CHALLENGING BEHAVIORS

by Brenda Considine
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a receptionist at COSAC (now Autism New

Jersey). There, she would field calls from par-
ents of children and adults with autism with chal-
lenging behaviors who were desperate for services
and support—sometimes in crisis.

Today, she is one of them.

Betsy and Jon Yard’s teen-aged son, Jon was
diagnosed with autism as a toddler. More recently,
he has been diagnosed with Kabuki Syndrome, a
complex condition with physical, muscular, be-
havioral and neurological manifestations, includ-
ing seizures, which Jon developed this spring. He
is also affected by pica, which causes him to ingest
non-food items, such as string, wood, clay and
dirt. Although he is non-verbal and does not use
words or language to communicate, Yard says Jon
is very social and enjoys people.

“Jon is a just a regular kid in so many ways,”
said Yard. “If I say, ‘Hey Jon, let’s go for a ride;
he is happy to go. He likes the same things other
boys his age like—basketball, hockey. He deserves
to be in the community”

But as he has grown older, Yard said her son’s
behavior has become increasing difficult to man-
age. He will sometimes elope, running away from
school or home if a door or window is left un-
locked. He engages in aggressive behavior, as well

N early twenty years ago, Betsy Yard worked as

Johnathan and Betsy Yard, at home in Burlington
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as self-injury, including biting, and hitting himself
on the head and chest.

“From the get-go, we have had to deal with
behavior issues,” said Yard. “When he was little
and throwing shoes, it was one thing, but now he
is much bigger, and so is the stuff he can throw.”

Since he was diagnosed, Jon has attended sev-
eral different school programs, each with varying
degrees of success. In order to make them appro-
priate, nearly all have required strong advocacy
on the part of Jon’s parents.

The Yards first found themselves in court over
services for Jon when he was entering kindergar-
ten.

“We filed for due process, and we won in
court, but lost in the classroom,” said Yard. “The
judge ordered everything Jon needed, but the dis-
trict didn't know how to implement the program
—and didn’t want to.”

The family eventually sold their home and
moved to a district they ‘hand picked’ for its repu-
tation for inclusion.

Initially, the new district was responsive, and
provided services and supports that allowed Jon
to learn in the local public school. But when Jon
was in the 4" grade, school leadership changed,
and, according to Yard, so did the commitment to
in-district supports.

One by one, Yard says, services were whittled
away, and the quality of his program deteriorated.
Jon developed more complex, challenging be-
haviors, prompting the district to recommend an
out-of-district program.

“He didn’'t need out-of-district placement,’
said Yard. “What he was needed was supports and
services in district. He needed his one-on-one
(1:1) para-professional again. He needed teach-
ers and aides who were trained in ABA (Applied
Behavior Analysis). But the district would not do
that”

Eventually, the family agreed to place Jon in a
county-based, out-of-district program, which, ac-
cording to Yard, did not meet Jon’s needs either.

While there, Jon’s behavior escalated, and for
the first time, school personnel used restraints to
manage him.

“That was the year we had eight IEP meet-
ings,” recalled Yard. “It was totally unacceptable.



In many ways, I felt the school actually created his
behavior problems because of the lack of consis-
tency and inadequate training of the staft”

The Yards have been to court seven times in
an effort to secure and preserve Jon’s services. Last
time, the judge ordered a comprehensive program
that included a consultant to oversee his school
program; 1:1 instruction with an aide trained in
behavior intervention; intensive home program-
ming; and a six-week extended school year.

With guidance from consultants—and sup-
port of a new chief school administrator—Jon’s
school program worked well for several years, but
fell apart last summer when the district cut his
services.

“They told me that all extended school year
programs in the county were getting cut back to
four weeks because of funding,” said Yard, add-
ing that she knew such a change violated IDEA.

“I knew that the decision was budget-driven, and
was not based on Jon’s needs, but I was worn out
and just did not want to fight it

Yard says that is when Jon’s behavior “just
completely fell apart”

“That much time oft from school was just too
much for him,” said Yard. “I remember I called

Johnathan Yard, 15 is
having problems finding
services in his area that
address his Autism. He is
shown here with his mom,
Betsy.

the school at the end of August to warn them.
Things were pretty bad.”

That fall, the Yards were aware that Jon was
having a lot of challenging behavior at school, but
it wasn’t until late October that they learned their
son had been restrained at school without their
knowledge or permission. “At the parent-teacher
conference, we were asked to sign a release allow-
ing a two-person restraint procedure for him.

By that time, according to Yard, the school
had already hired someone—“a male body in the
room”—to help carry out the procedure. Reluc-
tantly, and feeling pressured, Yard signed. “What
option did I have?”

Yard contends that the public school staff
is simply not trained to deal with the kinds of
behavior Jon presents. “Their solution is to re-
strain him, but they do not know how to do that
appropriately, either” Now, Yard says her son has
developed anxiety and fears as a result of being
restrained. She has withdrawn her consent.

Yard, who is also trained in applied behavior
analysis and works as a consultant in the field of
special education, has offered the school guid-
ance and advice. “They needed to perform an
FBA (functional behavior assessment), said Yard.
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“They need a reinforcement system, not just
punishment. They needed to teach replacement
behaviors. They needed to teach communication
skills. The consultant who came in said the same
things, but the district wouldn’t listen.”

Yard is now braced for the start of the 2009
school year, when the district plans to place Jon
in the public high school, a move Yard says is “a
disaster waiting to happen.”

“No one there is trained in positive behavior
supports; there is no transition plan; his teachers
have never laid eyes on him; he hasn’t even been
in the building yet. He is incredibly anxious about
the move.”

Yard says she plans a visit to the school build-
ing to make sure the physical environment is safe
for Jon, and that he can’t elope or get hurt. “Jon
recently ate the solid disinfectant disk from a

urinal in the men’s bathroom at school,” said Yard.

“We have to look for these things.”

Yard is soft spoken and has an easy smile, but
is firm in her convictions. “I am nice, but am no
pushover;” she said. “T have had to fight for every-
thing he has. It’s always the same fight — it's about
the quantity and quality of the behavioral sup-
ports he needs.”

This spring, Yard testified in Trenton before
the Joint Committee on Public Schools about her
experiences. One of those who took particular
interest in her story was Yard’s own State Senator,
Diane Allen (R-7), who serves on the commit-
tee. Allen asked that Yard call her office for help,
which she did.
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“We have really tried to help them,” said
Anna Nelson, director of constituent services for
Senator Allen. “We contacted the county super-
intendent’s office, and have tried to stay in the
loop, acting as a mediator. Senator Allen has done
everything she can, but unfortunately, we have
not been able to resolve the issue. At this point,
we have suggested that she go through mediation
and an Administrative Law Judge.”

This is an option the family says they can no
longer afford.

One part of Jon's program has been working
well: his home program, funded by the Division of
Developmental Disabilities (DDD). Through their
DDD case manager, the Yards arranged for a be-
havior specialist from Eden Institute to come into
their home and provide support and consultation.

“It has been transformative,” said Yard. “They put
a program in place for Jon—teaching him replace-
ment behaviors and focusing on communication. It
really helps so the behavior does not escalate”

As a result, Yard said Jon is able to do many
things at home that he cannot do in school. “Now
we have a situation in which home is a more con-
sistent and effective learning environment than
school. There is something wrong here”

The issue of behavioral supports in school—
and in particular, restraints and seclusion—has
taken center stage in New Jersey. In an effort to
develop a statewide policy regarding the use of
seclusion and restraints, the New Jersey Depart-
ment of Education, Office of Special Education
Programs (NJOSEP) has reviewed the literature
regarding restraints and seclusion, as well as
regulations and policies of other states. Staff from
NJDOE also met with representatives of other
state agencies to identify current practices and
procedures regarding behavioral interventions,
including the use of restraints and seclusion.

This summer, NJOSEP invited stakeholders from
across the state to provide input on the issue. The
meeting included representation from professional
organizations, parents, schools and advocates.

“The meeting was very productive and result-
ed in many thoughtful, insightful comments,” said
Roberta Whole, Director of the Office of Special
Education Programs. Her department will be



analyzing the feedback from the stakeholders and
plans to propose state regulations regarding this
nationally recognized issue.

The federal government has asked all states to
have a policy on the use of seclusion and restraints
in place by the start of the 2009 school year.

While the policy issues are debated, and ef-
forts to train more school personnel are under-
way, Yard and her husband must deal with the day
to day. They recognize that at some point, Jon will
need residential services.

“For now, we want him home. We don’t want
him placed, but we need help. We need the educa-
tion system to work for him.

Yard’s own health is unstable. She has fibro-
myalgia and uses an insulin pump to manage
juvenile diabetes. “Every one, even the DDD
psychiatrist, thinks Jon needs to be placed. Jon
is on the priority (waiting) list, but he is some-
thing like number one thousand eight hun-
dred,” she says with a smile. “My husband and
I will be dead and gone by the time his number
comes up.”

She laughs, but then admits there is nothing
funny about the situation.

“We try to keep a positive attitude, but every
day, every little thing - it’s always struggle. And it
shouldn’t be that way”

NEW JERSEY aCHOOL-BRSED INITIATIVES

ON BEHAVIORAL INTERVENTIONS

Positive Behavior Support in Schools (PBSIS)
is a partnership between the New Jersey State
Department of Education, Office of Special
Education Program, State Improvement Grant
and the Elizabeth M. Boggs Center on Devel-
opmental Disabilities, Pediatrics Department
at UMDNJ-Robert Wood Johnson Medical
School. The goals of the PBSIS initiative is to
increase the capacity of local school districts
to develop programs and intervention strate-
gies that reduce occurrences of discipline and
behavior problems and subsequently increase
student achievement and the inclusion of stu-
dents with disabilities engaging in challenging
behaviors within general education programs.

Training and technical assistance activities
are designed to assist local school districts to
develop the capacity to:

o Conduct school wide self-assessments of be-
havior problems and patterns

o Design and implement effective school and
class wide interventions

« Design environments that encourage
prosocial behaviors

o Use data-based decision making to evaluate
and modify programs and interventions

o Assess, design, and implement interventions
for students who engage in chronic patterns
of problem behavior.

For more information on PBIS, visit
www.njpbs.org

New Jersey’s Learning Resource Centers of-
fer different training opportunities related to
instruction, inclusion, and behavior support.
Please call your local LRC for more information
including registration and fees for workshops.

Northern Region: (973) 414-4491
Northern Satellite: (973) 631-6345
Central Region: (732) 274-5570
Southern Region: (856) 582-7000
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wo troubling national studies about the

use of restraint and seclusion on school

children have disability advocates more
hopeful than ever that a new federal law will soon
restrict these practices to emergency use only.

But some educators, parents, and special-
education providers who operate schools for
children with disabilities oppose such regula-
tion. They argue that restraints and seclusion are
therapeutic tools that are frequently needed to
prevent some children from hurting themselves
or others.

“This is an incredibly complex, contentious
issue,” said Joseph Young, executive director of
Disability Rights New Jersey. “Our best hope
may be to broker an understanding everyone can
live with. Then, if a federal law comes about, it
would be a bonus.”
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Renewed interest in this highly-charged issue
began in January when the National Disability
Rights Network, the national organization of state
protection and advocacy groups created by the
Developmental Disabilities Assistance and Rights
Act, issued a disturbing report detailing dozens
of incidents in which school-age children were
“traumatized, injured or died” after they were
restrained and/or put into “seclusion rooms.”

The network’s state chapters compiled the list
of shocking stories about teachers tying trouble-
some children to chairs, duct taping their mouths
shut, handcuffing them to doorknobs, locking
them in plywood cells or closets and using a har-
ness and rope-leash to lead children with autism
around school.

Advocacy and parent groups are deeply
concerned that children with learning, emotional



and developmental disabilities are so frequently
subjected to these controversial techniques and
related abuses.

“If a parent were to strap their child to a chair
or lock a child in a closet to control his or her be-
havior, there would be swift legal consequences,”
said Patricia Amos, an advocate with the Family
Alliance to Stop Abuse and Neglect and a found-
ing member of New Jersey TASH, the state chap-
ter of a national advocacy group for people with
disabilities.

“The police and the state Division of Youth
and Family Services would step in,” she added.
Yet, when these things happen in schools, DYFS
and the police have almost no choice but to throw
up their hands. States like New Jersey have failed
miserably at protecting children in schools.”

Saying he was outraged by the National Disabil-
ity Rights Network findings, Congressman George
Miller (D-California), chairman of the House Com-
mittee on Education and Labor, called on the Gov-
ernment Accountability Office (GAO) to conduct an
independent study. Miller's committee held hearings
in May into the GAO’s findings.

The GAO’s study found the widespread use
of “violent and abusive techniques” of restraining
or secluding children—a majority of them with
disabilities.

In its report, the GAO further noted that
there are no federal regulations regarding the
use of restraints and seclusion in schools and no
entity that collects data on either the use of these
practices or the extent to which they are linked
to injury or death. Therefore, the GAO could
not give Congress specific information about the
frequency with which restraints and seclusion are
used across the country or the number of children
harmed by their use. However, the GAO advised
Congress that there have been “hundreds” of
allegations over the last 20 years that the use of
restraints and seclusion caused the death or abuse
of children.

The GAO report led Miller to wonder what
could possibly cause a teacher or classroom aide
to abuse a child this way. “We know what these

children did—they fidgeted in chairs or were un-
willing to follow directions.”

As a result of the Congressional hearings, U.S.
Education Secretary Arne Duncan directed the
education departments in each state to document
their existing practices for keeping youngsters safe
in schools or to swiftly develop policies to do so.

The New Jersey Commissioner of Education’s
staff held a series of internal meetings this sum-
mer to develop a plan for youngsters in public
schools and private facilities that receive public
funds. New Jersey’s plan has not been finalized.

A FEDERAL LAW

The federal government already strictly regulates
the use of restraints and seclusion in some hos-
pitals, psychiatric facilities, nursing homes and
other institutions that it helps fund.

There are no similar federal laws covering
schools.

State regulations vary widely on how restraint
and seclusion techniques can be applied and few
states designate an agency to handle complaints,
according to the Disability Network’s report and
the GAO’s findings.

“In New Jersey, parents who find out their
child has been physically or mechanically re-
strained in school try to report it to the Depart-
ment of Education, the Division of Youth and
Family Services or the Division of Developmental
Disabilities,” said Peggy Kinsell, policy director
for Statewide Parent Advocacy Network (SPAN).

“New Jersey does not have one agency desig-
nated to handle complaints of this nature. So, in-
vestigations happen sometimes and don’t happen
other times. Many state investigations of reports
of misuse of these practices often lead to findings
of “unsubstantiated because of lack of corroborat-
ing witnesses,” said Kinsell.

Disabilities advocates and educators have high
hopes for passage of a federal law to restrict the
use of restraints and seclusion in schools to emer-
gencies rather than as a form of treatment. But,
they disagree about how far such a law should go.
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Many want a federal law to restrict physi-
cal, mechanical or chemical restraints and to
ban the use of locked or isolated “time-out” or
“seclusion” rooms.

Most also want a federal ban on the prone
restraints of youngsters because it obstructs
breathing. Prone restraint is considered danger-
ous because one or more adults hold a child face
down while pressing on, or in some cases, kneel-
ing on the child’s back.

Others, including Congressman Miller,
think a federal law should
require states to develop and
enforce their own policies, and
establish strict federal reporting
and evaluation procedures.

Amos wants a federal law to
satisfy several objectives.

“The federal law should
create a floor of protections for
children in schools. It should
set a minimum baseline for
states,” said Amos. She would
also like to see it require state
or federal reporting whenever
restraint or seclusion is used in
schools.

Amos also insists a federal
law will improve teacher train-
ing. “I am not talking about
training them to safely use
restraints,” she said. “I am talk-
ing about training them not to use them. Teachers
and school personnel must be trained in methods
of de-escalation, crisis prevention and the use of
positive behavioral interventions.”

Teacher training is increasingly important as
more children with emotional, intellectual, behav-
ioral and learning disabilities are being educated
in general education settings, she explained.

Disability advocates, educators and service
providers expect that any effort to enact federal
legislation will be hotly contested.

Service providers, who run schools for chil-
dren with disabilities and other facilities, “have
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Disabilities advocates
and educational
groups, such as the
National Education
Association, agree

specialized training
would reduce or
help eliminate the
use of restraints and
seclusion in school.

powerful lobbies and lots of political clout from
the federal level down to the states,” said Kinsell.
“It's what we are up against. We've seen it here in
New Jersey.”

LINES DRAWN ON
MATTHEW'’S LAW

Battle lines have been drawn before in New
Jersey over this issue, the last time in 2003.

That’s when the late Assemblyman Eric Mu-
noz and former Assemblyman Guy Gregg intro-
duced “Matthew’s Law,” a tough
bill aimed at banning the use of
non-emergency restraints in all
public and private educational
settings.

The measure was named for
Matthew Goodman, a 14-year-
old boy with autism, who died
in February 2002 after months of
repeated mechanical and chemi-
cal restraint at The Lindens, a
Bancroft School in Haddonfield
for children with severe behav-
ioral disorders.

The state Division of Develop-
mental Disabilities found Mat-
thew Goodman had been sub-
jected to a regimen of restraints
that left him immobile for most of
his day and at night. The Cam-
den County Prosecutor’s Office
later found no evidence that the school’s staft had
intentionally harmed Matthew.

A legal settlement between Bancroft and
Matthew’s mother, Janice Roach, prohibits her
from speaking about any of the circumstances
related to her son’s death. Amos is not bound by
that restriction. Matthew’s family hired her as an
advocate during the ordeal.

“One of the justifications we often hear is that
restraints are an acceptable form of treatment and
that’s what the Bancroft school said. The prosecutor
found the staff had over-enthusiastically applied a
prescribed treatment,” said Amos.



Just before “Matthew’s Law” was to come
before the state Assembly Health and Human
Services and Regulatory Oversight Committees
for a hearing, the bill was switched to a version
that would allow the use of restraints as a planned
treatment.

The Assembly Committee passed the sec-
ond version of the bill that limited—but did not
eliminate—the non-emergency use of physical
and mechanical restraints on adults and children
with disabilities. But that bill never became law
in New Jersey.

The committee’s approval came after hours
of testimony from parents like Matthew’s mother
and representatives of advocates such as the
Elizabeth M. Boggs Center, Disabilities Rights
New Jersey, Cerebral Palsy of New Jersey, the
Statewide Parent Advocacy Network of New
Jersey (SPAN), New Jersey TASH, and the Family
Alliance to Stop Abuse and Neglect.

“It was a highly emotional issue. It was the
first time I was involved in a debate that pitted
parent against parent,” said Kinsell.

Other parents testified that restraints were a
necessary treatment tool to protect their children
from harming themselves and others. Several ser-
vice providers, including Eden Family Services,
Bancroft NeuroHealth and the Center for Out-
reach and Services for the Autism Community
(COSAC) (now Autism New Jersey), testified in
opposition to Matthew’s Law.

Service providers who operate day programs,
schools and other facilities for children with
disabilities maintained that they could not oper-
ate without using various forms of restraints on
youngsters whose behavior threatens themselves
or others.

“That’s not the case.” said Amos, who like
other advocates point to the Centennial School at
Lehigh University which successfully altered its
methods after “an unprecedented use of restraint
techniques.”

“Those methods were being used 1,000 times
per year. Today, they happen one or two times per
year, if at all at Centennial,” Amos said.

The Centennial School, for children with
severe emotional issues, revamped its approach
after director Michael George was hired in 1999.

George insisted that staff use positive behav-
ioral intervention and supports so students are
taught to communicate their anxieties in nonvio-
lent ways. Children who need to move around
frequently—a common trait with autism—are
allowed to do so. When a child has an emotional
or violent outburst, the staff is trained to step
aside, rather than immediately attempt a restraint.

RETRAINING EDUCATORS

Disabilities advocates and educational groups,
such as the National Education Association, agree
specialized training would reduce or help elimi-
nate the use of restraints and seclusion in school.

Amos said any federal law should mandate
better training.

“I'm not talking about training teachers to
safely use restraints. No method of restraint
can ever be completely safe. I want to see them
trained, to not use them. Teachers must learn
methods of de-escalation, crisis prevention and
positive behavioral intervention,” she said.

A similar sentiment was echoed by Young,
from Disability Rights New Jersey. “Training
should be about how to avoid the use of restraints.
They should be the absolute last alternative,’
Young said.

Reece Peterson, a professor at the University
of Nebraska-Lincoln who specializes in educating
students with emotional or behavioral disorders,
told the congressional panel in May there is no
evidence that restraining or secluding children
teaches better behavior.

In rare circumstances, Peterson said, restraint
or some kind of “time-out” area may be necessary.
He said a federal law should focus primarily on
improving teacher training.

Training should teach educators to prevent prob-
lems before they escalate to a point where secluding
students or physically restraining them becomes a
necessary emergency intervention, Peterson said.
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Peterson said better training should be cou-
pled with a mandatory review of teachers and
staff involved in each incident, adding the reviews
would help schools determine if their programs
or practices are effective.

Disabilities advocates suggest new federal
economic-stimulus funds can be a source of
money to pay for professional training to create a
positive school environment.

WHAT IS A “TIME-OUT”?

Another point of contention is terminology.
Some New Jersey schools, like countless others
nationwide, use “timeout rooms,” where chil-
dren are sent from their classrooms for short,
supervised periods of time to calm down after an
emotional outburst.

In other schools, a “timeout room” may be an
isolated, locked area where students are left alone
and unattended for hours.

National Disability Rights Network (NDRN),
based in Washington, D.C., the advocacy agency
whose report on restrictive practices in schools
began a period of national attention to this issue,
says seclusion is defined as the involuntary con-
finement of an individual alone in a room where
they are prevented from leaving.

The GAO documented one outrageous ex-
ample in Tennessee, where until this year a school
district allowed unruly students to be locked in
four-by-three foot plywood “cells” built in its 12
public schools. The school district dismantled the
seclusion rooms after Disability Rights Network
made the practice public.

According to The Alliance for the Prevention
of Restraint, Aversive Interventions and Seclu-
sion (APRAIS), seclusion should not be confused
with the practice of providing a quiet, comfort-
able, accessible, unlocked space where a child may
choose to take a break from sensory stimulation
or may be supported to calm down and self-
regulate, and which is used within the context of
a positive behavior support plan that is directly
related to the function of the child’s behavior.
However, they oppose all other uses of isolation
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or seclusion, and believe that, “secluding children
in locked rooms is experienced as a dehumaniz-
ing form of punishment and may result in intense
panic, fear, and even self-injury”

APRALIS is a collaboration of many national
disability organizations calling for the ban of
prone restraints, as well as of seclusion and
non-emergency restraints. The APRAIS collabo-
ration includes NDRN, the National Associa-
tion of Councils on Developmental Disabilities
(NACDD) and the Association of University
Centers on Disabilities (AUCD).

NDRN defines restraint as any method of im-
mobilizing or reducing a person’s ability to move
their arms, legs, body or head freely.

“There are definitions, but still no agreement
among providers, teachers and advocates about
what constitutes restraint, what constitutes se-
clusion or what constitutes an emergency,” said
Young, of Disability Rights New Jersey.

“Any federal legislation should also redefine
what is considered an emergency, Amos said. “If
a child hits or jostles another child, the so-called
emergency can be quickly resolved by separating
them. So, it’s not really an emergency; she explained.

“Then, to strap down or to seclude the child
who acted out becomes a punitive measure. It is
not necessary. It certainly does not teach them to
change their behavior;” Amos said.

Although forms of restraint are supposed to
be for emergencies only in educational settings,
they are “misused to control behavior, as a pun-
ishment and for staff convenience,” added Kinsell.

“We've found correlations between the use of
restraints on days when a school is short-staffed. To
me, that means it's being misused for teacher conve-
nience. It's used when a child is not listening, not do-
ing their work or as a punitive measure,” said Kinsell.

The GAO report supports her claim. The
report does verify that restraints or seclusion were
often used when students displayed threatening
or violent behavior. But, the report also dem-
onstrates that many verified incidents of abuse
involved students who were not aggressive and
posed no danger to themselves or others.

-

%
-




MEMORIAL

EUnice
Kenneay

Shriver

Bigger
- than Life

by Kathi Wolfe

Today, when nearly three million athletes in

more than 180 countries participate in Special
Olympics, it's hard to imagine that until the 1960's
most people kept it a secret if they had anyone
with an intellectual disability in their family,

photo courtesy of Special Olympics
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Then, it was considered normal to institutionalize
people with intellectual disabilities—to keep them
out of their communities.

Eunice Kennedy Shriver began the impe-
tus for deinstitutionalization when she wrote a
groundbreaking article for the “Saturday Evening
Post” in 1962. “Like diabetes, deafness, polio....
mental retardation can happen to any family;”
Shriver wrote.

(Editor’s note: Shiver used the term “mental
retardation” because it was the accepted term for
that time.)

Shriver, a renowned advocate for people with
intellectual disabilities who founded the Special
Olympics, died at age 88 on August 11. Shriver
was a sister of President John F. Kennedy. Her
sister Rosemary Kennedy, who had an intellectual
disability, died in 2005.

Shriver began working on behalf of people
with intellectual disabilities when she became
vice-president of the Joseph P. Kennedy, Jr. Foun-
dation in 1957. As a result of the Foundation’s
advocacy, President Kennedy’s Panel on Mental
Retardation was formed in 1961. The panel be-
came a committee in 1966 and in 2003 the name
was changed to the President’s Committee for
People with Intellectual Disabilities.

The first International Special Olympics Sum-
mer Games were held at Soldier Field in Chicago
in 1968.

“The Chicago Special Olympics prove a very
fundamental fact,” said Shiver at the opening
ceremony before the Games. Exceptional children
can be exceptional athletes. Through sports they
can realize their potential for growth”

Shriver became an advocate for people with
intellectual disabilities because of her close rela-
tionship with her sister. President Ronald Reagan
awarded her the Medal of Freedom, the country’s
highest civilian honor, in 1984. She is survived by
her husband Robert Sargent Shriver, Jr. and her
five children.

“She will be remembered as the founder of
the Special Olympics, as a champion for people
with intellectual disabilities, and as an extraor-
dinary woman who taught our nation and our
world that no physical or mental barrier can
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restrain the power of the human spirit,” said
President Barack Obama immediately following
Shriver’s death”

“People & Families” interviewed several lead-
ers in the field of intellectual disabilities about
their memories of Eunice Kennedy Shriver. Their
recollections on Shriver are below:

Nancy Sawyer, senior vice-president of Special
Olympics of Florida, worked closely for Shriver for
many years. She first saw Shriver in 1975 when Saw-
yer led a delegation of athletes at the Special Olym-
pics games in Miami. Sawyer worked from 1979 to
1980 at the Joseph P. Kennedy;, Jr. Foundation. She
went on to work for Special Olympics International
for 15 years before moving to her current position.

“There was something about her,” Sawyer says.
“She had an incredible work ethic. She always
made you want to do more.”

Shriver could be “pointed,” Sawyer says. “She
could direct you back in a heartbeat to the crux of
the matter”

“Mrs. Shriver taught us to expect more of
athletes with intellectual disabilities,” says Sawyer.
“She set the bar high. Our athletes learned from
Mrs. Shriver to play fair and to lose with dignity.
If you crossed a line and ran into somebody else,
you were disqualified. If you were swimming and
changed your stroke in the middle of the pool,
you were disqualified”

Sawyer remembers a time when a state was
struggling to reach a new direction and wanted
Mrs. Shriver to visit.

“Although she didn't dash off to every state,
Mrs. Shriver agreed to go when she saw that her
help was needed—as long as we flew there and
back on the same night”

Sawyer and Shriver flew to the meeting on
a commercial plane. But Sawyer couldn't find a
commercial flight back to Washington.

“We had to fly on this private plane—I'm not
even sure you could call it a plane. We had to sit
on the floor with our legs stretched out. She was
behind me. I was behind the pilot.

“I thought ‘she’s going to beat me up when we
get to Dulles, but she never said anything about it.
She only asked if I thought our visit was going to
help this program?”



“She will be remembered as the founder of the
Special Olympics, as a champion for people with
intellectual disabilities, and as an extraordinary
woman who taught our nation and our world that

Shriver with Jackson Lowen

no physical or mental barrier can restrain the power

of the human spirit.”

—President Barack Obama

“Then, Mrs. Shriver said to me, ‘the reason I
wanted to get back tonight is that Sarge (her hus-
band) is having open heart surgery tomorrow.”

Dr. Steve Perlman is a dentist from Lynn,
Massachusetts who specializes in dental care for
people with disabilities.

In 1993, while Rosemary Kennedy was living
at an institution in Wisconsin, a team of dentists
“decided that they wanted to take away all her
teeth,” Perlman says. “They needed the family’s
permission but Mrs. Shriver refused.”

Perlam was selected to take over Rosemary
Kennedy’s dental care after a nationwide search,
Perlman.

“They flew her to me. I restored all the teeth
in her mouth. For the next thirteen years—until
her death— there was never a dental problem,”
he says.

Shriver’s first words to him were “T've spent
my whole life trying to improve the quality of life
for people with intellectual disabilities. Will you
come to Washington, D.C. and teach me every-
thing you know about oral health for people with
intellectual disabilities?”” Perlman remembers.

The next week, after hed talked for two hours,
Mrs. Shriver stopped him.

“She looked at me and said, T want you to
bring dental health to people with intellectual dis-
abilities all over the world.”

According to Perlman, Shriver’s tenacity was
like a bulldog.

“If she wanted to get something done, she
didn’t care whose feathers she ruffled. If she
thought it was the right thing to do, she did it”

Loretta Claiborne is an athlete who received
ESPN’s ESPY Arthur Ashe Award for Courage
in 1996. The story of her life has been told in the
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Disney movie (broadcast originally on ABC and
now on video) “The Loretta Claiborne Story” and
in the biography “In Her Stride” (published by
Worldscapes). Claiborne, who has an intellectual
disability, is also visually impaired. A world

class runner, she became involved with Special
Olympics in 1969.

Claiborne first met Shriver at a Special Olym-
pics event. Over the years, they became friends and
continued to correspond and talk on the phone.

Claiborne recalls that in the 1960’s and 1970’
she was poorly treated.
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Shriver and athletes in South Africa %

“Not because of my skin color or the way I
dressed,” Claiborne said. “But because they didn't
want to bother with people like me (people with
intellectual disabilities).”

At their first meeting, an athletic event,
Shriver turned to her and said, “I've heard you’re
an awfully good runner”

Claiborne was blown away.

Their friendship blossomed over the years. In
1982, Claiborne had knee surgery. After problems
with the anesthesia she went into a coma.

“I was in the hospital for awhile. Mrs. Shriver
called to see what was happening with me. She
cared”

One night when Shriver called and asked what
she was doing, Claiborne said, “Nothing. I'm bored”

“What do you mean there’s nothing to do?”
said Shriver. “Come to Washington and volunteer
for Mark’s (Shriver’s son) campaign.”

When Claiborne protested—“Mrs. Shriver,
I've never worked on a campaign and wouldn’t
know what to do”—Shriver told her to “stop call-
ing me Mrs. Shriver! Call me Eunice. And, believe
me, Mark will find something for you to do!”

Claiborne went to Washington and volun-
teered for Mark Shriver’s unsuccessful Congres-
sional campaign.

“I call Eunice the Queen of Humanity;” says
Caliborne.
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Fred Robinson, CEO of the Arc of Ventura
(California) County, says Shriver’s work was
instrumental in creating awareness of the need for
community programs for people with intellectual
disabilities.

“I met Eunice Kennedy Shriver fifteen years
ago at a memorial service for (disability advo-
cate) Elizabeth Boggs,” Robinson says. “After the
service, she introduced herself. Mrs. Shriver was
down to earth. All of that money and publicity
didn’t influence her. She was just another person”

One day in the 1990’s, Melanie Brunson of the
American Council of the Blind was at a meeting
of disability groups in Washington, D.C. Brunson,
who is blind, had just moved to the Washington,
D.C. area.

“I didn’t know many people,” Brunson says.
“As I was standing there I heard a voice talking to
me. It was Eunice Kennedy Shriver.

“She introduced herself and said, ‘Are you new
in town? I haven't seen you before’ When I told
her that I'd just arrived, Mrs. Shriver said, it’s
nice to see you in our community. Welcome to
Washington, D.C.I

Mrs. Shriver was so friendly and she had no
idea who I was.”

To read more about Eunice Kennedy Shriver
or to post your own tribute to her, go to
www.eunicekennedyshriver.org.





