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The G%\ernor s Cor}

p 'y

terence on Prevennon of Developmenta}

Sy

called exprcssl» to assess existing knowledge of pre\ entive techniques and to develop
a more extehsive design for action in the future,

<

befor%oncepnon as Jvell. )

ental disabilities, not only pnor to and after chlldbxrth but

Those attending phe conference took.a close, look at ways of -dealing with the
| days lof intense delibera
specialists, educd

fFons by 200 phyéicxaqs, nurses,’ health
social workers and parents provided 91 recommendati
prevent or minimize the effects of develGpme
" mentionedy recommendations have been combjr
which appear in this report. |

> into eight key recommendatk

e .
It is hoped that these recommendations Wil hel
well as fiscal résources and ease the psychiotogic
members.

reduce the loss of human as

-expmggced By famxly
All attemptyiﬁf be, made to implement the tecommendatlons as quickly as

S

{

(;,x

1 disabilities. The most freqz]:rs{m'\

Disabilities was
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MESSAGE FROM T HE GOVER\YOR
. by
" Hon. Ronald Reagan, Govctnor
State of Califo¥fia -

I would like to welcome each of }ou to thns cont€
disabhing condinions which lead to mental r : /wrfbra
other neurological handica = :

_ I have called this important conference expressl\ for the purpose of dealing
- Nth*the probléms of de\elopmental disabilities prior to their onset rather than after
they occur 1 believe this is a priority subject for Cahforma and the nation. -~ -

California'1s commutted philosopfiically and’ "morally to providing the highest
quality of service at locatidns mest appropriate to ghe needs of its dev clopmentall)
disabled citizéns. Preventigrservices should be an integral part of these semces in
each mmumtv : - .

Over the past decade, tremendous growth and‘?\nowledge has taken place’in the

; fields of child and human development, bioghemical genetics, and most'recently in

1mmunoloz& This should enable us to € ablish pre\entne practices whicH will
reduce the finanaal and cmononal impag. that accompanies the birth of aseverely
disabled child. N\“ .
.« To my knowledge. Califorma 1s the first g0 call such a conference. 1
believe this 1s most fitting againgt the backdr Cal
during-the last decade. For example we began the regional g&grers.for the mentally
the south. These
existed for several years \\hnle we dcxe]oped the syst ] the foundation
for current programs. This was . a first in esp ishi WXy system of
coordinated seryices. ’ e -
Ou! of this experience camc the Mental Regafdatiof Services Act\f, 1969,
authored bv Assemblyman Frar)k [4nterman.”As a result of this lai ’
legislation, there is now a net\\fe‘rk of 16,regional centersthroughout the,state. !
are planned. This meaﬁs itig n@{possnble to purchase the necessary serviced.t6 megt
the total needs of the mentalig g¢tarded wherever they may be located 1n California)

Since our pnoneernng{ﬁérts the federal governmient has taken a positive \

position resulting in financial sipport for services not only for the mentaily retarde
but Yor cerebral palsy, epnleps» and other neurologlcalh handncappmg condisi

svear. our reglonal Centers now will be serving Cgfsg‘fma ciyjz
SV g { -

LR




mthout l\nouledge of the real needs of local communities. o

In the field of education, the state has developed.a ‘wide spettrum oﬂ services
ranging from a mandated system for trainable and “educable children from
kindergarten through hlgh school. As an alternative to hospital placement, we have
evpanded and are continuing to expand de clopment 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 1s that no handicapped person will wait for services that he needs near

his_home, Classes and services also are being developed foy other handncaps within

the framework of the Department of Education Crippled children’s services also-.

offer specific programs for the crippled child through maternal and child health. « ,
- Communuty colleges, stdte college unwersities, and the University of California

'

" , system are alse actively pursuing manpower training programs to meet the fieeds for
' trained persomlel as services and programy develop. Without quahfned and trained o
. . personnel. new programs cannot bécome a reality: , .
Much remains to be done. Recognizing this fact, we have atempted to .
- . inate fragmentation of services by estab)shmg a state Departmcntfof Health. g
Edu%ﬁton is refimng-tiieir master plan for sécml education.in order that we might . .
sharpen our existing service programs. : o
- Our goal now is to work: toward the total eéhmination of the problem of
dey elopmentdl disabilities. You are here because all of the necessary resources ha\e .
' éot been mobilized at this time. .o -

i The design of this conterence is for action Wnth the tremendous ta#gnt

/ assembled  here. 1 am sure that constructive and realistic solutions will be

torthgommg I await not \pnly your suggestlons but your plans and methods for

- : accomplishing this task. Our godl 1s to reduce and ehmmate the «problems of
" developmental disabilities. . ~

.
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_for the deve Opmentall\ disabled.

. thank my distinguishe fnend Chancgllor Dan Aldnch for bemg our loCal hogt here

. expanding service programs for the developmentally disabled.

KEYNOTE ADDRESS
by e
The Hon. Frank Lanterman

California State Assembly

[ want to rake this opportumt) to commend GO\ernor Reagan for cstabhshmg
this: Conference on Prevention’ of Developmental Disabilities and to express my
appreciation to Juanita Shaffer, Al Toedter, "md Dr John Morris for their many * /
hours of hard work in,plannting ¥ius Yost important conference | would also like to

n Orange County.
During the past several yearsAve have made great progress in imptoving and

* The Reglonal Center Program has grown from 2 Centers in 1966 .15
-Centers in 1973 : " e

* During ‘this ‘same period the Regnon&l Centers caseload ﬁas increascd from’
serving 7/00 famlhcs in 1966 to over 10,000 at the presefit time.
And the. Regnonal Center Budget has growﬁ from $575,000 to $27 million -
.during the past seven years., This $27 nmillion ineludes a $5 million budget T ~ N
augmentation this’ year which was requested by EarlBrian and his staff, ’

- As"a result Jf the passage of my AB 1759, we will have 20 Regional Centers
with a budgft approaching $50 million by 192‘3

- Educationa) services-have also expanded in the last several years.

~ We have more EMR (Edugabk\ Mentally Retarded) and TMR (Ira*l
“cntall\ ctardéd) classes. We ha\e e\panded the numbcr of Developmcnt

provid acutel\ -needed educational progmms
y 0§pl[dl Scmccs for the dcwlqpmentall\ dmblcd have als

. Now ! would" like to turp your attention to the primary Sub_]ect of this

conference — prevention of dcwlopmental dnsablhncs '
Just as service program have" grow?m in the la}/ several years, so has our .
knowledge of pre\cntwe techniques. ) -

ich started in the fomes has grown at'a rapid pace
s advances in biochemical genetics led to new
of metabolism, c§togenetigs has led to a new

The, revolution in biology, v
in the la;t decade. By the 1960
knowledge concerning inborn erro
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understan\«.hng_ of a Lage vanety of abnormalities, and more recently the deyelop-
ments in imunology have enabled us to make significant contributions to preventive
practices ' . .
I think 1t 15 p'rrtrtularlv 1mportant to note that in spire of this increase in
l\nowledge we dre spending a drsproportronatel) small sum on 1mplementmg known

preventive techniques -

For example, of the $301 million contained in the developmental disabilties"

budget tor 19%73-74 only $746.000 was carmarked for preventive activities. This
amounted to less than 1/3 of 1% '

.In partial recogmuon of this problem, the legrslatrve Conference Comimittee
on the Budget, ot which I am a membag, augmented the Budget by $500,000 for
additional_genetic counseling services 1erg funding for a sickle cell anemra
screeming project in Northern California and a Tay Sachs project in Southern
Californua . : v

But obviously there is mugh more that needs to be done. As.a starting point |
would urge this Conference, to carefully review the proposals made by Art Bolton
and Valeric Bradlei> in *A_ Report to the ‘State Assembly on Developmental
Disabihities in Cahtorna” which was published in April, 1972. '

Part 11 of this report included many - -reaching and innovative suggestions in
the areas of prevention and early intervention. -

_Specifically the report recommends: &

1. Establishment of a statewide reporting system and central registry for
mothers and infants “at-rish” to assure that children born with handicaps or at risk
of developing handicaps receive special attention,

2 Establishment of womprehensive prenatal and infant care pllot prOJeqts in
selected ‘“‘target arcas” of the State.

-3 Expanded care finding and pubhc educatron 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 of
prematuce delneres. . Dl -

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

8 Development 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 organized settings.

12. Home visits by public health nurses to famjlies with developmentally
disabled children.

13. Establishment of services whrch would facilitate the delivery of preventrve
services such as baby-sitting, homemaker services, and public service announcements.
« Although the Bolton Report was presented to the Legislature 1% years ago, few
of the recommendations have actually been implemented. The State of Iilinois has
reviewed this same report and has taken steps to implement all its major provisions.
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p In terms of the work of this Conference, I ywould: sﬁggest that the Bolton-
.~ Report may provide a good starpfig point from which you can add many other .

innovative idéay ahd proposals

B [

.~ _ " lp sumpary, 1t 1s clearthat the costs of treating the developmentally ‘disabled
are rfeme}ﬂl/glus. paruedfarly when we consider the loss of humart potenuial and the .
conttnuous drainefl family resources — both financial and-pSychological, . -

It 15 trye“that many of our adult develop atally disabled were born at a time

ical technology was unable to fully cope with their problerhs. But it is also

. true that during the past several yoars the state of the art of preventive- te¢hriiques
)/% been greatty'improved and continues to progress at a rapid rate. ’

The costs resulting from our comparative heglect of funding preventive work

. will continye 6 burden the State for the next generation unless the cycle<s stopped’

through increased availability of resources and implementation of the technblogy

whxcl}dlr’ead)"exists.t o, ‘
. We have gained a great deal of knowledge and experience, and I think the

<. /pvﬁpmc of thi$ Confe\ren/ce is to asses what we have learned and to de
toad-map for the-directions we should be moving in the future. While we dve a rich
e “tustory on’ which® to. build-none of us yet know all Sf the solutipfis to.thése
problems. But as James )l'hurb/qr cogently put it, “It’s better to kn
of the answers.” ' ‘
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KEYNOTE ADDRESS . . ,

by ' S

Earl Brian, M.D. S
Secretaty, Health and Welfare Agency

¢ gnen over a good portion of the past year to moving about the state,
with many of the Health"and Welfare \genu s 45.000 employees, as well as
mcctmg with vrganizations and mdmdua]‘s whose actwity and interest are in concért
‘with agéncy programs v
Lhose travels ‘have carried me to nearly all of the state hospitals and 'several
. rczne(al tenters — and’l have been able to see first hand the kinds of care and ..
treatment that mark Califorma’s programs — making them unique and plucing them
arthe very top of the nation’s finest efforts for the developmentally disabled.
' < Amy ot yiou who have shared in seeing those activities and those facilities could
' not have helped conung away . with much the same thoughts the eXperience  ~
produud for me .
And#hat is. so much of [hxs need should never have been
. “In afl era of almost danl) scientific and médical miracles, these disabléd
. / . individuals represent more than’ the wonderful care and treatment which‘will enable
them tg take an optimal place in shag [ our life — it also de"xrlv represents a terrible
_waste of human potential. particulafly’ in the face of so many advances in other ’
. . tfields which have alleviated or ehmnmted detylitating dxsease and other forms of
" human atthiction and sutfering. - <
(.aliformia has upwards of 180. 000 peoplé who are de\elopmentally dlsablcd .
and getung some form of help: from our statew ide programs. An u‘nprcssne number
. most certainly , . . s
/ "B{xt_;hu number points up a concern that brings us.here,today, a concern that .
. not only must we strive to improve care and treatment for them — but also movg~_
" swifth in finding ways to insure that those to follow in years to come will: dmnmb .
. 1n number - that detection and pre\enuon programs will take the lead- and priority {
so long overdue. -
' True. much has been done toward th:Lt end. The field has crossed the threshold '
| of myjor change and advance. . o
vooo® Some wavs to foster growth and learning in even the most severely disabled "™ .
- .hate been found. The secrets of the human cell s progmmmmg for the unborn have S
. been pried out > N . R . ., oo
oo « " The most crmcal vears to impart leﬁrmng, ave been found to be far before the

‘Q—\ @
time when formal éducation w ould“nbrmqll\ begm C ¢ .
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- ' De\elupmg succ/essﬁuk instruction for the devélopmentally disabled has ¢nabled ¢
us to tmd Steps in the learmng process previously. unknown and even unsuspected.
. In marly’ wavs. we are finding that we have just tapped the potential to. be !
. tot.md and enhanced for the developmentally disabled. Yet, I believe that we are all, v
awdge of.the roadblocky to making these discoveries and the many that remain to
unfold « as wgll as putuing into action that which we already know.
' l,\n our characteristic pell:mell rish to do the job well'in all areas of concern, we
., have also charactenstically created a vast array of fragmented _Ei_elivery, waste and"
.~ Inethicndy : -
W have already rhade mroads 1n this state 10 move away from those factors
1nd improve that sltuation. Significant to that end within recent months has heen
the vrganization of the new State Department of Health— a move calculated to make
urrent grograms: more responsive . and more coordmated Th thewr service-to
Cahifornians n need .
\ddltmngll\ the enture planning p'rocéss for the developmentally disabled has
ht‘tn realigned to produce’a me.mmgtul working plan for our regional centers. )
lhese and other actions form just a part of the solutien — and Admnttedly‘have
far to go n that spectrum of actnvity mn order to function well in the ultimate
delivery of care. But the fact remains that we have come very, very far in a relatively
short timg ?

N

L4 5

s to be done — and that is what Brings us to this gathering today.
 all share \n the expectation of the action t}j come out of this new beginning: %
1 plan which will serve well for many vears in tHe bringing together and blending

‘all the resoupees. all of the knowledge, all of the programs and all of the diverse
. individual effo/ts now ar hand in California. » s .
- It 1s an fwesome task. but clearly one that muss be accomplished if we are to

, Mmove towwar, .uhlc\mg a national geal of reducing by one-third the: incident ofb

-~ developmedital disabilities by the end ,of this century — a merg®37 yearsaway.

. [ personally believe that we have or will have the exp¥rtise and resources to -
achieve that_goal much sooner, and in fact, can, and will — ehmmate, totally

. g t (hp tragic wastc - - : ..
:Enur being here todm places you In tuanguard of in effort tp move fowagd
that end - arr end that will set a pattern which will cventuﬂl} be emulated
. . natonally. as so many California innovations have been.
. \our xmol\cmcnt and the subq;:quent producmon of a plan will show others
how to- better put, to use the best k,nowledge available on prevcnnon It will show
others ho“ to best mobnhze the many org.mnzanons.and agencies to produce focused
programs at both the primary-.and secondar; prevention levels. . . .
.o In just’ a.few’ moments, you will Be hearing about the areas to thch your
. actions will be addressed. Tha, Precomeptzon Period, Early Pre'gnane‘y " Later .
Pregnancy and Delivery. and The Infant and: Young Chuld. + : C e
-” dn dealing with those four ,areas, 1 would strongly" urge*you to think and '
. _translyte all facts into goals and objectwes — for the conference you ate attending + 9
e w here today "is not )dst another gonference — the action plan you w1ll ulnmately/ B
- produce 1s not just another plan. - .
' - "' Itus.ip fact, the kind of plan which will have far- rgachx(wg impact for years to : .
;o‘r‘nre. .md for that reason, [ give you my commxtmc.n,t_that, insofar as l'am able, this .
. ' _ A Co
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" . . . plancyour plan, will have all the appropriate resources and manpower now under the,
Health and Welfare Agency brought to bear on the task you ses out. - R
" ; ) .
: . This s just the beginning ofwmany years of effort toward a goal of
unquestionable merit, and -1 believe you should be mindful that.what yotr dowitt————— ———+
S mnsure oo : - " S
- - N . e . .
ey ~+ That someday menta} retardation, cerebral palsy, epilepsy agd the many
) other causes- &f developmental disabilities will be nothing but a bitter ’
. memory “ S - — )
- That somedav parents will nog have ro,live in fear of a questior t
haunted them since the beginming of mankind. - .
. So what vou do here today s not merely a challenge from a’personal or -
, professional pain{’of view — 1t 1s also part and parcel of the spirit of reaching ouf 16
o help others. That spint s the bac}\bone of thus state and this nation — and 1t is as old _
1 ns America itself. - . ], . , . . ’
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: PREVE\TIO\J OF DEVELOPMENTAL DISABILITIES
;T THE PRE- cowcamiﬁmoo . .
’ R O ’ Lo

Mitchell S. Golbus, M.D, . -

Any discussion of the prévention of dev elopr"'nenltal disabilities requires that the
. causes- -of “such dasabnlmes first be identified. To makeé this task more manageable the
- orgam;,rs of this conference hiae elected to look at this probiem chronologncall\
Thev ¥ealized the prevenuon of developmental disabilities starts in the pre-
.conception period or inter- pregnancv period and our discussion starts here. There
. are three major areas I'd hike to-have you consider. ‘They are: {1) genetlc 1nﬂuences. .
(‘7) pzrental health status,’and ¢3), nutritional influences. . .
The sigmficance of genenc influence is stres :_the fact tha{ 42% ok
pediatyic deaths have an  underlying geneuc cause.” The genenc influence ~on
. dmclopmcnta} disabihities takes many forms- The agﬁoh of .single genes inherited,
from’ each paremt in an autosomal recessive manner is seen in those children born
with inborn errors of metabolism. These include the storage diseases, such as .
Hurler's syndrome, which cause a severe degree of mental retardasion. Conditions ’
inherized in.a polygenic manner are exemplfied in children born with spina bifida of
meningomy elocele — cenditions now amenable to prenatal dragnosis by determina-
. uon of the amniotic fluid level of @ feggprotem
The importance of parental age and'its influence on developmental disabilitiés
should also b¢ recognized. The rclanonshnp of mcreased ‘maternal age and the
mcreased incidence of offsprmg\ with Down's sxndroxne is well known but less well *

A

Lnown 15 the fact that children born o ado’escent mothers have‘an increased *.

_inadence of anatomic malformations. Paternal age is a numerically less important,
. albeit real, influenct as seen in the' relanonshnp between increased paternal age and
_the ineidence of a number of condition’s 1nhented in an” autosomal dommant
manner ) v ’ . s
Although the genetic constitution, of potenwial parents is currentl) unalterable
thcrc are a number of possible pro;ects that could influence the incidence of .
dnclopmental “disabilities with a genetic enolog) Eryvthroblastosis fetalis secondary
10 Rb mncompaubility is an example of 2 genetically detérmined condition that Bas
been yvirtually eliminated bV medrcal advanges. The protision of gencnc counseling
and prenatat-diagnosis services - throughom the state would lowep the incidence of
chnldrcn born \nth dc»elopmenta] dnsa.bllmcs Furthermore :dcnnﬁx:anon of carriers
of autosomat recessive conditions, casing, severe disability befpre, thcy “produce °.
children with such disease,stares, coup‘l d with adcquate Gounscl;mg, could ehmmate
many such tragic births
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For the sake of simplifying discussion, I will'dividé& péi’en;al health status into
(1) maternal Qiorgedi€al health, (2) pagental psvchological heafths and (3) parental *{"»."1..
socioeconomic health It must be emphasized that these ‘are in reafm interrelated—=>— 7

“factors and are_not separable when dealing with individuals. Examples 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 vascular complications. These vascular complications may

_ +be relited 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 predetermmed

significance of hv'pertensie \ascular, disease is related to its correlation with -
intra-jterine growth retardation Among infants with IUGR, 1% have cerebral palsy,
- 6% hate convulsions, 25% have mxmmal cerebral dysfunction, and 64% have EEG

- i \/ bper, almes ,

’ he seuond category, that of parental psychologifal health, is concerned with
whether potential parents are emfotionally prepared for parenthood. Do they know
what being a parent imofes? Do thew know what normal development is? Would
they recognize a dC\clopmental disability 1n their own children? &

The thyd component of parental health status, that ®f socioeconomic health, is

- perhaps the most nebulous area, but ma\ be the most important.The vast majority
of developmentally disabled children are only minimally disabled and have no
known etiology to therr disability. Many of these children come from a social
situation where there is a virtual absence of intellectual stimulation An improxe-/
ment in the socioeconomic health of parents might be the greatest single step in
reducing inadence of dev elopmental disabilitie

— ’ The last major area | wish to call to your attention is that of nutritional

hd influence on developmental disabilities. There is evidence that inadequate nutrition
. ¢an contribute to intra-uterine growth retardation and its subsequent disabilities.~ —_
The collaborative obstetrics'study has found that a2 woman’s pre- conception weight e
» s is directly refated to the birth weight of their offspring. Women with a
' pre-conception weight under 100 pounds had a* sngmflcantl) increased risk of having
a small-for-date infant. We also must recognize that the adolescent pregnancy
rEpresents an even greater nutritional stress situation in that the adolescent still has
her own growth requirements: and is more likely to be subject to bizarre eatmg
habits. Nutrition has been a sadly neglected field and we need to provide an
education” in this ared to both the potential Rarents. and to the health service
® .. perspnnel taking care of them. . a
. This synopsis of a few of the many pre-conception influences on the

d occurrenée of developmental disabilities is meant to provide the task forces with,a

_starting pomqt for their discussioms. . am sure many other such influences will be

brought forth mthese discussions. 1 look forward te the exciting task of formulating

. recomrhendations that_can be used at a legisl4tive and admmlstranve level to help
< lower the ‘incidence of dcvelopmcntal disabilities. ' .
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' - Recognition of Causes - h . =7

[he essence of prevention is the recoenmon of cause: For mental retardation,
this implies the need to récognize three major etxologlcal categories: .

'

. 1 Geneyc - . } . . . -
2 Acquired,” . - ‘ : .
3 Unknown . D o * ' )
“The relative impact that these three categorles have on the causation of
development fsabdudgs Al be discussed. Clearly the gencnc burden” is
sgrriicant from many peints of view, and especrall\ reﬂected in the fact that )
; :xporm:mare'i\ 20-25% of all major teaching hosp i\al pediatric”admissions are for - .
’\ birth défects in the widest sense. . :
o ‘ . At the very base of any successful -program in the pre\entron of mental .

retardation, must be the well- supported etfort aimed at the continuing search for the
, _(auses of mental retardation. On such a-base, a program.of prevention can be butlt
‘ ) and will be discussed in the following éighit categores.

- < ' .
. ‘Genetic Counsgling . ' - L
Medical pracnice in the past - and thereYore génetic COunsehng tocj - has rested
on the philosophy 6f awaiting the tragic index case. Viewed agamst thé background
of the call for quahty ottspnng it would seem mandatory*for society to provrde all
«* young people with the optxon of receiving genetic counseling prior to marriage or
- wonception of any, offspring. Interim measures should at least secure such counseling

for the siblings and close relames of mary drtferent genetlc diseases. : ‘

.

IS »

Carrier Det’ectron . : : ' .
There are two levels of approagh in this’ categor\ Frrstly~there 15 2 remarkable

laek of effort 10 carrier detection within families where such possibilities do exist, -
.. hemophilia, muscular dystrophy, .translocation mongohsm sickle cell anemia, T

C[L Recent advances in medical technology have facilitated the _ability to detect

carriers. for certain hereditary disegses in the population at large Large screening

programs with this aim in mind. have been launched for Tay-Sachs disease and sickle

Y e cell anemia. The technologic essence hete is the -availability of automated,

. mexpensne. rehable, accuratg and’ rclamelv Simple testing procedures, Major

Ld
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difficulties in these endeavors i]a\'é been ethical rather than tec ﬁolé(g?k The

number of dlSOTdCrS in which carrier detection 1s possible on a populué basis 1s
steadily Incregsing T . . .

) - ¢ iy
Prenatal Dnagnosxs “ - ! ' T

The prenatal’ diagnosis of heredmr\ duordcrs will i’ the 1mmed1.1te tuture
allow for the prevention of uff ro 15% otsl,Lzenem defecty The present problem is_.
that even though the technol ~1s available, the Trst-mujonity of people who could
benefit from prenatal genetic swdm{ed There are for example,
over 20,000 children born \mh chromesonmat abnoPmalties each vear n the USA
alone In 1973, only about 50 ‘such abnormalities will have betn dugnowd 1n utero”
There must be a numbér of in portant reasons that pre\enNublu at large trom’
benefiting from available knO\\Xedge and techndlogy. Religions diliations. problems
concerning aborgion and profgssional and pu IgnoLs feature "promunently
among these causes for delay' Important techn ad\ames making prenatal
diagnostic studies even more \atuable continue to gccur, The use of ultrasound and

(o)

more «ecently, the fatroduction of alpha-fetoproten 45 a diagnostic adjunct in the
marfagement of pregnancies at rish for offspring with neural tube defects well
illusgrate the need. for appiving this information to the populition at large.- The
advent of prenata[ genetic diagrosis represents the most significant advance vetin -
the prevention, through early tietection, of serious fatal geneuc disease characterzed

by mental re‘tardanon : e

-

Trea ent. - . . . .
- /'g‘en\lketonuna stanas out as the classical e\amplc -of successtful dnetar} ‘ ~
prevention of ‘mental retardation in the hereditary  biochemical disorders of _ ° |
‘metabolism. Less impressive have been the results with dietary management of some |
of the other inborn errors of metabolism characterized by mental retardation. |
Success however, in dietary management' 15 totally dependent upon newborn |

~~  screening and the rapid initiation df dietary therapy . Such population screening must

be efficient, accurate and all encomipassing. Most states do not provide as complete a .
coverage as Massachusetts in coveging a number of the inborn errors of metabolism.

-
[

4
- i

. Immunization ' _ ) . . . ) |

Approximately . 10%” of women in the childbearing age in the USA are ‘ |
usceptible to rubella. The havoc cadsed by epidemics of rubella so far as the >
- offspring of affected pregnant women are concerned, was well rccognized by the . K

program in which there is routine” testing of the mother to dctermmc Aér /
susceptibility, or alternatively the pronslon of\acqnes i BN

i
. over 20,000 affected infants in the mid-60’s epidemic. In thost states there is still no . o

® » N |
Regionalization L L : ) , |
The more sophxsncated the service offered, a,nd the greater the expertise Co

eded to dispense that service, the more important is it for regionalization to occur, v

o~ Massachuseétts for example, my laboratory has been designated the central state

facility for prenatal diagnosis of genetic disorders. Complete genetic, counseling can
also-not be offered in every physician’s offjce. Indeed a team approach is not only

M
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— desirable."but necessary n. providing proper genetic counseling. The nced . €
- . - ey st
raveting genetie chinics has already been met in Boston, Denve €re. ’
= . .
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N Other Tayar=opIcs considered 1 this talk mclu«:(d a consideratien of the need .
/ " tor education (public and professional), the ethicdl and other problems in the 7
| ___—— ° —promugaton of legislation, and the various socroeconomic aspects and implicatiops
e of preventive programs. Y . : -
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PREVENTION OF DEVELOPMENTAL DISABILITIES
IN LATER PREGNANCY AND DELIVERY
) b-)’ . N »
~ . A. H. Parmelee, M.D. and Claire B. Kopp, Ph.D.

=

* 1
H

Part 1 — A. H. Parmelee .

_ *As a pediatrician 1 amt not prepared to discuss preventive measures obstetri-
~ ~ aans/night best employ during late pregnancy and delivery. I a.%m concerned with
theearly identification of those infants who suffer later development disabilities as'a
Ansequence of problems in late pregnancy and during delivery. Although we speak
freely of high risk pregnancies and infants at risk as a résult "of perinatal
complications, «in fact, we don't know the degree of risk for later developmental
disabilities for any particular late pregnancy or delivery problem. Our Current
concept. of “‘risk” is based almost entirely on risk for death or serious illness in the
neonatal period. ’ o '
With the fragmented information we 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 than non-risk infapts. This idea is based on the
concept of a ‘‘continuum of casualty” and sublethal components. The lethal
corriponents include abortions, still births and neonatal deaths and the sublethal
. components, neonatal illness, and, later-developmental disabilities. The difficulty
with this@oncepr 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.insuls rather than lasting
brain injury“r{irthcr}norc, the concept of a continuum ‘of casualty also takes our

attention awsy from infants' who may have suffered chronic intrauterine deficiencies,
of nutrients onoxygen but adapt well enough to survive and have no neonatal
. . ' difficulties, but shows a sigﬁiﬁcant incidence of later developmental diéabilit){.
" Another ptoblem with the continuum concept was brought forcefully to our
_attentiorr by the failure of “infant risk registers” in England in the 1960's—Se-man
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 discriminating and, ih 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
register. W . . i

L.
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project, with. prospectnve follow- up of 40,000 pregnances; md no or only
‘ minimal differences’ on childhood intelligefice tests between those infnts who-
suffered smgle abnormal perinatal events éand those who suffered none. The
socto-economic status of the children’s parergts was a far more significant factor'in, /
determining mtelligence scres than any singlé perinatal event.,. . . ,

As phvsrcnans our primary responsnbnhty is to'prevent neonatal death and illness
so we will ‘continue to focus major attention on this form of risk to the extent the .
concept of continuum Of casualty ws valid for Jafer developmental disability in
. attending to the first form of risk we will also diminish the latter"However, T think
- 1t 1s pasticularly important for this conference to poipzout that this is a limited
approach and by no means sufficient to prevenpall forms of developmental
disability related to later pregnancy and delivery problems :. .
5 We need to devise new ways of jdentifying in early infancy deviant
development that persists ar{d is highly related to later developmental disabilities:
Currently many m\estngators “#te looking at clusters of pregnancy and peonatal . .
events that may interact cumulamelv and, gombined "with neonatal and early
infaficy béhavioral assessment "be sigmificant predictors of later developmental
disability. Certamly the development of cénters for the care of high risk pregnancnes T
and highr risk newborns 1 the traditional sensé~4ill aid in the development of hew

IS

techmques o ' ' : .
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Part 2 — Claire B. Kopp-———— | . _ P P

evelopmental disability, that has its origins in th lat/e regﬁaﬁcy and dehivery

~period. can be 1mest1gated using the prematurely . infant as~4 model.
Prematures, as a group, haveé¥a higher incidence of de\elopmenta] 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 prémature infants de\'elop into chnldren with no or minimal problems.

- However, there are two classes of variables that may place infants into a
category of developrhental risk. One is that prematurity may be associated with
many; other problems of later preégnancy;delivery, and the neonatal period, These.
are ‘subsumed under the concept of multiple risk measures. .The second class of
‘ \arnablegs,relates to the mfanb .ip his milieu, and ensuring family interactions. These
. _latter variables_ are the: focus of this part of the presentan and ipclude an
examination of. (1) infant atmbutes that may influence thé interactive pracess; (2) .
the caretakers’ contribution to the interactive process, and (3) the socjal-cultural .~
* milieu of the family. It is the partncular combination of these variables that may
distort, impair, or enhance the-ongoing development of the infant.
‘3,;' The infant’s influence on his caretaker may derive from the following: -
i 1. Infant labeled as “premature.” The label itself gmphes “risk” and affects
_ parents’ attitudes and actions toward their child, Parent 1nfant attachment may be
T ' impaired due to parental anxiety and guilt about the infant.

ERIC - T ' Lo " D

T v . - L




AS

\

.

'
l

9

' bemg aided by increasing use of §ophnst1cated statistical techniques.

~

-t . v

. Postnatal illness. Cmplications may Jarise. in the carly infancy permd
perhaps prolonging the parent-infant separation, and e\acc‘rbatmg parental fears
about the infant’s health and potum il outcome.

3 Constitutional charactenisties of the nfant. Premature infants may have

eating, slecpmg and crving patterns that dcnate from parental expectations Ieadmg .

{0 reCurrent.Interaction Crises.

4. Elaboration of behavior
mfant’s emotional, motoric,'social, and Logmtne,xbnlmcs become more skilled arid
complex over ume Such changes demand concomitant changes in parents actions
toward their child. .~ .

5 Sum totaht\ of mmnt behaviors Almost every thmg that an qunt 18, or
"does. affects huis caretakers responses to him. /'\

the parent’s behavior tow ard the intant may derive from the followmg

1 Emotional strengths of patents. The ability of parents to respond
appropriately to.crises over premature birth, or subsequent illnesses of the infant,
wiil have a protound effect on early‘interactions. .

2 .Education and mtclhgﬁme of the parents. Pdrental understandmg resqurces,
and ingénuty are wital factors that, contribute to understanding of an infant’s

dexelopment his present, and. potentml needs and hqw he may differ from other
, Lh_gldren ’ '

3 General nature of plrentmg lhc responsiveness of.a parent to the infant’s
vocal or gestural commummtxons, acuions, explorations, etc., may influence the
‘Infant’s subsgqucnt active imterest in learning about objects’ and people in his
surroundings. - )
arents’ other responsnb:htxes ‘These may mvol\e sxbhngs job, extended
embers, ctc., and demand and tax parental résotrces at a t1me when their
Ant s in'need of considerable attention. 0t
The social mihieu ma) mtlucncc thie family constellation due to the following:
1 Perception of “society.” When parents pcrcenc that their immediate
ot hostile, and can provide an opportumt) for stability in terms of
job, health care)adequate nutrition, educauon, etc then attention can be paid fo
non-physical needg of family membersu . ‘

2 . Perceptior of “control.”” When parents feel that thcy exercise control over‘
sthéir own lives, their future. they also feel they can ihfluence and promgic
healthy de\elopment their children.

In summary, there ares many compléx processcs that operate to deter, ine
developmental disability. We have mentloncd a few that we consider vcry important:
Fortunately, the search to dnderstand and define these processes continues, and is

~ °
.
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The taws- of de\elopment determine that an’
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. THE INFANT AND YOUNG CHILD -
N s by

L\_/S John Meier, Ph.D.

. : -
." . i

validation of screening indtruménts and systems has.been undertaken with
__older preschool and elementary school children (Bakalis, 1972; Denhoff, 1969;
Hoffman, 1972, Mé€iee, 1971; Sandler, 1972; and Wyatt, 1971) and might prove

/ istructine 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 procgdures which were selected as being designed
mgré .or less appropriate for infants and toddle{:s,:*lt can be readily d‘ef&tmjned .
#fat there are iery - few, if any, adequate single_instruments for primary or,
subsequent screening and assessment of youngr ehildren at developmental risk.” ¥
However. a careful combination of such instrumentseat appropriate stages and
chronological ages promises to comprise a satisfactory cémprehensive system.” "0 . -

\

-
“Is

&,

Beyond-the Paralysis of Analysis f. e
When a satisfactory comprehensive developmental screening system has been
ficld-tested and thoroughly debugged, ‘it is only useful if it plugs into practical
intervention programs. Several successful intervention programs have been reported,
in the hterature. Table 2 presents a matrix of screening, evaluation, and intervention
considerations m 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 indicatéd at various strategic points in the matrix. Needless to 5
say, 1t 1s most desirable for any potential subject in this system to begin and remain
" normal, thus progressing’ down the left column. However, for thase who yield

positive screening results and are subsequently found to have bona fide develop-_ -

-

mentaf* 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
, professionals and-paraprofessjonals bring various requirements to each case, several
options are presented in the evaluation and'intervention columns. ' '

.

.




. , TABLE 1
APPENDIX A ANNOTATED INDEX FOR SELECTED DEVELOPMENTAL SCREENING TESTS AND PROCEDURES
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' 30 F Automated Muit.phasic Heaith Testing Services Collen & Cooper - Over 4 yr A’ A 70 30‘ Mix Ter.
34  Biochemistry & Cytogenetics Guthrie - » 5-3 mo A A [VM <1 LT&EE ]| Sec
_ 38 __Amniocentes:s . - O'Brien C-B A A 60 20 P Sec
40 Metabolic Howell, Holtzman & Thomas B-3 mo. A A <30 2 LT&EE | Sec.
a1l Ultra-Micro Au(omated System Ambrose » B-3 mo. A A 60 1 Mix’ Sec.
42  Nutr.tional Status i Fomen B-30 mo A V) 20 1 PP Sec.
44 . Gestationa! Age . _Lubchenco B-1 mo A A 5 2 PP Sec.
49 Statistical Mprtality Morbidity T MCH B-12 mo A A T NEQ”| Neg | P Pre-Pr
51 Statistical Eprdemiology ! Tarjan, et al Pre-B, A A Neg Neg | P Pre-Pr:
z 55 _Data System i Scurletss, et al 4 Pre-B A A [ 'Neg | Neg | PP Pri
) . . . Pri &
7 51  Preventon de 1a Cruz & LaVeck Pre-C vl ululule Pre-Pry
2 s Apgar Rating ' Apgar . B A A 6 1 P Pry “l°
& 59 Vison I_Press & Austin Over 30 mo] U U | Neg [ 1 PP Pry
61 _ Eye Screening v — Barker & Hayes B-5 yr V] V] Neg | <1 PP Pry
62 Electro-QOcuiograph Petre-Quadens 1.6 yr A U 120 10 LT&EE ]| Ter.
64 Hearing High Risk Register . Hardy ~ C-3 yr. A [¢] Neg Neg | PP Pry
67 ° Jiearing Screen»ng « Young, Downs & Siiver 9-12 mo, A A 5 2 PP Pry
\ Kempe & Heifer] Waiworth B
71 Potentiai Battered Children . & Metz?Gil C-2 yr. EIY) ) V) V) P Sec.
‘73 Vocahzation Analysis Pt & Rousey B-12 mo. [Y) [Y) 40 20 PP Sec
75 Behavioral & Neurological Assessment Scale (I} | Brazeiton ' B-3 yr, A U 40 3. P Ter.
75  Neuro-Developmental Observation i _Ozer & R-chardson -~ Over 5 yr V) U 20 15 adad Sec
- B0 _ Attention to Discrepancy * Kagan . B-1Z2 mo. A 8] 30 20 LT.EE Ter,
ol | 83 Ordinal Scales of Cognitive Dev. | Uzgcwum . B-3 yr. U] g 60 30 PP Sec.
g w° 86  Infant Intelligence Scale (C1IS) _Cattell B-30 mo. A AN 25 15 P Sec.
Z 2 86 . Bayley Scale of infantDey _ —~ - - Bayley v B-30 mo. A A NS 25 P o
©=""88 Kuhimann-Binet infant Scale B Kuhlimann B:30 mo. A A 3 15 P 7 | Sec.
“ 27788 Grifitns Mental Dev_Scale Griffiths -~ - B-4 yr A A 30 | IO e Sec,
j g 89  Gesell Deveiopmental Scale (Revised Sgale) Gesell, et al . B-5 yr. A A 40 30 P Sec.
= 592 7 ivanov-Smolensky . Curia B-24 mo A V] 20 | 15 | LT Ter
*| z 93 Habituation ’ T tews, &ral. B-18 mo. A A 30 [-1%5 | PP« | Sec.
* 93 Psychophysioiogical I “Crowel B8-3 mo A A 80 %“ Mix Ter
W, 98 - Playtest T Friddlander oy 3-12mo. -{ A A.] 50 {* 25° | LT,EE | Ter.
>3 99 _Infant’Cry Analysis ! Ostwald, et at’ > ‘ B-3 mo. A [¢] 30 15 LT,EE Ter.
* § < 104 . Expressive Language ) Reyes, et al 2-4 yr, ATl A 40 20 PP Sec.
~ 3.. 108 ' Receptive Language * Marmor 1.3 yr. A V) 30 15 {“PP Sec.
Y TVhR " Farly Langiiage Assessment Scale Honig & Catdwett - "3-48 mo A 8] 30 15 PP - Sec

B 114 Benavioral & Neurological Assessment Scale (1) [ Brazeiton, et al. - B-3 yr. A U 30 15 PP Sec.

v 114 _ Behavior Problem Checkist ! Quay & Peterson B-4 yr. -U U 30 20 P Sec.
\&’ 116 R-mland Diagnostic Check List - Albert & Davis B-4 yr W [¢] 30 20 P Sec.
éz 116 _ Behawior Checkhist 7 . Ogilvie & Shapiro .| 36yr /A Y] 45 | 30 | P Sec.

2 Q117 ~Quantitative Analysis of Tasks Wnite & Kaban 16yr. YA A 60 | 30 [ PP - T sec.
8 ={ 118 . Benavior Management Observation’Scales Terdal, et at B-4 yr. h. U 8] 60 20 PP + Sec.
v g 118 ' Vineland Soc Maturity Scale Doli B-18 yr. A A 25 10 PP Pri/Sec:
. w118 '<Preschool Attainment Record . Dokt . BT yr A Y 30 4 15 PP - Pri/Sec. k
119 ' Behavioral Categornicat System i 1 DeMyer & Churchill - ~2-8yr. A U 30 20 R, 7 Sec.
- 125  Psychalng.«cal Assessment Functional Analxs.s Bifou & Peterson B-Adult A A~ V) V] POrPP I Ter
Yo ) Fust identification-of Neonatal Disabilities ‘. O RS -
w1287 (FINDY Wulkan B-12mo. ,{ U U U U U All
5 s System of Comprehensive Healm LCare . R
- 1128 ! Sereeming &Service ~ Scurletis & Headrick. C-4 yr. A U v'lu “Mix Al n
2 132 7 Preschoo!l Multiphasic Program Betlevi|le & Green . B-4 yr. A A V] [V Mix Al ~
- » 7136  Plurahistic Assessment Project - Mercer * 5-11 yr. V) V] V) U U Sec
W Y140 ¢ Pedatric Multiphasic Program Allen & Shinefield sOver 4 yr. A A 120 30 Mhx All
2 143 | Rapid Developmental Screening Checkhst Giannini, et al, B-5 yr/ A A 5 1 PP.P Pri
? 143 1 Guide to Normal Mitestones of Development Haynes B-3 yr. A A 15 5 PP,.P Pry
471 150 ' Developmental Screen, inventory Knobliagh, et al. S-18 mo. ‘| A A 20 10 .| PP.P Prs
I 153 7 CCO Develop ProgressScale | ] Boya < B-8 yr- A f A ] 301 15 | Pp Pr. [
@ ' 156 1 Denver Devealop Screening Test Frankenburg & Dodds B-6 yr. A [ A 30 1% PP Pry |
av Alberman & Goldstein, s . i
- g 16 At Risk Register Shernidan; Oppe; Waiker ' Pre-C s A A Neg Neg | PP.LT Pre- ‘gy/
U . i . Pre-C . s |
N 19 Risk Factors (Kaua: Study) Werner, Bierman & French o 12 yr. A A i Neg | Neg| PP Pre. ‘vi.
N . B
NGTES. 4. Number of hrst page discussing topic in Screeniag and Assessment of Young Children at Developmental Risk (by Meser, J. H., Wash., D.C,, |
! Gov't, Printing Office, 1973}, . T
2. C=Conception; B=Birth. ' H
3 -A=Adequate, re,, 3.75, when reported or esnmated {oniyrconcurrent and face vahildity — not preductwe) T \
4, U=zUnknown - in any category ndicates that data are either unavaifable, too vanable, or sparse, » v
5, Mmutesthuwed for administration and interpretation — estimated average with normally devetoping chitd. .
6 Estimated total in dolars including time and materialy, ynder optimum conditions. ' ’
7. P=Pratessional trained to admunister tedt(s)} PP=ParaProfessional, properiy trained, L.T= Laboratovy Technician, EE=Elaborate Equipment {in .-
1aburatury and usuaily oot portabiel, Mix=Combination of preceding. A trained professional 1s required to interpret test results. s
. 8. Recommended Stage in Screening System — Pri=Primary, Sec.=Secondary, Ter.=Tertiary, Pre-Before,
. Q 9. Neg.=Neghigible amount of time or cost per child.
ERIC ' ' L83 o - ,
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TABLE 2 o ” o
o SCREENING, EVALUATION, AND INTERVENTION SN
< FOR YOUNG CHILDREN AT DEVELOPMENTAL RISK* '
Pl by / :

Sat;s}/c(ory Screaning and Risk Assessment } Evaluation, he : :
. Progfess if screening results or risk Close Observation Intervention and
Age it got ———  factors are positive ———) and Diagnosis to —| Follow-Along ——————¢
7«»! 19 Presence of One o More Ma(emal ] Nutritiongl/Metaboli¢ Tests . | Genetic Counseling (Steriljzation)
Conge. v Risk ﬁugors i Derive szeuc Pedigree i Diet Therapy
Adap’ve & Prysical Medicdi h | Literacy/Educ. Tests ' Contraceptive Counsgling (Planned
Pﬁs'o ogicdl t Malnute voh i Adult Adaptive Behavior'Rating (Nihira) Parenthood) «
Read:nesy 2 Age 16 or 35 . /D - Maternal Traming (Jr & Sr. High School)
INorma! 3 Poor Reproductive History . ) .
Mayterng & 4 Suspect Metabo'.¢ and or . /. . . ~
g Fam N Cw‘-\e« ¢ Disease 14 .
S Hotrey So 5’:8;’hdv;0ra| ' i R . ) - .
T ! Low SES : ' '
2" Sixth Grade Educatior ¢ i * o
3 Functonghy Hierate ! . . N 2
v * 4 Low Adaptive Behavior Rating E
: L o T ; ] 0
Reguest tor Comphcations During Pregnancy 1 Apbropnate Medical Tests to Evaiuate Counseling 8
Service Pl ._ln'eC{»o?\s —eammMaternal & Embryo Condition Therapeutic Abortion v
tSuspecred <2 Rubelis ‘ Armaniocéntesis Psychotherapy
= Pragnancy 2 Toxema ciat/Behavioral Tests of Matefnal \ ' T
S’ .Cont -med: > 4 Drug Overuse i })lh(v and Atutudes \
> .= Reguuar OB § Radwtior ~ . | : ) . T
g] :_?" GYN Chacks & Biood Intompatibihty” - ot N . -
2 é ) Morma 7 Matndtriton <. R
8 ,  Progres , S Mazemé! Psychosis ¥ " . K
. ' ’ ) - ’ b/
e e ek R TSy SO S RO A
. o Re/gdav Apove . . , Evaluauon of Maternaf and Fetal Condition | Counseling
g 08 GYN Fiest Reques? for Q8 GYN Services v - ' ' 4| Posiive Atuitude
~  Checks” ‘ . {Natural Childbirth)
. 2 Normil » v L
. = Progress . : -, . N
; Hosp:ta . Complications During Detivery, . Appropriate Medical Tests to Evaluate Necessa’;y Procedures to Insure Maternal
: Admission 1 Hemorrhage ’ Maternal & tnfant Condition & Infant Vjability .
b Normal 2 Dystocia : ' B . ..
. History of 3 Excessive Artesthesia ’ V4 ’ y
g2 <. Pregnancy 4 Trauma - ) " ) , ' ‘ -
g g and 5 Piacental Damage . " ) .t
2 - Routne 6 Cesarean , , ; *
$' £ 0BGYN < 7 Premature (SGA) . . " : -7
. 1 7% Checks 8 Postmature . . — C
! 9. Hospital Admission with no . ’ < ' . ‘ .
L Uneventful prior OB/GYN checks o . - '
. alive =T ! ' . . - .
_¥ D ry 4 , — . ) iy 3
.. i Normal + Pediatric Physuc‘al and Develop- ° ehavioral & Neurological Assessment Sengory Sumulation 1
: Neonatas ., menta! Exam. a‘cale (Brazelton & Harowitz, @ 1 mo.) Behiavior Modification
: " Growth & 1 Apgar (5 min ) . Envirohmentat Quality . © Environmental Enrichment -
>" . Devetopm‘ent . 2 Metabolic/Genetic Screens Ma(e[qal Attitude & Aptitude -Maternal Traithing ) ] ’ ) "
Qi L. : {eg,PKU) . ' - B "
<! i " 3 Trauma (Below for Sflecifics) {Below for Specaifigs) L.
‘2"" ! "4 Infectonm . ) . . '
- . 5 Mainutrition . ’ . ’ . LTy .
j - .~ . 6 Head Circusnfgrence | ' 1 . ' . S .
: , 7 Guide to Normal Milestones of ) . ' F .
v . . , De\felopment (@1mo} ‘ . .

T N v N g

N -

'Dev«-xoped nv John H ’WPuer for Governor s Conference ‘on Prevention of Developmentai Dusabnmes heid at Newpdcter Inn and Umversny of Cahforma
. Q“ Dncemner 1973 The au(l’!Or gramfuuy acknowledges the Suggeéstions from Tadashi Mayeda regardmg the fprmat of ms matrix . -
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3 » e A 4 v
.. . T \ , a4
v . . R.e S s, /
! - * . . ) ' » 1) R -~ - » o
_ & ° ¢ - . - , * o N ’ ’
. Sausfactory '; Scresning and 'Rnl\Asmmom' v Evaluation, R IS . °
, | Progress . 1f screening results or risk factors  § Glose Observation " Y] inferventionand .
, 1 N0t e are positive — —p and D1agnosis 1o < - J llow-Along i
IR A | - ¥ 0
" Monthly . Physical — AI;ert Einstein Scales of Sensori-Motor De,/elop~ obath & Ayres (Ph;sncal Therapy)
, Weil Baby "1 ' Trauma ment Gordon (Home Learning Center —
. Physicai & Z.- Infection . o) Fantz.Newss Visual Preference Test - ‘- Flonda)
) Developmental is€ases i 0} White Held Visually-Directed Prehension Tése Gray, et al {(DARCEE)
| Check 7a Matnutrition ! Gesell Developmental Scate v i . Heber & Garber (Milwaukee Project)’
5 Vnsnon Bayley Scale of infant Devetopment D Keister {North Cardiina infant Day
¢ 6 lHearmg g - . ' * Care)
7 Maternai Postnatal Depiession, o Qrdinal Scales of Cognitive Development - Lally & Honig {Syracuse Infant Rroject)
T . , Rejection, Neglect and/or . . anhlhs Mental Development Scale Levensten (Mother- Ch@ld Home .
' ! _~ Abuse 2] Kahn1htelhigence Tests o ,  Progtam .
‘ -8 Prolonged Separation of R £ | tnfant Rating Scales (Hoppes) Parent-Chid Canter Programs
- 7 . Infantfrom Mother 31 Kuhlman-Binet infant Scale ' (Costelio, Holmes)
Normai ‘ Develgpmenlal A U‘ Infant intelligence Scate . . Menar:,??fs:sﬁg?::g?n System for
- gloﬁ(ess , ! Rapid Developmental " 1 Caldwell {A Procedure for Patterning Responses Robirison (Frank Porter Graham infant
1 Monthly i Screening Checklist s ~g Py PPROACH p
. _ Physical &/ , {@6mo and 1 yr) - e of Adults and Children -- A ACH) . roject)
: © 2] Parental Atuitude Resbarch {nstruction Weikart & Lambie {Ypsilanti-Carnegie
> Developméntald 2 Developmental Screeqfing £ p
g Checks?é . ’ % Parents’ Attitude Scale ‘Infant Education Project) ¢
1< (2nd yéar} f.3 'l ga | Heghsler Adult lntelhgenf:e Scale White & Kaban (Broakhine)
s Y ® 12,18,24 mo)) | .
= ier Developmeéntal ‘
o ’ g 4 cra:enrung Test (@ 12 18 o frwin Spe Sound Development Test ”. . ’ ,
. Lo s 'i 24 mo } o . Prelungunst c In;tanlt)Vo‘cahzauon Analysas
i - al,
/ f 5 E:pfé’g{fé&b;em Check- g Shield Speechand Language Development Scale
S, ] ' N 21 Early Language Assessment Scale (Homg)
: ‘, . s 3\ Recepuve-Expressive Emergent Languags.
;! , » (REEL, Bzoch) s
A » ge ! ) ¢ Y . - . ’ ‘
L - ! . i)c{ Preschool, Attainchent Record (Caldwell) .
[ i ~ N . ' " .
“ s i L. ' 2 }{ Psychoppysiolagical/Nearological Maturity
CEE ! ‘. o (Brazelton, Crowell}
i < oo
[, i , ¢ . ,\O‘ Vineland Sacial Maturity Scalé (Doll) .
L L i . 3 Emotional Maturity Adapuve Behavior Scales
oo j @ . @ q 8% (Nihira) -~
¥ | o, g Pluralnsmc ‘Assessment (Mercer) ,
b e o emeanen g o PSS (R X PR Ceeetfesecagaststeasenatananenn
., Periodic ; Pedhatric Physical Exams (See Preschool inventory (dldwell) Model Preschool Programs {by last names
, Physxcal & above considerations) Develop- Leites International Performance Scale of developers — for description, seé
’ 8: ' DeVﬂoﬁmental mental Screens {Nos 4,5,& 6 Slosson Intelligence Test ’ - SOURCES below).
O. , Checks ! above) Peabeody Picture Raven’s Coloured Progressive Matrices ‘L -
X, i Approx "1 Vogabulary Test ‘ Stanford-Binet Inteiligence Scale IB\lr;c:‘irson & Bererter
A 3: imately | Gdodenough-Harris Draw-A'l Person Developmental Aruculation Test {Hejna) Hooper . e
I! | every i tthinois Test of Psycholinguistic Abilities (Kirk & oKamm
J ©: xl 6 mos ) ! - N McCarthy) . Karnes, Zehrbach &Teska v,
150 0 ) ; N . Verbat Language Developmem Scate {(Mecham) Meter . .
' a‘v Normal . “. Developh]ental Test of Visual-Motor Integrauon . Miller & Cam P
L i | Progrefs % T « (Beery) - ' Montessor{ ° R .
Twod . I . Davelopmemal Test of Vlsual Perception (Frostig) ”N:dler ort » -
P | - - Oetroit Tests of Learnmg Aptitude * N . :
Y N A imnicht  /
[ SN —— ~‘£ « «| Minnesota Préschool Scale * Palmer
S . i . P . IPAT_TFest of G-Cuylture:Fair {Cattell} S « « | Robison * ..
o b | . Arthur Point Scale of Pérformance Tests —t Shaeffer & Aaronson
=3 ! California Tests of Mental Maluruy and Personality Werkart )
E§ . Lo Metropolnan Readiness Te . lenlne & Parker
"t { ’ 5 s Oseretsky Tests of Motof Proficiency -1 Y i . W

4 Weoman Auditory Duscnm’mauon Test ’ .

e

'l

SOURCES.
Summary. and Directory. Chicago. Nat'l, Easter Seal Socigty for_,Cnppled Ch:ldroq‘o&
ment - An Annotated B:bhography Washington, D.C., Head Start Test Coll

Nummedai, S G (Eds:,
© System Fous Open Learning, Faciit
- Screening and Assgssment of Y

CSE ECR

Preschool/K mdergarten Test

7

aluations, Los eles, Cahf

/ -~
Battig, C. U. & Ackerman N. C..Early Idenuf/caudn and' Intervenbon Programs for Infants with Developmental Delay .and- Their Fam/hes - ;
Adutts, 1973, Guthtie, P. D. with Horne, E. V. Measures of Infant Develop-
n Educauonal Testing Servite, December 1971, Hoepfnér, R., Stern,
UCLA Graduate S¢hool of Ed’catnop, 1971. Meier, J. H.
r s Handbook’l. SOL Foundations and Rationale. Denver, Colo.. Publisher’s Press inc./Monitor Pubhcauons 1973. Meier, J. H.
ng Chiidren at Developmental Risk. Washington, D.C. US.Govt, Punung Office, 1973, Parker, R. K. (Ed.), The Praschool:

<

&

* Action Exp/onng Early Childhood Programs. Boston, Mass.. Allyn and Bacon, Inc 1972. Wu\lnams, T. M, Infant Care — Z\bstracts of the Literature. Washington,
DC. Consortium in Eaﬂy Ch-vdbea;mg and Chuldreanng, August 1972, NN -
- s . 1
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" THE RECOMMENDATIONS < At

~

Y

ERIC

-

P

~ b .o
" The following enght' recommendations were tbe—J:st frequently mentioned
during the two days of intense dehberanons by the more than 200 persons who
- Jttcndca“thc conferencé, q .

;ﬁ’ Actions on education andj public”’ awareness recexved the most support b)
- conferees Recommendations i thes€ ‘areas ‘were aimed agy dll state agencies,
professional socicties, educational nstitutions, Jocal health and educasional agencies
and all other orgamzations allied With health and education which could reach and
influence the general pubha to accept .1nd use the knowledge of prevention that is

now dvailable. . ;

The following r¢commendat;ons represent a composnte of 91 x\euommendat; ons

proposcd during the conference.

A complete .text.of the entire 91 recommendations is on hlc in the Offxce of -

l);\clopnu,nml Dl,;zbnlmcs Health and Wclfare Agency. Sacramerito,-California.
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: RECOMMENDATION NO. 1~
rd 1 . .
- 4 P .
- " . v . f . . . N .
Provide education and inforsmifition pertaining to thgpre\cauon. of develop- : .
b, mentat" disabilities to all Californian\and, in particular, to adelescents, prospective
: pacerits, and all practicing professionals. . - - )
¢ . PR ’ ~ - -
. . 4 . t

’

Child development courses 1n elementar’y and secondary schools, Yoth public
) _and pmatc_'muSt be taught to_all children and_must include the teachiag of
practical. appropriate, current knowledge of human development, nutrition, huran
genetics. effectjve parenunge ané-the effects of certain aspect$ of en\'lro,nmentAbn'
* normal development Y 7 ‘

. 1t 1s strongly recommended that continuing gducation of practicing profes-

. sionals include current research findings of primary and secondary prevehtion and __~
_— © the application of those resources that are available 1o counteract unfavorable

influences on normal growth and development. - .

» L It 1s necessary 1o bring to the attenuon of the general public the fact that .

"« disregarding the care of any one of the 360,000 mfants-born each year in California, . \

will result in lifelong emotional and finanaidl consequences. . - T ‘ .

M ¥
i L] M - N ~

RECOMMENDATION NO.2 .« : e C ©

. . Coordinate and, .where necessary, expand services. to prospective parents, .
. . < .
. - expectant mothers, newborns and their parents,so as to provide comprehensive and
continuous coverage from pre-conception through delivery and early infancy. ‘ -

~

o, . , N .
Agencies which provide family services, ,;maternal and infant care, well-baby\\
chinics. geneucs services. ntensive newborn care, périnatal care, ‘immuanization N °
services, crippled children’s services, and other directly and indirectly related serfices ~
are at present located throyghéut California, The care~provided to &rgspegtive\ N
.. parents, expectant mothers, newborns and their parents is, however, incorisistent  *
¢ and pneven. Such agencies should be so well*®oordinated that no person wopld lack

. . comprehensive care., . ) . \
: . " Working relationships between comprehensive servicg/c'éﬁters and special family ’ !
. ¢ and health care centers should be coordinated so that specialized gare, when
required, is bothy available and accessible. - ]
Genetic counseling services and intensive newborn care centers must be : -
- ,additionally developed, expanded, ahd coordinited to make them available tq}all ]

R - persons in need of them. = | . ’ S
v o , oo - ) '

RECOMMENDATION'NO.3 . ° , e .

< - . .
* i

ve

. »  Provide expectant mothers and niewborns with full range of supportive services. ,

Regulations governing pre-paid. health plans and third party payment should assure
adequate benefits. R . . . . - %

El{lC..;, . ) _

. . cr - -
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RECO\L\&E\'DATION NO. 4 . 1
Offer expanded family planning and prenatal services to women of chnld\ |
bearing age, expectant mothers and prospective parents, infsuch a way,, that the\ are |
made dramatically aware of the important responsibility of those who will' provide . |
the future of the nation. z ‘ . ' .

4 - . -

B . . ' ’ - .
. Free pregnancy tests should be considered as an mducement for early prenagal . .
) " services . _ ) ’
- . . N / . a,

Appropriate immunizations (Réeola, Rhogam, efc,) should be available at no
. t or miaimum cost 25 ]
The media should be used extensnel\ to inform educate prospec,mé N 'q
o

‘parents on effective parenling. This must be follo“ed up with selective food
allotmentsetransportation assistance and home help. . _ ERAPR
. Senvices should include regulatly scheduled comprehensive screening to detect: e
’ . carlv signs of need for supportive services, bv~ stationary and mobile units. T .

. ‘
. _ , : . |
I N LY . . — } s
B . .

Foary 2l . - > ) "" . . . a_";_"- . . a . .
RECOMMENDATION NO.'5 .o oo F

’ . .

- ' Rene»\ ‘and assess the preventive services provided through regional centers and ~
» critically assess their capacity to undertake a full range of preventive programs. ‘
Except for genetics and other services dlrectlv linked to developmental
disabilities, 1t is suspected . that the ability 6f regxonal centers to undertake .
. - comprehensne preventive services is limited. Their role in preventlgp should be
expanded so that their authority to assist in educational and pubhc information
ventures 1s increased and their authority to purchase related services is broadened.

- - . - . . -

. RECOMMENDATION NO. 6 . .o

Survey exxstmg manpower needs in alrea.dy existing family,, prenatal and

‘newborn senices to determiné the numbers, classifications and distribution of

. ' personnel reqdired to previde comprehensive_care from pre-conceptlon through
delivery and early childhood. - . )

A}
*

' The dc»clopmcnt of new, alhcd ‘prdfessu;gnssshould be considered and.cfforts
‘ madc to expand the availability of services through greater use of famnfy nurse
. .practitioners} mid-wives and others. . -
" . The content of courses and the scheduling of classes should be more rcspons’
to the current neéds of practicing profcsSnonals -

The content of community college courses should mcludc an emphasm on the ~ . .

¢ ;rammg of personnel for compréhensive human-®are, . y SN
i < \(e. ’ . . . ) e ’
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. RECOMMENDATIONNO 7 . ' , o "
) ) \ll state “supported ‘or subsidized preventive services should be requured to
maintam individualized client records rcﬂecung the effectiveness of services. This
recommendation is not to be confused with the dcﬂ"l'opmcnt of a central risk
registrs . which was not endorsed by the conferees. 1t is. rather, a means to assure

< : .
. accountabilinn” . ~ {
-2 - *
Al v ! A .
RECOMMENDATION \'_(). 8 » ’ J . o
' .
» i Rcl.ucd pmfess;unal accreditation_boards and societies, educational institus
. tons. regulating agencies. and. selected sernvice organizations must jointly dcvelop
. standards which. will result in high qu‘a‘ht\ care and training in family, prenatal,
delnery. nc\\born and early chlldhood senvices. ° - .
" the D”epartment ot Health and Department of Education haye the jurisdic-»
-2“{‘“”‘ respohsibihities 1o miniate such cgordmann’g actons. ‘
. - . A *L ‘. - v p— .
o, .
rd . s v ? .
; . ~
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. THE PRE-CONCEPTION PE

B- O[l; Cobb, M.D., Moderator
” Yolo County Health Department

USC School of Medicine -

GRGUP I

ou Buyse, M.D., Recorder

—~

-——-——-4\ - Dr. Albert Marshall, Jr.
; \ v Way Coordinator, Special Education
and Means Commuittee - . - California State Universi
' crsity
" . . . Sacrantento o ~ Chico
Miss Marilyn Anderson ) Jacqueline Montgomery, Ph. D
March of Dines Camarillo State Hospital N
Chico .
- o . K Gregano Pineda, M-D.
N Dr Margaret Basham, President .. KernRegional Centevé" g
) LCatrfornia School Health Association Y Bakersfield
“Hillsborough Lo S .
*a : s - o~ -. . FrancisD. Riggs, MD, . . N
“rg Eheaﬁeth B:’ole , : v ,f_\rea Board Vl Chairman V
Or!.md . S o e ’
- i ‘ , Rhona Rudolph M.D. :
. ' Robert E Carrel, M.D. . ' f Medical Director - \>
_Medical Director * San Francxsco ' /
T 1 "
TrvCounties Regronal Center . Helen schuz, MD. /
. - Director, Maternal and Chrld Health
" James Chin, M.D., Chief ' Santa Barbara ‘-
! Infectious Disease Section Mr Donald Stockman
~ Department of Health . ;\ctmg Chief
lS:erkeley Regional-Center Sétion’ . -
Kenneth W. Dumars, M.D. - ' 5:32:;?:?; of Health . -
Associate Professor y ..
¢ University of California ! Jackie Tatum
Inine ) Supervising Counselor
' : " Central Valley Regional Cent
1 Join Ell, Chief Counselor *ﬁ F::sr:?) alley Regional Center
Harbor Regional Center ‘
' : . Felice Weber, M.D. .
. Marjorie P. Honzik, Ph.D. - Tri-Counties Regional Center ' )
fjone 0 & :
oo University of California ’ Santa Barbara , v
Berkeley )

3 4 (/(\/\

. Mr. Ralph D. Levy/Director
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