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NOTE TO: Carol Rasco 

FROM: Diana Fortu~ I 

I 
CC: Jeremy Ben-Ami 

SUBJECT: Your question on the attached 

DATE: . January 27, 1995 

You had asked for an update on the advisory :group that the 
Maternal and Child Health Bureau was convening in November. The 
purpose of the advisory group was to seek advice from grantees on 
how to restructure the University Affiliated 

t 
Programs that 

• 
do 

training in developmental disabilities. The impetus for your 
involvement was Gary Goldstein's letter to you expressing concern 

. that MCHB was planning to cap individual aw~rds under the 
program. As the' largest grantee, Kennedy Krieger could have 
faced a major reduction under such a scenario. 

• t 
\ • tAccording to James P~pai of MCHB, the advisory group convened in 

November and Kennedy Krieger participated. : The plan to cap 
individual awards was ultimately dropped. fhe major change is 
that MCHB has decided to open the grant award process to 
previously unfunded programs, but no one is: objecting to that (at 
least not yet). It is possible that Kennedy Krieger's award will 
be shaved back to spme extent as new grantees are added, but it 
should not be a significant cut as they had' feared in November. 

After the November advisory group meeting, MCHB sent out draft 
guidance to grantees for comments, got a generally positive 
response, and made some changes to reflect :those cominents. The 
changes in the process will be announced iq the Federal Register 
in a few days. Applications for grants are due in April. 

Let me know if you have any further questions. 
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Kennedy Krieger InstitUte 
I, 

'~ , 

October 25, 1994Gary w. (;n/dSlI!i", M.D. 
Plt!sid~1II 

Ms. Carol Rasco 

Domestic Policy Advisor 

The White House 

West Wing, 2nd Floor 

Washington, DC 20500 


ATIN: Roslyn Miller 

Dear Carol, 

I write to request an appointment with you to discuss upcoming, changes in the funding of 
University Affiliated Programs. 'The Maternal and Child Health Bureau last week announced 
a total re.~rructuring of the funding system for programs like'the Kennedy Krieger Insti~te. 
These changes will be effective in the July 1, 1995 renewal' of our grant support. 'would like 
to have an opportunity to explain the impact of the proposed changes and get advice from you 
on how to proceed. !. : 

, '. 
1 will call your office in a few days to see if we can arrange a :meeting in Washington. 

, 

Sincerely, 

Gh~~.M.D. 
GWG:kah 

, 'i 
I, 

\ 

I 

\ 
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MEMORANDUM TO CAROL H. RASCO 

FROM: Stanley S. Herr 

CC: Jeremy Ben-Ami 

SUBJ: Gary Goldstein's Concerns on Caps for UAP Training Funds 

DATE: November 23, 1994 

Last Friday, November 18th, 'I met with Gary Goldstein and two of 
his staff at the Kennedy Krieger Institute in Baltimore. At your 
direction, I was responding to his letter to you in which he 
expressed concerns that the Maternal and Child Health Bureau was 
going forward with a new way of funding their core training 
program in the developmental disability field that could have 
adverse effects. 

Here's the gist of their worry: For nearly 30 years, they have 
come to rely on the MCHB funds for a large part of their 
nationally acclaimed interdisciplinary training program. They now 
garner the largest of 32 such MCHB grants (~ee my app. A) and so 
feel particularly vulnerable if a cap is suddenly imposed that 
will cause disruption of their training eff?rts. 

Although they have had access to James Pipai'(301 443-2190J'and 
his superior Woodie Kessel, MD, they feel those MCHB officials 
are playing their cards close to the' chest. ; For a table of 
organization and other MCHB phone numbers, see app. B•• Thus, 
they do not know (and would like to know) if they intend to 
impose a cap, and if so at what level, and with what, if any, 
phase ~n time since they have had $2 milliqn in training funds 
since 1965 ~nd it funds a big chunk of their regular staff and 
training st~pends, and in turn permits them.to send out 
professionals to the rest of the country that are regarded as 
some of the top-flight cross-disciplinary trained leaders. 

Although the details of their recompetition ifor funds have not 
been released yet, they think it will be on 'a very fast track 
( Jan. solicitation of proposals, April deadl'ine for submission, 
and July award).' 

, 
Before I had this meeting, you asked me to g~t a memo from MCHB 
with their synopsis of the issue. I gave you a copy of that meIqb 
along with Gary's letter to you (but unfortunately did not make a 
copy for my files). If I recall the main point of Pipai's memo ,to 
me, it was that the planned to convene some: type of advisorY)f 
group in latiLNovember on, th~s oce • 

We c~nd out more about that ~ and that process to se 
that it was appropriately sensitive to/giving fair lead time and 



.' '\' 

',."",,

avoiding any undue disruption of long-sett+ed and effective 
training arrangements. Please advise. 

I should add that I did nothing to raise Gary Goldstein's 
expectations that we could do anything if the process was fair, 
equitable and open. I 

However, this program, Little Rock, Memphis, Birmingham, Seattle 
and some of the other large programs could :face very harsh 
consequences if new funding arrangements are suddenly sprung on I, 
them. 

One final item Gary wanted me to share with, you. Kennedy Krieger 
is thinking of developing a very ambitious IPulti-service program 
for the kids, non~disabled as well as disabled, in their very 
low-income immediate neighborhood, including their running a 
public school(s) on a contract basis. It all sounded very 
exciting. They are casting about for any source of federal funds 
-- research, capital or operating. They kno~ they are sailing 
upstream, (and I underscored that point), but think they would 
fit very well with Administration priorities. Would you or Bill 
Galston have any ideas to offer them since teenage pregnancy 
prevention, violence prevention, strengthening families, etc are 
all part of their vision for this program? 

.,: . 
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Kennedy Krieger Institute 

November 1, 1994 
. \ 

A comprehensive I 

Gary W Goldstein, M.D. resource for childreJ 
President with d,j,bd;,;" \ 

Ms. Carol Rasco 
Domestic Policy Advisor 
The White House 
West Wing, 2nd Floor \ 

Washington, DC 20500 \ 

Dear Carol, 

I hope to meet with you in the near future to discuss proposed changes in the mechanism of 
funding University Affiliated Programs by the Maternal and C~i1d Health Bureau .. The bureau 
has provided a substantial base of funding to the Kennedy Krieger Institute for the past twenty
five years in the form of an institutional award that supports: our faculty and trainees. The 
Institute is the largest of thirty such training programs in the country and has consistently 
provided both extensive services and. training opportunities for professionals in the field of 
developmental disabilities. 

Last month Dr. Audrey Nora, Medical Director of the MCH Bureau, announced that the award 
process;; will change and will consist of an open competitionl for programs throughout the 
country~ In addition , they stated that a decision has not yet beep made about whether to place 
a financiaJ: .. cap ~mrindividual awards,.; A.,grant. deadline of April 1, 1995 is anticipated and a 
decision about:a' fin~ciaJ cap ~ilr.prob'abiy :h~"made before that date., . . ., 

• ,". i. 'oj .' : • ...., ....... ,', t" .: ..... \•. L>' .. -· .. ·,:1·'· 4 ,;.~ ~":"%.::,'[: :::' .:::.;.~~; '< ",~·,/~'P, ... :. ~'. ,. ,.~ ~ 


.. 
The MCH Bureau grant to t,he Kennedy Krieger Institute is an extremely important financial base 
that allows our programs to succeed and grow. We now have an annual operating budget that 
exceeds $60 million in services, training and research effort. The MCH award of $1.7 million 
provides the basis for our success in obtaining additional funding which is translated into 
important services not only for our region but the rest of the couQtry. My concern is that if the 
Bureau decides to place a cap on these awards, it is likely to be substantially less than our 
current funding. This would have an extremely detrimental effect on our ability to sustain and 
grow our services and training programs~ I have no problem with open competition but am 
concerned about political pressures to have additional programs in the absence of enhanced 
funding to the MCH)~ureau. ' 

~wQulq ~ery muc~}i,~e;to(get togeth~r to,discuss t~e~e.issp~s R,~fq~~,a_ final decision is made by 
,MCI:I,.Bur.~u·conc~rr~.ng.f1~~np~~~paps.o~a~a~qs.:.:;;~ .- ...... );';'1~"" ," "'<""';''''-'1 '>"'j '" 

, • I • -. ,.' ',", .. '\ ~ ".:~ ... - .. , , .,' "":ll., .~(J,':':' ~!. '?::I; "~I... r.::.'~J '~'-••} 

"-::.;';',:- : ... ", }.:.: ~~(..l.~.:" '.'.,' '~'~'.~', I~':' ·,.f. ,".' I:I~. ',:\ ~,'il ." <,., '., r .,' ".'\ "" '1~1" t' . 
, .. ' .;,". ", \ ,:"" ;: /', d jL;;"~,,~,,::, ~::-".i';.~ ,-.',~, ,.. ,:~.'i~;i (.~'t t~:r;T'~~~ 

_Sinc~rely,,;>, I.: ";, , , , l 
,:~. " .. ,; ;,.: 1'1 ;';' :.',', f:~'::: -:;- !J(:f:!: :_:~:. !:\:.()~.,;~:~!~)~~ ~-:.H..n'~·';~;'·J'~f ~.P(: 

G~st:l:: 'M'-D. . .' ",".. '"'""". ':" "i ,;" ,.' " :::' ,'" ",,'W ." '" ,", 

GWG:kah 

707 North Broadway Baltimore, Maryland 21205 (410) 550-948J/Telephone (410) 550-9524/Facsimile (410) 550-9806/TTY 
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OFfiCE OF PF.OGRAM 
SU~PORT 

I 

OitGCIOI 

€amon M. 1.11111" 

OIVlSiONo,seRVICE~ I(V ::ION~sYST:S"D'
DIVISION OF HEAt.THY START 


Olrector 

Thurma McCiM. MO 


I 
PROGAAM OPERAnONS 

BRANCH 
Chief 


Nancy Hslibulion 


I 
PAOOAAM OEVEL.OPMENT " 

COORDINATION ~"''CH 


CNt' 

Gilda MlI11ogijO 

DIVISION OF MAT£A~At.. 


INFANT, CHIl,.O & 
 FOR CHII..OREN WITH: 
AW-eSCENT HEALTH $PECIAl HEAl.TH NE;oS 

Di<eeIot Oit.clcr 
Qa1lid Hep~. MO L..-_M_e_tl_e_o_.'«P.....,..-h_6_l&o_n_.M_.O_..... 

: 
~----~~---. 

PERINATAL & WOMEN'S 
O£NETIC SERVICES BRANCHHEALni BRANCH 

Cl'\11I1 ' 
ChIef Jene S. lifl-I"I.I, MDAI'ln M. Koontz, OrPHi 

'INFANT & CHilO HABILITATIVE SeAVICES: 
,HEAl.TH BRANCH BR.A..NCH I 
~ 

Phydi, E. Slubtlil. MD 

ADOLESCENT HEALTH HEMOPHIUA 80 AIDS PROGfI~ 
BRANCH 8RANCH : 

• Clllef Chief 
JuanIta C. EVatl!J 6elhRoy 

MATERNAL AND CHilO HEALTH BUREAU 
5600 Fishers Lane' 

Rock'-IllIe, Maryland 2oaS7 
Area Code (301) 

Audrey H. Nora. M.D.• M.P.H. Room 18'()S 
florence Fiori. Dr.P.H. ' Room 18'()S 
Eamon M. M4&ee Room 18-05 
Carol Oalaty Room 18.20 
Woodie Kenol. M.D. Room lSA·5.5 
James 1. Papai Roo1l'l18A·55 
BtAdtord O. Pen)'. Ph.D. Room 18A·5.5 
Merl., O. McPherson. M.O. Room 18A·11 
ISM S.LiI'I·Fu. M.D. ' Room 18A·~O 
10hn C. Snwab Room 18A·18 
Beth Ro)' .' Room 18A·19 
David Heppel. M.D. Room 18A·~O 
Ann M. Koontz, Dr.P.H. Room 18A.38 
PhyUis £. StlJbbs, M.D. Roon! 18A·39 
1uanita C. Evat\s Room 18A-39 
Thunna M,Canll" M.D., Room 200 Twil'lbrook 
Nancy H..Jiburton Room 200 Twinbrook. 
Ollda MlrlOglio Room 200 Twinbrook 
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EOlJCAnOIll A~O SCIENCE 


Director ' 

WOO<lie Kassel. MO ' 

' ,....- --..... ..",. 

1""-- I ~ 
I 

( RESEARCH l TRAINING 

\ 
SERV1CES BAANCH 

Cnlel 
James J. Pepsi

I\. 

I 


PRCGRAM SYSTEMS 

OEVElOPMENT BRANCH 


CMlel 

Bradford G, Perry. PIID 


l 
COMMUNICA1'10NS BRANCH 


Acting Chis' 

Woodie KeSllel. 1.10 


443·2170 
443.2170 
4.43·9657 
443·2778 
443-2340 
443·2190 
44J·311i3 
44)·2350 
443·1080 
443·2370 
443·9051 
443·22S0 
443.5720 
443·6600 
443-4026 
443-0509 
443·82&3 
44)·8427 
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Kennedy Krieger Institut¢ 

A comprebellSive May 30, 1995 
Vice President for resource for cbildren 
External Relations with disabilities 

Ms. Carol Rasco 

The White House 

West Wing, 2nd Floor 

Washington, DC 20050 


Dear Carol, 

I thought you would like to see this issue of 

Exceptional Parent with several contributioi1s by 

Kennedy Krieger staff. . 


The cover picture is also one of our 'families. , 

It is always good to be in touch with you. I hope 
to see you in the coming months. . 

Sincerely, 

"'1t tGtA.A.I?\ 

Nancy Van Zltnt 

NVZ:dt 

,~, -'-- ~, -' 
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'THE WHITE HOUSE 

WASHiNGTON 

. , 
February i6, 1996 

,I , 

. i 
I 
ILainey Lebow~Sachs 

Senior Vic~-President 
for Externa1,Relations 

Kennedy Krieger Institute 
707 ,North Broadway 
Baltimore,MO 21205, 

Dear Ms. L8B0w-Sachs: 

Thank you for your letter. Mrs. Clinton pl~ns to donate all net 
proceeds after taxes from her boOk, It Takes a Village: And Other 
Lessons Children Teach Us to charities that:support'children and 
families, specifically children's hospitals~ Mrs., Clinton is 
soliciting advice from the National Association for Children's 
Hospitals and Related Institutions (NACHRI)~ NACHRI'has 
developed a criteria for hospitals that wis~ to be considered~ 

To find out ,how to apply for donations, youishould feel free to 
contact Melissa Lee at: 

1 ' 

I 

NACHRI 
401 Wythe Road 
Alexandria, VA 22314 ,I 

(703)684-1355 
1 

, I 

Thank you,again for your letter. I wish you; the best of luck in 
your new .job. 

I 

I,
Sincerely, 	

I ' 
I 

~t.'j,_;

carol~~' 

I 

" 

, IAssistant to ,the President 
for Domestic Policy 

, I' 
, 
I, 

;" 

'I, 

" ' 

1 
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Kennedy Krieger Institute 
\ 
I 

A comprehensive! 

January 18, 1996 resource lor children 

with disabilities I 
Ms. Carol Rasco 
Domestic Policy Advisor 
The White House' 
West Wing, 2nd Floor 
Washington, DC 20500 

Dear Ms. Rasco, 

On January 2, 1996, I joined the staff at the Kennedy Krieger Institute as the Senior Vice 
President for External Relations. Gary W. Goldstein, M.D., President of the Institute, suggested that I 
contact you and ask for your assistance. 

According to reports in the media abdiit Hillary'cii~ton's hook, "It Takes a Village: And Other 
Lessons Children Teach Us", Mrs. Clinton platis'tb-do'ri:~te'ptoce~ds ftom the publication to children's 
hospitals. The children at Kennedy Krieger·~gliid;m~-e fo bi:d{r'ecipient of the .royalties. 

Dr. Goldstein told me that you visited the Institute in 1994, arid he describes you as a devoted 
advocate for children with disabilities. Although we .have sent a letter to the First Lady requesting that 
we be considered a recipient, I hope you will support our request by sharing information about Kennedy 
Krieger with her. 

As you know, there are thousands of children nationwide withi disorders of the brain who want 
and deserve the chance to live and thrive in the community. Helping children reach their fullest , 
potential and participate in family, school and community life is the thrust of the Institute's mission. I 
hope that you will take this message to Mrs. Clinton and become the advocate for the more than 10,000 
children that we serve each year. ' ' , , 

I have attached a copy of the letter that we sentto the First Lady', ' If you need additional 
information, please call me at (410) 550-8338. 

Sincerely, 

":>,-,;,~,';,,' "n:~'_,'~':~~- "':,,,,,' 

, ", ;'" ii··~: li:' '~~" ~::. Lain~Bo\V~Sat1:lS""': ..!f: '~.:.. : : ~;,.:" ..., "j: '-; 

",-.' :'-;',:;' :.'~. ''': ,,': '.:" .,'. '':SeniorVite'Presiderlt: .i J !1' ,:.\~ ,...., ;"'~:;;:' ::.;;".' .,.;"., 
'. i' ,;,... ,.,' :,' .,. :. "': ''f6~ E~t~thai Relatiol1s'':, ': ., >'. ::i: , .. 

LLS:dt 

707 North Broadway Baltimore, Maryland 2I:l05 (4W) 550'9000/Telephone (4ro) 550.-9J44/Facsimiie (4W) 550'9806/TTY 


