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Person-Centered Payment and Program Policies:    

Supporting Services for Individuals with Complex Needs 

Introduction and Overview:   

Over the last several years, the Office for People with Developmental Disabilities 
(OPWDD) has revamped its reimbursement methodologies for services and supports 
provided to individuals with Intellectual and Developmental Disabilities (I/DD) within the 
OPWDD service system—an effort that was benignly described as “rate rationalization.”  
The legitimate and appropriate aim of the redesigned reimbursement system was to 
standardize reimbursement for services across the field, where rates had, over time, varied 
dramatically among providers that were providing similar services to similar clients, and to 
establish more consistency in reimbursement rates within regions of the State.   

In theory, the rate rationalization process would eliminate unjustified disparities in 
levels of reimbursement among and between providers and create a predictable and more 
“rational” reimbursement methodology for services to persons with I/DD.  The goal of the 
methodology was to ensure that a provider receives, on the average, what they need to 
provide supports and services to the average client.   

Unfortunately, people with complex needs do not present 
themselves, on the average.  A payment methodology aimed at 
generating resources to meet the needs of people at or near the 
statistical “mean” inevitably fails to provide enough support for 
persons with more complex and challenging needs.  In addition, by 
calibrating reimbursement for each category of services and 
supports to satisfy average expenditures, rate rationalization 
precludes any provider from subsidizing any individuals with 
complex needs with surpluses from other service categories.   

As a result, a system that emphasizes a “person-centered” 
approach to planning for and delivering services to persons with 
I/DD is now paying for these services on a “one size fits all” basis.  The current 
reimbursement policies threaten the State’s compliance with the Olmstead principle of 
delivering care to all people in the most integrated settings and could result in re-
institutionalizing a not insignificant number of persons with I/DD—either in hospitals and 
psychiatric hospitals, prisons, jails, homeless shelters or elsewhere—due to a lack of 
capacity by community-based providers to meet their needs.   

Moreover, it’s not just about the money.  Programs that assume the responsibility 
for people with complex needs require access to unique services that may make it possible 
for their staff to provide the support that these people require.  It may also be required to 
provide some targeted regulatory relief to these providers to make it possible to maintain 
the safety of the individual and their staff. 

Despite the challenges described below presented by these individuals with the 
most complex needs, the New York Alliance for Inclusion and Innovation—consistent with 
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its name—deeply believes that even people with the most complex needs can be supported 
in the community by dedicated agencies and staff with the necessary resources to provide 
safe and sustainable supports and services.  We respectfully believe that the State has a 
legal—and, indeed, a moral—obligation to do what is necessary to ensure that providers 
who care for these clients receive the fiscal support, the regulatory flexibility and the 
sustained support by OPWDD to meet the needs of these clients.  

The balance of this paper describes a number of the people that present these 
challenges, the extraordinary steps taken by community-based providers to meet their 
needs, and potential policy options to consider to ensure their success.   

 

Statement of Principles:   

 Underlying our approach to these issues are a number of core principles: 

 First, as noted above, we remain committed to providing supports and services to all  
persons with intellectual and developmental disabilities in the most integrated settings 
possible with highest commitment to quality, dignity and safety.  Notwithstanding the 
challenges presented by the clients described below, we sincerely believe that no person is 
impossible to serve, no matter how complex.   

 It is, however, only possible to serve these most complex 
and complicated individuals with adequate resources, sufficient 
flexibility, thoughtful program design, enhanced training and 
highly qualified staff support.  Without these elements, these 
individuals will be impossible to serve in a community setting—
regardless of the commitment of dedicated agencies and staff to 
try to do so.  The not-for-profit organizations in this field remain 
committed to serving the hardest to serve—but they cannot fulfill 
that obligation when it puts their staff’s safety at risk and 
potentially poses risks to the broader community and when it 
jeopardizes their reputations, their licenses and their financial 
sustainability. 

 

Case Studies:   

 Before turning to the policy implications of these complex cases, it is important to 
understand who they are.  Detailed descriptions of a handful of people with disabilities—
who are, we believe, representative of many more being cared for across New York State—
are attached to this memorandum.  They are real people with real needs that, through no 
fault of their own, present extraordinary challenges to the caregivers and the agencies that 
support them in the community.   

_________________________________________________________________________________________________________ 

 Take, for example, Patrick.  Although he is often a pleasant and engaging man, who 
is 49 years old, he had apparently been the victim of sustained psychological and verbal 
abuse from family members, which may have contributed to his frequent hospitalizations, 
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arrests, behavioral issues and his abuse of alcohol.   Patrick threatens and assaults staff 
members and his peers and makes unsubstantiated allegations against them, while also 
destroying televisions, windows and cable boxes in his home.  He has engaged in self-harm, 
sometimes to support his allegations against others.   

 The agency established a 2:1 staffing plan to address these behaviors—which only 
escalated, leaving the agency to reinstitute a 1:1 staffing approach.  He receives 56 hours 
per week of staffing oversight, along with community habilitation and pre-vocational 
training services—but this substantial array of services did not stem the escalation of his 
behavioral issues, which included an intentional overdose of his medications, escapes from 
the residence where he lives through his window, using racial epithets against staff, 
stealing, pan handling and threatening staff, peers and community members. His 
psychiatrist has diagnosed him as having borderline, anti-social and narcissistic personality 
disorders and recommended a secure placement in an inpatient secure facility—but the 
agency providing services to him has continued to try to maintain supports and services for 
him in the community.    

 

  

 Consider Melinda.  Because of her mother’s drug use, Melinda was raised by her 
great aunt and then by her second cousin, both of whom were responsible for physical and 
emotional abuse.  After her sister invited Melinda to live with her and her family, Melinda 
became aggressive with her sister’s husband and children and was then placed in a 
certified home/setting.  Like Patrick, Melinda can be quite outgoing and charming—but her 
mood can change without warning or provocation and she engages in verbal abuse, 
cursing, and threats of extreme physical violence.  She will become physically aggressive, 
assaulting staff and peers and destroying property and has been periodically admitted to 
psychiatric hospitals.  She has been diagnosed with Moderate Intellectual Disability, 
Schizoaffective Disorder, Unspecified, Intermittent Explosive Disorder, PTSD and Attention 
Deficit Disorder. 
  
 Recently, there have been over 80 significant behavioral incidents, most of which 
resulted in 911 calls, brief psychiatric hospital stays, and followed by swift release back to 
the agency that has been struggling to provide adequate supports and services—having 
already lost well over $500,000 in responding to her needs with more staff and services 
than the agency is reimbursed.      

______________________________________________________________________________ 

  James’ diagnosis of autism and other behavioral disorders is compounded by 
healthcare conditions, including juvenile diabetes.  Because James was repeatedly 
assaulting staff and peers, the agency required 1:1 staff.  Neither his diabetes nor his 
behavior have been successfully controlled.  After moving into a certified residence, he 
refused medication and violently attacked a staff member, slamming her head on a metal 
file cabinet, knocking her unconscious.  She was treated at a local hospital and suffers from 
PTSD and chronic pain.  While the agency remains committed to supporting James, 
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substantial additional resources are necessary to allow them to meet his needs, while 
protecting staff and peers.  

________________________________________________________________________________________________________________ 

 Oscar is a 45-year old man with a Mild Intellectual Disability, who is also diagnosed 
with Bipolar II Disorder, Generalized Anxiety Disorder, Impulse Control Disorder, and 
Other Psychotic Disorder. He also has an extensive and complex medical history, including 
heart failure, pulmonary hypertension, obstructive sleep apnea, atrial flutter and 
supraventricular tachycardia (rapid heart rates), multiple heart murmurs, seizure disorder, 
and degenerative disc disease.  Oscar’s mother was a heroin addict who drank excessively 
during her pregnancy:  when he was not yet 4 years old, he was found unconscious in an 
alleyway, after overdosing on his mother’s medication.    

 Oscar has a long history of mood instability, intense physical aggression (including 
“shanking,” or the use of sharp objects as weapons), inappropriate sexual behavior, and 
poor impulse control—which has led to arrests and incarceration for sodomy, sexual abuse, 
assault, and harassment.  Due to his forensic history and his aggressive behaviors, Oscar’s 
Behavior Support Plan (BSP) is carefully monitored and includes an array of restrictions to 
help him manage his symptoms, including 1:1 arm’s length supervision, a rigorous public 
rest room protocol, bedroom alarms to monitor his movement at night and delay locks and 
alarms on the exit doors of his residence.   Creative daily, weekly, monthly, and quarterly 
reward systems have been developed to support Oscar in managing his symptoms.  Since 
Oscar shares his residence with three other individuals with similar complex needs, the 
staffing and training costs nearly twice as much as any other residence.   

______________________________________________________________________________________________________ 

 As these brief descriptions of these few individuals demonstrate, caregivers and 
licensed agencies and their staff, cannot meet their obligations to these individuals without 
substantially greater resources, unique program designs, enhanced regulatory flexibility 
and targeted training support. 

 

The Scope of the Issue: 

We are not yet able to define the full scope of the issue without more information on 
the numbers of people with complex needs in the OPWDD system.  While we know that 
Oscar, Melinda, James and Patrick are not entirely unique, it would be important to attempt 
to ascertain just how many individuals present these complex challenges to OPWDD 
licensed providers.  Reviewing the people who received template funding (who, because of 
their prior institutional placements or other characteristics, received enhanced funding by 
OPWDD) and surveying the providers across the State may provide us with a more precise 
estimate of the numbers of people who require special resource and program attention.   

What we do know is that a few factors make it extraordinarily difficult to serve 
these individuals:   
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• Resource limitations, compounded by rate rationalization and other “averaging” 
of rates, preclude agencies, especially over the long run, from serving highly 
complex clients without jeopardizing the sustainability of the organization; 

• Other policies, such as the “leave days” policy, make a difficult situation even 
more complicated:  if a person is placed elsewhere for more than fourteen days, 
the agency must maintain a vacant bed, without any reimbursement, until the 
person is ready to return.  As a result, the increased financial cost associated 
with supporting a person with complex needs causes even more financial 
damage to the agency caring for him or her, even when they are being treated 
elsewhere.   

• Not only have these individuals with complex needs required staffing plans that 
exceed the reimbursement received for these services, their behavior results in 
staff burnout and injury, creating even greater staffing shortages, along with an 
escalation in the workers compensation costs of the licensed provider;  

• Regulatory constraints may inhibit providers from undertaking strategies to 
care for people, even when those strategies may be in the person’s best interests; 

• People with complex needs may not only inhibit staff recruitment and retention, 
but may result in community opposition to the program, damage to the agency’s 
reputation, adverse regulatory actions by OPWDD, the Justice Center or other 
oversight entities, as well as legal liability.   

 

Policy Recommendations: 

 So, what do we do?  The complex issues raised by individuals with complex needs do 
not have simple answers.  There are a range of policy initiatives that should be undertaken 
to address these issues, including the following: 
 

1. Reimbursement:  When individuals present a range of needs and require a 
treatment plan that costs some multiple of the “average” cost of care to the 
typical person with I/DD, the reimbursement methodology must accommodate 
these higher costs through one approach or another.  Upon showing by an 
agency, in some explicit way, an unusually complex and costly individual within 
its care, the costs of that care should be addressed through a “high cost/high 
need” rate that would be designed to meet the specific needs of that individual.   
If there is not a solution to the funding, there will be fewer and fewer agencies 
willing to take on more serious individuals knowing they will not be 
appropriately supported financially. 
 

2. Acuity: The method to measure acuity must be transparent and represent the 
needs of the most complex persons. Although, the CAS has been validated it is 
not clear that this assessment will accurately reflect the complexities that exist. 
It is difficult to assess this when due to the proprietary nature of the CAS it is 
hard to determine the level of accuracy.  Our view is that there is a need to 
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bolster the CAS assessment with understanding that there are likely additional 
support needs when issues of safety, security, health and wellness are at risk. In 
addition, the CAS assessors must be well trained to administer the CAS and 
detect further needs 
 

3. Staff Training and “Best Practices”: It is essential that the staff working with 
individuals with complex needs be well trained, well paid and well supervised, a 
goal that can only be achieved through adequate reimbursement to the service 
provider.  

 
4. Information Sharing: Sometimes there is a lack of critical information or 

inadequate sharing of the clinical history of the individual as part of the intake 
process. The agency considering the person needs an open and honest 
relationship in order to assist in the creation of the best environment and 
services and supports for and with the person and in partnership with the state. 

 
5. Revise “Leave Days” Policy:  The economic damage done to an agency by 

unreimbursed costs required to serve a person with complex needs is multiplied 
by a policy that forces the agency to leave beds vacant, with no reimbursement, 
for extended periods of time, as the person is receiving services somewhere else.  
Providing more long-term reimbursement for beds being reserved for an 
individual or allowing agencies to accept, even on a limited basis, individuals 
into their programs to offset the lost revenue caused by this policy should be 
considered. 

 
6. Program Innovation:  In consultation with the provider community, OPWDD should 

initiate and test new pilot programs, supported by clinical judgment and 
evidence-based approaches, that can support people with complex needs.  
Lessons from recent initiatives, such as the Kings County dual diagnosis pilot 
project initiative and the similar pilot for children, should be applied to develop 
new models of therapeutic programs for people.  

 
7. Enhance Continuum of Care:  A number of programs and service models should be 

made more available statewide to meet the needs of individuals with complex 
needs.  One such program model is NYSTART, an OPWDD-sponsored program 
that provides prevention and intervention services to persons with I/DD 
through crisis response, training and therapeutic supports.  NYSTART must be 
made available statewide, should be primarily, if not exclusively, operated by 
high quality voluntary sector agencies and must be adequately resourced to 
provide the crisis response and supports that these individuals with complex 
conditions will require.  Likewise, NY START Resource Centers must be 
accelerated and expanded to meet the needs of people with complex needs. In 
addition, there needs to be a recognition of the need for crisis respite, which 
should also be made available statewide to provide brief crisis respite services 
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as appropriate. In some cases, crisis respite may need to be used for a longer 
stay.   

 
8. Improve Interagency Coordination and Collaboration:  The fact that these individuals 

consistently migrate from the OPWDD to the OMH and to the complex judicial or 
correctional/parole systems requires a closer level of communication and 
collaboration among and between these service systems.  For younger 
individuals, coordination with the educational and child welfare systems may 
also be required.  Consideration should be given to reestablishing (or 
revitalizing) interagency councils that were intended to ensure communication 
across systems and between state and local decision-makers. 

 
9. Regulatory Relief:  Agencies supporting individuals with complex needs should 

have the opportunity to seek waivers of regulations that impede their ability to 
provide safe and therapeutic support to these individuals.  There are 
circumstances, for example, that reasonable restrictions on internet access are 
essential to prevent sex offenders or others from engaging in activities that 
might create a threat to the public or to themselves.   

 
10. Reorient Oversight Agencies:  Efforts should be undertaken to educate OPWDD and 

its quality assurance team as to the unique challenges faced by agencies with 
individuals who present challenges, with the goal of reducing the risk that their 
oversight would unintentionally discourage providers from accepting these 
challenging cases.  Training and education efforts directed at the Justice Center 
and MHLS should be undertaken to lessen the possibility that these 
organizations’ policies unfairly penalize providers who care for the most 
complex individuals. 

 
11. Disseminate Best Practices:  The field and OPWDD should be encouraged to design 

and disseminate unique staffing approaches, enhanced training and creative 
support services, including respite services, that will make it possible to recruit 
and retain qualified individuals to support these complex needs. 

 
12. Employ Technology to Strengthen Clinical Supports:  The absence of sufficient clinical 

support, including specialized psychiatric expertise, should be addressed by 
removing any remaining regulatory impediments to the provision and adequate 
reimbursement of telepsychiatry and other clinical interventions.  

 
13. Recognize Extraordinary Efforts:  Agencies that consistently accept the most 

challenging individuals into their care should be rewarded—by not only 
adequately reimbursing them for their costs.  Special efforts should be made to 
spotlight those agencies that do step up to address these issues on a consistent 
basis and heroic staff efforts to meet the needs of individuals with complex 
needs should also be publicly honored for their heroic efforts.  


