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Introduction 

This article investigates the evaluation of the medical community, physicians, and 

society regarding the pre-birth screening and elimination of people with intellectual 

disabilities particularly those diagnosed with Down Syndrome from the human 

population. Does the opportunity to predict the presence of the extra chromosome invade 

the equal right for a chance of life for people with Down Syndrome?  Our Kid Has More 

Chromosomes than Your Kid Does! Waking Up With Jack, takes a critical look at the 

ongoing discussion concerning the elimination of people with Down Syndrome despite 

the varying levels of ability they may have as a contribution to life. Those with 

disabilities often face insurmountable obstacles beginning at birth. Are they a burden to 

society or a joyful addition? The article discusses issues involving Waking Up With Jack, 

Trisomy 21 screening, and concludes with comments on the value of the life of every 

child.   

Waking Up With Jack 

Waking Up With Jack is a documentary film series that records Jack’s growth and 

achievements (Hunter, 2003).  As the family of a child with Down Syndrome, we were 

terrified by the implications that Jack may never eat, talk, walk, or function on his own. 

Before Jack was born, Down Syndrome never occurred to us as one of life’s issues.  

More terrifying was the expert advice, recommendations, and consensus of some experts 

that it would be futile to try to raise our son and brother at home and it might be better to 

institutionalize Jack.  Confusion, incorrect information, negative assumptions and fear on 

the part of experts and much of society were motivating factors that influenced the 

development of the film series, Waking Up With Jack. 
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Living and growing up with Jack has taught us more about life and love then we 

ever would have known.  We are proud and grateful for Jack and all that came with him. 

We believe that people who do not know what a wonderful experience it is to know and 

love someone like Jack could never truly understand what Down Syndrome really is.  

The first two student videos of the documentary series, Waking Up With Jack I and 

Waking Up With Jack II-Journey, depict Jack’s beginnings, achievements and revealing 

opinions of those around Jack, including doctors, teachers, friends, and family. As we 

watched Jack’s persistence in his early struggles through life, we observed that the more 

he participated in every day activities the more he tried to function just like everyone else 

by overcoming life’s obstacles such as eating, talking, walking, and going to school. Jack, 

just like every child learns by watching and doing what others do. Though delayed, he is 

progressing through the stages of development by modeling others. As a special educator, 

researcher, sibling, parent, and family of a child with disabilities we are determined to 

help society to see the value and beauty of having someone like Jack in their lives.  

Down Syndrome Background 

 Down Syndrome is a genetic defect caused by the presence of an extra 

chromosome, “Trisomy 21” (Leshin, 2000, p.2).  “Down Syndrome is the most common 

genetic (chromosomal) cause of mental retardation, caused in almost all cases by a third 

Chromosome # 21” (Fidler, Hodapp, & Dykens, 2000, p.5) and commonly found in 

pregnancies of women ages 35 and older and diagnosed late in the pregnancy. Now 

Trisomy 21 pregnancies are being recorded as occurring in all age groups and in three 

different categories.    



Further explanation of the syndrome reveals that, “Medical scientists describe 

Trisomy 21 as having three # 21 chromosomes rather than the ordinary two # 21 

chromosomes” (Hunter, 2005, p. 23.) found in a normal person.  There are two other 

chromosomal classifications of Down Syndrome. Translocation is genetically originated 

and those with Mosaicism who tend to have higher intellectual performance than the 

other classifications (Jagiello, Fang, Ducayan, & Sung, 1987). The presence of Trisomy 

21 brings with it many physical health issues plus a medley of other symptoms that 

include “delay in physical, intellectual, and language development” (NDSC, 2007, p.1.). 

Although the development in these individuals is delayed, evidence that with adequate 

instruction and assistance some are able to function at normal levels.  

 A newspaper article (The Virginian Pilot, 2007) featured authors Dave and Jane 

Daulton who discussed the current affairs surrounding Down Syndrome. The Daultons 

were shocked to hear that those with the potential to carry the extra chromosome were 

being eliminated from the population. The article praised the new discovery of a 

pregnancy test that screened for the Trisomy 21. It was designed for the indication of a 

disagreeable symptom of a less than perfect pregnancy (NDSC, 2007).  The screening 

offered the possibility for new parents to screen and remove the defective fetus and is 

celebrated as scientific advancement.  

Implication 

 According to the American College of Obstetricians and Gynecologists, testing 

for Down Syndrome has now been implemented into the prenatal care of women of all 

age groups.  This is a result of the births being “managed so successfully” through the 

administration of this test (Daulton, 2007, p. B5). It has been suggested that pregnant 
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women be administered the Down Syndrome determination test during the first trimester 

of pregnancy.   

This information makes the elimination of the problem possible very early on in 

the pregnancy.  Individuals with Down Syndrome should not be considered disposable, as 

most lead valuable lives and contribute to society. Those with this chromosomal disorder 

may be developmentally delayed, but some are able to read, write, graduate high school 

and even hold a job with the proper support.  A high school diploma and a minimum 

wage job is a universal occurrence in America.  These are common and achievable goals 

for those individuals with Down Syndrome.   

Published author and songwriter Melissa Riggio is a young adult with Down 

Syndrome and says that her life is a lot like ours and that she “thinks about [her] future 

and […] will be a singer” someday (Riggio, 2007, p.13).   Ms. Riggio is an excellent 

example of a strong, creative, and accomplished human being. Ashlee Birckhead 

provides another example of such accomplishments. She earns her own income and 

contributes to her household using her talents to express art (ashleesart.com, 2009). 

Individuals born with Down Syndrome have the ability to gain independence and hold a 

job, why then are they being eliminated from our population when they are people just 

like everyone else?   

Advocates for the implementation of the testing consider those born with Down 

Syndrome to be an unnecessary “burden” (McCabe, 2001, B5).  A main deterrence for 

allowing the birth of Down Syndrome babies is the fact that most children who are born 

with Down Syndrome will be born with various health problems.  Such health problems 



include, but are not limited to, heart, eye, ear, nose and throat problems, in addition to 

intestinal issues, low muscle tone and obesity.   

Jack was born with pyloric stenosis, as well as double vision and heart problems. 

Pyloric stenosis is a birth defect which essentially prevents proper food digestion and was 

preventing Jack from receiving adequate nutrition, and nearly led him to starve to death.  

Though Jack’s health problems were difficult and terrifying, they were solved with 

simple procedures.  In fact “pyloric stenosis occurs in 75% of all first born males, and 

50% of all first born females” in a family (A.A. Shoaibi, 1998).  Pyloric stenosis has a 

high occurrence within the general population and has nothing to do with Down 

Syndrome. The Down Syndrome population or any other individual to be targeted as a 

result of their health issues is a judgment made too quickly, and should be more closely 

examined.   

According to radio personality, Albert Mohler, the induction of this test into 

prenatal care is essentially “eliminating Down Syndrome births” in our world (2007, p.1).  

After all, who wants a developmentally delayed child if it can be avoided? The notion 

that those with Down Syndrome are considered to be “defective” reiterates the idea that 

these individuals could be facing genocide (Valko, 2000, p.1).  

In response to the American College of Obstetricians and Gynecologists 

recommendation for implication of the determination test into prenatal care, the National 

Down Syndrome Society stated that, “Balanced, accurate and up to date information to 

expectant parents should” be ensured along with administration of the test (NDSS, 2007, 

p.6).  This request was made in response to the ACOG’s recommendation that the 

elimination of preborn children who may carry the extra chromosome.  
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In response to claims regarding the accuracy of the amniocentesis test, Dr. 

Edward McCabe of Mattel Children’s Hospital in L.A. feels as though the number of 

“affected” children is being “managed so successfully” with the incorporation of the 

determination test that it’s implementation should continue (McCabe, 2007, B-5).  

Through the implication of the determination test, the mother now has the ability to 

eliminate the pregnancy at as early as “11 weeks after conception”, while still in the first 

trimester (Abbot, 2005, p.1).  Pediatric surgeon, Dr. Daniel Schneider, stated that he is 

“unfortunately not able to treat those individuals with Down Syndrome because the 

pregnancy’s have been taken care of” before he gets to see them (Schneider, 1998).  This 

information proves to be valuable as “America has seen a radical decrease in Down 

Syndrome births”. The babies are being eliminated as a result of the early determination 

now being available (Mohler, 2007, p.1).   

Down Syndrome comes with the challenge of acceptance, just as being a woman 

does, or being a Native American does. The reason given to eliminate a population of 

people is based on how hard doctors assume their lives would be. Jack definitely 

struggles and excels; he has his good days and his bad.  “It would be a sadder world 

indeed without these special people in it,” and for members of the medical community 

and society to suggest this testing is the answer, shows they are not familiar with the joys 

that Down Syndrome individuals bring to our world (Daulton, 2007, p. B5). People 

diagnosed with Down Syndrome have thoughts, dreams, ambitions, and talents just like 

everyone else.  

 

 



Conclusion 

Jack surprises us every day with his new talents and leaps in cognitive, emotional, 

and psychological developments.  Jack is just like any other child who expresses strength, 

power, and heart.  Jack, though developmentally delayed potty trained himself and makes 

the Honor Roll. He is just as worth while as any other child, and this should be 

recognized.  We brag that Jack has more chromosomes than his classmates! This parent 

and sibling’s concerns for the future of their son and brother were fueled by their life’s 

experience. It has led to the expertise in special education and further research into the 

issues of equality and fair treatment of all children.  

View student documentary film, Waking Up With Jack I:  

http://media.regent.edu/schcom/journey.wmv   

View student documentary film, Waking Up With Jack II Journey:  

http://media.regent.edu/schedu/jack/wakingupwithjack2h.wmv 

For use in bona fide educational settings. All marks remain the property of the respective licensee. Display and/or 
discussion of any given resource does not constitute endorsement of content nor product/services offered. 
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