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Preface

The investigation described in this report began.

with a call to the Commission from a resident of a
supportive apartment alleging that money was be-
ing taken from his food allowance to pay forhis high
telephone bills and that consequently he did not
have enough to eat. This call marked the first step
in a review of operations of the Project L.LLF.E.
supportive apartment program which serves 72
persons with developmental disabilities residing in
60 apartments in New York City.

Commission review activities included on-site
announced visits (September 16 and 20, 1992 and
March 30 and 31, 1993), interviews with residents
and staff, and the review of case files and financial
records. While the initial complaint was not sub-
stantiated, in the course of the Commission’s re-
view, a number of serious problems were identified
which affect the health and safety of the residents of
the supported apartments, including:

B summary discharges from the apartment pro-
gram and the failure to provide due process
procedures to the residents involved, in viola-
tion of Office of Mental Retardation and Devel-
opmental Disabilities (OMRDD). regulations
(Report pp. 5-8);

B the failure to ensure the provision of necessary
medical and mental health services to residents
who need them, including ensuring that medica-

, tion administration is safe (Report pp.11-14);

B the failure to report and appropriately investi-
gate and review serious incidents as required by
the Mental Hygiene Law and OMRDD regula-
tions (Report pp. 8-11);

-B inadequate supervision of residents and inter-
vention when residents were believed to be in
abusive or dangerous situations (Report pp. 14-
16); and

B the absence of service planning and guidance -

from staff which goes beyond cooking, cleaning

and shopping and addresses the pressing needs

of the residents.

During the course of the Commission’s work
with Project L.IE.E,, it became apparent that the
agency lacked an adequate understanding of its
regulatory responsibilities and had no quality assur-
ance system to warn administrators that their ac-
tions and inactions were in violation of such impor-
tant regulations as:

B the requirement to insure that medications be
properly administered;

B that serious incidents be reported and investi-
gated; and

B that discharged residents have an appropriate
place to live. :

Lacking an understanding of the regulations
which govern its operation and provide basic pro-
tections to the residents, Project L.I.F.E. adminis-
trators believed, and continue to believe, that the
objections of the OMRDD and the Commission to
aspects of the agency’s operations stem from a
failure to appreciate a holistic approach to the
treatment of persons with developmental disabili-
ties and a related failure to understand the concept
of choice. While the supportive apartinent regula-
tions require an agency to provide “sufficient over-
sight and guidance” to ensure that each resident’s
health, safety and welfare are addressed (14 NYCRR
686), Project L..LF.E. administrators state that they
will not force unwelcome services on anyone unless
there is imminent danger to a resident or a member
of the community. Additionally, they note that the
regulations are too restrictive and their failure to
comply stems from “reasoned judgement.”

As presented in this report, the Commission
believes that the agency did not exert “reasoned
judgement” in dealings with some vulnerable resi-
dents and, in the name of choice, neglected its
obligation to provide people with adequate services
to protect their safety and well-being.



A draft report containing the Commission’s
findings and the supporting documentation was
shared with Project L.LF.E. and the OMRDD on
July 6, 1993. Project L.ILF.E. responded with a
voluminous rebuttal which, in effect, charged that
the Commission had drawn erroneous conclusions
because it had not reviewed all portions of the
residents’ records (Project L.LF.E. did not send the
complete records as requested by the Commission),
the records contained wrong information, and/or
the Commission misconstrued the contents of the
records and interviews. In an effort to ensure the
accuracy of its report, CQC staff met for ten hours
with eight representatives of the agency. Following
an 11 week wait for information requested by CQC
at this meeting, the Commission revised the draft
report and resubmitted it to the Project L.I.F.E. and
the OMRDD.

The OMRDD’s response to the report is in-
cluded as Appendix B and indicates that the Office
found many of the same problems with the agency
as the Commission had and is determining what
actions to take to insure that the services provided
by Project L.LF.E. are consistent with the require-
ments of Mental Hygiene Law and regulations.
Project L.1.F.E’s 200-page response to the report
again asserted that the report was flawed because it
misconstrued facts and failed to understand the
principles of normalization which undergird the
agency'’s philosophy. In a few instances where the
agency provided documentation that supported
their view, the report was changed. In the majority
of cases, where the agency’s rebuttal was only an
assertion, and the case record and/or interview
notes revealed no support or revealed evidence to
the contrary, the report was not changed. It is
important to note that in adopting this final report,
the Commission resolved any reasonably disputable
matter in Project L.LF.E.’s favor. Most impor-
tantly, however, the Project L.L.F.E. response con-
tained a list of corrective measures which it asserts
have been implemented since the Commission’s
earliest involvement in September 1992. (See Ap-
pendix C of this report.)

The completion of this investigation was sub-
stantially delayed by the failure of Project L.LF.E.
to initially produce all of the records requested by

the Commission; by its assertion that significant
actions, required to be documented, occurred but
were notrecorded; and by its extremely unorthodox
record-keeping practices whereby record notations,
which the agency asserts are erroneous, are never-
theless signed by supervisors and circulated to other
staff without any indication that their accuracy
should be questioned. These record-keeping prac-
tices permit Project L.LF.E. to argue positions that
are flatly contradicted by its own records.

Finally, in the course of this investigation, the
Commissionreceived unsignedletters from sources
withapparentknowledge of the operations of Project
L.LF.E. whichalleged that the administration of the
agency had been altering records, and counseling
both its staff and residents to withhold information
and obstruct the inquiries of both the Commission
and the certification staff from OMRDD. Since
these allegations also affect the on-going recertifi-
cation process of OMRDD, the Commission has
deferredfollow-up of these allegations to OMRDD.

The lessons to be learned from the Project
L.LE.E. investigation are particularly important as
we move to serve people in more individualized
settings supported by less rigorousregulatory frame-
works. Without regulations dictating everything
from square footage in bedrooms to the quantity
and kind of recreation, these programs depend all
the more on the good character and professional
competence of the program’s administrative and
clinical staff. Without such leadership, staff are ill-
equipped to balance the tasks of safeguarding the
safety and well-being of individuals with mental
disabilities with those of empowering these same
individuals to take responsibility for their lives.

Many residents of supportive apartment pro-
grams are persons with developmental disabilities
who have known many failures and who are reluc-
tant to “buy into” any service agency’s agenda.
They are difficult to serve and call upon the full
creative talents of staff. Some of the Project L.I.F.E.
residents are no exception. Serving these individu-
als well requires an ability to formulate and imple-
ment creative solutions to problems—an ability
which rests on a clear understanding in any particu-
larcase of when the line between empowermentand
neglect has beencrossed. As detailed in this report,



which rests on aclear understanding in any particu-
lar case of when the line between empowerment and
neglect has been crossed. Asdetailed in this report,
in too many instances, Project L.I.F.E. administra-
tors could not see the line.

This report represents the unanimous opinion of
the members of the Commission. -
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Clarence J. Sundram, Chairman

iilizabﬂw . Stack, Commissioner

William P. Benjamin, Commis§oner
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Introduction

This investigation began in the summer of 1992
in response to a complaint received from a resident
in the Project L.LLF.E., Inc. supportive apartment
program and subsequent conversations with the
OMRDD Bronx DDSO office. Specifically, it had
been alleged that Project L.LF.E. did not ensure
proper medical attention for some of the residents,
that residents were not informed of the agency’s
policies and procedures, that the agency was refus-
ing to give some residents their food and/or per-
sonal allowance monies because they had not paid
their rent or other bills, that no one was assisting
residents to secure a job, that coaches (direct care
staff) were not visiting residents when scheduled,
and that many apartments were in “bad shape.”

Inresponse, Commission staff made announced
visits to the program on September 16 and 22, 1992.
. They obtained copies of the Incident Review Com-
mittee (IRC) minutes, the minutes of the Weekly
Staff Meetings, the maintenance log for one year,
and selected policies and procedures for the em-
ployment and housing program. In addition, CQC
staff reviewed five residents’ records and visited
their apartments. Commission staff met with the
Executive Director, the consulting psychologist,
the Associate Director, the Fiscal Officer, the Field
Coordinator, the Housing Director, and two hous-
ing coaches. Preliminary findings were discussed
with the Associate Director during the review and
in subsequent telephone contacts.

Following the initial visit, CQC staff called the
NYC Regional Office of OMRDD expressing con-
cerns about the operation of the program and
learned that the office had investigated the issues
related to money management on August 31, 1992,
In response to concerns which arose during the
OMRDD site visit and the concerns raised by the
Commission, the OMRDD Regional office indi-
cated thatit would conduct a program/management

audit (not a certification review') on October 13,
14, and 15, 1992. '

The review cited the inadequacy of
the records of residents of the hous-
ing program, noting that they were
“extremely scant with limited infor-
mation relative to admission, initial
planning, assessment of need, an-
nual reevaluation, program planning
and revision.”

A report of the findings and recommendations
of the OMRDD audit was forwarded to Project
L.LF.E. on February 12, 1993, with a request for a
plan of correction by April 1, 1993. The report
studied six areas: consumer empowerment, habili-
tation and support services, family supports, Hu-
man Rights Committee, financial interests of each
individual, agency self-evaluation and governing
body. Most relevant to this report, the review cited
the inadequacy of the records of residents of the
housing program, noting that they were “extremely
scant with limited information relative to admission,
initial planning, assessment of need, annual reevalu-
ation, program planning and revision.” Italso noted
the need for the agency to ensure that family mem-
bers are invited to annual planning meetings. The
reviewers recommended the establishment of a
Human Rights Committee and the drafting of a
formal written policy on the management of resi-
dents’ funds as well as the establishment of indi-
vidual interest-bearing accounts for each resident.
However, in general, the reviewers found that

! Centification reviews measure the performance of a program against the regulatory standards for

that specific treatment modality.



systems were in place to meet the needs of program
participants and keep families advised of critical
issues. A copy of the reportisincluded as Appendix
A ‘

Although the transmittal letter accompanying
the report noted that Project L1F.E. was free to
reject any recommendations, the agency accepted,
in part or in whole, all of the recommendations and
promised appropriate action to implement them.

The Commissionagain received complaints that
were consistent with the earlier ones. On March 30
and 31, 1993 CQC staff conducted another an-
nounced review to the main office of Project L.LF.E.
and several apartments. During this visit, CQC staff
reviewed the records of five participants who had
been discharged, records of five current residents,
incident reports for February and March 1993 and
weekly Staff Supervision Meeting minutes. CQC
staff also secured some 1992 financial reports (I-
990, cash disbursementjournal and an agency finan-
cial statement). CQC staff met with the Executive
Director and other members of the administration,
the President of the Manhattan Self Advocacy
Group and several residents. Again, on-site findings
were discussed with the senior administrator.

On July 6, 1993, the Commission sent Project
L.LF.E. and the OMRDD a 30-page draft report of
our findings and recommendations. Project L.L.F.E.
sent back a response 2%2" deep and weighing five
pounds which contained case record information
not sent in response to our initial request and which
alleged thatthe Commission and its reviewers failed
to appreciate their holistic approach to care and
reatment: “The CQC investigators consistently
confuse philosophical differences with substantive
inadequacies in the program” (July 30, 1993 re-
sponse, II). Commission staff then met with eight
representatives of the agency for 10 hours in formal
discussion of our report and their response. During
these discussions Project L.LF.E. administrators
presented additional information and acknowledged
that some information they had previously given us
(e.g. work histories of residents) and some informa-
tion that we had obtained from case records was
erroneous and had not been corrected in the course
of supervision or other quality assurance activities.
This process resulted in some changes in the report;
in other instances where the Commission’s findings
2

remained the same, but Project L.LF.E. disagreed
with our interpretation of the significance of the
finding, we have indicated this in the text of this
report. In any instance where we believe the issue
trulylayinagrey area, the Commission gave Project
L.LF.E. the benefit of the doubt and did not include
it in the report.

Project L.LLEE.: History and
Development |

According to its own description, the Project
L.LF.E. agency was formed by parents, families,
and developmentally disabled adults who were ei-
ther underserved, or unserved by the existing state
social services system. Not mentally ill or mentally
retarded, they fell between the cracks, and the
existing models and approaches just did not work.
These were individuals who did not perceive them-
selvesas disabled and believed that with appropriate
supports they could both work and live indepen-
dently in the community.

The first programmatic initiative launched by
Project L.EF.E. in 1986 was supported employ-
ment. Project L.IF.E. opposed segregation of the
disabled and was committed to integration, inde-
pendence, inclusion, and productivity in employ-
ment. The goal of the supported employment pro-
gram is to “place and sustain chronically unem-
ployed developmentally disabled individuals in on-
going employment, at minimum wage and above,
with salaries directly paid by the employer.”

Presently, the target population of the agency
consists of individuals whose primary diagnosis is
developmental disability. Most are behaviorally
challenging, yet have positively responded to the
Project L.ILF.E. programs and support services.
Without appropriate services they are at high risk
for homelessness, hospitalization, and crime. Most
do not have a stable family support system, or have
little in the way of a positive support system outside
of Project L.LLF.E. According to the agency, ninety-
nine percent of Project L.LF.E. participants are
failures of the system and have been rejected or
discharged from otheragencies and programs, which
could not “handle” them.



In 1989, the program opened its first supportive
apartments licensed and funded by OMRDD serv-
ing approximately 14 people in 9 rented apartments
in the Bronx and Manhattan. The majority of the
residents of these first apartments were also being
served in the supported employment program.

In 1990, Project L.LF.E. began several years of
significant expansion for the program with the
addition of ten co-op apartments (apartments owned
by the agency) in the Bronx for 15 people. In 1991
and 1992, Project L.L.F.E. added 41 apartments or
co-ops. In total, the agency presently operates 60
apartments and employs 11 coaches plus supervi-
sory and support staff in the residential component
of the program.

In 1991, the agency was granted a Comprehen-
sive Medicaid Case Management Contract and
presently serves 69 people, the majority (83%) from
the residences. Under this contract, each participant
receives a maximum of 72 hours of case manage-
menta year withaminimum of one monthly contact.
These services are designed to assist Medicaid-
eligible people to “ensure the coordination and
follow-up of medical, therapy, recreational, educa-
tional, vocational, residential [services], and main-
tenance of benefits."”

The agency enjoys a professional relationship
with City College of New York. Graduate psychol-
ogy students work as job coaches for which they
receive a stipend and professional supervision while
learning through on-the-job training.

Project L.LLE.E.: Program
Philosophy

The following description of the Project L.L.LF.E.
philosophy was excerpted from the preface (written
by the Project L.LF.E. Executive Director) to the
June 30, 1993 response to the Commission’s draft
report:

It was clear that the cultural biases and
assumptions of the traditional social system
impaired services for the Project L.LF.E.
population. Traditional approaches created
more tension, more difficulty, greater fam-
ily dysfunction, deterioration in behaviors,

anger, frustration, etc., which destructively
and negatively impacted on the quality of
life for the individual and their family. The
challenge was to transcend the cultural bi-
ases and approaches of the larger traditional
system and working in a holistic manner,
meet each individual’s needs, in a flexible
individualized way at a pace which was
commensurate with each individual’s abil-
ity.

For Project L.LF.E., appropriate interven-
tions flow from the following: 1) respond-
ing to the segments of problematic behavior
in terms of the whole person; 2) identifying
and responding to the strengths of the indi-
vidual and using those strengths to come to
grips with problematic behaviors. 3) Re-
moving as many obstacles as possible from
the environment of the participant (e.g.,
excessive rules and regulations) which in
the past have resulted in conflict (i.e., in the
family, school, agency, etc.). Our partici-
pants have experienced much frustration.
and failure. This has resulted in a great deal
of anger and desperate strategies to protect
their shattered self-esteem from further fail-

- ure; items one, two and three, coupled with
the support and sensitivity of our staff con-
tributes to the development of meaningful
positive relationships and trust. Finally and
most importantis the fact that our approach
is based on common themes found in the
innerexperience of individuals with a devel-
opmental disability. In Project L.L.F.E. the
holistic approach dominates and is reflected
in interaction with participants (and staff)
on a daily basis.

WhatisaSupportive Apartment
and Who Lives There?

In 1987, OMRDD supportive apartments were
renamed supportivecommunity residences, although
the use of the term “apartment” provides a more
accurate description of the living arrangement. The
regulations governing this residential option (14
NYCRR 686.8) define a supportive community
residence as a residential environment which ap-
proximates an independent living situation. It pro-

?  Project L.LF.E. response, June 30, 1993, (p. 16).



Each resident of a supportive com-
munity residence should receive, ac-
cording to the regulations, sufficient
oversightand guidance to ensure that
his or her health, safety and welfare
are addressed.

vides residents with practice in independent living
under the “oversight, guidance and assistance of the
persons having case management responsibilities...
in accordance with each individual’s needs.” Each
residentofasupportive community residence should
receive, according to the regulations, sufficient
oversight and guidance to ensure that his or her
health, safety and welfare are addressed. This may
be provided through daily face-to-face contact, or,
at a minimum, a once per week site visitation with
the resident. The regulations note that anyone who
requires residential oversight and guidance in ex-
cess of an average of 21 hours a week is not
considered appropriate for this program. Oversight
and guidance includes, butis not limited to, training
and practice in independent living skills and health
care management, personal problem solving and
counseling, giving direction, providing support and
encouragement, increasing the resident’s aware-
ness of responsibilities and opportunities and re-
viewing the individual’s adjustment and develop-
ment.

Supportive community residence regulations
also specifically address the issue of discharge from
the program and expressly preclude discharge ex-
ceptto a setting which can more appropriately meet
the resident’s needs and which is actually available
at the time of discharge. The agency is required to
develop policies and procedures for handling a
resident’s objection to the discharge or the pro-
posed altemative setting.

The regulations further specify thateach person
in a supportive community residence shall have at
least an annual review of his/her progress com-
pleted by a program planning team which must
include, at a minimum, the resident, the staff mem-
ber responsible for coordination of the resident’s
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program plan and someone familiar with the admin-
istration of the program. The plan of service formu-
lated by the team must contain sufficient informa-
tion to enable one to track the provision of neces-
sary services, including an annual evaluation of the
resident’s ability to take medications safely, a de-
scription of how the plan intends to minimize or
eliminate needs and/or increase strengths and level
of independence, and the identification of those
skills which will be worked on by the resident with
the person providing oversight and guidance, com-
monly called a coach, at Project L.LF.E.

Becauseeachresident’s primary long-term goal
is to learn to live independently, regulations specifi-
cally note the expectation that residents under the
age of 55 will participate in a “full schedule of daily
activities, educational activities or occupational
pursuits of sufficient duration and intensity as to
make for a meaningful life.”



