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Improving lives affected by schizophrenia‐related Brain disorders

August 28, 2018

Director Robert R. Redfield, MD
U.S. Centers for Disease Control and Prevention
1600 Clifton Road NE
Atlanta, GA 30329
RE: Inclusion of Schizophrenia in National Neurological Conditions Surveillance System
(NNCSS)
Dear Director Dr. Redfield,
On behalf of the Schizophrenia and Related Disorders Alliance of America (SARDAA), we are
writing to respectfully request the inclusion of schizophrenia as an eligible condition in the
National Neurological Conditions Surveillance System (NNCSS) as authorized under the 21st
Century Cures Act (PL 114-255).
Founded a decade ago, the Schizophrenia and Related Disorders Alliance of America promotes
improvement in lives affected by schizophrenia-related brain illnesses (mental illnesses
involving psychosis). SARDAA promotes hope and recovery through support programs,
education, collaboration, and advocacy. Our vision is that every person living with
schizophrenia-related brain illness receives respect, appropriate treatment and an opportunity to
live a meaningful and satisfying life in a compassionate community free of discrimination.
What is the Personal and Public Health Impact of Schizophrenia?There are published
studies suggesting that patients with schizophrenia die on average 28.5 years sooner than other
Americans.1 Sadly, 40% of this is due to suicide,2 with 5% lifetime completed suicide rates in
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schizophrenia,3 most being shortly following illness onset, with suicide attempts at 25-50%.4, 5
Whether patients receive timely, appropriate treatment has great consequences. After the first
episode of schizophrenia, not taking any regular antipsychotic medication is associated with a
12-fold increase in the relative risk of all-cause death and a 37-fold increase in death by suicide.6
Unfortunately, up to 40% of individuals with schizophrenia are untreated (Treatment Advocacy
Center).7 Eleven percent of the homeless population have a diagnosis of schizophrenia, with
higher rates in younger persons (13% for 18–30 years old; 21% for 31–40 years old), women
(twice the rate of men) and the chronically homeless (18%), with slightly less than half not
receiving treatment.8
Unfortunately lack of treatment leads to severe negative health outcomes. If correct, this means
that individuals with schizophrenia have a life expectancy similar to that of Sub-Saharan Africa.
Additionally, co-occurring medical conditions, such as heart disease, liver disease, and diabetes,
contribute to the higher premature mortality rate among individuals with schizophrenia.9 Possible
reasons for this excess early mortality are increased rates of these medical conditions and underdetection and under-treatment of them.10 Approximately half of individuals with schizophrenia
have co-occurring mental and/or behavioral health disorders.11 It has been estimated that more
than 50% of patients with schizophrenia have another medical diagnosis.12 Medical problems
may be related to a variety of factors including the cognitive and behavioral impairments
associated with schizophrenia itself as well as the adverse effects of the medications used in its
treatment.13, 14 There are high rates of diabetes,15, 16 hyperlipidemia, obesity,17 chronic
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obstructive pulmonary disease, cardiovascular disease (notably hypertension),18 hepatitis, and
HIV infection.
In regard to tobacco use, individuals with a mental illness are twice as likely to smoke cigarettes
than the regular population.19 In the schizophrenia population, this rate is particularly high, with
more than 60% of schizophrenic patients being current smokers, which contributes to excessive
mortality in these patients.20 In addition, the literature suggests that nearly 50% of patients with
schizophrenia have a co-occurring substance use disorder, most frequently alcohol and/or
cannabis (at a rate about three times as high as that of the general population).21
Financial costs associated with schizophrenia are disproportionately high relative to other
chronic mental and physical health conditions, reflecting both “direct” costs of health care as
well as “indirect” costs of lost productivity, criminal justice involvement, social service needs,
and other factors beyond health care.22 Despite the clearly poor clinical outcomes for individuals
with schizophrenia, not much public data is specifically available.
Why Should Schizophrenia Be Included in the National Neurological Conditions
Surveillance System (NNCSS)?
We have general prevalence estimates indicating that 1.2% of all Americans – roughly 3.2
million people – have schizophrenia from the National Institute of Mental Health (NIMH).
Beyond that broad approximation, we just do not know much more about this patient population.
In particular, if we turn to public mental health agencies, who provide the vast majority of
publicly financed inpatient hospital and community-based services for people living with
schizophrenia, the lack of basic data is striking. For example, baseline demographic data on
gender, average age of onset, race, religious affiliation, ethnic background and income are often
completely absent. That lack of information often extends to the realm of service delivery. State
mental health agencies often struggle to identify the specific type of care provided, the
penetration rate for mental health and related support services in a given geographic area, the
intensity of service delivery for each patient with schizophrenia and, most importantly, verifiable
clinical outcomes. An amendment to the National Neurological Diseases Surveillance System
could begin to help answer these baseline questions.
A comparison of schizophrenia to Alzheimer’s disease and Parkinson’s disease – two disorders
that unambiguously have a neurological basis – quickly makes a compelling case for
schizophrenia finding its proper diagnostic home in the neurological disorders (see Table below).
All three disorders share multiple features including significant brain and cognitive deterioration,
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diagnostic approach, types of treatment, having a strong genetic basis, clearly speaking to the
consideration of schizophrenia as a neurological disorder (interestingly, schizophrenia appears
more heritable than Parkinson’s disease).
Where these disorders depart company, unfortunately, is the personal and social impact for
diagnosed individuals. With a diagnosis of Alzheimer’s or Parkinson’s disease, the clinical
paradigm of providing timely and appropriate care is robustly in place. With schizophrenia, a
similar paradigm is far from guaranteed, especially in the longer term, with striking rates of
patients being untreated, homeless and incarcerated. Thus, while schizophrenia appears to
legitimately deserve consideration as a neurological disorder based on clinical and scientific
grounds, the lack of recognition of this reality has sadly been associated with much suffering,
debilitation and public health cost.
Hiding in Plain Sight: Is Schizophrenia Not Already a Neurological Illness/Disease?
Some may ask – why is this even a question? Depending on the audience, it may not actually be

a question. The defining feature of schizophrenia is psychosis, manifested primarily by
delusions and hallucinations. Psychosis is not only associated with schizophrenia but also
dementia, Parkinson’s disease, stroke, brain tumors, and the use of drugs or alcohol. With such
clear associations with brain-based processes, it would seem clear that schizophrenia-related
psychosis is also rooted in the brain. In the mental health treatment context, it is a no-brainer, so
to speak – of course it is a brain disease! It is no more a question that it arises from disturbances
in brain function than one questions whether Parkinson’s disease or epilepsy arises from the
brain.
In the clinic, or even more poignantly, in a psychiatric inpatient unit or emergency room, a
patient with severe auditory hallucinations or delusions is excused from any immediate
responsibility or culpability for their symptoms. The symptoms are not simply a ‘behavioral
problem’ – rather, any clinician with experience treating schizophrenia will recognize how a
patient’s thoughts, emotions and behavior have been hijacked by a process that is beyond their
control. Historically, the ‘hijacker’ may have been assumed to be the result of a demon or spirit
(c.f. epilepsy which, historically, was attributed to demonic possession), or poor parenting; in the
modern day, there is no question that it is a neurological process.
Stepping from the clinic and into the lab, one will find assumptions regarding the biological basis
of schizophrenia even more firmly ensconced. We are well beyond what are now considered
quaint notions of the ‘schizophrenogenic mother’ or psychosis as a social construction, and
questions regarding the biological basis of schizophrenia have long since moved from ‘if’ to
‘how’. A plethora of genetic, post-mortem and neuroimaging studies have demonstrated clear
evidence of the biological underpinnings. Perhaps one of the more simple, compelling facts that
undergirds the biology argument is heritability and twin concordance: if one of an identical twin
pair has schizophrenia, the other will have a 50% chance of also having schizophrenia, even if
raised in a different environment. This number is comparable to that for Alzheimer’s disease and

greater than that for Parkinson’s disease.23, 24, 25
If schizophrenia having a neurological basis is such an obvious given for clinicians and scientists
– people that are ‘in the know’ – why does this question remain in the general public? The
answer is likely to be a complex mix of factors that includes a lack of proper education of the
public and historical inertia in the systems of care that cater to the schizophrenia population (e.g.
psychiatry vs. neurology), as well as how this care is paid for (e.g. structure of reimbursement
codes by Centers for Medicare and Medicaid Services).
Whatever the reasons for the disconnect between established clinical/scientific knowledge
regarding schizophrenia and the inadequacies in the systems of care for the illness, there is
utmost urgency in bridging this gap. As outlined above, for many individuals with schizophrenia
it is literally a matter of life and death. We believe that re-classifying schizophrenia formally as
a neurological disease will be an important first step for this urgent priority.
We believe that the inclusion of schizophrenia in the NNCSS could be an important first step
towards understanding schizophrenia better, reducing stigma in the illness, and re-invigorating
our orientation towards timely and appropriate treatment as well as making incarceration and
homelessness unacceptable outcomes for schizophrenia. We appreciate the chance to provide our
recommendations to you on this matter. We are happy to provide any additional information or
comments that you may require.
Regards,

Linda Stalters, MSN, APRN (ret)
Chief Executive Officer & Founder
Schizophrenia And Related Disorders Alliance of America

Raymond Cho, M.D., M.Sc.
Chair of the Board of Directors
Schizophrenia And Related Disorders Alliance of America
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