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PHA’s Awareness Month
Celebrity Spokesperson—
Miami Sol’s Debbie Black

The Miami Sol’s Debbie Black, the reigning
WNBA Defensive Player of the Year, is working
with PHA to help raise awareness for PH. As
part of Pulmonary Hypertension Awareness
Month, Debbie joined doctors and PH patients

to face obstacles placed in front
of your dreams. “I can
relate to Hannah'’s
challenge of being
told you can’t play
basketball —
because growing
up, everyone
told me I was
too short to

in speaking out about PH. play ball.
Debbie Black became involved with PHA Hannah’s

after meeting Hannah Carr, a PH patient (and challenge, like

daughter of Linda Carr, past president of PHA) that of all PH

patients, is
so much greater
than the one I
faced. I admire
Hannah’s drive to not
let PH get in the way of
her dream.”
Debbie and Hannah have
been working together —this tandem

who was recently honored for her courage and
determination during halftime at a Miami Sol
game. “Hannah is a remarkable young lady who
has not let PH prevent her from following her
dream to play basketball,” said Black.

At five feet three inches tall, Debbie Black is the
shortest player in the WNBA and understands what it’s like
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President’s Message

By Dr. Bruce H. Brundage

As we begin the new year, I make this
pledge to you.

In 2003, PHA will increase our
communication with you, our members
and friends.

Communication is everything. It
allows us to move from a passive position to a
community driving hard toward necessary
improvements. As a PHA member you will continue
to receive four Pathlight newsletters this year. You
will also receive two Persistent Voices, the newsletter
that shares our stories. You will also receive at least
four letters from PHA, bringing you information and
ways to get involved and help.

I also have a request.

We above most others know the uncertainty of
life. This year, that uncertainty goes beyond living
with a rare illness. As I write this, we face the
possibility of war. We are vigilant toward further
terrorist attack. We live with an economy continuing
to react to the stresses of our day.

In the midst of this, we are building a strong
organization, making an impact on the lives of
patients and their families, advancing research,
diagnosis and treatments. We cannot let ourselves take
a step back.

My request then is this. Be an active, not passive,
member of PHA. Commit yourself to help PHA in
whatever way you are best able. Whether you give of
your time, your talent or your treasure in this pivotal
year, it will be gratefully received. It will make a

difference.
m E

Donate your car, truck, RV or boat
to PHA and help us improve the
lives of all those affected by PH.

PHA now accepts car donations.

Your car doesn't even have to be in working condition.

Call 1-800-324-7413 to make arrangements
and schedule a free pick-up anywhere in the U.S. m

Vehicle donations to PHA are tax deductible.
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Keep the Pot Boiling

Here is a quick story...followed by an important request.

In 1891, Salvation Army Captain Joseph McFee wanted to
raise money so he could feed the poor a Christmas dinner. On
Christmas Eve he put a pot at the Oakland Ferry Landing at the
foot of Market Street in San Francisco. He put a sign next to the
pot. It had four words, “Keep the pot boiling.”

He fed 1,000 people in one night from the proceeds of that
one kettle.

Last year, the Salvation Army put out 20,000 kettles. The
total generated was $91,000,000.

In 2002, PHA began our '
Committees of
Correspondence project with
three brave members who took

a risk and wrote to their friends, (/ \

asking for help. To their surprise >
and pleasure, these friends were
ready and eager to help. l

This year, we ask your help
to “keep the pot boiling,” to help PHA as
we continue to grow to make a difference in the
struggle against PH. Our goal for 2003 is to work with 25
members who are willing to send letters to friends to help us
raise funds. We have a “how to” packet that explains the
fundraiser and PHA’s staff is available to help you throughout
the process.

It just takes one person to make a difference...if that person
is you.

To receive the introductory packet, with no obligation,
contact Karri Boyer at 301-565-3004 x110 or
karri@phassociation.org.

Persistent Voices

PV is published twice a year with the fall and spring issues of Pathlight.

The deadline for the next issue is July 31, 2003. Please send your
personal PH story along with pictures, poems, or quotes to:

Jerry Wojciechowski
24232 Chrisanta Drive
Mission Viejo, CA 92691
949-215-1574 (fax)
Wojoj@cox.net

Please include your phone number with submissions to Pathlight or
Persistent Voices.

DISCLAIMER

We encourage readers to discuss their health care with their doctors. This
newsletter is intended only to provide information on PH/PPH and not to
provide medical advice on personal health matters, which should be
obtained directly from a physician. PHA will not be responsible for
readers’ actions taken as a result of their interpretation of information
contained in this newsletter.

Pathlight is the newsletter of the

Pulmonary Hypertension Association, Inc. (PHA)

850 Sligo Avenue, Suite 800 ¢ Silver Spring, MD 20910
301-565-3004 * 301-565-3994 fax

www.phassociation.org

Important Numbers

PHA e 301-565-3004
FAX 301-565-3994
Email cooveiiii pha@phassociation.org
Member Services and

Pathlight Address Changes .............c....c...... 301-565-3004
PH Helpline (daytime, please) ................... 1-800-748-727 4
ACCESS .. 1-888-700-7010

(Social security, insurance, and
disability questions)

Accredo’s Hotline for Flolan ...................... 1-800-9-FLOLAN

1-866-FIGHT PH
TheraCom'’s Hotline for Flolan ................... 1-877-356-5264
Priority Healthcare Remodulin Hotline ......... 1-877-462-6225
Tracleer Access Program ..........c....ccoeeneie.. 1-866-228-3546

PHA Contacts

Children with PH/PPH
Laurie Jeter, 952-380-4999, mjeterl@aol.com

Special Events Coordinator
Jim Wilson, 9729319311, 972-931-8616 fax,
ipwilson@hotmail.com

New Member Packets, Pins, Brochures, and Cards
Barbara Smith, 813-920-5945, 813-891-6049 fax,

BSmith@ss-electric.com

Organ Donor Awareness
Sharren Yamron, 412-829-0069, sher@sgi.net

Organization Liaison

National Institutes of Health: Heart, Lung and Blood Institutes and
American Thoracic Society: Public Advisory Roundtable

Judy Simpson, 501-253-0082 (phone/fax),
jsimpson@nwaft.com

PATHLIGHT

Shirley J. Craig, Editor, 713-688-7543, 775-855-3043 fax
Victor Tapson, Medical Editor, 919-684-6237

Nancy Frede, Children’s Editor, 616-735-5518

Starfall Graphics, Layout, www.starfallgraphics.com

Persistent Voices
Jerry Woijciechowski, 949-215-1573, wojoj@cox.net

Support Group Coordinator
Betty Wojciechowski, 949-215-1573, wojoj@cox.net

Web Site Coordinator
Candi Bleifer, 818-752-8384, candibleifer@earthlink.net

800 Number Coordinator
Pat Paton, 561-597-4962, pjpaton@onearrow.net

2004 Conference Chair
Linda Carr, 305-888-4254, CarrMiami@aol.com
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Awareness Month 2002—Best
Ever in Creating PH Awareness!

This year Awareness Week became PH Awareness Month in the
hope this would give PHA patients and members more time to
create broader awareness among those with no previous
knowledge or understanding of this disease. PHA hopes to have
a resolution before Congress for a National PH Awareness
Month next year. In Louisiana, there was a proclamation signed
by Governor M.J. “Mike” Foster, Jr., declaring November PH
Awareness Week in that state.

The overall effect of expanding Awareness Week to
Awareness Month was positive. There were more events than in
previous years and PHA staff was able to support more of those
willing to undertake events. The first of the awareness events
actually began before November 1, 2002, and many were
scheduled way beyond the end of November. The ideal situation
exists when awareness activities are scheduled throughout the
year. Moving from one week to one month has given PHA
patients who are willing to become involved more flexibility in
scheduling, enabling them to hold more events.

This year PHA was again fortunate to have on loan, through
the generosity of Actelion, one of the top ranked PR firms in the
country to help PHA in its efforts to attract the attention of local
and national media. The PR firm of Weber Shandwick helped
PHA to markedly increase the effectiveness of November’s
awareness activities. It was Weber Shandwick that brought us
together with Debbie Black, the WNBA women'’s pro basketball
player, who became our celebrity spokesperson for PH
Awareness Month. Debbie and PHA’s own basketball superstar,
Hannah Carr (daughter of Linda Carr, VP of PHA) made the
airwaves on several occasions and were featured in numerous
print articles as well.

In addition to press coverage featuring Hannah and Debbie,
Debbie Black’s celebrity brought the attention of the media to
PH and PHA at various times throughout the month with outlets
in Texas, Utah, Florida, and Arizona picking up the stories
placed. The Associated Press picked up the items as well. In
addition, PH and PHA stories made the web on several different
sites. PH was featured in an article in the New York Times on
December 1 “The Neediest Cases,” and in the Northwest
Airlines World Traveler, “To Heal a Heart.”

We know that many of those who ran events this year were
able to attract the attention of their local media, and PHA would
like to know if an event was featured in the local media outlet or
in a community newspaper or newsletter. Please share that
information with PHA by sending a copy to the PHA office.

Overall, PH Awareness Month events that were reported to
PHA were varied and extremely interesting. They ran the gamut
from expanded, educational Support Group meetings with a
special luncheon or dinner in honor of someone or celebrating
the PH Awareness Month effort, to hospital wellness/information
tables and training sessions at various centers around the

country. Below is a summary of those events with which PHA
staff had the opportunity to be involved. Please send a summary
to PHA if you participated in an event that is not listed here. We
have time and space to list your event in future Pathlights and on
the PHA website. Each event provides the inspiration to create
new awareness events, even if they do not occur during
Awareness Month.

PH Awareness Month 2002
Events:

California Race for PH—Stanford, California, October 26, 2002
[See separate article with photos.]

Long Island New York Support Group Luncheon and Silent
Auction [See separate article with photo.]

Los Angeles Support Group

Liu Center for PH—Torrance, California—Raffle raised
awareness and funds for PHA during November 9 luncheon
meeting.

Las Vegas Support Group—busy month!

November 1 —TV interview with Linda Ocker at home “A day
in the life of a PH patient.”

November 6 —Members were at an information table in the
Galleria Mall.

November 13—Desert Springs Hospital ER— Accredo
sponsored an information session/question and answer
period.

November 14—PAH in-service for the EMS team at the
Henderson Training Center.

November 18 —in-service for both day and night shift nurses at
Sunrise Hospital ER.

November 22 —Lake Mead Hospital ER —display table with
information for nursing competency day with PH patient
and Accredo advocate.

Mary Kay in Nevada

Carol Staab hosted Mary Kay make-up parties to raise money
for PHA during the month of November and throughout the year.
She donated products that were raffled off and also gave a
percentage of the proceeds of her Mary Kay sales to PHA. Carol
did “Mommy and Me” make-overs for mother/daughter duos
and will donate a part of each make-over duo she does. She will
be doing these “face-a-thons” for PHA during Awareness Month
and beyond. Contact Carol at 520-886-4067.

Minnesota Fundraiser/Information Booths/Awareness Tables

The Minnesota group worked with Herberger’s Department
Stores selling discount coupon books for $5 each filled with
coupons for Herberger’s stores with proceeds going to PHA.
A PH Information Booth was set up at the Med Center One in
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Bismarck, North Dakota, on November 18. Another was in
Alexandria, Minnesota, at the Douglas County Hospital.
Awareness tables were also located at the Mayo Clinic and the
University of Minnesota Hospital in mid-November.

Milwaukee Group Meeting

The Milwaukee area support groups met at the Pfister Hotel in
downtown Milwaukee bringing together more than 60 PH
patients from various treatment centers and support groups in the
area for brunch. Rita Conway was the featured speaker who
spoke on the “Practice of Mindfulness: Techniques for focusing
on your present.” This event was sponsored by Accredo
Therapeutics and Actelion Pharmaceuticals.

Painting a Brighter Future for PAH Patients in Wisconsin

On November 8, the Gingrass Gallery in Milwaukee, Wisconsin,
along with the Medical College of Wisconsin, Froedtert
Memorial Lutheran Hospital, and Children’s Hospital of
Wisconsin hosted an educational program highlighting early
diagnosis and innovative treatment options for pulmonary
arterial hypertension. Over 100 pulmonologists, primary care
physicians, cardiologists, and rheumatologists attended. The
gallery donated a percentage of the evening’s sales to PHA.

Michigan Support Group

A raffle and luncheon was hosted by the Michigan Support
Group on November 23 at the Holiday Inn South in Lansing,
Michigan.

Louisville Events

PHA members in Louisville organized several hospital infor-
mation tables. Thelma Rice was interviewed with her PH doctor
on a local Health Talk TV show answering call-in questions.

Louisville/Indianapolis/Cincinnati Dinner

Regional support group dinner meeting for educational training
at the Kingsgate Marriott—rescheduled for mid-spring.

Arkansas Support Group

Awareness table at a Little Rock shopping mall in

New Jersey and New York Events

PH Health and Awareness tables were scheduled for major
hospitals from Totowa, New Jersey, to upstate New York
throughout November.

Stony Brook Awareness Table

This New York Support Group hosted a community awareness
table just outside of the cafeteria at Stony Brook University
Hospital on Long Island, New York.

Boston Area Support Group Meeting

Members were encouraged to attend their Support Group meeting
during awareness month at the Boston University Medical Center
School.

Loganville Support Group near Atlanta, Georgia

A group meeting was held in support of parents of children
with PH.

Theracom

Theracom mailed awareness pins to each of their Flolan patients
emphasizing how useful an accessory like the pin can be for
raising awareness.

Theracom also held an in-house “PH Awareness Month
Recognition Day” with onsite training about PH and Flolan
therapy.

Long Island Fundraiser

On November 3, 2002, the Long Island, NY, PHA support group
held its first high-end fundraiser at The Douglaston Club in
Douglaston, Queens, NY. The luncheon and raffle were a rousing
success!

We couldn’t have had the event without the support of club
member and PH patient, Marta Brown. Marta and her husband
Russ worked closely with The Douglaston Club to coordinate all
the important details of hosting an event for PH patients and their
families. We were also very fortunate to have the help of one of
Marta’s dear friends, Ann Aiston. Ann’s experience with

fundraising event planning

mid-November.

Houston PH Support Group

Members were on hand at an awareness table in
Northwest Mall to sell tickets for the Magical Night
of Giving raising funds for PHA and supporting
awareness by handing out PH and PHA material.

West Central, Florida, Support Group Meeting

PH Support Group meeting was November 16, 2002.
Candy Smith, Clinical Educator with Priority Health
Services, presented information on Remodulin, the
newest treatment available for PH.

was a blessing and she
guided a large part of the
event as well as
coordinating the very
successful raffle.

We were very
fortunate to have two
guest speakers.

Dr. Michael Poon of
Mt.Sinai Hospital in New

Event Co-chairs for Long Island Luncheon were York spoke to the group
Marta Brown, JoAnne Sperando-Schmidt and
Ann Aiston (I-r). (Continued on page 6)
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Long Island Fundraiser (continued from page 5)

about his experiences in PH research and patient treatment. Rino
Aldrighetti, PHA’s executive director, also addressed the group
about the Association’s mission and latest efforts.

All told, this event raised over $9,000 for the PHA and the
Long Island Support Group plans to make this an annual event.

Awareness Year Round!

Members of the North Texas PHA Support Group staffed an
information booth at the 2003 Healthfit Expo hosted by
NBC and the local affiliate Channel 5. The event was held
January 11-12 at the Dallas Convention Center. Over 30,000
people visited the two day health fair and fitness exposition.

While thousands passed the booth area and viewed the
display, over 500 people stopped to ask questions of the
volunteers and take literature about PH, according to PHA Board
of Trustee member Jim Wilson. “This is the second year we have
participated in this event,” said Jim. “In the last two days, we’ve
been asked by five other organizations to bring our booth to
health fairs they are planning for their communities. We see this
as a great opportunity to increase awareness of the disease in the
North Texas area.”

One of the events is going to focus on the Hispanic
population. “We are in the process of having PHA’s handouts
translated into Spanish, and I believe this will be the first time
PHA will have been involved in an event focused solely on the
Spanish-speaking community.”

NBC hosts five such Healthfit Expos around the country
annually, according to Jim. He strongly encourages other support
groups to participate in this highly visible community event.

To find out if your area is having an NBC Healthfit Expo,
e-mail Larry Jennings at ljennings@networkevents.tv or call him
at 301-754-2654.

Jim Wilson and PH patients Laine Smith and
Aundria Colgrave work the awareness
booth at the Healthfit Expo in Dallas.

Great Start for Awareness
Month!

What: Second Annual Race for PH
Where: Stanford University in Palo Alto, California
When: Sunday, October 27, 2002

When Patti Ewing was diagnosed with pulmonary hypertension,
her family felt they had been given the same diagnosis—and
they wanted to find a way to help. Patti’s daughter Katie and her
friends, Eddie Davis and Paige Dunn, organized the Race for
PH. They worked hard and their efforts were successful. The
race’s earnings will benefit the Vera Moulton Research Center
and the Pulmonary Hypertension Association. Many came out to
have fun in support of a good cause—raising awareness
throughout the community.

Race for PH organizers and their guests relax
while going over the final details.

The finish line in the
Stanford Stadium!
Eddie Davis,

Paige Dunn,

Dr. Jeff Feinstein,
Dr. Bruce Brundage
(PHA president)
Patti Ewing (PHer),
Dr. Ramona Doyle

(I-r)

Many were
on hand for
the racel

Race Against
Pulmonary Hypertension
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NEWS AND ANNOUNCEMENTS

Save the Date:

2004 PHA Conference
Scheduled for Miami!

he 2004 PHA Conference will be held at the Hotel

Inter-Continental Miami, June 25-27, 2004, in Miami,
Florida. PHA has arranged for a very special room rate
of $129 per night. This 34-story property (640 rooms) is
located directly on the bay and has incredible room views.
It’s a four-star business hotel with great food and service
(www.miami.interconti.com). The Hotel Inter-Continental
Miami is within easy walking distance of Bayside
Marketplace (nine restaurants, food court, shopping,
sight-seeing cruises, and outdoor entertainment,
www.baysidemarketplace.com).

PHA will once again be the largest group on the site,
and the meeting space layout is excellent. Miami
International Airport offers direct access from throughout
the United States, Central and South America; and Ft.
Lauderdale Airport with numerous low-fare carriers is an
option especially if you rent a car—and only 40 minutes
north. For a vacation before or after the conference, Miami
Beach and Key Biscayne beaches are only 20 minutes
away —and for theme park fans, Orlando is less than five
hours away by car. Mark your calendars now and make
plans to attend PHA’s Sixth International Conference!

PH Patient to Speak at American Thoracic
Society Conference

Gail Boyer Hayes will be PHA’s PH patient speaker for the
American Thoracic Society Public Advisory Roundtable
Seminar which will be in Seattle, Washington. Gail will be
excellent in presenting a patient’s perspective of PAH. She is the
author of the PH Survival Guide First and Second Editions. The
PAR Seminar for the ATS International Conference will be
Sunday, May 18, 2003, 8:30-11:00 a.m.

California PH Forum 2003

The third California PH Forum will be June 28-29, 2003, at the
Embassy Suites Hotel, 150 Anza Boulevard, Burlingame,
California, 94010, near the San Francisco Airport. Please call the
Embassy Hotel at 1-800-686-2894 or 1-650-342-4600 to make
your reservations.

This conference occurs in the summers opposite the
national PHA conference. For more information, e-mail Judy
Vucci at CAPHForum@aol.com or call Rita Orth at 925-552-7824.
You can also find out more at the PHA web site.

PHA Announces 2002 Postdoctoral
Fellowship Award Recipients

The goal of the PHA Postdoctoral Fellowship Program is to
attract bright young researchers at the beginning of their careers
to PH research in the hope that they will continue in the field.
PHA awards two or three of these grants annually for two years
of research.

Hideyuki Beppu, MD, PhD

Massachusetts General Hospital

Sponsor: En Li, PhD

“The Genetic Basis of Pulmonary Hypertension— Studies in
Genetically Modified Mice”

Term: July 1,2002-June 30, 2004

Wai Patrick Wong, PhD

Columbia University

Sponsor: James A. Knowles, MD, PhD

“Molecular Genetic Studies of Primary Pulmonary Hypertension:
Gene Identification and Functional Analysis”

Term: October 1, 2002—September 30, 2004

PHA Will Sponsor Poster Award at
International PH Symposium

PHA will sponsor a scientific poster session award at the Third
“World PH Symposium” to be held in Venice, Italy, this spring.
The award winner will receive travel, lodging and registration
for the 2004 PHA Conference where the winning poster will
again be displayed.

PHA materials such as brochures, explanations of our
research awards, and medical journals will be available to
doctors from around the world at the symposium.

New Look for Features at PHA Web Site

PHA would like to encourage all members to sign up for its
e-mail newsletter PHA News. This e-mail resource is sent out
bimonthly and includes links to relevant articles about
pulmonary hypertension. PHA News will keep you up to date on
happenings in the PH community regarding medicine, people,
and current events. It also highlights the PHA website, letting
you know about online chats, new services, and more. You can
get to the sign-up page by going to PHA’s home page at
http://www.phassociation.org and then clicking on the link on the
right side of the home page. Encourage your family and friends
to sign up for PHA News, too!

Be sure you look over the redesigned Our Journeys section,
too. PHA has incorporated an attractive piece of art originally
created for a PH fundraising event to help tell touching and
hopeful stories from the PH community. The Our Journeys
section is located at http://www.phassociation.org/Our_dJourneys.
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Upcoming Events

Houston Cure PH Golf
Tournament

Friday, April 11, 2003

Fish Creek Golf Club

Montgomery, Texas

Contact: Jack Stibbs

281-681-5900

9 a.m. Registration

11 a.m. Shotgun Start

2nd Annual Caleigh Coleman
Memorial Golf Tournament

Monday, May 12*, 2003

(*new date)

Corsicana Country Club

Corsicana, Texas

Contact: Tonia Coleman

903-872-6098

coleman3@pflash.net

4th Annual Kipp Palmer
Memorial Golf Tournament

Friday, June 20, 2003

Crossgates Golf Course

1 Crossland Pass, Millersville,

Pennsylvania

Contact: Joel Langdon

888-696-7690

3rd Annual Jerry P. Selinger
Golf Tournament
Thursday, June 26, 2003
Elks Lodge & Golf Club
Calgary, Alberta, Canada
Contact: Terry Selinger
t.selinger@shaw.ca

Passages

Our deepest sympathies to the family and friends of the
following individuals. This issue of Pathlight is
dedicated to their memory. Should there be any
omissions or errors, please call 301-565-3004.

June Blair Mary McCartney
Minerva M. Boehlen Gauvin McCullough
Ronald Briggs Joey Nelson

Luis R. Carrillo David Nolen

Anne Coleman Myra L. Paulsen

Jerome E. Connelly Barbara Perttunen

Christen W. Cranford Nancy Toth
Aaron D. Forrest Carmen Vassallo
Madeline Graham Ellen Yamin

Sylvia C. Klinger
Diana E. Kobilan

Nancy L. Zimmerman

Contact the PHA office to have your loved one’s name
listed in Passages.

When to Transplant?

This is from the summary of the 2002 PHA conference
session “When to Transplant?” presented by Harold
Palevsky, MD, Christine Archer-Chicko, RN, Gordon Yung,
MD, Mary Ganikos, PhD, Robert Frantz, MD.

Dr. Gordon Yung, UCSD Medical Center, San Diego, California:

The issue is when to be listed more than when to transplant.
If you need a transplant now, it is too late for listing. The
national waiting time is about two years. No one can really
predict how a PH patient will do in two or three years’ time.
Declining Class III or IV patients need transplants usually. Until
we have a better handle on how long which patients will survive
with new therapies, it’s best to get listed.

Chris Archer-Chicko, RN, Presbyterian Medical Center,
Philadelphia:

PH can progress quickly and the patient can get too sick to
be eligible for transplant. Patients need to be emotionally and
psychologically prepared to be transplanted as they may have
ups and downs after transplant and need to be ready to face them
with a fighting spirit.

National Organ and Tissue Donor Awareness Week
(NOTDAW)—Third full week of April} Sunday-Saturday

This is a week of increased activities to promote donation
awareness in government agencies and communities
across the nation. Organ procurement organizations,
transplant centers, and other donation and non-donation
related organizations sponsor special awareness events and
donor recognition ceremonies during this week.
(www.organdonor.gov)

*April 20-26, 2003

Pathlight Submissions

Have an article, announcement, quote, photo, or tribute to
share? Please send it to us. Work submitted will be printed
as space permits. Include a self-addressed stamped envelope
with any material you want returned. PHA cannot be held
responsible for materials lost. Mail submissions to:

Shirley J. Craig

5726 Weeping Willow Road
Houston, TX 77092-3336
scraig@hal-pe.org

Deadline for the Summer issue is April 30, 2003.
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UNDER 21 (Continuedfrom back COVE}") Planning for a

Better Tomorrow...

Form Letter to Personnel Who May Work with your Child

Letters can be given to school personnel including nurses, teachers, and coaches
which includes substitutes or athletic trainers. Parents may promise to have one pulmonary hypertension is difficult. Since
parent present at all games both home and away and present or nearby during all PHA’s founding, we have seen
practices. advances —first slow and now much
Parents could add that “the child should be allowed to rest if she/he becomes more rapid—in the struggle against this
very short of breath or tired” depending on the child’s age. If the school doesn’t have terrible illness. PHA is deeply grateful to
a nurse, educate the secretaries or whoever is working with your child for recess or all the members of our community who
gym activities. Here is a sample form letter to help parents get started writing are accelerating our ability to make a
their own: difference through research, public
awareness and patient services.

We all know the struggle against

If you are considering a legacy gift
to support PHA’s mission in the future,
we have resources to help.

(Date)
pTTToTTTTTTTm T i
Dear (Name): ' Q Please send me the brochure, ,
’ ! Guide to Estate Planning Strategies. |
Important medical information about (Child’ : i
mportant medical information about (Child’s name) E Q Please send me information on how to E
(Child’s name) has a rare disease, Primary Pulmonary Hypertension. She/he ! include PHA in my estate plan. !
wears a medicine pump, 24/7, in a belt pack (or strapped to her/his leg under ! . '
her/his clothes) which gives her/him a continuous IV infusion of the drug p d I hanf already made provisions for !
FLOLAN (epoprostenol sodium) through a small catheter implanted in her/his ! PHA in my estate plan through: :
chest. Her/his other medications are: Coumadin (etc...). ! QMy will Q A trust arrangement '
1 . .
If (child’s name) has a problem with her/his pump or catheter, it is a medical H O An insurance policy E
emergency. Her/his situation is very complex and her/his parents must be called , Q Other !
immediately. Rebound Pulmonary Hypertension may occur with H o Pl h 11 me t !
discontinuation of the IV drug. No one should turn off the pump for any reason. H di::z:s ai\‘//f;nsor(r)leo(r;:ufr?i tig;e © E
The IV drug (Flolan) may be infused by a peripheral line, if necessary. H EIVINg OPp ’ !
! 1
Mother’s name Home number i O Mr. O Mrs. O Dr. O Miss 1 Ms. !
Cell number b '
Pager number i Name H
! 1
Father’s name Work number E Address !
Cell number . H
Pager Number ' City State '
1
, , 1 ZIP :
Also call , a medical help line to speak ! !
with a trained nurse about (Child’s name) drug, the pump or her/his i\ Phone '
catheter. ! '
! E-mail 1
1
(Child’s Name) must be permitted to call her/his parents immediately if she/he : . H
is not feeling well. Her/His disease and treatment are complex and unusual, and : Please return to: !
emergency personnel are not likely to have experience with pulmonary ' PHA !
hypertension patients using her/his IV medication. E 850 Sligo Ave, Suite 800 !
. . 1
(Child’s name) pulmonary hypertension specialist is {Physician at Hospital, E Silver Spring, MD 20910 H
. 1
City, State, (area code) phone number}. E Or by fax to 301-565-3994. :
Her/his local doctor is {Name (area code) phone number}. Our hospital of ! i
preference for him/her is (hospital name, city). ! - :
1
1
Please contact us with any questions you may have. ! /s “ E
1
Sincerely, ' m (.,_- E
1 u\)b 1
1
: YWig :
Mr./Mrs. : \ \ ’ > :
! 1
i \ '
: :
f e m e - !
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Please Distribute to Your Allied Healthcare Professional
(Nurses, pharmacists, respiratory therapists and technicians)

Dear Colleague:

PH Resource Network (PHRN) is a group of healthcare professionals within the Pulmonary Hypertension Association (PHA) who
support communication, advocacy, education and research. We are currently updating and expanding the PH Resource Network
database. Along with a journal subscription to Advances in Pulmonary Hypertension, PH Resource Network membership offers access
to the PH Resource Network website and list serve, along with educational seminars at PHA conferences. As we grow, it is our goal to
develop standards of care, explore the feasibility of certification and expand this professional network internationally.

Now is the time to build the PH Resource Network. We are delighted to have a Medical Services Director, Don Clark, who will be
assisting with CEUs, program development and research funding. Membership is limited to professionals employed in the care of PH
patients. Your PHA membership donation of $15 or more entitles you to joint membership in PHA and the PH Resource Network.

Please complete and return the questionnaire below, noting whether you are a current or new member. Current members who have
already paid for 2003 need only to complete the survey information.

—Cathy Severson, R.N., for the PH Resource Network Organizing Committee

2003 PHRN Survey

Q | want to join PHA's PH Resource Network.
Q New Member Q Renewal with 2003 payment Q Renewal/Survey only

Q Enclosed is my dues contribution: $15 (U.S., individual).
Q | would like to help PHRN with an additional contribution of

Total enclosed:

Name

Address

Phone Fax

E-mail

Profession License # State

Place of Employment

Name of physician aoffiliated with

Years of experience with PH patients __ # of PH patients in practice

Contributions are tax deductible to the extent permitted by law. Please
make checks payable to PHA and return with this form to:

PHA/PHRN
850 Sligo Ave., #800
Silver Spring, MD 20910

Prefer to join on-line2 Go to www.phassociation.org/PHRN.
Questions? Please call 301-565-3004, ext. 104.

Please copy as needed.
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Consensus Statement

The information below is for general information only. These
guidelines may not apply to your individual situation. You should
rely on the information and instructions given specifically to you
by your PH specialist and/or the nurses at your PH Center. This
information is general in nature and may not apply to your
specific situation. It is not intended as legal, medical or other
professional advice, and should not be relied upon as a
substitute for consultations with qualified professionals who are
Sfamiliar with your individual needs.

Recommendations on Over-the-Counter Medications in Patients
with Pulmonary Arterial Hypertension

When using non-prescription, over-the-counter (OTC)
medications, care should be taken as these agents may have a
direct effect on the heart and lungs or may interact with
medications commonly prescribed for patients with PAH.

Cold, flu, sinus, allergy, decongestant and headache
medications frequently contain ingredients such as
pseudoephedrine that have stimulant-like properties. These
medications cause blood vessels to vasoconstrict (narrow), and
may worsen PH and increase blood pressure and heart rate. They
may also cause palpitations and irregular heart rhythms. These
medications may also contain significant doses of caffeine,
which can have similar actions on the heart. Therefore, all
decongestants and medications that contain stimulants should be
avoided in patients with PAH. They are marketed as tablets,
caplets, liqui-gels, liquids or nasal sprays. As a general rule, if
any ingredient is contraindicated in patients with high blood
pressure, then it is contraindicated in patients with PAH. If there
is uncertainty regarding the contents of specific formulations,
ask a pharmacist for assistance. Medications that contain
antihistamines (e.g., diphenhydramine, Benadryl, Claritin) may
be used to treat cold symptoms, allergies, and hay fever,
provided that they do not also contain decongestants.

Aspirin and medications classified as “non-steroidal anti-
inflammatory agents” (e.g., Advil, Motrin, Naprosyn, etc.) may
increase the risk of bleeding in patients taking warfarin
(Coumadin). These medications are typically found in analgesics
(pain medications), but may also be present in cold, allergy, and
sinus medications. They should be used with caution and only
for short periods of time. Large doses of acetaminophen
(Tylenol) may cause liver damage, and may interact with
warfarin. Whether acetaminophen increases the potential for
liver damage in patients taking bosentan (Tracleer) is unknown.

The use of herbal medications has become increasingly
popular. Unfortunately, there is limited information on many of
these products, and there are no established standards to regulate
their production. As a general rule, a product marketed as
“natural” should not be assumed to be safe. Like the OTC
medications described above, herbal medications can affect heart
and lung function, and interact with prescribed medications. The
list of herbal medications is extensive, precluding a statement on

each formula; instead, we will comment briefly on some of the
more commonly used agents:

Ephedra (ma huang) contains ingredients with stimulant-
like properties. It should be avoided in patients with PAH.
Ephedra, don quai, and St. John’s Wort may increase or decrease
the actions of calcium channel blockers. St. John’s Wort and
ginseng may affect digoxin concentrations.

Numerous agents affect the function of platelets (cells
needed to clot the blood), which can increase the risk of bleeding
in patients receiving warfarin or Flolan. Examples of such
compounds include garlic, ginkgo, and ginseng. Some herbal
medications can interact directly with warfarin, either increasing
(e.g., danshen, dong quai, papaya extract, vitamins A and E) or
decreasing its effects (e.g., ginseng, St. John’s Wort, vitamin K).

Liver damage has been reported in patients using kava and
Echinacea, and valerian may cause liver injury as well. Whether
these compounds can increase the risk of developing liver
damage in patients treated with Tracleer is unknown.

In summary, OTC medications and herbal therapies may be
harmful, and should be used cautiously in patients with PAH.
Herbal therapies should be viewed as drugs, not simply as
“natural supplements.” It is recommended that prior to taking
any of these drugs; you discuss them with your PH specialist.

*All of the SLC Consensus Statements can be viewed on
line at www.phassociation.org.

PH consensus statements were developed by the Consensus
Committee of PHA's Scientific Leadership Council and reviewed
and approved by the SLC in the summer of 2002.

Please update my mailing list information as follows:

(Please print.)

O Mr. O Mrs. Q Dr.
O Miss QMs.  Name

Business (if any)

Address
City State ZIP
Q Please check here if this is a change of address.
Phone Fax
E-maill
lama: QO patient QO caregiver O parent of child with PH

Q medical (title and aoffiliation):

Mail or fax the completed form to:

PHA e 850 Sligo Ave, Suite 800 e Silver Spring, MD 20910
Fax: 301-565-3994

You may also submit a change of address online at
www.phassociation.org/contact.htm
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Carol Aserinsky Christen Cranford Madeline Graham
Larry and Karen Moody Ceaco, Inc. James A. Kivela

Joseph Balabanick Dismas Charities, Inc. Francine N. Pedersen
John E. Andrews Mary E. Barrett Tony Shaffer

Carolyn Barra
VT Soccer Officials Association, Inc.
Janice K. Stowell
JoAnne Benedict
Fidelity Investments
Minerva Boehlen
Donald W. Black
Mary L. Hodshire
Elsie H. Peters
Patricia Reinwald
Valerie Brady
Charles Marootian
Robyn Bravo
Constance G. Ives
Fern Bruner
Marjorie Blue
Donald D. Rounds
Luis Carrillo
Joan Blackford
Doreen Codinha
Lori Bonesteel
Anne Coleman
Bethpage High School Guidance Department
Kathleen M. Bielo
Joseph E. Farrell
Nancy Freudenberg
Antoinette F. Macleod
Marie T. Marx
Alison W. Orzechowski
Ferne A. Robilotta
Kathi Seier
Rosemarie Tobin
Jerome Edward Connelly
Carmen Brown
Kristen Cote
John F. Whitford
Tessa R. Cox
Liesl R. Carter

Cynthia A. Basque
Faye S. Beinke
Jeanne W. Brogdon
Nancy B. Brown
Sharon W. Crimmins
Sydney S. Davis
Louise F. Dodd
Geraldine S. Douthit
Dolores C. Fleischut
Elizabeth S. Golson
Howard Hollerman
Mark Hollingsworth
Steven P. Isham
Cynthia Jarrard
Connie W. Jones
Patricia Kruza
Bruce S. Leicht
Thomas W. Marshall
Charles B. Mikell
Fred Morgan
Joe D. Mullendore
Lu H. Peacock
Mary H. Perkerson
Marzel Poss
Mary Anne B. Richardson
Alex D. Saville
Dudley A. Saville
Sally L. Scherer
Heather M. Schwarzen
Ed S. Sell
William D. Skelton
Guy W. Starling
Jean S. Stephens
Susan H. Stone
Ruth C. Thornton
Lee Ann D. Tolzmann
Lynn Von Steenburgh
Betty C. Walker
Lynn M. Welzbacher
Claire M. White
Stephen L. White
Richard A. Whitten
Lee C. Williams
Louise Dimarco
Robert F. Dimarco
Mark Dorman
Lorene A. Righetti
Bonnie Dukart
William Beader
Gary Dukart
Leonard Dukart
Alan Dukart
Douglas P. Holcomb
Jennifer Fowlkes-Fabian
Mary K. Viscounty
Laraine Fondiler
Lester G. Fondiler
Aaron Forrest
Ruth A. Blumenstein
Pamela J. Calandra
Nathan A. Crowell
Charlotte A. Huffmaster
Harriet Liebman
Jeannine Peter
Bud Forrest
Virginia M. Thompson
Cristin Gildea
Merritt M. Kenney

Listings are for gifts received by January 30, 2003.

Joshua Grooms

Carol E. Collins

Steven Hall

Susan M. Daigle

Rexanna Hamm

Allegacy, Sunshine Fund
Hancock Memorial Hospital
M. R. Daniel
Miriam E. Felsenburg
Pamela P. Hardy
Shelley Klein
Jason C. Koles
Dick Lightfoot
Elizabeth Mancini-Shodis
Sally Marcus-Fyffe
Oya H. Mwanza
Nikki I. Posner
Deborah J. Sibley
Celeste R. Simoff
Susan E. Smith
Cynthia A. Smith
Kelly M. Trantham
Jean L. Workman
Rachel Hoyt
Laura H. D’ Anna
Anthony Ieradi
Trespaphan of America, LLC
Wawa, Inc.
Mary T. Buemi
Dorothy J. Calderone
Edward Calderoni
Donna M. Hare
Cynthia L. Kutsmeda
Brian F. McCaffrey
Kerryann Mooney
Noreen M. O’Malley
Dorothy O. Riggin
Virginia Sanbe
Donna Spaide
Sarah Ing
Zomba Music
Kathy C. Forrest
John E. Nino
Laura Somers
Rose Jonez
Devcon Construction Incorporated
Barbara J. Childs
Stephanie Goelzer
Cathy A. Grovenburg
Veneta G. Hoffman
Joni E. Nohrden
Carole S. Olson
Venera S. Rapisarda
Stella R. Vick
Lisa Kannas
James D. Kannas
Megan Kelly
Jocelyn D’ Amico
Angela Kline
Sun Ketch, Construction Inc.
S&S Electric Co., Inc.
American Housing Corp.
Donna L. Bombaugh
Rose A. Brasgalla
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IN MEMORY OF

Sylvia Klinger
Carmelle D. Bachl
Denise A. Bononno
Raymond H. Burke
Vincent F. Cronan
Walter W. Druce
Florence L. Emerson
George H. Ziegler
Shirley Wiedex

Teresa Knazik
Larry E. Wessinger

Diana Kobilan
PH Support Group: Southern Colorado

Carolyn Lage
EdR. Lage

Rachel Loomis
S&S Electric Co., Inc.

Julia Long
Young K. Lai

Leroy Louwagie
Mary J. Bossuyt

Teresa Lovell
Judith Felts

Rita Lubold
Deborah Lubold

John Majewski
Susan R. Bentley
Colleen D. Robinson

Heather Massey
John E. Nino
Juanita E. Webb

Adele Matteson
Janice Weisz

Paul Maupin
Phyllis T. Corkill

Mary McCartney
Jane F. McCartney

Gauvin McCullough
M. J. Bienvenu
JoAnn L. Brown
Patricia M. Campanaro
Betty Colonomos
Ramona Crossley
E. L. Jacobowitz
Susan E. Kelly
Betty Kelly
Raja Kushalnagar
Rosemary M. Mikos
J. Norman
Carrie J. Pierce
Betty A. Prinz
Susan K. Randall
Doris R. Rielly
Ellen Schaefer-Salins
William J. Sullivan
Hedy Udkovich-Stern
Katherine N. Warren
Allison Weiner

Nicole McWilliams
Renee P. Colonna
David P. Jugan
Suzanne M. Jugan

David McWilliams
Renee P. Colonna
Suzanne M. Jugan
David P. Jugan

Gabrielle Miyara
Mara Friedman
Belinda B. Maggioli
Victoria Miyara
Ellena B. O’Toole
Marcela Vinocur

Kipp Palmer
Judith Palmer

Myra Paulsen
Clear Lake Bank and Trust Company
Mercy Medical Center North Iowa
Veronica R. Benetti
Carol Francq
Valerie M. Hudson
Mildred Lewellyn
Dawn Morgan
Patricia A. Nelson
Norma J. Pappas
Roger I. Paulsen
Mary White

Helen Pellegrino
Eileen Casey

Barbara Perttunen
McDonald’s Corporation
Mary Davidson
Patricia L. Dunbeck
Stephani Field
Foralyn C. Goldsworthy
Jean A. Hunt
Mary T. Matatall
Karlene Pack
Margaret M. Pheney
Terrance R. Savola
Debra L. Smitt
Pamela V. Tabor
Dianne Trosien
Valerie K. Yodhes

Mechthild Pladars
Daimler Chrysler Corporation
John Albert
Sheila Bajkowski
Irene Basso
Ron Block
Mark Bolish
Alex Brzezinski
Mihovil Buschbacher
Genevieve Chisholm
Henry Depa
Irmgard Fernholz
Joe Groele
Steve Kint
Adolf Kramer
Horst Krause
Walter Pilath
Valts Pladars
John Rata
Adele Reinke
Annelice Strauch
Vera Weis
Mary L. West

Robert Smith
Jeanette M. Kelleher
Suzanne H. Nathanson

Roberta Stevens
Holly A. Gralak
Julie Underwood
Kay M. Scruggs
Carmen Vassallo
St. John the Baptist School Board
Anna F. Anderson
Louise R. Bernhardt
Patricia A. Chiappini
Vincent A. Ferro
Laura Fraser
Barbara C. Guiffre
Stephen J. Hendrickson
Debra A. Hogan
Lily A. Krentzman
Piper A. Meserve
Kathleen M. Milmore
Nancy A. Murray
Katherine A. O’Brien
Marie A. V. O’Neill
Catherine Whitaker
Edith Carter
Florence Lamon
Betty Whitsell
Tami C. Ballinger
Nancy L. Coon
Teresa Kolb
Matthew Wojciechowski
Storms Consulting Engineers
Margery T. Hubers
Jill M. Lee
Carrie D. Toso
Michael Wojciechowski
Cheryl A. Anderson
Ellen Yamin
Eastdil Realty Company, L.L.C.
Jenine M. Celestin
Diane Ghari
Tina S. Haut
Christopher P. Hoffmann
Christopher N. Hunt
Marcia Kawer
John L. Lamson
William A. Macaulay
Wayne L. Maggin
Izabel P. McDonald
Steve McKenzie
Michael Sherrow
Martha T. Wallau
Carol S. Wolfe
Ellen Yuracko
Nancy Zimmerman
Estella M. Lee
Neil Ziroll
Ivan Burkhard
Larry and Karen Moody
Joyce M. Mross
Lori Mross
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GENERAL DONATIONS

AAA, Ohio Auto Club
Dinah Abbott
Rachel Abrams
Accredo Therapeutics Inc.
Actelion Pharmaceuticals
US, Inc.
Christine A. Adams
Virginia R. Adams
Diane R. Adkins
Howard Aibel
Rino Aldrighetti
Mary E. Aldritt
Kathleen M. Alfano
Allen A. Adams Trucking,
Inc.
Susie M. Alvarez
Cecile M. Anderson
Charlene R. Anderson
Cynthia L. Anderson
Dean C. Anderson
Judy Anderson
Michael F. Anderson
Peggy Anderson
Robby Anderson
Shelley Anglo
Debbie Angulo
Wyoma J. Anthony
Kate Armstrong
R.D. Arnold
Peter A. Aronson
Auto Transport Specialties
Azur Global Import
Souheil Badran
Bailey, Banks, & Biddle
Alexander Bair
James Bair
Barbara K. Ballard
Laurie A. Baltzer
Ellen Banks
David Baratz
Helen E. Barbano
Ann Barnett
Robyn J. Barst
Imelda D. Bartolome
Wanell J. Barton
Charles L. Batchelder
Cynthia M. Bay
Kevin L. Beal
Frances Bearden
Dawn C. Becher
Ellen Beck
Jane Becker
Xiaoxing J. Beckman
Kathryn A. Beckwith
Wendy Behr
James C. Benedict
Susan L. Benko
Alma R. Berber
Crystelle C. Bergine
Saramarina Bessey
Elizabeth A. Best
Robert L. Betack
Betty Bettencourt
Amanda M. Bird
Jean R. Bixler
Lenore Blaauw
Leslie Blackham
Lawrence J. Blecka
Margaret Blecka
Candi C. Bleifer
Margaret Block
Gloria G. Blodgett
Lisa K. Bloodworth
Violet G. Boateng
Anna A. Bogden
Geneva Bolerjack
Frank M. Bomba

Joan E. Bonaparte
Lois A. Bonney
James R. Borgmann
Susan O. Boskey
Evelyn Bourgeois
Ann M. Bouvier
Linda Bower
Evelyn M. Bowyer
Geraldine Boyd
David Boyett
Marilyn C. Bradbury
Frances M. Brady
Carolyn A. Brand
Sherran Brewer
Diana M. Brigandi
Barbara B. Briggs
Lawrence W. Briggs
Robert J. Brighton
Stirling M. Brinkman
Ellen G. Brookbank
Marianne Brousard
Colin J. Brown
F. F. Brown
Karen E. Brown
Marta M. Brown
Bruce Brundage
Rita D. Brundage
Barbara P. Bruns
Gail A. Bucci
Robyn H. Buffalino
Burberry
Charles D. Burger
Thomas Burke
Burlington Resources
Foundation
Mary Elen B. Burnup
Mark Burton
Anne F. Butcher
Christa Byrne
LisaJ. Byrne

Cafe American Style at

L&T
Cafe Continental

Calderon Brothers, Inc .-

Media
Daisy Camanga
Bette B. Camarano
Margaret C. Campbell-
Bamberger
Lillian Cannon
Juliette Caputo
Bethany Caracuzzo
Monica A. Carletto
Neil Carmack
Margaret Carnes
Cawley Carr
Linda M. Carr
Luis R. Carrillo
Ruth Carroll
Joy A. Carter
Sandra L. Carter
Mary J. Castell
Carolyn M. Catalon
Geraldine C. Causby
Maureen Cavanagh
Bernard Q. Cayetano
CBS/Late Show David
Letterman
Ted L. Cegielski
Norma J. Chappell
Alice H. Chastain
Kanu Chatterjee
Deborah R. Chesler
Renee Chirtel
Ining Chiu
Janet Chonody
Christina’s Collection

Christofle
Christopher Radko
Fran Chupper
Loree Clapham
Lori R. Claussen
Constance Clemmons
David J. Codemo
Virginia C. Coglitore
Ardith Coleman
Susan O. Comartin
Combined Federal
Campaign
Carol J. Condie
Thomas A. Conoby
Kenneth M. Considine
Ione H. Cooke
Jane P. Cooper
Marie A. Cope
Rebecca Copsey
Allan Cornett
Candice L. Coughlin
Gilletta V. Cox
Joseph J. Cramer
Clifford V. Cretan
Pat Cretan
Twoneria L. Crutcher
Jill Q. Cunningham
Sarah R. Cunningham
Kristin Cupello
Janis S. Curry
Marlene Cusick
Sherrie S. Cutler
Alisha B. Cuzick

CVS ProCare Pharmacy

Laura H. D’Anna
Peter D’ Anna
Mark J. Dacosta
Anne R. Dahlquist
Rose Dalager
April Dalton
Dance Manhattan
Helen Danforth
Marilyn M. Daron
Dauna Leigh Bauer
Foundation
Trudy B. Davey
Clifford E. Davis
Eva Davis
Gloria N. Davis
Janie P. Davis
Kay L. Davis
Fred C. Dawson
Patricia L. De La Riva
Colleen A. Deback
Daniel Deery
Tina V. Deitchman
Marilyn Delavan
Antonia Dellas
Debbie Densmore
Mark Deprez
Marcia E. DeSerres
Mary M. DeVere
Mercedes Devine
Walter P. Devine
Donna DeVore
Marjorie A. Dewey
Alan Dickman
Martin J. Dietel
Mary Ellen Dietz
Robert F. Dimarco
Shanon M. Disney
Denise M. Dixon
Karen Dominguez
Aimee Doran
Rose M. Doscher
Nell Doyle
Robert J. Doyle

Requel K. Drap
Robert J. Dresdale
Jean T. Drown
Carol A. Dubois
Priscilla Ducey
Wendy Duff

Sheila K. Duggan
Leonard Dukart
Leslie S. Duquette
Carol L. Dwyer
Pauline B. Dyke
John G. Dyott

Scott Edwards
Michael C. W. Eggar
Kathleen D. Eggers
Clifford Ehrlich
Anita J. Eisold
Harriet Elias

Kelli R. Ellis
Debora Elstein
Jane K. Emely-Roach
Joyce Englin
Andres Enriquez
Trudy L. Ensminger
Dallas O. Eshleman
Amy Eskin

Judy A. Esola
Estee Lauder Spa
Eurpsville Entertainment
Pamela A. Evans
Maribeth Evens
John W. Ewing
Rosina Faccavento
Jeffry Falcone
Donald W. Faleris
James W. Fallon
Evelyn Q. Farmer
Gary L. Farmer
Joseph E. Farrell
Delores J. Fashaw
Barbara Feinstein
Elizabeth Fennell
Susan M. Fernandes
Ferragamo

Susan C. Fesus
Fidelity Investments
David L. Finkel
Daniel W. Firth
Mary Lou Fischer
Amy Fisher

Lillie R. Fisher
Lou A. Fisher
Alfred P. Fishman
Bonnie Fjelde

Sue Flaccavento
John R. Fleenor
Judith E. Fletcher
Mary T. Follo
Warren V. Ford
William N. Foskitt
Toni M. Fourte
William Fourte
Brenda Fracker

Pat Franklin

Nancy A. Frede
Amanda Freeman
Frances F. Fretwell
Lyn R. Frumkin
Thomas F. Fucigna
Jeffery E. Fulmer
Terry Garno

Molly E. Garvin
Elaine H. Gaston
June C. Gausman
Lorraine Gehringer
Mildred Geiermann
Blossom Gelernter

Lise Gelernter
Wendy D. Gelernter
Lupe G. Genco
Esther George
Karen M. George
Melanie J. Gertcher
Lou A. Gibbs
Kathy Giordano
GlaxoSmithKline
Dorothy P. Gleason
Carol S. Glikas
Godiva Chocolate
David Goldstein
Marlene R. Goll
Guillermina D. Gonzalez
Joanne J. Gordon
Whitney K. Gould
Brooke W. Graves
Kathy A. Gray
Greater Kalamazoo United
Way, Inc.
Marjorie A. Green
Laurie H. Greenfield
Tricia Greenfield
Monica E. Gregory
Rita Griffin
Michelle Griffith
Maritza L. Groth
Paul Groudas
Bertron M. Groves
Felix J. Gruosso
Gweneth A. Gugins
Rhonda Guilin
Patricia Guillen-Loth
Guizzetti
Christine S. Gurland
Sara J. Gustafson
Pamela S. Guyer
Kathleen L. Hague
Irene M. Hall
Regina M. Hall
Samuel Hall
Stephanie Hall
Vonnie K. Hall
Sally Halmrast
Rachael R. Hamilton
Gregory J. Hamm
Kathy Hampton
Teresa T. Hansen
Marilyn A. Hanson
Susan N. Hanson
Cindy Hardin
Jacqueline Harding
George E. Harris
Muriel M. Harris
Margaret E. Hart
Louise K. Hartman
Barbara Hatchett-Smith
Evelyn L. Haught
Elizabeth A. Hauntz
James E. Haynes
Dean S. Hazen
Jane Hazzard
Joan M. Heaney
John Hein
Barbara Heinrich
Linda D. Heiser
Ellen J. Henderson
Sue Henninger
Chris Hernandez
Heather Hernandez
Julie Hernandez
Kendra Hernandez
Marlene Hernandez
Marty Hernandez
Nancy Hersh
Marshall Hertz

14



Pathlight

Spring 2003

GENERAL DONATIONS

Darlene Hervey
David J. Hetland
Jacquelyn Heuser
Vickie L. Heywood
Mary E. Higgins
Nicholas S. Hill
Phyllis M. Hill
Marco J. Hintz
Patricia M. Hite
R.D. Hite
HMV
Elton M. Holler
Jeffrey S. Holt
Joanne M. Homier
Barbara Horacek
Celia V. Horn
Nancy C. Horrocks
Lynn Horton
Susan K. Hosford
Traci Housten-Harris
Carrie C. Howard
Kristen A. W. Howard
Wendy Howell
Carol Hoyt
Amy L. Hreha
Debra M. Hsu
Donna N. Huggins
Joyce C. Hunsberger
Nancy H. Hunt
Joan A. Hurtt
Nan S. Hutain
Mary M. Hutchison
Asako U. Igawa
Jean Igawa
II Toscano
Melissa G. Isham
Constance G. Ives
J&N Management
Consultants
Donna M. Javor
James T. Jeffries
Brian Jemmett
Angela Jenkins
Janet Jenkins
Janet Jenkins
Contance A. Jennings
Gloria F. Jennings
Joy L. Jennings
Theresa E. Jeraldi
Shirley E. Jewett
Alice L. Johnson
Amy A. Johnson
Jeanet Johnson
Larry Johnson
Pamela A. Johnson
Sabrina Johnson
Tandra J. Johnson
Ann S. Johnston
Candy Jones
Dawn Jones
Elaine M. Jones
Glenn Jones
Lauren E. Jones
Marcia L. Jones
Maridee Jones
Myra A. Jordan
Scott Jordan
Suzanne M. Jugan
Robert S. Julian
Peter M. Jumper
David P. Justin
Danice Katz
Steven M. Kawut
Betty J. Keifer
Charles Kelly
Madeleine J. Kelly
Susan Kelly

Susan M. Kelly

Gloria E. Kemper

Kathy Kendall-Tackett

Jamie Keneda

Kenneth R. Burkett
Agency

Kathleen A. Kenworthy

Dorothy L. Kerr

Kim Kerr

Lisa M. Kerr

Deborah A. Kersman

Kevin M. Kaintz T/A
KMK Electric

Ahmed Khan

Tran Khanh

Marcia A. Kielhofner

Chad Kiltz

Kristin Kiltz

Betty Kingshott

Natalie Kitterman

Kristine Klein

Sylvia C. Klinger

Virginia A. Kloth

Patricia J. Koczur

Susan S. Koenig

Jane O. Koep

Joyce M. Kopins

Marlene Korn

Martin P. Korzeniowski

Madeline Kosky

Michael J. Krowka

Yi-Su Ku

Theresa Kuebel

Karen E. Kuligowski

Mary Kuna

Robert E. Kushell

Patricia Kusmec

Maria Kyriakos

Lake Area United
Way, Inc.

Michael J. Landzberg

Joel Langdon

Jane A. Latshaw

Richard Latter

Jo Anne Lauzon

Law Offices of
Hersh & Hersh

Brenda L. Lawrence

Stephanie G. Layer

Lazar’s Chocolates

Lazaro Leal

Paulette T. Leduc

Lily Lee

Aline B. Leo

Robin T. Leo

Lilian H. Leung

Thelma Levy

Lawrence Lezak

Agnes T. Li

Sally T. Li

Shirley T. Li

LI Philharmnonic

Karen A. Lichtenberg

Poh Lim

Dauna M. Lindbeck

Larry Linderer

Lindt Chocolate

Jeffrey Link

Thoedore Liou

James F. Liska

Little Doll House

Peter Lodewick

Joyce E. Loeck

Frank M. Logullo

Deborah Long

Long Island Charter
Chapter

Joyce A. Lorow
Larry G. Lovell
Barbara Lubar
Elvira C. Lucero
Paulito A. Lucero
Jeremy C. Lucha
Gloria Lukacher
Edward Lundstedt
Tanya J. Lundy
Christina M. Lynch
Bonnie Lyon
Heather Lyon

Frank J. Macchiarola
Leslie MacDonald
Ellen R. Macfarlane
Walter Z. Maciejewski
Joan A. Mackell
Michelle E. Mackell
Thomas J. Mackell
Geraldine Macks
Jayne Mackta

Sally Maddox
Emma H. Maes
Karen Maglaty
Bradford W. Maher
Martin Main

Lisa Malatesta
Diana Malott

Nieka Mamczak
Teresa N. Maness
Joanne H. Manley
Marilyn A. Mannina
Martha L. Mantel
Norma J. Mapes
Donald E. Marfice
Richard C. Mariani, Jr.
Paul Marken

Bonnie Marshall
Janice Martin
Richard G. Martin
Sharon Martin
Cheryl Massaro

Gail J. Mastrototaro
Suzanne Mathews
Kayo Matsumura
Mari Matsumura
Russell E. McBeth
Barry C. McCarthy
Jane F. McCartney
Barbara McClory
Alice W. McCormick
Anne McCory
James R. McCoy
Marie F. McCreary
Helen J. McDonald
Kari McDowell
Michael K. McEvoy
Raymond McGeever
Kathleen McGinn
Dennis M. McGivney
Betty McGoon
Bonnie McGoon
Linette K. McHenry
Maxine M. McKain
Joseph Mckamey
Eric M. McKenna
Vallerie V. McLaughlin
Nuala McNabola
May G. McNair
Karen L. McNulty
Betty C. McPherson
Daniel Meade
Meredith Meade
Craig W. Mears
Loretta A. Mease
Marco A. Medina
Medtronic Foundation

Laura Mendez
Mary A. Menge
Charles S. Merold
Renee Mestayer
Molly Meyer
Meyer & Cook, LLC
MFit

Carol A. Michaels
John D. Michaelson
Roseann Michel
Aileen Miller
Elizabeth A. Miller
Elizabeth A. Miller
Elmer Miller
Melvin E. Miller
Karen L. Mitchell
Sally M. Mitchell
Lisa L. Miyara
Victoria Miyara

MJ Associates

Eva Monastersky
Nicole J. Monastersky
Esperanza M. Monges
Alice L. Moore
Kevin P. Moore
Trent Moore

Nellie G. Morgan
Peggy W. Morgan
Jeanette Morrill
Louise S. Morrison
Maria I. Morrison
Margaret Moser
Shirley A. Mudri
Mary Mullen
Murph’s

Sherry Murr

Bernadette G. Musselwhite

My Angle Corporation

Myogen, Inc.

Margaret Nabors

Pearl Naistadt

Gary Nakamura

La Doris Narbaitz

Elizabeth Naughton

Bonnie J. Neace

Cleal M. Neal

Beverly A. Nedelman

Mona Neelman

Sonja A. Neil

Jan Neumann

Edward J. Nevins

John H. Newman

Melvin Newman

Jean News

John P. Nicholas

Barbara J. Nickels

Carmen M. Niebla

Dorothy T. Nighswonger

Paul M. Nihei

John E. Nino

Karen J. Nolting

North Shore University
Hospital

Teresa A. Nyles

Caitlyn O’Brien

Gerard L. O’Connell

Clare O’Donnell

William R. O’Donnell

Mary A. O’Horo

Kenneth O’Shea

Ellena B. O’Toole

John O’Toole

Patricia M. Oconnor

Oilily-Americana
Manhasset

Judy Olasov

Orange County’s United
Way

Rita Orth

Carey L. Overby

Margaret L. Owen

Shiri B. Padmore

Judith Palmer

Jerry L. Parmley

Travis M. Parsons

Monette Partridge

John D. Pass

Jean Patarozzi

Patricia R. Paton

Paula Patty

Helen K. Pawlowski

Payard Patisserie &. Bistro

Lisa J. Payne

Kristen Pearce

Tim Pearce

Disty Pearson

Heath D. Pearson

Bradley L. Pedell

Francine N. Pedersen

Pennywise Computer
Supplies

Loretta G. Pepin

Joan Perell

Deborah M. Perlman

Meryl B. Perlman

Loraine C. Perrego

Lawrence A. Persson

Joseph N. Peskin

Diane E. Petek

Patricia H. Peters

Rebecca A. Petersen

Pfizer Inc.

Pfizer Inc., Italy

PH Support Group:
Houston

PH Support Group:
Michigan

PH Support Group:
Tyler Chapter

Pharmaceutical Research
and Manufacturers of
America

Maria L. Pickhardt

Mignon Pierce

Valerie E. Pierce-Rich

Jeanne Pijnappels

Nancy H. Pilcher

Janet M. Pinson

Barbara Pitschel

PNS Partners

Polo Ralph Lauren

Mary H. Pond

Marie E. Pope

Richard H. Popeney

Florence A. Popolizio

Port Washington Cyclery

Charlene N. Porter

Judy Powell

Judith M. Powley

James M. Pratt

Kathryn H. Preston

William J. Prevete

Frances A. Price

John G. Prichard

Prince Umberto Restaurant

Coleen C. Pritchard

Gonzalee T. Proffitt

Sharon Proudfoot

Emily E. Pugsley

Tomas R. Pulido

Barbara A. Purcell

Sheila M. Purdy

G. F. Quesada
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Benita E. Quinn
Karen S. Quinnell
Gayle W. Radke

Janis Ramoth

Sarah Rand

David C. Ranieri
Rare Elegance
Elisabeth Ravazzolo
Betty G. Reeder
Thomas Reese

Tom W. Reichenberger
Deborah Reisender
Anne J. Remedios
Elizabeth H. Rendic
Amy Renfrow
Michael Renner

Rosa L. Reyes
Deborah A. Richards
Kathleen M. Richardson
Fred Riddle

Sharon L. Ridenour
Richard N. Riggs
Riverdale Local Schools
Drusilla Robinson
Timothy W. Robinson
Robert L. Roden
George Rodriguez
Lynne C. Rodriguez
Nancy J. Rodriguez
James N. Roethe
Amy D. Roettger
Sandra D. Roller
Howard P. Roman
Rita R. Romani
Margaret L. Roos
Gloria Rosenberg
Mary E. Rosenberg
Sonya G. Rosenfeld
Erika B. Rosenzweig
Ralph W. Rossi
Mitchell G. Rubin
Patricia G. Ruby
Janet Rurup

S&S Electric Co., Inc.
Vera H. Sable
Humaira Saeed
Heidy M. Saenz
Safeway Inc., US Retail
Brett Sagaser

Jean M. Sajna

Susan L. Salay

Alisa M. Salewski
Shawn M. Saline
Grace Salvadore
Claudia B. Sample

Samsung Austin Semiconductor, LP.

Angelina San Mateo
Josephine Sanchez
Darcie Sandbank
Steve Sanders
Sandy’s Party Supply
Matacha Saul
Roxanne Saverino
Mary M. Savoy
Pamela Scarborough
Lynn Z. Schaeffer
Judith L. Schenkkan
Thomas R. Schidel
Joan S. Schildkret
Arlene Schiro
JoAnne S. Schmidt

Leona F. Schmidt
Irene W. Schonberger
Terry J. Schreiner
Clayton Schroeder
Rusty Schwanekamp
Robert S. Schwartz
Catherine M. Scivinsky
Freda M. Scott
Robert H. Scott

Val Scott

Madeleine K. Screvane
Judy A. Seagraves
William H. Sears
Dan K. Seilheimer
Sara Senet

Jean M. Sepe

Jack Shafran
Florence M. Sheffer
Christine Shellhammer
Hilda Shelton
Meei-Jing Shen
Anne Y. Sherwood
Edward V. Shipley
Marilyn Shoop
Karen S. Sidoti
Susan Silbermann
Marilyn Simantel
Mary E. Simms
Edwin L. Simpson
Carol A. Skeens
Patricia A. Skelly
Cary Skinner
Carole A. Skor
Barbara L. Smith
Lisa M. Smith

Lynn B. Smith
Marty J. Smith
Michelle S. Smith
Richard E. Smith
Roberta J. Smith
Tammy Smith
Barbara A. Smoot
Lynda Snell
Danielle Soto

John P. Sperando
John R. Sperando
Dolores F. Spina
Jeriylea Spivey
Sroaf

Todd Standish

Betty N. Stanley
Mary Stefka

Susan Steinbis
Louise G. Stellrecht
Jack Stibbs

Larry F. Stikeleather
Priscilla W. Stimpson
Marjorie K. Stimson
Steven Stites
Margaret Stoltzfus
Crysella Storey
Nellie D. Story
Daniel R. Stowers
Laura J. Strapp

Kate Streams
Kingman P. Strohl
Dean N. Stroupe
Stroupe Electric, Inc.
Kimberlea Stuart
Sharon R. Sturgeon
Elizabeth Stutzman

Donnie R. Sullivan

Marjorie D. Sullivan

Janie M. Summers

Sally M. Sundheim

David L. Sundy

Sunset Ridge Elementary
District #29

R. D. Sutherland

Barbara A. Sutton

R.B. Sweet

Kay R. Tallerico

Barbara E. Tanis

Debra Taylor

TCF National Bank, Minnesota

Loy P. Teague

David R. Teigen

Desiree Tellado

Colleen Termini

Eileen M. Teta

Texas Biotechnology Corporation

Sharon L. Thake

Ann Tham

The Palm Restaurant

The WCM Group, Inc.

TheraCom, Inc.

Thomas Pink Shirtmaker

Barbara W. Thompson

Cheri Thompson

Helen A. Thompson

Daniel G. Thorberg

Tiffany & Company

Jean A. Tingwald

Lorelei S. Tininenko

Audrey I. Toker

Ethel G. Tolley

Tom Lewis Beef & Dairy Cattle

Stephen J. Tomari

Hank Tomlinson

Frances K. Torres

Roger K. Towle

Glenna R. Traiger

Marlene Trapani

Linda H. Travis

Triangle United Way

Kalyani Trivedi

Suhwa L. Tsai

Christopher Tucker

Holly Tucker

Patricia Turner

Martha L. Tyler

Gwen J. Tymczyszyn

Debra Uhlhorn

United Therapeutics Corporation

United Way

United Way Capital Area

United Way of Alabama

Kathy Urquhart

Maria R. Vail

Georgina Valentine

Gayle J. Van Auken

Joe Vanegas

Pearl Vann

Diane VanNoort

Kallie A. Varnell

Tamyra Vaughn

Beverly Veeser

Jack V. Venezio

Adella A. Venneman

Michael Vick

Archie Vigil

Lori M. Villaloboz

Vito’s Ristorante & Pizzeria
Elaine J. Vittori

Beth M. Vogel

Mary Vogel

Carol E. Vreim
Michael L. Vretenar
Laura A. Wagerman
June M. Wagner
Erna M. Walicky
Betty M. Walker
Sharon L. Walker-Honsinger
Guy E. Wallace

Ruth A. Waller
Vanessa S. Walsh
LaDona A. Walters
Cindy C. Wangerud
Barbara Waring
Helen Warnock
LuAnne L. Washburn
Elaine Watson
Evelyn D. Webb
Melynda M. Webb
Anthony C. Weber
Edward K. Weir
Ethan A. Wells
Susan Wendel

Larry E. Wessinger
Lorraine Whalen
Lisa A. Wheeler
Norman Whitaker
Roger C. White
Stephen L. White
Richard Whited
Carol J. Whitmer
Gary W. Wigand
Colleen Wild

Anita G. Wiles

Rose C. Wilkeson
Clinton Williams
Randy E. & Cathy S. Williams
Robert A. Williams
Susan L. Williams
Susan R. Williams
Williams-Sonoma
Carol A. Wilson
Elizabeth Wilson
James P. Wilson
Thomas J. Wilzoch
Timothy J. Wilzoch
Kristin W. Winebrenner
Shirley M. Winters
Sally C. Winton
Kathryn G. Wohlbier
Betty Lou Wojciechowski
Wilma L. Wolf
Patricia J. Wolfrum
Bruce E. Woodruff
Anne B. Wooster
World Reach, Inc.
Michelle M. Worley
Jessica Wortham
Alan T. Wright
Laura Wright

Nancy E. Yahner
Gordon L. Yung
Dorothy Zey

Ali Zimran

Nancy L. Zunich
Elise M. Zwicky
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Robyn Buffalino

Pierce A. Thompson

Joan H. Tortora
Juliette Caputo

Angela A. Salerno
Hannah Carr

Nancy A. Crocker
Virginia Cogliotore

Vivian Atchison

Brendan M. Laurs

Amanda Selby

Gary J. Vick
Jane Collins

Kathleen Collins
Madelaine Collins

Susan Silbermann

Pfizer Inc., Italy
Karen Dominguez

Frank J. Raynor
Lou Gibbs

Janet Swanson
Gail Hayes

Denis A. Hayes
R. Hite

Tonya T. Robertson
Elton Holler

Lisa H. Crane
Jack Hudson

Duke Energy North America
Anna Jeter

TCF Financial Corporation

The Bieber Family Foundation

TCF National Bank, Minnesota

Mary E. Aldritt

Neil Brown

Loren Carlson

Mark Jeter

Kathy J. Sheppard
Jocelyn Keck

Amy L. Biddle

Angel Daye

Nicole M. McCormick

Michelle A. McFeaters

Terri B. Neiswonger

Paul E. Peterson

Driscoll Stewart

Roger K. Towle

Gary Keene

Florence Delzell
Giuseppe Lipari

M]J Associates
Tiffany McHenry

Linette K. McHenry
Joan Bowers McKerley

Kendall Book Discussion Group
Linda McNamara

Josephine V. Stanko
Caroline Morgan

Sylvia W. Morgan
Louise Morrison

Myrl J. Miller

Vaughn K. Morrison
Melissa Motiwalla

Shafi Motiwalla
Frances Nelms

Laverne C. Rasmussen
Barbara Nickels

Stacy J. Gould

John Ott

Kendall Book Discussion Group
Patricia Paton

Christian Women’s Fellowship

PH Nurses at University of Colorado

Anonymous
Anne Remedios
Richard E. Remedios
David Rocco
Carole A. Greenauer
Mary A. Patrick
Donna Samuels
Andi S. Kenney
Lynne Samuels
Michael Samuels
Stuart Levin
Lynne Samuels
Neil Samuels
Donna Samuels
JoAnne Schmidt
John Asta
Derek Clark
Bruce Combs
Billy Curtin
Josephine Cutrone-Schmidt
Ron Dicks
George Donhauser
Ray Fordyce
Pete Frisina
GEB Services
Barbara Goodstone
Ron Harple
Regis Lepage
John Michaels
Steve Michaels
Steve Roberts
Janine Ryan
John P. Sperando
James Stack
David Terrizzi
Carl Trader
Patty Schoenleben
Buds, Chevrolet-Olds-Buick
Kathleen Sheffer
Barbara A. Fisher
Robert M. Genolio
Gretchen B. Holt
John Ralph Sperando
GEB Services
John Asta
Bruce Combs
Billy Curtin
Derek Clark
Ron Dicks
George Donhauser
Ray Fordyce
Pete Frisina
Ron Harple
Regis Lepage
John Michaels
Steve Michaels
Janine Ryan
Steve Roberts
James Stack
John P. Sperando
David Terrizzi
Carl Trader

Listings are for gifts received by January 30, 2003.

Barbara Smith
Karl Flammer Ford Inc.
Catenac Gulfwynd
Taylor Woodrow Communities at Vasari, LLC
McKenzie Builders, Inc.
Farrell Homes, Inc.
Graybar
Integrity Towing & Recovering, Inc.
Adams Enterprises Of Pinellas, Inc.
First National Bank of Florida
Beazer Homes CorpOration— Tampa
Bouchard Insurance, Inc.
M/I Schottenstein Homes, Inc.
Tak Construction Corperation
The Ryland Group, Inc.
Centex Homes, West Florida
Taylor Woodrow Communities at Vasari, LLC
Metro Electric Supply, Inc.
Marc Rutenberg Homes, Inc.
Riesdorph Reporting Group, Inc.
Sign-Age of Tampa Bay, Inc.
S&S Electric Co., Inc.
A R.B.C. Corporation
Nicholas Amaro
Frank Belfiore
Geoge S. Blanton
Cheryl A. Gendebien
Todd Germann
Harley Infinger
Raja Jaghab
Thomas M. Kruempelstaedter
Jane A. Reading
Peter G. Tibma
Thomas J. Tully

Emily Stibbs
Duke Energy North America
David L. Hudson
Jack K. Hudson
Albert H. Meyer

Jack Stibbs
Linda L. D’Onofrio

Myriam Calles Vinas
Fernando E. Calles

Mary Viscounty
Diana R. Hasenfuss

Corinne Wheeler
Yvonne Cauzza
Tracey Chavez
Lorri A. Hobbs
Michelle M. Kaseler
Tracy I. Kolk
Bertha A. Saldin
Delores S. Sloan
Carol Staab

Deborah Wilson
Connie McCarty

Betty Lou Wojciechowski
Douglas C. King

Jerry Wojciechowski
Thomas Davis
Colette M. Eaglehouse
William Foltz
Bernadette M. Lauder
Jill M. Lee
Betty Montgomery
Carrie D. Toso

Sharren Yamron
Diane W. Gault
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RESEARCH CORNER

Sean P. Gaine MD, PhD at the Mater Misericordiae
Hospital, Dublin, Ireland and Traci Housten-Harris RN,
MS, Priority Healthcare

Predictors of end stage lung disease in a cohort of patients with
scleroderma.
Morgan C, Knight C, Lunt M, Black CM, Silman AJ. Annals of
the Rheumatic Diseases 2003; 62:146—-150
ARC Epidemiology Unit, University of Manchester Medical
School, Manchester, UK Rheumatology Unit, Royal Free
Hospital, London, UK.

The researchers sought to estimate the incidence of severe
lung disease in patients with scleroderma and identify the
combination(s) of features present at first assessment, which
would be useful to predict future risk of severe end stage lung
disease. End stage lung disease was defined as pulmonary
hypertension requiring continuous ambulatory iloprost, or
pulmonary fibrosis requiring continuous oxygen, or death from a
scleroderma-related lung disease. The medical records of 561
patients with scleroderma diagnosed on or after January 1, 1982,
with disease duration of less than five years before the first
assessment were reviewed. Detailed clinical and laboratory
assessments were undertaken at the initial visit. The records
were re-evaluated at the end of 1997 to determine the patients’
status. In all, 24 patients reached end stage lung disease. The
cumulative incidences were 4%, 6%, and 12% at five, seven, and
14 years respectively. As expected, the lung function tests at
baseline, including being in the lowest third of either diffusing
lung capacity, or of forced vital capacity, were highly significant
predictors of end stage lung disease. Interestingly, apart from the
presence of proteinuria, none of the other baseline variables,
including the extent of skin disease and serological markers,
were predictive of severe lung disease. End stage lung disease
was infrequent in this large cohort, and much lower than some
other reported estimates. However, the cumulative incidence
increased importantly with time. The risk can be predicted from
baseline assessment of pulmonary function. In particular, those
with completely normal pulmonary function at baseline are at
very low risk.

Pulmonary hypertension in scleroderma spectrum of disease:

lack of bone morphogenetic protein receptor 2 mutations.
Morse J, Barst R, Horn E, Cuervo N, Deng Z, Knowles J.
Journal of Rheumatology 2002 Nov; 29(11):2379-81.
Department of Medicine, Columbia University, New York,
New York

In 2000 researchers discovered the gene responsible for
familial (inherited) Primary Pulmonary Hypertension (PPH). It
is called BMPR2. Additional testing has looked at PPH patients
without a family history of the disease (sporadic PPH) and found
that about 25% have the gene mutation. In this study, Dr. Morse

and her colleagues wanted to determine if patients with
Pulmonary Arterial Hypertension (PAH) related to scleroderma
also had these gene mutations. The researchers studied 24
patients with pulmonary arterial hypertension related to the
scleroderma spectrum of disease and compared them to two
control groups that consisted of 96 healthy North American
individuals and 100 Israeli Ashkenazi Jews. The patients also
had antinuclear antibody determinations and underwent right
heart catheterization. All were tested for BMPR2 gene
mutations. Of the 24 scleroderma patients studied, only one had
BMPR?2 mutations and that case may represent a polymorphism
because the same mutation was found in a healthy matched
control. The authors have concluded that PAH related to
scleroderma was not associated with mutations of BMPR?2 as it
is in familial PPH.

Simvastatin attenuates smooth muscle neointimal proliferation and
pulmonary hypertension in rats.
Nishimura T, Faul JL, Berry GJ, Vaszar LT, Qiu D, Pearl RG,
Kao PN. American Journal of Respiratory and Critical Care
Medicine 2002 Nov 15; 166(10):1403-8

This research was carried out at Stanford University in
California and looks at the effect of a commonly prescribed
cholesterol lowering drug in animals with pulmonary
hypertension. Simvastatin is also known as Zocor®. The authors
note that pulmonary vascular disease is characterized by
abnormal proliferation of vascular endothelial and smooth
muscle cells, leading to occlusion of pulmonary arterioles. They
hypothesized that drugs with antiproliferative effects on vascular
endothelial and smooth muscle cells, such as the cholesterol
lowering HMG-CoA reductase inhibitors, may prevent the
development of experimental pulmonary hypertension. Rats who
have had one lung removed and who are injected with the toxin,
monocrotaline, develop severe pulmonary vascular disease at
seven days. Rats were randomized to receive either placebo or
treatment with the HMG-CoA reductase inhibitor simvastatin
(2 mg/kg per day). By Day 35, rats that received placebo had
higher mean pulmonary arterial pressures (53 =2 mm Hg) and
right ventricular hypertrophy than rats that received simvastatin
from Day 5 to 35 (27 =3 mm Hg). Pulmonary vascular
remodeling was more severe in placebo-treated rats than in
simvastatin-treated rats. In addition, lung endothelial nitric oxide
synthase gene expression (the gene responsible for nitric oxide
production in lung blood vessels) was decreased in placebo-
treated animals but was restored toward normal levels in
simvastatin-treated animals. Therefore the authors conclude that
the cholesterol lowering agent simvastatin attenuates
monocrotaline-induced pulmonary vascular remodeling,
pulmonary arterial hypertension, and right ventricular
hypertrophy in rats. It is only a matter of time before the role of
these widely prescribed medications will be explored
comprehensively in individuals with pulmonary hypertension.
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Life Is Sweet: Conclusion

By Sharren Yamron

University of Maryland in Baltimore, and the anxious wait

began. It was more difficult this time because my breathing
was already so labored and the risk of rejection and infection
again could make me too ill for another transplant. I tried to be
cautious and stay away from things that could do harm to me; to
relieve stress, I would enjoy every day as much as I could. I saw
my doctors in Baltimore every few months and kept up hope that
my lung function would stay stable.

To my surprise I received a notice that my doctors at the
University Of Maryland would be transferring their practice to
the Johns Hopkins Hospital. I was asked if I would consider
following them, thereby being relisted for transplant at Johns
Hopkins. With the hospital’s reputation preceding it, I jumped at
the chance and, fortunately, the time I had already spent waiting
was credited.

I had numerous false alarm calls, which is common for
someone who has to travel a long distance to their hospital. The
transplant team needs you on your way to the hospital before
they are even sure if the organs they are harvesting are viable.
A few times we were on the road for an hour or two until we got
a call on our cell phone that something wasn’t right with the
organs and we should go back home. On one occasion I was
prepared for surgery and practically under the knife when the
word came in that the organs were not any good. The false
alarms made the situation even more stressful. But it was just a
few more bumps in an already bumpy roller coaster ride.

Needing six liters of oxygen was draining and very hard for
me, but I persevered. I got back to Pittsburgh and waited again.
We even stayed in Baltimore one summer with the hope that I
would be called sooner, but it didn’t happen.

After a three-year wait, I finally got the call on April 12,
2001, at one o’clock in the morning. It was a slow and arduous
journey to Baltimore. My husband dealt with driving in heavy
rain and thick fog, while I tried to deal with all the hopes and
worries of surgery. I knew this time everything was coming to
fruition for me.

I was again prepped for surgery, but this time I was
searching for a look in the eyes of doctors, nurses, and my
family. It is the look of trust, hope and confidence; it is the look
that this is really it—that everything is going to be all right and
everyone around me is going to care for me. It is the knowledge
that you are loved and you will go on living. I felt hopeful and
confident and ready for the show. My son gave me a kiss and a
smile, my husband kissed me and wished me good health, and I
was rolled into the operating room.

After about four hours Dr. Conte, my surgeon, came out to
the waiting room and told my husband and son that everything
went well and that I would soon be in the ICU. The second
transplant was a single right lung, and the surgery only took four
hours. Luckily there were no complications or set backs and
I seemed to sail through it. It was later that day I woke up.

Iﬁnally got listed for a second lung transplant at the

I remember faces slightly but I wasn’t fully coherent yet.
I couldn’t figure out how it was the same day and how it was
all over.

What I was aware of was that I
didn’t feel out of breath or have to
struggle for air like before. I wasn’t
tired from drawing in each breath. I
didn’t feel dizzy from not getting
enough oxygen. Simply said, this is
what I had been waiting for. It was
both exciting and scary. I was
excited I was breathing in a
somewhat normal fashion, but the
breathing tube and the ventilator
were hell. I knew it was necessary
for my recovery, but that did not
mean I had to like it. The ventilator
also stopped me from talking, but I tried anyway.

Each day the nurses got me active and each task was met
with new enthusiasm. Wow, I can breathe, I can inhale and not
feel like it was such hard work. I can get out of bed, stand, and
move around. With luck I will be dancing soon! With each little
improvement I became excited to do more. My body wasn’t
letting me down. Just put a task in front of me and watch me try
to achieve it. The challenges were my assurance now and how
I loved meeting them. I was happy to try and do whatever the
doctors and nurses asked. With close watch by my doctors I got
better and finally I was able to have the breathing tube out.

I smiled from ear to ear when I got that thing out. My husband
remembers how I grinned and seeing his face light up was
my reward.

The doctors saw me every day and were pleased with what
we accomplished. I can never thank them enough for the
overwhelming feeling of being given a breath of life. How can I
ever thank someone for that? To the donor, doctors, nurses, aids,
therapists: I owe my life. This is a wonderful gift I was
bestowed. All I can do is respect life and give back to all who
supported me on my journey.

It has been over a year now and I am close to my second
anniversary. I am doing well and only had one setback which is
normal for the first year. I can go out and do normal things in
moderation; I help with the PHA organization and help run the
support group here in Pittsburgh. I want to make people aware of
becoming donors and the right to seek a second transplant. It has
been and continues to be a difficult journey, but the reward —
life—is worth the struggle not only for me but for all those my
life touches.

For me, life is so sweet and I owe deepest thanks to
Dr. Rubin, Dr. Orens, Dr. Conte, and the entire staff who worked
with me at Johns Hopkins. Also I would like to thank Dr. Dauber
and Dr. Tacono at UPMC who have and continue to help me so
much. Also I want to thank the transplant coordinators and
nurses. My husband’s employer, IBM, also deserves a great deal
of thanks for its understanding and allowing him time off every
time I needed to travel. With each breath I take, I know I never
could have done it without all of them.

Sharren Yamron
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Information for our younger m

Summer Camps for PH Kids

Planning ahead for summer camps can be possible for kids with
PH, too. At right is a list of camps for kids with complex heart
diseases and chronic illnesses. The camps are staffed with
clinical support teams. Be sure to call first to see if PH is an
acceptable diagnosis since some camps are sponsored
specifically by diagnosis.

Staff may need added training especially if the child is on
Flolan or Remodulin. Camp Systole in Kansas City, Missouri,
is located near the Accredo Therapeutics call center. The nurses
have volunteered to educate the camp staff if the request is
made. The Boggy Creek Gang Camp in Florida has provided
some fun experiences and comes highly recommended from our
PPH kids.

Congratulations to the 7th grade girls’ cheerleading squad, who
took third place at the city-wide Central Invitational in Grand
Rapids, Michigan. There were 50 teams competing at the 5th
through 8th grade levels.

Camille Frede (center) wears a Flolan
pack as she cheers for the home team.
Her mother made sure that the
cheerleader sponsors received a letter
similar to the one printed on page 9.

ER o S I EYY

Camp Del Corazén, California
818-754-0312
http://www.campdelcorazon.org/

Camp Bon Coeur, Louisiana
337-233-8437
http://www.heartcamp.com/apply.shtml

Camp Braveheart, Georgia
1-888-988-9979 or 770-919-2775
http://www.geocities.com/campbraveheart/

Camp Kaleidoscope, Henderson, North Carolina
1-888-ASK DUKE (toll free)
http://dukehealth.org/childrens_services/campk.asp

Camp Odayin, Cross Lake, Minnesota
651-998-1333
http://www.campodayin.com/

Camp Systole, Kansas City, Missouri
1-800- 800-7300
http://www.childrens-mercy.org/mso/dept/Inav/view.asp?nav=450

Hope with Heart, Fair Lawn, New Jersey
973-728-3854
http://www.hopewithheart.com/

The Edward Madden Memorial Open Hearts Camp
Great Barrington, Massachusetts
413-528-2229 or 1-888-611-1113
http://www.openheartscamp.org/

Heart Camp, Fombell, Pennsylvania
412-692-5540
http://www.chp.edu/centers/03heart_camp.php

Camp Taylor, Livermore, California
209-545-4715
http://www.kidsheartcamp.org/

The Boggy Creek Gang, Eustis, Florida
352-483-4200

http://www.boggycreek.org/

The Painted Turtle Camp

Malibu, California

310-456-6350

The Double “H” Hole in the Woods Ranch

Lake Luzurne, New York
518-696-5676

The Barrestown Gang Camp
County Kildare, Ireland
(353) 4586 41 15

L’Envol, chateau de Boulains
Echouboulains, France
(331) 60 73 58 58

For a sample “Form
Letter to Personnel Who
May Work with your
Child,” see page 9.

Pulmonary hypertension is a blood vessel disorder of the lungs in which the pressure in the pulmonary artery rises above normal levels and may become life threatening.



