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The People First Waiver 
 
The New York State Office for People With Developmental Disabilities (OPWDD) and the 
New York State Department of Health (DOH) are developing an application to the federal 
Centers for Medicare & Medicaid Services (CMS) for a new 1115 research and 
demonstration waiver to develop and test significant programmatic and fiscal 
improvements to the developmental disabilities service system. This waiver, known as the 
People First Waiver, will provide a timely opportunity for New York to further advance 
principles of quality, choice, and community as the core elements of service delivery while 
modernizing fiscal and administrative operations to ensure sustainability for years to 
come.  
 
Gathering Initial Impressions 
 
The process of redesigning the service system to deliver high quality, personalized care in 
more responsive, efficient, and accountable ways is a significant undertaking that requires 
the ideas and input of many parties. Over several months, OPWDD will work with 
individuals with developmental disabilities, family members, service providers, key State 
agency leaders and staff, and outside experts in health care and long-term care to design 
critical elements of the new service system needed to deliver the stated goals of the People 
First Waiver. This process began in April 2011, when OPWDD Commissioner Courtney 
Burke traveled around the state to meet with individuals with developmental disabilities 
and family members. These “listening sessions” occurred at seven locations across New 
York State, and more than 270 people took time out of their day to share their thoughts 
with Commissioner Burke. During these sessions Commissioner Burke invited comments 
around four questions and listened as people told her of their experiences in the service 
system and their desires for the future. The questions that shaped these conversations 
were:  
 

1. What is working well for you? 
 

2. If you could change one thing about the way OPWDD supports you, what would it 
be? 
 

3. How can OPWDD empower people to lead a fulfilling life? 
 

4. How can we best determine individuals’ needs and allow that understanding to 
drive the “right” level of support for that person? 

 
This report summarizes the comments heard during these listening sessions and will be 
used to shape the final design of the People First Waiver and the future service system.  
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Question #1 
What is working well for you? 
 
Family Support Services 
There was broad consensus that Family Support Services (FSS) remain essential to helping 
families of individuals with developmental disabilities enjoy a positive, rewarding life. 
From making recreation programs available to a child with a disability to providing respite 
from the demands of caring for their loved one, supporting families where and how they 
need support is one of the most valued services OPWDD offers. Family members told us:  
 

“FSS is essential to provide kids with recreation programs. The recreation 
programs lead to friends.” 
 
“FSS works well. My sixteen-year-old lives at home. He goes out into the 
community and we can give time to his siblings.” 
 
“FSS has been wonderful. The sibling workshops have been priceless.” 

 
Parents told us that families need support managing the needs created by their child’s 
disability and that often, just a little help can make a huge difference. They said that 
keeping their children in their homes improved everyone’s life, and that FSS needed to 
remain flexible to provide different kinds of supports for different family situations. They 
also repeatedly requested support for connecting to other families of children with 
developmental disabilities. Families do the best job supporting their loved one, we were 
told, and family-to-family connections can be a critical lifeline, enabling families to help 
each other.  
 
Consolidated Supports and Services (CSS) 
Across the state, it was clear that CSS is allowing a level of independence and control that 
has improved the quality of life for many individuals. Many attested to the benefits of being 
able to hire their own staff and pay them appropriately and told of living more inclusive 
lives with greater choice and opportunity. Two parents offered these specific comments: 
 
 “My daughter has been in CSS since she was six. I have seen enormous growth in 

her. It is great not to have to deal with all the agency rules and regulations. It is 
about her, and it is working.” 

 
 “My 32-year-old son received no services before age 25. He now has CSS and has 

choice and meaningful relationships.” 
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But, we also learned that CSS, for all its benefits, can be difficult to implement. Some 
parents and individuals reported the need to make it more widely available and allow 
people to hire members of their families as their support staff. They asked that CSS offer 
greater flexibility to accommodate changes in people’s service needs and to work in 
combination with other services.  
 
Residential and Day Services 
In every region of the state, families reported the positive impact of residential services and 
day services on the lives of their loved ones. People described how their children were 
experiencing life in the community, meaningful activities, and employment. We heard: 
 

“Community habilitation services have helped maintain a normal life for the entire 
family.” 
 
“Residential services, day habilitation, and supported employment are working well for 
my son. He now has a life in the community. Before, he was in an institution.” 
 
“My daughter loves her sheltered workshop. It works well for her because she has 
great difficulty being in the community.” 
  

At the same time, we learned that growing waiting lists for residential services are a major 
concern for many, that parents whose children are still in school fear the unavailability of 
residential services when their children reach adulthood, that day habilitation programs 
are sometimes not available, and when they are, their services are not always 
individualized to meet each person’s unique learning needs. We were told that expectations 
around work are too low, that employment should be the first option for all those who 
want to work, that working even a few hours each week can dramatically change 
someone’s self image and their life, and that more pre-vocational services are needed to 
prepare people for work.       
 
Medicaid Service Coordination (MSC) 
Commissioner Burke also heard many comments about MSC and the central role it plays in 
keeping people connected to their communities and the services they need. She learned 
that a service coordinator is often a consistent, trusted advocate who people come to rely 
upon for stability, especially as life brings its inevitable twists and turns, and needs change. 
Many people also voiced concerns over recent changes in the MSC program and how 
diminished MSC visits might impact the lives of individuals. Some called for better 
information for MSCs, better pay, and MSC training that is consistent among agencies and 
available to family members as well as service coordinators.  
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Question #2 
If you could change one thing about the way OPWDD supports you, what would it be? 
 
Commissioner Burke heard many answers to this question, specifically, answers related to 
improvements to specific service types or service coordination to increased funding and 
system oversight and quality.   
 
Services 
Comments related to services frequently expressed concerns for continued funding and 
availability of services. These comments were most often pertinent to Family Support 
Services, residential services, as well as day habilitation, pre-vocational and supported 
employment services. Beyond these fears, however, OPWDD received many thoughtful 
comments about particular aspects of its service system that families and individuals have 
found need improvement. Their experience indicates the following:  
 

Family Supports 
 Families need to connect to each other. One of the most important things 

OPWDD could do to support families of individuals with developmental 
disabilities would be to help this happen.  

 Families and individuals need assistance in managing behaviors. Family 
members of individuals who live at home, staff in group homes, and respite 
workers need appropriate training related to managing and intervening in 
challenging behaviors so that individuals can live at home, attend respite and 
be better served in residential settings.  

 Families need crisis services that will provide a place for a loved one in crisis 
so that individuals have an appropriate place to go rather than the 
emergency room or local psychiatric hospital, where their needs are not 
understood.  

 
Residential Services 

 Some parents described how their children had to be served in other states 
and other communities and expressed their desire to access services in their 
own geographic areas.  

 Residential services need to offer a wider range of support, providing lower 
levels of staffing at less restrictive settings and moving away from “cookie 
cutter” services that can be overly restrictive for some residents.   

 Concerns for safety often trump quality of life considerations, leaving people 
safely idle and unengaged in the community or any meaningful activity. 
Resulting boredom, in some instances, has lead to increased behavioral 
challenges such as self injury and a need for increased medication. 
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Service Planning &Coordination  

 While those who receive person-centered planning enjoy services designed 
around their unique needs and ambitions, many people in the service system 
still do not receive this level of individualized service planning. All 
individuals require access to person-centered planning. 

 Transitioning from school systems to adult services remains a difficult time 
for individuals and families as many who have been served solely by school 
districts prepare to enter the OPWDD service system for the first time. 
Assessing individuals’ needs for adult services and preparing them and their 
families for navigating the OPWDD and ACCES-VR (vocational rehabilitation 
service system) requires improved support from school districts that are 
knowledgeable about adult services.  

 Medicaid Service Coordinators need to make a person’s goals relevant. 
Having positive relationships in life may be more important than someone 
developing a particular skill. 

 
Equity of Access to Services 

 People who are medically involved often experience limited options for 
community inclusion. For them, finding a way to support engagement in the 
community is an important system change that is needed. 

 People with the fewest needs are easier to serve and sometimes receive 
services when those with the greatest needs are not. 

 In addition, many people expressed their desire for more equitable access to 
services across the state, noting that where one lives should not dictate the 
services available. Presently, people residing in the rural areas of the state 
have more limited service opportunities, and more individualized options 
like CSS are not available equally across the state. 

 
Quality and the Workforce 
Many parents and individuals commented about the importance of the direct support 
workforce in the quality of the service system. Training staff to respect individuals and 
understand and meet their needs is foundational to a quality system. In addition, they told 
us that OPWDD needed to check the background of direct support staff, and the call for 
improved pay that would more appropriately reflect the value of direct support work was 
heard in every session. Many called for improved accountability and oversight of the 
workforce and better protections for people who are unable to protect themselves. Some 
specific comments included: 
  

“Staff need to be trained in person-centered supports before they work with 
individuals.” 
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 “Staff need training in abuse prevention.” 
 
 “OPWDD needs a special victims unit to help the special needs victims. Agencies 

need training in how to assist the victim” 
 
 “I fear the budget cuts will mean changes in staff for people who need 

consistency.”  
 
 “We must value the direct support professionals more. They are the moms and 

dads for the people they serve.” 
 
 “A comprehensive approach to quality is needed rather than one solely focused 

on incident reporting.” 
 
 “Too much reporting takes time away from the people being served.” 
 
Fiscal Support  
Many people expressed grave concern for the future fiscal support of the service system. 
These comments focused primarily on two concerns: the impact of budget cuts on future 
services and the desire to see funding used more directly to support people. Many people 
voiced concern that day and residential services would not be available for their children 
when they leave high school or are ready to move out of the family home. Others said they 
wanted to know where the funds come from that support their child’s services and how 
they are used by provider agencies for those services. And still others said people receiving 
services should be able to take the funds that pay for their services to different service 
providing agencies of their choice.  
 
In addition, parents noted that some of the more individualized and empowering services 
(CSS, supported employment) are supported by lower reimbursement rates and therefore 
are less attractive to service providers.  
 
Finally, families told us the reliance on Medicaid funding for all services has meant the 
system is less flexible and more limited by rules regarding what services can be provided 
and how they can be delivered. In some instances, parents described how Medicaid rules 
meant services were no longer as responsive to individual needs as they once were. 
 
 “Using Medicaid has meant billing only for one service per day so that my 

daughter needs to take another day for a second type of therapy and cannot 
go to work another day. This means she has to stay home in a residence 
where she is the only verbal person. This has caused depression and a need 
for medication.” 
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Question #3 
How can OPWDD empower people to lead a fulfilling life? 
 
Individuals and family members had many good ideas for how New York State can better 
empower people with developmental disabilities to live rich and fulfilling lives. Increasing 
the role of family members and individuals within the service system clearly topped the 
list. Commissioner Burke heard comments such as: 
 
 “Give parents more than a token role in decisions.” 
 
 “All trainings should have self advocates and individuals with developmental 

disabilities present.” 
 
 “You need to really listen to the people who receive services.”   
 
 “Listen to families and engage them. They know what is needed.” 
 
Beyond providing a louder voice for individuals and families, she heard calls for the 
following empowering measures: 

 
 Increase flexibility and choice.   

 
“Siblings at home are the best persons to work with individuals. People need the 
freedom to hire whoever they want to hire. A brother working with a sibling can 
be the light of that person’s life.” 
 
“It boils down to providing opportunities for choice – whether it is a workshop a 
day hab, or a volunteer opportunity in the community.” 
 

 Maximize the talents and capabilities of those we serve. 
 
“Helping people to do whatever they can do will empower them.” 
 

 Training – Give people opportunities to prepare for community living, to learn 
important basic skills such as cooking, banking, shopping 

 
“The more you can do, the more confident you are.” 
 

 Increase opportunities for self direction, with easier access to self direction. 
 
“Make CSS less overwhelming. Streamline the process.” 
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 Provide advocacy and assistance and training in navigating the system. 

 
“Keep educating people about service options and providing choices.” 
 
“We need someone from the State to be an advocate – to help families navigate 
the system.” 
 
“Many families don’t know who to talk to or how to get information. It takes a lot of 
work to find things out.” 
 
“Helping people network is essential to empowering them.” 
 
“All DDSOs need to have parent groups. It helps a lot.” 
 

 Provide personalized services and more meaningful community activities.  
 

 Empower direct care staff with better training and pay. 
 

“Staff are everything to families.”  
 

 Increase opportunities for employment with equal pay.  
 

 Keep OPWDD a distinct agency. 
 

 Establish centers of excellence in service delivery and facilitate replication. 
 

 Promote acceptance of the differences in all people. 
 

“Peers must learn from a young age that there are differences in all of us.” 
 

Question #4 
How can we best determine individuals’ needs and allow that understanding to drive 
the “right” level of support for that person? 
 
As OPWDD makes its services more personalized and uniquely responsive to each 
individual’s unique needs, the manner of assessing someone’s needs becomes critical in 
providing appropriate care. At the listening sessions, self advocates and family members 
reiterated their own key role in identifying a person’s needs and then went to make the 
following comments and suggestions: 
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 Disability Determination Packages (DDPs) are deficit-based. Instead, we should 

focus evaluations on what a person can do. Make assessments asset-based. 
 Communicate with the education system so that OPWDD services are based on 

all the knowledge of a person’s abilities and can be prepared for the “tsunami” of 
need that lies ahead. 

 Recognize that you can determine someone’s desires even if he or she is 
nonverbal. Observe their preferences, their likes and interests, and build on 
those.  

 A support intensity scale would allow for a wider scale of supports.  
 Diagnoses or lack of diagnosis currently determines the services received.   
 DDPs are not accurate. An accurate assessment of need could liberate some 

people from restrictive settings. 
 There needs to be a way to reassess older people using new tools. 
 

Next Steps 
 
Allowing the expressed needs and recommendations of those we serve to continuously 
inform and direct the process of designing the improved service system is imperative. Over 
the course of the summer months, the People First Waiver will take shape as the waiver 
Steering Committee and various design teams explore key areas of service design and 
delivery, funding, and system administration. Each member of the People First Waiver 
Steering Committee and each design team leader will receive copies of this listening 
session report so that this “pulse” of those who receive OPWDD services will guide their 
work. As the teams begin exploring their distinct areas of concern, OPWDD will provide 
additional opportunities for individuals, family members, and other interested parties to 
submit comments, suggestions, and ideas for improving the service system under the 
People First Waiver. Each opportunity will be promoted on the People First Waiver Web 
page (www.opwdd.ny.gov/2011_waiver) and directly provide the design teams with up-to-
date input from those we serve. The feedback collected through these measures will be 
summarized and made available for the public on this site, as well.  
 
Commissioner Burke extends her sincere thanks to all who participated in the listening 
sessions. Their honest assessment of the services OPWDD currently provides supported a 
critical first step in developing the People First Waiver and has helped to clarify the work 
ahead. It will serve as a valuable point of reference as the People First Waiver Steering 
Committee and design teams craft a system that responds to what we’ve learned.   
 


