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Dear Colleagues: 
 
The National Resource Center for Participant-Directed Services (NRCPDS), our State 
Members, as well as interested Members of the National Participant Network (NPN) 
thank you for the opportunity to comment on the Advanced Notice for Proposed 
Rulemaking (ANPRM) pertaining to 42CFR Part 441, “Medicaid Programs, HCBS 
Waivers.” We applaud CMS for this stakeholder input process and for proposing 
critical steps to allow increased choice, control, and community integration for HCBS 
waiver participants. Overall, we believe that the proposed changes would provide 
benefits similar to those of the 1915(i) regulation while minimizing administrative 
burden and avoiding restrictions related to income and services. In this context, the 
following comments are provided to identify areas that will require specific attention 
and appropriate planning in order for the intended outcomes to be attained. 
 
This document was created as a result of input received by NRCPDS State Members, 
interested NPN Members, and NRCPDS staff. NRCPDS State Members play an 
integral role in ensuring that the NRCPDS’ services, research, and public policy 
efforts are reflective of the needs of States developing or enhancing participant 
direction options. The NPN is a network of self-direction participants from across the 
country seeking to expand the participants’ voice and role in the design and 
improvement of participant direction. Comments include the viewpoints of NRCPDS 
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staff and consultants who have had direct experience providing technical assistance to 
States creating and/or modifying HCBS waivers to meet federal requirements. This 
document, in its entirety, has been disseminated and reviewed by the above NRCPDS 
constituents. Once again, we would like to thank you for the opportunity to comment 
on this ANPRM. We look forward to future opportunities to provide input on this 
topic as well as other topics that impact States’ ability to expand choice and control 
for people who require long term supports. If you have any questions about the 
content of this document, please do not hesitate to contact us. 
 
 
Sincerely, 
 
 
Kevin J. Mahoney, Ph.D. 
Director 
National Resource Center for Participant-Directed Services (NRCPDS) 
kevin.mahoney@bc.edu 
617-552-4039 
 
 
William A. B. Ditto, MSW, LSW 
Public Policy Committee Chair 
National Resource Center for Participant-Directed Services 
Director, New Jersey Division of Disability Services  
William.Ditto@dhs.State.nj.us 
609-292-7800 
 
 
Lynn MacDonald, BS, LSW 
Member of the Core Participant Leadership 
National Participant Network 
arcarclm103@yahoo.com 
651-225-4963 
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A. Removing Regulatory Barriers to Designing HCBS Waivers Based on 
Needs Rather than Diagnosis or Condition 
 
The importance of a voluntary option. 
While we support the concepts described in the June 22, 2009 Advanced Notice for 
Proposed Rulemaking (ANPRM), we would like to emphasize the importance of its 
voluntary nature. There are potential inadvertent consequences that may actually 
hinder the intended outcome (more choice, control, and community integration) that 
may surface if this rule change is forced upon States or if States make the decision to 
combine populations without fully understanding its impact. A few of the potential 
implications are described in more detail below. 
 
The impact on flexibility and minimizing administrative burden.  
The ability to combine or redefine HCBS waiver target groups allows States a great 
deal of flexibility to support individuals with diverse functional needs. People in need 
of HCBS services face extensive barriers on a daily basis that are only exacerbated by 
administrative silos. This approach allows States the opportunity to transform their 
systems to be more person-centered while also minimizing administrative burden. 
More specifically, to combine oversight and management of waivers might serve to: 1) 
reduce administrative costs (with the potential to shift funding from administration to 
services); 2) coordinate and utilize resources more efficiently (particularly in data 
collection and analysis); 3) develop continuity in operations; and 4) eliminate 
duplication. Further, this coordination should be felt at the participant level by 
reducing community confusion, increasing access, and enhancing and improving the 
eligibility determination process. Administrative simplification would be especially 
appealing in the areas of quality management and improvement as well as when 
combining participant-directed waiver infrastructure (such as financial management 
services and consultant/support brokerage services) across populations.  
 
While acknowledging these benefits, a concern does exist that the decision whether or 
not to combine HCBS target groups will be made based solely on benefit of 
minimizing administrative burden. It is strongly recommended that States be 
encouraged to make well-informed decisions in light of the potential benefits as well 
as indirect consequences. Access to technical assistance (and possibly a mini-self 
assessment process) that allows States to determine the impact of decisions appears 
important.    
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Ability to design services based on need rather than diagnosis.  
Since States often do create service packages that are reflective of the aggregate needs 
of a population served by a particular waiver, it is clear that allowing States to 
combine or redefine waiver populations will provide waiver participants with the 
opportunity to seek services previously unavailable to them. Such access could 
provide individuals with the ability to leave institutions and/or remain in their own 
home or a community setting of their choice. This may bring States one step closer to 
addressing requirements associated with the Olmstead Decision. Because 
“comparability” may lead some participants to access more costly (albeit much 
needed) services previously unavailable to them (e.g., an elder seeking a service 
previously allocated to only adults with developmental disabilities), there is a potential 
to increase individual costs in the short run. While the long term benefits of this 
approach are evident, such implications may need to be considered within cost 
neutrality methodologies. 

 
Impact on ability to serve those requiring institutional level of care.  
As mentioned above, providing individuals with a broader array of service and 
support options will allow more individuals to leave or avoid institutional care. Even 
so, it is unclear what result this option will have on target groups already experiencing 
waiting lists for services. Also, States’ prioritization process for providing support 
among target groups previously served under different waivers would need to be 
explored. If cost neutrality expectations remain unchanged, it is unclear how States 
will prioritize the use of funding to avoid some groups having less (and others more) 
due to assumptions embedded in level of need and cost determinations. For example, 
will an individual with a level of functional need comparable to an elder requiring 
personal care not receive support in lieu of another individual requiring more costly 
services (e.g., services often associated with supporting people with developmental 
disabilities)? This could have the inadvertent effect of forcing some individuals with 
lower functional needs (and associated costs) to go without services or even enter an 
institution.  
 
On the other side of the spectrum, it is also unclear whether or not the potential for 
some participants to access more costly services in the community will provide a State 
disincentive for deinstitutionalization. States are already experiencing significant fiscal 
challenges, and the potential for rising community support costs may deter some 
States from actively pursuing diversion or transition efforts. This underscores the 
need for States to contemplate the potential benefits and challenges that may 
accompany combining or redefining target populations. The provision of technical 
assistance may be critical to assist some States to adequately weigh the pros and cons 
of this decision and to plan for methods to address unintended outcomes. If done 
systematically and in a well planned manner, combining populations may in fact 
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provide services and supports that allow individuals to transition to or remain in a 
home or community setting of their choice.  

 
Addressing cost neutrality.  
While it is clear in the ANPRM that it is the division between target groups (not the 
level of care often associated with each target group) that acts as the barrier to serving 
more than one population in a waiver, there are still some concerns related to the 
impact this change may have on cost neutrality. Many States already determine the 
plan of care based on functional level, not diagnosis. Even in these circumstances, 
reporting on cost neutrality associated with more than one level of care setting (e.g., 
ICF-MR, nursing homes, hospitals, specialized nursing facility, etc.) can make 
determination of cost neutrality extremely difficult and burdensome. A new cost 
neutrality calculation may be required for this proposed rule change to be effective. As 
mentioned previously, it is also important for States to consider the short term cost 
implications associated with waiver participants having access to higher cost services 
that were previously unavailable to them. States may require guidance and technical 
assistance on new methods of calculating waiver costs when combining populations in 
order to ensure that cost neutrality requirements are met. We also respectfully request 
CMS colleagues and federal legislators to assess the benefits of re-engineering or even 
de-linking institutional and community based supports all together. Legislative change 
would be required in order to be truly responsive to the Olmstead decision.  

 
Potential needs for technical assistance.  
As mentioned above, States may benefit from CMS guidance and related technical 
assistance when contemplating combining or redefining waiver populations. More 
specifically, technical assistance (potentially in combination with the provision of a 
self-assessment tool of some sort) may be warranted to assist States to identify how 
this change may impact: waiting lists, assessment procedures geared to specific target 
groups, infrastructure and capacity of case managers and providers, service 
definitions, opportunities for streamlining or modifying infrastructure, and cost 
neutrality methodologies. States may benefit from technical assistance on the process 
of consolidating services across populations in order to weigh the decision on whether 
to combine 1915(c) waivers or to opt for a 1915(i). Potential areas for technical 
assistance and/or training to encourage a more person-centered planning process 
include: ensuring assessments and the development of plans of care are truly 
functionally-based and person-centered; providing the option for participants to self-
direct; and sharing resources and strategies to support individuals with a wide range of 
needs. 
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B. Home and Community Based Characteristics 
 

Impact on States if required to define “home and community.”   
CMS is applauded for its attempts to encourage more person-centered home and 
community settings that meet the needs of individuals rather than providers. This 
proposed change in rules would require States to take a closer look at how they are 
defining “home and community” to ensure more traditional, institutional-like 
environments are not being inappropriately labeled home-like settings. What is 
provided below is a list of topics that CMS and States should consider when defining 
“home and community.” 
 
Ensuring informed choice as an important part of the equation.  
In order to be truly person-centered, participants need to: 1) be well-informed of their 
community options and 2) have real access to those options. The comments below 
are made based on the assumption that participants are well-informed of their choices 
and have meaningful access to a wide range of settings. It is apparent that this 
fundamental requirement still does not exist in many places. Ensuring participants are 
well-informed of existing community based options (rather than just the options 
providers or other stakeholders feel are most appropriate) is required in order for the 
creation of home and community settings that are truly participant-driven. 
 
The potential to actually decrease choice. 
The ANPRM clearly communicates a CMS interest in creating consistency in “home 
and community” criteria across HCBS waivers and the Money Follows the Person 
(MFP) DRA initiative. Some States have faced challenges applying the prescriptive 
definition of “home and community” found within the DRA MFP initiative, which 
has actually led to restrictions in participants’ choice of community setting. If the 
intention is to expand choice, it is important for States and CMS (in its approval 
authority) to avoid assumptions pertaining to the “right choice” in home-like settings 
for participants. It appears important to create criteria to ensure all settings are 
person-centered (not provider-centered) without automatically eliminating a specific 
environment of interest to participants (e.g., assisted living). From the participant 
perspective (voiced by the NPN), it will be critical to allow individuals the flexibility in 
settings based on their needs at any particular time. For instance, an individual leaving 
an institution may at first seek an apartment, but later may decide that an assisted 
living environment is needed until he or she is able to develop more skills. It will be 
important to examine the implications of the lessons learned from the MFP initiative 
as well as seek HCBS participants’ views on their needs before defining “home and 
community” settings. 
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The potential impact on existing waiver participants receiving services. 
If  careful determination of what constitutes “home and community” leads to the 
elimination of one or more settings currently financed through HCBS waivers, it is 
important to understand the impact on and plan for the needs of those currently 
supported in these environments. We would strongly oppose making an individual 
ineligible for a waiver because his/her residential setting was reclassified as being 
institutional. Furthermore, in many States, a person in an HCBS waiver residing in a 
less home-like setting (e.g., assisted living or a group home) has other HCBS 
community based service options such as supported employment or adult day 
supports. It could be detrimental to remove or restrict waiver services because the 
residential setting is not optimal or redefined. An example is provided by the 
NRCPDS’ National Participant Network (NPN), a network of self-direction 
participants who were asked to comment on the potential impact of the ANPRM. 
One individual voiced this concern as it relates to foster homes. Foster homes are 
considered a “licensed” setting in her State and licensed settings are no longer eligible 
for participant direction. This NPN Member would like to see the homes of foster 
parents included in her State’s definition of “home and community” to allow 
individuals the option to self direct. 
  
The potential impact on de-institutionalization. 
There is a concern that in a climate of significant State budget deficits and waiting 
lists, a more stringent definition of what constitutes a home and community based 
setting may in fact serve as a means to reduce eligible participants, limit enrollment, 
and serve as a disincentive to moving persons out of larger institutional settings. 
Although a larger group home or assisted living residence may have institutional 
characteristics, it also may be a preferable environment to some over a nursing facility 
or State hospital. While we recognize the importance of making changes to truly 
ensure more home-like settings, we are cognizant of the potential unintended 
consequence this may have on de-institutionalization. States should develop concrete 
plans to avoid negative outcomes.     
 
Strategies for seeking stakeholder input on defining “home and community.” 
When attempting to define “home and community” characteristics, States should be 
required to implement transparent stakeholder involvement processes that include 
actual recipients of HCBS services, their caregivers, as well as their advocates. Some 
States already have extensive stakeholder input requirements as part of their 
rulemaking process, and these States may be able to provide good examples and 
lessons learned. Effective strategies for stakeholder involvement would include: 
seeking input from existing advisory or participant involvement groups at the State 
and national level; holding conferences, town hall meetings, and/or public forums in 
easily accessible locations; using low cost and accessible technology (e.g., 
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teleconferences, web casts, and social networking websites; as well as tapping into 
existing constituency-driven networks and associations that reach across disability and 
age groups. It would be beneficial to “go to” participants in “home and community” 
settings to understand what they determine to be meaningful characteristics associated 
with choice in control (assuming a safe environment for frank conversation can be 
created). CMS should adopt similar stakeholder input mechanisms that will be 
required of States when developing their own guidelines for approving States’ 
definitions. 
 
Strategies to enhance use of home-like “home and community” settings.  
In principle, we agree that a move toward home-like settings for all persons is a 
positive and desirable outcome.  Even so, concerns exist among States pertaining to 
the financial viability of smaller settings. Concrete solutions which take into account 
existing market-based incentives as well as housing and personnel shortages need to 
be identified. Community settings face tremendous housing and staffing shortages 
already and will need adequate time to meet the growing need. Participant direction 
opportunities should play an extensive role in shifting purchasing power to individuals 
seeking home and community supports rather than providers. We would suggest that 
a measured approach be implemented by States and supported by CMS, such as a plan 
that demonstrates how movement will be made toward reducing residential setting 
size and/or improving home-like residential characteristics within waivers. Providers 
will need the ability to work within a reasonable timeline that will allow for successful 
downscaling and creation of innovative, person-centered approaches that are 
customer focused.  
 
Potential needs for technical assistance.  
As more and more people seek person-centered community settings, having access to 
participant-directed services and supports will be critical. States should have technical 
assistance available to help them determine ways in which participant direction 
models can transform provider-driven settings into participant-driven settings. More 
specifically, technical assistance may be needed in the following areas: to determine 
the appropriate infrastructure to support participant direction, to encourage a shift in 
the paradigm from a provider-driven to a participant-driven service model, to create 
and implement person-centered planning and assessment processes, and to create 
quality and monitoring systems that are participant-focused. To ensure States are 
including participants, caregivers, and their advocates in determining criteria for 
“home and community,” many States will require technical assistance on meaningful 
and effective stakeholder engagement processes, including the implementation of 
processes that are transparent and accessible. Finally, States should have access to 
technical assistance that will help them create a measured process for defining “home 
and community” settings to minimize unintended negative consequences. 


