 years 

  



 
International First Episode Vocational Recovery Group (iFEVR 2008) 

             www.iris-initiative.org.uk 

38 

Where we want to get to… 



1994-8 

  

  
 Some 
unfinished 
business 
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THE MESSAGE OF 
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Two different destinies (the picture)

Compared to her brothers, Mary faces 16-20 year reduced life expectancy
                   	25% from suicide –  often in the earlier years of illness - something totally abstract to us as a family prior to Mary’s illness 
	But 75% of reduced life expectancy from the same things that shorten the lives of the general population – heart disease, lung disease and infections.  
		…but younger

 
Compared to her brothers, Mary also faced a future of social exclusion (12% employment rate compared to her brothers 80%), 
                     Few friends and often rely on her family for support

 
Mary in the old Victorian institution at the age of 20 – her brothers going to college
Smoking		Long corridors with clusters of old men smoking        little else to do except eat and sleep
Nutrition and diet    	Second helpings of puddings  because staff felt sorry for Mary as there was nothing else to do
Physical activity  		Bored and purposeless      2x as likely to be sedentary


Compared to her brothers Mary was being groomed for a life of disability and health inequality






kg 

Months  
12  24  0  48 36  

Established RCT 

10  

5  

20  

15  

12 kg 

4 kg 

3 kg 

Alvarez-Jimenez et al; CNS Drugs, 2008 

Antipsychotic-Induced Weight Gain in Chronic and First-Episode 
Psychotic Disorders:  a Systematic Critical Reappraisal 

         

First episode of 
psychosis  

Established RCT 



...on a path to obesity, type 2 diabetes,  
cardiovascular disease and premature death 

Acknowledgement to sculptor Keld Moseholm  
Rolling pin (Sculpture By The Sea 2011 Bondi) 



 
“The provision of good medical care tends to 
vary inversely with the need for it in the 
population served.”                                                                                

                                      Julian Tudor Hart  Glyncorrwg 1971  
   



iphYs  
 

Keeping the Body in Mind 

 Special Interest Group 

Amsterdam 2010 

 
 

Presenter
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IEPA 2010 synposium
UK/DS
iphYs Nov 2011 Sydney




 ...the same life 
expectancy and 
expectations of life 
as my peers who 
have not experienced 
psychosis 



kg 

Months  
12  24  0  48 36  

Established psychosis 
RCT 

10  

5  

20  

15  

12 kg 

4 kg 

3 kg 

 

Healing is a matter of time but sometimes also 
a matter of opportunity       Hippocrates  (460 BC - 377 BC)  

         

Start 
HERE 

NOW! 
STOP 
natural 
history 

Established psychosis 
RCT 

First episode 
of psychosis 

12 kg 



HeAL:Vite 
Sane e Attive 

 
HeAL:健康で活発

な活動 国際的合意 
 

Presenter
Presentation Notes
I feel no complacency over early intervention 
There remains challenges to be overcome

One such challenge is to encourage an early intervention approach to tackle the causes of premature death

I have been fortunate to meet with like-minded colleagues particularly in Sydney Australia

We have recently completed an international consensus entitled

Healthy Active Lives 

We hope this will be endorsed by the International Early Psychosis Association when it holds its next conference in Tokyo next November




Presenter
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Mention iphYs development and NSW health support





JAMES MACKENZIE LECTURE  
22 November 2012 
 
 

Don’t just screen, intervene  
top GP calls for better care for mental health patients  
 
 
 
 
 
 

-Subtle changes in the attitudes and actions of health professionals 
could significantly improve the quality, and even the length, of their 
lives. 
 

 
The late Professor Helen Lester  
James Mackenzie Lecture to the Royal College of General Practitioners’ AGM. 
 

Youtube      http://www.youtube.com/watch?v=tqyACm5OQOM 

http://www.youtube.com/watch?v=tqyACm5OQOM


PSYCHOSIS:  
THE MESSAGE OF HOPE 

Presenter
Presentation Notes

Here’s Mary at her brothers wedding   -  about 18m ago       a few m ago Marys 1st nephew

Remember  MARY had been WRITTEN OFF
SERVICE OOZED PESSIMISM  -  scarily WE NEARLY BELIEVED IT
Destined to become a ‘chronic’

BUT SMALL KERNEL OF RESILIENCE IN MARY AND IN OURSLEVES AND A FEW ENLIGHTENED PROFESSIONALS REJECTED THAT DISMAL PATH IN FAVOUR OF A VERY DIFFERENT ONE

Mary never lost the urge to shop    soon as she got out of that asylum into an enabling environment    own room    own place

THAT = 12 YRS ago. 
Mary’s progrss, never predictble or linear.  
Months pass – 
	e.g. # psychotic thinking  meDS drool + ATTNTVNESS,  look NORM  us feel better.   
	Clearer thinKng  PRPRS food; BAKES; buses trains; draw paint; cinema; dancing; relatnships.  
Taken individually-  steps small, butover time =remarkable improvement. 

When asked now  “I love SHOPPING; dancing’s great; walks, pubs.”  And old hospital days: “it was just terrible, terrible.  Don’t talk about it”.
WE’LL NEVER KNOW  WHAT-IF FROM BEGINNING
===============================================

I HAVE  HOW EE VARIES OVER TIME      
IN THAT FIRST FEW YEARS WE AS FAMILY WERE VERY VERY DISTRESSED
LOSS OF CONTROL       ABUSE OF POWER
ADAPTIVE BEHAVIOUR

ULTIMATELY HEALED 
FOR ME  DOING THIS JOB = PART OF MAKING SENSE  EI EXPRESSES THIS

MICHELE  COMPARE THE DIFFERENCE EI HAS MADE

==================================================
EI’s MOST IMPRTANT TREATMENT?  therapeutic optimism  

WHAT YOU HAVE ACHIEVED THROUGH EI HAS BEEN TO OPERATIONALISE THERPAEUTIC OPTIMISM

BY YOUR EFFORTS YOU CAN SHOW  an evidence base;  IDENTIFIED relevant skills that can be learned and put into practice

people like you, Don have ENSURed FAMILIES ARE AN ESSENTIAL PART OF THIS


 WHAT IS IT THAT FAMILIES MOST NEED?      HOPE  from the beginning.     



Driven by informal systems:   
structures consolidate, stabilise 
and institutionalise emergent 
direction 

Driven by formal systems 
change: structures (roles, 
institutions) lead change 
process 

People change themselves and each 
other - peer to peer 

Change is done ‘to’ people or 
‘with’ them - leaders & 
followers 

Insists change needs opposition - 
it is the friend not enemy of 
change 

Talks about ‘overcoming 
resistance’ 

Acknowledges there may be 
personal costs involved 

Change is driven by an appeal 
to the ‘what’s in it for me’ 

‘Moving’ people  ‘Motivating’ people 

Change by releasing energy;  
largely self-directing (top-led, 
bottom up) 

Planned programme with goals 
and milestones (centrally led) 

‘Movements’ view of change Normal view of change 



 
 
   What Is To Be Done? 
  BURNING QUESTIONS of our MOVEMENT 

 

 
Lenin V.L. (1901) What is to be done?  
In “Where To Begin”, published in Iskra, No. 
4 (May 1901), 
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