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June 29, 2012

Centers for Medicare & Medicaid Services
Department of Health and Human Services
Attention: CMS-2249-P2
P.O. Box 8016
Baltimore, MD 21244-8016

RE: File code CMS-2249-P2

To Whom It May Concern:

[bookmark: _GoBack]Thank you for the opportunity to comment on the proposed rulemaking regarding home and community-based waivers that was published in the Federal Register on May 30, 2012.  LeadingAge New York appreciates that CMS is considering ways in which home and community-based waiver services (HCBS) can be more responsive to the complex needs of the aging population.  

LeadingAge New York (formerly NYAHSA) is the state affiliate of the national LeadingAge (formerly AAHSA).  Founded in 1961, LeadingAge New York is the only statewide organization in New York representing the entire continuum of not-for-profit, mission-driven and public continuing care, including home care, community services providers, adult day health care, nursing homes, senior housing, continuing care retirement communities, adult care facilities, assisted living and managed care.  Our nearly 500 members serve an estimated 500,000 New Yorkers of all ages annually.   

Our comments should be prefaced with the acknowledgement that New York State has a robust system of Medicaid home and community-based services, which include most of the services outlined in this proposed rule. In addition, New York has several HCBS Section 1915(c) waiver programs, the most widely recognized waiver being the Long Term Home Health Care Program (LTHHCP), which has been operational for over thirty years. Despite New York’s strong commitment to HCBS, LeadingAge NY sees additional opportunities for NY’s residents to age in place as a result of the Section 1915(i) State Plan option.
 
Benefits of a 1915(i) Optional State Plan Benefit

This proposed rule would offer New York State new flexibility in providing necessary services for participants to receive services at home though the Medicaid State Plan, without some of the conditions and restrictions of a 1915(c) waiver.  For example, the following conditions of waivers would not apply:
· participants’ eligibility tied to nursing home level of care condition;
· requirement of  cost neutrality compared to institutional services;
· statewideness; and,
· limits or caps on the number of people that can be served. 
Another feature of this State Plan benefit is the ability to better design services to accommodate patient centered needs. New York already has many optional services in our State Plan, however this would open the door for the state to request that additional services, formerly covered under HCBS waivers, be incorporated into the State Plan. 

This flexibility is critical in developing a successful patient-centered service plan. In New York the numerous HCBS 1915(c) waiver services complement the existing State Plan services, resulting in an additional safety net that has been instrumental in helping New Yorkers remain at home, in keeping with the Olmstead decision. In addition, developing a person-centered service plan by utilizing a full complement of State Plan services would seem to provide a greater administrative efficiency in Medicaid resources and provide for better patient outcomes. 

LeadingAge NY also appreciates the benefit in this proposed rule for states to receive Federal financial participation for services that were previously eligible only under waivers or demonstration projects. Such is the case currently in New York with the Money Follows the Person (MFP) demonstration program which is approved to FFY 2016. Participant eligibility criteria for the MFP demonstration are that a consumer must be:

· in a nursing home or hospital greater than 90 days prior to transition;
· in receipt of Medicaid at least 1 day prior to transition; and
· transitioning into a qualified residence.

Being able to receive Federal financial participation without being tied to conditions and eligibility criteria could lead to more innovative programming for participants. 

Defining Home and Community-Based

We appreciate the careful consideration CMS is giving to the definition of “home and community” in relation to the waiver eligibility and services.  Because this definition would apply to the 1915(i) state plan option, HCBS waivers, and Community First Choice, such determinations have wide sweeping implications that should be carefully thought through.  Currently, a large number of people receiving services from one of the several HCBS waivers in New York reside in senior or HUD housing buildings.  A small number live in licensed adult care facilities (often termed “board and care” in other states) and assisted living facilities (herein termed “assisted living”).  While New York’s Medicaid assisted living option is not funded through an HCBS waiver, we offer our comments with consideration to how assisted living may evolve in the future, how Community First Choice may be an option, and what makes sense from a public policy perspective.

LeadingAge New York urges that any new definition of home and community not limit the state’s ability to allow HCBS waiver participants to reside in congregate care settings, including assisted living and senior housing.  It should be up to the participant to determine what setting is most appropriate for their circumstances.  The Olmstead decision affirmed a state’s obligations to serve individuals in the most integrated setting appropriate to their needs.  While someone’s home is the ideal, it is not always possible, and sometimes a congregate setting such as assisted living or senior housing is most appropriate. Such settings can also be an intermediate step to build independence for an eventual, planned return to the community from a nursing home or hospital stay.  These are just some of the reasons that individuals should be able to receive home and community based waiver services in these settings.

It should also be noted that in parts of New York there is such a serious affordable housing shortage that appropriate independent housing options simply may not be an option.   In order to adequately meet the real needs of our aging and disabled population, CMS needs to allow flexibility with this definition, rather than taking a restrictive approach that limits options.

This is really a matter of choice.  Narrowly defining home and community to exclude assisted living will mean that Medicaid eligible individuals who can no longer reside in their own homes will likely have to go a nursing home.  This scenario would actually promote “institutional care”; quite the opposite of what we are trying to achieve.  This would be unfortunate not only for the individual, but also for the state and federal government.  Some segment of the population can be served in assisted living at a lower cost.  

Overall, getting very specific with regard to the qualities that home and community-based settings must exhibit to be eligible sites for delivery of HCBS is problematic.  It fails to appreciate the many different types of housing and assisted living that have developed throughout the country.  This approach narrows choice and does not allow flexibility. 

Below are comments on specific elements of the proposed rulemaking.  Note that we included only those provisions we had a response to, and the provisions are copied in full in italics for ease of review.
· The setting is integrated in, and facilitates the individual's full access to, the greater community, including opportunities to seek employment and work in competitive integrated settings, engage in community life, control personal resources, and receive services in the community, like individuals without disabilities;
With regard to the above, we would recommend that this be caveated to say to the degree that the individual so desires.  For example, most residents of assisted living would not have interest in working, and we would not want this standard to be construed to mean that the provider would have to encourage them to access these opportunities if it was not their wish.
· An individual's essential personal rights of privacy, dignity and respect, and freedom from coercion and restraint are protected;
We, of course, agree with the above statement and our members would not operate in any other way; however it may be useful to define certain terms, such as “privacy” and how they may be operationalized in a congregate residential setting. 
· Individual initiative, autonomy, and independence in making major life choices, including but not limited to, daily activities, physical environment, and with whom to interact are optimized and not regimented; and
While assisted living and housing operators try to provide as much flexibility as possible, there are some aspects of the operation in some buildings that operate according to a schedule.  For example, assisted living may offer meals for a two-hour period, with the option for snacks in between.  Activities tend to be scheduled so that residents can plan to participate if they so desire.  Within these schedules is flexibility, choice, and autonomy.  We would hope that this standard be modified or qualified somewhat to allow for some structure and choice in daily activity.
· Individual choice regarding services and supports, and who provides them, is facilitated.
Again, we support consumers having choice of service providers, however it cannot always be guaranteed that a particular individual will be available to provide service in any setting, including a home and community based waiver provider.  Consumer preference should be considered and facilitated but is not guaranteed. 
In a provider-owned or controlled residential setting, the following additional conditions must be met. Any modifications of the conditions (for example to address the safety needs of an individual with dementia) must be supported by a specific assessed need and documented in the person-centered service plan:
++ The unit or room is a specific physical place that can be owned, rented, or occupied under a legally enforceable agreement by the individual receiving services, and the individual has, at a minimum, the same responsibilities and protections from eviction that the tenants have under the landlord/tenant laws of the State, county, city, or other designated entity. We are soliciting comments as to whether there are other protections, not addressed by landlord tenant law, that should be included;
Landlord/tenant law does not appreciate the requirements of assisted living providers, and does not acknowledge that in New York, the Department of Health requires that providers help consumers transition to a more appropriate setting when their needs exceed certain standards.  Assisted living admission agreements are legally enforceable documents that spell out the resident’s rights and the services they should expect, under what conditions, etc.  We recommend that admission agreements be another acceptable means of consumer protection.
++ Individuals have the freedom and support to control their own schedules and activities, and have access to food at any time; 
As stated above, while assisted living and housing operators try to provide as much flexibility as possible, there are some aspects of the operation in some buildings that operate by a schedule. Within these schedules are flexibility, choice, and autonomy.  This should suffice, if the consumer selected this setting in an informed way from the options available to him/her.
++ Individuals are able to have visitors of their choosing at any time; 
While we agree, we would note that this should not be at the risk of disrupting others or creating safety issues. For example, if the person shares a room with another individual, having visitors in the middle of the night is not appropriate. 
In addition to the aforementioned criteria there are two criteria that we have not included in the proposed regulation, but wish to solicit comment regarding whether they should be added. The first is related to the proposed requirement that in a provider-owned or controlled residential setting, any modification of the conditions must be supported by specific assessed needs and documented in the person centered service plan. This requirement is meant to address two issues:
· Individuals receiving HCBS must not have their independence or freedoms abridged by providers for convenience, or well-meaning but unnecessarily restrictive methods for providing person-centered services and supports; and
· Individuals with cognitive disabilities and other impairments may require modifications of the aforementioned conditions for their safety and welfare.
We appreciate the above and the ability to have some aspects modified when necessary, to best meet the needs of the consumer.  We would suggest that in settings such as an assisted living dementia unit, that CMS understand and appreciate that a resident has already undergone an assessment by their medical provider determining the need for a specialized environment and that further assessments are unnecessary. Dementia units in New York have a more secure environment that other assisted living settings which, to some degree, restricts some of the freedoms of the consumer.
This provision is meant to establish that service planning is the process in which these decisions are made, rather than ad hoc on a daily basis. While the proposed text establishes the requirement that any modification to the conditions are supported by a specific assessed need and documented in the person-centered service plan, we are also considering including language to explicitly set forth these activities. We are considering requiring the following points to be identified: identify a specific and individualized assessed safety need; document less intrusive methods that have been tried but did not work; include a clear description of the condition that is directly proportionate to the specific assessed safety need; include regular collection and review of data to measure the ongoing effectiveness of the modification; and establishing time limits for periodic reviews to determine if the modification can be lifted. We solicit comment on these points and any other potential requirements regarding modifications of the conditions set forth in this proposed rule. 
As noted above, people who have been assessed to need the secure setting of a dementia unit should not have to go through further assessments or failed programs to get the services they need.  In New York, assisted living facilities that have dementia units are required to develop Individualized Service Plans which are updated on a regular basis.  The aforementioned requirements would just add more paperwork and processes to an already highly regulated service in New York, and is unlikely to benefit the consumer.  
We also wish to solicit comment on a second criterion that would include a requirement that receipt of any particular service or support cannot be a condition for living in the unit. In discussing this specific criterion, we discovered that it could be read one of two ways. One interpretation is that this language does not require an individual residing in a provider owned or operated setting to receive HCBS from the setting provider. Rather the individual could choose another qualified individual to provide HCBS. The other interpretation is that this language would prevent the owner of the setting from evicting an individual because the individual refused to accept a particular service. This interpretation could have an effect on residential settings, such as housing programs to address homelessness. Some of these settings include a structure in which individuals are required to participate in treatment (substance use, for example) as a condition of residing there. We acknowledge the complexities that arise, when trying to support an individual's right to choose while recognizing that there are programs and services that have been developed as a result of identified service needs. As indicated earlier, we are specifically soliciting comments on whether these two criteria should be included as regulatory requirements.
We agree that a consumer should have a choice of service providers.  If the owner and operator of the residential component also provides HCBS, that particular service should be one of the options available to the consumer.  At the same time, if the consumer selects assisted living from the choices available, they are selecting to receive a certain amount of services directly from the assisted living provider.  CMS should ensure that the consumer has the right to choose either of these options if they so desire.
We agree that a consumer should not have to receive a particular service to reside in a setting, however, it should be noted that state regulations regarding retention standards still apply—if someone’s needs exceed what an assisted living operator is allowed to retain, the operator must help that individual find a more appropriate setting.
We note that home and community-based settings do not include nursing facilities, institutions for mental diseases, intermediate care facilities for mentally retarded, hospitals, or any other locations that have the qualities of an institutional setting as determined by the Secretary. In considering whether a setting has the qualities of an institutional setting, we will exercise a rebuttable presumption that a setting is not a home and community-based setting, and will engage in heightened scrutiny, for any setting that is located in a building that is also a publicly or privately operated facility that provides inpatient institutional treatment, or in a building on the grounds of, or immediately adjacent to, a public institution, or disability-specific housing complex. We expect to issue further guidance regarding such settings. Other characteristics that could cause CMS to consider a setting as “institutional” or having the qualities of an institution would include, but not be limited to, settings which are isolated from the larger community, do not allow individuals to choose whether or with whom they share a room, limit individuals' freedom of choice on daily living experiences such as meals, visitors, and activities, or limit individuals' opportunities to pursue community activities.
We again go back to our original premise – this should all be based on consumer choice.  For an elderly person without family supports, senior housing might be the perfect option for them.  Thinking about the future, the consumer may want to select a housing option that is on the grounds of an organization that also has assisted living, a nursing home and perhaps other options.  This may facilitate possible future transitions, which we know are inherently difficult.  This criterion would actually discourage this choice, again, undermining a fundamental tenet of the policies themselves.  For these reasons, this section should be omitted entirely.  
We have already commented above on schedules regarding eating, activities and visitors.
We further note that States are not prohibited from funding institutional care under Medicaid. The exclusion of these settings from HCBS waivers and from the State plan HCBS benefit does not limit the availability of institutional and facility-based care for those individuals who require long-term services and supports, and who freely choose to receive services in those settings. However, we believe that these types of services should not be funded through authorities that are intended to promote community-based alternatives to institutional care. Furthermore, we believe that the fundamental requirement that the needs-based criteria for section 1915(i) be less stringent than that for institutional care creates a mandate to ensure that services are provided in settings that are not institutional in nature.
While we appreciate CMS’s comments regarding the fact that the states are not prohibited from funding institutional care under Medicaid, it must be acknowledged that doing so without federal financial participation is extremely difficult, particularly in these economic times. Without federal funding for assisted living, HCBS waivers are one way to allow Medicaid-eligible individuals to reside in assisted living.  There are few other options, and failing to have assisted living for Medicaid-eligible individuals means that, for many, nursing home placement is the only alternative.  Again, this outcome would undermine the overarching goal. 
While HCBS are not available while an individual resides in an institution, HCBS should be available to assist individuals to leave an institution. Recognizing that individuals leaving institutions require assistance to establish themselves in the community, we would allow States to include in a section 1915(i) benefit, as an “other” service, certain transition services to be offered to individuals to assist them in their return to the community. We propose that community transition services could be commenced prior to discharge and could be used to assist individuals during the period of transition from an institutional residence. Additionally, services could be provided to assist individuals transitioning to independent living in the community, as described in a letter to the State Medicaid Directors on May 9, 2002 (SMDL #02-008). We further recognize that, for short hospital stays, an individual may benefit from ongoing support through the HCBS State Plan for physical needs over and above such services available in a hospital, to ensure smooth transition from clinical setting to home, and to preserve a sense of continuity and normalcy (a notion particularly important for individuals with intellectual disabilities, cognitive disabilities associated with aging, and behavioral health support needs). Importantly, these services must be exclusively for the benefit of the individual, not the hospital, and must not substitute for services that the hospital is obligated to provide through its conditions of participation or through its obligations under the ADA.
We fully support these concepts.  

Thank you for the opportunity to comment; we appreciate your consideration. Please contact Cheryl Udell (cudell@leadingageny.org) or Diane Darbyshire (ddarbyshire@leadingageny.org) at LeadingAge NY at 518-867-8383 if you have any questions on our comments.

Sincerely,	

[image: ]
Diane Darbyshire, LCSW
Senior Policy Analyst 
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