May 2, 2006

Mr. Jerome B. Meites

Office for Civil Rights

U.S. Department of Health & Human Services
233 N. Michigan Ave., Suite 240
Chicago, IL 60601
Re:  Reopening of Lincoln Developmental Center 

Dear Mr. Meites:

On March 24, 2006, Equip for Equality (EFE) filed a Complaint with the Office for Civil Rights of the U.S. Department of Health and Human Services (OCR) regarding Illinois’ plan to reopen Lincoln Developmental Center (LDC).  This letter contains additional information to assist OCR in investigating the Complaint.

Medicaid Violations

In the Complaint, EFE alleges that the plan to reopen LDC violates “certain Medicaid provisions of the Social Security Act.”  See Complaint at p.1.  Specifically, Title XIX requires states to inform individuals who require the level of care provided in an ICF-DD (also known as ICF-MR) of feasible alternatives under the Home and Community Based Services Waiver (HCBS Waiver) and to give them a choice of either ICF-DD or waiver services.  42 U.S.C. § 1396n(c)(2)(C), 42 C.F.R.§ 441.302(d).  Despite this requirement, Illinois fails to provide information or choice to current or prospective ICF-DD residents.   The expenditure of millions of dollars on the construction and operation of yet another ICF-DD will simply exacerbate the current imbalance of services in Illinois, which is strongly weighed towards institutions and against community services.

Title XIX requires states to provide Medicaid services with reasonable promptness.  42 U.S.C. § 1396a(a)(8).  Despite this requirement, Illinois has failed to provide HCBS Waiver or other community services with reasonable promptness.  The money that is being allocated for LDC’s redevelopment should be directed towards community services, so that people with developmental disabilities (DD) who elect community services can receive them in accordance with the Medicaid promptness requirement.  

Perhaps most pertinent is Title XIX’s requirement that states implement any “methods and procedures … as may be necessary to safeguard against unnecessary utilization” of institutional care, including ICF-DDs.  42 U.S.C. § 1396a(a)(30)(A).  The redevelopment of LDC will add to Illinois’ excessive use of institutional care for people with developmental disabilities.  Indeed, at no point in the debate about re-opening LDC did the Department of Human Services (DHS) ever provide evidence that Illinois needs more SODC beds.  Rather, DHS simply repeatedly stated that there was legislation mandating the creation of Lincoln Estates.  See Complaint at pp.5 and 9.  The staff of the Health Facilities Planning Board (HFPB) concluded that there was no need for re-opening LDC, finding that there “appears to be additional capacity at this facility [Jacksonville Developmental Center] that could be utilized to meet the needs identified by the applicant” and that there “appears to be sufficient capacity within the planning area to meet the needs identified by the applicant.”  See Complaint at p. 9. 

Statistical Evidence of Illinois’ Excessive Reliance on Institutional Care for People with Developmental Disabilities
The Complaint alleges that Illinois relies excessively on institutions to serve people with developmental disabilities and thus that re-opening LDC would be both unnecessary and a denial of the civil rights of people with disabilities.  The statistical evidence of Illinois’ under-investment in community services and corresponding over-reliance on institutions is abundant.

* Illinois ranks 49th among states in terms of the number of people with developmental disabilities served in out-of-home residential settings of 6 persons or fewer.  Only 43% of Illinois residents with developmental disabilities are served in such settings, while 16% are served in settings of 7-15 people and a staggering 40% are served in settings of 16 or more.  In marked contrast, Wisconsin serves 81% of its residents with developmental disabilities in settings of 6 or fewer, 6% in settings of 7-15, and 13% in settings of 16 and over.  Similarly, Minnesota serves 86% of its residents in settings of 6 or fewer, 6% in settings of 7-15, and 8% in settings of 16 and over.  The State of the States in Developmental Disabilities 2005, Table 4, Braddock, Hemp and Rizzolo. 

* Illinois ranks 46th in per capita spending for the Home and Community Based Waiver, The State of the States in Developmental Disabilities 2005, Table 7, Braddock, Hemp and Rizzolo.   Illinois ranks 43rd for fiscal effort on community services spending and, conversely, 9th for fiscal effort on institutional spending. The State of the States in Developmental Disabilities 2005, Table 17, Braddock, Hemp and Rizzolo

*Illinois still has close to 3000 residents in state-operated developmental centers of 16 or more persons, giving it an extremely high rank among states (42nd) for institutional utilization.   The State of the States in Developmental Disabilities 2005, Table 12, Braddock, Hemp and Rizzolo.  These residents are served at an average cost of more than $120,000 per year, far in excess of the average cost of serving someone in the community. Projected Average Cost per Resident of Illinois State Institutions Serving People with Developmental Disabilities during FY 2006, Don Moss Associates, 3/3/2006.

*United Cerebral Palsy gave Illinois a grade of D in the category entitled “Home & Community Based Focus” and a grade of F in the category entitled “Small Residential Settings.”  www.ucp.org
Case Citations

The following cases were referenced without citation in the Complaint: Olmstead v. L.C., 527 U.S. 581 (1999); Bruggeman v. Blagojevich, 324 F.3d 906 (7th Cir. 2003). Bertrand v. Maram, which was filed in the United States District Court for the Northern District of Illinois, was also referenced.  There are no reported decisions in this case, but information about the case can be found on the Court’s website.







Sincerely,







Laura J. Miller







Managing Attorney
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