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ANCOR Comments Filed Electronically 
February 19, 2008

Centers for Medicare and Medicaid Services

Department of Health and Human Services

Attention: CMS–2229-P
P.O. Box 8016
Baltimore, MD  21244-8016
Re: File Code CMS—2229—P:  Proposed Rule:  Medicaid Program; Self-Directed Personal Assistance Services Program State Plan Option (Cash and Counseling)
Filed at:  http://www.cms.hhs.gov/eRulemaking

To Whom It May Concern:

On behalf of the American Network of Community Options and Resources (ANCOR) and its 850 private providers of supports to more than 380,000 people with cognitive, developmental, mental and other significant disabilities of all ages throughout the nation, thank you for the opportunity to submit comments on the proposed Medicaid Program:  Self-Directed Personal Assistance Services Program State Plan Option in the January 18, 2008 Federal Register. 

ANCOR supported the inclusion of Section 6087 to the Deficit Reduction Act of 2005. ANCOR believes all people should be empowered to make informed choices and to have both the authority and the responsibility to control their own decision-making with respect to all aspects of their lives including the supports and services they receive or desire, to the full extent of their ability.  

General Comments

ANCOR wishes to make several general comments because statements occur in both sections on the background and provisions of the rule.
I. Community Living Arrangements:  While ANCOR supported the inclusion of Section 6087, we took strong exception with policymakers regarding one provision that ANCOR believes restricts the opportunity for many people with disabilities to avail themselves of self-directed personal assistance services (PAS) under this new state plan option.  In fact, ANCOR believes that the policymakers unintentionally discriminated against some people with disabilities based on their choice of living arrangements—thereby denying them access to participate in this state plan option.  ANCOR hopes that CMS will—through this regulatory process—help to minimize this barrier through clarifications cited below while still implementing the statute.
2. Training Provided by the State:  While ANCOR concurs that the state must ensure that participants receive training in order to elect and successfully carry out self-directed personal assistance services (PAS), we urge CMS to make clear that the state or other level of government does not have to actually provide the training or supports.  For example, pages 3549-3550 under both the Service Plan (information, assistance and training as needed or desired, in advance of and during the service planning process) as well as Support System (to mean information, counseling, training, and assistance that support the participant (or the participant’s family or representative, as appropriate) in identifying accessing, managing, and directing their PAS and in purchasing their PAS identified in the service plan and budget outline activities.  Section 441.478 identifies the participant’s right to train their workers and to establish additional staff qualifications.  ANCOR supports these statements. Participants should retain the right to train their workers and to set additional staff qualifications.   However, when the proposed rules indicate that the state must provide training, and in those instances where participants would like to have access to training, it should be made clear that the state can and should be encouraged to delegate such supports, services, and training through contractual means to other entities, including providers. As it currently does with other services and supports, the state must comply with federal and state requirements through these contractual arrangements, and ultimately bears the responsibility for ensuring that the appropriate service plan and support systems are in place. ANCOR recommends that CMS clarify the point that states should be able to contract for the provision of all required services and supports in its final regulations and guidance to states.
3. Freedom of Choice of Providers:  Although the Congress waived the Medicaid programs requirements for comparability and statewideness in authorizing this new state plan option, it did not waive freedom of choice of providers.  There are providers who offer training, counseling, and fiscal management services.  Participants in section 1915(j) should not be restricted by state- or public-only services and supports and have the freedom to choose their providers of such services and supports.  If such choice is restricted by the state, then new barriers are placed in the way of achieving the goals of choice and  empowering beneficiaries to truly self-direct their own services and supports.  ANCOR recommends that CMS clarify this point in its final rule and guidance to states and in the information provided to prospective and enrolled beneficiaries in this self-directed state option.   
4. Financial Management Systems:  Under section 1915(j) (6) of the Act, States may employ a financial management entity. If choice and control are the foundation of self-directed personal assistance, then it is the individual who should hire the FMS not the state.  This should give rise to multiple providers, competition and quality from which the participant can choose from.

ANCOR Specific Comments
I. Background (Page 3547) and II.  Provisions of the Proposed Rule (Page 3553) 
Annual Report and Evaluation of Impact

The fifth assurance that States must provide in order for the Secretary to approve self-directed PAS under this new state plan option is that States must assure an annual report on the number of individuals served under the State Plan option and the total expenditures on their behalf in the aggregate.  ANCOR believes that, given the significance of this new State plan option in light of Olmstead, state rebalancing efforts, CMS should require additional information from the states beyond the statutory requirement—information that can better inform states, beneficiaries/families, providers, and future policymakers at Federal and State government levels.
ANCOR Recommendation to Section 441.464(e) State Assurances:  ANCOR recommends the following additional informational requirements under section 441.464 (e) State assurances. ANCOR believes that beyond just the number of individuals served under the State Plan option, the annual report should also include the number of individuals who express interest, but were denied for this option and reasons for denying them participation; the number enrolled; the number who voluntarily disenrolled and reasons for disenrollment;; the number involuntarily disenrolled and reasons for disenrollment; the number of fiscal intermediaries; and the number of providers.  
I. Provisions of the Proposed Rule

The rule proposes that individuals be allowed to exercise decision-making authority in identifying, accessing, managing, and purchasing their PAS. Discussion includes a list of minimum activities over which individuals may exercise authority to include, at a minimum, the purchase of PAS and supports for PAS, recruiting workers, hiring and discharging workers, specifying worker qualifications, determining worker duties, scheduling workers, supervising workers, evaluating worker performance, determining the amount paid for a service, support, or item, scheduling when services are provided, identifying service workers, and reviewing and approving invoices.

ANCOR appreciates the comprehensive list the agency proposes.  However, ANCOR believes that the list must be expanded to include two other important activities to this list.  ANCOR believes that self-direction should extend to selection of fiscal intermediary agents, support brokers and/or providers of choice.  Without this authority, the scope of this new option and the goals of choice, self-direction, and empowerment of beneficiaries are muffled.  In addition, ANCOR believes that individuals enrolled in this optional self-directed PAS program should exercise authority over not just specifying worker qualifications, but determining the training of their individual workers—whether by providing direct training themselves—or having access to training offered through or by the state. ANCOR recommends that the agency (1) modify the language regarding decision-making authority over supports to include selection of Fiscal Intermediary Agents, Support Brokers, and/or Providers of Choice and (2) to add training and access to training to this list of activities.
On page 3549-3550,under service plan the agency proposes to define a service plan to mean the written document that specifies the services and supports (regardless of funding source)….and the needed services and supports that will authorized in the individual’s service plan and the subsequent service budget.  ANCOR believes that the inclusions we recommend are in keeping with the needed services and supports for the individual.  Further, ANCOR believes that these services do not have to be provided directly by the state, but that the state will contract and Medicaid reimbursement be made to other entities for such supports and services. 
ANCOR Recommendation to Section 441.450 Basis, scope, and definitions to broaden the list of decision-making authorities to include fiscal intermediary agents, support brokers and/or providers of choice and training activities.  ANCOR believes that individuals should have decision-making authority that includes selection and purchase of other supports.  To that end, ANCOR recommends the addition of the following under Section 441.450(b):   (1) inclusion of the following italicized language to read “Individuals’ decision-making authority includes, at a minimum,  the purchase of PAS and supports for PAS” through a selection of ‘Fiscal Intermediary Agents’, ‘Support Brokers’ and/ or ‘Providers of Choice’, .  Furthermore, we recommend that another activity be added to this list:  (13) training workers and having access to training for workers. 
Page 3549  Legally Liable Relatives:  In addition to spouse, ANCOR is aware that insurance companies also recognize “significant other.” we see "spouse". I think it also needs to say "significant other". Even insurance companies cover significant others. 
In addition, ANCOR believes that an additional type of representative be included—that of an individual chosen by the participant.  It is neither necessary nor desirable to require very formal actions on the part of the courts or the state in order for an individual to name a representative.  The participant should be allowed to designate his/her own representative.

ANCOR Recommendation for Section 441.80 Use of a representative.   ANCOR recommends that the agency include within the definition of a representative as a new 441.480 (3) the spouse or significant other and a new (4) a representative designated by the participant.
Page 3550 and Section 441.456 Voluntary Disenrollment:  ANCOR’s reading of this section indicates that in the situation whereby a participant has difficulty managing his/her self-directed services that the proposed regulation does not encourage a transition from a fully self-directed service model to a ‘agency with choice’ or ‘provider of choice’ model even though on page 3557 the proposed rule clearly states that ‘agency with choice’ and ‘provider of choice’ would be the preferred option for some States.  
ANCOR  Recommendation:  ANCOR recommends that this section be revised to encourage States to consider ‘agency with choice’ and ‘provider of choice’ before it transfers a participant back to a traditional model of support. This section also needs to be expanded to include language that clearly states that when a participant is dissatisfied with the Fiscal Intermediary Agency/ Financial Management Entity, ‘agency with choice’ or ‘provider of choice’ that the State is required to offer the participant the choice of another entity or agency before they voluntarily complete disenrollment from the Self-Directed Personal Assistance State Plan.    
Page 3551 and Section 441.458 Involuntary Disenrollment:  Although ANCOR concurs with the statement regarding circumstances whereby the State may wish to disenroll the participant--For example, involuntary disenrollment may be necessary when the individual does not carry out the necessary responsibilities, thereby jeopardizing their health and welfare, or in other circumstances where action must be taken to ensure an individual’s health and welfare.  However, ANCOR believes that the rights of the worker(s) must also be taken into consideration.

ANCOR Recommendation:  ANCOR urges CMS to also include the following language as another example for involuntary disenrollment:  The State may wish to involuntarily disenroll the participant in order to ensure that workers are not subject to violation of law such as a ‘Hostile Work Environment’, Discrimination or a violation of other rights protected by the Fair Standards Act, Family Medical Leave Act, or other federal or state labor laws and regulations. 

Page 3554  and Section 441.468 Service Plan Elements:  The agency states that each State must develop procedures that govern how participants could save an amount of their monthly budget to purchase these items and how and at what intervals the State would recoup funds that were not spent according to the purchase plan.  ANCOR believes that States submitting application for the Self-Directed should adopt procedures to recover funds that individuals do not need.  This might happen, for example, if an individual were hospitalized, disenrolled, or had saved money not designated for a particular purchase.  Individuals should be advised of the state’s policy for recoupment to help them avoid losing funds that may be saving for a legitimate purpose. 

ANCOR Recommendation on Recoupment of Funds:   ANCOR believes that the rule should also include the following statement:  Each State will be required to develop a methodology for the timely recoupment of unused funds.  All unused funds are to be reinvested into the delivery of services and supports through the State Self-Directed Personal Assistance Plan.”
Page 3557 and 3558 and Section 441.484 Financial Management Services: The 50 percent reimbursement for the cost of financial management services is inadequate when an individual elects to co-employ through  ‘agency with choice’ or ‘provider of choice’ model.  This relationship is not purely administrative. Under co-employment the participant may delegate some of the functions for which he/she believes they lack expertise or skill to manage—such as recruitment, initial and on-going training and the identification and management of emergency back-up services.  A participant may prefer ‘agency with choice’ or ‘provider of choice’ where a language and/ or cultural barrier exists or where their health may be deteriorating.  ‘Agency with choice’ and ‘provider of choice’ assists a consumer to transition from a traditional model of support to a more self-directed model and visa versa.  ‘Agency with choice’ and ‘provider of choice’ is the preferred model of support for many participants and must be adequately funded to honor that expressed preference and to ensure that it remains a viable option. 
ANCOR Recommendation on Reimbursement Rate for Specific Financial Management Services:   As with other Medicaid program supports and services, ANCOR recommends that ‘Agency with choice’ and ‘provider of choice’ should continue to be funded at the same rate as the current state FMAP rate. 

 
Section 441.460 Participant Living Arrangements

As previously mentioned, ANCOR believes that the policymakers involved in the drafting of this section were unaware of the unintended consequences of excluding some people with disabilities from enrolling in self-directed PAS state option services because they reside in a home or property that is owned, operated, or controlled by a provider of services, who is not related to the individual by blood or marriage.  Given the current housing crisis in which people with significant disabilities who rely on SSI cash incomes must spend their entire SSI income plus more on housing, the statutory restrictions are unrealistic as well as discriminatory. 

There are many instances where providers of services assist people with disabilities in locating housing.  We are aware of participants who ask service providers to co-sign leases in order to obtain adequate and accessible housing.  There are service providers who have separate housing corporations not controlled by the service provider nor share the same governing structures.  It would appear inconsistent with the goals of choice, empowering beneficiaries, and self-directed services, if individuals with disabilities could not choose their living arrangements as well as their providers of supports and services? Do these situations meet CMS’ definition of controlled by a provider?   

ANCOR Recommendation:  ANCOR recommends that CMS adopt the meaning of control ANCOR as that which follows the IRS definition of ‘unrelated parties’ to define lack of control.  ANCOR urges CMS to clarify that controlled by does not include instances where there is a bona fide tenant-relationship that meets local and/or state tenant law.
Page 3555 and Section 441.472  Budget Methodology:  ANCOR supports the state establishing its budget methodology per the proposed rule. There are several states that have allowed 1.5 to 2 times the monthly service fee for startup costs are because they recognize the workload required at that time and to limit constant switching from FMS to FMS in states where there are options for FMS providers.  ANCOR is aware of lessons learned from other states and makes the following recommendation in order to provide incentives. 
ANCOR Recommendation: ANCOR recommends that States pay the counseling/fiscal agencies a high monthly payment starting when an individual enrolls in the program, even though the individual was not yet receiving an allowance or using bookkeeping or counseling services regularly.  Thereafter, the state should make a one-time payment after the spending plan is developed, then pay a monthly fee after the individual starts the allowance.  In its Cash and Counseling program, Arkansas found that this mechanism gave the counseling/fiscal agent an incentive to help the individual complete the spending plan and reduce the state’s costs for fiscal agent and counseling services.

Section 441.484 Financial Management Services: Under section 1915(j) (6) of the Act, States may employ a financial management entity.” If choice and control are the foundation of Self-Direction, then it is the individual who should hire the FMS not the state.  This should give rise to multiple providers, increased choice and quality services for participants. 

ANCOR Recommendation for Section 441.484 (c):  ANCOR recommends an additional function to the list of functions that a financial management entity must provide, but is not limited to—add the following after (c)(2), to include another separate function: maintain a separate account for each participant’s budget.

ANCOR appreciates this opportunity to comment on the proposed rule to an exciting new option for many people with disabilities to self-direct their own supports and services.  If you have any questions on the above comments, please contact Suellen Galbraith (703-535-7850, ext. 103 or sgalbraith@ancor.org).

Sincerely,

Suellen Galbraith

Director for Government Relations

ANCOR

1101 King Street, Suite 380

Alexandria, VA 22314-2944
