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The UAF Network

Unlversity Affiliated Facllities (UAFs) are programs established to
traln personnel In the Interdisciplinary approach to the dellvery of
services, to conduct research and to provide exemplary services related to
persons wlth developmental disabliities and other multiply hand!capping
conditlons. There are 55 programs In 38 states and the District of
Columbla and many of t“e UAFs relate to programs In other states.

The American Associatlon of Unlversity Affliiat-d Programs for Persons
with Developmental Disabilitles (AAUAP) is the natlonal assoclation cf
UAFs.

This project nas been funded in part through Grant MCH917, Division of
Maternal and Ch!ld Health, Bureau of Health Care Dellvery and Assistance,
Department of Health and Human Services through a contraci between the
AAUAP, the John F. Kenredy Institute, and Johns Hopklins Unlversity. The
contents of this publication do not necessarily reflect the view or
policies of DHHS.
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Introduction

In selecting Jjust four topics from the multiple Issues that relate to
developmental handicaps, the decislons made sometimes result In papers which are
superseded, by publication time, by more critical Isues or new Information that
comes avallable during the writing and publishing process. This fourth edition
of Developmental Handicaps: Prevention and Treatmunt, however, contalns four
articles which are of tri ly continuing Importance. For example, the selectlion
of the paper, ;'Healfh-Educaflon Col laboration for Children 0-5," was made well
before the passage of P.L. 99-457 and 1ts Part H program for handicapped Infants
and toddlers. If anything, the existence of that law and the cur-ency of
efforts to plan and Implement for the coming flscal year provide greater urgency
for providing thls Information now than at the time the topic was selected.

On a dally basls, those who work with childien with disabiing condltions
are faced with the certaln knowledge that some children will "fall between the
cracks.” The authors of "The Soclal Security Supplemental Securlty {ncome (SSI)
Program for Children" have, for perhaps the first time, described the beneflts
and ellgliblilty provisions of the SSI Childhood Disabll ity Program In clear and
understandable language. We belleve this paper wil| become a reilable reference
companion for those who deal with this program.

Two papars, "Passlve Exposure to Clgz urte Smoke Adversely Affects the
Heal th of Fetuses and Infants™ and "Child Abuse and Developmental Disabllltlies®
more directly focus on prevention. Causal Ity In the first Instance Is clear
and weli documented. in the second, causallty remalrs at the center of
continuing debates. ** both Instances it Is essentlal to adopt and Implement
responses that will effect changes In bahavlor to prevent disablility.

Foliowing the state-of- e-art papers, Is a sectlon In which we feature the

ITnkages between State Title ¥ Programs and University Afflliated Faclllitles,
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this year through the description of selected Speclal ProJects of Reglonal and
Natlonal Significance (SPRANS) funded by the Division of Maternal and Chiid
Heal th. The toplical areas of these projects range from communlty networking for
early Intervention services (In Oklahoma) to strengthening nutrition services
(In Reglon I1X). Continuing education “or occupational thersplists and youth In
transition projects are also presented.

Last, but not least, is an article, "New Directlons: Serving Children with
Speclai Health Care Needs In Massachusetts,®™ describing a platform for serving
children with chronic Iliness and disabllitles which was presented In a public
hearing at the Massachusetts State House. This platform, which Is anticlpated
to res:lt in the State taking a leadership role In more effective famlly support
and flscal advocacy for children and famliles with these needs, Is the final
step In a multi-year SPRANS project to review the pub!ic mandate for services
to children wlith speclal health care needs In Massachusetts. Many projects
result In superb reports which are seldom known outside the service commurity;
Project SERVE has broken through +hat barrier to bring the needs to the
attention of the declislon-makers on thelr own turf.

Finally, appreciation Is expressed to the authors of the papers printed
hereln and +to members of the MCH Consortium ProjJect Steering Group for thelr

support and assistance In the writing and review of this publication.

Sliver Spring, Maryland Etaine M, Ekiund

Boston, Massachusetts Allen C. Lrocker
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PASSIVE EXPOSURE TO CIGARETTE SMOKE
ADVERSELY AFFECTS THE HEALTH OF FETUSES AND INFANTS

James E. Haddow, M.D.
Paula K. Haddow, M.A.T.

Foundation for Blood Research
Scarborough, Maine

lntroduction

In the United States, clgarette sioking Is the single most Important
environmental agent that causes human disease. Its effects are far-reaching anc
Include an Increased risk of lung cancer, heart disease, chronic lung dlisease,
stroke, and other cancers. Recently, evidence nas accumulated thai documents
adverse health consequences related simply to breathing anorher person's smoke.
In this article sttention Is focused on two population groups whose health has
been documented to be adversely affected by exposure to other peopie's smoke:
fetuses and Infants. In both of these instances, the mother's smoking Is the
most signlficant contributor, and In both instances the mother Is the Individual
who needs to take responsibiiity for removing that exposure. Glven the & sount
of evidence that has accumulated on blologlcal and pathophysiologlcal
consequences to fetuses and Infants as a result of environmental clgarette
smoke, It 1Is now time for the health community to take concerted action +to

minimize such exposure.

Fetal Morbidity and Mortal ity

decreased blirthwelght (Simpson, 19¢,), considerable evidence has accumulated

Since the first report of an assoclatlion between maternal cmok!ing and
that cupports the adverse Influence from maternal clgarette smoking on offspring

In  terms of both morbldity and mortality. By 1980 the evidence was con Incing
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enough that the Surgeon General unequlvocally state. that a causal, dose-
response relationship exists between maternal smoking *nd Infant Injury and
death (Tye, 1985; United States Department of Health and Human Services, 1980).

However, despite the fact that clgarette smoking Is the most common known
harmful exposure during pregnancy, an estimated 25.5 percent of pregnant women
continue to smoke (Werler, Pober & Holmes, 1985; Prager, Malln, Speigier, Van
Natta & Placek, 1984). For thls reason, It |s worthwhiie to cbtaln as much
Insight as possible Into the adverse effects of msternal smoking as a step
toward helping women of <hlidbearing age to under stand why It is Important to

stop smoking or not %o start.

Decreased Birthweight

It has been we!l estab!ished that maternal smoking has an adverse e‘tect on
fetal growth and development. Low and depressed Apgar scores at one and flve
minutes after birth are found almost four times as often In Infants of women vho
smoke 41-60 clgarettes per day during pregnancy as In Infants of non-smokers
(NICHD, 1983). Furthermore, women who smoke clgarettes during pregnancy del Iver
Infants whose bIrtiweight Is, on average, 150~-200 grams {ower than that of
Infants born to non-smokIng women (Steln & Kline, 19€3). This appears to be a
dose-response effect, with 10-20 clgarettes per day throughout pregnancy
producing a birthweight reduction of approximately 200 gm .Meyer, Jones &
Tonascla, 1976). The relationshio between decreased birthwe.ght and smoking
remains after corructing for such confounding factors as maternal age, parlity,
welght galn, welght and/or helght, socloeconomic status, race, and sex of
offspring (Meyer et al., 1976; Lowe. 1959; Frazler, Davis, Goldstein & Goldberg,
1961; Underwood, Kesier, O'Lane & Callagan, 1967; DHEW, 1972, Cardozo, GIbb,

Siudd & Cooper, 1982). Women who stop swoking during the first half of thelr
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pregnancy dellver Infants whose birthwelghts average close to those of non-

smokers (Sexton & Hebel, 1984).

Placental biood flow, fetal activity, and fetal breathing movements all
decrease when a pregnant woman smokes clgarettes, and fetal adrenergic actlivity
Increases (HI1l & Klelnberg, 1984). FPlacental vascular histoioglc changes have
also been documented. Prostacyclin synthesls Is severely ceoressed In +the
nconate's umbllical ariery when the mother smokes, and It has Lteen suggested
that this may be responsible for decreased placental perfusion and ‘mb!lical
artery flow (Dadak, Kefalldes, Sinzinger & Weber, 1982). SP-1, a pregnancy
protein produced by the placenta, has been found to be significantly reduced In
smokers In both tts second and the third trimesters (Lee, Grudzinskas & Cnard,
1981),

Mortat ity

PerInatal mortallty Is usually defined as a reproductive loss after +the
twentleth week of gestation and before the seventh day of Ilfe. Althuugh
studles on the relationship between smoking and perinatal mortallty have shown
confllcting results, some assoclations have emerged (Meyer & Tonascia, 1977;
Rantakalllo, 1978). For oxample, smoking seems to affect the fetus of a mother
In a f[ow succiosconamic status group more than the fetus of a mother in a high
soc leconomic status group; and women who are at Increased risk for per Inatal
mortal Ity because of low soclal class, advanced maternal age, and history of a

previous loss are at an even greater risk If they smoke (Comstock, Shah, Meyer &

O
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Abby, 1971). In a large sample of women from all soclal classes, those women
who decressed or stopped smoking during pregnancy had Infants with {ower rates
of perinatal mortal Ity than women who did not reduce their cigarette consumption
(Butler, Goldsteln & kuss, 1972),

Vaginal blieeding durling pregnancy, abruptlo placentae. placenta praevla,
prematur Ity alone, pneumonia, and premature or prolonged rupture of membranes
have been found to be the cause of perinatal mortal Ity !'n a greater proportion
of the offspring of smokers than non-smokers (Meyer & Tonasclo, 1977; Naeye,
1980; Andrews & McGarry, 1972). Cessation of smoklIng during pregnancy was found
to resuit In a decreased risk for abruptio placentae and placenta praevia
(Naeye, Harkness & Utts, 1979).

The spontaneous abortlion rate Is higher In women who smoke during pregnancy
than In nor-smokers (Butler et al., 1972; Rantakalllo, 1969; Yerushalmy, 1972;
Comstock et al., 1971). Data from the Ontario Perinatal Mortal Ity Study, taking
Into account @ number of possible confounding variable: such as maternal age,
parity, history of previous abortions, alcohol use, and exposure to waste
anesthetic gases, show an overall 27 percent higher spontaneous abortion rate

among women who smoke durling pregnancy. Agaln, a dose-reponse relationship has

been reported, with a 20 percent higher risk assoclated with fewer thzn 20

clgarettes per day and a 35 percent higher risk with moi e than 30 clgarettes per

day throughout pregnancy (Himmelberger, Brown & Cohen, 1978; Harlap & Shlono,

1980) .

By and large, abortuses of women who smoke during pregnancy are

chromosomally norma!, Indicating an Increased rae of abortions among otherwlse

viable products of conception, due to smoking (Werler et al., 1985). Klline,

Levin, Shrout, Steln, Susser & Warburton (1983) found that women smokers under

the age of 30 are less I1k~'" +0 have a chromosomally abnormal abortus than non=-
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smokers, whlle, conversely, those women over 30 who smoke are more Ilkely to
have a chromosomally abnormal abortus than non-smokers. Whether this Indlicates
that smoking affects melosis or that it affects the survivabi!ity of an embryo/

fetus In utero or whether It affects both Is unclear (Werler et al., 1985).

Mal formations

Studles attempting to examine the relationship between maternal smoking and
the occurrence of congenital mal formations have produced confilicting results.
The three studles that have reported a positive association between maternal
smoking and the occurrence of all major malformations analyzed only Ilve births
(Himmelberger et al., 1978; Christensen, 1980; Kelsay, Dayer, Hol crd & Bracken,
1978); the studles that accounted for both ilve births and stilibirths found no
such assoclation (Andrews et al., 1972; Mulcahy, 1968; Evans et al., 1979; Chung
& Myrienthopaulos, 1975).

A possible association between neural tube defects and smoking durling
pregnancy has been looked at, as have "central nervous system defects,"
orofaclal ciefts, congenital heart disease, and |imb reduction defects. The
studles have produced contradictory i esults, thereby making 1t difficult to
conclude elther that smoking Is Important as a teratogen or that It Is not
assoclated with teratogenic effects (Werler et al., 1985).

Early Chlidhood Morbidity and Mortal Ity
Studles over the past decade have reported an Increased frequency of

physicai problems, Intellectual Impalrment, and behavioral abnormallties In

chlldren whose mothers smoked during pregnancy.

O
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Phvsician and Hospital Visits

Calldren of mothers who smoke during pregnancy visit the doctor more often
and have more hospltal admissions during the flrst year of Iife than chlldren of
non-smokers. As In other Instances, a dose-rcsponse effect Is apparent.
Children of women who smoked 10 or more clgarettes per day through at least the
end of the second month of pregnancy were found to have, on average, 0.83 vislts
to doctors and (.39 hosplitallzations during the first year o. (1fe, compared to
0.61 vislts to doctors and 0.15 hospltal Izations for chlildren of non-smokers
(Rantakal | 1o, 1978). Furthermore, the study found that within each soclal
group, chlidren were more often hospltallzed, and the hospltal stays were
longer, |f the mother smoked durling preg.ancy than If she did not. The most
common diagnoses for hosplitalization In children whose mothers had smoked during
pregnancy were pneumonia, bronchltls, pharyngltls, slnusltls, eczema, urticarla,
and infectlous diseases of the skin and subcutaneous tissue. The more frequent
hospitalizatlon of children of smokers because of resplratory diseases was most
obvious below the age of one year.

It has not yut been possible to determine whether the childhood morblidity
assoclated with mothers' clgarette smoking Is due solely to environmental
exposure following bIrth or whether maternal smoking during pregnancy Is also a

contr IbutTng factor.

Effect ot Passive Smoking on Childhood Morbidity

Both control led and uncontrol ied studles have conslistently ‘ound a direct
relationship between passively Inhaled smoke and childhood asthma, persistent
wheezlng, ond respliratory Illness In the first and second years of Ilfe (Cole,

1986; Gortmaker, Kleln~Walker, Jacobs & Ruch-Ross, 1982; Horwood, Fergusson &
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Shannon, 1985; Welss, Tager, Speizer & Rosner, 1980; Pedrelra, Guandolo, Feroll,

Mel 1a & Welss, 1985; Fergusson, Horwood, thannon, Taylor, 1981; Tager, Welss,
Munoz, Rosner & Spelzer, 1983). Thls evidence can be conslidered conclusive and
forces the concluslion tha' everything possible be done to keep Infants away from
enviromental cigarette smoke.

Tager et ai., In a longltudinat study of 1100 children, found a signlficant
ef fect of maternal smoking on the change In a child's forceu expiratory volume
In one second (FEV)1 after control!ling for the previous level of FEV1, age, sex,
helght, change In helight, and the child's personal clgarette smoking habit. His
data suggest that after five years of age, the lungs of non-smoking chlldren
whose mothers smoke grow at only 93 percent of the rate In non-smokling children
whose mothers do not smcke. These findings strengthen the possiblllty that the
effect of maternal smoking In the first two years of the child's I1fe may be
Indirect. Most of the Incroased occurrence of resplratory Iliness In the
children of mothers who smoke, as compared with the chlldren of mothers who do
not smoke, Is In the first two years of the child's |ife, a time when the lung
may be particularly vulnerable to the long term adverse consequences of such
Ilinesses. "Thus, the observed effects of maternal smoking may be the
consequence of structurel changos that result directly fram acute Ilower-
respiratory lllness early In chiidhood or Indirectly tiom the long-term
consequences of alterations In alrway reactlvity that may result from such

Il I nesses™ (Tager et al., *983).

Chiidhood Cancer

A dose-response relationship has been found between the number of

clgarettes smoked per duy by the mother during pregnancy and cancer risk In the

(A
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oftspring (Stjernfeldt, Berglund, Lldsten & Luavigsson, 1986; Stewart, Webb &
Hewitt, 1958; Neutel & Buck, 1971). When all tumor sltes were conslderad, the
overall risk for cancer In chlldren exposed to 19 or more clgarettes per day
during pregnancy Increase¢ by 50 percent. For Wlims' tumor, non-Hodgk In
lymphoma, and acute [ymphoblastic leukemla, the risk was doubled.

"Wiims' fype tumors have been Induced In rodents by transplacental N-
ethylnitrosourea. This Is of spaclal Interest since nltrosomines were the flrst
tobacco-specific carclnogens to be Identified. Other possible and very potent
carcinogenic effects may be obtalned by alpha radlation from 210Po and 210Fb,
which are highly concentrated In cigarette smoke. Fram laboratory animal data
It can be concluded that: a variety of tumors, Including leukemla, can be
Induced by transplacentally acting carclnogens; many of these carclnogens are
known components of tobacco smoke: the transplacental carcinogenic effect may
be exerted at lower dosas than those required In adult animals; and prenatal
exposure tends to enhance the effect of subsequent exposures to the same or
other carclnogens durling postnatal life" (Stjernfeldt et al., 1986).

As In the cise of Increased occurrence of resplratory disease In chlldren
of smoking mothers, the Infiuence of passive chlldhood exposure to clgarette
smoke cannot be ruled out as a contributing factor to Increased risk for
childhcod cancer. However, avallable data strongly suggest that maternal
smok Ing during pregnancy may Increase the risk for chlldhood cancer In tielr

exposed of fsoring.

Effects on Behavior and intellectual Development

Meny parental factors contribute to a child's behavioral and men:al
development, and these should be taken into account In any attempt to evaluate

the effect of maternal smoking during pregnancy on subsequent chlldhood bshavlor

ERIC
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and Intellectual development. Several studies have reported smail Intellectual
differences between the children of smokers and non-smokers, but these studles
have not taken Into account such factors as genetic Influences and differences
In chlld-ralsing practices between smokers and non-smokers. For Instance, women
who smoke reportedly drink more alcohol, have higher anxlety scores, dlvorce
more often, and change Jobs more frequently than non-srokers (Yerushalmy, 1971).
Naeye and Peters (1984) analyzed data from a large prospuctive collaborative
parinatal study that took these factors Into account and that looked also at
several blologlcal markers that are known consequences of smoking and that
correlate with chlldren's behavioral and cognitive abnormalities. The markers
they chose were fetal growth retardation, a long recognized consequence of
maternal smoking during pregnancy, and hemoglobin levels In neonates that
progessively Increase with the number of clgarettes mothers smoke during
pregnancy.

The study results showed that chlidren of mothers who smoked during
pregnancy had slightly lower scores on spelling and reading tests, more often

had short attention spans, and were more often hyperactive than chlidren of non-

smokers. Furthermore, among children of smokers, a correlation was found

between the two Llochemical markers and chlldren's subsequent behavior.
Children of smokers who were born at full term and who subsequently developed
behavioral abnormalitles had signlficantly higher neonatal hemoglobin levels and
lower birth welghts than smokers' chlidren whose behavior was normal. These
correlations were not present In the offspring of non-smokers. These findings
strengthen the possibllity that the cognitive and behavioral abnormallitles found
‘n chlldren of women who smoke during pregnancy are caused by maternal smoking.

"Possibly fetal hypoxla contributes to the ¢3nesls of smoking-relsted

behaviora. abnormalitles because Increased hemogiobin levels are a |[lkely
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consequence of fetal hypoxemla., There are several mechanisms by which maternal

smok Ing can meke the fetus hypoxic. Both the nlcotine and carbon monoxlde that
women absorb from clgarettes reduce the delivery of oxygen to fetal tlssues.
Nicotine reduces uteroplacental blood flow and carbon monoxide produces
substantial |evels of carboxyhemoglobin In the fetal blood" (Naeye an? Peters,
1984).

Blochemlcal Markers of Clgarette SmokIng Exposure

In recent years, conslderable effort has been directed at developing
blochemical tests that can rellably measure clgarette smoke exposure, both In
clgarette smokers themselves and In non-smokers exposed to other people’s smoke.
Markers such as carboxyhemogloblin and thlocyanate have provided some useful
Informetion about smoking, but both these markers are Influenced not only by
clgarette smoke but by other environmental agents as well. This shortcoming
Interferes wlth both the sensitivity and the speclficity of these two tests,
especially In relatlion to passive smoking exposure. Nlcotline Is speclfic to
tobacco smoke and has also been measured with some success, but It has twc major
shortcomings: It has a short clrculating life In the body (about 30 minutes),
and !t Is so ublquitous on fingers and clothing of smokers that It can
contaminaie a laboratory and render the test syctem useless. One laboratory In
london was actually closed down for over a year, after a malntenance person
smoked a clgarette In the room while performing a minor repalr. The most
pramising marker to date Is cotinine, a metabollc product of nicotine produced
In the Iiver. Cotinine has a circulating half-Iife of about a day, making It
very rellable to measure average exposure to smoke, and It can be measured
accurately In passively exposed as wel! as actlvely exposed IndlvIduals.

Prel Iminary studles have demonstrated cotinlne measurements to be more rellable

10




than smoking history when assessing both exposure and health consequences.
Blochemical markers are |lkely to be appiled more and more frequently both to

study smoking and to help people modify smcking behavior, and this type of

be very helpful in assisting the communlity both to explaln

testing will

envirommental clgarette exposure to young famllles and to monltor progress In

reducing exposure.

Publ Ic Health Implications

Glven the welght of evidence concerning adverse consequences during early

life fram environmental cigarette smoke, It Is Important that tne health

community redesign Its patient management protocols to Include assessment and

Information about this public health Issue. There Is a need for caution,
however, In that there can be a temptation to take the discussion beyond health
to moral Ity, thereby unnecessarily imposing guilt upon Indlviduals struggling to
reduce thelr dependence on a deeply Ingrained habit, Clgarette smoking Is a
pervasive socletal health problem that will not disappear overnight, and the

most reasonable apprc :h wili be to balance persistence with helpfulness and

Common sense.
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THE SOCIAL SECURITY SUPPLEMENTAL SECURITY INCOME (SSI1) PROGRAM
FOR DISABLED CHILDREN

Judson F. Force, M.D.
Holiy Alien Grason, M.A.

Children's Medical Services
Developmental Disabiilties Administration

Maryiaid Department of Health and Mental Hyglene
Baltimore, Maryland

Introduction

In order that chlidren with disabling conditions can recelve mandated
public services, It Is Important that professionals working In Title YV supported
programs, as well as those serving disabled chlldren In the heaalth care
coammunity at large, are famillar with programs such as Suppiemental Securlty |
Incame (SS1) under Title XVi of tne Soclal Security Act. Both the pedlatric and
speclalty medical care cammun'tles are gatekeepers to approprlate and adequate |
service sysrems. Without careful attention on the part of the providers of
speclalty health care, the danger exists that some children will ®fall between
the cracks.®™ This article, hopefully, will help to create a new awareness as to
the current status and future potentlal of the SSI program for dlisabled

chlidren.
Soclal Purpose of the SS| Chiidhood Dlsabll ity Program

Children, by virtue of thelr age, are depencent on &dults or on existing
soclal Instltutions to meet their basic |lving and developmental needs. This
problem of dependence Is campounded for chlldren with disabllities and thelr
femllles. It they are to 9scape permanent dependency, such children must
recelve early hovalth care, basic skill training, and soclal experiences which

promote self-rel ance.
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Over the past 50 years various federal programs have been establIshed to

serve disabled children and their famllles. MajJor Soclial Security health
programs under the Act Include the Crippled Chlldren's Services prcgram
provision mandated under Title Y and Medicald under Title XIX. Education and
related services were provided for under P.L. 94-142, the Education for
Handlicapped Chlldren Act of 1975 and the reauthorization of thls Act, P.L. 99~
457, which authorlizes early Interventlon services for handlcapped Infants or
those at high risk for developmental delay. HabllItative services were¢ also
made avallable wunder P.L. 95-602, +the 1978 extension of the Developmental
Disablilitles Act. In addition, states, Individually and In conjunction with the
Federa! government, provide an array of programs providing assistance to
chlldre.. with chronlc handicapping condltions and thelr famllles.

These programs are of substantlal assistance o low Income familles wlith
disabled children through Increased access to, and provision of, quallty heal th,
hab1lItatlon, educational, and soclal services, However, |Imitations Imposed by
federal and state appropriation levels for these programs |leave many gaps In
coverage of the full range of services needed to care for these children. The
1972 enactment of the Title XVI SSI Amendments to the Soclal Security Act, P.L.
92-603, addressed a major gap at the Federal level. Up until that time a
missing publlc policy Inltlative was that of cash assistance to low income
disabled chlildren to ensure that thelr families or guardlans could provide a
more healthy and supportive environment for thelr children with special health
related needs.

The Title XVI amenuments, which provided supplemental Income for chlldren
under age 18, came late in the evolution of Social Securlty disablility programs.
The 1950 Amen~ments to the Soclal Securlity Act had Initlally set the stage for
such programs by providing for grants-in-aid to the states for publ ic assistance

to permanently and *otally disabled, and needy, adult Indlividuals. In 1956, the
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Title 11 Soclal Securlty disabllity Insurance program was added to the original
retirement and survivors Insurance program and provided for Income for persons
age 50 - 64 who had become disabled. In 1958, cash beneflts for the dependents
of dlisabled workers were added; the age 50 requirement for the disabled was
dropped In 1960. This Title Il prog-am, however, provided cash beneflts only
for those dlsabled workers (and thelr dependents) who pald Into the Soc’al
Securlty trust fund through FICA contrlbutlons on thelr earnings. Thus, the
Soclal Securlty program for the disabled was almed .-lginally only at those who
had an "earned right™ to disabliltv Insurance beneflts,

The SSI program under Title XVI for the Aged, BilInd and Disabled became
effective January 1, 1974, and replaced the statc programs of publ Ic asslstance
to thls population. Under the SSI program an Indlvicual was not required to
have prior or recent empioyment experlience In Soclal Securlty covered
employment. Funded fram general revenues, the program was Intended to
supplement the Income of needy Indlviduals who were blind or disabled or over
age 65 and recelved no beneflts or only minimal benefits under Social Securlty
Insurance programs. The program thus was fundamental ly structured as a pubilz
assistance program, basing ellglblilty on financlal need as opposed to the
"benefits due™ aspects of an Insurance program.

Under SSI, for the flrst time In the natlon's history, a federal program of
cash asslstance was provided to low Income medically dlisabled chlldren from
Infancy through age 17 In recog.sitlon of thelr special needs. The House Ways
and Means Commlttee Report on the SSI| legisiation stated that "disabled chilidren
who live In low Income households are certalnly among the most dlsadvantaged or
all Americans and that they are deserving of speclal assistance In order to help
them become self-supporting members of our soclety. Making It possible for

disabled chlidren to get cash benefits under thls progrem would be appropriate



E

because thelr needs are often greater than those of nondisabled chlldren; the

Senate Flnance Cammittee emphasized thls need only in the health care area. By
placing the program of cash beneflts for disabled chlldren under the mandate of
§§I, the program was establilished specifically for children with medical
disabllitles Ilving In low income famllles rather than iow Income children at
large served under state wel fare programs. SSI ellgliblllty also was designed to
lighten the burden of speciallzed end expensive health care costs by
establishing provisions for automatic Medicald ellglblllty.

The speclflc Intent of Congress, then, In regard to the Incluslion of the
disabled chlld population In the SSI program Is reasonably clear. Although this
age group was Included In the final approved leglislative package "late In the
game,” and much of the congressional history remalns less than completely
documented, the goals of the SSI program for disabled chlldren are considered to
be essentlally consistent with those of the disablllty program as a whole; that
Is:

1. to compensate persons with medical Impalrments that significantly
Interfere wlith age appropriate basic work capaclty (l.e., to pay
beneflts for medically related |Imitations In ablilty and aptitude
necessary to do expected Jobs)

2, to promote the rehablllitation or restoration of disabled persons to
spproprlate productive baslc work status (l.e., to help Indlviduals to
become sel f-sufficlent and prouuctive).

For chlldren, a further goal and basic purpose of the Act Is understood to be a
reduction of the additlonal deleterlous environmental effects of |ow famlly
Income on growth and development of the disabled child by guaranteeing them
direct cash assistance. Equity was to be establIshed and assured by setting
forth and monitoring compllance wIith federal standards and guldolines for

unl form eliglbllity determination by the states.
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Medical Impalrment Program Ellgliblllty

Disabllity wunder Soclal Security Is defined as "the Inabllity to engage in
any substantial galnful actlivity (SGA) by aason of any medically determinable
physical or mental Impalrment that can be expected to result In death or that
has lasted or can be expected to last for a contlnuous period of not less than
12 months." While there are 3 camponents to thls definition, 1) absence of
substantial galnful activity, 2) the presence of a medically determinable
Impalrment, and 3) expectatlion of death or duration of 12 or more months, the
central requirement is that the Individual have a medically determinable
condition ind related functlonal impalrment that meets established severity
criterla. The ‘SS| statutory definition of a disabled child Is "a child under
the age of 18, |If he suffers from any medically determinable physi:zal or mental
Impalrment of comparable severity to the disabled adult who Is unable to
participate In SGA and who meets the duration requirement."

SGA In an adult Is defined as work that 1) Involves dolng significant and
productive physical or mental dutles, and 2) Is done (or Intended) for pay or
profit. Since chlldren are not expected to be doing galnful or remunerative
work, tu® concept of evaiuating chlildhood clalms on the basls of comparable or
equivalent remunerative work~Ilmiting disorders of adulthood would have been
Inappropriate to conslider. Therefore, another and mcre basic meaning of SGA for
an adult was used In considering the application of the Jaw for disabled
children. The meaning that was derived for thls purpose was the ablllty to
function In +the primary work actlvity approprliate for age. Primary work
actlvity In chilahood was, thereafter, deflined as the ablllity to develop and
mature within accepted age appropriate norms.

In childhood, the functlon of deveiopment and maturation Is described In
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terms of expected blological and behavioral norms. These norms reflect several
processes that can be observed and measured. Processes Include 1} growth -~
Increases In size and maturation of physical and physlologlical characteristics,
2) cognitive, motor, and emotional development, 3) mastering basic learning and
communicative skilils, and 4) soclallization. Any medical condition that results
In & departure from these norms can be evaluated according to establ|shed
Impalirment criterla which bave been published In The Childhood ListIngs, Part B,
Medical criteria. The Part B Childhood Listing is the medical reference base
for evaluating physical or mental Impairments that are known to Interfere with
age approprlate development or maturation, and Is based on pathological findings
or |imitations of function.

On the one hand, whlle espousing developmental progress as a primary basis
for disablllty determination, the LIstings reflect In many Instances qulte
specl flc laboratory and other pathologlcal evidence of severe Impalrment (e.g.,
listing 104.04 C, cyanotic congenital heart disease wlth a chrcnic hematocrit of
at least 55 percent or arterlial oxygen saturation of less thar 90 percent at
rest; or listine 706,02 A, chronic renal disease with persistent elevation of
serum creatinine to 3 mgm. per declliter; or |isting 101.05 B, scollosis with a
major splinal curve measuring 60 degrees or greater). Such criterla were
established, to a large extent, as a means to simplify the adjudication process
by not otherwise requiring more detalled and explicit evldence ~f developmental
dysfunction. The assumption Is made that medical Impalrment, as measured by a
severe level of organiclity, almost surely Is assoclated with a developmental
burden Imposing significant restriction on development and maturation.

When regulations were first promulgated, the preamble of Section 416 of Title
XYl expressed recognitlon of the fact that the manifestatlons of certain disease

processes in chlldren may be different than In aduits even where the dlagnosed
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conditlon Is the same. Therefore, although criteria for determination of
ellgIbll ity as developed for adults In Part A of the Ilsting can be utlllzed In
childhood cases, where additional or other criterla are necessary to glve
sppropriate conslderation to the particular effect of dlisase processes In
childhood, Part B of tte |Isting was created to provide criterla for evaluating
such cases. The |lIsting describes not only the medical conditlons but also
Includes the signs, symptams, and test findings that establish the requisite
level of severity for ellgibllity. In brlef, the Ilsting Is an adjudicative
tool that deflines the medical evlidence required to establish the exlstence,
sever [y, and duration of Impalrments for purposes of a dlsabll Ity declslon.
Medical evidence which substantlates that an Impalrment meets or equals the
Intent of a disablilty Ilsting Is the most critical determinant In the
adjudication process. For example, although chlidren with Down syndrome (DS)
are known to manlfest features of mental retardation beginning In Infancy,
complete documentation of other blologlcal and behaviora’ dysfunctlion should
also be .rovided at the time of flling. Thls has prover to be an Issue of
concern to famllles and advocates particularly In cases of very young Infants
wvhere deviations fram normal mental development are more subtle and varlable
than In later Infancy. A chlid with DS may be denled beneflts based o1 +the
Mental listing criterla (112,05) at flve to six months of age. It Is possible,
hovever, that at this same age signiflcant Impalrment might be manlfested based
upon adequate documentation of Interference of |lInear growth (100.02), severe
neuramuscular abnormalItles such &s hypotonla or posiural reactlon deficlt
affecting development (111.06), or assoclated condltlons Involving the cardlac,
endocrine, gastrolntestlinal, or other body systems. Therefore, whille virtually
all children with DS wili eventually be found dlsabled, a finding of disabll ity
for the very young Infant rests largely upon having complete evldence with which

to evaluate all affected body systems. In general, a major problem In properly
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eujudicating clalms of chlildren with conditions llkely to produce multiple

Impalrments Is the great potential for overlooking the need to consider more

than a single system In the evlidentlary documentation process.
Application, Adjudication and Appeal Processes

The process for determining ellqiblllty for SSI childhood beneflts Is a
mul ti-tlered, or sequentlal, process. The Inltal step takes place at the local
Soclal Securlty offlce where the applicant states the general nature of the
Impalrment and provides the names and addresses of the physiclans and wedical
centers where treatment has been recelved. The local Soclal Securlty office
reviews the applicant's non-medical eilglblllty factors, Including assessment of
Income and resources as part of the means test for SS| eligibllity. The clalm
may be denled at this stage If the applicant Is found 1u be Inelligible based on
these non-medical conslderatlions. Clalms from financlally ellgible applicants
are then forwarded to the Disabllity Determination Services (DDS) of the State
agency designated to perfor: the disablilty evaluations.

A disablllty examiner and physiclan team, bcth tralned In the disablllty
process, make the Initlal determination of disablllty by deciding whether a
disabling Impalrment Is present. Thls declsfon Is made based upon a review of
the medical evlidence gethered from the physiclans and other providers llsted by
the applicent. If the evaluators bel leve that there Is Insufficlent evidence to
make a determination, the applicant may be asked to have 8 consultative
examination (CE) performed by a provlider selected by the DDS agency. CEs are
general ly utlllzed to:

o obtaln more detalled medical findings regarding the Impalrments,

o ohtaln technical or speclallzed medical Information, lab tests, etc., or
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o resolve conflicts or differences In medical flIndings In the
evidence already In flle.

The actual determination of the presunce of an Impalrment Is made relative
to the objective medical evidence avaliable vis-a-vis the Listing of
Impairments. Essentlally, the functional Impact of the Impalrment and the
decision as to whether the Impalrment constitutes a disablllty Is a legal/
administrative one and not a medical decislon per se. Thus, & health care
provider does not make & declislon as to whether hls or her patient Is disabled,
but rather provides an objective assessment of the Individual's physical and
mental functloning based on signs, symptoms, and laboratory findings. If the
I1sting criteria for an Impalrment and Its severity are met or equalled, the
claln wlli be approved. The clalmant's treating provider or DDS CE consultant
plays a cruclat role In this process by providing pertinent and timely
docum_..tatlon of the Impalrment(s).

Continuing DIsablllty Review (COR) of ellglblllty for SSI beneflts Is
conducted perlodically. Under the Soclal Securlty Disabll|lty Beneflts Reform
Act of 1984 (P.L. 98-460), new standards for determining continuing ellgibllty
require that medical Improvement (with certaln exceptlons) must be found prior
to termination of benefits. The cornerstore of the new COR evaluation process
Is the Medical Improvement Revliew Standard (MIRS). In essence, a benefliclary
cannot be removed from the benefit roll unlass It can be determined that medical
Improvement has ocurred since the most recent disabllity decision and that the
chlid no longer meets or equals tha Impalrment |Istings. Cases are reviewed at
different [Intervals depending on whether medical Improvement (MI) Is expected,
~ossible, or not expected:

1. ™Ml expected™ Is generally reviewed within 12-18 months of Inltial
entltiement.

2, "Ml possible™ Is reviewed every 3 years.

3. "™M| not expected® Is revie d every 5-7 years.
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There are three levels of administrative appeal avallabie to SSI appl Icants

and thelr representatives. If an Indlvidual disagrees with an Initlal declslon
or a COR, he or she may flle a request for reconsideration within 60 days. The
initlal determination wlll then be reviewed by a different adjudicator team In
the State DDS agency. If the State agency denles the clalm a second time, +the
appl Icant can request a hearing before an administrative law Judge (ALJ) -- also
within 60 days. If the individual Is denled beneflts by the ALJ, an application
for review by the Apprals Councll may be flled within 60 days of the declslon of
the administrative law jJudge. The Appeals Councll also has the authority +to
deny or grant review of cases.

After exhausting the avenues of administrative appeals, an applicant has
the right to flie a clvil actlon In the Federal District Court wlth further

appeal to the Court of Appeals and the Supreme Court.

Organizational Structure and Administration

Adminlstration of the SSI program for disabled chlldren Involves shared
responsibli Ity tatween state and federal agencles and offlices. Applications are
recelved and partlally processed by a local soclal securlty offlce (reviews
technical eflgiblllty) In conJunction with the State DDS agency (reviews medical
eilglibllity); DDS's are most frequently a part of the State Vocatlonal
Rehab I11tatlon  Agency. State and Reglonal SSA offlces complete the
certification and notlflcatlon prucesses. Computation of beneflt amounts are
made i1n focal soclal security offices and monthly recurring payments for the SSi
program are processed by the reglonal disbursin; centers of +the Treasury
Departwent In Blrmingham, Alabama. SSA offlces of assessment |ocated In the ten

(10) reglonal fleid offices also Independentiy evaluate State disablllty
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determinations and revise decisions as approprlate based upon documentation In

the case flle. The activities of these three (3) offlces are deplicted In the

following schemata.

Local and Reglonal Actlvities In SSI Case Devel opment

Local Soclal Securlty Offlices
o Takes application

o Completes nondlsablil ity
development (financlal and
other non-medical)

o Splits flle - forwards
disabli ity portion to
State DDS agency

o Prepares and re!eases
technical denial notices

DDS
o Develops medical evidence
o Determines disabllity

o0 Prepares and releases
disabli Ity denial notices

SSA
and Reglonal Disabll ity Quality
Branches (DQB)

0 Revlews samples of State
Disablil ity Determinations
(now 65% of new
al lowarces)

o Revises and authorizes
selected cases

Notwithstanding the bureaucratic complexity of rule making and
adm'nistrative policy development, It Is belleved that the potentlial for program

change shou!d not be underestimated or overlooked. The Assoclate Commlssioner
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for the Office of Disablllty (0D) recelves and monltors correspondence recelved

from parent advocacy groups, professlonal organizations, and members of
Congress. In additlon, State DDS and reglonal SSA offlces meke perlodic
Inqu'rles for policy clarification and may suggest possible revisions. Ancther
mechanism for pollcy review and revision Is related to the ongolng disablllty
detormination review process at both the SSA reglonal and rentral offlce levels.
Samples of State DDS decislons are routinely revliewed by medical staff In these
offices to assure correct decisions and malntaln equity across the natlon. As a
result of these processes, substantive program Issues and concerns contlnually
emorge that can and do lead to an examination of current rules and pollicy.

Recently, OD has begun a serles of Inltlatives to revise the Adult and
Childhood Impalrment Listing rules to refiect advances In medical management and
to update policles and procedures used to evaluate the severity of particular
Impairments. Review panels ccmprised of central ofrice medical and pollcy
stoff, reglonal office and State DDS adminlstrators, representatives of academlc
and orgeriized medicine, and advocacy groups have been created to study and
recsamend appropriate changes for several adult and chlldhood 11sting sectlons.
At present, the |[Isting sectlions under review are the Mental Disorders,
Musculoskeletal, kespliratory, and Cardlovascular sectlons.

In addition, studles are conducted by 0D to evaluate the Impact of current
wedical criteria as well as proposed |Isting changes on adjudicative and
administrative considerations related to program accuracy, equlity, unliformity,
and costs of disablilty policy and the eligibllity determination process.
Clearly, opportunities for change exist within the program and the agency has
demonstrated an openness to those revislons that facllitate and assure

Implementation of the Title XV| mandate for disabled chlidren.
Current Childhood Beneflclary Proflle and Cash Beneflt Allowances
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It can be seen from Table 1 that program beneficlarles more than doubled
during the flrst three (3) years of operation from 1974 through 1¢7.
Thereafter, the rate of growth went from about 20 percent per year In 1976 +to
essentially no Incresse during 1981 and 1982. Thereafter, the Increase has been
In the range of 5 perce-t per year. It Is Interesting to note that It was
during the period 1980-1982 that the Title XVI SSI/Disabled Chlldren's Program
case management leglisiation under Sectlon 1615 was rescinded as part of the 1981
Omnibus Reconclilation Act. Although the Titlie Y MCH Block Grant authorizes
states to serve disabled children recelving SSI cash benefits, there Is no
specific earmark for funding or minimum scope and amount of services which must
be provided for this child population. The possibllity exists that further
fulfiliment of the Childhood Title XVI mandate and Intent may be somewhat
dependent cn the existeice of legisiative or regulatory language that would
require State Title Y Agencles to assure that disabled children from low Income

familles are Identifled and referred for benefits and assistance through Title

Xvi.




TABLE 1

Number of blind and disabled children recelving SS| payments, 1974-1985

Year Blind Disabled Jotal
1974 3,100 67,800 70,900
1975 4,346 123,829 128,175
1976 4,886 148, 242 153,128
1977 5,186 170,108 175,214
1978 5,764 191,735 197,499
1979 6,224 205,864 212,088
1980 6,853 221,71 228,564
1981 7,107 222,987 230,094
1982 7,198 221,953 229, 151
1983 7,512 228,868 236,380
1984 7,892 240,741 248,633
1985 8,260 257,065 265,325

Table 2 Is provided to show the age distributlon of chlldhood

beneficlarles. It should be noted that all tables Include the childhood

population up to 21 years of age. The age group 18 and over Is classifled as

aduit disabled chiidren In that medical Impalirment must, by statute,

evaluated &ccording to the Part A or Adult Listings of impalrment.
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TABLE 2

Number and percentage distribution of blind and disabled children by age group

recelving SSI payment, by age, December, 1985.%

Aga Bilnd Disabled Iotal
Total number 8,260 257,065 265,325
Total Percent 100.0 100.0 100.0
Under 5 15.5 15.3 15.3
5-9 14.3 23,9 23.6
10-14 29.8 26.4 26.5
15-17 20,2 19.7 19.7
18 and over 20.2 14.7 14.9

*Estimated from SSI One Percent Sample flle.
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Table 3 reflects the distribution of SSI chii.ren by dlagnostic category.
Overal |, the largest category of chlldren recelving beneflts are those with
diagnoses of mental disorders, dlseases of the nervous system, and congen| tal
anomal ies.  However, there are significant varlatlons across age groupings In

the percentage distribution of these conditions.

TABLE 3

Estimated percent distribution of children recelving S51 payments by age and
diagnoslis, March 1986.

Diagnostic Groyp Uder 5 5-9 10-14 15-17 18-21*

Neopiasms 3.4 3.6 2.1 2.1
Endcsrine, nutritional, and
metabolIc diseases 2.5
Diseases of the blood ana
blood-forming organs 2.5
Mental disorders 21,7
Psychoses .8
Nonpsychotic disorders
Retardation
Diseases of:
Nervous system and sense organs
Nervous system
Eye
Ear and mastold process
Circulatory system
Respiratory system
Digestive system
Genlitour Inary system
Musculoskeletal and connectlve
tissue .8
Congenlital anomalles 21.0
t11-defined conditions 8.6
Accidents and polsoning 1.1
Other 4.6
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TOTAL 100.0

Source: Estimated from the SSI 10-percent flle.

*  Includes those Individuals who are single, not head of a household, and
student under age 22.
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The SSI program Is designed to provide a minimum cash beneflt to low Income
aged, bllInd, and disabled persons whose cambined Income and resources are below
levels established by the statute. As of January 1, 1986, countable Income for
the child must be less than $4,032 per year to be eleglble for Federal SSI
payments. For those chlldren Ilving at home, parental Income and resources are
deemed avallable to the chlld and are consldered In determination of the actual
cash beneflt. For those chlldren requiring long-term hospitallzation {beyond 30
days) or Instlitutionallzation, parental Income Is not deemed avallable to the
child and payment level |s determined as that of an Indlvidual applicant. When
an Institutionalized child returns to the famlly home, flinanclal eligibllity Is
agaln determined In relation to famlly means.

While the monthly base amount pald to each child Is set by the Federal
government, there Is a statutory clause allowing States to supplement the base.
States have broad dlscretion In supplementing this amount. States can also
elect to have thelr supplementation programs administered by the Federal
program. This broad discretion allows States to vary the amount of the
supplement by category (aged, blind, dlsabled), status (Individual, couple),
Iiving arrangement, etc.

Shown In Table 4 are the majocr categorles and ranges of cash beneflts.
Although the maximum Federal SSI monthly payment for calendar year 1986 Is
$336.00, this amount can be reduced to zero asslistance by other sources of
Income (Including payment under Title 11 of the Social Securlty Act) If the
chlid's countable Income exceeds the $4,032 annual Iimlitation. This exolalns
why the average monthly Federal payment of $270.06 Is less than the maximum
Federal allowance. The oveorall average of Federal plus State supplement monthiy

payments as of December, 1985, was $301.36.
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Number end percentage distribution of children recelving SSI payments and
average monthly amount recelved, by type of payment, December, 1985.

Type of Blind and Disabled Children Monthly
Paymant Number Parcentage

Federal SSI Only 174,408 65.7 270.06

Federal SS| and
State Supplement 89,745 33.8 364.75

State Supplement Only 1,172 0.5 o1.49

Total 265,325 100.0 301.36

However, It can be seen from Table 5 that almost 62 percent of the children

actually recelve payments of $336.00 or more per month. Only sbout 20 percent

of SSI beneficlaries recelve less than $220.00 per month.

TABLE 5

Percentage distribution of children recelving SSI payments and monthly benefit
amount January 1, 1985.%

Percentage

Monthly Amount Blind and D!sabled Chiidren
Less than $219 19.5
$220 - $335 18.9
$336 or more 61.6
Tota! percent 100.0
*tstimated from SS| One Percent Sample Flie.

Total monthly cash benefits for all SSI disabled child ~neficlaries
amounted to Just under 80 milllon dollars at the end of calendar year 1985. The
annual Ized cash beneflts to these chlldren and thelr familles Is currently about

one blllion dollars,
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ImplIcations for Title V State Crippled Children's Services (CCS) Programs
and Unlversity Afflllated Facllitles (UAFs)

While nelther State CCS agencles nor UAFs have direct (technlcal)
Involvement In Implementation of the SSI program, It Is belleved that there ai e
several aspects of the program where both can have a signiflicant positive
Influence on a large regulatad system such as thls one. These Include: 1)
assurling that chlldren with disabllitles are appropriately referred to the SSI
program; 2) assuring that camprehensive Interdisciplinary medical evaluations
for potentlial beneficlarles are completed In a manner that facllltates correct
and equitable adjudication by SSI evaluation teams; 3) assurling that approprlate
referrals are made and fol low-up conducted for these chlldren so that access to
and provision of medical and habllltative services are achleved; and 4) assuring
that appropriately tralned professionals can be made avallable to State DDS
agencles for CEs and other speclallzed consultatlive needs or requests.

Most CCS State agencles and UAF programs have the capacity and wlllIngness
to serve as resources for the purposes of disablllty determinations.  Speclalty
and subspeclalty dlagnostic and evaluation actlvities have long been a core
ac1'vity of Title V related programs and they can be looked to for the provision
of expertise In this area. UAF programs have widely acknowledged expertlse In
the Interdisciplinary evaluation and management of chlldren with suspected or
act 1al developmental and chronlc disabllitles and provide services to +thousands
of such chlidren annually. We belleve the potentlal exists for further
development of creative working arrangements between State DDS agencles, CCS
agencles, and UAF programs In assuring timely and quallty evaluations of
chlldren, especlally those with developmental disorders.

Sectlons 501 and 1615 of the Act provide for the referral of Irdividuals

recelving SSI beneflts to State agencles administering the State program under
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Title V.  Prlor to the enactwent of the Budget Reconclilatlon Act of 1981, most
State CCS programs wera> responsible for adminlstering the SSI-DIsabled
Children's case management program legislated under P.L. 94-566. This program
sandated the Interdisclipiinary development and monltoring of an Indlvidual
service plan (ISP) for each referred chlld under the age of sixteen. Al though
the specific requirements of the SSI-DCP are no longer mandated, the program
deslgn can serve as a model for 8ssurling contlnuous and coordinated care for
this speclal population of Infants and chlldren under the Title ¥ MCH Block
Grant. Several (©CS programs have malntalned the!r commitment to thelr $S|-DCP
progrems since Its Inception because of Its relevance to the goals and
objectives of the Title V mandate. Further, (CS program Implementation of
coordinating mechanisms with the $S| program Is not Inconsistent with the Title
V mandate of Sectlon 505, 2E of the Soclal Securlty law. Results of a recent
survey Indlcate that many state CCS and DDS agencles do, In fact, have ongolng
cooperative referral and fol low-up arrangements.

Finally, State CCS and UAF programs can serve as advocates for chlldren
with medical Impalrments by assisting Soclal Securlty agencles In the followling
ways. As mentloned above, one potential area for Involvement of UAF and CCS
programs Is by being avallable resources for Inltlal evaluation and CEs.
Secondly, as the SS| medical policy Is belng studled and revsed through the
"Notice of Proposed Ru e Making™ (NPRM) process, CCS and UAF programs are
encouraged to communicate thelr concerns and constructive Ideas for Improvement
to SSA. Lastly, through the development and malntenance of closer formal and
Informa: working relatlonships among State CCS, UAF, and DDS program staff, the
SS| leglslative mandate can be well Implemented to asslst low Income famllles In

caring for thelr disabled chlldren.
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HEALTH-EDUCATION COLLABORATION FOR CHILDREN 0-5
Pascal Trohanis
Frank Porter Graham Child Deveiopment Center
Chapel HIIl, North ZarolIna
and
Phyl11s Magrab
Georgetown Unlversity Chlild Development Center (UAF)
Washington, DC
Introduction
Children who require speclal support and services from birth have needs
that arise from a complex array of blological, environmental ar4 soclal factors.
All chlldren with speclal needs must have the opportunlty to grow and develop to
thelr potential. The unlversal provislion of early comprehensive, Interdis-
clplirary, communlty-based, and high qual ity Intervention services for +these
children and thelr famllles of fers great pramise. Increasing evidence suggests:
o0 Improvement of long-term outcomes of children and famllles Including
preparation for school, personal life, wor!d of work, and |1fe In the
community;

¢ prevention and/or reduction In ¢rime, poverty, malnutrition, vlolence,
substance abuse, and need for more costly and Intenslve services;

o reduced Institutional Izastlon;
o growth of active parsnt lavolvement and empowerment;

o more opportunities to particlipate in the malnstream of soc lety; and,

o Improvement technoiogles of blo-medicine, measurement and
Intervent
Additlonal ly, tas now have laws that authorize more and better

services to these youngsters below school age and, In some states, additional
monies have been a.propriated, Stanuards and regulations prevall In many places
along with ilcensure and certlfication of competent personnel, However, +the
unlversal Ity of these desirable services Is far from a reallty In our natlon.

While progress has been made, many obstecles and challenges remaln to the

36




E

RIC 4

Aruitoxt provided by Eic:

achlevement of unlversal and full services for young children with speclal
needs:
o high rates of poverty, Infant mortality, and a growing minority
population along with Increases In single-parent househclds and teenage
parents;

© numbers and definltlon of the target population(s) eligible to recelve
services;

o determination of comprehensive services and the related ccmponents;

o dellneation of phllosophy and expectaticns for early Interveation
services;

o need for more money;

o fragmentation of services among federal, state, reglonal and local
agen:les and other service organlzations;

o struggles for control of services;

o lack of stable and continuous services to chlldren;
o deficlencles In tralned personnel;

¢ inadequate chlid~find and reporting systems;

o difficulty In adap*ation services to geographlc f{actors--e.g., urban,
rural, or migrant; and

o dellneation of the contlnuum of service locatlons -- hospltal-based,
home-based, and comunlity based ~- In the ieast restrictive manner.

Glven these barrlers, challenges, and complexities, professionals must galvanize
thelr sense of common purpose. The particlpation of both +the health and

educatlonal systems In the process Is essentlal.

Background )

in planning eerly Interventlon services for young chlldren wlth speclal
needs and thelr famllles It |s necessary to Identify the target population to be
served. Since the 1920's the health system has provided medical as well as
early Intervention services to chlldren with blologlcal and developmental

problems 'dentlifled at birth or during the first few years of Ii1fe. The health
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system has typlcally been the first polnt of professional contact for famliles
of very young chlidren with these kinds of speclal needs. Typlcally health
departments and practicing pedlatriclans have been Involved with children at
risk for or evidencing medical and developmental problems. A range of prenatal
and perinatel factors contribute to problems Identifled by the health system at
birth Including maternal practices such as the use of teratogens, maternal
health (l.e., rubbella cytamegaloviruses, toxoplasmosls, AIDS), jabor and
dellvery events, low birth welght, and genetic conditlons. Health professionals
have sought to provide therapeutic alternatives to amellorate problems before
they become disabling, thus taking a preventlon focus.

Since the 1960's, the educatlon system has taken an Interest In speclal
needs chlidren below school age. These chlldren have Inciuded those wlith
recognizable handlicaps and those with developmental delays. Recognizing the
Importance of early Identification of education problems, educators seek to
Identi young chlldren who can beneflt from programs that facllltate
Intel lectual, emotlonal, physical, soclal and tanguage development and to
guarantee access of chlidren with speclal educational needs to publicly
sponsored educatlon and related services fram the time that they are born.
Femlly programming, Individual planning, and Integration experlences have
emerged through this system.

¥hile the goals of the health and education systems are not total ly
congruent, both are cammitted to serving young children with "developmental®

needs and both recognize the Importance of early Intervention. In planning

early Interventlon services between health and education, at minimum the
followlng groups of chlldren should be considered:

1) Infents with discernible handicaps at the time of birth;

2) Infants who have conditions or diseases that, when recognized at bi -n

by blochemical or other means, can lead to preventlion of handlicappling
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conditions later In |1fe;

3) Infants whose births are assocliated with maternal (soclal or blologlc)
tactors or !nfant (blologlc) factors that place them at high risk for
the eventual development of a handicapping condition; and

4) Infoants who exhibit & delayed or otherwise abnormal development course
whnse births are not assoclated with soclal or blologic factors that
place them at high risk for dev. loping handicapping conditions (Healy,
Keesee, and Smith, 1985).

The group of childre. .ess clearly specifled and for whom services are |ess
well defined are those chliidren at risk for tater developmental and educational
problems because of social and evironmental factors. This very Important group
will not be addressed In this paper since thelr needs cannot be suff Iclently

discussed within the space Iimitations.

Developing Col laboration Between Health and Educatlion

In developing col laborative strategles for early Intervention services
between the health and education system, the needs of the chlldren and thelr
familles must be held paramount. The goals of early Intervention must be based
on sound developmental principles, recognize the Importance of the emotional
well being of the child and family, and firmly Incorporate the concepts of
femily support. Parents of all very young children must find ways to adapt to
thelr chlild's needs and ways to iove, stimulate, enJoy and protect thelr
ch’ldren.  Support systems such as famlly and friends, pedlatricians, nurses,
and educetors are the natural resources to whom familles turn for support In
thelr parenting roles. For parents of chlidren who have special needs from

birth, thelr natural support networks are usually stressed by lack of
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understanding of the problem, fear, and reluctance to accept additlional burdens.
Glven both the potentlal strengths and |Imitations of the natural support
networks of famllles, the health and education systems should collaborste to
develop early Interventlon services that bulld and enhance thst which Is
avallable In the natural ecology, both within the family's support network and
In the existing communlity.

With these premises, It Is useful to examine the types of services that are
helpful to famllles of chlldren with speclal needs, keeping In mind famlly
differences and, naturally, available supports. For famllles, there are those
services that address the particular needs of the child and the condition as

well as the total famlly. These service needs will vary based on the IndlvIidual

differences among famllles and the parameters of the condltlon Itself Examples
of such services might Include screening, evaluation, and Intervention services;

gonetic rousellng; flinanclal counselIng; parent groups; transportation; 'segal

services; parent tralning; slibling support groups; day care; resplte care;

homemak Ing services; and assistance In obtalning equipment. Speciflic services

such as these wmight readlly be seen as components of elther the health or

eoducation service system. Hlistory, local resources, and other factors In the

ecology will Influence which agency or provider sponsors these activitles and

how they are coordinsted. |In additlon to these types of services, but

especlally Important to famliles, are what can be called enablling services --

those services that make It possible for famllles to optimally utlllze needed

services. 1dentification and referral systems and case management systems are

examples of such enabling services. These enablIng services must be well

coordinated In the system for familles to access and utlllze services avallable.

Frequently these are the least well developed by elther health or education and

are very poorly coordinated across health and educational systems. By +thelr

very nature these enabling services should be planned and Implemented In a
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col laborative way.

Beyond Health and Educatlion

In reallty the Issues In developing and Implementing services for young
chlldren and thelr famllles extend beyond the relationship between health and
education. During the Ilast decade, the number of programs serving young
handicapped chlldren and thelr famllles has Increased. This growth reflects an
Increase In the number of young handicapped chlildran Identifled and served.
However, while the number of programs and the number of children served has
grown, there has been slow growth In program curdinatlon and Integration and In
adequate procedures for sharing Information about proven models and practices.

A number of federal programs have been established to Improve services to
young handicapped children and thelr femllles. Many of these federally
sponsored programs have sought to become coordinated, comprehensive, and
integrated with stete and local human services systems. The federal programs
Inciude:

o Soclal Securlty Act (Crippled Chlldren's Services; Maternal and Child
Health 3ervices; SSI, EPSDT; and Title XX)

o Head Start

o EMA Inciuding P.L. 94-142 and Its HCEEP and Preschool Incentlve Grants
o Chapter | and P.L. 89-313

o Child Nutrition Act and WIC Program

o Developmental Disabllitles

o Soclal Services

Regrettably, confilcting natlional agency reguiations and requlirements and

minimal program coordinatlon within Individual federal agencles have, In the
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end, diluted state end local efforts to coordinate planning and .ellvery of
services.  Alsn, the various model state and community programs which have been
developed within Individual agencies are seldom shared.

The Sixth Annual Repnart to Congress on the |mplemer *ation of P.l. 94-142
(1984) by the U.S. Department of Educatlon suggests that federal programs, such
as Maternal and Child Health, Developmental Disablllitles, and Education have
wmade progress toward our natlon's goal of Integrated services to all young
handlicapped children. While much has been achleved, the full potential and
integration of these efforts has not been real Ized.

Pol Iticlans, advocates, parents, and representatives from public and
private agencles pushed hard for new federal leglisiation to accomplish this
goal. At a 1983 House Subcommittee on Select Education hearing on the
reauthor Izatlion of the EHA amendments, OSERS assistant secretary Madelelne Will
testifled: ™There still remain gaps as wel| as overlaps In what Is envisioned
to be a comprehensive service dellvery system.® A consensus emerged that a re-

directed national Initlative was needed.
Legislative Actions: Implications “or the Health Care System

B.l. 968-199

In 1983, Congress acknowledged that there was a need for natlional
Improvement In services to young handicapped chlldren and *helir familles. The
Congress further belleved that the responsibllity to bring sbout needed changes
sust be shared by a partnership of local, state, and federal leaders. The
federal government should serve as a catalyst to this Inltiative by providing
some g. !dance, resources, technical assistance, research, and access to dliverse
exper Imental and Innovatlve projects.

P.L. 98-199, approved by Congress and signed Into law on December 3, 1983,
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established several new opportunities for young chlidren. One particular

opportunlty was to expand the quallty and quantity of planned, comprehensive,
and coordinated services to young handicapped children and thelr famllles In
every state, territory, and the District of Columbia. The new laws called for
cooperative actlon from federal, state, and local author!tles, advocates,
private-sector service providers, professlonals, and parents. P.L. 98-199
allowed states to use preschool Incentive grant money for chlidren from blrth,
stimulated the Involvement of parents In state-level planning, encouraged
Interagency col laborations at the state and local levels, and encouraged states
to support the tralning of Infant care glvers. In short, P.L. 98-199 provided a
framework, monetary resources, and a plan for a partnership to undertake an
Inltlative that stresses the concept of comprehensive service dellvery systems
for all young handicapped children and thelr femllles. Professionals and
parents working together should find It easler to Ident!fy needs, to pinpoint
fragmentation (geps and overiaps) In current services, and to make plans for
future services.

The State Grant Program recognized that planning takes time and resources.
Up to elght years of federal funding was to be avallable, If needed, for states
to undertake successfully thls challenging and complex task. It authorized
three phases of grant actlvity with respect to camprehensive service dellvery
systems for chlldren birth through 5 years of age:

"(A) PLANNING GRANT. A grant for a maximum of two years for the purpose of

assessing needs wlthin the state and establishing a procedure and design

for the development of a state plan which Includes parent participation and

tralning of professionals and others."

" (B) DEVELOPMENT GRANT. A grant for a maximum of three years for the

purpose of developing a comprehensive state plan and galring approval of
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this plan from the state board of education, the commissioner of education,

or other designated officlal of the appropriate state agency."

"(C) IMPLEMENTATION GRANT. A grant for a maximum of three years for the
purpose of Implementing and evaluating the comprehensive state plan."
These three grant phases were to function In sequence, leading eventually to an

early chlldhood state plan for a camprehensive service del Ivery system.

Col laboration between health and education related to 98-199 +ook many
forms. It was evidenced through structural relatlonshlips, community focused
actlvities, tracking systems and case management plans. In +he state of
Wash!ngton several planning groups merged to form a Birth to 6 Committee; In
Utah the health department was the recliplent of the 98-199 funds; In Illlnols a
series of multiagency, multidisciplinary pliot programs for communlity based,
comprehensive services to young children and fe .lles was developed; In Malne
the Interdepartmental Coordinating Camittee for Preschool Handlcapped Children
planned to extend the services of all of Its 16 local coordinating service sites
to birth; In a number of states (Oklshoma, Loulsiana, Yirginla, Idaho, and
Hawall) community forums or Ii: tening conferences Involved health, education ana
other professionals, and parents to gather Input atout the problems.

B.l. 99-457

On October 8, 1986, Congress enacted P.L. 99-457, amendments to the
Education of +the Handicapped Act, which will have a major Impact on the
collaboration between health and education agencles for young chliidren. This
law bullds on the concepts In P.L. 98-199 and now replaces It. P.L. 99-457
Inciudes numerous Inltlatives pertalning to young chlldren with special needs
and thelr famllles. It provides Incentlves to States to servs an estimated
additlonal 70,000 handicapped chlidren, ages 3 through 5, who currently are not
now belng served (260,000 chlldren currently are being provided services), and

creates o new discretionary program to address the speclal needs of handicapped
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Infants and toddlers (birth through age two) and thelr famllles. Under the Act,
after four vyears, each State == if It wants to contlnue recelving federal
financlal assistance under the blrth-2 and 3-5 programs -~ must have In place
among other things a policy to provide sppropriate early Interventlon services
to al|l handicapped Infants and toddlers In the State.

Most notable In the new |®. Is the portion for Infants and toddlers. P.L.
99-457 crestes a new discretionary program to assist states to plan, develop,
and Implement a statewlde, comprehensive, coordinated multlidisciplinary
Interagency program for very young hanZicapped chlldren, birth through 2 years
of age. Minimum system components Include such Items as:

o a definitlon for developmental delay

o a fimetable for services

o an Indlvidual ized famlly service plan and case management

o achlld find and referral system

o a publlc awareness program

o & system of comprehensive personnel development, and

o a |lead agency and Irteragency Coordinating Councll designated by the
Governor.

Grants will be made to states by the U.S. Department of Educatlion.

Congress, through P.L. 99-457 and all of Its pleces, wishes to expand the
benefits of early Intervention to more children and familles. Some observers
have called this new leglislation "a Head Start program for handicapped Infants
and preschoolers.® As with most change, however, there are stiii some
outstanding Issues to be resolved:

o Methods of Informing new parents of avallable services need very

careful attentlon; experlienced parents should be part of the Initlal
contact. Current models such as Pllot Parents exist.

o Integration of the children and thelr parents must be the #1 priority
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from the beginning. This Is an area where pedlatriclans are In an

Ideal position to assume leadership since they themselves conduct

®integrated" practices In treating children.

o There Is a need for adequate safeguards to Insure tha* the Indlvidual
Famlly Service Plan (IFSP) serves to support fam!lles rather +than
serves as a dlIsruptive force. The following are some specific
concerns:

-~ prlvacy, confldentlallty, use and protection of records,

-~ dangers of wasteful time and effort In the process of assessment
and developling the plan, and

-- role of the parents. They must be accepted and supported as

leaders of the multi-disclplinary team.

o The system should be responsive to famlly di fferences In terms of what

it requires In the team, e.g., number of evaluations, repeated

evaluatlions.

© ™Case Manager" Is a muitllevel Issue. How do we support parents as the

managers of the care of thelr chlldren? How do we "manage" a

disorganized system of care?

o The Least Restrictive Enviromment (LRE) mandate must be strentheaed.

It Is Important for parents to start out Integrated with other parents.

o The definition of health and medical care. What Is or Isn't dlscussed

In the law must be addressed.

o Serving chlldren who are In hospltals for extended years Is not clearly

specifled. Language In the regulations to facllltate this Is peeded.

o How the Interagency Councll Is formed, the selection of a lead agency

and empowering equal partners are Important process Issues. The role

of health as the lead agency because of Its historic and current
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responsibllitles must be considered,

o Birth=2 and 3-5 programs should not be fragmented; the role of the
Interagency Councll could cross over.

o The penalty for not particlpating In 3-5 programs could be cutting off
an Importent natlonal resource In developing Innovative programs.
There may be states where there are not good statewlde systems, but
where exemplary programs may emerge through Incentlve and dlscretlonary
grants which would be curtalled as the penalty.

o The Issue of accountablllty Is critical, If a service Is written In a

service plan, who Is required to glve 17 Who wil| pay for 11?7

Currently regulations are belng developed by the U.S. Department of
Education through which some of these Issues may be resolved.

Despite the number of Issues ralsed, enthuslasm for the new law  far
outwelghs the concerns. Dlane Crutcher of the Ne  .al Down Syndrome Congress
has summed It up best.  "Although there Is never perfect leglslation, we, as
parents, are qulte pleacad with the fact that thls leglslatlon has been enacied.
It recognlizes a vital need for chlldren vith disablilltles and thelr famllles.
We have many concerns about the leglslation and how It wil| be effected on a
local level but the dramatic statement It makes relative to the Importance of
services and the rights of children and familles wins a battle we have been
fighting for some time. So for those Involved In the writing and passing of the

legislation, we thank you."

Other Initlatives: Health and Educatlon Col laborations

Beyond Publlc Law 98-199 and P.L. 99-457, +there have been a number of
federal Inltiatives that have highlighted the Importance of collaboration

betwoen h-alth and education for services to young chlldren fram +the U.S.
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Department of Education as well as the U.S. Department of Health and Human
Services. The following Is a sample of such efforts:
The Handicapped Children's Early Fducation Program (HCEEP) of the u.S.
Department of Educati’n supports diverse and Innovative approaches (services) to
young handicepped children and thelr familles. Several projects speclfically
relate to collaboration between health and education:

o Iha Facliitative Environments Encouraging Development (FEED) Project
of Hunter College In New York City. Junlor high school students
recelve Instructlon In the nature of normal and delayed development.
They work with young handicapped and nonhandicapped children In
preschool and health-care facllitjes.

o TIhe Parent-infant Growth, Advocacy and Piznning Project of the
Departmant of Pedlatrics/Neonatology at the tniversity of New Mexico.
Premature and critically Ill Infants and their familles are Involved In
this proJect which applies an Integrated medical/developmental
Interventlon model to maximize thelr developmental potential.

o Children In Hospltais Projects at the UCLA Centor for Health Sclences
In Los Angeles. This proJect helps hospltallzed chronically 1l
children and their parents develop healthy Interactions, promotes
optimal cognitive and emot!onal growth, and Instiils confldence In
parents planning for thelr children's total needs.

o Infant Interagency Network Through Accessing Camputer Technology
Project of San Dlego S ate Universiiy, Cali/ornia. Children with any
handicapping condition, blrth to age 3 years, and thelr familles have
access through referral to a computerlized directory of Inreragency
sarvices. The project also provides some dlrect short-term assessment

and Interventlion.
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Project START and TADS at the Frank Porter Graham Ch!'ld Development Center
provide technlcal assistance to states In relation to thelr state plans for
comprehensive service dellvery,

Project NEXUS at the linlversity uf Kansas Is a technical assistance project for
developing community~-based programs for young cnlldren with speclal needs and
thelr famlilles. This project Is developing a manual and related materlals to
help local communities develop a plan of actlon for comprehensive services.
Broject BRIDGE, offered by the American Academy of Pedlatrics, 1Is +the flrst
netlonal education program designed specifically to help early Intervention
teams Improve thelr functioning and decision-making kIlls, whlle demonstrating
the state-of-the-art In services for young disabled chlldren and thelr famllles.
Spacial Projects of Regional and Natlonal Signliflcance (SPRANS) In the Divislon
of Maternal and Child Health, Department of Health and Human Services, have
targeted service coordination strategles for chlldren with speclal needs.
Several  speciflc proJects particulurly focus on health and education
col | aboration for young chlldren. Exampies of these Include:

o Project 7ero to Three at the Natlonal Center for Clinlical Infant
Programs works with 15 states bringing together health, educatlon, and
other professlorals and parents to address service Issues for chlldren
with speclal needs from birth to three years of age. States have
focused on Issues such as trecking, legislation, and program evaluation
and share expertise with each other.

o Ihe Natlopal Center for Networking Community Based Services at George-
+own Unlversity Child Development Center has been JolIntly supported by
health, educatlon and other agencles to share, dlsseminate, and
coordinate expertise on cammunlty based services with 35 states. Many
states have focused on the health/education collaboratlion Issues for

chlidren from birth to flve.
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o A Community Coliaboration Approach for Developing Early Intervention
Services In Okiahoma, The Unlversity Afflllasted Coenter In Texas, In

conjunction with the Oklahoma Department or Health, Is developing and
Implementing col laboration strategles for chiidren 0=5 In at leest 5
communities In the state. The staffing and thrust of thls project
represents a combined effort of health and education professionals an
agencles. This Is an exemplar project of a UAF working closely with a
state servie system to Improve community based services through

coordination and col laboration.

Implications for Title Y and UAFs

While UNFs have long provided excel lent Interdisciplinary tralning In early
Intervention, they have been less Involved In fralning that relates to the
state's coordinated ssrvice deilvery systems. UNFs have a wealth of
professional expertise that could be directed toward Improving the coordination
capablilties at both the cammunlity and state level within thelr reglons. UAFs
daveloped same of the earilest Intervention models and have & wealth of
expertise In the early Intervention srea. As state pollcy and p! 3 groups
gather to consider the ways In which services to young chlid-en should be
delivered and the respective rolos of health and education, the UAF .an be an
Important resource both In service content and In ¢acilitating the process of
working groups. WIith the current tnrust of services for children 0~5, UAFs have
the opportunity to expand thelr role In the coordination of services between
health and education.

Research In this area Is sparse and Is another fertile arena for UAFs. As

states develop thelr comprehensive systems, UAFs can col laborate with state and
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local agency personnel to plan and conduct pertinent research on mutual ly agreed
upon toplcs.

As communlitles work toward establishing better communlity based services,
agaln the UAFs can provide exemplary leadership and skilis In establ Ishing
service progra®s. UAFs must continue to evolve models of service for young
chlldren with specisl needs across health, educatlion and other disclplines that
will be useful for communitlies to replicate.

UAFs have been an example of tralning settings where health and education
professionals have had to forge col laborative programs. They provide a unique
opportunity for professionals to traln under the Influence of other disclplines
~- health and education, respectively. “ecause of thelr interdiscipl Inary
context UAFs are uniquely qualifled to traln future professionals In pollcy
development for young chlldren with speclal needs. Thls Is not a training area
that has been devaloped In the UAF curriculum as extensively as It might be. In
additlon UAFs should be training health and education professlonals In system
bullding and In strategles for coordinatfon. Sarly attltude shaping of
professionals can be a potent contribution toward system change.

With respect to Publlc Law 99-457 there Is a need for a close working
relationship between Title V programs, the U.S. Department of Education and
UAFs. The Involvement of health professlonals In the P.L. 99457 adv Isory
groups Is critical for a careful blending of services between MCH/CC and other
programs. MCH/CC programs can be Instrumental In Involving private sector
physiclans In the planning and Implementation of comprehensive services for
young chlidren wlith special needs, In Involving the pedliatriclan with the
Indlviduaiized Famlly Service Plan (IFSP), and In addressing such problems as
sharing of records and Information petween health and education systems. The
expertise, Information, and skills of the health programs can serve as a strong

base for newer Integrated and coordinated programs and strategles. MCH/CC
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programs, with their long history of service provision to thls population, aiso :
have an Important role to play In quallty sssurance of services to young ;
children and thelr famliles., This quallry assurance role Is a vital one as
ser/ices prollferate and expand. |
Moct Importently, Titie V programs and UAFs can continue to serve as ‘
advocates for famllles as they negotlate the maze of services, professionals and
Jergon. All of us together have the paramount responsibility to see that +the
poilicles, services, tralning and research we conduct related to young chiidren

with special needs Is femliy and chlid centered.
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CHILD ABUSE AND DEVELOPMENTAL DISABILITIES
Bruce Cushna, Ph.D.
Developmental Evaluation Clinic (UAF}
Boston, Massachusetts

Introduction

It Is a seeming Irony that such a terrible subject as chlid abuse
should prompt so meny different authoritles to deslire to "own" It. The state of
disagreement and turmoll which characterizes the fleld led to Zigler's sel f~
admitted pessimism In his May, 1976, address at the Meyer Chlidren's
Rehsbll itation Institute (UAF) In Omsha. Having headed the U.S. Offlce for
Child Development, Zigler was well aware that efforts to bring order were
confronted by lack of coordination and territor!al wrangling. He criticlzed
most preventive efforts as belng secondary, or after-the-fact. He also bemoaned
the expense created by the attliude that only professional workers cou'!d resolve
these Issues, stating that this Ilne of thought was an approach which we as a
soclety could Il afford. However, In a mcre positive and constructive tone, he
called for a logical and orderly primary preventlve approach comprised of six
avenues;

1) Invigorated research and data collection

2) Increased efforts for family pleaning

3) Widespread Implementation of educatlion for parenthood

4) Massive effort to reduce presaturity

5) Increase In the avallablllty of homemaking services

6) Immedlate Increase In the avallablllty of chlld care
These were relterated four years later In a Jolntly edited book (Gerbner, Ross &
Zigler, 1980). Current reflection upon the fleld of chlid abuse, reveals that

these six deserve renewed conslderation.
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Invigorated Research and Data Collection

Much work has been done In this area. However, problems persist *h what
often become plece-meal efforts, lacking commonallty of focus or even the
foundation of a broadly accepted definitlon of child atuse. Many writers and
discussants have responded to such criticism by cautlossly reciting the Iegal
dufinition of the United States Child Abuse Prevention and Treatment Act of
1973s  "the physical or mental Injury, sexual abuse or exploltetion, negligent
treatment, or maltreatment of a chlld under the age of elghteen by a person who
Is responsible for the chlild's wel fare, under clrcumstances which Indicate thet
the chlid's heaith or welfare Is harmed or threatened thereby.®™ They then
usudlly follow with +the Incluslon of phrases such as "missions as woll as
cammisslons™ or some other favored wording or variation on the theme. The net
effect 1s that there currently remains only rather loose agreement on areas of
concern rather than any flrm operational definitlion.

The problem of data collection Itself was administratively assigned to the
Natfonal Center on Child Abuse and Neglect, which undertook extensive efforts to
coordinate research and data collection. However, the deslignation was based on
Inaccurate estimates f the cost of such endeavors, elther In the work force or
fiscal backing necessary. The redl extent of what was needed to bring so many
diversified state. Iocal government, and prlvate agnncles Into same sort of
coordinated system was sadly underestimated. This In turn led to lack of
cammon concern and contributed to the conclusion of Newberger, Newberger, and
Hampton (1983) that “the Inadequate understanding of the state of knowledge
promoted by the anxlety which child abuse stimulated In all of us, Is transisted
to recommendations for Intervention, many of which are heavy handed, unspeciftc

and Insensitive, and some of which are downrlght harmful.”
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Newberger, Newberger and Hampton (1983) also categorized flve groups of
®funitary theor les® of causation, the first of which, "psychoanalytic" or perhaps
later "psychopathological,® seems to evolve from symptamatic releases of
violence which might be difficult to distinguish fram thelr later ®soclally
learned® violence. However, the Issue of famlly violence In recent years seems
to have become 8 uniquely established focus In and of Itself. In fact, both the
Attorney General's Task Force (1984) and the Surgeon General's Workshop (1986)
focused upon damestic violence. Zigler (1976), In the lecture cited above,
decried the generallzed socletal a.ceptance of violence 2s being evidence of
current unwillingness to reallistically confront the underlying Issues of child
sbuse. Early derivation of this domestic violence focus stemmed from such works
8s that of Johnson and Morse (1968), reviewing [ssues of parental cholce of
punishment.  GIl (1970, 1975) and Gelles (1980) advanced the perspective over
the concern to all forms of violence. This In turn led to considering the
precence of domestic violence (with Its potentlal resultant child !njury) as an
Independent variable which merits a clessificatory categorization of Its own.

A more concrete physical InJury perspective, Including the concern over
possible resulting brain demage or physical uevelopmental delay, was voiced In
the earllest "battered child" writings of Kempe, Silverman, Steele, Droegmuller
and Sliver (1962), Berenberg (1969), Alexander (1979), and Solomons (1979).
Leter these evolved Into etlological considerations such as those of Nelson
(1978) or Diamond and Jaudes (1983) In their reviews of the pruportion of abused
~hildren within the cerebral palsy population.

Another Important focus In searching for causallty has been the review of
®risk factors.® Leventhal (1981) provides an outstanding demonstration In that
none of the 19 studles he critiqued meets all seven of the criteria postulated as

necessary for controlied comparison. In this stringent analysis, he showed that
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prematurity or low birth welght alone should not be judged as major contributing
varfables to such risk. Adolescent parenting, howsver, appears to be the most
troublesame contributing varlable, being confirmed in almost all studles as
highly significant. Thls was true even when problems with controls or contrast
groups were present. .he risk of adolescent parenting Is further borne out In
Elster, McAnarney and Lamb (1983), Smclen, Miller, O'Neli and Lawless (1984), and
Yentura and Hendershot (1984).

More concentrated focus on Issues such as bonding, attachment formatlion,
and the potential of a troubled parent-child relatlionshlp are found In Frodl,
Lamb, Leavit, Donovan, Neff and Sherry (1978), Frledrich (1979), Blacher and
Meyers (1983), Schnelder-Rosen, Braumwald, Carison and Clcchettl (1985).
Friedrich and Borliskin (1976) concentrated on child varlables as belng
disruptive of the attachment process, clalming that Interaction theory should
not be IImited to questioning only the parental psychopathology or parental
tralt weskness. Frodl et al. (1978) honed In on the Issues of chlld sclal
features and degree of crying which could Interfere In the attachment process.
These more baslic research efforts serve to broaden the frame of reference
essentlal for more comprehensive understanding of the problem and for derlving
more constructlive approaches to correcting some mal functionling parent-chlld
relatlonshlips.

At further cons!deration are the soclal Issues ralsed by the Zlgler
lecture (1976), which were explored more broadly by the Interagency Task Force
on Preventlion (Morocco, 1984). Further emphasis by Gelles, (1979), Newberger
and Newberger (1982), Newberger, Newberger and Hampton (1983), and Meler (1985)
reveal that thls focus also must be given the attentlon It deserves.

Following the loglc of the precedling Ilterature review, the author wlishes

to suggest the following categorles to organize data col lectlon:
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(A) Approaches to curtalling or resolving Famlly Yiolence

(1) crisis Intervention; and
(2) prevention (one of thé key present [ssues).

(8) Ehysical Injury (possibly an outcome of violence)

(1) Intentionally inflicted;

(2) "questionably" accidental; and

(3) sexual abuse (since any sexual Invoivement of a child by an adult
Is a violatlon to the degree that the harm Inflicted upon the
child can only be comparable to other forms of overt violence).

(C) AI-RISK Considerations
(1) prematurity (coupies at times with elther social problems
or family Instabliity);
(2) adolescent parenting;
(3) bonding/attachment problums;
(4) fallure to thrive; and
(5) Incompetent, inadequate, or Incapaclitated parents.
(D) Social lssues requiring special survelllance
(1) unempioyment;
(2) impoverishment;
(3) isolation or remotoness from sources of emotional and extended
famillal support;
(4) parental personal weaknesses and/or habltual substance abuse;

and
(5) other high stress situations.

Prevention |ssues

lncrensed Efforts for Family Piannina: This objective stems from a common

sense derivation: an unwanted pregnancy Is one ilkely to result In a resented,
reJected, or vulnerable child. But what would be considered valid statistical
support for such a logical hypothesis? The variable does not easily submit to
reijable measurement. Difficulties arise among disparate agencles due to
intense disagreement, I|f not open hostlillity, Involved In approaching this
subJect. There Is a considerable difference of opinion as to what constlitutes
needs-assessment data In +this area. Yet there seems to be fairly uniform

hypothetical agreement that an unwented child Is a ready target for child abuse,
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and for this reason the Issue Is readlly counted as being Important In any chlid
abuse preventlive approach.

Midespread implementation of Fducation for Pacenthood: Agaln the Issue Is
how? What effective models are worthy of replication? How might they be
expanded? Are publlc schools ready or willing to accept thls Intrusion Into the
soclal or famlllal realm as being part of thelr responsiblilty? How can
educational Instltutions equlp themselves to resolve some of the resulting
disagreement &nd dissenslon resulting from the pluralistic perspectives of our
soc lety?

A Boston model program designed by Deborah Prothrow=Stith (1986) Is worthy
of further conslideration. Her ten week modular course, offered In the Boston
publlc schools, focuses mainly upon health content, but stresses concern over
Issues of violence, Intimacy, sexuallty, human caring, understanding the human
body, the full meaning of having a dependent chlld, and the broader Involvement
In famlly relatlonshlps. The content of this model program has many merlts,
Including same concentration upon wishful thinking and common folklore myths.
It avolds some of the pltfalls of traditional "home and the famlly®
housekeeplng courses which have |Ittle appeal or value to here-and-now
adolescents. It also Is Intercisciplinary, offering the avallabllity of
spproachable medical authorities who can reach out to provide an essentlal
know ledge base. Also, as team members, they often supply sppropriate personal
Introduction, guldance, or dlrection to resource personnel who might pramote
other, more therapeutically-oriented, helpling refatlionships.

Massive Effort to Reduce Prematurlty: Leventhal (1981) opens questlonlng
pertalning +to any direct causal contribution of prematurity to child rejection
or abuse. Yet there are dlfferences between premature and normal Infants.

Agaln, on a theoretical or a priorl basls, It would seem that smaller and less
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developed premature Infants have more chance of encountaring problems which make
them more difficult to parent or cere for and which may lead to thelr belng less
readlly "bondable® bables.

Zigler's (1976) last +wo programma:lc recommendations are an Increase In the
ayaliabllity of homemaking services and an Immedlate Increase of the avaliahllity
of child care. Both are recognizable needs 1a all human service areas. However,
they are particularly Important In the developmental disabllitles fleld, where
each Is necessary for the promotlion of normallzatlon efforts and the malntenance
In the community of Individuals who are developmental ly handlcapped. Tnese were
derived from what Zigler called "ef forts to beef up our natlon's general soclal
service programs." It should be recognized that such programs are essentlal
components of the Indlvidualized Service Plan for every handicapped Indlvidual.
The "beefing up™ of these programs should be Interpreted as assuring tnat they
become more readlly accessible, and that sufflclent .upport personnel are
avallable to make them workable and efficlent. However, It also should be
recognized that the handiczpped cllent Is already required to have an
Inélvidualized Service Plan. Each plan Is expected to have the Input of
"quallfied" professionals who provide the guldance and overview to make goals
obtainable and objectives workable. It Is at this polnt that some dlsagreement
Is “ound with Zigler's complaint that soclety cannot afford professionals In
this area of endeavor. On the contrary, It would seem that our <oclevy cannot
afford to waste effor7 on programs which do not have sound professlonal guidance
and dlrectlon to assure thelr effectiveness. The affected individuals cannot
afford the loss of dlrection or the loss of progress which the resultant
confuslon might ceuse. Granted, sufficlent support staff are needed for
carrying out plans and making programs work. But It cannot be denled that well-
trained and efflclient professional team guldance can make the dIfference between

wasted efforts and beneficlal returns to both soclety and the Individuals
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nveding help. This |s especlally true when handlicapped Individuals are Involved
or where Indlvidus, zed service plans are |inked with therapeutic or training

efforts.
Linking Child Abuse and Disablllity

It  must oe acknowledged that preventive endeavors reflect a more
thecretical approach. Actual clinical and treatment statictics encounter many
so~ts of reporting problems. Almost fram the Inception of the battered cnild
concept (Kempe et al., 1962), same relationship between chlild abuse and
developmental delay was recognized. The logic of that relationship has been
discussed e!sewhere by thls author {(Cushna, 1979). However, the debate over
causal Ity cont'nues to be volced regardless of the opinlon of many viawing that
matte: as a "first the chicken or the egg™ type of argument (Meler and Sioan,
1984). Any acc. *e comparison of numbers of children within these
classifications remains open to question.

Friadrich and BorlisklIn (1476) revie repoi ts of high frequency of all
types of  handicapping condltions am abused children, finding a
disproportionately high representatiori. However, any dlfference between the
reported frequency of child abuse among handicapped children as compared to the
"normal” population has never been established as signlflicant. In addition, the
degree of dlsablllty of +the var' is populations such as those reviewed by
Friedrich and Borliskin (1976) was not always carefully delIneated. Certalnly
everyone who looks at specific disablilty groups has recognized some presence of
ch!ld abuse cases. This has ied to conslderable speculation regarding the
cause~of fect relatiorship. It especlally becomes alarming where the effects of

a damaged braln may cause organic Impalrment such as cerebral palsy or mental
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hendicapping conditlon caused by the chlld abuse Injurles or whether the
conditlon was the determining variahle yhich led to the target'ng of +this
particular child (perhaps out of a sibship) for this type of victimization. I
viewlng the cerebral palsy popuiation, especially In England (Nelson, 1978;
Dismond & Jaudes, 1983), the high frequency Is agaln noted, as are the factors
of famlly stress, unemployment, Impoverishment, remoteness from sources >f
oxternal support, Isolatlon, and personal weaknesses, substance abuse, or
Incompetence on the part of the parents.

Able and Healy (1985) reviewed the 1984 Iowa Care and Protectlion
statlstics, ant ¢~ind that only 1% of this population had any question of
developmental de'ay or mental retardation. They felt that the data may have
been Inaccurate, And, In fact, collecting data of this sort Incorporates all
sorts of recorder blas, plus the potential for non-recording due to the fact
that the handicapping problem may not be specified and consequently not focused
upon.  But the possibllity also remains of the frequency being far below what
may have been expected, and consequently both handlcapped and "normal" groups
sharing common worms,

The real Isste Is ngt what came first nor what |s causal, but what to do
ebout the population that actuarial data reveal Is there. Many children are
both developmentally delayed as wci: as abised, neglected or victimized. To
paraphrase Zigler (1976), It maltis: = not whether there are 1,000 or 1,000,000,
this "constitutes & soclal problem.™ ‘onsequently, what specia’ preventlive,
precautionary measurms need to be Insiliuted? It should be sel f~evident that
more effective therapeutic or .emecial programs need to be avallable at the

piesent time,
Demonstratiu. Projects
The UAFs are well established tralning programs aiready Involved In a
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Demonstration Projects

The UAFs are well established tralning programs already Involved In a
varlety of exemplary services for handicapped Individuals. They have been
extensively Involved In the area of child abuse. UAFs have responded generally
In four directions to child abuse Issues. The flrst has been (1) preparing
professional parsonnel to respond more effectively to child abuse problems.

Secondly there have been a number of proJects (2) holstering Care and Protection
ngencles. This was Mark Scuther's (1984) Initial zffort In West Virginla and

Judy Puwell's (1986) work In Tennessee. Efforts In Massachusetts Involved a
broad training program with the state Departmeit of Soclal Services, with
numercss Inservice trailning sessions held fo local catchment area service
personnel and also reglonal workshops. (3) Broader agency support has been
extended to groups such as Head Start and the Local Education Agencles or Publlc
Schools, although with the latter an Issue often arises over school systems
being ready to address Issues conslidered to be family or "soclal" problems.
UKs also hive become Invol.ed In (4) other clinical and legal tralning (often
In Juvenlle or family courts) regarding child abuse and zare and protection
toplics.

In terms of broader agency support, many UAFs have wo ' ed Intensively with
local Head Start efforts. This Is a loglcal tralning Investment In that many
of the precipltating problems recognized as being assoclated with child abuse,
such as econamic deprivavion, personal Isolatlon, and famlly stress, appear
frequently In the Head Start population. At the start of the Boston UAF Child
Abuse project, re nai *rainlng was provided for over 1,000 Heaud Start workers
across New England at seven different Reglonal Access Project (RAP) 2-day
workshops In 1980~81.  These efforts subsequently contributed to the evolution

of an interagency Task Force, bringing together UAFs from flve dIfferent
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national reglons with thelr respective Head Start RAPs. Backed by the Depart-
mont of Education, the Administration on Developmental Disabliitles, and the
Mministration for Children, You*h and Familles, this Interagency Task Force
represented five areas where exemplary Head Start/UAF collaboration had been
demonstrated.

These were:  Georgetown Child Development Center (UAF) In Washington D.C.
(where the RAP [s operated within the UAF); the Crippled Children's Division
Child Development and Rehabllitation Center (UAF), Portland, Oregon; the Center
for Developwmental and Learning Disorders (UAF), Chapel HIll, North Carollna;
the ..ansas Unlversity Affillated Facllity, Kansas Clity, Kansas; and the
Developmental Evaluation CllInic, Boston, Massachusetts. The mandate to the Task
Force was to demonstrate services which could contribute to preventing abuse and
neglect of handicapped children enrolled In Head Start; to adopt these several
approaches and materlals for vse by public schools; and to ease the transition
of handicapped Head Start students Into public school programs.

Unfortunately, thls rather extensive mandate was compromised by major
budget |Imltiations. These In turn restricted project design to a diminished
scale, carried out with minlmal staff over the first six months of 1984,
Geographlc differences also produced considerable diversity In types of school
afflll1ations and methods of evaluating outcome. Even with this dlversity, the
proJects were able to refiect the current state of the art of child abuse
prevention In several dimensions.

The relative strengths and |imlitations of the flve approaches, detalled
Information for replication, and suggestlons for future development of preven=
tive approaches can be found In the final report (Morocco, 1984). Each project
had some unique and valuable cont-lbutlon., As Morocco (1984) described, these
followed < spectrum from tralning support workers speclalized 1In bolstering

familles at +times of pressure and stress, to sensitizing and skill=bullding
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among community professionals to assist familles where the potentlal for abuse
was greatest.

The Boston contributlon to the UAF/RAP Interagency Project wlll be
discussed here In more detall since thls was more Intimately |Inked to the chlld
sbuse effort and other projects to be discussed shortly. The Boston project
actually tock place In a satelllte clty within a 30-mlle radlus of the UAF.
Because of the lImited fiscal backing, a choice was made among several alternate
s,tes where a model pllot project might be effective within the six month
framework. The slte chosen was a former mil| town where unemployment was In the
upper tenth percentlle for the state. Also, there was both a high degree of
reported chlld sbuse and a demonstrated need for Haad Start service In the area.
By Massachusetts'! standards, the publlc schoo!l speclal education department
would have been considered "wezk."™ In fact, at +thls +tIime, although the
Massachusetts speclal education |aw mandating Indlvidual Ized malnstream educa-
tion had been In efrect for ten yea"s, thls school system sti1l| malntalned an
essentlally segregated (lIsolated) bullding for the bulk of thelr speclal
educatlon students.

The Boston UAF/RAP area project developed objJectives In +three areas.
Within the publlc school, +two serles of Inservice programs were conducted. The
staff worklIng with handicapped chlldren recelved actlve consultstion over thls
perlod regarding referral opportunities and Interdiscipilnary programming. Two
dlidactic ful l-day workshops were conducted, and selected staff were Invited to
the UAF for reviewing comparative opportunitles for educational planning and
case discusslons. Also, a serles of Inservice programs was held for teacher
aldes throughout the system. Thls was the flirst teacher alde Inservice for that
school system. In the Head Start component, both center-based and home-visit

staff were tralned In the recommended chlid abuse curriculum. Also, a concen-

65

O

RIC 73

Aruitoxt provided by Eic:




trated training program was designed for a group of specialized aldes who could

provide supplemental support services to at-risk famllles. These "support

aldes™ were trained to provide non-Judgmental |lstening and to assist parents In

resolving stress and overcoming personal Isolatlon. Thus, a mode! of direct

family support evolved, emphasizing the effects of the Head Start family workers

recelving speclal tralning to carry out more preventive roles. The soclal
service coordinator for each Head Start program participated fuily In this
endeavor. Thelr alllance assured the contlinuation of this focus after the pllot
project perio¢ was completed. The maln contribution of the Boston ares project,

however, was In bringing Head Start and the public school system together, and

promoting thelr continued working together at the termination of the pllot

project.

Results of the Boston Care and Protectlon Project

Fram a cilnical viewpoint, Boston Childrer's Hospital undertook a 3-year
project with the Massackusetts Department of Soclal Services supported, In part,
by the Natlonal Center for Child Abuse and Negiect. Data from the first 250
cases were compllied and examined to review the signiflcance of the services
provided.  Although the heavliest concentration (over 30%) of the chlldren were

ceferred near the time of entry to school, there were chlildren referred In all

age groups.
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Table 1
DEVELOPMENTAL DISABILITIES AND CHILD ABUSE PROJECT

First 250 Children Evaluated In Boston

Age of Chlldren Evaluated (In Years)
Years (-2 3-4 5-10 11-14  over 14
f 62 52 94 27 15
Type of Aouse Experlenced
(not mutually exclusive categories)

Physical Sexual Neglect Emot lonal At-Rlsk
Abuse Abusx ____ Abuse "only®

I 90 33 163 9 26

Similarly, It might have been expected that a majority of the refer;/als would
come under the ™negiect® category. The proportion of sexual abuse cases,
however, was not sccurately anticlpated. In preparation for this proje
statistics were reviewed Indicating that probably 6 to 7 percent of the
referrals would be of this category. As the proJect proceeded, a larger
proportion wes spparent with the current 13.2 percent nearly doubling
expectations.

The number of at-risk dlagnoses was |lkewise Impressive. Clearly there are
some preventative considerations here In that at-risk status demands
precautlonary Interventions. This may be expialned In part by the referral
situation where care and protection agencles were confronted by a comblinatlon of
problems. They needed more comprehensive professional team review and
additlonal consultation In order to correct rroubling situations which might
easily Intenslify.

The foremos~ observation derived from review of this activity was that a
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majority of the children referred were actually not retarded. Since there were

often complicated and multiply Interacting problems, these hsvse to be reflected
upon from several perspectives. Taking & very strict criteria of Child IQ 69
and below, only 26% of the referrals would meet the criteria of belng retarded.
However, the at-risk nature of many of the other chlldren, some of whom were
very y-'ng, must be considered. Also some were extremely anxlous or only
shortly removed from overtly upsetting envirommental clrcumstances. However,
looking at Table 2, It Is clear that even with these allowances a majority of
the children referred actually had average abllity or better.




Table 2
DEVELOPMENTAL DISABILITIES AND CHILD ABUSE PROJECT

First 250 Children Evaluated

Primary Dlagnosis of Children Evaluated

Number of

Impression Children
No Current Problems/At-Risk 19
General Developmental Delays 34
Borderl ine Intelllgence 22
Mila Menta! Retardation 35
Moderate Mental Retardation 1
Severe/Profound Retardation 7
Unspecified Mental Retardation 1
Pervasive Developmental Disorder 11
Language/Learning DisabllItys 37
Non-verbal Learning Disabi} Ity% 2
Emotlonal/Behavioral Probiem®* 68
Thalassemla (Blood Disorder) t
Deferred Diagnosis 2

TOTAL = 250

®(clearly of average IQ)

A related and serlous concern that became apparent In this project was that
of "limited parents.” These were parents with borderline or below 10 scores,
having sametimes ef fectively learned to ™pass® very well with effective routines

or the help of benefactors, but dismally falling to grasp parenting demands.
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Not ali had Iimitations which were cognitive In nature. Some parents were very
emotlonablly unstable Individuals; others blatantly psychstic or habltual
substance abusers. However, the corcern was simliar to Iavolvement with other
social problems: that these "llmited psrents™ were Incapable of carrying out
chlid-rearing responsibliil- ss withou- Imposing same harm on thelr offspring.
The limited perent problem area was found to be a major one confronting
many of the agencles with which contact was established. As a result, some open
discussions on this topic were sponsored and representatives of both private and
state agencles were Invited to attend and contribute suggestions for confronting
the problem. Eventually, three annual reglonal conferences were conducted and
the +toplc was the subject of the regularly scheduled meetings of a broadly

supported state interagency task force to address some of these Issues.

Implications for Ti*le V and UAFs

In regard to this project we found there were four areas about which some
conclusions might be drawn:

1) in consldoration of child and femlily health Issues and In relation to
many Title ¥ concerns, It Is self-evident that the complex relationship of chiid
sbuse with developmental distbiiltlies centers sround at-risk situations. The
camplexity of these slituatlions demands the breadth and planning capucity of
skifled Interdisciplinary teams. The preventative aspects are derived through
the corrective planning efforts and the Indlvidualized service direction
Invoived In such comprehensive review. The model team for this project was
designed malnly for working with, and coamplementing, care and protection
efforts. In the physical abuse areas more medical Involvemen* particulariy to

treat Injury or traumatic emergencles, Is essentlal. However, the team cannot
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proceed on too narrow a biological model. I+ must be open to consider all
aspects of emotional adjustment and |1fe management.

2) Similarly the team must be open to Interaction with all aspects of the
soclal spectrum.  This Is the arena In which current publ Ic health efforts take
plece. Several states have assigned thelr early Intervention programs to public
health departments, |inking them with ailled Maternal and Child Health programs.
The Chlidren’s Bureay of the first hal f of this century made Its historic con=
tributions by confronting wony seemingly Insurmountable public health problems
which had been considered Inseparable from soclal Issues. Today!s challenges
Ile In the arena of broader soclal Involvement. Chlld abuse, accldent
prevention, and famlly support all have closely allled programs In public
health. The comprehensive progress of the Interdisclplinary team was designed
to produce resolurion and remedlatior when focused on Issues which have
previously defied Interventive efforts. The Interdisciplinary team, for the
sake of Its own sel f-motivation, reward, and evolution, needs to be out where
the action Is.

3) In regard to the mental retardstion fleld, the teams must recognize
that the majority of the MR population remaln classifled under the “unknown
ceuse® category. This reflects the complex Interaction of cognitive |imitations
cambined with many physical, social, and emotlonal problems. However, +thls
challenge of an unclassiflable majority also should be feced by
Interdiscipiinary team Invesilgatlon through research means. The Issues are
two-fold. Perheps, to a degree, the unknown percentage should be reducec vy
Intensified and more refined dlagnostic approsches. But even after these
efforts produce thelr desired results, probably most cases wili remaln “of
unknown origin.® Rather than Ignoring the significance of this majority becsuse
It Is not neatly sclentifically {abeled, perhaps what Inter.lisclplinary teams

need to do Is promote order among the chaotic elements by facing specific

"
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Issues, such as: Are there more definitive approaches or considerations that
can be derived for this dlagnostic group? Are there particular assurances that
familles neea when flrst encountering such an admission from respected
professionals fram wrom hey are expecting more precise answers? Are there com-
monal Itles that can be 12und which will promote living with a problem of unknown
origin and which will reluce the stress of worry which this admission Inflicts
upon parents?

4) Lastly, Is the acknowledgement which dlagnostic teams must glve to the
Interaction between dependent chilid and the varlables which Influence the
Intensity and forms of >.~an nurturance. The Interdisciplinary tesm has the
comprehensive capacity to plen effective change In Ilfe menagement on a very
broad scale. It should be self-evident that this will be achleved more
offectively and more often be successful when the team proceeds with a very
important recognition: that the human organism Is a soclal creature whose
functional capacity Is Immersed In, and shaped by, an environment which In
today's world Is controlled, and to a degree determined, by very powerful soclal

forces.

MAthor's Note: Appreciation Is expressed to all co-workers of the child abuse
Deveipmental Support Team: Jane Snyder Ph.D. (ieam Coordinator); Ann Murphy
M.S.W; Ludwik Szymanski M.D.; Bruce Elssner M.D.; Marle Culllnane R.N., M.S.;
Anthony Bashir Ph.D.; and Jean M. Zadlig Ph.D. Of course all bteneflited from the
prevall Ing encouragement and moral support of our UAF Director Allen C. Crocker,
M.D.
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A COMMUNITY COLLABORATION APPROACH FOR DEVELOPING
EARLY INTERVENTION SERVICES IN OKL AHOMA

Ronald K. James, Ph.D.

University Affillated Center
Dal las, Texas

Burpase
This three-year SPRANS project Is a col laborative effort between the University
Affillated Center in Dallas and the Oklahoma State Department of Health, the
lead agoncy In Oklahome.
The purpose of the project Is to Improve early Intervention services In Oklahoma
through:

o facliltation of a grass-roots approach to service dellvery and

o simultaneous promotion of Interzgency plann'ng and coordination at the
state program level.

Auclence

The products of the project and experlence to be shared through those products
are Intended for (a) professionals and administrators of federal, state, and
lccal  programs with  responsibllities for chlidren with  developmental
disabilitles and chronlc Illnesses and thelr famllles; (b) professionals In
UNFs; (c) parents o, children with developmental disabilities and chronic
I1lnesses; and (d) others who are interested In Intervening on behalf of

chlildren w!th special needs.

Procedures
The projJect staff consists of the project adminlstrator with the Unlversity
Affillated Center and .. prolect coordinator with the Oklahama State Department

of Health. They are serving as catalysts or erternal facllltators for
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organizing local communlity teams; they are also providing resources and ongoing
‘echnical assistance for the local teams. In a parallel effort, t- project
staff Is working with state program administrators and others In establishing
coordinated planning and program deveiopment at the stete leveol,

In developing the local community teams, emphasls |- glven to developing a local
sense of responsibllity for problems and ownershlp of solutlons; Invol vement of
parents, volunteers, and comuunlty leaders; and Involvement of the private
sactor as well as the public agencles which serve developmentally disabled and
caronically 11l chlidren, Through a "network Ing" approach, local leadership Is
Identifled and thelr Involvement In further networking of the community
sol Icitea The fe:1i1tators participate in the Inltlal organizing meetings and
the early meetings of the task forces def Ined by each community team. They are
avaliable as consultants to each of the teams, particlpate In wmeetings as
requested by the ;ocal tcam nembers, provide resources, and act as brokers and

facilltators +o the teems,

Besults to Date

SIx community teams have beer established and organization withir an additional
cammunlity was begun In the Fall of 1985, Among the communitles, there Is a
balarce of large urban, non-metropolitan, and rural classlflcations. Speclal
attentlon Is belng foc.sed now on the service deilvery problems and solutlons
for famllles Ilving In rural Oklahoma,

There are strong components of volunteerism and parent participation on each of
the Jocal counclls. Two of the teams have e parent and a physiclan as co~
directors,  Although there Is nel+her a state mandate nor funding for thelr
efforts, each of the camunity teams Is highly active In sesking improvements In
services +to speclal needs children. One councli has ralsed about $8,00C from

private donatlions to help fund a statewide Information and referral system for
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services to handicapped chlldren. In anocther community, two of the publlic
agencles have collaborated to Increase the number of day care resources for
children with speclal needs. Three committees or subcounclis have been formed
to Identify and address the speclal needs of famiiles of minority cultures.
Although the local teams have been functlioning for a relatively short time,
there Is some evidence of Increased awareness of resources In the community,
changes In the refsrral patterns, and, In the case of the earllest of the
cammunlty teams, the beginnings ot a case management approach.

The project has performed a significant role In the development of Increased
Interagency coordination among state programs. This Is exemplified by the
completion of a statewlde needs assessment as an Interagency endeavor. It Is
also reflected In the planning and Initiation of the statewide Information and
referral (l18R) system. The I&4R system Is being funded through public and
private contributions, Involving state and local resources.

f state advisory councll with representation of parents, local communities, and
the state agencles has been .ormed. The advisory council Is actively planning
the longer-range development an¢ Implomentation of early Intervention services
across the state. The Cklahoma Cammisc!~n for Children and Youth has become the
focus for planning and coordinatior of eariy Interventl.n services Ip Oklahoma.
The Commission Is an Interagency body with representation of health, huzan
services, educatlon, xanta: health and other state agencles.

As the process of deveioping loca! cammunity teams has progressed, the learning
experience have been used to streamlIne the prccess. As a result, the time
required to organize a local cammunity team has been significantly ~educed. 7he
process has been Incorporated Into the state plan for develop!ng reglonal and
local cammunity teams throughout the state during the nex: flve years. A plan

hes also been developed and measures selected to assess the Impact of the
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approach on outcame varlables over the flve-year period.

Products

A "procedural guide"” will be vompleted and disseminated by June 1987. The
content will focus on specific tasks that the [ocal cammunity team must
typlcally accomplish. These Include Involving parents, developing fundIng
strategles for the operation of the team, and Implementing a public awareness
campaign, The guldes are belng designed as additions t- rhe existing resource
materisis. Coples of the gulde will be disseminated to UAFs, advocacy groups,
state MCH and CC programs, and to other state and federal programs concerned
with early Intervention services. Information on obtalining additional coples of

the guide wili be provided with a coup |l Imentary copy.
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TOWARD STRENGTHENING NUTRITION SERY ICES IN REGION IX
FOR CHILDREN WITH CHRONIC ILLM'SS AND '{ANDICAPPING CONDITIONS

Marion Taylor Baer, rh.D., R.D.
Center for Child Development and Developmental Disorders

University Afflllated Program
Los Angeles, Callfornla

Purpose

The purpose of thls continuling education project Is to use the format
described In Mutrition Services for Childran with Handicaps: A Manual for
Iitle ¥ Programs to assist the states within DHHS Reglon IX {Arizoms,
Callfornla, Hawall, and Nevada) strengthen the dellvery of nutrition services to
children with chronic tilness/handicepping conditions. In Callfornla, the
projJect wiil focus on Los Angeles and Imperial Countlies only.

The project has beer concelved as a two-year sequential plan, beginning
with a reglonal needs assessment which will provide a Reglonal Advlisory/Planning
Comittee, consisting of key persons fram each state/county, with Information
necessary to design a reglonal conference. The conferences will have two ma jor
goals:

1) to provide technical Information on topics of relevance, In response to

Identified reglional training neads.

to provide a forum, and the necessary resources, for particlipants from each

state/county to develop a flve-year plan for strengthening nutrition

service dellvery to children with handicaps. In addition, the plan for the
¢1--4+ year will contaln specific, time-fremed activities leading to well-
defined oblectives, however prellminary these may be.

As a result of the needs assessment, the planning process, <ond the first
steges of Implementation, state/county-speciflc training and/or technical

assistance needs were lden*ified. To respond to these, separate workshops were
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planned and held by state/county working groups established at the reglonal

conference, They were designed to provide guldance, Improve skiils, facllitate
utllization of local resources, or to develop Interdisciplinary team function.
M  thelr second meetlng, held toward the middle of the second yoar, the
Mvisory/Planning Cosmittee dlIscussed progress with the state/county
Implementation plans, and designed the fol low=up reglional conference whi~» wiil
focus on evaluation, data management, and monltoring. The design was alsc based
on conslderation of feedback fram the first conference and the siate/county

workshops.

Accompl | shzents

Reglonal needs assessments were conducted In all siates and countles In
which the project Is operated. Based on the n~eds assessments, workshops on
p'anning for Improving nutrition services were planned and held. At the
workshops, participants developed 5-year plans for services with specific
obJectives and activities for the first year. In the second year,
lsplementation plans were developed and workshops held in each state or county
to respond Yo training needs hecessary for Implementing the rians.

Services have been Improved In a number of ways, ranging from hiring
additlonal personnel at the state [evel to tralning local staff (non~
netritionists) to do nutrition screening. Interdisciplinary, Interagency »lilot
projects have been Implemented In Los Angeles County and Nevada to carry out
screening and referral for Intervention. In a number of piaces, the project has

facilitated the establishment of active Interagency networks.

Praducts
At completion, there will be several products for dissamiration.

1) Plans for strengthening nutrition sery|ces for children In
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2)

3

4)

the Region IX CCS programs, Including profiles of
nutr Itlonal needs, services and resources, and a flve-year
Implementation plan;

Reports fram each state/county on

a) First year Impiementaticn plans; and

b) ldentifled future training reeds;

Proceedings of the Regloral Conferences and the State/County
Tralning Workshops; and

Video-tapes of selected presentations/group sessions from

the Reglonal Conferences.
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YOUTH IN TRANSITION PROJECT
Peggy West, Ph.D.

Chlld Development and Mental Retardation Center (UAF)
Seattle, Washington

Darvie

Adolescents who have chronlc or |1fetime disabliitles are at risk for poor
adJustment In thelr +transition to maturlty because of lack of attention to
health and family concerns. Difficulties resulting from Inapproprliate sexual
behavior, poor thyglene and groaming, unattended health problems, obeslty,
conflicts In famlly relationshlips, and fack of understanding and acceptance of
disabilities by the youth and thelr faml|les frequently cause and/or contrlbute
to fallure of vocati-nal and Independent 1iving plans.

All too often adolescents with 1lfetime disabliltles recelva only those
health services whick focus on thelr speciflc disabllity, Speclallsts who
provide care for dissbliiitles [lke these are often not skilled or even
intererted In normal adolescent health Issues, while the general providers of
adolescent health care may not be comfortable In dealing with the problems
associated with llfetime disabliities. In additlon, programs that do provide
comprehensive services, Including focus on health and famlly Issu3s for persons
who may have chronic disablfitles are generally avallable only for young

chlildren with a primary emphasis on the preschool years.

Procedures

The Youth In Transitlion Project (YTP), a three-year SPRANS project, Is
designing and implementing a prog' am to bring about greater Integration between
health care, education, and vocatlional speclalists. Using the facllities of “he

Adolescent Medicine Cllinlc at the University of Washington Child Development and
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Mental Retardation Center, the project will complete health and psychosocial
evaluations for 40 young adults, ages 17-21, who have chronic or |lfetime dis~
abilities. During the first year of the project the Interdisciplinary +team,
consisting of a nurse, autritlonist, physiclan, psychologlst, and soclal worker,
developed data collection Instruments and assessment protocols to be used In
the evaluations. Protocols were also established for patient recrultment and
for the Puget Sound Community (representing education, vocational, health care,
and residential faclllitles) to enllst thelr assistance In referring patients to
the project. Information was also gathered on resources In the community that
would meet the multiple health and psychosoclal needs of the population of young
adults In transition.

During Year Il, +the YTP has accepted 37 youth for assessment and has
completed evaluations on 26 youth and thelr familles. Primary sources for these
referrals have been schools and the Division of Vocational Rehabl! i+ation.
Barrlers In recrulting youth with nealth Impairments have heen encountered. The
lack of a tracking system for cllents of the State and County Health Departments
has prec'uded ldentification of youth with chronic health problems who had
recelved services In the pest. An additlonal barrier In reaching these youth
was the perception, of several of the speclalty clinics at Children's Hosp1tal
serving youth «ith health Impalrments, that the services In +his project were
elther overlapping or competitive witt what they provide. This led to @
reluctance In same casus to refer patients to the project.

These barrlors were overcome by working closely with school, vocational
rehabli itation personnel, and gereral health providers who could ldent!fy youth
with chronic health Impairments, In additlion, collaboration was establ !shed
with the Pedlatric Pulmonary Center at Children's Hospital to assist In
Identifylng potential project participants.

The proJect has had requests to provide services for youth with chronic
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emotional problems which could not be addressed due to lack of adequate support
and ongolng counsel Ing and psychlatric services. However, several young people
with serlous mental health problems who had ongolng support services have been
Included In the project.

When a prospective patlent's advocate contacts the clinlc, an Intake Inter-
view Is conducted on the phone, and this Information Is discussed at the weekly
YTP Team Meeting. Once a patient has been selected for the project, he/she and
his/her famlly are seen by each member of the Interdiscipllinary team. The young
adult Is glven a complete physical examiratlon and nutritional assessment, and
Is Interviewed by the psychologlst and soclal worker. Psychologlcal testing Is
administered |f necessary, as are consultations from psychlatry, neurology, »nd
dentistry. Parents and other care glvers are also Interviewed wlith special
emphasis on the'r perception of Issues around the transition from adolescence to
adult status: completion of school, employment, Independent |lving. After the
1- to 2-day evaluation, project <taff pull together assessment Information and
ldentify specific health and psychosoclal Issues that have direct bearing on
transition. Durlng a conference these Issues are dlscussed with the patlent and
family and recommendations for a ftransition plan are mede with specific
attention gliven to Immedlate service needs that wlll enable an easler

transition.

OQutcome

A wide range of prevliously uialdentifled and/or untreated health and famlly
Issues have been Identifled as a result of the evaluations of youth In this
project. These have Included Inadequate nutrltlional status, obeslty, lack of
birth control, poor hyglene and groaning, excesslive dependency In adaptive

llving abilitles, questlon of early Alzhelmer's dlsease, chror!'c back paln,
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enuresis, and problems In separation from famlly enmeshment. Each of these

areas, [f left unattended, would present Increased risk for lack of sucess for
vocational ard Independent |iving plans. In additlon, project actl.Itles,
protocols and experlences have been shared at local, reglonal, and iattonal
meetings with a wide range of professionals. This has Included pre 2ntatlons
and meetings to Increase the understanding and skiils of professionals ‘o a*tend
to hzalth and family concerns of youth in transition, thus improving the health

and quallty of i1fe for the target popuiation.

Future Plans

Data gathered from the assessments wili be used to develop a model protocol
for use by health and social service providers. Included will be Information
for use by educational and vocational speclalists regarding referral for health
and soclal services and how best to work wlth other providers to serve adoles-
cents In transition and to assist them In assuming functional adult roles.

The third and final projJect year will focus on the disseminatich of a
manual, developed as a part of the project, for health care, soclal service,
educatlonal, anc vocational speclalists serving adolescents In Washington State
and other states In Reglon X. T' manual will be developed by aggregating the
data fram the patlents seen by the project to Inform care glvers of the kinds of
problems transitional youth In this population present. Care plans, assessment
tools, and a bibllography will also ve part of the manual. Four workshops wil}
also be held In Reglon X for providers from each of the service areas.

An Advisory Board with participants from Maternal and Chll¢ Health,
Crippled Children's Services, Vocatlonal Rehabllitation, the Office of [ublic
Instruction, and the Developmental Disabllitles Pianning Councll has been
meeting regularly ang monitoring the relevance of project actlvit’es. When the

time comes for distribution of project products, agency members of tno Advisory
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Board will contact thelr counterparts In other states within Reglon X.

The heaith status of adolescents In Reglon X will be Improved as a result

of this project. Increased awareness, understanding, and attention to the
health and family Issues of chronically disabled youth by health care providers
and Increased collaboration between health care providers and education and
vocational professionals wlil Insure that more and better services become
avallable. These changes will lead to greater early Identiflcation and
treatment of "normal" health problens among chronical'y disabled youth which
will Improve thelr health status overall and Increase thelr potentlal for

successfully achleving thelr maximum potentlal as adults.
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tWNT INUING EDUCATION FOR OCCUPATIONAL THERAPISTS WORKING
WiTH CHILDREN AND THEIR FAMILIES

Shirley Yulpe
Center for Chlld Development and Develcpmental DlIsorders

Unlversity Affltlated Prcy, am
Los Angeles,Callfornla

Eurgose and Audjence

The purpose of the project was to provide a short-term collaborative and
multlfaceted continuing education program for occupational theraplsts (0OTs)
working In Maternal and Child Health programs across the nation. The education
exper lence was designed to provide needed resources and skllls. These wliil
enable particlpating OT's to take leadership roles In organizing and testing for
effectiveness and developing Innovative occupational therapy programming
responsive to the health care needs of mother and children. The project repre~
sented a collaborative effort among University Affillated Programs (UAPs)
nationwide, Children's Hospital of Los Angeles, California Chiidren's Services,
and the Unlverslty of Southern Californla. The program format was two annual
conferences, January 1986 and 1987, with related pre~ and post-conference
actlvities.

The focus of each year's conference was on participation, networking,
research, ail 'eadership development. The conferences were planned to provide
sppropriate learning experlences for occupational therapists at varlous polnts

In the practice of thalr profession from student to leader.

Procedures

The flIrst conference focused on development of clinical research skllls,:
leadership and networking.  Sixty-six preseniatlons were made by 100 persons

representing national and local leaders Ir occupational therapy, school
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adminlstration, physiclans and administrators of Maternal and Chlid Health (MCH)

the AmerIcar Occupational Therapy Assoclation (AOTA), OTAC, reglonal

programs,

centers, school systems, an !nsurance company, unliversities, the UAP, CCS and

Thirty-five natlonal and local leaders In

cammunity occupational theraplsts.

occupational therapy gathered to discuss current Issues related to occupatlonal

therapy and MCH. Thirty-four poster presentations were made on clinical

appllcations of occupatlonal therapy and clinlcal educatlion.

One of the focl of thls proJect was to facllitate research between

directors of occupational therapy at UAFs. The research emphasls was on

clinically based studles to documunv the efflcacy of occupatlional therapy

materna! and chlld health and developmental disablilities. Slingle subject

research deslgn was chosen as the most approprlate research methodoiogy for this

purpose. This Is a systematic way of analyzing, measuring and evaluating

practice. It offers opportunlty to occupational theraplists at the UAPs across

and the valldity of the

the country to demonstrate thelr accountablllty

Interventlon procedures utlilized In Indlvidual and small group practice. This

method Is also "do-able" by therapists wlth heavy patlent loads.

The grant provided the opportunity for the researchers to: 1) be tralned

In single subject research; 2) be mentored as they Implement thelr search; 3)

report and publish thelr research; and 4) to evaluate the utli'ty of this

research methodology In aclinical setting. As a result of the conference,
thirty-four persons made the commitment to carry out single subject research
viring the year of January 198¢ to January 1987. Twenty-four of these were
occupational theraplists from UAPs across the natlon. The tralning Included: 1)
pre-conference activitles =~ picking a research toplc and reviewing the
|1terature; 2) particlipation In a national conference wlth other researchers for
training and protocol design; 3) research Implementation; 4) particlpation In a

second natlonal conference to report research and evaluate tl.e process; and 5)
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publication of research resuits In conference monographs,

The second conference focused on presentation of research results,
leadership development, and networking. In addition, presentations on animal
research relating to occupational therapy and MCH problems offered a stimulus to
the experlenced esearcher attending z; a leader and as Inspiration to the
begirning researchers reprasenting the extent .o which occupational therapy
research can go, Sixteen research proJects were presented by twenty
occupational theraplsts who had participated In the first year's conference.
Leaders and mentors discussed each project offrring guldance In the research
process. Ten poster presentations of clinlicai settings were displayed.
Networking and leadership development were also provided through Informal and
Indlvidual roundtable discussions with the forty-eight leaders from across the

natlon who attended.

Results tg Dste

Both conferences have been held resulting In new networking nationwide of
leaders, researchers, cliniclans and students (n UAPs, and pedlatric
occupational therapists, Twenty researchers generated seventeen research
proJects using single subJect design. A computerized data base on efficacy
studles In occupational therapy, on pedlatric occupational therapy clinical
programming, and interdisciplinary +training procedures has been Initlated.

Yideotapes on the training conference have been produced.

Products

Proceedings for both conferences will be avallable through the Amerlcan
Occupetionai Therapy Assoclation: 1383 Plccaru Drive, P,0, Box 1725, Rockville,
MD 20850,
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NEW DIRECTIONS: SERVING CHILDREN WITH SPECIAL HEALTH CARE
NEEDS IN MASSACHUSETTS

Allen C. Crocker, M.D.

Developmental Evaluation Clinlc (UAF)
Boston, Massachusetts

lntroduction

Funded by the Division of Maternal and Chiid Healtk, Project SERVE has
worked for three years to review the public mandate for services to chlldren
with chronlic Iilness and disabliltles. The program was conducted jolintly by the
Developmental Evaluation C!inic (UAF) at the Children's Hospltal, the Department
of Maternal and Child Hea: th at the Harvard School of Pubilc Health, and the
Division of Famlly Health Services of the Massachusetts Department of Publlc
Heal th - ive recommendations we' e made for an Improved syst.m of famlly
and chl. - .ppst, Including a 1o-ger population of children than has been usual
for Ti*le V activitles.

As part of the final project, a public hearing was conducted at the State
House In Boston on December 12, 1986, In which famllles, providers, and agency
workers were Invited to express thelr convictlons regarding the special
clrcumstances of chronlc 1liness In chlidhood. The following platform was used
as a basls fo~ discussion. It Is the anticipation of Project SERVE that
Massachusetts wlll take a leadershlp role In more effective family support and

flscal advocacy In this area.

UnlockIng Resources for Children with Speclal Health Care Needs:

A Platform for Reform in Massachusetts

All chlldren deserve the right to grow In an environment that enc ages thelr

optimal growth and development. This statement applles to healthy and able-
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bodled chlidren as well #s chiidren who have significant {ong~term Ilinesses and

chronic disabling conditlons. However, access to approprlate health care Is not
yet a guaranteed right for chliidren In our natlon. There are thousands of
children In the Commonwealth with a chronlc Illness or disabliity who are
completely uninsured or who have Inadequate beneflts to cover their extensive

service and treatment needs. (1)

¥ho Are The Children?

These are chlldren with a chronic Iliness - cystlc flbrosls, hemophli {a,
dlabetes, and leukemlia, or a disablllty such as cerebral palsy, spina blflida, or
cleft pajate. Health care Is expensive for everyone, but for a family with a
chronically 111 or disabied chlld, the costs may be overwhelming.

Though approximately 10-15% of Massachusetts chiidren have some form of chronlc
health conditlon, most of these are mild and Interfere only to a smal! degree
with the chlld's usual dally activitles. However, 5% «f Massachusetts chlldren
(100,000 children) are estimated to have a condit;on which wlil require
speclal Ized health and related services. O0f these, 2§ of Massachusetts chlldren
(40,000) are estimated to have severe chronlc health conditlons which can be
expected to create speclal burdens for the child and famlly,(2)

There are more than 600,000 uninsured persons In Massachusetts and one third of
these are chlidren. As many as 10,000 of these uninsured chlldren have a
chronlc Illness or disabling conditlon which makes access to health care even

more critical.

¥hat Are The Needs?
Recent studles In Massachusetts and other locatlons indicate that thls group of

chllidren needs a comprehensive set of family and community orlented services.
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Even when Insured, many famlilles face high out-of-pocket expenses for services
such @8s medications, adsptive equlipment, home health care, and long-term
occupational therapy, ohysical therapy, and speech therapy which are not covered
by +thelr benefit packages.(3) Case management and service coordination are
critical components of Qquality care for children who are served by multiple
agencies and providers. Resplte care, financial ccunseling, and a8 wide range of
family support services are required to support the role of parents as care-
giver and partner In the dellvery of health care.

Limitations on benefits such as |Ifetime celllngs, co-payments, and annual
benef It caps pose significant hardships to famllles caring for a child with a
long-term I1llness. Such barriers to adequate health care must be removed.
Chronic 1llness creates special Jeopardy for poor children, doubling the
likel Thood that the child lIving below the poverty line will lack access for ary

fore: of health Insurance.

Mhat Can The Commonwealth Do?

In order to protect these chlldren and thelr famllles there must be expanded
pubiic funding to Increase acess to adequate and affordable hialth Insurance.
In additlion, there must be a system which estabiishes standards and monitors the
qual Ity of specialty care. Flinally, the Cammonwealth must provide a broadened
range of services znd guarantee syster ...ch respects the rights of chlldren
with speclal health care needs and thelr famllles.

In order to reform the health care financing system and to expand the role of
the Canmonwealth In providing services, the following platform Is proposed.

1. Health Incsuranc~ for All

The Commonwealth must guarantee access to comprehensive, affordable coverage for
all children wlth spe-Tal health needs, regardiess of pre-existing medical

conditions, age, Ilke!llhood of need for medical services, famlly structure, or
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conditlons, age, Ilkellhood of need for medical services, famlly structure, or

employment status. An Improved system for health care fInancing must meet the
following criterla;

o Integrated Planning: Solutions designed for this speclalized population
sust be created in conjunction with solutlons for the general population
of the unlnsured.

o Multiple Funding: Funding for this sytem must come from multiple
sources Including private Insurers, Medlicald, hospltals, employers, and
state and federal agencles.

o Supplementary Beneflt Package: Access to comprehensive beneflts should
be dellivered through a supplementary wrap-around package designed to
meet the needs ot this popuiation. An extended beneflts package must
Include services such as home health care; adaptive equipment;
meaications; speclal ized orthodontia; hospice care; long~term
occupatlonal therapy, physical therapy, speech, language and hearlig
services; and preventive mental health services.

o Affordable Premiums: Cost of premiums siiouid be based on Income, and
not on iIndlvidual health risk factors.

o Prohiblt Discrimination: Private Insurers must not be allowed to
discrimlinate agalinst Indlviduals based on dlsabllities not assoclated
with medical rlisk.

o Continulty of Berofits: Movement In and ou* of employment or changes In
Income status must not Jeopardize continuity of health Insurance
benefits.

o Consumc~ Participation: Mechanisms should be establIished which ensure
consumer participation In governance and access for complalnts and
redress of grfevances.

o Consumer Cholce: Indlvicual selectlon of health cara providers and
access to appropriate speclalty care must be protecied while perserving
the goal of coordinated health care.

o Cost Contalnment: The health care financing sytem should encourage
dellvery of services In the setting that provides quallty care at the
lowest cost.

2. Expanded Public Service System

Expanded publlc programs for chlidren with speclal health care needs must
Include: qual Ity assurance for speclality health care, Interagency coordination
and Indlvidual service planning, and provision of needed support services not

covered by health Insurance. Enhanced pubilc service programs must Include the
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fol lowing components:

o Pub'ic Advocacy: Advocacy fur chlidren with speclal healih care needs
must be provided by the Executlve Office of Human Services through Its
operative agencles, with leadership from the Massachusetts Department of
Public Health's Division of Famlly Health Services.

o Standard Setting and Proyram Certification: Standards which define
quai Ity speclaity heaith care for chlldren must be adopted by ali payors
(both public and private). The standards must guarantee a strong
consumer role in both +the design and dellvery of these services.
Speclaity services for chlidren within managed care systems as well as
fee-for-service systems must be certi¢led.

o Support Services: An expanded array of support services required by
children with speclisl health care needs and thelr famlilles must be
provided. These services should Include: case management, Information
and referral, eariy Identification and srreening, early Interventlon,
famliy support, nutritional «cunsellng, resplte care, housing
adaptation, Indlvidual service planning, parent-to-parent support,
prevention, and parent tralning and euucatlon.

o Information and Health Education: Publlc agencles must Inform consumers
and providers regarding Individual rights and entit’ements and standa-ds
which define qual Ity heaith care.

o Interagency Service Coordination: Publlc programs must ensure the
coordination of heaith, educatlon, and soclal services necessary to
maximize the ef fectivene>s of those services and through the development
of Individual service plans, invoive ail participating agencies whlie
acknowledging the centrai role played by the famlly. These pians shouid
pe provided for children recelving service fram two or more agencles.

o Schooi-Based Health Services: Cooperative agreewents must be
establ Ished between the Department of Publlic Heaith and the Departiment
of Education which ensure access to school-based health services for
children with speclal care needs.

3. Consumer Roles, Rights, And Responsibliities

Consumer organizations outside the pubilc system should be Invoived In assisting

femliles w.th Information and support. Famliles and such voluntery
organizations shouid participate In a partnership with public agencles so that
facts and up-to-date needs can Inform the desigrer of services and policles.
Famiites of chlidren with special health care needs must also be guaranteed
certaln rights with regard to thelr chiid's heaith care. These Inciude:
o The right to be treated with respect and dignity In obtalning heaith
care for thelr chiid.
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o The right to ba a full partner In the design and del Ivery of health care
for thelr chlld.

o The right to recelve clearly written and understandable Insurance
policles which fully defIne benefits.

o The right to the delivery of health care services In & manrer which
supports the Integrity of the family. This Includes the right to
coordinated communlty-based services and support services and the right
to proteci the fiscal Integrity of the family unit.

The views expressed In this plaiform are solely those of Project SERVE,
Massachusetts Health Research Institute, Inc., and should not be construed as
necessarily representing the oplnions or pollicles cf any other agencles or
advocecy groups In Massachusetts.
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