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Challenges and Issues for a 
Child Living with Scleroderma 

(Pt. 1 of 2)  By Linda Murray

THE EARLY YEARS

continued on page 26

There have been numerous challenges and issues due to scleroderma 
during my granddaughter Samantha’s 16 years. Although we do not 
have the answers to them all, we felt our family’s experiences might 
be beneficial to other parents and caregivers of children living with 
scleroderma, so we wanted to share some of them with you.

                                                    Even before her fourth birthday, Samantha experienced limited flexibility in her joints       
                                                      and had  patches of hard skin. She eventually was diagnosed with linear scleroderma 
                                                         with morphea. 

While attending                               pre-school and kindergarten, some of the toughest times for her were during 
playtime when other                       children were swinging on the jungle gym and doing cartwheels or somersaults. 
Samantha could not                        do these activities due to the limited flexibilities in her fingers, hands and wrists. 
Occupational and                            physical therapists did little to ease this situation and her disease progressed 
rapidly. She also had                      extreme difficulty learning how to write because of the inability to hold any type of 
pen or pencil.  As a 5-year-old, it was very discouraging that she could not take part in all of the same activities as 
her school friends.

After two years, the disease was out of control. Was she getting the proper care? How would we know, scleroderma 
was difficult enough to pronounce let alone understand it! What we did know was she was going downhill quickly, 
nothing was working and something needed to be done.  A nationwide search for a juvenile scleroderma specialist 
began. We found Thomas Lehman, M.D., in New York. Dr. Lehman is a pediatric rheumatologist at the Hospital for 
Special Surgery, and we made our first appointment with him in December 2001. 

With Dr. Lehman’s care and dedication, three months after Samantha’s first 
appointment, there was a noticeable softness to her skin as well as improved 
flexibility.  One month later, she did her first somersault and was briefly able 
to grasp the monkey bars! Things quickly continued to improve and the results 
were unimaginable. Please note that this is how Samantha’s body responded 
to her treatments with Dr. Lehman. Every person’s body is different and what 
may work for one person may not work for another. 

The most important thing is to get a second opinion! I highly recommend it. 
Go with your gut if you feel your child is not getting the best possible care. We 
originally took Samantha to a very notable children’s hospital and although 
they are tops in many fields, scleroderma was foreign to them and no one 
was sure about how to treat it. So much damage was done in those two years 
because we were ignorant when it came to this disease. Do not be afraid to 
question your child’s treatment or his or her physician’s ability to treat 
scleroderma. Things we take for granted everyday were heartbreaking for 
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When Samantha started school, she was accepted for who she was. She grew 
up with these kids and as her body changed no one noticed, they just saw 
Samantha. However, things changed when the family had to move.  

She had to go to a new school where she did not know anyone and they did 
not know her. The “popular” kids teased her because she was different. Her 
teacher noticed what was happening (we had no idea!) and offered Samantha 
the opportunity to speak to her second grade class about scleroderma. 

Although nervous at first, she did it. She answered questions as well as a 
second grader could and found out that most of the teasing was because 
some of these kids thought they would catch what she has if they got too 
close to her!  Who would have thought?  Nevertheless, their fear was real to 
them. The amount of teasing drastically dropped after that day and I thank 
that teacher for her compassion and understanding, and the difference it 
made in Samantha’s life as well as her classmates. 

CHANGING  SCHOOLS

Editor’s Note: We will have part two of Ms. Murray’s piece on living with a child who has scleroderma in the 
Winter 2011 issue of “Scleroderma Voice,” due out in November.
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Samantha – playtime, writing, dressing her dolls, learning 
to tie her sneakers, buttoning her clothes, riding a bike – 
the list goes on.  She eventually conquered those things as 
well as dance lessons, horseback riding, soccer and just 
living the normal life of a child. I truly believe that if we 
did not search out a specialist in juvenile scleroderma for a 
second opinion she would never have been able to enjoy all 
those things kids love to do.

The Murray family received the “Messenger of Hope” award at the 2011 
awards banquet during the National Patient Education Conference held in San 
Francisco in July.

ABOUT THE MURRAY FAMILY
Samantha Murray, now 16 years old, lives in Massachusetts. She 
is the oldest of four children. The Murray family has been raising 
awareness about scleroderma and funds for the Scleroderma 
Foundation since 2002. 

Samantha and her dad in July 2011.


