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The Joseph P. Kennedy, Jr. Foundation appreciates the opportunity to comment on the Advance Notice of Proposed Rulemaking regarding revised medical criteria for evaluating mental disorders, including mental retardation [intellectual disabilities].  The Foundation has a long-standing commitment to people with mental retardation [intellectual disabilities].  For the most part, these comments are limited to the criteria for assessing children and adults with mental retardation [intellectual disabilities], Sections 12.05 and 112.05 of Appendix 1 to Subpart P of Part 404 – Listing of Impairments.

GENERAL COMMENTS


In general, the Foundation believes that the structure and design of the mental impairment listing works for assessment of children and adults with mental disorders.  We are aware of the history of the development of the adult mental disorder listing prior to its publication in 1985 and the subsequent publication of the children’s listing in 1990.  The basic structure and approach to the listings were developed by an expert panel appointed by the Social Security Administration prior to the publication of the adult listing.  The structure and approach have stood the test of time and still prove to be a practical and workable approach for evaluation of adults and children.  

We believe that there are important updates and refinements that should be included in the listings for adults and children and we will make specific recommendations below.  However, these recommendations are for refinements within the current structure of the listing.  We do not believe that major overhaul of the mental disorder listing is necessary.  On the other hand, if SSA contemplates major overhaul of the listing, we urge that SSA formally adopt an expert panel process similar to that used prior to the publication of the adult listing in 1985, to ensure careful consideration of all recommendations for and ramifications of change. 

In the Foundation’s effort to identify refinements to improve the existing listing, we are guided by the working principle to minimize errors of exclusion when adjudicating claims of children and adults with mental retardation [intellectual disabilities].  Supplemental Security Income (SSI) and Title II disability benefits provide critical on-going income support and access to medical coverage for children and adults with mental retardation [intellectual disabilities] and their families.  We believe that SSA must maximize its efforts to ensure that all eligible people are adjudicated properly and fairly with the least possible number erroneously excluded.  We strongly urge SSA to adopt this working principle.


The Foundation also recommends that SSA continue to keep language current with usage in the field.  The Foundation uses the terms “mental retardation [intellectual disabilities]”.   SSA should consider using these two terms together to stay current as the professional community makes the transition to this language.

SPECIFIC COMMENTS


Our specific comments on the mental retardation [intellectual disabilities] listing follow.  They are grouped under seven broad categories: 

· Diagnosis;

· Severity; 

· Other impairments compounding mental retardation [intellectual disabilities]; 

· National Research Council recommendations:  composite scores and standardized scores of adaptive behavior; 

· Testing; 

· Research; and 

· Additional considerations. 

1. Diagnosis

Assessment under other listings – In the introductions in Section 12.00 and 112.00, it would be helpful to point out that, in some cases, SSA could adjudicate people under the mental retardation [intellectual disabilities] listing (developmental diagnosis) or under the listing addressing the cause of their mental retardation (etiological listing), such as traumatic brain injury.  However, we oppose the National Research Council’s recommendation that adjudicators “do not need to determine the presence or absence of mental retardation in individuals who are eligible for SSI due to other neurodevelopmental or psychiatric disabilities”.  We believe that adjudicators should establish a complete record for individuals who would qualify by meeting the listing for mental retardation [intellectual disabilities]. Further, if mental retardation [intellectual disabilities] is present, then adjudicators should explore it as the primary diagnosis.  As future changes are made to the listings and other relevant regulations, a complete disability determination record is the best protection for people when they are assessed under the medical improvement standard at the time of their redeterminations.  

Use of regulations – We urge that SSA write the children’s mental disorder listings so that people do not have to refer back and forth between different listings to find the functional criteria.   This would be beneficial to all users of the regulations: adjudicators and claimants.

Standard Error of Measurement (SEM) – We urge SSA to give applicants the benefit of the doubt and include as disabled those individuals whose IQ scores place them within the SEM on standardized tests.  We believe that this is necessary to avoid the tragic consequences of erroneous exclusion and the resulting failure to assist individuals with severe impairments.   The use of hard and fast IQ scores is a well-intentioned, but ultimately faulty, attempt to give precision to something that cannot be quantified that precisely.

Improvements to Instructions – SSA should update substantially the instructions in Sections 12.00 and 112.00 to reflect principles and language that are currently incorporated in the final regulations addressing functional equivalence for children.  Through the SSA/AUCD Children’s SSI Project, the agency has learned much in recent years that has improved application of functional equivalence for children.  The seeds of many of the principles incorporated in the children’s functional equivalence assessment are in the 1985 and 1990 listings for mental disorders.  SSA should update the instructions for the current listings to reflect the further refinements from the children’s functional equivalence that became effective in January 2001. An example is to include language in the introduction that makes it clear that adjudicators should compare adults to their peers and assess their functional capacities in situations where they do not have access to support services or structures.

Age of Onset – We urge SSA to retain the current use of onset before age 22 in establishing the capsule definition for eligibility under the mental retardation [intellectual disabilities] listing.  

Mental Retardation A and B Criteria – We support the continued use of Sections 12.05 A. and B. criteria and Sections 112.05 B. and C. criteria to determine disability for people with mental retardation [intellectual disabilities].  We believe that the provisions are practical and provide sensible gateways for determining eligibility for people with the most severe levels of mental retardation [intellectual disabilities]. 

2. Severity

Sections 12.05 C. and D. Severity Level – We believe that adjudicators generally do not understand the significance and severity of a diagnosis of mental retardation [intellectual disabilities] for people with IQs in the 60 to 70 range.  Sections 12.05C. and D. require an additional showing of another impairment imposing significant limitations or a showing of marked restrictions in two listed areas of functioning in order to qualify under the listing.  We note that to meet the capsule definition of mental retardation [intellectual disabilities], the individual has to show an IQ level at least two standard deviations below the mean (< 70) along with deficits in adaptive functioning consistent with the measured IQ.  We believe that these two requirements meet the general requirements of having “marked” limitations in two areas (cognition and adaptive functioning).  The additional requirements in C. and D. seem to require that individuals assessed under these sections must meet a higher standard than marked limitations in two areas.  We urge SSA to re-evaluate the requirements in these two sections because they are inconsistent with the legal framework of the listings and set excessively high standards for two of the four groups of individuals who may qualify with mental retardation [intellectual disabilities].

“Extreme” Limitations in “B” Criteria – The requirements of the “B” criteria throughout the mental disorder listing (“D” requirements in the mental retardation listing) fail to note that, while marked limitations in two areas are necessary, an extreme limitation in one area should also satisfy the requirements.  Should SSA retain the “D” criteria for the mental retardation [intellectual disabilities] listing, we urge the agency to revise the instructions and the language of the listing itself to include information on extreme limitations.

Other Improvements to “B” Criteria – We believe that SSA should improve the implementation of the instructions for the mental disorder “B” criteria (“D” criteria for mental retardation).  While the instructions are clear that adjudicators should consider numerous issues when looking at activities of daily living and maintaining social functioning, we hear repeated reports that they ignore them.   An example is using “Do you have any friends?” as a proxy, and the only measure, to assess social functioning.   Although we recognize that implementation of regulations also involves training issues, we believe that SSA could make its instructions consistent and that would help reinforce current policy. An example is to make instructions for mental disorders consistent, where appropriate, with the new children’s FE policies, to help ensure that adjudicators do a complete assessment of all relevant factors.  

3. Other Impairments Compounding Mental Retardation [Intellectual Disabilities] 

New Listing – We recommended above that SSA include all people who meet the capsule definition of mental retardation [intellectual disabilities].  In addition, we believe that a new listing is necessary for individuals who have a combination of mental impairments because the current listings do not adequately cover them.   Such a listing is needed to address the compounding effects of numerous disorders on individuals.  We envision that this new listing would cover people with both mild mental retardation [intellectual disabilities] and mental illness as well as people with both mild mental retardation [intellectual disabilities] and learning disabilities.  In both of these situations, individuals may be quite severely disabled but it is difficult to categorize them under other listings.  The new listing could be titled “Mental Disorders Not Otherwise Specified.” 

In addition, there will be people with cognitive limitations who do not technically meet the mental retardation [intellectual disabilities] listing, but who experience similar limitations.  This includes people with borderline intellectual functioning or learning disabilities and/or a combination of cognitive limitations.  It would be helpful to have a listing that addresses the specific needs of this group of people or to include them under Mental Disorders Not Otherwise Specified.  

4. National Research Council (NRC) Recommendations 

Composite Scores – We urge SSA to reject the NRC’s recommendation regarding the use of partial or full-scale/composite scores on IQ tests.  Composite scores are crude averages that may hide significant information regarding an individual’s disability.  As a composite, the score is not a valid descriptor of the individual’s limitations.  The low score has significance and should not be lost in the composite when assessing a particular individual.

Adaptive Behavior Scores – We endorse the NRC recommendation to use 1 standard deviation below the mean in two adaptive behavior areas or 1.5 standard deviations below the mean in one area of adaptive behavior as the measure for ascertaining deficits in adaptive behavior that, along with IQ levels that are 2 standard deviations below the mean, as the criteria for establishing listings-level mental retardation [intellectual disabilities]. 

Use of Standardized Behavior Assessment – We agree with the NRC’s recommendations that SSA should support more research and development of standardized measures of adaptive behaviors.  While the use of standardized measures could improve the outcomes of disability determinations for people with mental retardation [intellectual disabilities], we recognize that such measures are not currently available to the degree necessary to require such testing.   In addition, if SSA decides, at some point, to require standardized testing for adaptive behaviors, then it must be prepared to pay Consultative Examiners reasonable fees to conduct such assessments.

Impact of Modifications – We disagree with the NRC’s recommendation that any modifications to the mental retardation [intellectual disabilities] listing be applied to individuals under a continuing disability review (CDR), as well as new applicants.  Under current law, SSA may apply any new listings criteria to determine continuing disability during a CDR; however, if the individual does not qualify under the new criteria, then the statute requires that SSA apply the old listing to determine continuing eligibility.  We believe that this statutory “medical improvement” standard for individuals is critical for their protection.  We believe that the existing rules governing application of new criteria versus old criteria in a CDR should remain in place. 

5.   Testing

Records of School-Based Testing – When children have Individualized Education Programs (IEPs) in their school files, it is quite likely that the school also has records of testing done to assess the student for the school system.  SSA should routinely request these test results as part of the applicant’s file.  

Age of Tests – There are several issues regarding the age of test results for individuals and whether tests themselves are out-of-date.  We recommend that SSA never pay Consultative Examiners for IQ or adaptive behavior tests conducted with out-of-date instruments.  Instruments are out-of-date if a newer version or edition, with updated norms, has been published.  However, SSA should not discount an older test and scores in a claimant’s file if the test was contemporary at the time it was administered.  The older test should establish valid history and SSA should ensure that a contemporary test is administered, if necessary, to determine current eligibility. 

6.    Research Recommendations

Variation in Allowance Rates – The Foundation supports the NRC’s final recommendation that “SSA should examine data on eligibility determination procedures across its 10 districts, in order to discover if implementation of classification policies is consistent or varies regionally.”  For several years, we have urged SSA to conduct such research to determine whether children and adults are assessed fairly and consistently nation-wide.  SSA should make this a high priority.

7.    Additional Considerations

Permanent Presumptive Disability – We support the NRC recommendation to remove work disincentives by “considering individuals with mental retardation to be presumptively re-eligible for benefits throughout their lives, if they have previously received benefits, subsequently secured gainful employment, and then lost that employment.”  While this may require legislation, especially in the case of people with mental retardation [intellectual disabilities] receiving disabled adult child (DAC) benefits, we encourage SSA to propose and to support such legislation. 

Functional Equivalence for Adults – We urge SSA to replicate and draw from the wonderful work of the SSA/AUCD Children’s SSI Project over the past five years and develop a functional equivalence step to assess adults who do not meet the particular criteria of specific listings.  This recommendation has special significance for young adults with mental impairments: we face time and again the fact that Steps 4 and 5 in the disability determination process do not apply to this group, especially if they have not worked before.  It is time that SSA devise an effective method to assess adults at the listings level when their impairments do not fall within specific listings.

Consultative Exams – We urge SSA to make use of Consultative Examiners (CE) on a broader scale than in current practice.  Many times, it is clear that additional information would assist adjudicators in making better decisions.  SSA should stress the Disability Determination Services’ (DDS) responsibility to use consultative exams to acquire this additional or “missing” evidence.  SSA should particularly stress the use of vocational CEs for people who have no real employment history.  In addition, SSA should encourage the use of clinical social workers as consultative examiners to collect evidence on medical and social history from individuals and families.  SSA should treat evidence from appropriately state-certified clinical social workers as “medical evidence”, especially where this information helps establish the medical and social history for the individual. 

Application for Medicaid and SCHIP – We urge SSA to seriously consider creating a link to the state’s Medicaid program or State Children’s Health Insurance Program when a family files an application for SSI on behalf of a child with disabilities.  As demonstrated in Mississippi, when the claims worker accepts the SSI application and makes a referral, with follow-up, to the Medicaid and/or SCHIP programs, many more eligible children are “found” and begin to receive important health coverage – even if they are not ultimately found eligible for SSI.  SSA has a unique opportunity to make these referrals – an opportunity not available in other interactions with these families.  SSA could – and should – play this important role in the child’s life, regardless of the outcome of the SSI application.

Specialization – We continue to believe that staff in all DDS offices would benefit from some in-house specialization, particularly to assess childhood disability.  Children are not small adults and adjudicators who acquire some specialization in assessing children should be available to, and encouraged to, assist their colleagues in developing case files and making childhood disability determinations. 

___________________


In conclusion, the Foundation appreciates the opportunity to submit these comments.   We have raised many issues that could benefit from a face-to-face discussion between Foundation experts and SSA officials.  We would welcome the opportunity to meet with you to explore further our recommendations before you make any final decisions about issuing a Notice of Proposed Rulemaking.  We stand ready to assist in any way possible as you proceed to update the mental retardation [intellectual disabilities] listing for children and adults.
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