Reading Paper for Panel, Robert Whitaker

The question posed for this panel, Transforming the Future, Where Do We Go From Here, requires that we first assess where we are now. That will help us collectively think about where we should go, and how to get there.

As we arehere in India, I think it is appropriate—as we address this question—to revisit a scientific study from the past, conducted in part in this country, which at the time presented psychiatry with two very different models for providing care to people diagnosed with “schizophrenia.”

In the 1970s and 1980s, the World Health Organization twice ran studies that compared longer-term “schizophrenia” outcomes in three “developing” countries—e.g., India, Nigeria, and Colombia—with outcomes in the United States and six other “developed” countries.Each time, the WHO investigators found that outcomeswere much better in the developing countries, so much so they concluded that living in a developed country was a “strong predictor” that people diagnosed with schizophrenia would have a poor outcome.The WHO investigators also concluded that “social outcomes” were much better in the developing countries. 

Now, if you dig into the details of that research, you find an interesting fact about the use of antipsychotic medications. After the first study, which was five years in length, the WHO investigators hypothesized that perhaps the reason for the better outcomes in the developing countries was that patients in those countries were more medication compliant. They took their antipsychotics regularly and that was why they had superior outcomes.

This hypothesis fit with the prevailing wisdom in the developed countries. And so, in the second study, the WHO researchers assessed antipsychotic use, butthey discovered, much to their surprise, that in India and Nigeria few patients were maintained on antipsychotics over the long term. The best outcomes in the entire study were seen in Agra, India, where virtually no patients were maintained long-term on the drugs, and the worst outcomes were in the Soviet Union, where virtually everyone was kept on the drugs.

These results, published in the early 1990s, presented a moment of truth for western psychiatry. The outcomes belied the merits of their drugs-for-life paradigm of care for schizophrenia patients. Psychiatry, it seemed, could rethink its use of antipsychotics, and seek to learn from the treatments provided in India and Nigeria that had led so superior outcomes.

However, no such introspective thinking took place. Instead, the WHO investigators put forth various social and diagnostic explanations for the poor outcomes in the developed world, avoiding any discussion about the merits of antipsychotics, and in that way, they protected their medical beliefs. The fault for the poor outcomes in the rich countries lay with their social makeup, and not with their medicine. 

With that explanation in hand, American psychiatry and the pharmaceutical industry, starting in the 1990s, joined together to export their disease model to countries around the world. Given the WHO studies, this could be seen as the exporting of a failed paradigm of care, which could then be expected to supplant the better treatments that had been in place in India, Nigeria and other parts of the developing world. 

We now have the results of that globalization effort.  In a recent cross-cultural study involving more than 11,000 schizophrenia patients in 37 countries,in which all of the patients were maintained regularly on antipsychotics for three years, outcomes were similar in all regions. 
The superior outcomes in “developing countries” that had been seen in the earlier WHO studied had now disappeared and were now as poor as in the “developed” world. Only about one-quarter of the patients were in “functional remission” at the end of the three years. 

So where are we now? Two decades have passed since the WHO studies raised the alarm about the “disease model” of care, and the evidence is now overwhelming that it has failed. The biology of mental disorders remains unknown; long-term functional outcomesfor patients diagnosed with major mental disorders are poor; and the burden of mental illness, on a global level, has increased dramatically with the spread of this disease model. But this failure, of course, opens an opportunity for the creation of a new paradigm of care. 

And thus, we can move on to the second part of the question for this panel: Where do we go from here?

In a big-picture sense, I believe that we must organize our thinking around a new narrative, one that arises from history, science, and the lived experience of people who have known extreme states. I believe this is the very narrative that is being created by INTAR and other like organizations, and thus the challenge for us is making this narrative known and embraced by our societies. 

The Bapu Trust, in hosting this meeting, has articulated two key principles for moving forward: 

· Full recovery is possible
· The dignity and autonomy of the individual is paramount.

If we look at those two principles, we can see how they tell of a very different “narrative” for society to adoptas it organizes its psychiatric care and laws.

Full recovery is possible

With the disease model, full recovery is not conceptually possible. Schizophrenia and other major disorders are conceived of as chronic illnesses, which must be managed. The drugs are said to be like insulin for diabetes. A person can be in recovery but never “recovered.” 

Yethistory and science—and the lived experience of so many people—tell us that isn’t true. 

We often are informed that prior to the arrival of antipsychotics in the mid 1950s, people diagnosed with schizophrenia were destined to live out their lives in mental hospitals. It was the discovery of the new drugs that made it possible for people so diagnosed to leave the hospital and live in the community. Yet, if you look at the records of mental hospitals in the United States and Europe from 1945 to 1955, the decade before antipsychotics were introduced, you discover that 65% to 75% of first-episode schizophrenia patients would be discharged within 12 months, andthat at the end of five years, two-thirds of the first episode cohort would be living in the community. 

We see this same pattern of recovery for a significant percentage of the patients in the original WHO studies. When the WHO investigators later assessed the 15-year outcomes of the people in the two studies, they discovered that in the developing countries, where few patients had been maintained on antipsychotics,53% were “never psychotic” anymore, and 73% were employed. Full recovery was not just possible, it was common. 

[bookmark: _GoBack]There is much data of this sort that can be found in the medical literature. Indeed, for the past 20-plus years, the developers of Open Dialogue Therapy in northern Finland have been reporting similar reports. They have conceptualized psychosis in a different way—they say it arises from disruptions in the spaces in-between people, rather than in the “brain” of the psychotic person—and thus they seek to treat those “in-between spaces.” And here are their published results: At the end of five years, 80% of their first-episode psychotic patients are asymptomatic and working or back in school, and only 20% have become “chronically ill.” As for antipsychotic usage, 67% have never used the drugs, another 13% have used them for a time, and only 20% have used them continuously. Recovery from a first episode of psychosis is the norm in that region of Finland.

There are also many people who tell of powerful personal stories of this sort. They can tell of having recovered from an extended bout of psychosis, or a diagnosis of schizophrenia, or from a diagnosis of some other major mental disorder. And they may tell of having simply learned to live with—and even appreciate—some of the experiences common to extreme states, such as the hearing of voices. 

I should note that if people are using medications and finding them helpful, that of course is fine too. The “truth” to be embraced here is simply that people who experience extreme states, and who may get diagnosed with schizophrenia, can hope to “recover” and live full lives.

This becomes the challenge for moving forward: how do we promote this message in society, particularly when there are powerful commercial influences—and psychiatry’s guild interests—pitching a very different message, which tells of chronic, lifelong brain diseases?And while I am not sure how to do this, I believe that promoting awareness of scientific results that tell of full recovery, and making known the voices of those with lived experience who are now well, is a powerful antidote to the conventional narrative. Science combined with personal stories is a way to win both the minds and hearts of society. 
The dignity and autonomy of the individual is paramount

If there is one thing that I have learned from writing about psychiatry and its history, it is that when a society adopts a belief about the “mad” that robs them of their autonomy, and conceptualizes them as the “other,” then this sets the stage for mistreatment of those deemed “mad.” I am not religious, but if we want to conceive of a new narrative of the future, I do believe it has to begin with the sentiment that the “mad” are brethren, and such extreme states are part of the human experience. When a society starts with that conceptualization, then it is primed to honor the dignity and autonomy of the individual.

I may romanticize the moral therapy developed by the Quakers in York, England in the 1790s, but clearly it was rooted in the conception of the “mad” as brethren, and a belief in the “healing hand of kindness.” The York Quakers believed that their job was to “assist nature” in helping people fully recover, and that meant providing them shelter and good food, and engagement in such activities as exercise, gardening, and reading. Quakers in the United States opened small moral therapy asylums in the early years of the 19th century, and modern researchers who have studied their patient records have concluded that their outcomes were much better than they are today.

Compare that Quaker model to the disease model.People diagnosed with psychotic disorders are said to suffer from a lack of insight into their illness, which prevents them from understanding what is best for them. This is a societal conception that considers people so diagnosed as the “other,” as “less than,” and of course leads to forced treatment practices, which takes away their autonomy. The disease model is based on a belief that “mad” people are unreliable witnesses to their own lives. 

So how do we confront that belief? Again, I think science and personal testimony can help us do that. We can publicize scientific findings that tell of how the disease model is a failed paradigm of care; that patients may have good reason for rejecting antipsychotic medications; and that forced treatment doesn’t lead to better outcomes, even as assessed by promoters of those practices. There is also a study that found that those deemed to “lack insight” into their illness subsequently had the best long-term outcomes! The same conclusion can be drawn from Martin Harrow’s long-term study of schizophrenia patients. It was those who rejected psychiatric care who were the most likely to recover over the long-term. 

In addition, society needs to hear from those who have been forcibly treated, and honor their voices. It is this combination of science and personal experience that can best move society to change. 

So where do we go from here? I think we can see, at this INTAR conference, the articulation and belief in a different narrative for moving forward. We need to fight to see that this narrative supplants the disease model in the public mind. 




Reading Paper for Panel, Robert Whitaker

 

 

The question posed for this panel, 

Transforming the Future, Where Do We Go F

rom Here, 

requires that we first assess where we are 

now. 

That will help us collectively think about where 

we should go, and how 

to get 

there

.

 

 

As we are

here 

in 

India, I think it is appropriate

—

as we address this question

—

to revisit a 

scientific study from the past

, 

conducted in part in this country, which at the time

 

presented 

psychiatry with two very different models for providing care t

o people diagnosed with 

“schizophrenia.”

 

 

In the 1970s and 1980s, the World Health Organization twice ran studies that compared longer

-

term 

“schizophrenia” 

outcomes in three “developing” countries

—

e.g., India, Nigeria, and 

Colombia

—

with outcomes in the Uni

ted States and six other “developed” countries.Each time, 

the WHO investigators found that outcomes

were much better in the developing

 

countries, so 

much so they concluded that living in a developed country was a “strong predictor” that

 

people 

diagnosed wit

h schizophrenia would have a poor outcome.

The WHO investigators also 

concluded 

that “social outcomes” were much better in the developing countries. 

 

 

Now, if you dig into the details of that 

research

, you find an interesting fact about the use of 

antipsych

otic medications. 

After the first study, 

which was five years in length, 

the WHO 

investigators hypothesized that perhaps the reason for the better outcomes in the developing 

countries was that patients in those countries were more medication compliant. The

y took 

their antipsychotics regularly

 

and that was why they had superior outcomes.

 

 

This hypothesis fit with the prevailing wisdom in the developed countries. A

nd so, in the second 

study, the WHO researchers

 

assessed antipsychotic use

, but

they discovered

, 

much to their 

surprise, that in India and Nigeria 

few patients were maintained on antipsychotics over the long 

term. 

The best outcomes in the entire 

study were seen in Agra, India, where virtually no 

patients were maintained 

long

-

term 

on

 

the drugs

, and the

 

worst outcomes were in the Soviet 

Union, where virtually everyone was kept on the drugs.

 

 

These results, published in the early 1990s, 

presented a moment of truth for western 

psychiatry. The outcomes belied the merits of their drug

s

-

for

-

life

 

paradigm of c

are

 

for 

schizophrenia patients. 

Psychiatry

, it seemed, could rethink its use of antipsychotics, and seek 

to learn from the treatments provided in

 

India and Nigeria

 

that had led so superior outcomes

.

 

 

However, 

no such introspective thinking took place. Instead, 

t

he WHO investigators put forth 

various social and diagnostic explanations for the 

poor outcomes in the developed world

, 

avoiding any discussion about the merits of antipsychotics, 

and in that way, they p

rotected 

their medical beliefs.

 

The fault for the poor outcomes in the rich countries lay with the

ir

 

social 

makeup, and not with their medicine. 

 

 

