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February 25, 2020
Theresa Eagleson, Director
Illinois Department of Healthcare and Family Services

Prescott Bloom Building

201 South Grand Avenue, East

Springfield, Illinois 62763
Grace Hou, Secretary

Illinois Department of Human Services

401 South Clinton St.

Seventh Floor

Chicago, Illinois 60607

Re: Statewide Transition Plan for CMS HCBS Settings Rule

Dear Director Eagleson and Secretary Hou,

On behalf of the Arc of Illinois Board of Directors and leaders, we appreciate the opportunity to respond to the revised draft statewide transition plan to be submitted to the Centers for Medicare and Medicaid Services (CMS).  The Arc of Illinois is a statewide advocacy organization that brings together people with disabilities, families and community organizations to advocate so Illinois will be a place where people with intellectual and developmental disabilities can be full participants in community life. 
We are writing as disability advocates, families and community organizations concerned about the need for greater transparency, consistency, clarity and urgency in Illinois in the effort to fully implement the federal Home and Community-based Services (HCBS) Settings Rule (42 CFR § 441.530) promulgated by the Centers for Medicare and Medicaid Services (CMS) on January 16, 2014.  The Arc emphatically supports the federal HCBS Settings Rule and believes it to be vital to ensuring that Illinois moves toward full inclusion and full participation of people with disabilities in communities across the state.  
As you are aware, nationally, Illinois lags far behind other States when it comes to innovation of developmental disabilities services, as well as supports for people with disabilities overall.  This make the rigorous implementation of the settings rule even more critical because there is less funding and thus less opportunity for community living.  Unsurprisingly, Illinois is one of only a handful of states without an initial Statewide Transition Plan (STP) approved by CMS.  With the March 2022 deadline for full compliance of the HCBS Settings Rule quickly approaching and the State still struggling to meet the requirements of the Ligas Consent Decree, we appreciate the opportunity to comment on this plan and look to forward partnership with the state and other stakeholder to re-commit to the HCBS Settings Rule.  This should happen through ongoing stakeholder engagement, greater education and training, and transparency among state employees, community organizations, people receiving services and families.  
We appreciate the changes and additions that have been made to improve the new draft statewide transition plan to address issues specific to services provided to people with intellectual and developmental disabilities as some of these services and supports are underfunded and are structured in ways that could reinforce segregation.  
We see opportunity to increase the detail, timeline and robustness of the plan, however.  We would like to see more specific detail and timelines on implementation, especially in the following ways.
Stakeholder Engagement, Education, Training and Outreach 
We previously
 have asked to have people with disabilities, families and community organizations be involved consistently in stakeholder input and problem solving about settings implementation.  Although we have not seen this engagement thus far, we are hopefully with this new administration that we can partner to create more frequent opportunities to provide input, ask questions and engage in discussion about the settings rule and the current service system, models and funding.  We appreciate that people receiving services and families have been added to the heightened scrutiny teams so that they will be involved in evaluating sites.  However, we would like to see further and more frequent engagement of stakeholders in the creation of the final plan and implementation of that plan, included in the following ways:
1. Convene a stakeholder group at least quarterly to work with HFS and DHS to provide input, ideas and problem solving related to the final STP draft that will be submitted to CMS.  Since the I/DD system requires the most change to programs and services in the settings rule, we recommend specific discussions about how implementation of the settings rule impacts on I/DD HCBS services and supports. The committee should be made up of people receiving services, families and community organizations as well as Independent Service Coordination agencies and advocacy groups.  This could be done through the newly created DD Advisory Committee, but it needs to be consistent and frequent.  The Illinois Council on Developmental Disabilities should also be an active leader in these convenings.
2. Ensure significant and real involvement by people with disabilities in the process of planning and implementing the STP.  This will require additional staff support for participation by people with disabilities and awareness and understanding of physical and language accessibility and other support needs.  It also requires awareness and consideration to ensure agendas and discussions are accessible to people who are supported by the system by using common language.   
3. Offer ongoing training for providers to understand the specific compliance components for both CILA and DT sites that are unique to the service functions of each entity.  Specifically trainings should target not only organizational leadership but also frontline staff including DSPs and Qs.   

4. Acknowledge that there will be significant cultural shifts for the whole system to implement the spirit and reality of the cultural shift.  HFS/DHS must identify ways to support and educate the systems on this.  
5. Ensure that DHS/HFS offer up-to-date education and training of all key department staff including licensing and compliance staff about the HCBS settings rule.  Especially those staff who are assessing settings – what community is BALC, BQM, OIG should be included in licensing
6. Ensure that Independent Service Coordination agencies under DHS leadership are trained and fully incorporate the settings rule into the person-centered process to capture the needs and dreams of people with disabilities as it relates to the settings rule.  We are concerned there be informed choice more regularly integrated through the person centered plan especially as it relates to the settings rule.
7. Engage with the Illinois Council on Developmental Disabilities to support DHS and HFS with training materials and on-site trainings through the HCBS ACT project completed in partnership with Council on Quality Leadership; and continue to work with national and state experts to support Illinois in moving forward with fidelity and accountability for valued outcomes in implementation.

Transparency  

In addition to engagement, transparency is a key priority to make sure the settings rule is implemented adequately in Illinois.  In order to forward transparency, we recommend that the state post all categories of provider (1-4) for the public to view, not just those in heighten
 scrutiny.  There should be opportunities for people to comment and 
raise concerns or comments to the state while the settings rule is being implemented in all four categories.  We are concerned that the self-assessment tool that was initially used to create the categories was flawed as pointed out by CMS.  Ongoing abilities to comment and understand where settings are being assessed will be important as well as training to stakeholders on the validation process that has brought the work to where it is today.
Funding

It is important to note that the Illinois STP needs to be robust and unafraid of identifying areas where the system and services fall short so that we can have an honest discussion about the financial resources needed to be invested in the system in order that the state can fully implement the spirit and language of the settings rule.
1. Increase rates - We are so pleased the Division of Developmental Disabilities lifted up the Rates Oversight Committee work and the Navigant rates evaluation effort as critical to implement the STP and the HCBS settings rule.  We fully support the effort by the state to not only improve funding, rates and wages for the work force, but also incorporate funding in the effort to build capacity in the HCBS system.  Without significant increases in rates, truly person centered and inclusive supports will be impossible.  We also advocate for continued review of Illinois’ institutional bias and choices when spending limited dollars and investments on institutional vs community supports. 

2. Invest in workforce – We appreciate the state’s recent efforts to take steps to address the staffing crisis in Illinois, which will impact the implementation of the STP.  We encourage further allocation of funds to wages and benefits of staff.
3. Support use of technology and innovation in community living and day programs – We support the expansion of HCBS funding to embrace the use of technology for greater independence and less reliance on physical staff.  This could include remote supports but also much more low tech options for supports.  We encourage a continued broadening and review of current funding in order to ensure that all opportunities for use of technology for independence be embraced

4. Expand program innovations – We would like to see further innovations and flexibility of services and supports be nurtured through more flexible and robust funding opportunities.  This could include supportive housing and different ways to support people to gain employment as well as community day services. 
Assessing Settings

We appreciate that DDD is planning on updating and strengthening the reviews for current Category 3 and 4 programs as well as day programs over 100 people.  However, we are concerned that the self-assessment tool that was initially used to create the categories was flawed as pointed out by CMS.  Ideally, we would recommend a reassessment of all settings in order to create an up-to-date baseline that reflected a stronger assessment tool.  We would also encourage that the self-assessment tool include training for those filling it out to ensure a full understanding of what they are assessing as well as include participation by people receiving services and families.  If the state does not require an updated self assessment, we would recommend the following:

· Adopt a process that re-evaluates all category designations that includes training on self-assessment, a more robust validation effort, and open comment periods for ALL category designations, not just heightened scrutiny;
· Post all settings in all categories and allow for comments to be submitted about all four categories on an ongoing basis online with definitions so people can understand the different categories.

· We would like to see more detail on how the Bureau of Quality Management (BQM) will expand yearly reviews it does to incorporate key evaluation components in all its regularly scheduled visits with sites.  We would request that they include questions taken from the Court Monitors quality survey done in conjunction with BQM for the Ligas Consent Decree.

· We appreciate the DDD’s efforts to start with day program sites of 100 or more.  We know that the state must start somewhere and agree that this might be a good place to begin.  However, we do not believe it should be where the assessment process ends.  Instead, all community day sites should be reviewed and have both a self assessment and an onsite assessment.  We are concerned that some smaller day services might have less financial and staff flexibility to be able to regularly go out into the community. 

· Everyone who is doing assessment should be trained with the same tool and same message to limit variation, interpretation or confusion by assessors.
Person centered planning

Person centered planning is critical to ensuring informed choice and truly understanding how people with I/DD want to be supported in the community.  Although person centered planning is at the core of implementing the settings rules, we want to remind the state that the federal government has laid out characteristics of home and community based settings and if a program or site does not fit those characteristics, then it cannot be funded through HCBS.  It can potentially be funded through the institutional entitlement.  We want to remain strong on implementing the settings rule to ensure the limited dollars for HCBS are spent in the community.  
· We suggest that ISC case managers are trained by the state on ways to deliver a person centered plan that reflects issues in the settings rule.  

· We also would recommend that BQM, BALC and OIG regularly are trained on the settings rule in order to review and apply the rule to their regular practices.

· Plans should be in a format that the person whose plan it is can understand it. 

· Informed choice must include opportunities to see, learn and experience other options so that people can have knowledge when selecting their PCP outcomes.

· Non disability specific choices are critical as well.
Revision of Rules, Regulations and Policies
We appreciate the work DDD staff have done to review and recommend changes to critical rules and regulations that direct HCBS to reflect in language and intent the implementation of the settings rule.  We look forward to partnering to finalize those efforts.  We would encourage a further review of state policies that inhibit HCBS Settings Rule implementation and plans to amend or eliminate these rules/policies, targeting those that inhibit people’s dignity of risk and quality of life outcomes. 

We encourage the state to infuse the final STP with recommendations from the Ligas Rates Oversight Committee on investment in the HCBS system.   It is important to acknowledge that the Illinois HCBS system requires significant restructuring well beyond rules and policy revision, in order to reflect the spirit and intent of the HCBS Settings Rule.  The state also must commit to directing resources for competency-based staff development and training, support and guidance to community agencies providing HCBS services so that true system transformation is possible with a viable business model for providers.    
Updating regulation is critical but so is updating policies and practice.  We hope to see a partnership between DDD, BALC and OIG to ensure that barriers are removed from implementing changes in community day and residential supports that reflect the settings rules.  We would like to see more programs integrated into community locations with flexibility.  Unfortunately, we see barriers around having to licenses rooms in buildings such as park districts where programs might start.  

Specific guidance will also be needed around implementing dignity of risk, addressing privacy issues, balancing restrictions and problem solving with multiple roommates.

We appreciate the administration’s commitment to reserving HCBS waiver funding for supports and services that ensure informed choice, create independence, encourage economic self-sufficiency and community integration and ensure that people with disabilities are decision-makers in their own lives.  We look forward to working with HFS, DHS and others in the administration to support Illinois’ compliance with the spirit and language of federal law, and make Illinois a place where people with disabilities can live the lives of their choosing with the supports that they need and want.  “Nothing About Us Without Us” is a vital part of the background of this rule and we want to be your partner in making sure that is the approach to this issue. We look forward to hearing about next steps.  

Thank you for the opportunity to respond to the draft STP.  We look forward to working with HFS, DHS and other stakeholders to ensure a robust implementation of the HCBS settings rule so we can ensure that people with disabilities can be full participants in community life.  You can reach me at 773-558-5136 or meg@thearcofil.org if you have any questions with my comments.
Sincerely, 
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Meg Cooch

Executive Director
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