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Dear Commissioner Barnhart:

These comments are submitted on behalf of the National Organization of Social Security Claimants’ Representatives (NOSSCR), regarding the proposed rules to revise the criteria in the Listings of Impairments for hematological disorders and malignant neoplastic diseases.  66 Fed. Reg. 59306 (Nov. 27, 2001).  NOSSCR’s current membership consists of approximately 3,450 attorneys and others who represent claimants for Social Security and Supplemental Security Income benefits.  Collectively, we have many years of experience in representing claimants at every level of the administrative and judicial process.  

1. Many longstanding standards have been changed with little or no explanation or medical and scientific justification for the change.

Despite the proposed changes, there is little or no discussion of the medical or scientific justification to support them.  Typically, the preamble merely states something like, “this new standard would be better and more accurate.”  No further explanation or citation to source material is given.  

Based on past experience, we are concerned that this will be a recurring problem.  For instance, after SSA proposed deleting obesity from the Listing of Impairments, 63 Fed. Reg. 11854 (Mar. 11, 1998), FOIA requests were filed to obtain the research studies referenced by SSA.  In response, SSA was not able to identify the studies it allegedly used to justify deletion of the Listing.  When the Listing was eventually deleted in 1999, the lack of medical justification raised concerns by commenters that this could be viewed as violating the APA.  See 64 Fed. Reg. 46122, 46127-28 (Aug. 24, 1999).

2. The proposed listings for sickle cell disease will become more restrictive by including a requirement that painful vaso-occlusive crises require parenteral medication.

Proposed Listings 7.02A and 107.02A.1 and 2 require parenteral medication.  The method of treatment should not be the sole basis for determining severity. 

Use of parenteral medication should not be the starting point for considering whether a crisis is sufficiently severe to meet the Listing since it is not necessarily consistent with current efforts by the medical community to make every effort to treat patients for crisis pain at home.  New approaches to pain treatment are being explored for sickle cell patients including biofeedback, inhaled nitrous oxide, TENS units, and new oral medications.  These treatment methods enable families to manage treatment in the home, avoiding costly and disruptive office visits or hospitalization.  Furthermore, the complications of injected painkillers in some patients may make them inappropriate for certain patients, regardless of their degree of severity.  

3. The proposed sickle cell listings would become more restrictive by lengthening the period for 3 pain crises to 6 months, with a one-month separation.

Proposed Listing 7.02A and 107.02A.1 would require that the period of time during which three pain crises must occur would be lengthened from 5 months to 6 months.  However, section 7.00E states that in every listing where more than one event is required, there must be at least one month between the events.  The episodic events also must occur within the period considered in connection with the application or continuing disability review (CDR) for which medical evidence is developed.  This provision seems particularly unfair and subject to misinterpretation.  For instance, the medical records may provide clear evidence that one crisis is over but that a new crisis has begun within the same calendar month.  Also, the length of months differs by as much as three days.

4. Requiring hospitalizations to last for 24 hours is unfair and unrealistic in light of current medical and insurance practices.

Proposed Listings 7.02B and 1.07.02A.2 would require hospitalization to occur for at least 24 hours and at least 3 times in a consecutive 12-month period.  There are several major concerns with this provision.  First, as noted above, there is a concerted effort by the medical community to treat and manage crises in the home, when possible.  The severity of crises should not be minimized because alternatives to hospitalization are utilized.  

Second, the health care industry has made concerted efforts to reduce the number of days spent in the hospital, and to cut back on the number of visits to the emergency room.  In fact, most state Medicaid agencies have turned to managed care organizations to control costs by eliminating, or at least cutting back on, such expensive services.  Many treatment centers for episodic disease, such as sickle cell, measure their success, at least in part, by their ability to reduce the amount of time that their patients require to be hospitalized, both as a way of demonstrating cost effectiveness and in order to reduce the amount of disruption that frequent hospitalization causes in families.  Rather than recognizing this trend and attempting to come up with alternatives that will allow for a more flexible and realistic measure of crises, the current proposed regulations place even more emphasis on hospital care and ignore other important measures of serious health problems.  

In addition, this requirement is particularly disadvantageous for the most impoverished children and adults.  Individuals who are covered by Medicaid or who are uninsured are frequently denied access to hospital care, even when they have an emergency.

5. The proposed neoplastic listings increasingly place time limits on the period of disability.

Another problem with the proposed neoplastic listings is the increased tendency to set time limits on the period of disability.  Even if those time limits are supported by medical fact, the proposed language states that after the expiration of the time period, the patient is assessed under the relevant body system, rather than referring to the medical improvement standard.  Such a policy would be contrary to the statute and regulations regarding use of the medical improvement standard.  

Sincerely,

Ethel Zelenske

Director of Government Affairs
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