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July 18, 2015 

 

Via email to HFS.SWTransitionPlan@illinois.gov 

 

Illinois Department of Healthcare & Family Services 

ATTN: Waiver Management 

201 W. Grand Ave. East, 2nd Fl. 

Springfield, Illinois 62763 

 

Re:   Joint Comments on Persons with AIDS and HIV Waiver 

Renewal Application 

 

Dear Madam or Sir: 

The AIDS Legal Council of Chicago, a project of the Legal Council for 

Health Justice, and the AIDS Foundation of Chicago, jointly submit the 

following comments on the Renewal Application for the 1915(c) Home and 

Community Based Service Waiver that pertains to the Community Care 

Program and the Home Services Program for Persons with HIV or AIDS 

(“HIV/AIDS Waiver”). We have over 25 years of experience representing 

persons with HIV/AIDS and we have expertise in Medicaid for persons with 

HIV and AIDS, including eligibility, coverage, and access to care. On 

behalf of the HIV/AIDS populations we serve, we provide the following 

comments on the Waiver Renewal Application. 

General Comments 

The major change in the AIDS/HIV Waiver Renewal Application is to alter 

the language surrounding eligibility for Waiver services from a focus on 

the rigorous methodology of the Determination of Need (DON) score to 

that of the vague “minimum level of care.” Nowhere in the Waiver Renewal 

Applications is this level of care defined; the closest thing to a definition in 

the Waiver Renewal Applications is a list of the Service Cost Maximum 

(SCM) amounts for each DON score. This SCM list begins at a minimum 

score of 37. See AIDS/HIV Waiver Renewal Application, p. 45 of 259. This 

implies that applicants with DON scores below 37 will have no SCM or no 

services—though even that number and the Service Cost Maximum 

associated with it are neither explained nor justified. 

We have represented scores of people with HIV and AIDS that utilize the 

Home Services Program to remain living in the community, rather than 

having to live in a nursing home facility.  Even though improvements in 
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treatment and medications have significantly increased the life expectancy of persons with HIV 

and AIDS, they  are  susceptible to premature and accelerated aging. Smith, Reuben L. et al. 

“Premature and Accelerated Aging: HIV or HAART?” Frontiers in Genetics 3 (2012): 328. PMC. 

Web. 17 July 2015.  

Take, for example, “Joe,” a client we assisted with obtaining Social Security benefits. Joe had 

been living with HIV for over 20 years, taking ever-changing regimens of antiviral medications to 

keep his HIV at bay. Before becoming disabled, Joe was an active and independent member of 

his community – managing a neighborhood store and playing piano in his church on Sundays. 

Unfortunately, Joe suffered a stroke – at age 49 – which left him paralyzed on his entire left side, 

leaving him unable to continue managing the neighborhood store or play the piano. Joe now 

requires assistance for nearly all of his daily activities, from getting dressed to taking care of his 

home. However, with the assistance of the Home Services Program, Joe is able to remain in the 

community that is his home and maintain his independence – something that would not be 

possible with the proposed changes as his DON score is below 37.   

We have many stories similar to Joe, of people with DON scores between 29 and 36 who are 

able to remain in the comfort of their own homes with just a little assistance from the Home 

Services Program. If the proposed changes do result in limiting services to those with DON scores 

of 37 or higher, 47% of current AIDS waiver participants would fail to qualify for this program. 

Rather than save money, this will inevitably result in higher costs to the state as these individuals 

will need unnecessary and expensive facility-based care. 

Major Changes 

The new language on the first page of the Waiver Renewal Application states that major changes 

include a “[p]rovision to modify waiver eligibility by increasing the minimum level of care threshold 

to match the nursing facility level.” This is clearly intended to limit the number of people eligible 

for Waiver services; no other reason is given for the sudden necessity to “increase the minimum 

level of care threshold.” By increasing that threshold, people currently receiving, and in need of, 

Waiver services will lose their eligibility. We recommend that the State restore the eligibility 

language that establishes a DON score of 29 as the minimum score required for Waiver services. 

Additionally, the language added to the proposal implies that it is necessary to alter the threshold 

for Waiver eligibility to meet the “nursing facility level;” this is nonsensical. The threshold for 

Waiver eligibility by definition means that a client is in imminent danger of nursing home placement 

– that is what a DON score of 29 has always meant. Therefore, the need to match the nursing 

facility level of care does not function as a legitimate rationale for changing the level of care for 

Waiver eligibility. See AIDS/HIV Waiver Renewal Application, p. 1 of 259. Altering one will require 

altering the other, and we have no knowledge of any proposed State Plan Amendment to do so. 

Attachments 

The State’s proposed transition plan, at pages 12-13, is both inefficient and likely to be costly for 

the State. The Waiver Renewal Application states, “For waiver participants whose needs have 

decreased or no longer meet the standard for the Level of Care and/or eligibility, the person-

centered Plan of Care will be updated and implemented with referrals to non-waiver providers of 

service, including paid and unpaid community-based resources.” Although the language implies 

that there will be a simple transition from Waiver services to non-Waiver care providers, there are 
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insufficient numbers of non-Waiver community care providers available to provide adequate 

support to people who will no longer be eligible for Waiver services.  

In most if not all cases, state funding is what allows people eligible for waiver services to obtain 

them at the level they require. Without that funding they will have to reduce their services below 

what they need to remain functional in their communities and homes. Without that support, many 

people will deteriorate to the level where they may exceed the new, higher level of care, and 

therefore require services more costly than those that the State is providing under the current 

Waiver. 

The State’s “transition plan” also assumes that the State has adequate service providers to carry 

out this plan in a timely and cost-efficient manner. However, even under the current Waiver the 

State is unable to carry out the annual DON score assessment that is supposed to occur in the 

Home Services Program. The State is currently years behind in updating its assessments, and 

nothing in the proposed transition plan indicates the State has a remedy for this problem that will 

allow the “transition plan” to be implemented as described. Instead, people may be left in limbo 

for long periods without knowing whether they are still eligible for Waiver services. Or, more likely, 

people may be cut off from services based solely on out-of-date DON score assessments 

(because the State does not have the appropriate manpower to conduct new ones), and will have 

to wait long periods of time for a new assessment. 

Appendix B: Participant Access and Eligibility 

At page 45, we recommend that the State restore the original eligibility language that explicitly 

places the minimum threshold for Waiver services eligibility at a DON score of 29. The new 

language lacks any meaningful standard by which to assess and determine participant eligibility, 

and its vagueness will likely be detrimental to the goal of ensuring that people have access to the 

appropriate services to allow them to safely stay in their homes and communities. Because the 

new language is not linked to a specific threshold, it is not clear who is eligible under the new 

language. When read in the context of the “increasing” language that appears earlier in the Waiver 

Renewal Applications as well as the Service Cost Maximum lists that start at 37, this language is 

likely intended to limit eligibility for Waiver Services. This change moves the State further away 

from an effective rebalancing of long-term care and for which the State has not provided adequate 

justification. 

In spite of the State’s focus on the rigor and history of the DON score as an assessment tool in 

earlier versions of this Waiver Renewal Application, the new language on pages 44-45 ignores 

the stated validity of this methodology by failing to provide a meaningful threshold for Waiver 

eligibility. A study commissioned by the Illinois Department of Aging to review the accuracy of the 

DON score assessment detailed its many factors and how each one is calculated into the overall 

score. The State has repeatedly cited this process as the result of sound scholarly research and 

development, and that the DON score is therefore, an analytically rigorous tool to use in assessing 

an individual’s need for services.  

Instead of listing the eligibility standard as a DON score of 29 or higher and explaining what that 

score means in terms of functional impairment, the Waiver Renewal Application simply repeats 

that language that eligibility is set at a “minimum level of care” without describing how that 

minimum is determined or how an individual is assessed to determine whether that person meets 
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it. The shift from the calculated assessment to this vague new standard is never explained, which 

is particularly striking in light of the state’s previous focus on the strength of the DON score as an 

assessment tool. To remove this specific language without providing any rationale for the 

alteration runs directly counter to the rigorous assessment through the DON score that the State 

has previously espoused. 

As noted previously, on page 45, the AIDS/HIV Waiver Renewal Application lists the Service Cost 

Maximums that are linked to each relevant DON score, and the lists inexplicably start at 37-40, 

rather than at 29, as they did in the earlier versions of the Waiver Renewal Applications. Again, 

this change is not noted or explained. By beginning these lists at a DON score of 37, the State 

appears to use these lists to establish a new threshold for Waiver eligibility at a DON score of 37, 

which could be deemed to meet the “minimum level of care standard” (as any other DON score 

could, given the vagueness of this wording). However, the State should not attempt to make this 

change—which will affect the eligibility of thousands of current Waiver participants – in this 

informal manner and without justifying the reason for the change.  

In Section C, which describes various services available under the AIDS/HIV Waiver, the State 

should make clear that services are available for persons with DON scores of 29 or higher.  

Currently, the proposal notes that the amount, duration and scope of services is based on the 

Determination of Need and the Service Cost Maximum.  See, e.g., AIDS/HIV Waiver Renewal 

Application, pp. 65, 72, 80, 87. However, the proposal does not provide any services for DON 

scores under 29. Section C should make clear that services are available for all persons with DON 

scores of 29 and higher.  

Appendix J: Cost-Neutrality Calculation 

Beginning on page 224 and continuing through the end of the Waiver Renewal Application, the 

cost-neutrality calculations the State offers differ from those in the May 28 version of the same 

document. No explanation is given for these new numbers, and it is not clear on what basis the 

State has determined that these numbers would be different from the ones calculated less than a 

month previously. While it seems as though the State might have conducted the new calculations 

based on the assumption that the new “minimum level of care” language will be used to limit the 

number of people eligible for Waiver services, the AIDS/HIV Waiver Renewal Application does 

not contain any language setting an official new threshold on which to base these calculations. 

Because the State has not provided an adequate basis for reaching these new calculations, there 

is no way of determining whether these are accurate projections. We recommend that the State 

return to the previous versions of these calculations, which are supported by firm numbers based 

on the Waiver eligibility threshold being set at DON score of 29.  

Impact of the Recent issuance of Federal Home and Community Based Services 

Regulations 

CMS issued final regulations for the HCBS program on January 10, 2014 (Federal Register 

January 16, 2014, Vol. 79, No. 11 at 42 C.F.R. § 430, 431 et al) describing and defining state plan 

section 1915i home and community based services under the Social Security Act as amended by 

the Affordable Care Act. The rule offers states new flexibilities in providing services to people with 

disabilities and older adults under 1915(i), provides definitions of services and settings under the 

existing HCBS waiver programs, and further defines the Community First Choice State plan 



Letter to DHFS re: HIV/AIDS Waiver Renewal Application 

July 17, 2015 

Page 5 of 5 

 

 
The AIDS Foundation of Chicago and The Legal Council for Health Justice are registered 501c(3) organizations. 

option. We recommend that the State review the final regulations and ensure that the waiver 

proposal meets the definitions of HCBS in the regulation, especially with regard to creating a 

transition plan to meet the requirements for person-centered care and definitions of the 

characteristics of community settings to ensure that Illinois is in compliance. Also, we recommend 

that the State review the regulations to ensure that the State is maximizing all opportunities to 

provide services to the entire Medicaid population in need, including targeted populations such 

as those who have substantial behavioral health needs, but do not yet meet the need for an 

institutional level of care as contemplated under the 1915(i) authority, so as to prevent and divert 

the need for acute and long term care thus maximizing federal funding and saving state dollars. 

 

Sincerely, 

AIDS Legal Council of Chicago, a program of the Legal Council for Health Justice 

AIDS Foundation of Chicago 

 


