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benefits. The Children’s SSI Project, now in its fifth year, has grown in both numbers of participating centers and its scope of work. Through it, SSA has gained valuable knowledge about childhood assessments and our members have learned a great deal about how state Disability Determination Service (DDS) agencies operate.  We believe that the Children’s SSI Project represents a significant collaboration between AUCD and SSA at both the federal and state level and offers several significant ideas for replication that are relevant to this ANPRM. 

The original purpose of the Children’s SSI Project was to determine if interdisciplinary assessments change the outcome of case decisions or improve the adjudication process in selected cases for children. SSA was especially interested in learning what specific assessment instruments or tests could improve case adjudication and ways to enhance adjudicator training. Over the years, we have continued to assess children, but our training and technical assistance work for SSA and with state DDS agencies has grown.     

Since 1998, 28 centers have evaluated over 500 children and young adults at different stages of eligibility. We have assessed children applying for benefits for the first time; those having a “continuing disability review” to determine their on-going eligibility; and current beneficiaries at age 18 having an eligibility review. All the individuals referred to our centers would have otherwise not qualified for SSI or would have lost eligibility based on the file information at the DDS at the time of the referral.  Our centers follow specific protocols that they design, together with SSA staff, to collect information to supplement what the disability adjudicators already have in their case files.

Each year, our sites assessed different groups of children and young adults. The cohorts included:   

· School-age children [ages 6-15] classified as having mental retardation or borderline intellectual functioning or speech/language deficit [Year 1]  

· Children subject to continuing disability reviews because of low birth weight [Year 2]

· Preschoolers [ages 3-5] with cognitive, psychiatric or emotional impairments [Year 2] 

· Adolescents [ages 14-17] with cognitive, psychiatric or emotional impairments [Year 2]  

· School - age children [ages 6-15] with cognitive impairments [Year 3]

· Age-18 redeterminations with cognitive, neurological or psychiatric/emotional impairments [Year 3]

We just completed another 80 school-age case reviews and 65 single discipline assessments for Year 4 and will analyze them with SSA and DDS in the coming months. 

We limited our comments to the children’s mental disorder listings and some important administrative concerns we have based on our interdisciplinary assessments.  These comments also reflect our extensive scientific knowledge and clinical practice in the fields of child development and developmental disabilities. The comments are organized into seven topics:   

I. Current Mental Disorder Listings – with special emphasis on Mental Retardation Listings 

II. Administrative Concerns 

III. Severity

IV. Adaptive functioning

V. Assessment

VI. Listing for Developmental and Emotional Disorders of Newborns

VII. Research 

I.
CURRENT MENTAL DISORDER LISTINGS 

The current listing for mental retardation has six categories. Five require both significantly sub average general intellectual functioning and deficits in adaptive functioning. Only one relies exclusively on a valid verbal, performance or full scale IQ of 59 or less. For the other five categories, the rules specify what level of functional limitation is required to meet the listing. 

1.  
Recommend retaining both medical (paragraph A) and functional (paragraph B) criteria for mental retardation listing 

In general, we believe that the current listing for mental retardation has the appropriate scientific approach to assessing this impairment in both adults and children. When considering any possible revisions, we recommend retaining the structure that has both paragraph A [medical findings to substantiate the disorder] and paragraph B [impairment-related functional limitations] criteria. 

We believe that this approach, in combination with training and other guidance, provides adjudicators with the appropriate direction needed to evaluate individuals with mental retardation/intellectual disabilities.  It also reflects several aspects of current knowledge about and definitions of mental retardation.  These are best articulated in AAMR’s 2002 definition and classification that emphasizes the multiple dimensions of daily behavior and the need to consider each individual’s need for supports.  The definition incorporates intellectual abilities, adaptive behavior, social roles, health and supports that all contribute to an individual’s ability to function.  This is quite salient for disability adjudication because of the critical need to consider the effect of special settings. 

2. 
Recommend updating all mental disorder listings to reflect more current scientific knowledge  

We do not believe that any major overhaul of the mental disorder listings is necessary and we support their current structure. However, we recommend that SSA update some sections to reflect more current scientific knowledge. For example, the listings should include explicit reference to behavioral disorders that are part of the DSM, such as Oppositional Defiant Disorder and Conduct Disorder. These diagnoses reference clear limitations in function that can be quite evident in childhood cases.  

Any effort to update mental disorder listings should, however, follow the process SSA established before previous revisions. This process involved extensive consultation with appropriate professional organizations, service providers, self-advocates, family organizations and other experts. We strongly encourage SSA to adopt a similar approach before proceeding with any changes in the current mental disorder listings. 

3.
Recommend more explicit language in all mental disorder listings about evidence from multiple settings   


The final childhood rules [effective January 2, 2001] stress the importance of gathering information about children’s ability to function at home, in childcare or school and in the community. The mental disorder listings should similarly emphasize the need to collect evidence about children’s functional abilities in a variety of settings and across all domains.  They should emphasize the importance of obtaining information regarding the related needs for assistance, supervision and assistance from caregiver(s) across all settings as individuals may require a range of supports that may vary depending on functional expectations.  Additionally, the listings should stress the importance of knowing what structure is provided to individuals in these settings [e.g., student-teacher ratio]. These recommendations also apply to the adjudication of adult cases. 

DDS agencies reported that some of the utility of the AUCD multidisciplinary examinations was due to the use of multiple sources of information: family, schools and the valuable perspective from different professional disciplines. This is especially important in assessing adaptive behavior where day-to-day function in diverse settings is the critical indicator.  

AUCD’s experience reviewing files and assessing children leads us to conclude that adjudicators too often inadequately consider the effect of special settings. Adjudicators tend to rely primarily on test scores; to discount caregiver reports; and to ignore unintentionally information about the effects of settings.  Some settings provide a number of supports that make children look “better.”  A related point is the combined, sometimes synergistic, effect of multiple diagnoses [i.e. co-morbidity].  Co-morbidity of mental retardation and psychiatric disorders is easily overlooked. However, when examined particularly in light of the effects of special settings, functional limitations are clear.  While the current mental disorder listings mention both the effects of special settings and combined impairments, we have noticed that adjudicators do not effectively consider this information.  [We discuss this problem further in “Administrative Concerns.”]

4.  
Recommend making mental retardation listing more user-friendly  

SSA could include the functional criteria in the listings [for both adults and children] to make them more “user-friendly.” This would eliminate the need for users to refer back and forth between the mental retardation and organic listings. We believe that spelling out the functional criteria, wherever possible, would help not only adjudicators but also families and others who help claimants to apply for benefits. This recommendation applies to all the mental disorder listings, but is especially useful for the mental retardation paragraph B criteria.  The published Listings of Impairments [often referred to as “the Blue Book”] would be easier to use if each page included a header or footer with the name and number of the listing(s) appearing on that page.  

II. 
Administrative Concerns  

Our experience working with many state Disability Determination Services reveals that it is very difficult to ensure uniform application of federal rules across the country.  We offer the following recommendations based on observations of the disability adjudication process and technical assistance activities provided through the Children’s SSI Project. These recommendations also apply to adult cases.  

1. 
Recommend regular schedule of training for all adjudicators 

SSA provides national adjudicator training on selected topics and over the past two years, the Office of Disability has asked us to develop and present training on four topics about childhood cases. These topics include how to evaluate functioning, use school records, assess speech and language limitations, and analyze all appropriate evidence. These topics reflect areas of greatest need for adjudicators based on SSA’s analysis of our assessment work. We are also very concerned that SSA has not undertaken any similar concerted effort to address these topics in adult cases, especially the age-18 redeterminations. 

We also know from our work that adjudicators have trouble assessing children with borderline intellectual functioning who also have specific learning disabilities [e.g. reading or math] and behavior difficulties. We have seen how adjudicators over-rely on IQ scores in many of these cases and fail to consider evidence about the young person’s ability to function at home, in school and in the community.  These are examples of topics appropriate for adjudicator training.   

2.
Recommend guidance to expand role of clinical social workers to collect appropriate evidence about functioning 

We shared ideas about ways to expand the role of clinical social workers in the disability adjudication process with former Associate Commissioner Kenneth Nibali in a letter dated April 18, 2002. Based on those ideas, we were asked to explore the potential role of clinical social workers. We are now finishing several pilots and will soon evaluate it with SSA and DDS staff. 

We have three recommendations regarding the possible use of clinical social workers in the adjudication process for both childhood and adult cases:

· SSA could encourage greater use of clinical social workers as consultative examiners. Based on our project experience, we know that these professionals can administer certain standardized assessment instruments and perform comprehensive family/caregiver and, when feasible, client interviews to collect family psychosocial, medical and mental health histories for adjudicators. 

· SSA could suggest that DDS have clinical social workers on staff to contact families for psychosocial, medical and mental health information. They could also help lay examiners evaluate existing evidence to determine what specific additional information is needed to make a correct determination. 

· In some states, it may be appropriate for SSA to recognize qualified clinical social workers as acceptable medical sources for specific types of evidence. To do so, SSA must first check state certification regulations because they vary for clinical social workers.  This recommendation follows the move SSA took to recognize qualified speech-language pathologists and certain other specialists as acceptable medical sources for impairments within their areas of specialty [See Section 416.913 (d) formerly 416.913(e) published June 1, 2000].  

3.
Recommend regular updates to adjudicators about standardized tests that are currently available and considered reliable to assess different age groups of children  

Two AUCD Children’s SSI Project activities serve as models for SSA to provide guidance to adjudicators across the country about appropriate assessment instruments. Both of these ideas could easily be replicated for adult claims: 

· We are now compiling an electronic database of all appropriate assessment instruments for SSA’s Office of Disability and plan to submit it this summer. The format will allow SSA to distribute it to disability adjudicators at all levels and to update it, as necessary, on a regular basis. Our database will include commonly used instruments for cognitive ability; adaptive behavior; academic achievement; behavior/emotional functioning; speech skills; language skills; motor ability; and global development. For each test, we will indicate the age range, purpose, types of scores, and domains it addresses. 

· We developed DDS Resource Guides for adjudicators to use as a desk reference to identify state or county programs that can refer or provide medical and other evidence for SSI childhood applicants or redeterminations. The Resource Guides have two sections: one that lists all programs by available assessments [e.g. behavior/functioning assessments; developmental screenings; intelligence tests; psychosocial assessments] and a second to describe individual programs [e.g. early childhood programs; special education; vocational rehabilitation; hospital and medical clinics that assess children with disabilities]. We produced eight guides in states across the country and await feedback from adjudicators about them. We also prepared the information on a CD-ROM so that it can be updated as needed.   

4.  
Recommend revising Guidelines for Consultative Examinations
The difficult work of disability adjudication is often compromised by the quality of the consultative examination reports that the DDSs receive.  We recommend expert review and revision of these guidelines, with specific attention to common issues and concerns such as, but not limited to: use of multiple measures; judging reliability/validity; adaptive functioning assessments; using information from caregivers and other sources.   
5.
Recommend more back-up support for DDS 

Another major component of the AUCD Children’s SSI Project could serve as a model to provide case consultation and back-up support for DDS staff. Six pilot sites are now testing different ways to build collaboration between UCEDD/LEND programs and their state DDS. Our work includes the following ideas, all easily replicable for adult claims, and we remain available to build these collaborations in other locations: 

Improve referrals to DDS

· Facilitate opportunities for DDS to participate in state/regional task forces and planning groups [e.g. Head Start, early intervention providers]  

· Establish contacts with hospital social workers/case managers for direct referrals   

· Work with field office intake staff to attend clinics run by UCEDD/LEND programs in hard-to-serve communities   

Improve quality and speed of evidence sent to DDS 

· Help focus requests to specific consultative examiners   

· Work with teachers/school administrators to improve access to school records 

· Work with hospital staff to expedite transmittal of medical records 

Provide case consultations 

· Meet to discuss difficult cases [teleconference or face-to-face]  

· Provide “curbside consults” for individual cases through e-mail, telephone or designated weekly consulting hours  

III.
SEVERITY  

A. 
Functional areas or domains

The current mental disorder listings require adjudicators to consider the severity of disorders based on measures of development in five areas: motor; cognitive/communicative; social; personal; and concentration, persistence or pace. This approach to assessing functional limitations differs from what SSA adopted in its final childhood disability rules [effective January 2, 2001]. There are three significant differences between the mental disorder listings and the final childhood regulations.  We state these differences below and include recommendations after each one.

1.  
Areas (domains) used to evaluate children’s functional abilities  

The childhood disability rules have six areas (called domains) for adjudicators to use when evaluating children’s functional abilities: (1) acquiring and using information; (2) attending and completing tasks; (3) interacting and relating with others; (4) moving about and manipulating objects; (5) caring for yourself; and health and (6) physical well-being.   

However, the mental disorder listings for children refer to four areas: (1) cognitive/communication, (2) social functioning, (3) personal functioning and (4) concentration, persistence, or pace.  

Recommendation:  Use the same six domains from childhood rules to evaluate children’s functional abilities.  This will ensure uniformity and will better capture impairments across areas of functioning.   We do not believe that this approach would result in a marked increase in the number of children who meet the listings, but rather, would ensure a uniform approach to quantifying impairment(s).  

In the final childhood regulations, SSA applies the same number of domains for all children in the functional equivalence evaluation. In doing so, the agency stated that “[I]t is possible to describe domains that apply to all ages.” [Federal Register, September 11, 2000, p. 54755]. We believe that this principal applies equally to functional criteria used to evaluate children with mental disorders at the listing level.   

2.  
Different areas (domains) used for age groups: ages 1-3 and 3-18

The childhood rules apply the same number of domains for children from birth to the attainment of age 18.  In contrast, the mental disorder listings use two broad age groups and assess motor development, cognitive/communicative function and social function for older infants and toddlers [ages 1 - attainment of age 3]. For older children [defined as age 3 - attainment of age 18], the areas assessed are cognitive/communicative function, social function, personal function, and deficiencies of concentration, persistence or pace. 

Recommendation:  As indicated above, we recommend that SSA revise the listings to reflect the same six domains now used to determine functional equivalence for children.   Further, we also recommend that SSA adopt the same six domains for children from birth to the attainment of age 18.

We support this approach for the mental disorder listings because it provides the most comprehensive, consistent and accurate assessment of functioning for all children. While assessing each domain might focus on different skills for various age groups, they are all important areas to consider when evaluating children.  Children ages one to three demonstrate sufficient developmental and functional differentiation for the six SSA domains to apply.  In fact, federal education law [i.e. the Individuals with Disabilities Education Act] requires schools to evaluate five developmental domains beginning at birth, continuing to age three and then further including learning [pre-academic] skills for the ages three - five [preschool years].   All professions serving young children with disabilities recognize the need to examine several distinct functional areas [domains] beginning at birth.   

In addition, it is important for the listings to include all six domains for children with mental retardation and developmental disabilities because of the interactive nature of impairments, strengths and supports for this population.

3.  
Separate areas of cognition and communication    

The childhood rules eliminate the combined area of cognitive/communicative development that was used previously to assess “functional equivalence,” a later step in the sequential evaluation process. The childhood rules now have a separate domain for cognition and SSA instructs adjudicators to assess different aspects of communication in each domain where they affect a child’s ability to function at home, in childcare, at school and in the community. 

Recommendation: We support having a separate area of cognition for adjudicators to assess given how limited functioning in this area has such significant implications for children with mental retardation and related developmental disabilities. We believe there is sufficient scientific support for this approach. In addition, communication is so critical for children’s ability to develop other skills and to adapt to other impairments that it must be considered separately. A child with an IQ of 70 who also has additional or superimposed marked limitations in communication beyond that reflected in the composite score may have significantly more severe functional limitations than a similar child without such severe communication limitations.  

B. 
Use of intelligence tests   

1.
Recommend continued use of IQ tests as one component of mental retardation listing 

We believe it is critical for SSA to continue to base its mental retardation listing on measurements of both intelligence and adaptive functioning. However, during our interdisciplinary assessments, centers noticed a tendency by adjudicators to over-rely on IQ tests for measures of cognitive functioning. Although we can understand the appeal of using numerical scores for this purpose, the approach is contrary to the intent of SSA’s current regulations, scientific knowledge and well-established clinical practice about how to best evaluate an individual’s overall ability to function. Therefore, we recommend that SSA do more to emphasize and require adjudicators to obtain appropriate adaptive and functional measures. We discuss this recommendation in more detail below in Part IV. 

2.
Oppose sole reliance on composite scores   

The National Research Council recommended that SSA use composite scores from intelligence tests except when their validity are in doubt and it may be appropriate to use a part score. We disagree with this recommendation because of our concern that composite scores may hide other problems and mask the severity of functional limitations. 

For example, composite scores may hide the presence of a severe disability in understanding and using verbal language combined with a relative strength in nonverbal problem solving. Such verbal difficulties, even when paired with relatively good nonverbal skills, are often associated with severe functional impairment because of the central role language plays in daily functioning. 

IV. 
ADAPTIVE FUNCTIONING  

Many children do not have complete or adequate information about their actual functional limitations. DDS examiners are required to seek appropriate consultative examinations for a complete assessment of the child’s limitations. However, we know from our assessments that this does not always occur. Adjudicators can, but generally do not, obtain this type of evidence from certain standardized instruments or psychosocial histories administered by qualified consultative examiners. 

Endorse recommendation to use standardized adaptive behavior instruments whenever possible  

We endorse this recommendation from the National Research Council with some reservations. Based on our assessment work, we know that some adjudicators rarely receive or request standardized testing on adaptive function.  When it is available, some adjudicators value standardized information about adaptive behavior, but some discount it as evidence of what they believe is “malingering.” 

However, we believe that existing standardized adaptive behavior instruments all have both advantages and disadvantages. The current “state of art” for these tests places responsibility on SSA to improve its guidance in two major areas. First, to issue clearer guidance to consultative examination providers about how to describe information beyond just standardized scores. Second, to issue instructions and provide training to adjudicators about how to use standardized scores and other adaptive function information when making disability determinations.    

Staff from SSA Central and Regional Offices and participating DDS agencies report that interdisciplinary assessment information from AUCD centers provided a more complete picture of children’s limitations, especially in the area of adaptive functioning. Participating DDS agencies reported that the Vineland Adaptive Behavior Scales and other tests [e.g. Child Behavior Checklist (CBCL), Behavior Assessment System for Children (BASC), Parent and Child Interview, Scales of Independent Behavior (SIB)] provided very valuable adaptive functioning information for them. These measures and others that have current norms are commonly used in many settings and by various disciplines.  Practice standards for virtually all professionals who assess children require evaluators to use these measures in combination with clinical judgment; to comment on their reliability and validity with respect to the individual child tested; and to compare current findings with reports of function outside the assessment setting.  In addition, some of these instruments include reliability and validity scales that indicate when respondents are likely to have exaggerated or minimized a child’s problems.  

A quality evaluation includes clear examples of function that can help the adjudicator reach the appropriate conclusion.  All too often, we found that adjudicators doubted the veracity of parent, teacher or caregiver reports when they did not appear consistent with cognitive or IQ scores or other standardized measures.  Disability experts are aware that substantial problems in function can co-exist with typical cognitive ability or mild cognitive problems. In the absence of clear contradictory evidence, we believe that a parent/caregiver report of a child’s adaptive behavior remains the best available estimate of a child’s day-to-day functioning. In the infrequent cases where a parent report may be negatively skewed, evaluators should – on the basis of observation and clinical interview data – be able to identify specific examples of evidence that the child functions more capably than the test scores suggest.   

V.
ASSESSMENT 
1.
Endorse National Research Council recommendations about adaptive behavior scores  

The National Research Council recommends using 1 standard deviation below the mean in two adaptive behavior areas or 1.5 standard deviations below the mean in one area to assess deficits in adaptive behavior. Individuals who show this level of deficit combined with 2 standard deviations below the mean on IQ tests qualify with listings-level mental retardation. We believe this is the appropriate approach that protects individuals with cognitive delays from inappropriate high reports of function on various adaptive behavior scales which is a common problem. We know from our clinical practice that a large number of people who score at least 2 standard deviations below the mean on intelligence tests do not score as low on tests of adaptive behavior.  

2.
Recommend use of IQ and adaptive behavior tests that have current norms and that were contemporary at time of administration   

We recommend that SSA not pay consultative examiners who administer out-of-date IQ or adaptive behavior tests. We consider instruments to be out-of-date when newer editions, with updated norms, are available. However, SSA must still consider results from older tests in claimants’ files if the test was contemporary at the time it was administered. We have observed that DDS agencies sometimes pay for old versions of tests with dated norms. We recommend that SSA issue guidance to indicate appropriate use of tests, e.g., exclude dated versions from use and whenever possible, use instruments with contemporary norms.  In some cases, test norms may be 12 [or more] years old, but there may not be a suitable replacement.  In such cases, examiners should be directed to comment about the lack of more recent norms.   

It is critical to use tests with current norms because scientific evidence clearly indicates, at least in the case of intelligence tests, that average performance on a given test generally improves as the test ages. Thus, a child’s performance that yields a standard score above 70 based on norms that are 15 years old may yield a standard score that is below 70 based on current norms. 

VI.  
LISTING FOR DEVELOPMENTAL AND EMOTIONAL DISORDERS OF NEWBORNS   

Ten centers assessed 43 low birth weight infants through our assessment project.  Although our work was done for legally mandated re-determinations for this population, we believe that it is also relevant for initial eligibility determinations of the youngest children who have very significant developmental delays. Our recommendations incorporate observations from those assessments as well as our knowledge of the research literature for newborns and infants. We refer you also to our recommendations about re-determinations of low birth weight babies submitted to Associate Commissioner Sue Roecker on February 11, 2003.

We know from the research literature that approximately 7.5% of all births are low birth weight and that the risk of developmental delay and disability increases as birth weight decreases. The growing number of these children and the fact that survival has significantly improved for even the lowest birth weight babies requires SSA to use the most appropriate measurements when determining disability for newborns and the youngest infants.  The lowest-weight infants typically have complicated medical histories and many often go home with multiple treatments and medications. In addition to following their immediate medical needs upon discharge, it is important to evaluate their cognitive and language development, vision and hearing ability and overall neurodevelopmental progress as they develop. 

1.  
Recommend revising the listing to conform to functional areas evaluated for functional equivalence in childhood disability rules. 

SSA created Listing 112.12 for newborn and younger infants in 1990 to evaluate children from birth to the attainment of age one because this age group does not have sufficient personality differentiation to allow appropriate diagnoses of mental disorders. At that time, SSA established the listing that evaluates the severity of impairments in three domains: motor, cognitive/communicative and social functions.  

We recommend, as we did above in the “Severity” section of our comments, that SSA adopt the six areas [or domains] used in the childhood rules to evaluate functional abilities for this listing.  We believe this will ensure uniformity and better capture impairments across areas of functioning for the youngest children. When SSA decided to adopt the same number of domains for all children in the functional equivalence evaluation, the agency stated that “[I]t is possible to describe domains that apply to all ages.” [Federal Register, September 11, 2000, p. 54755]. We believe that this principal applies equally to functional criteria used to evaluate the youngest children with mental disorders at the listing level.   

2.  
Recommend evaluation of youngest children measure speech/language competence and adaptive behavior [i.e. functional status].

The complex interplay of cognitive, emotional, motor, linguistic and attentional skills means that speech and language skills serve as an appropriately sensitive indicator of functional difficulties. Our review of case files indicates that disability examiners most commonly request a psychological consultative examination for low birth weight infants.  Psychological cognitive testing is not a sufficient proxy for speech and language testing because it does not measure all of the important aspects of development. Our review of low birth weight children showed that information provided by UCEDD assessments about speech/language disorders affected the outcome of a significant number of decisions. Speech and language testing is not intended to replace measures of cognitive function, but rather to provide additional information to determine if language delays are present. Research indicates that 20-40% of very low birth weight infants have receptive language delays as toddlers and young children. 
Adaptive behavior integrates many distinct constituents and reflects overall functional status.  We recommend that assessments for all newborns include results from a recent Vineland, the Scales of Independent Behavior or an equivalent test such as the Pediatric Evaluation of Disability Inventory (PEDI). These tests provide a composite measure of functional limitations that is not limited to the clinic setting. 

As with older children, we believe it is imperative to emphasize that assessing the components individually is not sufficient. Adjudicators must also assess how well the components work together in composite.  

VII. 
RESEARCH  

We believe that SSA must maintain and collect appropriate data and conduct the necessary research to support its policy decisions. It is especially important for SSA to have the most up-to-date scientific knowledge base to assess individuals with mental retardation and developmental disabilities – a population that among both children and adults represents the largest segment of SSI recipients. We endorse, in particular, two areas of promising research identified by the National Research Council (NRC). We believe that any research should be conducted at multiple sites and include appropriate samples of all populations served by SSA.  

1.  Explore improving adaptive behavior assessments and methods that can combine information on adaptive and intellectual functioning. 

2. Examine data on eligibility determination procedures to discover if adjudicators use listings consistently across the country. 

3. Conduct a qualitative analysis of the means and processes by which adjudicators make quality [i.e., correct and more uniform] determinations in order to guide future training efforts.   

CONCLUSION

Thank you for the opportunity to share our experiences working with SSA and Disability Determination Services over the past five years. We can provide additional information about the Children’s SSI Project and remain available to assist the agency in any way as you consider possible revisions for the mental disorder listings. We would also welcome the opportunity to meet with you personally to discuss our project work and these recommendations. 

We look forward to our continued collaboration with SSA to serve children with mental retardation and developmental disabilities and their families.  

Sincerely,

George Jesien, Ph.D

Executive Director    


June 16, 2003  


Jo Anne B. Barnhart, Commissioner 


Social Security Administration


P.O. Box 17703


Baltimore, MD 21235-7703





Re: Advance Notice of Proposed Rulemaking - Revised Medical Criteria for Evaluating Mental Disorders [Federal Register - March 17, 2003]





Dear Commissioner Barnhart:





We submit these comments on the Advance Notice of Proposed Rulemaking (ANPRM) regarding possible revisions to the mental disorder listings on behalf of the Association of University Centers on Disabilities (AUCD), formerly the American Association of University Affiliated Programs for Persons with Developmental Disabilities (AAUAP). 





AUCD promotes and supports a national network of university centers on disabilities that includes the University Centers for Excellence in Developmental Disabilities Education, Research and Service (UCEDD); the Maternal and Child Health Leadership Education in Neurodevelopmental and Related Disabilities programs (LEND); and the Developmental Disabilities Research Centers (DDRC). Currently the network has 61 UCEDDs [every state and territory of the country has at least one] and 35 LENDs. Each is affiliated with a major research university. 





The UCEDD/LEND programs are interdisciplinary centers that provide pre-service and continuing education and technical support to professionals working in the field of developmental disabilities and to individuals who have developmental disabilities and their families. The centers provide training and technical assistance, conduct research, perform diagnostic and assessment services, and link individuals and families to community services and supports. The UCEDDs were created in 1963 as part of the initial legislation developed to implement recommendations from President Kennedy's Panel on Mental Retardation. 





Our Work with SSA and State Disability Determination Services (DDS)  





In 1998, the Office of Disability at the Social Security Administration (SSA) requested assistance from AUCD and its network because of our substantive expertise. The initial request was for a few centers to perform interdisciplinary assessments for children applying for Supplemental Security Income (SSI) 









