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The toughest moment for parents
of a disabled child is the realiza-
tion that child might be better off

living away from home. Kelly Hartigan-
Love and Martin Love of Clinton, NJ, have
reached that conclusion about their 11-
year-old son, Sean, but that doesn’t make
the decision any easier.
Sean, who has athetoid cere-

bral palsy, is a day student at
the Matheny School. He is
in his second year, having
started in the summer
program in 2007. After
aging out of the Jerry
Davis Early Childhood
Center in Manville, NJ, and
spending two years in a spe-
cial program in the High Bridge
Elementary School, the Clinton
Public School District recommended he
attend Matheny full-time. The Loves have
placed Sean on the waiting list for residen-
tial placement, and Hartigan-Love ack-
nowledges that, “As a parent, to make that
kind of decision is extremely difficult. But I
know he loves it here, and I knowwhen the
time comes that he has to go somewhere
else and not home, he’ll be safe here
because he’s surrounded by people who
love him.”
Both Sean and his twin brother, Andrew,

were born prematurely when their mother
was only 26 weeks pregnant. “Sean was

one pound, 3 1/2 ounces,” Hartigan-Love
recalls, “and Andrew was one pound, 8
ounces. So, just living day to day for them
was a struggle.
When they came home from the hospi-

tal, “Andrew started

making developmental milestones, and
Sean didn’t. Andrew went from rolling to
grabbing things. Sean wasn’t doing that.
Sean never played with any toys. That
should have been an early indication, but
I wasn’t sure; I was just so appreciative
he was alive.”
Although he has had several surgeries,

Andrew today attends the Clinton Public
School. One of the reasons Sean adjust-

ed so well at Matheny, his mother says, is
that, “the nurses all remembered him
from when he was two years old and
here for respite.”
An example of the progress Sean has

made at Matheny manifested itself on a
recent family trip back to the Syracuse
area. “Sean was lying on the floor, and he

got up on all fours; and he was
rocking like he was going to
crawl. He had never done that
before. He was never able to
tolerate anything on his
hands because he was tac-
tile defensive. Putting his
hands on the floor without

having them in a fist was very
difficult for him.”

Getting Sean to open his hands has
been a major objective of Matheny’s
physical therapy department, according
to JoAnna Skripak, DPT. Sean has also
been helped, she says, by a new wheel-
chair. “He’s been growing,” she explains,
“so he has a completely new frame, and
we’ve changed the angle of his tilts, and
he has a new seat cushion.” A ‘peanut
ball’, a therapy ball that, “looks like a
peanut”, is helping strengthen his stom-
ach muscles.
The staff at Matheny, says Hartigan-

Love, “go above and beyond. When I
walk in here, I get such a warm feeling.
This is where he belongs.”

‘He’s Surrounded by
People Who Love Him’

Sean Hartigan and his mother, Kelly,
in his school classroom.
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M atheny’s Art Access Program
began 15 years ago with a
question: “Can people with

disabilities create fine art?” Anyone who
attended Full Circle 2008, the 15th ann-
iversary celebration of
Arts Access, which was
held Saturday,
November 15th in
Matheny’s Robert
Schonhorn Arts Center,
knows the answer to
that question.
In the auditorium,

following an art rec-
eption in the gallery, Lyn
Sanders, director of Arts
Access, introduced a
presentation that
included dramatic
interpretations of poetry,
wheelchair dance
performances, a
multimedia collaboration

between an Arts Access artist and an able-
bodied dance company and a preview of a
documentary being produced by P3
Entertainment that clearly demonstrated the
art facilitation process.

While there may have
been setbacks and
obstacles along the way
as Arts Access
developed, Sanders, said,
“the word, ‘impossible’, is
not a word that ever
described Arts Access. A
better description, she
said, would be, ‘pure
imagination’... These
amazing artists have
taught me to take the
time to listen to them as
they speak their unique
language. They have
more to say than anyone
would ever have
dreamed.”
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Therapy administrative assistant, Lynne
Wagner of Somerset and 17-year-old student,
Natalie Tomastyk, perform in 'Good People'
dance number.

“Untitled”
by Kevin White

Save the Date!

MILES for MATHENY

Sunday, April 19, 2009
Peapack, NJ

For more information, call
(908) 234-0011, ext.315,

or email
development@matheny.org
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Dance facilitator Andrea
Kramer of Califon and

adult patient, Chet
Cheesman, dance 'A

Fond Farewell'.

Chris and Holly
Bormann of
Flemington.

Drama facilitator
Brian Pollack of
Millburn reads Jenny
Durr's poem, 'Food
Names'.

Emory University
alumni volunteers,

Jody Rosenzweig of
Warren, James
Turteltaub of

Kinnelon and 11-
year-old Jacob

Turteltaub.

Arts Access
Program Sponsor

Johnson & Johnson

Gold Patron
Anonymous

Bronze
Patrons
James T. Finn
Dr. Richard and Sheila
Goldrosen and Bari Kim
Summit Medical Group
David Teiger

Chipotle Mexican Grill,
Bridgewater

Country Picnic,
Bedminster

Gladstone Tavern,
Gladstone

Limestone Café,
Peapack
cocoLuxe Fine Pastries,
Peapack
Village Office Supply,
Somerset

Affinity Federal Credit Union
A.G. Ship Maintenance Corp.

Barbara D. Bickell
Mitchell G. Bredefeld

Marie H. Briehl Foundation
Carol A. and Lawrence Durr

Regina Fieramosca
Daniel F. McLaughlin
Paul F. Napolitan
Portwide Cargo Securing Co.
Marian and Carl E. Ring, Jr.
Vicki and Gary A. Squires
Man S. Yu, in memory of Albert Yu

Artist Patrons

Food and Beverage Stations

Jim Mersfelder and
Sandy Stark of
Manhattan and medical
director Gary E. Eddey,
MD, of Morristown.
Stark is a past chair of
Matheny's Board of
Trustees. Behind them
is an untitled painting
by Mark Riddle.

Barbara and
Craig Powderly

of Freehold.

From left, Mark
Gatzke, Patti

Bennett and Kerry
Shannon of

Basking Ridge.
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Daniel F. McLaughlin has been

named chair of the Board of

Trustees of Matheny, succeed-

ing Anne L. Brady. McLaughlin, who lives

in New Vernon, NJ, with his wife, Lynn,

and four children, is an executive in the

Morristown office of Willis Group

Holdings, a London-based insurance

brokerage firm. Earlier this year, WGH

acquired Hilb, Rogal & Hobbs, which, in

2002, had acquired McLaughlin &

Company, an insurance brokerage firm

founded by McLaughlin.

He has a BA from Boston College,

is a member of the Board of Trustees

of St. Benedict’s Prep in Newark and

is a former assistant basketball coach

for St. Anthony’s High School in Jersey

City. A trustee since 2003, McLaughlin

said he is, “honored to be affiliated

with a nationally re-

nowned facility such as

Matheny.”

Two new members

have been added to

Matheny’s Board of

Trustees: Kenneth Alter

and Gary A. Squires.

Alter, a resident of Short

Hills, NJ, is director of

the Deron School of

New Jersey, Inc., a pri-

vate school for the dis-

abled with campuses in

Union and Montclair. The Deron School

was founded by Alter’s parents, Ronald

and Diane Alter, more than 41 years ago.

He has a BS degree in business adminis-

tration with a concentration in economics

from Monmouth College and an MA in

educational administration from Kean

College. Squires, who lives in North

Caldwell, NJ, is a founding partner of

Squires Goldberg, LLC, a financial con-

sulting and insurance firm based in Cedar

Grove, NJ.

Daniel McLaughlin Named
Chair of Matheny Board of Trustees

Vanica Eldridge, RN, has

known she wanted to be a

nurse since she was in the

third grade. And, after working as a vol-

unteer for Special Olympics as a teenag-

er, she decided she wanted to work with

patients with developmental disabilities.

When she was studying for her asso-

ciates degree in nursing from the County

College of Morris, in Randolph, NJ,

Eldridge and other student nurses did a

rotation at Matheny. “In nursing school,”

she recalls, “they said to go out and get

the acute care experience first before

you start anywhere.” But she couldn’t

get Matheny out of her head and started

on the night shift in 1998. Eventually an

opportunity surfaced for a primary nurse,

and Eldridge switched to days.

Recently, the Denville, NJ, resident

received her 10-year-service pin at

Matheny and is now nurse manager for

Matheny’s yellow pediatric zone. Under

Matheny’s unit-based model of care, a

nurse manager oversees the overall

functioning of each residential unit.

Eldridge is currently pursuing a bach-

elor’s degree in nursing at The

College of Saint Elizabeth in Morris-

town and hopes to continue on to

obtain a master's degree in healthcare

administration.

"The best thing about working at

Matheny," Eldridge says, is, "having the

opportunity to experience the many dif-

ferent interdisciplinary teams in order to

provide the optimal care for our

patients."

Daniel McLaughlin, visiting recently with 15-year-old Matheny student,
Raven Bennett.

Vanica Eldridge Has Wanted
To be a Nurse Since Third Grade

Vanica Eldridge checks on 7-year-old student,
Katherine Gaudio.
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When he reached 18 months

of age, Bryan Desatnick

began having seizures and

was diagnosed with Angelman syn-

drome, a genetic disorder that causes

developmental delays and neurological

problems. Today, at age 17, Bryan

dances at his school prom, competes in

Special Olympics and has dinner out with

his friends.

During January 2003,

Bryan was admitted as a

day student at the

Matheny School. He had

attended the Mount Pros-

pect School in Basking

Ridge through the middle

of fifth grade, when his

medical condition and

seizures became unman-

ageable. His mother,

Edana Desatnick, recalls

that, “he went into signifi-

cant seizures and didn’t

wake up for three weeks. It

was not going to be possi-

ble for him to continue

school in an inclusion envi-

ronment. Ultimately, the

school district decided we

should come and visit Matheny. We all

came here and loved it. As these medical

issues got more complex, there was no

doubt in the school district’s mind or in

our mind that Matheny was the right

place.”

Then, says Desatnick, “we were

offered one of the 12 new beds in the yel-

low zone, a new residential wing at

Matheny.” Now a member of Matheny’s

Board of Trustees, Desatnick feels, “We

happened to have been one of the lucky

ones. Our lives and his life are so much

better. But there are just not enough

options for children who have multiple

handicaps.”

Bryan’s health since he’s been at

Matheny, has been, “transformational.

Every year he’s gotten bigger and

stronger. At Matheny, he can be support-

ed, day in and day out, because of hav-

ing things like the seating and mobility

clinic and the orthotics clinic. We used

to have to travel just to do a wheelchair

alignment. Now he has a custom-made

wheelchair. Because of the creativity of

the therapists, he’s using a completely

different kind of walker than we thought

possible. He’s had a variety of orthotics

made for him. He has a stander that he

uses in the classroom. Every little com-

ponent of what his life was all about has

been enhanced because of the talent of

the people who are at Matheny.”

An important part of Bryan’s

progress, though, has nothing to do with

medicine. He has a full social life that his

parents could never have imagined. “He

was at the Olive Garden recently on a

field trip,” Desatnick says, “and I went to

pick him up. There were 30 to 40 kids in

their wheelchairs sitting at the Olive

Garden having lunch. It’s a picture you

can’t ever dream of. There’s the Matheny

prom. It’s the most magnif-

icent night of the year

because you not only see

him and all of his friends

celebrating, but you see

normal kids from the

community helping. There

is Miles for Matheny

[Matheny’s annual fund-

raiser and community

event] and the Special

Olympics. He’s involved in

so many things, and each

one of them build on each

other to create a com-

pletely different life than he

would have had.”

But the lifestyle Bryan

is able to lead at Matheny,

Desatnick emphasizes,

“is only possible because of the out-

standing medical care he receives on a

daily basis. Matheny is licensed as a

special hospital, and the doctors, nurs-

es, teachers, therapists and aides are

all specially trained to treat children and

adults with developmental disabilities –

they are like angels who understand

Bryan’s challenges, medical complexi-

ties and his wonderful possibilities. We

are grateful to have Matheny in our

lives.”

Bryan Desatnick with his parents Edana and Lloyd and
service dog, Ben, at Miles for Matheny.

‘No Doubt in Our Mind:
Matheny was the Right Place’
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When she was six years old,

Beverly Bain was stricken

with rheumatic fever. “I

lived about a block from my school in

Trinidad, Colorado,” she recalls, “and I

was completely bedridden. I used to

see all the children going to school, and

I always thought if I could only do

something to help a child who was in

bed, it would mean a lot to me.”

A dean at Colorado College sug-

gested she consider becoming a thera-

pist. So she applied to the University of

Southern California and was accepted.

Dr. Bain began working as a consultant

at Matheny in 1998, after a distin-

guished career as an educator and

occupational therapist at such institu-

tions as New York University, Kean

College and the Kessler Institute.

She initially became connected

with Matheny because NYU had

received a grant to train its occupation-

al therapy masters degree students

here. “I would come two or three days a

week to supervise the program,” she

recalls, “and then, in 2000, I had knee

surgery, and I couldn’t go to NYU any-

more. So, I started working as part of

the OT department at Matheny two

days a week. The main

thing I’ve brought to

Matheny,” she explains,

“is my expertise in assis-

tive technology. I realized

that these children and

adults can use technolo-

gy to make themselves

more independent – from pushing a bell

in the morning to call a nurse to riding in

a wheelchair to doing something with a

computer. “

She points to one student at

Matheny, eight-year-old Kevin

Long, who had been holding

his head down. “We out-

fitted him with a switch,

which means that when

he brings his head up,

he can listen to music

or operate a toy. You

should have seen his

face!”

“I still feel I’m

kind of a

teacher,

the 79 -year -

old Bain says, “even though, physically,

I can’t get on the floor. But I still can use

my mind and my experience.”

That experience is quite impressive.

She graduated from USC with a certifi-

cate of occupational therapy, after hav-

ing received her BA in psychology from

Colorado College. She then accepted

a position as director of the physical

disabilities section at Los Angeles

County Hospital. From there, she

became director of occupational

therapy for the Kessler Institute in

West Orange and the New Jersey

Orthopedic Hospital in Orange. After

spending five years in

private practice and

serving in a variety of

positions at both the

NJOH and the New

Jersey Rehabilitation

Institute in Orange and

Union County Technical

Institute in Union, she received an MA in

learning disabilities from Montclair State

and proceeded to develop and coordi-

nate the occupational therapy program

as an associate professor at Kean

College in Union. She joined NYU in

1983 as a clinical assistant professor

and received her Ed.D in educational

leadership from Fairleigh Dickinson

University in Teaneck in 1985.

Dr. Bain only works one day a

week at Matheny now. “My goal,”

she says, “is to improve a child’s poten-

tial. If they can do at least one thing

for themselves, I hope that will lead

to other things.”

Using a walker to get around

now, she recalls that she and her

husband moved to Bernardsville,

NJ, 33 years ago and, “built our

house accessible to wheelchairs

for our parents; now I’m using it. As a

matter fact, when I was at Kean

College, I used to have my students

come to our house at the end of

the year and go through the house

in a wheelchair.”

Childhood Illness Motivated
Beverly Bain to Pursue Therapy Career

Eight-year-old Kevin Long learns to hold his head
up, under the watchful eye of Dr. Beverly Bain.

“My goal is
to improve

a child’s
potential.”
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rofessional athletes and TV personalities

mingled with other golfers at the eighth

annual Matheny Golf Classic, held October

21, at the Somerset Hills Country Club in Bernardsville.

And while everyone had a great day of golf and cama-

raderie, they were reminded of the real reason they

were there by Jim and Ruby Yedloutschnig of Cedar

Grove, parents of 22-year-old Matheny patient, Alicia

Yedloutschnig.

Nine years ago, the Yedloutschnigs made a decision
to admit their daughter as a resident at Matheny. It’s a

decision they’ve never regretted, although it was very

difficult at the time. Speaking to golfers and other

guests before dinner, Jim Yedloutschnig recalled the

initial interview with staff at Matheny. “I was very

impressed with the respect we and Alicia were shown

and the way the staff listened to us.” His wife, Ruby,

remembers, “being stressed to the max.We couldn’t let

go.” But, now, when they visit Alicia, “we are no longer

crying; we leave with a smile. Our relationship with

Matheny is a family relationship.”

Among those showing support for Matheny were

five cast members of the CBS daytime drama, “Guiding

Light”, New York Jets Kellen Clemens and Jay Feely,

retired New York Giants Brian Kelley and Brad Van Pelt,

retired New Jersey Devil Scott Stevens and TV actor

Jay Thomas, who conducted the live auction for the

third consecutive year. The dinner speaker was

legendary high school basketball coach Robert Hurley,

Sr., who, despite his incredible oncourt success at St.

Anthony’s High School in Jersey City, indicated “the

relationship to the kids” is what makes his job special.

Double Eagle Sponsor for the event was

Village Office Supply, Somerset. Funds raised will help

support the Matheny Center of Medicine and Dentistry,

which provides much-needed medical, dental and ther-

apy care to Matheny inpatients and about 600 outpa-

tients from the community.
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SPONSORS

BIRDIE SPONSORS
Delta Dental

John and Debby Fullam
“Guiding Light”

Imperial Painting
Dan McLaughlin

Porzio, Bromberg & Newman

S.P. Richards
Szott Family

Turnpike Electric

HOLE-IN-ONE
Welsh Jeep

World Auto Group

TEE SPONSORS
Cigna Healthcare

Felsen Insurance Services
Gallagher Benefit Services

Lowenstein Sandler

DOUBLE EAGLE SPONSOR
Village Office Supply

EAGLE SPONSOR
Druskin Family Foundation

Shotgun start.

Clockwise from bottom center:
Matheny adult patient, Gerald
Tavares; “Guiding Light” cast

members Robert Newman, Mandy
Bruno, Robert Bogue, Kim Zimmer

and Bradley Cole; and Dan
McLaughlin, chair of Matheny’s

Board of Trustees.
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From left: retired NJ Devil Scott Stevens,
13-year-old Matheny student, Shane Szott;
and golfer Fred Frisco of Hillsborough.

From left: Matheny president, Steve Proctor, Jim
Yedloutschnig and NY Jets placekicker Jay Feely.

Celebrities Support
Matheny Golf Classic
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Our Special Thanks...
A tribute to recognize occasions like birthdays and

anniversaries, to honor a friend, or in memory of a
loved one takes on special meaning when it also
helps the many children and adults at Matheny.

When you make a gift, the honored person or the

family of the deceased receives a personal letter
acknowledging your gift. The amount is never men-
tioned. You, as the donor, receive an official receipt for
your tax deductible contribution. For more information,
call Robert B. Budelman, III at 908-234-0011, ext. 744.

Honor Contributors List
June 13 to November 24, 2008
Dr. James Aragona’s 60th Birthday

Anthony R. Gagliardi
Mel Levine

Andrew B. Abramson
Stephen Bass
Isaac Goldberg
Peter Krones
Brandt Levin
Joseph Renga

Richard B. Storey
William S. Taylor
Gary Ziman

Barbara Caspersen’s Birthday
Deborah Nungester

The Cembrook Family
Edward Augustyn

Mr. and Mrs. Frank Cioppettini’s
25th Anniversary
Richard DeSimone

Samuel DeMarzo
Mildred C. Miele

Team Desatnick
David Sachs

Zachary Edelman’s Bar Mitzvah
Michael W. Goroff
Jill Friedlander

Michael Martin’s Birthday
Cecil O. Johns

Kathryn R. Kimble
Hollace H. Reilly

Allyson Merer
Stewart Kaplan

David C. Miller
Henry M. Paschedag

Joel and Roberta Oberman’s
50th Anniversary
Irving Breier
George French
Arthur Kriegsman

Jacki Rosenzweig’s Graduation
Mark E. Galant

Eric Silverman’s 50th Birthday
Peter Brennan
Willie L. Flood

William Gaughan
Edward Gold

Michael J. Taurozzi’s 15th Birthday
John R. Brunner
Doreen L. Rhodes
John Taurozzi

Mr. and Mrs. Cecil Zuckerman’s
50th Anniversary

Seymour B. Bochner
Bernard Desatnick

Memorial Contributors List
June 13 to November 24, 2008

Earl Banton
Charles L. Rosenzweig

Elizabeth Bourke
Gebhardt & Kiefer

Christopher C.J. Butler
Warren W. Bruen

Thomas C. Carberry
Philip Allshouse
Robert E. Briegel
Frank L. Craven

Raymond E. Dingman
Peter A. Juner
George Krikorian
John E. Larsen
Robert C. McCoy

Marilyn Carragher
Edward J. Heimrich

Eleanor Cashen
Joan M. Munson

Arleen DeCoster
James M. DeCoster

Antoinette J. DeMarzo
Geraldine G. Buccari
Deborah C. Dalton
John D. Feeley

Joseph M. Juliano
Kids Corner

Victor E. Santamarina
Gloria B. Shafto

“The Bell And Siren Club, Inc.”

Florence Drasin
Charles L. Rosenzweig

Saul Drasin
Charles L. Rosenzweig

Eileen M. Gabel
Henry B. Gabel

Helen Gavin
Janet M. O'Connor

Peter J. Gianacakes
234 Moonachie Corporation

H. Friedrich Holzapfel

Claire Giordmaine
Gina Romano

Joanne Golioto
Richard H. Otten

Robert M. Huggins
Thomas J. Rentko

Andrew Iannone
Mary Iannone

Robert T. Keary
Patricia A. Nordling

Edythe Levin
William S. Taylor

Diane Loeb
Joan M. Munson

James R. Morris
Stuart Feenstra

Mae and Tom Mulligan
Paul E. Gavel

Darwin G. O’Brien
Joan M. Munson

Libby Parks
Toby Hayer

Christopher Plumeri
Second Chance Thrift Shop

Amy Ring
Peter P. Frisko

Jane V. Rosenthal
Ronald Schwarz

Henry “Duke” H. Schanz
Catherine M. Schanz

Karen Schlessenger
Thomas A. Cosgrove
Dominic F. Picarella

Kenny Seidel
William S. Taylor

Sal Simone
JTJ photo

Paul Sundman
Robert A. Hogan

John Szwarko
Thomas M. Uhlman

Andrew Samuel Tarlow
Reuven Tarlow

Robert E. Thomas
Thomas J. Hoffman

Thomas Wawrin
Neale Sweetman
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CHECKS
Please make checks payable to Matheny
Medical and Educational Center and
mail to:

Matheny Medical and
Educational Center

65 Highland Avenue, P.O. Box 339
Peapack, NJ 07977

For your convenience, a self-
addressed envelope has been provided
in this newsletter.

CREDIT CARD
Please see the enclosed envelope or call
(908) 234-0011 ext. 260 to use your
credit card to make a gift. We accept
Amex, Mastercard and Visa.

APPRECIATED SECURITIES
Gifts such as stocks or bonds may offer
substantial tax advantages.

BEQUESTS
By remembering Matheny Medical
and Educational Center in your
will, you can significantly impact
the lives of Matheny’s patients,
students and families.

LIFE INSURANCE &
RETIREMENT PLANS
You may choose to remember Matheny
Medical and Educational Center by nam-
ing the organization as the beneficiary of
your Retirement Plan or Insurance
Policy.

TRIBUTE GIFTS
Gifts to Matheny Medical and
Educational Center provide a wonderful
opportunity to honor the memory of
a family member, friend or colleague,
or to recognize an individual or a life
occasion.

MATCHING GIFTS
Your company may have a matching
gifts program. Matching gifts can dou-
ble or even triple your contribution.

Please contact your company’s Human
Resources Department to see if you
are eligible.

CORPORATE GIVING
There are many ways your corporate
employer can support Matheny, includ-
ing becoming a Miles for Matheny spon-
sor or forming a corporate team to par-
ticipate in the event, supporting our
annual Matheny Golf Classic or by mak-
ing a corporate contribution in support
of a patient or student program.
Employee volunteer projects are also a
way for your company to make a differ-
ence and support the important care
provided by Matheny.

If you have any questions about mak-
ing a gift, please contact Robert
Budelman, Director of Philanthropy, at
(908) 234-0011 ext. 744 or by email at:

rbudelman@matheny.org

Philanthropy
Notes

Dear Friends,

As the end of the year approaches, many of
us will use the next few weeks to decide to
which nonprofits to give our charitable
dollars. Without question, faced with the cur-

rent turbulent economy,
many Americans will be
more thoughtful this
year about which chari-
ties to support. I, of
course, encourage you
to keep Matheny at the
top of your giving list.

Your charitable gifts to
Matheny directly benefit

the patients, residents and students under
our care. In fact, you are welcome to visit us
anytime and witness first-hand the care and
programs we provide on a daily basis, 365
days per year. Please remember that it is
because of your support that Matheny is able
to offer innovative programs such as
Community Connections, which helps better
our patients’ quality of life and creates oppor-
tunities for them to interact with able-
bodied children and adults in the broader
community. In addition, your support directly
impacts the specialized care Matheny makes
available through its Center of Medicine and
Dentistry, which presently has a waiting list of
more than 100 disabled persons seeking
dental care.

Thanks to you Matheny is at the forefront of
providing medical care and educational pro-
grams for children and adults with medically
complex developmental disabilities. However,
as Matheny’s reputation has grown, so too
has grown the demand for our services and
expertise. Only with your steadfast support
can we continue to meet the needs of these
special children and adults.

On behalf of the patients, students, families
and staff of Matheny, I thank all the individu-
als, corporations, local businesses, and foun-
dations that gave their time, talent and finan-
cial support to Matheny this past year. I look
forward to the good we will accomplish
together in 2009!

With sincere gratitude,

Robert B. Budelman, III
Director of Philanthropy

Ways to Give

Special Note:

The Charitable IRA Rollover was
extended by Congress for two-
years and may provide you with
many tax benefits. The provi-
sion will be made retroactive to
Jan. 1, 2008, and will apply to
gifts made from that date
through Dec. 31, 2009. The pro-
vision exempts from taxable
income any funds transferred
(“rolled over”) from an
Individual Retirement Account
(IRA) to a charitable organiza-
tion. The following limitations
apply:
• The donor must be age 70½
or older.
• The cap on annual IRA
rollovers is $100,000.
• The contribution must be a
direct gift to a charity (no
planned gifts).
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Matheny’s patients need a maxi-

mum amount of assistance in many

areas, including eating, transferring,

bathing, dressing, oral hygiene and toi-

leting. These functions are carried out

by Personal Care Assistants (PCAs),

who play a unique role in providing for

the most basic care of the patients.

PCAs and patients develop a strong

bond of trust and companionship, and

PCAs are vital members of Matheny’s

interdisciplinary team. Their input and

observations are essential for effective

care planning.

At Matheny, all PCAs are required to

complete a Paraprofessional Career

Ladder Curriculum, which consists of

30 classes focusing on insuring a basic

understanding of anatomy, the impact

of disabilities on various body systems,

medical interventions and their role in

prevention and care provision.

Now, through a federally-funded

project aimed at strengthening the

workforce of those who provide direct

support to people with disabilities,

Matheny’s PCAs are also able to partic-

ipate in a special Career Path Pilot

Program for DSPs (Direct Support

Professionals) via online courses at the

College of Direct Support, an internet-

based college for direct support profes-

sionals. Intent of the program is provide

incentives to people who want to

remain in direct care, contributing to a

reduction in turnover and the enhance-

ment of professional skills. Courses

include instruction in such as areas as:

safety at home and in the community;

maltreatment of vulnerable adults and

children; positive behavior support; and

individual rights and choices.

Sixteen members of Matheny’s

PCA staff have already graduated from

the first level of instruction, and many

are proceeding to more advanced lev-

els. The PCAs who have gone through

the program are enthusiastic about the

fact that it gives their positions a more

professional status. “It’s a very good

course,” says Toyin Akinpoleyo, who

has been a PCA for 4½ years. “The

course makes us more professional,

which is important because most of us

don’t have a professional background.”

“There are people who came to this

job and said, ‘I’m just going to be here

for six months’ and are now here 15

years,” says Ethridge Hansen, who has

been a PCA for three years. “It’s that ful-

fillment and that joy that you’re doing

something worthwhile with your life,”

she adds. “All of us try to give Matheny

patients the best life we can. All of us

really care for them deeply. But we don’t

know everything; we want to know

more. That’s why this career path is very

important to us. Now we will be more

knowledgeable.”

Nadine Thompson, who has been a

PCA for 14 years, adds, “I still feel good

about coming to work. You get attached

to the clients. Even if they can’t talk,

they smile when they see you. You know

that they really appreciate you.”

Matheny PCAs Participate in Career Path
Pilot Program for Direct Support Professionals

From left, PCAs Hana Said, Ethridge Hansen and Senait Lesfaye with 15-year-old student,
Jordan Pullian. In background is Nadine Thompson.

“It’s that fulfillment
and that joy that

you’re doing some-
thing worthwhile
with your life.”

10
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Lesch-Nyhan Disease (LND) is a

rare X-linked, recessive genetic disor-

der associated with cognitive impair-

ment, high levels of uric acid in the

blood, kidney involvement and the hall-

mark symptom – severe and involuntary

self-injurious behaviors. Matheny has

nine Lesch-Nyhan patients, believed to

be the largest concentration of LND

cases in one location, and is recog-

nized as the leading source of informa-

tion on care issues.

Gary E. Eddey, MD, medical direc-

tor of Matheny, points out that LND is

usually diagnosed in the first few

months of life as a developmental delay,

“and may be diagnosed initially as cere-

bral palsy.” The behavioral aspects of

Lesch-Nyhan, such as self-mutilation

and aggressive behavior, are, he says,

“generally involuntary in nature. The

self-injurious behavior is not under the

patient’s control, nor does the patient

desire it. These self-destructive behav-

iors usually begin between ages three

and six and often escalate as the

patient ages and becomes more physi-

cally able to cause self-injury.”

Treatment, Dr. Eddey says, should

include:

• Judicious use of protective

devices.

• Utilization of a behavioral tech-

nique commonly referred to as

‘selective ignoring’ with redirec-

tion of activities.

• Occasional use of medications.

Protective devices, Dr. Eddey

emphasizes, are, at times, contro-

versial, but, “they are essential.

When protective devices are

requested by the patient and used

to safeguard the patient from him

or herself, the outcome is an

extraordinary feeling of comfort

and safety. Not allowing the use of

protective devices would violate

the autonomous rights of the patient.

“Selective ignoring is designed to

extinguish self-destructive emotional or

physical behavior in the LND

patient. It requires the caretaker

to ignore such behavior by the

LND patient toward the caretak-

er so the behavior decreases or

ceases. Along with selective

ignoring, the use of redirection is

also found to be helpful.

“The use of medications for treating

the behavioral component of Lesch-

Nyhan Disease is controversial, yet

most children and adults with LND are

treated with different medications. No

medication has been found, however,

to reverse the so-called ‘Lesch-Nyhan

behaviors’.”

Most of Matheny’s Lesch-Nyhan

patients are adults who have been here

for several years. However, this year,

Matheny has admitted two teenage

LND patients from out-of-state [New

York and Indiana] because there was

no facility in their respective states that

could effectively care for them. As a

result, Matheny has formed a new

Lesch-Nyhan Committee, headed by

John Reck, PT, MPT, PCS, ATP, direc-

tor of assistive technology services.

Mission of the committee, says Reck,

“is to look at the care model that’s

being used for individuals with LND. We

have an interdisciplinary team of people

who have multiple years of hands-on

experience working with people with

LND, and we need to re-educate all

staff in order to maintain the most con-

sistent continuity of care around that

model.”

Lesch-Nyhan patients, he explains,

“are very high-functioning in an intellec-

tual way. Their self-injurious behavior

goes against what they want to do. So,

the behaviors they exhibit to staff and to

themselves can be very difficult to

observe. Staff need support on how to

best cope and how to best care for

those individuals in order to promote

the positive aspects of the person.”

Matheny Recognized as Leader
In Care of Lesch-Nyhan Patients

Matheny has nine LND
patients, believed to be
the largest concentration

in one place.

Gary E. Eddey, MD, with adult LND patient,
Jason Christie
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Healthy Competition
Matheny’s adaptive phys ed demonstration at the Clinton Public School in Clinton,

NJ, last year was so well-received that school administrators asked for an encore

presentation in 2008. Seventh grade students were

shown by Matheny therapists and teachers how to

operate manual and power wheelchairs and how to

participate in adaptive bowling, soccer and foot-

ball. Several Matheny students attended in

the demonstra-

tion, and both

groups of stu-

dents com-

peted in wheelchair

races.
Rose Burach races in a
power wheelchair.

Lauren DiNapoli tries her
skill at adaptive soccer.

George Hervey, left, and
Jacob Versprille compete in

adaptive soccer.


