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FOREWORD

.
.

%.
The G ernor's Corfference on Prevention of DevelopmentarDlsabilicies was

called expressly to assess existing knowledge of prevehtive techniques arid to develop
i

a moreexterisive design for action in the future./ ( . . - ,
A

46

Those attending the conference took,a close look at ways of .dealing with the
problems of develop ehtal disabilities, not only prior to and after childbirth; but
beforct--sonception as well) - , .

4/ Two 1 days of intense deliberattions by 200 phygicians, nurses,' health
specialists, educa , social workers and arents provided 91 recommendati .

.
prevent or minimize the effects of devel p 1,disabilities. The most frequelt '

mentioned( recommendations have been tornb;rt into eight, key recommendatk
which appear in this report. i.

It is hoped that these recommendations will' help reduce the loss of human as
%%ell as fiscal resources and ease the psychologtc experienced By family

,-members. .
1

All attem be made to implement the recommendations as qui-ckly as

_

'
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MESSAGE FROM THE GOVERNOR

by

Hon. Ronald Reagan, Governor

State of CalifoFnia"

; .
I would like' to welcome, each of you to this conte ce on pretwrrian of

disabling conditions which lead to mental r ra lsy, epilepsy and
other neurological handica

I have called this important conference expressly for the purpose of dealing
with'the problems of deyelopmental disabilities prior to their onset rather than after
they occur I believe this is a priority subject for California and the nation. =

ically and' morally to providing the highest
st appropriate to ohe needs of its developmentally

services should be an integral part of these services in

California' is committed philos
quality of service at locatidns
disab d citithns. Preyentio
each L6mmunity.

0%er the past decade, tremendous growth and-knowledge has taken placein the
'fields of child and human development, bio emical genetics, and most recently in
imInunologY. This should enable us to e ablish preventive practices which will
reduce the financial and emotional impa that accompanies the birth of a set-erely
disabled child.

To niy knowledge. California is the first -to call such a confeience. I
beliee this is most fitting against the backdr of wha alifotnia has been doing
during-the last decade. For example, we began. the regional itersicir the mentally
retarded ih the Middle. sixties, with one in the north a one the south. These
existed for several years while we developed the syst that beca the foundation
for current programs. This was .a first in es lishi a deliv system of
coordinated ser} ices. /

Out of this experience cape the Mental Re dation Services Act 'I 1960,.

authored by Assemblyman Fi:adk L'anterinan. As a result of this la ark
legislation, there is now anett4rd?of 1.6, regional centers-throughout the,state.. ire
are planned. This means it istrirMiossible to purchase the necessary servieq'sO m.
the total needs of the mentallPtarded wherever they may be located in California.

Since our pioneering;:effotts, the federal governnient has taken a positive

position resulting in financial support for services not only for the mentaldy retarde
butt:or cerebral palsy, epilepsy and other Deurologically handicapping cond.
that occur before the age of 18. Through subsequent legislation, which I
year. our rigional centers now will be serving COli*tiia all

developmental disabilities.
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Under the o < nal Lantertnan Mental Retardation Services Act, 13 Area Mental
Retardation anning 'Boa'rds were established. This allows meaningrul,input from
the grass-root level on the needs of digabled persons These 13 area boards presen n
area plan stating their needs to the state % la the De% elopmental Disabilities P = ning
and Advisory Cduncil. No longer is the state forced to make decisions in cramento
without knowledge of the,real needs of local communities.

t In the field of education, the state has developedsa wide sp ctrum of services
ranging from a mandated system for trainable and educable children from
kinderiarten through high school. As an alternative to hospital placement, we have
e \panded and are continuing to expand development centers for the handicapped.
They accommodate those from 3 to 21 years who do 'not qualify for school
programs. Children in these development centers frequently move. into regular
school settings, and the development center network grows each year.

Our goal is that no handicapped person -will wait for services' that he needs near
his, home, Classes and services also are being developed fo1 other handicaps within
the framework of the Department of Education Crippled children's services ,also-
ofier specific programs for the crippled child through,maternal and child health.

Community colleges, suite college universities, and the University of California
system are a).,,se acmely pursuing manpower training programs to meet the eeds for
trained persOntiel as services and program* develop. Without qualified a (rained

. personnel. new programs cannot become a reality:
Much remains to be done. Recognizingthis fact, we have attlempred to

. elikpate fragmentation of services by es-OW-ting a state Department' of Health.
Edui*ton is refinin e r master plan fors ecial education.in order that we might
sharpen our existin service programs.

Our goal no% is to work toward the total elimination of the problem of
deelop.mental disabilities. You are here because all of the necessary resources have
io t been mobilized at this time.

The design of this conference is for action With: the tremendous tint
assembled here. 1 am sure that constructive and realistic solutions will be
forthcoming. I await not only your suggestions, but your plans and methods for
accomplishing ihis task. Our goal is to reduce and eliminate the problems of
developmental disabilities.

v
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KEYNOTE ADDRESS

by

The Hon. Frank Lanterman

California State Assembly

\

I want to take this opportunity, to commend Governor Reagan for establishing
this' Conference on Prevention' of Developmeikal Disabilities and to express my
appreciation to Juanita Shaffer. Al Toedter, and Dr.., :John Morris for their ma
hours of hard work in planning is lost important c...infercnce I Kouldillso like to

,, thank my distinguisht friend Chanc liar Dan Aldrich for being our local hoft here
in Orange County.

During the past several rs we have made great progress in improving and

- expanding serzwe programs for the developmentally disabled.
The Regional Center Program has grown from 2 -Centers in 1966 to.15
Centers in 1973
During this same period the Regional Centers caseload/has increased from
serving 200 families in 1966 to over 10;0,00' at the presht time.
And theRegional Center Budget has growii from $575,000 to $27 million
.during the past seven years.,This $27 million includes a $5 million budget
augmentation this year which was requested by Earl-Brian and his staff,

f the passage of my AB 1759, ve will have20 Regional Centers
t approaching $50 million by 1975.
seivices have also expanded in the last several years.
ore EMR Educabl Mentally Retarded) 'and TMR (Traiatle

etarcW) classes. We hme.expanded the number of DevelopMent
nd Sedwich Act funding has allowed many private institutions to

acutelyneeded educational progrims.
ocpital Services for the developmentally disabled have als

imprcned. Staffing ratios have been enriched, overcrowding
113,' ell Mated and many new programs have beenNintiated.

liste very briefly some of the major developments in terms of serve

As-a result
,with a budg
Educationa
We has e
Mentally:
Centers

. provid

cally
virtu

I hav ,
,..for the eve)pmentally.chsbled. .

. ,

Now .1 1:vould like te, turn your attention to the primary subject of this
conference prevention of developmental disabilities.

.
Just as service 'program. have 'growls in the Ili several years, so has our

knowledge of preVentive techni es. . ,

The revolution in biologx, ich started in the forties has grown at 'a rapid pace
in the last decade. ,By the 196t's advances in biochemical genetics led to new
knoWledge concerning inborn erro of metabolism, cktogenetics has led to a new

dramati-
is been

ti
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understaning of a Urge karaety of abnormalities, and more recently the deYelop-
ments in irnunology ha.e enabled us to make significant contributions to preventive
practices

I think it is partictilarly important to note that in spite of tiiis increase in
knowledge, we are spending a disproportionately small sum on implementing known
preventive techniques -

For example, of the $301 million contained in the developmental disabilities
budget for 19713-74 only $746,000 was earmarked Toy preventive activities. This
amounted to less than 1/3 of 1"'0

In partial rek.ognition of this problem, the Legislative Conference Committee
on the Budget, ut kkhich I am a memo augmented the Budget by $500,000 for
additional., genetic k.ounseling serkices inc ing funding for a' sickle cell anemia
sk.reening project in Northern California and a Tay Sachs project in Southern
California

But obk mush; there is rinqh more that needs to be done. As.a starting point I
1k ould urge this Conference, to carefully review the proposals made by Art Bolton
and Valerie Bradley, in '`A: Report to the State Assembly on Developmental
Disabilities in California" which was published in April, 1972.

Part II of this report included many iar-i-eaching and innovative suggestions in
the areas of prekention and early intervention.

Specifically the report recommends:
1. Establishment of a statewide reporting system and central registry for

mothers and infants, "at-risk" to assure that children born with handicaps or at risk
of dekeloping handicaps receive special attention,

2 Establishment of Comprehensive prenatal and infant care pilot projects in
selected "target areas"'of the State.

3 Expanded care finding and public education activities.
4 Increased dietary and nutrition counseling services. ,

5 Expanded comprehensive family planning,services and counseling.
6. Improved pregnancy testing and early identification of mothers at risk a

premature dein eries. .

7. Establishment of regional intensive care units throughout the state to care
for the seriously distressed infant.

8 Dekelopment of improved emergency infant transportation systems. to
assure access to intensive care units.

9 Development of new standards to upgrade general maternity care and
delivery procedures-for all of the State's public and private hospitals.

10. Establishment of high-risk birth certificate follow-up procedures.
11. Expansion of infant stimulation programs in organizea settings.
12. Home visits by public health .nurses to families with developmentally

disabled children.
13. Establishment of services kvhich would facilitate,the delivery of preventive

serk ices such as baby-sitting, homemaker services, and public service announcements.
Although the Bolton Report was presented to the Legislature 11/2 years ago, few

of the recommendations hake actually been iipplemented. The State of Illinois has
rekiewed this same report and has taken steps to implement all its major provisions.

9
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In terms f the work of this 'conference, I Ivould, suggest that the Bolton-
, - Report may rovide a good star g point from which you can add many other

innovative i eas and proposals

. Ip sum arv, it is cle that the costs of treating the developfrie,ndly disabled
are rfeme ous. parti arly when we consider the loss of hurnanPotentiaI and the
continuou drain 1 family resources both financial and-KCy hological,

It is tr that many of our adult developmeTtrallY disabled were born at a time
when m ical technology was,unable to-ful)rcope with their probleths. But it is also
true at during the past seyesal- <irs the state of the art of preventive- tethniques

s been grearVimProyicrand Continues to progress at a rapid rate.
1 he costs resulting from our comnrative neglect of funding preventive work

will continue td/burden the State for the next generation unless the cycle.is'stopped
through increased atailability of resources and implemelitation of the technblogy
w hich 41(eadyexists.,_ / ./We hate gained a great deal of know ledge and experience, and I think the rain
p rpose of thEZ Confei.ence is to assess what we have learned and to de lop-a
road-map for the.directions we should be moving in the future. While we ye a rich

'history on which' to. build, - none of is yet know all of the soluti s to , the
problems. But as mes Thurber, cogently put it, "It's better to kn. shine Of thp
.questions than oi the answers. '

a

it
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KEYNOTE ADDRESS ,

by

Earl Brian, M.D.

Secretary, Health and Welfare Agency'

I h e given oer a good portion of the past year to moving about the state,
r

meets 1keth many of the'-Elealth'and Welfare Agency's 45,000 employees, as well as
meeting.ssith organirations and indiidua s whose aCtivit and interest are in concert
ss ith agc'ncy *grams

..hose trasels have carried me to nearly all of the state hospitals and'several
regiti al 'centers andI have been able to see first hand the kinds of care and
treatment that, mark California's programs making them unique and placing them
.tithe N. ery top of the nation's finest, efforts for the developmentally disabled.

- , An ot sou who hale shared in seeing those activities and those facilities"could,
not have helped coning away, with much the same thoughts the experience
produced for me

And'rha't is. so much of this need should never have been.
In afl era of almost daily scientific and mZdieal miracles, these disabled

. Mdi%,iduals represent more than the wonderful care and treatment which will enable
them to take an optimal place in sh.: our life it also clearly represent a terrible
waste ot human potential, partacula in the face of so many advances in other
fields which -hale allesiated or eliminated detvlitating disease and other forms of
human affliction and suffering.

California has upwards of 180.000 people who are developmentally dissabled
and getting some form of help front our statewide programs. An impressive number,
most certainly ,

'11,kit jhat number points up a concern that brings us.here,today, a concern that
not only must 1kC stme to improse care and treatment for them but also mos
swifth in finding ways to insure that those to follow in years to come will dirnini
in number that detection and prevention programs will,,take the lettd-and priority
so long oserdue.,

"I rue, much has been done toward that end. The field has crossed the threshold
of major change and advance.

Some ways to foster growth and learning in even the most severely disabled

, hate been found. The secrets of the human cell's programming for the unborn have

been pried
most

,
-I he ost critical years to iMpart learning,have been found to be far before The

time when formal &llication woUicrnbrmally begin.

=

-11



De%eloping successful instruction for the developmentally disabled has enabled
us to frnd steps in the learning process previously unknown and eYen unsuspected.

In maiiy ways. we are fmding.tliat we have just tapped the potential to, be
ft5Und and enhanced for the developmentally disabled. Yet, I believe that we are all,
am, e of. the ,roadblock.s to making these discoveries and the many that remain to
unto d as wxll as putting into action that vvhich'we already know.

In our characterisric pell;mell rush to do the job well-in all areas of concern, we
hate_ also Lharacteristicallv created a vast Aray of fragmented *delivery, waste and'
inet t icvOct

, .

We have already rhade inroad' in this state to move away from those factors
and impro%e that situation. -Significant to that end w ithin recent months has been
the l'rga ru zation of the new State Department of Health" a mote 'calculated, to make
Lunt:tit O'rograms more responsRe and more coordinated 'iii ;their service to
Californians in need

.1dditionally, the entire planning process for the developmentally disabled has
been realigned to proiiiice,a meaningful working plan for our regional centers.

I hese and other aLtions form just a part of the solution and adnuttedly'have
tar to go m that spectrum of activity in order to function well in the ultimate

1/4,are. But the fact remains that we have come very, very farin a relatively
short tun , #

s to be done and that is what brings us to this gathering today.
4.\1' all share n the expectation of the action ti cone out of this new beginning

i plan which w I see well for many years in die bringing together and blending
all the resou es, all d the knowledge, all of the programs and all of the diverse

individual effo is now at hand in California. - ,

It is an wesorne,task, but clearly one that mu§z be accomplished we are to
mote towar achic%ing a national goal of reducing by one-third the:incident of
developme tal disabilities by the end of this century a mer years,away.

I ,personally believe that we hate or will have the ex tine and resources to -
actuee, that goal much sboner and in fact, can, and \Vill eliminate, totally

f this tragic waste.
our being here tOday places you in thzanguard'of an effort to move

that end arr end that will set a pattern which will eventually be
nationally, as so many California innovations have been.

Your inskokement and the sub,srquent production of a plan will show others
hors to, better pui.,to use the best Iviowledgeavailble on prevention. It will ,show
others how to best mobilize the many org;mizations.and agencies to prOduce focused

it

programs- at both the primary and secondary prevention levels.
In just" a ,few' moments, yob will be hedring about the areal to which your'

actions trill be addressed. Thg, Preconception Period, Early Pregnan7,' Latiir.
Pregnancy and Delivery. and The Infant any' Young Child.
- In dealing with those four ,areas, I would strongly urge* you to think and
translate all facts- into goals and objectives for the conference you are attending
here today is not jilst another 4onfcrence the action plan you will ultimately ,

*

produce is not just another plan.
., It is. in fact, the kind of plan which will have far-Nachi(ig-impactsfor years to .
cOnce, 'and for that reason, I give you my commitme.phat, insofar. as I am able, this

r. 12.
8



plant yqur plan. will have all the appropriate resources and manpower now under the,
tleal,th and Welfare Agency brought to bear on life task you Serb Our. AIR

This is just the beginning of mans .:ears of effort toward a goal .of
unquestionable merit,andI beliece ccou should be minaffil that ;hat yoia---.do

insure : .

That someday mental retardatio.n. cerebral palsy, epilepsy aced the many
other causes° Zrf developmentil .inabilities will be nothing but a bitter
memory
That someday parents will n4, have toive ih fear of a questio' ihit .11

haunted them since the beginning of mankind.
SID what you do here today is not merely a challenge from a)'pe rsonal or

professional pzirii'of view it is also part and parcel of the spirit of reaching ouito
help others. That spirit is the bacINborle of this state and this nation and it is as old

'as America itself.
/1.
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PREVENTION OF DEVELOPMENTAL DISABILITIES

THE PRE-.CONCEPTI'N'PERIOD

Mitchell S. Golbus, M.D.

. , .

An discussion of the prevention of de% elopmental disabilities requires that the
caLses o4"such disabilities first be identifies'. To make this task more manageable the
organs
They, ealized the prevention of developmental disabilities starts in the pre

ts of this conference have elected to look at this problem 'chronologically:

conception period or inter-pregnancy period and,our discussion starts here.. Ther. e

are three major areas I'd like to-have you consider. They are: 11) genetic influences,
(2) parental health .status; and (3 LnuifitionaLinfluences. L .

The significance of genetic influence isssiFentttJayLthe fact that .42% o.f.n.
pediatyic deaths have an' underlying genetic cause:. The genetic influence -on ..

.developmental disabilities takes many forms:- The 'af,tio'h,of .single genes inherited.
from' each parent in an 4utosomal recessive manner is seen in those children horn ,
with Inborn errors of metabolism. These include the, storage diseases, such as
Hurler's syndrc"rdte, which cause a severe degree of mental retardation. Conditions
inherited in-i polygenic manner are exemplified in children born with spina bifida 6f
meningorn elocele --, conditions now amenable to prenatal diagnosis by -determina-

. tion of the amniotic fluid level of a-fewprotein.
The importance of parental age and' its influence on developmental disabilities '-'

, should 4iso be recoglized. The relationship of increased' -maternal age and the
increased incidence of offsprini with Down's syndrome is well known, but less well '
kn,otbn is the fact that Children born to adolescent mothers hare.' an increased ..
incidence of anatomic Malformations. Paternal age is a numerically less important, -..

' albeit real, influence as seen in the relationship between increased piiternal age and

the incidence of a number of condition's inherited in an' autosomal dominant . . .
, manner. , . .

, ---

'''
Although the genetic constitution, of pocent-41 parents is currently-unalterable-

, there are a number of possible projects that could influence the incidence of ,
......."--...dnelopmental disabilities w ith a genetic etiology: E;ythroblastosis fetalis secondary

,to ith incompatibility is an example of, a genetically determined condition that as

been virtually eliminated by medical adv.ane,s.Thr pro:ision of genetic counseling
ind prenatal-diagnosis services ,throughout, tht state would lower the incidence of
children born with develcip,rnental disabilities. Furthermore, identification of carriers ."

Of autosornat recessive eonclifibils' cailsirt;g, severe &ability befin'e, they 'produce,:
children w ith suchchsease,staxeS. coupled with adequate counseling, could eliminate
many such tragic births.. . ... ,.. ',7. :i

, .
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For the sake, of simplifying discussion, I willdivide-parental health status into
(1) maternal IziornedieaLhealth, (2) parental psychological heaftft and C3) parental
t-- .
socioeconomic health It must be emphasized that these -are in reality interrelated
factors and arc not separable when dealing with individuals. Eicamples of the
pre-conception influence of maternal health status are provided by women afflicted
with diabetes mellitus or with hypertensive vascular disease. There is evidence that
the fetal and perinatal problems of the progeny of diabetic mothers are related to
the existence of Maternal tascular complications. These vascular complications may
be related to the pre-conception control of the diabetic state and by the time of.
conception much of the outcome -of the pregnancy may have been pre-determined.

significance of h4ertensite ascular disease is related to its correlation with
terine growth retardation Among infants with IUGR, 1% have cerebral palsy,

--c-94.1:ulsions, 25% hate minimal cerebral dysfunction, and 64% have EEG

he second category, that of parental psychologi al health, is concerned with
whether potential parents are emotionally prepared r parenthood. Do they know
chat being a parent intOit'es? Do thev...know wha normal detelopment is? Would
They recognize a developmental disability in,their own children?

The third component of parental health status., thatti socioeconomic health, is
perhaps the most nebulous area, but may be the most important.lhe vast majority
of developmentally disabled children are only minimally disabled and have no
known etiology to their disability. Many of these children come from a social
situation where there- is a tirtual absence of intellectual stimulation: An improve-,
ment in the socioeconomic health of parents might be the greatest single step in
reducing incidence of developmental disabilities

The last major area 1 wish to call to your attention is that of nutritional
influence on developmental disabilities. There is evidence that inadequate nutrition
can contribute to intra-uterine growth retardation and its subsequent disabifitlse
The collaboratite olstetrics.study has found that a woman's pre-conception weight
is directly related to the, birth weight of their offspring. Women with a

pre-conception weight under 100 pounds had rsignificantly increased risk of having
a small-for-date infant. We also must recognize that the adolescent pregnancy
represents an nen greater nutritional stress situation in that the adolescent still has
her on growth requirements. and is more likely to be subject to bizarre eating.
habits. Nutrition has been a sadly neglected field and we need to provide an
education' in this area to both the potential parents. and .to the health service
perspnnel taking care of them.

This synopsis of a few of the many pre-Conception influences, on the
occurrence of developMental disabilities is meant to provide the task forces witka
starting point for their discussions. I. am sure many other such influences will be
brought fOrth tn-these discussions. 1 look forward io the exciting task of formulating

_ .

recommendations that can be used at a legislative and administrative level to Help
lower the:incidence of developmental disabilities.

N
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THE PREV'E:±iTION OF MENTAL RETARDATION''
AND GENETIC DISEASE ,

EARLY'PREGNANCY
S b `.

.Aubre Milunskv, MB B,Ch., M.R.C.P.,D.C.H.

... ,
. Recognition of Causes ,

... 1

I he essence of preention is the recognition of cause: For mental retardation,
this implies the need to recognize three major etiological categories:

1 GeneQc
2 Acquired,.
3 nknow n
The relative im act that these three categories have on the causation of

dei,elopment isabiht ill be ,discussed. Clearly the "genetic burden" is

Licant trom man porn s of view, and esi5eciall reflected in the fact that
appro'xirnately 20-25% of all major teaching hospital pediatric...admissions are for

.

birth defects in the w idest sense.
At the ery base of Any successful -program in the prevention of mental

retardation, must be the well-sUpported effort aimed at doe continuing search for the
pauses of. mental retardation. On such a' base, a prograrn.of prevention can be built
and will be discussed in the following eight categories.

Genetic Couns,eiing
Medical practice in the past and therefore genetic counseling too has rested

on the 'philosophy of awaiting the tragic index case. L'ieed against thE background
of the call for quality offspring, it would seem rnandator for society to provide all
!,ouing, people w ith the option of receiving genetic counseling prior to marriage or
tonception of and offspring. Interim measures should at least secure such counseling
for the siblings and close relatives of marry different generic diseases.

Cal-rier Defection
There

tare
two le% els of approach in khis'category. Firstly-,-there is a remarkable

lack of effort in carrierdete-ction within families where such pOssibilities do exist,
e.g., hemophilia, muscular dystrophy, .translocation mongolism, sicklt cell, anemia,
etc. Recent advances in medical technology have facilitated the ability to. detect
carrierss, for certain hereditary diseases in the population at large. Large screening
Programs with this aim in mind. have been launched for Tay-Sachs disease and sickle
cell anemia. The technologic essence here is the "availability of automated,
mexpensne, reliable. accurate and relatively §imple testing procedures. Major

16
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difficulties in these endeavors have been ethical rathet than teL nolOgic, 1 he
number of disofders in which carrier detection is possible on a populat-i n basis i

-,-------steadily increasing

4 I

Prenatal Diagnosis. .
., ,

The prenatal. diagnosis of hereditary disorders will in' the immediate future
allow for the prevention of u To 15"o of',allgenetic.delects I he present problem is,
that even though the- technol ,,.- is available, the t-zst-Paajority of people who could

(le\

benefit from prenatal genetic studies, .----7a-e;T.-1--.re)tein sted 1 here are for example,
()ter 20,000 children' born with chrum-wyeqrra-1 abnormalities each near in the USA
alone In 1973, only about 50 such abnormalities will hat e been diagnose'd'in utero'r
There must be a number of idportant reasons that present e public m

w

at large fro'
benefiting from available knoedge and techn log'. Religious a illations, problems
concerning aborrion and protssional and pu c ignor -.1,4-erf-eAure 'prominentl
among these causes for delay Important techn adtances, making prenatal
diagnostic studies et en more t aluable continue to occur. e _use of ultrasound and
more ecently, the haz.riction' of alpha,fetoprotem as a diagnostic adjunct in the
ma gement of pregnancies at risk for offspring mT ith neural tube defects %),e 11

' illu rate the ,need, for applying this information to the population at large, l'he
adven of prenatal genetic dia osis represents the most significant advance Yet, in
the prevention, through early tietection, of serious fatal genetic disease characterized
by mental retardation. ,

TreatTent- - -

/Phenylketonuria .stands out as the classical example of successful dietary
prevention of 'mental retardation in the hereditary biochemical disorders of
metabolism. 1.,es impressive hate been the results tt,ith dietary management of some
of the other inborn errors of metabolism characterized by mental retardation..
Success 4tteter, in dietary management' is totally dependent upon newborn
screening and the rapid initiation f dietary therapy . Such population screening must
be efficient, accurate and alt e,nco passing. Most states do not pros ide as complete a
coverage as Massachusetts in,cote ing a number of the inborn errors of metabolism.

.
Immunization .

Approximately 10 %` of women in the childbearing age in the USA are
usceptible to rubella. The havoc caused by epidemics of rubella so far as the

offspring of affected pregnant %%omen are concerned, NT as NS. ell recognized by tjle
over 20,000 affected infants in the mid-60's epidemic. In most states there is still n'o. .

program in which there is routine' testing of the mother to determine ,:ier
susceptibility, or alternatively the provision of vaccines.

Reyfrontlization ,
,. '

The more sophisticated the service offered, and the greater the expertise
eded to dispense that service, the more important is it for regionalization to occur.
Massachusetts .for example, my laboratory has been designated the central state

facility for prenatal diagnosis of genetic disorders. Complete genetic. counseling can
alsonot be offered in every physician's off ce. Indeed a team approach isnot Only

14 7 '
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desrable.-but necessary in. proiding proper genetic counseling, The .rt
traeltng genetic clinics has already been met in Boston, Dense ere.

s cre irrffircUirincludfd a consideration of the need
for education (public and professional), the ethici and other problems in the

mirr7F-1nu gation of legislation, and the,,arious socioeconomic aspects and implicatie\ns
of preyentRe programs.
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PREVENTION OF DEVELOPMENTAL DISABILITIES

IN LATER PREGNANCY AND DELIVERY

by

A. H. Parmelee, M.D. and Claire B. Kopp,Ph.D.

Part 1 A. H. Parmelee

'.As a pediatrician I am not prepared to discuss preventive 'measures obstetri-
cians ight best employ during late pyegnancy and delivery. Ian concerned with

. th; early identification of those Infants who suffer later development disabilities as'a
nsequence of problems in late pregnancy and during delivery: Although We speak

reely of. high risk pregnancies and infants at risk as a result of perinatal
complications, in fact, we don't know the degree of risk for later develop,nelental
disabilities for any particular late pregnancy or delivery problem. Our current
concept. of ",risk" is based almost entirely on risk for dealh or serious illness in the
neonatal period.

With the fragmented information %ce have there is some justification for stating
that fetuses and infants at risk of death, if they survive, may also be at greater risk
for later developmental disability thin non-risk infants. This idea is based on the
concept of a "`continuum of casualty" and sublethal components. The lethal
components include abortions, still births and neonatal deaths and the sublethal
components, neonatal' illness, and, later developmental disabilities. The difficulty
with this; oncept is that it focuses our attention almost exclusively on those infantS
who suffer events that cause neonatal death. However, the great. majority of, the
surviving infants do not have later developmental disability even though the infant
appeared to have neurological impairment in the neonatal period: Much of the,
trauma of acute perinatal 'events causes only transient-brain...4V rather than lasting
brain injury Eurtherjnore, the concept of a continuum of casualty also takes our
attention a from infantswho may have suffered chronic intrauterine deficiencies,
of nutrients o :oxygen blt adapt well, enough to survive and have no neonatal
difficulties, but shows a si6ficant incidence of later developmental diSability.

Another .pi-oblem with the continuum concept was brought forcefully to our
attention by the failure of "infant risk registers" in England in the 196()'s Se -many
perinatal problems were considered to place an infant at risk for later developmental
defect that often as many as 60% to 70% of all infants born in a district were On the
risk register. Thus it was not very discriminiting and, iii addition., by school age most
of these, children were doing well. Furthermore, a significant number of school
children with developmental defects were identified who had not been on the. risk'

. r.register.

19
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More'recently the data from the Nation itute of Health collaborative
project, with, proSpective follow-up of 40;000 pregnanc , rid no or Only
minimal differences' on childhood intelligence tests between those' intents who' .

suffered single abnormal perinatal events land those who suffered none. The
socio-economic status of the children's parerits was a far more significant factor`in.
determining intelligence scres than any single perinatal event... .

As physfrians, our primary responsibility, is to'pevent neonatal death and illness ,

so we will -continue to tocus major attention on till; orm of risk to the extent the
concept of continuum bf casualty ts valid for er developmental disability in
attending to the first form of risk we will also mulish the latter.#However,1 think
it is particularly important for this conference to poi Out that this is a limited).r/
approach and by no means sufficient to preven all forms of developmental
disability related to later pregnancy and delivery problems. ..

, We need to devise neki ways of ,identifying in early infancy deviant
development that persists and is highly related to later developmental disabilities:
Currently many investigators 'ace looking at chisters of pregnancy and Aeonatal
events that may interact cumulti_yely, and, 5ombined with neonatal and early
infancy behavioral assessment be significant predictors of later developmental
disability: Certainly the development of cent-ers for the care of 'high risk pregnancies'" ,

and high risk newborns in the traditional senS'd.-3kill aid in the development of 'new
techniques.

Part 2 Claire B. Kopp

Developmental disability, that has its origins that e regnancy and d ery
---Freriod, can be investigated using the prematurely .. ,n infant as model.

Prematures, as a group, havet,a higher incidence of developmental disabilities than do
full term infants. However, analyses of research data on prematurity and its outcome
suggest that a simple cause and effect relationship does not exist between premature
birth and poor emotional, linguistic, and intellectual outcome. during childhood.
Many premature infants develop into children with no or minimal problems.

However, there are two classes of variables that may place infants into a
category of developmental risk.,One is that prematurity may be associated with
man%, other problerN, of later "pregnancy delivery, and thensonatal period, These
are subsumed under the concept of multiple risk measures. ,,The- second class of
ariables_relates to the infarlt,,ip his milieu, and ensuring family interactions. These
latter variables, are the, foc-uS of this part of the presentatio and include an
examination of. (1) infant attributes that may influence the interactive process, (2)
the caretakers' contribution to the interactive process, and (3) the soc,ial:cultural
milieu of the family. It is the particular combination of these variables tha't,may
distort, impair., or enhance the ongoing development of the infant.

The infant's influence on his caretaker may derive from the following:
1. Infant labeled as "premature." The label itself implies "risk" and affects

parents' attitudes and actions toward their child., Parent-infant attachment may be
impaired due to parental anxiety and guilt about the infant.



,4

.
2. Postnatal illness. amplications mav,:arise. in the early infancy period,

perhaps prolonging the parent infant separation, and exacethating parental fears
' about the infant's health and potential outcome.

3 Constitutional characteristiks of the infant. Premature infants may have
eating, sleeping. and crying patterns that deviate from parental expectations leading
to recurrent,interactIon crises.

4. Elaboration of behavior I he laws of develhment determine that an
Infant's emotional, motoric,)social, and cOgnitite,abilities. become more skilled add
complex user time Such changes demand concomitant changes in parents' actions
toward their child.

5 Sum totality of infant behat iors Almost everything that an infant is, or
does, affects his caretakers responses to him.

1 he parent's behatior tow ard the infant may derive from the following.
1 Emotional strengths of Pents. The ability of parents to respond

appropriatel, to crises over premature birth, or subsequent illnesses of the infant,
will hate a profound effect on early interactions.

2 .Education and intelligence- of the parents. Plrental understanding, resources,
and ingenuity are .tital factors that, contribute to undeistanding,of an infant's
development, his present, and ,potential needs, and h9w he may differ from other

children ., . .

3 General nature of parenting. The responsiveness of_a parent to the _infant's
vocal or gestural communications, actions, explorations, etc., may influence the
`infant's subsequent. actitle interest in learning about objects' and people in his.....

surroun ings.
I

_ ,

.
a

4. arents' other responsibilities. These may involve siblifigs, job, extended

fa.mil embers, etc., and .demand and tax parental rdsobrces at a time when their ,
i ant is in need of considerable attention.

:.
.,

The social milieu may influence the family constellation due to the following: .

1 Perception of "society." When parents perceive that their immediate
emir is of hostile, and can provide an opportunity fO'r stability in terms Of

job, health care, adequate nutrition, education, etc., then attention can be paid fo
i non-physical nee s'of family mernbecs. ,

2 Perceptio of "control," When parents feel that they exercise control over:

.their or liveg, . in their future, they also feel they can influence and prom tc
healthy development their children, , .

,
In summary, there are many complex processes that operate to deter me

developmental disability. We hate mentioned a few that we consider very imp- rtant:

'Fortunately, the search to Understand and define these processes continues, and is

being aided by increasing use of Sophisticated statistical techniques.

f
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THE INFANT AND YOUNG"tHILD
by

John Meier, Ph.D.

%alicfation of screening instruments and systems has -been undertaken with
preschool and elementary school children (Bakalis, 1972; Denhoff, 1969;

Hoffman, 1972, Mew+, 1971; Sandler, 1972; and Wyatt, 1971) and might prove
insfructie for designing validation studies with infants and younger children. The
following page 'Table 1) presents an Annotated Index of various representative
developmental screening tests and procedures which were selected as being designed

less appro,priate for infants and toddlef,S.4-It can be readily deft mined
.

That there are .e.r.Y4' few, if any, adequate singfeinstruments for primary or 'lir

subsequent screening and assessment of yoting children at.--,developmental risk.
Howexer, a careful combination of such instruments.rat appropriate stages and- k"4"-

chronological ages prOmises to comprise a satisfactory cirMprehensive system. `.

Beyond.the Paralysis of Analysis
When a satisfactory comprehensive developmental screening system has been

field-tested and thoroughly debugged, 'it is only useful if it plugs into practical
intervention programs. Several successful intervention programs have been reported,
in the literature. Table 2 presents a matrix of screening, evaluation, and intervention
considerations in a composite and self-explanatory format. It is obviously beyOnd

the purview of this summary to elaborate upon the various procedures, instruments,
and model programs indicated at various strategic points in the matrix. Needless-to7
say, it is most desirable for any potential subject in this system to begin and remain
normal, thus progressing. down the left column. However, for those who yield
positive screening results and are subsequently found to have bona fide develop-
mental" delays or disabilities, the sooner it is the better it is that they are identified

and placed in properly matched remediation/prevention programs (examples of
which are mentioned in the right column) Since individual subjects and individual
profesonals andparaprofessionals,bring various requirements to each case, several

options are presented in the evaluation and'intervention columns.

22
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TABLE 1
4

APPENDLX A ANNOTATED INDEX FOR SELECTED DEVELOPMENTAL SCREENING TESTS AND PROCEDURES
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30 Automated Multiphasic Health Testing Services Cotten & Cooper .. Over 4 yr At A 70 305 M,x Ter.
34 Biochemistry & Cytogenetics Guthrie i 5-3 mo A A U' <1 LT&EE Sec
38 Am niocentesis , . O'Brien CI3 A fi 60 20 P Sec

.40 Metabolic Howell, Holtzman & Thomas
Ambrose .

I33 mo.
133 mo.

A
A

A
A

<30
60

2
1

LT&EE
Moe

Sec.
Sec.41 UitraMicro Automated System

42 Nutritional Status i Fomen B-30 mo A U 20 1 PP Sec.
44 Gestational Age t Lubchenco

MCH
B-1 mo
B-12 mo
PreB,

A
A
A

A
A
A

5

NO'
Neg

2
Net
Neg

PP
1,

P

Sec.
Pr elPri
PrePri

ag Statistical Mortal-4 Morbidity
51 Statistical Epidemiology Tartan, et al

-:.
''' 55 Data System Scurletis, et at Pre-B A A Neg Neg PP Pri
.,
.7 57 Prevention de la Cruz & LaVeck PreC U" U U U P

Pri &
PrePr,

,'.1 58 :Apgar Rating Apgar B A A 6 1 P Pri
8. 59 Vision Press & Austin Over 30 mo. U U Neg 1 PP Pr.

61 Eye Screening Barker & Hayes I35 yr U U Neg <1 PP Pr,
62 EiectroDcuiograph PetreQuadens 1.6 yr A U 120 10 LT&EE Ter.
64 Hearing High R,sk Register , Hardy .. C3 yr. A U Neg Neg PP Pri
61 ' -1-1ear mg Screening Young, Downs & Silver 9.12 mo. A A 5 2 PP Pri

. .

71 Potential Battered Children .
Kempe & Helfer; Walworth
& Me zrGil C2 yr. 1 U U U U P Sec.

.13 Vocalization Analysis p, & Rousey 131,E mo. U U 40 20 PP Sec
75 Behavioral & Neurological Assessment Scale (1) Brazelton ' B3 yl. A U 40 30. P Ter.
75 NeurnDevelopmentai Observation --- Ozer & Richardson .---- Over 5 yr U U 20 15 PP Sec
80 Attention to Discrepancy Kagan . B12 mo. A U 30 20 LT,EE Ter.

..1 I 83 Ordinal Scales of Cognitive Dev. Uzgirts...&-Fturit ,

-Catlen
I33 yr.
B-30 mo.

U.
A A

60
25

30
15

PP
P

Sec.
Sec.S41" 86 Infant Intelligence Scale (CI1S)

> 86 Bayley Scale of Infant Dev - -- Bayley 0 B30 mo. A A 25 P
U - 88 KuhlmannBinet Infant Seale- Kuhlmann B30 mo. A 3, 15 Sec.
...i
_.; Z ,88 Griffiths Men ev Scale Griffiths 134 yr A A 30 Sec.
-4 0 89 Gesell Dev-elopmental Scale (Revised Scale) Gesell, et al 135 yr. A A 40 30 P Sec.
....1 j 92 ' jvanovSmolensky , Luria B24 mo A U 20 15 LT Ter
Z 93 Habituation. -

.,
Lewis, St al. B-18 mo. A A 30 . 1 PP..: - , Sec.

q3 Psychophysiological Croikeii 613 mo A A 80 M,x Ter
98 Playtest Fr4dlander 3.12 mo. - A A, 56 ' 25' LT,EE Ter.

7. rj 99 Infant try Analysis Ostwald, et 'ai: 133 rho. A U 30 15 LT,EE Ter.
.7,1 104 , Expressive Language Reyes, et al

..--ai
24 yr. A ...' A 40 20 PP Sec.

108 Receptive Language ' 1 Marmor 1.3 yr. A U 30 15 -PP Sec.
i hci F3,ly I angiiage Assessment Scale ' Honig & Caldwell '3-48 mo ,,471 U 30 15 PP Sec
114 Behavioral & Neurological Assessment Scale (II)T Brazelton, et at I33 yr. A U 30 15 PP Sec.
114 Behavior Problem CheCkIrSt I Quay & Peterson B-4 yr. U U 30 20 P Sec.

-' 116 Rimland Diagnostic Check List : Albert & Davis 134 yr U 30 20 P Sec.`Q
z 116 Behavior Checklist .7 . Ogilvie & Shapiro -

t- 3-6 yr A U 45- 30 P Sec.
GI 117 Quantitative Analysis of Tasks White & Kaban 1.6 yr. A A 60 30 PP Se-c.

/-i 118 Behavior Management ObservationScales 1 Terdal, et al 134 yr. U U 60 2,0 PP Sec-c1-3'

118 Vineland hoc Maturity Scale f Doll B18 yr. A A 25 10 PP Pri/Sec:
W 118 .-Preschoot Attainment Record I Doll '1L" B7 yr A U 30 4 15 PP. , Pri/Sec.

119 ' Behavioral CategoricalSystem DeMyer & Churchill a '2-t Yr. A U 30 20 `Rs ' Sec.
125 Psychological Assessment Functional Analysis I Bijou & Peterson B-Adult A A- U U P dr PP Ter

I First Identification-of Neonatal Disabilities
in ' 1 I (FIND) I Wulkan B-12 mo. U U U .1 U All

; System of Comprehensive Health,tarew i
s- i 128 ' Screening & Service ---. ' i Scurletis & Headrick., C4 yr.

-t
A U U U "Mix All_ 1.

in l 132 t Preschool Multiphasic Program / Belleyi1le & Green 134 yr. A A U Mix AIJ 1,"
,- in 136 Pluralistic AssessMent Protect - i Mercer " 5.11 yr. U' U U U . U Sec

"I ' 140 Ped.atric Multiphasic Program Allen & shinefield Over 4 yr. A A 120 30 Mix All
143 , Rapid Developmental Screening Checklist Glannini, et al. B-5 yr/ A A 5 1 PP,P Pri

in
Z 143 , Guide to Normal Milestones of Development Haynes I33 yr. A 15 5 PP,P Pri
to ' 150 l Developmental Screen, Inventory KnoblOch, et al. S18 mo. A A 20 10 PP,P Pri
I 153 i CCD Develop Progress Scale .,, Boyd B8 yr' A A 30 15 PP Pri ,

C 156 , Denver Develop Screening Test Frankenburg & Dodds 13.6 yr. A ' A 30 16 PP Pr,;
',4:). _ .

.

2-, 16 At Risk Register
Alberman & Goldstein, ,,-/
Sheridan; Oppe; Walker PreC A A Neg Neg PP,LT Pre.

U , .

19 Risk Factois (Kauai Study)
. Pre-C
Werner, Bierman & French to 12 yr. A A Neg

f
Neg PP

,

Pre ri.

NOTES. i. Number of first page discussing topic in Screening and Assessment of Yoting Children at Developmental Risk (by Meier, J. H., Wash., D.C.,
Gov't Printing Office, 1973$.

2, C=Conception; B.Birth.
3 -A= Adequate, i.e., >.75, when reported or estimated (onlyconcurren1 and face validity not predictive).
4. 11.Unknown - in any category indicates that data are either unavailable, too variable, or sparse.
5. Minutesirequired for administration and interpretation eSt 'mated average with normally developing child.
6 Estimated total in dollars including time and materiAUnder optimum conditions.
1. P-Piutessional (rained to administer test(s)'. PP=ParaProfessional, properly trained, LT.:Laboratory Technician, EE=Elaborate Equipment (in

sabusatui y and usually not portable), M.x.Combination of preceding. A trained professional is required to interpret test results.
8, Recommended Stage ,n Screening System - Pri=Primary, Sec...SeCondary, Ter.=Tertiary, Pre-Before.
9. Neg.,Negtigible amount of time or cost per child.
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TABLE 2

SCREENING, EVALUATION, AND INTERVENTION
FOR YOUNG CHILDREN AT DEVELOPMENTAL RISK*

Age

Satisf ctory
Pro IISS

If of lir
Screening and Risk Assessment
If screening results or risk
factors

I Evaluation, ..

1 Close Observation
Diagnosis

Intervention and
are positive lir and to illo: Follow Along _ V

JZ
0
C./

:a
Xa,

>.

Z;
<
0t.u"
2

/
tiht to
Concr., .a)

Adepf,ve &
i,

Pit s,o 0,.),,,:al

Readnes
;Norma'

\Materna &
f- Jrn ,
H,lt ''y'

Req,est tor
Servce
!SusPec'ed

E
Pregnancy

E Conf nned,
rn
7 Regular 08
..r GYN Check;

Norrnx
Piibire...si

,. fleg..Iar
r-n 08 GYN
=

--s Cher;
Norm it

= PrOgregS '

Presence of One oc More Maternal
Risk Fisitors
Physical Medical

1 Mal flu Tr ,,N,
2 Age 16 or 35 .
3 Poor Roprodu,..tIve History
4 Su'oect Metabo'.c and or

GiTe4 c Disease

h.so, ji -t.tehav;orai

T Lwl.f'SES
2 Sixth Grade Educatioci,

,, 3 F...,octionailv Illiterate
s' 4 Low Adaptive Behavior Rating

1

Nutrition I/Metabolic Tests
Derive netic Pedigree
Literacy/Educ.Tests
Adult Ada nye Behavior'Reting (Nihira)

.

-

,.

)Appropriate Medical Tests to Evaluate
& Embryo Condition

Amniocentesis
clat/Behavioral Tests of Maternal
'lay and Attitudes

'
..

.

",,-/ .

r
Evaluation of Matern I and Fetal Condition

'

Genetic Counseling (Sterilization)
Diet Therapy
Contraceptive Counseling (Planned

Parenthood) ,

Maternal Training (Jr & Sr. High School)

,

,...
*

-

Counseling
Therapeutic Abortion
Psychotherapy .\ .

' Yr
.

Counseling .

Positive Attitude el .

(Natural Childbirth)

t .

Complications During Pregnancy
. 1 lorections ...--:......maternal.-tt R3beiia -

31- Toxemia
`...., -4 Drug Overuse

5 9adietion ' , -
6 Blood Vicornparibility---
7 Maln6tribon
8, Maternal Psychosis .

Unwanted Pregnancy_

Above
First Request for 08 GYN Services ,

.,
-.

z
=
(;)
to

tu
Z

,

'2
%

E
B

r. .

..:_.

Hospita
Admission

Normal
Hstory of
Pregnancy
nd

Routine
0BGYN .' Checks

Uneventful
Delivery

Complications During Delivery,
1 Hemorrhage
2 Dystocia .-

3 Excessive Anesthesia
4 Trauma
5 Plgentar Damage
6 Cesarean
7 Premature (SGAI
8 Postmature '

9- Hospital Admission with no
prior OB/GYN checks

..., 4

..

Appropriate Medical, Tests to Evaluate
Maternal & Infant Condition

"ii

, ,f
N

.

.

r. .
,

Necessay Procedures to Insure Maternal
& Infant Viability

,
.

. .

.

.

, !

t.)Z
et

'

#

Normal
Neonate!

Growth &
Development

.

.

. ,

'

Pediatric Physical and Develop-

, mental Exam.
1 Apgar (5 min )

. 2 Metabolic/Genetic Screens
le g , PKU) ,

3 Trauma
4 InfectiOnt5,

i 5 Malnutrition .
, 6 Head Corcucifrence

7 Guide to Normal Milestones of
I Development I@ 1 mo ;
.

ehavioral & Neurological Assessment
Ncale (Brazeltoh & Harowitz, @ 1 mo.)

Environmental Quality
Maternal Attitude & Aptitude

1

(Beldw for Specifics)

r

Sensory Stimulation
Behavior Modification
Environmental Enrichment
-Materrial Trading

.

(Below for Specific,$)

. T, .
,

i

, .
. .

Developed by John H Meier for Governor s Conference on Prevention of Developmental Disabilities, held at Newp (ler Inn and University of California
'`

.
if nenel. December 1973 the author gratefully acknowledges the trggestions from Tadashi Mayeda regarding the f rmat of thrsmaotx
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Satisfactory ;

Progress
if not -go,
Monthly
Well Baby '

Physical &
DeVelopmentai
Check
1 ar)

Normal

Screening and ft 'silk Assessment
If screening results or risk factors
are positive .

Evaluation,
gloss Observation
and Diagnosis to

Physical .
1 *Trauma'

infection
Diseases

4 Malbutrition
5 Vision
6 ,Hiaring
7 Matehal Postnatal Depreisoon,

Resection. Neglect and/or
Abuse

8 Prolonged Separation of
Infant- from Mother

DevelbPmental
Progress 1 Rapid Developmental
Bo Monthly i Screening Checklist
Physical & / 1@ 6 mo and 1 yr ,-
Develop nta1.1 2 Developmental Scree ng
Checks Inventory I@ 18
I 2nd year} .3 Develo. II e . gross

Sca cmI@ 12, 18, 24 )

\I 4 e moor Developmental
reening Test (@ 12, 18,

24 mo )
5 Behavior Problerb Checkc

iisr (@ 24 mo.)

1."

tT'..t. .

Per iodic Pediatric Physical Exams (See
Physical & above considerations) Develop-

O , .

O ,, DeveloPmental mental Sc'reens (Nos 4, 5', & 6
O . Checks above) Peabody PictureI
0

1 Approx Vocabulary Test .

-, 'matey GorodenoughsHarris Draw A'- Person
every

1 6 mos )

O

a

SS

cd
2

E
c re

tit

At

Albert Einstein Scalesof Sensor) -Motor Demelop-
men t

Kantz-Nevis Visual Preference Test - -

White Held Visually-Directed Prehension fifst.
Gesell Developmental Scale -1

Bayley Scale of Infant Development

Gidonal Scales of Cbgnitive Development
Griffiths Mental Development Scale
Kahn -Intelligence Tests
Infant Rating Scales (Hoopes)
KuhlmanBinet Infant Scale o

Infant Intelligence Scale

Caldwell (A Procedure for Patterning Responses
of Adults and Children -- APPROACH)

Parental Attitude Resbarch (instruction
Parents' Attitude Scale
H lisler Adult Intelligence Scale

( 5)

Irwin Spe $ound Development Test .

O Prelinguist c Infant Vo'calization Analysis
(Ringw et al.)

b Shield Speec d Language Development Scale
gl .Early Language Assessment Scale (Hoag)
3 Receptive-Expressive Emergent Language,

IREEL,131och)

0
8

03

. .
Prescgool,Attainitent Record (Caldwell)

Psychop,hysioltegical/Neorological Maturity
(Brazelton, Crowell)

Vineland SociakMaturity Scale (Doll)
Emotional Maturity Adaptive Behavior Scales

(Nihira)
Pluralivic Assessment (Mercer)

In ervention and
How-Along

obath & Ayres (Physical Therapy)
Gordon (Home Learning Center -

Flortlial
Gray, et al (DARCEE)
Heber & Garber (Milwaukee Proseal)
Keister (North Carblina Infant Day

Care/ /
Lally & Honig (Syracuse Infant project)
Levenstem ( other-Chold Home

Progfam . -
Parent -Chid Canter Programs

(Cost lo, Holmes)
Meier, e: a1 (Education System for

Hi sk Infants)
Robi son (Frank Porter Graham Infant

Project)
Weikart & Lambie (Ypsilanti Carnegie

'Infant Education Project) '
White & Kaban (Brookline)

-0 .1 'Normal
4 1 Progress
ur
t .

..r

Preschool Inventory (Aldwell)
Leiter International Performance Scale
Slosson Intelligence Test
Raven's Coloured Progressive Matrices
StanfordBinet Intelligence Scale
Developmental Articulation Test (Hejna)
Illinois Test of Psycholinguistic Abilities (Kirk &

McCarthy)
Verbal, Language Development Scale (Mecham)
Developipental Test of Visual-Moto'r Integration

(Beery) . .
Developmental Test of- isu al Perception (Frostig)
Detroit Tests of Learning Aptitude '
Minnesota Preschool Scale
IPAT,Test of G-Cuiture+air (Callen/
Arthur Point Scale of Performance Tests
California Tests of Metital Maturity and Personality
Metroptilitan Readiness Te5t-----1-
0serets0Tests of Motor ProfiCiency
Weoman Auditory Discrimination Test '

Model Preschool Programs (by last name
of developers - for description, see
SOURCESbelow).,

Anderson & Bereiter
Blank
Hooper

Karnii
Karnes, Zehrbach, & Teske
Meier
Miller & Camp
Montessori
Nether
Nimnicht r
Palmer
Robison
Shaeffer & Aaronson
INjukart '

yvhotney & Parker -.

,
SOURCES. Battle, C. & Ackerman, N., C. ,Early Identificatidn and' Intervention Programs for Infaots with Developmental Delay,and Their Families
Summary, and Directory. Chicago. Nat'l Easter Seal, Society forCrippled Childrerq & Adults, 1973. Guthrie, P. D, with HOrne, E. V. Measures of Infant Develo
ment - An- Annotated Bibliography. Wishington, D.C., Head Start Test Collectokm, Educational Testing Servlte, December 1971. Hoepfner, R., Stern, &
nivmmedalo, S G LEds CSE ECR Preschool/Kindergarten Test evaluations. LosAngeles; Calif,. UCLA Graduate SChool of Ed?catiop, 1971. Meier, J. H
System Fus Open Learning, tactile r s Handbook'!. SOL Foundations and-Rationale. Denver, Cold,. Publisher's Press Inc./Monitor Publications, 1973. Meier, J. H
Sicreenong and Assessment of Y ng Chrldr.en at Developmental Risk. INashington,D.C. US, Cov't. Printing Office, 1973. Parker, R. K. (Ed.), The Preschool
Action Exploring Early Childhood Programs. Bostpn, Mass.. Allyn and Bacon, Inc , 1972.WAliams, T. M. Infant Care Abstracts of the Literature. Washington,
D_C. Consortium in Early Childbearing and Childreartng, August 1972.

.
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TUE RECOMMENDATIONS

-the following eight...recommendations Were t lost frequently mentioned
during the days of intense deliberations by the more than 200 persons who
attended-the conference,

,,
, -. . .

Actions on education an publicawaren,ess received the most support by
conferees Recommendations in these :areas ''were aimed .i V state agencies,
professional societies-, educational institutions,,local health and educ4ional agencies
and all other organizationS allied 'with health and ed',ics ation Which could reach and
influence the general 114311'6o accept and use the, knyledge of prevention that is

. , .
now available. .

The following recommendations represent a composite of 91 recommendat ons
proposed during thp conference. .

, .
.

A complete JeSt.of the entire 91 recommendations is on file in the Office of
Developmental DilibIlltics, Health and Welfare Agency. Sacramento,-California.

/
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RECOMMENDATION NO. I

Pros ide education and inforrh tion pertaining to trripretation. of

mental' disabilitiesdisabilities to all Californian and, in particular, to adolescents, prospective
patents, and all practicing professionals.

11

Child development courses in elementary and secondary schools, lottb public
and pm ate, must be taught to_ all children and jnirst include the teaching of
praLtaal. appropriate, current Krtow ledge of human development, nutrition, human
genetics. effeLtie parenting aatithe effects of certain aspecd of environment on
normal dexelopment

, It is strongly recommended that continuing education of practicing profes-
sionals include current research findings of primary and secondary preehtion
the application of those resources that are mailable to counteract unfavorable
influences on normal growth and development.

It is necessarsi to bring to the attention of the general public the fact that
disregarding the care of any one of the 360,000 infants-borne\ach year in California,
will result in lifelong emotional and financiil consequences.

1

RECOMMENDATION NO. 2

Coordinate and, ...where necessary, expand services, to prospective parents, .
4 A

expectant mothers, newborns and their parents,o as to provide comprehensive and
continuous coverage from pre= conception through delivery and ear4 infancy.

Agencies which provide family services, ruaternal and infant care, well-baby,.
Llinics. genetics services. intensive new born care, perinatal care, -immunization
services, crippled children's services, and other directly and indirectly related sernces
are at present located throughout California. TR:. care--provided to. vpective
parents, expectant mothers, new borns and their parents is, however, inconsistent
and uneeh. Such agencies shourld be so W'ell-toordinated that no person wokild lack

comprehensive Care.;
IA orkini relationships bet comprehensive serticetcpters and special family

r and health care centers should be coordinated so th'gt specialized 9,are,; when
required, is botl1 available and accessible.

Genetic counseling services and intensive newborn care centers must be
,additionally developed; expanded, Ad coordinated to make ,them available tq all

,

persons in need of them.

;

....

RECOMMENDATION NO. 3
:

. st

_ . I* . .

Provide expectant mothers and newborns with full range of supportive services.
Regulations governing pre-paid. health'pla,ns and third party payment stupid assui

adequate benefits. . . .

. 44 3'
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RECOMMENDATION NO. 4
.

a
.

Offer expanded family planning and prenatal services to women of child- N
bearing age, expectant mothers and prospective parents, in/such a w that they are
made dramatically aware of the important responsibility of those who will' provide
the future of the nation.

Free pregnancy tests should be'considered as an rad ucement for early prenathl

Appropriate immunizations (dbeola, RhOgam, efc,) should
services

available at no
Of minimum cost

The media should be used extensively to informd educate prospective .

a.
=parents on effective paren-,ting This Irmo. 13,- followed up with selective food
allotmentsc transportation assistance and home help.

Services should include regulaily scheduled comprehensive screening to detect
early signs of need for supportive services, by- stationary and mobile .units.

. . CI,

.
RECOMMENDATION NO. 5

6I

Rexiev, and assess the preventive sen ices provided through regional centers and
critically assess their capacity to undertake a full range of preventive programs.

Except for genetics and other services 'directly linked to developmental
disabilities, it is suspected , that the ability (If regional centers to undertake
comprehensive preventive services is limited. Their rale in preventive should be
expanded so that their authority to assist in educational and Public information
ventures is increased and their authority to purchase related services is broadened.

RECOMMENDATION NO. 6

Survey existing manpower needs in already existing family,. prenatal, and
'nev,born services to deterraiiie the numbers, classifications and distribution of
personnel reqOired to provide comprehensive care from 'pre-conceptionthrough
delivery and early childhood.

. ,v., .

The development of new , allied protessuisnstshould be considered andefforts
made to expand the availability, of services through greater use of family nurse

'.,practitioners mid-wives and others.
The content of courses and the scheduling of classes should be more responsi.

to the current needs of practicing profestionals. . '

The content of community college courses should include an emphasis on the
pining of 'personnel, for comprehensive human-tare.

.a

213
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.RycoCimi.NDATIoN NO 7

yl state 'supported or subsidized,proente ser.ices should be required to
maintain indiidualiied client records reflecting the effectiveness or.services. This
recomMendation is not to be confused .sith the deyrfopment of a central risk
registr. ,hich as dot endorsed b>, the conferees. It is. rather, a means to assure

f

accountabilit

RFC0 \IMF NDA [ION NO. 8

Related professional accrtditation boards and societies, educational institu,
twos. regulating agencies, and. selected service organizations must jointly develop
standards hich, %sill result in high qv-SEEN care and training in family, prenatal,
deker .. nos born. and early childhood services.

rw

he D'epartment of Health and Department of EduCation have the jurisdic-

responstbilities to initiate such cvordinatnig actions.,

:29
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EAB.,,LY PREGNANCY
GROUP 1
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