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1
University of Maryland
BALTIMORE

December 10, 1997

Ms. Sandra Thurman, Director
The White House Office of National AIDS Policy
808 17th St., NW, Suite 820
Washington, DC 20006

Dear Ms. Thurman,

This is a request to ask for a letter of support for the Umversitv of Maryland School of 
Nursing’s exciting new project to provide primary health care and health promotion 
ed^ation for women in a residential drug treatment program on hoard the retired Naval 
Hospital Ship, The S^ctuary. The Ship will be permanently docked in the inner harbor. 
This project, designed by Project Life, is a new and innovative approach to “create a 
residential education program designed to keep the women addict clean by teaching her 
how to live a healthy, productive and law-abiding life.” Project Life’s goal is to help 
chemically dependent women to become employed, ¥elf-supporting providers who take 
responsibility for themselves, their families and the commimity at large. As you well know, 
the economic cost of untreated substance abuse is almost as alarming as the number of 
people who are chemically dependent. In Maryland, with a population of 5,046,050, ten 
percent (500,000 people) are reported to have a substance abuse problem according to 
Maryland’s Department of Health and Mental Hygiene. Statistics from the Maryland’s 
Alcohol and Drug Abuse Administration show that a minimum of 260,000 individuals are 
in need of addiction intervention services. With a limited amount of money available for 
drug treatment and a limited amount of publicly funded treatment slots, we would like to 
support this program by providing the primary health care needed for the women while in 
residence.

The School of Nursing would provide a dedicated team of health care professionals, 
including advanced practice nurses with training and experience in women’s health care, 
adult care and mental health, to assume management of the primary health care needs of 
The Sanctuary residents. This program of care would include a complete initial health 
assessment, screening, history and physical examination for all potential Sanctuary 
residents, ongoing diagnostic, treatment and health maintenance services for Sanctuary 
residents which would be provided through regularly scheduled clinical hours on the ship 
and “on-call” availability for emergency consultation. The Sehool of Nursing currently 
provides primary health care services through many of its own nurse-managed centers, as 
well as through contracts for services with prominent health care organization throughout 
the State.

685 West Baltimore Street 
BalUmore, Maryland 21201 
410 706 8195 TF.LRPHONK 
410 706 0345 FAX
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Additionally, experienced faculty from the School of Nursing would develop a customized 
curriculum of women’s health education to be delivered as an integral component of The 
Sanctuary program. This will include such topics as HIV/AIDS prevention, nutrition, 
parenting skills, family planning, human development, personal health care and promoting 
mental health/well being.

Not only will our faculty benefit by the experiences that the Sanctuary will provide, but 
there will be many exciting learning experiences for students in our nurse practitioner, 
clinical specialist, addiction, and community health graduate programs as well as students 
in our undergraduate program.

We are planning to submit a Special Projects grant to the Division of Nursing, NIH, in 
January as Steve Hammer, Director of Project Life, would like to start the program this 
spring.

We are very appreciative of the support you have provided the Lfniversity of Maryland 
School of Nursing, in the past, and we are hoping that we can count on you to support our 
primary health care program on board the Sanctuary. We realize that we are asking for this 
letter to be written in a very short period of time and during a very busy time of the year.

Please address your letter to:
Phyllis Sharps, Ph.D., R.N.
Ruth M. Harris, Ph.D., R.N.
University of Maryland School of Nursing 
Health Science Facility, Room 134 
685 West Baltimore Street 
Baltimore, MD 21201

Additional information about the Sanctuary Program is enclosed. If you should require 
more information, please contact us. Thank you for your support.

Sincerely,

Phytlis W. Sharps, Ph.D., R.N. 
Jnvestigator

RumMcJitois, Ph.D.,R.N., A.N.P.-C 
Principal Investigator
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Octobers, 1997

Mrs. Shirley Grey 
President, Board of Directors 
HIVCO
1471 Business Ccnier E)ttvc 
Suite 500
Mount Prospect, IL 60056 

Dear Mrs. Grey;

Congratulations on 10 wenAorful years of vwweA^ervice to the HIV community in the suburbs of 
Chicago, I would also like to extend well Reserved praise and recognition to the Junio" League 
of Evanston-North Shore and the Cook County Department of Public Health for their enduring 
coiTimitment to persons with HIV/AIDS and to their pivotal roles in the founding of your fine 
organization.

It is with deep regret that I will be unable to attend your special event on Friday, October 17, due 
to a previous commitment. I greatly appreciate your invitation and wish all of you in the HIVCO 
family continued success.

Yours sincerely.

Sandra L. Thurman 
Director
Office of National AIDS Policy

C:\WORK\UT\HtVCO.WPD



October 14, 1997

Mrs. Shirley Grey 
President, Board of Directors 
HIVCO
1471 Business Center Drive 
Suite 500
Mount Prospeet, IL 60056 

Dear Mrs. Grey:

Congratulations on 10 years of exeeptional serviee to the HIV community in the suburbs of 
Chieago. I would also like to extend well-deserved praise and reeognition to the Junior League 
of Evanston-North Shore and the Cook County Department of Public Health for their enduring 
commitment to persons with HIV/AIDS and to their pivotal roles in the founding of your fine 
organization.

It is with deep regret that I will be unable to attend your speeial event on Friday, October 17, due 
to a previous eommitment. I greatly appreeiate your invitation and wish all of you in the HIVCO 
family continued success.

Yours sincerely.

Sandra L. Thurman 
Director
Office of National AIDS Policy

C:\WORK\WP\HIVCO.WPD



THE WHITE HOUSE
WASH I NGTON

October 14, 1997

Mrs. Shirley Grey 
President, Board of Directors 
HIVCO
1471 Business Center Drive 
Suite 500
Mount Prospect, IL 60056 

Dear Mrs. Grey:

Congratulations on 10 years of exceptional service to the HIV community in the suburbs of 
Chicago. I would also like to extend well-deserved praise and recognition to the Junior League 
of Evanston-North Shore and the Cook County Department of Public Health for their enduring 
commitment to persons with HIV/AIDS and to their pivotal roles in the founding of your fine 

organization.

It is with deep regret that I will be unable to attend your special event on Friday, October 17, due 
to a previous commitment. I greatly appreciate your invitation and wish all of you in the HIVCO 

family continued success.

Yours sincerely.

ira L. Thurman
Director
Office of National AIDS Policy



Linne Girouard, DIFFA 
c/o Doiina Barrett 
Wortham Center 
via fax: 713-237-9313

THE WHITE HOUSE
WASH INGTON

November 13, 1997

Dear Friends:

As a longtime friend and colleague of DIFFA’s Executive Director, David Sheppard, I know how 
much he regrets not being able to celebrate this milestone with you. Long before President 
Clinton appointed me as National Director of AIDS Policy, I had the honor of chairing “Heart 
Strings” for DIFFA in Atlanta. David was singing DIFFA Houston’s praises then and tangible 
proof of your continued success can be found today in the grants to local service providers which 
total over $2.5 million.

Today, we face new challenges brought on by the good news of combination therapies: 
complacency among donors who think we no longer need their help and among volunteers as 
well who are battle weary and want to believe that the good news is better than it may ultimately 
be. Your leadership is needed now more than ever before.

I join you in honoring the individuals and organizations who have fought so long and hard on 
behalf of your friends, families and neighbors and extend heartfelt gratitude to you, DIFFA 
Houston, for making a decade of difference in your community.

Sincerely,

Ira L. Thurman.
Director
Office of National AIDS Policy
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David Sheppard, Executive Director 
Design Industries Foundation Fighting AIDS 
150 West 26th Street, Suite 602 
New York, New York 10001 
Telephone-212-727-3100 
Fax-212-727-2574

Date:

memo by fax
November 13, 1997

Memo to: Sandy Thurman Fax: 202-632-1096

Sandy, thank you for helping me on this! I think you know that I love the way you 
put words together. The following text was done strictly to make this as easy as 
possible, so feel free to have your way with it. The DIFFA Houston Chair is Linn6 
Girouard. Performance is tonite. /,

'Si
As a longtime friend and colleague of DIFFA's Executive Director, David She 
know how much he regrets not being able celebrate this milestone with yo
before President Clinton appointed me National Director of AIDS Policy, l(__
"Heart Strings" for DIFFA in Atlanta. David was singing DIFFA Houston's praises 
then and tangible proof of your continued success can be found today in the grants 
to local service providers which total over $2.5 million.

Today, we face new challenges brought on by the good news of combination 
therapies: complacency among donors who think we no longer need their help and 
among volunteers as well who are battle weary and want to believe that the good 
news is better than it may ultimately be. Your leadership is needed now more than 
ever before.

I join you in honoring the individuals and organizations who have fought so long 
and hard on behalf of your friends, families and neighbors and extend heartfelt 
gratitude to you, DIFFA Houston, for making a decade of difference in your 
community.

Sandy Thurman 
National Director of AIDS Policy

Fax to: Linne Girouard, DIFFA 
c/o Donna Barrett 
Wortham Center 
713-237-9313

ISO Wert 26 Street 
Suite 602
New York, NY lOOOl 212.722.3100 
Fax 212.727.2574

Hok TOTPL PPGE.001 >K>k



Sandra E. Ritter 
Cecil County AIDS Alliance 
HERO Buddy Program 
120-A W Main Street 
Elkton, MD 21921

THE WHITE HOUSE 

WASH I NGTON

October 29, 1997

Dear Ms. Ritter:

Thank you for your letter sharing the wonderful work you’ve been doing in combating 
HIV/AIDS in your community. I am delighted that the First Annual Susqueharma AIDS Walk 
was such a success and I wish you continued achievement as you carry on in your efforts to fight 
this epidemic.

Your dedication in working toward the eventual control of the HIV/AIDS pandemic is important 
and your offer of support is greatly appreciated. It is only through working together that we will 
beat this disease.

Again, I congratulate you and encourage you to keep up the good work.

Sdhdra L. Thuman 
Director
Office of National AIDS Policy



ONAP Litter Tracking

Letter ID Writer First Name Writer Last Name Received Date

10203 Sandra Ritter 10/1/97

Addressed To
Thurman, Sandra

Sender's Organization

Cecil County AIDS Alliance, HERO Buddy Program

Sender's Streetl

Sender's Street2

Sender's City Sender's State Sender's Zip

Subject

Thank you letter

^Response Needed? 

Responder Name

Response Type Response Date Responder ID

none
Action Promised Action Complet Action Date

Notes
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Se.ptembe.^ 30, 1996

Sa.nd.fLa L. Thfiuman
VifizcXofL, Oaicz oi Hatlonal AIDS Poticy 
SOS nth StKddX WW 
Waihlngton, VC 10006

Vzafi M4. Thfiman,

On OcXobVL 14, 1996, I mzt you at a HERO Appfizctatton Gala 
hetd at the. John^ Hopkln& Uni\fe.n.6tty tn Ealttmofie., Mafiyland. I 
mu6t 6ay I am ve.fiy mpfieJ>6zd uittk youK cormtttme.nt, de.dication and 
youfL genuine 6tnce.fiA.ty 6hom tht6 dfiexide.d dt6ejx6e..

I me-nttoncd oufi Ftut Annual Su6que.hanna AJVS Walk to take, 
place ScptembeJi IS, 1996 tn the ht6tofitc tittle tom o^ Havfie de 
Gfiace, Mafiyland. RemembefL I 6hou)ed you oua T-6htfit and the
gentleman took oufi ptctufie? Well, H6. Thfiuman tt l6 with a 
6welled che6t and mtefied eye6 that I aepoat the 6ucce66 oi oua 
e\fent. Cectt County A IPS Alliance, Ha^ofid County A IPS Alliance, 
along with Recovefiy Pfitend6 Cafie worked mo6t diligently to make 
thl6 happen. Flut we fial6ed enough money ^fiom local patfion6 to 
ab6ofib the eoent co6t6 6o that oM the pledge money ^fiom the 
imlkefL6 mold benefit the HJV/AIVS population dlfiecXlyl Ryan 
White and HOPWA ^und6 get exhau6ted 6o fiapldly that we ju6t 
thought oufL gfioup6 could help. 1A6. Thauman we fial6ed and 
estimated $20,000 ju6t thfiough pledgee. I am 6o pleo6ed and ju6t 
wanted to 6hafie thl6 with you.

Evefiy day l6 a chaUange with thl6 dl6ea6e and I do 6o hope 
you know I am doing my be6t to 6tay Involved, promote owafLene66, 
education and pfieventlon. Need me, ju6t call. Again thank you 
^ofL 6taylng In and hanging on. Vou/l "coming ^fiom the tfienchu" 
make6 the undefL6tandlng o{, the devl6tatlon moae fieal. Plea6e ju6t 
know Cecil County l6 wofiklng to ilght thl6 daeaded HJV/AWS 
dl6eo6e. Youfi pfie6entatlon on CNNBC In Miami was also wonde^ul!

Respectfully I fimaln.

Safidfia E. Rlttea 
Cecil County Aids Alliance 
HERO Buddy Pfiogfiam



October 2,1997

Miss Dee Schneider
1460 NE 169th St., Apt. 108
North Miami Beach, FL 33162

Dear Miss Schneider:

Thank you for your recent letter. The President and 1 are sorry to hear about your cousin. We 
want you to know that we are trying to do everything within our power to make blood products 
safe.

We would like to assure you that we will continue to propose and support increases in funding 
for medicines for HIV/AIDS patients. Also, we would like to mention that money given to AIDS 
drugs through the Ryan White Care Act has tripled in the past year.

Thank you for taking time to write us during this difficult period.

Yours sincerely.

Sandra L. Thurman 
Director
Office of National AIDS Policy



THE WHITE HOUSE
WASH I NGTON

October 20, 1997

W. Ron Allen 
President
National Congress of American Indians 
2010 Massachusetts Ave, NW 
Second Floor 
Washington, DC 20036

Dear Mr. Allen:

I apologize for the delay in responding to your letter dated July 2 which discusses the formation 
of an interagency working group on HIV/AIDS to further the recommendations of the American 
Indian/Alaska Natives/Native Hawaiians Policy Roundtable convened by this office in February.

As requested, I would be pleased to meet with you and appropriate members of your staff to 
discuss how we may more fully address this and other recommendations made during the Policy 
Roundtable. I will have my staff call to arrange this meeting in the near future.

This office understands the complexity of HIV/AIDS in Indian Country and looks forward to 
working with the National Congress of American Indians in meeting the needs of American 
Indians/Alaska Natives/Native Hawaiians.

Sinaarely yours.

Sandra L. Thurman 
Director
Office of National AIDS Policy



THE WHITE HOUSE
WASH I NGTON

October 24, 1997

To the attendees of the Association of Nurses in AIDS Care 10th Annual Conference:

This is an extraordinarily important time for everyone whose lives are touched by HIV and 
AIDS. Recently there has been a sense of great hope and optimism generated by new 
combination drug therapies. We know that these new therapies do in fact help some people for 
some time, often in miraculous ways. And for that we are enormously grateful.

But we also know that for millions of Americans these new drugs are still out of reach. We 
know that the blinding ignorance bom of racism and homophobia still feeds this epidemic. And 
we know that the twin epidemics of HIV and dmg abuse put many at risk for HIV and lead many 
to question proven prevention strategies like needle exchange.

So the reality of emerging new dmg therapies keeps us optimistic, but it cannot make us 
complacent.

The epidemic is far from over. Yes, the number of deaths from AIDS has declined. That means 
that those living with HIV and AIDS are enjoying longer and better lives. However, we also 
know that the number of new HIV infections — 40,000 per year in this eountry and 3 million per 
year across the globe — has not slowed. In reality, there is every reason to believe that the 
misperception that we have a cure is leading many into a false sense of security that threatens 
prevention efforts and fuels public and political indifference.

It is our responsibility to temper hope with realism by sharing the reality that AIDS is still 
thriving here and, indeed, around the world. We must keep spreading the message of prevention. 
There may not be a cure to this disease yet, but the transmission of HIV is containable, so long as 
people are properly educated and equipped to proteet themselves. We must also continue to offer 
care to those living with HIV and AIDS by ensuring access to adequate medical treatment, 
supportive services, as well as the best medicine of them all — basic human kindness. A warm 
heart and attentive ear can still go a long way!

There are indeed many waves that we still must navigate before reaching our final destination, a 
day without AIDS. But none of us came into this work to get rich or to get home by 5! We 
came into it to keep people alive.



Most of us do not take the time to acknowledge how much pain and anguish we witness and 
experience, so let me thank you for your strength, your courage, and your perseverance. Nurses 
are the often unsung heroes who are there alongside patients with HIV and AIDS, holding their 
hands, giving them hope and offering them heartfelt compassion on a daily basis. Your tireless 
dedication deserves our utmost appreciation and tribute.

Together, in the words of Mother Jones, “we must pray for the dead and fight for the living!” So 
onward with our work.

Very truly yours.

Sdhdra L. Thurman 
Director
Office of National AIDS Policy



THE WHITE HOUSE
WASH I NGTON

October 15, 1997

Carolyn Branson 
HIV/AIDS Program Manager 
American Red Cross 
National Headquarters 
Jefferson Park 
8111 Gatehouse Road 
Falls Church, VA 22042-1203

Dear Carolyn:

My thanks for sending along the Red Cross HIV/AIDS prevention materials and for taking 
time from your busy schedule to meet with me.

I also appreciate the offer to utilize your large network of chapters, military stations, staff and 
volunteers. They represent an extraordinary opportunity to extend the prevention message.

I look forward to working with you, Mark Robinson and others at the Red Cross as we seek 
an end to this terrible epidemic.

Very t^ly yours.

>andra L. Thurman 
Director
Office of National AIDS Policy



October 15, 1997

Carolyn Branson 
HIV/AIDS Program Manager 
American Red Cross 
National Headquarters 
Jefferson Park 
8111 Gatehouse Road 
Falls Church, VA 22042-1203

Dear Carolyn:

My thanks for sending along the Red Cross HIV/AIDS prevention materials and for taking 
time from your busy schedule to meet with me.

1 also appreciate the offer to utilize your large network of chapters, military stations, staff and 
volunteers. They represent an extraordinary opportunity to extend the prevention message.

I look forward to working with you, Mark Robinson and others at the Red Cross as we seek 
an end to this terrible epidemic.

Very truly yours.

Sandra L. Thurman 
Director
Office of National AIDS Policy

N:\THURMAN\LETTERS\970CT\BRANS0N.WPD
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10199 Carolyn Branson 10/1/97
Addressed To
Thurman, Sandra

Sender's Organization

American Red Cross
Sender's StreeM

Sender's Street2

Sender's City Sender's State Sender's Zip

Subject

thanks for meeting

Response Needed?

Responder Name

none
Action Promised Acti6n Cdmpiet Action Date

Notes



+
American Red Cross National Headquarters 

Jefferson Park 
8111 Gatehouse Road 
FaUs Church,VA 22042-1203

September 23, 1997

Sandra Thurman 
Director
Office of National AIDS Policy 
808 - 17th Street NW, Suite 820 
Washington, DC 20006

Dear Sandy;

Belated thank you for taking time to meet with Susan Livingstone and me. We 
appreciated having the chance to update you on American Red Cross HIV/AIDS 
prevention education efforts around the country and to offer our assistance in any way 
we can help.

Our 1400 chapters and military stations, our Statewide HIV/AIDS Networks 
(SWANs), and our thousands of volunteer and paid staff provide multiple grass roots 
possibilities. So, please let us know what we can do.

Unfortunately, Susan Livingstone is no longer with the Red Cross. We miss her 
greatly, but look forward to working with our new vice president, Mark Robinson.

As promised, we are sending several Red Cross HIV/AIDS materials for your library 
under separate cover. At your request, an extra copy of our Facts Book is included 
for your personal library. (We are updating the Facts Book this year, and will forward 
a revised copy when it is available.)

We also would love to brief all your staff at your convenience as we discussed, either 
here in Falls Church or at your office. I will be the contact person [(703) 206-7429] 
to arrange for the briefing. Again, our thanks for meeting with us.

Sincerely,

Carolyn Branson 
HIV/AIDS Program 
Manager
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THE WHITE HOUSE
WASHINGTON

October 15, 1997

Alex Weinerman 
Senior Vice President 
Director of Scientific Affairs 
McCann Healthcare, Inc.
515 North State Street, Suite 2400 
Chicago, IL 60610

Dear Mr. Weinerman:

Thank you for sending along a copy of your letter to the President regarding his AIDS 
Vaccine Initiative. I also appreciate the information you forwarded regarding your suggestion 
for an AIDS vaccine.

1 have forwarded a copy of your letter to Dr. David Baltimore, who is heading up an advisory 
committee on AIDS vaccines for the National Institutes of Health. They are a more 
appropriate body to evaluate the merits of your recommendation.

Again, thank you for your work to find a vaccine against AIDS.

Very ^ly yours.

Sandra L. Thurman 
Director
Office of National AIDS Policy



October 15, 1997

Alex Weinerman 
Senior Vice President 
Director of Scientific Affairs 
McCann Healthcare, Inc.
515 North State Street, Suite 2400 
Chicago, IL 60610

Dear Mr. Weinerman:

Thank you for sending along a copy of your letter to the President regarding his AIDS 
Vaccine Initiative. I also appreciate the information you forwarded regarding your suggestion 
for an AIDS vaccine.

I have forwarded a copy of your letter to Dr. David Baltimore, who is heading up an advisory 
committee on AIDS vaccines for the National Institutes of Health. They are a more 
appropriate body to evaluate the merits of your recommendation.

Again, thank you for your work to find a vaceine against AIDS.

Very truly yours.

Sandra L. Thurman 
Director
Office of National AIDS Policy

N:\THURMAN\LETTERS\970CT\WEINERMA.WPD
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1 AIDS
Action

I

council

October 27, 1997

Helene Gayle
Director, Center on HIV/AIDS, STD, and TB Prevention 
Centers for Disease Control and Prevention 
1600 Clifton Road 
Atlanta, GA 30333

lH-’5

Cainiectii iit Are NW 
Suite 700 

Wiishiiigton DC 
20009 

Fax 202 9S6 Ci45 
let 202 9S6 ISOO

Dear Dr. Gayle:

AIDS Action, representing over 2,000 community-based organizations, is writing to 
express concern over the Centers for Disease Control and Prevention’s (CDC) 
efforts to modify the nation’s current AIDS/HIV surveillance system by moving to 
a names based system for HIV reporting. AIDS Action recently resolved to support 
HIV reporting by unique identifiers (UI) and other non-names based surveillance 
systems (see enclosure).

Given our community’s long-standing history of working together to resolve 
difficult issues and implement sound public health policies, we are concerned about 
the method and speed by which CDC is moving to implement a new HIV names 
reporting system. AIDS Action urges the CDC to reconsider the rapid 
implementation of a new HIV surveillance system based on names. Instead, we 
propose that the CDC continue to work with community, health, and state 
advocates in developing a new HIV surveillance system that will gather the data we 
need to have a more accurate picture of the epidemic.

Although all states conduct AIDS surveillance based on names, the prospect of 
adopting this system for HIV is significantly different and potentially more 
devastating. We are deeply concerned that the CDC’s new system will not take into 
consideration a myriad of complex issues such as:

❖ removing barriers to testing including increasing the availability 
of anonymous testing;

❖ confidentiality and privacy concerns;
❖ linkages to care and new treatments; and
❖ development of sophisticated non-names based HIV surveillance 

systems.

These issues are critical to the success of any new HIV surveillance system that is 
developed. For example, we believe the CDC needs to be more vigilant about 
encouraging HIV testing, ensuring confidentiality, and removing obstacles that 
discourage testing. The collection of names on central HIV registries will serve as 
a serious deterrent to HIV testing, particularly for individuals in high-risk groups. 
The absence of anonymous testing in a number of states is disturbing and also
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serves as a deterrent to individuals seeking testing. AIDS Action recommends that 
CDC encourage all states to provide anonymous testing to ensure that 
individuals are not deterred from seeking HIV testing. Reversing the trend 
exemplified by the ten states that do not offer anonymous testing, but have HIV 
names reporting, is essential.

In the area of confidentiality and privacy, it is important to consider that HIV 
names registries are likely to be kept for 20-30 years instead of the 20-30 months 
that the registries were kept for individuals with end stage AIDS diagnoses People 
with HIV infection are still working, applying for insurance and loans, all of which 
could be jeopardized by the mishandling of these registries. In tight of these 
circumst^ces and recent court decisions which suggest that asymptomatic HIV 
positive individuals may not be afforded discrimination protections under the 
Americans witli Disabilities Act, we have grave concerns about a names based 
system.

Linkages to care and access to early interventions are essential to help HIV infected 
individuals stay healthy. However, the proposed new system would do little to help 
HIV infected populations access our medical care system and the promising new 
treannents that are now available. Individuals with AIDS who are now reported are 
eligible for disability income support programs and Medicare and Medicaid. We 
believe that before any new system is adopted, we need to further explore the 
relationship a new CDC initiated HIV surveillance system would have with the 
programs at the Health Resources Services Administration (HRSA), and the Health 
Care Financing Administration (HCFA).

Further, AIDS Action is especially disappointed that the CDC has not adequately 
invested resources in the development of non-names based HIV surveillance 
systems such as Maryland s UI system. States should be encouraged to develop 
non-names based systems and they should be provided with adequate resources 
necessary to start-up and perfect these systems. Since non-names systems such as 
UI’s are new to the United States, states choosing this option should be given time 
to modify and adjust their operations in order to insure maximum effectiveness and 
reliability of data. Options regarding surveillance systems can only be effectively 
evaluated if properly funded and all investments including start-up costs are evenly 
distributed to states (e.g.. New Jersey received dollars for creating a name based 
system whereas Maryland received only evaluation money). AIDS Action 
recommends that the CDC provide the necessary resources to support the 
efforts of states to create and improve UI reporting systems and other non 
names-based surveillance systems without reducing the funding available for 
prevention programs.

We are also concerned about your expected endorsement of HIV reporting by name 
in the November issue of the Morbidity and Mortality Weekly Report (MMWR) 
coupled with the publication of a study evaluating the UI systems in Maryland and 
Texas. AIDS Action urges that you reconsider the publication of a CDC
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editorial position at this time. We are also concerned about the publication of 
the UI evaluation study given CDC’s lack of investment in the development of 
these systems and demonstrated bias regarding support of states that 
implement HIV surveillance by name.

issue
AIDS Action welcomes the opportunity to work with you on this important 
and we will contact you in the next few weeks to set up a meeting. Thank you for 
your consideration of our views.

Sincerely,

Daniel Zingale ' 
Executive Director

Mr. Kevin DeCock
Ms. Nancy Ann-Min DePearle
Mr. Don Gips
Mr. Josh Gotbaum
Mr. Chris Jennings
Hon. Nancy Pelosi
Mr. David Satcher
Hon. Donna Shalala
Mr. Richard Socarides
Mr. Kevin Thurm
Ms. Sandy Thurman
Mr. John Ward
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AIDS ACTION RESOLUTION IN SUPPORT OF HIV REPORTING BY UNIQUE 
IDENTIFIER AND OTHER NON NAME-BASED SURVEILLANCE SYSTEMS

WHEREAS, AIDS surveillance and AIDS case reporting do not provide an accurate view of the extent of the 
epidemic nor give a timely and complete indication of trends in the epidemic; and

WHEREAS, generating data which is more representative of the scope of the epidemic can help us better 
allocate limited resources, target and evaluate prevention efforts, educate the public about the epidemic, and 

project where the epidemic is going; and

WHEREAS, HIV names reporting may discourage individuals from seeking HIV testing and treatment and 
the implementation of HIV names reporting is not currently accompanied by guaranteed access to care and

treatment; and

WHEREAS, no strong federal privacy law governing health information currently exists and state privacy 

protections are inadequate; and

WHEREAS, recent court decisions suggest limited or no discrimination protections for asymptomatic HIV 
positive individuals under the Americans with Disabilities Act (ADA); and

WHEREAS, the negative aspects of name reporting, in the absence of guaranteed access to health care and 
strong privacy protections, outweigh the potential benefits of this approach; and

WHEREAS, non name-based surveillance systems, such as unique identifier reporting and population based 
sampling will support the public health goals of providing data which can help us allocate limited resources, 
targeting and evaluating prevention efforts, educating the public about the epidemic and proje^mg where the 
epidemic is going, while protecting confidentiality and not discouraging people from seeking HIV testing.

BE IT RESOLVED;

That AIDS Action supports the development of non name-based HIV surveillance systems, including 
unique identifiers, to achieve the public health goals of HIV surveillance.

That AIDS Action opposes name based HIV surveillance.

That AIDS Action calls on the federal government to provide the resources necessary to support *e efforts of 
states to create and improve unique identifier reporting systems and other non name-based surveillance 
systems without reducing the funding available for prevention programs.

That AIDS Action calls on the federal government to require states which have adopted or may adopt a names 
reporting system to provide and/or continue a publicly-ftmded anonymous testing option to ensure that 
individuals are not deterred from seeking HIV testing.

That AIDS Action calls on the Clinton Administration and the United States Congress to move forward 
expeditiously to enact and implement a strong federal confidentiality law which serves as a minimum standard 

for protecting the privacy of all health-related information.

That AIDS Action calls on the federal government to initiate efforts to guarantee access to care and treatment 
for all HIV positive individuals.

Adopted by the Board of Directors of the AIDS Action Council, October 18, 1997
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McCANN HEALTHCARE, INC.

September 9, 1997

Ms. Sandra Thurman 
1600 Pennsylvania Avenue 
Washington, D.C. 20006

Dear Ms. Thurman:

I was very interested in learning of your position as a leader in the effort to combat AIDS. You might be 
interested in a communication I sent to the President (copy enclosed). I received a reply thanking me for 
my interest, but was very disappointed that no mention was made of my suggestion for an AIDS vaccine.

There is much general comment on the need for an AIDS vaccine, and how unfortunate it is that the 
search has been unsuccessful. My suggestion for use of an HIV epitope has actually been reported to be 
successful. (See enclosed abstract of a report published in Nat. Med.) This type of vaccine can also be 
used as a therapeutic agent. It can result in destruction of HIV-invaded cells. That effect is due to the 
cytotoxic T cells that propagate with use of the vaccine.

Perhaps such an agent could prove very effective if used alone. However, it should provide significant 
complementary action to the specific anti-HIV drugs. It should have few, if any, side effects. If by its 
use the expensive drugs could be administered in much-reduced dosage, cost and side effects could 
substantially be reduced.

I hope you have great suceess in your assignment.

Sincerely yours.

Alex Weinerman 
Senior Vice President 
Director of Scientific Affairs

Suite 2400, 515 North State Street, Chicago IL 60610 Phone 312-836-9870 Fax 312-832-1360



McCANN HEALTHCARE, INC.

May 20. 1997

President Clinton
1600 Pennsylvania Avenue
Washington, D.C. 20006

Dear Sir:

Your support for further research for an AIDS vaccine is most encouraging.

You may be interested to learn that there has been some encouraging work already done in this area Enclosed 
please find the abstract of a report indicating a successful effort with a vaccine for preventing the infection • 
The vaccine consists of a part of an HIV protein, called an epitope, that when administered produces a 
significant increase m so-called cytotoxic T lymphocytes which destroy HIV invaded cells.

An epitope is a small part of an antigen protein. It is an immune reactive part that is a key factor in the 
production of an immune response. Since it consists only of about 8 to 10 amino acids, it may be conserved 
intact if there is a mutation that results in a change in the structure of the protein.

You can see from my enclosed correspondence with Merck and Genentech2 that 1 have been trying to develop 
interest in this concept. The enclosed reply from Merck is rather astonishing3. They did use the epitope 
technique in studies with monkeys. They used an epitope of a simian immunodeficiency virus (SIV). They got 
an encouraging immune response, an increase m cytotoxic T lymphocytes. But then they misapplied it They 
tested It for protection against infection with a cell-free virus. Cytotoxic T lymphocytes will not work against a 
cell-free virus. The African study cited above involved natural infection in which most of the virus is present 
in invaded cells. The vaccine could, and in this case did, work to prevent infection.

Much of the vaccine work, so far, has been with attempts to develop an antibodv response to the virus Since 
most of the viral particles are present in blood cells, it is unlikely that such a vaccine can have much of an 
effect.

Of course, there is still much work to be done to determine the best conditions for use of an epitope 
However, at least there is already some evidence that such a vaccine might work. vaccine.

This type of vaccine may not only be an effective preventative, it may also be an effective therapy since it 
produces destruction of HIV-invaded cells.

It probably could work effectively in combination with one or more of the anti-HIV drugs now available. 

Sincerely yours.

Alex Weinerman 
Senior Vice President 
Director of Scientific Affairs

Suite 2-400, 515 North State Street Chicago IL 60610 Phone 312-836-9870 Fax 312-832-1360
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Hapatttia B Vlrua Strains With Mutstlons in the Cora 
Premotor In Psttonts With Fulminant Hepatitis

Objtetwt: Fulminant hcpatitii B can b« induced bj bepatitia B vi­
rus (HBV) strains with muUtiona in the preeore region that cannot 
encode hepatitis B e antigen (HBeA^. Such muutions are rarely 
seen in HBV DNA clones from paticnu with ftilminant bepsdtiB B 
in the United States and France. Thus, the other mutations in HBV 
strains causing fulminant hepstitia B need to be identified.

Duyyn: Retrospective cHniral. serologic, and molecular biological 
studies of patients with ftilminant hepatitis B.

Univeraitr and dty hospitals in Japut 
Patient*: 43 patienta with ftilminaot bepatitia B. 
if M«Mr*ments: The preoore region coding for a part of the HBeAg 

precuzaor and the core pramoter regulating the tnasotiption of pre­
core messenger RNA were sequenced in HBV DNA dcoes.

fUsutis.- A point mutation from G to A at nucleotide 1896 in the 
pcecore region was detected in 619 (38%) of 629 HBV DNA clones 
from 38 Two point iimtsrtnns in the core promoter, from A
to T St nncicotidc 1762andfroniGto Asinudeotide 1764, were de­
tected in sU 130 clones from the remaining 5 patienta, wbo did not 
have muutions in tha piecoie reg^n. and in 20 (63%) of 32 clones 
from s patient with chronic hepatitis B who bad transmitted HBV to 
I of these other 6 patients. Muutions in the core prooMier were also 
detected in clones from 26 (68%) of ths 38 psaenu with the preeore 
mutation at nucleotide 1896. Neither HBeAg nor antibody to HBe Ag 
waa detected in 37 (90%) of the 41 paticnu tested.

CoficlunoiUL- In Japan. fubninaDt hepstitia B is closely associated 
with HBV strains that do not produce HBeAg beeauae of mutations 
in the precore region, which affect translation of HBeAg, or becanae 
of mutations in the core promoter, which affect transcription of the 
HBeAg coding regioa.

(Ue6U2Sd41-Z4S) SbwnfW S*t* m. sL Raocin neMBS u Uikots Msrunu. Im- 
OwwiaD. JicM UaSicat ameol. TodDo-lUa C»Oi. JtfM.

New voril. NY

jecu. Plssnud DNA and transgene-denved RNA were detected in 
the msjonty of trested lubjecu. Although these dau are encoursg- 
ing, it is tOcely that transfection efficiency and tha duration of 
expression will need to be uicrcaa«l for therapeutic benefit.
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HIVoSpoctfle Cytotoxic T-C«ll« In HtV-Expoood 
but Unintoctod Gombton Wonwn

A crucial requirement in the rational design of a prophylactic Tiodne 
•gainst ths human immmodefiaeney virus (HIV) is to esrahHih 
whether or not prouetive mummity OB occur fbOowing nacnral infee- 
tioQ. The mumme respcBse to HIV infectioa is characterned by voy 
Tigoroiia HTV.«pccifie cytotoxic T-lympboeyte ((7TL) activity. We have 
identified four HIV-l and HIV-2 muss naiiiis peptide epRopas. pre- 
ssBUd to CTL from HlV-infeetsd Gsmhuns by HLA-B36 (the most 
coaBDOo Gambian dess IHLA molecule). These peptides were uaed to 
ebdt HlV-spedfie CTLs from three out of six repeaudty exposed but 
HrV-serDoegative female prostitutes with HLA-B36. Tbeas wmatn 
remain seronegative with twsvidsaes of HTVinfcetion by polymeias I 
chain reaction or viral culiura. Their CTL activity msyicpiseuit pro- 
taeove immunity against HTV infrrtinn,

(ISaaOdMt) Sana lUwhnd Piw «t at MalmiUr Imm....l ip Graqi. laah.
taa^MolaeutorMailiQ»a.Jaaa Raddtfh Mnawnl. Haadi^taa. OxSad. Easkad 
0X3 tOU.

Upohomh Modlitod CRT?? Gono Tranwtor to ttw Nasal 
Epittwilum of Patlants With Cyatle Fibrosis

We report the resulu of a doohle-btiad. plaocbo-oonooUed trial in 
nine cystic fibtoeis {CD sab>acu reeetTing citionie hpoaoms oom- 
piexed with a compiemenury DNA CDeodmg the <3F tranaaemfarane 
eoaductance regulator ((TFTO). and six C? snbjecu receiving only 
liposome to the nasal epithetmin. No advene ctinical eflecu were 
seen and nasal biopsies showed 00 histologieal or nnmano-histotogieal 
changes. A panial rcstorauon of the deficit between CT and noo^F 
snbjecu of 20% was seen for the response to low C3* perfUaion fol­
lowing CFTR cDNA administration. This waa marimal around day 
three and had reverted to pretreatment values by day seven. In some 
eases the response to low <TI' waa within the range for non-CF sub-

Prognogttc Factors Prhdiettva of Survival for Truncal 
and Ratropsritonsal Soft>T1aaus Sarconis

(^jectm The suthon identified prognostic fseton relevtnt to 
chnicai outoomes (especially survival) in truncal and retroperitoneal 
soft-tissus sarcoma.

SoBunary Bockfioand DaU These resulu can be used U optimize 
surgicai msoagement and aslsct pstienu most likely to benefit from 
novel therapeutic nntc^ in ftnure trials.

Methoda A retraepective analyaia wu performed of a proepec- 
tivcly compiled database of 183 conaccutiva patieau with truncal and 
retroperitoneal saroomaa seen at the Bright and Women's Hospi­
tal and the Dau Farter Canev iutitau betwaea 1970 to 1994.

Bamha For aimed aanoraa, mnltivariau aalyn showed that 
Ugb-grads trittology was amodated with an cigfatfoid inercued risk of 
daath rrmparad with low^gnda faiitology (p * 0401). In addition to 
grads, gross podtive margin of TTBsetiop(p»0401XmwoBttipic post- 
tive margin (p B 0423). and tunna greater than 6 cm in aim (p ■ 0418) 
wcrcimpartantiD(iependsRtprogDaBtiefretarsfdrsumTal.lnthisse- 
risa. pottoperative radiatiaa therapy for truDcd sareoma was aasooated 
with a 2.4-fokl deoeaaed tiak of death compared with aimed urooma 
pstienu recaving no adjuvant radiation therapy, bevug adjusted for 
the ocher progDostx factors (p > 0430).

la contrast, for reanpertcooed sarcoma, nraltivariau andyais 
showed that high-grade and intermediate-grade histology were as- 
sodaUd with a five-to sixfold moeased risk of death compared with 
low-grads histolocr (p - 0.009). In addition to grads, gnw positive 
margin of resection (p > 0.001) and nueroseopie positiTe margin 
(p m 0.004) were imppruat independent prognostic factors for sur- 
vivd in retropentoned sanoma. Patients who reesived either pre- 
operative or postopentivs chemotheiepy for retroperitODed sar­
coma had s 4j6-fold (p - 0.002) and 3-fold (p - 0410) tacreised risk 
of death, respectively, eompared with patieau receivtag no adjuvant 
chemotherapy, having adjusted for the other pnipostie factors.

Coadosiow The histologic grade and the msrgm of lessction are 
prognostic for sumvd in both ouned and retraparitansd soft-tissue 
ureoma. Tumor sim was an indspsndcat prognoiac fsetor for aimed 
sarcoma, but not far tetropentoosdiarcema. Postoperative adjuvant 
radiatian was benefiad to overall survivd for aimed saitamsL In this 
leries of patiems receiving s heterogeneous mixnte of efaemothera- 
peutic rrgiiwiMi iiuhsr as pteoperative “neoadjuvant'' therapy or as 
posiopciaOTe ’^ufjovant” therapy, there were no benrlWid effeeu on 
survivd compered with nonrandomned paticnu not receiving ehemo- 
thaapy.

(imasuat-us) Soak Stew-« it DIvm of Sviial OdoSost. Bfitaui 
•Mi WSCM'I Bacoat 78 rnsca at. Bmub. MAIBIU.

SaENCE Wasnington. DC

Numbara and Rgtto* of VtoiMi Plgnwnt (^Ofw* 
for Nomwl R«MrMn Color Vision

Red-green eoior visiaa is based on middle-vravekngth- and long- 
wevelength isniitivs visnd pigmenu sneoded by an array of genes 
on the X (hromoeoiae. The nombera and ratios of genes in this dus­
ter were reexamined in men with narmd color vision by meau of
newly refined methods. These methods revealed that many men had
OMTS pigment genes on tbs X chromosome than had previmaly been 
sugg«ned and that many bad more than one long-wavs pigment 
gene. These diaeoveries challenge accepted ideas that are the fonn- 
dation for thconcs of oormd and anomaloua color viaioo.

laiOpktaslBatsa«Taoi3.iois>i ludJirNe
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THE WHITE HOUSE
WASHINGTON

October 14, 1997

■ .:(b)(6)r.

Thank you for your interest in becoming a member of the Presidential Advise 
and AIDS. I have forwarded your letter to Presidential Personnel in order tha|t 
attention and consideration.

ry Council on HIV 
it receives proper

The Council’s Subcommittee on Prison Issues has been and will continue to \/ork closely with 
the Justice Department and the Federal Bureau of Prisons in its commitment to effectively 
address the needs of the HIV-positive prison population. Your ovm contributions in working 
toward the eventual control of this epidemic are truly appreciated.

Sincerely,

-Sandra L. Thi 
Director
Office of National AIDS Policy
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May 23, 1997

Sandy Thurman, Director 
Office of National AIDS Policy 
750 17th Street, N.W., Suite 600 
Washington, D.C. 20503

Dear Ms. Thurman,

I am aware of the vacancies in the President's advisory council on the HIV-positive population of 
federal incarceration facilities, and the policies which govern their care under federal law and 
regulation.

I respectfully request your consideration of me a member of this advisory council.

It is my understanding that the current criteria for appointment to this important panel does not 
include present incarceration of an HIV-positive inmate. I strongly disagree with such criteria 
because of my personal experience, and hope that you will consider appointment of at least one 
currently incarcerated individual who has experienced first-hand the administration of treatment 
for such federal prisoners.

If this advisory council is to be at all meaningful and successful, it is paramount that it include one 
who knows how prescription medication, counseling and in-confinement experiences are affected 
by the policies and implementation of those policies as determined by the federal government.

Frankly, my personal experience has not been altogether positive under what I admit are difficult 
circumstances which do not easily reconcile themselves with diverse societal judgment. However, 
I believe it is important to and consistent with this Administration's policy and claim of 
compassion that those of us who are suffering from HIV be treated fairly and humanely.

My experience here has lacked some fairness and some compassion. I have tried to understand 
that those acts which brought me to this facility cause me to bear some significant burden, but I 
still believe there is a better and more positive way for all of us to address the HTV issues which 
confront us.

I ask you not so much for myself but for all of those who share my diagnosis of HTV-positive 
what you set forth a policy v^thin federal facilities which at the very least allows an opportunity 
for relief of suffering if not an opportunity for development of cures, remission or recovery.

It seems to me that a person like myself, who has experienced both an inconsistency in 
administration of treatment and an unreliable implementation of spoken policy, would be an asset 
and a source of important input to the advisory council you are posed to appoint.
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I offer myself not for personal gain or personal well-being, but for the long-term treatment of 
HIV-positive inmates who at minimum deserve humane treatment, access to available and 
experimental therapies and the ability to teach others about the transmission of the virus and what 
preventive steps can be taken to avoid exposure.

Again, I am respectfully requesting that you consider me for appointment to your council because 
of my experience as an inmate who is HIV-positive. I hope that my very positive record during 
incarceration would speak in my favor. But should you choose not to appoint me, I hope that you 
will keep in mind the importance of appointing one who has experienced first-hand the 
administration of policies toward HIV-positive federal inmates, which has been inconsistent and 

inconsiderate at best.
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