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The Protection and Advocacy System for Massachusetts

07/08/03

Commissioner of Social Security

Post Office Box 17703

Baltimore, MD  21235-7703

VIA E- MAIL, July 8, 2003
RE:
Changes to the Immune System Listings:  Adult & Child tc "RE\:
Changes to the Immune System Listings\:  Adult & Child " \l 5
Dear Commissioner Barnhart:

Please consider these comments during your agency’s review of the immune systems disorders listings for adults and children.  The following agencies are extremely aware of the impact that any changes in the Immune System Listings will have on our client communities and have come together to submit joint comments for your review.  Our comments are intended to support and supplement those submitted by other interested agencies, such as, Lambda Legal Defense and Education Fund (the HIV-Legal Joint Comments) and the HIV & AIDS Legal Services Alliance.

The Disability Law Center has served as a technical assistance, training and litigation arm of Massachusetts legal services program for over 20 years.  Its social security staff have over 50 years cumulative experience in the area of social security practice and have practiced before the Commissioner and Federal Courts.  The Disability Benefits Project social security staff are recognized as national experts in this area of practice and are called upon by the public and private bars nationwide.

The AIDS Action Committee of Massachusetts, a multi-service agency founded in 1983, is the oldest and largest AIDS service organization in New England.  For over 15 years, its staff have provided advocacy for HIV+ individuals on Social Security disability issues including initial applications and disability determinations, appeals of disability benefit denials, and work incentives, among others.  AIDS Action Committee also offers expertise on HIV health and treatment through a range of technical assistance and health education initiatives: individual treatment consultations; an HIV resource library; health and treatment education publications, and the Massachusetts HIV and Hepatitis C hotlines.

The Gay & Lesbian Advocates & Defenders is a New England public interest law organization.  It’s AIDS Law Project was founded in 1984 to combat discrimination against people with HIV.  GLAD’s AIDS Law Project has represented individuals with HIV in state and federal courts in a wide range of litigation, including employment and housing discrimination, access to medical care, insurance coverage and privacy issues.  Through its legal work, GLAD is aware that many individuals with HIV continue to experience profound debilitation in spite of the significant treatment advances which have occurred over the last decade.

ADVANCE \d 4Justice Resource Institute was founded in 1973 when several young leaders in Massachusetts, in response to the problems of deinstitutionalization, organized this unique resource, and dedicated it to working as a partner of government to address the most confounding problems of the rapidly changing justice and human services systems.  In 1991, JRI established JRI Health, creating programs addressing the needs of persons at risk of or living with HIV/AIDS, for homeless, troubled, and GLBT youth, and for persons with a broad range of disabilities requiring supported housing.  In 1993 JRI Health founded the Health Law Institute (HLI) HLI provides legal advice and counsel as well as direct legal services to help consumers living with HIV, and to individuals, youth and families associated with other JRI programs to obtain and maintain safe and affordable housing, public and private income and health insurance benefits, overcome financial distress through reorganization or bankruptcy, combat discrimination, and ensure the basic rights of the GLBT community. HLI offers referral to associated law practitioners for most other cases, specifically in family law and estate planning cases.
Our comments will build upon the medical information submitted by other agencies and will attempt to focus upon the functional aspects of the disability determinations and directive information we believe must be made available to Administrative Law Judges (ALJs), Medical Experts (MEs), and Disability Determination Services Physicians and Staff.

The listing should provide improved and detailed guidance regarding the documentation of HIV manifestations, additional discussion of the effects of HIV medications, explication of the ramifications of mental illness in HIV cases and discuss the details of the impact of work efforts by individuals with HIV.  The listing must be comprehensive and inclusive as, in reality, HIV is many viruses and not just one.  In this regard:

A. Claimants need not provide laboratory evidence to document the manifestation of HIV disease.  For example, pneumocystis carinii pneumonia (PCP) is commonly diagnosed by assessing clinical manifestations, presumptive criteria and treatment responses rather than through the invasive laboratory procedures that were typically used in the past. 

B. Medications, and their side effects, must be explained in detail to all involved with the decision making process.  Each case must be considered on an individual basis, along with the effect of treatment on the individual’s ability to function in terms of both activities of daily living and work activity.  For example, “highly active anti-retroviral therapy,” or HAART, has helped to prolong many lives but has also proved difficult to follow and sometimes independently disabling.  Failure to respond to certain combinations of drugs, oppressive side effects and the inability to adhere to restrictive schedules that the medications mandate have all added to the impact of HIV disease upon one’s ability to function.  

Section 14.00(D)(7) should explain that available medications may prove ineffective for many individuals with HIV.  As a result of such resistance, some people do not respond at all to certain medications, while others may show an initial positive response followed by decreased effectiveness.  The incidence of drug resistance has increased in recent years among patients being treated for the first time as well as for those in long term treatment.  In order for this to be considered during the disability determination process, 

1. Section 14.00(D)(7) must explicitly state that the mere fact that an individual does not respond to HAART does not indicate that she is not disabled or is to be seen as not credible.  

2. As response and resistance to medication varies from individual to individual, the regulations must explain that an individual’s initial positive response to treatment does not necessarily indicate a current or future ability to work.  Here, again, it is important to determine the individual’s ability to function as impacted by improvement to viral conditions caused by medications as well as the impact on ability to function caused by side effects of those very medications.

3. The listing must explain that there are only a limited number of available medication combinations and that certain patients may have fewer treatment options than others.  Again, this highlights the need for very individualized disability determinations for individuals with HIV disease.  

Section 14.00(D)(7) must explain to decision makers at all levels of the disability determination process that individuals with HIV disease may experience disabling side effects from the very medical treatment that alleviates the symptoms of the disease they are being used to treat.  The side effects of medications used in the treatment of HIV disease may be disabling of their on accord.  Section 14.00(D)(7) must explain this fact.  While the regulations currently require that the side effects of medications be considered during the disability determination process, such a broad instructional message will often lose the importance of side effects when considering the claim of an individual with HIV disease.  We believe that not only should potential side effects be explained and delineated but that an instructional discussion as to how to consider various side effects will be critical to proper determinations.  The regulation should:

A. Clarify that the side effects of HIV medications can be independently disabling.  Even individuals who show few or no symptoms of the underlying virus may be completely disabled as a result of medications’ side effects.  

B. Clarify that conditions such as nausea, fatigue, and diarrhea should not be discounted or disregarded simply because a medical provider cannot determine whether the symptoms of HIV or the effects of medication are causing the condition(s).

Adherence to strict medication regimes may be difficult for some individuals with HIV disease and these individuals should not be penalized for these difficulties which may be beyond their control.  While newer drugs are not as “time sensitive” as far as dosing is concerned, many different drugs create many different scenarios during administration.  For example, some drugs must be taken on an empty stomach while others must be taken with food or liquid.  This presents obvious difficulties when a mix of drugs remains critical to a basic treatment plan.

These difficulties face all individuals with HIV disease who have access to necessary medications, however they are especially relevant to children with HIV disease.  The bad taste of medications, the repetition of the medication regimen, the appearance of being “different” at school, and the inherent lack of maturity and full understanding of the need for medication all have a significant impact upon a medical provider’s and a parent’s ability to maintain compliance with an HIV-positive child.  Section 14.00(D) should address the special difficulty of adherence facing an HIV-positive child.

In a similar vein, section 14.00(D)(7) should explain the practice of “structured treatment interruptions.”  A current, standard course of treatment for HIV often includes a structured treatment interruption during which a medical provider advises the patient to temporarily cease taking medications.  This “interruption” may alleviate the severity of side effects and assist the assessment of the effectiveness of certain medications and the resistance of the body’s immune system.  The listing must explain that a structured treatment interruption is a valid treatment option.  The multiple valid courses of treatment that are available to individuals should not be allowed to be seen as “substantial evidence” for non-adherence.  Disease management and treatment plans developed with treating physicians in conjunction with the individual must be considered in any disability determination process.

When determining disability in any claim involving an individual with HIV disease the complicated nature of the disease itself and the treatments involved necessitate that physicians who review claims, those who perform consultative examinations, and those who testify as medical experts at administrative hearings must be HIV/AIDS specialists.  Given the rapid changes and developments in this area of medicine the use of general practitioners or medical personnel who are not HIV/AIDS specialists cannot properly be considered to yield the needed expert opinions needed in SSA’s disability determination process. 

As more and more individuals attain longer and longer survival periods, the potential for returning to work grows.  For individuals who are working with HIV all available work incentives must be considered when determining disability.  Impairment related work expenses will be a relevant concern for a significant percent of working individuals being treated for HIV disease.  Employment subsidies may be a reality for many given the need to take time from work duties to adhere to medication regimes, to rest, or to alleviate the sides effects of medications.  At a time when SSA is encouraging a return to work it is critical that individuals with HIV be treated appropriately when considering work activity as a loss of cash benefits often is accompanied by a loss of health care coverage; a loss which may very well eliminate the potential for continued work efforts.

Thank you for your consideration of these comments.  Should you require further information please feel free to contact us.

Sincerely,

Ray Cebula

Senior Staff Attorney

Disability Law Center

On behalf of

Magnolia Contreras

Director of Public Policy

AIDS Action Committee

Ben Klein

Attorney

Gay & Lesbian Advocates & Defenders

Jon Argenziano

Directing Attorney

Justice Resource Institute


