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MOTHERS' VOICES ATTENDEES

May 5, 1994
10 am - The Roosevelt Room

‘Suzanne Benzer
Dorry Bless
Frank (Tony)Davis
vy Duneier
Carole Ellingsworth
Dawn English
Brenda Freiberg
Tina Gillette
Jennifer Gillette
10.  Mike Hartranft

11.  Beverly Hopper
12.  Alice Johnson

13.  Carol Kaplan

14.  David Kirby

16. - Jackie Mitchell
16.  Linda Mowrer

17.  Holly Patterson
18. Tammy Pheasant
18." Sherri Roth ..
20.  Lili Rundback

21.  Cheryl Schwartz
22. Lori Shabtai

23. Bill Behan

24.  Brian Behan

25 Mary Ellen Shauglan
28.  Carol Shaw

27.  Mary Jane Shaw .
28. Pam Shaw

29.  Arlene Shipley
30. Gale Sitomer

31. Hank Spierer

32.  Marilyn Spierer
33.  Marian Sroge

34. Sandra Vreeland
35. Denise Wohl

36. Eliza Llenza

37. Marty Gillin

COoNOONAWLN -~

ALTERNATES:
1. Laurel Mikovits

2. - Carol Ritter
3. Cindy Liebow

end G728n

P6/b(6)

to be provided
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THE WHITE HOUSE
WASHINGTON

May 4, 1994

MEMORANDUM FOR WAVES CENTER
FROM: ‘ Rosalyn Miller (x62216)
SUBJECT: Appointment Request

The attached list of persons should be cleared| as follows:

Date of meeting: 5/5/94

Locatien: Roosevelt Room
Appt. with: Carol H. Rasco
Phone Ext.: 62216

*NOTE: POTUS will drop by this meeting if schedule allows.

Thank you.
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FAXAGRAM
ﬁ‘?ﬁﬂ“ﬂ"ﬁ‘&ﬂﬁ?ﬁﬁﬁEEERE‘B’EQQE‘EEE‘&EEEEQQEE
MOTHERS' VOICES :
c/o Holiday Inn
650 C Street SW
Washington DC
VOICE #: 202-479-4000, ext. 876
FAX #: 202-479-4353

To:  Roslyn Miller
Ph#: 202-456-2216 Fax #:202-456-2878

From: Dorry Bless

Date: 5/4/94

Re: CREDENTIAL INFORMATION FOR MOTHERS' VOICES
WHITE HOUSE MEETING ON MAY 5, 1994 AT 10 AM
ROOSEVELT ROOM -

Pgs: .

“Attached, please find the credertial information for the Mothers’ Voices delegates to
attend the White House meeting tomorrow, May 5th, at 10 am. | have also listed
alternates in addition to the thirty seven invited to attend incase any of our delegates
cancel at the last minute or do not have picture ID with them.

Please call me at 202-879- 6(&:1. 876 with any questions gnd to confirm receipt. |
look forward to meeting7you tomorrow. Thank you for all of your help these past two

20'd ‘ G260 "ON X9 041490 NNI }\UIGHOH 60:L1 Q3 V-V AW
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“THE WHITE HOUSE

. WASHINGTON

May 5, 1994

MEETING WITH MOTHE
DATE: " May 5,
LOCATION: Rooseve

TIME: 10:15 a.nm.
From: Carol H; Ra

PURPOSE

You will drop by a meetlng Carol Ra

- MOTHERS’ VOICES which is a nationwi

advocacy network working to change
policies locally and natlonally

The group asked for a’ thlrty minute

RS’ VOICES .

1994

lt Room
tO 10:30 a.m.

sco 1 L

sco is havxng with
de grassroots AIDS
publlc attltudes and

meetlng with you-and

instead we offered them a meeting wlth Ccarol with a visit

by you.
and will probably tell one story wh

BACKGROUND

This is the second year they have

They will be telling carol

their family stories
ile you are present. -

gathered 51gnatures on

Mothers’ Day cards to public offlcﬂals....last year you

received hundreds of them. They wﬂ
on the Hill today. The cards say t
Mothers’ Day untll there is a cure

You have met several of these moth
at different tlme5°

Carol DiPaolo and\her son,. Joey
Linda Mowrer and her.son, Michael
Lili Rundback, a founder of the gr

PARTICIPANTS

Approxlmately 36 members of Mothers
members. ‘ 9

Carol Rasco ‘

John Garrola of the AIDS Office

11 be delivering them
here will be no
|for AIDS.

ers and- their chlldren

Hartranft
oup

! Voices’ and/or famxly



uj

Iv.

VI.

'SEQUENCE OF - EVENTS

PRESS PLAN

White House Photographer only..

carol will be listening to the family stories when you
enter. She will transition you 1nto the meeting.v For
cloSLng remarks you should. : : ‘

Thank them for their dedlcatlon. :
Thank them for being willing to share their storles.
State your commitment to research and health care. : :
Solicit their support for health care reform and ask them :
- to talk it up as they VlSlt the Hlll.

REMARKS

No prepared remarks necessary.




| — ‘ ‘ ' / - ~ \/}
~ The President's Hegr J ’
and the HJ\/ Epidemic

th Securzty Act

[

For people with HIV or other serious medical conditions, the security. of
comprehensive health coverage is essential. Today, an estimated 30 percent of
people living with HIV are uninsured. Another 40 percent depend on the Medic-
aid program for coverage. Many of the 30 percent with private h?alth coverage
live in day-to-day fear that their insurance will disappear and thelr coverage is
often inadequate to meet the very real needs of their health status

For all Americans, but especially for those with a life- threatemng condition
like HIV/AIDS, the President’s Health Security Act will prov:de the peace of
mind and financial protection of private coverage that can never be taken away.

The Health Security Act guarantees every American prwate coverage for a
Comprehenswe package of benefits. For those with HIV, that will mean coverage
of the cost of doctor visits, hospitalization, laboratory tests, and| prescription
drugs. Coverage of mental health services and substance abuse prevention treat-
ment also are included as is hospice care. 1

" The private insurance market will be reformed in‘a comprehenswe manner
to eliminate the inequities of the current system. Health plans will no longer be :
able to deny or curtail coverage to people with pre-existing medical conditions, X
including HIV. Plans could not “red-line” communities by refusing to sell or ‘
market their coverage in areas perceived to be at high risk for/expensive care.
Plans will be prohibited from placing annual, lifetime, or dxsease«spemﬁc limits
on coverage, and there will be an annual limit on _patients’ out-of~pocket costs to
prevent a medical catastrophe like HIV from becoming a financial catastrophe
for individuals or families. '

For those who move in and out of the work force, the Health Security Act. : :
provides portability of benefits that could be taken from job "'to job, from employ- ! ’ -
ment to unemployment or to self-~employment. Individuals, not their employers )
or the government, will have the power to choose a plan that best suits their i
needs and to keep that plan if it meets those needs. Consumer input will allow
plans to identify problems with the delivery of services.

; A new federal/state program will provide assistance to the severely handi-
capped to obtain home and community-based long term care.

Finally, the Health Security Act protects the vital network of HIV/AIDS ser-
vice organizations that have so ably served people with H‘IV All prxvate health
plans will be required to have arrangements with such organizations as “essen-
tial community providers.” This will prevent any disruption of patient-provider
relationships, including Ryan W}ute remplents and comm{umty health centers.

Knstme M, Gebb:e RN, MN

Nationat AIDS Policy
Coordinator

%m N &A.&w

A et % v



Question 1: How will I get coverage?

Answer: Every American will receive a Health Securi-
* ty Card that entitles them to private health care cover-
age. People who currently get insurance through their
employer will continue to receive their coverage that
way and will have a wider choice of plans through

new regional health alliances, which will put people in -

large pools and give everybody the same clout as large
companies. Those who are unemployed, disabled, or
on Medicaid will enroll in a private plan through a .
regional health alliance and will receive premium dis-
counts. The self-employed will buy coverage through
an alliance and be able to deduct 100 percent of those
costs from their taxes (compared with 25 percent today).

OQuestion 2: Wil health insurers be able to exclude
people with HIV/AIDS from coverage?

Answer: The Health Security Act takes several steps to
eliminate discrimination by private insurance compa-
nies. Health plans will be required to accept all appli-
cants for coverage. No exclusions will be permitted for
those with pre-existing medical conditions, including
HIV status. Coverage cannot be canceled. Insurers will
be required to market their plans in the entire service
area they have selected :

Question 2. Willmy employer be required to help pay
for my coverage? _
Answer: All employers will be required to contribute-

a minimum of 80 percent of the cost of the average s

plan in each area. But no firm will be required to pay
more than 7.9 percent of their payroll for health bene-
fits. Federal discounts will be provided to small busi-
nesses and low-income workers to reduce their contri-
bution to as little as 3.5 percent. And individuals will
pay no more than 3.9 percent of their income to cover
their share. Federal premium discounts will make up
the difference. ~

Question 3: IfI lose my job, will the government help
me pay for my coverage? ~

Answer: For those with low income, federal discounts
will cover some or all of your premium. For those with
very low income, discounts will cover the entire premi-
um cost. ‘ ‘

" lies. Individuals will spend no more than

20 Questions

Question 4: I'm currently on Medicaid, will I have to
change - Emy coverage?

Answer You'll always be covered and you will be
able to enroll in a private health plan of your choosing

and continue to receive comparable government assis-

tance m: covering the cost of such a plan. Enrollment in

private plans should eliminate the discrimination often

‘felt by Medicaid beneficiaries from providers and oth-.

ers who refuse to accept Medicaid patients. A Federal

wrap—around ‘package of services would supplement -
those offered by private plans to make sure than no
Medxcald beneficiary has fewer covered services.

Question 5: Will insurers be able to cut off my -
coverage if my health bills exceed a certain
amount’?

Answer.\ No. Health plans will be prohibited from
placing disease-specific limits on coverage. Lifetime
limits on coverage also will be prohibited.

Question 6: Will there be a I:rmt on my annual
out-of-pocket costs?

Answer: | All health plans will limit annual out-
of-pocket expenses by individuals and fami-

$1,500 a \i*ear families cannot exceed $3,000.
This mcludes the annual deductible and
any co»meurance or co-payment charges, .
including those for prescription drugs.

Question|8: Won’t private coverage be
unaffordable for people with HIV/AIDS?

Answer: Wide fluctuations in premiums will

be ehmmated through a system known as “com-
munity ratmg " Rates will be established for four class-
es of coverage: individuals, couples, single-parent fami-
lies, two-p‘arent families. Premiums will be determined
on a community-wide average of health spending in
that area. For those with low incomes, federal premium
subsidies {\fﬂl be available. Those currently entitled to
Medicaid beneﬁts will be able to enroll in private
health plans with continued government contributions.




nd Answers

Question 9: What if I don't like my plan or have a
complaint about how they treat me? |
Answer: First, any individual will be allowed to

" change plans during an annual open enrollment peri-
od. Second, plan members will have the ability to cri-
tique the plan and its health care professionals as part
of a quality improvement program with an annual
report card. Third, each alliance will have an ombuds-

“man’s office to help consumers with pmbléms or ques-

tions )
Question 10: Will Ibe forced to enroll in an HMO or

some other managed care plan?

Answer: All Americans will have a free chcnce of

plans. Each regional alliance must make available at

least one fee-for-service plan. Managed care plans, .
which will carry lower charges to the patient, will be
available to those who prefer them, as will preferred
provider organizations. In most managed care plans,
* people will have a point-of-service option that allows
them to go outside the plan for care although such -
care often will cost an additional amount.

Question 11: Will I be able to get coverage for’
my mental health services?

& Answer: A package of mental health benefits
g are included in the comprehensive beneﬁt
package

4 Question 12, Will subétance abuse treat-
ment be a covered sermce?

W’ Answer: Substance abuse treatment is part of
y the basic benefit package that must be offered.
to all Americans. ,

Question 13: If I become se'oefely disabled as a result
- of my HIV disease, will I be able to get long term care
in a nursing home? What about home care?

Answer: Current Medicaid coverage of long term care
services, including extended nursing home care, will. .
continue to be provided as it is now.. A new Federal/
State program of home and community-based care will
be established for those who are severely disabled.

Question 14 vCurrentIy I take a number of prescription
drugs timd the monthly cost is getting very high. Will 1
get coverage for these costs?

" Answer: All private health plans will be required to

cover the cost of outpatient prescription drugs including
such HIV related products as AZT, DDI; and DDC.
Dependmg on which plan a person chooses, consumers
will belrequlred to pay the first $250 in drug costs each
year and 20 percent of costs thereafter. Those who choose
a managed care plan will sunply pay $5 per prescription
out of pocket

Question 15: Will limits on dmg prices diééoiirage
research and development of new drugs to treat HIV and
relatedinfections?

Answer: There are no federal drug price controls for pri-
vate plans. Plans will continue to use many of the cost
containment strategies they use now, including formula-

" ries and bulk-purchase discounts. The new Medicare

drug betneﬁt includes a specific discount to the govern-
ment snmlar to that already used by Medicaid, the Veter-
ans Administration, and military health programs. A
new panel will examine the pricing of new “break-
through” drugs and comment on the appropriateness of
those prices. :

Questidn 16: Will people with HIV be able to continue
to use the specialists they currently use?

Answer Each alliance must offer at least one fee-for-ser-
vice health plan, which allows free choice of providers.
Other plans (i.e. health maintenance orgamzatlons or
preferred prov1der orgamzatxons) must have a “point-of-
service optxon that allows members to obtain care out—-
side of the accepted network of providers. Finally, all
plans w111 be required to contract with “essential commu-
nity proyiders,” mcludmg local HIV/ AIDS care facilities.

Question 17: Currently, I get much of my care from a
local AIDS clinic. Will I still be able to go there for some

| orall ofmy care?
‘ Answer The Health Security Act creates a category

known as “essential community providers.” All health
plans will be required to contract with such providers
and make them available to their members. Included in
this category are all recipients of federal aid from the
Ryan White CARE Act and all community health centers.
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Question 18: I'm worried that my HIV-status will no
longer be confidential under this new system. Won't
people be able to access my medical records with my
health card?

Answer: The Health Sécﬁrify Card will not contain

medical information about-a patient. It simply includes

.information about coverage (i.e., which plan you have
selected). There will be penalties for the unauthorized
release of patlent-speaﬁc mformanon

Question 19: Since the President’s progmm won’t
begin until 1996 at the earliest or 1998 at the latest,”
what kind of help can you offer in the short-term?

. Answer: - The Health Security Act includes important

protection immediately after enactment. Private health
“plans will be prohlblted from canceling p011c1es for any
reason other than failure to pay your premium. We will

begin to move to community rating for premiums.
There will be a-six-month limit on all pre-existing med-
ical c‘ondmon exclusion clauses. Self-insured compa-
nies w1ll be prohibited from modifying their plan to
av01d high-cost care or people with serious medical
conditions. And a new federal high-risk pool will be
created to provide coverage to those who can’t get cov-
erage on the private market.

Question 20: * If I participate in a clinical drug trial,

- will my health care costs be covered?

Answler The Health Security Act recognizes the

- health costs.associated with clinical drug trials as a cov-

ered’ l?ealth care expense The plan also makes further

.mvestlments'm the National Institutes of Health and

* other research agencies to expand research into disease

prevention and other areas.

Office of the National AIDS Pohcy Coordmator
The White House

Washington, D.C. 20503

(202) 632-1090

i
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THE WHITE HOUSE

IDS POLICY.

ASHINGTON

MEMORANDUM FOR ROSALYN

JOHN PAUL G

FROM OLA :
DIRECTOR OF FOMMUNICATIONS
OFFICE OF

SURJECT Meeting with Maher’s Voices

Following, are the list of questions tha
Mother’s Voices asked me:

1. She had originally shared with
number is inac\cura_te, the true
is the maximum~number possib ?

2. Does the scenario that\ﬁvg
address the President work‘k Is

3. Is it safe to assume that there

own photographer? "Mother’s
(05/09/94) and they would like

~hsly
“WE L

W

4 et FOTUS U,

Thanks Ros for help making
a call. ’

possible or not?

e that
mber i

May 3, 1994

LER

Dorry Bless (212/647-1018 or 212/929-2734) of

G

be a

ices are having a big lunch
have a picture a

In Carol Rasco’s discussion wit§ Ivy Dunier, they
allowing Mother’s Voices to hold a press conferen

Vi ot

,UZ?M-«%(/

h. If there is anything I caiﬂelp with please give me

/\

photogtapher

dmbt____mlghtbeavaﬂable to be'Teleascfl to the wireD Can specific
invited (i.e. Assoc Préss, Washington Post)?

T 94562878 P.02

iy Blooy)
(&%LZM’/ 0/
(24) %Le ~2734

NATIONAZ, AIDS POLICY COORDINATOR

@gple Mamx{ that

everyone still attend? If not, what

e would address (,arol Rasco and five people would

atfoo speakers"
e 3

sent and |
ess | hotograph
Can Mother’s Voices bring in their

ﬁl on Monday

discussed the pos51b111ty of
ce of some sort in the WH Is this

A fre @%W

vaﬂable

stides))

(9
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\l:r..rfss‘ Viens
165 West 461h Street
Suite 1310

New York. NY 10036
Phone: (212) 730-2777
Fo-' /112) 730.4378

Bz rw D TORY
Tey Duncicr. President
Dorey Bless

Eilesn Mitzman
David Peari

Lili Rundback

thvem vy Cloanning
Deeda Blair

Christie Brinkley
Greichen Buckenholz
Cher

Maria Cuome Cole
Mary Fisher

Elizabeth Glaser
Whoop: Geldberg
Don Hall*

Caroline Kenneay

Mathjlde Krim. Ph.D.
Angels Lansdury
Ellen Levine

Andrea Marcovicci
June E. Osbormn. M.D.
Judith Peabody
Ardad Rodale

Susan Sarandon
Elizabeth Taylor
Joan Tisch

Jeanne White-Ginder
Lori Wiener, Ph.D.
Apna Wintour

‘s Memorium

Col e Vopeops
oy
Eilic Barr
Suzanne Benzer
Arlene Binkowitz
Joan Bongiemo
Caol DiPaslo
Debra Hope Duneier
Estelle Duneier
Darothy Feagins
Ruwh Finketgmn
Sylvia Goldstaub
Barbara Grudberg
Sheily [sham
Panie Light
Rae Ceil Marsh
Janet V. McMuahon
Anne Murrell
Mildred Pearson
Jane Ponuarelli
Carol Rollo
Lo Shabtai
Diane Sims
Gale Sitomer
Flo Spicrer
Manilyn Spierer
Rodert Starr
Karen Vardi
Sandra Isham Vreeland

Manan R. Sroge, CAE
Erecutive Direetor

Tony Davie
ams Director

STAFF ADV OFFICE

The Honorable William J. Clinton
The President of the United States
The White House ,

1600 Pennsylvania Avenue, N.W,
Washington DC 20500

Att: Ricki Seidman/ Office of Scheduling and Advance — Room 185 {/2
Dear Mr. President:

On World AIDS Day, you spoke about how when you took office you
underestimated the power of your own words from the bully pulpit of the
White House and urged us to never underestimate the power of our
words. We have taken your lead and call upon you to meet with us, the
members of Mothers’ Voices, a nationwide grassroots AIDS advocacy
network working to change public attitudes and policies locally and
nationally. We have mobilized one of the most powerful resources of our
country -- mothers -- to speak out together in the fight to end AIDS.

A deiegation of moms from several states are planning a trip to Capitol Hill
on Tuesday, May 3rd, Wednesday, May 4th or Wednesday, May 11th to
personally deliver the Mothers’ Voices AIDS advocacy Mother's Day
cards (sample enclosed) directly to their Senators and House members.
They have spent the past few weeks gathering signatures at community
events, at their children’s schools, in their churches and syriagogues and
even at malls throughout the country. It is our hope that during this visit
we can meet with you to tell you how AIDS is affecting our lives and the
lives of our children -- young and old, gay and straight, healthy and
infected...and most painfuily those already deceased. Last year you
received tens of thousands of our cards crying out for help. Several of the
mothers in our network have met you at different times through their many
AIDS activities — Carol DiPaolo and her son, Joey; Linda Mowrer and her
son, Michael Hartranft, who you phoned as recently as last week at his
home in Pennsyivania. During the New York City primaries you met with
several people including one of our founders, Lili Rundback, to discuss
your AIDS policy when elected.

We met with Kristine Gebbie at the White House Office of National AIDS .
%

Policy in September of 1983 and support her efforts. Now, we feel we

- must meet with you. We only need a half hour of your time so that you

may hear our vapices. Time is running out for our families. We pray that

~ you &an afford to give us thirty minutes of your time so we may continue

our fight to save the lives of our loved ones!ll! | may be reached at my
home,| P6/b(6) or through the Mothers’ Voices office at 212-730-
2777. 1look forward to a positive response.

Bless

0@4&&@ ! Jj@
&12) by 7- 1018

DS Palicy

-

R/ejpectfully-

i DGneief Dungior
President

cc: ~ Andrew Barrer. PhD/Senior Advisor.

hite House Office of National

P.BR2-882
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EXECUTIV E OFFICE OF THE PRESIDENT
03~-May=1994 09:45am

TO: Rosalyn A. Miller

FROM: Colleen A. McCarthy
Appointments and Scheduling

cC: Carol H. Rasco

SUBJECT: Mother’s,Voices~Regresentatives

I have reserved the Roosevelt Room from 10:00 am until 10:30 am for you meeting.
The President is going to drop in between 10:15 am and 10:30 am. I will tell

. Stephanie Street to inform you if this changes. Both Steph and Ricki know that
the meeting must end at 10:30 am sharp due to Carol’s next appointment. I have
sent a copy of the proposal to you with the contact names on the second page. I
have been speaking with John Gurrola at ONAP. The number of representatives
that they would like to bring is 36 but I feel that Ricki and Stephanie want
this number paired down. The Office of National AIDS Policy is willing to do
that if necessary. I am awaiting final numbers from Ricki on this point. If
you have strong feelings that the entire group should be brought in please let
me know. Thank you.
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| ) Attachment | @)
g j
\f (/ ME — BRIEFING PAPER

« . (Format) '

THE WHITE HOUSE

WASHINGTON

DATE {centered)

MEETING WITH NAME OF INDIVIDUAL (centered)
. ' 20 v
DATE: . Vi
LOCATION:
TIME:
From: (Name of Sertior Staff Person responsible
for meeting and person’s signature/initials)

. PURPOSE

State purpose of meeting. Paper should be written as if you were 1alking to the
President - in 2nd person (i.e. "you will meet with .. "),

Il BACKGROUND

State relevant context in which meeting arises, issues of special concern to parties,
as appropriate. previous participation. etc.

i PART!C:PAN'I‘S
List all participants including White House Staff,
IV. PRESS PLAN S - 3

Specify press coverage, pholo opponunity, O press coverage. eic.

i

V. SEQUENCE OF LVENTS
Quitline meeting agenda and President's role using bullet points.
VI, REMARKS

To be provided by Speechwriters,
Talking points attached, or
None required

~ Attachment;  Tilking Points as appropriate- .

' ‘ (e
(IMPORTANT NOTE: Bricfing memoranda [with Hr€opies] must be delivered 1o the Staff

2 o

Sccretary by _3.00+477n. the dav beiore the scheduled meeting or event.)

/30
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II.

ITI.

Iv.

VI.
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THE WHITE HOUSE
WASHINGTON

February 24, 19933
MEETING WITH TOM LOFTUS

DATE: February 25, 1993

LOCATION: oval Office
TIME: 3:15 pm
From: Marcia Halepl W

PURPOSE

Tom Loftus is in town as part of his "Kids Count" study and
is stopping by to visit with you.

BACKGROUND

Tom is currently heading up the Wisconsin Council on
Children and Families.

You should be aware that Tom has applied for an

Ambagsadorship to Norway. He has spoken to Bruce Lindsey
about this. You should also be aware that the following
people have alsc expressed interest in the same pcsition.

Terry Dornbush, GA, Private Investor.

William Ginsbarg, NY, Pres. & CEO Cellular Conmnm,
James Hormel, CA, Chair Equidex

Michele Hunt

Gail Mattox

David Preus, MN

Bill Sheffleld, ‘AK State Director

PARTICIPANTS

President
" Tom Loftus

PRESS PLAN

White House photographer’only.

- SEQUENCE 'OF EVENTS

# Guest escorted into Oval Office
¢ Meeting and photo-op -

i ) - Guest escorted from Oval Office
REMARKS

None required



