JRC S EXPERI ENCE W TH NEW YORK' S CHI LD- SPECI FI C
EXCEPTI ON PROCESS AS OF MAY 10, 2007

New York State Departnent of Education’s
Regul ati ons on the Use of Aversives®'

On June 23, 2006, the New York Board of Regents
adopted a set of “emergency”? regul ations that
severely restricted the use of aversive therapy

wi th New York school children. These regul ati ons
had been proposed by the New York State Depart nent
of Education (NYSED). On January 9, 2007, the Board
of Regents adopted a revised set of these
regul ati ons whi ch were nmade permanent and whi ch
took effect on January 16, 2007.

On August 16, 2006, a group of what eventually
becanme fifty New York parents, whose children’s
treatment had been adversely affected by the
energency requlations, filed a federal |awsuit
seeking to enjoin the Board of Regents and NYSED
fromcarrying out those requlations. The parents

! Aversives refers to a subset of behavioral punishment procedures, used largely as an alternative to the use
of psychiatric drugs in the treatment of individuals with major behavior disorders. The term includes such
procedures as the application of a brief mild shock to the surface of the skin of the arm or leg as an
immediate consequence for a behavior. Aversives are employed in the treatment of self-abuse, aggression
and other seriously harmful behaviors. Aversives are used as supplementary procedures when behavioral
rewards alone are insufficiently effective by themselves to accomplish effective treatment. There are now
over 110 published papers in professional literature supporting the use of aversives.

% The emergency regulations were stimulated by a lawsuit for money damages that a former JRC parent and
her attorney filed against her local school for placing her child at JRC. The lawsuit was without foundation.
The mother had given her informed written consent for the use of aversives, the aversives had been
approved by a Massachusetts Probate Court judge, the mother had allowed aversives to be used on her son
in her own home, and her son had benefited significantly from them. However, in February 2006 her
attorney, accompanied by an undercover New York City television newsman (Tim Minton), had appeared
at JRC and demanded that JRC stop using the aversives. (JRC complied immediately. The student
regressed, and eight weeks later the student was removed from JRC and placed in a state psychiatric
hospital.) Immediately after the visit from the lawyer and the television newsman, both of them generated a
spate of local and national coverage. It appears that this coverage caused NYSED, which had purchased
JRC’s services, including the use of aversive therapy, for 30 years, to panic and propose regulations to ban
or make impractical the continued use of aversives. The entire story of this case is told at
http://www.judgerc.org/xxsummary.pdf .




succeeded in obtaining a tenporary restraining
order that prevented NYSED from carrying out the
parts of the regulations that were nost problematic
for the treatnent of their children.

The regul ati ons had sought to place the foll ow ng
restrictions, anong others, on the use of
aver si ves:

1. The regulations limted the use of aversives to
the treatnment of aggressive and sel f-abusive
behavi ors, thereby forbidding their use to
treat destructive behaviors (such as destroying
a conputer or television set), nonconpliance
(such as refusing to attend school or conply
with directions froma parent or teacher),
maj or di sruptive behaviors (such as public
di srobi ng, public masturbating and scream ng
t hr oughout the school day in one’ s classroon
and ot her behaviors that severely interfere
w th educational and social devel opnent.
Fortunately, the 50 JRC parents who filed the
federal lawsuit were able to obtain a tenporary
restraining order that prevented this provision
fromtaking effect.?

2. The regul ati ons nade aversives nuch nore
difficult to use by requiring that each
proposed use should go through a child-specific
exception process in which a panel of paid
consultants to NYSED woul d have to give a
recommendation to the child s school district
as to whether the use of aversives with that

® On August 16, 2006, a group of JRC’s parents that eventually numbered 50, as well as JRC, filed a
lawsuit in the United States District of Northern New York seeking to enjoin NYSED from enforcing these
regulations on their children. Many of these parents had seen their children suffer significant regression
when the regulations went into effect. On three separate occasions, the judge ruled in favor of these
parents, granting them restraining orders that kept NYSED from enforcing the most restrictive parts of
these regulations (including restricting their use to the treatment of aggressive and self-abusive behaviors)
until the court renders its decision on their request for a permanent injunction. The trial on that injunction is
expected to be held in 6-9 months.



child should continue to be included in the
child s Individual Education Plan (“1EP");

3. The reqgul ations conpletely forbid the use of
aversives for any new student who nay need
them even for a |ife-saving purpose, after
2009;

In this paper we review the results of the chil d-
speci fic exception process and its inpact on the
Judge Rotenberg Center’'s (“JRC’) students to date.

JRC s Experiences with the Chil d-Specific Exception
Process

As soon as the regul ati ons were passed, JRC

subm tted requests for child-specific exceptions
for 37 students®. The requests were submitted to
the children’s local school district in New York.
Al but two or three of these requests were
submtted prior to February 1, 2007.

In response to these 37 subm ssions, we have
received 1 approval, 15 denials® and 1 parti al
approval .

In the case of the partial approval, the panel
deni ed approval for using skin-shock to treat

heal t h danger ous behaviors -- the behavior for
which we really needed the use of an effective

“ 1t should be noted that all 37 of these applications that had already undergone JRC’s extensive set of
protections to insure careful and proper use of aversives. This means that each case had already been
approved, on an individual case-by-case basis, by a Massachusetts Probate Court after appointing an
attorney to represent the child’s interests, and after enabling that attorney to hire a psychologist to advise
him on the appropriateness of JRC’s request to include aversives in the child’s treatment plan. Each case
had also already been approved by the child’s parents, by JRC’s Human Rights and Peer Review
Committees, as well as by a physician and psychiatrist. In addition, the use of aversives had been approved
the child’s Individual Education Plan team and had been incorporated in the child’s Individual Education
Plan.

® Under the NYSED regulations the Committees on Special Education (CSES) can either accept or override
these denials by these panels.



aversi ve because that behavi or was occurring
frequently in the student in question. At the sane
time, the panel granted approval to use the skin-
shock for aggression -- a behavior for which we did
not need the aversive as nuch because the behavi or
was occurring only infrequently in that student.
Therefore the partial approval was really a deni al
of the approval that we needed and shoul d be
counted as another denial, nmaking a total of 16
deni al s.

The effective results to date, therefore, regarding
JRC s applications for child-specific exception
requests have been these:

37 applications submtted
16 denial s

1 approval

20 cases of no response

I n summary, out of 17 responses, 16 (94% were
recommendat i ons agai nst granting the needed chil d-
speci fic exceptions.

NYSED has nmade it a practice to not give JRC any

I nformati on about any aspect of the child-specific
exception process. The only information that has
been provided to JRC has cone fromthose | ocal
school districts that were friendly or professional
enough to provide it to us. Consequently as to the
20 cases of no responses, what occurred could have
been sonet hing such as the follow ng: (1) the
school district never submtted the child specific
exception request to NYSED;, (2) NYSED did not
forward the request to a panel; (3) the panel did
not render a decision; (4) NYSED did not informthe
CSE of the panel’s decision; and (5) the CSE did
not inform JRC of the panel’s decision.



One reason why the chil d-specific panels have been
rejecting al nost every single exception request is
that the panels have pursued their responsibilities
in a remarkably uni nformed nmanner. They have never
communi cated with JRC s clinicians to discuss the
cases. They have never observed or interviewed the
student. And they have never discussed the cases
wWith the parents. The failure of the clinicians on
the panel to even interview the student before
maki ng their evaluations on the issues in question
Is a serious ethical failure.

O all of the students for whom we sought a child-
speci fic exception, one of the nbst deserving was a
frail little girl fromLong Island who had detached
both retinas by head-hitting prior to enrolling in
JRC. Once she had the benefit of aversive therapy,
she stopped her head-hitting and was able to have
her retinas re-attached. For this girl, therefore,
the use of aversive therapy nade the difference

bet ween being blind and having sight. Despite this
clear-cut benefit of aversive therapy, this girl’s
chil d-specific panel refused to recommend the
continuati on of aversive therapy!

The cursory procedures foll owed by the nenbers of
the child-specific panels should be contrasted with
the careful and thorough process followed by the
Massachusetts Probate Courts in review ng JRC s
applications for court approved, detailed treatnent
plans in which aversives are requested. The
opposi ng attorney enploys, at the state s expense,
a skilled psychol ogi st who has years of experience
I n advising on JRC treatnent requests. That
psychol ogi st reviews the plan, neets with the child
at JRC, discusses the case with JRC clinicians and
ot her staff nenbers, and advises the attorney on

t he appropriateness of JRC s plans. An inparti al
judge then nmakes the final decision as to what
shoul d be i ncl uded.



Actions by the Sending School Districts to Renove
Aversives fromthe Students’ |EPs

Once it becane clear to the Commttees on Speci al
Educati on® (“CSEs”) that NYSED was now formal |y
agai nst the use of aversives, many of the CSEs
appear to have felt a kind of political pressure to
take an aggressive posture regarding the use of
aversives at JRC. As a result, a nunber of CSEs
called for | EP neetings at which they renoved the
use of aversives fromthe I EPs of the JRC students
who cane fromtheir district. In other words, they
did not even bother to wait to see if the Child-
Speci fic Panel would recommend aversives for the
children fromtheir district. They sinply renoved
the aversives on their own initiative with little
or no di scussion about the specific child in
gquesti on.

This action caused the parents to have to incur
enornmous efforts and | egal expenses to pursue
appeals in order to keep the aversives from bei ng
renmoved fromtheir children’s |EPs.

One CSE nenber indirectly admtted the pressures it
was under by telling JRC, in effect, the foll ow ng,
Wi th respect to three students for whom JRC want ed
to keep aversives in their IEPs: “W cannot approve
aversives for all three. W wll keep aversives for
_____ As to the other two students, we' |l approve
the aversives for only one of the twd. You can pick
whi chever one you want to be able to continue to
receive the aversives.”

® The Committee on Special Education (CSE) is a committee that includes the local special education
officials and the parent. It is responsible for developing and revising as needed the child’s Individual
Education Plan for meeting the child’s educational needs.



At anot her recent CSE neeting, the school district
officials agreed that a student had nade
significant progress through the use of aversive

t herapy, decreasing his total nunber behaviors that
are treated with aversive therapy fromto 122 per
nmonth in 2001 to 4 per nonth for the first 4 nonths
of 2007. Even when presented wth this
overwhel m ng evidence of the effectiveness of this
treatnment for this child, the district would still
not agree to place aversive interventions in the

| EP, nor even apply to the panel for a child-

speci fic exception.

Sunmmary

The results, to date, of the child-specific
excepti on process have not been encouragi ng. The
persons appoi nted to be on these panels have not
been required to be neutral on the issue of
aversives. The have not been either know edgeabl e
or experienced in the use of aversives. They have
not shown enough interest in their work to bother
to comunicate with the JRC clinicians, to neet the
student whose lives their opinions mght affect in
a major way, or to communicate with the child' s
parents.

As a result the recommendati ons of the child-
speci fic panels, which have recomended agai nst
aversives in 94% of the cases, have not served to
protect students froma m suse of aversives.

| nst ead, those decisions have prevented students
fromreceiving needed and sone cases |life- and

| i mb- savi ng t herapy.

An unexpected further result of the child-specific
exception process is that it has sent a silent but
effective political directive to many of the CSEs -
- to the effect that they should now renove
aversives fromtheir students’ |EPs even before



heari ng what the reconmmendati ons of the child-
specific panels mght be. As a result, scores of
parents whose children were doing beautifully with
the benefit of safe and effective aversive therapy
have had to incur tinme, effort and | egal expenses

I n appealing the decisions of their CSEs as well as
in participating in a federal lawsuit to try to
prevent the regulations fromtaking effect.

The NYSED regul ati ons on aversives have had the
effect of renoving the decisions about the use of
aversive therapy fromthe hands of the parents and
the children’s clinicians and placing them

I nstead, in the hands of persons many of whom fi nd
it inportant to keep in the good graces of the New
York State Departnent of Education. This includes
the consultants who have been hired and paid by
that Departnent to serve on the child-specific
exception panels and the | ocal special education
officials who are under the adm nistrative
regul ati ons of NYSED and who are unable to place
children in special schools unless NYSED is willing
to provide the funding.

In short, for New York State students the process
of approving aversive therapy -- a form of
treatnent that is admttedly not considered
“politically correct” by those who | ack know edge
and understanding of the subject -- is now largely
i n the hands of persons who are subject to
political influence. The child s parents who, after
all, have the nost inportant stake in whether their
child progresses or not, have been essentially
renoved from the decisi on-nmaki ng process. And the
prof essional s who have been working closely with
the students for years, overseeing the use of
aversi ve where needed, have not even been
consul t ed.



A far better approach is the one used in
Massachusetts, where an independent judge, who is
far | ess subject to political pressures than are
menbers of the child-specific panels or NYSED
itself, and who is not beholden to any politically-
appoi nted head of a state agency, nakes a deci sion
about whet her aversive therapy should be

aut hori zed. The judge does this after each side has
presented its case with the help of its own

prof essi onal experts and the judge then reviews the
case every six nonths thereafter to insure that the
aversives continue to benefit the child.



