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The National Law Center on Homelessness & Poverty (hereinafter “the Law Center”) appreciates the opportunity to comment on the Advance Notice of Proposed Rulemaking regarding revised medical criteria for evaluating mental disorders.  As the legal arm of the nationwide movement to end homelessness, the Law Center advocates for programs and policies that address the underlying causes of homelessness.  Toward this end, the Law Center monitors federal programs that assist homeless persons, and works with non-profit organizations from all over the United States to advocate on behalf of homeless and poor Americans.

Numerous homeless persons are qualified for SSDI and/or SSI benefits.  However, due to a wide range of barriers, only a small percentage of those who are likely eligible for disability benefits actually receive them.  In an effort to remove or reduce some of these barriers, we are offering the following comments regarding the manner in which SSA treats claimants and beneficiaries with mental impairments.  These comments focus on how SSA’s administrative process could better serve persons with mental impairments, particularly those who are homeless.

1. SSA Must Ensure That Accurate Decisions Are Made As Early As Possible in the Adjudication Process

Developing the record so that relevant evidence from all sources can be considered is fundamental to full and fair adjudication of claims.  The decision-maker needs to review a wide variety of evidence in a typical case, including: medical records of treatment; opinions from medical sources and other treating sources, such as social workers and therapists; records of prescribed medications; statements from former employers; and vocational assessments. The decision-maker needs these types of information to determine the claimant’s residual functional capacity, ability to return to former work, and ability to engage in other work which exists in the national economy in significant numbers.  Once an impairment is medically established, SSA’s regulations envision that all types of relevant information, both medical and non-medical, will be considered to determine the extent of the limitations imposed by the impairment(s).

The key to a successful disability determination process is having an adequate documentation base and properly evaluating the documentation that is obtained.  Unless claims are better developed at earlier levels, other procedural changes will not improve the disability determination process. Unfortunately, the files of denied claimants often show that inadequate development was done at the initial and reconsideration levels.  Until this lack of evidentiary development is addressed, the correct decision on the claim cannot be made.  Claimants are denied not because the evidence establishes that the person is not disabled, but because the limited evidence gathered cannot establish that the person is disabled.  

A properly developed file is usually before the ALJ because the claimant’s representative has obtained evidence or because the ALJ has developed it.  Not surprisingly, different evidentiary records at different levels can easily produce different results on the issue of disability. To address this, the agency needs to emphasize the full development of the record at the beginning of the claim. 

We support full development of the record at the beginning of the claim so that the correct decision can be made at the earliest point possible.  Claimants should be encouraged to submit evidence as early as possible.  However, the fact that early submission of evidence does not occur more frequently is usually due to reasons beyond the claimant’s control.  

Our recommendations to improve the development process include the following:  

· SSA should explain to the claimant, at the beginning of the process, what evidence is important and necessary.

· DDSs need to obtain necessary and relevant evidence.  Representatives often are able to obtain better medical information because they use letters and forms that ask questions relevant to the disability determination process.  DDS forms usually ask for general medical information (diagnoses, findings, etc.) without tailoring questions to the Social Security disability standard.  The same effort should be made with non-physician sources (e.g., therapists, social workers) who see the claimant more frequently than the treating doctor and have a more thorough knowledge of the limitations caused by the claimant’s impairments.

· Improve treatment source response rates to requests for records, including more appropriate reimbursement rates for medical records and reports.

· Provide better explanations to medical providers about the disability standards and ask for evidence relevant to those standards.

2. SSA Must Facilitate the Ability of Persons With Mental Impairments to Apply For Disability Benefits, Pursue Their Claims, and Receive Their Benefits

The SSDI and SSI application processes can be both lengthy and complex.  Often, persons with mental impairments may have difficulty even applying for benefits at a crowded SSA field office, unless they are provided with assistance.  And, if an individual with a mental impairment does file an application, he or she frequently has difficulty in completing the voluminous paperwork – particularly in providing an accurate psychiatric history and a full record of hospitalizations or other medical treatment.  Finally, a person with mental illness is likely to struggle in attending appointments – either for CE’s or for hearings.  Failure to appear at these appointments can result in a claim being dismissed.

Even when a person with a mental impairment is able to pursue their application, claimants are commonly denied at both the initial application and reconsideration levels.  These claimants must then file for a hearing before an Administrative Law Judge (ALJ).  While a significant percentage of claimants are granted benefits by ALJs, many claimants with mental impairments are unable to file appeals, and thus they never have this additional opportunity to demonstrate their disability.  Ironically, the current process results in people whose disabilities make them the least able to file an appeal form being denied benefits, while others who are less impaired, but are still disabled, will be awarded SSDI and/or SSI.

When a person with a mental impairment does receive SSDI or SSI, they are often required to have a representative payee.  Many people, particularly those who are homeless or who have lost most social connections, do not have anyone that they can turn to as a reliable payee.  Unfortunately, an insufficient number of local service providers are willing to serve as payees.  As a result, many low-income persons are taken advantage of by friends or family members who serve as their payees only because nobody else is available.

Because these problems severely impact SSDI and SSI applicants with mental impairments, we offer the following recommendations to help improve the process.  It is our belief that implementation of these recommendations would be of great benefit to claimants, while also moving claims through the application process more efficiently.

Pre-Application

· SSA should institutionalize SSDI/SSI outreach to low income persons with mental disabilities.  The focus of this outreach should be on specific populations that have a high incidence of mental impairments, such as homeless persons or children in particular areas.

Application Process:

· SSA should expand its use of pre-release agreements, to take more applications before claimants leave public institutions such as hospitals, jails, or prison.

· SSA should provide mentally ill claimants with additional accommodations, including assistance in completing applications and other forms, and flexibility in scheduling appointments for CE’s or ALJ hearings.

· SSA should explicitly recognize that assertion of a mental impairment may be sufficient to demonstrate good cause for failure to file a timely appeal or other SSA document.  This currently is SSA’s policy, as codified in SSR 91-5p; yet, adjudicators often do not follow the policy.  According to SSR 91-5p: 

When a claimant presents evidence that mental incapacity prevented him or her from timely requesting review of an adverse determination … at the time of the prior administrative action, SSA will determine whether or not good cause exists for extending the time to request review. If the claimant satisfies the substantive criteria, the time limits in the reopening regulations do not apply; so that, regardless of how much time has passed since the prior administrative action, the claimant can establish good cause for extending the deadline to request review of that action.

Adjudication Process:

· SSA should focus on rapid development of case files, as soon as claims are taken.  This should involve building connections with state Mental Health / Mental Retardation agencies, to ensure that providers funded by those agencies are trained on how to quickly submit claimant treatment records to SSA.

· SSA should also focus on expanding the use of presumptive eligibility for persons with mental impairments.  Specifically, presumptive eligibility criteria should be revised to indicate that persons with a well-documented history of serious and persistent mental illness can be found presumptively eligible for SSI.  And, SSA should seek to expand demonstration programs such as the SSI Advocacy Project in Baltimore, MD. – a former SSA demonstration program that is now independently funded.  The SSI Project works with people who are homeless and mentally ill and has received special permission from SSA to submit cases for presumptive eligibility based solely or primarily on mental impairments.

Post-Eligibility:

· SSA should make additional efforts to recruit qualified representative payees.  In addition, SSA should devote more time to assisting beneficiaries with mental impairments with obtaining reliable representative payees.

3. SSA Must Recognize and Properly Weigh Evidence From All Treating Sources 

We recommend that SSA provide clear guidance to adjudicators (in the Introduction section of the listings and in separate regulations) regarding the importance of evidence from all treating nonphysical professionals in assessing the limitations imposed by mental impairments.

The fact that SSA has established a distinction between “medical” and “non-medical” evidence allows adjudicators to consider non-physician evidence, even though provided by licensed health professionals, to be less important.  As a result, they give it less weight than it deserves, despite the fact that it is the key information needed to establish the individual’s functional limitations.

We agree that evidence from an “acceptable medical source” is necessary to establish the existence of a “medically determinable impairment” as required by the Social Security Act.  See 20 C.F.R. §§ 404.1513(a) and 416.913(a).  However, where the regulations go on to say that once a “medically determinable impairment” is established, evidence from “other sources” is obtained to show the severity of the impairment and the limitations it imposes.  This creates an artificial distinction between evidence elicited from different yet equally knowledgeable sources.  20 C.F.R. §§ 404.1513(d) and 416.913(d).  Evidence from treating sources who are licensed health professionals working under the supervision of a physician should not be treated differently than that given by a psychiatrist or psychologist.

These “other sources” include many of the primary sources of treatment for individuals with mental impairments, e.g., nurse practitioners and physicians’ assistants, therapists, psychiatric social workers, and educational personnel.  Many individuals with mental illness are seen infrequently by physicians and usually only for a review of medications.  Other non-physician professionals are entrusted with their day to day care and are qualified and trained to recognize, treat, and evaluate mental illness.

Often, adjudicators over-rely on physician evidence.  Based on our experience, the non-physician professional sources often are disregarded or given less weight because they are not physicians, when, in fact, they are the most important source of evidence about individuals with mental impairments.  

SSA has recognized that evidence from these “other sources” is crucial to establishing the severity of mental impairments and the limitations they impose.  For instance, similar concerns were raised in comments regarding the final rule on mental disorders, 65 Fed. Reg. 50746 (Aug. 21, 2000).  In response, SSA noted that, while these non-physician medical sources are not “acceptable medical sources,” “[s]uch sources can, however, provide very valuable information about the severity of an impairment(s) once [a medically determinable impairment] has been established.”  65 Fed. Reg. at 50761.  However, in creating this dichotomy, SSA has relegated the evidence of such professionals to a catch-all status that is easily dismissed.

Another comment noted that many individuals with mental impairments have no history of being treated for their disorders and that SSA’s emphasis on “medical” evidence “tends to reward those who can afford treatment while penalizing poorer individuals.”  65 Fed. Reg. at 50763.  In sharing these concerns, SSA responded that “we consider all evidence in the case record that is relevant to our assessment of the individual’s ability to function.  This includes information from both medical and nonmedical sources.”  Id. at 50764.  In fact, such evidence is often ignored and individuals are denied because they have not adequately documented their limitations with “medical evidence.”

The same concerns were raised in the final rule on SSI childhood disability, 65 Fed. Reg. 54747 (Sept. 11, 2000), where such evidence receives more serious attention.  One commenter urged SSA to consider evidence from social workers, clinical psychologists, and nurse specialists as “valid and appropriate documentation of disability.  Id. at 54765.  Recognizing the importance of these medical sources, SSA responded that “[e]vidence from these other health care professionals helps us understand how a child’s impairments affect ability to function.”  Id.  They should be treated no differently than other medical sources.

4.
SSA Must Give Evidence Provided By Certain Non-Physicians the Same Weight As Evidence Provided By Doctors or Psychiatrists / Psychologists

A recurring problem concerning evaluation of those suffering from mental illness is the treatment of evidence from therapists and other professionals who have the most contact with patients.  The organization of and division of labor in community mental health centers is such that an individual patient may see the psychiatrist only once a month to evaluate medications, often for a very brief visit.  On the other hand, the people most familiar with the case and the individual claimant’s functional limitations are therapists or psychiatric social workers who see the individual on a daily or weekly basis.  Current regulations treat evidence from such individuals merely as “other evidence,” which creates several problems.

Such evidence is not treated as “medical evidence of record,” even though it is prepared by a professional, included in the psychiatric case file and an integral part of a physician supervised treatment team.  Indeed, if a psychiatrist were to find the time to write a report for Social Security he or she would certainly rely upon the day-to-day description found in the case file prepared by these professionals.  We urge the Social Security Administration to alter its position and 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, since it denigrates the evidence of the people who know the patient best, merely because they cannot afford treatment in a setting where most of the work is done by physicians.  We are not arguing for special treatment – obviously there will be situations in which the evidence provided is not credited for a variety of reasons, just as evidence from treating psychiatrists is not always given controlling weight.  We are only urging treatment that affords such evidence its proper weight.   Similar treatment has been afforded in the past to evidence from members of multi-disciplinary team members, even if they were not physicians, as long as the evaluations were part of the team’s treatment plan.

Considering such evidence will have several effects.  For instance, it will allow the opinions of those who know claimants best to discuss whether the claimant meets the C criteria.

Second, a similar problem is the failure to afford any special weight to the opinion of therapists and others regarding claimant function.  Instead, the adjudicator will often give more weight to consultative examiners who see the claimant only once, and even worse, to non-examining state agency physicians who only review the file.  Indeed, the regulations and other SSA policies seem to reinforce this result.  Considering the evidence of a mental health center and all its personnel as medical evidence of a treating source would do much to resolve this unfairness, while still giving SSA the flexibility to make decisions based on the totality of the evidence.

Many of the troubling problems SSA encounters with differential approval rates from state to state may be attributable to the inadvertent bias that has crept into the evaluation process as a result of the failure of the regulations to take into account the lack of treatment options available to low income people, especially in states and cities where public health facilities are hard pressed and strapped for resources.  Recognition of the value of opinions from non-physicians would help rectify this problem and make for a fairer climate for all adjudications.

5.
SSA Must Devote More Effort to Seeking Out Third Party Non-Medical Evidence

It is not uncommon for some individuals with mental impairments to underestimate the impact of their impairments on their functioning.  Sometimes an individual with a mental impairment will discount significant limitations in order to make herself appear more like other people, or to improve how other people relate to her.  Some claimants with mental impairments may overstate their capabilities and underestimate their limitations. Under such circumstances, third-party input from persons who live or interact routinely with the claimant is essential. 

We recommend that SSA explain in Section 12.00D.1.b that under some circumstances it would be beneficial to obtain a third-party assessment of an adult claimant’s functioning.  Especially for impairments impacting cognitive abilities, such as traumatic brain injury (TBI) and mental retardation, the claimant may be unable to describe his or her actual limitations; and for some impairments, like personality disorders or obsessive compulsive disorder, the claimant may be averse to revealing any functional limitations.  For some claimants with TBI and mental retardation in particular, it may be necessary that SSA examiners interview a reliable third party to gain independent knowledge of the claimant’s impairments prior to making a disability determination.   

When a claimant is unable to describe functional limitations, or when the medical evidence suggests more serious functional limitations than are self-reported, it is necessary to make every effort to obtain a description of the claimant’s typical functioning from a person who interacts routinely with the claimant to supplement any self-report of functioning.  We recommend that SSA make every effort to obtain third-party descriptions of functioning whenever a claimant is unable to describe her limitations, as well as whenever the self-reported functioning surpasses what would be expected from the medical evidence of record.


6.
SSA Must Be Able To Access Psychotherapy Treatment Records

SSA currently uses its general client signed release form, SSA 827 (signed in the field office) to obtain medical and clinical records, but under the HIPAA regulations, which require specific informed release for psychotherapy notes and records, mental health providers do not send these records in. What is worse, SSA has acquiesced in this situation, and a negative inference against the claimant is often made, discounting the mental health provider as a treating source because of the lack of this underlying documentation.

SSA needs to immediately address this problem by amending SSA 827 to specifically and explicitly state that psychotherapy records as covered by the release, and to take other steps, in the period before the form is revised, to achieve the same end.

7. SSA Must Ensure That Adjudicators Properly Evaluate Substance Use

Many individuals diagnosed with mental illness also have substance use problems.  All too frequently, SSA and DDS adjudicators use any history of substance use as a reason to deny a claim.  Instead, substance use must be recognized for what it frequently is - an indication of an underlying and often untreated mental disorder.  SSA’s rules should provide clear guidance to adjudicators that a history of substance use requires careful evaluation, to determine whether that history is reflective of an independent disabling condition.

The current regulations state that an individual should not be found “disabled” if drug and/or alcohol use is “material” to the determination of disability.  SSA has interpreted this language to say that adjudicators should ask whether or not a claimant would be found “disabled” if drug and/or alcohol use were to hypothetically stop.  The regulations should be clarified to reflect this interpretation – particularly to reflect that a determination that a claimant is “disabled” can be made even if ongoing drug and/or alcohol use does not actually stop.

Specifically, we urge SSA to provide guidance in the mental impairment listings preface on the disability analysis of combinations of substance use disorders and mental impairments.   Although the current standard was established by Pub. L. No. 104-121 in 1996, the regulations at 20 C.F.R. §§ 404.1535(b) and 416.935(b) have not been revised and still apply the prior standard.  The only complete source of SSA’s policy on the analysis of combinations of substance use disorders and mental impairments is contained in sub-regulatory instructions in EM 96-  (8/30/96).  The out-of-date regulations and the inaccessibility of the sub-regulatory materials results in confusion and incorrect determinations.  Given the common co-morbidity of substance use disorders and mental impairments, it is critical that SSA include new language to help assure fair and correct disability determinations. 
8.
SSA Must Not Adopt GAO’s Recommendations for Revisions to the Listings
Under no circumstances should SSA incorporate the GAO proposals in these Listings.  Many of the pharmaceutical and technological advances upon which GAO bases its recommendations are neither uniformly available nor affordable to people with disabilities across our nation.  

In its August 2002 report, SSA and VA Disability Programs: Re-Examination of Disability Criteria Needed to Help Ensure Program Integrity, GAO-02-597, the General Accounting Office raises a number of concerns about how disability is determined in both DI and SSI (as well as VA programs, not at issue here).  Some of our comments in other sections of this document are relevant to the GAO’s recommendations to SSA as well.

For example, GAO notes that “…SSA does not automatically evaluate individuals applying for benefits under corrected conditions.  Thus, it is our belief that the programs themselves have not been fully updated to reflect scientific advances, because interventions that could enhance individuals’ productive capacities are not, by design, factored into the disability decision-making process.” (page 32)   While it some day may be possible to fairly make such a determination, as a practical matter, that day can not come until all people with disabilities or other health conditions can secure the health care they need, including ongoing prescription drugs, counseling, and treatment.  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.  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.  Loss of SSI often means loss of the very drugs that might make the person employable and therefore less needy of cash assistance.  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.

Thank you for the opportunity to submit these comments.  We hope they will be useful to SSA as you review your procedures for serving claimants with mental impairments.

Sincerely,

Jeremy Rosen

Jeremy Rosen

Staff Attorney
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