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INTRODUCTION

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 ocher children come to dislike 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™ “Will 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 wilthappen to him when
we die  who will care for him™ '

F'hese bave always been common guestions for parents of Down's
Syndrome infants. The major difference in their case, however, as distinct
frcm your own, is that they had to go through a laborious search process to
uncaver the information necessary to make decisions. The purpose of this
booklet is to help vou 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 nor be our purpose to try and convince you either to rear
vour child at home or to have him reared in a good foster home or institu-
tional setting. There may he compelling reasons to recommend either nf these
alternatives, but your personal circumstances and beliefs based on facts will be
the deciding factors. In this vein, vou will find that horh 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:
ALETTER 10 PARENIS
Barbara 'homes. Mother

Y ou have given birth. New life is a wondrous event. But the world
does not glow and radiate joy ax it should for vou because something in nature
Is not right. Y ou 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 vour first child oreighth, Your baby
has a chromosome mixup. a congenitai 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 yon to kr.ow thiat we do really understand what vou
are experieneing. We are parents of Down's Svadrome children. Some of us
have many normal children i our families as well as our Down's Syndrome
child, and others of us have just our one Down's Syadrome child. Weare an
assortment of ages and backgrounds. But we have i twofold 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 vou to know that we ex-
pericaced all of the teelings atter the births of our chiidren that we know vou
too are expericncing. Fhere was shock. And there was fear. There were bitter-
ness, rejection, contusion and sadness. Fora fleeting moment we wondered if
we conld love our little ones with il theirimperfections. And that'sthe beauty
of it all. We love them with a special love.

1 et’s examinge these feelings that we hiave mentioned abosve. Shock
iy undoubtediy the first. Certainly, the amount of shoek yvou esperience at the
news of v our child’s condition depends a great deal upon hew gently or ow
bluntly vou hasve been told about it, Howeser, after examining our ewn reac-
tions, we hnow that there realls is no easy way to be told. We are grateful that
today we are usualiy told as soon atter birth as possibie, tor there is a greater
shock of finding ot a sear or so late:, a frequent happening in the past.

Feos might be present for o number of reasons, Perhaps this is
vour first contact with retardation of any kind. 9 peraaps the only contact
vou have had with retarded children has been inan institutional xetting where
rou were awaare of mane very severe cises. Maybe vou hasve only heard fairy
tales about Down's Syndrome childr *n. * They all look alike™ is one tale we
can readily disp2l for vou right now. Our children are all individual persons
with definiie family traits and characteristics. They are anything but docile,
sad-faced. dull-eved little people. They tear up newspapers. open up cupboard
doors and haul things out. get into hig brother's things, and in general create
as much havoc as any normal child,




Perhaps vou feel bitterness. Don't teel alone in this. It's hard to
understand why Mrs. So and So, who didn't take care of herseif and neglects
her other children. has a perfect]ly healthy hittle baby. It's hard to reconcile the
fact that this is perhaps your one and only child whensomeone else ou know
has had many normal babies. It's hard to rejoics with the other mothers in the
maternity ward when vou feel very little to rejoice about. But the joy vou will
know when your child accomplishes as simple a thing as smiling will help yvou
to ward oft this fecling and replace it with gratitude.

You miy feel guilty because vou have had thoughts ol rejection
toward vour own flesh and blood. an infant. It does not seem terribly odd that
this teeling should assail you. It assailed us too. But it will be short-lived. for
all vou need to do is to fondle your baby, talk to him, and again parenthood
will take chiarge and yvou will love him.

Contusion and sadness are all a part of the above mentioned
emotions. They flow from one another, it seems. Confusion will exit guickly
when you get into the evervday routine of feeding. bathing and clothing vour
baby. Sadness may remain, for deep dowr it will always hurt a bit to think that
the future of this little one will not be the same as it is tor 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 vourdoctor or
the hospital to recommend the names of other parents who have a Down's
Svndrome child and then to visit with those parents. They will !¢t vou know
that indeed they do understand vour situation. And they can give you the
encouragement and hop: vou need now. Also, seek out & 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. Prhaps we can help
vou to foresee und be ready for some of them. Firet of all, there will be
decisions to mike. There may be forces tugging and pulling at vou. some
telling you to institutionalize your baby immediately and others telling you to
take him home. We chose to take our babies home, for we felt that they aeed-
ed our Jove, 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 raust be told about
the baby. It scems to solve a lot of problems if it is done immediately. in a
gentle pad factual way. Children are aniazing. 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 the.rlove 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
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baby can truly teach all of vou the wonderful, much sought-after quality of
selflessness,

You will also have to set about the task of telhing other people
about your biby. 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 vou to teach the disappointed grandparent not to be bitter, or
the unbelicving grandparent to accept the facts.

Ihere are friends and neighbors who must be told. You may he
waiting fot them to come to vou. but if they don't come, vou will have to
realize that perhaps they are hesitant because they don't know how “ou are
heianng up and they don't know what to say. Some friends. in their kindness,
nught otfer y ou svmpathy and condolences. But, almost without fail, they will
open their hearts to vour child.

In all of these relationships. there is one big factor which will de-
termine how vour babv is accepted That crucial factor is vou. If vou love and
accept vour baby, he will be loved and accepted by others. Do not hide him.
Show him to people and encourage them to hold him. Be honest abow his
condiion. lell them that he is retarded. tnat he has a condition known as
Down’s Syndrome. Also encourage them to ask questions about yous baby,
Your family and friends will be relieved to see how naturally vou handle the
situation and will react to the baby as vou do. If you refuse to admit what is
wrong, or try to hide it. vou will have closed a door in vour life which will shut
off some of the mast heautiful. rewarding relationships that a person can ex-
perience. You will learn i 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 ot this booklet. We are interested in sharing thoughts with
vou on the mental growth of vour 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 vou
are and where tamily life is active. The amount of time he can be with you will
of course increase with his age. Have him watch vou bake a cake. wash the
dishes and sweep the floor. Valk to him as yvou do these things. Put objects in
his hands so that he cian touch and teel them. Be o teischer to him and show him
the way to learn. Never take for granted that he will learn something on his
own. His little eves will sparkle and he will begin to take an interest in life
around him it vou constantly show him the way. Unlike normal children,
Down’s Svadrome children need much guidance in exploring the world
around them.

We can't stress enough the need to talk to and read to your baby.




Atfirst. it will seem almost ndiculous to you to sit and read to vour haby who
doesn’t seem the least bit interested in what vou're saving. But i vou pursue
the reading. vou will soon know the joy of having that same little child climb
up on i chair, take a book and “read™ to himself. The language stimulation
w hich flows trom your reading to him is of great value, for this is an area where
the Down’s Syndrome child will need the most help.

I'he age at which normal children accomplish physical ane mental
tashs varies with each child. So. too, does it vary among Down's Syndrome
children. Some ot our children walked at one year of age: others not entil well
into their second year. Some of our children said words before they were one
vear old: others took much longer. We tell sou this in the hope that vou will
not stereotype vour child and expect him to azcomplish things at the same
time another child does. Often it will require much patience on vour 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 youa will rejoice.

It we have given you some encouragement we areindeed grateful.
I here are other sources of help, however. which we would recommend to vou.
Join your nearest ARC (Association for Retarded Citizens) group and ex-
change ideas and experiences with the members. Contact yvour 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 mand wass, but particularly regarding the future education of vour
child. Seek the advice and help of your local Public Health nurse who wil: he
able to serve as a resource person for vou, guiding vou in matters of nutrition.
growth and development of your baby, and in the understanding of retarda-
tion. I'ry 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 vour problems through experience. And refer to the list of materials
and resources at the end of this booklet. They will encourage and buoy vou up
when the davs 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 youand your baby the very best of healthand happiness,
Sincerely,

,Z;Zuku,-

Barbara Thomex & Minnesota Parents in Project EDGE







WHAT IS DOWN'S SYNDROME?

J. Margaret Horrobin. Pediatrician

As parents of a child with Down's Svadrome vou niturially have many ques-
tions coneerning vour child. We hope to answer some of them here.

What Makes the Doctor Think } our Child has Down's syadrome?

Children with Down’s Svadrome have a characteristic
appearance including somewhat slanted appearing eves. skin folds covering
the inner corner of the eves. a broad nasal bridge and have a tend icy 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
alwayvs 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 Svadrome can also be touna in normal children. By the wav, “Down™
is the name of the physician who first described the condition and “Syndrome™
means a cluster of characteristics.

B 'har Causes Down’s Syndrome?

First, understand that nothing vou did. or did not do. caused the
syndrome and nothing vou could have done would have prevented it. It has
been found that children with Dowa'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 teatures such as height, body
build. eve and hair color, and are called autosomes. One pair determines the
sex of the person, XX for a female, XY 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 pairis
part of the G group of chromosomes. Down’s Syndrome is also called
Trisomy G or Trisomy 2],

How Does This Happen?

The egg and the sperm cach contain half the usuial 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 pot 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
tfor 95 percent of Down’s Syndrome births. In the other § percent the extra

o 13




chromosome is not Toating tree, so to speak, but is attached to another
chromosome. his s 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 badv contain the extra chromosome.
Children with the mosaic form tend to have higher 1Q scores. but there
appuars to be little or no relatioaship between the percentage of normal cells
and the child’s 1Q score. At this timie we do not know what ciiuses nondisjunce-
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-
¢v is mainly dependent on the age of the mother. For a woman in her earty
20°s. the chance may be as low as | in 2000. whereas for a woman in her late
40y itmay be ashighas 1 in 20. Below the age of 35 the chances are quite small.

Will It Happen 1o U s Again?

I he ty pe of Down's Syndrome caused by nondisjunction does not
sweem 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
smatl. but may be considerable for i 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.

W hose C hromosomes 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.
Y ou 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 esseniial 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
fecl 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.
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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. whi'e 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 1Q test
scores will generally fall between 40 and 54 (a normal 1Q test score is around
100). More information about 1Q scores will be provided in the next section.

Is There Such a Thing as A Touch of Down's Syndrome?®”

No. 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 cr development is better than might have been
expected. forgetting that there is a verv 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 a:1 indicator of mental development or poten-
tial.
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Is Lhere a Cure?

No. As is true for many conditions that cannot be cured. parents
of children with Down's Syndreme may be unduly susceptible to claims of
yuachs. charlatans and mistaken people that a cure can be effected. or that a
particular treatment will remarkably improve a child’s development. Through
the vears a host of drugs and diets of various kinds have been promoted. Ob-
jective evidence as to their effectiveness is lacking.

How Alike are ¢ Yildren 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 vears 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'he rescarch that has been done suggests that these stereotypes are
more tantasy than fact. Actually there is tremendous variability among chil-
dren with Down’s Syvndrome rather than uniformity of traits. Not all
charactenstios hive been specifically researched. but, in every case where evi-
duenee his been gathered about a particular trait, it hias been found not to be
more common 1in 2own’s Syadrome than in other children with a similar de-
gree of retardation.

Do Children with Down's Syndrome Grow Up?

In bygone days. fe'x 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-
tects. including surgery. the outlook has changed drastically. There is still an
appreciable risk inthe first vear, especially for children with a heart defect, but
after that time is past. vou can probably expect that your child wili zrow up.

Can 1hey Have Children?

There is no instance that we know of where a man with Down’s
Svndrome has tathered a child. Women with Down's Syndrome have con-
ceived. though infrequently, and n-turally they have an cxtremely high ex-
pectation { 30-50) of giving birth to a child with Down’s Syndrome. Soit is im-
portant tor the parents of a girl with Down’s Syndrome to realize that she may
be fertile.

M hat -$hout 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-
Iv retarded girl may find this a frightening and distressing occurrence. With
the onset of menstruation also comes the possibility of pregnancy. The best
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moral training it home cannot insure that. away from home, a retarded girl
mayv not be taken advantage ot, 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 Svndrome. Some reguest sterilization for their daughter and
some a hysterectomy particulariy 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?

You can help vour 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. T'he infant with Down's Syndrome needs more, not less, good
stimulation from the people and objects surrounding him. He needs to be
plaved 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 vour child’s life more inter-
esting can be found in later portions of this booklet.

Q
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DEALING WHH PROBIL FMS
John E. Rynders, Fducator
and
J. Margiaret Horrobin, Pediatrician

Lhere is no doubt that having a Down’s Syndrome child is rough
ona tamily . 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 Svadrome
newborn child?

\We asked our IR pairs of Project EDGE parents in Minnesota to
give us thenr reactions to having been told that they had a Down's child. We
sent eich ot themaa 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 vears. 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 feclings about having lived with a
child tor a long while who has Down’s Syndrome. These “back-to-back™
reports will be ot special interest fo parents who have a newborn Down’s child
and are asking themsehves, *If 1 take him home now will | regret it when he's
older? Will he wreek my personal life. make my ciher children's lives un-
bearable. drnve a wedge between my husband and me”" Sixteen of the I8
sets of parents returned the questionnaire to us. Because of the importance
of their rephies to other parents of Down's children. as well as for their own
genuine human value, we present all 16 of them as writtets.

Initial Reactions

Mother A

Caouldn’t believe it, felt guilty about even having him, Felt sorry
torthe baby. Knew Lhad totake himhome  because he belonged tomeand a
mother seems to have an instant love for her child.

We've said many times it's too bad vou don't realize how simple
vour life was betore!
Father A

Can't believe it. wonder why and what happened. and whether
vou're going to put him in a home or what.

Mother B

| telt vers sorry for the baby. All 1 could think of was kim being
hassled by lus peers for all of his life. | cried whenever Llooked at him. Aftera
tew days | realized 7 was the one that was hurting and that this chiid would
more than hikely be happier than a lot of normal children.

Mother ¢
Realizing that Tim's growth after four months did not follow the
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pattern of our other children. the shock was not quite as devastating as that of
unsuspecting parents. Howeser, our fear and anxiety for Tim's future swept
oser us ke i bad dream. Complicated guestions tlooded our minds:

L. Wiall it be posaible tor us to bandle such a child?

2 Do they ever get vielent?

X Can they . ver go out on their own?

Mother

Wewere told the day our baby was born thit she had a handicap.
We were too shached to even ask what the handicap wias. By observing her we
were able to guess the problem. At first we feared that our relatives and triends
would never accept her: however. she was aceepted with open arms. It cer-
tainly was ditticult telling evervone.

I'he doctor indicated that in all likelihood she would have be put
in i “home™ by the age of six so therefore *don’t get too attached to her.” In
fact. the implication was guite strong that placemeni was an immediate op-
tion and that we didn't have to take the child home from the hospital.

It was difticult to watch other families bubble with joy over their
“normal™ habies, 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

I he immediate reaction of course is one of being stunned or
shocked because it is something vou 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 ditficult 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. Fhe isolation was very hard to accept  isolationimposed because
the statt was unable to cope and simply avoided the subject of David’s handi-
ciap  we,as parents, had to be supportive of them rather than vice versa. An-
other frustration was the lack of information available to us so we could be-
come somewhat enlightened on Down's Syndrome. If vou 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 statf,

Mother ¥
I had not known what Down's Syndrome meant. We were con-
tused and deeply hurt. mostly because of the doctor’s reaction.

Mother G
Bryan was £'» months old when we learned he was Down’s Syn-
drome. It was approximately 3 weeks before Christmas, and being child-like
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about Christmas myaselt, the spint of Christmas was in its heights in our home.
I he news hit like a bomb and shattered all of our Christmas spirit and plans.
My husband and | didn*t diseuss it very much at that time, subconsciousty he
didn't believe itand our talking sessions alwavs ended with nothing gained but
crving and comsoling. For a week | walked around in a daze erving and pray-
ing tor a maracle that T didn’t realls expect. 1 tried hard not to question the
whys of it all. but the bitter pill was still hard to swaiow. The household
chores were left undone and the daily routine of baby care that had once been
so pleasant became a piinful experience filled with pity, | tried to justity my
teelings by keeping him spotless despite his constant spitting up. 1 was also
concerned that someone might think 1 was neglecting him because of his
condition. Fhe turning pointcame in my life after about 2 weeks. While sitting
and thinking, “Christmas s almost here.” | realized that life for us must con-
tinue. and as normal as possible. Why be concerned about what people might
sav or think when 1 never had before? 1 had alwiays loved him, and realized |
would continue to love him. The only diftference now was that 1 knew he was
Down’s Syndrome. but he wis still the same Bryvan, From that point 1 no

longer prased that the mountain be removed. but that God would give us
strength to cirfmb it

Mother H
My very first reaction on hearing of Tom being Down's Syn-

drome was disbeliet  in fact. it took over 6 months to helieve the doctors or
that the chromosome test wias correet.

Mother |

*Saddened”

“Scared Sut™

Fear of unknown

Feeling more sorry tor ourselves
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Mother J

Some wity the doctor got me to sayv. “You mean the baby is a
mongoloid™ “1t's a possibility . was his answer. During the four months i
took to get positive diagnosis, our teelings fluctnated from disbelief to possi-
bilits, but never to certainty. Our immediate conceri was what eftect this
would hive on the two children we already had — adterall they had been with
us for cleven yearsand nine vears, 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
wits Down's Syndrome.

Having & Down’s child is an awesome responsibility. Here is a
child that may be dependent on you tor the rest of vour life so our second con-
cern wis what educational things were being done with Down’s chiidren to
help them become nseful adults. We went looking for o program that would
help our baby and us. There are many things being tried but information was
ditficult to find. We were able to find a program that suited our needs.

Mother K

Shock. This tollowed by deep concern for one another.. . hus-
biand for wite and wite tor husband. Also. a desire to talk to someone who
would understand what we were experiencing. it could not be just anvone. A
parent of a five-vear old Down’s boy visited us at the hospital and proved to be
ouir emaotional salviation,

Mother 1.
Shocked. Why us  whyourbaby  trightened. Who can help us
what do we do with our baby, What had weoonctocausethis — wasitour
tault  whocan help? Institution  fosterhome  ourhome? Concern about
hereditary aspects as my older brother is also Down's,

Mother M

I can only sayv they were the blackest davs of my life, 1 kept look-
ing at our tiny little boy that we waited so long for and | wanted it all to go
away . One atternoon 1 was rocking him to sleep and he looked so peaceful |
wished 1 had something to put him to sleep so no one could hurt him ever (at
that point 1 was certain | was erazy). I felt we bad no direction. no onctoturn
to. Of course the thing that helps the most is time and there are many wonder-
tul people only too willing to help vou and vour child.

Mother N

Our reaction was shock and dishelief  a wish not to believe the
doctor's diagnosis. Although our group of pediatricians described the syn-
drome and the many characteristios we were still diazed and had an enormous
number of doubts and guestions,
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A secondary reaction imitially that 1 recall was that the term
“mongoloid™ scemed to set up an estrangement between the baby and me: as
thongh he. a mongoloid could not truly be ours (a4 strange reaction for me,
sinee T was adready a mother of an adopted child with whom 1'd never telt
strange or toreign, He'd always belonged) 1 histen to add that this feeling of
not belonging did not oceur when 1 was with the baby. but only in those tirst
dins we were diseussing him and his condition as “mongoloid™ as apart from
the baby asa person. Perhaps the term “mongoloid™ helped to create this teel-
ang. ACtmerelvt handicapped or retarded or Down's Syndrome child didn't
hold tfor me) the same strangeness or separation as did the word mongoloid.

Mother O

I had certain convictions about severely retarded people a long
time betore | had a retarded baby myself. 1t is hard for me to see the value of
human lite tor someone who cin never comprehend it. | 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. 1 felt angry at so-
ciety for foreing me to rear the child. 1 could not put herintoan institution be-
catuse 1 knew it she hived. she could develop her potential better at home. In
this horrible tirst sear 1 kept asking myself over and over: now that lamemo-
tionally involved with the baby, do 1 still maintain the same convictions? And
theanswer isstill ves 1 think as a society. we should reexamine some of our
moral ethies regarding mental retardation,

Mother P

My tirst reaction was complete hopelessness. As an R.N.. I had
toured imstitutions and really believed that this was Alex's future. However, |
couldn’t reconcile this normal-looking and acting baby with that future heing
that scemed more animal than human. 1 pictured myselt changing diapers
when he was 6 or 7. having to teed and dress him fora long time, beingembar-
rassed by his looks and behavior in public (or never getting out of the house at
alh).
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Sihsequent Feelings
Mother A -

I'm very surprised at how well he is doing. Sull wonder what the
luture holds  knowing that the easiest time must be now. 1didn’t know any-
body retarded or Down™s  so had no idei what to expeet. But he is a person
and has his own hikes and dislikes ind a4 mind ot his own!

Father A

Phdn’t realize there wis so much Down's Syndrome. Or that I'd
pet so attached to the child.

Mother B

I think the tact that we had worked with retarded adults before he
wis born helped us aceept him better.

Mother ¢
We now believe that some Down's Syndrome children caa live a
happy. productive lite with proper love, education and training. However,
there are many factors that complicate and dampen this desire:
. The degree of retardation
. Hostility in the family,
Lack of neighborhood aceeptance.
. Fmononal maturity of parents.
. Ability 1o handle extra tinancial burden.

'Jt&:d'J—

In most cases “*Where there is a will, there is usually 2 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-
somithties. Down’s Syadrome children cannot be stereotyped.

Mother E

David is now 4 years old and about one year ago, the necessity of
heeping him in perspective of the total family became a realization to ine. As i
mother; Fean'tstress thisenough tor the total well being of the family. can see
where it would be very ciasy to over-indulge sourself in this child, but guard
agamst at tor his weltare, and that of the rest of the family. We probably
weren'tasare of this sutticiently for the tirst 3 vears and with our participa-
tton in the Project, David consumed hours iind hours of my time  this oc-
curred durning the precious and tormatise pre-sehool vears of our other 2 chil-
dren. Now when observing disturbing behavior in our children the yuestion
naturally arises: How much of an influence was David's handicap and sub-
seyuent Project participation a tactor in the deselopment of the other chil-
dren? On the positive side. David adds zesz to our lives  he has a winning
smile that can bring sunshine toany das. He has ian abundance of charm and

Q
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an unhmited ability to heep onr houschold in a spin but we can’t imagine life
wWithout him anvimore.

Mother
Wefeel she isan especially sweet and lovable child and very eager
to do things.

Mother G

Now 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 stercotypes others have had concerning
Down’s Syndrome.

Of course, we stili regret the fact our son is not normal, but our in-
creased love for him makes us even more determined to give him as fulfillinga
life as possible,

Mother H

Itisstill always on your mind about what is going to happen when
the child is older  will he be able to care for himself as an adult? Will he be
able to communicate? cie. . .

Mother |

Future problems!

Comparing DS child to other children!

LoviLe her more and more.

Giivirg 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 ditticult to tind. At age
two he responds well to us and everythingaround him. We must keep remind-
ing ourselves that he s retarded and will never be i “normal” child. He feeds
himaelt and s in the process of being potty trained. He does not walk vet but
gets everswhere he wants to go by “swimming.™ At this age he is like taking
care of a hive doil,

Mother K

The sound of “mongoloid” conjured up in our minds the picture of
something grotesque since our hnowledge ol the condition was one of hear-
say only . We had to rid ouiselves of this myth-picture, and it was not hard to
when handhing our lovely httle baby. We now know that our child is slow inall
of his growth, but wealso anow that he is indeed a child who has a charm all of
his omn and who had made a definite spot in our tamily for himself. So.we no
longer tear the Ssndrome. or look upon it as the worst aftliction as so many
might hhe to hiave us do. The picture of our child's manhood is probably the
hatdest tor us to aceept, tor we have seen mans Down's adults who are fat and
sluggish and guite without any sparkle. We do not dwell en this, though., for
we realize that the adults we see are the producet of little schooling and social
contact. Out hopes are much higher tor the tuture of our child for we have
contidence i soeiety s new, refreshing attitude toward retardation. For now,
we engod our son. das by day. We williadwass regret that he will be unable to
enton the tuliness of lite. but realistically we are dealing with things as they
are. nurhing the best of all that our child does have going for him,
Mother L.

Biggest helpis a knowledge of what Down's is. Very glad we have
raised Was ne at home. Our greatest coneern for him is what can we expect
trom our education system and how will he fit into the world. Don't think of
him as Down's so much as just achild witha handicap We teel there are many
tapes of phayaical and mental handicaps worse than Down's. Feel tortunate
that Down’s can be diagnosed at an carly age.

Mother M
Now that Bobby is 2ts vears old, the two words that come to mind
when | think ot him are “hope™ and “love.”

He has taught me both. 1 know that he will neser be rormal, but
we will do our best to make him reach his fullest potential.

It his right as & human being. He has taught ns the real meaning
of lite.

Mother \ .
1S dithicult to beheve now, 3 vears later. that we gnieved when
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Ardy was born. Feel ashamed of the tact. Fimosorey that we didn®t eelebratein
those tirst tew dass atter his birth and ¢ven atter receiving the diagnosis, It
seems that we were cheated or robbed of the normal joy that should have ac-
companied those dass. 'm well aware that Down's Syndrome people are
handiciapped or limited and that inatselt is no occision tor eelebration. But the
tact that we had given hirthtoanew lite  an enjosable. loving human being
w hatever his 1Q or potential is oceasion 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 teel the news of Down’s Syndrome would not have been grim.

Mother O

Actually 1 have to admit the situation is not as bad as | antici-
pated. it one could just live for the presentand not grieve for the future. Every
httle accomplishment gains in importance with a retarded child. mainly be-
sause one is neser sure if he or she will be able to do certain skills. We are very
tortunate to have an active, inguisitive, atfectionate little girl. We have re-
nataed her Miss Sunshine, beciuse she radiates happiness. | think our family
is much closer knit because of her.

Mother P
Atter having met many other parents of retarded children through
MARC, | teel almost lucky. Alex's development. though slow, is almost nor-
mal. 1 do not have to deal with seizures, hyperactivity, ete.
Q
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As these statements show, most parents experienced shock and
grief upon receiving the news that their ~hild had Down's Syndrome. For-
tunately, their feelings after living with 4 Down's child at home for some
time are, in general, quite positive. As one views these reports, it is well to keep
in mind that these parents have heen participating in Project EDGE L a
project in which they and their children receive considerable educational
stimulation and support that may make them feel more positive than parents
would feel who have not had this form of support. Qurimpression, though. is
that the project by itself has not made that much difference in their attitudes.
Riather. we think that these parents. as well as those living in Illinois, have
unusual courage and tenacity. Somehow, they have dipped into their own
spiritual, emotional and physicil resources  resources they possess as in-
dividuals and as couples  and have made a victory out of a situation that has
defeated many parents in the past. They made the decision to raise their
Down’s child at home during his early vears and appear to have done very
well, but not all parents with a newborn Down's child ciin or should make the
same decision. As we said earlier. parents should seek an alternative to keep-
ing their Down's child at home if they cannot accept him or if he presents
severe physical or medical problems that the family cannot cope with,

At this point, it would secem useful to present a brief overview of
how persons other than parents in Project FDGE react to the news that a
newhaorn child his Down's Syndrome.

Physicians, grandparents, friends, and clergy sometimes increase
parents’ anxiety by offering naive or ill-cnosen advice. In a recent publication!
100 parents reported their reactions to being told by physicians that their
child was Down’s Syt drome. Of the 100 parents of Down’s Syndrome infants
interviewed, 64 complained that they had been told either too harshly, or with
little or no explanation. On the other hand. some were pleased with the
manner in which they had heen told the news by physicians. Eleven parents
felt that although the doctor had been blunt, perhaps even harsh, they had
wanted the truth and had gotten it: two of these were glad that they had not
“shopped around™ for a iot of opinions, Five satisfied parents felt that the
doctor had been neither kind nor hassh; he had simply explained what Down's
Svadrome was.

Freguently both parents lack basic information about the condi-
tion, even about its cause. For example. in the same study the majority of
parents reported that they thought that the baby had Down's Syndrome
because he had been injured by something that had happened to the mother
betore or duringher pregnancy. such as illness (measles or a severe cold), a bad
shock (one mother had witnessed a suicide). nervous strain, hard work, a run-
down condition, menopause. Seven parents said they believed it was caused
by something the doctor or hospital attendant had done (a forceps baby. or
treatment for jaundice). Six felt it was caused by “bad seed™ on the mother's
side: two, by “bad seed™ on the father's side: and three by the father'sill health
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(war fatigue, goiter). These “causes™ are, of course, mistaken impressinne.

Clergymen frequently become involved in parents’ early reac-
tions especially as they help (or hinder) the adjustment process. In the same
study, 12 parents said or implied that their Down's child must have been sent
bvGod eitheras a punishment or as a test of their faith. Clergymen at times
like these must help parents wrestle with the problems convincing them that
God does not cause a Down's Syndrome birth in order to punish the parents
for bad behavior. If this were a sign of God’s vengeance why would some of the
most kind and faith-filled women bear a Down's child? The birth of a Down’s
Syndrome child can. however, strain one's faith almost to the breaking point.
In a recent edition of the Atlantic Monthly, a father of a newborn Down's
child wrote . .. 1 prayed for my child's death. cursing and damning myselfas |
did (p. 61).™

At approximately the same time as the article in the Arlantic
Monthly was wntten. parents of a Down's infant admitted to Johns Hop-
kins Hospital refused permission for routine intestinal surgery. allowing their
child to expire. When asked by a surgeon for permission to operate, the par-
ents reportedly replied: “Why burden society with a Mongolian child? Why
not let God’s will be done? [p. 1-A].™

We have not cited the cases in this section to condemn the mo-
tives of those involved. We are trying to illustrate that some parents have ex-
tremely low developmental expectations for Down's children. Are these low
expectations warranted? From what vouhave read already - which was writ-
ten by parents in the Project  vou would probably say. “No. the low ex-
pectations are ao? warranted. These parents and their Down's children are
doing pretty well together.” In the remaining portion of this section we will at-
tempt to show that many commonly accepted assumptions about Down's
Syndrome. from which spring the low expectations. arce partially or in some
cases entirely false. and that the integration of the Down’'s child into his fami-
Iy can he achieved effectively in many instances.
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Commaonly Accepted Vssumptions A bout the Development
of Down’s Children

Assumptions about Down's Svndrome have developed over a
long period of tme. Down's Svadrome was described mistakenly as a form of
cretinism., or lack of thyroid hormone, by Sepuin in 1R43, In 1866, in an at-
tempt to tind a relationship between race and mental retardation, ). Langdon
Down classitied a large greup of mentally retarded individuals according to
their supposed resemblance io Mongoliian people. This is how the syndrome
received its name. Currently evervone agrees that the term “mongolian idiot™
s untortunate and obsolete tor the reason that most Down's Svndrome chil-
dren do not 1allinto the "idiot™ category, showing wide differences in ability.,
and are tound in every race. This leads us into the first of the assamptions,

“Down’s Syndrome children are extremely similar in appearance.™

It has been widels believed that Down's Svndrome children are
extremels similar in appearance, resembling one anotiner possibly more than
they resemble their own normal brothers and sisters. Evidence proves other-
wise, however, showing that even the diagnosis of the newborn may present a
problem.? Furthermore. older Down'schildren do not show consistency in the
diagnostic signs of the syndrome.* but reveal a large variety of signs.

In an interesting study.* characteristics of fifty Down’s Children
were compired against a list of 8§ characteristics most commonly ascribed to
the condition such as almond shaping of the eves, speckling of the iris of the
eves, tlat nasal bridge. large turrowed tongue. hypotonic (floppy) muscles.
high-arched palate, ete. Results of the study showed that there is wide variabil-
ity inevery single pavsical characteristic of Down'’s Syndrome as well as in the
sum total of characteristics in cach individual child. The authors conclude that
they agree generally with the opinion that a great deal of simularity in appear-
ance enists among Down's children: howevet, they are convinced that Down’s
children ditter from one another at least to the same degree that normal chil-
dren do and in many respects to a far greater extent.
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“There is a direct relationship between the physical appearance and the
10 of Down’s Syndrome children. ™

Simply counting the number of physical teatures that are sup-
posed to be dignostie and then trving to predict a child's 1Q score has not
been usetul.” * Factors other than the sheer number of physical signsappear to
be tar more important in determining the child's ultimate development. One
of these more important factors seems to be the stimulation guality of the
child's fanuly

“Down's Syndrome children are uniformly slow in their accomplishments.™

. In the study of S0 Down's Syndrome individuils presviously men-
tivned.” the anthors tound great variability with respect to the age at which
various deselopmental “milestones™ were passed. For example, some Down's
children did not raise their heads until the age of twoand one-half vears while

_others did so at two months of age. While some did not walk until they were
three, four. and even four and one-half vears, others began to walk at the age
of one. Tooth eruption also showed great variability: some had their first
tooth as carly as five to six months of age, while some were delayed intheerup-
tion of a tooth until two vears of age. Language development showed the
greatest sariability: Words were spoken as carly as one vear of age and as late
s SN Vs of age.

“All Down's Syndrome children have very low 1Qs."

Of all the commonly accepted assumptions about Down's Syn-
drome, this one is probably the most in error. While it is certainly true that
almost all Down's individuals have 1Q scores which fall into the retarded
range, the range within the group is very great. And. as we said earlier,
most Down's children have 1Q scores in the moderate range, not in the
severe or profound range of functioning.

Research Related to Prevention and Treatment of Down's Syndrome

Since 1886, when J. Langdon Down described a set of charac-
teristics which were later to be called Down's Syadrome, rescarchers have
sought to prevent, treat and cure Down's Syndrome. Recently, a special
conference sponsored by the National Association for Retarded Citizens
and the National Institute for Child Health and Human Development
brought the rescarch findings up to date. Some of the content for this
seetion comes from that special conference.
Research Into the Cause of Down’s Syndrome®

Many factors have been proposed as causes for Down's Syn-
drome. One of the first was a theory which sought to link Down's Syndrometo
another racial group (Mongolian) or toa more primitive racial type. There are
no data 1o support this theory.

Maternal age has been linked to Down’s Syndrome and. of
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ceurseitis well established that the incidence of Down's Syndrome increases
as mothers grow older. Unproven theories advonced for this hive been:
cxhaustion by many pregnancies, hypo- and hyper-thyroidism in the
mother. maternal emotional tactors, and inadequate transter of Vitamin A
trom mother to the developing fetus,

Other resciarchers have tricd without suceess to link Down's Syn-
drome to tamilial factors such as alcoholism, syphilis. FB. or a background of
mental illness.

Still other reseirchers have attempted to link Down's Syndrome
to some characteristic ot the developing fetus such as an immature or over-
aged ovum, arrested fetal development. hypo- or hyper-thyroidism, or
adrenz| or pituitary deficiency.

And. some have tried to link it to genetic change. One genetic
change, namely a chromosomal abnormality is, of course. present in Down’s
Svndrome, but. researchers have not vet determined why the chromosomal
abnormality oceurs in the first place.

At the present time. medical techniqgues for preventing or curing
the chromosome abnormality have not been successtul but research goes onat
an ever inereasing pace in hope of a breakthrough.

B e

~Amniocentesis.'?

Currently it is possible to look at the cells of a developing fetus
during the fourth or fitth month by tiking a sample of amniotic fluid from the
mother’s womb, The developing fetus sheds cells into the amniotic fluid which
can be drawn out and analyzed at virtually no risk to the fetus. Once the cells
have been withdrawn and cultured. they can be examined and the
chromosome abnormality, it present, can be positively identified.
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€ hemical treatment of Down's Syndrome.

Over the years a number of chemicals, vitamins, enzymes.,
minerals and other agents have been given to Down's Syndrome children as
ticatment. One of the most populiar in recent vears has been a chemical known
as S-hvdroxytryptophan (S-HTP), which is converted to S-hydroxytrypt-
amine (known also as serotonin) in the body. In the Down’s Syndrome child.
the level of serotonin is usually very low. This low level often results in poor
muscle tone. Therefore, some researchers have speculated that if the chemical
were replaced in the child’s body his muscle tone and possibly his other
developmental signs might improve.

A few vears ago. a researcher published an article in which she
showed that the administration of 5-HTP could improve muscle tone in
Down’s Syndrome children.”! However, in later studies she found that
Down's children who received S-H 1P actually had poorer muscle tone at the
time of measurement than children who had not received the chemical at all,
She and other reseirchers concluded that S-H'TP is noteffective inimproving
muscle tone or 1Q score. Furthermore, there were harmful side effects
found in some Down's Syndrome chiidren who received fairly high dosages
of the chemical. Fortunately. she found that these side effects could he
minimized or climinated by reducing the amount of 5-HTP.

Educational Research with Down's Syadrome Individuals

In beginning to examine the educational research one might ask.
“Does a better educational environment produce better achievement in the
Down's Syndrome child”™ Relative to this question, it is now well-
documented that children with Down's Syndrome who have been placed in
inadequate institutions generally do more poorly on all measures of develop-
ment than Down's children reared at home with their own families.!2
Therefore, parents should examine a residential setting or foster home with
great care if they decide that they must place their Down’s child outside their
own home.

Another way of looking at the question of whether or not Down’s
Syndrome children profit from gond educational stimulation at home is to
look at two case histories. The first is that of Nigel Hunt,a Down's Syndrome
individual raised in Great Britain. Nigel's parents spent a great deal of time
s imulating his language development and providing him with educational
experiences. His mother spent many hours teaching himto read by employing
phonic instruction and his tather. an educator. took him on numerous trips.
Nigel became avery good reader and in fact. typed the manuscript for his own
book. an autobiography. A second Down’s individual. Paul Scott. also re-
ceived a great deal of educational stimulation at home and also became a good
reader and ty pist. Thus. at least based on these twocases. educational stimula-
tion appears to be very helpful to Down's Syndrome children.

Turning now to educational rescarch with Down's individuals,
one author'* compared the development of institutionalized Down's Syn-




drome children with home-reared Down's Svadrome children at five, six, and
cight vears ot age. Five-year results of the studyv showed the home-reared
children to have better mental and s cial developmental quotients than the
institution-reared group. Between e five and six-vear tests, an intensive
language stimulation program was provided for the institutionalized group.
Results of the sinsyvear comparison showed definite increases in the scores
among the institutionalized children. At that time the home-reared group was
still significantly superior on the social scale. but not on the mental and motor
measures. At the cight-vear comparison, the mental and motor scores were
essentially identical for the two groups. The social scores, however, continned
to favor the home-reared group.

Language stimulation has been of concern to several in-
vestigators. One study'* described an early training program for Down's
children. with emphasis on language stimulation and on learning through the
senses. Children were also involved in a muscular development program.
After approximately three vears of educational stimulation. a group receiving
the stimulation was significantly advanced on almost all of the measures. The
author concluded that carly education benefits Down’s Syndrome children
not only in the developmeat of language skills, but in muscular development
as well,

In the state of Washington, several investigators are studying the
effects of behavior modification techniques on the development of language in
voung Down's Syndrome children.!* This program accepts Down's children
in early infancy and provides a wide variety of learning experiences for them
until they're through kindergarten. Results so far are quite encouraging.

Hinving talked about 1Q scores. we should define what 1Q s and.

hevond that, what the term. “mental retardation.”™ means since the 1Q score is
part of that defintion.
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M hat is an 1Q Score?

Lhe terms “intelligence™ and “1Q score™ are often used as if they
have the same meaning. Not at all. Fhe 1Q score is obtained from an 1Q test.
(A common one for children is the Wecehsler Intelligence Scale for Children
[WISCL) The 1Q test is a series of tasks such as object naming. puszie
assembling, intormation giving, and number repeating from which a score is
obtained. Scores from these tasks are totaled and comverted to an 1Q score
by referring to a set of tables in a test manual. It is common practice. once the
1Q score is obtained. to call that test result “intelligence.™ This procedure is
not entirtly correet though because intelligence is really the individual's
sum total of abilities to live happily and productively with himself and others.
No one-hour test can possibly measure even a fraction of a person’s intelli-
gence since most tasks in the test are not sampled from real life situations.
and the amount of behavior sampled is so minute. Shiould we ignore 1Q tests
then”? No. They are useful. if not abused, for predicting in a general way
how well a child will advance in school tasks. They will be of limited use,
however, in predicting his school adjustment, his feelings of self-worth,
vacationial potential. and his desire to achieve  qualities that will be far
more important to him as an adult than his 1Q score.

I et us now see how 1Q ity into the term. “mental retardation.™

M hat is Miental Retardation?

I'he most widely accepted definition comes from the American
Association on Mental Ixficiency which describes mental retardation as
significantly “subaverage general intellectual functioning existing concur-
rently with deficits in adaptive behavior. and manifested during the
developmental neriod [p. 7). Explicit in this definition is the requirement
that no person should be labeled “mentally retarded™ on the basis of an 1Q
seorc alone. To be called mentally retarded a person must have hoth an 1Q
score 1n the range of mental retardation (generally an 1Q score of less than 70)
and also be significantly impaired in adaptive behavior (impaired in matura-~
tion. and or learning and or social adjustment). In less technicil terms. the
mentally retarded persenis one whoexperiences unusual difficulty in learning
and. particularly, in adequately applyving whatever he has learned to the prob-
lems of evervday hiving,

How VMany Retarded Persons Are There in The U nited States?

It a8 estimated that there are about siv million mentally retarded
persons in the United States (3 of the population). By 1980, natural popula-
tion growth i evpected to increase the total number of retarded persons to
about seven million.

Of the smix million retarded individuals, most have 1Q scores 1n
the mild range of retardation (1Q score 55-69), many have 1Q scores in the
moderate range of retardation (1Q score 40-54), and a few have 1Q scor:s
in the severe (1Q score 25-39) and profound (1Q score under 25) ranges of
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retardation. As we said carlier, most Down's children have 1Q scores in the
moderate range (1Q score 40-54) of retardation.

About 7.000 Down’s Syndrome children ire born in the United
States cach sear. OF all the 1y pes of congenital mental retardation, it is among
the most common.

The Down’'s Child in His Iamily

New parents of a Down'schild have at least two questions to wres-
te with: (i) shall we take our child home or should we seck immediate in-
stitutional or foster home placement for him. and (b) if we take him home how
will he attect our husband-wife relationship and our relationship with our
other children?

Couples in Project EDGE decided to keep their Down's children
at home during their children's carly vears As we said carlier, not all parents
of Down's children can make the same decision.

It's only tair to point out that our bias tavors keeping the Down's
child in his own family during the carly vears unless he presents severe
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management or medical problems or cannot be aceepted by his parents. This
bias 1s shared by the World Health Organization.

In 1954, the World Health Organization (WHO). published a
monograph, The Mentally Subnormat Child. in which some forward-looking
principles were outlined. '™ Regarding the decision which must follow im-
mediateiv atter the diagnosis of Down's Syndrome is made. WHO members
said:

Fhe committee was of the opinion that, in coming to the decision to
recommend institutional placement. three aspects should be considered:
the actual condition of the child: the mertal health of the tamily, the
competence of the mother, and the possible eftect on the famiiy of retain-
ing & subnormal child in its midst: and the living conditions and tinancial
circumstances of the family.

I'he committee does not look with favour on the growing practice of very
ciarly institutionalization. In many instances the parents are advised not
to take tie child home trom the maternity hospital, a decision which
constitutes a real hazard to the mental health of the family unit. It must be
remembered that parents make a heavy emotional investment in all
pregnancies and when an abnormality oceurs they invariably experience
leclings of guilt. The immediate admission of the infant to an institution
not only tails to reliese the stress but may even intensity it. The placement
is likely o be interpreted by the troubled parents as a confirmation of
their own feclings of guilt and un irrevocable rejection of the child. No
institution can provide an adequate substitute for the essential emotional
interaction between parents and child. and this opportunity for interplay
is of paramount importance in the case of the handicapped child whose
parents can only slowly evolve a realistic and constructive attitude
towards the situation. As a matter of fact. there are many instances of
defective children being accepted by and thriving with their families. It
can be denied categorically that all such infants should be institutional-
ized at onee. In each instance the decision concerning the proper time for
such placement must be made on the basis of the pavchological needs of
sach individual tamily constellation [ p. 56-57].

Fhe adjustment (or maladjustment) of brothers and sisters begins
in the carly reaction of their parents. It parents are not tilled with hostility,
tear, gwlt and ignorance. the Down’s infant’s chances of being accepted by
brothers and sisters are good. Once the initial adjustment hurdle is overcome
successfully, howeser. brothers and sisters will be faced with additional
problems, some of which are externalto the home, As one author™® points out,
brothers and sisters cannot escape the unkind words of thoughtless peers or
expressions of pity which make them feel awkward. nor can they casily handle
their sense of disappointment when friends boasi of the achievements of nor-
mal brothers and sisters, or theii feclings or emba; rassment at large tamily af-
fairs where they teel stigmatized by association with their retarded brother or
sIster.
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Margatet Adams™ presents some information about the adjust-
ment o brothers and sisters that we think mav be especially usetul,

Her tirst paint s that mental retardation has to be viewed st “to-
tal tamuly handicap™ because ofats adverse sovial consequences. Ht the pres-
sutes ot canng tor g handicapped child overwhelm the normal needs of other
childrenn the tamils . there el danger that their deselopment will become
blighted by emotional neglect, distorted tamils roles and relationships, and
curtinled opportunity tor sockal contact. As a result, they may grow up dis-
abled 1n their capacity tor selt-tultillment,

Second. tostenng the development of the normal children in the
tammily s valuable in nentralizing the feelings of disappointment that parents
cevpenence through having a Down's Svndrome oltspring. Normal, healthy
children contribute to the parents' teeling of well-being and thas also help cre-
ate an emotionally stable tamily environment for the retarded child. In a nut-
shell. it the whole tamils teels and acts positively, both the Down’s child and
his tanuly will benetit. Conversely., of course, if the whole family feels and acts
negatively, they and the Down’s child will all be greatly diminished in their to-
tal development.

Third. there is evidence that having a retarded brother or sister is
an experience thiat most normal children can adjust to without too much
stress. although they do encounter ditficulties that regnire special under-
standing. In this regard, Adams reports that pre-adolescent and teenage chil-
dren generilly show a tairly high degree of constructive aceeptance toward
their retarded brother or sister.

Adams poes onin herarticle toanalyze the problems brothers and
anters of i retarded child tace at various ages. We think the analvses are inter-
esting and helptul and otfer them to vou for your consideration.
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Preschool

In the preschool penod. disturbances of the parent-child rela-
tionship, and resulting mishandling, are the major hazards that the normal
brother or sister flaces. Because ol pressures on them to meet the needs of the
retarded chilu. parents may unintentionally acglect the nermal child. 1he nor-
mal child may react to this treatment by reducing his own demands on the par-
ents who may aceept this helptul behavior with relief, failing to understand the
psychological conseyuences to the normal child when he suppresses his own
needs. On the other hand. the cormal child may protest the parents® seeming
over-indulgence of the retarded child. This results in parents feeling over-
whelmed by too imany problems so that they perceive the normal child's be-
havior as a deliberate aggravation rather than a normal reaction for a pre-
sc¢hool child.

Early school

During the early school period. the normal five-vear-old is faced
with the usual difficulties of school adjustment and separation from home. At
this transitional stage, the presence of a handicapped brother or sister may ad-
versely affect the normal child’s self-image. making him wonder about the
cause of the damage. why he hasescaped. whether he will remain immune, and
why the handicap has not occurred in other families. At a deeper psychologi-
cal level, there is the possibiliiy that the normal child will experience guilt feel-
ings at being whole and anxiety that his “bad thougins™ about his brother
might have caused the handicap. Parents need to draw these feelings out and
deal with them in a gentle. factual manner.

Flementary

During the clementary vears, the normal child must balance an
increasing social lite vutside the family with his responsibilitie: to the family.
A recurning problem is that of how much the normal child is expected to share
in the responsibility for care of the Down®s child wha often presents some hin-
drance to the normal child, mishandling personal possessions. interrupting
homework sessions, anu disrupting social sessions with the normal child's
tricnds. Parents will need to lead the way in establishing reasonably equitable
routine honsehold tash assignnients tor alf children in the family.

Adolescence

The adoleseent period presents special preblems for 2 normal
child. T'hough there may be no known hereditary factor causing the retarda-
tionassociated with Down's Syndrome in a given family. the fact that a hand-
icapped child has been bornto his parents inevitably: casts some doubt on the
teenager’s feelings about his own capacity for healthy parenthood. It is par-
ticularly important. therefore, that teenagers rective accurate and complete
information about the causes of mental retardation. The frequent complaint
by teenagers that a retarded child at home makes it difficult for them when
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theyre dating would be alleviated it they had o Lactual explanation to pine
to their dates. Also, this would help o dispel the untortunate ating ot
mystery that persists about retardiation

W shall close this sectien by givine cxamples of how parentsan

Prowect FDGE teel then ciutd has atteonsd the husband waite relationshap,
the baes eof then other childien, and neghbors

We ashed the IR sets of Minnesota parents in Project EDGE to

respond to three questions: (1 What etteet has your Down's child had on
your husband-wite relationship? (2) What effect has he had on vour other
children? (31 What eftect hias he had on yvour neighborhood? At the time
of their responses. which were anonymous, their Down's children were be-
tween the ages of IR months and 4 vears. Sixteen of the IR sets of parents
responded. We have selected i few of their responses forillustiative purposes,

Efrect of a Down's Child on the Husband-Wife Relationship

Most of the panents ieported that, in general. their Down's child

had o positine eftect on then hushand-wite relationship though there were
soae dithenlities fer most to overcome:

*We teel that our Down's child has strengthened our relationship with
cach other and our children, although it has dampened ourdesireto have
more children. We tind it necessary to pick our baby sitters withcareas a
29-month-old Down's child can be extremely inquisitive. temperamental
and exhausting™

“In the beginning we clung together and then we drifted apart. Always
Ihek was stronger than myself. Now we probably are closerthan weever
were inour 12years of marriage. [ havea respect for Dick I neverthought
possible. | had to learn how to drive. which means a change in our life-
styvle. Change can be tor the good too.”

I he Down's child does produce some strain on the husband-wife

relationshipe
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"It has undoubtedly added some stress. We would not be honest if we
didn't sy so. Our son requires more superviston and more training than a
normal child does. 'The mother, upon whom so much of the child-training
Lalis, must be caretul not to become exclusively wrapped up in the child
and put hushand aside. The husband must be understanding of the time
that s absolutels needed to carry out the dav's doings with the child. too.
With understanding. it can be worked out. Our dream of our future was
momentarnly chattered by our child’s birth, for we had grandiose plans
about world travel. We thought that all dreams of our golden vears were
ended Now we view at entirels differently. We feelit is unfairto ourchild
and to ourselves to make us all totally interdependent upon one another.
Forourchibd ssahe, we will allow him to beas independent as possible . . .
a shelteree » srhshop and a group home iacility it possible. We have seen
o0 many white-hared and sad-faced parents accompanied by equally
sid-taced vetarded adults to think that it s a necessary part of the Syn-
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drome. However. in lairness to those people just described. thev had
recourse to so little in the way of training 2nd guidance that they had no
choice but to be burdened. Ouractivities have been super-saturated in the
field of retardation since our child's birth, and we are finding out that it is
not good to give up interests that one enjevs to dwell exclusively on one
thing. We do not regret the time spent learning and giving and dmng but
we do repret our neglect of some of our friends tor whom we have had
neither time nor energy.”

A mother whose Dowa's son has chronic and severe arthritis
reports:

“Our marital relationship had always been good. However, we just took
cach other for granted. Things seemed to work out without our really
trying. Like all people we thought we had problems, but looking back we
realize the things we considered problems were not problems at all. Our
Down’s son being stricken with Rheumatoid Arthritis, and giving us
many sleepless nights, found us leaning moreand more oneach other. As
a result, we became more considerate and much more appreciative of
cich other. Our communication developed intensely. There was so much
to talk about, so many plans and decisions to be made. and vet so many
problems to face. But ourson. this long awaited child, which we so deeply
tove has given us a bond of strenzth that we think will help us tackle and
conquer whatever may bhefall us.™

Effect of a Down’s Child on Brothers ard Sisters

As wis the case with the hushand-wife relationship, almost all
parents felt that their Down's child had had a positive effect on their other
children. though in some cases there were problems:

“None of our children’s friendship patterns have been affected to our
knowledge. Young people are open about almost all abnormalities. and
so when friends come to our home, they delight in plaving with our
Down’s child. They openly ask questions about his condition and then
proceed as though nothing were wrong. It's wonderful. Qur children love
their Down's S, ndrome brother very much, and in order to keep it this
way we try not to overburden them with his care. Sometimes we purpose-
Iv hire a habysitter to free the others if we are going to be away for an
evening. even though our children-are old enough to baby sit. The
children do find their brother a nuisance on occasion. for which we don't
blame them. He is a terror sometimes, and gets into their prized
possessions, We find that we must be careful to give equal attention toall
of the children in our family and not let the needs of -ne take precedence
always. (A computer would be helpful sometimesin  2uringthisout .. . it
is harrowing to fignre out where you should be if :veral people in the
family need vou at the same time.) We have tried to still in the children
the idea that whatever we invest in their Down's Synurome brother now
will reap benefits when they're all grown . .. he will not be considered a
burden but a brother to love when he is grown. We do not ever want our




other children to think that they must ke responsible for their retarded
brother when he is grown and we are no more.”

Older children may perhaps have an casier time adjusting to a
Down's intant than brothers or sisters close in age to the new Down's child:

“RBoth of our children are teenagers. They have had a wonderful attitude
toward the baby. | think the faet that their little sister is retarded and may
need their help tor a long time has had positive effects on the kids. They
are more sensitive toward suttering and toward handicaps. So far 1 could
only cite positive attitude.”™

Parents must exercise care to see that their normal children get

their tair share of attention:

" The only eftect | can see in our eight-yvear old daughter caused by our
Dow n's son, is that she demands more attention. She was an only child
tor five vears, and with her brother receiving a much larger percentage of
attention, this is understandable. She seems to love her brother dearly.
She does not care to have him live in any home other than our own. She
does not seem embarrassed by his physical features or limitations, but
tind ov in any small accomplishment or hearty laugh. She dous not
hesitate in telling friends her brother is retarded. and eagerly shows his
pictures at home and school. Her friends seem to accept Bryan as she
does. Wedo. however, tes very hard to keep her brother's retardationand
phyvsical condition from kindering her mental growth and exposure.”

Acceptance from the extended family is especially welcome:
“He is accepted by every member of our family including grandparents.
aunts. uncl. and cousins  a much casier acceptance than | would have
believed possible. ...

Acceptance in \eighborhood

As with the other two arcas of acceptance, most Minnesota
parents of Down's children in Froject EDGE report that neighbors generally
are guite supportive:

“Qur neighbors have been interested and supportive from the beginning.
Lhey have showed a continuing interest in Andy and his progress. They
inguire about him often and are sometimes surprised by what he can do

how normally he behaves, lives and plays but theyv're alwayvs
pleased. Other children in the neighborhood  especially his brother's
triends (ages 6-8) play with him often. Three children closer to his own
age (3-4) come oceinionally too. At this stage at least they don't seem
to see Andy as difierent from any other child. His speech is slow but
they don't seem to have much trouble in understanding what he says in
words or gestures. He knows how to play and they enjoy each other.”

Ncighborhood children can be very important to the Down's
child"s adjustmen::

“If he's outside, he's welcomed into the group of kids like anvone else and
ostracized it he does something they don't like, like anyone else. 1 do feel
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this could be a problem i te: tutur though. The adult neighbors
seemed curious and some evena little  'd of him at tirst. One neighbor
took the opportunity to come over wk- . nother neighbor was babysit-
ting. She seemed amazed that he wiasn  son ¢ sort of monster and now is
aceepting and interested in him.™

“The ncighborhood children have a protective attitude and are most
helptul when he escapes from the tenced vard. Fhey sometimes take time
to play i few minutes with him and are as delighted with his accom-
plishments and language development as we are.”




DAY-10-DAY CARF
1. Margaret Horrobin, Pediatnician

The ordinary principles of health care apply to children with
Down's Syndrome no less than to normal children. In fact. such routines as
immunizations are probably more important because of the innate suscep-
tibility of children with Down's Syndrome to infectious diseases. Your haby
should receive regular immunizations at the nermaltime, though it may take a
little longer to complete the series it your child has frequent upper respiratory
infections.

In this section topics that are particularly applicable to Down’s
Svadrome are mentioned. At the end of the booklet there are some references
for further reading about child carc and suggestions for handling problems
that apply to retarded children in general, not Down’s Syndrome in particu-
lar  problems such as discipline and toilet-training.

Bathing

While following yvour normal chila care routines, bear in mind
that vour baby's muscle tone is likely to be poorer than that of a normal baby,
so that he tends to be limp. This may make yvou uneasy when handling him in
the bathtub so that vou may prefer, for a while at least, to bathe him ona tow-
el using a soft wash cloth or sponge and not put him in the wateratall. Thisis
perfectly satistactory. Many young babiesdo not like to beina bathtuband in
the carly months it isunlikely that he will be goinganywhere to get very dinty,

Skin Care

Asvour child gets older the problem of drey skin often arises. This
may be i problem all year round but is generally aggravated in winter when
chapped faces and lips are common, and the skin of the arms and legs often
feels very rough. The drving effect of soap and water can make this worse so
we recommend using as little soap as possible. If soap is absolutely necessary
use it superfutted preparation. Regular use of skin cream to keep his skin as
soft as possible will help to prevent the skin from cracking. Vaseline or lip
salve will help chapped lips. It the chapped skin problem becomes very ex-
treme vour doctor nany need to preseribe special medication to help clear it up.

I eeding

A specil diet is not generally considered to be necessary for i ba-
by with Down's Syndrome. Vhe feeding ady ice contained inany sensible baby
cirre book 1s applicable to your baby. There are several points to remember,
however. Fint. vour baby may be slowerto feed. taking longerto finishthana
normal baby. thus requiring extra patience on your part. Though it may be
tempting at times please do not prop the bottle and leave your baby unat-
tended while v do something else. It is too casy for the baby to inhale some
of the milk into tise lungs causing what could be a very severe problem. Fur-
thermore. it has been shown that babies who lie flat when drinking a bottle are
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more likely to have milk enter the middke ear from the throat, which may be
responsible tactor in recurrent hearing problems. Apart from this a propped
bottle is a very unstimulating, impersonal way to be fed.

Patience is also needed when youstart to give solids from a spoon.
I'he tongue and mouth action required to swallow solids taken from a spoon is
different from that when swallowing liguid froma nipple. Itthe food is puttoo
close to the tip of the tongue the normal tongue action may push the food out
of the mouth: on the other hand if placed too far back the baby may gag
Learning the idiosyncrasies of vour baby in this regard takes time.

Children with Down’s Syndrome frequently are too fat. Whether
this is simply a matter of too much food or too little exercise or is due toa more
complicated metabolic upset is not clear. However, obesity should be avoided
by not encouraging high calorie snacks and by setting a limit to the amount of
carbohydrates (starchy foods) that are given.

Constipation is sometimes a problem which can usually be han-
dled satisfactorily by such dietary manipulation as increasing the amount of
water given and giving more fruits and roughage.

Normal babies generally begin to chew by nine months of age so
that by this time they can manage foods containing more lumps than are pres-
ent in strained baby foods, Children with Down's Syndrome learn to chew
later and therefore, are likely not to be able to manage lumpy foods before one
vear of age. This varies with the individual child however. Do not fall into the
trap of infantilizing your child and permitting him to continue to take strained
foods after he is able to learn to manage lumpy foods. Once a child's develop-
ment has reached the point where chewing is possible it must be encouriaged.

Medical Problems Associated with Down's Syndrome

Naturally a child with Down’s Syndrome may have any of the
medical and management problems that a normal baby may have. but there
are some problems found more commonly in children with Down's Syn-
drome. In their carly months many Down's Syndrome infants have a stuffy
nose causing noisy brething. The nasal passages are small and so are more
easily blocked. Generally this is not a major medical problem but more of a
nuisance (unless the nose is totally blocked. at which time feeding difficulties
will result),

Frequent upper respiratory infections are a common problem. as
is pneumonia. Many children with Down's Syndrome are unusually suscepti-
ble to such infections, and bevond normal common sense measures vou can-
not prevent such occurrences. Making sure there is enough humidity in vour
house will help greatly in warding off and alleviating upper respiratory infec-
tions, Many families. esnecially in the dry Northern winters. find that an or-
dinary humudifier does not provide enough moisture and run a cool vaporizer
in the child’s room constantly during the winter.

Some infants with Down’s Syndrome are “spitty.” They spit up a
mouthtul or two or even more after every meal so that their mothers are at
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then Witk end with the constant minor mess. Often no cinse cin be found:
perhuaps incooidination ol the swallowing museles is responsible, but you may
be reassured that it will likely piass and that eventually. generally by two yvears
ol age, vour child wall grow out of it.

I rue vomiting s difterent from spitting of course and always
needs to be looked into more thoroughly for a canse. In the newborn period
vomiting may beasign of blockage of the duodenumpart of the small bowel),
which reguires surgical treatment. Vhis condition, though quite rare, is more
common 1n habies with Down’s Svadrome than in others.

Congenital heart discase is quite common and varics in severity
trom i sy mptomless heart murmurto a severe malformation of the heart lead-
ing to an early death. The most common type of heart defect is a “hole in the
heart” between the veatneles (chambers of the heart). Often, the heart mur-
mur may no* be heard in the carly days but becomes apparent later. Generally
speaking, it vour doctor hias not heard a murmur by four months, it is unlike-
Iy that one will show up later.

Acute leukemia is a very rare childhood disease that, while still a
rare condition, occurs more often in children with Down's Synarome for rea-
sons that are not clearly understood.

Stimulating Development

Affectionate rubbing, handling. positioning and talking reteived
from a mothering adult are essential to every infant’s development.

Picture a mother holding an infant on her shoulder, rubbing his
bizck. talking to him, and walking about the room with him. Is she stimulat-
ing his language development through talking to him, his social development
by rubbing his back and talking to him. or his muscular development by car-
rving him about and changing his position constantly”? The answer of course is
that she is stimulating neuage. muscular and social development all at the
vame nime. Nevertheless, for the purpose of taking a close look at each of these
crucial stimulation factors, we will examine them separately.
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I ANGUAGEF STIMULATION
FOR THE DOWN'S SYNDROME CHILD

Judith M. Wolt, Language Vherapist

l.anguage can be thought of as having two important parts: re-
ceptive and eapressive.

Receptive language means understanding or comprehension of
words the child hears. Psychologists often refer to receptive language as in-
put. or the ability to decode. We can’t hear the child use his receptive lan-
guage, buet we can see it in action. Every time a child responds correctly to ver-
bal instruction, or completes a command. we observe that he has receptive
language. Receptive language learning begins at birthand continues through-
out a person's litetime. All of us have more receptive language than func-
tional expressive language.

Expressive language is the speech part of language. It is some-
times called production, output, or encoding. It's the part of language we can
hear (and sometimes see, as when we use gestural language).

All Ianguage can be thought of in terms of phonology. (speech
sounds). syatax (word order, what we used to call "grammar™), and semantics
(word meaning). Speech sounds arve only a very small part of what we are call-
ing language. Language is a total system of receiving, understanding and pro-
ducing meaningtul sy mhols,

B hat Are the I'unctions of l.anguage?

Language has two interrelated major funcdons: communication
and thought. Interpersonal communication is essential to the emotional and
sociitl deselopment of the child. Being able to express ideas and verbalize feel-
ings emibles the child to handle his day-to-day problems.

I he second major function of language concerns its relationship
to intellectual deselopment. Our society plices a premium on academic skills
such as reading and mathematios  intellectual achicvements which are im-
portant 1n order to express thoughts and solve problems. Language is very
much a part o1 academic sKills,

How Do B ¢ Learn Language?

I anguiige appears to be learned inan orderly individual, step-hy-
step manner. | anguage learning is dependent upon aninteraction between the
child's abilits 1o learn and a responsive, stimulating environment. The impor-
tant thingto remember is that language is learned through interaction with the
environment. 1he child is active in his world, listening. organizing, and care-
fully structuring a little working language system of his own. As he grows, he
will *match™ his system with the adult model in his environment, and slowly
begin to approach the adult kinguage system of his culture.

How Do Down's Syndrome Children 1.earn L.anguage?
studies of the development of grammatical rules in Down's chil-




dren reveal that, st as with norma! children, thes are able to express a
seatence or phrase only atter they have understood the kinguage. ™

In our work with Down's children in Project FDGE, we have
tound that vanious ty pes of words develop in the child’s understanding at dif-
tering levels. We have studied this development through the use of a picture
test. Down's and normal children are ashed to point to photographs of com-
mon objects and toss to show that they understand labels and congepts.

Preliminary findings indicate that two, three, and four-vear old
children, both Down’s and normal, do best in responding to labels (ball, doll,
spoon). nest best with ordering words (biggest. smallest), and next best on
temporal relationship words (first, last),

Regarding expressive language development, several authors
have tound great variability among Down's children with respect to the time
at which they say their first word. The findings of one of these studies®! are
sumniarized in Table 1. As can be seen in this table, Down's Syndrome chil-
dren develop language at a slower rate than normal chiidren and show marked
indinidual ditterences in their development.

TABLE |

l.anguage Development in Down’s Children
as Compared with Normal (_‘h_i!dregl‘__ L

Averuge age Average age Range in

Ahilits normal child Down's child which Down's
does it tman.) does it (mos.) child dues it {mun.)
FoSave “mama™ and o1 “dada™ 10 bt} 12-30
Y Obevs ample commands Ix 4! 26-60
2 Combines 2 o Y words
spemtancousiy 2 L 24-69

< 1 tters Bword sentences 4 46 -l

*hcutes i columin twe have been teanded tom the stidy -~

How Can | Previde a Stimulating Environment?

The child learns most of his language through interaction with
adult models (mother. father. grandmother) in his environment. It is im-
portant that adults provide the language-ready child with a variety of envi-
ronmental labels, as well as a good-sample ol phrase iand semence structures,
I he growing child will use listening, imitation and practice to learn words, and
will learn how to put words into sentences.

Language ~stimulation should become pan of evervday activities,
both at home and schoe! There are few tasks which do not lend themselves to
language stimulation. Describe what you are doing as vou do it. and tell your
child what he is doing as he does it. Make words meaningful by attaching them
to real objects and activities,

A stimulating environment is reinforcing to a language develop-
ing child. When vour child speaks or understands. you can reward himintwo
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ways. First, by responding correctly to his request. and second by expanding
upon his words. He will feel good about communicating successfully, and gain
additional linguistic information at the same time.

W hat Cautions Must | Observe in Providing a Stimulating Environment?

Do ot expect too much in a short period of time. Children learn
language on a receptive level first. There is a natural gap between a child's
understanding and his production, and this gap is more noticeable in the
Down’s child. I'his means that when a child learns something new, we should
not demand a verbal response. Give the child lots of receptive experience first:
then after he understands the task or word, offer him the opportunity of talk-
ing.

Should 1 Correct My Child s I.anguage?

It is important to encourage any attempt on the child’s part to
speak. Weall make a number of errors in our language. and in yvoung children
mistakes are not only acceptable, but normal. The most useful information
vou can give vour child is to provide a good language model, and not be
critical of his attempts,

Justas we do notencourage the child who is just beginning to walk
to try to run. likewise, we should not correct speech sounds during the time
when the sounds are just beginning to be produced. Remember that speech, as
with running. is a very complex ability and requires considerable time for
adequate learning and refinement. So. when do you seek help for his pronun-
ciation difficulties? That's a tough guestion but a rule of thumb we use is to
provide pronunciation help only after he has all of his first teeth and is at least
talking in simple three-word sentences. Fven at this stage help should take the
form of enceragement,not eriticism.

Am I 1alking 100 VMuch?

As long as you attach the language you use to meaningful objects
and situations. the child will benefit. However, when we flood a child with
language. he is overw helmed. cannot comprehend. and loses interest. All ofus
need some private, quict moments. Respect this need in vour Down's child s
well. .




SOMIE SOCTAL ASPECTS OF
DOWN'S SYNDROME
Marvlee C. Fithian, Teacher
Lhose of us who have children, whether or not they ire retarded.
have a great concern for how they fare in lite. We wint them to have a happy,
comlortuble and rewarding life, with as tew problems as possible. We espevial-

Iv want them to be liked and hane fricnds — or, at least, to get along with and
be accepted by others,

I would be less than honest it | said that social adjustment will be
of no groater coneern for parents of Dowven's children than tor parents of nor-
mal children. With the birth ol a retarded child. there *s also the birth of a
host of problems that the parent and child are going to have to face to-
gether through the ensuing vears. Not the least of these is the social accept-
ance and adjustment of the child.

As we look at the broad field of social acceptance, let's begin by
talhing about discipline tora retarded chiid - an area of great social concern,

Weare all anare of how important appropriate social behavior is
to adjustment and aceeptance in our society. Sometimes we are not aware of
was to help our children todeselop the necessary social skills and habits, and
we seirch and search tor answers. When parents are faced with the knowledge
that their child is mentally retarded. somehow the task may seem overwhelm-
ing. Thetollowing guestionand answer session with a group of parents may be
usclul in helping sou begin to deal with this responsibility.

QUESTION:
Why do strange mannerisms and behaviors seem 1o oceur more
often with retarded children’?

ANSWER:

Mannerisms which are often manifested by retarded children
are not necessarily inherent in retardation itself. and there
can hbe more than one reason for such behavior. Some of it may
he due 10 a lack of stimdation from the environment. When a
child is not receiving appropriate stimulation he may try to pro-
vide it for himsell throwugh behavior such as rocking. head hang-
ing. hand plav. etc.

Some strange mannerismy are attention-getting devices, Very
aoften they are the result of improper rewards for “cute® hehavior
and are quite wunnecessary. It is not uncommaon for retarded chil-
dren 1o be looked upon as babies far bevond bahvhood and for
athers to be amused by and aceept behavior which wordd not he
accepted trom a normal child of the same age. *Let me give vou
vome examples of what 1 mean.
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A group of voung retarded persons came 1o my home one night
after a hand concert for cokes and a snack. One voung man spent
the entire evening opening closet and cuphoard doors look ing for
mv “white pipe” (drver vent) and any other appliances | might
have. His interest in mechanical objects was admirable, but his be-
havior as a guest in my home was deplorable. Even more
deplorable was the fact that his chaperones (teachers from his
school) thought his behavior funny and laughed at him.

On another occasion was visiting a school at the same time the
fire depariment was making an inspection. A student raced 10 the
window 1o see the fire engine, velled owt 1o the firemen, and then
rushed to the building entrance. As the firemen came in the stu-
dent insisted that each one shake his hand before going further.
This might be considered “cute” in a very voung child. but this
particular student was nineteen vears old.

Inappropriate behaviors can be eliminated even when very well
esablished. However, the more ingrained they are, the more dif-
ticwdt it widl be to eliminare them. For that reason it is important 1o
hegin discipline ar a very early age and provide a proper founda-
tion for age-appropriate social hehaviors,
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© QU ESTION: -
What do vou mean by “discipline”?
ANSWER:

There are several clements 10 discipline.”> The first is 1LOVE
RIGIHTT Y EXPRESSED. Becawuse a child, even a retarded child,
needs to learn 1o be as independent as possible, a parent’s true ex-
pression of love is to train the child 10 help himself. This kind of
training will reswdt in a constructive independence rather than a
destructive dependence.

A second element of discipline is SECURITY. Security means
having protective linis. Parents need 1o set limits and sian-lards




tor the tarmihy, and chibdren need 1o know what those limits are. In
addinion, they need 1o hpow what the consequences are for going
hevond those i,

A third clement of discipline iv RESPONSIBILITY. Children
will not become responable withowt some help. They need 1o be
AU GH T 1o acceptresponsibiling, and this is not possible wunless
s wiven tes them.

QUESTION:
When should I begin 1o discipline my child?

ANSWER:
Right from the start vou should aliow vour bahy to learn that he's
a membher of the family as a sharing rather than a receiving
member. He should not be allowed to cause NEEDLESS changes
in the living routine or 1o feel he's the sole reason for the family’s
evistence. It is not a kindness 1o anvone concerned 1o make him
the hub of the universe.

QUESTION:
Wil | need 10 use special diseopline techniques with my Down's
Svandrome child? :
ANSWER:
Most children with Down'’s Svadrome can be disciplined (and
learn self-discipline) in the same manner as normal children. The
important thing is that discipline be thought of as ar: y»rmal part of
lite and thar the methods used in discipline are consistent.

Expectations are importan, 1oo. It helps 1o let your child know
that vou believe he will mak e the appropriate choices about his be-
havior. { remember a teachsr friend of mine who 1old me this story
ahout her sixth grade clas  .she said they had heen mishehaving
all day. and she feli the day had heen a complete waste. Finally, in
desperation she told her studenis that “even the special class chil-
dren ™ behaved better than thev. 41 that point, a child in the class
pmiped up. " That's because Mrs. I expects them to hehave.” Un-
tortunatelv. my triend didn't carch what the child was trving to 1ell
her, te.. Mres, Jones had limis and standards and objectives for
her cluss, and siwe believed her children wowld live up to them. Be-
canse she believed it her pupils believed ittoo and tried not 1o dis-
appoint Mrs. 1 or themelves,

QUESTION:

Doesn't a retarded child need a little EXTRA love, protecion,
and securiry”

ANSWER:
In a sense vou are right. That is, vou want vour child 10 feel good
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ahout hemsel! aned have a sense of his worth as a person, and this is
often a problem for the retarded. However, it is not an uncom-
mon reaction for the parent of a handicapped child to. in a sense,
pitv him or want to “make it up to him” for his condition. But,
feeling sorey for the child, while @ normal reaction, can add prob-
lemy to an already difficudt situation. As with all chitdren, vour
chiid needs 10 learn to develop independence and responsibility,
Overprotection deprives the child of the experiences which help
him to develop these. and he stands a good chance of becoming an
overly dependent and demanding child.

QUESTION:
My child is u problem eater. He is fussy about what he eats and we
wsually have to plead with him and heg him to eat.

ANSWER:
1 do net believe in hegging a child 1o eat or in mak ing threats to get
him to ear. This is a needless power struggle. As a parent, it is
YOUR RESPONSIBILITY 10 provide vour child with food (a
well-halanced diet, by the way'), but once you have set the food in
front of him, it becomes HIS RESPONSIBILITY to choose 1o eat
or not to eat. If he chooses not 1o eat, he faces the natural conse-
quence of heing hungrv. No child, not even a retarded child, will
choose 1o go hungry for very long.

QUESTION:
Sometimes our child picks up s dish and dumps out the food.
What showld we do?

ANSWER:
I the child is doing this toward the end of the meal, he may be try-
ing to tell vou he's full and can’t eat more. It may be that you are
giving him portions that are too large and need 1o reduce the
amount vou serve. However, no matter when the child does i, it
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can develop into an attention-getting device depending on vour
reaction. {t :x tmportant not to make a big fuss. Quistiv get a cloth
and have the child clean up as much of the mess as he can himself.
Then remaove the child from the 1able and tell him that since he's
not hungry, he mav be excused. HIS mealtime is over.

QUESTION:
My chuld nushehaves so much. and 1 el him repeatediy that he
musen’t do things like that. He doesa't seem to wunderstand. Am
! expecting too much?

ANSWER:
There are a couple of possibilities here. It may be that he doesn't
understand what vou are saving to him and you need to find some
new way to communicate his limits to him. However, most adults
tend to underestimate what a child actually understands — es-
pecially when thev are aware the child is rerarded. What probably
has happened is that vour child has developed a common child-
hood ailment — * Mother Deafness.” The treatment is fairly sim-
ple. Talking, as discipline, should be limited. Actions speak louder
than words.

In addition, mishehavior 1s often the method a child uses 10
gam artertion By repeatediy reprimanding him, vou are giving
i attention for mappropriate behaviors. I would be better 1o
ignore ay much of his mishehavior as vou can, and eive him more
attentiom when he is cooperative. In vther words vou should
make cooperative hehavior more profitahle than uncooperative
hehavior.,

QUESTION:
My husband and | have a disagreement with our son’s preschool
teacher. We feel he should have the opportuniny to express his an-
ger whenever he needs 1o. His teacher often squelches him when he
does and tells him Ius behavior is inappropriate. Who is right?
ANSWER:
it's a little hard 10 answer you since | don't really know the details
of the incidents involved. However, | suspect both vou and the
teacher are right in certain respects. 1.et's look at what 1 rgean..

We all need 1o work frustrations and anger from our system. If
we don’t, we are likely to get ulcers. Ax an adult vou have learned
that vou can’t scream and holler or lie down and kick vour feet
everviime vou get angry. Perhaps vou'd like to, but what vou
probably do is go scrub vour floor or something of that sort.

So it is with our children. We have to help them learn 10 chan-
ncl their anger in such a way that it is not damaging to others or
does not infringe on the rights of others. For example, if every
child were allowed 1o scream in the halls of the school everyvtime
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he was unery, there would be many people whose work would he
disrupred. Certanly, 1or another example, it's infringing on the
rights of others when a child spits his milk all over the table at
lunchtime. These are inappropriate ways for him o deal with an-
ger and frustration.

It may appear to vou that your son's teacher o preoceupied with
discipline. However. she is quite aware of the imporiance of ap-
nropriate social behavior for vour son’s future success. As an
adult, it will not really matier how well he can read or write or
solve problems, nor will his vocational skills be of much value if he
cannot work well under supervision, if he cannot get along with
his fellow workers, and if he cannot assume his responsibilities in
hiv social setting. The foundation tor successfid adulthood must
he laid in early childhood.

QUESTION:
Are there some general rules that parents of retarded + .uldren
should tollow 10 develop a good pattern of discipiize’
ANSWER:
A good panern of discipline is extremely importast for the re-
tarded person because his social behavior is one of the most im-
portant variables in determining his life chances. Although irain-
ing in essential skills and hahits may take longer. the general rules
of disapline one would follow for the retarded person are no dif-
ferent than for a non-retarded person. Let me summarize here
whet 1 see as a general outline of wavs to dea! with children.
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[. Remembering the clements of discipline, it's important that
“discipline” hegin as soon as the newhorn child comes home from
the hospital.

2. Estahlish limits, standards and objectives for the FAMILY.
These are the means by which the child will develop a serse of
order und begin to grow into responsibhility.
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3. Nelp the child 1o understand that he has rights, but in exer-
cising those rights, he mav not infringe on the rights of others.

4. As he grows, help him 1o learn independence. Give him op-
portunities to make decisions when appropriate, and allow him
Lo experience frustrationy,

5. Rudolph Driekurs?? reminds us that “a child needs encour-
agement as a plant needs water.” This means having faith in yvour
child as he is. not in his potentiality. Your positive expectations
will be communicated to vour child and he will hegin 1o develop
positive self~expectations,

6. Recognize mishehavior for what it is - - the sign of a discour-
aged child who believes he can't succeed by useful means.?* This
mushchavior becomes a bid for attention or for power,

7. Restrict vour talking 1o friendly situations. Talking should
not he wused as a disciplinary means,

X. Finally, enjov vour child and allow him 1o enjoy his relation-
vhip with vens. Working and plaving together and sharing new: ex-
periences will provide many opportunities to try out this relation-
shup. W it's based on MUTUAL respect, love and trust, enjoyment
will come eailv.




NSocial Acceptance of Retarded Individuals

In & number of studies peer acceptance his been shown to be re-
Lated consistently to intelligence iind other ability measures. whether the peer
group is in a regular class, a special class, or a residential institution, 2 2%

A major study done in 1950 indicated that retarded children in
regular grades are less accepted and more rejected than their normal peers.??
I'he interesting thing though, was that the rejection did not appear to be due to
the fact that the retarded children were loss intelligent per se, but because they
exhibited sociatly unacceptable behavior. Several studies have corroborated
that tinding. >

In one study that specifically refers to Down’s Syndrome children,
the investigator states that in a residential setting, at feast, persons with
Down's Syndrome were significantly less accepted than the remainder of the
group.™* Although the study doesn’t indiciate why this wits so. it may be pos-
sible to come up with some ideas about it by looking it what we know about
peer acceptiance in peneral.

Studies with physically handicapped children have indicated that
children with more visible defects are the least accepted. ™ 1t may then be true
that because the Down's child looks “different,™ he will be less accepted. Par-
ents and child will have to learn to live with stares, whispers, and quickly
averted eves. To some people the Down's child will be an object of fear and
misunderstanding.

As adults. retarded individuals tend to lose jobs less for inability
to perform the 1equired tasks than for inability to get along with co-workers
and supervisors (President’s Committee on Mental Retardation. 1969).
Fheretore, a major factor in social acceptance seems to be appropriate social
behavior. Fhis would seem to indicate a need to work on sacial behavior very
early. It must be remembered that there comes a time when “cute™ behavior is
no longer “cute™ and needs to he replaced with more appropriate behavior.

Often, mentally retarded children display mannerisms which are
cither repugnant or perplexing to others. This brings to mind a couple of
students 1 had in my special class tor two vears. it happened that both were
functioning academically better than their menial ages would predict. yet
neither of them had any close friends, and. in fact. were rejected by their class-
mates. Kevin often walked bent over from the waist and painted his finger in
front of him muttering. "“hoot, hoot.” Barbara made strange faces and noises,
and w hen she wasn't mumbling, she was sucking ona dirty head band. In hoth
cases. their strange behavior certainly contributed to their low peer accept-
ance.

A number of studies with narmal children of different ages have
looked at the reationship between peer acceptance and dependency. The find-
ings of these studies seem prenty consistent, but they are not something which
can be described simply. First, dependency on adults may interfere with peer
acceptance. but dependency on peers may be an attribute of more accepted
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children. Second. if the overturesa child makesare socially mature, he may be
more aceepted than it his overtures are immature, such as too much aftection-
seehing or negative attention-seching. ' This would imply that we must help
the Down's child to become as independent of parents as possible. In my
school | taught a boy, Jummy, who wis the *baby™ of the family. His parents
were determined. perhaps unconscrously, to heep him that way by making
absolutely no demands of him. It wis easier and taster to do things for him
thin to let him do things tor himself. Consequently, when he came to my class
atage twelve he was not tying his shoes or zipping his trousers or jacket. He
alvo was not walking down stairs using alternate feet on the steps. Because of
this he received a great deal of teasing and the children didn®t want to include
him in their games. Wewereable to teach him these simple self-help skills very
quichly. but there was no cooperation from the home, so we made only partial
heidway in Jimmy*s use of these skills and in the way his classmates accepted
him.

Groonung and appearance are closely related to social accept-
ance. An approprate haireut and clean, well-fitting clothes can do wonders
tor a child. and yet, its surprising how many poorly groomed retarded chil-
dren there are iaround town,

Finally, social visibility has been shown to improve acceptance of
and change attitudes toward the retarded. As people are increasingly exposed
to the retarded in positive wavs, old attitudes about and barriers to social ac-
ceptance disappear. Iherelore, take vour child places and let him interact with
others.

There is hope for the Down’s child to be accepted. We have a re-
tarded young man in our neighborhood who attends the junior high Friday
night dances. With that age group. this could have devasiating effects. But |
have been singulariy impressed with the way he has been accepted by his peers,
and by how many of them want to learn more about his problem. When | have
asked my daughters and their friends about their feelings toward him, their
answers have been, “When yvou get used to the way he looks, you can see that
in spite of his problem he is a neat person. He's friendly, considerate and fun.
We like him, and we're glad he comes.™

With a lot of hard work from an early age. perhaps vou too will
have a child who is a “neat person.”
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YOUR DOWN'S SYNDROMFE CHILD'S
MUSCULAR DEVELOPMENT
John E. Rvnders. Educator

The newborr Down's childs muscle tone is usually characterized
by “tHloppiness.™ For example, when pulled to a sitiing position trom a lving
position, his head will usually lag behind the rest of his body. Mothers pick-
ing up their Down's infant tor the tirst time note the characteristic “rag doll”
fecling of their baby. In one study of 86 Down's newborns, 84 were found to
hinve poor muscle tone, so this is a common condition, ¥

With regard to overill muscle development. vour child will usual-
Iv be delayed in development of muscular abilities such as crawling, standing
and walking. In this regard three authess? compared the development of 71
home reared Down's children with ta. test norms of the Gesell Develop-
mental Scales (a well known development test for voung children). On the
average, they found Down's children to be delaved in their development, as
compared with normal children's development, that the differences became
greater with age. and that the differences carried over into self-care skill areas
(see lables 2 and Y.

TABLE 2

Muscular Development in Down's Children as Compared
with Normal Children*

Lverage age Average ape Range in
Ahilitv** normal child Duwn’s child which Down’y
does it (tmon,) does it tmin,) chitd dues it imin,)
1 Rodls onvey ] () 1- 6
2 Nt unsuppotted tor
one minate ) 1] &)
3 Creeps n it K-
4 Pulls st to wandimg
position 1} In 12.30
S Stands at il ] " 9.3h
A Stands aloie maomentanh 14 n 12-44
S Waiks wh aippont I n 11-ax
N Wbk unsupported (R 28 158.50
9 Walks upstiats unsupperted In 24 Ix h 1
1 Walhs dosw nstains
unsuppotted M- 42 LA

s o voinme taes e been tonnded as they were tabhen tram the data of the ol table 2

*oNme ot e ahdihies 1 the ottt tahie! hase been onntted
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1 ABLF 3

Development of Self-Care Skills in Down’s Children
as Compared with Normal Children®*

\serage age \serage ape Range in
Ahilits ** nurmal cihid own's chuld which Duwn's
dues it {tn ) dues it {n,) chitd does it (nnn.)
I beeds seitanpoat 9 M 9. 42
2 Punks tront cup or ghass
unsnted N W IX. 48
U Feeds selt il K LA (L
4 Diesses sanple carment hE | 4 Q). Kb
S Dresses el exeept tor
tang shoes, buttonng k1) 6b 16-102
6 Loldet traening begun 6 66 6-102
7 Bladder nasmng begun X e | 12- 0
X Howel contiol M R} 15- 50
9 Washes hands and tace
nnasanted 42 S6 9. k&6
11 Rrushes teeth anaded 4% X IR-69

*F ipnres i column o hase been rounded as they were tahen Trom the data ot the onginal table 2
Sename of the abilines an the arganal table? have been omatted

What Can be Done to Improve My Down's Child’s Muscular Abilities?

Atfecuonate handling is stremely important to the infant. Forex-
ample in a recent child study review'! the authors found that alertness in nor-
mal infants is highly related to the amount of handling by a caretaking per-
son. In another study, ¥ investigators abserved that normal newborn children
had theireyes open most when being held and much less when left unhandled.

In one of our own investigations,’t we siudied the effects of
mother-child interaction on the expioratory behavior of Down’s Syndrome
infants. In this experiment, groups of Down’s Syndrome and normal children
between one and one-halt’ and three years of age were presented with oppor-
tunities to handle interesting objects. In one group children handled objects
without the presence of the mother: in a second group mother was present
with the child but did nothiag: in the third mother was present and gently
heiped her child manipulaie materials, talking with him about them in a plea-
sant convensationial manner. The results demonstrated generally that both
normal and Down's children spent more time looking and -or handling ob-
jects when the mother was active with the child than when she was neutral or
al at. These findings point out the importance of affectionate. intimate
adult-child interaction,
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Precautions in Mtimulating Muscular Development

One has to be cautious not to become over-zealous ininstructinga
voung child. Some well-meaning parents may be so active in their instruction
that they virtually “sap™ their children's energy. A child faced with such a
sitnation mas withdraw eventually from social interaction. Focused. calm,
interesting. intimate adult-child interaction seems best in enhancing a voung
child’s development.

Parents should work with their children on tasks and materials
thit otfer the greatest opportunities for comfortable parent-child engagement
and tash mastery for the child. Simple materials. without useless detail and
eleetrical cireuitry, hold interest longest hecause children can easily gain com-
petence in using them. Witness the chitd who receives an exotie electric toy for
Christmas and. after a quick inspection. prefers to play with the box the toy
came in. Relative to this point. «.ne zuthor® says that gaining competencs in
dealing with the environment provides a child with an exceedingly rich source
of enjosment. He writes:

Reing interested in the environr ient implies having some kind of satisfac-
tory interaction with it. Several workers call attention to the possibility
that sanstaction might lie in having an etfect upon the environment, in
dealing with it. and changing 1t in various ways. Groos (1901). in his
classical amalysis of play. attached great importance to the child's “joy in
being i cause.” as shown in making a clatter, “hustling things about,” and
plaving in puddles where large and dramatic effects can be produced.
“We demand o knowledge of eftects,™ he wrote, “and to be ourselves the
producers of effects. (p. I¥O™

A entical aspeet of interaction, therefore, should be that of
arranging tasks so that they enhance the child's chance of rask mastery.




FRANST ATING PRINCIPLES OF CARE AND
DEVELOPMENT INTO EVERYDAY FRAINING ACLHIVITIES

John b, Rynders, Fdueator

Selt-vare shalis are viewed by normal persons simply as means to
more interesting and impotant ends 3uttor the Down's Syndrome ehild and
his parents. the development of each selt-care shill s a significant esentinand
ob atsell. Furthermore, a normal person usually develops self-citre skills to
such a hagh degree of preciaon that he no longer has to think about them,
they become reflesne. For the Down™ Svindrome child, however, self-care
shlls are ditticult to acgmre and often require sustained, conscious practice in
order to be nunntained

In this section we will deseribe procedures for helping vour
Down's Syndrome child to: (1) learn good cating habits, (2) become toilet
tramed. (3) learn good habits of grooming and hy giene, (4) develop good rest
habits and. (5) dress imselt. (Some of the information for this section comes
ttomthe book. Yowcand your retarded chitd,* and trom materizls prepired by
the State of Mnnesota, Department of Public Weltare, Social Sersices and
Maedical Servces Diviston)»

L earning Good Fating Habits

Phe antant’s tirst tood will be milk or some other liquid which he
draws trom a mpple. Fortunately, for most children, including Down's
children, the abilits to suck s useally present at birth. A bit later, when vour
intant s old enough to swish mlk around in his mouth, he will do so, linding it
an emovable learning experienee because nature provides the newborn with
many nerve endings in bis mouth. In fact. the only place where the newborn
has more nerve endings is in the cercbral cortex (arge carpet of cells) of the
bramn. Fhisis why he will spend a 1ot of his time squishing liquid and soft food
around 1nhis mouth and why he puts all sorts of objects into it. including some
things which vou don't want him to put there.

As he grows out of the newborn period he will begin to show signs
thiat he is ready to start teeding himself. Somie of these signs are: sufficient
head control to heep his head ereet when sitting in an upright position; ability
to balance his trunk reasonably well while sitting in a chair, eveniif vou have to
prop him up wath i sott cloth tied comtortably around his stomach and to the
hack of his chiir: and most importantly, indications that he wishes to feed
hunselt,

As you help him learn to feed himaelt, itis very important that you
caretully prepare the eating environment for ease and efficiency. First of all,
make certain that the atmosphere is one of pleasantness and quietness. Turn
oft the IV near vour cating area and make vour child and vourseif comfort-
able. As vou place him in his highehair or push him up to the table, be certain
that you have prepared all the food in advance that vou will need and that it is
cisily within your reach but not within his reach. Cheek to see that the glass
and spoon you have chosen are the right size and can be managed casily by
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sour child. As you prepare toanstruct. sit beside vour child, don®t hover over
kim. Fvenwith foods he likes very much, begin training using small quantities.
And by all means expect aceidents. but handle them matter-of-tactly.

Eating time lends itselt well to helping him sharpen his language
abhties Thus, as yvou help him learn to teed himselt, talk with him about what
he's doing and what he's eating. Speak with him n short, simple, complete
sentences. emphasizing words that he will be most likely to learn first such as
labels and the attributes of objects, that is to say, words such as “cup.”
“spoon.” “milk." “cold.” *hard.” and *white.™ Don’t worry at this stage about
whether he sayvs these words for you. The important thing is that you help him
to engape and understand his environment through vour focused instruction.

As he begins to teed himself. provide him with soft finger foods
that he eniovs such as bread. or a soft cookic, o7 i cooked vegetable, (Don't
forget to move to more chewable foods when your child is ready for them so
that he'll get chewing practice and keep his gums healthy.) Begin with pieces of
tood that he can grasp adequately. remembering that he will not be able to
make the precise thumb and finger kind of pinching grasp that an older child
can make.

Drmk g from a plastic glass. | carning to use a glass is a skill that
in usually acgwred carly in lite. but a lot of trial and error oceurs before the
soung child learns just how far to tip a glass in order to obtain some liguid
without getting drenched. In the carly stages of lcarning. a small plastic juice
glass will be helptul. And be certain to allow enough time for him to swallow
and breathe as vou hold the glass to his mouth. Speaking of holding the glass
to his mouth. when he's first learning to drink, help him by physically guiding
him with your hand when you see that he's having difficulty. Then, as he
begins to show better control, turn more of the task over to him. During ini-
tial sessions, drinking a milk shiake or a malt can be casier for him because the
liguid moves more slowly out of the glass than does milk or water. When vou
use mitk or water. commercially available cups with covers that release liguid
slowly may be usetul. Above all, as you hold a glass to his lips. don't tip his
head back vers much. A slight incline will be fine, otherwise he'll choke.

Using a spoon and fork. For a young child a spoon must be re-
garded as an “instrument of torture.” ltinvolves filling, lifting. aiming. empty-
ing. and retilhing. all with precise movements and requiring good aim and split
second tining. accomplished frequently by frustrating spills and dribbles. To
help. use toods that will stay on the spoon more easily than others, such as
chopped or blended foods. As you begin training place your hand very gently
over his hand. and grasping the spoon with him., dip itinto the food and guide

‘it to his mouth and then back to the dish. As with using a glass, gradually let
him assume more and more control himself.




It he s having ditticulty grasping the spoon, build up the spoon
handle with tape and or try ditterent sizes and shapes of spoons. Because a
spoon is used to scrape across a plate, it may be helpful to put a guard on the
edpe of the pliate so that the spoon will have something to strike against. It may
also help to use a plate with a suction cup on the bottom so that it will stick to
the highchanr top. or perhaps vou will want to wrap a wet towel around the
outside edge of the plate to give it more stability.

I carning to use a tork s similar to learning to use a spoon but also
included are the operations of piereing and cutting. Additionally., it is much
more painful to miss one’s mouth with a fork than with a spoon, so usea fork
with discretion and only atter vour child has good mastery of the spoon.

Helping ) our Child l.earn to Become Toilet Trained

Every parent looks forward to the time when his child will be toi-
let trained. Fortunately. almost all children will learn eventually to take care
of themselves at the toilet. Nevertheless, toilet training often proceeds slowly,
sometimes with pertormance plateaus and even some jegressions, because the
process of controlling climination requires sophisticated use of muscles.

W hat are some of the signs indicating that the child may be ready
tor tanlet training? First of all, and here is where the importance of communi-
cation becomes apparent. does he understand what vou are asking of him
w hen vou talk with him about using the toilet”? Does he show willingness to go
into the bathroom with vou? Does he show signs of discomfort when soiled or
wet? Iy he sometimes dry for as long as an hour or two at a time? These are all
signs that he is ready for training.

Helpful Hints For 1oilet Training

1. Concentrate on one toilet habit at a time.

2. Keep his outside clothing simple. Trousers with elastic waist
bands can be pulled down quickly.

3. Use training pants instead of diapers. These can be removed
quichly and will help him to feel more grown up.

4. Don't flush the toilet when vour child is on the toilet seat. It
may trighten him. Instead. let him flush it with vour help when he gets off of
thz scat and after he's pulled up his pants.

S. It vou wish to use a potty chair keep it in the bathroom. Some
parents teel that a potty chair is unnecessiary and may wish to put the child on
the regular toilet. However, whena child is put on the regular toilet a child-size
toilet seat may need to be put on first. If using the adult-size toilet,support his
feet using i box or a footstool to make him more comfortable.

6. Children should not be left unattended while on the toilet. Go
into the bathroom with your child and stay with him. Five or ten minutes will

usually be sufficiznt, If elimination does not occur in five or ten minutes re-
move him without showing emotion,
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7. While he s sittimg on the toilet seat do not distract him with
sllmul.mnums buta non-stimulating washable, tas ored toy that he can hold
quicthy may be usetul It nothing else works, a candy sucker on a safety stick
will prnh.nhl\ NCIVC N il Tew .nrdmg distraction for him while he's seated. And.
if the sucher is used only while he is on the torlet he will come to associate toi
leting with [\lc.l\.mlnc\\ Do not use a sucker more often than absolutely nee-
esiary. however, because it contributes to tooth decav and exeessive \M.‘Il.hl
Lalln

K. A good dict is important tor prevention of constipation. Give
ham fruits and roughage that will help keep him regular and will minimize the
use of lanatives,

9. Acadents will happen dunng and after toilet training. Some-
times these acadents will be assoviated with illness or a change in tamily rou-
tine ora teeling ot insecunity But remain calm when aceidents happen and
don’t give up your training because soon he will he making progress again,

10 W hen vour child is sitting on the toilet seat show him that vou
ate pleased when he chmnates Do not frown or show disapproval. When he
shows mterest i his bowel movement, remember that the bowel movement is
“part of him™ and so isimportant to him. Theretore. don't hurry to flush the
totlet and 1t posable let lim do the Nushing himselt.

I Playing with gemitals or o bowel movement is normal be-
havior. Do not react to this behavior with anger or punishment. Rather, re-
spond with a finn but gentle “no™ and anappropriate substitute task. Youcan
minze this problem by not leaving him unattended while he's in the bath-
room

12, Reward your child tor progress. Praise, a smile, caress or hand
clap e all approprate rewards and will be well received by your child.
Remember toreward immediatels atter the desired behavior oceurs but don't
overdo it

Q
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13 1ty owr ehild makes grunting sounds or shows other signs that
he v in the process of i howel movement Son't rush him to the bathroomaas if
the house were burning down, Rushing will make himtense and when vou get
to the hathroom the elimination process is hkely to be delayed or stopped al-
together Instead. lead him to the bathroom guickly but calmly and gently.

4. Boss and irls must learn to wipe their seats from front to
hack. Front to bach wiping is particularly important for girls to avoid pos-
sible vaginal infections,

IS. Conclude toileting session with hand washing and drying.
Cleanliness iv part of toilet training and should be taught with it

16, Make a habit of getting vour child to the bathroom at times
when his blidder is likels to be tull. Some of these times might be on rising, af-
ter meals, mud morming, mid atternoon, and before bedtime. If he's havingdif-
ticulty urinating. giving him liguids just prior to taking him to the bathroom
miv help to prime the response. 1t cannot be over-emphasized that vou must
establish o soAedude tor vour child and stick to it or he will not get on a
schedule hiselt

Helping Y our C hild 1.earn Good Habits of Grooming and Hygiene

| carming groonmng and hy giene skills will be facilitated it estab-
lished regularls in sour schedule. The routine will help your child learn which
acts toliow cach other ina day.

Fquipment and materials should be within easy reach of the child
and 1t he cannot comtortably reach the wash bowl or see into the mirror, a
stable tootstool or box should be provided. 1 here should be a shelf which is
comtortable tor him to reach to hold his comb and other toilet articles.

B avlung Handv. For the first couple of times he uses the sink vou
will want to control the water taucet vourself since children can get carried
away with this tuscinating object, 1t he doesn’t spontaneously wet his hands in
the water as vou are running it for him. ask him to do so Then, describing
whit vouare dong. put the soap between his hands and see if he knows what
to do. It not, apply some soap to the palm of one of his hands and. gently hold-
ing the backs of his hands, rub them together. Then help him to rub over the
bick of s hands and on the wrists, Help himto rinse. talking about what you
are doing and making it as much tun as possible as vou proceed. Allow himto
do as much as he cin tor himselt and only guide him where he needs it. But
don’t “leave ham in the lurch™ it you see that he can’t de something. Lower
vour standards of cleanliness a bit as vou begin this training, and if he's try-
ing. reward him even though he mayv not get his hands perfectly clean.

Washing Face. After he has learned to wash his hands the next
step is to help him learn to wish his face. @ much more complex task. for, in
contrast to washing his hinds he cannot see his face constantly as he washes it.
And. it he's looking into a mirror. everything is backwards. Furthermore, he
may also be plagued by a small child's problems such as getting soap in his
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eves. wash water dipping down his arm and running off his elbows, and miss-
ing parts of his tace with the washeloth. As you begin teaching him, squeese
the cloth outtor himand then spread it oser one of his hands, and standing be-
hind him. help him rub the saap over the cloth. (Perhaps initially vou'll want
to use s wet washeloth without saap.) Remaining behind him. guide his hzad
with the washeloth over his tice very gently. Rinse the cloth and repeat the
process, pradually relinguishing the tash 1o him as he progresses.

Bathing. Bathtime can be particularly enjoyable for a voung child
especially these days when there are so many interesting things available com-
mercially o play with in the bath water. Initially, the job of turning on the
bath water and regulating its temperature must be vour responsibility, Fyven-
tually, howeer, he can begin to take over. and when he does, a strip of col-
ored tape can be used on the inside of the bathtub to show him at which point
he should wurn oft the watet. But, he'll require supervision for a long time in
the tub: there’s nothing guite so discouraging as watching water from the
bathtub drip down through the ceiling into the living room. Besides that, there
Is i seriots possible hazard in the child bathing by himself if he is voung. has
seizures. or is physically handicapped and does not have good postural sup-
port. It is possthle in these circumstances that he could turn on the hot water
by mistake and seald himselt, or swallow a good deal of water. oreven drown.

Lhe same general training suggestions apply for bathing as they
did for washing hands and face. Again, it's a good idea to set up a definite
procedure and time tor bathing so that vour child will get accustomed to a
segueiiee of events. At the end of bath time. be sure to teach him how to clean
out the bathtub and where to put his dirty clothes  both important com-
ponents of his traning.
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Combing hair and brushing reeth. As with face washing, it's a
good idea to stard behind vour child so that both of vou can look into the
mirror at the same time. A medium sized comb is often easier for a child to
handle than the small pocket combs whers his fingers may get in the way
when combing. Initially. vou should help by gently putting vour hands over
his and carefully help guide the comb through his hair. Parting hair is a task
with which many older normal children have difficulty. so do not hold up




unreisonable standards tor your v oung retarded child. When voa begin tooth
brushing. brush vour teeth and let him observe: then help him by using the
sime tyvpe of *show and tell” instruction and physical guidance as you used
with other selt-care shll training activities,

Helping Y our Child Develop Good Rest and Sleep Hubits

A voung child grows guickly and uses up a great deal of energy in
vigorous plas. Generally, the younger he s, the more rest he will reguire.
Some retarded children need more rest than a normal child of the same age.
Frequencey and length ot the rest period ought to be adjusted to vourchild's re-
guirements. However, he should not be allowed to nap so long that he is
unable wo fall asleep at his normal bed time in the evening.

Giet him in the habit ot regular periods of rest and sleep. If he un-
derstands that a rest ume regularly follows lunch he will more readily accept
the routine. And. he will probably be more willing to go to bed right after
lunch than it vou wait an hour or so and call kim from play to take a nap.
W hen ot s apparent that he does not need to sleep atter lunch, he should be
provided with an opportunits to rest for [0to 1S minutes after lunch. It ne has
trouble sleeping don't toree him to lie on his bed for long pericds of time. This
will only make him assoctate his bedroom and his bed with unpleasantness
and vou want to avord this negatine association as much as possible.

Provide a quict actinity betore rest. It is ditficult for children to
settle down 1o rest immediatels 1ollowing very active play. For gquiet activity
vou s want to reiad him a story or play sott music tor him or allow him to
look at preture books,

Fncourage himto fallasleep and to rest without vour assistance.
he is very tense. however. you may sit by him, gently rubbing his back, help-
ing hum to rekas and tall asleep. Just yvour presence alone may be enough to
calm him. Graduadiv, you should tade from the picture so that he doesn’t
become overly dependznt on vour presence to fall asleep.

Discourage im from excessive talking or noise making at rest
t.me. beciuse rest time is i quict time. I possible. he should sleep ina room by
himselt where he will not be disturbed o distracted by other children or
adults. 11 he wants to tahe i tos to bed thereis no harminit, in fact it is a good
idea. However, don't allow him to take any toy to bed that might injure him if
he rolls ovet onat, and discourig: toss that make a loud noise if rolled upon.

Helping Him to L.earn How to Press Himself

Operations involved in dressing and undressing provide a rich op-
portumty for a child and his parents toengage in problem solving together. In
the imtial stages of learning to dress a child is often frustrated if he is faced
with complicated 2ippers or buttons which somehow retuse to go through
button holas. As adults. we have deseloped our own dressing skitls tosuch an
entent that they hecome automaticand we no longer have to think about what
we do. Thus, when we analyze what we have to doin order to dress ourselves
Q
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so s to be ible to help our child dress, we have difTiculty breakingthe task in-
to the requirgd steps. This problem is analogous to asking the centipede. who
18 moving verd well across the floor. to deseribe how he moves each of his 100
legs in sequence. When he stopsto think about cach step, he gets all tangled up
in his legs and collapses. Nevertheless. the skills of dressing can and should be
brohen down into small steps and this kind of planning can be an interesting
one lor vou.

One of the most usetul training technigues for parents ot retarded
children is called “backward chaining.™ Using this technigue. vou start with
the linal act or product of Your teachingand work backwards. We will look at
@ lew dressing activities and see how backward chaining can be emploved in
ciach one.

Putting on underpants. As we said, backward chaining means to
“begin with the end.”™ For this task begin by putting on the child's underpants
entirely except for leaving them down around his knees. Then simply teach
him to pull them up over his hips. At first you may need to physically guide
this behavior but eventually he should do what's expected with just a verbal
Invitation. Next, remove one leg from his underpants and teach him to stand
on one leg and put the other one through the empty leg hole. You may haveto
help support him foia while or let him work while seated because this kind of
balance is not casy at tirst. Fach time that he gets the leg of his underpants on
properly be sure to have him complete the activity by pulling them up over his
hips. Neat, hand him his underpantsin the proper orientation, that is, with the
trent facing away from his body, and have him put in both legs and pull them
up over his hips. Finally, when he is able to put on his underpants in-
dependently and correctly, hand them to him in the wrong position. that is
hackwards. and let him put them on improperly then show him why they are
not on properly. Theidea is to develop this skill so that it becomes automatic
and selt-correcting. because vour child will nave practiced it frequently and
will have worked himselt out of all the aspects that can go wrong, and hence
will become increasingly independent.

Putting on a t-shirt. Using the technique of backward chaining,
begin by putting the child’s shirt on for him except for pulling it down in front
and back. asking him to do that final operation. When he cando that on vour
commind. remove one arm from its hole and teach him to replace it in the
sleeve and pull it down as before. Following this, remove both arms and have
him proceed one more step by putting first one arm in the sleeve and then the
v aer and then pulling the shirt down front and back. The final step of course
Is to teach him to put the shirt over his head when you give it to him. By the
way, a clear marking or label on the inside, back of his shirt will be helpful.
Always reguire that he go through all of the steps that he has already learned
on each try and don’t mov  » a new step until the earlier ones are mastered
and can be done at your command.

Purting on socks. For vour child putting on a sock may be like
rying to put a wet noodle into a kevhole. Begin the activity by having him
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seated comtortably, vou seated behind him with vour thumbs inside his sock.
Place the sock over his toot, pulling the top up around the heel. and then have
him just pull it up over his ankle upon vour command. “pull up vour sock™.
When he will do this on commind put the sock partially on his foot, that is just
over his toes, and have him pull it up all the way. The nextstepis tofold it like
i tube squashed trom the topand reguire him to put his thumbs inside the top.
plice it over his toes, and pullitall the way up by himselt. Finally, teach himto
fold the sock into his palms betore putting it over his toes. Having mastered
these dressing activities sour child is ready for some of the more complex
dressing skills such as tving shockices and sipping.

I'ving shoelaces. While vour child is unskilled, provide him with
shoes without Laces. or, it vou use shoes with faces, tic them for him. And. it
vou use shoes with kices voi'll want to tie double bows in them so they won't
become untied. causing him to trip over loose ends. Some mothers find it con-
venient in the early stages of teiching tying to not put the shoe on the child's
foot at all but demonstrate on i table in front of him, or use a commercial or
homemade shoe tang board. By using instructional aids vou place the prob-
fem close by and avoid having him spend i good deal of time ina bent over
position,

Zipping. The hardest part of learning to use a zipper is learning
how to get the slide started on the track. In thecarly stages, some mothers put
a small satety pin near the bottom of the 2ipper so that the child pulls his zip-
per down only to a point near the bottom (but not disconnecting the slide from
the triack) and then shps out of his coat as he would a pullover sweater.

It he's having great difficulty with zippers on his clothing. a com-
mereitl or homemade zippering board may be helpful so that he can have the
2ipper in tront of him and operate it more easily than when it’s under his chin.
When he learns how to hold onto the fabric soas to proauce tension as he pulls
the slide up and down, vou cin train him to start the slide on the track him-
selt. Thisis i complex step. howeser, and will probably require a great deal of
time for mastery on his part. and a great deal of patience on your part. But.in
the long rup. vour patience will be rewarded when he dresses himsell inde-
pendently,
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Summary

In closing this section, let's highlight a few principles:

. Selt-care shill deselopment is crucial to yvour child’s eventual
overall social development. 1t's the basis, actually, for eventual independent
or semi-independent living.

2. Selt-care tasks, such as cating properly and dressing appro-
priately, provide useful, instructional tasks through which vour child can
sharpen his language, social, and muscular skills it vou plan them properly.,

3. Youe are the most important “instructional material.” Do not
underestimate vour importance as vour child's first teacher. Specific things
sou ¢ian do as his teacher are:

. Set the stage for learming: eliminate sources of distraction, such as a
loudly plaving radioyand have all the articles vou'll need for training
close at hand.

b. Make vourselt and your child comfortable.

¢. Betore yvou begin a training task involving several steps, analyze the
tash by going through it several times vourself so that vou can
teach 1t step-by-step without confusion and hesitation.

d. Decide it the task proceeds best from beginning to end (shaping) or
from ¢nd to beginning (backward chaining),

¢. When vour child completes a task successtully, reward him with vour
voice and with a smile. Avoid giving him candy or some extra-
neous reward unless it's absolutely necessary.

4. When vourchild learns a self-care skill, provide him with an op-
portunity to practice what he's learned until he can do the task automatically.
F'hen when he vi:n perform the task automatically, begin to vary the problem
slight!v. This is inportant because problems are almost never identical from
time to time and place to place and you don't want his learning to be “brit-
tle™ and non-transfer+hle. As vou vary the problem vou and he can have fun
by making a game out of “tooling the teacher™ and other variations of affec-
tionate give and take,

5. As vou continue to instroct him, gradually withdraw vour ver-
bal and phvsical directions, substituting cues that are part of the task itself.
Lhis is really the end point of self-help training. that is, to have him help him-
selt completely without vour assistance. As a practical matter, yvou will not
alwass be avatilable to lead him through every task with vour voice and physi-
cal guidanue so he needs to become as self-reliant as possible for his own sake.

6. Finally, to the greatest extent possible. try to treat vour Down’s
child as you would a normal child. Do not abandon sound principles of nor-
mal child training because vour child is mentally retarded. There is an old
saying that “children usually become “h.n vou expect them to be.” Expect
them to be as selt-reliant as possible.
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FHE IMPORTANCE OF PLAY FOR YOUR
DOWN'S SYNDROME CHILD

Marvlee C. Fithian, Teacher

Fhere is a story recounted bv a medieval writer of an experiment
conducted by Frederick H, Holy Roman Emperorin the thirteenth century. It
seems Frederick wanted to know what manner of speech children would have
when they grew up if they spoke to no one beforehand. So he ordered foster
maothers and nurses to suckle the children, to bathe and wash them, but in no
way speak to them, He wanted to know if they would speak Hebrew which was
the oldest language. or Greek, Latin or Arabic, or perhaps the language of
their natural parents. But the experiment failed because the children all died.
I'he storstelier concludes, “For they could not live without the petting and
jovtul taces and loving words of theic toster mothers.™

Centuries later a whole series of studies of children raised in inade-
guate institutions remind us of the importance of “the petting and jovful faces
and loving words" ot mothers and foster mothers. In these studies it was found
that wtants who were raised in inadequate institutions, where they received
litthe more than routine physical care, were slower to reach almost every sig-
nificiint milestone of child development.

Recently, Benjamin S. Bloom, an educational psychologist at the
University of Chicago. summarized the results of a thousand different studies
ot infamt growth and development which were done during the first half of this
century. These results agreed closely that the child’s most active period of
growth, both physically and intellectually. takes place during the early vears
of life. He suggested that environment will have relatively more impact ona
chitracteristic w hen that characteristic is undergoing rapid change than when
very hittle change is taking place. The implication of this is clear: careful atten-
tion must be paid to the development of a growth-fostering environment dur-
ing vour child's carly vears.

FEducational play may be particularly important for Down's Syn-
drome children who have difficulty from their earliest vears in profiting from
the environment because of muscular, language and intellectual limitations,
I'hus. much of the environment may “piss them by™ unless play is more struc-
tured. that is, more carefully planned to ensure focusing of attention and en-
gagement with materials.

1ime to Regin Play

I'he day you bring your child home trom the hospital is the day
vou hbecome his teacher as well as his mother. You will not. of course, begin a
sysiemitic lesson with him at this point, but you can do all the things with him
thitt sou would do with i child who does not have Down’s Syndrome. Youcan
talk and sing to him as vou feed him. You can“coo™ to himas you rock himin
vour arms. You can tickle his feet and tummy and make funny noises at himas
vou change his diaper. You can lkugh and get excited when he babbles or
smiles. '
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It is not unusual tor the mother of a Down’s Syndrome child to
comment on the fact that her child is such a “good™ (quiet and not fussing)
baby that she aimost forgets he's around. Because of this, itis important to be-
gin early to set aside a special time each day to play with vour child. By the
time he is three or four months old vou will want to begin daily *lessons™ with
him. and you will find it guite easy to find the time to do them because vou will
have established a play routine with him

Planning the Play Period

Play is children’s enjovable work. so the activities which a mother
plans should be fun for baby (fun for mother. too). This will take a little
planning ahead of time. There are some books available in your local book-
store which can help vou. and at the end of this section you will find a list of
some toys and objects vou might consider using. Many good toys are avail-
able commercially. but commerciallv-made toys are often costly so you may
want to make some things vourself, or look around vour house for some inter-
esting alternatives. There are a few suggestions of this sort at the end of this
section also, as well as a list of some good children’s books and records.

When you plan vour lesson activities there are a number of prin-
ciples which should be observed:

I. Because learning is an active process for a young child. ac-
tivities should involve him in an active fashion. A child comes to knowan ob-
ject by grasping it. putting it in his mouth. dropping it. picking it up, shaking
it. and transferring it from hand to hand. The activities should ninimize the
parent’s doing things for the child, He will not learn about his world unless he
his an opportunity to explore it himself. In our own research™ we've found it
usetul to teach teachers to use instructional strategies in a hierarchy. that is. in
an order from the least direct to the most direct, so as to offer children the
greatest opportunity to succeed on their own. For example. ir teachinga child
to pile a red biock on a blue one. hegin by briefly offering the two blocks to
him without any verbal direction at all. If he does not get the idea of what
vou want say to him, “Put the red block on top of the blue block.” Verbal
direction may not work eithei, so then demonstrate what you're seeking as
vou verbalize, “See. I'm putting the red block on top of the blue block.™ If
this doesn’t produce the desired response, we think that it's a good idea to
help the child produce the r FeSpONse SO that he and his teacher find themselves
able to feel good about satisfving cach other. Help by gently taking his hand
in your own, placing it over the red block, and moving it on top of the blue
one, while at the same time saving, “See. we're putting the red block on top
of the blue bloek.™ Having virtually eliminated the problem for him, proceed
immediately to the beginning of the teaching hierarchy  allowing him
another chance to solve the problem on his own without direction or
with only minimal direction from vou.

2. Activities should be planned which have an observable result or
effect on the environment. This is how the child will receive feedback from the
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environment which will hetp hin to learn. Forexample, when he shakes a rat-
tle, he hears a noise; when he tingerpaints, he leavesa trace on the paper: when
he pulls the strirg on i toy animal, it moves toward him. There is considerable
evidence that a retarded child derives a great deal of enjoyment from “con-
trolling™ s environment* * and should be allowed to do so when he can.

3. The words vou use dunng play activities should emphasize a
number of things, First, objects should be given a label(“this isa hall*)so the
child will be able to give objects a name. Second. emphasis should be given to
what the object can do or what the child can do with the object (*when vou
push the ball, it rolls™). Next. attributes of the objeci should be einphasized.
Lhis will help the child learn to describe objeets and to understand the mean-
ing of descriptions used by others (“the hall is red, round, small, smooth™).
T here should be opportunities for the child to put objects into categories, that
is, toevplore how things are alike and how they are different. Simple number
concepts can also be introdueed. (" hese are all halls. This hall is red and this
ball is vellone, Thas hallis big and this one is little. Two of the balls are hardand
ene s salt. There are mame bally on the table.™) Keep the content of what
Vo say simpleat fint, moving gradually to more comples language concepts
Later *

4. Plan ¢enough activities to involve vour child as long as his in-
terestas high. 1isalsoa good idea tostop when interest has begun to wane, but
s not completely lost.

5. By the time vour child is about a vear old use should be made of
books, pictures, and records. Phis will help him to begin to make an impor-
tant transition from an actual toy to a picture of the tov. and finally to a writ-
ten representation of the toy, Let him help hold the book and help turn the
pages as vou read to him or talk abaut the story or pictures.

Play time — W hen

It is important to set aside some time every day to play on a one-
to-one basis with vour baby  about an hour a day is recommended. Unless
vou svateniaticalls plana play time cach day it becomes very easy to let things
shide. and vour child does not receive the stimulation he needs so badly. You
will want to try to choose a time when vour baby is happy and in a receptive
moaod. When he is quite voung vou will probably have to break the hour upin-
to a number of shorter sessions. Sessions should not run less than ten minutes
at a time. however. because activities become too fragmented it the play
reriod 1y too short,

Play time — W here

Lhere are a number of tactors which will determine where vou
plas with vour child such as his level of muscular development. case of
presenting the obeets, and vour child's and vour comfort. You may want to
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plice lum on the flom, on bis back or s stomach, or vou may want to hold
him on your lap at the Mitchen table. Perhaps s ou will want him propped be-
tween sour legs on the tloor orsitting in his infant seat or high chair. If vouare
plamung o water activity. vou may want to schedule it at bathtime. At
HIMes Vol nuay even Want to step tnto the b wath him, Whateser mahes
sou and him happy and comtortable is fine.

Y ou will probably tind that during an hour's time sou will have to
change positions and locations several times. Babies tire casily and need to
have their position changed guite often. Inaddition. i change in position pro-
vides him with the opportunity to view objects and people from ditterent per-
spectives.

Play — How

It has been noted several times that it is important for the child to
be actively involved in the lesson, doing as much as possible for himself. For
this reason it is a good idea to build a positive habit of teaching with this in
nund from the sery begimning.

It is important that vou provide a good language model for vour
child. Use simple complete sentences when vou can and be consistent in your
use of labels, especially for the first vear. Later on he'll be able to see that a
“doll™ and a “babs * can have the same meaning in certain instances, or that
“dog" and “puppy™ reter to the same general class of animals. Make what you
have to siy more interesting by changing vour expression, volume, and tone
once in a while.

As vou talk with himdon't talk too much or tos fast, Speak slowly
so thiat he can understand what vou are sayving and pause once in a while so he
has time to digest what vou have told him before going on. You don't want
him to get serba! “indigestion™ beciause, it he does. he may “turn off™ the
talk around him,

On¢ of the most important things to remember is to show yourap-
proval when he accomplishes something. This cian be done very simply with a
smile. i show of happy excitement, a little hand clapping. a touch and words
like “good™ or *1 like that.™ As vou show him that you value what he has
done, he will realize that vou value Aim and he will begin to develop a sense of
seli-w orth and accomplishment and will try things over again as well as want
to try new thirgs to please vou and himselt.

Bevond the Play 1.esson

OF course, a one-hour-a-day play lesson is not the only source of
stimuliation for vour child. Rather, it is a means by which yvou can assure that
he svstematically receives something from the environment. What happens
during the rest of the day is important. too, aad some attention should be paid
to that.

Provide kim with opportunities to look at interesting things. A
colorful mobile on his erib or some bright balloons hung iround the room or
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bright wallpaper might be sotne wans to start. Don't overdo it, however. A few
interesting things that he can catise to move are better than *drowning™ him
with all sorts of sights and sounds.

Bring him into the center of family activities as much as possible.
I et the other children iny our tamily play and “roughhouse™ with him. Let him
watch some of the good children’s programs on television such as Sesame
Streer and Captamm Kangaroo. Make a coneerted etfort to get him out of the
three-by-three world of the playpen during the day so that he can explore the
Larger world around him.

Give him anopportunity to meet and relate to other people by tak-
ing him out of the house. Irips to the supermarket. walks around the neigh-
borhood. excursions to the 200, park or beach and stavsinthe nursery at vour
church will atford him this kind of experience.

None of what has been suggested is very mysterious or difficult. In
fact. it can best be thought of as common sense used systematically. Certain-
Iy. there will be some moments of frustration when it will seem as if neither vou
nor vour child are getting anywhere, But the joy of the many moments of
suceess you share together will far outweigh any bad times vou might have.

What vou will be accomplishing with your baby will always be
his, tor he will develop basic language. muscular and social skills and will use
these skills in exploring the world around him. He will learn that learning is
tun. He will learn that the world is a tairly orderly. consistent, and interesting
place. He will learn that he affects what happens in the environment. Most im-
portantly. he will #os know what it is to live “without the joyful faces and
loving words™ of his mother and father and others who love him.




Books for € hildren (with Notes about Fach Book)

Are Serden’s Book of Tovs, Mel.oughhin Brothers, Inc.. 1965, (Color pictures
ot children’™s tovs with minimum of text.)

Babi's First ABC. Platt and Munh. Publishers. no copyright date. (Thick
cardboard pages that can be turned cistly by a voung child.)

Bubv's Mother Goose. Grosset and Dunlap, 1959, (Heavys cardboard pages.
I radittonal nursers thymes, colortul pictures.)

The Bear Scouts. Random House, New York, 1967, (A tunny story tilled with
rhyming words)

The Berenstan®s B Book. Random House, 1970 (A tunny story based on the
letter B, Humorous illustrations.)

Best Word Book Fver. Richard Scarrs, Western Publishing Co.. 1963, (Vo-
ciabulary development. carly sight reading skills, elassification skills.)

the Big ARC Book. Renwal Products. Inc.. 1968, (ABCs. picture-word
matching. Heavy cardboard pages.)

Counnmg Rhymes. Grosset and Dunlap, Publishers, 1959. (Heavy cardboard
pages. Fradtional nursers rthymes which emphasize counting.)

Dig-a-1img Book Golden Press, 19700 (Printed on cardboard. cinphasizes
ditterent sounds. )

Ihe Far Book. Random House, New York, 1968, (Rhyming words and in-
teresting sounds. )

The Farlv Bird. Ran 'om House, 1968, (A cute story about a bird who hunts
tor and tinds i worm. 1 ots of animals  vociabulary builder.)

Feg i the Hole Book. Golden Press, 1967, (Heavy cardboard pages.)
Faces. P Dutton and Co., Inc.. 1970, (Photographs of faces and parts of
Laces that teach body parts and use.)

IThe Foor Book. Random House, 1968, (How teet are alike and how theyv're
Jditterent., emphasizing descriptive words. e.g.. wet, dry, small, big, ctc.)
Funmy Bunnies. Platt and Munk, Publishers, 1969, (Cute itnimal story with

color photes of rabbits.)
Go, Doe, Goo Beginner Books, i Divivion of Random House. (Funny pic-
tures. Linguage deselopment emphasizing size and spice relationships.)
IThe Grear Bie Car and Truck Book. Golden Press, 1951 (Picture book for
vociabulary derelopment and development of classification skills,)

He Iaddle Diddle. Scholastic Book Services (paperback Mother Goose,
1966).

! Can Fhv. Golden Press, 195K ( The jov of mike-beliese ias seen by a preschool
child. Language deselopment. animals and their niames.)

1 Want 10 be a Bird. Houghton Maitthing 1964, (A tunny story which deals with
teclings.)
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P Want v Read Golden Press, 1970 cbatly readimg shatls: sight vocabulary
deselopment through use of signs i book )

Aarv No-Pocher. 0N Hale and Co., 1968, (One of the most popular chil-
dren’s stones ever written.) Qut ot print, available at libraries.

The Look Took Beok. (Primted on cardboard. an action book which
cmphasizes kinguage development. ¢.g.. tasio slow, dark, hight, ete.)

W Horese Golden Press, (Cloth with non-tosae ink that a-baby can mouth.
Vocabulary development )

Vi Jors Golden Press (Cloth book with non-toxic ink that a baby can
mouth. Vocabulary development.)

O/ Hat, New Har: Random House, 1970, (Funny stors with humoroun il-
lustrations emphasizing descriptive words, ¢.g.. old. new. tancy, shiny, ete.)

One Fosh, Two Fish, Red Fish, Blue Fivh. Random House, 1960, (Counting.
volors, rhyming words and tun and nonsense.)

Peter Rabbir: Grosset and Dunlap. Publishers, 1971,

Prchles Don’t Grow on Trees. Random House, no copyright date, (Picture
book about where lood really comes trom.)

op-Up Mother Goose. Random House, no copyright date, (Mother Goose
stones with pop-up illustrations. )

Red andd Blue Platt and Munk, Publishers, 1965, (Colors and vocabulary
deselopment.)

Sevs What Babyv Can Do, Golden Press, (Cloth with non-toxic ink thit a baby
vian mouth.)

The Sesame Streer Alphaber Book, 1ittle, Brown and Co.. 1970, (1] etter
recogmtion.) The Sesame Street Book of Shapes. |ittle, Brown and Co.,
1970, (Shape identitication.) The Sesame Street Book of Puzzles. |ittle.
Brown and Co. 1970, (Problem Solving.) The Sesame Street Book of
Neembers. | attle, Brown and Co., 1970, (Counting. number concepts 1-10,)

MSen Begimner Books, a Division of Random House, 1962, (1 anguage
development  tall-short. ete. Rhyming words.)

Sott as a Bunny. Holt, Rinchart and Winston, 1969. (Language development
hot-cold, wet-dry, sott-hard, ctc.)

Ten Apples Up tn Top. Random House, Inc.. 1961, (Counting and
numbkrs.)

The Touch Me Book. Western Publishing Co.. Inc. (A Golden Press Book),
1961 (Printed on cardboard, offers opportunities for child participa-
tnon. Language development. textures, e.g.. rough, smooth,)

The Three Bears and Goldilochs, Platt and Munk. 1962,
The Three Little Pigs. Platt and Munk. Publishers, 1961.

{p and Down. Wonder Books: Grosset and Dunlap. 1968, (Beginning
reading, spatial coneepts,)




Where's My Bubyv? Houghton Mattlin, Co.. no copyright date. (Fold-out
ilugtrations of farm animals and their babies.)

Bho Lives Here? Western Publishing Co., Inc. (A Golden Press Book).
1961, (Printed on cardboard, offers opportunities tor child participation
and teaches the association between animals and their homes.

Why I Bt the Boogle House. Random House, 1964, (A story about pets that
get larger and larger. Good photographs.)

Zip-/1p Book. Golden Press, 1970, (Vocabulary development based on things

that 2ip.)

The Zoo Book. Platt and Munk, Publishers, 1968, (Celor photos of animals;

beginning reading.)

Phonograph Records

Children’s Creative Playsongs, Vols. 1 & 11, Stepping Stones Records.
Flla Jenkine Records, Folkways Records
Play Your Instrumerts and Make a Pretty Sound

Farly. Farly Childhood

Hap Palmer Records, Educational Activities. Inc.
L.carning Basie Skills Through Music. Vols, 1 & 11
| carning Basic SKills Through Music. Building Vocabulary
Learning Basic SKills Through Music, Health’and Sailety

A Suggested List of Toys and Objects
Toys Which Are Available C ommercially

balls of difterent sizes

Nert ball

wiffle ball

blocks

nested kegs

dolls

spring castanets

rocking stiacking toy

tov animals, rubber, stufted
Fit- A-Group. Match- 1 he-Pegs
4-§ picee puszies

large wooden beads tor stringing
tlannel board and objects

pull toss, pliastie bracelets
farm set

tom-tom, drum

rattles

bells

zipper, butten, snap toys

crayons

pitste

paper (construction, drawing)
children’s scissors

floating toys

tambourine

spinning top

bubble soap

puppets

graduated sizes and shapes
plastic snap beads

bean bags

nut and bolt toy

ABC and number games
clay

bus with people

large whistle

finger paints

harmonica
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Jovs Whick Are Lasily Made at Home

dolls praduated shapes
beanbags and board puppets
picture books texture books
volor objeens thannel hoard. lannel objects
tinger paunt (see below) clay (see below)
mulh carton bloghs thread spool beads
paste (see below) toy amintak

Objects Found Around the House
thread spools typewriter ribhon spools
pliastic pars sponge
maskhing tape coated clectrician’y wire
pulley. clothespin mirror
hrunh, comb straws
poker chips pipe cleaners
cotton balls old purses, bags
boses ot all sizes and shapes MEMUCINE CUPS. SpoONs
plastic bowls foil pans
paper bags rubber bands
ploves magazines
sandpaper kev chain with old keys
suitcases pots and pans, lids
“legps Fpps” baskets

Materials Which You Can Make at Home
Finger Paints
Add color to hyuid starch. Pour it on wet surface.
Instant or vooked pudding makes interesting finger paint.
Put soap flakes into mining bowl and add water gradually while beating with
cee beater. Beat te consisteney of stiffly beaten egg whites. Add color.

Clay
2 cups tlour
I cup saht
small amount of higuid oil

Use enough water to moisten flour and sitlt into a dough. Add food coloring to
water to color the cliay. Consistencey s like cooky dough.

Paste
'aeup sugar I+ tsp. powdered alum
': cup flour IS drops oil of cloves

Min water with sugar and flour to make smooth paste. Add alum and cook
until thick. surning constantly. When thick. add oil of clove. Let it cool before
storing in jar with lid.




1 OOKING AHEAD
Marylee C. Fithian, Teacher

The Roman philosopher. Seneca, said. *As is a tale, so is life; not
how long it is, but how good it is, is what matters.™ Certainly, most people
would agree with this sentiment, but it is only recently that society has begun
to apply this philosophy toward the retarded. Little by little the *Normaliza-
tion Principle™ is taking hold as the guiding principle for programs and agen-~
cies serving the retarded. This means that we are slowly beginning to meke
available to the mentally retarded “patterns and conditions of everyday life
which are as close as possible to the norms and patterns of mainstream
society. ™ 1his principle cian be applied to all retarded pesons no matter how
severe their retardation or what related physical handicaps they might have.

The School Y ears

During the school vears the principle of normalization is imple-
mented through putlic education of the retarded. Recent legislation in Min-
nesoti recognizes the right of all retarded children *who may reasonably be
eapected to benetit socially, emotionally. or physically from a program of
teaching . . ..” to a public educition.** School districts are reguired to provide
a program tor i retarded child when he reaches age five, which they mavdoin
a number of way s, such as by providing special classes. instruction at home. or
contracting with public. private or voluntary agencies.

Programs which are available vary to some extent in content &nd
in quality. Most, however, have certain basic goals in common.

First. they attempt to provide stimulating and rich experiences
which will help the child see the world as an orderly. consistent, and interest-
ing place.

Second. the programs heip te develop basic skills which are the
toundations for life. These include development of muscular abilities and
basic sel{-help skills such as eating, dressing and toileting. There should be a
great deal of emphasis on language and communication skills which include
work in listening. verbal and gestural expression and functional reading. As
the child grows older. pre-y ociational and vocational training is introduced.

[hird. the programs provide experiences that are useful in enjoy-
ing. exploring and living in the world.

Finally, and most importantly, the programs help the child attain
a feeling of personal identity and self-regard. They provide opportunities for
him to try out his skills in relationships with others, and he willlearn that he is
a sharing member of suciety.

Adulthood

In past years there were few options available to the retarded per-
son  usually it was a choice of living out his vears at home with his family or
in an institution with little opportunity in either situation to make any useful
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contnbution tosociety . Loday. the options are not as limited nor as limiting.

Some of the progriams tor persons inthe later school vears (15-21
provide channels of transition from childhood to adulthood responsibility
through a work-study program or a job-station training program for those
persons who are able to pursue an independent life situation. In this tvpe of
program school personnel assist in job plicement and evaluation, They also
provide on-the-job support and tollow-up. Individuals receiving this form of
training often tind competitise emplovment in jobs such as dishwashers.
bus boys, and assembly-line workers,

For severely retarded individuals who are capable of productive
work but cannot compete on the open job market, sheltered workshops can
provide employment. A sheltered workshop facility provides an habilitation
program using a contre.acd working environment. Fhe work provided is
usuitlly subcontracted from it business in the community, and wages are deter-
mincd by the person’s ability to produce.

Fhewe are severely retarded persons who are not able to meet the
mimimal standitrds of sheltered workshop programs but need to develop bas-
1e vocational skills. 1 hese skills are developed by performing very simple tasks
iIn Work Activity Programs. Work activity programs also provide training in
self-help. sovial, and leisurestime ski'.. .

Forthose persons who are profoundly limited in tneir work skills
but are still able to remain in the community there are Davtime Activity Cen-
ter programs available. These programs emphasize self-help. social. and
leisure-time skills and provide some training in communication skill develop-
ment.

For persons who can take advantage of these programs, the op-
tions for living arrangemenys are also expanding. Some will live at home with
their families, others in community residences. Stni others will be members of
small group homes and some will be helped to live in their own apartments.
There are still retarded persons being placed in our state institutions, but they
are usually those persons whose needs cannot be met incommunity programs.

The life of a retarded person can be productive and self-satisfying
through programs which are now available and which will be developed in the
future. As with members of mainstream society. tae life of a retarded person
can and should be looked at in terms of how pood it is for him, that is to say.
how happy he is and what he contributes 1o himself and to others.




FPHOGUTL: TOOKING TO THE FUTURE
Barbara Thomes. Mother

We have spoken with you of our emotional reactions to the births
of our Down’s Syndrome babies, of the medical explanation for the births. of
the social repercussions atfecting both the child and his or her family, and of
the educational needs of our babies. But what of the future? What do we
expect of our children as they grow older? What may we realistically expect of
them?

I'he expectations and predictions of the past have been guite sim-
ple. Fxpeet nothing! If we refuse to accept that view. then we will at least
expect something. We will rejoice over each small accomplishment of our
child be it crawling, walking or feeding himself. But should we not go a step
turther? Should we not expect that he accomplish many of the tasks that a nor-
mitl child does, even though they may come later? Why shouldnt the voung
Down’s Syndrome child leirn to walk and run? Why shouldn't he feed himself
and drink troma cupata fairly early age? Why shouldn't he betoilet crained?
But beyond the basic selt-help skills, what should we expect”? Acceptable
sacial behavior, tor one thing, which does not exclude the need for discipline.
Lo exeuse our children’s biad behavior because they are retarded is selling
them short. The need to be aceepted by the normal world is a very necessary
part ol their growth, and to be shunned because of annoyving or repulsive
habits will cut the children oft trom the normal world immediately without al-
lowing their other achicvements to shine torth. We cannot underestimate the
importance ol training them in the social graces. and that training will de-
mand much patience iand perseserance,

We hope that our children experience many of the jovs of life. We
hope that they will develop recreational skills such as skiing, skating, swim-
mingand ball plaving. We would like to encourage them in the fields of art and
music. two wonderful media of self<expression which will supplement their
lach 1n the area of verbalization. Fhese are some of the things we want for
them. Mayhe they will tell us what they want for themselves! One voung eight-
een-vear-old Down's boy, whom one of us met recently, had set his hopes on
driving a car. His parents wisely told him to learn all there is to learn in the
driver’s manual and then take the test. So. the hoy is studving hard. At least if
heisturned down, his parents will have given him the chance to prove himself.

We want to build the desire to learn in our children. This is where
carly stimulation. mentioned previously, proves itself. If, from birth, we have
encouriged them to be curious. and have opened up every reasonable avenue
of exploration to them, we can expect a great deal more than has ever been
thought possible. We have hefore us the examples of many courageous
parents who. despite the dismal prognosis of their doctors and the stigma cast
on their children by society, have torged ahead doing what they instinctively
knew should be done  stimulate, teach, and expect something. The children
of these parents are now adults, contributing to society in many ways, They
are using public transit systems, working at steady paving jobs, making long-
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dntance telephone calls.and paving tazes, Those are things we too hope tor,
W hen we see how parents hase inspired their children wathout guidance and
trequentds against the trend of society. how much more we should expeet of
our children now that we have the benetits of research, of increising social ac-
ceptanee, and ol schoohng that parents and interested educators evervwhere
are stnvang tor The whole ontlook is one of hope. We hive come i long way
trom the past. and we have tar to go. but that we live an this time of awakening
in i reason for bang gratetul.

Daconragement will inevatably be i part of our parenthood. Itisa
part of reaning normal children, and will be more pronounced with our hand-
wapped chaldren. We may set goals too high for them to reach. We may have
toabindon our hopes becanse of physical impairments that arise. We may, as
Pearl Buck illustrates so vividly in her beautiful book, The Child 38 'ho Never
Grew. hind that we are taning our children so much that the strain onthem and
us becomes unbearable, and at the expense of their and our happiness. We
mas alwass hope, but when, with our eves wide open, we see that our demands
are tuttle or even destructive, we must have the strength to admic thatsae have
exeeeded reahty

We have hope. We expect that our children will contribute to
SOCICTY IN some Wi, even lhuugp the wav is not vet elear to us. We pass our

hope on to von, - j
Rl wuﬁ v AR. /’JWJU

Nincerely,

Barbura Thomes and Minnesota Parems in Project EDGE
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SEEERCTED REFERENCES AND RFSOURCES FOR PARENTS
A. Facts About Mental Retardation and Down's Syndrome

Attwell, A& Clabby, 1. The retarded child: Answers to questions parents
ash. Burbank. Calif: Fire Press, 1969

Helptul intormation about causes and treatment of mental retardation.
tamily relationships, schooling, and vocational planning. It is compre-
hensive and readable.

Sarison. 8. & Doris. ). Psvchological problems in mental deficiency. New
York: Harper & Row, 1969,

A testhook that examines the issues and problems which have dominated
the ticld of mental retardation in terms of research and program devel-
opment. [t describes how theories and practices which characterize a field
at a particular point in time retlect the nature of society at that time. Deals
with biological and medical factors :nd their reletionship to psychological
amd social aspects of mental retardation.

Wollensberger, W. & Kurts, R. Management of the fumily of the mentall

retarded: A ho ok of readings. Chicago: Follett Educational Corporation,
1969

A collection ot articles which cover such topics as rauses of retardation.
counsehng, therapy, education. and tamily management.

Kramm. F. Families of mongoloid  children. Washington, D.C.:
Children’s Burcau, U.S. Department of Health, Fducation and Welfare.
1963,

A very readable pamphlet deseribing the results of a study involving 50
tamilies who had a Down's child livingat home. Through case studies the
pamphlet oiters a description of how these families faced problems. han-
died the n, and what their ultimate adjustment has been.

B. Personal Exprriences of Parents with Down's Syndrome Children
Buck. P. The child who never grew. New York: John Day, 1950.
A moving story about the author's Down’s Syndrome daughter.

Hunt. N. The world of Nigel Hunt: The diary of @ mongoloid vouth. New
York: Garrett Publications, 1967,

An autobiographical essay written by a Down's Syndrome vouth. A
poignant account of the world as seen through the eves of someone with
mental retardation, It offers great encouragement and challenpe to par-
ents of Down’s Syndrome children.

Perske, R. New Jirections for parents of persons who are retarded. New
York: Abingdon Press, 1973,

Beautitully illustrated. Written in a delightfully tender vet practical
manner.
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Roberts, N. & Roberts, B, David. Richmond, Va.: John Knox Press. 1968,
An extremely sensitive accoun® through words and excellent pictures, of
the first four years in & mother's relationship with her Down's Syndrome
child.

Scagoe. M. Yesterdav was Tuesdar, all dav and night. Boston: Little,
Brown, 1964,

A story about Paul Scott, a Down’s Svandrome individual, whose father
helps him accomplish many things through tutoring. travel and language
training. Much of it is Paul’s diary. The epilogue is i discussion about the
pros and cons of residential pliacement. .

. Educating your Down's Syndrome Child

A helpfiul guide in the training of a mentally retarded child. New York:
National Association for Retarded Citizens. 1968.

Avalable free, this pamphlet offers principles to follow in home training,
discipline, feeding, and personal hygicne. Developmental charts comple-
ment the text.

Bensberg, G. Teaching the mentally retarded: A handbook for ward
personnel. Atlanta: Southern Region Education Board. 1965.

Principles and methods for teaching basic skills, The teaching method
described is positive reinforcement (reward). Detailed. illustrated lesson
plans are provided which show the step-by-step process of backward
chaining.

Connor, F. and Talbott, M. An experimental curriculum for young men-

tally retarded children. New York: Teacher's College. Columbia Univer-
sity. 1964,

‘This curriculum guide contains a listing of general objectives for basic skill
arcas such as selt-help and communication development and breaks them
Jown into specific tasks. Each task is defined so that the goal is clear and is
rated f'rom casy to difficult. A program is described by which th- :hild can
move from an easy level to & more difficult level,

Dreikurs, R. & Grey. L. Logical consequences: A new approach 1o
discipline. New York: Hawthorne Books. 1968.

The authors examine parent-child relationships and develop an approach
to disciplining the child through the use of logical or natural conse-
yuences.

Dreikurs, R. & Grey, L. .4 parent’s guide 1o child discipline. New York:
Hawthorne Books, 1970.

Presents practical step-by-step directions for dealing with child discipline
problems which apply to children from birth to maturity. Numerous case
histories.
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Mollos. L framable chuldren: Curniculum and procedures. New York:
John Iy, 1963

Oftters a great deal ot helptul general information about plianning training
programs tor o retarded child. Deils with evialuating the effectiveness of
cducational programs and the child™ progress. A comprehensive
ibhography and lists of resources are also included.

Spache, G Good reading tor poor readers. Champaign, 11 Ganard
Publishing. 1970.

Lists n.any types of books in annotated bibliography form. Provides in-
tormation about how to choose books to help teach the child about him-
selt and his surroundings. Maost of the books are for fourth grade reading
level and above.

Strang. R, Phelps, F.. & Withrow, D. Gatewars to readable books: An
annotated graded list of books in many fields for addlescen: « who find

readmyg ditticult. Bronx, N.Y.: H. W. Wilson, 1966,

.

Lhas book has over 1000 titles covering a wide variety of interest arcas (ad-
ventires, anmal hte. aviation, humor) tor adolescent boys and girls.
Books are rated according to reading ditticulty, with most books at the
titth, sinth and seventh grade level. Also contains a short bibliography of
recomm nded books for mentally retarded readers.

Speech and Language Development

buattn. R, & Haug. C. Speech and language delav: A home training
program. Springticld. 11: Charles C. Thomas, 1964,

Designed tor parents, it describes normal speech and language develop-
ment and causes of language delay. It offers a simple instructional outline
tor a day-to-day stimulation program.

Molloy, 1. Teaching the retarded child 1o alk: A4 guide for parents and
tedchers. New York: John Day, 1961,

Lhis book will be of heln to parents and teachers of very voung retarded
vhildren. Ina clear and concise manner. the author discusses the causes of
specch ditticulty as well as the process of learning to speak. The successive
steps that the parent or teacher should follow in developing the speech of a
retarded child are set torth. here is i speciat chapter on helping Down's
Svndrome children.

<. Art, Music and Science

Alving J. Music for the handicapped child, 1.ondon: Oxford University
Press, 1965,

Deals with the handicapped child's social and emoticaal well being and
deseribes helpful musical experiences. Written tor parents, s cachers, social
workers, and other professionals. it is basically a therapy approach to
music.




Antey, J. Sing and learn. New York: John Day, 1965,

This colorful book of simple songs related to everyday life (food. rain)
includes teaching instructions designed to make the songs more meaning-
tul to retarded children. The tirst section presents songs and simple music
activities. Fhe second section is about making simply rhythm instru-
ments, and the third section is concerned with the use of teaching aids such
as a toy piano and tape recorder. A very practical and enjoyable book.

Ginglend, D. & Stiles, W. Music activities for retarded children: A hand-
book for teachers and parents. Nashville: Abingdon Press, 1965.

A helptul guide to incorporating music into the classroom and home for
teachers and parents with little or no formal background in music. It in-
cludes simple songs. tolk dances and instructions inthe use of instruments
such as the record plaver, autoharp and percussion instruments.

Haupt. D. Science experiences for nursery school children. Washington
D.C.: National Association for the Education of Young Children.

Provides basic instruction in adapting science experiences for a young
child's understanding. Written with the teacher in mind. it suggests class-
room “experiments.” all of which can be carried out at home with some
modif cations.

Hunter. H.. Wahl. A. & Willmans, R. Aris and crafis for retarded
chitdren. New York: Know Publications, 1962.

A useful book of arts and crafts ideas. Most of the materials are easily ob-
tained and inexpensive. The crafts activities vary in complexity and can be
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used with both young and older children. Some games to play with hand-
made matenials are included.

Jones, E. What is music for voung children? Washington, D.C.: National
Assoviation for the Fducation of Young Children, 1969,

Another teacher-oriented pamphlet that can be adapted for home use. It

suggests types of instruments and songs to use and presents anecdotes
about cach musical event.

. Religious Training

A welected bibliography on religion and religious education. New York:
National Association for Retarded Citizens, 1971,

I ists resources tor parents of Catholic, Protestant and Jewish children.
Sex Education

Lerrigo, M. & Southard. M. A story about vou. Chicago: American
Medical Association and National Education Association. 1964,

A booklet that can be read by a mildly retarded voung adult with help from
an adult with normal reading ability. Covers thetopics of: How life begins,
gestation. birth. and provides a general picture of human development
through adulthood.

The sex educator and moral values. Sex, science, and values. Mastur-
hation. Sex Information and Education Council of the U.S.. Northfield.
Iinois, 1959,

I'hese booklets are prepared for the adult with normal reading ability,
probably the retarded individual's parent or teacher, Materials are factual
and interesting.

Kempton. W.. Bass, M., & Gordon, S. Love, sex and hirth control for the
mentally retarded: A guide for parents. Syracuse: Planned Parenthood
Association of Southeastern Pennsylvania, and Family Planning and
Population Information Center, Syracuse University, 1972.

An exeellent booklet for parents to use in instructing a retarded child. (A
parent would be well advised to also obtain the bo k: Facts about sex for
exceptional vouth by S. Gordon, Printing House of Charles Brown. Inc..
1969. for their retarded adolescent or yvoung adult because the illustra-
tions are identical in both books while the printed matter is simplified in
the latter).

Sex education:  Required reading. The Child Study Association of
America, Inc.. 1969.

An extensive annotated bibliography for parent. of exceptional children.
Contains materials to be read by parents, for parents to read to their child.
and for children to read for themselves.

Andry. A. & Schepp. S. How hahies are made. New York: Time-Life -
Books. 196K, '
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A beaunitully illusttated and tastetully written book which explains re-
production clearly and simply. A book that parents could use with their
voung retarded child and one which the retarded child could use himself
since it's wntten on about the first-grade level.

Clothing

Bare. C.. Boettke, F . & Waggoner. N. Self-help clothing for handicapped
children. National Faster Seal Society for Crippled Children and Adults,
1962.

A practical. illustrated guide tor parents in the selection and adaptation of
clothing for physically handicapped children.

Karroll's. Inc. Instituiion Division, 32 North State Street, Chicago, H-
linois 60602, (Catalogue). Shows many types of clothing that retarded in-
dividuals will find casy to use.

Dental Care

Green, A. A preventative care guide for multihandicapped children: Den-
tal care beging a* home. National Easter Seal Society for Crippled Chil-
dren and Adults, 1970, (Free)

Tips tor parents to help keep their handicapped child’s teeth healthy.

Young, W. & Mink. ). Dental care for the handicapped child. National
Easter Seal Society for Crippled Children and Adults, 1965.

Describes special dental problems of handicapped children.

. Furmiture and Equipment

Handi-Chair and Equipment Development, Inc. 116 Salem Drive, Ithaca,
New York 14850, (Catalogue). Presents descriptive material about furni-
ture and equipment for physically handicapped persons.

Hofmann. R. How 1o build special funiture and equipment for handi-
capped children. Springfield. 1Il.: Charles C. Thomas. 1971.

An illustrated. step-by-step set of plans for constructing special furniture
and equipment.

Kalt. B. & Bass. R. The mother's guide to child safety. New York: Grosset
and Dunlap. 1971,

Instructs mother in arranging a safe living environment.

Rehabilitation International. 219 Ca~t 44th Street, New York, New York,
10017.

Catalogue of hundreds of physical aids and pieces of equipment for han-
dicapped individuals.

Rosenberg, C. Assistive devices for the hardicapped. American Rehabil-
itation Foundation, 196X,
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A two-part document that describes how variovs devices can be used to
help a physically handicapped person move about and utilize oppor-
tunities tor work, recreation, ete.

\. Recreation Activities, Toys and Materials

Carbson. B. & Ginglend. 1. Play acivaties tor the retarded child,
Nashville: Abingdon Press. 1961,

A puide tor parents and teachers. Activities are grouped according to
social. physical, language, and intellectual requirements and are arranged
in order of increasing difficulty. Within cach group are specific games and
actis ities that will improve abilities. Many of the suggestions can be imple-
mented at home with simple hand-made materials.

Clepper. J. Growing up with tovs. Minneapolis: Augsburg Publishing
House, 1974,

This book has just the right amount of solid useful information for parents
about choosing toss and using them. It is Navored with many interesting
notes from history. anthropology and from educational research.

Recreation and physical activity for the mentally retarded, Prepared by a
joint committee of the Council on Exceptional Children and the American
Association tor Health, Physical Education and Recreation. 1966,
Explains what play can do for the retarded. what tvpe of program can be
instituted and offers practical hints about getting children to participate.
An annotated hibliography is included.

Recreation for the mentally retarded: 4 handbook Jor ward personnel.
Atlanta: Southern Regional Education Board. 1964,




Focuses on recrattional and sty and erafts activities and provides i selee-
ton ol games. One hundied eight-aix specitic games are desenbed along
with thotough instructions lor participating.

For hook. Alpha Chi Omega, 1960

Provides patterns and directions for making inexpensise but exeeilent en-
tertaimng and educational toss,

W ater. sand. and mud as play: materials. Washington, D.C.: National
Asociation tor the Fducation ot Young Children. 1959,

Explans how simple natural materials can provide enjovable learning op-
porrumtices.

Planning for your Child’s Future

Bedk. M. Social services 1o the mentally retarded. Charles C. Thomas,
1969,

Prmarily wntten for social workers who deal with retarded individuals
and their tamihies. 1t is written simply and concisely.

Begah, M. The mentally retarded child: A guid - 1o services of social
agencies. Children's Burcau Publication #404, 1963.

Written tor parents and protessionals, it describes problems faced by par-
ents of retarded individuals and the ways in which social service agencies
attempt to deal with these problems. It offers some alternatives for life-
time planning.

Manno, F. & Green, B How o provide for their future. New York:
National Assoctation tor Retarded Citizens. 1963,

Suggestions for parents concerned with providing life-time nrotection or
their retarded child.

Suggested Places to Write for Information:

National Society for Crippled Children and Adults
11 S, La Salle
Chicago, 1. 60603

" Public Atfairs Pamphlets

3kl Park Asve. S,

New York, NUY. 10016

Association tor Childhood Education International
1201 16th St. N.W.

Washington, D.C. 2036

Natioral Association for Retarded Citizens
420 Lexington Asve.
New York, NUY. 10017
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Council ton Faeeptional Children

1411 Jetferson Davis Hwy .. Suite 900 Jefterson Plaza
Arlington, Va, 22202

The President’s Committee on Mental Retardation
U.S. Government Printing Oftice

Washington, D.C. 20207

Americian Association on Mental Deficiencey

5201 Conn. Ase.

Washington, D.C. 20015

National Association for Education of Young Children
1833 Conn. Ave.. N.W.
Washington, D.C. 2009

BEST COPY AVAILABLE




