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I am pleased and honored to share my experience and thoughts regarding the Social Security Administration’s interest in assessing the potential for Compassionate Allowances for Schizophrenia.
I am testifying today as medical director of NAMI, but as background, please let me note that I am board-certified in three areas: adult, child and adolescent psychiatry, and forensic psychiatry,  and have spent my entire 21 years as a psychiatrist working in direct care, leadership or policy positions for thousands of individuals diagnosed with schizophrenia. I am a former state medical director and acting Commissioner of Mental Health for Massachusetts, and now also work as the Medical Director of a human service agency called Vinfen to support individuals living with schizophrenia in supported and group housing.

Schizophrenia is a complex and challenging condition that we as a field are still working to fully understand. There is no one biological test or single biomarker for the condition at this time. Most people living with schizophrenia face challenges in work, relationship and school functioning.  One criteria for the diagnosis of schizophrenia is that continuous symptoms characteristic of the disorder with accompanying functional impairments persist for at least six months.  (1) These symptoms include delusions and hallucinations (usually auditory hallucinations – voices that others cannot hear), and are frequently associated with impaired cognition, lack of motivation and difficulty negotiating interpersonal transactions.  Co-morbid medical concerns including substance abuse are common, making the condition a challenge for anyone who is living with it as well as their families. (2)What we now call schizophrenia was initially described as Dementia Praecox (precocious or early dementia) by a psychiatrist named Emil Kraepelin in Vienna in 1893. (3) He focused on the persistent issues with cognition and functioning that attend to the condition, and viewed schizophrenia as a uniformly declining condition.  After a period spanning the 1950s through 1970s in which American psychiatry focused on the theory of psychodynamic (relationship) causes of schizophrenia, science has evolved and schizophrenia is once again recognized as a biological expression of a vulnerability that involve both genetic and environmental stressors.
Prevalence rates of schizophrenia are about 1% of the population worldwide. (4) Some individuals do well with the condition over time, yet a quick recovery from schizophrenia is the exception not the rule. (5) A significant reason for this is that people with schizophrenia often do not have access to the treatment and supportive services they need to recover. (6) Long delays in establishing eligibility for federal income supports such as SSI and SSDI, and related delays in accessing medical benefits connected with these income supports such as Medicaid and Medicare, contribute significantly to these problems.

One of the greatest challenges schizophrenia presents is that approximately half of the people with this medical disorder lack insight about their illness and  therefore for the need for treatment.(7) Thus, among these individuals, delusional beliefs or voices  are rarely recognized as a medical symptom or even as a noteworthy problem - their experience is simply their experience.  The absence of recognition of symptoms delays help seeking and treatment adherence.  This is one key reason that people with schizophrenia are overrepresented in homeless shelters and criminal justice settings. 

Why is compassionate allowance for SSU benefits important for people with schizophrenia?

There are a number of reasons that can be cited in support of compassionate allowance status for SSI applicants living with schizophrenia.

1. Schizophrenia is among the most disabling and functionally limiting of all disability categories included in the SSI program.
The World Health Organization (WHO) rates schizophrenia as the 5th leading cause of disability worldwide for men and the 6th leading cause of disability worldwide for women (8).  The disorganized thinking, executive functioning deficits, and memory problems often associated with this brain disorder frequently make it very difficult for individuals living with schizophrenia to function independently in the workplace.  (9) Although recovery is possible, most individuals with schizophrenia do not return to their prior state of mental and cognitive functioning.  Unemployment is pervasive among people with schizophrenia. The unemployment rate among people with schizophrenia is greater than 85% (10).

2. Compassionate Allowance would help address the extreme poverty and lack of medical benefits that contribute significantly to homelessness and other risky circumstances commonly associated with untreated or poorly treated schizophrenia.
Current eligibility determinations for people with schizophrenia can take months or even years, particularly for individuals who are homeless or don’t have family support systems, because of difficulties in generating the information needed to establish eligibility.  The NAMI help line fields about 8,000 to 10,000 calls a year related to difficulty people have in getting their Social Security benefits. Given the complex cognitive deficits and medical co-morbidity with the condition, delays in access to benefits can worsen risks and outcomes.  Compassionate Allowances would significantly help facilitate recovery by linking these individuals immediately with desperately needed income supports and Medicaid benefits while more extensive medical documentation is generated.  For some, this could literally be lifesaving.  For example, studies have shown that schizophrenia is a substantially overrepresented diagnosis among people experiencing chronic homelessness.(10)
3. Compassionate Allowances would help address problems with premature deaths and medical co-morbidities among many people with schizophrenia, particularly those who are homeless or otherwise socially disconnected. 

In 2006, a report released by the National Association of State Mental Health Program Directors (NASMHPD) revealed that people with serious mental illnesses, including people with schizophrenia, die on average 25 years younger than the rest of the population. (12) These disturbing figures are attributable to a range of factors, including elevated rates of smoking, obesity, substance abuse and suicide and inadequate medical care. Rates of diabetes among people with schizophrenia are substantially higher than for the general population.   Access to medical insurance through SSI or SSDI is therefore an essential element of the comprehensive care of people with schizophrenia.  This population faces many medical risks that are greater than the general population.  Here again, long delays in eligibility determinations can therefore have life and death implications.

4. Compassionate Allowances would provide people with schizophrenia with economic and medical supports necessary to foster recovery, increased independence, and potential employment.

Although, as discussed above, schizophrenia is among the most disabling of all medical conditions, recovery is possible through appropriate services and supports.  Supported employment and cognitive enhancement strategies have proven effectiveness in helping people with schizophrenia enter or reenter the workforce and maintain employment over extended periods of time. (13, 14) Stable income supports and medical benefits establish a critical foundation to enable individuals to take the steps necessary to access these services.  Compassionate Allowance status, along with proactive efforts to educate consumers and mental health professionals about applicable work incentives, including the Ticket to Work Program, would go a long way towards reducing the extremely high rates of unemployment and long-term dependency on public benefits that currently exist among people with schizophrenia.

5.  The risks of “gaming” the system to falsely establish compassionate allowance eligibility based on schizophrenia are low, due both to the 6 months of symptoms required and functional limitations required for a diagnosis, and the negative social attitudes associated with schizophrenia.

Sadly, a diagnosis of schizophrenia carries with it low social status, discrimination and isolation, due to continuing widespread misinformation and misperceptions about this disorder.  These factors (see also lack of insight noted above) contribute to the reluctance of individuals with schizophrenia to self-identify and participate in treatment. Thus, the risks of individuals “gaming” the system to fake a condition of psychosis with accompanying functional deficits lasting more than 6 months in order to become eligible for SSI and for a physician to be fooled by this effort appear to me to be remote.

Summary 

Schizophrenia is a uniquely human and challenging condition.  As a field, we have made great progress in mapping the brain regions that are involved in schizophrenia, yet we have a great deal to learn about the condition and its symptoms.   Schizophrenia impacts directly on areas of human functioning that limit the capacity to work—executive functioning, memory, decreased motivation and the ability to negotiate interpersonal challenges.  Access to health insurance is crucial for the high co-occurring medical conditions and also to help pay for antipsychotic medications.  I believe that it is clinically savvy recovery focused and good public policy to allow for quick access to income supports and health insurance for individuals living with schizophrenia through compassionate allowance status. Recovery for people with schizophrenia is now understood to be possible and benefits and health insurance can be an important support in that quest.
I also encourage your office to promote more awareness of work incentive programs, which I feel are not well understood in the field by practitioners or by people who do receive benefits and are needed to continue the movement towards a recovery focuses for people with schizophrenia. 

Thank you for your time and attention.

.

Respectfully submitted, 
Kenneth Duckworth MD

NAMI Medical Director

Assistant Clinical Professor Harvard Medical School 

Department of Psychiatry

References:

1. Diagnostic and Statistical Manual  Fourth Edition TR American Psychiatric Press. June 2000.

2. National Comorbidity Survey, Harvard School of Medicine, 2005.

3. Kraeplin E, Dementia Praecox and Paraphrenia, translated by Mary Barclay, Huntington NY Kreiger Pub Co, 1971.

4. National Comorbidity Survey, Harvard School of Medicine, 2005.

5. Harding, C et al The Vermont Longitudinal Study of Persons with Severe Mental Illness, I: Methodology, Study Sample, and Overall Status 32 Years Later. Am. Journal Psychiatry 1987: 144: 718-726.

6. NAMI Grading the States: A Report on America’s Health Care System 2009 www.nami.org.

7. Amador, X, .David, A., Insight and Psychosis: Awareness of Illness in Schizophrenia and Related Disorders,  Second Edition, Oxford  University Press 2004.

8. The Global Burden of Disease: A Comprehensive Assessment of Mortality and Disability from Diseases, injuries, and Risk Factors in 1990 and projected to 2020. Cambridge, MA: Published by the Harvard School of Public Health on behalf of the World Health Organization and the World Bank, Harvard University Press 1996.

9. Kane J and Lencz T, Cognitive Deficits in Schizophrenia Short and Long Term. World Psychiatry v 7  (1) Feb 2008 p 29-30.

10. Rosenheck R. et al, Barriers to Employment for People with Schizophrenia. American Journal of Psychiatry, 163: 411-417, March 2006.

11. Folsom, D, Jeste, DV, Schizophrenia in Homeless Persons: A Systematic Review of the Literature. Acta Psychiatrica Scand 2002, Jun; 105 (6): 417-418.

12. National Association of State Mental Health Program Directors, Morbidity and Mortality In People with Serious Mental Illness, 2006.

13. Drake, R et al, Social Security and Mental Illness: Reducing Disability with Supported Employment, Health Affairs, 2009, 28, No. 3 , 2009 761-770.

14. Hogarty  G. et al, Cognitve Enhancement Therapy for Schizophrenia; Effects of a 2 Year Trial on Cognition and Behavior, Arch. Gen Psych 2004 61: 866-876.

