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Foreword

The exercise of compiling an annual report is more than simply an
attempt to meet the requirements of a law that commands state agencies
to produce such a report. That legal mandate could be satisfied in a
number of ways, most of which would require less effort than it takes to
produce this report each year.

We could count the countable or resort to grand generalizations about
the value of the work we do. But the heart of our mission lies in the lives
of the people we touch in day-to-day interactions — in answering their
questions about care and treatment or their rights and options; in linking
them to an agency or person who can help them; in investigating a
complaint or concern; in advocating on their behalf; and sometimes in
simply comforting them in a moment of grief and anguish. We are called
by consumers, their families and friends, and their advocates; by adminis-
trators and concerned program staff, case managers and staff in regula-
tory agencies; by state legislators and local government officials. These
contacts enable us to see the performance of the service system from
many different vantage points, and to continually renew and inform our
own oversight and advocacy perspectives.

In each annual report, the Commission recognizes the importance of the
individuals we serve and their concerns by recounting their experiences,
and the effect that they had in remedying specific problems and in
improving the quality of care for others. We have learned over the years
that readers of the annual report value these personal stories and the
lessons they teach. They thus have a continuing and contagious effect
upon the process of quality improvement which is, after all, the

Commission’s central mission.
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Assuring Quality
in the Mental Hygiene System

he Commission, by its nature, statute, background and mission
I focuses on quality of care for individuals with disabilities. The
Commission’s roles as monitor and advocate have been essential for an
historically vulnerable class of people. Through responses to individual com-
plaints and calls for assistance, investigations of improper care, alleged abuse,
deaths, and systemic practices such as incident review and programming, the
Commission operates first and foremost to assure quality and accountability in

the services provided to New York state citizens with disabilities.

During the reporting period, a review commenced following individuals dis-
charged from developmental centers into a new community modality: Individual
Residential Alternatives (IRAs). Another review reported on incident review
practices in five New York City psychiatric centers, in the wake of prior investi-
gation of violent incidents at Kingsboro Psychiatric Center. Active program-
ming in psychiatric centers was revisited a decade after the Commission con-
ducted extensive living conditions reviews and found a major factor which
eroded the quality of life for patients: idleness. Meanwhile, we continue to
receive 1500 calls per month for assistance on our 800 number, about 500
reports per month of alleged abuse or neglect, and another 150 or so cases per
month of deaths to investigate.

Ultimately, the Commission has the responsibility of monitoring the system of
mental hygiene services and reporting to the Governor, the Legislature, and the
public on the manner in which laws and policies to protect the rights and
promote quality of life for mentally disabled citizens are being implemented.

From Developmental Centers to the Community:
Reviewing IRAs

In 1978, the year the Commission began operations, over 16,000 individuals
resided in 20 state developmental centers, and only about 3,200 people lived in
community residential facilities (i.e., community residences and intermediate
care facilities).

By the end of the Commission’s 18th annual report year, fewer than 3,100
individuals lived in the state’s nine remaining developmental centers and their
specialty units.

The downsizing and closure of state developmental centers was made possible
by the steady development of community residential facilities and, by June of
1996, nearly 23,000 individuals with developmental disabilities resided in such
facilities, which can be found in nearly every village, town, and city across the
state.



Over the past 18 years, the Commission has monitored the growth and quality
of community residential programs through its individual case investigation
activities and more formal policy and fiscal studies (e.g., Crossing the Line from
Empowerment to Neglect: The Case of Project L.LF.E., July 1994; Missing Accountabil-
aty: The Case of Community Living Alternative, Inc., June 1994; Pitfalls in the Commn-
nity-Based Care System: A Review of the Niagara County Chapter New York State
Association for Retarded Children, Inc., and Agencies Responsible for Its Oversight,
September 1984; Right at Home: A Review of Upstate Community Residences of the
Mentally Disabled, November 1983; Willowbrook: From Institution to the Community,
A Fiscal and Programmatic Review of Selected Commmunity Residences in New York City,
August 1982; Converting Community Residences into Intermediate Care Facilities for the
Mentally Retarded: Some Cautionary Notes, October 1980).

A late 1995 complaint sparked a Commission review of a relatively new modal-
ity in the state’s continuum of community residential care: the Individualized
Residential Alternative (IRA).

With less regulatory requirements than New York State’s traditional community
residences, or the highly federally regulated ICF/DD program, by design IRAs
are to be, as the name implies, residences designed to meet the needs of the
individual rather than a set of one-size-fits-all governmental standards. Whereas
a person living in a traditional community residence or an ICF could expect to
receive all the services spelled out in voluminous regulation (which all his or her
peers in the residence would also receive), a person entering an IRA would be
assured a safe and healthy living environment (in accord with applicable regula-
tions and codes) and additional services, the nature and frequency of which
would be prescribed by his or her unique needs and desires, not regulation. This
individualized bundle of residential and other services would be financed
through SSI and Medicaid under the Home and Community-based Waiver
Service Program initiative.

The IRA care modality was piloted in the early 1990’ and expanded dramati-
cally in 1994-95 when a large number of traditional community residences and
ICF/DDs converted to IRAs. By December 1995, there wete almost as many
people living in IRAs (7,261) as in traditional community residences (7,487), and
as in ICF/DDs (8,552).

In late 1995, the Commission received an anonymous complaint that individuals
being placed in the state-operated IRAs from Letchworth Village Developmen-
tal Center, which was in the process of closing (and has since closed), were not
receiving appropriate services.

In response, Commission staff conducted unannounced visits to six
Letchworth Village IRAs in which half of the individuals discharged from the
developmental center in the last quarter of 1995 had been placed.

Overall, with minor exceptions, it was found that the individuals were receiving
appropriate, but only basic, custodial care. That is, they were well-dressed and
groomed, their homes were in good repair and nicely decorated, and rudimen-
tary life-safety and nutritional needs were met.



In four of the six homes, however, Commission staff found that individuals’
developmental needs were not being appropriately addressed: severe maladap-
tive behaviors, including PICA, self-abuse, excessive masturbation, etc., were
not adequately responded to; individuals in need of psychiatric care, occupa-
tional therapy, physical therapy, adaptive equipment, or even the most basic care
of being repositioned in bed to prevent skin breakdown, were not receiving
such; opportunities for integrating individuals into the community, now that
they were “living in the community;,” were lost: the individuals spent most of
their time in their homes due to, as staff reported, maladaptive behaviors, staff
shortages, and adaptive equipment problems.

The average annual cost of care for the individuals living in the IRAs visited by
the Commission was $145,000/ per person.

The Commission’s reports of findings to the OMRDD Commisisoner and
Director of the Letchworth Village Developmental Disabilities Services Office
resulted in an OMRDD Task Force review of IRAs in the Letchworth Village
Developmental Disabilities Services Office and a plan of action to address
underlying problems identified by the Commission including:

® inadequate service planning and coordination for IRA clients;
® poor staff training and oversight by clinicians; and
® inadequate staffing patterns and equipment.

Follow-up visits by Commission staff in 1996 indicated that the corrective
action plan is being implemented. Most illustrative: in one home where five
severely physically disabled residents spent most of their days at home in bed,
without being propetly repositioned, for want of adequate transportation, a day
program, and guidance for staff, the house now has an extra van, the residents
are attending out-of-home programming five days a week and seem, as house
staff report, “brighter” and “happier,” and evidence less maladaptive behaviors.

The Letchworth Village Developmental Disabilities Services Office review
raised questions: was this an isolated problem, unique to the management of a
particular developmental center in the final throes of closure? Or does it
suggest more systemic problems in the design of the IRA modality? And, what
of the costs? For $145,000/year per IRA individual in this DDSO, shouldn’t
one expect more than what was found during the Commission’s initial unan-
nounced visits?

At the request of the legislature, the Commission is currently seeking answers
to these questions through a statewide fiscal and program review of IRAs
operated by DDSOs and not-for-profit agencies.



Monitoring Incident Review at NYC Psychiatric Centers

Protecting and promoting the well-being of the individuals they serve is a
fundamental obligation of facilities operated or licensed by New York State to
care for people with mental disabilities. The maintenance of an effective
incident management system — one in which potentially harmful situations are
identified, investigated and remedied — is a critical component of facilities’
operations and vital to their fulfilling this basic mission.

The 1994 homicide of one Kingsboro Psychiatric Center patient allegedly by a
fellow patient, and the resulting Commission investigation of incident manage-
ment practices at that facility [Patient Safety and Services at Kingsboro Psychiatric
Center, July 1995], led to a broader Commission inquiry into incident manage-
ment practices at five other adult psychiatric hospitals in New York City
operated by the Office of Mental Health: Bronx, Creedmoor, Kirby Forensic,
Manhattan, and South Beach Psychiatric Centers. The Commission report,
Incident Reporting and Management Practices at Five NYS Psychiatric Centers, issued
findings and made recommendations to the Office of Mental Health to address
incident reporting and management deficiencies.

Findings
The Commission’s review surfaced several positive findings:
® when incidents jeopardizing patient safety were identified and reported,

patients were provided prompt protective measures and/or treatment
services;

Incident Reporting Rates Per 1,000 Patient Days
by Facility at Five NYS Psyciatric Centers
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Events by Type Not Reported on Sample Wards
for January 1996
[N = 73]

Accidental Injury
Missing Client

Abuse/Neglect

Self-Abuse/
Suicide Attempt

® cpisodes of patient elopements were reduced by more than 80% from
1994 to 1996 [reflecting the fruits of OMH’s efforts to improve
security at centers and accountability for patients’ whereabouts|;

e internal Incident Review Committees [IRCs] play an important role in
monitoring facilities’ responses to the most serious incidents. IRCs
proposed recommendations for clinical intervention or enhanced safety
above and beyond facility investigation recommendations in one-third
of the cases reviewed by the Commission.

The Commission’s review, however, also found a number of areas in need of
improvement:

® the most serious deficiency was the underreporting of incidents,
particulatly patient-to-patient altercations, and the inconsistent inter-
pretations of OMH regulations among various facilities;

® OMH’ new computerized Incident Management and Reporting
System [IMRS] rejected as “non-incidents” certain events historically
managed as incidents, such as patient fights;

® The role and composition of the Incident Review Committees need re-
examination—implementation of the IMRS system resulted in IRC
review of fewer than half the incidents rated as more serious;

® both Bronx and Manhattan Psychiatric Centers experienced difficulties
ensuring timely and thorough investigations.




Recommendations

The Commission report, while recommending the Office of Mental Health
specifically address problem practices at Bronx and Manhattan Psychiatric
Centers in conducting timely and thorough investigations, also called for OMH
to take systemic steps to ensure an effective incident management system by:

® clarifying what constitutes a reportable incident and restating facilities’
obligation to report, investigate, and remedy situations, regardless of
possible erroneous prompts from the new IMRS system;

® convening a work group to critique the utility of the mandated IMRS
system, including its value in identifying and classifying incidents;

® cstablishing criteria for which incidents require review by IRCs, to
ensure review of all serious incidents and a sample of less serious ones,
and including direct care therapy aides in their deliberations; and

® requiring facilities’ Quality Assurance Programs to detect and remedy
lax incident reporting practices on wards.

In response to a draft of the Commission’s report, the Office of Mental Health
generally concurred with the findings and recommendations.

Following Active Programming in State Psychiatric Centers

In the mid-1980’, the Commission conducted extensive reviews and issued
reports on living conditions at all New York State’s psychiatric centers. A
common finding and central issue determined from these reviews to erode the
quality of life of the individuals residing there was the prevalence of patient
idleness and lack of active programming, Without meaningful activities, most
patients spent the majority of their days just sitting in overcrowded dayrooms,
wandering, sleeping, or staring at television, with few opportunities to acquire
or maintain skills necessary to develop a sense of worth and good mental
health.

Partly in response to the Commission’s recommendations, Chapter 57 of the
Laws of 1988 was enacted, which required the Commissioner of the Office of
Mental Health to establish standards for active programming for patients in
state psychiatric centers, including a standard for a minimal number of hours of
activities to be provided each patient weekly unless he or she is exempted for
clinical reasons.

The Commission publication, A Brief Report on Active Programming in State
Psychiatric Centers: Has Anything Changed? indicates that, in the decade since the
Commission last reviewed living conditions at the centers, meaningful activities
for patients have both increased and improved.
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Active Programming in State Psychiatric Centers*
[N=24 Psychiatric Centers]

Patients Attending 20

Hours Programming Patients Exempted

From 20 Hours
Programming

Patients Not Attending
20 Hours Programming
and Not Exempted

December 1992
[N=14,526 Patients]

Patients Exempted
Patients Attending 20 From 20 Hours
Hours Programming Programming

Patients Not Attending
20 Hours Programming
and Not Exempted
September 1994
[N=13,134 Patients]
* Based on facility self-reports

In the very eatly years of implementation of the new statute, OMH could not
verify the amount of programming or exemptions. By 1992 an automated
system was in place and tracking on a quarterly basis was possible. By Septem-
ber 1994, 72 percent of patients served during that quarter were engaged in 20
or more hours of programming and only 9 percent were exempted.

The Commission’s review also indicated that the data reported by OMH in its
quarterly reports to the Legislature may be flawed as a result of differing
opinions at various state psychiatric centers of what constitutes active program-
ming, variable means of accounting for patient participation in activities and
different standards for exempting patients. Commission recommendations in
the report address the need to:
® establish consensus on what constitutes active programming;
® standardize the means for ascertaining the level of patient participa-
tion;
® clarify standards concerning patient exemptions; and
® provide technical assistance to those centers with low levels of activity,
and replicate at other facilities the approaches to programming em-
ployed by facilities truly providing high levels of activity.
In its ongoing interactions with adult psychiatric center via the conduct of
individual case investigations, as well as a series of unnannoucned visits in the
fall of 1995 to assess conditions at 11 centers, the Commission has found that
much has changed for the better as a result of the enactment of Chapter 57 of
the laws of 1988 and OMH’s efforts.
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Quality Assurance and Assistance in Individual Cases

The names and faces of people coming to the Commission for assistance
change from year to year, and more of the Commission’s work has moved out
of institutions into community settings, but the concerns expressed remain
remarkably consistent because they reflect basic, fundamental needs. Consum-
ers and their advocates repeatedly voice the desire for a decent, clean place to
live, the desire for necessary, competent medical and mental hygiene treatment,
the need to be and feel safe where you live and work, freedom from abuse, and
the right to be free of unnecessary restraints and limitations imposed by
programs, plans and medication. The case examples that follow illustrate these
themes and the Commission’s work on behalf of the people who brought them
to our attention.

® An anonymous complainant alleged that an IRA for children was out-
of-control. A CQC unannounced visit found the home’s walls scribbled
with crayons, carpets dirty and stained, all closet doors unhinged, the
fire escape blocked by an unhung heavy wooden door, and numerous
electrical plates missing from light switches. Six of the seven children
had no day program or school program. None of the staff were
tracking the behaviors targeted in program plans.

At our urging, both Protection and Advocacy Services and the DDSO
became involved. As a result of all of our effotts, the environmental
concerns were corrected, the children were enrolled in summer camp,
school placements for the fall were secured and behavioral programs
were implemented.

Care and Treatment Complaints
Developmental Disabilities Cases
[N=138]

Individual Residential Alternative
Day Program

Community Residence

Intermediate Care Facility

Other

Family Care
Developmental Center
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® A patient at a psychiatric unit of a large municipal hospital and his

friend complained about his being uncared for in a shabby environ-
ment. A CQC unannounced visit confirmed the allegation. Staff
provided minimal guidance to patients — patients were not encouraged
to take part in activities or to perform personal hygiene tasks. Recre-
ational supplies were lacking or broken — no books, magazines or
newspapers, no tapes for the VCR. The unit lacked sufficient furniture,
so patients shared dressers and bedroom chairs and kept their clothing
in plastic bags. The only liquid available between meals and snacks was
tap water from the bathroom.

A CQC return visit confirmed that the hospital had addressed the
problems. It had ordered new lounge and bedroom furniture. Group
therapies were planned, and a recreational and occupational therapist
were delegated responsibility for recreational supplies and activities.
Training on maintaining therapeutic environment was provided to staff.

CQC, the OMRDD, and the Willowbrook Task Force combined
efforts to improve living conditions at an ICF run by a voluntary
agency. Unprotected radiators at 105°, severe vermin infestation, open
containers in the refrigerator, a filthy kitchen and bathrooms and the
unsanitary disposal of latex gloves, shoving them into the radiators,
placed the 12 residents with severe mental retardation at risk.

Approximately seven months after discovering the deplorable condi-
tions, return visits verified that corrections had been made. Lighting
had been improved, the residence had been cleaned and painted, new
furniture was purchased, vermin were no longer evident, and the
radiators had been insulated and enclosed.

Concerns about the adequacy and timeliness of medical and psychiatric care

commonly cited poor evaluation and assessments, lack of follow-up of consult-

ants’ recommendations and/or abnormal laboratory values, and lack of timely
response to the emergence of symptoms or in cases of medical emergencies
were examples of typical complaints in a series of cases. For example:

A distraught mother called the Commission alleging that her eight-year
old son had received a totally inadequate mental health evaluation at a
Comprehensive Psychiatric Emergency Program (CPEP) where she
brought him with a police escort. She maintained that he was released
with nothing more than a recommendation to return to the mental
health clinic which regularly treated the youngster. The CQC review of
the record verified the evaluation was cursory and did not follow the
hospital’s CPEP protocol. Only the child had been interviewed, not the
mother; no physical exam had been done on the youngster; and, no
determination had been made as to whether release to the parent
represented a risk to the child.

In response to our letter noting these deficiencies, the hospital replied
that the physician in question was no longer employed there, and all
CPEP personnel were retrained in CPEP policies and procedures.

13



e Concern about the drop in weight to 63 pounds of a woman with
profound mental retardation prompted a call to the Commission. The
CQC review revealed that the woman had left the developmental center
in April weighing 86 pounds (her ideal body weight was 70-82 — she
was 4 feet 8 inches tall), and had dropped to 75 pounds in August and
to 63 pounds by November. Finally alarmed, the nurse ensured the
woman was seen by her physician who ordered blood wotk and a chest
x-ray. Both were negative. CQC ensured that corrective actions ad-
dressed both this woman’s care and treatment and the systemic defi-
ciencies which allowed this substantial weight loss to go undetected.
Nutritional supplements were added to the woman’s diet, and staff
were instructed to provide her assistance, if necessary, to ensure she ate
a sufficient amount at meals. Finally, the agency initiated a protocol
requiring the monthly or more frequent weighing of residents.

® The Commission received a letter expressing appreciation for our
assistance in aiding an agency in finding a nursing home placement for
a man whose medical disabilities had worsened, forcing him to become
a virtual prisoner on his residential unit. In addition to meeting his
medical and physical therapy needs, the nursing home provided the
gentleman with opportunities for activities and meals with other
residents — activities he had rarely enjoyed in the previous two years.

The Commission received several complaints on behalf of persons living in
IRAs who had formerly received a significant portion of their care from nurses
before the residences were converted from ICE’s. In these instances, family
members worried about the care for their medically frail son or daughter, and
staff members were anxious about performing medical procedures for which
they felt ill-equipped. Corrective measures included:

® Tube feedings and tracheostomy care were resumed by nursing staff
after the Commission found that direct care staff training had been
inadequate in one IRA;

® Unit dose medication packaging was initiated to reduce medication
errors;

® Fach resident was assigned to a primary care nurse whose responsibility
it was to monitor his/her status.

One of the fundamental responsibilities of any program is to ensure the safety
of consumers to a reasonable and appropriate degree. From the consumer’s
point of view, the ability to feel safe is basic to a satisfactory quality of life.
While safety results in large measure, from the actions of sagacious program
staff, the following anecdotes illustrate how clear and thoughtful policies and
procedures can make a significant contribution to guiding staff actions and to
ensuring the well-being of program participants.

® The psychiatric unit of a general hospital allowed two or more patients
on 1:1 status to be supervised by the same staff person until a poten-
tially fatal incident occurred. Two teenagers, both assigned to 1:1
supervision by the same direct care staff person, attended a discharge

14



Care and Treatment Complaints
Mental Health Cases

[N=171]

Psychiatric Center

Mental Health Clinic Other

Private Psychiatric Hospital Day Program

Psychiatric Unit of Private Hospital Community Residence

Psychiatric Unit of Public Hospital

party for a fellow patient. Each went to an opposite side of the room,
forcing the staff member to accompany one and leave the other. The
unescorted youth punched another knocking him unconscious. The
victim suffered an epidural hematoma and required emergency neuro-
surgery. He recovered. The hospital’s policies and procedures now
require that staff performing 1:1 supervision of a patient be assigned
no other duties.

® Ata residence for adults with developmental disabilities a male resident
used force and intimidation on several occasions to engage others in
sexual activity. A CQC review of assessments of the man’s capacity to
consent to sexual activity revealed that although clinicians concluded he
had the capacity to consent, they also concluded that he had no
understanding of another’s right to say, “no.” The program has
changed its guidelines to clarify that the understanding of anothet’s
right to refuse sexual contact is a concept essential to the ability to
consent to sexual activity.

The failure to provide conscientious attention to the supervision of persons
with potentially serious behaviors, such as aggression, self-injurious behaviors,
and pica was the subject of several complaints to the Commission, as their
behaviors jeopardized their own safety and development and the safety of
others:

15




e A young woman in a developmental center who had a long history of
pica was taken to the ER complaining of abdominal pain. An x-ray
revealed an irregular mass in the stomach. The surgeon removed a large
brown bolus composed of decomposing latex gloves, strips of cloth,
pencil fragments and a plastic pen cap. The young woman had received
1:1 supervision during all of her waking hours for many months prior
to the medical emergency. It was impossible to determine which staff
were at fault. In response, the OMRDD sent a consultant to the
developmental center to review and update the woman’s behavior plan
and staffing needs.

® A six year-old severely hyperactive child in a developmental center was
supposed to be kept at all times “within arm’s reach” to prevent his
biting other residents. During an evening activity the youngster was
found with another boy’s thumb, index and middle fingers in his
mouth, having already bitten off the youth’s fingernails.

A CQC review revealed that the six year-old had been left unattended
on a potty chair for 10-15 minutes, during which time the incident
occurred. Further investigation determined that the statf member
responsible for him was also responsible for three other children,
making her vigilant care of him impossible. The developmental center
reassessed the needs of all children and reassigned staff accordingly.

Finally, the misuse of restrictive techniques for non-serious, non-emergency
situations both violates consumers’ rights and fails to teach positive behaviors.
The Commission addressed these issues in cases similar to those below:

® The children’s unit at a psychiatric hospital was routinely bear-hugging
children in an infection-control blanket (padded blanket with pockets
where staff place their hands used to wrap and restrain children) in the
evening to calm them before bedtime. Once the Commission advised
the administration that this was occurring, staff were required to stop
the practice immediately and were instructed to use the infection-
control blanket only for its intended purpose.

® The behavior plan of a young man with severe mental retardation
required that he spend his time alone in his room except for meals and
infrequent trips to the community with 1:1 staffing, This forced
isolation was an attempt to prevent the young man from biting others.
The Commission was successful in securing a more creative and more
productive behavior plan to address the biting behavior. An oral
stimulation program was written by an occupational therapist and staff
increased their ability to discern the young man’s pre-aggressive/pre-
biting behaviors and were better able to intervene before he actually
became aggressive.

16



Watching Over the Children

The Commission’s work on behalf of children lies in two principal areas: the
review of allegations of abuse and neglect (those involving residential programs
come to the Commission from the State Central Register (SCR)), and the review
of care and treatment issues usually brought to our attention by parents or
other advocates dissatisfied with the services being provided to a child.

During the report period the Commission received 147 child abuse/neglect
allegations from the State Central Register and completed the investigation of
123. In 111 cases there was insufficient credible evidence to determine that the
child was physically harmed (beyond minor injury), seriously emotionally
harmed or placed at substantial risk of physical harm by the misdeeds of an
identified staff person. In 12 cases (10%) sufficient credible evidence was found
to “indicate” the case, and the involved staff person was advised of his/her due
process rights.

Beyond identifying staff whose actions have harmed youths or placed them at
substantial risk of harm, Commission wotk on SCR cases provides an opportu-
nity to review the quality of life for youths in all residential settings (except
family care) operated or certified by the Office of Mental Health and the Office
of Mental Retardation and Developmental Disabilities. Thus, regardless of
whether a case is indicated or unfounded, the Commission is able to make
recommendations or call for a plan of correction aimed at systemic deficiencies
or problems in the treatment of a single child. This opportunity to effect
positive change in the care children receive is reflected in the following case
examples.

SCR Child Abuse Cases Opened
July 1, 1995 - June 30, 1996

Total number of SCR cases opened = 147

OMH Cases Opened = 87 OMR Cases Opened = 60
OMH OMR
Children’s Psychiatric Center 37 Community Residence
Community Residence 6 Developmental Center
Children & Adult Unit of Psychiatric Center 14 Intermediate Care Facility
Art. 28 Hospital 7 Individualized Residential Alternative
Art. 31 Hospital 5 Other
Residential Treatment Facility 17
Other 1
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Case Examples

® Two adolescent boys residing in an IRA, one with mild mental retarda-
tion and the other autistic and severely retarded, were inadequately
supervised by staff and were found naked together in a bathroom stall.
The two staff who discovered them separated the boys, but did not
attempt to learn if they had been involved in sexual activity. The boys
were then left unsupervised yet again. The mildly retarded boy eloped
with the autistic child into a snowstorm, led the scantily clothed peer
away from the residence and abandoned him. The youth was unable to
tind his way home again. Other agency staff happened upon the
autistic youth before he suffered serious injury. Although the children
involved could not provide reliable testimony, Commission interviews
of staff and the review of physical evidence were able to verify that the
two responsible staff had placed the boys at risk of serious harm, and
they were indicated for neglect.

e In an unfounded case, a 17-year-old female patient in a children’s
psychiatric center with a history of suicidal behavior gouged her wrist
and legs in a ward bathroom with a shard of glass she found on a
bedroom floor, suffering lacerations which required 19 sutures to close.
The Commission unfounded the allegation because our investigation
found that the staff person assigned to watch her also had to supervise
four other children and, in any case, hospital rules regarding the
observation of children while they used the bathroom were vague. In
response to our recommendations, the psychiatric center retrained statf
and modified supervision policies at the hospital to help ensure
adequate staffing and supervision.

SCR Child Abuse Cases by Type

[N=147]

Physical Abuse 95

Supervision/Neglect 45 |

Restraint & Seclusion 24

Sexual Abuse 20

Verbal Abuse 10

Medical Neglect :|5

Other :| 4
| | | | |

0 20 40 60 80 100 120

Note: An individual case may have more than one abuse type.
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® Investigation of the alleged excessive use of restraint and STAT IM
medications on a 16-year-old girl with severe mental retardation and
atypical psychosis during a 13-day CPEP emergency admission found
that orders for four-point restraint and medication were necessary and
appropriate. However, we criticized the length of her stay in the CPEP,
where space was extremely limited and there was an absence of
therapeutic and recreational activities. In its response the hospital
agreed that, in the future, CPEP patients who were not ready for
discharge 72 hours after admission would be admitted to the appropri-
ate inpatient service.

® An adolescent boy with moderate mental retardation became agitated at
his community residence and bit a staff person. The staff person
proceeded to curse, taunt, and provoke the youngster, eventually
throwing the boy to the floor and unleashing a barrage of punches to
the child’s head and body. The subject was arrested and fired by the
facility, and also was indicated for child abuse. In addition, the Com-
mission noted that neither of the two part-time staff on duty had been
trained in Strategies in Crisis Intervention and Protection (SCIP), the
OMRDD approved program for managing out-of-control consumers,
even though they had been employed at the residence for 10 months
and 15 months, respectively. The agency agreed to ensure that all new
employees are trained in SCIP and other consumer rights issues in a
timely manner.

® During an unfounded SCR investigation, a Commission staff person
was told by a child that overnight staff at the children’s psychiatric
center sleep at night and children roam the ward at will. Senior facility
staff felt certain that this could not be occurring, so the Commission
investigator returned for a surprise 3:00 A.M. visit along with the
facility Coordinator of Special Investigations. They found the security
officer for the center sleeping and a therapy aide asleep on the ward.
Fortunately, none of the children on that ward currently required
increased supervision to prevent dangerous behaviors. Beyond alerting
administrators to the need to ensure that staff remain vigilant through
the night, this incident heightened administrative sensitivity to the value
of listening carefully to children’s complaints. There are now weekly
meetings of various groups of patients to listen and respond to
children’s reports of conditions on the living units.

Reviews of the Care and Treatment of Children

The Commission has long responded to concerns brought by parents and
advocates regarding the services children receive in residential and other
programs licensed or operated the Office of Mental Health and the Office of
Mental Retardation and Developmental Disabilities. In addition, Commission
staff often initiate follow-up reviews to ensure that programmatic deficiencies
discovered during investigations of allegations of abuse/neglect ate corrected.

The Commission completed 60 reviews of care and treatment involving
children during the report period. Problems were discovered with the quality of
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staff supervision in approximately 30% of these cases. Somewhat less fre-
quently, the Commission recommended changes in agency policies and proce-
dures, criticized medication practices or advised programs on how to improve
the quality of internal investigations. The case examples cited below demonstrate
the Commission’s commitment to the provision of quality care, as well as persis-
tence in working with a facility or family to resolve problems.

® During a visit to investigate an allegation of child abuse, investigators
found that the living unit of a residential treatment facility (licensed by
OMH) was dirty, roach-infested, and in disrepair. Children had insuffi-
cient clothing and their personal hygiene was not receiving adequate
attention. Also, staff commonly gave children harsh consequences and
restrictions for minor infractions of the rules. This prompted recom-
mendations to remedy these deficiencies and a series of return visits by
Commission staff to ensure the completion of corrective actions. New
carpeting was installed, the living unit was repainted and walls are now
attractively decorated. Furniture was purchased for day rooms and
bedrooms. Children at the facility now have adequate clothing and
hygiene supplies, and staff assist them when they need help maintain-
ing their belongings and keeping clean and groomed. Finally, new
management staff appointed by the parent agency formed a task force
charged with setting uniform standards regarding what constitutes
misbehavior and therapeutic, non-punitive responses.

e Commission staff received numerous complaints, including several
SCR allegations, involving the quality of residential services at an
agency serving developmentally disabled children. Visits to the
children’s ICF revealed evidence that incident reports had been de-
stroyed and oversight agencies weren’t informed of allegations of
abuse. Facility investigations were inadequate and serious incidents
were not presented to the agency’s Incident Review Committee. The
agency lacked policies and procedures regarding important elements of
care and treatment i.e., supervision requirements for children, and we
found significant delays in providing therapeutic services to the chil-
dren. In response to our recommendations, the agency hired a Quality
Assurance Consultant and drafted new incident reporting/review
policies and new policies for the supervision of residents. The incident
review committee was restructured and is now meeting more fre-
quently; there is an improved mechanism for tracking incident investi-
gations, and the OMRDD is monitoring the agency closely. Finally,
bedrooms were modified and other measures taken to enhance the
ability of staff to supervise children.

® A 7-year-old boy residing in a developmental center became familiar to
Commission staff during two SCR investigations. The child suffers
from Fetal Alcohol Syndrome, severe mental retardation, and is
hyperactive and non-verbal. He lived with his mother and then his
grandmother until their deaths, when his aunt was appointed legal
guardian. She was forced to place him in the developmental center
because of his hyperactivity, aggression and various health problems,
but she no longer believed that the developmental center was the best
place for her nephew. The aunt wished she could have kept him home
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with her but was unable to obtain the after school and home health cate
assistance she needed. A Commission staff person informed the aunt of
services available through the Home and Community-Based Medicaid
Wiaiver, and worked with the family and the local DDSO to complete the
application for home-based services. Once approved, vatious in-home
supports were instituted to allow the child to live with his family again.
These included residential habilitation, occasional respite care and home
health aide services.

Many Commission reviews of care and treatment involving children are initi-

ated in response to calls from parents or other advocates concerned for a child’s
safety or dissatisfied with some aspect of his/her care. The two cases summa-
rized below detail instances where we criticized facility medication practices (a

deficiency found in approximately 20% of Commission reviews of children’s
care during the report period), or were critical of the quality of treatment

planning for the child (a problem noted in about 18% of Commission reviews).

® A Mental Hygiene Legal Service attorney asked the Commission to

review the treatment of a 17 year-old male patient after finding him
alone twice in one day sitting rigid on his bed with shallow; labored
breathing, unresponsive to her voice, with his tongue protruding from
his mouth. She believed her first report to a nurse regarding the child’s
condition had been ignored as the child was not treated for his symp-
toms until she summoned the psychiatrist. Several days later, the
attorney could find no documentation of the incident in the child’s
record. Our review discovered that the child was assigned to “close
supervision” and the Commission disputed the hospital’s determina-
tion that nothing of importance had occurred which would have
necessitated additional physician documentation. The hospital’s revised
response acknowledged the breakdown in supervision and lack of
required documentation. Nurses and physicians were counseled and
retrained and the hospital agreed to work with nurse supervisors to
ensure that “close supervision” orders are effectively implemented
whenever ordered.

A Commission investigation confirmed the complaints of the mother
of a girl staying on the psychiatric unit of a community hospital who
reported that clinicians had not performed necessary assessments or
medical tests, and made no arrangements for her daughter’s aftercare.
Our review found problems with the treatment of this child and other
patients, including incomplete medical histories, poor treatment
documentation and incomplete reviews of patient progress, no written
rationales for prescribed medications, treatment plans which did not
address fundamental needs (i.e., histories of sexual victimization) and
inadequate discharge planning The hospital accepted the Commission’s
findings and has developed new policies and procedures to ensure that
patient assessments and reviews are thorough, full histories are ob-
tained, and adequate discharge plans are formulated. A consultant was
also hired to train staff on indicators of victimization for persons in all

age groups.
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Monitoring Adult Abuse and Neglect

In the report period, the Commission received 5,962 reports of allegations of
abuse or neglect of adults, which facilities and agencies licensed or operated by
the Office of Mental Health and the Office of Mental Retardation and Devel-
opmental Disabilities are required to report in accordance with 14 NYCRR
Parts 524 and 624, respectively. Commission staff review each of these reports
and assign a code according to the severity of the incident, which determines
the extent of the review it will be given. Of the 5,962 reports, more than 20%
or approximately 1,200 cases are assigned a more detailed review which requires,
in the most serious cases, that a Commission investigator examine the agency’s
complete investigation of the allegation and issue a letter of findings.

A main objective of this work over the years has been to provide guidance to
programs on how to improve their investigation of setious incidents. Through
this process, the Commission seeks not only to effect a positive outcome for
the individual(s) involved in the specific incident, but also to assure the protec-
tions afforded to all program participants. In addition, the work enables the
Commission, through maintenance of an extensive database, to identify sys-
temic problems and solutions. The following case examples illustrate the
Commission’s activities and accomplishments in this endeavor.

Adult Abuse/Neglect Reports by Type

FY 1995-96
[N=5,962]

Physical . . | | 2,24|f5
Sexual 1,178
Verbal/Psychological 1,134/
Supervision/Neglect 589 |
Neglect of Services 509

Mechanical Restraint :I 97 |
Injury of Unknown Origin :I 72
Physical Intervention | 20

Seclusion | 15 '

Other :|103 | | | | |
0 500 1,000 1,500 2,000 2,500 3,000
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The Commission was notified by the director of quality assurance for a
downstate agency that a resident of one of their group homes had
been receiving a non-FDA (Food and Drug Administration) approved
medication (Mogadon) to control her seizure activity. This occurred
over the prior 16 months without the agency administrators’ approval
or knowledge, but with the assistance of the residence’s nursing staff
who had been receiving the medication from the individual’s parents
and administering it four times per day. The agency was in a quandary.
Aware of the parents’ wishes and potential life-threatening withdrawal
symptoms, the agency did not want to stop administering the medica-
tion. However, the agency appreciated its vulnerable legal position if it
continued to administer a drug which did not have approval from the
FDA. Without a resolution to this issue, the agency would have to
discharge the young woman, an option which neither her parents nor
the agency wanted to exercise.

The Commission suggested that the agency contact the FDA to discuss
obtaining a waiver or other options to “legalize” the medication. The
agency, after numerous contacts and filings with the FDA, informed us
that the individual’s treating physician was able to obtain FDA approval
of an Investigational New Drug Application, thus allowing the medica-
tion to be continued. The agency acknowledged the Commission for
providing guidance and technical assistance, and for patience through
the approval process. Additionally, the agency is confident it is prepared
to manage a similar issue in the future.

The Commission was notified that a female resident of an ICF had
tested positive for a sexually transmitted disease (chlamydia) during her
annual gynecology examination. The agency initiated an investigation
of possible sexual abuse, since the woman was not known to be
sexually active and was not able to provide consent to sexual activity.
The agency’s investigation, as well as a parallel investigation conducted
by her day program provider, were unable to identify any source for a
sexually transmitted disease. The investigation found that upon receipt
of the diagnosis, the woman was treated with antibiotics prior to re-
testing, The agency responded to the incident with appropriate recom-
mendations for closer supervision and for retraining staff on the
indicators of sexual abuse and client protection.

The Commission, however, noticed that within the investigation report,
the agency had cited clinical trials which indicated false-positive results
were present within the general population and that re-testing is
indicated for individuals not known to be sexually active. The
Commission’s review also observed that the test performed in this case
was not designed to rule out suspected sexual abuse since it had the
potential of yielding a false positive if foreign substances were present
in the sample (i.e. blood, fecal matter, etc.). This was critical since the
woman was, at times, incontinent. The Commission communicated
these concerns to the provider.
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The agency responded to our findings, stating that all agency medical
staff were retrained on testing procedures for sexually transmitted
diseases, which included a requirement for a follow-up gynecological
examination and retesting prior to the initiation of antibiotic treatment.
This measure will ensure that an individual is not prescribed unneces-
sary medication, or exposed to the ordeal of a sexual abuse investiga-
tion needlessly.

The Commission was notified that as a result of a fall, a man living in
an Intermediate Care Facility was hospitalized with a ruptured right eye
which required surgical removal. Commission review of the investiga-
tion uncovered serious concerns regarding the method of escort/
guidance, which did not follow the recommendations by the physical
therapy department. Additionally, the recommendation regarding the
form of escort had been made in March; however, training of direct
care staff did not occur until six months later, and after the man’s
accident.

The Commission determined that this inappropriate escort, in the
absence of appropriate staff training, likely contributed to the man’s
fall and subsequent loss of his eye.

The agency initially responded that the technique employed during the
escort (hand at wrist and back), although not specifically outlined in the
physical therapy recommendations, was appropriate citing a note that
the least restrictive technique be used, and that the physical therapy
department would make “a greater effort” to ensure that the training
of direct care staff regarding treatment recommendations would occur
in a timely manner.

The Commission found this response inadequate and requested that
the agency provide timetables and develop quality assurance mecha-
nisms to ensure that training and implementation of physical therapy
recommendations be timely. In response, the agency reported that the
physical therapy department will now provide an additional orientation
to all new and current staff which will discuss and define the terminol-
ogy, treatments, and the role of physical therapy. In addition, a physical
therapy inservice reply form will be completed whenever specific
recommendations are made following an assessment which identifies
what training, both staff and client, is required to implement the
recommendations.

The Commission was notified that suspicious bruises had been discov-
ered on a non-verbal resident of a State-operated Individualized
Residential Alternative program. The facility’s investigation report
concluded that, while it appeared these marks were not self-inflicted
and that the individual had been struck by a wire-hanger device, the
allegation could not be substantiated, since there were no witnesses or
other evidence to support the allegation. The facility determined that a
staff member had breached her duty by failing to document that she
had observed the marks the previous evening, and it took steps for
disciplinary action.
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The Commission’s review could not pinpoint the likely time the injuries
were inflicted, due to the staff member’s breach of duty and because
the photocopy of the body check sheet was incomplete and illegible. A
request for a clearer copy could not be accommodated, since the
original body check sheets were routinely discarded after six months.

The Commission recommended that the facility take steps to prevent
the destruction of original materials essential to special investigations.
The facility Chair of the Special Review Committee responded that he
would ensure that complete copies or original documents are submitted
with all investigations and would recommend that all client records be
maintained for a one year period. Such measures will not only improve
the quality of investigations, but also allow for a comprehensive annual
review of all aspects of client care. Additionally, all staff were trained
on body check sheets, with emphasis on ensuring completion.

In some cases, the recommendations offered by the Commission have assisted
programs in identifying omissions in treatment plans or capacity to consent to
sexual activity assessment tools. Some case examples which illustrate this point
are:

® The Commission reviewed a voluntary-run agency’s investigation
report of an allegation that a female resident of an ICF had been
forced to engage in sexual activity with a male friend during an unsu-
pervised visit to his home. The Commission investigation uncovered
several concerns. The woman’s clinical record indicated she had not
been assessed for capacity, even though her treatment team was aware
that this significant relationship had developed. Additionally, the
Commission found no provision in her plan for staft to provide an
opportunity for discussion following an unsupervised outing.

In response to the Commission’s findings, individuals have now been
assessed for capacity to consent to sexual activity by their appropriate
teams, with particular attention to those individuals involved in rela-
tionships, or who have demonstrated areas of vulnerability. Addition-
ally, the agency stressed with all staff the encouragement of discussion
following an outing as a key component of protective oversight.

® After receiving a second allegation of client-to-client sexual abuse
involving the same two individuals with profound mental retardation
within a three-month period, the Commission requested to review the
agency’s treatment plans regarding sexuality issues for these two
individuals. The agency submitted a comprehensive policy for assess-
ment of capacity to consent to sexual activity, which referenced
obtaining third party consent (from a legal guardian, parent) for this
purpose.

The Commission pointed out that surrogate consent for sexual activity
is not recognized in law. We also determined that the policy lacked a
provision concerning the development of relationship and socialization
skills as a component of sexuality training. The agency made compre-
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hensive refinements to their policy and incorporated language to reflect
all the Commission’s recommendations, and stated that the issue of
third party consent would be addressed through an extensive clinical
and administrative review to determine an ethical, clinically sound, and
legally acceptable solution.

The Commission regulatly provides recommendations and guidance to assist
programs in improving their investigative process. Examples:

® The Commission’s review of an allegation of sexual abuse filed by a
patient of a county mental health outpatient clinic found serious flaws
and deficiencies in the investigation process. As a result of the
Commission’s findings, the clinic revised its procedures to ensure that
multiple interviews by several staff are avoided and the victim is
interviewed by only the investigator, perhaps with the consumer
advocate present. Additionally, procedures were implemented to ensure
the incident is immediately reported to the special review committee
investigator, who is charged with the responsibility to classify the
incident, notify all appropriate agencies (including law enforcement)
and conduct an investigation.

o A Commission review of a sexual abuse allegation by a resident of a
community residence in Brooklyn against a male staff member found
that the investigation report was deficient. The agency took corrective
steps to avoid “dividing up” an investigation among several staff, to
include as a routine component of investigations credibility assess-
ments specific to the allegation(s), and to revise the Incident Review
Committee minutes format to ensure relevant and comprehensive
information is included.

Protecting Lives by Investigating Deaths

During the 1995-96 annual report year, the Commission reviewed the deaths of
1,895 mental hygiene service recipients and, with the assistance of its Mental
Hygiene Medical Review Board, investigated 252 deaths which appeared to have
occurred under unusual circumstances or due to other-than-natural causes.

In selecting deaths for investigation, the Commission gives priority to individu-
als who were receiving inpatient or residential services (i.e., individuals who
were most reliant on the state or its licensees for their day-to-day care) and
outpatients who recently made the transition to living independently or with
family.

The purpose of the investigations is to protect the living by improving, through
recommendations when indicated, the care provided to individuals living in
state-operated or -certified facilities or transitioning to more independent living.

In the course of the 1995-96 death investigations, Commission staff reviewed
the care provided by 200 different mental hygiene facilities, as well as several
dozen general health care institutions which provided the decedents” medical
care. Examples of outcomes include:

e Atalarge New Yotk City hospital, a 49 year-old woman died of a
pulmonary embolism most probably caused by prolonged immobility
due to catatonia. In response to the Commission’s and Medical Review
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Board’s recommendation, the hospital developed a protocol for the
prevention of pulmonary emboli due to deep vein thrombosis. The
protocol identifies at risk patients (e.g, severely depressed bedridden
patients, catatonic patients, individuals in restraints for long periods,
etc.). The protocol also identifies prevention strategies, ranging from
range of motion exercises and use of elastic stockings to anticoagulant
medication therapy.

A 38 year-old relatively healthy man with profound mental retardation
choked and died at his program during his mid-day meal. The staff
member on duty responded appropriately by summoning help and
initiating the Heimlich maneuver and CPR. The problem was, she was the
sole staff person on duty with seven very active clients, some of whom,
including this man, had a history of eating difficulties and choking; a
second staff person had been reassigned to go on an outing. In response
to the Commission’s findings and recommendations, the facility realigned
staff schedules to increase supervision at meal times. The agency also
reduced the number of individuals eating at any given time by creating an
extra meal period. Now the minimal staff-to-client ratio at mealtime is 1:4.

A 19 year-old resident of an IRA program became suddenly ill, experi-
encing 14 episodes of diarrhea. On-duty staff contacted the nurse who
at one time covered the house. She ordered Kaopectate; however, she
did not come to the IRA and examine the resident as she (the nurse)
was on maternity leave. (The agency had no protocol in place for
assuring adequate nursing coverage for its residential programs when
nurses are off-duty on extended leaves.) The next day, the resident was
found dead. As no autopsy was done, it could not be determined if
more timely and aggressive medical intervention might have saved the
individual. However, the facility agreed with the Commission’s and
Board’s recommendation and created policies to assure that all its
homes have adequate nursing coverage at all times.

Quality Assurance peer review processes were revised at a state psychiatric
center following the Commission’s investigation of the sudden death of a
65 year-old long-term patient. Upon autopsy, the pathologist could only
speculate on a precise cause of death as being: a possible drug (Haldol)-
induced pulmonary edema, or a possible fatal cardiac arrhythmia, or a
possible myocardial infarction less than a few hours old.

The Commission’s investigation revealed that the patient did not receive
her annual EKG which should have been performed 4 months prior to
her death. Additionally, it was found that the patient had been maintained
on a regimen of Haldol and Lithium for four years with no improvement
in her mental status which her psychiatrist consistently described as
unstable. Despite no improvement in her symptomatology, her psychiatrist
made no attempt to adjust her medications, try alternative medications, or
consult with his peers to discuss different treatment options.

In response to the Commission’s findings, the facility initiated a peer
review process in which the care of all long-term care patients is
reviewed and discussed at least annually.
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® Better training on the side effects of medications and controlling for
such was provided to staff of both an upstate HMO and a community
residence which relied on the HMO for medical care for its clients.
This followed the Commission investigation of the death of a 21 year-
old woman diagnosed with bipolar disorder and prescribed Lithium. In
May 1996, the resident became ill with flu-like symptoms (vomiting and
diarrhea). Residence staff informed the HMO which advised them to
monitor the client. Five days into the illness, with the symptoms
persisting, the client was seen at the HMO. At that time no laboratory
tests for Lithium levels were conducted, nor were adjustments to her
medication made, nor were staff advised to monitor her intake and
output, despite the GI distress and volume depletion which could lead
to Lithium toxicity. On day 7 of her illness, the client was admitted to a
local hospital with Lithium toxicity, dehydration and renal failure. She
subsequently succumbed to pneumonia.

The deaths of these five individuals and the Commission’s investigation into
them are just a handful of examples of how care for the living can be improved
through the review of death. In each of the above cases, as well as the other
247 deaths investigated in 1995-96, the involved facilities were formally in-
formed of the Commission’s findings, and recommendations - if indicated, via
a letter or short report. However, to ensure that the lessons learned by one
facility, through a tragedy such as death, are studied, considered and replicated
by other facilities, the Commission published a series of case studies, Cou/d This
Happen In Your Program? distributed to all New York State facilities. The series,
drawn from the Commission’s death and abuse investigation files, won a
national award in October 1995 in the National Association of Mental Health
Information Officer’s National Media Competition.

Commission Review of Deaths

OMH OMH
Facility Deaths Facility Deaths

OASAS
Facility Deaths

OMRDD OASAS
OMRDD Facility Deaths Facility Deaths
Facility Deaths
Deaths Reported Deaths Investigated

[N = 1,895] [N = 252]
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The SDMC Program: Assuring Efficiency and Quality in
Consent Procedures for Major Medical Treatment

Over the past eleven years, the Surrogate Decision-Making Program (SDMC)
has been successfully implemented in twenty counties across the state. Through
June 30, 1996, SDMC has handled 3,414 cases and provided timely decisions
regarding major medical treatment for individuals with mental disabilities
residing in facilities licensed by state mental hygiene offices. Prior to the SDMC
program, treatment was often delayed for weeks and months in the courts
because of legal difficulties in obtaining informed consent for patients and
residents deemed incompetent to give consent. Besides avoiding the costs of
the court processes, the SDMC program provides a context for personalized
decisions related to major medical treatment for individuals with mental disabili-
ties.

During the reporting period, the SDMC panelists heard 319 cases, resulting in
decisions for 337 major medical treatments. There are 352 dedicated volunteers
who serve on the SDMC panels, which are composed of a health care profes-
sional, a lawyer, a former patient or relative, and an advocate [see the complete
list of panelists in the Appendix|. The SDMC Program is able to facilitate
timely medical care to a significant number of individuals, due in large part to
the generosity of these volunteers. They are responsible for determining
whether the individual is capable of providing informed consent, and, if not,
whether there is an existing authorized surrogate to provide consent or refuse
treatment based on the best interests of the individual. If there is no such
surrogate, the panel makes the decision to consent or refuse the proposed
medical treatment.

It is the responsibility of Commission staff to administer and oversee this
important program. These staff must review and process all applications for
medical treatment, recruit and train panelists, conduct outreach and information
activities for health care providers, parents, spouses, and adult children of
clients, guardians and correspondents to clients, and provide legal assistance
through the Commission’s counsel’s office. During the past year, Commission
SDMC staff conducted training sessions for 60 new panelists and 13 refresher
trainings for existing panelists. In addition, eleven training sessions were
conducted for provider staff to assist them in improving the quality and
efficiency of the paperwork and procedures for submitting a case, so that the
time element may be decreased even further. [The average processing time for
cases during the past year has been less that two weeks: 12.55 days].

The reputation of the quality and efficiency of the SMDC program has spread

to all parts of the state and beyond. Communities and judges in the central and
western part of the state are anxious for the SDMC program to expand to their
regions as well. It is the long-range goal of the program to fulfill that wish.
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Promoting Accountability
and Responsibility

ew York State like the rest of the nation is experiencing profound
| \ }changes in the organization and delivery of health care services
because of the growth of managed care and the shift of treatment
from inpatient to outpatient settings. As New York’s Medicaid system has
become increasingly expensive when compared to other states, the Commission
has conducted studies on ways to make the mental hygiene system more
affordable and efficient without compromising the state’s commitment to
providing quality care to dependent populations.

During this annual report period, the Commission has met the challenge to
manage performance outcomes from the state itself and publicly funded not-
for-profit corporations running community-based programs under state
licensure. By examining old ways of financing programs, the Commission has
found ways to curtail unnecessary spending. Changes are occurring as a result
of the expanded use of managed cate to control over-utilization of services,
reducing excessive reimbursement to high cost programs through Medicaid cost
containment, replacing state funding with federal revenues, and controlling
overspending through tighter controls on administrative costs. At the same
time, the Commission, by coordinating its activities with federal and state
agencies, has continued to focus on the prevention of fraud and abuse through
the prosecution of wrongdoers and the recovery of unwarranted public fund
payments.

Curbing Fiscal Abuse

Fiscal Abuses at Queens Psychiatric Clinic

A Commission investigation of financial and programmatic practices of the
Queens County Neuropsychiatric Institute, Inc. (QCNI), a not-for-profit clinic
serving primarily low income clients with Medicaid funds, revealed some
$600,000 in improper Medicaid billings, the diversion of agency assets to senior
executives, concealment of financial irregularities by the agency’s CPA, the
failure of its board of directors to carry out its fiduciary responsibilities to
protect the agency, and serious problems in the quality of the high-volume
clinic services.

The Commission’s October 1996 report Profit Making in Not-for-Profit Care: Part
I, The Case of Queens County Neuropsychiatric Institute, Inc., uncovered a not-for-
profit agency certified to provide care and treatment to persons with mental
illness, but which subordinated its avowed beneficent purpose “to become an
engine of personal enrichment for its corporate principle.”” The Commission’s
report found major deficiencies in the areas of:
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Medicaid billings: There were $600,000 in improper clinic Medicaid
billings out of $3.2 million claimed for psychiatric services from 1992-
94 because records failed to meet federal and state legal requirements
on documentation and legibility.

executive compensation: excessive compensation and large, unjusti-
fied and unauthorized payments were made to the founder, who spent
substantial amounts of time at his Florida residence, and compensation
of other senior executives was questionable. From 1992-1995 almost
28 percent of the program’s income went to its senior executives, and
almost a half-million dollars in agency assets were misappropriated by
the founder between 1982-94. The founder also had a rent-free apart-
ment in the clinic building, and was granted a minimum of $600,000 in
retirement benefits, which substantially weakened the not-for-profit
agency’s viability.

Executive Compensation

1992-1995
Revenue

1992-1995
Salaries, Consulting
Fees and Bonuses

Founder

E =

Executive Director
$325,000

Medical Director
$274,000

Succeeding Medical Directof

$172,000

Other Benefits Received
or Due Founder

Annuities $490,000
(Purchased 1982-1994)

Retirement $600,000
($5,000/mo. Beginning 10/95)

Rent Free Apartment
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® medical director: the medical director was simultaneously employed
as a full-time psychiatrist at the state-run Bronx Children’s Psychiatric
Center, enrolled there in its Extra Service Program for additional work,
and employed by QCNI or paid as a consultant. He received compen-
sation of $249,000 in 1994 and $229,000 in 1995 from QCNI, a private
hospital, and the state for work weeks averaging 83 hours. There were
many periods when he reported working at two different locations at
the same time, working more than 24 hours in a single day, suggesting
that he could not have worked all the hours for which he was paid.

® board of directors: the boatd failed to oversee the agency and protect
its assets, and failed to comply with laws and regulations (e.g., annual
independent audits and approval of business transactions with agency
executives) to prevent dissipation of corporate funds and assets for the
benefit of agency executives.

e CPA misconduct: QCNI’s CPA firm participated in a scheme to
redirect public funds intended for services to the agency’s founder;
attempted to conceal his misappropriation of $490,000 through
improper accounting entries and by assuring that an audit had been
done and that the financial statement were not misleading when, in
fact, no audit was performed; and, failed to accurately report employee
compensation to state and federal tax agencies.

® quality of services: there was no evidence that many of the patients
were even eligible for mental health services; no treatment plans in a
third of the cases reviewed; missing medical status information which
placed patients on psychotropic drugs at risk of harm; illegible treat-
ment records; and chronic treatment and record deficiencies which
were not addressed by supervisors.

The report identified, as in several previous investigations, common ingredients
characterizing such diversions of public funds to private profit as including:

® A dominant person in a position of leadership--in this case a psychia-
trist who was the founder of the agency—who engaged in or directed
financial decisions for his own personal benetfit;

® A weak board of directors that either did not grasp its fiduciary
responsibilities or failed to carry them out vigilantly; and,

® An accountant who failed to meet his professional responsibilities in
conducting independent audits and in providing unbiased financial
opinions. Instead, the accountant helped conceal from the board and
the certifying agency — the Office of Mental Health — material financial
transactions that diverted agency assets to the founder.
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The Commission referred its findings to the Department of Law for recoup-
ment of misappropriated corporate funds and reorganization of QCNI’s board
of directors; to the U.S. Attorney for the Eastern District of New York for
possible criminal prosecution related to the theft of medical assistance funds; to
the State Education Department for apparent gross violations of public
accountancy; and to the Department of Social Services for recoupment of
$600,000 in improper Medicaid payments received by QCNI.

Former Group Home Executives Arrested for Embezzlement

Leslie Wright and his wife Kay Wright, who were the executive director and
president of the board of directors, respectively, for Community Living Alter-
native, Inc., a 10-bed intermediate care facility in Queens, New York, which
operated as a home for mentally retarded adults, were indicted and arrested for
the embezzlement of an estimated half-million dollars in Medicaid funds. This
home was the subject of a Commission June 1994 report, Missing Acconntability:
The Case of Community Living Alternative, Inc., which had found squalid conditions
and financial abuse at the home.

The indictment was obtained on November 14, 1996 by the United States
Attorney, Eastern District of New York, based on the Commission’s referral,
with assistance from the Federal Bureau of Investigation; Internal Revenue
Service, Criminal Investigation Division; Department of Health and Human
Services, Office of Inspector General; and Social Security Division, Office of
Inspector General. Commission fiscal staff testified before the Federal Grand
Jury which handed down the indictment.

From 1988 to 1992, CLA received $1.8 million in Medicaid operating funds
from the state and federal government. According to the indictment, during this
period, the Wrights embezzled an estimated $500,000 of CLA funds by writing
checks to cash on CLA’s corporate account, which they then deposited into
their personal bank account. The proceeds were used to pay for various per-
sonal expenses. None of the money obtained through the embezzlement was
reported as income to the Internal Revenue Service, nor was Leslie Wright's
CLA salary for the years 1990 to 1992, totaling $124,700.

To facilitate the embezzlement, Leslie Wright used the aliases “Leslie White,”
and “Les White,” and a false social security number. The aliases effectively
concealed his marital relationship with Kay Wright, who, as president of the
board of directors, was responsible for exercising oversight of CLA’s spending.
Further, the investigation revealed that, although Leslie Wright was required to
submit annually to the state Department of Social Services a disclosure of
ownership and control interest, including a list of CLA’ directors, the lists were
falsified. In fact, Kay Wright was the only board member.
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Complaints by staff and relatives of CLA residents prompted an unannounced
visit of the facility in 1992 by the Commission. Commission staff found the
residents to be housed in squalid conditions and routinely fed cheap bulk foods.
Subsequently, the Commission fiscal unit found that an unusually high percent-
age of CLA’ expenditures were in the form of checks written to cash. And,
when a subpoena was issued to Leslie Wright to obtain CLA’s books and
records, he abruptly closed CLA, padlocking the doors and fled to North
Carolina.

The defendants are charged with fraud, embezzlement from a program receiv-
ing federal funds, money laundering and tax evasion. The government is also
seeking to forfeit all the property of the defendants.

As this report goes to press, Leslie and Kay Wright have pleaded gnilty to two
felonies: conspiracy to defrand the federal Medical Assistance program and tax
evasion. Richard Brown, the Certified Public Accountant for CLLA, also has
pleaded guilty to a felony count of lying to federal officials about his preparation of
CLAY financial statements. Mr. Brown will be surrendering his CPA license for
five years. Sentencing is scheduted for September.

Adult Home Administrator Sentenced

Based on the Commission’s investigation of the HI-L.I Manor Home for the
Aged in Far Rockaway, New York, and referral of findings to the United States
Attorney’s Office, Beryl Zyskind, HI-LI’s former administrator was sentenced
to 30 months in prison for bank fraud in obtaining a $1.2 million loan and
stealing funds from the mentally-ill residents, including a $122,658 check from
the US. Veteran’s Administration and over $10,000 from resident personal

accounts.

Federal District Court Judge Edward R. Korman, at the November 14, 1996
sentencing proceeding, described Mr. Zyskind’s crimes as “revolting,” also
ordering that Zyskind serve five years supervised release for the bank fraud and
three years for the thefts. This sentence, the judge added, “should reflect...both
the moral and legal consequences of what he did and the need to deter others
from engaging in this type of activity.”” With respect to the charge of stealing
the residents’ personal monies, which entailed altering the balances on ledger
cards to hide the thefts, the judge said Mr. Zyskinds conduct was “extraordinar-
ily offensive and disturbing” since it affected the “most helpless disabled
residents” of HI-LI Manor.
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Zyskind's sentencing brings to an end an exctensive investigation begun by the
Compmission pursuant to the mandate of the State Legislature, which in 1989
directed the Commission to study the quality of care of at adult homes (Adult
Homes Serving Resident with Mental Illness: A Study of Conditions,
Services and Regulation, October 1990). This report revealed serious deficien-
ctes at HI-LI Manor and at many other adult homes which serve predominantly
persons with mental tliness.

The Commission’s follow-up study of HI-LI Manor (Exploiting the 1 ulnerable:
The Case of HI-1I Manor Homse for the Aged and Regulation by the NYS Department of
Social Services, May 1992) concluded that the deficiencies found in the eatlier
study were “directly attributable to decisions to divert a substantial portion of
the available money to purposes unrelated to resident care.” The Commission
estimated that as much as 40 percent of the funds provided for the care of the
residents was diverted through a pattern of improper fiscal practices at the
expense of the welfare of the residents, while the facility for years remained in
chronic non-compliance with DSS regulations for adult homes.

The investigation leading to the conviction of Mr. Zyskind was jointly con-
ducted by the U.S. Attorney, Eastern District of New York; Federal Bureau of
Investigation; the U.S. Department of Veteran’s Affairs, Office of Inspector
General; and the US. Social Security Administration, Office of Inspector
General, and was assisted by staff of the Commission’ legal and fiscal bureaus.

New Safeguards on Veterans’ Benefit Payments

As a result of the Commission’s investigation at the HI-LI Manor Home for
the Aged which found that money belonging to mentally-ill veterans was not
being properly safeguarded, the Inspector General of the U.S. Department of
Veterans Affairs (VA) in eatly 1996 reexamined it procedures for safeguarding
the management of VA monies by adult home administrators. These adminis-
trators act as VA-appointed fiduciaries for incompetent veterans residing at
adult home facilities. The initiative focused on those adult homes where vetet-
ans had received large retroactive benefit payments. Veterans receive large
retroactive benefit payments when they do not collect their monthly compensa-
tion payments for a long period of time.

The Commission’s fiscal staff provided field support for the VA’s proactive
effort by conducting site visits to adult homes that had received large retroactive
checks. The Commission found that the new mechanisms the VA put into place
to safeguard the monies were working propetly and that oversight by the local
VA was rigorous and effective.

In a June 3, 1996 letter to the Commission acknowledging the coordinated
efforts of the two agencies, the VA Inspector General noted that “The convic-
tion of Beryl Zyskind has sent a very important message which has been clearly
heard throughout the local adult home industry. That message is that govern-
ment agencies will aggressively and relentlessly pursue and prosecute people

2

who take advantage of the most vulnerable members of our society.
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Controlling Costs Through Improved Efficiency

Private Psychiatric Hospitals Offer Improved Care
and Cost Savings

A Commission study of private psychiatric hospitals in New York State sug-
gests that, as the state’s role in direct provision of inpatient psychiatric hospital-
ization diminishes with the downsizing and closure of state facilities, private
psychiatric hospitals are a cost-effective alternative for children and elderly
patients housed in state institutions, while offering potential annual savings of
$14 million in reduced Medicaid payments by controlling the over-utilization of
services.

The Commission’s April 1996 report, Breaking with the Past: How New
York’s Private Psychiatric Hospitals Have Managed Since Managed
Care, found that, since 1989, there has been an almost 50 percent reduction in
lengths of stay for private insurance patients at private psychiatric hospitals in New
York State as a result of managed care controlling costs for private insurance
patients, and with no adverse impact on quality of care. As managed care cost
controls reduce their profit margins, private hospitals have become increasingly
dependent upon Medicaid and Medicare-rezmbursable patients to remain viable.

The study of the role played and relative costs of the state’s 11 for-profit
psychiatric hospitals—operating under Article 31 of the State Mental Hygiene
Law and serving 14,000 patients annually in the state inpatient mental health
system—concluded that:

® private psychiatric hospitals offer high quality care to patients with
commercial insurance, as well as to the growing number children and
elderly who rely on Medicaid and Medicare. In contrast to state psychi-
atric centers and psychiatric units of general hospitals, where the
Commission in previous studies found widespread patient inactivity,
private psychiatric hospitals offer more programs and activities, had
morte psychiatrists meeting with patients, less use of restraint and
seclusion, and much better follow-up with discharged patients;

® managed care has reduced lengths of stay almost by half, from 37 days
in 1989 to 19 days in 1993 for private insurance patients, without
affecting quality of care at private psychiatric hospitals. At the same
time, without managed care’s monitoring, Medicaid and Medicare
average stays decreased only three percent and seven percent to 65 and
28 days, respectively. Lengths of stay for a comparable Medicaid
population were 42 percent lower at general hospitals, however,
suggesting that managed care can be successfully applied to this
government assistance program;
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® asa result of declining revenues and profits from commercial managed
care initiatives, private psychiatric hospitals have been forced to turn to
providing services to elderly and indigent mentally ill persons covered
by Medicare and Medicaid. Under federal requirements, private psychi-
atric hospitals can only bill Medicaid for services to individuals under
21 or over 64. Revenue from this public source grew by 200 percent
from 1989 to 1993 while Medicare income rose by 118 percent. If
average Medicaid stays at private psychiatric hospitals were reduced to
the levels of general hospitals, the Commission estimates annual
savings of $14 million in medical assistance payments;

e though faced with declining revenues from managed care, private
psychiatric hospitals have reduced costs by economizing, but the
decrease in revenues has reduced profits overall, though the Commis-
sion found many “profits” disguised as costs through non-arm’s-length
management contracts; and

® with the downsizing or closure of state facilities, private psychiatric
hospitals could help meet placement and treatment needs while offset-
ting the impact of managed care on the industry. Thus, the state would
achieve cost savings from both managed care and state facility
downsizing and further the public policy goal of privatizing,

The Commission recommended that OMH conduct audits and apply a man-
aged care approach to Medicaid patients to ensure that cost-based Medicaid
rates do not over-fund hospital operations. Such audits would help to ensure
that licensees do not transfer operational responsibility to outside corporations
to avoid diluting operational accountability as was also found in this study.

Wide Cost Variations at Psychiatric Clinics

A May 1996 study, Why Do Psychiatric Clinic Costs Vary by 1030%¢: A Review of the
Efficiency of Freestanding Clinies, found that 188 outpatient mental health clinics
operated by voluntary agencies and counties in New York State had wide
variations in the cost of clinic services, and identified the factors contributing to
the high cost of the state’s outpatient services. The review found that the “unit
cost” of these clinics varied by 1,030 percent, ranging from $30 to $339 for a
session between a patient and a clinician generally lasting 30 minutes to one
hour. Such “free-standing” clinic programs are the largest category of outpa-
tient programs, accounting for $217 million of the $1.1 billion New York State
spent on outpatient mental health services in 1992.

The Commission found management practices of freestanding clinic programs
substantially affected their cost-effectiveness and determined that four major
factors affected the wide variation in the costs of clinic units of service:

o method of payment of clinicians’ services: clinics utilizing primarily
salaried staff had over double the unit costs of those using contract
clinicians, who are paid only for services actually delivered. However,
contract clinicians were less likely to furnish the comprehensive
treatment and support services persons with serious mental illness need
to function in the community;
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e clinician productivity: programs whose staff averaged only one or
two units of service of face-to-face patient therapy daily per clinician
had unit costs 185% higher than clinics where staff averaged over five
units of service daily;

® hours of operation: clinics open 40 hours/week or less had average
unit costs 58% higher than clinics open over 60 hours /week, since
longer hours permit scheduling during peak hours on evenings and
weekends which are more convenient for some patients; and,

® “no-show” rates: clinics with higher no-show rates, which create
unexpected gaps in clinicians schedules, thus reducing productivity, also
had higher average unit of service costs than low no-show rate clinics.

As important as are the above relationships between provider management
practices and their costs, it is of equal importance to note the following ex-
pected relationships which did not exist:

® the study found no correlation between the severity of mental disability
of the patients served by clinic programs and the unit cost of service;

® cxamples were found of both county and voluntary agency-operated
clinics regardless of contract or salaried staff, which were equally
efficient, suggesting that auspice of service alone was not a significant
factor in cost efficiency;
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® despite a state policy supplementing base Medicaid fees for Compre-
hensive Outpatient Program (COPS) clinics, which agree to improve
clinic services to seriously and persistently mentally ill adults and
seriously emotionally disturbed children, non-COPS programs which
did not receive these additional payment were found to serve higher
percentage of such patients than COPS programs.

The Commission recommended that OMH require high cost clinics to imple-
ment cost reduction efforts and to gradually reduce subsidies to them to
encourage efficiencies. The study estimates that holding unit costs to just 125
percent of the statewide average unit cost of $96 for a clinic visit could save
$11 million annually.

OMRDD Provider Administrative Rate Reductions

A recurring factor in various Commission studies has been the excessive
administrative cost being underwritten by the state through its funding systems
at various voluntary run programs. The Commission’s 1995 study (Safeguarding
Public Funds: A Review of Spending Practices in OMRDD Rate Appeals) of the
OMRDD system for processing appeals of Medicaid rates for intermediate care
facilities (ICF) identified the ICF administration category as an area of abuse
and overspending, In an effort to better control administrative costs and
achieve budget efficiencies, OMRDD amended its ICF reimbursement method-
ology on July 1, 1996 producing $19.9 million in savings on an annual basis.
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Protecting and Advocating

can be denied civil rights. When Congtess created the protection and

advocacy programs, it acted to ensure that the rights of these individuals as
specified in the United States Constitution, as well as each state’s constitution
and related laws, would be protected.

Individuals with disabilities are often vulnerable to abuse and neglect and

The Commission was entrusted with the administration of New York’s protec-
tion and advocacy networks, because of its proven reputation for vigorous
independent monitoring and advocacy. The activities and accomplishments
listed below, which include a variety of individual case assistance, technical
assistance, and legal representation, demonstrate the continued effectiveness of
New York’s protection and advocacy network.

Protection and Advocacy
for Persons with Developmental Disabilities

Close to 23,000 New York State citizens with developmental disabilities were
served by the New York State Protection and Advocacy for Persons with
Developmental Disabilities (PADD) program this past year. These services
included legal assistance and nonlegal individual advocacy and encompass a
variety of educational and training programs and special efforts fostering
community integration of persons with disabilities. The Commission also has
been actively involved in advocacy for systems reform of services and programs
for persons with developmental disabilities as well as the investigation of
alleged abuse and neglect of institutionalized children and adults with develop-
mental disabilities.

PADD Services

[N=22,980]
Abuse & Neglect Review
5,406 Non-litigation
Group Advocacy
800
Case Advocacy
2,030
Class Action Litigation
Training 1,800

8,775

Technical Assistance
4,169
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This was an especially productive time for the Commission’s PADD program.
Approximately 1,800 persons were represented in class action litigation. Case
advocacy services were provided to 2,030 persons. Another 800 individuals
were served in group advocacy, and 5,406 cases of alleged abuse were investi-
gated by PADD staff. Over 8,775 individuals received training and there were
4,169 responses to requests for information, materials, referrals, and technical
assistance services.

The strength of the New York State PADD program is in its unique blending
of statewide and regional services. Its eleven regional offices provide a state-
wide network of accessible and individualized services to persons with develop-
mental disabilities. Moreover, the Commission’s other bureaus provide a perfect
complement to these services, particulartly, in the area of abuse and neglect
investigation and policy studies. The Commission administers the regional
PADD program from its central office in Albany through contracts with
private, non-profit legal services and advocacy agencies. Services range from
legal representation to nonlegal assistance and include training opportunities
and informational materials.

The following are illustrative examples of PADD case activity.

Special Education Aide in a Parochial School

Following on the success of the Commission’s Albany Law School (ALS)
Protection and Advocacy for Persons with Developmental Disabilities (PADD)
program in Russman v Waterviiet Central School District, the PADD office at
Westchester Putnam Legal Services (WPLS) won an Impartial Hearing which
ordered the on-site placement of a teaching aide for a special education pre-
school student at St. Ann parochial school in Ossining, New York. The 2nd
Circuit US. Court of Appeals agreed with lower Court Judge Con Cholakis in
Russman brought by Albany Law School and ruled that while a consultant
teacher and teaching aide “might add to the secular environment at St. Brigid,
there is no evidence that the provision of a consultant teacher and teaching aide
would add to the religious environment at the school”. In the WPLS case, I the
Matter of JD v. Croton-Harmon School District, the pre-school student with Down
Syndrome needed only a teaching aide. The District argued that the service
would add to the religious environment of the school despite the fact that the
aide would provide no teaching at all. The Impartial Hearing Officer ruled that
the aide could be provided on site at the parochial school without any fear of
Church/State entanglement. The School District appealed the Hearing Officet’s
decision to the State Review Officer. This second stage special education
administrative review ordered the retention of a teacher’s aide at the St. Ann
parochial school. The State Review Officer cited Russman again and reiterated
that the use of a teacher’ aide and consultant teacher on site at a parochial
school did not violate the U.S. Constitution’s prohibition against the entangle-
ment of Church and State.
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Community Placement

The Long Island PADD regional office, Long Island Advocates Inc. (LIA) was
successful in returning a young man with quadriplegia back to the community
after almost two years of wrangling with reluctant agency providers and am-
bivalent parents. The young man’s rehabilitation had come to an end at the
Blythedale Children’s Hospital and he had to be placed elsewhere. The original
plan was to have his parents’ home modified for accessibility and that he would
attend Hofstra college during the day. The plan for home modification became
indefinitely delayed and it became apparent that the parents would be more
comfortable with their son living somewhere else in the community like the
dormitory at Hofstra. The staff at Blythedale became impatient with all the
delay and they were faced with a mandate from Medicaid to find a nursing
home. The advocates from LIA, along with the PADD Director from Albany,
held a July meeting with all of the individuals (21) necessaty to effectuate a
placement back on Long Island. Hofstra arranged admission to its fully acces-
sible dormitory, Vocational Educational Services for Individuals with Disabili-
ties (VESID) arranged for Room and Board payment, the local State Develop-
mental Disabilities Services Office (DDSO) arranged for primary medical care
and referral to nursing services. The plan needed to be in place by September 5,
the first day of college. The plan was almost completely aborted by an initial
denial of Medicaid payment for 24 hours of nursing service but a New York
State Department of Health (DOH) official assisted in gaining a compromise
permitting the service. The young man was transported to Hofstra over the
Labor Day weekend and he has been attending classes ever since.

Reasonable Accommodation

The Commission’s PADD legal support unit in New York City, New York
Lawyers for the Public Interest, won a favorable Medicaid Fair Hearing Deci-
sion challenging the denial of prior approval for a Handi-Move lift track, and
remote control device. A woman with cerebral palsy needed the lift to realign
her leg when it became dislocated from its socket. The dislocation happened
several times per month and, in addition to severe pain, there was an increased
risk of osteoporosis. The lift would allow her to move from her bed to her
wheelchair on her own and to use the bathroom by herself. The Office of
Health Systems Management (OHSM) had denied prior approval on previous
occasions offering various arguments as to cost and that a power failure could
cause a dangerous situation in that the lift would become inoperable. However,
this time, the Hearing Officer overruled OHSM by ruling that the lift is medi-
cally necessary to realign the woman’s leg and to allow her to use the bathroom
when she is alone. According to the Hearing Officer, the ability to use the
bathroom by oneself is a normal activity and Medicaid has to approve equip-
ment which enhances the capacity for normal activities. This decision is ex-
tremely important in that it not only provides for greater independence for that
individual but it saves the cost of added home attendant service at a minimum
of, at a maximum, a nursing home placement.
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Employment Reinstatement

The Commission’s PADD office in Binghamton, Broome Legal Assistance
Corporation (BLAC), intervened on behalf of a young woman with mild
mental retardation who was terminated from a child care training class. At issue
was the fact that this individual had some past history with the Department of
Social Services (DSS) and therefore it was assumed that she was a risk as a
potential child care worker. A review of past DSS files and the Central Child
Abuse Registry by the BLAC attorney revealed no “indications” or history of
child abuse. The woman was reinstated to the training program.

Adoption

In the North Country a Family Court judge asked for the assistance of the
PADD office, North Country Legal Services (NCLS). At issue was the request
to adopt four children by their foster mother. The children’s parents had
outstanding charges of child abuse. The father was serving time for abuse and
the mother, who is developmentally disabled, had been found responsible for
helping to contribute to the abusive situation. The mother now was remarried
but her husband had no interest in caring for four children. The mother agreed
to voluntarily release the children for adoption but the Family Court Judge was
concerned about her informed consent. The Judge asked that the NCLS
attorney counsel the mother as to her consent and assure the court that this was
in the best interest of the children. Fortunately, it was apparent that the mother
had her children’s best interest in mind by releasing them for adoption with a
family with whom they had been thriving. It was agreed that the adoption
would be open and mom would have visitation.

Protection and Advocacy for Individuals with Mental Iliness

Since it was established in 1987, and administered pursuant to Public Law 99-
313, the Protection and Advocacy for Individuals with Mental Illness (PAIMI)
program has continued to be a vital force working on behalf of individuals who
are mentally ill who come to us with complaints of discrimination, lack of
services, abuse, neglect, or other violations of their legal rights. Since 1987, the
New Yotk State PAIMI program has served morte than 95,000 persons through
a combination of individual assistance, systemic advocacy initiatives, and
education/training/outreach projects.

The federal mandate for the PAIMI program includes both the investigation of
reported or suspected abuse and neglect and the provision of legal and non-
legal advocacy services for eligible individuals. The wotk to accomplish the
mandate from the federal government is carried out both by Commission
activities such as investigation of patient deaths; reports of child and adult
abuse in facilities which provide care and treatment for mentally ill individuals;
response to complaints from recipients of mental health services and their
family members; and through the advocacy efforts of a network of regional
public interest legal offices located throughout New York State. Each compo-
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nent serves an important function in working toward the goal that every
individual who is served by New York’s mental health system deserves to be
treated with respect, care and dignity; and that an individual’s constitutional
rights do not change because they have a diagnosis of or are being treated for
mental illness.

The Commission and its regional Protection and Advocacy office system will
continue to work cooperatively with recipients of mental health services, their
family members, and other advocates and service providers to ensure the
protection of individual rights and the provision of quality mental health care.

During the past year, New York State’s Protection and Advocacy for Individuals
with Mental Illness (PAIMI) program has served a total of 2,575 individuals
with mental illness throughout New Yotk State who have been abused or
neglected in residential treatment settings, or who have contacted us regarding
problems they have identified related to their care and treatment or the violation
of their legal rights. In addition to investigating individual complaints and
finding resolutions, the PAIMI program has benefitted thousands of other
persons throughout the state through its work in advocating for systemic
changes in the delivery of mental health services. Systemic advocacy takes many
forms, from participating on local and statewide task forces related to specific
issues, to meeting with providers of New York State-licensed and operated
programs as well as the state provider agencies regarding topics of concern, to
pursuing litigation to resolve problems which cannot be solved by other means.

In addition to its individual and systemic advocacy work, the PAIMI program
has provided 1,542 information and referral services for persons who contact
us and whom we either cannot help or who would be better served by another

PAIMI Services
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agency. The PAIMI program has also provided training regarding the rights of
individuals in the mental health system and on specific related topics for
approximately 4,000 persons.

Examples of specific types of assistance are listed below.

Parental Rights Assisted

® Disability Advocates, Inc.(DAI) was successful in reuniting a mother
and her two children. The client had previously surrendered her
patrental rights to the children as a result of coetrcion by her mental
health service provider. DAI represented the client in an attempt to
revoke the surrender and regain custody of her children, who were
awaiting adoption. After DAI brought a petition for custody in Family
Court, the Department of Social Services agreed to return custody and
guardianship of both children to their mother.

® Disability Advocates, Inc. has taken the lead, along with the Parents
with Psychiatric Disabilities Support Project at the Mental Health
Association in New York State, in assisting parents with psychiatric
disabilities who are involved in the Family Court and/or social setvice
system. This year, Helping Yourself through Family Conrt Proceedings: A
Guide for Parents with Psychiatric Disabilities an informational brochure
which was prepared by a staff attorney at Disability Advocates along
with the director of the Parents with Psychiatric Disabilities Support
Project, was published by the Mental Health Association.

® [ egal Services of Central New York, Inc. assisted an individual who
had been informed by her local Social Services office that her request
for Medicaid coverage for her psychiatric appointments would not be
approved unless and until she presented herself for an interview on an
allegation of child neglect. After the involvement of the PAIMI
program, by making a telephone call to the local Social Services office
to point out that the client was being coerced, the issue was resolved
and Medicaid coverage was provided. Additionally, the local office
admitted that it would have been incorrect for the caseworker to
threaten that approval for Medicaid was contingent upon an untelated
matter.

Employment

® The Mental Disability Law Clinic at Touro College successfully negoti-
ated with the counsel for the Metropolitan Museum of Art in New
York City to have the position of an employee who is mentally ill
restored to him. The client had been terminated from his job by the
museum after he experienced an episode of manic depression while at
work. After commencing an EEOC action, but prior to filing a lawsuit,
the client was restored to his position at the museum and paid several
thousand dollars in back pay for lost time. The client was also returned
to a higher salary level with full benefits.
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Fair Housing

® Legal Services of Central New York, Inc. has taken on the case of an
elderly woman with a mental illness who was forced to move out of the
apartment where she had resided for fifteen years. The landlord’s
reason for demanding that she move out was her behavior spanning
several months which was associated with a psychiatric episode. Their
client was hospitalized in February, 1996 and remained an inpatient
through September despite the fact that she had been stable and ready
for discharge for several months because the apartment complex still
refused to allow her to return to her home. An additional problem was
that the apartment manager gave the woman unfavorable references
when she applied for other living arrangements, thus exacerbating the
problem. Even an application to a municipal housing authority resulted
in a denial at first, but after further meetings and discussion, the client’s
application was finally accepted.

® New York Lawyers for the Public Interest, Inc. successfully prevented
the imminent discharge of an individual with a psychiatric disability
from his supported apartment program. The provider initially sought
to discharge the resident without proper discharge planning, and
without an eviction proceeding in court. After NYLPI’s intervention,
an agreement was negotiated with the residence to provide extensive
assistance to their client to locate alternative housing. As a result, the
client has found other housing and moved.

Interpreter Services for Deaf Individuals

® Neighborhood Legal Services, Inc. filed a complaint with the federal
Office of Civil Rights on behalf of a deaf client who alleged that he
was denied access to interpreters for his mental health treatment at an
acute care psychiatric unit. The decision received from the Office of
Civil Rights found that the hospital in question had failed to provide
the client with sign language interpreters on a number of occasions
during his hospitalization. The decision also stated that as a result of
negotiations on this complaint, the hospital had voluntarily changed its
policy and procedures on interpreters, making them acceptable to the
Oftice of Civil Rights.

The new hospital policy made some significant changes. It provided
interpreters within 20 minutes of a request — and within 10 minutes if
the request was from someone in an emergency setting. The policy also
states that the request for interpreter services may be received from the
patient, the family or representative of a patient, or from the provider
of services. The policy also cleatly states that charges for interpreter
costs rest with the hospital and are not billed to the patient.

® In a similar situation, New York Lawyers for the Public Interest, Inc.

has wotked closely with New York City Health and Hospitals Corpora-
tion in developing policies and procedures for providing interpreter
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services and other assistance to deaf patients in a timely manner 24
hours per day. Interest was stimulated at NYLPI after they were
contacted by a deaf patient who had been held with no evaluation or
treatment over a holiday weekend in the Bellevue Psychiatric Emer-
gency Room because the interpreter services usually in place were not
available due to the holiday.

Client Assistance Program

The Client Assistance Program (CAP) is a federal program administered by the
Commission with the mission of promoting access to quality vocational and
related services driven by consumer preferences and abilities. This is a funda-
mental tenet of the Federal Rehabilitation Act on the basis of which the
Commission and its statewide network of participating CAP agencies assists
individuals with disabilities secure quality vocational and other services related
to employment, education, transitioning from school to work and self-support.
As mediators, advocates, and legal representatives, CAP professionals employ
an array of strategies to advance consumer access to effective rehabilitation and
related services. CAP serves as a critical link to vocational services for many
individuals who would otherwise find navigating the service delivery system
frustrating and intimidating,

In a typical reporting period, such as the past year, consumer complaints vary,

ranging from individuals seeking self-contained sheltered employment services
to individuals seeking sponsorship for graduate studies leading to professional
careers in medicine and law.

During the past year, CAP served over 6,200 New Yorkers with disabilities.
More than 1,000 individuals received intensive advocacy case services. The
statewide network of CAP advocates linked consumers with a vast array of
vocational and related services by providing information and referral to over
1,400 individuals and demonstrated specialized expertise by providing technical
assistance in over 764 cases. Over 3,000 individuals received training on their
rights and responsibilities in the state’s vocational rehabilitation and related
services system.

CAP Services
N=6,227

Individual Case Services 1,063
Information & Referral 1,400
Consumer Trainings 3,000
Technical Assistance 764
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Access to Computer Technology

Limited access to computer technology is a consistent consumer complaint and
represents a fundamental challenge for the VESID service delivery system. Mr.
Ms case illustrates how consumers benefit from CAP’s close working relation-
ship with other New York State advocacy services. Mr. M.s father contacted
CAP after VESID had refused to provide a computer for his son. Mr. M. is a
VESID consumer with Muscular Dystrophy attending college and majoring in
computer animation. Mr. M. indicated that despite VESID’s willingness to
provide transportation, he was not gaining sufficient access to the computer
labs on campus due to his demanding course schedule and limited lab hours.
Mr. M. and his father had raised this issue with VESID and had received a letter
from the senior VESID counselor indicating that under the American with
Disabilities Act (ADA) and Section 504 of the Rehabilitation Act, the college
was responsible for providing Mr. M. with a computer.

CAP met with the VESID District Manager in an attempt to negotiate a
resolution and to avoid a fair hearing appeal. The VESID District Manager
consulted with his senior staff and their technology expert, all of whom agreed
that the university was responsible for providing the computer.

In the course of advocating for VESID sponsorship, CAP noted that the 1986
amendments to the Rehabilitation Act exempts assistive technology from
similar benefit consideration. In addition, CAP noted that the regional CAP
attorney also serves on the New York State Assistive Technology Advocacy
Project and that the AT Project would be very interested in pursuing Mr. Ms
case. The AT Advocacy Project focuses on impact litigation to advance access
to assistive technology for individuals with disabilities. The district manager
indicated he would consult with VESID’s central office. The following day CAP
received notice that VESID agreed to provide funding for the computer.

Leaving Sheltered Employment

Ms. H. is a thirty-six year old VESID consumer who has mental retardation and
a speech impairment. She had been in the same sheltered workshop placement
for fifteen years. With support from personnel at her group home, and a case
manager at the workshop, Ms. H. approached a VESID counselor for relocation
to an alternative workshop or to a supported employment placement. The
VESID counselor was extremely reluctant to consider alternative placements
and admonished the case manger for advancing Ms. H’s request.

CAP facilitated a meeting with all parties to review Ms. H.s options. Following
the meeting, the VESID counselor expressed a willingness to explore supported
employment and requested the sheltered employment program to implement a
behavior management program for Ms. H. A program of structured supports
and feedback was initiated to assess whether Ms. H.’s inappropriate behaviors
could be corrected. The behavior management program was monitored for six
months and the results were excellent. Ms. H. has now been recommended for
supported employment and she is extremely satisfied with this outcome.
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Self Employment and Supports/VESID

The case of Mr. V. is an illustration of CAP’ ability to assist consumers in
negotiating a myriad of obstacles leading to a successful employment outcome.

CAP had previously represented Mr. V. at a fair hearing to secure VESID
support for an assistive technology evaluation to determine whether music
composet/writer was a feasible occupational objective. Mt. V. had a successful
career in the music industry prior to being diagnosed with Multiple Sclerosis.
The goal was deemed feasible with the use of a customized music computer
and recording equipment. It took a full year with ongoing CAP intervention
for delivery, installation, and training on the equipment.

Unfortunately, Mr. Vs wife experienced serious medical problems and his M.S.
exacerbated. To meet his need for more intensive supports, Mr. V. moved into a
nursing facility. CAP assisted Mr. V. with the logistics of the move, with re-
installation of the equipment at the nursing facility, in securing VESID spon-
sored repairs and with the purchase of a customized work table.

CAP then assisted Mr. V. in developing a Social Security Plan for Achieving Self
Support (PASS) which provided Mr. V. with resources to market his material.
Initial objections by Social Security to establish a PASS savings account at a
nursing facility were overcome, and CAP linked Mr. V. with local resources to
secure copyright protection for his work.

Mr. V. is now marketing his material independently and is engaged on a project
to promote Long Island through the tourist industry and Chambers of Com-
merce.

VESID Overpayment and Service Suspension

In another case illustrating CAP’s role in facilitating negotiated settlements,
CAP assisted Ms. Q in negotiating a repayment plan to satisfy a VESID over-
payment. Ms. Q. is a VESID consumer who is deaf and a resident of New York
City. She relocated temporarily to Central New York to continue with her
college studies when her home VESID district office discovered that she had
been mistakenly awarded an overpayment of approximately $5,000 dollars in
VESID funds. VESID suspended all support pending full repayment. Ms. Q.
proposed a repayment schedule of fifty dollars a month which was unaccept-
able to the home VESID District Office Manager.

The western New York CAP oftice took the lead on this New York City case
due to Ms.Q.’s temporary residence within their catchment area, and because the
western New York CAP advocate is fluent in sign language.

CAP contacted the VESID District Manager and negotiated a satisfactory
repayment agreement that allowed Ms. Q. to continue with her studies. An
amount equivalent to VESID’s typical room and board sponsorship will serve
as repayment each semester until the debt is satisfied in-full. Ms. Q. will secure
loans or alternative support for room and board in the interim. She will
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continue to receive VESID support for tuition, fees, books and transportation
assistance associated with her studies.

Training Program Dismissal

The case of Mr. Z. exemplifies CAP’s typical role as mediator and negotiator.
Mr. Z.1s a 23 year old VESID consumer with significant learning disabilities.
Following several warnings regarding punctuality, absences, and his inability to
avoid conflicts with other consumers, he was dismissed from a VESID spon-
sored maintenance training program. The administrator of the training pro-
gram was not willing to readmit Mr. Z. into the program, despite an appeal
from his VESID counselor.

Following Mr. Z.’s request for assistance, the Manhattan CAP advocate identi-
fied a recently developed maintenance training program at the International
Center for the Disabled (ICD). The program provided on-site counseling and
problem solving supports for individuals engaged in on-site training.

Mr. Z. enrolled and excelled in the program which led to a placement at a local
VA hospital. Unfortunately, Mr. Z. had an altercation with an ICD staff
member over tardiness, and did not believe he had to answer to a line supervi-
sor. Mr. Z. was also repeatedly accused of using foul language by his line
supervisor. As a result, the program director was forced to consider dismissing
Mr. Z. from the program.

Mzr. Z’s mother contacted CAP concerned about her son’s possible dismissal
from the program. CAP facilitated a meeting of all the parties and the program
director discussed the program requirements and expectations with Mr. Z. and
his mother. The program director was intent on establishing definitive guide-
lines for Mr. Z. to follow before she would allow him to return to the program.
CAP suggested development of a contract to be signed by all parties con-
cerned. CAP and Mr. Z. worked out a contract that was approved by the
program director. Mr. Z. is currently back in the program, and to date, no
further incidents have occurred.
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The PAIR Program

The Protection and Advocacy for Individual Rights (PAIR) program is a legal
and nonlegal advocacy program authorized by the Rehabilitation Act to provide
authority and funds to states and territories to represent persons with disabili-
ties who do not qualify for other existing advocacy programs. The Commission
administers the program through contracts with regional offices. Typically
persons with mental illness living independently in the community and persons
with adult-onset disabilities are served in the program.

During the past year the New York State PAIR program served approximately
5,000 persons with disabilities, their families and advocates. Two hundred
ninety-three persons were provided with legal representation or intensive case
advocacy services. Another 966 persons were provided with information or
appropriate referral and 3,741 persons were trained at 99 educational settings.

The following are examples of PAIR cases:

Supplemental Security Income Prerelease Program

Nassau Suffolk Law Services Committee (NSLS) in collaboration with its
agency’s sister program, Mental Health Law Project and LIFE - a mental health
consumer-run program - has successfully instituted a process for persons with
mental illness being released from the Kings Park Psychiatric Center. This
process has resulted in individuals receiving SSI benefits within a few weeks of
discharge, as opposed to six months or longer delays which were common
previously. NSLS played a key role this year in developing new State mental
hygiene legislation which incorporates this process. Moreover, Maureen
McDavis, a PAIR and LIFE consumer advocate was awarded the Andrew
Holub Achievement Award by the Federation of Employment and Guidance
Services, one of New York’s largest not-for-profit human services agencies, for
her work on this prerelease program.

Accessible New York City Taxicabs

New York Lawyers for the Public Interest’s INYLPI’s) PAIR program and
Disabled In Action (DIA) devoted extensive efforts this past year to develop
strategies to make taxicabs available in New Yotk City that are accessible to
people who use wheelchairs. Because of the difficulty of using public transpor-
tation, taxicabs play an important role in the transportation of individuals with
mobility impairments. NYLPI and DIA have met and sought to work with a
number of city and state agencies in an attempt to forge a coalition to support a
workable proposal. Because taxis are much less expensive than ambulettes,
accessible taxicabs would not only benefit many individuals, but could save
money for Medicaid and the State Office of Vocational and Educational
Services for Individuals with Disabilities, which now pay for ambulettes.
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Disability Discrimination by a Physician Remedied

Disability Advocates, Inc. (DAI) was contacted by the parent of a deaf teenager
who had requested, and was denied, an interpreter for an outpatient medical
appointment. The parent filed a complaint with the Department of Justice, but
it was not accepted.

DALI contacted the medical group and informed it that litigation would be
commenced unless it agreed to provide sign language interpreters, post an
interpreter policy in its waiting area, and advertise the policy in a local newspa-
per. After negotiating with counsel for the medical group, they agreed to all of
DAT’s requests, as well as to draft language for the interpreter policy and
newspaper ad.

lllegal Discharge of Hospital Patient with Traumatic Brain Injury
Prevented

DAI was contacted by a patient at St. Mary’s Hospital in Troy, NY, regarding an
impending discharge to a homeless shelter. He had traumatic brain injury, as
well as a history of seizures, heart problems, asthma, and prior substance abuse.
He also had just had a heart catheterization. The hospital made no discharge
plans other than to place him in the shelter, where he would have to leave the
facility between the hours of 8:30 a.m. and 4:00 p.m.

The client took eleven medications at ten different times of the day, and could
not be compliant with medication in such an arrangement. Although the
hospital was informed that it had not put together an appropriate discharge
plan, it refused to delay the discharge pending an alternative placement.

DALI appealed the hospital’s decision pursuant to the Public Health Law, and
won a stay of the discharge pending the procurement of an appropriate facility.
DALI found the client an apartment run by a program for individuals with a
ptior history of substance abuse. Outpatient rehabilitation services to address
his traumatic brain injury and other health needs were also arranged for. He is
currently doing well in his new home.

New York City Marathon Opened for Wheelchair Participants

Nassau Suffolk Law Services Committee (NSLS)PAIR program represented a
client who is a competitive wheelchair athlete and who, along with numerous
other competitors, has been denied access to compete in the New York City
Marathon. The goal of this advocacy is to expand participation in the New
York City Marathon to competitive wheelchair athletes similar to competition in
the Boston Marathon and other National and International competitions.
Several lawsuits brought against the New York Road Runners Club by competi-
tive wheelchair athletes to require the Club to make the race accessible have
failed, and the race has, to date, remained inaccessible to competitive wheelchair
participants.
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Final negotiations were completed with the New York Road Runners Club
regarding the client’s request for a reasonable accommodation to participate in
the New York City Marathon. It was agreed that the client (and similarly
qualified participants) would be provided with a starting position in the front of
the race with a 12 minute eatly official start. Procedures for positioning the
athletes at the start of the N.Y.C. Marathon are being handled by the Achilles
Track Club, which reports that an additional approximately 90 wheelchairs will
also compete, of which more than half will be in the competitive category (less
than 3 hours to complete the marathon). This is the first time in the history of
the New Yotk City Marathon that there will be organized competitive wheel-
chair participation in the race.

Legal Interventions

In litigation, the protection and advocacy programs have a tool of last resort
provided by federal statute to protect and enforce constitutional rights. Over
the years the power to intervene by litigation has been used effectively in
actions which resulted in protecting and advocating for the rights of individuals
with disabilities. One of the great tests — and achievements — of the American
legal system is its power to represent, and advocate for the rights and com-
plaints of those who are particularly vulnerable, and, at times, stigmatized,
abused, or outcast by others in society. The following are examples of legal
actions pursued by the protection and advocacy programs.

PADD Legal Actions

Settlement Reached For Individuals With Developmental Disabilities

In Psychiatric Centers
John S. and John R. et al v. Pataki, et al (NDINY)

This is a class action which is co-counseled between the Syracuse PADD office,
Legal Services of Central New York (LSCNY) and Syracuse University Law
Clinic. The named individuals are residents of the Hutchings, Binghamton and
Mohawk Valley Psychiatric Centers. The suit alleges that the State has provided
inappropriate care and treatment to the class members (including present and
future residents) in violation of their substantive due process rights under the
14th Amendment to the U.S. Constitution.

During the course of the litigation, these advocates were able to achieve
substantial results for many class members including re-evaluation by both the
NYS Office of Mental Health (OMH) and the NYS Office of Mental Retarda-
tion and Developmental Disabilities (OMRDD). Residents were transferred to
morte appropriate and less restrictive settings. Those awaiting transfer were
afforded more appropriate habilitation services and the special Multiple Dis-
abilities Unit of Mohawk Valley Psychiatric Center was restructured and
restaffed.

The final details of the settlement and the attorneys fees award are being
completed. It is anticipated that all individuals found to be the legitimate
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responsibility of OMRDD will be moved to appropriate settings. The signifi-
cance of such a victory is that there has been no way to access the OMRDD
system on an emergency basis and for that reason distraught families have
sought psychiatric admissions out of desperation. The psychiatric center staff
were unfamiliar with how to provide for the habilitation needs of these indi-
viduals with developmental disabilities. The suit will assure that once identified
after emergency admission, these individuals will get appropriate temporary or
transitional care and then move on to the more appropriate OMRDD system.

Applied Behavioral Analysis For Children with Autism Won in Federal Court
Nicholas Malkentzos on behalf of “MM” v. Barbara De Buono as Commissioner
of the New York State Department of Health; The New York State Department
of Health; The New York City Department of Mental Health, Mental Retardation
and Alcoholism Services

The Commission’s New York City PADD legal support unit, New York Law-
yers for the Public Interest INYLPI), was successful in finding the law firm of
Weil, Gotshal & Manges to represent an aggrieved parent under the NYLPI
Clearinghouse Program. The Clearinghouse is a consortium of forty prestigious
New York City law firms which offers support to NYLPIL Each firm agrees to
assume a number of cases pro bono. In “MM”, Weil, Gotshal & Manges won a
tull preliminary injunction from Judge Constance Baker Motley of the US
District Court for the Southern District. The Federal Court reversed a New
Yotk State Department of Health’s Hearing Officer decision which had denied
the use of the controversial in-home Applied Behavioral Analysis (ABA) or
Lovaas method for MM, a child with autism.

Judge Baker Motley stated that the defendants claims that the method was
controversial and that allegedly, in the immediate area, there were no available
“qualified personnel” as defined by State statute, did not preclude this family
from finding their own trained college student practitioners and implementing a
forty hour a week in home program. Citing the Supreme Court decision in
Florence Connty v. Carter, Judge Baker Motley opined that MM’ family could seek
out a non-approved placement when the public placement is inappropriate for
their child. In granting the full injunction, Judge Motley ordered that the
defendants either provide the forty hours of in home ABA therapy, or reim-
burse the plaintiff for arranging the services. In addition, the plaintiff was
awarded reimbursement for proven expenditures to date. This very significant
decision is receiving widespread public interest, because there have been many
denials of ABA therapy either under the rationale of number of hours involved
(up to 40 per week) or because college students under the supervision of a
trained special education teacher were considered as not “qualified personnel”.

Parochial School Placement Sustained In U.S. Court of Appeals
Russman v. Watervliet Central School District

The Commission’s PADD program for the Hudson region, Albany Law

School(ALS) Disabilities Law Clinic, was victorious for a second time when the
2nd US. Circuit Court of Appeals upheld an earlier favorable decision by U.S.
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District Court Judge Con Cholakis. In his July 6, 1995 Russman v. Watervizet
Central School District decision, Judge Cholakis ruled that Colleen Russman was
entitled to receive the special education services of a consultant teacher and
teaching aide, on site, at the St. Brigid parochial school. These special education
services were guaranteed under the Individuals with Disabilities Edncation Act, and
while such services “might add to the secular environment at St. Brigid, there is
no evidence that the provision of a consultant teacher and teaching aide would
add to the religious environment at the school.” The Circuit Court of Appeals
agreed with the entitlement to services, and that there was no Church-State
entanglement. There is only one final level of appeal for the School District and
that is the U.S. Supreme Court. The Watervliet School District and the New
York State School Boards Association are considering such an appeal, because it
is their collective belief that “the court has opened the barn door enormously
in terms of special education for private schools.” For special education stu-
dents, it means that, if they choose a private parochial school, they can receive
their services on site rather than at some trailer on “neutral grounds.”

Young Woman Seeks Reimbursement for Successfully Completed
Training Program
Barbee v. VESID

This young woman with developmental disability had been accepted at the New
York University Para Educator Center (PEC). Initially, she was told by the New
York State Vocational and Education Services for Individuals with Disabilities
oftice (VESID) that she could attend the PEC program in child care, but, later,
VESID reneged stating that the program was longer than what is normally
acceptable. The Westchester/Putnam Legal Services (WPLS) attorney brought
an Impartial Hearing appeal which sustained the tuition payment for NYU. The
Commissioner of VESID, however, reversed the Hearing Officer decision,
stating there were other more suitable programs which were local to
Westchester. WPLS brought an Article 78 appeal in State Supreme Court
alleging that the Hearing Officer decision was supported by substantial evidence
that local programs did not provide child care training, that VESID’s reversal
was arbitrary and capricious in that other similatly situated individuals statewide
have been approved for the PEC program and finally that VESID exceeded the
permissible scope of its authority on review by re-finding the facts rather than
simply reviewing for errors in law.

The State Supreme Court dismissed on very narrow grounds of an error in the
record. At oral argument before the State Appellate Division, the WPLS
attorney stipulated the error, but argued that this did not change in any material
way, the facts of the case and the fact Ms Barbee had successfully completed
training and is employed as a teacher’ aide gives testament to the fact that the
program was appropriate and met all the elements of Ms. Barbee’s vocational
plan. This case is significant in that it might insure that the State VESID does
not act so arbitrarily in the future and that individuals will receive training that
will help them to be contributing members of society.
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PAIMI Legal Actions

Experimentation on Incompetent Adults and Children Stopped
TD. v. OMH

Two PAIMI offices, Disability Advocates, Inc. and New York Lawyers for the
Public Interest, Inc., along with Mental Hygiene Legal Service, First Depart-
ment have prevailed at the Appellate Division of State Supreme Court in their
challenge to certain portions of the Office of Mental Health Regulations
concerning research projects on human subjects. The lawsuit, T.D. ». OMH,
focuses on physically intrusive experiments (such as drugs, ECT, surgery)
involving persons who are deemed incapable of consent by OMH doctors. The
lawsuit asserted that if an individual is incapable of giving consent, surrogate
consent is illegal for experiments which offer no benefits to the subjects
involved. The use of minors in research without parental consent is also
challenged.

The plaintiffs sought and obtained a declaration that the regulations which
permit such experimentation are unlawful. Since 1995 when the original State
Supreme Court decision was issued, the Office of Mental Health twice ignored
the Court’s order and continued the challenged practices. After the issuance of
restraining orders, the practices were finally stopped.

In December, 1996, the Appellate Court issued a unanimous decision which not
only upheld, but more broadly interpreted, the initial decision, finding that the
current regulations and practices “fail to provide for adequate notice and review
procedures and therefore violate the due process clause of the New York State
Constitution and the due process of the Fourteenth Amendment of the United
States Constitution, and violate this State’s common law as well as Public Health

2

Law...

Medicaid Ends Arbitrary Limits on Clozapine
Matter of Ruth X. v. Wing and DeBuono

New York Lawyers for the Public Interest, Inc., which serves as the New York
City regional PAIMI office, has taken the lead in advocacy related to the
availability of clozapine, which was heralded several years ago as a new miracle
drug to treat schizophrenia. Originally, New York State Medicaid had refused to
pay for clozapine at all, based on its cost, until NYLPI filed suit in 1991. In
Alexcander L. v Cnomo, the State Supreme Court ordered New York to include
clozapine in its Medicaid formulary. On February 1, 1996, the State dropped
arbitrary limits on payment for clozapine for individuals on Medicaid. This
useful development follows the success of another NYLPI lawsuit, Matter of
Ruth X. v. Wing and DeBuono.

Starting in 1992, Medicaid refused to pay for clozapine for uses not included in
the Food and Drug Administration-approved “labeling” for the drug. The
“labeling” covers only patients over age 16 who are diagnosed with schizophre-
nia. (“Labeling” is material by which drug makers recommend their products to
doctors. The FDA allows a use for a drug to be listed in labeling only if the
drug maker submits to rigorous studies showing the drug is safe and effective
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for that use. However, once a drug is approved by the FDA, doctors are free to
use it according to their best judgement, including for purposes not listed in its
labeling This freedom is one way new uses for drugs are found. Drug makers
often do not bother to submit new data to expand labeling, even as new uses of
their drugs become widely accepted.)

The issue addressed in the Ruzh X. case was the age of the patient for whom
clozapine was being prescribed. Ruth X. was 13 years old and had been hospi-
talized for months and not helped by drugs other than clozapine. When she was
given clozapine, she improved rapidly and was ready to go home. However,
Medicaid denied Ruth’s doctot’s request for prior approval for payment for
clozapine to continue on an outpatient basis, because use with a person her age
was considered “off label” use. Ruth rapidly decompensated and her hospital
stay was prolonged by 15 weeks, at a cost of $60,000 more in Medicaid pay-
ments than the State would have incurred by treating her as an outpatient with
the requested clozapine.

NYLPI represented Ruth in a Medicaid fair hearing, but she lost. NYLPI filed
suit for her, saying the denial violated the rule that Medicaid must pay for
“medically necessary” drugs. Although the State tried to avoid a court decision
by giving Ruth some of what she sought in the lawsuit, the Court rejected its
attempt. This cleared the way for a ruling on the policy. Negotiations began and
finally, New York State announced the end of the prior approval requirement,
which also ended the “off label” policy as well.

Other problems have denied people on Medicaid access to clozapine as outpa-
tients as well. Neighborhood Legal Services, Inc., the PAIMI regional office for
the western New York region, successfully represented an individual in a
Medicaid fair hearing who had been denied clozapine because her diagnosis was
bipolar disorder rather than schizophrenia. In a case similar to that of Ruth X.,
North Country Legal Services, Inc., the PAIMI office in the northern region of
the State assisted a 15 year old gitl in obtaining clozapine despite the refusal of
the hospital which was providing her treatment to accept the recommendations
of a consulting child psychiatrist who had prescribed the drug for her.

As a result of ongoing advocacy efforts and the cooperation among advocates,
recipients of mental health services, and their families; clozapine is finally fully
available under New Yotk State’s Medicaid program.

Access to Treatment for Spanish-Speaking Patients
W.G. et al. v. Dvoskin, et al.

Disability Advocates, Inc. and Mental Hygiene Legal Service, Second Depart-
ment successfully concluded a lawsuit, W.G. ef al. v Dvoskin, et al., which was
brought on behalf of all patients who spoke only or primarily Spanish at
Rockland Psychiatric Center. The lawsuit was brought after it was learned that
these Spanish-speaking patients who were unable to communicate in or under-
stand English were being confined for treatment when the treatment team was
unable to effectively communicate with them.
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A settlement agreement was reached between the parties, which resulted in the
creation of a second Spanish-speaking treatment unit at Bronx Psychiatric
Center. The patients who moved from the Rockland facility to Bronx PC’s
Spanish unit have done remarkably well since they were transferred. One patient
is expected to be discharged in the near future. An additional benefit of this
settlement plan is that family members of these patients, most of whom live in
the Bronx, can now visit their relatives more easily. Travel upstate to Rockland
County had been prohibitive for many of them.

Challenge to “PRN” Medication Successful
Ruiz v. Acrish

Several years ago, the PAIMI program at Touro College’s Mental Disability Law
Clinic filed a class action lawsuit, Ruig . Acrish, which challenged the widely
accepted practice of using PRN medications over the objection of patients “for
agitation.” The lawsuit was later joined by another PAIMI office, Disability
Advocates, Inc. as co-counsel. The primary issue in this lawsuit was that the
writing of PRN orders “for agitation” and the related forced medication led to
violations of the right to refuse medication previously established by another
lawsuit, Revers 1. Karz, several years previously.

After many years of litigating this issue, the lawsuit was finally settled. The
settlement provided that:

® The NYS Office of Mental Health would adopt a policy that prohibits
the writing of PRN for agitation orders in the form that they were
currently being written. The new policy would require that such orders
must be written “PRN for Agitation: to be given over objection only in
an emergency.” The Office of Mental Health agreed to keep this policy
in force for at least five years after the court approved the settlement
and an official policy directive was sent from the OMH on October 15,
1995.

® The Office of Mental Health would train all psychiatric center employ-
ees who ate authorized to write medication orders or to administer
medication about the provisions of the new policy.

® The Office of Mental Health agreed to monitor compliance with the
new policy through its Quality Assurance program for one and a half
years after the settlement and to provide plaintiffs’ counsel with copies
of the reports regarding the new policy for one year.

® The members of a subclass of patients at Harlem Valley Psychiatric
Center would each receive a $100 settlement by executing a release, or
they had the right to reject the settlement and bring their own lawsuit
for damages.
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CAP Legal Actions

Scope of Vocational Services
Cline v Gloeckler and Mills

VESID typically defines its role narrowly by limiting training and supports to
those that lead to entry level employment. Cizne v Gloeckler and Mills focused on
clarifying the role of vocational rehabilitation, and argues that the Rehabilitation
Act calls for services that are consistent with an individual’s abilities and
intended to advance career opportunities beyond entry level employment.

In Cline v Gloeckler and Mills, the western New York CAP legal services unit,
Neighborhood Legal Services Inc., initiated an Article 78 complaint challenging
the VESID Deputy Commissioner’s reversal of a fair hearing decision favoring
Ms. Cline. CAP argued that VESID’s reversal of the fair hearing decision was
not based on clear and convincing evidence that it was in violation of law or
policy. CAP also challenged VESID?’s reversal based on their failure to notify
Ms. Cline of their intent to review the hearing decision within the prescribed
timeframes. The Albany County Supreme Court ruled in favor of Ms. Cline
based on VESID?s failure to comply with the prescribed time frames. This case
was decided shortly after this reporting period ended.

Violation of the Randolph Sheppard Act.
Blind Vendors v. U.S. Postal Service

In the case of Blind Vendors v. U.S. Postal Service, the NYS Commission for the
Blind and Visually Handicapped, blind vendors, and the Attorney General’s
Office filed suit in U.S. District Court challenging the policies and practices of
the Postmaster General of the US Postal Services. New York Lawyers for the
Public Interest NYC CAP legal office) actively supported the litigation by filing
an amicus brief.

Blind Vendors v. U.S. Postal Service successfully demonstrated that the U.S. Postal
Service had denied blind vendors the revenues, profits and benefits due them
from the operation of vending facilities on Post Office property. The Randolph
Sheppard Act requires the U.S. Postal Service to establish one or more vending
facilities for operation by blind persons “wherever feasible”. The US. Postal
Service had only established eleven Randolph Sheppard vending facilities in all
of New York State. The settlement agreement will assure that the US. Postal
Service is in full compliance with Randolph Sheppard requirements and will
result in a significant increase in the number of employment opportunities for
CBVH consumers statewide.

VESID Vehicle Modification Policy
Marshall v Switzer

Marshall v Switzer is another longstanding CAP case that successfully challenged
a provision of VESID’s vehicle modification policy that prohibits sponsorship
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for factory-installed equipment. Mr. Marshall is a high level quadriplegic who
was prescribed a series of vehicle adaptations that were achievable with factory
installation i.e., power windows, heavy duty suspension, etc. The Marshall case
took on additional significance when the lower court ruled, in response to
VESID’s motion to dismiss, that consumers of vocational rehabilitation
services do not have an “individual” right to challenge a state agency in federal
court under Section 1983 of the Civil Rights Act.

The Second Circuit Court of Appeals rejected this interpretation for recipients
of vocational rehabilitation services, and affirmed “enforceable rights, privi-
leges, or immunities within the meaning of Section 1983.” The court ruling
cited Title I of the Rehabilitation Act that requires states to develop a plan that
“shall” provide, at a minimum, for the provision of specific vocational rehabili-
tation services. The court also referred to State Plan requirements that state
vocational rehabilitation programs “shall” provide that an Individualized
Written Rehabilitation Plan (IWRP) be developed for each eligible individual.
The case was then remanded back to the District Court for resolution.

The US. District Court ultimately ruled that the VESID policy was inconsistent
with requirements of the Rehabilitation Act, and directed VESID to amend
their policies and compensate Mr. Marshall for costs associated with the
prescribed factory installed equipment.

Education and Training

The work of the Commission’s advocacy programs goes beyond individual case
representation. Fach office provides trainings, conferences, or small workshops
to groups throughout assigned catchment areas. The topics are generated
according to the needs of a particular group and trainings serve as a significant
way of providing outreach. Individuals with disabilities, their family members,
advocates, and others are provided with knowledge, skills, and self-confidence
which adds to the quality of their lives. The following represents a sampling of
these activities.

e Educational Advocacy Training (EAT): This very successful parent
training continues on a statewide basis with the coordinator/instructor
working from the Commission’s central office in Albany. There are
three levels of training beginning with a special education overview and
moving on to CSE meetings and Impartial Hearings. In addition to the
individual sessions, a Statewide conference sponsored by a number of
advocacy agencies was planned for the spring of 1997.

The EAT trainings have been enhanced with the addition of a bilingual
instructor who will be training families in their native Spanish language.
These special Spanish language trainings have identified other needs.
For example, it has become apparent that Spanish language dominant
parents could use the assistance of a bilingual advocate to help assure
their full participation. Families are entitled to translators but these
individuals serve no advocacy role. Consideration is being given to
developing, on a trial basis, a cadre of bilingual volunteers to accom-
pany families to the CSE meetings.
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How to Develop An Individualized Education Plan (IEP): This
has been another continuing initiative from the WINYADD office in
Rochester. It has been found that very few people understand how an
IEP should be constructed. The WNYADD staff have developed very
helpful guides to developing long and short range goals. This material
and training has assisted many individuals on Committees on Special
Education (CSE) as well as parents who find, at times, what is devel-
oped at CSE meetings is utterly incomprehensible.

Continuing Education for Foster Parents: Long Island Advocates
Inc. continues to assist the Department of Social Services Foster Care
Unit in training minority foster parents about how to negotiate the
special education system. Workshops were conducted in the morning
and early evening to facilitate participation. Families are required to
attend these sessions in order to meet continuing education require-
ments for their licensure.

Disabilities Awareness Program: Each year a contest is held to
encourage typical school age students to express in writing or through
art their concepts of integration of individuals with disabilities. The
schools are visited by representatives from the Commission who
conduct a sensitivity training. Then the students are invited to send
submissions for the contest. The submitted art work and creative
essays are featured at a spring display at the Empire State Plaza in
Albany. The individual winners are treated to a celebration which is
frequently hosted by the state’s First Lady at the Governor’s Mansion.

Disability and the Law: Featured this year in the ongoing series was a
video entitled “Supported Employment: A Winning Option for All”.
Highlighting the benefits of supported employment, this one hour
show explored the history of employment options for persons with
disabilities and the federal laws which govern supported employment.
The staff and participant interviews demonstrated the benefits of
supported employment and the numerous options available within the
program.

Medicaid Fiscal Assessment Training: New York Lawyers for the
Public Interest, Legal Services for the Elderly and the Association of
the Bar for New York City conducted a training for pro bono lawyers,
Legal Services, and Legal Aid lawyers on Medicaid fiscal assessment,
the process by which Medicaid determines whether people should
receive personal care at home or should be transferred to nursing
homes. The training focused on the assessment process and how to
represent clients in Medicaid fair hearings, State Court Article 78
proceedings and Federal Court. This training helped maximize the
available legal representatives for an increasing caseload.

Minority Outreach: The Minority Outreach effort continues under
the coordination of Ms. Loretta Goff of the Commission’s New York
City PADD staff. Ms. Goft now divides her time between case advo-
cacy and minority outreach training. She continues to be a consultant to
the PADD Network of nine Statewide contract offices and she pre-
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pates an annual workshop for the Advocacy Services conference. The
focus of this effort is to prepare agencies to be culturally competent
and to help entice and train individuals of various ethnic backgrounds
into the service delivery system.

State University of New York (SUNY) Graduate Training: The
advocates from the PADD office in Rochester, Western New York
Advocates for the Developmentally Disabled (WNYADD), conducted
a two and one-half hour workshop for Masters-level teaching students
at the SUNY campus at Geneseo. The session was interactive in which
the students would pose questions on a range of issues, from special
education law and regulations to various special education methodolo-
gies such as Applied Behavioral Analysis or Lovaas. Such a spontane-
ous method of instruction has helped to foster classroom discussion.
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1995-96 Publications

Shifting Costs to Medicaid: The Case of Financing the OMRDD Comprebensive Case
Management Program, December 1995

Watching Over the Children: A Review of 1995 Commission Activities on Behalf of Children
with Mental Disabilities, March 1996

Breaking with the Past: How New York's Private Psychiatric Hospitals Have Managed Stnce
Managed Care, April 1996

Why Do Psychiatric Clinic Costs Vary by 1030%¢ A Review of the Efficiency of Freestanding
Clinies, May 1996

A Brief Report on Active Programming in State Psychiatric Centers: Has Anything Changed?
August 1996

Profit Making in Not-for-Profit Care Part I11: The Case of Queens County Neuropsychiatric
Institute, Inc., October 1996

Brochures — Could This Happen in Your Program? Series:

In the Matter of James Manning: A Case of Unrealistic Supervision Expectations

In the Matter of Becky Newman: A Failure to Commmunicate in Sexually Related Incidents
In the Matter of Joel Lang: A Failure to Ensure Implementation of a Discharge Plan

In the Matter of Donna Osborne: Providing Life-Saving Treatment Over Objection

In the Matter of Alanis Petty: When Investigations Miss the Basic Facts

In the Matter of Juan Garcia: Errors Spanning Three Shifts Lead to Death

In the Matter of Grace Maddux: Preventing Accidents During Activities of Daily 1iving
In the Matter of Sara Grand: Preventing Deaths by Timely Medical Care and Monitoring
In the Matter of Gail Foster: Dealing with Crime In A Residential Program

In the Matter of Linda Simon: Despite Late Reporting, The Incident Review Process Works
In the Matter of Amos Grace: Are Professional Staff Above Reproach?

In the Matter of Joan Stalker: Too Little, Too Late

In the Matter of Sharon Seaver: Chance Glance Thwarts Suicide Attempt
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Protection and Advocacy
for Developmentally Disabled Persons

Erie

Cattaraugus

Cheuteuqua,

1. NYS Commission on Quality of Care
Bureau of Protection and Advocacy
99 Washington Avenue, Suite 1002
Albany, NY 12210
(518) 473-7378

New York City Region

2. NYS Commission on Quality of Care
Bureau of Protection and Advocacy
270 Broadway, Room 2808
New York, NY 1007-2372
(212) 417-5096

3. New York Lawyers for the Public Interest, Inc.
30 West 21st Street, 9th Floor
New York, NY 10010
(212) 727-2270

Lower Hudson Region

4. Westchester Legal Services
4 Cromwell Place
White Plains, NY 10601
(914) 949-1305

Central Region

5. Legal Services of Central New York, Inc.
The Empire Building
472 South Salina Street, Suite 300
Syracuse, NY 13202
(315) 475-3127

Upper Hudson Region

6. Disabilities Law Clinic at Albany Law School
80 New Scotland Avenue
Albany, NY 12208
(518) 445-2328

Regions and Offices

North Country Region

7. North Country Legal Services, Inc.
100 Court Street
Plattsburgh, NY 12901
(518) 563-4022

8. North Country Legal Services, Inc.
P.O. Box 648
Canton, NY 13617
(315) 386-4586

Western Region

9. Western New York Advocacy for the
Developmentally Disabled, Inc.
Medical Arts Building
277 Alexander Street, Suite 500
Rochester, NY 14607
(716) 546-1700

10.  Neighborhood Legal Services, Inc.
495 Ellicott Square Building
Buffalo, NY 14203
(716) 847-0650

Southern Tier Region

11. Legal Aid for Broome/Chenango Cos., Inc.
30 Fayette Street
P.O. Box 2011
Binghamton, NY 13902
(607) 723-7966

Long Island Region

12. Long Island Advocates, Inc.
Herricks Community Center
999 Herricks Road
New Hyde Park, NY 11040
(5106) 248-2222
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Protection and Advocacy
for Individuals with Mental lliness

Cattaraugus

Chautauqua

NYS Commission on Quality of Care
Bureau of Protection and Advocacy
99 Washington Avenue, Suite 1002
Albany, NY 12210

(518) 473-7378

New York City Region

2.

New York Lawyers for the Public Interest, Inc.

30 West 21st Street, 9th Floor
New York, NY 10010
(212)727-2270 (212) 727-2997 (TTY)

Long Island Region

3.

Touro College

Jacob J. Fuchsberg Law Center
300 Nassau Road

Huntington, NY 11743

(516) 421-2244 ext. 331

Western New York Region

4.

Neighborhood Legal Services, Inc.
495 Ellicott Square Building

Buffalo, NY 14203

(716) 847-0650 (716) 847-1322 (TTY)

Central New York Region

5.

Legal Services of Central New York, Inc.
The Empire Building

472 South Salina Street, Suite 300
Syracuse, NY 13202

(315) 475-3127

Regions and Offices

Franklin

péﬂg" -

North Country Region

6. North Country Legal Services, Inc.

38 Gouverneur Street, POB 648
Canton, NY 13617
(315) 386-4586 1-800-822-8283

7. North Country Legal Services, Inc.

100 Court Street
Plattsburgh, NY 12901
(518) 563-4022 1-800-722-7380

Hudson Valley Region

8. Disability Advocates, Inc.
155 Washington Avenue, Suite 300
Albany, NY 12210
(518) 432-7861
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Client Assistance Program
Regions and Offices

Caltaraugue
Chautauqua

@® Denotes Outreach Center

B Denotes Legal Service Unit

Western New York Region

1. Rochester Center for Independent Living, Inc.
758 South Avenue
Rochester, NY 14620
(716) 442-6470 (Voice and TTY)

2. Neighborhood Legal Services, Inc.
495 Ellicott Square Building
Buffalo, NY 14203
(716) 847-0650 (716) 847-1322 (T'TY)

Central New York Region

3. Resource Center for Independent Living, Inc.
409 Columbia Street
Utica, NY 13502
(315) 797-4642 (315) 797-5837 (I'TY)

4. Legal Aid Society of Mid-York, Inc.
255 Genesee Street
Utica, NY 13501
(315) 732-2131 (Voice and TTY)

Hudson Valley Region

5. Capital District Center for Independence, Inc.
845 Central Avenue, South #3
Albany, NY 12206
(518) 459-6422 (Voice and TTY)

6. Westchester Independent Living Center, Inc.
297 Knollwood Road
White Plains, NY 10607
(914) 682-3926 (914) 682-0926 (TTY)

€3
A

New York City Region

7.

New York Lawyers for the Public Interest, Inc.
30 West 21st Street, 9th Floor

New York, NY 10010

(212) 727-2270 (212) 727-2997 (TTY)

Center for Independence

of the Disabled in New York, Inc.
841 Broadway, Suite 205

New York, NY 10003

(212) 674-2300 (Voice or TTY)

Brooklyn Center for Independence
of the Disabled, Inc.

2044 Ocean Avenue, Suite B-3
Brooklyn, NY 11230

(718) 998-3000 (718) 998-7406 (T'TY)

Long Island Region

10.

11.

Long Island Advocacy Center, Inc.
Herricks Community Center

999 Herricks Road

New Hyde Park, NY 11040

(516) 248-2222 (516) 877-2627 (TTY)

Long Island Advocacy Center, Inc. (Satellite Office)
490 Wheeler Road, Suite 165C

Hauppauge, NY 11788

(516) 234-0467
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Mental Hygiene
Medical Review Board

Michael Baden, M.D.

Harvey Bluestone, M.D.

John Calvert, Pharm.D., Consultant
Rogelio E. Foster, M.D.

Miriam Friedenthal, M.D.

Stanley Gross, M.D.

Phyllis Harrison-Ross, M.D.

Irwin Hassenfeld, M.D., Consultant
Neil Lempert, M.D., Consultant
Arnold Merriam, M.D., Consultant
Saul Moroff, M.D.

Russell Newkirk, M.D.

H. David Stein, M.D.

Barbara Wolf, M.D.

Robert Yates, M.D., Consultant

Advisory Councll
to the Commission

Andrew D. Virgilio, Chairman
Al Agovino

Grace E. Clench

Sr. Bernadette S. Downes
Judy Eisman

Michael F. Fox
Esperanza Isaac
Deborah S. Lee

Francis C. McCune

E. Regis Obijiski

Bert Pepper, M.D.

Maria Velez

Martin H. Von Holden
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Surrogate Decision-Making Panel Members

Upstate New York

Advocate

Dawn Barthel

Erica F. Berman
Becky A. Carman
Chatrlotte Carter

Joy DeVita

Chatrlene Endal

Helen R. Hines Farrell
Martin Fisch

Rev. R. Adam Forno
Anna L. Goodsell
Patrick Griffiths

Jean Marie Grout
Claire Harnick

Rev. Gerald D. Kampfer
Ann Marie LaVallo
Marie Levy

Judith Mills

Eleanor C. Pattison
Jane Ann Peer
Marjory Scarlet Simmons
Marjorie Travis
Thomas Trevett
James C. Tunny

Attorney

C. Thomas Barletta
Robert H. Claridge
Barry A. Gold

Judd D. Grey
Norma E. Hogan
James E Horan
Kalimah Jenkins
Judith Karpen
William J. Kenneally
Stacy Kitt

Albert B. Lawrence
Beverly T. Mitchell
Stephanie E. Moriarty
Christine Napierski
Jerrold Neugarten
Timothy J. O'Connor
Donald S. Pangburn
Lloyd Sokolow
Lillian K. Tapp

Eli I. Taub

G. Kimball Williams
Jeffrey A. Wise

Family

Robert S. Burger
Karen Cornwell
Anne M. Dollard
Ann C. Lemmond
Henrietta Messier
Joanne M. Moore
Mary Jane Rice
Linda Rippel

Rain F. Rippel
Anthony Salerno
Mary Ellen Smith
Joan Taylor
Marcia Ziobrowski

Medical

Norine E. Allen, R.N.
Karen Butler, R.N.
Eleanor Campbell, R.N.
Rose Carter, R.N.

Danelle V. Colistra, R.N.
Barbara C. Coon, R.N.
Diane DeCurtis, C.S.W.
Dorothy C. Dempsey, R.N.
Michael E Dempsey, M.D.
Victoria DeNinno

Nancy DeSando, R.N.
Maryl C. Fish, RN.
Julianne J. Furlong, C.SW.
Eve Horbat, R.N.

David Hornick, M.D.
Kate Kaufman, C.S.W.
Barbara Kelly, RN.
Darlene Kinney, R.N.
Cathy LaBarge, C.S.W.
Susan Leone, C.S.W.
Patricia Okoniewski, R.N.
Bonnie M. Page, R.N.
Judy Rhodes, R.N.

Diane C. Richter, RN.
Michael Rosenberg, M.D.
David VanDenburgh, C.S.W.
Laura Woodward, R.N.

Downstate Area

Advocate

Daniel Aliberti
Neville Brathwaite
Juana Burgos

Celia Burnett

Iris Culhane

James DeBerry
Barbara Fenton
Stanley Fried

Joann M. Galley

Rev. Dr. Hillary Gaston, Sr.
Mark D. Gustin
Mary Healy-Sedutto
Stephan Hittman
Salvatore Iacullo
Paige Ingalls
Dorothy Januszewski
Lynette Loadholt
Barbara Margolis
Rita M. Martin
Richard Monck

Ann Nehrbauer
Robert Nugent
Terence O’Neill

Jill H. Patel

Seibert Phillips

Terry Richards

Rev. Melvin Robinson
Richard Rowe

Maria Sanchez

Msgr. John T. Servodidio
Ann Thompson
Benjamin Turner
Viena Victoria
William L. Wallace
Harry L. Watson

Ellie K. Weinstein
Lesmore Willis, Jr.
Jennifer Zagami

Attorney

Edward R. Adams
Elizabeth Argar-Fass
Michael Bosquet
Patricia Broadbelt
Mark Burger

Paul P. Carlucci
Sonya Cooper

Mark E. Davidson
Herbert Dicker
Michael T. Dwyer
Patrick ]. Dwyer
Heather Ettus
Jeffrey Factor

Stuart Fischman

Lisa K. Friedman
Rachel Green

Susan Harmon
Joanne Harpel

Bruce V. Hillowe
Chatles Kirschner
Jocelyne Kristal
Anthony J. Lamberti
Fran 1. Lawless
Donald M. Lefari
Juliette Levin

Guido A. Loyola
Jane A. McGrady-Bennet
Helen Montana-Marson
Susan Miller
Michael J. Monahan
Steven H. Mosenson
Gregory M. Owens
Ralph Pennington, Jr.
Jack Rabin

Joseph Ranni

Walter C. Redfield
Richard Reich

Neal Rosenberg
Roslyn Z. Roth
Wendy A. Rothstein
Timothy B. Rountree
Tina Rubenstein
Rubin R. Salz
Margaret B. Sandercock
Michael Sarner

John Scheffel
Michelle Schleider
Dina L. Shuster
Erica M. Slezak

John Peter Sipp
Merryl Snow-Jackson
Jane Greengold Stevens
Brenna L. Stewart
Timothy G. Stickelman
Oscar Straus 111
Joanne Ossi Vega
Carolyn Wade
Joseph Wagman
Maureen Walsh
Timothy C. Walsh
George Weinbaum
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Barry M. Weiner
Rosalie Wohlstatter
George A. Xixis
Judy Zirin

Family

Al Agovino
Kermit Augustine
Seymour Barasch
Ginette Brouard
Rabbi Sinai Halberstam
Chatles King
Sylvia Lask
Geoffrey Long
Marcia Menasse
Polly Panzella

Gil Portnoy
Thomas J. Prisco
Margaret Raustiala
Helen Rosello

J. Paul Rosenbaum
Jerome Rosenblit

Medical

Harvey Bennett, M.D.
Marie A. Catlucci, R.N.
Josie Dallas, R.N.

Joanne DiStasio, R.N.
Martin B. Duke, M.D.
Gary Duryee

Joan Fertig, R.N.
Kathleen Gilliam, L..PN.
Evelyn Gulliksen, RN.
Rita J. Haahn, RN,

Rosa Hall, C.SW.

Marsha Herman

Cathleen Hollywood, R.N.
Syed Islam, C.SW.
Seymour B. Jacobson, M.D.
Marla Jonas, R.N,, Esq.
Adele Landesberg, RN.
Robert B. Lazow, Ph. D.
Risa A. Leonard, R.N.
Robert C. Mayo, D.D.S.
Rose Mary Merola, M.D.
Elaine Nakovics, R.N.
Mary Nicholls, R.N., Esq.
Carolyn O’Brien, R.N.
Oliver N. Ogbonna, C.S.W.
Barbara Petak, C.SW.
Corinne Romanotto

Julio Vernon Ruiz, M.D.
Kathleen Ryan, M.S.

Irene E. Schukin, R.N.
Albert B. Siewers, M.D.
Frederick Wetzel, RN., Ph.D.

Rockland County Area

Advocate
Walter Blount
Marianna Carter
Marc Charton
Ronnie Cohn
Robert T. Crable
Jean Ann Decker
Gail Fishkind

Muriel Friedman
Annora Karas

Alice Kayser

Rhys Ann Lukens

Stella Marrs

Eleanor Medora

Eileen Murphy

John Murphy

Sandra Howard O’Brien
Matthew Rock

Rita Shantzis

Ronnie Steinwolf

Philip Sterdt

R. Clinton Taplin
Thomas M. Zimmerman

Attorney

Allen Kozupsky
Judith M. Menshik
Edward R. Mevec
Stewart Mitchell
Erno Poll

Ernest E Salzstein
Sandra Samimi
Jan L. Ulman

H. Scott Ziemelis

Family

Irving Berkowitz
Colleen Brosnan
Ellen Fein

Ellen F. Kanner
Jetome A. Klein
James McKiernan, Jr.
Sue Reed

Gerry Trautz

Mel Zalkin

Medical

St. Marie Peter Buckley, M.S., R.N.
Seymour Cohen, M.D.

Lydia Craig, R.N.

Marie Horton, R.N.

Raji Iyer

Myra Kahn, RN.

Catherine B. Myers, R.N.
Virginia O’Halloran, Ed.D, RN.
Linda Ross, R.N.

Arthur M. Small, M.D.

Jan Tacoronti, R.N.

Susan Turi, R.N.

Daniel E White, R.N.

Nancy Wilson-Soga, R.N.

Dutchess County Area

Advocate

Carol S. Anderson
Barry Berman
Elizabeth Berman
Lynne H. Brush
Jean DuCoffe
Amanda-Beth Crowley
Beverly Ferland
Nancy A. Fogel
David Freschi
Helen Hauser
Earl Klein

David Landa
Benjamin Leeds
Polly Maouris
Thomas McCluskey
W. Bruce Newman
Amy Nilsson
Michael Payeur
Carol Poisman
Donna Robinson
Rita Shantzis

Linda P. Smith
Diane C. Swingle
Monica Toye-Smith
Ralph Vinchiarello
Linda Virelli-Gucker

Attorney

Keith P. Byron
Patricia Campanaro
James A. Cashen
Linda Geraci

Susan Htoo
Jonathan Katz
David S. Martin
Jean Martin-Cinelli
Mark J. Metzger
Glenn Rickles
David A. Sears
Charles E. Stewart I11
John H. Thomas, Jr.
Ronald L. Wozniak

Family

Maria Bernal-Rabasco
Patricia Hall

Joan E. Klink

Ronald S. Lehrer
Lucy Newman

Ann Reilly

Isaac D. Rubin
Theresa Sgrulletta

Medical

Eleanor Ayres, R.N.
Mary Boscardin, R.N.
Mary Browne, RN.
Frances Cauldwell, R.N.
Vincent Dicks, R.N.
Rose Marie Fairley, RN.
James Stuart Fishler, M.D.
Susan L. Fleisher, R.N.
Noreen Gilmartin, R.N.
Grace Hudak, R.N.
Rosemary Hyatt, R.N.
Elsie Kent, R.N.

Eugene L. Koloski, M.D.
Dora Lipman

Carol Lucas, R.N.

Linda Mainetti, R.N.
Polly Maouris

Robert C. Moon, C.S.W.
Marion Ostrander, R.N.
Margaret Parise, R.N.
Phyllis J. Pellet, C.S.W.
Jill Sussman, R.N.

Roy Swingle, M.D.
William J. Zehrung, M.D.
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Commission Staff

Executive
(518) 473-4057

Clarence Sundram, Chairman
Elizabeth Stack, Commissioner
William Benjamin, Commissioner
Marcus Gigliotti

Jacalyn Guay

Gary Masline

Robert Melby

Connie Van Valkenburg

Legal Services Bureau
(518) 473-4065

Paul Stavis, Counsel
Patricia Johnson
Jerome Luhn

Amy Petragnani

Fiscal Investigations/Cost

Effectiveness Bureau
(518) 473-6122

Walter Saurack, Director
Richard Cicero

Michael Kester

Michael McCarry
Robert McCausland
Robert Myers

Raymond Rutnik

John Rybaltowski
Cecelia Sanchez

James Tunney
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Policy Analysis Unit
(518) 473-8677

Thomas Harmon, Director
Mindy Becker

Karen Myers
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Laurie Trojnor

Joyce Salazar

Rhonda Wallach

Quality Assurance and
Investigations Unit
(518) 473-4090

Elizabeth Chura, Director
James Barnhardt
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E. Patricia Bush
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Mary Craven
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Mark Rappaport
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Administrative Services Bureau
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