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SUDDEN- INFANT-DEATH SYNDROME

N e 2 -
TR I R wat PRl " . L
R B r A . ’ ok,
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. . THURSDAY, NOVEMBER 14, 1985 , "
; House 'or REPRESENTATIVES, SUBCOMMITTEE ON ‘CENsUS

AND POPULATION, ‘COMMITTEE -ON, PosT. OFFICE AND
CrviL SERVICE; :SELECT ‘COMMITTEE ON -CHILDREN, N
YoutH AND FAMiLIES; AND SUBCOMMITTER; ON HEALTH :

AND THE ENVIRONMENT, .COMMITTEE ON 'ENERGY AND

COMMERCE, . .
: . \Washirigton, DC:
The committees met in joint ‘session, pursuant to.call, at 10:08-
am., in room 304, Canncn House Cffice Building, Hon. Robert
Garcia.(chairman of the.Subcommittee on:Census ‘and Populaticn;
Committee on Post Office and Civil‘Service). presiding. . .. R
Mr. GARGIA; T would like to, welcome all of 5727, -here_to:the hear~
ing on suddén infant. death syridrome, dlso kiown-as:SIDS; Lappre-
ciate my colleague, Congressman George Miller; who:is the chair-
man of the Select Committee on-Children, Youth-and- Families, for
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being here. I would like-to thank Congresstan. Heiry Waxman, .
who is the chairman of the Subcommittee:on Health and-the Envi- -

ronment, and I would also. liké'to thank. my' colleague from Indi--
ana, Mr. Coats; and my colleague. from Georgia, ‘Mr.‘Rowland; for -
joining us this morning. I might add that Congressman Rowland is 5
also Dr. Rowland, M.D.. And I see Congressman Bliley of. Virginia - s
has justentered. = = R N s

First I would like to take.tiiis opportimnity to-thank all- my col- g
leagues for joining us on this very ‘important hearing. The subject R
of SIDS is obviousiy very-difficult to-talk about. Death, .in general,, -~ ;!
is difficult to talk about, but we are heve toda because.it-is criti- ‘
cally necessary to talk about sudden infant digthﬁyndréme, the DA
major .cause of death of infants over -one month-iof .age in .the A
United States..’ - » L

Because of SIDS, 7,000 apparently healthﬁ)babigs die each year.. A
During this year more infants will die. of SIDS than.will-succumb . -
to c({stic fibrosis, childhood cancer, childhood heart disease, and
child abuse combined. This devastating syndrome comes on sudden- © 2
1{, without warning, strikes its victims indiscriminately, whether i
they are black, white, Hispanic, or Asian, whether they are rich or !

The victims of SIDS are not only the babies but also.the families.
The: families of babies who die of SIDS: undergo severe feelings of
guilt, fearing that perhaps they miiht have done‘something wrong.

2

To make matters worse, because the public-does not have a clear S
understanding cf sudden infant death syndrome, the K/}lblic may. ~
suspect the victims’ families.of child abuse or neglect. uch.more -
- )

i
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education and research is critically needed on SIDS to alleviate the

confusion and additional suffering caused by thiﬁ%ndromq. .
Last year my wife.and I lost a grandscn to SIDS. It was a tragic

and helpless situation. But as I'told others what:had happened to

me and my family,.I.began to realize-that we were not alone. A

number of;other:persons I-met hadeither lost. a childiof -a:relstive.

to-SIDS, or knew someone ‘who had. That.is one:of:the reasons we

ar¢ holding this hearing, to let péople kiiow. that they -are not-

alone, that something must be done to fight SIDS

It concérns me deeplyﬂmta%g%;pmﬁmm fhnd;::g{;r
: -has been ‘and, ! be- -

the education.and research;on.

lieve, disp: oportionately:reduced; while thiere his % notbeen’an'y de-
creage in the number of SIDS-related. deaths..T-hiope that' through
our hearing we can Gofne o . better (indsistanding of. audden
infant death syndrome; a better, urnderstanding of:the need for. ad-

ditional’ funding for research and education;-and a:better under--

standing of the impact-of SIDS on the families who have iost, their
babies by this dveaded gyndrome. ., ., ., .
I thank you very'much-for beiiig. with.us this mérning."I-would
like' to: call on-my colleagu I T
Select Committee on Youth; Congressmbii-Miller ‘of California,’
Mr. Mmixe, Thank you; Congressmaii Garcia: I‘thank you-al
for joining in aind leading the way-on'these hearings and I.1ook for-
ward to hearing from the, witiiesses: I‘hope what'will ‘emerge-at the
end of these-hearings is'a conseneus by’ the 'membership: of:these
three committeés that we will have the ability to:try ‘and ‘Conquer
this very; very unfortunate disease; should' we’d

hope that the decision will be made‘by the'membérship. of these

&

committeeés, to-go to- the full House and to ask that we maintain‘

and improve our reséarch- effort on behalf of these families:and
I also want to welcome one of our witnésses, Gayla' Reiter, who
has been very, very active in the Northern California SIDS'Foun-
dation, and-whom we will' hear from Iater: I think she will tell'vs
some of the problems that we're encolintering in trying to.main-
tain primary reséarch in'thisaréa. "~ 77 " 7 ol ’
Thank you. o y - ~ Co LY
M. GarciA. Thank you. My-c¢olleagué-from Indiang; Mr.;Coats:
Mr. Coars. Thank Iv_,'Iou, Mr. Chairman. As the ranking; Republi-
can member of the House Select Committse on Children,: Youth

and Families, and-és a cosponsor-of House Joint Resolution 322,
L atagl

which was:introdiced by ( nan Miller of our conimittee, I'am
pleased to-be here this: morning to help bring some attention to
what i think is a very important subjéct. and-one which has trag-
ically affected the lives of many; many. péople.

I am sure that this ni‘o'm’ing’ ,
currently known about-the causes of SIDS, its incidence and possi-

ble fruitful lines for further research. I'welcome the testimony that..

we're about to hear because I-believe that increased public aware-
ness and sensitivity to the tragedy of this, problemn will help griev-
ing parents cope: with this situation. Iricreased: attention to the

problem will perhaps stimulate major research centers.to do more_

resedrch into the causes of sudden-infant'death syndrome-and iden-
tify those infants at risk. Clearly, research n to be done that

8
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would establish: the necessary relationships to be able to predict in-
divideal vulnerabilities toward this syndrome. - - "
All of us, I believe, are hopeful that. this sarch would include
an exploration, into the number of prevention ‘activities and ap-
proaches th.t would reduce the number of SIDS cases per year:
We, in Co -ghould not have:to be convincéd—and I:don’t
think most of us need ‘o-bé .conviriced-=of: the-tragedy of SIDS.
Rather, I believe the focus today ought:fo be on what we -can really:
go to prevent this tragedy from occurring:in ever-increasing.inci:
ences. " , ‘ L
Those-of us:who care strongly-about this:issue.are going to have
to ask some difficult.questions-ebout funding:priorities. I raise the:

runding issue not because we-don't.care, but:precisely:because wé: -

care so much. I don’t want to sugar:coat:thé funding. aspect beceuse

that, in itself, would be a- tm if weva"_*rg‘gog)'sgjw_'drezthaﬁ

promises out of.‘his-hearing, then we need .o know.

pects for and progress toward. reducing. thé'number' of SIDS. cases.
What have we learned’in the pest.10 or 15 years of research:that

cculd ﬂijde future.efforts and Just1f¥ adequate funding.forthese ef-

forts? It appeats that what little is knéwn. todatgaboutSmS shows’
i e b il ottt & e s ST
unded for high-risk infancy atid high-risk pregiancy.ought to:lend
sorie insighltlslfnbo the causes of Slgg. Has,mn the.case? What

has been learned from ‘the high:.isk ~iﬂfagcyag.;'1’dypr§gn’ai1’cy*rg=~

seaxch that is relevant to SIDS? -

Let ‘me today challénge the: expert witneiées' who; will testify  °

before us to not merely list all the activities they would like to see
funded, but also to prioritize their ideas. A’ priokity list of what
ought to be done to make SIDS preventable iy critical-if-support-is
to follow. What is the best thing. we should do with the dollars that
we have available. - o,
Finally, I sincerely hope that this hearing will contribute to the
public awareness about the tragedy ofsudden infant death -syn-
drome, that it will inform and stimulate private university medical
centers to engage.in research that identifies the es of SIDS and
develop appropriate diagnostic tools to :predict. which infants are
prone to develop this disease. But most important of all, I hope by
focusing attention on sudden infant death syndrome. that we-can
offer some comfort to garents that the American people do.care
about these victims and want to find a cure for this baffling and’

tragic di .

ﬁ'. GaArcia. Congressman Rowland. .

Dr. RowraNnD. c you, Mr. Chairman. I comimend you and
Chairman Miller for having this hearing, and also Mr. Coats. I
think it ig so very important. o

You talk about the tragedy of this particular disease—and I
assume it is a disease; we'll learn more about that as wego.along.
If you wake up in the niorning and find-what you thought was an
arparently healthy child dead in the crib, it is almost unexplaina-
ble the amount of distress that this L._3gs on a family. As.a ;;Ihypi-
cian, I have personally witnéssed this type of'situation and'I can
o o very perplexing problem. We're just beginning to make, I

is a very perplexing problem. We're jus g to make,
think, some inroads into the causes of it. I think it is going to take

<
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a lot of research because it is so evasive. It is so difficult to.déter-
mine why it-is happening, and it is going to take a-long time to
determine the causes. . AR S

1 think it is very.important for us to. be involved here:in'supply-
ing whatever help we.can in reaching into this area and learning.
i more about it. I commend the ‘people who are. here this morning
) also for coming and all that you do to-try-to:find- out just-what-is

ed amount . of time and“we*have so mauy-people here to testify; I:
will submiit my statement for the récord. - .
Mr. GARCIA., Without(ob"}‘eﬁtibn. ST
[The statement:of Hon. Thomas J.Bliley, Jt: follows:]
i SraTouxNT oF HoN. THOMAS J. BLiry, Ja.
N Mr. Chairman, I appreciate the oppottinity tc ..irticipate-in this joint hearing. to>
o learn more about how we are oomg:tmg?ﬁe serious problem:'of Sudden Infant
. Death Syndrome (SIDS). I am here as 2 member of two of the three Subcommittees
spousoring this hearing and that fact indicates the depth. of my.concern abouit the
' bealth of ouz children. <~ T e
‘ SIS is & terrible afflicticn iu its destruction’o. the'life of many ocent infants
. and yu the impact that-it can have on: the familiew’ of ‘the-victims. Approximately
7,000 infants die of SIDS every year. Because!there,is:nd certain explanation ;of
what causes SIDS or what we.can do to. prevent its occurrerce, there is a great deal.
of misunderstanding and fear. uttached to“it. The irability of physicians to detsct
symptoms of SIDS or to prevent It other than by mouitorini,‘ cause many new’ par-
ents to have an inordinate fear of SIDS. The anxiety caused y:wor:{iﬁ)gmn e;cms;%
about this problem and the guilt feelings of parents who have lost chi to 8]
often cause other severe, gmblems in f'un%mlatiomhi N S
I applaud tho three Subcommittecs for holding this l?“éaring.hl.look forwaré to'the
testimony and I anticipatetfloini.ng in further action that may-be necessary-at the
Co lonal level to end the terror'and’the family destruction that can be caused
by Sudden Infant Death Syndrome.

Mr. Gamcia. Also, without objection, we will insert into the
record at this point the statement of Congressman‘Waxmz}_n, ‘chair-
mar of the Subcommittes on Health and the Environmeént, Com-
: mittee'on Energy and Commerce. -

‘ [The statement of Hon. Henry A. Waxmari-follows:]

; )
SraTEMENT oF Hon. Henry A. WAXMAN, CHAIRMAN, SubcOMMITTZE ON HEALTH AND
THE ENVIRONMENT

e Chairman Miller’for arranging this hearing. Since wo have'a limit-

The birth of a Lealthy, happy baby is among life’s greatest gifts. It's a moment
that couples hope for, plan for, and work for. And it's a moment that couples expect
to become—literally—a lifetime of joy as they watch their baby grow tn adulthood
and perhape, like thersealves, to parenthood. - .

But for thousande of families, this moment is never fulfilled. Instead, it is cut
short by an unexpected and unexplained killer known as Sudden Infant Death Syn-
drome or “SIDS.” This condition strikes its victims quietly, quickl-, and seemingly
without pain. But for their parents, the pain is inmea le and it never goes
away, .

Today’s joint hearings are on SIDS<on what we already know and on what we

still need to know—about: this tragic and traumatic disease. ) .

Through the work of the National Institutes of Health and private foundations,

gmmm research work is well underway. And through the maternal and child
ealth block grant, States are eble to provide counseling services to SIDS families

and education services to the general pablic,

These efforts have been helpful, but they-have not been enough:

Thn.ni you, Mr. Chairman. T T
> Mr. GARCIA. Mr., Bliley. o o o
: Mr. Burxy. Thank you, Mr. Chairman. I want {6 thank you:and

I
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Federal research dollars into the cause of SIDS have declined mgmﬁcantly during.

the last several years. Yet over 7,000 babies die of SIDS each year. SIDS ea
SIDS continues to-be is the number one:cause of. death-in infants after the ﬁrat

week of life.-It kills more babies.in:th whmtymthanchﬂdabm.cyaﬁcﬁbm,

car accidents, and cancer co

Because of cutbacks brought about the development of the maternal and

child health block grant, the GAO bas npomd that the number of States providing

SIDS-related programs has decreased. Some States have reduced the type or amount'
of "service they offer; ‘others have been: forcod to drop theu-*prognml altogethor
Few, if any, new programs have becn started.

f_Wemz::l dobeﬂgrthgbajgbthmmwemdobemrthmthmButmthhmitod
inancial. resources, won the beginning
however, anhd‘: ?;n leuedeﬂ_ -that the Subeommxtue on: Heul and the Envimnment

i

- y be slow, but it eambe .made,’ That moment of birth ahould
becorne a hfehme of joy for all babies and their We can make that happen..

And with the guidance of today’s expert wxheuu,lamconﬁi)entwowﬂlmako,

that happen. - i
Mr. GArcIA. My wife and I just fléw ‘in.this morning; from:New

York City. On the flight I asked:her:if" she wanted to teatlfy and.

reiate to this committee and for the record the -actual ‘experiences-

that we e&uenced as grandparents when:we lost our; grandchxld‘
3

Alex just about'a year ago. I'de apprecmte the panel 31v1ng e this

opportunity to let my.wife testify: -
?an , Why ¢an’t you, prooeed - b

>

STATEMENT OF JANE GARCIA

Mrs. JANE GARCIA. i‘hankyou,Mr Chmrman
I am a member of this panel and.d8 member.of the board of the

National Sudden Infant Death Syndrome’] ‘Fouridation as-a result of

the loss of our grandchild, This group,has'been extremely- instry-
mental in help “all“of us, my husgand and.my" family, to “find
some stabili , obviously, our own® faith is-the other factor.

Edward exander Power was born ‘August 14, 1983; and- ‘hedied

December 11, 1984, That’s 16 montbs. We oftén. uestion’ ourselves,
and still do today, ‘why this child only ‘spent such a brief period. of
time-with »s. I think that; if for no othér«eason,’ ‘'his  ¢ominy, into

the world and his leaving-have made it possible for cther'reople to-

suffer less.and:to understand, more-what -has happened 0 them
with a crib death or SIDS. Perhaps itwasn'tinvain.

My husband and I'weré on a-co ional' del:gation. m South
America with the Congressional Hispanic Caucus, We were:.in
Peru, and Bob was -wail to see the President of Peru. He re-
ceived a call from our son that there.was &n emergency. The emer-
%hn"y was that our grandson was in the hospital and. heé was dead.

ey had been able to resuscitate him cmlly-—-hxs heart was
beatmg—but he was brain dead

It took us 24 hours to get from Lima, Peru, t) Albany, where
they were. When we arrived, we onl had to lock at that child 1
minute to realize that hz waa not with us any more, m ite of the
heroic efforts of every doctor available. S pediatri-
cians were gathered around. Our son-and- ughter-m-law were ‘80
devastated becguse it was so completely mcom prehenmble

My daug}'cer-m-law had a very ‘normal i She was at-
tended by a g ysician conuinuously. She du.(n t smoke or drink or
%‘h too much weight or too little weight. it was ali perfectly fine.
2 child was born by caesarean section but was a perfectly

N

e S ha

£ mosis




£ R e

normal child. He never was sick. He had two colds in hxs life and =

very sunny disposition. L S _ o
And yet.she weat:to,work oné morning and the child.was put

down for a nap, and an hour later, when he'wes k7 be‘wjvoken,u& he
‘there

was-dead. There wag Hio“accident; ‘there ‘was 1o poisoning;
was no sign'of anything untéward: ™ . e T

:An ‘dutopsy was done locally: ahd. tissues. were séntto Mount
Sinai Medical, because my husband is-6n-the board ‘of directors:
there. We tried 't ‘use ‘every ‘available_hasource. The. answer was
always the same—SIDS. L raised four childfen and:l never. heard of
it. This was my first introduction.” =~~~ V7L .

‘There i§ something 8o unnatural abdiit.a child's coffin; and there
is something, s, completaly innatural abott & child dyini, bacause
this'is the beginning of lifé. There!is no. way I can-comm

ok - e pveg,
3 WY

2 ;
ricate to-
anyone in this room the absolute devastation felt by:us, as parents,.
to watch your child suffer'in & way’that.is. absolutely inkriown,
blaming' himself, ‘takiiig ¢ drink; a_boy ‘wHo:doesn’t "drink, would
go out at night and sit with a bofile of brardy-and g+ away from
N Sy
We all had'deep religious expériences.that biought, us fogéthér
again. In the wake of all of this, the onlyoutlét for.us v788'to. talk
about it, because there was no other thing to'do. ~ LT, Y
The first communication that we:had fromranyore else relatively
soon after the loss of this child, was from, the,National: Sudden
Infant Death Foundation., ~Tbeir,zc‘liqptef‘.iq,;Albany“lcapie*.tgp ‘our
rescue. At first we réjécted them because we didn't want to believe
that Alex had diéd of sudden'infant death. There had to.bé anothier.
explanation, a.more tétional’explanation, an'explanation that per-
haps tlie doctors, couldn’t fird right .avay. But.as tinis. passed we.
realized that this was the médical answer,and'we had to assept, it
or We were going {o go crazy: fL .
“Then my-daughter-in-law.bégdn to_give,me the literature..She
works in the Albany mental health facility. and is. tore attune,to-
medical igsues. She was séarching for a feason as well, so. I think:
she was the first person to react-to this in a normal way. She was
the first person to introduce me to.the foundation ‘and-their work.
She found it a consolation—I could see shg did=—so I felt it was im-
portant that I follow suit. .
But the word of mouth is what really brough®.to-my satisfaction,
that we were not alone as a family. In.talking.to people, rorely.did
a conversation come up that somebody:that I spoke to,-or that Bob
spoke to, or my son and daughter-in-law-spoke to,.did.not have an
experience in their family or did not know of one; I 1 to think
that this is an extraordinarily prevalent thing in this y and age,
with all the modern technical advances that we have, that children
are dying, and they are dying for no.apparent reason. We don’t
know the reasens. A
My husband and I went to Spain on a mission ‘in August, ‘we
were quite unprepared. I had left-my suitcase in New York and
was unable to pick it up. When I.got to the. conference in Toledo, I
didn’t have any clothes to change into,.and we were going to'be
there for about 3 days. So the former mayor’s wife came to my
rescue and said she would take me to some stores. '

»
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I don’t remaember how the conversation came up. The first gtore $

we went into was a combination lingerie and infant store. In, the. R

interim, my daughter-in-law had been:pregnant.during .this.whole +. o

ordeal. But God in ‘his infinite wisdom apgﬁa:‘e’nt}yaknng.ml;gt:he, ST
c

¥
was doing and sent us another healthy «and we hope_that. . -3
nothing happens to him. He is 6 months oldfow. sz, . . ¢,

As a gfandmother, naturally I spénd. an;inordinate .amount- of
time thinking about my grandchild..So, in 'seeing. this infant store,
I said, ““Oh, there's sce clothes there, and 1. want:to.see 80’ ie bab;
clothes.” We got to talking, and she askéd “This is. Your first grand-
child?” I said, “Well, yes.and :no,” ‘andF started to tell her tle ’
story. She looked at me ‘ih the ‘most ‘pained way,sreally quite
shocked, and I thought she was, you know, overreacting to my feel- .
ings. And she said, “I lost.a child, too..I lost-a child 6 years ago.
who was only 45 days old.”” - [ R

We went to another store, and she warned me‘that the woman in
the store had recently lost a child. I was really sirprised.to hear— a0
because I thought we had a rather. unig:ls experience, where Alex
was 16 months old, and most of the chi dren .you read-about or |
hear about are a few months old, or a few days old, which’is one of - *.
the glgiasons why we wanted to reject this from our mind;that it was
m e. o . - ar ot < ‘r

There were. the three of us in Toledo, Spain, sitting on' the floor
of a small boutique, talking about sudden infant death and how it
had changed our livés, nll of us, and what we were doing about it.
;I;lhqt gwalvant‘l,zed thex: intc thgkmg vgha[: tl;gy could be ﬁ:t in.

eir town to organize, or perkaps In Spain to organize w ey
call “Muerte Subita de Infante.”.. - :

I tell that just as an anecdote because I think at that momeént I
realized how important it was and t}iat is the reason fm here. I am
not submitting a written testimony ecause I don’t think:I could do 3
this twice, write it and then read it. - : PR

I think the most important thing we have to get out is the faci 25
that this can happen to.anyone, under any set of.circumstances. £3
and at any time. I know that Congressman Rowland, a medics® 3

doctor, knows that that’s true. You are totally unaware. We don’t i
know enough about this tc know what we can'do. to'prevent:it. A i
child that goes to a pediatri¢ian everge,month; andithe pediatrician ..
cannot anticipate that he'’s going.to be dead the riext day. I.think 5}
this is a very serious thing and ai! of us in this room and all of us R
in thig country and all of us in this world should be concerned. No . &

G
,
Y

child is out.of danger until we have & cure. To get there we m
provide research tools, whether it be money, people or organiza-
tions to eradicate this completely in the 20th century. There should
be no crib deaths. ‘

Thank you very much. .

. GARCIA. Thank you very much, Jane. -

We have been joined by some other Members of Congress. Mr.

McKernan of Maine, Mr. Walgren from Pennsylvania, and Con-

gressman Wolf from Virgini oman Schroeder was here
as well as Congreasman.giqusky of Minnesota.

Today we have three Jxmels of witnesses. Our first panel is com-
prised of Dr. Marie Valdes-Dapena, professor of pathology and pedi-
atrics, University of Miami, and chairman and president of the Na-
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tional SIDS Foundation; Dr. Frederick Mandell, who is clinical as-
sociate professor of pediatrics‘from Harvard University, and the
vice chairman of the National SIDS Foundation; and Dr. Charlotte
S. Catz,“who i8 chief’ of the Pregnancy and ,Penn‘atqlggy Branch,

Center-for Research for Mothers and Chtidren, Natignal Institute
of Child Health ‘and Hiiman Development. . .

Dr. Dapena and Dr: Mandell will provide us an overview of the
ressrch and clinical” perspectives on, SIDS, and Dr. ‘Catz will
update us on thé Federal Government’s research program effort.

I guess we will start off With:Dr; ValdesDapena. ~— .. ;.

. : S Tt Ty )
STATEMENT OF MARIE A. VALDES-DAPENA, M.D., PROFESSOR OF

PATHOLOGY AND ‘PEDIATRICS; UNIVERSITY OF 'MIAMI, AND

CHAIRMAN AND PRESIDENT, NATIGNAL SIDS FOUNDATION.

Dr. VALDES:DAPENA. Thank you, Mr. Garcia. .- . -7

Ladies and gentlemen, people in. Miami call me Dr: Dapena. I am
professor of pathology- and . pediatrics at the University of Miami:
School -of M 'cine., ooy - NEPE it . 4 @

I have been.engaged in research in the area of-crib desth for the
last 27 years, and I have watched our concept conce: that phe-
nomenon change 180 degrees in those almost 8 decades. There is'no
&ﬁstion but that we have made: progress in :our understanding of

is entity, but we do have a way to go. .- At LI

The elements of progress that are.most evident to me; of course,
concern anatomic pathology because that’s the nature of my own
work. We now know, as we did not 15 years ago, that these babies
are structurally a little bit different. from normil in very subtle
ways that one can determine only in large groups of babies and
with what are called morphometric studies, which is to say fiady-
ing the tissues under a microscope. ° ' ot .

There are three ways that stand.out in which we’rc ~vetty sure
they look different from normal at autotpsy. One of th’ 1 the:fact
that they do retain what is called beby fat arovnd the adrenals. Ex-
ictly how that is to be interpreted no'one knows. - ‘

Second, they are continuing‘to make red blood-cells in the liver,
something which little babies are supposed to stop doing at'the
time they. get born. These babies are still making red blood cells."
Whether that means they are slightly anemic or not is" unknown.

Last, and most importantly, these babies have chdnges in a-cer-
tain part of the braiy, the back part of the brain called the brain-
stem, which are pathological, another featuré that wasn't recog-
nized 25 years agr. They have an abnormal ‘Humber of what are
called glia cells, which is like scarringof the brainstem, in areas
that are critical to the regulation of breathing, of the action®of the
heart, and of swallowing. e

All of these are bits of new information that have shed light on
the natute of the baby in an anatomical way.

Now, in addition to that, on account of studies _which were
launched b%' the National Institute of Child Health and Develop-
ment in 1979, we know more about how these babies function dif-
ferently from normal, but only when you look at them in large
groups, which is what the NI did. They looked at 840 babies
scattered in six centers across the country and they discovered that
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8 these babies in large numbers, if you lock at them like that, are 3
- not thriving well in utero. : , L
! We had always thought back in the early days that they were B
% perfectly healthy, bouncing baby children, and that there wes noth- é»
4 ing wrong. It 'was as though they were struck by lightcaing. In fact, %

v
i3,
S

=4

that doesn’t appear to be true at all. These are babies who suffer

o ofd

; what is called intra-uterine growth retardation. They are.born not %‘
§ at the 50th percentile but at the 40th percentile in -to:body -
L weight and-body length and head circumference. They are not e
% qute :é)tosnufg . . o 353
¥ In addition, they continue to drop in all of those parameters B
during their short span of life. They drop behind control living in- o
~ fants a%reciably, measurably, and to -a statistically significant ey
. d . They are not thriving quite so well as we had thought. o
i%;e difficulty is that you can’t tell that one baby at a time. The E

; gopulation as a whole includes too many babies who have a little A
’ it of growth failure. But we do recognize, when we look at them in *’%
¥ large numbers, that they aren’t quite doing as well -as we had i
thouglht. ‘ ’ {vgfg

Ajg{ﬁ‘\i

In addition, they differ from living babies, a%am as a group, in
the way that they function on the first day of life. ‘They have a
m re rapid heart rate, they bresthe in a more rapid fashion, they
are more often ill during their short lives, and they are more often
hospitalized.

From the NICHD cooperative study we also know that there are
differences in mothers, something we hadn’t realized 20 years a&o.
The single mother who is most at risk is the teenager, and the
women also at exceedinglliy high risk are women who smoke. All of
these are new bits of information. So you can see that we have
made appreciable progress in the last two decades.

But we have a way to go. It is difficult to understand how we're
7oing to make it if we don’t have encugh money coming out of the
NIH. In 1981, $3 million was available for SIDS-associated re-
search, Last year, it was $600,000. ’

Now, one of the most important studies that has been done in
recent times is that of Dr. Hannah Kinney at Boston Children’s
Hospital and at Harvard. It is she who is at the present time work-
ing on the brainstem to elucidate what is happening in the biain-
stem, what's going wrong with it, why it looks the way it locks.
Her project for work on the braw.s*sm, which is critical, was ap-
proved in October. She was :splying for $300,000 a year for 3
years. Her project was approved and it got funded, but for half of
the application—$150,000. She wanted $300,000 and I think that
was not an inflated budget. If she had obtained that, it would have
. been half of all of the projected budget for last year. - .

Clearly, that isn’t enough. We are not going to get good research

done by highly qualified people unless they apply knowing there’s
A a chance that they're going to get projects like that funded. They
3 won't even apply. egawon’t show up if the money isn’t there.
N There are things that need to be done, and we know some of
them now. One of the things we need to know is how to prevent
this during pregnancy. Since the seeds are apparently sown in
pregnancy, what can we do to prevent those adverse irfluences
from occurring in the first place.
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The sscond thing that needs to be done:is a lot more work in the
neurgiciences. We don’t even know what is normal in the growth
and development of the brairstem in uteto. There i8 a lot of work
that needs to be done there, and it cannot be done by less than the
best researchers in pediatric neuropathology. ‘ :

Last, and most importantly, ‘we still don’t know how to identify
the individual baby who is apt to die like this. We have a way to go
and > have to have money to do it. )

you.

[The statement of Dr. Valdes-Dapena follows; also includéd sre
responses to written questions:]
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TESTIMONY FOR HEARING
ON H.J. RESOLUTION 322

Subcomnittee on Census and Populatien
Select Committee on Children, Youth and Families
Subcommittee on Health and the Environzment

Thursday, Novewbher 14, 1985

Marie A. Valdes~-Dapena, M,D,
vofessor of Pathology and Pediatrics, University of Miami
Chairman and President, National SIDS Foundation

The sudden infant death syndrome or crib death 14s by definition the

dd and pected death of an infant who has seemed well--which feath
remains 325522:1551 following Fomple:e post-mortem examination. About
7,000 infants die in this manner, each year, in this country. And as
far as csn be ascertained that number is not diminishing.

There 1s probably more than one cause for the phenomenon and it
seens likely that a few of those have already come to light, namely
central apnea and infant botulism,

Although there have been no single, so-called break-throughs in
research in this arena in the last 15 years, investigators around the
world have succeeded--in that span of time--in clarifying much of what

was unclear concerning SIDS as a whole.
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In the mid-1970's excitement ran high when Dr. Alf{red Steinschneider
proclaimed spontaneous, repetitive episodes of not-breathing (or apnea)
a8 being a major mechenism for causation. That hypothesis appealed greatly
to pediatricians because it meant that they might, first of all, identify
the susceptible baby (as he was having those episodes of not breathing~-in
the night) and intervenc to aave his life--with an in-home monitor.

That burst of enthusiasn resulted in two changes of direction. The
first, for cliniciana, was the videspread use of monitors in the home-——as
a gervice to families and the second was a marled change in the kinds of
research undertaken, such that most of {t now relates to this isgue of the
overlap between unexplained apnea and SIDS.

As far as service 1s concerned no one kpows for certain whether or

not in~home monitors have changed the SIDS death rate--or numbers. It \n,
is clear that they must be used when babies have life-threatening episodes _‘ u;é
but whether they hava reduced the death rate among subsequent siblings, ”\’g{
for example, or not—-1s as yet unknowvn. At the moment the lecision to use ;ié
a home wonitor, in any given situation, is the pediatrician's. It depends ﬁ?

¥,

upon his best judgemert.

¥
v s

In the realm of research, there have been important spin-offs from

A

Ny

investigations aimed at exploring that hypothesis. One is the dis. overy
that apparently, when examined very carefully, the tissues of some SIDS .
victima at autopsy are a little different from normal. One of the moat

significant of these is the brainstem where control centers for breathing
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and heart action are located; the brain stems of SIDS victims do show slight

but definite 'scarring'. This is a critical issue because of the location.
That sort of lesiom could be part of the cause or repreaent an effect, but
the fact that it exists ia significant and news to us all, Some very
sophisticated work is underway notyr at Boston Children's Hospital to refine
our understanding of this important research discovery.

One of the moat exciting javestigative developments in the last decade

S W

. 4
§
e

&4

kas been the conduct and completion of the NICHD Multicenter Cooperative

EEN

Z,

Epideniologic Study of SIDS which begar in 1979, Bw loying six study centera

.
o

o

gtctecd

scattered across the length and breadth of the nation, this work haa brought

N
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to 1light detailed analyses of the lives of 840 validated crib death babies, -

3

E

K
A

and has provided, for comparison, two seta of living controi infants--one

matched for age only and the other for age, birth weight and race. All

of the autopsies were performed during a period of 1l years and then over

the ensuing 2 years all of tbc historical and epidemiologic data concerning

both the crib death babies and control infants werc collected and the autop-

sies certified (or not) by a panel of forensic and pediatric pathologista.
This project is monumental and is currently providing us with the

largest and most relisble body of epidemiologic information ever available. s

A few of the historical featurea of future victims have been reported thus

L .
o

R Lo

far, Of special interest among them are the following:

PR3

(1) Regarding DPT (Diptheria - Pertussis - Tetanus) injectiona, control
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infents had received more DPT shots in temporal proximity to the date in ‘?‘:{;
)

%

question than had crib death babies--suggesting that these immunizations

iy

5%

are not (in any major way) related to the sudden infant death syndrome . N

(2) The SIDS victims exhibited retardation of growth and development prior
to birth confirming earlier impressions that the seeds of SIDS are planted

during intra~uterine life.

(3) Crib death babies fell behind even ideally matched controls in regard
to growth and development after birth--losing ground progressively the longer X

they lived--making it clear that, as a group, these infants are nct thriving

Ly
30 well as we had thought. o8
2

(4) On the firat day of life, the SIDS infants had: "
a) & more rapid heart rate, and 3

b) more rapid respiration than controls indicating that &

&

&

they function differently in some ways-——as soon as ;3

2

they are born. ,f:::

(5) The 840 SIDS victims were:

a) more often ill--during their too ghort lives, and

2% 4 e o a8

b) more often hospitalized than were control infants.

. 'T\_‘

It 1s true that the clinical manifeststions of the infants vulnera-

bility during the first days of life are so minor, so subtle, that even
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the most astute neonstologist cannot--at the present tioe-~identify the é\%
individual potential victim. However, when such babies are gtudied retro- :‘»_3‘:‘
P

spectively, by the hundreds, as in collaborative projects, it becomes skt

apparent that many or most of these infants who subsequently die suddenly,

o 2
LS aA

3§

unexpectedly, and inexplicably are indeed differant from normal, in a few

25

special ways, on the very day of birth. ;ffa;

We 2180 know now that although anybody's baby can succumb to crib death, }:;g

i there are certain types of mothers who are more at risk than others. Above ’ ?::;1;-
all else it is clear that SIDS occurs most frequently in lower socio-economic %":3

, groups. Around the world--in every nation--it is the children of those ‘{‘g

I,

mothers who are most deprived, socially and economically, who are most suscep~
tible. In Australia, it is the children of the aborigines, and in our nation,
of the native Americzans. Race, in itself, is irrelevant--but —other's weifare ’»“s.:
is critical. We also know with certainty now that teenage mothers are much

more vulnerable than wemen in their 20's and 30's and that sroking mothers

are at gubstantially increased risk. )

Because there 18 no sound evideuce today that the numbers of crib deaths
occurring annually in this country have diminished in the last decade, thie
new insight provides us with direction for the research which ghould be

undertaken in the near future. Two avenues of investigation demind our

S, K 2.

¥ 0

attention: (1) the developmeat of diagnostic capability to the point at

which we will be #sble to identify tl.ese subtly different, 8lightly handicapped

infants who are particularly susceptible--while they are still in the new
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born nuraery, and (2) the pueparaticn of ¢ proyram - f preveation based upon

lmprovemenc of wmaterngl well being.

The rescarch required ncw, including (a) improvement of the pedia-

tririan's diagnostic cspability, (b) development of a plan for prevention

and (c) further investigat.cns of the central nervous system in these

"

infants 1s expensive.

T T

Category
SIDS Specific

High Risk
J Infancy

High Risk
Pregnancy

TOTAL.

ERIC

Aruitoxt provided by Eic:

Federal Research Dollars Awarded fcr

SIDS and SIDS Related Rescaxch Grants and

Contracts (Listed in MS)l 'ons of Dollars)

1980

’ 82,704

€.097

8.095

.$16.896

Fiscal Year

1981

$ 3.368

6.315

9.083

$18.766

1982

$ 2,763

5.443

B.254

$16. 465

1983

$1.780

5.719

9.073

$16.572

It dictates an increase in federal support.

1984

$ .657

5.863

10.664

$17.134

LS e A

o -

a TR -
wrr BRI Co wi A NE gy W et

2o . LUIH
F NI Ol

.

~ e i

~
5 wem il ae

«<r

-

.

%

FhRba ot



S
17
JOINT HEARING ON SUDDEN INZANT DEATH SYNDROME (SIDS) BEFORE THE SUBCOMMITIRER
ON CENSUS AND POPULATION OF THE COMMITTEE ON POST OFFICE AND CIVIL SERVICE,
THE SELECT COMMITTEE ON CHILDREN, YOUTH, AND FAMILIES, ARD THE SUBCOMMITTEE
ON HEALTH AND THE ENVIRONMENY OF THE COMMITTIEE ON ENERGY AND COIIERCI -
THURSDAY, ROVEMBER 14, 198S.
QUESTIONS ADDRESSED TO:
Marie A, Veldea-Dapena, M.D.
1. 1I1a sudden infant death syndrome sas much of s problem today as it was 10 :,%
years ago? Or, has the problem been diminishing in recent years? ;
RESPONSE: The sudden infant desth syndrome is indeed as much of s
problen todsy ss {t was 10 years ago. According to all rrlisble ‘j'“%
data, the problen has not diminished in recent years. As examples, 1:;:{5
accurate records have been kept on SIDS deaths over the last decade ) ﬁ%g%
in auch locations 8s Aukland, New Zeslznd, King County, Washington, , k‘:j
and Ulmstead County, Minnes.ca. These records revesl thst the rate of A}::
SIDS (approximately 2 per 1000 live bicths) has remained the ssme over ’:
g

L

[
X

N

that period of time.

2. What kinds of activitiea and research wonld vou sdvocate 1f SIDS were

P
~

<
-t

allocated five mi{llion dollara?

(Y

.

RESPONSE: Like the . “ficial planning committee of the NICHD, I would

s

Bl

look first to further Tesearch in the ne'irosciences=--both morphologic

and biochemical. I would also advocate further neurophvsiologic

[
I

studies of control of respiration and hesart rate. As importently, I

%,
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vould advocate rescarch directed towsrd identificstion of the potential
victim and toward identification of messurcs for prevention of those
xestational or prenatsl factors which scem to predf{spose the infan:

before birth.

w

- What is the profile of s bsby who would be a good cazdidate for wonitoring
for SIDS?
RESPONSE: Exacples of infants thst are good candidstes for wonitoring
for SIDS include:
a. Infants who have experienced severe, 1ifc threatening episodes of
apnea (breathing stoppage) during sleep, and who require resuscitation;

b. Very low birihweight infantg;

¢. Infents of opiate sddicted mothers.

v
g

ayg‘

These infants have a risk which is significantly greater than *hat of

3
2575

L

the population in genersl.

&,

There is research currently underway which attempts to develop screering

bial i 2

tools that will identify {nfants, with or without symptoms, who are st

Aehmd

risk for prolonged infantile spnes or for SIDS.

=~

» Currently. ar~ there sny diagnostic tests which assist rhysiciens in

51

deterzining potential SIDS vistins?

RESPONSE: Such tests sre being explored at this time, but there are no

1

R o ey NPT

reliable, valid screening tools currently available for mass application.

As che result of investigations of large numbers of SIDS victims, it is

>
g

izportant to note that researchers have discovered clinical sbnormalities

L n e e
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4s early aa the first dny of life. But chese clinical signs of infent
vulnerability sre, as yet, too aubtle to allow the detoction of the

individusl potential victim.

R 5. Now that the country is once sgain in the midat of a baby boom, are tlhere
8ny preventstive ceasures that preghant women and new mothers and fathers
can utilize?

RESZONSE: Pregnant women tend to worry abov. the welfare of their
unborn bubies. 1In the past two generations, their concern focused on
the possibility of bearing a child with & birth def t. Nowadaya crib

deat™ worries thex too.

Crib dzath, also koown as the audden infent death syndrome, is the
sudden and unexpected death of an infant who has seemed well and whose
death has remained unexplained after the perforzance of an adequate
autopsy. Juat aa physicians have not found a way ¢o obviate the great
majority of birth defecta; e.g., congonitzl heart diaesse, neither can
they prevent crib death. We now know however that the risk of crib
death is approximately 2 of every 1,300 babies born slive which means
chat 998 of those 1,000 {nfants will not be affected. As reacarch
advences cur knowledge, we cnticipate that prevention will becose a

reality.

6. What do you believe are the most prouising arecas of rescarch to pursue today?

RESPONSE: Please see response to queation §2

A )

ERIC 25
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7. Have there been or

are there any privste research efforts on SIDS7 Are there

any joint rescarch efforta betwesn the privata orgsnization(s) mnd the federal

: governsent?

RESPONSE: Ta)

Privste Rescarch Efforts for the Sudden Infsnt Daath Syndrore:

™)

ERIC

PO A v 7ext Provided by ERIC

KO, OF PROPOSALS*

Orgsnization Yrimary SIDS  SIDS-Related
Azerican Lung Association 6
March of Dices 1 4
Nation=! Center for the

Prevention of SIDS 2
Nsticnal SIDS Foundstion 8 1

*Docunentation is provided on pages 6-10
Joirt resecarch eftorts supportad by buch privste and federal
funds:
1) Coping with a SIDS Loss: Psycho-Social Iupact and Pre-
¢ictors of Adjustment
Can{ille Wortman, Ph. D,
Roxaae Silver, Pk, D,
Institute for So.lal Research
University of Michigan
Ann Arbor. Michiga~
This resssrch began with a Student Research F:llowship
awarded by the Natjonal SIDS Foundation to Roxan. Silver
and Jesus Fernundez under the supervision of Dr. Camille
Wortz:an. The questionnairt used in the study was further
refined with consultztion o. Carolyr Szybis:z, than Execu-
tive Director of the National SIL3 Fourdetion. With this

work as the bas2, Dr. Vortman and Dr. Stlve: then applied

to the Burcav of Maternal and Chfld Wealth and were
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awarded a 6-year grant to pursue this reaearch. The
project 1s now in its laat year.

A Quantitative Morphologic and Neurochemical Study
of the Brainstem in SIDS

Hannah Kinney, M.D.

Department of Neurosclences

Children's Hospital Medical Center

Boston, Massachusette

Beginning in the spring of 1984, the National SIDS
Foundation began providing seed money for.the pre-
lininary research necessary for Dr. Kinney to make
application for major federal funds from the National
Institute of Child Heslth & Human Development to
carry out this 5-year project of primary SIDS

research.

NICHD has awarded a grant t~ Dr. Kinney for 50X of
the support that the project calls for. The National
SIDS Poundation will continue to interest its Chapters
end other donors in continued support of this impor-~

tant research.
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» AMERICAN LUNG ASSOCIATION: SIDS-Related Regearch
: Frimary Emphasis: Respiratory Distress

in Infants

1) Respiratory Digease in Pre-Term Infantg--Role of Ureaplasma,
Urealyticum and Mycoplasma Hominis

Richard L. Wasserman, M.D.
University of fexas Health Science Center
Dallas, Texas

wmz,nv‘}‘::.s;,\-,q-(,“u‘ R e
o, el A

2) TFactors Controlling the Development of Anti-oxidant Enzyme System
of the Fetal Lung--Identical to or Separate from the Control
Factors of Surfactant Development

e Allen D, Stiles, M.D,

¢ Brigham & Women's Hospitals
; Joint Program in Neonatology
. Bogton, Massachusetts

N 3) Ductus Arteriosus Therapy in Surfactant Treated Pre-~term Baboons °
with Hyaline Membrane Disease

Mrinalini C. Rao, Ph,D.

N Department of Physiolory & Rizghraies

University £ Illinoi.-—Chicago-~Health Science Center
’ Chicago, ’ .iinois

4) Non-invasive Determinant of Respiratory System Mechanics During
Mechanical Ventilation for Acute Respiratory PaZlure

Carl A, Gruetter, Ph,D,

Department of Pharmacology

Marshall University School of Medicine
Huntington, West Virgin‘a

5) Re lacion of the Differentiation of Isolated Fetal Pneumocytes

Ricaard J, David, M.D,
Children's Memorial Hospitul
Chicago, Illinois

6) The Role of Ingulin in Secretory Process of Cultured Type 2 Cells

Martha Brunner, Ph.D,
Department of Physiology
School of Dentistcy
University of Havyland
Baltimore, Maryland
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MARCH OF DEMES: SIDS & SIDS-related Research K
1) To learn whether a simple test of respiratory control mechanism

2)

3)

4)

5)

Aruitoxt provided by Eic:

in low veight newborns predicts individual risk for SIDS.

Carl E. Hunt, M.D.
Children's Memorial Hospital
Chicago, Illinois

To study a mechanism by which brief obstruction of the throat may
inhibit the urge to breathe in premature babies and those at
special risk for SIDS. . "

Oommen T. Mathew, M.D.

Department of Pediatrics
University of Texas Medical Branch
Galveston, Texac

&

~ Ry

To devise a test for vulnerability to life threatening and brain
damaging episodes of airway obstruction in babies with Pierre>

Robin syndrome and other conditions (ptematurity, ‘near-miss-8IDS,"
achondroplasia, Down syndrome, et al) 5 -

$oaar o xTy e
To look for long term abnormalities in neuro-behavioral deyelopment.
of infants who have suffered episodes of prolonged- breathing arrest,
to study effects on families of home monitoring to prevent SIDS, and.
to explore links between infant breathing control’ probl'(uns and pre-
natal exposure to alcohol, nicotine, caffeine and other drugs.

Debra Bendell, Ph.D.
Department of Psychology and Behavioral Sciences
University of Oklahoma Health Sciences Center

Oklahoma City, Oklahoma c Y
gl
To complete follow up examination of children who have“ei'perien';ed x‘i;
new born crises such as asphyxia and brain bleeding, and were eval- s
uated for possible predictors of SIDS, developmental delays and k
other adverse long term outcomes. &at;é*::
Lewis T. Lipsitt, Ph.D. e
L5
Department of Psychology e
Brown University (dv‘fa‘%

Providence, Rhode Island PR
)
NATIONAL CENTER FOR THE PREVENTION OF SIDS: SIDS-related Research “;3
oA
‘,};‘é
1) 1In‘tiation of a national medicel examiners' network for the 4

-
2 ST

purpose of collecting ideal control cases (e.g., accidental
deaths of normal infants) for use in SIDS research studies
everywhere. Because this material is almost impossible to
obtain in numbers sufficient for statistically wsignificant
results, it is every researcher's problenm.

Alfred Steinschneider, M.D.
American SIDS Institute
Atlanta, Georgia
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3)

6)

ERIC

. . &

»

24

RESEARCH APPROVED & FUNDED BY THE NATIONAL SIDS FOUNDATION

SIDS Kecurrence Risk Estimation -

Donald Peterson, M.D, 1983 £f
School of Public Health

University of Washington

Seattle, Washington o
A Quantitativa yorpholbgic & Neurochemical Study of the Brainstem
in SIDS .

Hainah Kinney, M.D, 1984 ff
Department of Neurosciences
Children's Hospital Medical Center
Boston, Messachusetts

’

Can’ Breinstem Deficits Explain Risk for SIDS?

Joan Hodgman, M.D. 1984 £f
Toke Hoppenbr arers, Ph.D.

Los Angeles County/USC Medical Center

Los Angeles, Califomia_ 90033

Investigaticn of SIDS: Analysis of Brainstem Lipids, Lipid Specific
Enzymes & Their Relationship to SIDS

William T, Lowry, Ph.D. 1984 ff
Southwestern Medical School

University of Texas

Dallas, Texas

Surfactant & the Pozsibility of its Relationship to the Pathogenesis
of SIDS

T. Allen Merritt, M.D. 1984 ff
Division of Meonatal Medicine

University Hospital

University of Califoria at San Diego

San Diego, Califor.ia

Rol~ of Endorphin in SIDS

Dennis W. Neilson, M.D, 1983 ff
James K. Wamsley, Ph.D.

John Wallace Graham, M.D.

College of Medicine

Medical Center

Unfversity of Utah

Salt Lake City, Utah
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Further Invectigation of the Physiological Significance of the
Increased Tissue Lead levels Found in SIDS & Comparison of the
Epidemiology of in utero Lead Exposure to the Epidemiology of SIDS

Laura L. Hillman, M.D. 1982 ff
Marilyn M, Erickson, Ph.D.

Division of Neonatology

Department of Pediatrics

Washington Ukiversity School of Medicine

St. Louis, Missouri .

Assessment of the Value of Longitudinal Brainstem Auditory Evoked
Potentials in Identifying Infants at Risk for SIDS & in Monitoring
Those Identified as Being at High Risk

James J. Stockard, M.D., Ph.D.

Doris A. Trauner, M.D.

Ronald Coen, M,D.

Departments of Neurosciences & Pediatrics
School of Medicine

University of California at Sar Diego
San Diego, California

1982 ff

Endorphins & the Regulation of Respiration

Immanuvela Moss, M.D.

Pediatric Pulmonary Division
Albert Einstein College of Medicine
Yeshiva University

Bronx, New York

1981 ff
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‘Mr. GARciA. Thank you very much, Dr. Dapena.
We have been joined by Mr. Monson of Utah.
Dr. Mandell. ,

STATEMENT OF FREDERICK MANDELL, M.D., CLINICAL ASSOCI-

ATE PROFESSOR OF PEDIATRICS, HARVARD UNIVERSITY, VICE

CHAIRMAF,‘ NATIONAL SIDS FOUNDATION o )
Dr. MANDELL. Thank you, Mr. Chairman.°I' am Frederick Man-

0

dell. I am a children’s doctor. I am the vice chairman of the Na- .’

tional Sudden Infant Death Syndrome. Foundation snd I am'an as-
sociate clinical prufessor of pediatrics-at-Harvard (Medical ‘School.
Over the course of the last some f’em I guess.Ivhave met with
about 5-600 families, all having lost children to:sudden infant
death syndrome. ’ Y e G SRR SR

I think I would like to tell you that in October of:1974.a:physi-
cian was asked to address a small group of parents whose Children
died suddenly and unexpectedly. The physician that night ‘under-
stood the anguish of young parents whose lives were shattered by
the tragic sudden loss of their-infants. He learned tha, the medical
community cared very little about the fate of these families, that
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they were left to fend for themselves after the most tragic loss of - . i

their existence, and because of that there was a special loneliness
about these parents. :

He learned of the taboo about talking about infants who die. He

learned of accusations by family and friends, that in some way -

these parents were to blame for the child’s death. That physician
learned that in spite of the progressing technology, there was still
a mystique, a shrouding of the sudden infan’ death syndrome:.

nis s what the physiciar learned, but ‘what he heard were

echos from young parents, yo athers and mothers, echos just
like the echos of your children, Mr. Ckairman, echos which called
out “Why did my baby die? Why did my baby die?”

That physician was me. I have subsequently learned why the
sudden infant death syndrome is unicue in the stpectmm of pediat-
ric disease. It is so because of the duvastation of family, of profes-
sional availability, and of self. There are siblings whose big brother
or big sister roles are suddenly terminated by the death of their
new family memoer. Children do not know that other children can
die. The role of the older sibling is lost and there is a void of devel-
opmental opportunity. ,

There are new fathers who have accommodated to the experience
of fatherhood, reshaping their world and altering the images of
themselves, their wives and their children. Between the father and
the child there tran'lggired communicaticn from the deepest parts of
both participants. The crisis evoked by the affects of the sudden,
}lnexpfec'oeg shattering of that linkage between fathers and infants
is profound.

Bhysicians themselves—and I am sure Dr. Rowland knows—
report that this kind of unexpected loss is soul-searching, with feel-
ings of self doubt, of guilt. They report that their responses to
family are often intertwined with fear of blame, with fear of their
own intellectual inability to provide for themselves an adequate ex-
planation.
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P There are few events that so touch the heart as the passing of an
i s infant in our practice. For pediatric health professionuls, death is
3 not a visible part of routine practice. In- -spite of the newgslty for
i competence aud sensitivity during this tragic experience, formal

. preparation for this kind of support is nonenstent Carmg physi- , "%
3, cians are saddened, stunned, and sometlmes perplexed and yet 5L
- almost all are still mthouteducatxonal P e%:a aow

Za, For parents who have lost a child;:the d iof1"t0 have another is

> difficult. It is this death that'lias the greatestinfluence on the new

. child. Parents are deeply plagued by the possibility - of losmg an-

’ other child. Parents require special care as they compare pregnan-

v cies, dehvenes, and environments. When a child-is born, the siibée-:

" quent child is instantly compared w1th .ahd lives i m the shadow of

5 the dead child. -

These distinct conditions test the sensltlvxtxes a.nd perceptlonsﬁof oo
the health professional. The supportive role of understandihg .. .t
human beings—be it parents or professmnals——hélp mxﬁgate the
emotions of family pain and the anguish of a: chlld dying.

The long-term effects of this wrenchmg and traumatic expenence
are not known. A father once asked, “What happens to the parent
Whﬁn"!le is no longer able to hold a child in his arms and see her
smile?”

For me to have to appear here is both a happy and a sdd occa-

T
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sion. I am happy to represent the National Sudden Infant Death‘ 25
Syndrome Foundation, courageous parents, and my professional iz
coileagues. I am sad to have to continue to seek the vital and nec- b
essary support for Samilies, for professionals, for research. Iam R
also sad to have to continue to speak about the Sudden Infant b
Death Syndrome. S
You see, when I walk into a meeting today, I still hear the echo. g
But the echo comes from meetings in every part of this country, 5
from every lifestyle, and from the closci.ess of every culture. The G
echo is, “Why did my baby die? Why did my baby die?” o “s;
Thank you. o "'VE:
Mr. Garcia. Dr. Catz. il
STATEMENT OF CHARLOTTE 8. CA1Z, M.D., CHIEF, PREGNANCY L+
AND PERINATOLOGY BRANCH, CENTER FOR RESEARCH FOR ».31’;
MOTHERS AND CHILDREN, NATIONAL INSTITUTE OF CHILD :»"fé,?
HEALTH AND HUMAN DEVEOPMENT, NATIONAL INSTITUTES X
OF HEALTH 3
Dr. Catz. Mr. Chairman, I am Dr. Charlotte Catz, and I am the &

X Chief of the Pregnancy and Permatolo Branch at the National %
Institutes of Health. I am accompanied by Miss Geraldine Norris, &
who is the Director of the National SIDS Program of the Division L
of Maternal and Child Health at the Health Resources and Serv- g
ices Zdministration. e
Mr. Garcia. If you would excuse me, Dr. Catz, I would just hke i3
to let everybody know that Congressman Alan Wheat of Misscuri 4
has joined us as well. %
Dr. Catz. I have submitted pretty long testlmony but I will not ,%
go through it. It's for the record. I will try to summarize and high- 8
33
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- light some of the aspects of the program of research that the Feder-
% al Government supports. . - E )
i Mr. GArciA. What we will do,Dr. Catz; is take your written testi-

,» mony aud enter it in its-entirety into the record. ; - ' y%é
@& Dr. Carz. Thank you. . A S T s
: Well, there is a historical component:which we thought would be., , i

¢ of interest, but what I want fo highlightiis that the, NICHD,pro-. . ‘54
R gram objectives are the following:) we want-to. expand the,ba"se of N%a:
DES

N knowledge of the SIDS and we want.to:understand,the causes un- 3
derlying the mechanisms of the syndrome. We-want to identify-in: 423
fants who are at risk of'becoming victims,.and we.want to explore,. . #i:
3 if any, preventive approaches that can be taken, We wantto ascer- . i
¢ tain, by the epiaemiolg%alﬂsbamctemti@*dfstha  childnot-only  zi
¢ before but also after birth, to clarify the relationsbip between higg - R
¢ risk pregnancy, high risk infancy in SIDS. We want to search for . -5
SIDS-specific lesions and we want to.elucidate, as everybody, has ** i
F highlighted-at this:table, the impact.of the:sudden and unexpected - §§E
I death not only ‘on_the parents and the:siblings, and extended..
% family, but also on others in the community. . -, «ss 2 -
4 Dr. Valdes-Dapena has summarized some of the important find-
ings of the very large epidemiological study, that we have support-._
! ed. The only thing I want to highlight are cer.ain’c ristics of
i th&t Child. . % [ o, v - N FEPERY
i We know the peak incidence is betweeen the second und fourth
) months of life. We know that deaths occurs mainly during winter.
- months, althcugh as a group they are not exclusive; that nearly 60
percent of all SIDS deaths involve male infants, independent of
race; that ovérall, they are low birth weight infants; that the mate- 7‘&3
rial age, as was highlighted before, is important, occurring more in b
teenage mothers; that black infan{s are, nearly. three times as o5
likely as nonblack infants to be 4 SIDS victim. That,is the only o
ethnic difference that we have found. Hlslgfgm , Asians, and whites L
g are all within the same incidence of SIDS, That is an important, o
consideration. . ’ s
The education of the mother is also important, as has been men- By
tioned, the smoking, the care that they received. One of the good i
news, if we can talk about good news, is the fact that the relation- -
ship that was thought that existed between a routine vaccination ¢
for the child and the occurrence of SIDS did not hold true once 4
that completed study was evaluated. That is.important. 3
One of the fallbacks of that big important stucy, the epidemiolog- &
ical study, was that there is a pathologic atlas that is being devel- R
oped that will be of great use around the country for the proper B
diagnosis of the problem. An archive of tissues of SIDS victims has i
also been established and can be used by any researcher around i
the world for any idea that they might have'in that respect. ~%
The positive things that Dr. Valdes-Dapena has presented are ¥
real, they are there. We aiso work under very difficult conditions “
in the sense that we have to rule out—instead of studying a dis- Q
ease, we start with an event. We don’t start with a sick child that .
we can identify. We have looked at infertion. Now, for instance, we 2
) know that a small number of those children had infant botulism %
’ which wasn’t known before. It’s a small number, but it's a small 4
(4] 8
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number on which we can put some pride that the study had been
done and it's continuing.

We had also locked at the physiology of that child in order to un-
derstand what happens. Obviously, the child that is born ,can ., 7%
breathe, have a heart function, can eat, can:sleep and can coordi-%, ;=
nate that. But how do-they do.it? We have learned’a"lot-through "5¢
the program of high risk infancy about the normal.development of - %@3
those children which, is fundamental and of high priority to under
stand what inight be abnormal..:d. * e s TN+ CER o g
The relationsg{):betvjeen apned-—that is; the.cessation of breath-s -
ing—during small peritds of time which ,might,‘orf might-not-be ré- 7y
lated to SIDS still has to be determined. But’it is an important #%
area of study that is continting.today. -: " "~ L TR .o, a

We know that some of the studies have necessarily had to look at ,fggz‘?
the infants that are consideredat risk, which”are siblings of SIDS' el
victims already, children that we have identified-at high risk for &%
the epidemiological study. That is the importance of that study, to “ =%
give us leads into where to direct our resesrch. KRR R

There has been a lot of talk about monitors, and we are'planning
what we call-a consensus development conference for Sepember of .
1986, in which a panel of participants who are already starting to
work now will exarnine all of the available data and not only try to
make some sense about what the meaning of that data is, but also
lead into what are the next questions that have to be examined
and supported. ‘ N

As I said, we know that all these functions have to be sjnchro-
nized. Dr. Valdes-Dapena has mentioned that we a y are
moving into the direction of neurosciences. We know of the pathol-
ogy found in the brainstem. There is anothér resezrcher that we
are supporting in animal models in which small ‘amounts of de-
creased oxygen availability was reduced and found the acidity or
alkalinity surrounding the brainstem was different. This is a very
important lead that is being pursued quite actively. So we are look-
ing at the central nervous system and we are really issuing very
soon—it’s ready to be issued—a request for applications to stimu- k
late good researchers in the neurosciences to start thinking.about, . &2
sudden infant death and not necessarily on oth r aspects of neuro-
sciences that are as important but could not deny this importance.

So we do feel that there i8 a certain immaturity, quote-unquote,
whatever that term means, in regard to the healt of that infant,
and that all the research that the National Institues of Health is
supporting in regard to high risk infancy aad high risk pregnan-
cy—although it has been designated by Congress in the amend-
ment act of 1974—has generally related to SIDS, but ac*uaily they
are very directed to SIDS, directly related to SIDS, although they
are not classified as such. Therefore, when mention has been made
that there is a decrease in fuads available for direciiy related re- £
search to SIDS, we really have to consider the whole amount that
is being put into thuse different aspects. If we look at the bottom
line from 1980 to now, there has been a constant.and even a pro-
gressively slight increase of fundr, around $17 million a year.

Now, obviously it has been said at this table that the problem is
not only the medical-physiological aspect= but the tragedy of the
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_St“IDS deaths have been well explained and I don’t have to go int

1 -

In order to help the families of victime to understand SIDS and
cope with their feelings about the deaths, and to assist the profes-
sionals, the SIDS Act of 1974 directed.the Division of Maternal and
Child Health of the Health Resources and Services Administration
to support the SIDS.Counseling: and Inforination P : The
services provided by this: \m were consolidated in 1981 in the
Mate, and Clni d Health[MCH):block ;grant:Each State &s-

sumed the responsibility toidevelop-its‘own:

e

- N -, At ey ik Y o w R e
EVI S T W I - & LTk N ,Jz{@ NN O
: G ‘n%’f'%‘:: gt S, Keaiast

MCH Program, ‘estab- _

ing priorities axidiallocating funds sccordingly -, 5~ . . -
So far, almostm ‘State. vrepoggs,{using&g,;mrﬁon\sbf»its;.block .

" grant to provide -related services. There is:also. support.of re-

search that is related.to services and thost other. aspactsithat. relat.
ed t education. Thers;is, for instance, by the. American SIDS ITnsti-
tute in Atlanta, GA; a grogram to eévaluate the significance of:cer-
taixisigggwhi mayil ing down,of;the heart rate, or brady

rolonged apnea, or a slowing down,of the rate, or bradycar-
g.ia, and they are studying the siblings of SIDS victims! This is over
a 6-month period thaytl?&ose infants are studiéduvery caréfully.
The:,'halsﬁi:1 have prepated. éé i ﬁglpcgl that-is basqglﬁoné%%vaﬂg&le xl'le-f
searc dings regarding the c management of infants who
are at increased tisk for . . ‘ o

There are investigations in other universities looking at the
impact of the loss of a child and how cari one predict how parents
can successfully adapt to such a terrible loss.

e

L

=

entify intants’at risk, for episodes, either of -

There is a demonstration’ program in West Virginia which 'is es-.

tablishing a statewide system to identify infants who need closer
scrutiny and link them, to apropriate services. This will answer
questions about clinical management of thesé high-risk infauts. .

There is also a contract that supports a National SIDS Clearing-
house which provides information and educational materials to ev-
erybody that needs it. So we do have all those things, and plans are
in progress for a National SIDS conference, also to be held; in Sep-
tember of 1986, which will be a national forum for exchange of in-
formation, not only between the'public aiid privaie 6 nizations
but also with fa.miﬁes and éverybod§ involved Wwith -Tesearch.

So we have this broad array of research, démonstration; vervice
anu information activities of the Public Health Service which is fo-
?luscte: really on the elimination of SIDS and the pain that it in-

icts.

In addition to the NICHD there are other NIH institutes that are
involved—the Food £nd Drug Administration, the Centers for Dis-
ease Control, the National Center for Health Statistics, the Admin-
istration for Children, Youth snd Familics, and groups such as the
American Academy of Pediatrics, the National Sudden Infant
Death Syndrome Foundation, the Guild for Infant Survival and
the National Center for the Prevention of 3IDS. Working with the
Congress, and public and private agencies at all levels, we will con-
tinue this effort until we are successful.

hNorrisz and I can answer any questions that the members
may have.

e statement of Dr. Catz follows; also included are the re-
sponses to written questions:]
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Mr. Chairman end Menbers of the Subcommittecs end Select Committee:
1 an plessed to be here todey to provide informstion on the SIDS-releted
activities uf ths Public Heslth Service. I ¢m Dr. Charlotte 8. Catz, Chief of
the Pregnancy snd Perinstology Brench, Hstional Institute of Child Heslth snd
Human Development, NIH, which hss the responsidbility for Federsl SIDS
resesrch. 1 am eccompanied by Ms. Gereldite J. Norris, Director of the
Nationsl SIDS Program, Division of Maternsl snd Child Heelth, BRSA.
Mationsl Institutus of Heslth Activities
The Netional Institute of Child Heslth snd Himan Development (NICHD) is
the primsry focus et the Nstionsl Institutes of Haslth (NIE) for resesrch on
maternsl end child heslth. The main objective of resesrch supported by the X
NICHD is to ensure the birtl of heelthy bebies std their optimal development ‘«g
S
so that they can enjoy & productive snd heslthy sdulthood. Sudden infant ‘-"i_};g
) ?47?»“
desth tregizally ends this normal progression. gxg
%
e
Esch yesr, sn cstimated 7,000 infents in the United Ststes becoms the ".';%l:‘”
yoon
victim of crib desth or SIDS (Sudden Infant Death Syndrome), es it is called ,:“:r
L
todsy. -
The sudden, unexplsined desth of & bady is not & 20th century -
phenomenon. Gravestone inscriptions during the Middle Ages referred to such R
desths. S0 did the Biblz 2,000 yeers sgo in the passege "...end this wvomsn « A
e,
child died in the night becsuse she overleid it.” i
(%
The errozecous sssuzption of “overleying” or smothering of the baby by 2 1'
sleeping psrent lssted well into the 19th century. Then, in 1897, en
excellent peper describing the phenomenon of SIDS sppesred in the Edinburgh
Hedical Journsl. However, it was not until the 1940°s that systematic studies P
of the problem begsn. SIDS received s boost se sn odject of resesrch efter
the NICHD held tvo internstions] confsrences on the subject in 1963 and 1969.
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Aruitoxt provided by Eic:

~ on two fundsmentsl statements.

SIDS, s definition which continuss to be used today:

bsse of knowledge sbout the Sudden Infsnt Desth Syndrome:

£

Fo

3

;;: In ths esrly 1970's, the U.S. Congress hald its.first hesrings on the

;L problem. This intersst led to ths passage in 1374 of the "Sadden Infent Deoth
s Syndrome Act of 1974" (B.L. 93-270), givimg to the NICED thu waodste to lead

- the Fodarsl effort in SIDS resssrch and to the-Division of Maternal and Child
A Health ths responsibility for ths SIDS Counssling and Informstion Progran. '
. The scientists participsting in the sarly WICHD SIDS confersnces sgreed
At the 1963 conference, the ecientists agreed
that ths sge of desth (between 2 snd 5 montha) might be.s transiticnal period

vhan infsnt responses may changs from neonatal to more mature onas.

"ITbe sudden desth of
sny infant or young child, which is unexpectsd by history, and in which s

thorough postmortem exsminesi~ lails to demonstrsts an sdequsts csuss of

on ceses wvhers obvious fsctors contributing to Jeeth ere sbssnt.

infents st risk for bucoming victims; to explore preventive spproachss; to

sscertsin the epidemiologic charscteristics of the SIDS victim, the SIDS

specifically to

1969 conference, they schigeved s consensus regarding sn official definition of

dasth.” This definition has besn extremely usaful by focusing ths sttention

The WiCHD progrsms objsctives hevs bdeen end continus to be to expand the

understand the csuses snd underlying uechsnisms of the syndroece; to identify

fanily, snd the victia's environment, botb_bc!on snd eftsr birth; to clerify
the relstionship between high-risk pregnsncy, high-risk infsncy and SIDS; to
sesrch for SIDS-specific lesions; snd to elucidste the izpsct of s suddan and
unexpected 1nfant deeth on psrents, siblings, the extended faaily, snd others.
The NICHD hss hsd s long-stsnding interest in the epidemiology of SIDS in
the hope thst through understending the chsrscteristics of the "typicsl™ SIDS

victin snd of the environment surrounding thst infsnt, s cormon set of fsctors
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Say emergs that will help us to bettsr undsrstand SIDS &ad to identify fcs

potantisl victims.

“

Diring the past yeer, additional results of the NICHD Cooperative ’
Epideaiological Study of SIDS Risk Pactors — the largsst epllemlologicsl

ST rE SR e At b T

¢

study of SIDS evar undertsken — were analyred. The deta provids the

5
;» sclentific world with aa sxtensive, multidimensitnal profile of SIDS in
a
§ Averica.
"1“ By intervi.ving the families of 800 5:DS victime a.d of sows 1600 1lva
5. control {nfants, rasssrchers wvers sble to gather s weslth of data on family
‘ charscteristics such as sociceccaomic status, and patentel-agé, heslth and
< .
:‘: educstion, 2t well ss on the infant’s csm heslth, birth, 'snd esting and ¢
slesping habits. From drtafled comparfsns batween the familiss with and
vithout snfants who disd of SIDS, the following S1D5 profile marged:
1. Age and Other Charsctsristics: MNinsty perteat of the SIDS ’
dsaths occurred before the child vas six months old; 98 parcent died before :
their first birthday. The peak fncidence was found to be etwesn the gecond
and fourth months of sge. HMost victims died st home {n their cridbs, Jhe
frequency of SIUS desths vas grastest during the cold westher wonths. It was
also higher letveen 12 nidnight snd 3 s.a. than during other bours of the
dsy. In the smajority of cases, the SIDS baby was repaited to be well
uourished, wvell developed snd {n good heslth before desth. Multiple birth vas
i found to produce an incrcssed risk of SIDS: Such infants vere 2 1/2 tipes
. sore likely to die of SIDS.
: &%
: &
2. Sex: HNearly 60 percent of sll SIDS desths involved nsle gtg
infants, regardless of race. 3
3. Birthweight: Oversll, 24 percent of the infants wio died fros _:"’:.
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SIDS were low birth weight (weighed less than 5 1/2 pounds at “irth). Only

éz}!’e ’
E’;e 6.5 percent of the living controls were low birth weight. .
o,
& 4. Maternal Age and Birth Order: Overrll, 32 percent of the SIDS
3 ’ infants were born tc teensge aothers, compared to sbout 19 percent of control
‘ infants. Second or subsequent infants were found to be st 8 higher risk for
SIDS than first—born children, regardleas of the wother's age.
' S. Race: B'ack infants sre nearly three times as likely az
. nou-black infants to bz 8 SIDS victim.
6. Educstion: Approximstely 57 percent of the mothers of SIDS
’ infants had not completed high school; in the control group, only 35 percent
of the oothera had not finished high school. =
7. Maternal Smoking in Pregnancy: Approximately 70 percent of the
sothers of SIDS infanis swoked during their pregnancy, compared to sbout 40
g percent of the mothers of tho control infants.
8. Pedistric Care: SIDS infants were less 1likely to have had
regular pedistric checkups compared to the control infants. However, there
were no significant differences in the proportion of infants who made visits
to the pediatricisn becsuse of {llness among infants who died of SIDS and
those who Jid not.
9. Vsccination for Polio and Diphtheris/Pertussia/Tetsnus (DPT):
SIDS infanta were more likely not to have received either polio or DPT
vaccinations. This study clearly refuted earlier suggestions that there is &
correlstion between receiving DPT vaccinstions and SIDS. w3
R
In addition to providing rescarchers, phyaicisns, and fanilies with s ,,:;5
detailed profile of the SIDS infant, the NICHD Cooperstive Study of SIPS Risk ;
Factors is generating the production of s comprehensive SIDS Histopathology ;f
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Atlas, Since most pathologists do not see many SIDS cases during their
career, this atlss will be a vslusble resource to help them differentiate
between SIDS snd non-SIDS cases. ’

Also, an archive of preserved SIDS psthology tissues has been prepsred
vwith NICHD support by the Medicsl Examiner's Office in San Francisc?. The
Armed Forces Institute of Pathology has sgreed to house this tissue archive,
This archive is avsilable to scientists sround the world to use in their
tesearch., The availability of this unique resource is expected to encoursge
and facilitate research on SIDS,

Biovedical resesrch has been successful in ruling out several suspected
csugses of SIDS, auch as accidentsl cuffocuion.’ malnutrition or psrental
neglect, inhalatior. of formula after epitting up, allergy to cow's milk, or
the coamon cold or influenzs. It has not yet, however, been sble to 1d'enufy
the specific cause or causes of crib death, nor has it been adle to sccurately
predict which specific infsnts may die of SIDS.

Regearchers have also looked at the possible role of infection in SIDS
deuth. NICHD-supported scientists hsve been studying infectious sgents that
grow 1in the intestinal trsct and have been suspected of cauaing SIDS. 1In
infant botulisn, ingested spores of the bacterium Clostridium botulinum
multiply and produce their toxin in the baby’s intestine, which lacks the
adult's ability to fight infection. Once sbsorbed, the toxin resches motor
nerve endings and paralyzes respiratory nuscles, resulting in desth. Although
the investigators doing this work ultimately concluded that only a small
percentage of SIDS deaths could be attributed tc this agent, this work, in
additien to expanding our knowledge of fact.rs that influence toxin absorption

in infants, did lead to a procedure by which the time needed to diagncee
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infant botulism has been cut from four to tv.» days.

Much of the NICHD SIDS research progrein focuses on clarifying the

specific physiologic changes which may be ot importsnce in understanding SIDS

events.

bsse-line informstion on reapirstory, cardisc, sad neurophyaiologicsl

parameters in normal infants.

One area that has received much research attention is the possible role

of sleep apnes in SIDS.

X

{ceasation of breathing for st least 20 seconds or a briefer episode

sasocisted with slowed heart rate, bluish discoloration, or psllor, and

requiring resuscitation) as sn antecedent to desth.

To clarify the relstionship, if any, between apnes and SIDS, studies sre

To this end, the NICHD set up a wide-ranging program to generste

N

Earlier studies examined the role of:sleep apnes

delincating the normal development of the reapirstory control center in the

brain.

SIDS victims who are st increased risk for SIDS, showed thst high-risk infants

One group of studies .irried out in normsl infants and in siblings of

took longer to srouse from sleep when chsnges in their environment (minor

decreases in available oxygen) were instituted.

This resesrch reinforces earlier data indicsting that children at risk

for SIDS =- i.e., siblings of SIDS victims, premature babies, babies of

teenage mothers, and infents vho have frequent snd/or prolonged episddes of

spnea ~ shov disturb¢d brain wave activity and different sleep patterns from

other infants.

sn improved neonstal spnea monitor.

slarn, records the csuse of the alarm signal, including rcadings of sbnorusl

heart rate and breathing functionas.

The RICHD plans a consensus development confarence for September 29, 30

RICHD-supported research has contributed to the development of

This monitor, in sddirion to sounding an

il
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and October 1 of 1986 on “Infantile Apnea and Home Monitoring.” The

e

participants will try to reach a consensus on what is known about the relation

PR

e

P Sl
S

of neonatal and infant spnea to each other and to mortality (asapecially SIDS)

SRE

i u;d worbidity in infancy; the effectiveneas and safety of currently available

;‘?il‘ S hoze devices for detecting infant apnea; and what evidence there -a that home

.::: wonitoring is effective in preveating repeated episodea of spnea and, perhapa,

%; SIDS. The Institute nopes thet recommendations regarding the circumatances

;’«f'f‘* for the use of home apnea monitoring:in 1n£n;\cy will be clarified based on

®.,

gm findings from this conference. In sdditien, f-trthu" research needed on home

zi’ wonitoring for infsat apnea will be identified.

f_;‘ Although apnes or other defects in respiration hsve long been suspected

g“ of being implicated in SIDS, no specific link has been found. Recently,

j research emphasis has saifted from look.ag for aspecific defects in the control
of breathing toward the invastigation of prenatal development of the central

.

nervous system. Researchers are specifically cxploring how early central
nervoua gystem developzment relatea to maturation of circulsatory, reapiratory,
and neurologic functions. Synchronized ca.uration iz necesasry for the
infant's adaptation and survival in the environment outside of the woxb.

Results to-date include evidence of correlations between ciinical and

wrphological data that point to dysfunction of cespiratcry control as &

’ possible najor cause of SIDS. Fathology studies have ghown tisgue alterations

' in the lungs and the central nervous syaten, particulerly the brainatem of
SIDS victins. Other studies have confirmed the role of the brainstem in the

5 neurological activation of respiratfon, the modulation of breathing, and in
arousal fron sleep. Researchers are accuzulatirg evidence based on several
aninal models that SIDS victims have defects in one or more or these
functions. 1In addition, changes noted in tissues from anizal gtudies are
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consistent with those observed in human SIDS victims. This consistency
further strengthens the theory that SIDS is caused by a combination of
deficiences of certain functions in the infant leading to its faxl::re to adspt
to life outside of the womb.

Continued research is needed to further substantiate this theory and to

pinpoint the specific immaturities that sre implicated in SIDS. A Request for

3R

Graut Applications targetud at SIDS is now ready for release for funding

8

during this fiscsl year. We are particularly interested in stimulating SIDS

research related to central nervous system development and maturation, It {is

- aees ey

our hops that we will receive applications for research to follow up aome of

2N
If the prozising leads now svailable, and that findings from some of ocur previous
; studies will spark 2 new ides or theory for gscientists to investigste in order
to find the csuse or csuses of SIDS and to prevent this tragic mystery.
Health Resources and Services Administration Activities
Often coapounding the tregedy of a SIDS desth are the grief and resulting
feelings of guilt, frustration, and the 'wmpelling need to understand “Why?".
In addition, the fanilies of SINS victimg are sometimes the targets of
mrsunderstanding and accusations.
b In order to help the families of victims to understand SIDS and to cope
with their feelings about the deathe, and to assist professionals {n helping
fzmilies 23 they resolve their grief, the SIDS Act of 1974 dirscted the
Division of Haternzl snd Child Health of the Health Resources and Services
Aduinistration (HRSA) to support s SIDS Counseling and Information Progranm.
The services provided by this Program were consolidsted in FY 1981 within the
Maternal and Child Health (MCH) Block Grant. Esch state assumed the
responsibility to develop its own MCR program, estaplishing priorities snd
sllocating funds zccordirgly. Almost every stste reports using & portion of
#
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its block grant to provide SIDS-ralated services mainly for the classification
of unexpected infant desths; the certificstion of the cause of dea.th by
sutopay and other death investigstion methods; the pro'.-pt notificastion of ths
fenily of autopsy findings; aud the provision of counseling sad informacion
for families. Some sfforts srs directad towards public informstion snd
professionsl sducstion, collection and snalysis of dats, snd community
participation through sdvisory councila.

The MCH Block Grant Program suthorizes s sat-sside progran for projects
of regionsl and nationsl significance which sre sdninistared by ths Division
of MCH in HRSA. Ths findings or products rasulting from ressarch,
demonstration projacts, and ssrvics sctivities ray, in turn, be sdepted by ths
statas to improve the heslth atatus of SIDS victim familiss through improvad
services.

An ongoing research project cowducted by the American SIDS Institute in
Atlsnts, Georgis is evalusting the significance of certsin signs which nay
identify infants st risk for episodes of prolonged spnes or bradycardis
(sloved heart rate). Infants born to familiss who have suffered & previous
SIDS loss ars being tested. The study will detarmine the value of
messurements of respiratory instability obtainad during fssding and sleep, and
will sssess passive guscla tone during ths firat and fourth wesk of 1ife.
These infants will be monitored at home for a period of six montha to obtsin
sccorate documentation of sach episode of prolonged spnas or bradycardid. At
the requast of the Division of MCH, the American SIDS Institute 2180 racantly
provided & sec of guidelines, bssed on available vesearch findings, for ths
clinicsl managenent of infants st increased risk for S1D8.

Investigators at tha University of Michigen are sesking to determine the

psychosocial impact of the 1oss of an infant to SIDS, and to identify the
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3
predictors of successful adjustments to such & loss. Better undsrstending of .':;
thess paramastsrs will improve inutnc..‘u;o with §IDS pareats, end facilitsts ) Zs%
. . ‘-f;l A:
providing Jssistence spproprista to their Jpecific psychological needs. ‘\tﬁ

Pk
A demonstrstion program in Wast Virginis is ssZablishing s state-wids ' )

R
e

systen to identify infsnts who need clossr scrutiny and link them %0

Yo
s

A

spproprista ssrvicas. This program will alsc gsther prospactive data to help

isprovs surveillsncr., patisnt evaluations, follow-up, and parental suppoct,

72

particulsrly for teensgs mothers. This coordinated, multifaceted progrom will

k3
iy

%

snswer questions about the clinical managament of thess high risk infants.

“
%,

SH

.

A service,contrsct is supporting the National SIDS Claaringhousas which

2l S,
7 ka'“ i5
el

vas escsblished in 1980 to provide tnformation snd educationsl matarials on

SIDS to healih care profassionsls, community service personnel, S1DS parsnts,

and the general public. Sersices provided by the SIDS Claaringhouss include:

responding to public inquiriss and making referrals to local SIDS programs and "

psrent support groups; élsseminating current fact shests, bibliogrsphies and

!
2

S

referrsl lists; compiling an sutomsted database of current SIDS litsrature and S

.
SR

& comprehensive resource collection; and distrihuting the Information

g
A

Exchange, a quarterly publicstion which is s nstional forum for sharing

i. {.

a2
2

&
R

SIDS-related information.

&

In addition to continuing these clinicsl rssearch and service

A P

demonstrstion projects, plsns are in progress for & Nsticnal SIDS Conference

5,

to be held in September of 1986, This conference will provide a national

X

oSN,

foruas for the exchange of information betweer public and privste orgsnizations

and fauilies concerned with SIDS and its relsted issues.

Y

Mr. Chairmen, this brosd array of research, demonstration, service, and

inforzation sctivities of the Public Fealth Service is focused on the

R A v

eliminstion of SIDS snd the pain and suffering that it inflicts. In addition
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to the NICHD and the Division of NCH, these activities *encompass the efforts
of other NI# institutes, the Food and Drug Administretion, the Centers for
Disease Control, the National Center for Heelth Statiscics, the A;liniuntion
for Children, Youth and Fanilies, and groups such as t}; Americsn Academy of N
Pedietrics, tha National Sudden Infant Death Syndrome Foundation, the Guild
for Infent Survival, and the National Centar for the Prevantion of SIDS,
Working with the Congrass, and public and privete agencies at all lavals, we
shall continue this effort until we are successful.

This concludes my statement. Ms. Norris and I would de gle&d' to answsr
any qusstions that you might have.

December 26, 1985

The Honorable Robert Garcia

Chairman

Subcomnittee on Census and Population
Committee on Post Office and Civil Service
U.S. House of Representatives

Washington, D.C. 20515

Dear Mr. Garcia:

I have enclosed the responses to the two sets of follow-up questions from
the joint hearing on sudden infant death syndrome. I would be pleased to
provide any additional information which may be helpful to you.

Thank you for your leadership in the ef_fort to overcome this dread disorder.

Sj;lcere[y. ;

Charlotte Catz, M.D.

Chief, Fregnancy and Perinatology Branch
Center for Research for Motliers

and Children

National Institute of Child Health

and Human Development
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QUESTION I., 1. R
Y iR

Why ara teensgsrs more st risk to have infsuts who dia of SIDS? Why do ,,‘i,f

4 black infants have s highar risk of SIOS then non-black {nfants? N
. CL T

,\.
5 u;fs,;.

2

*

ANSWRR: . :

"

{
\

£
S

&:’e\ The ansvers to both parts of thia question significantly overlap, As & f ,

w4,
P34

5
£

3

group, tha bables of teenaga mothera have & graster number of heslth -

g
&1
i,

SR

problems such as low birthweight, which 1a the lesding cause of all

:
A
nANY

S,
e

perinstsl mortslity. Hsny adolescent mothers are black, disadvantagzd 2
econcnically, smoka, hsve less schooling, sud many do not receivz prenatal ’:2':43;
, care. Epidemiologic research has shown that all of these factora increise ‘S";%{%
the risk for SIDS. Therefore, both groups -- teensge wothers and bleck ‘iﬂ%
’ mothers —— present s grester concentration of known risk factors for SIDS. - 2‘:%%

v
{7

o It s izportant to recognize that reserrch efforts addressing ilssues in

’

tagh-risk pregnsncy, high-risk infancy, low birthweight, prematurity, .

5 '_;
R
Vvt
e i IV,

®
s

adolescent pregnarcies, and the development of risk-teking behaviers sll
contribute to the knowledge needed to understsnd the role these factors, =‘i"v;v%

either individuslly or conjointly, play in the causstion of SIDS. £
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QUESTION I., 2.

research? Is wore money needed?

R BT O

=

3~ ANSWER:

ig;f' Fo.l 144

,;‘}» The number of grants spprovad snd dollars axpended in SIDS specific rssesrch
:: since 1981 havs indeed dscreased, but this fact needs to be intarpreted in
i;i tsras of program sctivitiss. One factor ia the dscline in SIDS specific

?'"! -Tesearch funding between 1981 and 1984 was zhe completicn durfng thia perfod
; ‘of the NICHD Cooparstive Epidsniologic Study of SIDS Risk Tactors, the

:f:(}' -largest spidemiologic study of SIDS aver conducted. This multi-center study
* funded by contrscts sccounted for & aubstauntisl psrt of thx SIDS specific

; funding from 1979 to 1982, The subsequant complstion of the initisl

& ausly 28 of that study, combined with a SIDS rssearch plsnning workshop the

NICHD held laat year, provided new leads for the sciec>ific community to

Aren

pursue. This is reflected both in the increass in SIDS specific funding in

FY 1985 to $1.074 nillfon, end the 1 of & Reg for Grant

Applications (RFA) on SIDS by the NICHD in FY 1986 to atimulate submission

of more research proposals.

The figures on SIDS resesrch are not reportad only as s single nunber (totsl
SI0S) but sleo as SIDS specific and SIDS general, tbe lattur encompassing
projects in High-Risk Prsgnancy and Bigh-Risk Infency research aress. The

suddivision into specific and general, mandated by the SIDS Amendmeuts of

| 50
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Can you sxplain the significant dscraase in monsy sllocsted to SIDS apecific
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1979 (P.L. 96-142), gives recognition to the cloae relstionship between SIDS
and high-rigk ststas sssocisted with pregnancy snd/or infancy. SIDS

specific grants sre limitad o those which address issues slready identified
as directly relsted either to mechsnisns responsidle for SIIES, or to vsrious

aspects of the SIDS victim, SIDS siblings snd/or parents.

The totsl SIDS budget figures from 1980 to 1984 have not shown s decreass in
support but s constsncy and, since 1982, s slow but steady tendency toward
higher expanditurss, ..ac amounts sre: PFY 1989 -~ $16,896,000; FY 1981 -
$18,766,000; FY 1982 - $16,465,000; FY 1983 - $16,572,000; sod FY 1984 -
$17,184,000. The prelinminsry figure for 1985 1s §17,845,000.

The quantity and quality of spplications received vary and explain the

obzerved fluctuationr in funding. The present budgst can sccommodste

current propossls, and the NICHD SIDS program has not been limited by tne

aveilsdility of funds,
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QUESTION 1., 3.

Are you currently supporting SIDS-related sctivities through SPRANS (Spectal
Projects of Regional and Hational Signiffcance)?

ANSWER:
Yes, the Diviston of Maternal and Child Health (DMCH) currently fs
supporting $IDS-related activitfes thrcugh SPRANS. During Fiscsl Year 198s,

the followiny activities were supported by DMCH:

Research Grants

1. Project: Identiffcation of Risk for Stblings

ERI

Aruitoxt provided by Eic:

Director:

Stete:

2. Project:

Director:

State:

of SIDS Victims

Alfred Stetnschnetder, M.D., Ph.D.

Georgle

SIDS Loss: Psycnosoctal Impact and

Predictors of Coping
~anille Wortwan, Ph.D.
Michigen

Demonstration Grents

1. Project:

Director:

State:

2. Project:

Directors: John Safalek, M.D.

State:
Contrects
1. Project,

Director:
State:

2. Project:
Director:
State:

3. Projact:

Director:
State:

West Virginte State-—wide SIDS Progran

David Myerberg, M.D.
Wast Virginta

Model Intsrvention for Survivors of
Sudden Desth of Children: Preventfon of

Abnormal Griaf

New Mexico

Nationel SIDS Clearinghouse
Janfce Berger
Virginta

SIDS Advisory Panal
None
Xone

SIDS Planning Group for Mational
Conference tn 1986

Nooe

Hone

52

Amovat: $111,432

Amount: $114,082

Amount:  $177,880

& Beverly White, R.N. NM.S.

Awmount: §113,522

Amount: §147,288

Amount: $ 5,259

Amcunt: § 3,086

$672,549

FEE, SOCw A 93
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e QUESTION L., 4. s
7N ey
3 &
i,:_ Is recearch wn SIDS s priority st the Nstfonsl Institute of Child Heslth and :
s{_‘*‘ Humen Develo)>ment?
ks

ANSWER:

TN
¥ L T

Yes, SIDS research has been for nsny yesrs, snd continues to be, s priority

st the Nstional Institute of Child Heslth and Human Davelopment (NICHD).

R
1y

S
g
Fa

The ZICHD SIDS recesrch progrsm begsn with ths founding of the Iatitute 4n
1963, From s modsst begianing, ths prograa grew by 1974 fato s major

priority research progrsu. This is evldgnced by ths fact that the

percentage of approved grsats snd contracts which are funded in the sres of

Laa
?A SIDS has consistently exceeded the psrcentsgs for the Institute oversll.
:;Ea
- QUESTION 1., 5.
N Oue of the witnesses criticized in her testimony the resesrch at the HICHD,
She states that the majority of the Institute’s resesrch dollsrs has gone to
R developing apnes monitors. Is that s coTrect ststement?
;F ARSWER:
p No, thia is not correct. Tht resesrch expeaditures of the NICHD SIDS
' prog ta cover s Wwide ypectrum of interrélated sress. These include, smong
others, the role of infections ss a cause of SIDS; the control of bresthing
’ and breathing patterazs in newborns and infsnts at risk; the pattern of hesrt
rste in bigh risk {nfants; the orgsnizstion of 3leep states; and the
prenstal developoent of the central nervous systen. Using the Samall " i 3
Busineae Ianovation Research Progran established by Congress, the Institute, ,‘:f
f for the first ti.e {n FY 1985, funded one project to develop an improved, ’ t;’z
- low-co.t, eensitive apnee nonitor. This one project, which amounts to oanly ;;.‘;

- 3X of the FY 1985 NICHD totel SIDS resesrch expenditury, is s small but

-

% coppeny

izportant psrt of the effort to prevent SIDS desths.
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QUESTION 1., 6.

Nov that the Institute hss completed fts {n-depth epideaiological study of
SIDS risk factors, how are the findings of this study being used? Have

cdditfonal studies begun as & result of the conclusfons drswn froa the
epideaiologicsl resesrch?

ANSWER:

The NICHD Cooperstive Eptdeniological Study of SIDS Risk Factors has

completed both the data collection phase snd an analysis of half of the dsta

on the 800 SIDS vict{ms and 1,600 {nfant controls. The final an: yses of
the totsl data set are continuing &t this tine. Analysis of the first half
of the dsta wss planned {n order to identify any new leads which could be
zore specifically pursued during the snalysys of the aecond hslf of the
data. Once the final anslyses are finished, the results will be nsde
svailable to the scientific comunity. A preliminary suggestion of this and
other studies is that SIDS infants may be different {n their central nervous
Systea nsturation. This preliminsry finding points to the possibility of
sbnormalities in the brsinstes of SIDS victies. This lead is baing pursued
by the NICHD through the support of a grant to systezstically exazine the
brsinstens of SILS victims. In addition, the NICHD {s issuing & Requesr for

Grant Applications (RFA) which tdentiffes prenatal nervous systea

development as a particular focus for research on SIDS.

QUESTION 1., 7.

Are the csuses of SIDS different for different SIDS victims?

ANSWER:

Unfortunstely, the cause, or causes, of SIDS are not yet known. The
evidence obtained to date indicstes that SIDS 3y result from & variety of
causes. Consequently, the NICHD supports a wide range of studies classified

not only as SIDS specific but also SIDS general, vhich enconpasses projects

fo High-Risk Pregnancy snd High-Risk Infancy.
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QUESTION 1., 8.

v
You've mentioned in your testimony that through research SIDS infants have

been found to be not as "normal™ as they werc once thought to be-but’ that ) . ;-cf’v.ﬁfg
there are some distincticns between normal infants and SIDS infsnts. Would - 1;%
it be possible to see such distinctf{ons it time to prevent SIDS? If 80, i ?{{
how? R X
, : YRR
ANSUER: . R "é
':»'fs,u?ikf::
The recognition thet SIDS victims are not az “normal™ as thiy were once \ IRERE

thought to be {3 the result of retrospective inquiries. Parents, when

asked, sometimea do recognize differences between their SIDS vierim child

and their other chitdcen. However, theae differances in behavior, growth

pattern, cry, etc., were not identifled before death. Some are very subtle .
and fall within normal and expected variations, with no specific patterns ) i
comon to all victims. It is hoped that etudies will eventually

prospectiveiy identify potential victims, making it possible to prevent SIDS

desths,

3/
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QUESTION 1., 1. W;a

How nuch money was awarded fn the NICHD research grants and contracts for 3,':1'.'3

§1DS primary reaearch ir earh of the years 1980-19857 How much will be
rzwsrded in FY 19867

\’ - ]
oy At

R

%

ANSHER:

LINY,

The NICHD SIDS primary researca grsnts and contracta for the years 1980

o,
ForURy

through 1985 were fundsd in the following amouuts: FY 1980 - $2,7C4,000; FY
{981 - §3,368,000; FY 1982 - $2,763,000; FY 1983 - $1,780,000; FY 1984 -
$657,000; FY 1985 {preliminary) - $1,074,003, The SIDS primary amount in

the President's Budgez for the NICHD in FY 1986 is $!,000,0G0.
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QUESTION II., 2.

Please 1ist the SIDS primary research projects funded by the NICHD in FY
1985, xith descriptions and amounts awarded. '

.

ANSWERs
SUMMARIES OF SIDS PRIMARY RESEARCH PROJECTS, FY 1985

5 ROl 08693 12 Infection Enhancerent - An Experfmental Model of SIDS
Morens, David N.
University of Hewaid at Manda
Honolutu, Hawaii $144,215

- 3
This study deals with the possibility that cnhanced infection results in
enhanced disease. Specifically, it proposes to investigate the mediation of
viral infection by non-neutralizing antibody. This infection of mononuclear
phagocytes by dengue virus ia the prototype for this phenomenon. The
ultimate research goal 1s to identify effector mechenismzs in dengue disease
and to evaluate analogous immunopathciogical mechanisms and :ffectors which
night be responsible for triggering sudden infent death syndrome.

’

5 RO1 10993 0%.  Control of Breathing in Recovery from Apnea

Thazh, Bradley T.

Washingcon University

University City, Missourd $124,483

This research concerns the physiologic mechanisms involved in initiation and
recovery from apneic spells. Special emphasis is given for apnea associated
with upper airvay obstruction. The investigators plan to study mechanical
and neuromuscular factors relevant to pharyngeal airway naintenance in
anesthetized living and dead animals and to evaluate pharyngeal airway
compliance. These studies are relevant to the maturation and development of
respiratory ,ntrol ir man and tc the clinical syndromes of Pierre Robin
syndrouwe, &, nea of prematurity, sleep obstructive apnea and gudden infant
death gyndrome.

2 RO1 15736 0Q4Al Endorphins, Sleep and Maturation of Hypoxic Response
Haddad, Gabriel G.

(olumbia University

New York, New York $185,168

Thig project deals with the role of endorphins in ventilatory and
cardiovascular control at rest and during gtress (e.g., hypoxia) as a
function of age and state of consciousness in unanesthetized chronicsally
instrucented ycung and adult animals. This research is of particular
relevance to the understanding of “he pathogenesis of sudden infant death
syndrome. This research will provide nevw and important data on the
relationship of the state of consciousness, cardiorespiratory control and

oxygen consumption to blood and cerebrospinal fluid endorphin levels after
wilk feeding.
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2 Re4 18534 02 Low-Cost Motion-Sensitive Apaes Monitor .
Walls, Jamss A. ‘
Biodyne . »
Orenge, Connecticut R $497,000

™ . .
This projact desls with the coutinued davelopment of & low-cost, .
disphragnatic motion-sensitive spnea monitor that 1a portable and easy to
use. Laboratory and clinfcal evalustions have vaiidated the technologicsl
fsasibility for possible use in infants designated as near-miss or siblings
of SIDS victims who qualify for wonitoring.

. g L s
1 %01 20909 01  Oscillapory Patterns of Braathing and Hesrt Rate in SIDS ,
Waggmaer, Thomss 3.
New 2ngland Medical Center Eospital e & s e
Boston, Massachusetts - $69,981
- ot e .

The goal of this research 1s to determine whether analysis of oscillatory
pattern. iu rsspirstion and hesrt Tate can identify fofants st risk to die
of the sudden tafant deatl syndrowe. ~Becsuse oscillatory patterns underlie
spnea and hypoventilatory events, analysis - “hese patterrs, rather. than .
tsbulaticn of numbars of apneas »r percer” (ims spnsic, =y identify
sbnormalities associsted with,SIDS. The auslysis covers a wide range of
oscillatory phenomeaa including the charsctorization of the patteras as well
2s the frequency of their occurrence.

[

5 Y04 004”5 04 Control of Bresthing in Newborna

Lawson, F+ward E.

Univers of North Carolina

Chapel Hi1ll, North Carolins .. Lo $53,443 .

The objectives of this research are (1) to demonstrate the existence of 2 .,
central mechaniam which medistes the traunsient respiratory respense to .
hypoxia of newborns; (2) xo further chsracterize the long-acting central
inhibitory mechanism sctivaled by superior laryrgeal nerve stimulation; and
(3) to study the effects of hypoxis on metabolism of central
neurottransmitters related to control of breathing.

QUESTIVN II., 3. ' ' . -

How many grunt applicatfons in SIDS primary or secondary resesrch wers
approved but unfunded in FY 19857 How much would 1t cost to fund these
projects? ' ’

ARSWER:

O

ERIC

Aruitoxt provided by Eic:

In FY 1985 there were five approved but unfunded SIDS primery grant
spplications. Funding for these unfunded SIDS primsry spplications would
total $405,474. There were 29 approvad but unfinded SIDS secondery grant
apptications in FY 1985. The cost of funding these 29 unfunded applications
would tot.l $3,103,171. i It ghould be noted, however, that the peer review
priority scores for these applications were siynificantly below the
Institute's payline. In other word:, these applications were not judged to

e of high scientific value.
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QUESTION 1X., 4.

._
VPR
a.:":y. o

e Givan vhat we know about SIDS risk fsctors sud promising resesrch areas -—- "gg
R - ecpecislly {n light of findings from the 7-yesr XICHD cooperstive study — o
e vhat srs MICHD'S prioritias in the sward of grants and contracts over the ¥§
;‘ 5 next 5 years? What sre the focus aress for research in'the near future? ° 8
Wy - 4

¥ “r ) :f

P;» Yhile the NICHD will continue ta pursue 8 nusbar of significant lesds such v igy
é;‘: * s the role of {nfectfons, sleep patterns and apnes, hesit rate:: ~ {f?.,*;i';'
%‘g_' fluctustions, etc., a major den}op(ng nev hypothesis-is that 3IDS ol . :’”;2&*‘%
;S,h result from s failure not just of one organ system, but rather from a . °,§%
'giy, failure of the complex interplay of the Tegulatory systezs required’ to ‘eﬁ%
;’:, ssfntain 1ife., The developing brain with its specific centers is thc a.ru ) 7'7.'%
%ﬁ vhere the control of ufe-—wntun!ng fui:cu-m takes ?hu. Puture ressarch . 5' ‘ %ﬁ%%
%* utilising new concepta in neuroscience will addrase questicas regarding the ':’;j%y

2

,
.

i

pathogenesia of SIDS {n the context of the role of tha brainstes and other

central nervous system centers in the control of vital functions, Specific

=

+,
%

<O
i

:.
,-l‘('

sreas of interest include metabolic sctivity of brain and centrsl nervous

)
23R

/)
ik

syscten cells and tisgues; functionsl development of the blood-brain barrier

A
o
P

«ith regerd to both barrier snd carrfer functions; developmsnt of the

> &y"’

e
233

autonoaic nearvous systsa and its role in the regulation of vitsl functions;

.

snd the potentisl role of circadian rhythas endogenously genersted by s

,
y
A

i

.5; 7
-2 ;@%

“
ot
X

Ao
B,

multiple oscillator system and their relstionship to SIDS. An additfonsl

P

research objective is to develop an experimental animal model for SIDS,

4

&
As with sll bioaedical rescarch, thase expheses sre likely to shift &g new KL
knowledge {s developed. The NICHD {s pursuing these objectives now, and
vill continve to do so until breskthroughs are achieved or better

opportunities are discovered. :
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QUESTION I1., 5

[ 4] -
Aside fiom the NICHD grants and contracts, what other aources sre there,
vithin the federsl government or private sector, for SIDS primary research? °,
v B .

ANSWER:

X

- <

.

In the Publilc Health Service, vittuai,ly sll SIDS );rl-ry research is
supported by'the NICHD and the Division of Maternal sud Chuc; Health (DMCH) o .-
of the Health Resourcee and Setvices Adnlnhtration.. In the private sector
severel groups slso seek to provide gupport for SIDS primary rasearch.
These include:the National Sedden Infsnt Death Syndrome Foundstion, the
Guild for Infant Survival, and the Natlcr;al Center fo‘r' the Prevention of 3

SI0S. . . . ,

QUESTION I1., &

Of the research projects on hiéb-rhk p'resnancy snd high~risk infancy (and
other "bssic™ resesrch) currently funded by the NICHD, are there eny with
apecific &' * demonatrable iaplications for SIDS reseerch? N

ANSWER: . ) o

Until the csuse or csuses of SIDS are specifically ideatified, it is not
) .

possible to precisely identify grants with apecific fmplications for SIDS

esong those addressing warious {ssues within the high~rlsk pregnancy and LT
high-riek infancy categories. Based on our cufrent kncwledge, however,
ie obyiom that it would be beneficisl to SIDS research to clarify the
apecific role of the placenta for the well-being of the fetus, the role of
various maternal conditiona end traatments in rexn;d to.fe.tnl develop:ant_
and caturstion, as well as to gain an ucderstanding of the determinsnts and -
congequences of low birth weight, which are the objectl‘ven of uuy grants in
the high-risk preguancy category. Simflacly, SIDS vesearch is likely to be
sdvanced by iwproving our knowledge in areas of disorders of the newborn
such as infant infections, metebolic c;pabultin, t-unf:tiouul development of
various organ gyetems including the central natvous system, the devsloping
capabilities to adapt to a new environment, an'd the sbility to handle
nedications, whirh sre econg the objectives of high-risk infancy reaesrch.
These subjects sre all pertinent to our understending of developing fetuaes
and growing infsnts and the existence of vauou;eg}unhu to respond to
aultiple strecaes in their surroundings. Tha developoant of new knowledge

in these sreas of reaearch ia very likely to directly edvence our quest to

conquer SIDS.
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?,é; Mr. Garcia. Thank you very much, Dr. Catz. I guess you're
G working together as a team now. - . <L
N Just let me say that we have been joined:by my colleague from
Gl New York, Congresaman ‘Ted Weiss, - : oy

¥

SRR

¥

What L am going to do is open:it up to-questions at this point,
but I will not ask questions, As a credit to all of you, I would-like
you to know I ain de‘gply appreciative because so many Members of
Congress from all difterent sections and parts of the country have,
responded to this hearing today. 'So T think it is a.tribute to Con-
gress wanting to know more about-SIDS.”  *.x, - @ ¢ T W LT

R
a"*‘?%”

i

8 1 gin going to st§rt oy with my cglleaguefrom Callfo;plg,?: 5o %%*
: S {3 . ) - A L
3 Mr. Mriuer. Thank'you. " - ixﬁg

Dr. Catz, how do we know-what the. States are doing now? I” :
mean, how do we find out this information? c, L8

Dr. Carz. I will have to ask Ms. Notris, ivHo'isiﬁchargei— R
x‘ecl\g‘;-. MiLigr. We used to have reporting reqmrements, is that cor-;. =

Rtz },"éi“*?'“’?"‘v”f“:‘? %

Ms. Noreis. Yes. When the legislation was passed in 1974, da
collection was included as one of thé Tequirements ‘Since the;'gro-
gram has gone into block grants, the Association of State and Ter- )
nfant death syidsonse. s a poniersoang some dafa on sudden * "5

an syndrome. It’s a voliintary reporting system. A

Mr. Muez. Is it complete, for ‘all:the States?:-~, 45, . g

- Ms. Norgis. About 43-States reported information-last year. It

had to do with thé number'of cted cases of SIDS in States; the .
number of autopsies-done;’ and number of families counseled..
Not all States obviouslmpor@d. . L R

Mr. Mirizs. But it didn’t cover of what their expenditires might
be on other than family cotinseling? i- A

Ms. Norsis, -No, There was a GAO report completesi in 1984, and
then we did dn evaluation of the impact of block-grants on SIDS in
1983. Both. of those reports indicated that once the were
‘integrated into -the. larger masternal and child health program it
was difficult for States to inform-us exactly what amounts of funds

pope-erey

been expended on the.SIDS program.
Mr. Miixa. So-we don’t really know.
Ms. Nornis. That's correct. - .
Mr. Mnuixr. Dr. Valdes-Dapena, you mentioned in your testimo-
ny that research would bej’i'equire(i to develop pediatricians’. diag-
nostic capabilities- and .to. develop & plan for.SIDS prevention, 5
which I assume is related to-adequate maternal health, and for fur-
ther investigation of-the infant central nervous . ”
What is going on .at. NICHD to support these eiforts? You men- "
tioned one grant was cut in half. , I
Dr. Varozs-DaPENA. One grant was approved in October. The ap- 2
plication was for $300,000 for each of 8 years. It was funded at the 4
rate of half of that. I don’t know what im that cut of 50 o?er g
gggg will have on that program. It was undoubtedly the best of its 4
. - L%
I am not familiar with other neuroscience studies, except an- g

other one going on in that same laboratory. But that is the quality
and the kind of research that has got to get underway.

60
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Mr. Mirer, Let me ask you, with respect to the maternal, health 25
issues, what hap %ens to the mothers prior to the hirth of these. chxl i

dren? Is there a Federal plan being developéd to deal'with this? ° + - "5
Dr. VALDES-DAPENA. In & sense; the general-fiiids that-Dr; Catz ™ 5@%
referred 10 are touching on those’ very issues, the’ impact“of of low, e
birth weight, prematurity, smoking effecta: Infact*that is; tamgcg~ &
tial to the question. Those studies willthave some’impact: The N
not directed to SIDS but they’re genersl:and they-‘otch n»it ed S
Mr. Miize..On the, theory that‘"if’%’you «mpvove ihe 'geynde”reld
health of this %pulatmn-—— o8
Dr. VaLoEs- It probably, in aome ﬁr e’ way" th ye .
don’ t»understand is-going to improve: , L m:g‘f A
MnmSofwereduoethehke ooaofwb bi 1gh‘
balﬂ:?, we believe we might have some 1mpact on Smgzéhgldrgn,
ng : ”V\wt.‘, ?f :' -

b Vo purma Ipdimo b A 2 S0

we reduce smo iy mpt &34 diffing p
we think there might be some—so you're_Feally talking about | gen.
eral health characteristics of the mother during, the p fegnancy?
knDr VaLDEs-DAPENA. Yes; because those are, th nlx aqto %Y,

OW NOW.

Mr. Mg, You mertionied that»m evéry nphon the v1ctun3 are
thé children of those mothers that are ‘most deprived socially and
economically. That doesn’t mean that all SIDS deaths geeur in so-
cially and economically depnved farmhes, but that the ‘greater con-
centration is thére:

Dr. VaLprs-DAPENA. As Mrs, Garcla,mentloned, thls phenome~
non happens around the world. In ustralia, , for example, the
group that suffers the most are the Aborigines there re.

Mr. MirLER. Is that the greatest ;predictor then? .

Dr. VALDES-DAPENA. It cértainly is a risk factor; a big risk tactor
But the majority of babies who die like this are big, healthy, term
habies who com? from average families. It's just that the little tiny
baby who is born in the poor family has a much hlgher rigk of
being the victim.

Mr. Mmier, OK. I guess I'm missing somethmg here 5

Dr. VaLDES-DAPENA. The numbers, prematurity is not a factor ‘n
the majority of cases of sudden mfant death syndrome But prema-
ture babies have a big risk.

Mr. MrLrer. That goes back to whether or not, when the Federal
Government is making an effort in the general health of pregnant
women, we're going to capture the umverse of children likely to
succumb to SIDS.

Dr. VALpEs-DAPENA. We will influence 1t somewhat on those
numbers of babies who have pregnancies that aren’t great.

Mr. MiLLer. What can you say about the smoking correlation
that you brought up ip. your testimony?

Dr. ‘;ALDES-DAPENA ou mean to speculate on what s the asso-
ciation

Mr. MiLLer. Well, have we ruled out smoking? You state thay 70
percent of the mothers smoked in one case, and in the control
grgup the figure -vas 40 percent. What does that tell us, or not tell
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Dr. VALDES-DAPENA, That tells that that, in ways we don’t under- 2
stand, cigarette smoking has an adverse influence on the birth-and o

4

development of the unborn babK; That's as much as we know. How - ?**3;:
that works, we're' not sure, whether the smoke affects the blood -3 g
vessels that suppiy the wall.of the uterus and, therefore. supplies’ *‘g-
the baby’s oxygen lsunknown. * oo e g VS L FRA G, i
Mr. MriLeR. Are we doinig:any a ditional research-there? . 7, & 5
Dr."VALDES-DAPENA. ‘Not that. I'i awareof-» o fos DL L s
I}?Ir. Murer. We're. not doing miich research: atall on-this, are i
we . Do e S LRy R ot TR s
Dr. VALprs-DAPENA. Directly on target, only $600,000 wag*allot- - g%%%
te’g:f y alone was asking for

ted for last year; As'l indicated;'the one stui¢ !
$300,000:That would havé'been half of all there was; * - ~ .. :
Mr. Mirieg: So that's the total Federal effort for directly.related,, %3
targoted, SIDS related rogearch. -~ . - 1 .
Dr. VALDRS-DAPENA:Right now? " T PO - ¥
Mr. MuLes. And this other “catch ail” effort, which T support in;
terms of trying to iniproye the general health of ;Fregnant women. "
may or may-not spill over? Y . o
. VALDES-DAPENA. It probably will have some influence, but it -~
is not directly targeted on the subject. ~ ~ U s .
Mr. Miuier. You. indicated that. if the-Federal response was thie
same to other grant propoghls and researchers;who are.making an - -
effort in this area, as,it was'in this one casg,in ' looking at the""
brainstem, you thought that that would discourage good research-
ers from even making an effort—forget being turned down—but
from even making an effort. . ,
What is it we would need to do to encourage those talented %
people to participate? 4 ) 2 s )
Dr. VALDES-DAPENA. In 1981, theie was $3 nillion available for ¥ %
directly related research. Researchers need money to condiict these -
sophisticated studies. They’re not going'to apply if the know, .
there’s not that kind of money around for them to obtain. use
ap&lgrli{ng is a lot of work. It’s a tedious job. It’s almost like writing, .
a .

Mr. MiLter. Would the difference between $600,000 this year-and
$3 million be a significant difference in terms of getting people to

apBlty? .
. VALDES-DAPENA. Yes.

Mr. MiLLer. The $3 million, is that a realistic figure in terms of
the capabilities of people to conduct this research?

Dr. VALDES-DAPENA. Yes.

Mr. MiLrzr. Thank you.

s

DL e T g B
Sotth i SR IR

Mr. GARcIA. Mr. Coats. : ?g
Mr. Coats. Thank you. I would like to follow up on Chairman 2
Miller's questions because I'm really confused about this funding

for SIDS.

Dr. Dapens, you seem fo indicate here that the only amount of
money goin directly to SIDS-related research is about $600,000,
down from $3.4 million, Yet I have the report from the hearing of
the Subcommittee on Appropriations, La&?r, Health and Human
Services and related §ency appro;lxriations for 1986, It categorizes
Sudden Infant Death Syndrome ob igations for 1985 that go to the )
NICHD at $19.5 million, with $1.6 million going to the National In- 5

62 -
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f} stitute of Neurolo%cal and Commumcatrve Disorders and Stroke—

A, and I ap reciata that some of this is not directly related—with.an-
' other $100,000 gomg to the Natlonal Heart, Lung and Blood Instl

f; Some of t{ns moneltyh 1&3}31 ih ing. ¢ gelll&d f& r:c;earch ~that“~ £§
5 tty directly—even tho mlgh 10 e-itemed a8 a'SIDS  "5ed
o gmctxon——surely some of thig is té SIDS cfu jg’i
o maybe Dr. Catz is the one T sho 1d ask’ on this.” Could Your' anfy% < ‘;«4%
Lo o that for me? AN e ?f&y(‘iaﬁ-’{w!ﬁ H w_‘,éa J 'X:{ v;,‘y‘, v ww? TX
Ge Dr. Carz. There is confusxon J;‘hetdg*ﬁm on wasigiven’ y (Idn- bk
S gress. Actually what it means s tHa e résearch’co By E%
o gystem, that carries in the title SmS,ﬂWhabever or m* e“ajﬁxg pf s
4 IDS, will be triggered and picked Up . by thesystem’ Tk ;;%
However, there are many- ‘othlers in which the fbsearcher is. don;g Sas

very good work !ookmg at the development iof the: by ‘m, *for

o instance, and he doesn't realize that it’ mlghtbé ry' 11 related

i tn SIDS. It is our obligation to 1ook at that and ma]nng"éﬁaq bridge
hetween those . That is why we*feel 1t i8-8 betterfigure to_
really consider all o what we leam than just-those. dlfferences e

Now, the- definition of $3 million. specific .and"$600

that the six centers that we have.on that huge_é 1d’emmlog1eal* -
study came to an end or at the peak of ‘their- actmtles and:that is -

the fluctuation that exists in funding. Oné. of:the ways:df stifulat.

ing, we do have a plan. In1981 we had a 5-yeat: lanmwhxchfsre-a
searchers and other people came-in with a®p t'we felt would

be the appropiiate way to,address thosé patients. We will:be start-

ing now to'do an update, introducing - the new - research, rand
making the next goals*alor ~ the way. So in a way, 1t’s a very
ac%e, ongoing process.that ic contin

Coars. And where do you anutllnclg,,ate that SIDS w:lt ﬁt me ,

that new plan? ..

Dr. Carz. Oh, this is:a SIDS lan: It’saspemficSIDS lan.We
have 10 areas that have been identified to the Institute, and SIDS
is one ic. Within our branch, Sudden Infant. Deuth. Syndrome
is one of five top areas that we consider equivalent: .~ ~ - -

r. Coars. I'm ,wondering if any of the panelists can .identify
how much private research or university research, medical re-
sheaarch is currently 1!:emg colrllduMd Does the: SI;DS Eoundatgxlcén

ve any figures on how much private regearch is on outside
Government? We know we have Federal at some ?evmf that we're
not quite sure we can determine, either related or mdlrectly relat-
ed research. We had the (i uestion on the State involvement and I
should point out that the block grant, I think, Dz, Catz, is increased
by $100 million or so in this last fiscal year. Obviously, it’s not spe-
cifically related again and decisions have tn be made as to where
those dollars go.

Moving now to private regearch, can anyone give me some num
bers o‘;' res or studies, things that are going on in the pnvate
sector

Dr. VaLpes-DAPENA. I know about what the Foundatmn has
done. The National SIDS Foundatjon last year spent more. than
$100,000 of its own money on the pnvate support of research.
About $90,000 of that went to support the Harvard brainstem study
until such time as it could be taken over by NICHD.
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Mr. Coats. Was the brainstem study specifically SIDS?

Dr. VALbes-DAPENA. Yes. =~ - .

Mr. Coars. But ‘it wouldn't necessarily be contradictory to the
brainstem work ‘that’s being done through NICHD, even though
that doesni't show up as aspecific SIDS Iine item appropriation;

Dr; VALoes-DAPENA. Of course, they aré’ now supporting that

Project at $150,000 a year. ‘That's a big part of their support at the
ch.> >0 TN

present timé of the:brainstem Tesearch
Insaddition—— C e L . - b ’
Mr, Mizee. Would the gentlenman yield for just 1 second for e
clarification here? - v X
We have’ specific brainstem research that’s directed at—that's
looking for SIDS connections~-I'm cumbersome in my words—and
we have another brainstem study that may be related to— .
Dr. Carz. Most likely. related, yes. :
Mr. MiLier. Well, that's imiportant.

.:\;‘

Dr. Ca7z. Oh, yes; it is. We don’t know why those abnormalities

are seen by the pathologist. This is an in vivo animal stiidy which
might explain some of those thirgs, because obviously this is not.a
human investigation in which you cen put electrodes around the
brainstem and measure, you know——

Mr. MiLier. OK. Let me ask this question of both of you, and I
think this will help Congressman Coats and mygelf. - .

In a scientific determination, would you make the decision:that
both of those studies are SIDS-related, .one directly;and one indi-
rectly? Would 1i'ou make that decision of scientific determination?
I'm concerned he o as to whether the research is following the dis-
ease in thie inst nce, or whether you’re trying to squeeze some' re-
search under t! letter of the law that.says it has‘to be SIDS-di-
rected or SIDS-celated. I was trying to determine whether we're
complying with the wording of the law or with aporopriate scientif-
ic inquiry in developing research here. - E

Dr. VALDES DAPENA. The study being done at Harvard is. directly
related as being done on the brains of babies who died of SIDS.

Mr. MILLER. But is it accurate to suggest that this other research
is SIDS-related?

Dr. VALpES-DAPENA. I don’t know. Is that Kevin Wynn’s project?

Dr. Carz. No, it’s Dr. Larson.

Dr. VALDES-DAPENA. It’s probably related and will probably shed
some light on the subject. But it isn’t using the brains of babies
who died of SIDS.

Dr. Catz. No. It's animal models.

Dr. VALDES-DAPENA. It’s an animal model.

Mr. MiLLzg. So there’s a little bit more than $600,000.

Dr. Carz. Well, if we count the figures for 1985——

Mr. MicLer. I just wondered—I mean, Congress is great at keep-
ing a double set of books. We take our action when we relate them
to 9 or 10 different constituencies and we tell all these people we
di¢ things for theri. I just wondur what’c going on here, whether
we're taking credit for other people’s work. Some of those people
making the scientific inquiry don’t see themselves as related to the
SIDS question or looking for that connection, whether or not that
is as valuable research as that conducted by people whe are direct-
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Ly engaged in the SIDS inquiry. I'm taking otfxer people’s time
ere.

Dr. VALDES-DAPENA. "‘he Harvard project is” bemg supported at
the rate of $150,000 per annum. I don’t know how, much is going to
the animal study. But when I used the ﬁgure $600 000 that was all
NICHD directly related funds dvailable. - '

And a lot needs to be done with the neurosclences* One has to
get irto neurohistochemistry, and that’s just startmg "‘hat ”takes
money. R ‘f**gﬁ

Mr. Coats. Well, it’s true, though, that the mone appropnated
for, specifically related SIDS research could result.in:a break-
through in some other area and might benefit some other ty-)e of
disease, so we-have'cross-purposes here. .

That brings me to this question, Dr. Catz. How do you at NIH

communicate among your various departments and dJ.vmlons about
your research and how it nught L:npaqt on other dlseases and th
treatment of other——

Dr. Carz. We do have geod commumcatlon Witk other mstltutes,
my colleagues in other institutes, Miss Norns and so on, and with
researchers in the field. We try to keep updated. We;are really .
trying to go to professional meetmfm rgmg to stimulate good
researchers that are not really thinking SIDS but are thinking, for
instance, today neurosciences, to really go to this area which needs
so much work. So in a way, you know, we try to keep up on that
and we. do communicate.

Mr. Coars. T know my time is about up. Just to fimsh up g
vious question, you mentioned the one ed)rOJeCt underway on
stem research that is partially funded by NICHD. Do we have
knowledge of what the total is around the world in terms of private
research or foundation research? Is your foundation the only one?

Dr. VaLpes-DAPENA. Our foundation is the only one that 18 sup-
porting from the private sector to that extent, over $100,000 a year.

Mr. COATS Are other foundations contnbutmg to SIDS research
that you're aware of?

Dr. VALDEs-DAPENA. I think there’s a little bit of it going on in
other places. Like in Great Britain, they’re supporting it certainly.

Mr. CoaTs. Are other studies going on, other than the Harvard

3
L&

Y
e

proJect? N .?Ei
Dr. Varpes-DapeNA. With regard to brainstems? “
Mr. Coars. No, with regard to the whole SIDS problem. 3

Dr. VaLpes-DAPENA. Oh, yes, other studies are going on around
the world. But the amounts of money available are not big at all. '
There is just not very much anywhere. i

Mr. CoaTts. Thank f/ou, Mr. Chairman. :

Mr. Garcia. Just let me say we're going to take a short recess. N
Before my colleagues leave may I have your attention. There are .;Z
about 20 or 30 ﬁeople stiil outside this room. The reason why we
didn’t go into the main hearing room was because the full Post
Office and Civil Service Committee was meeting this morning.

What I'm going to ask sll of you to do—and I guess we can do
that without a problem—is that after this 10-minute recess we will ,
reconvene in room 311, which is just down the hall. -

[Whereupon. the hearin g was recessed, to reconvene in room 311,

Cannon House Office Building.]

N
(W1

‘\1
e v .

2

" 7-4120 - 86 ~ 3

|
bz



M - M e o i N T 153
- MR S AR :~-‘s;’f#¢;§"‘,i\§
- é i R e

66 S
Mr. Garcia. What we're going to try to do i finiéh withythis

The last panelisis are two coples who have-lost their-chiidren;-I
mvfﬁ”gﬁa%m' of thig hearing: ‘g ™%,
Splutely crucial:to the purpose.of this; garing.. ‘ad T -
I would yield to' my wueague,rlgr.'\'Walfigep,;Qif~'there!m wg.;;y
questions he would like to.ask, and then to Mr..Wolf:az, - . P A
b Mf; "WALGrEN, Thank.you;:Mr, Chairman, ‘L.think I'can bg very
rief. ’ ST CoE v, o
-An.l undérstand it, these services:break down ‘into two. compo-
nents: one, counseling and essentially social s8ivices, and-the other, .
effort has increased or decressed; Fwould-like"to ask:tin&nimous
congent if you might include in the récord two"pages’ of the: Comp-
troller General’s report on maternal -and «¢hild health block'grants”

program reductions which reflécted changing pridritics when they

were block granted to the States, and that is. in that report on

pages 4% and 50 and 51. > ‘
[The GAO report follows:]
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panel within the next 10 minutes. We have two ‘more panels to go. .
testimony, because I:think ‘that’ going o

the medical research on the problem. With reeg%cot to.whetherthe” .

which describe"the sudden infant death syndrome gervices and the-~
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Maternal And Child Health Block Grant: o5
Program Changes Emerging Under 4
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State Administration £
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A
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The Omnibus Budget Reconciliation Act of 1981 consolidated eight o
categonical programs into the maternal and child heaith services v
block grant and shifted primary administrative responsibility to . »‘{%

. states. Status continued to support activittes similar to those funded By
under the prior categorical programs although some changes were X
made to program priorities and services offerea. States tended to \ 1
assign higher priority and make fewer program changes in areas ’f:‘j,
whera they had considerzble previous involvement. . ‘.I{
The evailability of prior categoncal grant funds in 1982 mitigated the ,_
impact of reduced maternal and child health block grant funding and i
enabled states to ressrve block grant funds for the next year. As ":
categonical funds diminished. ' Jwever. stato and other sources of B¢
funds began shouldering a g: ater share of program costs. In 1983 &
tha emergency jobs bill legisiation substantially increased the *.:
maternal and child health appropriation and should help promote .
relatively stable funding in 1984. , .
States’ health agéncies were carrying out block grant responsibibhi. ’t
ties and management tmprovements were reported in some states. t
Various methods were usad to obtain public input. and the invoive- M
ment of state elecied officials and interest groups had increased -
Most state officials rated the block grant more flexible and des:rable. B SN
while about half the interest groups responding preferred the prior ¥
categorical approach. :ﬁ
s
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.BUDDEN INFANT DEATH SYNDROME 5
EERVICES~~PROGRAM REDUCTIONS st
REPLECT CHANGIRG PRIORITIES ’ ;.‘;

SIDS, often known as “crib death,” is ths sudden and un- b
expected death of an appr natly realthy infant. In 1974 the ° 2
8IDS program was eéstabl .. ] to provide counseling for families e
of SIDS victims and public education for health professionals as okl
well as the general public., Other services offered included &ﬁ
autopsies, providing monitoring equipment and training, and -
rescarch projects into the cauees of SIDS. Services are pro- P
vided by a variety of organizations, including gtate agencies, Ny
universities, local health departments. hospitals and clinics, -
and other nonprofit entities. '}:

The SIDS program area is one of ths smallest within the §
total HCH program, with 1983 axpenditures reprusenting about a8
0.2 percent of total MCH expenditures for the states we re- o
viewed. SIDS gervices were provided in all 13 states at some Ry
time during our review, although expenditures were generally on L%
the decline. As gshown in appendix IX, for the 12 gtates that g5
provided complete oxpenditure data since adopting the block -
grant, expenditures decreased in 8 states and increased in 4. §ﬁ§

g
oy

Several states reduced or discontinued expenditures for
specific SIDS projects, often citing the need to fund higher
priority programs. Rdditionally, some noted that although ex-
pendi*ures were down, services to SIDS families would atili be
available through ctrer related programs. Some eramples follow.
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} -~Colorado reduced its program expenditures by 35 percent
N between 1981 and 1983 because officials do not consider
SIDS a high priority and are encouraging the service
provider to secure alternative funding. P -
--Plorida repor*ed that, due to higher priorities, it has
- reduced its public education “2fforts agd discontinued
counseling sarvices for families of-SIDS -victims. . '
Counseling, hoiuever, will still be available on an as-
b needed basis through public health nurses.,, v N R
- . . R e B ":" v % ¢\-'
~~California officlials gaid that less,eﬁpégsis is. being
placed on 3IDS.because no reliable method“is currently
available to screen for of prevent SIDS, counties already
have a well-established system for following up and
counseling families of SIDS victims, and ‘statg*MCH staff
is available for consultation onan as-needed basis.
Therefore, the-gtate opted 'to discontinue .8IDS funding
for separate projects and instead merged SIDS activities
with its general MCH operations. -

-=New York eliminated funding for SIDS family counseling
and rescarch projects because of higher priorities and
because services could be provided as part of its general
MCH program.

~-Michigan el.minated in-service training for local and
comaunity haalth department staffs and reduced its public
information efforts due to a lack of funds.

In four states expendituces for SIDS increased with the
largest percent increases in Pennsylvania and Mississippi. Por
example, Pennsylvania increased expenditures by $102,000, or
86 percent. Mississippl just began its program in 1982, offer-
ing family counseling and public education. lowa also offered a
new SIDS service in 1982--training parents how to use equipment
to monitor children identified as having potential problems.

LE g
‘f #
A

Ko

P SR T

We visited service providers in Colorado, Michigan, and
washington. .he provider in Michigan is a county health depart-
ment which offers a wide array of health services, including a
public health clinic, a paramedic unit, and Medicaid screening,
child nutrition, sickle cell anemia, and SSI services. The
health department's 1983 Ludget was $7 million, of which less
than 0.1 percent was for its SIDS program. The county has rou-
tinely provided SIDS services for years through its public
health nurses who make home visits. The county was aware that
funds received from the state contained block grant funds but
E was not aware how much. *
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The Washington service provider is a.nonprofit orthopedic
hospital and medical center for children offering counseling,
educational, and SIDS coordination services gtatewide., fThe hos-
pital is funded -elmost totally through private grants “and pay~-
ments with a 1982 budget of almost $48 million, of which hospi-
tal officials estimated that0.3 percent ig-for the SIps pro=
- gram, In addition, thegy reported receiving MCH block: grant -

- funds of $17,000 .and- §60,000 }p‘;gsz ‘and "1983, respactively.

Neither the Michigan nor Washington service providers re-
ported significant changes in clients served, staffing, or-'serv-
ice levels in the past'2 years. fThis may 'be due d{n .part to the
fact that, for these providers, the SIDS program*is a.small part
of a large znd multifaceted program; L 2L e e T

The Colorado service grovider, however, servés as an ex-
anple of an agency's effortsto maintain its level of gervices
despite declining state supports State;officials do not con-

sider the SIDS program to be a high priority, According™ to the g
project director, this is because of its low incidence -(about o)
100 cases per yesar) and difficulty in neasuring program impact. (”{#
In view of declining gtate support and the state's advice to L
seek alterrative funding, the service provider is looking to ok
becoxie financially independent of federal and state funding. TN
. . s

This nonprofit organization provides information and coun- 7*%
seling to families as well as SIDS education for medical profes- >
sionals and the general public. Although its total funding in- =

creased from $57,000 in 1981 to almost $74,000 in 1983, there
has been a major shift in its sources of fundg., 1In 1981, a fed~
eral categorical grant totally funded the program; but since the
grant expired, the state has replaced only $30,000, or 41 per-
cant, of the program's 1983 expendituras with the renaining’
funding being obtained from private grants and payments. The a
pregram experienced an additional financial burden when the

local hospital, which oparated'a similar counseling progran, 4
withdrew its support which had included free office space ang
various medical and administrative gervices,

Fi sk

The provider's professional gtaff level has rumained essen-
tially constant, while the caseload per staff member has in-
creased; without autopsies that the hospital had conducted for
this service provider, many nases are incorrectly classified as
SIDS, according to project officiels, 2as a cost~containment
moasure, the gervice provider is -deemphasizing guch indirect ¥
services as educational outreach to the community and profes- -
gjonal training, while maintaining such direct gerviceds as

MY

iy
fanily counseling. More gevere effects have been avoided by ’
expanding the use of volunteers to provide counseling services -
and obtaining additional revenue through private fund-raising
activities.
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Mr. WaLGREN. In summary, they looked at 12 States, 8 of which

showed decreases eszentinlly becausé when those programs were
put in the bleck grants they were unable to compete in priority
with the others, Consequently, there were certainly decreased serv-
ices available in those States, . =+  eThoon L. VMmO
The second part of this, whether there is increased-or, ded
funding for the medical side of the research, I wanted to raise with
Dr. Catz—you used a $17 million ﬂé\;re in your pregentation which
is not in your written testimony. Could you describe where there
$17 million comes from that you mentioned ve,bally? - ° T

Dr. Catz. Certainly. We do have a sheet, which I though"t.‘hédﬂ

been provided—and obvi6usly it has not—which talks about the
budget that we had had since 1980 up to today, divided into SIDS
sgeciﬁc——-we talked SIDS-general and we had explained that. It is
the bottom line of total SIDS research which has moved from
$16,800,000 in 1980 to the preliminary numbers for 1985 being
$17,845,000, with SIDS-specific being above a million dollars in that
category.

But what I would li.i;e to mention is that to fund research grants :

we ¢ ‘end on what is submitted. The fluctuation might refiect very
well the type of apilications that are submitted, and then are re-
viewed by peers of the applicants. »

Mr. WarLGreN. But you're showing a million in 1985—that’s not
far off the $600,000 figure that was mentivned. But you indicated
that you felt that the $600,000 reflected a decline in the research
center activi%]

Dr. Catz. The epidemiological studies and other contracts came
to an end and, therefore, the money that was allocated for that
which had SIDé-speciﬁc within the title, or the aims, decreased the
total amount that was available.

Mr. WaLGreN. Now, I would like to then ask, what’s the perspec-
tive from the research centers vizw, if anyone is able to give us
that? The statement is that the research center component of this
effort has declined because certain research was phased out.

Can anybody sp .k to whether the research centers have been
not participating as they had in earlier years?

Dr. MaNDELL. Let me just say from a clinician’s point of view
that, as a clinician, this is the most frustrating of problems. You
know, I guess we have to ask ourselves what are we doing, what
are we searching for. We are searching for an answer to the
sudden infant death syndrome. It has heen extremely elusi—e.

For us to focus, for examdple, on just one study here, and glggect
that b~ainstem study to find the answer, I don’t think is fair. There
must be a significant amount of research to find an answer. Re-
searchers must be stimulated. There must be funds to stimulate
that research. It is not available. Three million is not even enough
if we're talking dollars.

It seems to me that when we're talking about what is direct and
what is indirect, we need to ask ourselves a little bit about what
that means. It seems so basic, but we don’t know why babies die.
You know, there are only several ways to die—either your heart
stops or you stop breathing or your brain stops functioning. Any
kind of research that goes into cardiorespiratory or any brain phys-
iology can say this is related to the sudden infant death syndrome.
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Whether it really has the benefit that we.want to find the answe

to sudden infant death syndrome, we don’t know. s

When we're talking about direct, SIDS-related research, .that’s
when I 'think we begin to focus. on finding the answer to-sudden
infent death syndrome. That’s what we're talking about today,

. Mr.Wataren. Thankyou... - » . . .,

Mr. Gagcra. Dr: Rowland. = . - 7 L .

- Dr. RowranD. I appreciate your comments’very much about not
focusing in one area. We:thought at one time malaria was caused
by bad air: Later on we found out malaria wes caused by mosqui-
toes. So I think it is very important to look at the overall picture
and not just focus on éne particular area.: - -

I want to-change the focus just a'little bit;.Dr. Mandell, to what
you were talking about earlier; about thege young. parents that
have achild that dies with crib death, articularly-if it's a first
child; then all the guilt-and fear that they deal jwith, the fear of
having another chiid. It's not really unusual,. I~don’t believe, to-
have two children in one family with crib death. Maybe there is
some familial relationship which even more focuses the attention
in this area. ‘ .o

Let me ask you about infant monitoring, the monitoring of respi-
ration, cardiac monitoring, how much-good you think .that does.
Can you give any information to us about 10w monitoring may
have helped these couples in dealing with this problem? -

Dr. ManpgLL. This is a very difficult clinical problem. The an-
swers are unknown. I know that we happen to e in a situation
where many monitors are being used. Whether or not they, in fact,
are preventing a significant number of deaths is really own. It
is something that is plaguing clinicians because we don’t know and
we’re not sure any more exactly who to monitor;-we're not sure
who is at risk; we’re not sure if monitors are, in fact, helping those
who are at risk. ,

We know certainly that they help some children. How many chil-
dren is an unknown. But because it's unknown, because we’re not
able to say how many and who is at risk, we tend to monitor more
children. So it’s a very difficult question. I wish that I had the
answer fo that question.

Dr. Rowranp. Do you recommend, if there has been one crib
death in the family, that subsequent newborns be monitored?

Dr. ManDELL. This differs in different parts of the country. What
happens in one area is not necessarily what happens in other
areas. There is a real difference of opinion as to whether or not
these children should be monitored,

Dr. RowLaNp. Mrs. Garcia, what about the situation with your
son and daughter-in-law?

Mrs. Jane Garcia. We now have a new grandchild and he's 6
months old, thank God. The monitor came home from the hospital
with him. My daughter-ia-law prepared herself, and my son as
well. It is a tremendous emotional traums to have 2 life come into
this world that is going to be attached to & machine; to be constant-
ly reminded of Alex’ death eve day with tnat blue suitcase in the
nursery. I really would go to at night and worry about the
value, the medical value of this cloud hanging over a new life. We
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were trying so much to separate our past experience and psyching
ourselves up to tprepare ourselves for the death of another child.

The doctors felt that after the first months it was no longer
really necessary to keep him attached to a monitor. He is not being
used as a subject for research, not because we have any objection to
it but because there really are no facilities. There i no money and
there is no program in thé area of Albany, NY, or any medical
school working on this. So there is no way we can use our case,

other than what we're doing here today, to help in a more active

way through research. ) .
I would like to make an additional comment. Years ago sufferers
of Alzheimer’s disease thought that this was just a normal aging

rocess. I think today that because SIDS has been around since bib-
ical times, since the beginning of man that it may be perceived as
a major health issue. It’s not a recent invention and it wasn’t in-
vented bl{lsthe National SIDS Foundation. But what is different
now in this century, in the last 23 years that the Foundation has
existed, is that for the first time there’s a separation between child-
hood diseases as medical congueste have occurred; we have been
able to eliminate measles as a scourge, small pox, tuberculcsis,
whooping cough and any one of the other childhood—all of these
things we have vaccines for. So now we’ve been able to isolate this
other cause of death and it doesn’t seem to be related to any of
these other childhood diseases. Why shouid we not provide the nec-
essary funds to study and examine the causes therein. That’s what
it’s all about and what we're really concerned about. The need is
increasing, however, the funds are decreasing to specifically study
this. That, I think, is the crucial issue here before us.

Dr. RowrAND. Mr. Chairman, I think there is, even though it's
grossly inadequate, some rescarch going on into the etiol?ﬂ'. But
I'm really concerned about those couples who have had a child like
this. There doesn’t seem to be any general agreement about what
needs to be done in counseling these ﬁrents on what to do from
the standpoint of protecting a second child they may have. I would
like to see more attention fccused in this area also.

Thank yon very much.

Mr. Garcia. Mr. Wolf.

Mr. Worr. Thank you, Mr. Chairman. I'll be very brief because I
know your time is short. However, I want to ask the question about
warning and monitoring. ;

I want to thank you and thank the panel. It has been one of the
better hearinis I have attended. When my dad was in World War
I, I lived with my aunt. One day my cousin died in the crib. I was
just a little boy, but I remember my uncle rushing him to Bryn
Mawr Hospital. It was a very difficult time. I was small and don’t
really recall a lot of the facts, but I know that we never knew the
reason why. Obviously, this SIDS was the case.

I have two lc}uestions? One, I understand there were 7,000 SIDS
cases in the United States, last year. Is that figure increasing or
decreasing?

Dr. VALDES-DAPENA. As far as we know, in the last 10 years that
number has neither increased nor decreased.

Mr. Worr. So all the efforts to date really haven’t made that
much of a difference?
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Dr. VaLpes-DArPENA. As far as we can tell, the number has not
changed substantially.

Mr. Worr. Do you know what that number would be worldwide?
e Dr. V\Lbes-DaPENA. I don’t.

2 Mr. Worr. Does anybody know?

» Dr: Catz. No. Unless people do keep statistics in other places, it
‘ would beuvery hard to come by because you depend on the diagno-
sis as well. D ;

Mr. Worr. It would be well over 100,000, I would think.

Dr. VALpes-Darena. In European countries we are aware of the
fact that it is pretty much the same as it is here-—2 per 1,000
babies born alive. But you can’t'get any figures from Third World
countries because they don’t have the mechanism set up to count
and to do the adéquate autopsies. )

Mr. Worr. But based on the testimony of Dr. Catz, it hits every-
one equally. You could almost éxtrapolate, couldn’t you, and figure
what the worldwide number is? ‘

Dr. VaLpes-Darena. I don’t know that any figures exist.

Mr. Worr. Weli, could you do that, just for the committee to
have that on the record?

Dr. Catz. We could try, but it wouldn’t be—I don’t know that it
would be representative.

[The information follows:]

WorLpwIDE INCIDENCE oF SIDS

As previously stated, it is not ible to provide an accurate figure for the total
number of SIDS deaths worldwide. Reliable SIDS incidence data are not available
from mcst of the countries of the world. The lack of data is not limited to just the
“so-called” developing nations.

To comply with the request for a figure of the worldwide incidence of SIDS we
studied the available data and developed estimated incidence rates ranging from 1.8 -
to 2.5 per 1,000 live births. The current estimate of the U.S. incidence rate is be- 2
tween 15 and 2.0. Using the United Nations estimate of 128.5 million worldwide
births ir 1985, and our incidence rate range of 1.5 to 2.5, we derive an estimate of i
between 193,000 and 821,00 worldwide SIDS deaths in 1985, We would suggest that
the average of thege estimates—257,000—is a reasonable, probably conservative, es-
timate of the number of worldwide SIDS cases in 1985.

Mr. Worr. You would hare to footnote it and explain that this
was extrapolated, but if you could do that, I think that would be an
interesting figure. I think meybe that would be one way to gener-
ate a lot more support.

The las: question is so general that maybe you want to just
answer for the record. Is there anything that we can do with
regard to an educational process to make people more aware of
SIDS? I think Alzheimer’s disease is a very good example of the
effort I am thinking of. Two years ago I didn’t even know anything
about Alzheimer’s gmease Now I'm working on an Alzheimer’s res-
pite center in my district. I have met people who have Alzheimer’s
patients in their family. All of a sudden it's a very immrtant issue.

. <%
15

4L

P

Partly because there was a movie on television about it with .
Joanne Woodward. :
Is there anything we can do from an educational po.nt—this .
hearing is a good beginning—to get people interested in it? N
Mrs. JANE GARCIA. ] think there are a number of things we can 3
do. I think education is the prime objective. I think making pcople §
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aware of the fact that this can happen.to them and if it does
happen to them they’re not alone. e L ‘ .
The National SIDS Foundation is beginning a TV campaign in |,
English and in Spanish, to educate the public on SIDS. The founda-
tion has limited funds. And we will be doing other, things along .,
those lines. But I think as far as legislation is_concerned, I believe .
a commitment to provide more funds' is. néx v o
The National IS’ _ , fundrais
measures in the future because we see the:need for doing it our-
selves. But we need to haq‘e,fﬁartnership with the Governinent. and.
with'the privaté sector,as.well,: + - »; .. 5 ¥ P

leaving the microphone. We aren’t going to solve the problem of £
crib death until we know why and how. it occurs. Indirect research -
projects are indirect and they’re not going to get at that critical
core, whereas directly related reséarch—and we need more of it—

. iNdS 18 NECESBATY. 'ar 2 W 7 4y ¥ %
IDS" Foundation is- commitfed to"‘fundraising &
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can approach the critical question. .’ » Ro%

Dr. Carz. If I may add something to that, the fact that the Insti- _
* te is very aware of that and provides within what we receive the
maximum attention to the SIDS project. As a matter of fact, of all
approved grants that come to the National Institute of Child
Health and Human Development, 28 percent during the last year
have been funded. For specific SIDS research it was 60 percent,
and actually we raised tc pay—because it wasn’t within the fund-
ing range—the research project that Dr. Dapena mentioned, be-
cause we realized the importance ¢fit.

On the other aspects of the high risk, the generally related, we
are funding at the level of 47 to 56 percent of the approved grants.
So the Institute is very aware and wants to put emphasis and is
putting emphasis in that particular area.

Mr. Worr. Thank you.

Thank you, Mr. Chairman.

Mr. Garcia. Thank you.

I would like to thank the panel. .

For the next pane! we have Ms. Carrie Sheehan from Seattle,
WA, who is the wes..on regional director of the National SIDS
Foundation, and Miss Gayla Reiter from Pacifica, CA, who is the
legislative coordinator for the northern California chapter of the
National SIDS Foundation, and Mr. Parker H. Petit, who is the
founder and chairman of the board of Healthdyne, Inc., and the
chairman of the board of the American Sudden Infant Death Syn-
drome Institute. The regional representatives of the National SIDS
Foundation will focus on block - -ants and SIDS-related counseling
services, and Mr. Petit will speak to us about the use of home
infant health monitoring devices.

I would like to thank all of you for coming today. Your state-
ments will all be entered into the record in their entirety. I would
ask you to summarize. There is another panel after this and I ap-
preciate very much your coming here today from as far away as
you have.

Dr. RowLaND. Mr. Chairman, while we are waiting, may I make
a comment?

Mr. Garcia. Certainly.
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Dr. Rowranp. I want t§~wefcome Pete Petit, who I have known °

for a long time, to this hearing. He also had a tragic experience, as
he will relate to you, I am sure, regarding crib death. I have known
that hé has been involved in infan? monitoring for a long time and
9nt£i1;eg mx:lfio thi§’ ares because of the tragedy thhth experienced
“in i V.. " P * < b [ N

I'm going to have to Jeave because I have & 12 o'clock appoint-

ment elsewhere, but I just wanted to thank him,as well as the
other members; for'being here: S T R

Mr. GARCIA. T theink’you for being?hei%, and I knowssome. of the

other members will be joining us after this yote is -completed. The

vote is completed but there was some busifiess on the*floor that's

still going on. ' ,
However you may.proceed. o : : o ’
STATI:]MENT OF GAYLA REITER, SiDS PARENT, AND LEGISLA-
TIVE COORDINATOR FOR THE NORTHERN CALIFORNIA CHAP-

TER. NATIONAL SIDS FOUNDATION

Ms. Rerrer. My name is Gayla Reiter and I have submifted a
written statement. I am going to just summarize some of my re-
marks and try to direct them to some of the points that have al-
ready been discussed. .

This is my husband, Wilfred Scott. We are both very active in
our union and have become active in the Nthern  California
Sudden Infant Death Syndrome Foundation éhaEt;er, since the
death of our baby about a year ago. Our babg4g‘irl, yta, died the
day after Thanksgiving—November 26, 1984—of sudden infant
death sydrome. :

We can tell you from personal experience that we've never had a
more devastating event in our lives, but perhaps even more shock-
ing was what v-e found when we began to look into what was being
done to find the causes and Erevent this tragedy from touching
other people. We found that the Federal committment to fund re-
search and support to families mandated by the 1974 SIDS Act,
had been abandoned. .

I am very concerned both with what has happened in funding for
SIDS research and also with what has happened since the block
grant program went into effect, because both efforts have suffered
tremendous adverse setbacks. Funding for SIDS programs has been
disproportionately lowered in both areas. When all of the facts are
on the record, each person here will realize that even though SIDS
receives less than two-tenths of 1 percent of total funding from the
Department of Maternal and Child Health, the SIDS rograms
have been slashed in = much greater proportion than other MCH
programs, '

You have all heard the statistics which have so elo?uently been
quoted. SIDS kiils more babies in the first year of life than all
other causes comhined. And yet w> devote so little money to find-
ing its causes and so littie supvort and attention to helping the
families deal with this tragedy. "

I recently read the Senate hearings that Senator Cranston con-
ducted in 1978, also the hearings in 1978 before passage of the
SIDS Act. At that time there were significant problems in the
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States. Many parents were still being arregted forsuspected child
abuse when their babies die of SIDS. It was'due to a clamoring and

an outcall that the hearings were held and the 1974 SIDS Act was .

*"Now, what happericd 5o thosb hesvings yas Shat; Congrese poiit
ow, what happened in’ those hex -was that. Congress poin

ed to the fact tgat the year prior, whicll would have;been 1973,
only $608,000 had been, spent-for<SIDS primary. research. They
termed that outrageous. I think it is indeed, ironic-that,we, look at,
today’s funding levels and gee.that we're about afthat same;level.
Ten years after passage of the 1974 act, we have,rogréssed tg the

o
X Ve, X

-

point that we were originally when iwe félt the y,eedx,ﬁqh»goigrgat,;, e

the Federal effort of disastrously inadequate: .. .05 T

When we talk about SIDS primary research we're talking about
a very wide sul;{ne,cj;. It is not narrow in scope because SIDS primayy
research as defined by NIH covers the investigation of low birth-
weight babies, pregnancy, fetal develo&ment, prematurity, neonatal
adaption, indices of risk for SIDS, studies of grief, family supp
it’s a fairly broad area. And yet, only $657,000 was devoted to it
last year, less than $600,000 is budgeted this year. How can we rec-
oncile that grossly inadequate amount of support? , "

I question the priorities of how the meager amount was allocat- .
ed. I also question the manner in which is distributing the
money. After several months of trying to obtain a breakdown from
NIH (without success) of how the funds were allocated, what. re-
gearch projects were being funded, I finally ‘asked Congressman
Miller to obtain that information. He got it with.n a week, whereas
I had not been able to obtain it in months. They furnished him a
statistical breakdown and it showed, for instance, in SIDS 7pmmary
research, that Biodyne, Inc. had received a grant of $497,000 for
last year to devcb-:icg) a motion sensitive monitor. - .

That constituted well over 50 percent of the total amount funded
for primary research for.the entire year. I think we have to ques-.
tion where the priorities are. This is a highly controversial area. I
am not going to address whether or not monitors are a worthwhile
subject of funding, but certain questions arise about why such a
large percentage of the funds are devoted to one project when so
many others have gone unfunded. We need congressional oversight
of this area.

In addition to the probiems regarding research, there is the very
severe adverse impact of the block grant concept on SIDS support
services in the various States. Senator Cranston, in 1981, when he
was asking for an extension of the SIDS Act stated in the Congres-
sional Record that the primary progress we had made in SIDS re-
gearch had come through the information-gathering systems that
had been created through passage of the 1974 SIDS Act. Unfortu-
nately, most of that progress has been halted because of the fact
that many States heve either substantially reduced or cut out their
prcgiams altogether.

e May 1984 GAO report highlights some of those problems. I
understand the Congressman is having that portion of the GAO
report entered into the record. .

I can tell you about California and what has happened in Califor-
nia directly. Under block grant decisionmaking, California decided
taat SIDS was not a high priority, so they completely slashed all
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S .
funding to the SIDS, project which had previously been catergoical: *.
ly funded by the Federail Government. Previously there had been a. - R
SIDS project that was very professional. They funded writing and = #.%
publishing of pamphlets in several languages; they held semingrs;, 1455
they taught classes for professionals such as firenien, ‘ambulance, Vo
and hospiel perSornel. They produced moyies and they di tributed * &=
these. Their services were extrémely useful—-and yet their entirg;" - ";fp%w
staff was dismantled. They were dlso responsible for gathering-in-" ., 73
formation and statistics on SIDS tases: throughout the Stste. They .- Ms‘ffgﬁ
no lnnger have afly staff to perform auy of’these functions.*The J"ﬁg’
SIDS project had had five f&tir;ie f)rofessionalﬂs,vt,hree”quxicgql‘s, '%?Q
and student aides who directed statewide SIDS sipport services.
All of that is gone now. e s -

If you look at Sta‘e after Staté after State, this story is repeated
in ‘numerous instances. New York halted funding for counseling
And research projects because they felt other problems had higher
priority. Michizan eliminated all inservice training, as well as
public informsution efforts. They didn’t have enough money. Florida
discontinued services for families because. they felt they had higher
priorities and there weren't sufficient funds tu stretch for their
meager budget. Colorado reduced their expenditures over 85 per-
cent in X year because they had other priorities. .

In Utah, they eliminated funding for social workers and nurses
in the SIDS project, leaving only one person part time to cover the
entire State. They also drastically reduced money for travel, publi- o
cations, seminars, and counseling. The story is similar in State L
after State. The needs are great, but little is being done to meet v
these needs. T

The heartrendering impact of SIDS is not being addressed in an
organized or effective manner. We need congressional oversight on
how the moneys that are being spent on research are being spent. "
We need oversight in how NIH is setting their regearch priorities. oo
We need a concerted congressional investigation of the impact of o
the block grant program on information and counseling and educa- ;
tional efforts in the State.

I wish to thank all of the Congressmen for taking an interest in
this very important subject. I especially want to thank George
Miller for sponsoring House Joint Resolution 322 and for Congress-
men Garcia, Miller, and Waxman for holding these hearings.

[The statement of Gayla Reiter follows:]
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TESTIMONY FOR HEARING .
ON H. J. RESOLUTION 322

Subcommittee on Ceﬁsus and Population
Select Committee on Children, Youth and Families
Subcommittee on Health and the Environment

Thursday, November 14, 1985

Gayla Reiter
SIDS Parent, and Legislative Coordinator for the
Northern California Chapter, National SIDS Foundation

My nane 1s Gayla Reiter. I am a SIDS parent and a- «urrently the

Legislative Coordinator for the Northern California .DS Foundation. My husband,
Wilfred Scott, and I tust our baby to SIDS nearly a year ago ou 11/26/84, The
loss of our baby o SIDS was the most devasteting event in our lives = -= having
a far greater impact than the death of both of my parents, tragic deaths of

close friends, serious personal injuries, health problems, etc.

however that Layla's death would not be in vain, ... meking a commitment to do

anything I could to prevent other parents from experiencing a similar tragedy.
When I began to investigate SIDS and what was being done to discover its

causes as well as the programs that existed to collect inforzation, provide

education, etc., I became quite concerned. It soon became clear that budget cuts

had adversely impacted on research as well as educational support and information

gathering mandates of the 1974 SIDS Act.
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As you know, federal efforts in the area of SIDS begaa with the 1974 SIDS
Act, Public Law 93-270. This act established 3 basic programs related to SIDS.

The first was & program of research (with annual reporting to Congress) specif-

ically related to SIDS through the National Institute of Child Health and Human
D« velopment (N.I.C.H.D.) The second invclved developing a program to educate the
public and supply materials related to SIDS to health care professionals, law
enforcement personnel, and the genersl public. The third was authorization for
the government to make grants and enter into contracts for the collection of
data and information related to the causes of SIDS as well as providing for

counseling/information services to families of SIDS victims. In passing this

legislatioa, Congress went on record as deploring the lack of information,

tesearch 01 ~ervices devoted to SIDS.

k

SIDS kills between 6,500 and 10,000 babies each year (roughly 30 babies 3

die each day with more babies dying annually from SIDS than from birth defects,
cerebial palsy, cancer, heart disease ~- virtually all other causes combined).

Despite these alarming statistics, we are spending less on primary research fo.

SIDS than at any time since passage of the 1974 SIDS Act. One of the facts
that was pointed to in dismay during hearings on the original SIDS Act vas
"minimal federal involvement in research." Several Congressmen decried the fact
that the government had only spert $603,575.00 on SIDS primary research the
prior year (i.e. 1973 - the year prior to passage of the act). It is indeed [

ironic that last year's funding for SIDS primary research was only $657.000.C0.
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SIDS primary research encompasses a wide tonge of topips inclrding research
in low ;airth wveight babies, indices of risk for SID.. pregmm‘:y. fetal
developmeat, prematurity, neonatal adaptation as well 2s studies to help
families deal with SIDS.

Senator Alan Cranston, when introducing Senate Bill 560 to extend the
authorization for SIDS in Pebruary 1981, noted that we had made progress since
1974, but indicated that the $5,380,000.00 budgeted for primary research that
year was clearly inadequate. He would undoubtedly be alarmed at current
funding levels -~ amounts budgeted have plummeted. For example funding for SIDS
primary research was $2,763,000.00 in 1982, $1,780,000.00 in 1983 and a mere
$657,000.00 1n 1984. When one analyzes the data furnished by N.I.H. of ite SIDS
related grants, it appears the majority of all monies expended for SIDS specific
research went to Biodyne Inc. for development of & motion sensitive apn=a monitor.
The 1ssue of monitors 1is a highly controversisl are« and without addressing those
issues, it would appeir questionable to expend such a large portion of the total
budget on a single research project. Certainly, it appears there is strong need
for Congressional oversight both on the total amounts expended {or research 2s
well as the manner of disbursements and cri eria used by N.1.H. We need planning
and coordination of research projects to gain the maximum from monies expended.

In addition to cuts in funding for research, there have been serious declines
in allocations for counseling, education, collection of data, autopsies, funding
of SIDS Projects, etc. Senator Cranston indicated in the 2/24/61 Congressional

Record* "much of the progress made in SIDS research in receut years has resulted
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. frem the increased SIDS death information and data arising from the information
; - and counseling programs." Yet, once categorical funding for SIDS stopped and

a the block grant concept was gsubstituted, such of the collection of data,

N educational and other locally based prigrams wece either significaﬁtly cut
back or terminated. Several counties (including the one we are in right now)
felt monies previously spent on SIDS could be better wpent elsevhere — they

elimina’ .d their SIDS program. Though federal monies were given, albeit in

diminished amounts, to each state which had a SIDS project as of 1981, no monies

”~

-

4
4

were allocated nor provisions made to expand SIDS programs in areas which had

T
2oty
;g-;.w“g i

none operational by 1981. At least 14 states had no SIDS projects in 1981.

#

5,

At a recent conference in Albuquerque, Gerry Norris (Director of SIDS

kel

Prograz for the Department of Maternal and Child Health) described the

LA A fe

frustratioa in her office's inability to track what had happenea with SIDS

<4

3 mf iy

prograns in ecach state since block grants were effectuated. Many area suffer

o4

generalized shortage of staff in their health programs. Hence positions formerly

%

devoted to SIDS projects full time have ofien been elininated with SIDS rv.-

3

sponsibilities being added to thc already extensive duties of -he remzaning staff,

e
5

The overall ispact is frequently little or no time or planning devoted to SIDS

issues. :
Most of the information which documents the adverse impact of the block

grants is anecdotal, but it appears to constitute a distinct pattern of declining

service throughout the United States. For example, Carol Farina, the recently s

retired Director of the SIDS project .n California, described how he- program

O
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nad been devastated by the switch to the block grant concept. Prior to block
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grants, her staff consisted of 5 full time profess.onals, one to two full

_
Aok

time clericals plus several student aides. They had done & quarterly newsletter,
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wrote, published and distributed pazphlets in several languages, conducted

x .
L g

numerous seminars as well as collected data on SIDS deaths. .11 of these

J4TT
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services have been halted due to their staffing cuts. Once federal reporting

,
31

requirements tied to maintenance of categorical funding cease, there is no . r;'g
guarantee that states will contirie any of their former SIDS related services. ‘jij
In fact many states pass responsibilities for waking the cuts onto counties, .‘%i‘
hence there is frequently not even statewlde coordination of data/services. ~..;;;
Money for the various ancillary gervices has alsc been sharply curtailed. fg

A SIDS parent on our Board %ho works for Alameia County reported that a mere ‘:‘{:
$13.00 is allocuted in his county per SIDS death. With this the county is to i‘é
perforn autopsies, provide counseling to SIDS parents, furnish pamphlets and n':
collect information (lixe completing questionnaires concerning tne child's §
health, the mother's pregnancy, etc.) Obviouely it ie¢ an izpossible task given ‘(}2
thé funds allocated. éﬁ
Sev ‘t1 of the participants in the Albuquerque conference described ‘g
similar problems in their own states. Frances Frost, the Dire.tor of the ‘E
-~

SIDS prograz in Utah described how block grant funding had forced the rexoval R ﬂ;
of the soclal workers and nurse from their SIDS project leaving only 1 pro- . g
fessional to aiminister the program. But staffing cuts were only the tip of ;
the iceberg: travel money was drastically cut as were funds for coungeling é
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and educational services such as pamphlets, training, seminars, etc. Their
small budget was further diminished by the requirement that they transfer to
the Medical Department, $125.00 per SIDS death whenever a corone:r performs
an autopay. Regional Directors for tie SIDS Foundation from the Eastern and
Central United States described similar srenarios in their states. Staffs
and monies to administer SIDS programs have universally been cutback, or in
several inﬁfances. elininated altogether.

Speci@%c authorization for SIDS funding ended in 1984 -- the Senate has
retained report language which says the SIDS C.éaringhouse is useful, but its
future rests with the whim of a large bureaucracy. The heart rending problems
associated with a SIDS death are not being addressed in an organized nor
effective nmanner. We desperately need renewed Corgressir ial intervention and
action -~ I urge you to consider holding additional hearinge tou take a hard
look at the amount of funding for SIDS research as well as the type of researcn
being funded. Addi lonally, I ask that you review and closely study the
state of SIDS programs in each staste — how has the block grant concept impacted
upon service delivery? What needs exist in information gathering, educational
outreach, parent support and counseling, training, estahtlishment of and/or use
of uniform autopsy protocols, writing, publishing of and distribution of SIDS
materials, data collection, e.2.?

I thank each of you for the time and concern you have demonstrated for
this very important igssue. 1 would especially like to thank Congressman Miller
for the considerable energy he and his staff expended in sponsoring and getting

passed House Joint Resolution 322,
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Mr. GaRCIA. Ms. Sheehan. 4
STATEMENT OF CARRIE SHEEHAN, WESTERN REGIONAL \:
. DIRECTOR, NATIONAL SIDS FOUNDATION "
Ms. SHEERAN. Mr. Chairman, my name is Carrie Sheehan and I -
am the regional director of Western States for the Nationai SIDS o
Foundation, I manage the activities of 25 chapters, some of them 2

“kitchen table” operations, and others, sophisticated compucerized
models. Services range from parent support to community educa- 4
tion, research and fundraising, to Government relations. I am
happy to have this opportunity to express from mg perspective
some of the concerns regarding the impact of the public secior on
our program. - : .

It was parental concern that initiated the SIDS movemant for re-
search and support of victiris, and these activities by parents and
families does continue. ‘

As Dr. Catz steod the direct grants to States and programs
under the SIDS Act ¢nded in ﬁscaf year 1982. The legislation that
followed included but did rot mandate State MCii block grant
funding of SIDS projects or activities. Given that freedom to eiter
their investmente among MCH programs under the block grant,
many tiStaﬂ:eos did not make substantial changes in their budgets and
priorities. ‘ . _ .

This past summer I had the privuege of working with Geraldine
Norris, the Director of the Feé:aral SIDS Procgram, and others, to
produce a new Federal SIDS publication. it also focused on the
tragic theme of SIDS impact on the entire community. It points out
the toll of blame and guilf and the complexity of responses of the .
various groups which it affects. It is these very same groups which
now are beginning to feel the shockwaves of cutbacks.

Many public health services are being eroded, wyakenedl, or
denied. Let me give you a laundry list of some of them,

For example, Hawaii. Initiallvi\:iﬁim,(}()ﬁ wag budgeted for the five
islands, more recently $20,200. This past September the State listed
SIDS as “low priority”’ azt all fun was dropped. Unfortunate-
ly, at this time the Hawaii Nationai SIDS Foundation chapter is
not a strong one. Paradoxically, Hawaii’s Division of Maternal and
Child Health named the extensivn of mental health suppert as a
top priority for this year. '
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MONTANA : ’ "

The State receives no funding from MCH sources, has no State
SIDS program, and only a chapter ‘in Billiigs to serve the entire )
State. The State has no allowance for autopsios, whirh 58 you know ,
is the only way to identify a SIDS case accurately, and as recently
as October a couple whose child died of SIDS was initiaily charged
with murder and exonerated only after a full investigation. o
p In my own State of Washington, a catch 22 exists, where Chil- "
drens Orth?f)edic Hospital, the site of the project, is the block grant ;
recipient. Hospital personnel needs supercede the project needs, i
causing a continual reorganization because of lack of continuity. In
1984 there were 181 SIDS deaths in this State. In another western .
State without a chapter, th2 Division of Maternai and Child Health .
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bas denied a minimal $2,000 each to the seven health districts,
with the statement that “the districts will ke doing it anyway.”
There is no legislation in Idaho for SIDS autopsies. :

In your State of New York, the SIDS program, with three centers
in the State, operated a cost-effective program with an inadequate
$218,275 block grent that needed to be supplemented by a State
ilealth Department fund of $120,000. Because that State money
had been awarded them, their biock grant for fiscal year 1986 nas
been cut by $10,000. This means they will probably lose the service
of one part-time nurse who provides the ongoing education of
KMT’s, funeral directors, and clergy. s

In Texas, the State, with community projects only in the urban
centers of Houston and Dallas, receives $20,000 and $50,000 respec-
tively, $70,000 for the whole State. While there is State money for
autopsies, a justice of the peace may request an autopsy but is
under no obligation to do so. The health department provides infor-
mation to the public and professionals as requested. According to

department statistics, in 1984 only 78 ner¢ent of reported SIDS.

deaths were autopsied. Based on the 2.0 SIDS per thousand live
births, Texas wouid have an extimated 598 SIDS, but only 351 were
reported. In a recent court case, the pathologist for the State stated
ti:at 95 percent of SIDS are really child abuse. TR
Finally, if the restoration of categorical funding is not possible,
at least I would hope for a federally mandated MCH block grant
funding of State SIDS programs. Because of the confideptinlity leg-
islation in these States, doors remain closed to programs in the vol-
untary sector. And if there is no State program, families are often-
times left without any adequate assistance. Furthermore, without a
comprehensive Federal program, there can be no uniform reporting
of statistics. ) o .
At the turn of the century in America it was not uncommon in
many families to experience infant death. In spite of what we have
heard today cbout SIDS, we really do no. expect it. And yet, in our
country in 1985, the sudden death of an infant becomes a fact, a
reality for a family, once every hour. - . )
The poet Robert Frost, who suffered the death of his infant,
wrote in the pcem “Home Burial: ‘The nearest friends can go with
anyone to death comes so far short, they might as well not try at
all’” That was true for me 30 years ago when my daughter Molly
died. Such reality need not be quite as true today when those vic-
tims of SIDS are given scientific facts, compassionate support of
other parents, and hope derived from current research. With count-
less others, we will block the coad for any who might return to the
past. .
[The statement of Carrie Sheehan follows; also inciuded is a
letter in response to subccmmittee questions:)
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TESTIMONY FOR HEARING
ON H.J. RESOLUTION 322

Subcommittee on Census and Populntion
Select Comnittee on Children, Youth and Families.
Subcomnittee on Health and the Environment

. Thursday, Novembar 14, 1985
Carrie Sheehan
‘ Western legional Director, National SIDS Foundation -
g
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My name is Carrie Sheehan and I am the Reglonal Director of the N "g
¥y
nineteen western states for the National Sudden Infant Death Syndrone . :
%3 g
ea
Foundation. I meaage the activaties of twenty five Chapters, os=s of 5}
“dy
sy
then 'kitchen table' operations and others, sophisticated omputerized »t\i“'
C K
wodels. Services range from parent support to community education, - 'g
o
regearch and fundraising to government relations., I am happy to have k3
this opportunity to express, from my perspective, some of the needs ;z,
and concerns regarding the impact. of the public sector on our programs., :sf
It was parental ccncern that initiated the SIDS movement for research ,’7
and support of victims, and these activities by parents and families '
2t
continues. However, recently at the National Conference on Volunteerisa ’;j
n Seattle, the keynote speaker .ald that despite the irpressive increasc :4
R}
) 4
p
L <
Q 8 47 a
ERIC
£,
- awh o
et n L R - P




PR T %0
AN RS

82

in volunteerism there ig no way voluntecrs alone can make up for the
sharp reduction in guvernment programs in the past few years.

Prior to 1975, the Government's involvement in SIDS was limited
primarily to research. However, the SIDS Act of 1974, required the
United States Departwent of Health and Huran Services to develop
public information and professional educational materials relating to
SIDS and to disseminate them to persons providing health care, public
safety officials and the general public. These direct grants to states
and programs under the SIDS Act ended in 7Y 1982. The legislation that
followed included but did not mandatec state MCH Block Grant funding of
SIDS projects or activities. Given that freedom to alter their in-
vestments awong MCH programs under the Block Grant, many states did not
make substantial changes in their budgets and priorities.

Regretfully these cuts came the year after the National Institute
of Child Health and Yuman Development report declared, "No systewatic

ctudies have yet been undertaken concerning the impact of social,

cultuial, and sexual factors on the grieving process or on coping with

the loss of a family member who dies suddenly and unexpectedly from no

.
apparent cause. Cross-cultural studies might suggest ways of making SIDS g
a less lonely and traumatic experience through more supportive community »
attitudes and interventions.” t
This past summer I had the privilege of working with Geraldine Norris, !
the Director of the Federal SIDS Program and vthers to produce a new

federal SIDS publication. It aiso is focuied on the tragic theme of SIDS
4
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impact ¢n the entire community. It points out the toll of blame and guilt

e

and the complexity :f responses of the varjous groups which it affects.
It 1is these vary same groups which now are beginning to feel the shock
waves of cutbacks. Many public health services are being eroded.

by, veakened or denjed. For example: Hawaii--- Initially $50,000 was

budgeted for *he five islands, more recently, $20,000. This past

September 30th, the state listed SIDS as "low priority" and all funding *’f%g
was dropped., Unfortunately, a. this time, the Hawaii National SIBS ;'(‘
Foundation Chapter is not a strong one. Paradoxically, Hawaii's Division jﬁé
of Maternal and Child Health named the exten. .n of mental health support jﬁ
as a top priority for this year. 1}‘;’%
Montana-~-- The state receives no funding from MCH &ources, has no state j’g’&%‘;‘%

SIDS Program and only a chapter in Biliings to serve the entirs state.
The state has no allowance for autopsies (the only way to identify a SIDS
case accurately) and as recently as October, a couple whose child died of
SIDS, was initially charged with murder and exonerated oﬁly after a full
investigation.

Washington State--- } catch 22 exists where Childrens Orthopedic Hospital,

the site of the Project, is the Block Grant recipient and hospital personnel

needs supercede the Project needs, causing a continual reorganization
because of lack of continuitr, Yet in 1984, there were 181 SIDS deaths in
thir atate. In another western state without a chapter, the Division of
e
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Maternal and Child Health has denied a rinizmal $2,000 esch to the seven
health districts with the statement that “tba districts will be doing it

anyway." There is no legislation in this state for SIDS autopz;ies.

25
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New York-—- The SIDS Program with three centers in the state operated a

G

cost effective program with an inadequate $218,275 Block Grant supplemented
g by State Health Department funds of $120,000. Because that state money

had been awarded them their Block Grant for FY 1986 has been cut by 810,000,
They will probably lose the gervices of one part time nurse who provides the
ongaing re-education of EMIs, funeral directors and clecgy. SIDS claimed
the lives of 324 infants in New York State in 1984,

Texas-—- The state, with comwunity projects only in Houston and Dallas,
receives only $20,000 and $50,000 respectively. While there is state

money for autopsies, a Justice of the Peace may request an autopsy but is
under no obligation to do so. The Health Department provides infcrmation

to the public and professionals "ag requested®. According to Department

statistics in 1984 only 78% of reported SIDS deaths were autopsied. Based ,.;é
on the 2.0 5IDS per 1,000 live births, Texas would have an estimated 598 ’ ‘:‘
SIDS but only 351 were reported. In a recent court case, the pathologist ,%ji
for the state, stated that 95% of SIDS arc child abuse. ‘;gj
)

Finally, if the restoration of categorical funding is not possible, ;"ﬂ

at least, I would hope for federally mandated MCH Block Grant funding of "‘f'

state SIDS programs, Because of confidentiality legislation in many siates,

doors do remain closed to programs in the voluntary sector and if there is
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no state program, families are oftentimes left without any adequate
assistance. Furthermore, without a federal program there can be no
uniform reporting of stat.stics.

At the turn of thte century in Anerica it was not uncomwon in many
families to experience infant death. Today, we do not expect it. And
yet in our country in 1985, the sudden death of an infant becomes a fact --
a reality for a family, once every hour.

Th2 poet Robert Frost, who suffered the death of his infant wrote in
the poem, Hox. Burial

"The nearest friends can go

With anyone to death, comes so far short

They might as well not try at all."
Such is not true now for those victims of SIDS who have been given
scientific facts, compassionate support of other parents and hope derived
fron current research. We have come a long way since my daughter, Molly,
died 30 years ago. With countless others we will block the road for any

who night wish to return to the past.
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CARRIE SHEEHAN
WESTERN REGIONAL DIRECTOR
NATIONAL SIDS FOUNDATION
©18 16TH EAST, SEATTLE, WA 98112
(206) 329-7922

December 9, 1985

The Honorable Robert Garcia *
U.S. House of Representatives

Room 219 Cannon House Office Bldg.

Washington, D.C. 20515

M Chairman:

The following remarks are in response to the Committee quest-
ioning me regarding Education ak-ut SIDS as it exists in various
states.,

Without a State Program large geogrwvhical states with sparse
populations such as those of Montana, Wyoming and Idaho, literally
have no education for public health departments. This year

Idaho did hold a teleconference for several hours regarding an
updat2 about SIDS research. Because no State monies were available
for my participation, the Foundation assumed th: expense.

In a recent conversation with the Coordinator of ta~ State Pro-
gram in Oklahoma, he cited especially the inadequacy of tL.he pro-
gram in its ability to deal with marital counseling. Education
and marital counseling in the private sector costs $50 an hour

s0 is unavailable to many for whom the Project would recommend
it.

The New Mexico Project was just notified that their budget would
be trimmed by $10,000 dollars reducing it to $53,000 which includes
education travel throughout the whole state. The SIDS telephone
line avialable formerly, for all in the state is to be discontinued.

’

Tr= State of Washington also, cut back its 2¢hour phone service
to SIDS families, during 1985, in an effort to 'liv~' with their
budget cuts,

The last major education effort for the widespread health districts
in Alaska regarding SIDS information wag a 1980 teleconference.

From the instructor of nursing education in San Antonio comes
the information that the State Health Department"only pays lip
sexvice" to educzting parents that autopsies are important and
monies are available. The population of the city's metropolitai.
health d_strict has little formal SIDS management service. ‘The
unwritten belief ig that "SIDS parents are parents who don't
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know how to take care of infants."
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The Florida Project, once an outstandingone, now only has
resources to gather statistics. This coming w2k the Coordi-
nator of the Louisiana Projec: will meet with me and the
Washington State Chapter to learn of their educational program
as the Project located in New Orleans is 80 minimal it is only
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a "central register" for SIDS deths in the state. X a?

R
In conclusion, I would point out that my earlier testimony ﬂ;%
indicated the probabl& loss of the service of a part-time e
nurse to educate the EMTs, funeral directors, and clergy of yﬁ%
New York State, the total lack of any educational program in ]
Montana and the termination of the Hawaii Program with the ‘%

consequent loss of any educational outreach.

!

: "S]

) . . Lo - -
While I realize thisinformation is anecdotal and subjective, o]
it is the lack of a comprhensive Federal Program which gﬁ
prevents the gathering of any statistics. ‘égi
Kh

For myself and those families which I represent, you have «Sé%
my deep appreciation of your concern about the issues which G
affect SIDS management and ultimately those victims of the R
tragedy. ;f%
R
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Mr. Garcia. Mr. Petit.

STATEMENT OF PARKER H. PETIT, CHAIRMAN CF THE BCGARD,
CHIEF EXECUTIVE OFFICER, AND FOUNDER OF HEALTHDYNE,
INC. :

Mr. Pemir. Thank you. I am Pete Petit and-I have been directly
involved with sudden infant death syndrome gince 1970 when I los%
my second son from a crib death. As a result. I founded Healthdyne
to develop equipment that physicians felt would :be beneficial .in
preventing crib death. More ~reoentlg I haye become chairman of-
the American Sudden Infart Death’ yndrome Tustitute, a°nonprof:-
it national organization committed to increasing, our understanding
of SIDS and finding a means for its prevention. I'believe that be-
cause of my long-term involvement with this tragic problsm, Fhave
gained a broad perspective’ on SIDS and’ the;support systems used,
for the management of an at-risk infant. e »

During the 1960’s it was commonly held that the infant that died
of SIDS was perfectly normal. However, since 1972, bécause of in-
creased research funding through NICHD, and the support of the.

scientific comniunity, we now know that SIDS infants have a. .

chronic abnormality with subtle manifestations that are detectable
within the first few days of life. It is also now beginning to0 appear
that this abnormality probably has its onset during;gregnan 2

As a direct consequence of improved understanding ofASIlc)yS and.
technological advances, there has been a rapid growth of clinical
efforts aimed at preventing SIDS and decreasing morbidity. A very
critical element in providing this base has been the development of
home monitoring programs. It has been estimated that there is at
least $150 million being s}ﬁent annually, whick includes diagnostic
studies, physicians’ fees, hospital reimbursement, as well as the
services and equipment that are related to the home monitoring

Programs. ..

As I stated, home monitoring programs have become a critical
component in the clinical efforbsmgrected at tl;lm.venting SIDS.
Therefore, it is extremely important to examine the effectiveness of
these home monitoring programs.

Within the last month, an international conference was hald,
and it was attended by key clinicians from around the world. The
conference was organized bgrthe American SIDS Institute, Dr.
Alfred Steinschneider, and Dr. Andre Kahn from Belgium. The
purpuss of the meeting was to examine all available data as they
relate to the clinical issues of SIDS.

In general, there was full agreement that there are ups3 of in.
fants who are truly at higher risk to die of SIDS. hermore,
data was pregented from Australia, France, and the United States
which indicate that sophisticated home monitoring programs, when
employed with selecbeg igh risk infants, are associated with a de-
crease in the incidence of SIDS. However, this conclusion was tem-
pered by the full recognition that these data were obtaired employ-
ing far from idea research methodology.

It also became clear at this meeting that infants were dying
while being provided home health care. However it appeared that
most of these deaths were associated with a lack of utilization of
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the home monitoring device, even when the device was available in
the home. Because of the weaknesses of some of the available data,
this clinical group also felt the nesd for more scientific evaluation
of home monitoring programs, the need for assessing means for im-
proving- home monitoring programs, and for research to improve
the clinical techniques for identifying infants at risk for SIDS, In
other words, more applied or clinical research is. definitely needed:

Todui?r the needs associzted with re2ucing SIDS and; managing at-
risk infants are numerous. However, there are two needs that Ifeel
are faramount. First, while the Government was generous during
the late 1970’s with research. dollars for this problem; I feel that
the funding was-curtailed somewhat early and private and indus- _
try sources have not bridged the gap. T e o A

Second, there is a danger to the support group that has devel-
oped .mce 1978 that supports the S rone infant. Many infants-
receive monitoring as a result of State-funded Medicaid programs..
Through the federally funded block grant programs, these funds
are supposed to flow with some degree of unifcrm clinical care and
reimbursement criteria to patients in each State.” At"the presént
time, there are majo: disparities in the State infant monitoring re-
imbursement programs, - . &

While I cannot overemphesize the neéd for additional Govern-
ment funds for SIDS research, I must emphagize that I certainly
realize the private sector’s obligations te pick up where Govern-
ment funding falls short. I can assure you that I am personally
working toward attempting to unite various charitable-SIDS orga-
nizations nationally so thet fundrajsing can.be accomplished in.a
systematic and focused manner, as is done for other charitable or-
ganizations such as cystic fibrosis and muscular dystroggy. R

However, I cannot report that we have completed that task, and
even when united, the needs for, SIDS reseerch will cutpace chari-
table sources for some time in the future. I strongly recommend
that the Federal Government commit at least $2 mﬂi ion annually
to sugi)ort research efforts. This is less than 2 percent of the total
anril: toc?dsat for managing the at-risk infants to the health care
system y. :

The internationul conference made it clear that there are, in
fact, infants who are at high risk to die of SIDS. It is also clear
that the only available approach to prevention that has gome sup-
port at this time is the usge of home monitoring programs. Unfortu-
nately, it is difficult in the current health care climate to provide
these programs and this kind of care to all infants in need, regerd-
less of socioeconomic levels. However, I can say that a great deal of
progress has been made through Federal and industry efforts in
controlling the spiraling costs of health care and in moving health
care toward the lower cost providers. .

Of course, one of these low cost providers is home health care,
and it is vital that the home health care remain an alternative to
3 hospital care. But, the problem is that many home care dealers are
currently finding it unprofitable to support home monitoring pro-
grams due to the difficulty in obtaininé fair and equitable reim-

ursement for their Medicaid patients. If the reimbursement prob-
lemns related to home monitoring are not stabilized, then the alter-
natives for these infants is nospitalizatics: at ccats of 20 to 30 times
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higher on a monthly basis. Therefore, I certainly think the home .
H monitori am prcblems that are beginning to develogt:g

P
cause of the lack of adequate reimbursement standards from
to State is worthy.of congressional examination. -

Mr. Chairman, I want to thank you for the invitation and I
spesk, I am sure, for the rest of thecpanel. It has been a. pleasure
and I hope it has been informative. < . .

[Tll‘l(f] ollowing background information was furnishedfor tke
record: .
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PARKER H. Berrr, CHATRMAN, Crrky EXECUTIVE Orricez, HEALTEDYNE, Inc,

Parker H. Petit, a native of Atlanta, Georgia, is Chairman ofsthe Board and Chief
Executive Officer of Heslthdyne, Inc., an international diyersified medical products
andhealthcaresemceecompang. . R .-

After loaixg hs second son to Sudden Infanit Death Syndrome (crib death) iu 1970,
Petit resi his position ad*ai Engineering l:“xgect for the Lockheed-
Georgia Company of Marietta, Geotgia and foun _Healthdyne, Inc., where he de-
veloped the world's first home physiological monitoring device, now used worldwide
. in the management of infants at risk for SIDS. .. R
; Since that time, H3althdyne has become a $134 million international corporation
with a diverse product line that ranges from critical care equipment for hospital use
to a full complement of therapies for home health care, Heal o's stocl. 15 traded
on the national over-the-counter market under the %zgol HDYN..-.. 7 .

Petit was born on August 4, 1989. He earned.-a elor’s degreo in Mechanical
Engineeﬁn!g. ind a Master of Science in Engineering Mechanics from the (xéo
Institute of Technology and an-MBA in Finance from Georgia State Universit{. ©
ilsprv&d witt.h an aviation unit of the United States Army, attaining the rank of first

eutenan o ] y <

He is the author of a number of papers, including “Indu.sh‘y, Perspective—Apnea
. Monitors for Home Use,” nted inp%88, and a textbook, “Primer on Compcsite

Materials,” published by Technomic Publishing Cgmgany.in 1¢69. g
‘ He was the recipicnt in 1981 of the Humanitati A Le Plaisir D’Attribuer, a hu-
manitarian award presented by La Societe Francaise of Charleston,.S.C. - .
Petit is Chairman of the Board of the American Sudden Infant Death Syndrome
Institute and a member of the Board of Directors of the Georgia Cystic Fibrogis |
Foundation. He is a member of the board of directora of Hybridoma Sciences, a bio- g
technology company; Atlantic Southeast Airlines, a ::Fibnal airline; and The Ad-
vanced Technology Development Fund, a ventura ca&i fund. . P
He is a member of the &bb County Chamber of Commerce and the Health Indus-
try Manufacturers Association. A license¢ wmmercial pilot, he enjoys flying as well R
as oil painting, skiing, golf and tennis. He 's the father of two teensage children. R
. Mr. GArcia. Thank you very much. - . . ”

I would just like to say to all of you how deoply appreciative we
are for your coming today. We all share something in common. I
am dorry that we don’t have time for questions, but we will be sub-
mitting some questions to you and would appreciale your respond-
ing to them and getting those answers back to us as soon as possi-
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Again on behalf of the committee, we thank you very much for
being with us. -

| Ms. Rerrer. Thank you, Mr. Chairman.

| Mr. GarciA. The third panel consists of parents who have suf-
fered losses of their children to SIDS and have come forward boldly
to share with us the personal impact of SIDS. Thé elists are
Jennifer and Ken Wilkingon from Great Falls, VA, and Sherry and
Ronn Waller from Dallas, TX. Would you be kind enough to come

up.
You have been waiting for quite some time. Have you worked
out an arrangement as to which couple will go first?
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Mrs. WiLKINSON. Yes, I will go first.
Mr. Garcia. Fine.

STATEMENT OF JENNIFER AND KEN WILKINSON, SIDS PARENTS,
GREAT FALLS, VA

Mrs. WiLkinsoN. I am Jennifer Wilkinson and this is my hus-
band, Ken. We lost our third child last December.

The story of our daaghter, Larkin Adelle Wilkinson, is similar to
that of over 7,000 children in this country each year. It is the story
of the short life and sudden death of a person denied the possibility
of a future. It is tiie story of pain, struggle—and in our case, sur-
vival—of individuals, a marriage, and a family. In all cases, it is a
story which ends with questions: Why did our baby die? Could it
have been prevented? W‘ilat is this insidious killer called SIDS?

At birth, Larkin was pronoi..ced healthy and normal by her doc-
tors, and subsequently at home we made our own private pro-
nouncements on her utter perfection—she was beautiful, good na-
tured, and ours. She seemed to develop normally, growing stronger
and more alert with each passing week. She learned; to hold her
head up and turn over on schedule and by Christmas she had
reached that delightful age of 3% months, when alertness turns
%nto }:-:al curiosity and smiles often beccne those memorable first
aughs.

The day after Christss I found Larkin dead in her bassinet. No
words can adequately describe the shock. horror, and pain of a
parent at such a moment. To hold the cold stiff body of your infant R
offspring is to see in one unexpected blow your own future chapter u
deleted. To lose a baby whose sole source of novrishment had come '
{gom your own body, as in my case, is something akin to amputa-

ion.

The longer term repercussions from such an event are endless. In
our case, we had to deal with our two older children’s reactions.
Our 6-year-old, who had just entered the first grade with enthusi-
asm and excitement, suddenly slumped into apathy and depression.
Our younger girl had recurring nightmares and endless fears. “Can
} %te;:’ SIDS? Am I old enough to die? How many birthdays do I havs

eft?”

The strain on our marriage was intense. While each of us was
craving the support and comfort of the other, the effort of merely
maintaining one’s own equilibrium precluded the ability to give
and to support, and the anger that always accompanies such a
tragedy was a constant source of friction. ’

We had to deal with the reactions of others as well. We have dis-
5 covered that there are those who are made uncomfortable by our
pain and look to us for help in social situations. We continue,to
face the casual “how’s the baby”’ from those who somehow did hot
hear the news at the time.

r But the hardest single aspect of the expzrience has been learning
to live with the hole left in each of our hearts by Larkin’s absence.
To think that this story repeats itself on the average of 7,000 times ol

each year in this country, 1 baby every hour. I shudder to think “ I
that at this very moment some mother somewhere may be discov-
ering the lifeless body of her beloved infant. It heightens my sense

37

. , .
v o 5 - - M’«s:lsoﬁ

d
P I
T A I

%, ¥,
}ohoaly, A

Seens vy Jod s
.

M~ -
ik, e
S At N i,

P e oS

X

Y,




92 i

]
of urgency to know first hand what further pair and struggle that 1
mother and her fernily have ahead of them.

Why, then, hasn’t SIDS become o burning issue in this country?
Why research been progressing at ruch a terribly slow pace?
Why is so little money goxrnﬁ into a cause 80 ‘worthwhile?

I think there are several explanations. One reason is that the

eneral Sublic remains ignorant about SIDS. Other than those who
ve had the misfortune of a first- or second-hand experience, very
few people know the striking facts—that it i§ the No. 1 killer of
infants in the first yea - of life; that there is no detecting it; that it
continues to happen with the same cruel regularity day after day,
month after month, year after year. ) .
The figures are even more shocking when examined next to

those of the causes which have, for one reasén or another, come :

under closer public scrutiny. Muscular dystrophy, for example, fs}
thanks to Jerry Lewis' monumental efforts, receives millions of dol- P
lars each year from public and private sources. Everyone is famil- %
iar with “Jerry’s Xids,” the TV specials, the donation boxes u}gro- .

5,
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Muscular dystrophy kills one-tenth the number, of people per
year that SIDS does. o
AIDS is the most publicized diseasé just now, and also receives
major financial support. As of Au, of this year, AIDS had not
yet killed as men u%ople total as SIDS does every single year.
Why, then is so’ overlooked? Dc we value the lives of our
babies so much less than those of others? Would the public concern
be aroused if such an ailment struck our countmf 5-year-olds or
10-year-olds or 20-year-olds? Surely we realize t to lose 7,000
h young minds per year is to seriously deprive the country of ;
one of its g’reateet natural resources. 1
Why did Larkin die? Could it have been prevented? What is this ‘
insidious killer zalled SIDS? Lot us hope that through further
public awareness and research some of these questions will be an-
:,wiﬁrl;eg. For the love of Larkin and all the other babies, I pray it
80

[Th;}foflowing response to written questions was received for the
record:

To JENNIFER WILRKINSON

L. Were you aware of SIDS before Larkin died?

.2 Why should the Federal Government take on the responsibility and the finan-
cial burden of finding the cause and prevention of SIDS? ’ o

L. Before Larkin died, I had heard of “crib death” and had ﬁx;]obably heard the
term SIDS, though I didr't know what it stond for. I had never known anyone who
had lost a baby to SIDS and had nc ides how common it was, Since leaminqa;nore
about SIDS myszelf, I have become incrensingly aware of the general public’s lack of
know.edge. Even many educated and well read people often believe thers is a con-
nection to one thing or ancther—breastfeeding versus bottle feeding, overbundling,
sleeping alone versus sleeping with a parent . . . Indeed it i3 human nature to re-

uire some form of legical exglaanation for such an outrageour occurrence rather
than accepting the awful fact that virtually nothing is known about the cause.

2. In spite of the fact that SIDS is the number one killer of infants in the first
year of life, there is very little research being done either with public or private
funds. There are basi two reasons for this sad state of affairs. The first is that
the study of SIDS necessarily involves that of pathology rather than medicine since
there is no illness p ing-the death. This automatically offers more of a chal-
lenge to researchers than when patients with symptcms are available for study thus
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limitiuil the number of scientists interested in undertaking such a project. The
fewer the number of requests for money, the fewer offers there will be. The aecond
reason for the painfully slow progress with SIDS research is the lack of public
awareness. The general public does not know enough about it to consider it a threat
to them, when in fact, one baby in 500 is fairly high and all expectant mothers are
at ris}f:. Further public awareness would trigger more interest and thus mora re-

If the federal government were, to become involved, a national effort to break
tonghs to SIS myclry coortng antopeles an a cpecifc pational set of retome.

rol, a uniform system of reporting au es and a ific national set of require-
ments imposed on the indivigoual states medical examiners offices could lead to more
accurate informat.ca qn a broader scale than lpresent’.ly available. Surveys on larger
numbers of SIDS victims would then be possible. -

The federal government is the only body which has the financial resources to un-
derwrite a program on this scale. Such funding could be done on an indirect basis as
is the case with the Orphan Drug Bill thus attractinig the private sector with the
tax credits necessary to recover some of the cost.- 5

STATEMENT OF SHERRY AND RONN WALLER, SIDS PARENTS

Mr. WaLLer. Mr. Chairman, my name is Ronn Waller" from
Dallas, TX. This is my wife, Sherry. Sherry has been a registered
nurse for over 8 years and has specialized in cardiac intensive care.
She holds two degrees ir nursing and I, myself, hold three degrees
in chemistry, psychology, and mathematics. .

I would like to introduce you to our son, Blake Christopher
Waller, and I would like to tell you a litile bit about him.

We fell outside of every category that was previously mentioned
except for one. Blake was a ‘little boy. He was born November 21,
1984, at Medical City Hospital in Dallas, TX. He was delivered by
natural childbirth and was extremem healthy from the very begin-
ning. At birth he weighed 8 pounds, 112 ounces and was 21%
inches long, hardly an underweight at birth baby. His learning and
maturation process amazed his mother and I and even his iatri-
cian by its rapid progress.

After 2%2 months we hired a professional housckeeper and
nanny, and Sherry resumed her career. Since her cffice was so
close to the house. she would very frequently each day go home to
visit him and play because he was so playful and so ??y all the
time. And I was the same way tow him. Blake and I were in
love at first sight and there seemed to be a special bond between
my son and L

On the mornirg of March 6, 1985, we awoke to another day, as
we always did. I went into Blake’s room to give him a kiss before
going to work. He awoke in his usual pleasant mood, laughing and
smiling. His nanny arrived on time and Sherry kissed her precious
child for just for the day, she thought, before going to her office.

At 1 (f,m. Sherry called home. Nanny put the phone to Blake’s
ear, and when he heard her voice he started cooing and laughin .
as he always did, because he recognized her. Then at 2 v'cloc
Sherry received a very frantic call from home. The message was,
“Sherry, Blake’s not breathing.” The bluntness of ths mesgage took
several seconds to sink in. Sherry frantically tried to explain how
to do CPR and mouth-to-mouth resuscitation.

Suddenlly the phone went dead and Sherry panicked. She
thought, “She’s overreacted. She’s left him alone and he’s not
breathing.” She immediately threw the phone down and rushed
home. Thoughts racing through her mind were that there must be
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gome mistake. He's OK. Wlien I get there he'll be all right. It was
Just something she didn’t understand. .
But when she pulled into the driveway she encountered a_sight
that was very frightenixl),i;gt’s cne that I pray none of vou ever see.
An intensive care amb ce was parked there and our.baby son
was sprawled in the back. One medic was trdymg to breathe life
back into his limp qu{j:llxlﬂe:rzh%,gep was doing heart. compres-

sions, trying to restart en.the, paramedics saw Sherry
ruaning up to the driveway, they slammed.tge'door shut.- -« =
Several of the neighbors were there to reassure her,"and

suddenly the paramedics yelled “Let’s go.” Sherry thought, “Thank
God, Blake’s alive.” They still wouldn’t t3811 her anything. They
wouldn’t say that he was OK.

The trip to the nearby emergency room-at the hospital took only
a few minutes, but it was like slow motion. Someons at her office
called me as all this was happaning and I raced across town as fast
as I could. When I arrive<f we, sat in the emergency réom and
waited. We cried, we begged, and we prayed, that our only..child
would be spared. I was literally numb. How could this happen .to
Blake, who was only 8% months. He was.a picture of health.

Forty-five minutes later the doctors came to tell us that after
multiple doses of strong cardiac drugs Blake had a heartbeat, but
he was still not breathing on, his own and they feared there might
be brain damage because of lack of oxygen.

We rushed him to the intensive care.unit at Children’s Medical
Center and asked the doctors on the way if there was sonie signs of
vomiting or some signs of something abnormal because we wanted
to blame something that we could really understand. They said
there were no signs, that he was a perfectly healthy baby from
birth to that moment, and there was no reason to ieve that he
had succumbed to some other problem. o

The%y let us visit him in the ICU as frequently as we liked. We
stayed there all night long. We would go.in and talk to his lifeless
form cn the bed and read the sign above his name that said #Blake
C. Waller, 3% months, respiratory arrest.” Tho facts hanging over
his head shocked me into simplicity. We stayed all night looking
for some improvements. There was none. The next morning the
doctors came and told us that his brain waves were flat, that he
had no brain activity. He hadn’t taken a breath on his own since
the day before.

Someone, some thing, had stolen our healthy, intelligent baby
from our lives. We asked the doctors what the diegnosic was and
they said sudden infant desth syndrome. It strikes quickly, quietly,
there is no detection, and there is no known cure. Your baby is just
clinically dead. Very simple facts, too simple. But that’s all we
know about SIDS, except that it does take the lives of soms 7,000
infants in the United States each year.

Sherry and I clung to each other. We couldn’t believe what was
hagpening to our lives and to our future. You know, why was our
baby son lying there connected to all those ghastly macaines? We
didn’t have the answers, and shockingly enough, neither did the
experts. Our son was dead and no one knew why.

at evening they moved Blake to a private room so that we
could be with him a few last moments. The doctors told us that we
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had to make the decision to disconnect the respirator. We prayed
to God not to have to make that decision. We wanted time just to
stand still. We felt if we could just keep him there on the respira-
tor, where we could see him and touch him, tha: everything would
be OK in time. But they said there was absolutely uo iiope of recov-
ery and that we had to de what we had to do, ,

At 10 p.m. that night the nurse rearrsaged ail the equipment so
that Sherry could hold him one last time and rock him. Then I
took Blake tenderly from her arms and held hirn and gently rocked
him to sleep for an eternity. For 3% months I had rocked- him to
sle‘?? at that very time, at 10 o’cleck each night.

Ve lefi the hospital and we left our baby son. Why had he lost
his life? Why couldn’t the doctors give us a reason for that elusive
problem? Money. Doctors, medical examiners, and counselors alike
told us the problem was money. Why can’t we have more mone
available for such a horribly devastating problem as SIDS? I can’t
help but think that if a few dollars more had been available, that
Blake would still be lying asleep in his soft crib in the room and be
with us today. If we had all worked together in providing research
funds, we might have found the answer. Why can’t we protect the
innocent, unkowing babies of our world? Because of money. We
need more funds to do the proper research and development to find
the answers to 80 many questions.

Initially, the death of our son had an impact on cur lives that I
can only say like our whole world had collapsed. Sherry would
automatically go into his room each morning to pick him up, but
the crib was erapty. Blake’s car seat had been removed from her
car and she no longer had her sweec companion to go with her
each day on her errands. :

Sherry and I no longer had the pleasure of rocking Blake to
sleep each night. The desolation and isolation were intolerable. We
actually contemplated suicide to join our son, we were so lost. We
sank to the depths of despair and hopelessness. We had so many
questions, but no one had the answers. We couldn’t find comfort in
any direction. Our baby was dead and no one knew why. We kept
wondering, how long can this silent killer attack our children
before we take the concentrated effort to protect those who can'’t
protect themselves.

1 of our questions seemed to be answered with one word—
again, money. Why hasn’t someone done something to increase the
funds allocated for SIDS research? Why don’t we have enough
money to save babies’ lives? A baby can be healthy, happy, and
smiling, and 60 seconds later be brain dead on a respirator. What
is wrong that we can allow this to happen?

Our initial reaction of desperavion was replaced with anger,
which soon turned into constructive actions to try to do something,
because we felt that we, Ronn and Sherry Waller, had to do some-
thing to attack this gigantic problem.

The only way really to be sure of winning this battle is for us all
to work together and fight together. I think we’re at war and we
have to raise an army. We have to fight it together.

SIDS is the greatest killer of infants in this country, in my opin-
ion, and medical science suggests it is the greatest killer of infants
in the history of the world. It must be stopped. When we stop SIDS,
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we will also stop the thousands each year who cry, “Our baby is
dead and we don't know why.”
Thank you.

Mr GagrciA. Thank you very much.

Just let me say to the both of you that I really commend you. I
know how difficult it has been because it was difficult for me %o
listen, because I think we all have relived the same moments to-
gether. I really want to thank both of you. I think it is very coura-
geous of you to come forward.

In terms of politics and Goverpment, the bottomline really
breaks down to the experience. It's what we all have gone through
that makes our hope in combating this mystery possible to con-
quer. I would say to you two couples that we will do everything hu-
manly possible to try and alert the Congress and the Senate to the
needs for increased funding to combat this. I can asgure you that ag
long as I'm a member of this body that I will be a very, very active
member, and that your testimony today will help us a great deal in
making sure that other Members of Congress understand not only
our loss, but our sense of inadequacy when we don’t know why. I
thintgidall of us have felt that. I thank you very much for being with
us today. .

I would just say that we're going to keep this record open for
questions ard answers. If those answers can be submitted to the
staff of the Census and Population Subcommittee we will make
sure it is entered into the record.

I thank everybody for being with us teday.

(Whereupon, at 12:45 a.m., the joint hearing was concluded.]

[The following statement was received for the record:]
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Statement of Lewis F. Lipsitt, Professor of Psychology and Medical
Science, Brown University

Mr. Chairesn, I am Lewis P. Lipaitt, Profeszor of Psychology snd Mediocal
Soience and Director of tho Child Study Cenier st Brown University. I sm
pleased to have this cpportunity to present testimony on researph on
Sudden Infant Death Syndrome (SIDS) on behal’ of tha Federation of
Bebavioral, Paychologiosl and vognitive Soicnces. The Federation, formed
in 1980, i3 a coalition of 13 soientific sooieties with combined
mepberships of over 90,000 behavioral scientists. ° w
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I have been involved in infancy research since 1957 and SIDS research
aincs 1974, In addition to this testimony, I am submitting my 1979
Amorioan Psychologist article on SIDS research. */
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Research on the ocsuses of Sudden Infant Death Syndrome (SIDS) has
oconcsntrated historiocally pritoipally on tho oiganic conditions preceding
death. The assumption has been, quite undorstandably, that thers must be
soze underlying {llness which will be discovered eventually. Beosuse SIDS
is a "residual diagnosis® (tho medical exsminer or pathologist must
certify that no known osuse of death has been found), parents and
physiolens are inevitably perplexed by the situation. Unfortunately,
reoriminations are common.
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In the absence thus far of any specific physiologios. wechanise to which
8IDS oan bo dofinisely tied, some of the mosi hopeful ressarch stems from
the epideniologionl or, more soourately, aotuarial data on the phencsencn
of SIDS. ‘his line of researchn has dooumented those oonditions of the
baby's fetal development, birth ciroumstances, familial enviromment and
sooial milisu that may be related to the SIDS outoome. Typically, the
hospitel records are explored to find higher than usual incidences of
partioular prenatsl and perinstal conditicns, such &n prematire birth, low
birth weizht, iow sociceconomic faotors, the neod for resuscitation at
delivery and maternal smoking. Such studies have in fact oconfirmed the
relevance of thace conditiors es somshow being involved as "setting
oonditiona® in SIDS. As can be readily noted, many of the conditions that
have been so implicated do relate to 1ifs style ard the sooial welfare of
the family.
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To be sure, not all of the ‘iwtors tbat oan be confirmed as statistioal
oorrelates of SIDS will be found in any given csase of orib death, and
indes! moat infants who possess multiple risk factors that are assooiated
with SIDS do escape from the fate for which they seem strongly destined by
sotuarial counts. Konstheless, the data have value in suggesting that
certain populations of infants (®.g., those who live in dnner-oity

l poverty) are in greater jeopardy then others. It should follow that 1)
the mechaniazs and proocesses by which these etatistioal verities omerge
should be discoverable with appropriate scientific effort and 2)
incerventions ray bes implemented to reduce the incrcased 1ikelihood of
SIDS in the at-risk populations of infants. Ve need to know more about
vhat happens naturally in those who have the risks but aie somehow
ienunized by extenuating ciroumstances and escape death.

*/ Retained in subcormittee files.
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Somotimes the presentation of firdings which auggest that style cf living
may be implicated in the deaths of infants osuses consternation. Few of
us would 11ke to believe that the behavior of parents or the milieu in
vhich infants are raised, which the pareats »ay not be able to alter, can

be legitimately tagged as contridbutors Lo death. Howsver; we must 1ook
beyond the socusatory parsnoia which so ﬁ'oquonuy .ooonpaniu the SIDS
phenomenct and try to find those fortuitous and seeningly hni;n
conditions in the lives of familiss and infonts which sppéar to be
impliceted as SIDS precurssrs. Smoking behavior is one such oondiuon.

Ko apparent and deliberats "harm® has ooournd in SIDS osses; the vary
definition of the diagnosis rules out socidents or tissue injury of any
sort. The argument that ve must lock carefully at the psychophysiologicsl
ocordition of *he baby and ths biobehavioral tactors socompanying
development dura~q the 2-% month vulnonblo sge period carries with it mo
auggeation that pivents are "responsitle® for the dexise of their SIDS
infents. At the sume time, we must. explors the possibility .that.SIDS msy
be the oulmination of & dovelopmental failure of soms sort, perbaps
implioating the loarning proceszes of babies and, possibly, inadvertent
failures of the environment to provide the stisulation.which is required
to enable the baby to beoome invulnerable to certsin types of
devolopmental stresses.

To assort thatl SIE3 may b2 the result of a speoial type of learning
disability would go deyond avaiisble dats, bal the possidility os a
hypothasis has oonsiderable suppertive, oircumstsntial evidence. e
short veraion goos like this: Thers is the possibility that orid death
involves & fatlure of a suffioiently strong learned responss to develop,
involving defense of the respiratory passages from ocolusion. ,.Babies are
born with a respiratory ocolusion, reflex that, with varyirng strengths,
tends to proteot newbornc from smothering. (Few babiss in the firat month
of life die of SIDS.) Tho strength of this reflax is easily tested in th
first msonth of life, and there are large individual differences in it. By
2-1 ponths of ags, this reflex, probably largely subcortioally wediated
like many other reflexes with which the baby is born, has waned
oonsiderably. fThe initial congenitsl reflex must be supplented eventually
by a largely oortioally controlied, ®voluntary response.® This oozes
sbout in part through a oonditioning procsos on the basis of the initially
unconditioned reflexive sslf-prot.stive behavior. The child's prpteotion
is thus oosured through the acquisition of & developmentally graded
edjunct to the initial reflax. The baby comes to know what to do, as it
were; when threatened with respiratory blcokage.

Infints who suoounb to SIDS often have respiratory blockege (ss froa a
oolt) just before their demise, and their dsaths often take plaoe in the
night wren their thresholds for self-protective activity are at an ebbd.
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Perhaps, to.. their struggle for air is not as eanily Jeard by others in
the nighttime. Thess trpes of “surrounding oonditions,” when coupled with
the posaibility of a apecial kind of learning disability in infants who
sucousb to SIDS, strongly suggest that mors research is reeded into the
1ikely interastion that exists in SIpS grouns between organic
Cefloiencias, ca one hand, and non-organic, functional, anvironmental
oconditions, on the otber.

The proposition can be rvasonably made that SIDS viotime enter 11%¢ with a
surplus of specific risk conditions, many of which have already been
identified (e.g., low birth weight, swoking motlhers), and these. conditions
conspirs with subssquent enviroomental svents '(e.g., poverty.conditions)
vhich plasce the infani at atill greater riask. Specifioally. . infants who
sucoumd to 3IDS may be those who enter Mfe witn an inadequate repertoire
of unconditionsd or constitutional responses, sudh that inadequate
oonditioning tekes place based upon, for ‘example, the respiratory
coolusion reflex, As a consequence, tha infant mky beoome a viotim of »
apsoial type of learning disabild*— guoh thut he or she is not ospable of
angaging in appropriate self-de ™ anive behavior when confronted with
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respiratory ocolusion, perhsp. v night when ssnsitivity to such threats od
15 reduced by drowsiress or sleep. ”';;
It would follow from this get of presuxptions that speoial training cf L
vulnerable ‘ufants might help to reduce the risk of SIDS. Research is e
neoled which would test this partioular biobehavioral hypothesis and other 21
hypotheses atemzing from a closer oconsideration of psychologiosal and ‘?
envirommental perturbations that may be ixplioated in SIDS, Indeed, we ¥

would suggest that & major direotion for research fundiry in the future
should be intervention studies of environpental, behavioral and
socioeocnomio faotors.
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I wvant to thank you for the oppertanity to present testimony. If I cen be "
of any furiker assistance, please do not hesitste to oa2ll on me or Py
Fedoration staff. b
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DEPARTMENT OF HEALTE & HUMAN SERVICES Offce of the Sacretary

~

Washngion, 0 & 20201

Ms, Lillian Fernandez

Statf Director

Subcoamittee on Consus and
Population

Cormittve on Post Office and
Civil Service

House Of Representatives

washington, D.C. 20515

Dear Ma. Fernandezi

Enclosed are the responses of Ms. Geraldine Norris,
Director, Sudden Infant Death Syndrome Project, Division
of Maternal and Child Health, Health Resources and Sor-
vices Adninistration, to the Questions which wore sent
to her for inclusion in the record of your Noveaber 14&

hearing.
Sincerely yours,
ﬁ’ //‘:,Z‘:rﬂﬁ‘
Edward P. McGroart
Legislative Officer
£nclosures
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Ie A “hat are the reporting requizezeuts for Matercal snd Child
Heslth (MCH)-sponsored SIDS services im the States (how frequent
sre reports; what dsta do they inlude; by whoz are they

reported)i .

The Oznibus Budget Reconciliation Act of 1981, Title XXI, gubtitle D Yy
acended Title V of the Social Security Act to estsbliah the MCH Block H
Grant. Section 506 of the Soc§sl Security Act requires that ecach State ;
receiving MCH Block Grant funds prepare an annual report for the -
Secretsry of the Department of Health and Huzan Servicas. N
In keeping vith the inteat and spiri{t of tne block grant spproach, the ;:;
Departzent has not established specific reporting requirements. However, H
a general guldance format for preparing annual reports has been provided ‘
to State health autborities (Enclosure 1). 4
v

1. B, What {s the prosedure for revieving the Teports? ?:

The annual reports are reviewed in the Departzent's regional offices by
progan rep —esentatives who are familfar with MCH programs fa the states
of their region. The reports help thes to maintain their fan{liarity
with State programmisg and o gulds tham tn thefr comsultatien wirh
states. Control office gtaff periodically review the reports as needed.

N e fo L
oh e s et 2 o)

1. C. What is the relation between the re~orts aod plans for future
action on SIDS within MCH?

toan gs wmy o

Since the Department’s MCH represeantitives do not have & role in ¢
’ directing progran activities in the States, the Department's regional
office reprecaentatives use the information in their concultation
activities with the States. SIDS Central Office representctives use the
inforzation in their dsscuzcsions with regional represzntatives and for a
ausber of minsgenent and administrative purposes including identifying
, nstiopal issues, priorities snd approaches; coor'inating activities with
orgsnizations ana agencies in the public and priv. te sector, and shariog K
information nati aally. .
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1. D. Aside froz formal reporting, what other sources of information
does the Departzent have on the status of SIDS services in the
States?

|i 4 - - ;
The zajority of State health ageucles voinatarily report gelected types
of MCH gervice data to the Public Health Foundation, formerly known as

PN v

I I

the Association for State and Territurial Health Officials Foundation. 2
Their post recent publication entitled Public Health Apencies 1983: '
Services for Mothers and Children contains suznsTy data fron 48 States.
0f these, 44 State health Ageancies reported service data on SIDS. Two -
excerpts froc this publication are gubmitted for the record (Enclosure 2
and 3).

il tIs

o, o

On May 7, 1984 the United States General Accounting Office published a
report to Congress entitled Maternal and Child Health Block Grant:
Progran Changes Eserging Under State Administration. Info-mation fron 13 .
states concerning the MCH program and including the SIDS program was
collected and analyzed. The 13 States were California, Colorado,
Florida. lowa, Kentucky, Massackusetts, Michigan, Miesiesippi, New York,
Pennsylvania, Texas, Vermont and Washington. In these States the SIDS
expenditures for 1983 amounted to 0.2 percent of their total MCH
expenditures. The findings indicated an overall general decline $&n SIDS Iy
activities. Two excerpts from this report and submitted for the record

(Enclosures 4 and 5).

o

-

Because of the substantial fnterest conceruing the status of SID;
progranc in the States in the first years of the MCH Block Crant .
environment, & study of the 50 States, 6 territories and the District of 3
Colusbia was conducted in 1984 by the Asaociaticn of Maternal and Child
Health and Crippled Children's Programs. All jurisdictions except 1
Hontana and the territories reportzd that they provided or arrenged for
SIDS activities whether or not they had a distinct and identifiable S1DS
budget or project. In general, about {3 percent of the States reported a
decrease in funding between FY 81 and F. 84. About 12 percent hsd
incceases of 10 percent or more; 29 percent had remained unchanged; and
for 16 percent of the States the Level of funding for onme or both years
was unknowr. In summary, services such as f{dentificaticn of infant
deaths, confirmation of SIDS by autopsy, and counsel{ng for families
continued to be the keystone of the State progracs for SIDS. Conversly,
educational progracs; cozmunity input; and data collection and analysis
efforts were on the decline. The oajority of State Health agencies also
ind{cated that they were involved with prolonged infantile apnea, an
associated problec of SIDS. Thefr involvement ranged from the
estadlishuent of criteria and guidelines for infsnt apnea services to the
Z.rect provision or support of services for fasmilies vith infanis at high
rish for experiencirg prolonged apnea.

Nt-er less formal rources of inforcation include ongoing coznunication
cther Foderal crograns concerned with variovs aspects of SIDS;
+oTaire relationships with p. {vate and voluntary organizations copcernec
+-2t tne problems of SIDS; site visits and pcriodic comsunications witn
L e Federal Reglonal >ffices and State health agencies; parcicipation in
relevant conferences; review of current literature; acld, closz

ccllaboration with the hational SIDS Clearinghouse.
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2. A, Using the most complete and current iaformation available, what

is the status of MCH-sponsored SIDS’service projects, in the
States? .

Many State MCH agencies do support a variety of SIDS activities for their

Jopulations which pay or may not resemble the SIDS projects supported as;
grants yrior to the implementation of the MCH. Block Grant program in
1982, Therefore, rather than define 'the current status of MCH spongored
SIDS projects, it now 1s moce accurate to discuss the current gtatus of
State hCH supported SIDS program activities, -

-

¥

Overall, State MCH suppozt for SIDS.program activities are declining,
States are compensating for this by appealing to other concerned
agencies, orsanizations and private funding ~ources for additional
support and collaboration. As a result, some of thé major SIDS prograu
couponents defined in the 1970's have declinad, gome ha've renained
constant and others havi intensified within any given State.

-~

Autopsies 1n the nid 1960's are being conducted,with equal or greater
frequency than in the late 1970's in more than 75 percent of the 57
political jurisdictions. Only 2 States report thut the incidence of
autopsies in their States hae decreased.

Over 60 percent of the States report that the SIDS educational activities
in their areas continue to be offered to a wide variety of prufessional
groups who eacounter SIDS fzmilies and to the general public. About 26
percent of States report that their SIDS sducational activities have
declined. More uften than not. these programs are a collaborative effort
of the State staff ana the vo)untary parent organizations or they are
conducted independently by *lLe parent organizations..

Only one-third of the Staies have active advisory ccuncils or other means
of formal {nter-agency and citizen collabsration,

In about 77 percent of the States the SIDPS Fzogran activities receive
support from the MCH Block Grant Program. 1th a few exceptions, the
aoounts have teen declining over the past 4 or 5 years. The programs
have been supplexzented by State general funds, and private services.

2. B, kov zany states have projects?

Sujcen Infant Death Syndroze prograwm activities are supported in 46
States by MCH Block trant funds. In five 3tates SIDS eervices are not
supported with MCH Block funds but they are available frem neighboring
States or they are supported by private organizaticns. Information is
not zvailable frow the six remaining political jurisdictions.
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State MCH Block Grent Funds
Supporting SIDS Activities
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States that do not
support SIDS
dctivities with MCH
Block Grant Funds

1. Alabane Arizona
2. Alaska Hawaii
3. Arkansas Kansas
4. Califoroia Nevada
5. Colorado Wyoming |
6. Connecticut

7. Delawvare

8. District of Columbia

9. Florida e

10. Georgia

12, Iéaho 29. New York

12. Illinois 30. North Carolina
13. Indiana 31. North bakota
14. Jowa 32. Ohio

15. Kentucky 33. Oklahous

16. Louisiana 34. Oregon

17. Maine 35. Pennsylvania
18. Maryland 36. ahode Island
19. Massachusetts | 37+ South Carolina
20. Michigan 38. South bakota
21. Minnesota 39. Tennessee

22, Mississippi 40, Tezas

23. Missorri 41. Utah

24. Moniana 42, Vermont

25. Nebraska 43. Virginia

26. New Hampshire | 44. Washingten

27. New Jersey 45. West Virginia
26, New Mexico 46. Wisconsin

What services do these provide?

No data
available

Anmerican Samoa
Guan

Northern Mayianas
Puerto Ricc

Trust Territories
Virgin Islands

How many, for example, provide

informational counseling services for the parents of SIDS
victims? How many provide training and education for b -'rth
care professionals, law enforcement professionals, aund

general public?

A basic SIDS program of services includes identification of possible SIDS
deaths; confirmatior of SIDS by a death investigation including an

autopsy; information and counseling for the family survivors; educational

p ograms for professionals who encounter SIDS families; and, public

awareness activities.

Information and counseling services for families are available in 48
States by physicians public health nurses, social vworkers or others in
public agencies, or by neer counselors from private organizations. Onme

State has had no informational program during the past year.

There is no

data available for 2 States and 6 other pulitical jurisdictions.
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2. D. How much money do they spend on an average? What is the range
in 2mounts spent?

T,
S,

‘o
B

#
&
.

4n accurate ac...nting of expenditures by all States for SIDS program
activities has not been available since the SIDS progran was integrated
with the ¥CH Block Grant Program.

T
Yrs
'~ {"3‘

The following was reported in the Maternal and Child Health Block Grant:

Program Changes Emerging Under State Administration, a G40 report
prepared for Congress on May 7, 1984.

&

.
R
ST

EXPENDITURES FOR SUDDEN INFANT DEATH SYNDROME (SIDS)

Change. a
State 1981 1982 1983 ¥ %
(000 omitted) -
Colorad-. $ 57 $ 43 $ 37 $ (20) (35
Florida 78 . 90 64 (14) 18)
Iowa 43 > 40 41 2 (5
Kentucky 62 52 40 (22) (35)
HMagsachusetts 120 180 158 38 32
Michigan b
Mississippi 0 18 22 22 [
Pennsylvania 118 125 220 102 86
Texas 170 18 (1] (270) (100)
Vernont 20 19 23 3 15
Washington d 117 111 _85 32) (21
A
Total $785 4696 36350 $ (95) 12) e A
California $120 $ 0 $(120) (100) P
New York 300 90 (210) e (70) o
- B3
Total $420 3190 @00 (9 3
« Period of change for first 11 states is 1981-83; for California and R
New York it is ~982-83, j
&
b Michigan 15 excluded due to lack of comparable data. ‘ %
¢ Percentage charge cannot be calculated. m;
d Total SIDS expenaitures could not be identif!ed because all related ‘5;
costs were not recorded separately and were not readily avaflable. #3
The identified expenditures include ~-ta from one service provider 5
during the 3-year period. p

e lNew York funding change may be overstated, although the declining
trend s real. Part of this decline resulted frum a change in the
way the program was accounted for in 19&3.
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2. E. How many people in Americs live in states or parts of states in

which there ate no SIDS projects? Are there plans, on the state

level or within MCH, to establish prograce in these areas?

Using the 1983 population reports produced by the U.S. Bureau of Census,
approximately 12,475,400 people live in areas in which there are few or

no SIDS ‘rogran activities. They are as follows:

Rty

States With No MCH Suppcrted SIPS Programs Pcpulacion
Arizona 3,959,000 3
Hawail 1,023,000 “;
Kansas 2,425,000 =
Nevada git,ggg ¥
Hyoming ’ r,""\
American Samoa 34,000 5
Guar 116,400 e
Northern Marianas 18,200 55
Puerto Rico 3,267,000 "3
Trust ierritories 124,000 .:ﬁ
Virgin Islands 103,800 2%

Total 12,475,400

At this tice, each State has the responsibility to identify ana
prioritize the health problems of their populations; and, to allocate
funds and other resources to respond to those selected prinrities.

3.A. What changes have taken place in SIDS projects since the
icplecentation of the Maternal and Child Health Block Grant in

Fiscal Year 195627

The following indicate some of the major changes that have taken place
since the implementation of the Maternal and Child Health Block %:ant in

Figcal Year 1982,

In Fiscal Year 1981 there were 46 Federally supported SIDS projects in 41

States. At this tize each State is responsible for determining whether
or not to support SIDS activities. To the best of our knowledge, 46
States do conduct scme SIDS activities, however, the range of services
varies considerably. In many States the MCH Block Graut funds are
supplecented by General State funds and contributions frow private and

voluntary services.
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which states have initieted or ended SIDS projecta altogether?
Which have initiated or ended projects im cartain regioms?

3. B.

NCHi Block Grant funds for the SIDS program in Hawaii were recently
discontinued. The SIDS program activities have been curtailed and are PEA¢
being conducted by volunteers. -y

In Texas MCH support for the San Antonio SIDS project was withdrawn and
in Pennsylvania MCH support for SIDS program in FPhiladelphia was
terminated recently. R .

The State of Virginia is in the process of developing & coordinated
Statewide SIDS program. b

.,.”
5

ie

'y
23y

=y

55

3. C. Which scates, as far as you know, have had changes in staffing
’

budgetdi
beeﬁg 28, or availability of servicee? What have those changes

e
7,
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Alnost all States, except Virginia where a SIDS proar

initiated, have experienced reductioms in a:sffigs gn:mbi:g:::ns
Generally, educational progreus as wr.l as data collection and.analysia
have been curtailed. While information and counseling have continued
the numbers of contacts with fawmiltes and the period of time over whiéh
counseling 15 available have been curtailed. The numbers of infant
autopsies being conducted continue t5 increase. :
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4. C. What 1g the trend in spending on SIDS services from 1974 to the
present?

The following table siiows the appropriation of funds for the SIDS progran
as authorized by the SIDS Act of 1974 (¥.L. 93-270) and its armendments.
These funds were used to support grants for SIDS information and
counseling projects in the States. ~

SIDS Appropriations 1975-1981

Fiscal Year . Appropriated Federal Funds
1975 $2,000,000
1976 2,500,000
Transition quarter 56,000
1977 2,000,000
1978 3,000,000
1979 2,802,000
1980 2,802,000
1981 2,802,000

In addition :é the above, the Department consistently expended
approxizately $200,000 annually for national coordination, program
davelopment and information exchange activities.

In FY 1982, the SIDS program was consolidated into the.Maternal and Child
Hezlth Block Grant progrsm. Since then, comparable fiuancial data across
States has becore more difficult to identify. Reports cited in response
to question ] indicate a general decline of expenditures by States for
their SIDS programs.

At the Natisnal level S1DS activities continue to receive support through
the Special Projects of Regional and National Significance (SPRANS)
Progran of the MCH Block Grant Program. In F.Y. 1985 approximately
$675,000 of SPRANS funds supported 2 1esearch grants, 2 demonstration
grants and 3 other SIDS activities, including the National SIDS
Clearinghouse. Thase activities have been described more fully in
responses previously provided for the record.
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