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FAITH  
“She really knows how to turn on the charm,” laughs Faith’s mother, Cara.  “The 
first time she used sign language without prompting was to ask her grandfather for 
more ice cream.  It goes without saying, she got what she wanted.” 
 
Diagnosed with Down Syndrome, Faith had some early complications with an 
intestinal obstruction and a low platelet count.  “At first,” says Cara, “we treated 
Faith like she was made of glass.  We were very careful handling her.  We were all 
scared about the medical complications.” 
 
After surgery and some time in the Neonatal Intensive Care Unit, Faith came home.  
“We were so grateful to have her back,” says mom.  “The medical experiences she 
had so early in her life and the discomfort she had really made an impact on her 
brother, Sam (age 7).  I think it’s because of this that Sam and Faith have a very, very 
special bond.  Faith absolutely idolizes her brother.”  
 
EASTER SEALS ENTERS FAITH’S LIFE 
“I’m a teacher and went back to work as soon as I was able.  My husband, who 
works in the evening, was left in charge of learning from Easter Seals.  Although it 
takes Faith a little while to warm up to people outside her family, she gradually came 
to love her Easter Seals team of therapists.  She especially didn’t like things touching 
her feet.  She still doesn’t like shoes and socks! 
 
My family's experience with Easter Seals has been wonderful.  Faith receives a 
combination of therapies, including Physical, Occupational and Speech.  The 
therapists are great at providing tips for my husband and me to use during the week.        
When they’re here in our home they just fit right in. 
 
The Easter Seals therapists are so knowledgeable and helpful.  They even made 
some suggestions for my daughter Alice (age 4) when we were having trouble 
keeping weight on her.  My children and other family members have learned how to 
follow through with the therapies taught by Easter Seals,” says mom.   
 
Today, Faith is trying to walk for someone.  If you guessed her grandfather, you are 
correct.  She has started to pull up to a stand and cruise along the furniture.  It 
won’t be long until she’s standing by herself and walking on her own and getting just 
what she wants!   

READ MORE ABOUT FAITH FROM HER THERAPISTS ON PAGE THREE. 

To receive your copy of ESEP’s 
INDEPENDENCE Newsletter 
electronically, please send an 
email request to: 
liz.swanson@easterseals-
easternpa.org  

The Harley Hill Alpacas were a big hit with Faith 
at ESEP’s Holiday Party.  They are irresistible to 
even the most timid and help build confidence. 

Faith with her mother, Cara.  Mom and dad are 
super busy keeping up with their three children, 
work, school and therapy.  

Win t e r  2013  

At ESEP’s Holiday Party, the Santa bubble maker 
helped keep Faith’s attention long enough to 
work on the “b” for bubbles sound. 



 

SpecialCareSM True or False 
 
I have identified a legal guardian and trustee  
to handle my child’s special needs. 
 
I have planned where this person will live if I  
am not around. 
 
I have made provisions to fund my loved one’s 
expenses over time. 
 
My family knows my hopes and goals for this 
person’s quality of life. 
 
I have a contingency plan for my loved one 
should something happen to me. 
 
I have drafted a Letter of Intent. 
 
 
I have begun setting aside money for this  
person’s future. 
 
I full understand the government benefits  
available to an individual with special needs. 
 
My child will have adequate health insurance  
in the future. 
 
I have an estate plan in place. 

 

Do You Have A Life Care Plan? 
 

An Interview with Robert Touzeau  
Special Care Planner for MassMutual 
 

“Life Care Planning takes a holistic approach—similar 
to that of an IEP (Individualized Education Program).  
It involves a network of people developing a coordi-
nated plan for their loved one with special needs.” 
 

“There are a lot of misconceptions about what I 
do as a Special Care Planner.  To begin with, 
all it costs is a little of your time.  I know how to 
get you started.  I have advanced training 
and up to the minute information on estate 
and tax planning, special needs trusts, and 
government programs. 
 

As the father of a son with special needs, I  
understand the emotional dynamics of  
working with people with disabilities and  
other special needs and their families.  I’ve 
been down that road. 
 

THE RISK OF NOT HAVING A PLAN 
Not having a life care plan could mean more 
work, more stress, more problems to resolve, 
and more decisions to make under pressure.  
There are primary steps that should be consid-
ered and an agenda developed to help keep 
you on track with your given situation. 
 

Tough decisions are made step-by-step.  Plans 
are reviewed along the way.  It’s an ongoing 
process.  After all, it is a life care plan.” 
 
Robert Touzeau, his wife, and their 4 children reside in the 
Lehigh Valley.  Eleven-year old son, Adam, is a 5th grader 
at Southern Lehigh and a member of the Special Olympics 
swim team.  Adam was born with Down Syndrome and  
receives Occupational and Speech Therapy. 

 

PARTNERS   SPONSORS  
    VOLUNTEERS  

SPECIALCARESM WORKSHOP 
 

When: Wednesday, April 17, 2013, 6:30 — 8:00 p.m. 
Where: Jewish Community Center of Allentown 
 702 N. 22nd Street, Allentown, PA 18104 
For more information and registration contact: 
 Robert D. Touzeau, Special Care Planner 
 Phone: 610-798-2567 
 Email: rtouzeau@financialguide.com 

When: Wednesday, April 24, 2013, 6:00 — 8:00p.m. 
Where: Easter Seals Eastern PA 
 1040 Liggett Avenue, Reading PA 19611 
For more information and registration contact: 
 Michael P. Butterworth, Special Care Planner 
 Phone: 610-775-8800 
 Email: michaelbutterworth@financialguide.com 

For families looking for guidance understanding the many dimensions  
of life care planning, our workshops focus on breaking down the process  
into specific steps to be able to address the complexities involved. 
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Are there any False that you would like to be True?  

WHAT WOULD HAPPEN if you were pulled out  
of the picture?  Is your financial house in order?   
The Special Care Planners at MassMutual know what 
questions to ask about your current and future needs.                                    

                   (Start by completing this questionnaire.) 



 

GROWING GREEN RESIDENTIAL CAMP  

S p o t l i g h t :  E S E P ’ S  I N - H O M E  T H E R A P Y  

 

PROGRAMS SERVICES  
STAFF  

“As a therapist, you have to adapt your teaching 
to what the child is interested in,” says Gail Kutulis, an 
Easter Seals Physical Therapist with 30 years of experience in her field.  
“The child leads and I follow with prompts to get what I can.”  Gail has 
worked with Faith (our cover story) from the beginning—when Faith 
was just five weeks old.   
 
“One of the benefits of in-home therapy is the significant role familiar 
surroundings can play.  You realize what (challenges) the child is facing 
everyday.  Having children of my own has helped me understand the 
commitment it takes, too.” 
 
Faith’s family has a can-do attitude.  They recognize who Faith is and 
know what they are going to do.  Each member of this loving, caring 
family shares a unique characteristic.  Alice, for example, has a GREAT 
imagination.  “With this kind of support, the sky is the limit,” says Gail. 
 
“When I began working with Faith,” says Laure Newhard, an ESEP 
Speech Therapist, “she was so tiny.  She had some sounds but no 
words.  Crying and reaching were her forms of communication.”  To-
day, Faith has a good vocabulary of signs and is verbalizing more words 
without signing.  She is making clear choices and wants more words.   
 
Faith’s muscle tone is so low that everything is an effort.  It sometimes 
keeps her from working hard.  Working on core strength is the role of 
Kelly Harms, Faith’s Easter Seals Occupational Therapist.  “My main 
goal,” says Kelly, “is to build up Faith’s musculature so she can use her 
arms and hands.”  
 
With the help of Easter Seals In-Home Therapy, Faith is communicat-
ing her wants and needs to her family and interacting with her siblings.  
But watch out, she’s also smart and very funny.  Faith takes great  
pleasure in doing things just to get a rise out of unsuspecting adults. 
  
ESEP’S In-Home Therapy includes Physical Therapy,  
Occupational Therapy, Speech & Language Pathology and  
Teachers for the Visually Impaired. 

  

Signing words like open, Laure Newhard, 
ESEP Speech Therapist, has helped Faith 
communicate her wants and needs.  “Of all 
her signs,” says Laure, “Pig” is her favorite.” 

Big sister, Alice, often joins in therapy sessions.  
Her special bond with her younger sister helps 
encourage learning.  The sisters sign together. 

Growing Green is a unique Easter Seals residential summer camp that blends 
occupational, educational and recreational experiences. Our goal is to teach 
campers with special needs green occupational skills and an appreciation of 
outdoor recreational experiences. Growing Green is located at the Pocono 
Environmental Education Center within the Delaware Water Gap National 
Recreation Area. The recreation area boasts over 70,000 acres. 

For more information please contact: 
Danielle Weiss at 610-866-8092 ext 365 
Email: danielle.weiss@easterseals-easternpa.org 
Download a registration form from the SERVICES page at ESEP’s website: 
www.esep.easterseals.com 



Easter Seals Eastern PA has 

been awarded the American 

Camping Association seal 

of accreditation for Growing 

Green, our residential camp 

for children and young adults with disabilities  

and other special needs located in the Poconos.   

The standards establish guidelines for needed policies, 

procedures, and practices. The camp, then, is responsi-

ble for ongoing implementation of these policies. 
 

The American Camping Association is a community of 

camp professionals dedicated to enriching the lives of 

children and adults through the camp experience.  “We 

are very pleased to be a member of the ACA and look 

forward to collaborating and networking with other 

camp professionals,” said Alex Humanick, Vice Presi-

dent Program Services for ESEP.  “This is the boost we 

needed to get the word out about our unique camping 

experience for children with special needs.” 
 

Request a 2013 Growing Green Camp brochure by 

emailing: danielle.weiss@easterseals-easternpa.org 

 

BOARD    

BOARD OF DIRECTORS 
 

Elaine Stanko, Chair 

Dolores Bertoti 

Tim Charlesworth  

Tony Deutsch 

Steve Falatyn 

Frank Garton 

Richard Morse 

Andrew Stanten 

Nancy Knoebel 

 

MISSION 
Easter Seals Eastern PA provides 
exceptional services to people 
with disabilities and other special 
needs to ensure that they and 
their families maximize their  
potential and have equal  
opportunities to live, learn, work 
and play in their communities. 

ESEP is a 501 (c) 3 organization, con-
tributions to which are tax-deductible 
as permitted by law.  The official 
registration and financial information 
of Easter Seals Eastern Pennsylvania 
may be obtained from the Depart-
ment of State by calling toll free in 
Pennsylvania, 1-800-732-0999.  Regis-
tration does not imply endorsement. 

 

MANAGEMENT TEAM 
 

Nancy Knoebel 
President & CEO 
 

Deborah Hill 
Chief Financial Officer 
 

Alex Humanick 
Vice President, 
Program Services 
 

Beth Blasco 
Development Officer 
 

Marcia Theodoredis 
Marketing Director 

 
MANAGEMENT ESEP ’S  CAMP GROWING GREEN  

 

Thank you Crayola volunteers for creating a 
festive holiday mural for our kids.  Left to 
right are Marianne Sweitzer, Kay Hughston, 
Margaret Heckman & Michelle Wuest. 

The Berks Holiday party is always a blast!  
Consumer Logan Rhoads is enjoying a 
spin around the ice with one of our Penn 
State Hang Time volunteers. 

ESEP’s very own Santa, 
Alex Humanick, VP of 
Program Services, listened 
to the kids’ wishes. 

VIS IT  US  ON FACEBOOK  
Vi s i t  Ea s t e r  S ea l s  Ea s t e rn  PA on  Facebook whe re  you ’ l l  f ind   
more  p ic tu r e s  o f  Ea s t e r  S ea l s  s t a f f  and  vo lun tee r s  hav ing  a   
good  t ime  wh i l e  sha r ing  the i r  t ime  and  ta l en t s .  


