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Jo Anne B. Barnhart, Commissioner, Social Security 

Administration, PO Box 17703

Baltimore, MD 21235-7703

June 3, 2003

Re: Revised Criteria for Evaluating Mental Disorders

Dear Commissioner Barnhart: 

Please accept these comments on the proposed update and revisions to Social Security Regulations numbers 4 and 6.  I am a graduate student in Social Work and Law and Social Policy, with a specialization in mental health public policy. Professionally, I have spent the last year working with adults in a social and vocational psychiatric rehabilitation agency, where I developed and conducted workshops on psychiatric relapse prevention. I also administer an academic website devoted to mental health (http://serendip.brynmawr.edu/sci_cult/mentalhealth). In addition, from my professional and personal experiences, I have come to intimately understand the extreme hardships that families face when dealing with a child or loved one affected by a mental disorder. From these combined perspectives I offer suggestions in the following areas:

· Revising the criteria for evaluation and determination of eligibility for Social Security Disability benefits for adults and children with mental disorders, particularly for those with bipolar disorder and ADD/ADHD.

· Long-term planning concept regarding those with mental disorders who would like to work. 

Severe disorders affecting particular bodily organs or systems, such as the heart, kidneys, pancreas, liver, or the hematic systems are usually chronic; so too are those affecting the brain and the neurological systems associated with behavior and cognition. With the exception of cures affected through transplantation, all of the of the aforementioned conditions, in addition to being chronic, and sometimes cyclical, but almost always episodic. The severity of impairment caused by such conditions not only varies from individual to individual, but also may greatly vary from episode to episode. People who are afflicted with such conditions are perpetually afraid of a recurrence of acute symptoms. However, those who suffer from afflictions stemming from disorders of the brain and neurological systems that affect cognition and behavior have additional reasons to be concerned about the chronic nature of their illness, and increased anxiety over future acute episodes. One of the areas about which they are most concerned is that the severity of disability that results from their condition will not be understood, recognized, or appreciated. This adds to the disproportionate financial hardships facing individuals and families battling mental disorders, compared to those afflicted with other diseases, owning to discriminatory insurance practices. Thoughtful revision of the existing evaluation criterion for determination of disabilities due to mental disorders, and the rules concerning employment of those with chronic mental conditions, can in substantial ways help to ameliorate some of the additional financial burden affecting mentally citizens and their families. I will provide several examples in the course of these comments. 

As noted in the request for comment, the existing guidelines for determination of mental disabilities are based on criteria found in the DSM-III, which has been updated numerous times since these regulations were last comprehensively updated in for children and adults, in 1985 and 1990 respectively. However, it is also the case that with certain disorders, especially with respect to children and adolescents, that even the latest revisions presented in the DSMIV-TR may also be inadequate. Bi-polar disorder in children provides such an example. The symptoms of this disorder in children are often remarkably different than those in adults. Whereas adults manifest discrete periods of depression or mania, children and adolescents often cycle between these extremes many times over the course of a day, which is known as ultra-ultra rapid cycling or ultradian cycling
. However, the DSMIV employs the same diagnostic criteria for children as for adults. 

Moreover, whereas section 112.00, paragraph A. of the Social Security Disability Regulations states: “There are significant differences between the listings for adults and the listings for children,” the listings under Section 112.04, paragraph A, numbers 1, 2 and 3 (Mood disorders for children), and Section 12.04 (Affective Disorders in adults) are so substantially similar as to be effectively the same. In fact, in both the sections for children adults with bi-polar disorder the wording is identical:

Bipolar or cyclothymic syndrome with a history of episodic periods manifested by the full symptomatic picture of both manic and depressive syndromes (and currently or most recently characterized by the full or partial symptomatic picture of either or both syndromes)

However, while there are minor differences in the wording of 112.04 and section 12.04, paragraphs A, number 1, there is one notable and very important difference between section 112.00 number 2(a) and section 12.04 numbers 2(a). The symptom designated for adults reads “Hyperactivity,” and the equivalent designation for children is defined as “increased activity or psychomotor agitation.” While this distinction may appear insignificant on the surface, there are a number of important ramifications (albeit different ones for children and adults) that result from the fact that there exists a discrete category for hyperactivity in children (Section 112.11), and no such category for adults. 

Hyperactivity syndromes and bi-polar and cyclothymic disorders are discrete disorders (although there is often comorbidity between these syndromes). And although both of these designations include hyper or agitated activity levels, both children and adults may suffer from hyperactivity without symptoms of depression, mania, self-injurious behavior, inflated self-esteem, or suicidal ideation that is inherent in a mood or affective disorders.  This distinction is important because in the hyperactive disorders ADD and ADHD, the primary symptoms involve distractibility and/or hyperactivity, are often over-diagnosed in children and under-diagnosed in adults.  

It is conservatively that estimated that ADD and ADHD affects between one and six percent of the adult population
. These disorders are often severe enough in adulthood to cause permanent disability. In adulthood the effects of ADD and ADHD are greater on executive functioning, and cause more pronounced difficulties in social functioning than occurs in childhood. Often, this results in an individual’s inability to maintain employment. It is therefore essential that the SSA’s revised categories of mental disorders be expanded to include ADD and ADHD in adults. 

With respect to Attention Deficit Hyperactivity Disorder in childhood (Section 112.11), parents sometimes face the inverse of the problem caused by the lack of an ADD/ADHD category for adults. As noted, children may experience ADD/ADHD without other bipolar characteristics; however, studies have indicated that 80% of children with bipolar disorder also meet all of the DSMIV diagnostic criteria for ADHD. 
 This can lead not only to a misdiagnosis, but also to the denial of Social Security disability benefits, or even to what could potentially become a tragic, self-filling prophecy. Because ADHD is generally considered a more benign disorder than bipolar syndrome, and because it is usually managed by stimulant medications, and with educational supports, families may not get the financial supports and non-educationally based social services that they need. Additionally, the administration of the common ADHD medications may cause a bipolar child to become (or to remain) in a pronounced manic state, or to experience ultradian cycling, with its concomitant high suicide rate.

Not only is it essential for the health of youngsters with mental disorders to have a proper diagnosis to insure that pharmacological interventions have the desired palliative effects (as opposed to precipitating or exacerbating symptoms), but it is also of paramount importance in helping families to properly care for mentally ill offspring.  The denial of a Social Security disability designation, coupled with the disparity of health insurance coverages for mental disorders, can leave families unable to afford treatment or obtain proper care, for their severely ill children. Such circumstances have forced at least 12,700 families (documented by the General Accounting Office), to relinquish their child or teenager in the year 2001.
 

New rules, based on up-to-date criteria and current research, can help insure proper diagnoses and can facilitate the appropriate awarding of benefits to families and individuals who are so entitled. This can provide the safety net for families to obtain services, to stay together, and for individuals to maintain dignified living independent situations. Proper treatment and financial security can bring about the peace of mind necessary for a person with a severe or chronic mental disorder to seek or maintain employment.  

A dependable, constant level of income, and continuing access to health insurance and services are among the most important considerations to the adults with whom I worked in a psychiatric rehabilitation agency. Those whose disabilities were recognized after they had completed their educations, or had established careers, and presently engage part-time or supported employment (as long as they stay within earning limitations) have minimal (albeit still some) anxiety about losing their benefits. But for those that have been disabled since childhood or early adulthood, there is a pronounced fear of loosing all benefits, which often acts as an impediment to seeking employment of any kind. It is therefore important to the long-term planning of guidelines regarding employment for people with mental disorders that those who can and do choose to work, not face disincentives for doing so, such as being penalized and left with fewer benefits and resources, or being adjudicated no longer disabled. Benefits beyond the monetary abound when those who suffer from mental disorders are able to engage in employment.  Regulations can do more to help individuals by offering safety nets and employment incentives. Not only would this help alleviate the anxiety and fear associated with the chronicity and episodic nature of mental illness, but experience has shown that employment is therapeutic and helps people achieve self-reliance
, thus maintaining wellness and reducing the incidence of episodic psychiatric relapse.  Should you require additional information please contact me at dplotnic@brynmawr.edu

Sincerely, 

Debbie Plotnick

Bryn Mawr College Graduate School Of Social Work and Social Research 

MSS, MSLP, 04 (expected)

� http://www.bipolarchild.com/articles.html#faq


� Adults With Attention Deficit Hyperactivity Disorder (ADHD): http://ericec.org/digests/e622.html


� Juvenile Bipolar Research Foundation: http://www.bpchildresearch.org/juv_bipolar/faq.html


� The Bazelon Center for Mental Health Law: http://www.bazelon.org/newsroom/4-21-03custody.htm


� Fountain House: Route to Recovery: http://www.fountainhouse.org/r2recov.html





