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I am Bonnie-Jean Brooks from Sandy Point, Maine CEO of OHI, a mid-sized Maine nonprofit organization that provides individual supports to over 600 people with severe disabilities in 7 counties in Maine.  As the original founder, I’ve served in my role for 28 years.  OHI provides an array of housing, habilitation, employment and case management services for people with mental retardation, mental illness, autism and physical disabilities - most of whom have both mental retardation and mental illness. Nearly all have lived in a combination of institutions most of their lives. Most present life-threatening behaviors that make them challenging to serve in the community although we have found successful and creative ways to do so. I am also Past President of the American Network of Community Options and Resources (ANCOR) – A national network of more than 850 private providers of supports to 380,000 people with disabilities.
So, What Are Habilitation Services Under Medicaid State Rehab Option?

I want to talk with you about the people with mental retardation who OHI supports who are able to live successfully in their community because they receive what we call “habilitation services”.  You may be familiar with the term “Rehabilitation” which means helping someone to regain a skill he previously had and lost. HABILITATION IS DIFFERENT but nonetheless just as important in the lives of people who were born with cognitive limitations. Rather than restoring a capability, “habilitation” services are aimed at attaining or retaining an every day functional capability. Without these “habilitation” services for people with cognitive disabilities we would be talking about restoring functional capabilities.
Some examples of “habilitation” include assisting a young adult to manage inappropriate behavior such as pulling hair, biting people, running away or masturbating in the grocery store. Or we might help a 45 year old adult who has extreme obesity to gain a better level of physical fitness through learning proper food management skills, participating in an individualized exercise program or walking at the local track. Or, we might help a woman better understand her body self-awareness, and improve her hygiene and self-protection skills in the community.  WE TEACH, WE SUPPORT, WE PROTECT, WE ROLE MODEL – all based on assessment, data collection, goal setting and evidence-based practices.

Providing “habilitation” to people with mental retardation who are in a “state of becoming” after years of institutional custodial care is absolutely critical!! To help a person develop skills to improve his/her independence and productivity we must help him to build and maintain functional ability to live in the world. CONSISTENT “habilitation” has proven to be essential to continued progress as well as reducing the rate of deceleration in the aging process. “Habilitation” for most people with mental retardation is not a time-limited event. IT IS A LIFELONG SERVICE that must occur – even as they become employed and become more independent. These services are “habilitation” and cost-effective in comparison with a life spent in an institution.

TRISHA COUNTS ON HABILITATION!

Trisha is 65 years old and lives in Levant, Maine. She has moderate mental retardation; has no teeth; has diabetes and requires 24 hour supervision. She lived at home with elderly parents, receiving NO Medicaid services for more than six decades,  until they died. Then Trisha moved in with her sister and two other adult family members with severe disabilities. Needless to say, sister has her hands full so Trisha spends a great deal of her home time sitting and watching TV. This 65 year old woman eats with her hands; requires psychotropic medication to control fits of rage; communicates with SOME words and phrases which are difficult to understand; plays with her “baby dolls and possesses no traffic or personal safety skills; has a difficult time understanding boundaries; lacks monetary skills; and needs help each day with learning dressing, hygiene, and showering skills.

We go to Trisha’s home 4 days a week and take her out into the community, providing a variety of “habilitation” skill building activities - We are teaching her to eat with utensils; recognize and understand the meaning of stop lights, signs and crosswalks to better ensure her safety; communicate using a picture symbol system so she can develop friendships and become more independent. We are also focusing on her physical activity to improve her level of fitness and bring her diabetes under control. 

But here’s the rest of the story……if the Medicaid Rehabilitation Services State Option is promulgated as proposed, the Trisha’s of our country are at risk of losing the services that I have described.  Why? Because these “habilitation” services will no longer be paid for under the Medicaid Rehabilitation Services Option.

Adverse Effects of Proposed Changes in Maine
Maine’s Assistant Attorney General, Jane Gregory, issued a 2-page memorandum which raises frightening prospects for Trisha and others living in Maine because this new CMS rule eliminates “habilitation” services for people with mental retardation and severely restricts services for people with mental illness.

This is a thought-provoking Memo and one not to be taken lightly. Jane only represents one state in the country. What kind of similar analysis have other states undertaken?

Many of Maine’s providers and people with disabilities and their families are very worried about the adverse effects of CMS’s rule, if it becomes final. However, we are already experiencing adverse effects due to CMS’ actions taken prior to any authorized rulemaking – they jumped the gun with Maine in the past year.

People to Lose Medicaid Entitlement Service for Chance at Lottery Slot

· Maine officials announced last fall that CMS had informed them in strong terms that Maine was to stop using the Rehab State Plan Option because the federal agency was going to prohibit the continued use of “habilitation” services under this option. So, with strong pressure brought to bear by CMS, Maine applied for and received CMS approval for a new Medicaid 1915 (c) Home and Community Based “Supports” Waiver.

· 1,400 Maine citizens with mental retardation receiving Freestanding Day Habilitation under the Rehab Option were to have applied for and begun receiving services by October 1st under the new “Supports” Waiver.

· Not all of these 1,400 people will be eligible for the Supports Waiver because they will not qualify for the more restrictive “institutional level of care” criteria governing these Home and Community Based Waivers

· Keep in mind that these 1,400 Mainers and others in the future are losing an entitlement service (a State Plan Optional Service) in exchange for the hope of gaining a slot in a “first come, first served” capped waiver program. 

Competition Increases for Capped Slots

· Many of the 1,400 people live in nursing homes and the only time they get into the community is for “Freestanding Day Habilitation” to provide them with restorative skills to decelerate their aging process. However, nursing home residents are NOT eligible for Medicaid Home and Community-Based Waiver services. One day hab provider told me yesterday that 51 of her participants live in nursing homes and will lose her services. Maine has not identified a way to provide these lost services. 

· In addition to these 1,400 people, Maine is also opening this new “Supports” waiver to other people, including kids who have aged out of school programs and are on waiting lists and others who recently lost services under the Social Services Block Grant. 

Lives Placed on Bureaucratic Hold

· However, there was a “coding” problem in the state Medicaid system and providers received a notice  September 23, seven days before services were to begin, stating that implementation has been delayed with no new date set.

· No regulations guiding this new program have seen the light of day even though start-up was to begin October 1 nor has there been a public hearing.

Why the Changes?
I have already referenced actions taken by my state in response to CMS pressures.  I have already shared with you how one branch of our state’s government--the Attorney General’s Office—has analyzed the adverse impact these changes will have in Maine.
Maine’s response was to develop a new waiver.  Maine officials claim that a rationale for the “Supports” Waiver is that it will allow people to work where people using the Rehab Option Freestanding Day Habilitation program are not allowed to work. However, there are many of the 1,400 people who are aging and/or can’t or don’t want to work – yet they are losing the one entitlement they have.

Once a person is deemed eligible for the “Supports” Waiver and if he/she wants to work, then he/she must apply for a Vocational Rehabilitation Assessment. The current waiting list in Maine for such an assessment due to a shortage of VR counselors is 6 to 8 months. The “Supports” Waiver also limits a person to no more than 300 hours of employment a year.

Some people are going to lose services and some people won’t get services because of shifting them from an entitlement service to a capped “first come, first served” waiver. CMS says by redefining rehabilitation to exclude “habilitation services,” people with mental retardation can just get these services through:  (1) Medicaid’s institutional Intermediate Care Facilities for Persons with Mental Retardation (ICFs/MR) program; (2) Medicaid’s 1915 (c) Home and Community-Based Waiver program; or (3) apply for a new Deficit Reduction Act Medicaid 1915(1) limited home and community-based waiver. 

Why should people be forced into an institution if they can live with habilitation services in the community?

Why should people have to give up an entitlement service in the hope that there will be room in a capped waiver program for them, where there is no long-term guarantee of service, or where they may fail to meet the more restrictive institutional level of care criteria?
Why should a state have to give up its current flexibility to determining its state plan’s array of services and financing strategies and be forced to develop a new waiver just for one limited service?
In summary, I just don’t get it!!!  I just cannot figure out what rationale CMS used to narrow this service. Do they have evidence-based research that services have been abused or are improperly used? Or, is this simply a cost-saving measure to arrive at an arbitrary savings of $2.2 billion in Federal Medicaid spending.  It seems to me that these changes are unjustified and unnecessary and do not further the purposes of Title XIX of the Social Security Act (Medicaid statute).  
It seems to me that a more prudent way to go on this issue is to involve the Congress, CMS, state officials and other stakeholders to address policy concerns.  I also recommend that Congress exercise its authority in prohibiting enforcement activities, including audit procedures, until the legislative process has occurred.
In the meantime, there is considerable angst about this program among parents, people we serve, and providers. I believe that CMS is overextending its authority and also not supporting habilitation services – a real key to true community inclusion – one of CMS’s values, a key underpinning of the Supreme Court’s ruling in Olmstead, the promise held out in the President’s New Freedom Initiative, and an underlying foundation to Congressional action with the Americans with Disabilities Act.
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