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Disability Advocates Defend Their Freedom in Albany Today 
 
(Albany, NY) – Over 250 disability advocates are in Albany today to make their voices heard on the redesign 
of New York’s Medicaid system. The disability community has recommended several policy changes to 
comprehensively reverse Medicaid’s current institutional bias in favor of responsive and fiscally responsible 
home and community based care. If adopted, these recommendations would result in $1 billion in long term 
care Medicaid savings over five years.  The full proposal prepared by the New York Association on 
Independent Living (NYAIL) and the Center for Disability Rights (CDR) is available on our website at 
www.ilny.org.   
 
Disability advocates are concerned about the impact the implementation of the Medicaid Redesign Team’s 
proposals, as included in the 30 day amendments to the Executive Budget, will have on the availability of the 
essential community based services and supports people with disabilities rely on to maintain independence in 
the community. The New York Association on Independent Living, New York State ADAPT, and the Consumer 
Directed Personal Assistance Association of New York State are coming together today to ensure our voices 
are heard by Governor Cuomo and the State Legislature, as they negotiate the state Medicaid budget.  “We 
are concerned about the impact of proposed Medicaid system changes and cuts on people with disabilities and 
older New Yorkers,” said Melanie Shaw, Executive Director of the New York Association on Independent 
Living.  “As Governor Cuomo recently noted, the State has a responsibility to protect its most vulnerable 
citizens. The State can promote the independence and integration of seniors and people with disabilities by 
shifting services from institutions to community based settings, taking advantage of federal health reform 
incentives that support home and community based services, and transitioning from a medical model to a 
consumer directed model of care.”   
 
Disability advocates are particularly concerned about the impact of a global spending cap on services for 
people with disabilities and older New Yorkers. The proposed Budget gives the Executive, through the 
Commissioner of Health, the ability to develop without Legislative or public review savings plans that could 
have serious unintended consequences for Medicaid beneficiaries and their access to services. In the current 
year, the Medicaid Redesign Team left approximately $640 million in “unstructured” savings still to be 
determined.  Going forward, Medicaid spending is capped at 4% growth. “What’s most troubling about this 
proposal is the fact that the Executive's authority to achieve savings is relatively unfettered and could result in 
rate cuts, benefit reductions and utilization controls, said Bruce Darling, Organizer for ADAPT and NYAIL and 
CDPAANYS Board Member.  “It’s completely unclear as to whether serious actions like benefit reductions will, 
or must, be reversed should spending stabilize.  This could have devastating consequences for people with 
disabilities in New York State”  
 

http://www.ilny.org/


In addition, the proposal to change the existing personal care benefit by implementing management and 
utilization controls for high users, as determined by the Commissioner of Health, and capping Personal Care 
Level I (housekeeping services) at eight hours could have devastating consequences for New Yorkers with 
disabilities. DOH would be given authority to set what it considers to be a reasonable amount of hours using 
special utilization controls.  “This was not a recommendation voted on by the Medicaid Redesign Team and we 
strongly oppose any curtailment of personal care for people with higher health needs,” noted Susan Dooha, 
Executive Director of the Center for Independence of the Disabled in New York.   
 
Medicaid managed long term care, under the MRT’s recommendations and the Governor’s 30 day 
amendments, is the primary solution to the increased costs of long term services and supports.  Disability 
advocates are concerned that mass enrollment in MLTC, a system with built-in financial incentives to serve 
those people who do not have significant disabilities, will limit access to much needed care for those 
individuals with the highest needs.  “We do not believe Managed Long Term Care is the best solution to the 
State’s fiscal problems, but if MLTC is expanded, the right of individuals with disabilities to live in the most 
integrated setting must be ensured, and people must be informed of their right to receive services in the 
community,” said Maria Dibble, Executive Director of the Southern Tier Independence Center in Binghamton 
and Chair of NYAIL.  
 
In addition, the Consumer Directed Personal Assistance Program (CDPAP) must be carved out of Managed 
Long Term Care. In this unique model, the consumer (or their designated representative) recruits, hires, trains, 
and disciplines the direct care worker, eliminating the cost of nursing visits, training programs, coordinators and 
case managers. CDPAP direct care workers are permitted to carry out certain health related tasks, such as 
medication administration and catheter care, which normally require higher level, higher paid personnel. A shift 
of these cost effective CDPAP services to MLTC threatens to deprive people of their necessary personal care, 
due to the higher built in costs of the managed care entity, risking higher acute care costs and hospitalizations 
from negative health consequences such as pressure sores and urinary tract infections. CDPAP in its current 
form already ensures consumer protection and promotes personal responsibilities as well as promoting 
independence. 
 
Most alarming in the Executive Budget is the missed opportunity to save $90 million annually by implementing 
the Community First Choice Option in New York State, available October 1 in this fiscal year.  “At a time when 
the State is looking for ways to save Medicaid costs, we find it troublesome that the Community First Choice 
option, an initiative in health care reform that would expand access to community based services for people 
with disabilities and save the state $400 million over five years, was not included in the MRT’s 
recommendations or the 30 day amendments to the Governor’s budget,” said Mr. Darling.  The Community 
First Choice Option allows states to create a community-based state plan service for people who are at an 
institutional level of care and provides an additional six percentage points of federal medical assistance 
percentage (FMAP) for individuals served under this program.   
 
The disability rights community is united today against harmful proposals and cuts to the services and supports 
needed to maintain freedom and independence in the community. 
 
NYAIL is a membership organization representing Independent Living Centers (ILCs), consumer-controlled, community-
based not-for-profit providers of advocacy, services and supports for New Yorkers with disabilities of all ages. NYAIL 
supports shifting state spending away from costly institutional and segregated services to cost-effective community-based 
services and supports.  
 
ADAPT is a national, grassroots, disability rights network devoted to eliminating Medicaid’s institutional bias. 
 
The Consumer-Directed Personal Assistance Association of New York State supports Consumer-Directed Personal 
Assistance contractors and users in all counties of New York State, providing assistance including, but not limited to: 
advocacy, systems change, promotion of consumer control and self determination.


