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I N T R O D U C T I O N
This booklet was written for new parents of Down's Syndrome
children — parents who face soul-searching questions such as "Should we
place our Down's Syndrome child in a foster home or institution?" "If we raise
him at home will our other children come to dislik'- or even hate him because
he will require so much of our attention?" "Will he ever be able to walk or talk
and be toilet trained or will he be unable to care even for his own simplest
needs?" " W i l l grandpa and grandma love him, and what about the reaction of
our neighbors?" "What effect will he have on our marriage — will he bring us
closer together or drive a wedge between us?" "What will happen to him when
we die
who will care for him?"
These have always been common questions for parents of Down's
Syndrome infants. The major difference in their case, however, as distinct
from your own, is that they had to go through a laborious search process to
uncover the information necessary to make decisions. The purpose of this
booklet is to help you make decisions with greater assurance because you will
have facts about the condition and knowledge of how other parents of Down's
children have coped with it.
It will not be our purpose to try and convince you either to rear
your child at home or to have him reared in a good foster home or institu
tional setting. There may be compelling reasons to recommend either of these
alternatives, but your personal circumstancesand beliefs based on facts will be
the deciding factors. In this vein, you will find that both sides of questions and
issues will be presented throughout this booklet, since an alternative really
can't be an alternative in a true sense without considering various, and some
times opposing, points of view.
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PROLOGUE:
A LETTER TO PARENTS
Barbara Thomes, Mother
You have given birth. N e w life is a wondrous event. But the world
does not glow and radiate joy as it should for you because something in nature
is not right. Y o u have been saddened by news which one always suspects could
happen, for which one thinks he or she has prepared himself, but for which
one never really is prepared, whether it be your first child or eighth. Your baby
has a chromosome mixup, a congenital mishap which has affected its whole
being. The mishap is known as Down's Syndrome, or mongolism.
We would like to tell you who we are, before we continue talking
with you, for it might help you to know that we do really understand what you
are experiencing. We are parents of Down's Syndrome children. Some of us
have many normal children in our families as well as our Down's Syndrome
child, and others of us have just our one Down's Syndrome child. We are an
assortment of ages and backgrounds. But we have a two-fold common bond—
love for our Down's Syndrome children and a dedication to helping them be
come useful persons, as whole as possible. We want you to know that we ex
perienced all of the feelings after the births of our children that we know you
too are experiencing. There was shock. And there was fear. There were bitter
ness, rejection, confusion and sadness. For a fleeting moment we wondered if
we could love our little ones with all their imperfections. And that's the beauty
of it all. W e love them with a special love.
Let's examine these feelings that we have mentioned above. Shock
is undoubtedly the first. Certainly, the amount of shock you experience at the
news of your child's condition depends a great deal upon how gently or how
bluntly you have been told about it. However, after examining our own reac
tions, we know that there really is no easy way to be told. We are grateful that
today we are usually told as soon after birth as possible, for there is a greater
shock of finding out a year or so later, a frequent happening in the past.
Fear might be present for a number of reasons. Perhaps this is
your first contact with retardation of any kind. Or perhaps the only contact
you have had with retarded children has been in an institutional setting where
you were aware of many very severe cases. Maybe you have only heard fairy
tales about Down's Syndrome children. "They all look alike" is one tale we
can readily dispel for you right now. Our children are all individual persons
with definite family traits and characteristics. They are anything but docile,
sad-faced, dull-eyed little people. They tear up newspapers, open up cupboard
doors and haul things out, get into big brother's things, and in general create
as much havoc as any normal child.

Perhaps you feel bitterness. Don't feel alone in this. It's hard to
understand why Mrs. So and So, who didn't take care of herself and neglects
her other children, has a perfectly healthy little baby. It's hard to reconcile the
fact that this is perhaps your one and only child when someone else you know
has had many normal babies. It's hard to rejoice with the other mothers in the
maternity ward when you feel very little to rejoice about. But the j o y you will
know when your child accomplishes as simple a thing as smiling will help you
to ward off this feeling and replace it with gratitude.
Y o u may feel guilty because you have had thoughts of rejection
toward your own flesh and blood, an infant. It does.not seem terribly odd that
this feeling should assail you. It assailed us too. But it will be short-lived, for
all you need to do is to fondle your baby, talk to him, and again parenthood
will take charge and you will love him.
Confusion and sadness are all a part of the above mentioned
emotions. They flow from one another, it seems. Confusion will exit quickly
when you get into the everyday routine of feeding, bathing and clothing your
baby. Sadness may remain, for deep down it will always hurt a bit to think that
the future of this little one will not be the same as it is for other children.
How should you handle all of these feelings at a time when you are
physically and mentally low? One good bit of therapy is to ask your doctor or
the hospital to recommend the names of other parents who have a Down's
Syndrome child and then to visit with those parents. They will let you know
that indeed they do understand your situation, A n d they can give you the
encouragement and hope you need now. Also, seek out a close friend or
clergyman who you know will listen to you with compassion.
It would be unfair to tell you that life will be a bed of roses for you
and your baby. There will be challenges all along the way. Perhaps we can help
you to foresee and be ready for some of them. First of all, there will be
decisions to make. There may be forces tugging and pulling at you, some
telling you to institutionalize your baby immediately and others telling you to
take him home. W e chose to take our babies home, for we felt that they need
ed our love, had a right to our love, and that they would thrive on that love.
Your decision is something that must be reached by both mother and father.
If there are other children in the family, they must be told about
the baby. It seems to solve a lot of problems if it is done immediately, in a
gentle and factual way. Children are amazing, and will astound you with their
acceptance of the situation and the matter of fact way in which they will tell
their friends and teachers and classmates. And best of all, they will amaze you
with their love for the baby. When they come home from school each day, they
will gravitate toward the baby's crib or playpen or wherever he may be. Your

baby can truly teach all of you the wonderful, much sought-after quality of
selflessness.
Y o u will also have to set about the task of telling other people
about your baby. There are grandparents who must be told and helped. Some
grandparents disbelieve the diagnosis, a few reject their grandchild, and some
love the child more than all of the other grandchildren. Example and patience
are needed by you to teach the disappointed grandparent not to be bitter, or
the unbelieving grandparent to accept the facts.
There are friends and neighbors who must be told. Y o u may be
waiting for them to come to you, but if they don't come, you will have to
realize that perhaps they are hesitant because they don't know how you are
bearing up and they don't know what to say. Some friends, in their kindness,
might offer you sympathy and condolences. But, almost without fail, they will
open their hearts to your child.
In all of these relationships, there is one big factor which will de
termine how your baby is accepted. That crucial factor is you. If you love and
accept your baby, he will be loved and accepted by others. D o not hide him.
Show him to people and encourage them to hold him. Be honest about his
condition. Tell them that he is retarded, that he has a condition known as
Down's Syndrome. Also encourage them to ask questions about your baby.
Your family and friends will be relieved to see how naturally you handle the
situation and will react to the baby as you do. If you refuse to admit what is
wrong, or try to hide it, you will have closed a door in your life which will shut
off some of the most beautiful, rewarding relationships that a person can ex
perience. Y o u will learn a lot about people, too, even those people whom you
thought you knew so well.
The medical aspects of Down's Syndrome will be discussed in
another portion of this booklet. W e are interested in sharing thoughts with
you on the mental growth of your child. One of the most important con
tributing factors toward that growth is stimulation. From the time you bring
him home from the hospital, make an effort to keep your baby out where you
are and where family life is active. T h e amount of time he can be with you will
of course increase with his age. Have him watch you bake a cake, wash the
dishes and sweep the floor. Talk to him as you do these things. Put objects in
his hands so that he can touch and feel them. Be a teacher to him and show him
the way to learn. Never take for granted that he will learn something on his
own. His little eyes will sparkle and he will begin to take an interest in life
around him if you constantly show him the way. Unlike normal children,
Down's Syndrome children need much guidance in exploring the world
around them.
W e can't stress enough the need to talk to and read to your baby.

A t first, it will seem almost ridiculous to you to sit and read to your baby who
doesn't seem the least bit interested in what you're saying. But if you pursue
the reading, you will soon know the j o y of having that same little child climb
up on a chair, take a book and "read" to himself. The language stimulation
which flows from your readingto him is of great value, for this is an area where
the Down's Syndrome child will need the most help.
The age at which normal children accomplish physical and mental
tasks varies with each child. So, too, does it vary among Down's Syndrome
children. Some of our children walked at one year of age; others not until well
into their second year. Some of our children said words before they were one
year old; others took much longer. We tell you this in the hope that you will
not stereotype your child and expect him to accomplish things at the same
time another child does. Often it will require much patience on your part, for
sometimes it seems that the child will never learn. But in his own good time,
with your help, he will learn, and then you will rejoice.
If we have given you some encouragement we are indeed grateful.
There are other sources of help, however, which we would recommend to you.
Join your nearest A R C (Association for Retarded Citizens) group and ex
change ideas and experiences with the members. Contact your Social Serv
ices Department for counselling. This counselling, which is offered by the
Family Service Agency of the Welfare Department, may prove invaluable to
you in many ways, but particularly regarding the future education of your
child. Seek the advice and help of your local Public Health nurse who will be
able to serve as a resource person for you, guiding you in matters of nutrition,
growth and development of your baby, and in the understanding of retarda
tion. Try to secure the names of other parents in your area who have Down's
Syndrome children because it always helps to be with someone who under
stands your problems through experience. And refer to the list of materials
and resources at the end of this booklet. They will encourage and buoy you up
when the days are difficult. Lastly, try to think positively. One positive
thought we can all share is that we are so lucky to live in this decade when very
wonderful things are being done for us and for our children.
We wish you and your baby the very best of health and happiness.

W H A T IS D O W N ' S S Y N D R O M E ?
J. Margaret Horrobin, Pediatrician
As parents of a child with Down's Syndrome you naturally have many ques
tions concerning your child. W e hope to answer some of them here.
What Makes the Doctor Think Your Child has Down's Syndrome?
Children with D o w n ' s S y n d r o m e have a characteristic
appearance including somewhat slanted appearing eyes, skin folds covering
the inner corner of the eyes, a broad nasal bridge and have a tendency to
protrude the tongue. There are many other bodily characteristics including
short stature, small head, stubby hands with inward curved little fingers, often
a single crease across the palm, joints which are unusually flexible and
generally poor muscle tone ("floppiness"). Mental retardation is almost
always present.
You should know that no child has all the possible features of
Down's Syndrome (there are more than fifty), and any single feature seen in
Down's Syndrome can also be found in normal children. By the way, " D o w n "
is the name of the physician who first described the condition and "Syndrome"
means a cluster of characteristics.
What Causes Down's Syndrome?
First, understand that nothing you did, or did not do, caused the
syndrome and nothing you could have done would have prevented it. It has
been found that children with Down's Syndrome have an extra chromosome.
Normally there are 46 chromosomes in each cell, arranged as 23 pairs.
Twenty-two pairs are concerned with physical features such as height, body
build, eye and hair color, and are called autosomes. One pair determines the
sex of the person, X X for a female, X Y for a male. For convenience of iden
tification in laboratory studies the chromosomes are customarily arranged in
pairs in decreasing size, and numbered one through 22. Clusters of pairs with
some similarities are grouped together, A through G. In Down's Syndrome
there are three Number 21 chromosomes instead of two. The condition of
three autosomes instead of a pair is called a trisomy. As the Number 21 pair is
part of the G group of chromosomes, Down's Syndrome is also called
Trisomy G or Trisomy 21.
How Does This Happen?
The egg and the sperm each contain half the usual number of
chromosomes in order that, when they unite at fertilization, there will be a
normal complement of 46. If, in the process of splitting of pairs in the forma
tion of the egg, separation does not occur properly, an extra chromosome may
be carried over into the egg, thus causing a total of 47 chromosomes (instead
of 46) after the sperm, with 23, has united with the egg containing 24. The
failure of correct separation is known as "nondisjunction" and is responsible
for 95 percent of Down's Syndrome births. In the other 5 percent the extra

chromosome is not floating free, so to speak, but is attached to another
chromosome. This is called a "translocation". In rare circumstances, a child
will have a type of Down's Syndrome called "mosaicism." Mosaicism means
that some but not all of the cells in the body contain the extra chromosome.
Children with the mosaic form tend to have higher 1Q scores, but there
appears to be little or no relationship between the percentage of normal cells
and the child's IQ score. At this time we do not know what causes nondisjunc
tion, translocation, and mosaicism.
How Often Does it Happen?
Down's Syndrome occurs in all races and happens approximately
once in every 600 births. The nondisjunction type, however, becomes more
common as a woman gets older, so that the chance for any particular pregnan
cy is mainly dependent on the age of the mother. For a woman in her early
20's, the chance may be as low as 1 in 2000, whereas for a woman in her late
40's it may be as high as 1 in 20. Below the age of 35 the chances are quite small.
Will It Happen to (Us Again?
The type of Down's Syndrome caused by nondisjunction does not
seem to be hereditary, and the chances of it happening again are primarily
determined by the mother's age. The risk for a young woman would thus be
small, but may be considerable for a woman in her forties.
The rare translocation type of Down's Syndrome may be, but is
not necessarily, hereditary. Where one of the parents is a carrier of this type,
there is a high risk for future pregnancies and the advice of a genetic counselor
should be sought.
Whose Chromosomes Should be Examined, And is It Necessary?
First, the baby's. If the baby's chromosomes show the usual non
disjunction Trisomy 21 arrangement there is generally no need to go further.
You can be sure that this is not familial.
If the baby has the translocation type of Down's Syndrome, the
mother's and the father's chromosomes should be examined to see if either of
them is carrying the translocation.
Sometimes we do not feel it is essential to do a chromosome ex
amination. If a woman is older, has had normal children, has no family history
on her or the father's side of Down's Syndrome and the child's diagnosis
appears clear on physical examination, then the likelihood of there being a
hereditary translocation is just about nil. Therefore, we and the parents may
feel that the expense of the test is not justifiable. If the woman is young, es
pecially if this is her first baby, we feel that the test should be done even though
in the overwhelming majority of instances the nonhereditary nondisjunction
Trisomy 21 will be found.

How Early in Life Can Down's Syndrome be Diagnosed?
In most cases the diagnosis can be suspected and made in the new
born period and the blood for the chromosome test, if indicated, can be taken
at that time. It is rather uncommon these days for the condition to remain
unsuspected after the newborn's nursery stay.
Will Our Child Be Severely Retarded?
Most children with Down's Syndrome are not severely retarded.
There is an enormous range of intellectual development among the children.
Just as their physical appearances are not identical, neither is their mental de
velopment. There are some, a few, who are profoundly retarded, while there
are also some, very few, whose intelligence is in the borderline normal area.
Most of the children are ultimately moderately retarded, i.e., their I Q test
scores will generally fall between 40 and 54 (a normal I Q test score is around
100). M o r e information about I Q scores will be provided in the next section.

Is There Such a Thing as "A Touch of Down's Syndrome?"
N o . A child either has Down's Syndrome or does not have it. This
term, or others similar to it, is sometimes used by well-intentioned people to
imply that the child's progress or development is better than might have been
expected, forgetting that there is a very wide range of development among
children with Down's Syndrome. Along these lines it should perhaps be men
tioned that by and large the physical appearance, or number of diagnostic
characteristics present, is not an indicator of mental development or poten
tial.

Is There a Cure?
N o . A s is true for many conditions that cannot be cured, parents
of children with Down's Syndrome may be unduly susceptible to claims of
quacks, charlatans and mistaken people that a cure can be effected, or that a
particular treatment will remarkably improve a child's development. Through
the years a host of drugs and diets of various kinds have been promoted. Ob
jective evidence as to their effectiveness is lacking.
How Alike are Children with Down's Syndrome?
It is true that children with Down's Syndrome have enough phys
ical characteristics in common that they can be recognized by their appear
ance. However, through the years many stereotypes have been attached to
them, such as that they are placid, docile, obstinate, cheerful, friendly, not
destructive, have a natural talent for mimicry, innate rhythm and love of
music. T h e research that has been done suggests that these stereotypes are
more fantasy than fact. Actually there is tremendous variability among chil
dren with Down's Syndrome rather than uniformity o f traits. Not all
characteristics have been specifically researched, but, in every case where evi
dence has been gathered about a particular trait, it has been found not to be
more common in Down's Syndrome than in other children with a similar de
gree of retardation.
Do Children with Down's Syndrome Grow Up?
In bygone days, few children with Down's Syndrome grew up. The
major causes of death were heart disease and infection. With advances in
medical knowledge, the advent of antibiotics and improved care for heart de
fects, including surgery, the outlook has changed drastically. There is still an
appreciable risk in the first year, especially for children with a heart defect, but
after that time is past, you can probably expect that your child will grow up.
Can They Have Children?
There is no instance that we know o f where a man with Down's
Syndrome has fathered a child. Women with Down's Syndrome have con
ceived, though infrequently, and naturally they have an extremely high ex
pectation (50-50) of giving birth to a child with Down's Syndrome. So it is im
portant for the parents of a girl with Down's Syndrome to realize that she may
be fertile.
What About

Menstruation?

The onset of menstruation in a girl with Down's Syndrome will
pose some dilemmas for the parents which may be hard to resolve. Certainly
no general recommendations are applicable. A mildly retarded girl can learn
perfectly well how to take care of herself during menstruation. A more severe
ly retarded girl may find this a frightening and distressing occurrence. With
the onset of menstruation also comes the possibility o f pregnancy. The best

moral training at home cannot insure that, away from home, a retarded girl
may not be taken advantage of, or because of her limitations, may exercise
poor judgment. Many parents ask for contraceptive advice for their daugh
ters to guard against the uncommon, but possible, tragic pregnancy for a girl
with Down's Syndrome. Some request sterilization for their daughter and
some a hysterectomy particularly where the girl is more severely retarded and
where menstruation is frightening. These are serious and carefully considered
requests on the part of the parents which merit sympathetic consideration.

What Can We Do to Help Our Child?
Y o u can help your child reach his or her potential by refusing to
accept some of the old stereotypes attributed to the child with Down's Syn
drome, such as "very passive," or "content to lie in his crib from feeding to
feeding." By accepting these stereotypes as fact, some parents have deprived
their children of the stimulation which all children need in order to progress
adequately. The infant with Down's Syndrome needs more, not less, good
stimulation from the people and objects surrounding him. He needs to be
played with regularly, touched and exercised, to hear music and voices, to see
bright colors and movement, and especially to experience warmth and love
from his family. Specific suggestions for making your child's life more inter
esting can be found in later portions of this booklet.

DEALING WITH PROBLEMS
John E. Rynders, Educator
and
J. Margaret Horrobin, Pediatrician
There is no doubt that having a Down's Syndrome child is rough
on a family. From the moment of his birth, parents face agonizing decisions
attended by serious doubts as to their ability to make the necessary decisions.
How have parents coped with the news that they have a Down's Syndrome
newborn child?
We asked our 18 pairs of Project E D G E parents in Minnesota to
give us their reactions to having been told that they had a Down's child. We
sent each of them a confidential questionnaire. At the time, all 18 sets of par
ents had been rearing their Down's child at home from one and one-half to
more than three years. The fact that they had been rearing them at home for
some time presented us with a unique opportunity to obtain impressions
about their initial reactions along with their feelings about having lived with a
child for a long while who has Down's Syndrome. These "back-to-back"
reports will be of special interest to parents who have a newborn Down's child
and are asking themselves, " I f I take him home now will I regret it when he's
older? Will he wreck my personal life, make my other children's lives un
bearable, drive a wedge between my husband and me?" Sixteen of the 18
sets of parents returned the questionnaire to us. Because of the importance
of their replies to other parents of Down's children, as well as for their own
genuine human value, we present all 16 of them as written.
Initial Reactions
Mother A
Couldn't believe it, felt guilty about even having him. Felt sorry
for the baby. Knew I had to take him home
because he belonged to me and a
mother seems to have an instant love for her child.
We've said many times it's too bad you don't realize how simple
your life was before!
Father A
Can't believe it, wonder why and what happened, and whether
you're going to put him in a home or what.
Mother B
i felt very sorry for the baby. A l l I could think of was him being
hassled by his peers for all of his life. I cried whenever I looked at him. After a
few days I realized was the one that was hurting and that this child would
more than likely be happier than a lot of normal children.
Mother C
Realizing that Tim's growth after four months did not follow the

pattern of our other children, the shock was not quite as devastating as that of
unsuspecting parents. However, our fear and anxiety for Tim's future swept
over us like a bad dream. Complicated questions flooded our minds:
1. Will it be possible for us to handle such a child?
2. D o they ever get violent?
3. Can they ever go out on their own?
Mother D
W e were told the day our baby was born that she had a handicap.
W e were too shocked to even ask what the handicap was. By observing her we
were able to guess the problem. A t first we feared that our relatives and friends
would never accept her; however, she was accepted with open arms. It cer
tainly was difficult telling everyone.
The doctor indicated that in all likelihood she would have be put
in a "home" by the age of six so therefore "don't get too attached to her." In
fact, the implication was quite strong that placement was an immediate op
tion and that we didn't have to take the child home from the hospital.
It was difficult to watch other families bubble with j o y over their
"normal" babies. We certainly felt isolated from the rest of the parents. It
would have helped to have a parent of a Down's Syndrome child to talk to.
Mother E
The immediate reaction of course is one of being stunned or
shocked because it is something you are unprepared for. Then we recall the
confusion because we were not knowledgeable about Down's Syndrome; we
were being pressured to "place" David before the realization and implications
were even "digested." One of the most difficult areas was lack of support from
the hospital staff, of being totally on our own in attempting to reach a de
cision that was being forced upon us; whether to take David home or to place
him, all this before any realization of what had happened was allowed to be
absorbed. The isolation was very hard to accept — isolation imposed because
the staff was unable to cope and simply avoided the subject of David's handi
cap — we, as parents, had to be supportive of them rather than vice versa. A n 
other frustration was the lack of information available to us so we could be
come somewhat enlightened on Down's Syndrome. If you want a few words of
initial reaction we feel some would be: shock, confusion, avoidance, isola
tion, and frustration because of inaccessibility of reading material and
knowledgeable or empathetic staff.
Mother F
1 had not known what Down's Syndrome meant. We were con
fused and deeply hurt, mostly because of the doctor's reaction.
Mother G
Bryan was 51/2months old when we learned he was Down's Syn
drome. It was approximately 3 weeks before Christmas, and being child-like

about Christmas myself, the spirit of Christmas w a s in its heights in our home.
The news hit like a bomb and shattered a l l of our Chistmas spirit and plans.
My husband and I didn't discuss it very much at that time, subconsciously he
didn't believe it and our talking sessions always ended with nothing gained but
crying and consoling. For a week I walked around in a daze crying and pray
ing for a miracle that I didn't really expect. I tried hard not to question the
whys of it all, but the bitter pill was still hard to swallow. The household
chores were left undone and the daily routine of baby care that had once been
so pleasant became a painful experience filled with pity. I tried to justify my
feelings by keeping him spotless despite his constant spitting up. I was also
concerned that someone might think I was neglecting him because of his
condition. The turning point came in my life after 2 weeks. While sitting
and thinking, "Christmas is almost here." I realized that life for us must con
tinue, and as normal as possible. Why be concerned about what people might
say or think when I never had before? I had always loved him, and realized I
would continue to love him. The only difference now was that 1 knew he was
Down's Syndrome, but he was still the same Bryan. From that point I no
longer prayed that the mountain be removed but that (God would give us
strength to climb it.

Mother H
M y very first reaction on hearing of Tom b e i n g Down's Syn
drome was disbelief — in fact, it took over o months t o believe the doctors or
that the chromosome test was correct.
Mother I
"Saddened"
"Scared S t i f f
Fear of unknown
Feeling more sorry for ourselves

Mother J
Some way the doctor got me to say, " Y o u mean the baby is a
mongoloid?" "It's a possibility," was his answer. During the four months it
took to get positive diagnosis, our feelings fluctuated from disbelief to possi
bility, but never to certainty. Our immediate concern was what effect this
would have on the two children we already had — after all they had been with
us for eleven years and nine years, respectively. Fortunately the doctor did not
suggest we give the baby up. He said, "After all a baby is a baby." So we took
the baby home and all learned to love him before we knew positively that he
was Down's Syndrome.
Having a Down's child is an awesome responsibility. Here is a
child that may be dependent on you for the rest of your life so our second con
cern was what educational things were being done with Down's children to
help them become useful adults. We went looking for a program that would
help our baby and us. There are many things being tried but information was
difficult to find. W e were able to find a program that suited our needs.

Mother K
Shock. This followed by deep concern for one another... hus
band for wife and wife for husband. Also, a desire to talk to someone who
would understand what we were experiencing. It could not be just anyone. A
parent of a five-year old Down's boy visited us at the hospital and proved to be
our emotional salvation.
Mother L
Shocked. Why us — why our baby — frightened. W h o can help us
what do we do with our baby. What had we done to cause this — was it our
fault
who can help? Institution — foster home — our home? Concern about
hereditary aspects as my older brother is also Down's.
Mother M
I can only say they were the blackest days of my life. I kept look
ing at our tiny little boy that we waited so long for and I wanted it all to go
away. One afternoon I was rocking him to sleep and he looked so peaceful I
wished I had something to put him to sleep so no one could hurt him ever (at
that point I was certain I was crazy). I felt we had no direction, no one to turn
to, of course the thing that helps the most is time and there are many wonderItil people only too willing to help you and your child.
Mother N
Our reaction was shock and disbelief — a wish not to believe the
d o c t o r ' s diagnosis. Although our group of pediatricians described the syn
drome and the many characteristics we were still dazed and had an enormous
number of doubts and questions.

A secondary reaction initially that 1 recall was that the term
"mongoloid" seemed to set up an estrangement between the baby and me; as
though he, a mongoloid could not truly be ours (a strange reaction for me,
since I was already a mother of an adopted child with whom I'd never felt
strange or foreign. He'd always belonged). 1 hasten to add that this feeling of
not belonging did not occur when 1 was with the baby, but only in those first
days we were discussing him and his condition as "mongoloid" as apart from
the baby as a person. Perhaps the term "mongoloid" helped to create this feel
ing. A "merely" handicapped or retarded or Down's Syndrome child didn't
hold (for me) the same strangeness or separation as did the word mongoloid.
Mother O
I had certain convictions about severely retarded people a long
time before I had a retarded baby myself. It is hard for me to see the value of
human life for someone who can never comprehend it. I have always thought
that many of the inmates of institutions would be better off if not suffering.
After the birth of my Down's Syndrome child, I felt angry at so
ciety for forcing me to rear the child. 1 could not put her into an institution be
cause I knew if she lived, she could develop her potential better at home. In
this horrible first year I kept asking myself over and over: now that I am emo
tionally involved with the baby, do 1 still maintain the same convictions? And
the answer is still yes — I think as a society, we should reexamine some of our
moral ethics regarding mental retardation.

Mother P
M y first reaction was complete hopelessness. As an R . N . , I had
toured institutions and really believed that this was Alex's future. However, I
couldn't reconcile this normal-looking and acting baby with that future being
that seemed more animal than human. 1 pictured myself changing diapers
when he was 6 or 7, having to feed and dress him for a longtime, being embar
rassed by his looks and behavior in public (or never getting out of the house at
all).

Subsequent Feelings
Mother A
I'm very surprised at how well he is doing. Still wonder what the
future holds — knowing that the easiest time must be now. I didn't know any
body retarded or Down's — so had no idea what to expect. But he is a person
and has his own likes and dislikes and a mind of his own!
Father A
Didn't realize there was so much Down's Syndrome. Or that I'd
get so attached to the child.
Mother B
I think the fact that we had worked with retarded adults before he
was born helped us accept him better.
Mother C
We now believe that some Down's Syndrome children can live a
happy, productive life with proper love, education and training. However,
there are many factors that complicate and dampen this desire:
1. The degree of retardation
2. Hostility in the family.
3. Lack of neighborhood acceptance.
4. Fmotional maturity of parents.
5. Ability to handle extra financial burden.
In most cases "Where there is a will, there is usually a way." With
the help of God you seem to find the extra help you need to endure such a
situation.
Mother D
We have discovered that not all Down's Syndrome children are
the same. Like any other child they have a wide range of abilities and per
sonalities. Down's Syndrome children cannot be stereotyped.
Mother E
David is now 4 years old and about one year ago, the necessity of
keeping him in perspective of the total family became a realization to me. As a
mother, I can't stress this enough for the total well being of the family. I can see
where it would be very easy to over-indulge yourself in this child, but guard
against it for his welfare, and that of the rest of the family. We probably
weren't aware of this sufficiently for the first 3 years and with our participa
tion in the Project, David consumed hours and hours of my time — this oc
curred during the precious and formative pre-school years of our other 2 chil
dren. N o w when observing disturbing behavior in our children the question
naturally arises: H o w much of an influence was David's handicap and sub
sequent Project participation a factor in the development of the other chil
dren? On the positive side, David adds zest to our lives — he has a winning
smile that can bring sunshine to any day. He has an abundance of charm and

an unlimited ability to keep our household in a spin but we can't imagine life
without him anymore.
Mother F
W e feel she is an especially sweet and lovable child and very eager
to do things.
Mother G
N o w that Bryan is older other physical problems have developed
making him multiply handicapped. However, our increased knowledge of
Down's Syndrome has enabled us to better cope with the situation, and as a
result has helped erase some of the stereotypes others have had concerning
Down's Syndrome.
Of course, we still regret the fact our son is not normal, but our in
creased love for him makes us even more determined to give him as fulfilling a
life as possible.

Mother H
It is still always on your mind about what is going to happen when
the child is older — will he be able to care lor himself as an adult? Will he be
able to communicate? etc...
Mother I
Future problems!
Comparing D S child to other children!
Loving her more and more.
Giving her same opportunities as normal children.
Seeing possible response and developing as an individual!
Very pleased!

Mother J
A more lovable, pleasant child would be difficult to find. A t age
two he responds well to us and everything around him. We must keep remind
ing ourselves that he is retarded and will never be a "normal" child. He feeds
himself and is in the process of being potty trained. He does not walk yet but
gets everywhere he wants to go by "swimming." A t this age he is like taking
care of a live doll.
Mother K
The sound of "mongoloid" conjured up in our minds the picture of
something grotesque since our knowledge of the condition was one of hear
s a y only. W e had to rid ourselves of this myth-picture, and it was not hard to
when handling our lovely little baby. W e now know that our child is slow in all
of his growth, but we also know that he is indeed a child who has a charm all of
his own and who had made a definite spot in our family for himself. So, we no
longer fear the Syndrome, or look upon it as the worst affliction as so many
might like to have us do. The picture of our child's manhood is probably the
hardest for us to accept, for we have seen many Down's adults who are fat and
sluggish and quite without any sparkle. W e do not dwell on this, though, for
w c realize that the adults we see are the product of little schooling and social
contact. Our hopes are much higher for the future of our child for we have
confidence in society's new, refreshing attitude toward retardation. For now,
we enjoy our son, day by day. W e will always regret that he will be unable to
enjoy the fullness of life, but realistically we are dealing with things as they
.are making the best of all that our child does have going for him.
Mother L
Biggest help is a knowledge of what Down's is. Very glad we have
raised Wayne at home. Our greatest concern for him is what can we expect
from our education system and how will he fit into the world. Don't think of
him as Down's so much as just a child with a handicap. We feel there are many
types of physical and mental handicaps worse than Down's. Feel fortunate
that Down's can be diagnosed at an early age.
Mother M
1/2

N o w that Bobby is 2 years old, the two words that come to mind
when I think of him are "hope" and "love."
He has taught me both. I know that he will never be normal, but
w e will do our best to make him reach his fullest potential.
It is his right as a human being. He has taught us the real meaning
of life.
Mother N
It's difficult to believe now, 3 years later, that we grieved when

Andy was born. I feel ashamed of the f a d . I'm sorry that we didn't celebrate in
those first few days after his birth and even after receiving the diagnosis. It
seems that we were cheated or robbed of the normal j o y that should have ac
companied those days. I'm well aware that Down's Syndrome people are
handicapped or limited and that in itself is no occasion for celebration. But the
fact that we had given birth to a new life - an enjoyable, loving human being
whatever his I Q or potential is occasion for great happiness. If we had known
then what an enjoyable person he is as well as how much ability he has devel
oped, we feel the news of Down's Syndrome would not have been grim.

Mother O
Actually I have to admit the situation is not as bad as 1 antici
pated, if one could just live for the present and not grieve for the future. Every
little accomplishment gains in importance with a retarded child, mainly be
cause one is never sure if he or she will be able to do certain skills. We are very
fortunate to have an active, inquisitive, affectionate little girl. W e have re
named her Miss Sunshine, because she radiates happiness. I think our family
is much closer knit because of her.
Mother P
After having met many other parents of retarded children through
M A R C , I feel almost lucky. Alex's development, though slow, is almost nor
mal, I do not have to deal with seizures, hyperactivity, etc.

