June 11, 2003

Jo Anne B. Barnhart, Commissioner

Social Security Administration

P.O. Box 17703

Baltimore, Maryland  21235-7703

Re: 68 Federal Register 12639 (March 17, 2003)

Dear Ms. Barnhart,

On behalf of the Alzheimer's Association, we appreciate the opportunity to submit these comments as requested in the advance notice of proposed rulemaking on Revised Medical Criteria for Evaluating Medical Disorders, published in the Federal Register on March 17, 2003. The Alzheimer's Association is the premier source of information and support for the 4 million Americans with Alzheimer's disease. Through its national network of chapters, it offers a broad range of programs and services for people with the disease, their families, and caregivers and represents their interests on Alzheimer-related issues before federal, state, and local government and with health and long-term care providers. The largest private funder of Alzheimer research, the Association has committed more than $136 million toward research into the causes, treatment, prevention, and cure of Alzheimer’s.

Alzheimer’s disease is the most common cause of dementia, accounting for between 50 to 60% of all cases. Family practitioners, internists or neurologists typically diagnose individuals with Alzheimer’s disease.  Yet, there is a high prevalence of neuropsychiatric symptoms in dementia and therefore many of these individuals are referred to psychiatrists and other mental health providers for assessment, diagnosis and treatment for these symptoms. 

Individuals with Alzheimer’s see a variety of practitioners for treatment, including internists, geriatricians, neurologists and psychiatrists. The choice of the primary practitioner depends on the stage of illness, the presentation of symptoms, the severity of symptoms and secondary complications. There are two different sets of diagnostic codes for Alzheimer's disease and related dementias. In the ICD-9 and the DSM-IV, the 290 series identifies various dementia codes based on the specific dementia and etiology. In addition, in the DSM-IV and ICD-9 codes, the 331 series identifies Alzheimer's disease and related dementias as a general medical condition (Axis III). Given that the DSM-IV and ICD-9 codes recognize that these conditions may be both neurological and mental disorders, the listings should also reflect these classifications.

We recommend that Alzheimer’s disease be included in the Neurological System listings at 11.15, which is currently reserved, or in 11.17, degenerative disease. These sections should be cross-referenced to 12.02, which should continue to include dementias due to other etiologies. Although all dementias are characterized by development of cognitive deficits and memory impairment, the symptoms and causes vary. These distinctions should be reflected in the listings. The proposed listing is consistent with the DSM-IV manual and was developed with input from clinicians from the Mayo Clinic and University of Pittsburgh’s Alzheimer’s Disease Research Center.

Alzheimer's disease – 11.15 or 11.17

A. The gradual onset with progressive and deteriorating course of multiple cognitive deficits manifested by both:

1) Short-term memory impairment, and

2) One or more of the following cognitive disturbances:

i. aphasia (loss or impairment of the power to use or comprehend words)

ii. apraxia (loss of the ability to execute or carry out learned movements)

iii. agnosia (inability to recognize or identify familiar objects or persons)

iv. disturbance in executive functioning

AND

B. Resulting in at least one of the following:

1. Marked restriction of activities of daily living, or

2. Marked difficulties in maintaining social functioning, or

3. Marked difficulties in maintaining concentration, persistence, or pace. 

We appreciate the opportunity to submit our comments to you on this important matter. We are available to work with you as you further develop medical criteria for disability determinations for individuals with Alzheimer's disease and related dementias.  Please feel free to contact Leslie Fried at (202) 662-8684 to further discuss these matters.

Yours truly,  

Bonnie Hogue




Leslie B. Fried

Director, Federal and State Policy
Director, Medicare Advocacy Project

