June 15, 2003

Commissioner

Social Security Administration

Email to:  regulations@ssa.gov
Comments regarding proposed rulemaking

I have viewed the report and comments to the Social Security Administration’s advanced notice of proposed rulemaking from the Bazelon Center for Mental Health Law.  I understand the comments are due to you by June 16.

I am not that familiar with the specific criteria used by your agency to evaluate an individual relative to disability due to a brain disease; however, from my viewpoint the Center has done a thorough job of looking at the proposed rules and explained the issues.

It seems to me that the criteria for children and adults in the case of determining impairment would be similar.  An “extreme” limitation of one of the four “B” criteria must be met for a child to be determined as impaired and this should also apply to an adult.  I would also support the Center’s remarks about the definition of “marked” as requiring standardized testing with the scores resulting in at least two but less than three standard deviations below the mean should be applied to both children and adults.  

I most certainly agree with the Center’s suggestions of utilizing information gathered from case workers, therapists and nurse practitioners, physician’s assistants, others who work with the individual on the same level as the psychiatrist or psychologist.  In my experience, I have noted that a 15 minute visit quarterly to determine if the dosage of medication is still working at an acceptable level does not lend itself to an in-depth view of how the individual is doing overall in daily life.  You have enough time to ask how things are going and to be answered with “fine”!  I quote from the Bazelon Center,

“SSA should treat such information as medical evidence when it comes from a licensed clinic or is part of a medically supervised treatment plan.  To do otherwise is to treat low income claimants unfairly merely because they cannot afford treatment in a setting where most of the work is done by physicians.”

In the discussion regarding drug addiction and alcoholism, they make the point that this could be a contributing factor material to the determination of a disability.  From individuals to whom I have talked, many started using drugs or alcohol to explain the bizarre nature of their thoughts, thus giving some basis for them to understand what was happening in their brain.  Both the brain disease and possible resulting drug or alcohol problem must be addressed and treated.

I support the Center’s request for the “A” criteria that should deal only with the diagnosis.  It sounds as though “B” and “C” determine the level of severity.  It makes sense not to mix the two.

The “B” criteria suggests measurements used to determine functional impairment.  I support the suggestions The Center makes regarding activities of daily living 
(“including the ability to engage, independent of supervision or direction, appropriately, effectively and in a sustained manner in activities such as ability to pay bills, carry out simples instructions, maintain personal appearance and health, travel in unfamiliar places, set realistic goals, manage and maintain a work or home environment and cope with routine stresses of daily life”), 
social functioning 
(including “the ability to interact independently, appropriately, effectively and on a sustained basis with other individuals in a social or work related environment, including the ability to remember people, incidents and facts and to engage successfully in problem solving around tasks or social interactions”), 
and concentration, persistence or pace
(explaining that “concentration, persistence and pace in work situations may involve the ability on a sustained basis to carry out short, simple instructions or more detailed instructions, to maintain attention and concentration for extended periods, perform activities within a schedule, be punctual, sustain a routine without special supervision, work in proximity to others, make simple work decisions and complete a normal workday and workweek, and perform at a consistent pace without an unreasonable number or length of rest periods”).
I must underscore the comments regarding individuals in supported work environments.  Often that is the manner in which the individuals can sustain a job…with supports in place.  Without supports and services for these individuals, holding a job would be impossible.  This must be considered in your evaluations.
I support all of the criteria recommended by the Center relative to the “C” criteria listings issues.  Living with supports help individuals better control their symptoms and also provides reinforcement for staying on medications and treatments.  This is true regardless of age….whether a child or an adult.  The effects of medication should always be taken into consideration, the side effects, and how the maintenance controls the symptoms.  

I enthusiastically endorse the recommendations for new listings to give individuals in those categories a chance at a better life as well.  

I call your attention to the very crucial paragraph in their report and I will quote from their comments. 
“While it is possible for some people with mental impairments to work while receiving pharmaceutical treatment that is responsive to their medical conditions, it is often eligibility for SSI and therefore Medicaid that makes it possible to secure needed drugs.”  (My underlining for emphasis).  “Loss of SSI (or SSDI) often means loss of the very drugs that might make the person employable and therefore less needy of cash assistance.  For some DI recipients, because Medicare does not include a drug benefit, these individuals may not even be able to secure needed treatment while in benefit status.  We urge SSA to ensure that any proposals that incorporate how SSA will evaluate individuals applying for benefits if they were ‘under corrected conditions’ make clear that such a possibility is fantasy – and could have tragic consequences for people with severe mental impairments – if medical care, including free or very reduced price prescription drugs, is not readily available to that specific individual, whether or not he or she is employed after leaving DI or SSI and for however long as needed to ensure the person can continue to remain independent of DI and SSI.”   
 I strongly urge you to pay close attention to this paragraph.  If a person is declared “better” or “well” or whatever term is used to discontinue disability payments and Medicaid, the services and support that enabled the individual to get the symptoms under control will be gone.  
At this point in time there is no cure for brain diseases.  Until such time, we need to support low income people who find themselves in the terrible position of having a brain disease with all the stigma that goes with it.  We need to give them more support, not less -  there is no cure.  Keep the support and services there for those who need it the most, who do not need to go into a relapse and have to go through all the pain and suffering of having to reapply for benefits because they may have become high functioning with therapy and pharmaceuticals so were dropped from the SSA roles only to relapse. 
I am the current President of the Community Reach Center in Colorado where individuals receive care for persistent, chronic mental illnesses and for episodic illnesses.  I thank you for your time and urge your consideration of these requests.  
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