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Testimony:
My name is Dr. Rajesh Parekh.  I am a psychiatrist with the City and County of San Francisco’s Department of Public Health, and serve as the Director of the San Francisco Fully-Integrated Recovery Services Team, also known as SF FIRST.

I would like to first thank Commissioner Astrue and the esteemed panel present here for the opportunity to speak on behalf of my patients who have schizophrenia.  I am also grateful that the diagnosis of schizophrenia is being considered for Compassionate Allowance. 
Some of my colleagues have presented the latest scientific knowledge about schizophrenia.  I am therefore going to focus on the human impact of this disease, as experienced by my patients, their loved ones and their care givers.

Schizophrenia is an illness without cure.  It is an illness that torments its sufferers, often rendering them unable to accurately perceive reality, including the fact that they have a serious mental illness.  It also takes away volition; patients not only experience the devastating symptoms, but also lose their motivation to do anything about them.  Without treatment, support and safety, people with schizophrenia languish, losing years and even decades of life to an alternate sense of reality, existing in a parallel universe that limits connectivity to the rest of society, and often being subject to violence from others and violence from themselves, in the form of suicide.
The illness has a social cost as well.  Families see their vivacious sons and daughters succumb to delusions, hallucinations and disordered thoughts at the point in their lives when they are just about to emerge as independent adults.  The illness inserts paranoia, isolation and a claustrophobic trap of incessant hallucinations into its sufferers, creating a break with those who love them the most.  The wider society also loses out.  Teenagers and young adults who have been nurtured by our teachers, protected by our police and soldiers, and mentored by our religious and social leaders are suddenly lost to an invisible enemy; one that resides in their very brains.  Individuals on the cusp of being productive citizens are instead broken by their failing neurochemistry.

As if this illness were not enough of a burden, people who experience schizophrenia too often also experience homelessness and substance abuse.  In San Francisco, Community Behavioral Health Services patients with schizophrenia are nearly twice as likely to be homeless, relative to patients with other mental illnesses.1 Our patients with schizophrenia are 22% more likely to have concurrent substance abuse compared to patients with other mental illnesses.1
11% of the homeless population is estimated to have schizophrenia2; in the general population, the prevalence of schizophrenia is about 0.5%3.  These findings suggest that a person with schizophrenia is 22 times more likely to experience homelessness relative to the general population.  According to the Epidemiological Catchment Area study, individuals with schizophrenia are 4.6 times as likely to have a substance abuse diagnosis, relative to the general population.4
All of these numbers start to paint a picture that my team views on a daily basis.  SF FIRST is a multi-department, 65-staff member program serving 500 chronically homeless or marginally housed clients with multiple & co-morbid medical, behavioral and psychosocial conditions.  The team provides street outreach, short and long-term case management, medical and behavioral treatment and strength-based recovery services such as recreation, community integration, and vocational rehabilitation.  The program promotes harm reduction through its daily functioning, and utilizes acuity-based, data-driven, and outcomes-oriented processes to meet its goals.  The program also assesses medical and behavioral crises, and refers clients to emergency care as appropriate.  One section of the team focuses on patients who have severe and persistent mental illnesses, such as schizophrenia.

A typical day in the life of our team consists of street outreach, engaging people who are homeless with the intent of providing immediate help, and assessing these individuals for the need for deeper support.  Those that need such support are offered our help on a voluntary basis.  Once an individual agrees to work with us, we attempt to get them indoors, in shelters, in temporary single-room occupancies, or temporary co-habitation with family or friends.  A case manager is assigned, to help our client obtain permanent supportive housing.  This step generally involves helping the client obtain an income, since even in San Francisco, which has an extensive Housing First program, income is usually needed for rent.  Based on observable symptoms, and client acquiescence, we also refer him or her to a medical and/or psychiatric provider on our team.  For clients who have no income, we typically pursue county General Assistance funds first, since they are relatively easy to obtain and maintain.  San Francisco’s Care Not Cash program also provides permanent housing for General Assistance clients, making GA an attractive first option.  Clients who have demonstrable disabilities are then referred to SSI advocacy; most of our clients do not have enough work experience to qualify for SSDI.  The initial SSI application process can take anywhere from 2 to 6 months; recently, however, we have been able to get some approvals in six weeks.  Obtaining SSI and Medicaid opens many more housing and treatment options for our clients.  Once clients are permanently housed, we pass the clinical care baton to onsite case management; however, clients who have extreme disabilities are managed by the intensive case management arm of our team.


For individuals with schizophrenia, the story is hardly ever as straight-forward as I just described.  Let me tell you of a particular man we encountered about 5 years ago.  I will refer to him with the pseudonym Michael, to protect his confidentiality.  We met Michael in Civic Center Plaza, across from City Hall.  He was asleep at 10 a.m., protected by his two buddies sleeping on either side of him.  With enthusiasm, we announced, “Hi, we’re from the Homeless Outreach Team.  Can we help?”  As they rubbed sleep out of their eyes, the three had expressions of disbelief, and perhaps some suspiciousness.  Michael seemed a bit disconnected, not making eye contact, and certainly not speaking with us.  As we chatted with the group, we found out that the “three amigos,” as they liked calling themselves, had met about 5 months ago, and through a common addiction to alcohol, had forged a supportive friendship.  When we explained what our mission was, they trusted us, and agreed to meet us again; they declined, however, our offers of shelter beds at that point.  Over the next few weeks, our team continued to outreach them around Civic Center.  As we got to know each other better, one of Michael’s friends, knowing I was a psychiatrist, pulled me aside, and said, “We are really together so we can protect Michael.  He’s not all there, if you know what I mean.  He hears voices, he has seizures, and sometimes, he just goes off.  He drinks, and so do we.  But he’s worse off than we are.  Sometimes, he leaves us, and we don’t see him for a few days.  He comes back, looks worse, and we have to help him clean up.  A couple times, he came back with bruises and cuts.  He didn’t want to say whether he fell, or whether he got beat up.  Could you help him?”

This led to a journey with Michael that was much longer than any of us had originally anticipated.  His case manager and I slowly started to put his story together.  He was a 54 year-old man from Washington State, estranged from his family for about 20 years.  He said he had been “in a psych hospital or two when he was younger, once for 4 ½ months.”  He would travel from city to city, mostly on the West Coast, trying to stay “one step ahead of the voices.”  He said drinking helped quiet them, but they never went away entirely, even when he was locked up in jail or in hospitals.  He said he’d been on some medications, but he couldn’t remember their names; he said, however, that he would be willing to try medications again.  An electronic medical record search showed that he had been on older antipsychotics, and sporadically so; he agreed to try newer medications which were likely to produce fewer side effects.  We also re-connected him to his primary care physician at the San Francisco General Hospital, and he resumed anti-seizure medications.  Through this treatment relationship, we gathered enough information to apply for SSI and Medicaid.  

As time went on, Michael trusted us more, and confided that the voices sometimes commanded him to kill himself: “You’re never going to amount to much; just end it all!”  We struggled with the decision to involuntarily hospitalize him; twice, we did just that.  It also became apparent that he was quite forgetful, and would lose his medications, resulting in a worsening of his symptoms, including episodes of seizures.  We met with him more frequently, giving him smaller amounts of medications, so that he would lose fewer doses.  The higher frequency of dispensing medications likely resulted in better medication compliance, and his symptoms started to decrease; for example, he no longer believed that shelters caused his seizures.  He subsequently accepted a shelter bed, but would still not stay there every night, as he still feared that someone would “do [him] in.”  As the weeks and months wore on, we lost touch with him twice; another time, he was discovered unconscious outside the General Hospital, with a bleeding head wound; he had apparently had another seizure.  A detailed neurologic work-up revealed mild dementia, likely from years of severe alcohol use.  When he was informed about this, he said, “Well, it’s either from the alcohol or from all the times my head’s got beat up; I knew it was coming!”  He then winked, and added, “Sometimes, I forget that I forget.”
About four months later, we were happy to learn that his SSI and Medicaid had been approved.  We had a board & care in California’s Central Valley in mind; however, the lack of income had prevented us from completing this referral.  This particular board & care was the only City-contracted facility willing to accept a person with schizophrenia with co-occurring substance dependence.  It was located in farm lands, away from any liquor store, and enjoyed a good reputation among other clients placed there by the Department of Public Health.  As his SSI began, we waited for an opening, and a few weeks later, he moved to his new home.  At this point, we continued to serve him, to ensure that his placement was successful; he also had one more request of us.  He said, “Now that I have a place, can you call my sister?  Maybe she could visit me, and she should meet you.”  His case manager had been itching to reconnect Michael with his family, and facilitated this reunification immediately.  I paid him one last visit, at his board & care, when his sister drove down from Washington State a few weeks later.  At this point, we informed Michael that we would be moving on to help other individuals without homes, but that we would be available if he needed us again.  A year later, he remained housed at the board & care.


Although this story had a happy ending, it might not have happened this way.  Through my team’s efforts, the help of his two “amigos” and through much good fortune, Michael was somehow able to stay alive, stay connected and keep hope that he had better days ahead of him.  He traveled through mine fields of epileptic, cognitive, psychotic and substance-related breakdowns, finally arriving at a point of safety, support and dignity.

I hope that the Compassionate Allowance for schizophrenia is approved, and our society experiences more stories like Michael’s.  By expediting this process, the perilous journeys that individuals with schizophrenia endure will be shorter and safer.  By having quicker access to income and medical insurance, we will be able to help them obtain housing and medical care with due haste.


The promise of quick access to SSI and Medicaid has additional benefits.  While conducting outreach, our first-contact success in persuading disabled and chronically homeless individuals to trust and work with us is about 50%, if we have something concrete to deliver, such as a temporary bed.  Similarly, ears perk up when we offer help with procuring an income.  Without the ability to offer such relevant help, our success rate drops to about 5%.  The additional difficulties of engaging a psychotic individual are likewise ameliorated when we have something of value to offer.  
An expedited benefits process would therefore make our initial engagements more successful, allowing us to enroll and house clients at a faster pace.  Better engagement leads to better therapeutic alliance; we have observed that this translates to higher rates of participation in primary and behavioral care.  For individuals with schizophrenia, it is known that early treatment can arrest or diminish neurocognitive decline.  Therefore, time is of the essence, and the need for an expedited benefits process becomes even more obvious.  With advancing technologies, both psychopharmacologic and psychosocial, the hope is that patients with schizophrenia will have higher rates of recovery, as well as greater heights of recovery.  More and more such individuals are now able to pursue employment, relationships and self-fulfilling activities.  At the stroke of a pen, a Compassionate Allowance for schizophrenia will be a radical improvement on what our society is able to offer these individuals.

Our Founding Fathers declared that “all men are created equal, that they are endowed by their Creator with certain unalienable Rights, that among these are Life, Liberty and the pursuit of Happiness.”  The wisdom of succeeding leaders brought our nation the Social Security Act, and its amendments.  While individuals born with a biologic predisposition to schizophrenia have equal status among others, their manifested illness puts their life and liberty at risk, and often takes away their ability to pursue happiness.  The safety net provided by the Social Security Administration keeps millions of poor and disabled Americans from despair.  In the spirit of this set of legislations, it makes sense to more quickly afford these protections to individuals with a permanent disabling condition such as schizophrenia, especially at a time when recovery is possible through early mediation.  The benefits would accrue to the individual, to his or her family, and to society at large.
Thank you for your time.
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