New York Reforms Its System of Protection for
Vulnerable Individuals
By Jennifer Monthie
New York State’s system for protecting its most
vulnerable citizens has been
publicly attacked over the
last year. The abuse and
neglect of vulnerable New
Yorkers, particularly individuals with developmental
disabilities, has called into
question the state’s ability to
protect individuals within
its care. This criticism has fueled the state to re-examine
the entire system of care for people with disabilities, hold
public hearings exploring abuse and neglect, and pursue
extensive legislative reform. This is not the first time in
New York’s history that public criticism has resulted in
the state making major reform to its system of care for
individuals with disabilities. In fact, New York’s current
model was created after public exposure of abusive and
neglectful conditions at the state’s facilities for individuals
with developmental disabilities.

The History of Abuse and Neglect in New York—
The Formation of the Current System
In the 1970s Congress drew public attention to the
care of individuals with disabilities through a series of
public hearings and launched a federal response to abuse
and neglect of individuals with disabilities.1 Among the
original catalyst for reform for abuse and neglect were the
horrible conditions at a New York State facility located in
Staten Island, Willowbrook State School. Willowbrook,
a state-operated facility for children with intellectual
and developmental disabilities, became known to the
public when its atrocities and abuses were exposed in
a 1972 news report by journalist Geraldo Rivera.2 The
infamous and horrifying stories that came out of the Willowbrook scandal focused public outrage on New York
State’s system of care for individuals with disabilities. A
series of governmental investigations revealed deplorable
conditions at the facility, including severe overcrowding,
unsanitary facilities, and physical and sexual abuses of
residents by employees of the facility.3 One report to Congress described over 200 children crammed into a single
room with three to four staff, covered with their own
feces, naked or in rags, and banging their heads against
the wall.4 Unfortunately, the conditions of Willowbrook
were alarmingly common in facilities around the United
States.5 Then newly elected Governor Hugh Carey called
the terrible conditions at Willowbrook unworthy of New
York State and embarked on a process of overhauling the
state’s system of care to individuals with disabilities.6
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In 1977, New York State dismantled the state agency
that delivered services to individuals with disabilities, the
Department of Mental Hygiene, and created three separate state agencies to serve New Yorkers with disabilities:
The Office of Mental Health (OMH); the Office of Mental
Retardation and Developmental Disabilities later renamed
the Office for People with Developmental Disabilities
(OPWDD), and the Office of Alcoholism and Substance
Abuse Services (OASAS).7 These three state agencies still
serve New Yorkers with disabilities today.
The legislation also created the Commission on
Quality of Care, later renamed the Commission on Quality of Care and Advocacy for Persons with Disabilities
(CQC-APD).8 CQC-APD was charged with the responsibility to provide independent oversight of the three state
agencies, “for the purpose of offering the Governor and
Legislature…informed, yet impartial, advice and recommendations to ensure that service recipients receive the
highest quality of care.”9
The federal government also took action to address
the abuse and neglect of vulnerable individuals with disabilities by enacting the Developmental Disabilities and
Bill of Rights Act (“DD Act”) for citizens with developmental disabilities.10 The DD Act enumerated a “Bill of
Rights” for individuals with intellectual and developmental disabilities living in residential facilities including: appropriate treatment and services, appropriate medical and
dental care, limitations on the use of physical restraint,
prohibition of the excessive use of chemical restraint, and
permission to close relatives to visit their loved ones without notice.11 To ensure the protections of individuals with
disabilities receiving state services, the federal government required that each state create a Protection and Advocacy (P&A) agency to “pursue legal, administrative and
other appropriate remedies to ensure the protection of the
rights of people with disabilities.”12 In 1980, CQC-APD
was designated as New York State’s federal P&A agency
and continues to serve in this role today.13

New York Times Series “Abused and Used”
In 2011, New York State’s system of care for individuals with disabilities once again came under public scrutiny with the publication of a series of articles led by the
New York Times. The Times articles reported repeated and
widespread abuse and neglect of individuals with developmental disabilities in programs operated or licensed
by the Office for People With Developmental Disabilities
(OPWDD).14 The series highlighted Jonathan Carey, a
13-year-old child with autism and a repeated victim of
abuse and neglect.15 Jonathan was slowly crushed to
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death in the back seat of a state-operated van by an employee of the OPWDD.16 The state employee who crushed
Jonathan was later convicted of negligent homicide; the
state also settled with the family civil suit for $5 million.17
The Times’ report exposed the care of Jonathan prior to
his death and reported that he sustained numerous unexplained injuries including a black eye and a broken nose
in less than 18 months at the state institution.18
The Times’ investigation revealed that the tragic
death of Jonathan Carey was not an isolated incident and
published a series of articles exposing systemic concern
with the state’s system of care.19 In 2009, OPWDD alone
received 13,000 allegations of abuse in state-operated and
licensed facilities but less than 5 percent were referred to
law enforcement.20 Furthermore, only 30 out of the 233
workers involved in these allegations were successfully
terminated from employment, and in 25 percent of the
cases the employee was transferred to another home serving individuals with disabilities.21 In 2010, OPWDD only
reported roughly 47 percent of the allegations of physical
abuse to law enforcement, and 25 percent of sexual abuse
of individuals with developmental disabilities at group
homes and institutions in New York State were never reported to law enforcement authorities.22 The Times articles
prompted state and federal reviews of New York’s current
system and its failure to protect individuals with disabilities from abuse and neglect.

The State Examines Its Care of Individuals with
Disabilities
As an example of how history often repeats itself,
New York State’s response to the public outcry of abuse
and neglect resembled the prior action it took over 30
years prior—leaders examined the concerns through public comment/hearings, and the state engaged in legislative reform of the system.
Governor Andrew M. Cuomo called the state’s response to abuse and neglect allegations alarming and
vowed to reform the state agencies that provide residential care to individuals with disabilities, the elderly, and
children.23 A new position, Special Advisor to the Governor for Vulnerable Persons, was created and Clarence
Sundram was appointed to this position in March 2011 to
“assist Governor Cuomo in strengthening the state’s system of protection and safety for vulnerable New Yorkers
in residential care setting.”24 Mr. Sundram was responsible for broadly evaluating the state’s system and providing recommendations concerning the state’s programs related to developmental disabilities, mental health, alcohol
and substance abuse, children, and the elderly.25
In April 2012, Mr. Sundram released a report, “The
Measure of a Society: Protection of Vulnerable Persons
in Residential Facilities Against Abuse & Neglect,” to
address problems of abuse and neglect of vulnerable
people in residential programs operated or supported by

agencies of the state of New York.26 The report exposed
“gaps and inconsistencies” within the six state agencies
that serve vulnerable New Yorkers, including formidable
barriers to reporting abuse and neglect by direct support
staff and residents; poor articulation of “zero tolerance”
policies; ineffective investigations of abuse and neglect;
unsuccessful disciplinary actions against employees who
abuse and neglect; and variations in the rate of reporting
between different types of residential programs.27
The report attempts to answer questions about why
the system of reporting and investigating incidents of
abuse and neglect is not protecting the vulnerable in New
York.28 An examination of the legal framework of the state
agencies that serve vulnerable persons shows that each of
the state agencies differ significantly in reporting, investigating, and defining abuse and neglect.29 For example,
Office of Mental Health (OMH) defines abuse as “any of
the following acts by an employee: improper medication
administration, physical abuse, psychological abuse, sexual abuse.”30 The Office of Alcohol and Substance Abuse
Services (OASAS) defines abuse as “maltreatment of a
person that would endanger the physical or emotional
well-being of such person through the action or inaction
on the part of anyone.”31 An examination of these two
definitions shows that OMH focuses on employee-only
conduct while OASAS includes investigations by anyone
coming into contact with a person within its care.
Further discrepancies can be found in the type of conduct that will constitute abuse. For example, OPWDD has
the broadest definition of physical abuse which includes
“physical contact which is not necessary for the safety of
the person and/or causes discomfort to the person … [or]
the handling of a person with more force than is reasonably necessary.”32 In contrast, the Department of Health
(DOH) defines physical abuse as “inappropriate physical contact which harms or is likely to harm the patient.”33
These two regulations both define physical abuse as hitting, pinching, kicking, and shoving, but differ in determining what other conduct may be considered physical
abuse—OPWDD uses the “causes discomfort” standard
and DOH uses the “harms or is likely to harm” standard.
Furthermore, each state agency has different standards for who investigates the reported abuse and neglect, the training requirements for these investigators; the
standard of proof used in the investigation; the requirements for reporting possible crimes to law enforcement;
and the requirement to report to external oversight entities.34
These inconsistencies between state agency definitions and reporting requirements are especially problematic to providers who operate programs that are licensed
or certified by more than one state agency. Mr. Sundram’s
report found 112 agencies that were issued operating certificates to provide residential/inpatient care by multiple
state agencies.35 The children and adolescents residential
programs are often licensed or certified by more than
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one state agency.36 In fact “[a]t least 14 agencies serving
children have multiple certified programs located on the
same campus, often just yards apart from each other, thus
exacerbating problems for staff who must adhere to varying standards as residents mingle during campus activities and programs.”37
The report identifies several other concerns with the
existing system including: the lack of consistent requirement to maintain a registry of prior abusers, no mandate
to conduct trend analysis of incidents of abuse and neglect, and no universal requirement to report to external parties with oversight/investigatory powers.38 Mr.
Sundram’s report recommends comprehensive reform to
the way New York State investigates, documents, and responds to incidents of abuse and neglect within New York
State’s system of care. This reform includes: (1) adopting
a common set of definitions for abuse and neglect so that
no matter which system serves an individual there is a
universal definition; (2) implementing one statewide, centralized, 24-hour staffed hotline for reporting abuse and
neglect of vulnerable persons; (3) establishing an entity
with the authority to investigate and prosecute all offenders who abuse and neglect vulnerable individuals within
the state’s system of care; (4) instituting common standards for investigations and requiring the use of trained
investigators; (5) creating standards that differentiate between treatment of serious and repeated acts of abuse and
neglect and lesser offenses and incidents that are caused
or contributed to by workplace conditions; (6) creating
one interagency Statewide Central Register for all abuse
and neglect of vulnerable persons so that offenders do not
shuffle from one system to another; and (7) giving responsibility of oversight and monitoring of all state-licensed
or operated programs to one entity.39 To accomplish this
reform the report calls for the enactment of legislation to
protect vulnerable children and adults.40
The New York Assembly also responded to public
scrutiny of the system and held public hearings41 in June
2011 aimed at “carefully examining the quality of care
and safety measures in homes for individuals with developmental disabilities.”42 The hearings exposed the same
problems with the state’s system of investigating abuse
and neglect: lack of reporting to law enforcement, lack of
transparency, retention of workers who commit physical
and sexual abuse, and the state’s inadequate oversight
structure.43 These hearings also revealed that each state
agency had a different threshold for categorizing conduct
as abuse or neglect, and different procedures for reporting, investigating, and confirming the existence of abuse
or neglect. 44

Federal Auditors Expose Problems in New York’s
Protection and Advocacy System
In July of 2011, New York’s federally funded Protection and Advocacy (P&A) system also received scrutiny
when it underwent a review from the U.S. Department of
44

Health & Human Services, Administration on Developmental Disabilities (ADD). The federal P&A system was
created to provide federal oversight of each state’s systems of care for persons with disabilities.45 Under federal
law, each state’s governor designates a single state or nonprofit agency to serve as the state’s P&A.46 The designated
P&A must administer each of the seven P&A programs.47
ADD conducted on-site review of New York’s designated P&A agency CQC-APD. ADD is responsible for
ensuring that a state’s P&A agency is meeting the federal
programs requirements of improving the lives of people
with disabilities and their families. ADD was particularly
“interested in knowing the extent to which the Agency
[CQC-APD] has the authority and independence to carry
the function of the P&A.”48
CQC-APD administers the P&A program by contracting with nine not-for-profit law offices and two law
schools.49 In December 2011, ADD issued notice to CQC
that it was out of compliance with several requirements
of the federal P&A program, including a lack of independence from other state agencies that provide treatment
and services to individuals with developmental disabilities. The federal audit found that,
gubernatorial appointment of Chair and
Commissioners [of state agencies including CQC-APD] and the influence of the
political structure (due to staff reporting
lines) call into question the independence
of [CQC-APD]. The reporting structure
does not support the NY P&A’s independence and objectivity that is also responsible for directing [other state] agencies
providing treatment and service to individuals with developmental disabilities,
including the Director of the Office of
People with Developmental Disabilities.50
ADD required CQC-APD to respond with a corrective action plan to ensure that New York’s P&A was taking proper steps to comply with federal program requirements.51
CQC-APD conducted an internal review of its system and responded by holding three public hearings to
obtain comment from current or former clients of the
P&A system, advocates, stakeholders, and other individuals interested in the P&A system.52 The public hearings
addressed whether New York should operate its P&A
system through a not-for-profit or maintain its current
structure through CQC-APD.53 In April 2012, following
this public comment period, CQC-APD issued a report
to Governor Cuomo recommending that the agency turn
over the federally funded and mandated P&A function
to an independent not-for-profit agency to be chosen by
the Governor.54 CQC-APD found that most other states
designated not-for-profit agencies as the P&A operator
for the state and “the most common reason has been to
ensure the independence and autonomy of the P&A.”55 It
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also concludes that because CQC-APD is a state agency,
controlled by the governor, it “cannot bring litigation or
engage in independent legislative advocacy, two core
activities of the federal P&A system.”56 To improve New
York’s P&A system, CQC-APD recommended that the
Governor designate a nonprofit organization to serve as
the P&A agency in New York.57

New York State Redefines the System
On May 7, 2012, after receiving the reports from Mr.
Bearden, Chair of CQC-APD, and Mr. Sundram, Special
Advisor to the Governor on Vulnerable Persons, Governor
Cuomo announced reforms to the state’s system of protecting vulnerable New Yorkers. The Governor unveiled
legislation to create a Justice Center for the Protection of
People with Special Needs which would direct how the
State protects New Yorkers in State operated, certified,
or licensed facilities and programs.58 “The Justice Center
would have a Special Prosecutor and Inspector General…
who will investigate reports of abuse and neglect and
prosecute allegations that rise to the level of criminal offenses.”59 The Justice Center would also operate a 24/7
hotline, a statewide database that will track all reports of
abuse and neglect, and a statewide register of workers
who have committed serious acts of abuse who will be
prohibited from ever working with people with disabilities or special needs.60 The legislation mirrored many of
the suggestions from Mr. Sundram’s report “The Measure
of a Society: Protection of Vulnerable Persons in Residential Facilities Against Abuse & Neglect.”
The legislation was introduced in the New York State
Senate (Senate Bill 07400) on May 8, 2012 and passed the
Senate on May 16, 2012.61 However, the legislation stalled
in the New York State Assembly. On June 17, 2012, four
days before the end of the legislative session, Governor
Cuomo, Senate Majority Leader Dean Skelos, and Assembly Speaker Sheldon Silver announced an agreement
on legislation to reform New York State’s system of oversight.62 The legislation was voted on and unanimously
passed both houses of the Legislature.63
The agreed-upon legislation was similar to the original measure proposed by the Governor in that it creates
a Justice Center for the Protection of People with Special
Needs which will have a Special Prosecutor and Inspector General to investigate reports of abuse and neglect
and prosecute allegations that rise to the level of criminal
offenses.64 The revised legislation included additional
provisions not in the Governor’s proposal, such as a new
Advisory Council, composed of at least 15 members, to
provide guidance to the Justice Center in the development of programs, policies and regulations.65 Members of
the group will include individuals with experience in the
care of persons with disabilities and individuals or family
members of individuals who participated in state mental
health programs.66 The legislation also requires the Gov-

ernor to appoint a not-for-profit agency to serve as New
York’s federal Protection and Advocacy agency, removing
this function from the state.67
The Justice Center will be primarily responsible for
tracking, investigating, and pursing serious abuse and
neglect complaints for operated, certified, or licensed entities within the six state agencies: Department of Health
(DOH), OMH, OPWDD, Office of Children and Family
Services (OCFS), OASAS, and the State Education Department (SED).68 The legislation also creates a 24/7 hotline
to receive complaints of abuse and neglect to investigate
and/or refer to law enforcement; develops a register of
workers who have committed serious or repeated acts of
abuse; represents the state in all public employee disciplinary cases or those where the state is seeking termination; develops common standards for investigations and
requires the use of trained investigators; consolidates
background checking, including review of criminal history for any employee, volunteer, or consultant at any
facility or provider agency operated, licensed or certified by OMH, OPWDD, and OCFS.69 The legislation also
eliminates CQC-APD and transfers all the powers and
authority of CQC-APD, other than the federal Protection
and Advocacy function, to the newly created Justice Center. The federally funded Protection and Advocacy program will be designated to an independent not-for-profit
agency in New York State.70

New Yorkers Wait for Reform
Over the last year, New York’s system of care for individuals with disabilities has been heavily criticized for its
inability to protect the individuals it serves. The state responded, as it did 30 years ago, with the creation of a new
state agency to provide oversight of the care to individuals with disabilities. Over the next year, proponents and
critics will be watching to see the impact of this legislation
and whether the new system, both public and not-forprofit, will be more effective at addressing the abuse and
neglect of citizens within New York State’s care.
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