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P a t H l i g H t

PH Awareness Month 2010: 
Climbing Toward a Cure

Federal employees and the military 

can support the PH cause!

Persistent Voices 
insiDe!

#12097

a
s PH-treating medical professionals 
Dr. Ray Benza, Dr. Robert Frantz and 
Jessica Lazar, PA, climbed Mount 

Kilimanjaro, they faced shortness of 
breath, altitude sickness, syncope and 
exhaustion. They also found beauty 
along the way and received lots of 
support from fellow climbers and the PH 
community who organized Unity Walks 
in support of the climb. When they 
reached the summit, they knew they’d 
accomplished something worthwhile, 
including increasing worldwide 
awareness of pulmonary hypertension.

When it comes to raising 
awareness about PH, Kilimanjaro isn’t 
the only mountain to climb. Sixteen 
years ago PH was one of more than 
7,000 rare diseases for which there 
were no treatments. Today, there are 
400 FDA-approved treatments for 200 
rare diseases. Thanks to the work of 
PH community members like you, seven 
of them are for PH. We’ve climbed a 

long way, but we have further to go. PH 
patients often see multiple physicians 
before finally receiving a correct 
diagnosis. 

Every PH patient and caregiver 
has a mountain climbing story to 
tell — from their diagnosis journey 
to insurance challenges, from travel 
with oxygen to living with difficult side 
effects. When you’re alone, the climb 
can feel impossible but it gets easier 
with the support of the PH community. 
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2010: 

Climbing 

Toward 

a Cure

s e e  H i g h l i g h t s  f r o m 
c o n f e r e n c e  2 0 1 0 !

PHa's 9th international PH 
Conference and Scientific 

Sessions was the largest gathering 
of PH patients, caregivers and 
medical professionals ever. Read all 
about it starting on p.45 or visit 
www.PHAssociation.org/Conference
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P a t H l i g H t :  a  u s e r ’ s  g u i D e

More and more I have come to admire 

resilience. Not the simple resistance 

of a pillow, whose foam returns over 

and over to the same shape, but the 

sinuous tenacity of a tree: finding the 

light newly blocked on one side, it turns 

in another…. 

From “optimism” by Jane Hirshfield

i appreciate this 
opportunity to 
share my sister’s 
journey with you 
as the content for 
my first letter as 
Board Chair. Losing 
her to pulmonary 
hypertension is what 

brought me to this cherished community, 
but the tenacity of her spirit is what keeps 
me here.

on February 11, 1970, i became 
a big sister to my only sibling Rachel 
Suzanne Hoyt. Born prematurely, she 
relied on tubes and machines to sustain 
her tiny life. My parents were told that it 
was unlikely she would survive her first 
night. However, her strength and will to 
live emerged then and persevered through 
the remainder of her life. At age 10 she 
was diagnosed with portal hypertension 
following a massive esophageal 
hemorrhage. After fighting these battles, 
my insightful, intelligent, beautiful and 
compassionate sister was finally ready to 
begin her life — we were unaware that 

portal hypertension could lead to another, 
even more serious condition.  

For years Rachel had experienced 
shortness of breath upon exertion, but she 
was repeatedly told by several physicians 
that she was out of shape and simply 
needed to exercise regularly. in August 
of 1993, a routine physical revealed a 
heart murmur and a “precautionary” EKG 
was scheduled. At age 23, my sister 
was sassy, full of life and unafraid. Thus, 
she went to her follow-up appointment 
alone where she learned that although 
further tests were needed, she likely had 
something she had never heard of, and 
that she should plan to make the most of 
the rest of her life —  approximately six 
months. 

Although her journey was extremely 
difficult, Rachel accepted her diagnosis 
with grace coupled with a fierce fighting 
mentality. i share this portion of Rachel’s 
journey as a tribute to her strength, but 
also to encourage those living with PH 
to take advantage of the support that 
exists through PHA to avoid the lonely 
battle my sister fought years ago. i 
learned firsthand that patients living with 
PH and their caregivers must become 
highly knowledgeable about their disease 
and function as their own advocates 
when needed. For example, i was 
ignorant about PH-appropriate emergency 
procedures, and was therefore unable to 
successfully advocate for my sister when 
she was admitted to a medical facility 

whose providers knew nothing about PH. 
With the resources currently available 

through PHA, this journey need not be 

repeated.

Like the tree that resourcefully 
obtains what it needs for sustenance, 
Rachel embodied the qualities of 
optimism and resilience that allowed her 
to navigate life’s twists and turns up until 
the moment she took her last breath on 
January 19, 1995. Her final words were, 
“i want my sister.” i have uttered the 
same words countless hundreds of times 
since, and i guess somewhere along 
the way uninvited resilience was again 
born — the resilience which creates a 
knowledge that, “Something positive 
can come from this tragedy and … i will 
make it.”

You do not have to look far to see 

examples of this same optimism and 

resilience in your own lives. It is these 

qualities that will propel us forward to the 

cure — both in what we do as individuals 

and in how we touch others.

in loving memory 
of Rachel Suzanne 
Hoyt and in 
celebration of the 
resiliency that 
surrounds us,

m e s s a g e  f r o m  P H a ’ s  b o a r D  c H a i r
Laura Hoyt D'Anna
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P H e n o m e n a l  l i V e s

a
t first, Colleen Brunetti thought she was out of shape after 
the birth of her son, Aidan. Then she developed pleurisy, 
a painful inflammation of the membrane surrounding the 

lungs. When doctors X-rayed her to look for signs of pneumonia, 
they found an enlarged heart instead.

on January 2, 2008, two weeks after her initial visit to 
the emergency room, Colleen was diagnosed with PH.

Colleen’s younger sister, Caitlin Downs, heard the 
news three days after she moved away from home to start 
a new job at a camp. The words “pulmonary hypertension” 
meant little to her, but the rest of the diagnosis — “high 
blood pressure in the lungs that could lead to heart failure” 
— left Caitlin not knowing what to think. How could this be 
happening to her sister? What could she do about it?

The first six months after Colleen’s diagnosis were the 
hardest. Misinformation about PH was all over the internet, 
and Google searches led to frightening and inaccurate 
results. Colleen wondered how she could raise her son and if 
doing so would even be possible.

Fortunately, Colleen soon discovered PHA’s online 
discussion boards, which provided answers to her questions. 
Although few PH patients lived near Colleen, she found a friend 
through PHA and uses the internet to keep in touch with her.

Just as importantly, Colleen and Caitlin began to find 
ways to fight back.

For Colleen, fighting back meant getting involved with 
PHA. A year ago she joined Generation Hope, PHA's virtual 
support group for young adults with PH, in order to connect 
with others in her demographic. She’s now part of Generation 
Hope’s advisory board, along with Lindsay Nicol, Brittany 
Riggins and Sean Wyman. The group manages Generation 
Hope’s discussion boards and comes up with activities for 
young adults with PH to support and enjoy.

Last November, Colleen started a blog for PH 
Awareness Month. The response she received encouraged 
her to keep it up. Blogging is both cathartic and exhausting 
for Colleen, who hopes she can use her experiences to raise 
awareness and help people with the same issues.

Caitlin also wanted to help. Despite their 10-year age 
difference, she and her sister had always been close growing 
up. PH drew them even closer together. Caitlin started driving 
four hours every month from New Hampshire to Connecticut 
to visit Colleen and help with Aidan. She wanted Colleen to 

know that she would always be there to talk to her.
But Caitlin wanted to do something more, so this 

summer she started Amharc Photography. Through Amharc, 
she combines hobby and mission by selling her photographs 
and donating the proceeds to PHA. The idea, she says, came 
out of the blue.

“[Amharc] was a total shock to me,” Colleen says, but 
adds that she’s proud of her sister for putting her gifts to use.

Amharc gives Caitlin a stress-free opportunity to pursue 
her photography interests. She takes and sells photographs 
of landscapes, animals and people (including little Aidan), 
among other subjects. The word “amharc” is irish for 
“vision,” reflecting Caitlin and Colleen’s irish heritage.

Caitlin’s tip for awareness-raising is simply this: “Use 
something you’re passionate about.”

“i never thought [photography] would be more than a 
hobby,” Caitlin says. “i’m excited to see where it will go.”

More than two years have passed since the initial 
shock of Colleen’s diagnosis, and Colleen can say, “i’m 
feeling much, much better than i probably should.”

Not only that, she and Caitlin have found ways to make 
a difference through their talents — for each other and for 
the PH community.

Visit www.AmharcPhotography.org to view Caitlin’s 
photo gallery and purchase her prints. Follow Colleen’s blog 
at www.seaglass79.wordpress.com or read her story in Our 

Journeys: www.PHAssociation.org/Journeys/Colleen w

By Amanda Martin

Former PHA Publications Intern

PH Diagnosis Spurs Sisters to Get Connected and Use Their Talents

Colleen Brunetti (left) and her sister, Caitlin Downs. 
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Mother Works to Get insurance Companies, Hospitals on Same Page

m
y daughter Kendra was 
diagnosed with pulmonary 
hypertension in the 

summer of 2006 right after 
her seventh birthday. Earlier 
this year, Kendra’s pulmonary 
hypertension specialist at 
Seattle Children's Hospital 
told us that her PH was getting 
worse; she wanted Kendra to be 
evaluated for a lung transplant. 
Seattle Children's Hospital does 
not do lung transplants, and we 
were referred to Stanford in Palo 
Alto, Calif.

i had no idea how to get this approved through Blue 
Cross and Medicaid. Seattle Children's Hospital and 
Accredo Therapeutics had always been great at dealing 
with the insurance companies and taking care of any 
problems we had.

immediately, i got on the phone and called Medicaid, 
Kendra's secondary insurance, to get things started. 
They told me nothing could be done until the appointment 
was scheduled at Stanford. After much negotiating, i 
scheduled some appointments at Stanford during Kendra 
and her younger sister, Skyler's, spring break. i didn’t 
want Kendra to miss any window of opportunity to receive 
a transplant, in case the doctors wanted to list her for a 
transplant right away.

i kept in touch with both Stanford and the insurance 
companies to make sure everything was going smoothly. 
When i started running into problems, a representative 
at Stanford Hospital said the insurance company needed 
to handle it. i tried multiple times to help by talking to 
Medicaid myself, but i was repeatedly told that there 
was nothing i could do; the hospital needed to take 
care of things. Medicaid even said i “wasn't privy to that 
information,” even though it was about my own daughter. 

i grew more and more frustrated, especially when 
i received a letter from Medicaid denying coverage. The 
letter said i needed to get a second, third and fourth 
opinion from doctors here in Washington and in California 
explaining why Kendra needed an evaluation for a lung 
transplant. Additionally, Medicaid wanted to know if a 
closer hospital could do it, even though anyone can look 
online and see that Stanford is the closest facility to us 
for pediatric lung transplants.

i started emailing and calling everyone i could think 
of without much luck. i kept asking myself, “Are we the 

only family in the United States that has 
traveled out of state for medical care?” i 
knew that we weren't, but it sure felt that 
way. My boyfriend, Paul, suggested we 
contact our state representative, Kevin 
VanDeWege, and ask him to help.

While on the phone with a woman 
at Representative VanDeWege’s office, 
the fire alarm went off in the office and 
the woman had to get off the phone. i 
thought, “Could this be a sign from God 
that we aren't meant to go to Stanford?”  
i soon put that thought out of my head.

When i received a call from Stanford 
saying we would have to reschedule the appointment 
if they didn't get an approval from Medicaid very soon, 
my mother bear instinct really kicked into high gear. i 
called Paul and asked who was higher up than the state 
representative’s office. He told me the governor's office, 
but he said i wouldn't be able to get through to them in 
time. i said, “Please give me that number.”

i called Governor Christine Gregroire’s office, and 
when the receptionist said she could take my name and 
number and have an aide call me in a few days, i said, 
“First, listen to my problem.” i told her about the situation, 
and she got an aide to come to the phone immediately. 
Within a short time, i had someone very high up calling me 
from Medicaid, saying everything had been approved and 
wishing Kendra good luck.

i didn't rest until i received word that Stanford had 
received the necessary papers. i still don't know for sure 
if it was the governor's office, the state representative’s 
office, Seattle Children's Hospital or something else that 
made the difference, but it was approved and we went to 
Stanford for spring break.

The journey to this point was extremely stressful. 
Fortunately, we discovered at the consultation that, 
although Kendra's lungs are in very bad shape, her heart 
still has good function. This means we can hold off on a 
transplant for the time being.

My advice to others who run into problems with 
insurance companies is to remember that “no” doesn't 
really mean “no.” it really means that that person doesn't 
“know.” When you know in your heart that something is 
not being handled correctly, never give up.

Read more success stories and find insurance resources 

at www.PHAssociation.org/Patients/Insurance w

By Pamela Sullivan, Mother and Caregiver of Kendra Sullivan
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From left to right: Pamela, Skyler, Pamela's 
boyfriend Paul and Kendra
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Service Dog Helps Patient, Raises Awareness

H
e may only weigh six pounds, but 
he’s made a huge difference in one 
patient’s life. 

When Leroy, a Chi-Weenie 
(Chihuahua/Dachshund mix), was born 
in August 2009 to her dog Roo, PH 
patient Gail Lucero noticed right away 
that he was a compassionate animal. 
So when the family that was supposed 
to adopt him didn’t come through, Gail 
decided to keep him and train him to 
be her service dog. They’ve been very 
attached ever since.

Gail asked her PH clinic at University of California 
at San Francisco to help her get Leroy licensed as a 
service dog. All the clinic had to do was write a letter that 
addressed Gail’s disabilities and how a service dog could 
help her. 

Ever since Leroy became her constant companion, 
Gail says her life has been happier. She meets more 
people because dogs make great ice breakers, especially 
a little “Chi-Weenie” wearing a vest! Besides that, Leroy 
provides Gail the opportunity to talk about PH — so he’s 
not only a service dog, but an awareness-raising dog!

Gail has already trained Leroy to alert others if 
she’s not feeling well or if she passes out. And because 

she can’t bend down, he picks things up 
for her. Beyond that, he helps keep her 
calm and lowers her blood pressure. Says 
Gail, “When you have something to care for 
and someone that loves you, they’re your 
support, your caregiver.” 

She plans to train Leroy to bark if she 
has a serious problem and also hopes to 
train him to use a medic alert system. He’s 
learning very well, she says. “When he puts 
his vest on, he knows he’s working.” 

Requirements for service dogs vary 
from state to state, so Gail recommends 

that people who are interested should look into their own 
state rules. To access general information about service 
dogs, visit www.servicedogcentral.org 

The state of California doesn’t require certification, 
but Leroy has a tag and license that identify him as a 
service dog. By law he can go everywhere with Gail, “he 
just has to behave.” Gail says that while most people 
think of larger breeds in this role, you just have to have 
“the right dog with the right personality.” it seems that in 
Leroy she has found both. w

By Adrienne Dern

PHA Senior Vice President

PH Patient Christie Breault Shares Her Story on the Today Show
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o
n August 30, Christie Breault unexpectedly found 
herself in a car headed to the airport with her 
husband and her good friend Becky Walker. A few 

months before, Becky sent a letter to the Today Show 
asking them to spotlight Christie for an “Everyone Has a 
Story” segment. 

Christie was diagnosed with pulmonary 
hypertension 15 years ago and was a support group 
leader in Kansas for 10 years. in the Today Show 
segment Becky spoke about Christie’s decision to give 
up her dream of teaching full time, but says that Christie 
never lost her spirit or her drive to be a “life teacher to 
everyone who knows her.” Becky says, “you would never 
know that Christie is facing a life-threatening illness 
simply because she always has a spirit that is shining 
and her smile just softens your heart. Christie is inspiring 
beyond comprehensible words. … instead of focusing on 
what she can’t do because of her illness, she engages in 
those things she can do.”

Christie continues to inspire and teach those in 

her community by raising awareness about pulmonary 
hypertension. one week after her segment on the Today 

Show, she reports, “i have 68 new Facebook friend 
requests/emails regarding PAH and PHA!” Christie has 
already pitched her story to her local newspaper and is 
working on sharing it with area TV stations. 

Watch Christie’s appearance on the Today Show 
at http://today.msnbc.msn.com/id/26184891/
vp/38973106#38973106 w

Christie and her husband Brad (far right) stand with Christie's friend Becky 
(far left), Kathie Lee Gifford (third from right) and others from the Today Show.
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a  b r e a t H  o f  f r e s H  a i r

Make the Most of College with PH

t
he thought of planning ahead for college can overwhelm 
most teenagers. For a young person with pulmonary 
hypertension, the college application process can 

include the added stress of health considerations, the 
logistics of moving away from family and a local doctor, 
and the thought of adding additional expense to a family 
budget that may already be over-extended due to medical 
bills. But don't panic! if you prepare for the medical, social 
and financial challenges of college life, you can confidently 
get the most out of your higher education.

if you know you’ll need assistance paying for college, 
complete the Federal Application for Federal Student Aid 
(FAFSA) in a timely manner. The FAFSA is required to 
qualify for federal loans and grants, as well as the funding 
programs at many universities and private foundations. PH 
patients can also take advantage of resources available 
online to make college more affordable for students living 
with a chronic illness.

Also be sure to talk to your current insurance 
provider. if you’re on a parent’s insurance plan, your 
insurance company is now required to continue your 
coverage until you turn 26, even if you no longer live 
with your parents, are not a dependent on your parent’s 
tax return, or are no longer a student. The extension of 
coverage until the age of 26 is a recent change that is 
required for plans or policy years that begin on or after 
September 23, 2010. Check with your insurance provider 
before you head off to school to make sure your plan has 
updated its policy.

As you consider different colleges, do your research. 
Most campuses offer some sort of Disability Support 
Services (DSS) to help you arrange for services that can 
make your life easier as you adjust to life on campus. 
if you’re already enrolled at a university, search your 
school’s website or campus directory for “disability 
services” to find the person to speak with about 
accommodating your PH-related needs.

Most schools can help you address your special 
dietary restrictions at the dining hall and help arrange 
for notifications to professors about the need for note-
taking help or extensions on exams and papers in the 
event you miss classes for medical visits. you can also 
request centrally located housing, handicapped parking, or 
transportation around campus.

if you and your parents have determined with your 
doctor that your health is stable enough for you to go away 
from home, work with your doctor to create a medical plan 

for the school year. Talk to your doctor about your concerns 
and decide how you’ll handle severe symptoms or medical 
emergencies while you’re away. 

you can schedule appointments with your doctor 
in advance so they fall during your semester breaks. it is 
also a good idea to find a PH specialist near your school 
in the event of an emergency. Finally, make sure you have 
copies of all your important medical records with you at 
school, including extra copies of all your prescriptions.

Although time management skills are essential 
for all successful college students, planning ahead is 
indispensable for PH patients who want to stay on top of a 
heavy workload. Strike a balance between work, play and 
rest. Through trial, error and common sense, you'll find the 
schedule that works best for you. 

if you anticipate problems completing certain 
assignments on time due to multiple deadlines or medical 
appointments, talk to your professors in advance. According 
to Sean, a college student living with PH, “if you personally 
go to them and let them know about your condition, they 
tend to be more willing to work with you if, say, you have a 
doctor’s appointment that you can’t reschedule.”  

Likewise, learn to say no to class-related and 
extracurricular activities you don’t have the energy 
for. Some PH patients choose to take only one or two 
classes at a time to make sure they have the energy and 
concentration to devote to their studies. As Sean says, 
“College is supposed to be a learning experience. Focus 
on your classes, and don’t party too hard.”

College is a time for meeting new people, trying new 
things and enjoying new experiences. you get to decide 
who you spend time with, who you confide in and what you 
do. you are in control of your life. you can choose who you 
tell about your PH and how you tell them. you can decide 
whether one night of sleep deprivation is worth the lag in 
energy the next day. The decisions you make during this 
time will arm you with the experience and self-awareness 
to help you manage a balanced, fulfilling life with PH in 
your 20s and beyond. 

Read the extended version of this article at   
www.PHAssociation.org/Patients/YoungAdults/College w

"A Breath of Fresh Air" is a new section 
devoted to young adult issues. To learn 
more about Generation Hope, PHA's 
group for patients in their 20s and 30s, 
visit www.PHAssociation.org/Patients/
YoungAdults
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Talking to Children about your PH

w
hen you are diagnosed 
with a life-changing 
disease, it can be difficult 

to talk about it with others. in 
a way, telling people makes 
it real. Explaining your illness 
to children is particularly 
challenging. Chronic illness can 
be a difficult concept for them 
to understand. When average, 
healthy children get sick, they 
get better. While they may not 
be able to run around the block 
today, in a week they’ll have 
their strength back. Children are smart and they can 
understand amazing things, but they are often very literal. 
if you tell them that nothing is wrong, they will expect that 
to be true. While some of us are understandably inclined 
to hide illness from children, i knew i wanted to explain 
my disease honestly so my young family members would 
know what to expect. 

i have three nieces, two in Alaska and one who lives 
near me in Colorado. i have had lupus since before they 
were born, and they have grown up with me being sick. Now 
that i’ve been diagnosed with PH as well, they accept that 
there are things i cannot do. They know that they need to 
be gentle, that i cannot run and that i need naps. At five 
years old, my oldest niece is an intelligent, matter-of-fact 
young lady, and as a result she has a lot of questions and 
expectations. During a recent conversation with her mother, 
she started asking questions. Why couldn't i visit her in 
Alaska? Can i visit when i get better? And then the stumper: 
why won't i get better?

The challenge in answering my niece’s questions 
lies in finding a balance between honesty about my health 
and my hope for the future. i don’t want to deny my niece 
of either. i try to live by the saying, "Prepare for the worst, 
but hope for the best." When i talk to adults about PH, 
i start with the tough part, that there is no cure for PH 
and that it’s a life-threatening illness. Then i give them 

the hope, that there is medicine 
to treat the symptoms and that 
most patients have happy and 
productive lives. if you hide the 
negative, friends and family lack 
the understanding needed to 
be supportive. A lot of healing 
comes from strength and hope, 
and it is for my own benefit that 
i always add the positive. i use 
these same ideas when talking 
with children about PH, but i just 
simplify it all.

My response to my niece’s 
questions was straightforward and honest — there are 
some things doctors just can't cure yet. She handled that 
well. After thinking on it a few minutes, she asked her mom 
if that meant i was going to die. Her mother's response 
to that was simple as well – we all die at some point. At 
that, the conversation turned to talk of death, and she said 
something very sweet, “Mom, when you die, i will dream 
about you.”  

When i talk to children, i tell the truth. With my 
niece, i know that if i said i would get better some day, 
she would expect that. How would she feel if i got worse? 
She would feel let down, less secure about her world. 
However, telling her that doctors don't know how to make 
me better right now means that if things get worse, no 
promises are broken, no trust shattered. it also leaves 
room for improvement, room for hope.

Every day i remember there is no cure for PH. Every 
day i hope that we will find one. Every day i smile because 
i am still here. i try to instill this same insight, hope 
and knowledge into everyone i talk to about PH — both 
children and adults. w

By Anna Bower

PH Patient

Anna Bower with her nieces:  Eme, Bella and Tori

Order the newly revised 
edition of Pulmonary 

Hypertension: A Patient’s 
Survival Guide. Originally written by a PH patient and now kept up-to-date by 

a team of patients and medical professionals, this resource book serves as a 
soup-to-nuts guide for patients living with PH. For more information or to 

order your copy today, visit www.PHAssociation.org/SurvivalGuide

Chapters updated in this 
Summer 2010 reprint include:

• PH: The Other High Blood 
          Pressure 
• Who Gets PH? 
• PH Treatments: The Basics 
• PH Drugs
• Resources

Hot off the press!
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Frequently Asked Questions for Family and Friends of PH Patients
My loved one was diagnosed with pulmonary 
hypertension. What do I do now?

Take a deep breath. PHA is made up of a 
community of patients, caregivers and medical 
professionals who can provide information and support 
as you begin your journey. We know more today about 
the disease than even five years ago; a number of 
treatment options are available to reduce symptoms, 
and clinical research is currently being conducted to 
improve treatments and find a cure.

Educate yourself. There is a great deal 
of information available about PH. To avoid 
misinformation, start your research with trusted 
sources: your PH specialist, PHA’s website 
(www.PHAssociation.org) or PHA’s Pulmonary 

Hypertension: A Patient’s Survival Guide (available at 
www.PHAssociation.org/Store or by calling 301-565-
3004 x0). you can also use PHA's website to request 
an Envelope of Hope: a free informational packet 
specifically designed to help new patients. Learn 
about available therapies, how they work, and possible 
side effects. Ask your loved one’s PH specialist about 
treatment goals and how they will be measured. Read 
up on your insurance plan to determine if you have 
prescription coverage, if your loved one needs referrals 
and prior authorizations and if you require a co-pay for 
physician visits and testing. 

Talk to your loved one about how to best provide 
support on this journey. Don’t assert yourself too 
aggressively or try to take control. instead ask, “How 
can i help?” Don’t take the lead on activities your loved 
one can still do independently, but be sensitive to 
limitations as they become apparent. PH patients have 
good days and bad days. Be prepared to adapt your level 
of involvement to the ebb and flow of your loved one’s 
energy levels.

Be your loved one’s advocate. As the people 
closest to PH patients, family and friends can see how 
patients are affected by their illness on a daily basis. if 
possible, attend doctors’ visits to help record and retain 
medical information and discuss symptoms the patient 
hasn’t noticed. PH patients may not always look ill, so it 
is important that caregivers understand their limitations 
and make others aware of them as well. Speak up to 
help relatives and friends recognize the challenges your 
loved one faces.

Encourage compliance so your PH patient takes 
medications as prescribed. Contact your loved one’s 

medical team if you have questions about treatment or 
if he or she experiences side effects. Family members 
can also help patients track vital signs between 
appointments by encouraging their loved ones to weigh 
themselves and measure blood pressure, heart rate and 
temperature every day.

What questions should I be asking my loved one’s 
medical team? 

•	 How do i contact my loved one’s PH doctors?

•	 What symptoms should i monitor and who should 
i contact if they change?

•	 What constitutes an emergency and who should i 
contact in the event of one?

•	 What medications are you prescribing and why?

•	 What testing will you routinely perform and why?

•	 How often will we be seeing you? Who do i 
contact to make an appointment?

What sorts of symptoms should I contact the doctor 
about?

•	 Chest pain. is it new, more frequent, or lasting 
longer? Has the sensation changed (i.e. sharp 
now vs. dull before)? is it accompanied by nausea 
or does it travel from one body part to another?

•	 Fainting 

•	 Bleeding

•	 Not eating or decrease in appetite

•	 Shortness of breath when doing activities he or 
she used to be able to do

•	 increasing fatigue

SToRy CoNTiNUED oN NEXT PAGE
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P
HA’s 9th international Pulmonary Hypertension 
Conference and Scientific Sessions ended with a 
change in leadership. Board Chair Carl Hicks, who 

served from 2008 to 2010, passed the gavel to Laura 
D’Anna, DrPH, welcoming her as the new Board Chair 
and Vallerie McLaughlin, MD, as the new Chair-Elect.

During his time as Chair, Carl 
inspired the PH community with the 
story of his daughter Meaghan and 
their family’s fight with PH. in addition 
to being an empowering leader, Carl 
is known for his approachability and 
determination. A long-time pilot, he 

flies his own Cessna airplane to attend support group 
meetings in remote areas. "[His] commitment has 
moved others to become engaged in this fight, and many 
have thrown their monetary and intellectual contributions 
into the ring as a result," says new Board Chair, Laura 
D'Anna. Carl is currently the CEo and President of 
WhoCanHelp.com and will continue to serve on PHA’s 
Board of Trustees.

New Board Chair Laura D’Anna, 
DrPH, is a Senior Research Fellow 
and Associate Director of the NiH-
funded California State University, 
Long Beach Center for Health 
Disparities Research. Dr. D’Anna 
has extensive experience in the 

development, administration and evaluation of public 
and community health agencies and programs, which 
she uses in her fight against PH. She also works as a 
private consultant for various nonprofits committed to 
improving health among underserved communities. After 
her sister Rachel was diagnosed with PH, Dr. D’Anna 
served as a board member for the Primary Pulmonary 
Hypertension Research Foundation, a small nonprofit 
founded by PH patient Gabrielle Miyara, which ultimately 
merged with PHA. Unfortunately, she lost Rachel to the 
disease in 1995 (see Chair letter, p. 2) as well as her 
dear friend Gabrielle in 1999. She first joined PHA's 
Board of Trustees in 2000 and has served as the 
Board’s Strategic Planning Committee Chair since 2006.

Vallerie McLaughlin, MD, has 
transitioned into the role of Chair-
Elect of the Board of Trustees. 
Dr. McLaughlin has many years of 
research experience focusing on 
pulmonary arterial hypertension 
and is currently the Director of 

the Pulmonary Hypertension Program in the Division of 
Cardiovascular Medicine at the University of Michigan, 
where she is a Professor of Medicine. She is the 
2010 recipient of the PHA Award of Excellence in PAH 
Care, the immediate Past-Chair of PHA’s Scientific 
Leadership Council and a past editor of PHA’s medical 
journal, Advances in Pulmonary Hypertension. w

Conference Marks Transition in Board of Trustees' Leadership

•	 Persistent vomiting or diarrhea 

•	 Fever of 99 degrees or higher or chills

What is the best way to help when my loved one is 
feeling depressed?

Many individuals who suffer from chronic disease 
will also suffer from periods of depression. Talk with 
the patient’s physician if you feel the depression is 
escalating or negatively impacting your loved one’s ability 
to cope or manage daily activities. Encourage your loved 
one to participate in individual therapy or to join a PH 
support group. When possible, take trips or leave the 
house to do activities you both enjoy. Be attentive to your 
own mental wellbeing as well. When your loved one has 
less energy or you’re feeling overwhelmed, journaling 
can provide a safe outlet for you and your loved one to 
express and process your feelings.

I have so much to do between taking care of my loved 
one and managing day-to-day responsibilities. What are 
some realistic ways I can cope with stress?

Consider joining a support group or visiting a 
therapist to learn new ways to manage stress. Many 
caregivers find it helpful to schedule recurring, non-
negotiable time to do the things they find relaxing. 
you might go for a walk, participate in an exercise 
class early in the morning or in the evening, attend 
activities at your place of worship or meditate. Getting 
away from situations that cause stress, even for short 
periods of time, can help you feel refreshed and ready 
to meet your responsibilities. you can also connect 
with other caregivers at www.PHAssociation.org/
EmailGroups/#Caregiver w

Responses provided by Darci Albrecht, MSW, Vera Moulton 
Wall Center at Stanford University, Palo Alto, Calif., and Natalie 
Kitterman, BSN, RN, CCRP, Intermountain Medical Center, Salt 
Lake City, Utah.

FREQUENTLy ASKED QUESTioNS
CoNTiNUED FRoM PREVioUS PAGE

P
H

E
N

O
M

E
N

A
L LIV

E
S

 www.PHAssociation.org      PATHLiGHT FALL 2010        PATHLiGHT FALL 2010   Patient-to-Patient Support Line: 1-800-748-7274  9



P
H

E
N

O
M

E
N

A
L 

LI
V

E
S

Farewells: Thank you for your service!

Every biennial international PH Conference brings transition in PHA’s leadership. We thank our departing Board 
members, and welcome our newest Trustees. Visit www.PHAssociation.org/BoardOfTrustees to meet all of 
PHA's Board members.

Dr. David Badesch, a Professor of Medicine at 
the University of Colorado, is a former Chair of 
PHA’s Scientific Leadership Council. He has a 
long history with PH and has been instrumental 
in the field of PH research. Dr. Badesch has 
also helped connect ground-breaking pulmonary 

specialists to PHA. He is leaving the Board after six years 
of service.

Arlene Schiro, NP, is the immediate Past Chair 
of the PH Resource Network. During her tenure 
as Chair, she helped the PH Resource Network 
significantly increase in membership and helped 
create a strong Executive Committee within the PH 
Resource Network. She continues her work with 

PH patients at Brigham and Women’s Hospital in Boston. 
She has been on the Board since 2006.

Betty Lou Wojciechowski, a Board member 
since 1996, has lost three family members to 
PH. Despite tremendous personal loss, she 
continues to be deeply involved with the PH 
community as a current special event planner and 
former support group leader. Her annual event, 

Swing 4 the Cure — Wojo PH Golf Classic, raised nearly 
$36,000 for PH research in 2010. She recently retired as a 
teacher at La Madera Elementary School, Calif.

Dr. Richard Channick joins the Board 
in his new position as Chair-Elect of 
the Scientific Leadership Council. Dr. 
Channick is the Director of the Pulmonary 
Hypertension Program and the Pulmonary 
Thromboendarterectomy Program at 
Massachusetts General Hospital. Dr. Channick is 
also the Editor-in-Chief of PHA’s medical journal, 
Advances in Pulmonary Hypertension.

Dr. Dunbar Ivy joins PHA’s Board as the 
second pediatrician to ever serve as a 
Trustee. He is a Professor of Pediatrics and 
the Director of the Pulmonary Hypertension 
Program at the University of Colorado. Dr. 
ivy is also a member of PHA’s Scientific 
Leadership Council. 

Dr. Robyn Barst, a renowned pediatric 
cardiologist and the past Director of the 
Pulmonary Hypertension Center at New 
york-Presbyterian Hospital, joins PHA’s 
Board for a second time. She first served 
on the Board from 2002–2008. Dr. Barst 
has also served as a past Chair of the Scientific 
Leadership Council, and she is the 2008 recipient 
of the PHA Award of Excellence in PAH Care.

Transitions on the PHA Board Bring New Faces and Fond Farewells

o
ne-on-one support is now just an email away! PHA 
mentors are caring and knowledgeable patients and 
family members who are trained to listen, locate 

useful PH resources and help acclimate new patients and 
caregivers to the PHA community. 
Mentors are available to answer 
non-medical questions or for 
ongoing email relationships up to 
three months in length. 

People interested in 
communicating with a mentor can 
find photos and information about 
these trained volunteers on PHA’s 
website (free web log-in required). 

Patient mentors are searchable by gender, age and related 
condition. Caregiver mentors are also available for family 
and friends of children and adults.

Visit www.PHAssociation.org/Mentors to connect 
with a PHA mentor.

Patients without an internet 
connection can reach a patient trained 
to provide information and support by 
calling PHA’s Patient-to-Patient Support 
line: 800-748-7274.

PHA’s mentor program is made 
possible through an unrestricted 
educational grant from Gilead 
Sciences, inc. w

Email Mentor Program Launches for Patients and Family Members

Welcome to our New Board Members
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international Faces of PH: Meet Shira Dinur

m
y journey with PH 
began in Los Angeles, 
Calif., when i was 

born with a heart defect 
which was misdiagnosed 
for two and a half years. 
At six months when i 
wasn't growing, i had a 
right heart catheterization 
which seemed to indicate 
that i had a PDA (Patent 
Ductus Arteriosus). During 
the surgery, they discovered 
that i didn't have a PDA but 
that i did have pulmonary pressures of 100. My parents 
were informed that i had PPH and that there was no 
cure at this time. The doctor said i would most likely die 
before my teen years.

My parents wouldn't settle for that prognosis as 
there were still indications that i had a heart condition. 
They continued consulting with other cardiologists. By the 
time i was two and a half, i was finally given the definitive 
diagnosis of AP window (Aortic-Pulmonary Window) and 
was rushed into surgery. i had a 50 percent chance of 
survival. Miraculously, the surgery was successful (thank 
G-d) and my pulmonary pressures went down to 55. My 
parents hoped it would continue to drop although there 
were indications of some irreversible lung damage. 

At the age of six, my family and i moved to israel. i 
lived a normal active life, not even knowing much about 
PH. i went to a cardiologist every six months and took 
low dose aspirin to prevent clotting. The only "problem" i 
would experience was shortness of breath when i walked 
up high hills or ran too fast.

When i was 22, i found it a little harder to breathe. 
After a visit with my cardiologist, we saw that my 
pressures had gone up to 75 and he decided to start me 
on Revatio™, which made me feel much better.

By the time i was 24, i was living on my own, 
working full time at a high-tech company, and going out 
almost every night. i was living a full, exciting "young 
adult" life when all of a sudden i started to notice that i 
got short of breath just by walking or going up stairs. 

After having an echocardiogram, we learned that my 
pressures were now approaching 85 and felt it was time 
to add an additional oral medication. My pulmonologist 
decided that i should participate in a stage three 
research study for the pill Seraphin®. in order to receive 

an additional treatment in israel, 
a right heart cath is required. 
After a bad experience with the 
cath (which led to an infected 
hematoma and a horrible fainting 
episode), my doctors decided 
that i needed to start inhalations 
with Ventavis™. After about a 
month, i was back at work part 
time and living with my parents. 

Soon after, i started feeling 
very tired, dizzy and shaky, so 
my doctors decided to switch my 
medication to iV Remodulin™. i 

have now been on this medication for over a year. i am 
still pretty much at home and trying to slowly get back on 
my feet. i'm not yet at my right dose of medication and 
my doctors are considering adding a third medication. 
i am positive that soon i will start feeling better once 
we get my medications under control. i do try to walk 
when i'm feeling good, take chi-kung and get shiatsu 
treatments which help me relax for a bit. i am very 
fortunate to have great friends and family who help me 
and stand by me no matter how i feel!

i was also introduced to a wonderful PH organization 
here in israel. Although i'm not well enough to take an 
active role in it, my parents have joined, and hopefully the 
organization will continue to raise awareness, get the newer 
meds approved and get more people involved.

i was also happy to join PHA's Generation Hope 
online email group for young adults with PH. i have 
learned a lot from everyone, made new friends and am 
happy to finally find people my age with whom i can 
share stories, ask questions and get feedback. Finally, i 
don't feel so alone anymore. 

As for the future, i hope to continue to stay positive, 
and i hope that my pressures will go down, so i can be 
more active and share my experience of PH with others! w

By Shira Dinur 

PH Patient

To learn more about PH Israel and pulmonary hypertension 
in that country, visit PHIsrael.org.il. To get involved online 
with other young adults with PH, join Generation Hope at 
PHAgenerationhope@googlegroups.com

i n t e r n a t i o n a l 
n e w s
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Shira is a PH 
patient living in 
Israel (see map).



Q:  What are the positives and negatives of pulmonary 

rehabilitation? Should everyone with PH participate in 

pulmonary rehabilitation?

A: To understand why those with PH should participate 
in pulmonary rehabilitation (PR), let’s look at the 

definition of PR: “Pulmonary rehabilitation is an evidence-

based, multi-disciplinary, and comprehensive intervention 

for patients with chronic respiratory disease who are 

symptomatic and often have decreased daily life activities. 

Integrated into the individualized treatment of the patient, 

pulmonary rehabilitation is designed to reduce symptoms, 

optimize functional status, increase participation and reduce 

healthcare costs through stabilizing or reversing systemic 

manifestations of the disease.” American Thoracic Society/
European Respiratory Society definition, 2006 

Consider these questions:
1.	 Do you have a chronic respiratory disease and have 

symptoms?
2.	 Do you have decreased activities of daily living?
3.	 Are you fearful about exercise with your PH diagnosis?
4.	 Are you using oxygen?

if you answered yES to any of the above, talk to 
your doctor because you may benefit from pulmonary 
rehabilitation. PR is an adjunct therapy for the PH patient in 
collaboration with the PH clinic you get your care from. This 
strong partnership between the referring doctor, your PH 
clinic and the pulmonary rehabilitation program will ensure 
you get the best treatment possible from the PR team. All it 
takes is a physician referral to PR to get started.

Positives of participating in pulmonary rehabilitation: 
•	 you gain a better understanding of how PH affects your 

lungs, the oxygen in your body and exercise.
•	 you improve cardiovascular endurance through a safe 

and supervised exercise program.
•	 you increase exercise performance that translates into 

improvements in activities of daily living.
•	 you improve your quality of life through education and 

therapeutic exercise.
•	 you understand your lung symptoms and decrease your 

shortness of breath through breathing retraining and 
ensuring adequate oxygenation at rest and with activity.

•	 you exercise in a facility where you feel secure and safe 
because of the skills of the pulmonary rehabilitation 
therapist working with you.

•	 your PR team communicates with your referring doctor 
and your PH clinic on your progress in PR.

Negatives of participating in pulmonary rehabilitation:
•	 you have to commit to attending a comprehensive PR 

program for at least two to three days a week for eight 
to 12 weeks.

•	 The PR program may not be easily accessible to where 
you live.

Should everyone with PH participate in pulmonary 
rehabilitation? 

No, BUT, if you answered yES to the questions at 
the start of this article, you could benefit from pulmonary 
rehabilitation.

Is pulmonary rehabilitation covered by my insurance? 
There is no simple answer, but typical insurances that 

cover PR for specific diagnoses are Medicare, Medicaid and 
some private insurance. The PR program you are referred 
to should be able to help you with the coverage question. 
We also encourage each individual to contact their private 
insurance company and ask, “is pulmonary rehabilitation a 
covered benefit under my policy?” if not, you can work with 
your provider to request an exemption.

To find a PR program in your state go to the 
American Association of Cardiovascular and Pulmonary 
Rehabilitation (www.aacvpr.org/Resources/
SearchableCertifiedProgramDirectory/tabid/113/Default.
aspx) or the American Association of Respiratory Care  
(www.yourlunghealth.org/finding_care/qrc/pulm_care/
index.cfm). w

Answer provided by Gerilynn Connors, RRT, BS, FAACVPR, Clinical 
Manager, Pulmonary Rehabilitation, Inova Fairfax Hospital, Falls 
Church, Va.

a s k  a  P H  s P e c i a l i s t 

eacH issue, Pathlight features a question from our PH 
community and its answer from a PH specialist. Send us your 
questions, keeping in mind medical professionals can only 
address general topics that are not specific to individuals. 
Email AskaDoc@PHAssociation.org or call 301-565-3004.

H e a l t H  m a t t e r s
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Welcome, Meghan Finney, Patient Education Program Associate! 
As Patient Education Program Associate, Meghan is responsible for continuing to develop 
educational resources that provide patients and caregivers with information about 
pulmonary hypertension and its management. Meghan works to create patient-oriented 
brochures, website content, webinars and chats. She continues to assess educational 
needs within the PH community and assists in the planning of PHA events such as the PHA 

on the Road program. Meghan graduated from American University in May 2010 with a 
Bachelor’s degree in Psychology and Philosophy and a focus in Pre-Health. Meghan can be 
reached at MeghanF@PHAssociation.org or 301-565-3004 x744.
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PHa’s international PH Conference in June brought 
with it leadership transitions within PHA’s 

Scientific Leadership Council (SLC), and September 
2010 saw changes in PHA's PH Resource Network. 
The SLC, composed of 28 global leaders in the field of 
pulmonary hypertension, coordinates the medical arm 
of PHA, providing medical and scientific leadership and 
guidance for the mission of the Pulmonary Hypertension 
Association and overseeing the development of the 

wide array of all PHA’s medical programming. The PH 
Resource Network is a membership community of 
PH-treating allied health professionals dedicated to 
enhancing communication, professional development, 
research and education about pulmonary hypertension. 
PHA thanks the leaders of the SLC and PH Resource 
Network for their dedicated service over the past two 
years and welcomes the new leaders who will serve from 
2010 to 2012.

Leadership Changes in PHA's Medical Communities

We encourage readers to discuss their healthcare with their doctors. This newsletter 

is intended only to provide information on PH/PAH 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.

D i s c l a i m e r

Scientific Leadership Council (SLC)
CURRENT CHAiR: John H. Newman, MD (pictured)
CHAiR-ELECT: Richard Channick, MD
iMMEDiATE PAST CHAiR: Vallerie V. McLaughlin, MD

Thank you to Dr. Vallerie McLaughlin for working hard to advance the SLC 
during her time as Chair, from 2008-2010, and to Dr. David Badesch for his 
service as Immediate Past Chair, from 2008-2010. To learn more about the 
SLC, visit www.PHAssociation.org/SLC

PH Resource Network
CURRENT CHAiR: Louise Durst, RN (pictured left)
CHAiR-ELECT: Traci Stewart, RN, MSN
iMMEDiATE PAST CHAiR: Arlene Schiro, NP, MA, ACNP

Thank you to Arlene Schiro for her dedication during her time as Chair, from 
2008-2010, to Joy Beckmann for her service as Immediate Past Chair, from 
2008-2010, and to Marilyn Schmidt for her service as Education Committee 
Chair from 2008-2010. To learn more about the PH Resource Network, visit 
www.PHAssociation.org/PHResourceNetwork  

m e D i c a l  P r o f e s s i o n a l s 
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f
or PH patients diagnosed with an additional medical 
condition that requires general surgery, balancing PH 
therapy with surgical needs can be challenging. A good 

first step to meet this challenge, according to Dr. Teresa De 
Marco, Director of the University of California, San Francisco 
Heart Failure and PH Program, is to find a multidisciplinary 
medical team that is experienced in the 
management of patients with PH. This 
team should include an anesthesiologist, 
PH specialist and surgeon. 

once the team is assembled, 
patients and their medical team should 
discuss what types of medications the 
patient is taking and develop a plan 
for managing any complications that 
may arise due to these drugs. Dr. Brian 
Hanna, Director of PH Cardiology at 
the Children’s Hospital of Philadelphia, 
explains, “if you need a root canal, or if 
you need a sudden (or not so sudden) 
appendectomy or have kidney stones, you 
should know ahead of time what you need to talk about with 
new (or familiar) dentists and doctors. These situations are 
not uncommon and similar questions should be asked for 
each.”

 Hanna outlines what patients and doctors should 
know about the three major classes of PH drugs. 
Phosphodiesterase inhibitors, such as CialisTM, AdcircaTM, 
RevatioTM (sildenafil) and ViagraTM, can sometimes impact 
hearing, vision and blood pressure. Because these adverse 
events are often due to preventable drug-drug interactions, 
patients should always tell their physicians all the drugs (PH-
specific and general) that they are taking. ThelinTM, TracleerTM 
and Letairis® are common names for endothelin receptor 
antagonists, the second major class of PH medications. 
These drugs are metabolized in the liver, so patients with 
liver issues like hepatitis or liver dysfunction can have 
very different responses. it is, therefore, very important for 
patients to be compliant with liver enzyme testing prior to 
starting surgery. Finally, prostacyclins, including FlolanTM 
and RemodulinTM, can cause dangerously lowered blood 
pressures, platelet dysfunction (bleeding issues) and rashes. 

Beyond knowing what drugs you are taking and 
talking about what types of adverse events are possible, 
patients and their medical team should talk about PH drug 
administration before, during and after surgery. Specifically, 
Hanna says, you should discuss fluid and blood pressure 
issues that could arise if anesthesia becomes delayed or 

extended. This discussion should center on which drugs the 
patient can tolerate prior to and after surgery, and should 
lead to a plan for administering alternate drugs if need 
arises. For example, for a patient on prostacyclins, it may 
be appropriate to hydrate oneself on an iV while waiting for 
surgery and to decide on alternatives to oral or inhaled drug 

administration in case you are unconscious after 
surgery. 

To prepare for emergencies, in which in-
person discussions with a medical team may be 
impossible, Hanna suggests wearing a medical 
identification band. “These are indispensible to 
alert physicians to what drugs you are taking, and 
what things are wrong with you. This can allow you 
to avoid serious issues and complications,” he 
says. 

PH patient Raye Bohn’s recent experience 
with general surgery shows how vital it is to have 
these pre-surgery planning sessions. Raye learned 
about FlolanTM and its ability to cause hematoma 

— a collection of blood outside of a blood vessel — 
first-hand when she underwent thyroid removal surgery in 
2009. She had a multidisciplinary team of doctors, and her 
procedure took place in a research hospital with appropriate 
specialists and staffs. Upon checking-in for her surgery, she 
was “pleasantly surprised that the nurses all seemed to 
know what FlolanTM was.” 

While the surgery itself proceeded smoothly, Raye 
woke up the next day with bruises from her chin to her 
chest. She recalls, “in came the PH specialist doctor and his 
staff to check me out and he was so surprised to see what 
had happened.” This surprise came despite the fact that her 
specialist was versed in potential FlolanTM side effects and 
informed her that it was the likely cause of her hematoma. 
Raye underwent two additional surgeries to “fix the bleeder,” 
began taking blood-clotting medication, and slowly regained 
her PH-normal health over the course of the next month. She 
remembers thinking, “i did not know that FlolanTM could do 
this.” 

While the experience of her physicians helped Raye to 
effectively recover from these complications, the lack of pre-
surgery discussion about them may have caused additional 
anxiety in the post-surgery environment and a longer recovery 
time. Whether a surgery takes place under anticipated or 
emergency circumstances, having a plan put into place of 
who to call, what treatment factors to discuss, and what to 
do if something goes wrong can reduce surgical stress and 
promote healthy recovery. w

Physicians Discuss General Surgery and PH Medications
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m e e t  t H e  D o c t o r

D
r. David Pham is the 
founder and medical 
director of Allianz 

Medical and Research 
Center in Fountain Valley, 
Calif. He has been working 
in the field of pulmonary 
hypertension for more 
than 10 years and 
constantly looks for ways 
to engage his patients. Dr. 
Pham is an active member of PHA and served as the 
sub-committee chair for the 2009 PHA on the Road 
forum in Southern California. He is also a member of 
the Clean Air Regional Board, helping the American 
Lung Association in California and the Committee 
on Government to promote Clean Air Bill SB375. 
He recently took the time to talk to us about his 
involvement with the PH community and his dedication 
to the fight against PH.

You have worked in various settings throughout your 
medical career. How did you become interested in 
pulmonary hypertension?

in my pulmonary fellowship at the University of 
Colorado, i took care of two patients with pulmonary 
arterial hypertension. one patient had pneumonia, and 
she passed away due to respiratory failure. The second 
patient became pregnant despite being advised 
against it. She was very lucky and both mother and 
child survived the ordeal.
 
What advances in PH treatment have you seen since 
you first started practicing? 

Back in 1998, the only real medication was 
FlolanTM and trials were just starting with bosentan. 
Since then, we have a better understanding of the 
mechanisms leading to PAH, and therapy is just 
starting to be directed to each aspect of the pathology 
of the disease. Current therapies have enabled 
us to reduce death and delay the need for lung 
transplantation for patients with PAH.

What is the most important piece of advice you give 
your PH patients?

Growth and understanding of this disease state 
are occurring in leaps and bounds. Scientists from 
all over the world are making strides in managing 
this disease. We have therapies available that have 
impacted the lives of many PAH patients. We should 
educate those around us with PAH and support those 
who have difficulty in handling this disease. We will 
one day gain the upper hand against this disease.
 
You’re a big proponent of patient interaction and lend 
your office space for support group meetings. Why do 
you think patient interaction is so important for PH 
patients?

Patient interaction gives them strength and 
understanding that they are not alone in this disease. 
PAH is a disease with a “big heart” of people from 
patients, caregivers, medical providers and scientists 
standing side by side to find a cure and provide 
support.

How did you get involved with PHA?
i wanted to maintain scientific contact with my 

peers and contribute my time to help advance the 
care of PAH. i saw a need to bring PAH care and 
awareness to orange County, Calif., and i also realized 
that PHA helps bring awareness of this disease to the 
community.

What advice do you have for new practitioners 
entering the field of PH?

i would say, “PAH is a challenging disorder. 
Significant scientific and therapeutic growth in the field 
have occured over the last decade. These changes 
need the support of new physicians to aid in the battle 
against this disease. Patients really appreciate every 
effort the new physician is providing in care, awareness 
and support!” w

Interview conducted by Priscilla Davis

Former PHA Medical Services Program Associate

Meet Dr. Pham: Engaging His Patients in Their PH Care 
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D
eborah McCollister, RN, BSN, is an 
active member of PHA and the PH 
community. She is the recipient 

of the 2010 outstanding Medical 
Professional Award, presented at 
PHA’s 9th international PH Conference 
and Scientific Sessions in Garden 
Grove, Calif. Deb has served on the 
PH Resource Network Executive 
Committee and helped to plan both 
the 2007 and 2009 PH Resource 
Network Symposia. This past year, she conducted a study 
on depression and PAH and co-authored an article in 
Advances in Pulmonary Hypertension on her findings. Deb 
recently spoke with us about her involvement in the PH 
community.  

What initially sparked your interest in PH? 
i started my career as an oncology nurse, first in 

the hospital setting for two years and then in research 
for about 10 years. i’ve always been interested in being 
on the cutting edge of treatment development, so being 
a research nurse coordinator has always suited me 
perfectly. i took a break for a while when i had kids, 
and when i decided to go back to work, i saw an ad 
for a pulmonary hypertension nurse coordinator in the 
newspaper. i didn’t know anything about PH at the time, 
but i thought the position sounded really interesting.
When i started this position in 2003, there were very 
few FDA approved drugs and only a handful of ongoing 
research studies. i became very interested in the PH 
population, and i found many similarities between the 
challenges PH patients face and oncology patients face: 
an uncertain prognosis, an incurable disease with few 
treatments and psychological struggles.

What excites you most about the progress you have 
seen in the PH field? 

i have been in this position for seven years and 
have seen the number of PH drugs approved by the FDA 
nearly triple, but we still don’t have a cure for the disease. 
Current therapies center on modulating the symptoms of 
PH and slowing the progression of the disease, which is 
important, but i think it’s time to focus on potential cures.   

This is not to say that current medications are not 
helpful to patients, because they certainly are. i have 
seen them help patients live many, many years. one of 

my patients, who participated in a research 
study, is now raising her great-grandson. This 
wouldn’t have been possible without the current 
medications. 

What PH cases stand out in your mind? 
i had a patient who was a train engineer. 

He was a tough-as-nails kind of guy; swearing 
was part of his vocabulary. He had a past 
diagnosis of cancer but was cancer free when 
he became my patient. He participated in one 

of my research studies, and i got to know him and his 
family very well. As his disease progressed, he became 
less able to do simple things, and he taught me what it 
really means to live with PH. i remember one time when he 
said to me, with intense emotion, “i have a real hard time 
watching my wife mow the lawn.” This helped me see what 
it was like to be him. There are many losses that go along 
with having PH, but it's how you deal with these losses 
that will determine whether you will be content or unhappy 
with your life.  

Can you tell us about your current research project? 
My colleagues and i at the University of Colorado 

completed a two-center study looking at the prevalence 
of depressive symptoms in patients with PH. We found 
55 percent of patients had depressive symptoms. We’re 
hoping to build on that study and look at how depressive 
symptoms affect quality of life and functional status in PH 
patients. in our clinic, we are trying to be more proactive in 
looking for depressive symptoms in our patient population, 
and we have implemented a strategy to assess all our 
patients for depression so that patients are more likely to 
be diagnosed and treated.

You co-chaired PH Resource Network Symposia in 2007 
and 2009. How did you decide to take on this role?

i’m a “big project” person. i had attended the 
2005 Symposium, and it was the first time i felt like, 
“WoW, there are all these other nurses and allied health 
professionals doing exactly what i’m doing.” i felt such a 
sense of belonging after that Symposium. The Symposia 
are professionally very satisfying to do; education is key to 
improving the quality of care. w

Interview conducted by Rachel Wheat

PHA Medical Membership Program Associate

Meet the Nurse: Deb McCollister
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n
early all pulmonary hypertension 
patients take at least one drug 
specifically used to treat their PH. 

in addition, patients may also receive 
one or more general therapies given to 
supplement the PH medication. The 
combination of all these therapies places 
the patient at an increased risk for drug-
drug interactions, and therefore, these therapies 
are carefully monitored by a patient's physicians, nurses 
and pharmacists. For example, anticoagulants, such as 
warfarin (Coumadin®), help prevent clotting complications 
sometimes seen with PAH. With this therapy, patients are 
required to have routine lab work to monitor and maintain 
adequate blood clotting time.

in addition to prescribed treatments, some patients 
may choose to obtain other products such as herbal 
supplements, vitamins and other over-the-counter 
(oTC) products used for cough/cold and pain. Because 
these products are available in health food stores and 
pharmacies without the need of a prescription, many 
patients are unaware of the potential risks and interactions 
associated with these products. Vitamin supplements have 
the potential to interact with prescribed medications and 
could decrease the medications’ effectiveness or increase 
the side effects. 

Here are some important points regarding the use 
of oTC medications, vitamins and herbal products as they 
relate to pulmonary hypertension:

• Although often considered harmless, no product 
available without a prescription should be taken BEFoRE 
consulting with your physician, nurse or pharmacist.

• Dosages listed on the oTC container should not be 
exceeded without consent or discussion with your 
physician.

• The following popular herbal products have documented 
interactions:
 » Ginkgo biloba, often used to improve memory 

and brain function, is associated with increased 
bleeding episodes and, therefore, interferes with 
anticoagulant therapies.

 » Flaxseed, often used as a laxative and to lower 
cholesterol levels, has been known to interact with 
cardiac medications, increasing their levels in the 

bloodstream and increasing effects and side effects.
 » Feverfew, commonly used for migraine headaches, 

interferes in the blood clotting process and, 
therefore, interferes with anticoagulant therapies.

 » Ginger, often used to diminish nausea and decrease 
stomach upset, again interferes with platelet activity 
and should be avoided with anticoagulants.

 » St John’s wort, used for depression, may increase 
skin sensitivity to the sun and has been shown to 
interact with other anti-depressant medications.

• The following vitamins have noted interactions:
 » The fat soluble vitamins — vitamins A, E and 

K — can all interfere with platelet activity and 
blood clotting properties and, therefore, create an 
interaction with anticoagulants.

 » The use of Niacin (a vitamin B complex) with statin 
medications for cholesterol may increase the side 
effects of the statins.

 » Diuretics such as furosemide and bumetanide 
(Lasix® and Bumex®) may increase elimination of 
calcium, thereby decreasing the effects of calcium 
supplements.

• Some foods within the diet can interfere with other 
medications:
 » Salt substitutes containing potassium may interfere 

with diuretic use and heart medications by increasing 
the amount of potassium in the bloodstream.

 » Grapefruit and grapefruit juice decrease the 
effectiveness of various medications.

 » Green leafy vegetables contain vitamin K and may 
interfere with anticoagulants.

 » Wine and cheese may interact with some anti-
depressants.

To summarize, most oTC preparations, vitamins and 
herbals can be taken safely and without effect. However, 
before purchasing these products, it is important to consult 
with your physician, nurse or pharmacist and provide them 
with a complete list of all current medications. After a 
careful review, your healthcare professional can best advise 
you on the appropriate medications to take to prevent any 
unwanted interactions or therapy complications. w

By Kari Ehringer, PharmD, Cardiopulmonary Account Manager, 

Accredo Health Group, Southern California

What’s in your Medicine Cabinet? 
Tips to Avoid Possible Interactions with Existing Medications
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r
esearch has long been the key to 
unlocking PH mysteries, and each 
year new discoveries occur that move 

us further along in our understanding and 
treatment of PH. Dr. yinzhong Zhang of the 
Feinstein institute for Medical Research 
is doing his part to propel PH research 
forward. Dr. Zhang was a 2008 recipient of 
the PHA/American Heart Association Post-
Doctoral Fellowship Award for his research 
project entitled “Role of Macrophage 
Migration inhibiting Factor (MiF) in Hypoxia-induced 
Pulmonary Vascular Remodeling.” 

As Dr. Zhang explains, “Hypoxia can induce pulmonary 
vascular remodeling, which is an important mechanism in 
PH formation and processing; it remains unclear how the 
hypoxia causes pulmonary vascular remodeling. Since PH 
patients have increased MiF and MiF increase cell growth, 
hypoxia can drive cells to produce more MiF, and since the 
lungs are a major source of MiF, we hypothesize that MiF 
may be an important mediator between hypoxia and PH. 
in my study, i have used an hypoxic mice model and an 
hypoxic cell proliferation model to study the role of MiF in 
hypoxic cell proliferation and finally PH formation.”

Through this study, Dr. Zhang hopes to discover a new 
therapeutic target to help end this devastating disease. 
“So far i have found that hypoxia can induce both MiF 
expression and cell proliferation. A blockade on MiF by an 
inhibitor can dose dependently inhibit hypoxia-induced cell 
proliferation. if the cells are genetically deficient in MiF 
gene, they do not show hypoxic cell proliferation. However, 
these cells can regain the hypoxic cell proliferation by 
the supplement of MiF, which was achieved by giving the 
condition medium from non-deficient cells,” Dr. Zhang says. 
“in addition, MiF inhibitor significantly alleviates hypoxia-
induced PH in our animal model. This data clearly shows 
that MiF is an important mediator between hypoxia and 
pulmonary hypertension and has a potential of being a new 
therapeutic target for PH.”

Dr. Zhang's current research builds upon the work of 
other researchers. Before Dr. Zhang joined Dr. Edmund J. 
Miller's lab at the Feinstein institute for Medical Research 
as a Postdoctoral Fellow in 2007, this lab “had collaborated 
with Dr. Talwar, a pulmonary physician specializing in PH,” 
Dr. Zhang says. “our lab’s previous data showed that PH 

patients have increased levels of MiF. Based 
on this data, i was very interested in whether 
MiF plays a role in hypoxia-induced pulmonary 
vascular remodeling. The idea finally formed into 
a Fellowship application, and i was fortunately 
funded by PHA.”

Dr. Zhang’s interest in PH began when 
he was working at Peking Union Medical 
College Hospital (PUMCH), which is one of the 
top hospitals in China. While working as an 
anesthesiologist at PUMCH from 2003–2006, he 

encountered many patients who required anesthesia, but 
their cases were complicated by the presence of PH. During 
this time, he also joined a group of medical professionals 
performing surgical therapy for a special kind of PH, chronic 
thromboembolic pulmonary hypertension (CTEPH), and he 
assisted with the anesthesia for eight CTEPH surgeries. Dr. 
Zhang published a paper on the anesthesia management 
for CTEPH surgeries and gave a presentation on the topic 
to his department. in order to prepare for the surgeries, the 
paper and the presentation, Dr. Zhang not only researched 
but also connected with PH patients. “Through my contact 
with PH patients, i came to understand their suffering. i 
think these experiences initially sparked my interest in PH,” 
he says. 

in addition to his research, Dr. Zhang participates in 
PHA events, including PHA's 9th international PH Conference 
and Scientific Sessions in Garden Grove, Calif., this past 
June. “i was deeply touched by the PH patients,” he says. 
“i think the highlight was the fashion show put on by the 
patients. Their love of life drives me to work hard on my 
research, and i hope my results can really help them in the 
future.”

PHA is proud to support the work of Dr. Zhang 
and all the researchers who work each and every day to 
advance the treatment of PH. PHA’s research program has 
committed more than $9 million for PH research through 
partnerships with the National Heart, Lung and Blood 
institute, the American Thoracic Society and the American 
Heart Association. PHA has supported 44 outstanding 
researchers through three independently reviewed cutting-
edge research programs to date. 

Visit www.PHAssociation.org/Research to learn 
more about PHA’s research program and research grant 
recipients. w

r e s e a r c H  c o r n e r

PHA-Funded Study Explores Role of MiF in Hypoxia-induced 
Pulmonary Vascular Remodeling
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r
obert Converse has a big advocacy goal this year: to get 
his three Members of Congress to co-sponsor the Tom 

Lantos Pulmonary Hypertension Research and Education 

Act. To get started, he has already reached out to his 
senators and representative to set up meetings. As Robert 
says, “We’ve got to get the word out to our Members of 
Congress. i can do this — i’ve got nothing to lose!”

Robert is a member of PHA's 435 Campaign, a group 
of grassroots volunteers who actively engage their Members 
of Congress year round, while also inspiring their fellow 
Campaign members. Robert's story demonstrates how a little 
inspiration and support can motivate you to overcome your 
fears, find your voice and reach out in support of a cause.

Prior to his PH diagnosis, Robert worked as a pilot for a 
commercial airline. He frequently rode his bicycle as much as 
two hours a day, jumped horses and played basketball in his 
spare time. one day while shooting hoops at his local yMCA, 
Robert noticed that he was having trouble breathing. After 
a blood pressure reading of 80/60, Robert spent the next 
few months working with doctors to figure out how an active 
pilot, who had just received a good bill of health in his annual 
physical a few months earlier, was now struggling to catch 
his breath. Robert was diagnosed with PH in 2004. 

Robert's advocacy interests started small. After his 
diagnosis, he began sending letters to his Members of 
Congress, asking them to take action on health insurance 
protection and the PH Research and Education Act. Although 
his friend Carl Hicks, fellow flight enthusiast and former 
Chair of PHA's Board of Trustees, encouraged him to take 
his advocacy to the next level and join the 435 Campaign, 
Robert waited. He waited for six years, and finally, this year 
he received that extra bit of encouragement. 

While attending PHA's 9th international PH Conference 
and Scientific Sessions, Robert found himself drawn to an 
advocacy session. The session, led by 435 Campaigners 
Charlotte McCabe and Doug Taylor, gave attendees an 
introductory lesson in how to build relationships with and 
advocate to their Members of Congress.  

“Something just clicked and i figured i had nothing to 
lose. This is something i can do, i can talk,” Robert says of 
the session. Quoting Charlotte McCabe, he says, “if there 
is a fear there, it’s your own fear” because Members of 
Congress want to hear from their constituents. 

Robert is finding this concept true as he becomes more 
involved in the Campaign. He says, “There are millions of 
people in the United States and only 435 Representatives 
representing us. We’ve got to get the word out!” 

Since Conference, Robert has jumped into the 435 

Campaign and now urges everyone else to get involved in 
advocacy to make a difference in the lives of PH patients. 
He encourages, “Just jump in and do it!” As he has found, 
sending letters through PHA’s Advocacy Action Center is an 
easy way to begin advocating and cultivating a relationship 
with your Member of Congress. Robert says, “i don’t have to 
think about what to write because the language is already so 
great. i don’t have to reinvent the wheel!” Visit   
www.PHAssociation.org/AdvocacyActionCenter to access 
these letters.

As PH Awareness Month approaches this November, 
Robert is gearing up to secure additional sponsorships 
for the Tom Lantos PH Research and Education Act and 
raise awareness of PH on Capitol Hill. To find out how you 
can join Robert in the 435 Campaign or connect with your 
senators and representative, visit www.PHAssociation.org/
Advocacy/435Campaign or contact Elisabeth Williams at 
301-565-3004 x753 or Elisabeth@PHAssociation.org w

By Elisabeth Williams

PHA Grassroots Campaigns Associate

Advocates inspire Robert Converse to “Jump in and Do it”

435 
Campaign

Right: Robert 
Converse, 
435 Campaign 
member
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ike many other pulmonary 
hypertension patients, Linda Gates 
knew very little about this disease 

and its symptoms before she was 
diagnosed. Linda, who worked as a 
secretary until her diagnosis in 2001, 
thought her shortness of breath could 
be explained by her age, weight or 
lifestyle. And the trouble she had 
catching her breath at yosemite National Park was easily 
explained by the high altitude. However, Linda’s general 
practitioner looked at the results from a routine stress test 
and knew something wasn’t quite right. After a series of 
tests over several months, Linda was diagnosed with PH. 

Linda, who has been a leader of the New orleans 
Support Group since 2005, is well aware that other 
PH patients aren’t so lucky in their diagnoses. That’s 
why Linda decided to become more active in raising PH 
awareness in her own community through the PHAware 

Campaign, PHA’s grassroots media campaign. “People are 
still having diagnosis problems,” Linda says. 

She thinks back to her own journey right after her 
PH diagnosis and remembers how important a successful 
PH media story can be. At that time, Linda saw an 
interview with Dr. Bennett de Boisblanc about pulmonary 

hypertension on her local TV station and 
decided to contact him for more information. 

Now Linda is going to do her own 
awareness raising. She is new to the 
PHAware Campaign, but she’s already 
thinking about the best way to pitch PH 
stories to the news organizations in her 
community. Her immediate goals are to build 
relationships with the reporters at her local 

paper and news stations. That way, she knows the best 
people to talk to about each of her story ideas. She has 
also started thinking about how to get the members of 
her support group involved in pitching their stories, and 
she wants to advertise her support group meetings in the 
paper. “it may take time to establish these relationships,” 
Linda says, “but you just have to make up your mind that 
it’s something you want to do.”

To find out more information about the PHAware 

Campaign and how you can connect with media in your 
community, visit www.PHAssociation.org/Awareness/
PHAwareCampaign or contact Elisabeth at 301-565-3004 
x753 or Elisabeth@PHAssociation.org w

By Elisabeth Williams 

PHA Grassroots Campaigns Associate

Linda Gates Educates Her Community Through Media outreach

t
his June at PHA's 9th international PH Conference in 
Garden Grove, Calif., PHA offered fun and fantastic 
bidding opportunities on items donated from our 

PH community. Proceeds from the auction support our 
mission to find a cure for PH through research and to 
enhance patient wellbeing through support, education, 
advocacy and awareness.

PHA would like to extend a special thank you to 
the individuals who generously donated the items up for 
bid and a hearty thank you to all the bidders who were 
ready to reach deep into their pockets to benefit PHA’s 
programs and services.

“Bay Breezes” 
was created and 
generously donated 
by Kathy Levitt, PH 
patient. Stu Berwick 
was the bidding 
winner.

“City by the Sea” 
was also created and 
donated by Kathy Levitt, 
PH patient. Karen 
Lindemann placed the 
highest bid.

“Rush Hour” was 
donated by Susan 
Terry, grandmother of 
PH patient Katy Doak. 
Dr. Karen Fagan got 
to take this quilt 
home based on her 
winning bid.

Thank you to our Silent Auction Donors and Winners!
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A three-month prognosis for their daughter sent 
Jack and Marcia Stibbs looking for hope.  

They found it at PHA.

To read how the Stibbs family rallied around Emily, and 
didn’t accept her first prognosis, visit PHAssociation.org/Give/Stibbs

Like Jack and Marcia Stibbs, you can strike a blow against PH by 
designating PHA as a legacy beneficiary. Your contribution will help 
shape a brighter future for all those affected by PH.  For details, call us 
at 301-565-3004 x767, or email giving@PHAssociation.org. 
Visit our website for more information at PHAssociation.org/Give.

Jack and Marcia remember the moment when they knew something was not right 

with their five-year old daughter, Emily. It was at a Fourth of July parade, and 

Emily was having trouble keeping up with the other children on her bike. Initially, 

her pediatrician thought Emily was just out of shape. But when Jack and Marcia 

noticed Emily’s blue lips and fingernails, they pushed for an appointment at Texas 

Children’s Hospital. They received the diagnosis that left them in shock and disbelief.

PHA_3660_horizontal_Stibbs.indd   1 6/29/10   1:44:30 PM

even if you don’t consider yourself a grant writer — and 
not too many people do — you can receive funding for 

your pet project through the Tom Lantos Innovation in 

Community Service Awards program. 
Named for one of the true heroes of the PH 

community, and sponsored by Gilead, these awards 
support members of the PH community who are making 
a significant impact in the following ways:

•	 Researching and developing innovative ways to raise 
awareness and foster community services in PAH;

•	 Extending the reach of an existing innovative 
program in PAH community services; or

•	 Reproducing an existing program in PAH community 
services in another geographical region to address 
an unmet need.

you truly have an opportunity to win an award 
with as many as 10 projects receiving funding of up to 
$5,000 in 2011. And PHA is here to help you submit 
the best application possible. Look for upcoming 
announcements of opportunities for training on our 
website and in PHANews. 

For a little inspiration, turn to page 28 to learn 
about one of our 2010 award winners. 

The application process opens october 8. 
Applications are due January 3, 2011, and winners will 
be announced in April 2011.

For more information and to apply online, go to 
www.PHAssociation.org/LantosAwards or contact 
Adrienne Dern at Adrienne@PHAssociation.org w  

Have an innovative idea? Get it Funded!
Apply for a Tom Lantos Innovation in Community Service Award
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Above: A 2010 project 
funded by a Service Award. 
Right: Tom Lantos



A
D

V
A

N
C

IN
G

 T
H

E
 C

A
U

S
E

Sometimes, educating others about PH is the 
inspiration we need to keep us putting one foot 
in front of another. As Theresa Stahl, PH patient 
from Defiance, ohio, says, “To me, that's the 
crowning glory of persistence, right? if i can even 
help just one more person, that's all i hope for.”

What PH mountains have you summited? 
During PH Awareness Month this November, join 
PHers all over the world in sharing your story 
and raising awareness about PH in your local 
community. you’ll find ideas for getting involved 
throughout this issue of Pathlight and at   
www.PHAssociation.org/AwarenessMonth2010  
Together, we’ll climb further than ever before on 
the path to a cure. w

By Katie Kroner
PHA Director of Advocacy and Awareness

PH AWARENESS MoNTH CoNTiNUED FRoM PAGE 1

During Awareness Month 2009:

	» Colleen Connor of Pennsylvania shared her PH story 
with Senator Bob Casey. Less than an hour after 

they were first introduced, 
Senator Casey agreed to 
sponsor the PH Research 

and Education Act of 2009. 
Pictured left: Colleen Connor 
(foreground) hearing the 
news about Sen. Casey. 
Learn more about advocacy 
opportunities:   
www.PHAssociation.org/
AdvocacyActionCenter 

	» Pat Hellyer’s 3rd Annual South Florida PH Fun Walk 
brought her community together in support of PH 
research and PHA programs. Her state representative 
kicked off the event and her U.S. representative 
donated a flag that had flown over the Capitol. Learn 
more about fundraising for a cure:    
www.PHAssociation.org/SpecialEvents

	» Diane Ramirez (pictured right) 
was sitting in a doctor’s office, 
flipping through a handy magazine 
when she got her Awareness 
Month inspiration. She made 
a call and offered her story to 
a reporter at the magazine, 
and it was published. The 
magazine distributed 22,000 
copies to 100 locations in Davidson County, N.C., 
including hospitals, doctors’ offices and physical 
therapy centers. Learn more about connecting with 
the media: www.PHAssociation.org/Awareness/
ThroughTheMedia 

	» Annette Markin and Carol Lindstrom shared their 
PH stories with their local elected officials. Not only 
did their local governments issue PH Awareness 
Month proclamations, but they received coverage in 
their local papers. Learn more about requesting a 
proclamation: www.PHAssociation.org/Awareness/
Proclamations  

t
he internet can be powerful in the fight against 
PH. online tools make it easy for you to raise 
awareness and funds from the comfort of your 

computer chair. Here are some ways to get involved 
during Awareness Month and all year long.

Advocacy Action Alerts: Email your senators 
and representative in support of federal funding for PH 
research and education through PHA’s e-advocacy tool. 
www.PHAssociation.org/Advocacy/Alerts 

Web of Friends Personal Fundraising Pages: 
Setting up a personal fundraising page is free and 
easy. Personalize your page with your PH story, and 
then invite your friends and family to support you by 
sending the link across the country — or the world — 
in just minutes. www.PHAssociation.org/Fundraise/
Online 

Facebook: Become a fan of PHA’s Facebook 
page, and then share our posts with your network of 
friends. See p. 24 for more information.

Twitter: Follow PHA’s Twitter feed and retweet 
our tweets to your followers. See p. 24 for more 
information. 

Blogging & Other Social Networking 
Sites: Subscribe to our What’s New in Pulmonary 

Hypertension RSS feed and share the information with 
your friends on other social networking sites or write 
about it on your personal blog. 
www.PHAssociation.org/WhatsNew 

PHA 2.0: Using the Web to 
Fight Against PH
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a D V o c a c Y  i n  a c t i o n

invite your Members of Congress to PHA’s Congressional Luncheon!

We always think that one person can’t make a difference, but I 

think we’ve proved today that they can. 
~ PH Lobby Day participant, 2009

Help us bring at least one Member of Congress from every 
state to this year’s Congressional Luncheon where they’ll 

learn more about PH and how they can support funding for PH 
research.

Visit www.PHAssociation.org/GetInvolved/
CongressionalLuncheon or call Katie at 
301-565-3004 x749 to:

»» See current event details
»» Find a sample script for inviting your Member of Congress
»» RSVP to attend this free Luncheon Jeannette Morrill during PHA's 2009 Lobby Day
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U.S. Representative Pledges to Co–Sponsor 
PH Research and Education Act After District Visit  

a
s we go to press, advocates across the country 
are contacting their Members of Congress as a 
part of PHA’s District Visit Campaign. one of those 

advocates, Merle Reeseman, scored a victory for PH 
when Representative Jason Altmire [PA-D 4th] visited 
her Pittsburgh Pulmonary Hypertension Support Group. 
During his hour-long visit, Altmire spoke about pulmonary 
hypertension and healthcare legislation in Congress, and 
he answered questions from some of the 40 support 
group members in attendance. Altmire even had Merle 
jumping out of her seat when he surprised the support 
group by announcing he would co-sponsor the Tom 

Lantos PH Research and Education Act.
“When i get back to Washington, D.C., in 

September, i will do everything i can to get my colleagues 
to co-sponsor this bill,” Representative Altmire 
announced. “it passed in the House before; we can get it 
to pass again.”

His announcement was the culmination of five 
months of work. Merle knew how quickly a Member of 
Congress’s calendar can fill up, so she contacted his 
district office in March to schedule a district visit. “Just 
because they are Congressmen doesn’t mean they know 
everything about this bill. it’s important for us to let them 
know about it,” Merle says.

Congratulations to Merle and to everyone reaching 
out to their Members of Congress during this year’s 
District Visit Campaign!

Will your Member of Congress be the next to co-
sponsor the Tom Lantos PH Research and Education Act? 
PHA can help you work with your Member of Congress to 
fight PH through legislative advocacy. Contact Elisabeth, 
PHA’s Grassroots Campaigns Associate, at 301-565-
3004 x753 or Elisabeth@PHAssociation.org to find out 
if your Member of Congress is a co-sponsor and to learn 
more about getting involved with legislative advocacy. w

Representative Jason Altmire [PA-D 4th] speaks to the Pittsburgh Support 
Group. “I walked up to him after he pledged his support and put both the 
PHA ribbon pin and the Hope for a Cure pin on his lapel!” Merle says.
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t
hanks to the widespread popularity of social media 
websites like Facebook and Twitter, there are all sorts 
of quick and easy ways for you to make a difference 

this Awareness Month. Social media sites are websites 
designed to help people share and discuss information 
they care about. Friend-to-friend connections on these 
sites help you make awareness-raising messages 
personal. if you’re already using one of these sites, 
then you know the potential for brief, compelling posts 
to be shared many times over. if you’re new to social 
networking, signing up is easy and free. Just visit   
www.facebook.com or www.twitter.com to start your 
account. Then read on for some ideas to make the most 
of your account as you spread the word about PH this 
Awareness Month. The following ideas are designed for 
Facebook but can easily be adjusted for tweeting on 
Twitter as well.

10 Ideas for Spreading PH Awareness on Facebook

1.	 Follow PHA on Facebook at www.facebook.com/
PulmonaryHypertensionAssociation and invite your 
friends and family to do the same.

2.	 Join the conversation on PHA’s Facebook wall. 
Share, post and comment about the things that 
matter most to you.

3.	 Join PHA Online Messengers to begin receiving 
weekly emails with stories and stats to share with 
your network. Sign up at http://groups.google.
com/group/PHAonlinemessengers (membership 
requires a free Google account).

4.	 Write a Facebook note about how PH affects your 
life. Tag 10 friends and ask them to share your story 
with 10 of their friends.

5.	 Change your Facebook photo to the 
PH Awareness Flame Guy. you can 
easily download this image from 
PHA’s website:    
www.PHAssociation.org/PHAImages

6.	 Mention pulmonary hypertension in the “About 
Me” section of your profile. include a link to PHA’s 
website so your friends know where they can go to 
learn more.

7.	 Start a video blog about your life with PH. Share your 
videos on Facebook.

8.	 Share a PH fact or statistic in your Facebook status 
at least once a week. Use one of your own, or try 
one of these:

 √ 1. Unwrap a drinking straw.    
2. Hold your nose.     
3. Breathe through the straw for one minute. 
Still with me? Pulmonary hypertension is an 
under-diagnosed lung disease that can make 
breathing this difficult 1,440 minutes a day. 
Learn more: www.PHAssociation.org

 √ in the U.S., about 1,000 new cases of 
pulmonary hypertension are diagnosed each 
year.

 √ Breathlessness isn’t always asthma. 
Sometimes it’s pulmonary hypertension. Spread 
the word.

9.	 When you come across interesting articles about 
pulmonary hypertension or PH patients, share the 
links on your Facebook wall. include your thoughts, 
or ask a question to get your friends talking.

10.	 Write a Facebook message to your friends and family 
and ask them to become a part of PHA’s Awareness 
Month activities, on and offline! Send them to  
www.PHAssociation.org/Awareness to get involved.

Awareness Month 2.0
Using Virtual Tools for Real-Life Awareness

Follow PHA 
on FAcebook And TwiTTer!

www.facebook.com/
PulmonaryHypertensionAssociation

www.twitter.com/short_of_breath
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J
ust over two weeks before his 51st 
birthday, Stuart Berwick received a 
message from Facebook Causes: 

“your birthday is coming up. Why 
not celebrate by asking your friends 
and family to support a cause that’s 
important to you and create a Facebook 
Birthday Wish?” Within minutes Stu had 
set up his Facebook Birthday Wish, set 
a fundraising goal, and sent his first (of 
many) messages to family and friends 
about this fun and unique way to say “Happy Birthday!”

Facebook Causes is an application that helps 
individuals leverage their social network to effect positive 
change. Any Facebook user can create a cause, recruit 
their friends to that cause, keep everyone who supports 
the cause up-to-date on issues and, last but not least, 
raise money directly through the cause to support a 
registered U.S. 501(c)(3) nonprofit or Canadian registered 
charity.

Stu became an active participant in PHA’s Facebook 
Cause in January 2010. Up until then, he had primarily 
used Facebook for fun, games and limited socializing. “i 
realized i had wasted a year,” Stu says, and from that 
moment forward he pledged to himself to find every single 
PH patient on Facebook.

As Stu made more contacts on Facebook, he built 
his network of PH Facebook friends, which in turn helped 
him find more and more PHers all across the world. “My 
ultimate goal,” Stu says, “is to become the clearing-house 
for PH information on Facebook.” At this point, Stu is so 
well-known in the PH Facebook community that he no 
longer has to seek out patients — they find him through 
his many PH-related activities on Facebook, such as his 
Facebook Causes activities.

Stu originally set a modest $250 goal for his 
Facebook Birthday Wish. And, thanks to generous 

donations from family, friends and his 
many online PH friends, Stu exceeded 
his original goal in just a week. But 
Stu didn’t stop there. He continued 
to send messages to everyone he 
knew — those who used Facebook and 
those who didn’t — asking them to 
make a donation to PHA in honor of his 
birthday. By the close of his Facebook 
Birthday Wish, Stu had raised $410 for 
PHA from 12 donors. “There is nothing 

anyone could buy me that equals their making a gift to 
PHA,” Stu says. “Not even close.”

Stu’s campaign wasn’t without its challenges. For 10 
days during his Birthday Wish, he experienced technology 
problems at home and was without internet access. “i’m 
going to do so much better next time,” Stu says. “My 
internet issues have been resolved, and now my Facebook 
network is so much larger. Who knows how much i’ll be 
able to raise!”

Facebook isn’t the only way you can ask friends 
and family to support a cause so important to you. PHA 
has two programs that are similar to Facebook Birthday 
Wishes: Web of Friends, which gives you a personal 
fundraising page where you can share your PH story and 
ask others for donations to PHA, and In Honor of Our 

Lives, a special program for incorporating PH fundraising 
in personal milestone celebrations.

To learn more about Facebook Birthday Wishes, Web 

of Friends, In Honor of Our Lives or the many other ways 
you can help raise funds for PH research and patient and 
family services, contact Jennifer Kaminski at Jennifer@
PHAssociation.org or call 301-565-3004 x756. w

By Jennifer Kaminski

PHA Development Associate

Friends and Family Grant Patient’s Birthday Wish through Facebook

Stay Informed! Get the latest news about developments in 

the field of PH and PHA activities. you can sign up to receive alerts 

via email or RSS feeds.  

www.PHAssociation.org/News
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w
hat do teenage boys in 
California share in common 
with seniors in Canada and 

moms in Florida? They’ve all lent 
their lips to save lives! This fall, 
PHA United Kingdom is again 
spearheading the international 
PuckerUp4PH campaign and 
you can be a part of raising 
PH awareness and setting a 
Guinness World Record! More 
than 400 PHers kicked things off 
for the U.S. effort at our 9th international PH Conference 
in June, and groups around the world are lending their 
lips to save lives as well. if you’re looking to spice up 
your next support group meeting, special event or to 
get your community to recognize the symptoms of PH 

(including cyanosis, or blue lips), 
contact PHA and request a complete 
PuckerUp4PH Kit — we’ll send 
official postcards, blue lipstick, 
stickers, fliers and more. Lending 
your lips will give you the edge as 
you plan your Awareness Month 
activities, and will help PHriends 
in nearly 30 countries as we race 
toward a record. To learn more 
about the campaign, visit  
www.PuckerUp4PH.com. Ready to 

get involved? Contact Christine@PHAssociation.org to 
request your free kits today! w

By Christine Dickler

PHA Associate Director of International Services

Kissing for a Cure? PuckerUp4PH this Fall!

if you haven’t picked up your copy of the newly revised 
Pulmonary Hypertension: A Patient’s Survival Guide, what 

are you waiting for? This book is the most comprehensive 
patient-friendly resource you could find… on every 
continent! This fall, the first Farsi translation is available 
in iran. Bardia Farzamfar, PharmD, PhD, translated the 
guide after his young daughter was diagnosed with PH. 
His work produced the sixth complete translation of the 
Survival Guide; patients and doctors in China, Japan, 
Taiwan, Korea and the Spanish-speaking world are also 
reading this PH-bestseller. Visit www.PHAssociation.org/
PHInternational/Languages for more information about 
translations, or www.PHAssociation.org/Store to order 
your copy of the English guide. 

PHA Israel has already collected 500 kisses from 
two events, with more on the way!

PH Understanding Goes Global

i n t e r n a t i o n a l 
n e w s
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Did you know that 30 percent of SSD applicants 
get approved on their initial application?

Visit the new SSD section on our online 
insurance Guide to learn how you can be in that 30 
percent. Find more tips and resources, including:

•» A patient starter-kit with successful PH-
based SSD applications to reference.

•» An inside look at how the SSA views 
PH, including an educational video.

•» A detailed outline of the disability 
process.

s u r a n c e  F i n d s : I n
Tips for Applying for Social 
Security Disabi l i ty (SSD)

s
ince the passage of the Patient Protection and 

Affordable Care Act (PPACA) in March, the U.S. 
healthcare system has been a hot topic in the news. 

in fact, PPACA is expected to bring so many changes that 
some of the components of the law will not take full effect 
until 2020 because of the amount of work it will take to 
construct and implement the new regulations effectively.

With the full impact of the law yet to be seen, it’s 
hard to predict exactly what the healthcare insurance 
system will look like in 2020. Still, PHA is working to keep 
you updated with reliable information about healthcare 
reform changes. Here’s a recap of some milestones 
we’ve seen this year:

 » March 2010: President obama signs PPACA into law.
 » June 2010: Medicare Part D beneficiaries who have 

reached the donut hole receive a $250 rebate, part 
of the eventual phase-down of the Medicare Part D 
coverage gap.

 » July 2010: High risk insurance pools begin, available 
to individuals who have been uninsured for at least 
six months because of pre-existing conditions. The 
plan is a temporary solution until 2014 when all 
discrimination against pre-existing conditions will be 
prohibited. 

 » July 2010: The Department of Health and Human 

Services outlines standards for preventative care 
benefits; all new insurance plans administered after 
September 23, 2010, will be required to cover these 
benefits without charging a copayment, coinsurance 
or deductible.

 » September 2010: Plans must allow young adults to 
stay on their parents’ plan until they turn 26 years 
old.

 » September 2010: insurance plans are no longer 
allowed to impose lifetime caps on essential benefits 
or deny coverage to children under the age of 19 
with a pre-existing condition. Companies are also 
prohibited from rescinding coverage.

 » September 2010: Consumers have the right to 
appeal denials directly to their insurers and then, 
if necessary, to external review boards, even if the 
patient is covered by a self-insured company.

Visit www.healthcare.gov for more details. Don’t 

forget to let us know how healthcare reform has affected 

you. Contact Margaret with your feedback and questions 

at 301-565-3004 x773 or send an email to Insurance@

PHAssocation.org w

By Margaret Beardsworth

PHA Insurance Program Manager

Call for Template Letters! Help 
Expand PHA’s Insurance Letter Library

A Look at Healthcare Reform in 2010

www.PHAssociation.org/Patients/Insurance/Disability

PHa currently offers several insurance-related 

template letters to help you negotiate challenges 

with insurance companies. our insurance letter library 

is off to a good start, and we are continuing to expand 

it to provide additional tools for patients and medical 

professionals. 

if you have letters you’ve used to successfully 

appeal to insurance companies — with topics ranging 

from home oxygen approval to flying with medical 

equipment — now is your chance to share them with the 

PH community. Check out our current template collection 

or submit a new letter at www.PHAssociation.org/

Patients/Insurance/FileClaim/Templates

Questions and letter submissions can also be 

directed to insuranceLetters@PHAssociation.org or 301-

565-3004.
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Welcome, Sophie Klein, Volunteer Services Associate! 
As PHA's Volunteer Services Associate, Sophie manages the Support Group Central Fund, 
providing support groups with funds they can use to enhance social aspects of meetings, 
including offering food. She also manages the mailings of support group meeting reminder 
cards to PHA’s members. Sophie is originally from Minnesota, and she graduated this past 
May with a Bachelor’s Degree in English from Grinnell College in Grinnell, iowa. Sophie can be 
reached by email at Sophie@PHAssociation.org or by phone at 301-565-3004 x758.
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Editor’s Note: The Lantos awards 

program (see p.21) helped turn one 

support group leader’s inspiration into 

an engaging and unique PH awareness-

raising tool. Here’s how it happened.

o
ne day while visiting my sisters, 
our dogs began panting with 
anticipation of the mailman’s 

imminent arrival. My sister said, 
“They’re huffing and puffing. That 
must be what the Big Bad Wolf was 
doing.” The thought then hit me that i 
huff and puff all the time because of 
my pulmonary hypertension. Being a 
professional communicator, i realized 
i had just struck gold. Why not use 
the Big Bad Wolf’s image on a poster 
to spread the word about this disease? i knew the Wolf’s 
likeness would draw the attention of passersby.

So i gave the wolf a canister of portable oxygen and 
a bedraggled look to show how PH had sapped his energy. 
The Three Little Pigs appeared carefree because they knew 
the wolf could not harm them anymore.

The members of my support group — which serves 
the Hershey/Harrisburg area of Pennsylvania — not only 
liked the idea of the poster as a November Awareness 
Month project, but suggested that the poster could be put 
to good use to promote PHA support groups. So i included 
space at the bottom of the poster for a support group’s 
name and contact number, and the poster became one 
that could be used nationwide.

once i learned about the Lantos awards program, 
it became very easy to turn the idea of the poster into 
reality. After just a couple hours of my time completing the 
application and calling printers for estimates, my request 
for funding was ready and in the hands of PHA’s Lantos 
Grants review board. i worried that the committee would 

have questions or wouldn’t accept my 
application because some vital piece 
of information was missing. But i was 
assured by PHA’s Senior Vice President 
Adrienne Dern that the committee was 
working with applicants to understand 
their requests fully and wouldn’t simply 
reject an application because it “wasn’t 
done right.”

imagine my excitement when i 
learned that not only had i been selected 
to receive the grant, but that PHA and the 
grant committee loved the suggestion to 
make quantities of the poster available 
to PHA’s more than 230 support groups. 
And i was pleased that PHA wanted the 
poster available in time for distribution 
to support group leaders at PHA’s 

international Conference in June.
My portion of the work was done on a volunteer 

basis, but the grant allowed me to provide a small stipend 
to the graphic artist who turned my idea into the colorful 
and attractive poster you see here, and sufficient funds to 
produce 5,000 copies. PHA is so excited about the poster, 
it’s making them available as a free item in its online store 
for anyone who wants to spread the word about PH in 
their community. Visit www.PHAssociation.org/Store to 
request copies.

Finally, i was thrilled to hear from PHA’s Director of 
Volunteer Services Debbie Castro that the posters were 
being enthusiastically snatched up at PHA’s Conference. 
Now let’s hope the posters do their trick of telling the story 
of PH and its symptoms, and of providing information about 
PHA and its local support groups, so that more people can 
be diagnosed early and live happily ever after! w

By Donna Caterini

Hershey and Harrisburg (Penn.) Support Group Leader

Lantos Award Turned My Dream into Reality

He’ll huff and 

      he’ll puff,
but not because he’s 

blowing a little pig’s 

house down. . . .

A rare, serious 
lung disease 

called Pulmonary 
Hypertension has 
robbed the Wolf 
of his ability to 

be Big and Bad. he 
huffs and puffs 
all the time now.

P
ulmonary Hypertension 
is high blood pressure in 
the arteries of the lungs 

that can lead to heart failure. 

It is incurable.

H
owever, it is  treatable. 

Symptoms include 

shortness of breath with 

exertion, fatigue, chest pain, 

dizzy spells and fainting. Even 

simple tasks may become 

difficult. If you have 

these symptoms, tell your 

doctor.

For more 

information, contact:

Pulmonary Hypertension Association

801 Roeder Rd., Suite 1000  •  Silver Spring, MD 20910

(301) 565-3004

pha@PHAssociation.org  •  www.PHAssociation.org

Toll Free Patient-to-Patient Helpline: (800) 748-7274

        

    
 

 

 

 D
E C i s i v e  C o

m m u n i c a t i o n s   •
  C a t e s  C r e a t i v e  S e r v i c e s

Or contact the area

Patient Support Group at .
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H
ave you ever spoken with another PH patient? if 
so, you know how amazing that connection can be. 
Finally, someone who understands! you can have 

that same experience again — or for the first time — 
right now from the comfort of your home. 

PHA’s Patient-to-Patient Support Line (formerly 
known as the Patient-to-Patient Helpline) is staffed 
by friendly, long-term patient survivors. They can 
answer patients' and loved ones' PH questions, lend a 
sympathetic ear or help solve problems or issues relating 
to living with PH.  

A patient is always there to hear your story, give 
you feedback and tips, connect you with a service or 
organization, find a local doctor, or see if there’s a 
support group near you.

This line is not answered by PHA staff members or 
medical professionals; it’s more personal than that. it’s 
a unique service that immediately connects a patient or 

their caregiver with another patient for direct support. 
And it’s not just for newly diagnosed patients. Whether 
you are newly diagnosed or a long-term survivor, you can 
call this line for information and support. w

PHA’s Patient-to-Patient Support Line: New Name, Same Great Service 

Leaders Empower Each other During Conference Training

PHa’s 9th international PH Conference in June was the 
largest gathering of the PH community in history. 

So it’s no surprise that it was also the largest gathering 
of our PHA support group leaders. During Conference, 
PHA hosted a special Support Group Leader Networking 
Luncheon and Training for 130 leaders. 

What happens when you bring these leaders 
together under one roof? idea sharing, support, 
mentoring and inspiration. New leaders benefited from 
the advice of seasoned leaders, and long-time leaders 
gained fresh perspectives, new ideas and a jolt of 
excitement from the new leaders. 

Betty Lou Wojciechowski, former support group 
leader in orange County, Calif., and Carl Hicks, former 
PHA Board Chair, spoke about their involvement as 
Board Members working closely with support groups. Carl 
also spoke about the future of support groups and how 
excited he is to help get members of the Board more 
involved with our groups and leaders.

During the luncheon, PHA also introduced new 
resources to help all leaders run their groups and raise 
PH awareness. We premiered a new awareness poster 
designed by Support Group Leader Donna Caterini and 
based on the “Huff and Puff” theme from the “Three 
Little Pigs” children’s story. 

At PHA, we know that running a support group 
is fun but challenging. it involves running a meeting, 
facilitating conversation, inviting speakers, advertising, 
reaching out to new patients and more. Through training 
opportunities like this luncheon, we try to give leaders 
the encouragement and support they need to make their 
groups as strong as possible. w  

By Debbie Castro

PHA Director of Volunteer Services

Call the Patient-to-Patient Support Line to:

1.   Talk to another patient right away
2.   Ask questions and get tips about living with PH
3.   Find a local doctor
4.   Vent!
5.   Find a local support group
6.   Get feedback from a long-term survivor
7.   Learn more about PHA
8.   Learn how you can get involved with PHA

Call 911 for emergencies, and for anything else,
call on us (daytime only, please)!

PHA's outgoing Board Chair Carl Hicks speaks to the 130 leaders attending 
the Support Group Leader Networking Luncheon and Training.
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a
s she stepped into the role of leading the Cincinnati, 
ohio/Northern Kentucky Support Group and began 
planning the calendar of events, Pam Carner’s mind 

was racing. She was not completely sure of what meeting 
topics and events would be good for the group, so she 
turned to one of the many resources that PHA provides 
support group leaders: the yahoo! Groups Leaders Forum.  

yahoo! Groups allow support group leaders from 
across the country to connect with one another, network 
and provide support. Pam took the first step and 
introduced herself to the forum as a new leader, and she 
immediately received warm welcomes and ideas from 
many in the network of more than 230 leaders. one of 
the welcomes she received came from Carl Hicks, who 
was PHA's Chair of the Board of Trustees at the time. 
Although Carl lives in the Northwest, he has family in ohio 
and told Pam he would love to attend one of her support 
group meetings. Pam jumped at his offer, and they set a 
date for the event. 

As Pam explains, “Carl was just a friendly and 
outgoing guy. i could not believe he would be willing to 
travel across the country for my meeting.”  

Pam started planning for this event several months 
in advance and was able to find co-sponsorship from 
United Therapeutics and LungRx. Together, they secured 
the private dining space at McCormick and Schmick's 
Seafood Restaurant in Cincinnati. “i was so excited for 
this event,” Pam says. “i wanted it to be a hit with the 
community!” 

Pam started marketing to her support group and the 
other PH support groups in the area. She also contacted 
the local newspaper and private-access TV channels to 
help reach out to a larger and more diverse population. 

Pam believes that “the best type of marketing is 
word of mouth; that’s how you get the best [turnout].”  

Word of mouth — with the assistance of the resources 
that PHA provides — helped Pam fill the private room to 
capacity for this exciting event.

When the night of the event came, Pam was 
thrilled that her months of planning were about to pay 
off. The room at McCormick & Schmick’s quickly filled in 
anticipation of Carl’s speech. “The energy in that room 
was vibrant,” Pam says. “[you] could feel the energy from 
the attendees!”  

once Carl arrived, he started his talk, welcoming 
everyone and giving a brief history of who he was and 
how he came to be involved in the PH community. 
He recounted the story of his daughter Meaghan, her 
struggle with PH, and his own desire to continue the fight 
in Meaghan's memory and in honor of everyone who 
continues to fight.  

“it was captivating; he has always been a 
captivating speaker,” Pam says. “Carl talked and you 
could have heard a pin drop with the attention the 
attendees gave him.” Pam explains that in addition to his 
talk, Carl really wanted to touch base with every single 
person in the room. “it was more important to Carl to talk 
with each patient and caregiver in the room than to eat 
the fantastic meal! Now that’s dedication!”

By the end of the evening, Carl had given hope to 
everyone in the room. And Pam was well on her way as a 
support group leader. w  

The PHA Board of Trustees is a group of individuals 

who have close ties to the PH community and value the 

opportunity to attend support group meetings and events. 

As Pam says, “They are accessible!” If you want to learn 

more about the members of the Board of Trustees, visit

www.PHAssociation.org/BoardofTrustees. One of them 

might be able to come to your next support group meeting! 

New Leader involves Chair of Board of Trustees in Meeting

Proud oF our growing numbers! 
On Saturday, September 11, the 

members of the Hampton Roads PAH 

Support Group in Norfolk, Va., made 

their way to their quarterly meeting. 

Little did we realize until we were all 

seated that we had 38 in attendance! 

Our first meeting two years ago 

had only six patients and eight 

professionals.
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Support Groups Make an Impact 
at PHA's 9th International Conference

The Wojo South orange County Support Group hosted 
the official Welcome Table at PHA's 9th international 
PH Conference in June. The leaders organized shifts 
for members to staff the table throughout the event. 
Members of the local group provided warm smiles 
and information to all attendees.

Washington, D.C., and Silver Spring, M.D., Capital 
Breathers Support Group Leader Alex Flipse (right) speaks 
at the "Creative Connection" skill building session at 
PHA's 9th international Conference. She is joined by long-
time PH advocate and former Wojo Support Group Leader 
Betty Lou Wocjiechowski (center) and PHA Volunteer 
Services Director Debbie Castro (left).

Three support group leaders lend their perspective and 
expertise at a patient-led session "When People Just Don't 
Understand PH" at PHA’s 9th international PH Conference. 
L to R: St. Louis Support Group Leader Amanda McKee; 
Southside, Va., Leader Sheree Rickman; and Dallas 
Support Group Leader Marcia Beverly.

Support Group leaders were a huge part of our volunteer 
crew. Here, Atlanta, Ga., Support Group Leader and Board 
Member Sally Maddox (left) and her mother, Mary Felkel, 
pose wearing their volunteer shirts. Sally helped with 
registration and as a room host while Mary worked the 
PHA store for 90 percent of the entire Conference!
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t h a n k  y o u ,  i n t e r n s !

PHa greatly appreciates our summer 2010 interns, whose enthusiastic support and commitment have made a real 
impact on the programs and services PHA is able to provide. To learn more about PHA’s internship program, visit 

www.PHAssociation.org/Internships w

Amanda Martin, Publications Intern

Amanda Martin, a senior from Grove City College, Penn., joined us this summer as the 
Publications intern. During her time at PHA, she worked on Pathlight, attending planning 
meetings, conducting interviews and writing and editing articles. She also assisted the office of 
the President in designing and preparing print materials for PHA's international PH Conference, 
and started work on a redesign of Pulmonary Hypertension: A Patient’s Survival Guide. She 
enjoyed her opportunity to get involved in so many different printing processes. She returned to 
Grove City College in the fall, where she will receive her B.A. in English in spring 2011.

Amy Butler, Meetings Department Intern/Office of the President Intern

Amy Butler currently attends the University of Maryland, College Park, where she studies 
organizational Sociology. She started her internship with PHA in January, and spent many months 
helping to prepare for PHA's international Conference, with a particular focus on setting up the 
Kids’ Room and arranging fieldtrips. “i [was] very appreciative — and lucky — to get to go to 
Conference,” Amy says. Post-Conference, Amy worked with the office of the President to organize 
PHA’s archives and historical documents. After her graduation in 2011, Amy plans to study 
NonProfit Management in grad school, with the goal of someday running her own nonprofit.

Ellen Leoni, Advocacy and Awareness Intern

Ellen Leoni joined PHA as our Advocacy and Awareness intern after a conversation with PHA staff 
at an internship fair piqued her interest. As an intern at PHA, she helped to coordinate Advocacy 
and Awareness programs, starting with the August District Visits. She also collected feedback on 
PHA’s Action Kits in preparation for Awareness Month and helped to organize the Congressional 
Luncheon, among other projects. She says she enjoyed her internship because of the insights 
it gave her into the human component of awareness raising. Ellen will graduate from American 
University in December with a B.A. in American Studies and Psychology.

Naeha Gupta, Medical Services Intern

A senior at the University of Maryland, College Park, Naeha Gupta came to PHA as the Medical 
Services intern. Her responsibilities included putting together PHA membership packets for 
medical professionals and sending them to new members. She also helped collect information 
and identify an effective format for an emergency medical services flipbook, which will help 
medical workers assist PH patients experiencing emergencies. “i’m usually in a hospital 
wearing scrubs,” Naeha says, “so it’s good to see the other side of things.” She will graduate 
from the University of Maryland in 2011 and plans to apply to medical school.

Janelle Winters joined PHA as a temporary staff member for summer 2010, working with 
the Medical Services department. She has a Bachelors degree in Zoology and the History of 
Science, Medicine and Technology from the University of Wisconsin-Madison, and received her 
Masters degree in Epidemiology and Public Health from yale in spring 2010. Her interests in 
nonprofits and international health led her to PHA. Throughout the summer, she worked with 
PHA’s online University, improving the evaluation system to enhance the quality of the courses 
offered. Janelle left PHA at the end of the summer to teach biology. Thank you, Janelle!

Thank you, Janelle Winters, Medical Services Summer Staff Member!
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Race 2 Cure PH: Taylor Caffrey Memorial 5K Run/Walk

o
n June 5, the inaugural Race 2 Cure PH: Taylor 
Caffrey Memorial 5K Run/Walk took place in Anaheim 
Hills, Calif. Honoring the life of 4-year-old 

Taylor, who lost her battle with PH in 
September 2009, the race brought an 
entire community together, netted nearly 
$30,000 for PHA’s Research Program and 
helped a family cope with the grief of an all-
too-soon loss of a very special young girl.

Taylor’s mother, Shari Caffrey, who 
organized the event with her husband 
Michael and a committee of dedicated family 
and friends, explains, “Tay’s passing was 
such a shock. When something like that 
happens, you begin running through the ‘if 
only’s’ — if only she had been diagnosed 
sooner, if only we had more knowledge of PH.”

The Caffreys took these “if only’s” and changed them 
into a “Let’s do something about it” mentality. Toward the 
end of 2009, Shari and Michael began exchanging ideas 
and pulling together a planning committee of friends and 
family to brainstorm awareness-raising ideas. Eventually, 
they settled on a fun run. “From the beginning, we knew we 
wanted it to be a family-friendly event,” Shari says.

The Caffreys and the Race 2 Cure PH committee 
stayed true to this vision. Taylor’s personality was woven 
into nearly every aspect of the day — from the blue balloons 
(Taylor’s favorite color) to pictures of Taylor on each mile 
marker, to Rice Krispies treats and glow-in-the-dark bracelet 
giveaways for children. “We found inexpensive ways to make 
kids happy,” she says.

Nearly 600 registered walkers and runners came out 
to support the cause, including athletes, community groups, 
extended families, schools and companies — many who put 
together their own walk teams. “[The day] felt almost like 
a wedding!” Shari exclaims. “People not only showed up, 
but they cared. our mission was to get the word out about 
PH. i think that’s the reason we haven’t found a cure — not 
that people don’t care, but there’s not enough information 
available to the general public. That information has the 
power to move people to action. The most amazing thing to 
me was that everyone was moved to action that day.”

So what’s in store for the 2nd Annual Race 2 Cure PH 
scheduled for June 4, 2011? in addition to maintaining a 
strong emphasis on PH education, the Caffrey family has 
plans to “go bigger, better, louder, with more exposure!” 
Shari explains. A 1K fun run will be added for the very 

young, and additional vendors will be there so the planning 
committee can truly promote the event as a “family fun day” 
for the entire community.

And of course, Taylor’s legacy will continue to live 
on through each future race. “i’d like to think Tay is an 
inspiration to the PH community. She was 4 ½ and had her 
whole life to live,” says Shari. “There’s always hope; it’s 
what wakes you up every day.”

For more coverage of the inaugural Race 2 Cure PH, 
visit PHA’s featured special event stories at 
www.PHAssocation.org/SpecialEvents/FeatureStories

For more information about Race 2 Cure PH and 
related events, visit www.TaylorsWish.org w

last September, we lost our 4-year-old daughter Taylor 
to PH. We were devastated, and we began our journey 

through the stages of grief: shock/denial, pain/guilt, 
and anger. That is when i decided that i was going to do 
something about it.  

i sought help from PHA. The staff encouraged 
me when i got depressed or doubted my ability to do 
Taylor’s memory justice. Happily, i got to talk about 
Taylor, which was very therapeutic. My grief started 
turning. i began working through my feelings of loss.  

Although emotionally difficult at times, it was quite 
cathartic. i have not completely accepted Tay’s passing 
yet. But, i do have hope for our future and for the future 
of PH research. 

Turning Grief to Hope: 
Shari Caffrey in her own words

Above: A stadium sign advertises Race to Cure PH: 
Taylor Caffrey Memorial 5K Run/Walk.
 Left: The Caffrey family — Michael, Shari, and 
Taylor's sister Brooke — kick off the event.
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What Does it Take to Plan a Special Event?
Fundraising through a special event: The second in a four-part series.

H
osting a special event gives you and your community 
the chance to contribute to PH research, patient 
services and education. Deciding to host a special 

event is a big step, but there’s no reason to get 
overwhelmed as you begin planning — not even over 
money matters!

your event can generate funds through two sources: 
sponsors and donors, and participants. your task is to 
develop a strategy that integrates both to the best extent.

FUNDRAISE THROUGH SPONSORS AND DONORS 
your creativity in finding and soliciting sponsors, as 

well as making the most of their donations, will make a 
huge impact on your event. Even if sponsors decline to 
give money, don’t rule them out! Their donated goods and 
services can drastically reduce your expenses.

Make a contact list. Family and friends’ 
workplaces, local businesses and even specialty 
pharmacies may all be interested in supporting your 
event. 

Face-to-face time is key! Contact potential 
sponsors in person, bringing them news of your event, 
with details included in a letter or packet. Promise to 
honor their donation with recognition at the event — for 
example, including company information in participants’ 
goody bags. Businesses are attracted by the opportunity 
to advertise at your event! Tailor your requests to fit 
your needs and a sponsor’s ability to meet them. Some 
businesses may support the event by donating items 
or gift cards for use in a raffle or silent auction. Grocery 
stores and restaurants may provide food. Printers may 
provide special rates for fliers and signs. 

FUNDRAISE THROUGH PARTICIPANTS 
As you coordinate your event, decide whether you 

want to ask participants for a registration fee, set a 
personal fundraising goal or some combination of both.

if you decide to charge a registration fee, keep your 
own costs in mind, as well as what participants will get 
from attending the event. Event coordinators generally 
ask for $15-$35 for fun walks/fun runs, $50-$150 for 
galas and $75 or more for golf tournaments.

you can reasonably increase your fee if you are 
providing other goods or services (including donated 
goods or services) to participants. you can encourage 
involvement by offering discounts — for example, creating 

family/group registration rates or discounts for children 
12 and under.

if asking participants to set a personal fundraising 
goal, encourage them to raise the money in advance 
by finding their own sponsors. These participants then 
present the money before or at the event in order to 
take part. PHA offers easy-to-use online fundraising tools 
for special events, making personal fundraising goals 
easy to reach! For more information, contact Jessica 
McKearin, PHA’s Special Events Manager, at Events@
PHAssociation.org or 301-565-3004 x765.

DON’T JUST TAKE OUR WORD FOR IT!  
Here’s a real-life example of a mother-daughter duo 

from the PH community who took a creative idea and ran 
with it. And the awareness-raising and fundraising results 
followed! For the past two years, teenage PH patient 
Lauren Johnson has pulled off the successful fundraiser, 
Painting a Stroke of PHenomenal Hope. inspired by a 
cake decorating fundraiser, she and her mother, Melissa 
Johnson, turned Lauren’s love of art into an event. Lauren 
asked friends at an art studio to paint a picture in only an 
hour and a half, and then contribute their work to a silent 
auction. Participants paid for games and food, which 
were supplied by donors such as local restaurants and 
Lauren’s church. Lauren was able to provide a carnival 
for the children as well. “it’s amazing to see how it goes 
from nothing to huge,” Lauren says.

Lauren recommends that event planners really try 
to give themselves enough time — don’t rush! The first 
time she put on the fundraiser, she only had two months, 
which was very stressful. The second time, she gave 
herself six months to plan everything, contact the media 
and hand out fliers.

When it comes to planning a fundraiser, be ready to 
incorporate anything people are willing to give you. “it’s a 
matter of asking and not being afraid,” Lauren says.

For more information about writing letters to 
sponsors or planning special events in general, 
visit the Special Events section of PHA’s website at 
www.PHAssociation.org/SpecialEvents or contact 
Jessica, PHA’s Special Events Manager, at JessicaM@
PHAssociation.org or 301-565-3004 x765. Look for 

the next part in our series, “What Does it Take to Plan a 

Special Event?” in the next issue of Pathlight. w
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Participants battle it out in the putting contest that kicked off the 3rd 

Annual Swing 4 the Cure — Wojo PH Golf Classic. The event took 

place in Tustin, Calif., and raised more than $35K for PH research.

This group poses for a picture at the 2010 JFK Tower 

Golf Tournament in White Plains, N.y. The long-standing 

fundraiser is held annually in honor of Rachel Abraham.

Lil “Battle” Long takes the stage during the Long Battle for Nicky 

Fundraiser in Cleveland, Miss. Long held the event in July in memory of 

her best friend Nicky Roberts and continued to honor Nicky and spread 

PH awareness by swimming the Mississippi River in September.

A place setting is displayed at one of the PHood PHight 

Against PH house parties in Emeryville, Calif. organizer 

Denise Bradby hosted several of these dinner events.

From the Mississippi River to the Kitchen Table: 
Special Events Raise Awareness in All Different Ways

The Minnesota PH Support Group — along with family, friends and medical professionals — gathered together at the 10th 

Annual Picnic in August. The group had its biggest attendance yet and enjoyed a sunny day filled with food and fellowship!
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Sat., oct. 16, 2010 
PHA Benefit ConCert 
WHere: Austin, Texas
DetAiLS: Whit Harrington at 
whitharrington@hotmail.com or 
512-804-1565; or Al Shire at  
alshire1@gmail.com 

Sat., oct. 23, 2010 
2nD AnnuAL “tHrougH teArS ComeS 
LAugHter: An Afternoon of ComeDy to 
Benefit PHA” 
WHere: Cornelius, N.C.
DetAiLS: Glenn Johnson at 
gajohnson1214@yahoo.com 

Fri., Nov. 5, 2010 
8tH AnnuAL inLAnD nW PAH SuPPort 
grouP LunCHeon
WHere: Spokane, Wash.
DetAiLS: Linda Pall at 
lpall@wsu.edu or 509-335-3080  

Sat., Nov. 6, 2010
3rD AnnuAL BALtimore PH WALk for 
HoPe
WHere: Baltimore, Md.
DetAiLS: Janice Frederick at 
jfrederi@medicine.umaryland.edu or 
410-328-7260 

Sat., Nov. 6, 2010
PHenomenAL HoPe for A Cure 
WHere: omaha, Neb.
DetAiLS: Cindy Klein at 402-699-0733 
or clein1058@aol.com 

Sat. & Sun., Nov. 6-7, 2010
J. PAtriCk gArCiA 5k fun WALk/run & 
Benefit LunCH
WHere: Albuquerque, N.M.
DetAiLS: Jason Garcia at 505-506-
3211 or jpatrick20@gmail.com

Sun., Nov. 7, 2010 
10tH AnnuAL rACe AgAinSt PH
WHere: Stanford University Pac-10 
Plaza, Stanford, Calif.
DetAiLS: www.raceagainstph.org 
or contact Lori Barth or Victoria 
Rodriges at wallcenter@stanford.edu 
or 800-640-9255

Sat., Nov. 13, 2010 
2nD AnnuAL ArizonA Cure PH CASino 
nigHt
WHere: Phoenix, Ariz.
DetAiLS: Sharon Venrooy at 602-978-
2473 or svenrooy@cox.net; 
Joanne Deoliveira at 
chouchoute07@gmail.com

Sat., Nov. 13, 2010 
3rD AnnuAL SoutH fLoriDA PH fun WALk
WHere: Pompano Beach, Fla.
DetAiLS: Pat Hellyer at 561-628-5597 
or phellyer@wxel.org

Sat., Nov. 13, 2010
2nD AnnuAL PuLmonAry PintS: 
PuBCrAWL for PH 
WHere: Baltimore, Md.
DetAiLS: Ashley Boehk at 703-607-
4360 or ashley.boehk@gmail.com

Sat., Nov. 13, 2010
evening of AWAreneSS
WHere: Salt Lake City, Utah
DetAiLS: Christina Doak at 801-572-
1609 or jcdoak@comcast.net

Sat., Nov. 13, 2010
nortH texAS fun WALk for A Cure
WHere: Grand Prairie, Texas
DetAiLS: Sheila Williams at 817-938-
9639 or sheilamw67@yahoo.com

Sun., Nov. 14, 2010
PHA CoffeeHouSe/vAriety SHoW
WHere: Littlestown, Penn.
DetAiLS: Mary Hack Svikhart at 
merrycee@pa.net or 717-359-9092

For more special events coverage visit 
www.PHAssociation.org/SpecialEvents

To view a complete, up-to-date listing visit
www.PHAssociation.org/Events

Spring into 2011 with a Special Event!

now’s the perfect time to start planning your spring fundraising 
event! With PHA’s resources and support, you too can help 

bring us one event closer to a cure. To help get the ball rolling 
check out PHA’s Special Events Planning Guidebook at  
www.PHAssociation.org/SpecialEvents/Guidebook 

Want to stay connected to the Special Events community 
and get planning ideas and inspiration along the way? Sub-
scribe to our quarterly e-newsletter, Event-ful Times, by visiting 
www.PHAssociation.org/SpecialEvents/Newsletter



Anna won't let her illnesses stand in the way of accomplishing her goals and 

continuing to grow as a person. Her attitude is admirable as she reminds us 

that every "down" has an "up." 

— Joanne 

My Persistent Life by Anna Bower, Grand Junction, Colo.

w
hile reading stories told by patients with PAH, i have noticed a prominent message. 
Don't give up, and don't let your disease define you. i would like to think i have 
followed those guidelines pretty well. My life has changed, but only in ways i have 

allowed. i mean, we all have had to make adjustments: using supplemental oxygen and 
medications, visiting the doctor's office more often, and reaching for support — just to 
name a few. i think the main question to ask yourself is this, have you continued to grow 
as your own individual person? Do you continue with a sense of purpose? As a child i 
was taught that each person has something to bring to or teach the world. i was told that 
everything happens for a reason, even if we don't learn what that reason is in this life.

i have always been an active person. i loved camping, fishing, swimming, hiking, 
bike riding and almost every other outdoor activity as a child. i began playing soccer in 
grade school, and in high school i began coaching. in middle school i got to play on an 
international American soccer team in England. in middle school i also began to play 
music. it started with the clarinet, and i added saxophone, bass clarinet and bassoon, 
as well as percussion. in my spare time (between work, school, band and soccer, there 
wasn't a lot of it!), i would go white water rafting. The year after graduation, i rafted the 
Grand Canyon! Eighteen days of sun, sand, cuts, bruises, scorpions, bugs, heat (did 

“After	a	little	while,	

and	a	few	talks	with	

my	nurse,	I	realized	

why	I	was	on	this	

medication:	to	LIVE.”	

e D i t o r ’ s  c o r n e r
Hello again, PH Community,

Welcome to another edition of Persistent Voices. As I read the submissions, it was easy to 

see the common thread running through all these stories. Each patient is battling multiple 

issues, in addition to pulmonary hypertension. Having just recently joined this particular 

group with my own new diagnosis, I found these stories poignant and awe-inspiring. All of 

these brave PH'ers are now fighting multiple illnesses with thoughtfulness and wisdom. 

Resisting the urge to exclaim, "Why me??!" they use their experience to gain perspective 

and strength in their new fight. I think you'll also appreciate the last story of PH patient/

Support Group Leader Sharren Yamron, who lost her battle recently and is remembered 

lovingly by her son Samuel. We salute these special people and thank them sincerely for 

sharing their stories with us.

 For the cure,

Joanne Sperando-Schmidt, Persistent Voices Editor
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i mention sun?) and water! i always had loving parents and stepparents who encouraged and 
inspired me.

i was diagnosed in 2004 with SLE (systemic lupus). it caused intense joint pain in my hands 
and feet to the point i couldn't use my hands, and i was unable to walk. With that diagnosis, my 
life ended, or so i thought. i became depressed, and in essence i grieved for my life. i wanted to 
be a landscape architect, or maybe a high school history teacher, or maybe a psychologist. But 
how could i go to school if i couldn't take notes or walk through campus? And sometimes couldn't 
attend classes? i ended up dropping out of school entirely. i buried myself in a mountain of debt 
and, in general, attempted to escape life. At some point, i decided i had to live again. i had moved 
away to go to college, so i moved home for support. i lived with my parents, got a job, and even 
attempted school again.

My lupus seemed to come under control. i was able to walk regularly, open doors, and 
occasionally open jars. i decided to move away again to try to start my young adult life again, and it 
seemed to be going well. While i was not attending classes, i was holding a steady job and living on 
my own. My friends knew about my lupus and helped when i needed it. My family was close as well.

After a year or so, my lupus seemed to be active again. i started having more joint pain, 
rashes and, in general, felt awful. This roller coaster ride — my life with lupus — continued. i 
would heal and get better only to return to the pain. But after a few years of ups and downs with 
my health, things seemed pretty steady. i was “in control” of my life.

That is when i started having issues with my heart. i was told i had pericarditis, which 
means the pericardium is swollen. My heart literally hurt. i had a feeling things were going to get 
bad for me, so i decided against renewing my lease and moved home. For a few months things 
were fine, and i thought i had just been scared. Then it hit me fast and hard. over the course of 
a week or two, i began having trouble breathing while lying down. it got to the point where the 
day after Christmas, i went to my on-call doctor. And thus began the diagnosis for pulmonary 
arterial hypertension, and yet another course of my life. i was lucky; it only took a few weeks to 
be diagnosed and then another month to get in to see a specialist. A month after that, i was on 
iV RemodulinTM.

Again, my life as i knew it was over. They said i was likely to have less than two years without 
medication, and with medication, no one knew. At the end, i could look forward to a lung transplant 
if i was lucky. i closed myself off. My doctor wouldn't let me return to work, and i started getting 
disability. After a little while, and a few talks with my nurse, i realized why i was on this medication: 
to LiVE.

i began to live again. i grabbed old friends and brought them back into my life; i picked up 
my camera and started taking pictures again. it was great! i may not be able to go out in the 
sun without sunscreen, hats and long sleeves, but i can go out. i may not be able to run with my 
nieces, but i can go to the park with them. i may not be able to do marathon shopping at the mall, 
but i can enjoy an afternoon out shopping. one of the reasons i am doing so well is my persistence 
and optimism. i look back fondly at what i have done without regret, and i do what i can, how i can. 
i started taking classes again this fall, even one is a start! Maybe someday i can move out on my 
own again. i still have my ups and downs, but i know that with every down, there comes an up. w
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“My	secret:	learn	to	be	

your	own	best	advocate	

and	NEVER	GIVE	UP!”	

Tom was so fortunate to find a doctor who wouldn't give up on him, and he 

went on to pioneer a local PH support community. He shares lessons learned 

and urges us to never, ever give up. 

— Joanne 

Tom Albertson, Lima, Ohio

w
hen i was first diagnosed with pulmonary hypertension back in 2004, the patient 
community didn’t know about babies suffering from PH or exactly why and how 
most of us developed PH. i was fortunate to have a cardiologist who read my 

echo-cardiogram and told me i needed an urgent appointment in Cleveland because my 
calculated pulmonary arterial pressure was over 50mmhg. At the time, i had no idea 
what she was talking about, but i knew at 50, i could no longer mow my lawn or even stay 
awake at work during a treatment team meeting, and i was the treatment team leader!

My experience in Cleveland was awesome. After months of testing, referrals to 
other departments, some suggestion that i might need a new heart and lungs and 
much worrying about the outcome, my pulmonologist told me that i was too sick to be 
included in any drug trials and too sick to be considered for transplant surgery since my 
liver disease precluded any anti-rejection medications. All along i had been researching 
this new disease called PH, and i was comforted that there was finally something that 
explained some of my symptoms.

My cardiologist in my hometown had been treating me with calcium channel 
blockers, but my right heart failure had precluded the continued use of these drugs.  At 
this point i had right ventricular myopathy and some leaking valves. it was interesting to 
look at previous echo-cardiograms to check the calculated pulmonary arterial pressures 
and see numbers above 40 as far back as 1996.             

My first medical treatment was in 1962 at the age of 10 when i was diagnosed with 
Raynaud’s disease. At 10 years old, i was started on a vasodilator called dibenzyline. i 
later learned that this diagnosis was the beginning of mixed connective tissue disease 
(MCTD), and today it is the connective tissue disease that caused my PH. No wonder 
i was suffering from congestive heart failure, autoimmune hepatitis, interstitial lung 
disease, insulin dependent diabetes, chronic kidney failure and GERD.

Thank goodness for PHA and its bulletin boards. i signed in as Joe Camel. Almost 
every patient i talked to back then is no longer with us and what a trauma that has been 
for me. i have met other patients, and through networking, i learned of other possible 
places i could go for treatment. i went north to Ann Arbor and saw one of the pioneers of 
PH research. i was given a workup and then referred to other departments for treatment 
of my other diseases. i was too sick to take any PH medications and was referred to 
an outpatient clinic to treat my “severe uncontrolled hypertension” and my “interstitial 
alveolitis.” The high blood pressure, which had developed and was first diagnosed at 
age 30, was still uncontrolled and the alveolitis was not treated because i could not take 
steroids. i was sent home to be put on “comfort care” to die.

Lucky for me, my pulmonologist thought that at age 53, i was too young to die, and 
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he decided to go for the necessary training to allow him to prescribe PH medications. i 
was first put on TracleerTM. i was so pleased that it did not cause any further damage 
to my liver. The TracleerTM helped, but my physician wanted to prescribe a prostacyclin 
such as FlolanTM or RemodulinTM. We decided to implant a catheter into my chest wall 
so that i could receive iV RemodulinTM. Unfortunately, i developed enough side effects 
that the RemodulinTM had to be stopped. i was then trained on VentavisTM, but i couldn’t 
tolerate the treatments because of the pain associated with the lung disease and the 
inhalation necessary for the VentavisTM. Finally, TyvasoTM was approved by the FDA, and 
i was so excited to start this new drug. 

i found out about TyvasoTM in May 2009. By September, it was approved by the 
FDA, but we were still waiting for Congress to make the decision about Medicare. Would 
it be billed as Part B or Part D? i was so impatient! My pulmonary arterial pressure 
means were rising, and i was now at over 70mmhg. i knew that 16mmhg is a normal 
pressure, and by my increased fatigue and shortness of breath, i knew that without 
further treatment, i would not live much longer. i knew i couldn’t wait for anyone else 
to get the job done, so i called one of my senators in Washington, D.C., and explained 
the situation. it wasn’t just me, but hundreds, maybe thousands, of patients wanted so 
desperately to try this new TyvasoTM, and time was so critical. Early in December 2009, 
i got a call from my senator’s office and was told that Medicare could now process the 
claims for TyvasoTM. i immediately called PHA and spoke to several friends. i called my 
specialty pharmacy and told the insurance people who were very excited.  

i have now been on TyvasoTM since December 2009 and recently had my PAP 
measured and got a wonderful result of 65mmhg. if nothing else, the escalation has 
stopped and my numbers have rolled back slightly. Life is still difficult, but i am still 
so grateful for each and every day! My secret: learn to be your own best advocate and 
NEVER GiVE UP! Say a prayer each day and thank your God for the blessing of life you 
have been given. w

We've often heard, "It's not what happens to you, but how you deal with it." 

This eternal truth comes through in Grace's story as she shares what she's 

learned and how she keeps moving forward with her life.

— Joanne 

Grace Finkle, PhD, Cary, N.C.

a
s a psychologist, i know it is important to have a positive attitude — in general, 
toward oneself, toward others, toward adversity. As a patient with PAH, scleroderma, 
Sjogrens disease, Raynaud’s disease, fibromyalgia and other medical conditions, i 

know that keeping a positive attitude can be challenging. i know we can’t control what 
comes our way in life, although we can try to avoid risky situations and use our best 

P e r s i s t e n t  V o i c e s
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judgment. The important thing is to approach what we are dealt with the best we can. 
Sometimes this involves taking a stand, getting a second opinion, fighting to stay strong. 
At other times, it involves acceptance, prayer, support of loved ones, and the right 
specialists. And it involves having a “persistent voice” in our care and with ourselves and 
others, making our best way in life with what we have. i truly believe that everyone ends 
up having to deal with at least some type of adversity or loss. There are the “necessary 
losses” that Judith Viorst discusses in her book of that title, such as those of aging and 
losing loved ones with time. There are also the unusual ones, the “unnecessary” ones, 
such as PAH. How we deal with this defines us, versus the other way around.

i am 57 and have worked for 24 years as a clinical psychologist at a state 
university’s counseling center, helping college students deal with personal, academic 
and career issues. i feel very fortunate to (“knock on wood”) still be able to work in a 
field where i can give to others in need. it is a daily effort to get up when i ache and am 
tired. i am lucky that, once i am there, my work is not physical, and i can still do it well. 
i feel that whatever we go through in life can enable us to help others. Since the PAH 
and scleroderma support groups help me, i thought that i would start a Wellness Support 
Group for students living with chronic illnesses. This has worked well. Although the 
students have different illnesses, they share and understand each others’ experiences. 
Like the students helping each other, we all do this in innumerable ways when we give 
to others by kindness and understanding in our daily lives.      

Looking back, i probably had PAH since i was 24, when i came down with autoimmune 
disease symptoms. i couldn’t raise my arms or legs very much and couldn’t go up steps 
or inclines without feeling pain, stopping all the time, and breathing heavily. i also 
developed Raynaud’s disease, which causes painful symptoms like frostbite in fingers 
and toes due to the constriction of blood vessels. i wasn’t referred to a rheumatologist 
or a pulmonary doctor. My primary care physician said i had a virus. About five years 
later, i was finally referred to a specialist and received the diagnosis “undifferentiated 
connective tissue disease” and pulmonary fibrosis. it wasn’t until i started seeing a 
rheumatologist at Duke University Medical Center in 2000 that i was diagnosed with 
scleroderma. Scleroderma is the cause of my PAH, which wasn't diagnosed until 2002, 
when i got a pericardial effusion. i now take RevatioTM and VentavisTM. i manage my 
VentavisTM treatments every two hours around my work schedule, which has been a 
challenge. i am so lucky that my long-term boyfriend Jack recommended Duke and has 
taken me to all of my appointments since then (and has stuck with me in his caring way).    

i know that PAH is progressive (although i absolutely HATE it when anyone says 
this to me). But then again, so is life. There are things that we may have to give up, and 
there is help that we need to accept. Right now, i am fortunate to be working. For 10 
years, i loved my hobby of singing in the chorus of an opera company. However, i had to 
stop because it became too demanding physically. i can still sing at home.    

We have to live the song that we’re given, which may have words that we don’t like, 
but we can change how we approach the singing of it. w

P e r s i s t e n t  V o i c e s
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Marilyn's story is one you won't soon forget. She bravely shares her battle 

with drug addiction and her journey with PH and the challenges that come 

with it.

— Joanne 

Marilyn Clements, Woodland, Calif.

m
y journey started in 1996 when i started feeling short of breath while walking a 
short distance. i went to my primary care doctor and told him i had been smoking 
methamphetamine for about six years. He heard a distinct heart murmur and 

referred me to cardiology. That doctor ordered a heart catheterization, and during the 
procedure, they decided to check the right side of my heart. As i sat in my room, awaiting 
the results, a lady doctor came swooping in and jammed an oxygen hose up my nose 
and told me i had pulmonary hypertension with two to five years to live. Then they sent 
me home. Little did i realize that i was lucky to be diagnosed right away.

When i left the hospital, i got on the internet and began to cry when i saw the 
information that was available at the time. At my follow-up appointment with the 
pulmonologist, i waited about an hour in the exam room for the doctor. When she 
arrived, she apologized for taking so long, but she said she was reading a book about 
PH since she had never dealt with it before. She told me that i would have to quit doing 
drugs so i could start the business of getting a double-lung or heart-lung transplant. i was 
so far in denial that i just kept doing my drugs every day. The doctor put me on calcium 
channel blockers and saw me about every three months. She would always ask me if 
i had quit yet, and i would say no. She also told me about FlolanTM and how it worked, 
but i didn’t like that either.

About a year later, i saw a new pulmonologist. He asked me if i was still doing 
drugs, and i told him yes. He said if i would quit, he would refer me to the University of 
California Davis Medical Center (UCD) in Sacramento, and after i had been clean for six 
months, they would put me on FlolanTM. i told him i didn’t think that was going to happen. 
Then he said, “you need to go home and start reading the Bible, Romans in particular.” 
That was it! That was the moment that made me face reality. When i saw him next, i had 
been clean for two months and was ready to do what i had to do. 

 Four months later, i met Dr. Allen at UCD in September 2000; i was stage four. 
He put me in the hospital right away and started me on FlolanTM. For the next six years, 
my symptoms lessened and i felt better. i even started going to support group meetings 
in Sacramento where i met Debbie Baugh and her co-leader, Karen Alcauter. They were 
both on FlolanTM, and we became good friends. Karen was very sick, but before she 
passed away in 2003, she made me promise to take her place as co-leader of the group. 
So, that’s what i do. We have an awesome group of people, and we meet every other 
month and have a great picnic every September.

But with FlolanTM comes problems; about once a year i would get a major line 
infection and spend a week or more in the hospital receiving iV antibiotics and getting 
a new line in my chest. i wanted to go on the “new” TracleerTM, but Dr Allen was 

P e r s i s t e n t  V o i c e s
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reluctant to do so because the FlolanTM was working so well for me. Finally, after another 
major infection, he started weaning me off FlolanTM, and i started taking TracleerTM. 
Everything was fine for 18 months until my liver enzymes started to rise. i had to stop 
taking TracleerTM, and Dr. Allen told me about a clinical trial that was going on for oral 
RemodulinTM. it required that i go 30 days without any treatment; then i would either get 
the real drug or the placebo for 12 weeks.

That sounded kind of scary, but i had been going to Weight Watchers, lost 60 
pounds and was feeling pretty good as long as i didn’t exert myself. i agreed to do the 
trial. As it turned out, i was on the placebo for the first 12 weeks. i firmly believe that if i 
had not lost the weight, i may not have made it through four months with no treatment. 
Finally, in January 2008, i started taking the real drug. i knew it was real right away 
because i had headaches and nausea every day for a while. Now, i only get occasional 
headaches and flushing, and i feel great. in fact, i feel better than i have in 40 years, 
and i’m looking forward to being around many more years. 

i have never told my full story for PHA or anywhere else because i was ashamed 
of my drug use being the cause of my disease. Most people don’t talk about it for a 
number of reasons, but i really feel that telling the truth is a big part of my therapy and 
recovery process. of course, the doctors say i have idiopathic PH, and they can never 
be sure of the cause. But when you read the information about PH, you learn that 
methamphetamine use is sometimes associated with the development of PH. i do not 
have any other disease, and i believe i am luckier than most because i have responded 
to treatment so well. 

Now, if i could just get myself to exercise more, everything would be perfect! w

Simply put, this is a family love story. A son's admiration for how his mom 

battled PH, cancer, tumors and two lung transplants. What an extraordinary 

woman, lovingly remembered by her son. 

— Joanne 

Pittsburgh, Penn., Support Group Leader Sharren Yamron Will Continue to 
Be an Inspiration Beyond Her Passing 
As told by her son Sam Yamron

w
hen my mom, Sharren yamron, was first diagnosed with primary pulmonary 
hypertension in 1993, being the social person she was, she sought out other 
patients with the same disease in the Pittsburgh area. Upon finding that there 

was no network or group in the Pittsburgh area, Mom decided to start a local support 
group — this was no surprise to anyone who knew her. What would eventually become 
the Pittsburgh chapter of PHA started off as only three patients around a kitchen table.  

Mom passed away on June 23, 2010, after fighting PH, breast cancer, brain 
tumors, and having gone through two lung transplants. She loved being a support group 
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Your story is going to touch the 
heart of someone who reads it, so 
don’t think it isn’t worth telling. 

~	Jerry	Wojciechowski

The purpose of	 Persistent Voices	 is to allow 
patients and their families and friends to share 
their personal experiences and coping strategies 
with one another. It is not to provide medical 
advice on personal health matters, which 
should be obtained directly from a physician.	
Persistent Voices, Pathlight and PHA assume 
no responsibility for readers’ actions taken as 
a result of their interpretation of information 
contained in the publication. Please submit your 
stories, with contact information and appropriate 
photograph, to: Megan Mallory, “Persistent 
Voices,” Pulmonary Hypertension Association, 
801 Roeder Rd., Suite 1000, Silver Spring, MD 
20910, or as an attachment (.pdf, .doc, .docx 
or .rtf) to print@PHAssociation.org. (Submissions 
may be edited for length and clarity.)

leader and often times referred to it as her baby. She was so proud that 
at recent meetings, there had been more than 60 patients along with their 
families, doctors, nurses and other medical support staff attending. She 
loved bringing people together and providing any help that she could offer, 
especially in the form of providing her insight and thoughts with patients 
when she would take calls on the Patient-to-Patient Support Line (formerly 
the Patient-to-Patient Helpline). Anyone who knew Mom knew she was an 
advocate and a friend who was devoted to giving her time and help to others 
so that she might encourage them to fight for survival and enjoy life the way 
she did.

The most notable quality and often repeated statement about Mom’s 
character was that of her courage, determination and fight. She fought 17 
years with illness, having two lung transplants in 1995 and 2001, being 
diagnosed with breast cancer in 2005, having countless hospital stays and 
all the other complications that entailed. Throughout those 17 years, she 
stubbornly refused to let her illnesses prevent her from enjoying life. Her 
doctors told her that her story was often told as an example of what one 
could accomplish with such limited physical capacity. Her story would inspire 
others to enjoy life and live it to its fullest. 

i know that Mom inspired many people during her short time, but 
most of all, she inspired her family. She always made it known that her 
proudest job was being a mother to my brother and me. She was tireless 
in her devotion to us. Every conversation or phone call always included the 
question of what we were eating and if we were keeping well fed. She loved 
us with all her heart and anyone who knew her, knew this to be true.  

one notable thing about Mom was that she enjoyed fashion and, in 
particular, very bright and colorful clothes. She would always get dressed 
up in brightly colored clothes when she would go out for her weekly 
chemotherapy treatments. in fact, she always wore a skirt and would get 
dressed up no matter where she would go. When she would enter a room, 
she would immediately brighten it up with her appearance, and if you 
spoke to her, she would brighten your day with her cheerful demeanor and 
optimism. She lived life with enormous passion, and it was love of life that 
kept her going.

one thing Mom never did much care for and was a bit embarrassed 
about was being refered to as brave. She said she didn’t keep on fighting to 
live simply for the sake of fighting. She loved life and didn’t want to miss one 
bit, whether it be a big event — such as my graduations from high school, 
college and law school — or the daily events of having dinner with her family 
or eating chocolate. Mom’s enormous appreciation of all that she had and 
that was around her will continue to inspire me, and it is my hope that her 
passion for living can inspire those who read this as well. w

“I	know	that	Mom	

inspired	many	people	

during	her	short	time,	

but	most	of	all,	she	

inspired	her	family.”	

Patients: 335
Caregivers: 259
Children: 42
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Surfs Up: Conference Through the Eyes of the Theme Contest Winner

i
f you “rode the wave” at PHA’s 9th 
international PH Conference and Scientific 
Sessions, then you have Melinda Schissel 

to thank for that! Melinda was the winner 
of the Conference theme contest with the 
theme “Riding the Wave to a Cure,” and 
with the conclusion of Conference, Melinda 
now looks back fondly on her three days in 
Garden Grove, Calif. 

“When i got to the Conference, the 
impact of seeing [my theme] everywhere was really wild. it 
was really fun to see!” Melinda says. She enjoyed seeing 
the wave concept carried out on everything from the program 
books and the Daily Wave newsletter to the signs and her 
Hyatt Regency hotel room key.

To get to Conference, Melinda spent nine hours in a car 
traveling from her home in Berkeley, Calif., but she says it 
was all worth it. “i got a lot out of it and i really liked it,” she 
says. “i think it's really great to see all the people there — 
even seeing all the other people with oxygen and taking the 
different medicines.” 

Melinda was a first-time Conference attendee, having 
received a complimentary registration for her winning 
Conference theme, and was looking forward to networking 
with other associated-condition patients. Melinda, who was 
diagnosed with pulmonary hypertension in 1998, was born 
with congenital heart disease and had never met another PH 
patient with this condition. She had the opportunity to attend 
the “Congenital Heart Disease & PH” session where she 
finally saw other PH patients with congenital heart disease. 

For Melinda, Conference provided lots of time for 
networking, allowing her to meet medical professionals, 
patients and others. She even had the opportunity to 
reconnect with the nurse who trained her on Remodulin™. 

During Conference, Melinda helped facilitate support 
group meetings for “PTE Patients and other Conditions 
Associated with PH” and “PHers Transitioning from one 

Medication to Another,” which also allowed her to 
forge new connections.

Having attended a number of large-scale events 
previously, such as the California PH Forum in June 
2009, Melinda noticed the thought that went into all 
the details at PHA's Conference. one aspect she liked 
was the availability of wheelchairs for patient use. “it 
just seemed like everything was full circle,” she says. 
“Everybody was really trying to make it a good event, 
make it easy, and everybody really understood.”
Melinda also enjoyed the Climbing for a Cure: 

Conference Opening and Keynote Address presented by 
the Path to a Cure climbing team, Dr. Raymond Benza, Dr. 
Robert Frantz and Jessica Lazar, MPA, PA-C. She especially 
appreciated seeing images of the team's pulse oximeter 
readings at the high altitudes on Mt. Kilimanjaro. For 
Melinda and other PH patients, similar readings are a daily 
occurrence. “i thought that was really great,” she says. “it 
was amazing what they did, and i think they really did get a 
feel for what it’s like on a day-to-day basis for a PH patient.”  

For those planning to attend the Conference in 2012, 
Melinda has some advice based on what she learned at this 
year's Conference. “Look through the program book ahead of 
time and really ‘plan your attack,’” she says. Melinda admits 
that in the excitement of everything going on, it’s easy to 
forget all the different activities you want to do. She suggests 
using your program book to plan out what sessions you want 
to attend and to find the people you are hoping to meet.

Will Melinda be attending PHA's 2012 Conference? She 
says, “you know, i would love to.” PHA’s 10th international 
Pulmonary Hypertension Conference and Scientific Sessions 
will be held June 22-24, 2012, in orlando, Fla. We hope to 
see everybody, including Melinda, there! w

By Suzanne Flood

PHA Marketing and Communications Associate

Conference 2010 by the Numbers — 1264 Registrants made this the largest PH meeting in the world!

Patients: 335
Caregivers: 259
Children: 42

Physicians/Researchers: 169
Allied Health Professionals: 155
Medical Students/Residents: 25

international Attendees: 102
Countries represented: 20

Volunteers: 113
Unclassified: 64



C
O

M
M

U
N

IT
Y

 C
LA

S
S

R
O

O
M t

his year at PHA's international PH Conference, PHA 
hosted the BlogosPHere internet Station, which 
allowed attendees to write about their personal 

Conference experiences and share those comments on 
their social networking websites or personal blogs. Select 
blog stories were also featured on the PHA Conference 
Blog (www.PHAssociation.org/Conference/Blog). Read 
on to find blog quotes from Conference attendees: 

 » “I thought the Conference was very informative, and I've 

learned so many things I didn't know before. I've met 

a lot of interesting people who share the same disease 

as I have, and I now know that I am not alone.”  
~ Elsa Dasigo, PH patient;  
Honolulu, Hawaii

 » “One of the most exciting things for me is seeing all my 

chat room friends in person. I feel like I am dreaming 

when I see them. How could I know these people? I 

never knew them before PH. We are now like one big 

family.” 

~ Jas James, PH Patient;  
Vancouver island, BC, Canada

 » “I have met so many people just genuinely passionate 

about PH and making a difference in the world. 

Meeting with PHers with the illness >20 plus years 

gives me much hope for my daughter's future.”  
~ Patty Slattery, PH Caregiver, Green Bay, Wis.

 » “Thanks to this Conference I now know that when 

someone asks my kids, ‘What is wrong with your mom?’ 

they will be able to tell them about all the people from 

different places and different ages that they met at 

Conference and hopefully raise the awareness that this 

disease does not discriminate.” 
~ Dana osburn Albert, PH patient; 
Cedar Bluff, Miss.

 » “I had a great time at the Conference and was only 

able to attend due to a scholarship from the Pulmonary 

Hypertension Association, as I am currently on 

disability. I would like to thank all the doctors, nurses, 

and volunteers — you made the Conference so special 

for me!” 
~ Christina Waldman, PH Patient; orlando, Fla.

in your own Words: Experiencing Conference through Blogging

PHa's international PH Conference featured 
remarkable speakers and presenters during the 

plenary sessions throughout the weekend. Whether they 
were emceeing, giving a presentation or participating on a 
panel, all our speakers deserve a round of applause. 

The Path to a Cure climbing team — Dr. Ray Benza, 
Dr. Robert Frantz and Jessica Lazar, PA — shared 
their experience summiting Mt. Kilimanjaro during 
Conference's opening Keynote address. Their journey on 
the mountain allowed them to experience many of the 
same symptoms that PH patients experience every day. 
Visit http://phamultimedia.org/UnityWalks/ to view the 
video that introduced the climbers at Conference. 

Drs. Vallerie McLaughlin and Victor Tapson informed 
and entertained the audience Friday night during the 
Unraveling the Mysteries of PH dinner. Their presentation 
even included a closing limerick! 

The Journeys Luncheon on Saturday provided 
insight on the close relationships that develop between 
PH specialists and their patients as patients and their 
doctors shared their PH experiences with Conference 
attendees. 

The Founders' Dinner — A Seat at the Kitchen 

Table — on Saturday night would not have been complete 
without a keynote speech from Carl Hicks, Jr., PHA's 
former Chair of the Board of Trustees.

Sunday's Next Generation of PHA Leaders Breakfast 
introduced attendees to a panel of PH community 
members who are pursuing exciting initiatives to promote 
the PH cause and further PHA's mission.

PHA extends a special “thank you” to every speaker 
and presenter at this year’s Conference. These speeches 
and presentations — and the individuals who give them 
— keep hope alive in the PH community. w

Thank you, international PH Conference Plenary Speakers

 www.PHAssociation.org      PATHLiGHT FALL 201046



C
O

M
M

U
N

IT
Y

 C
LA

S
S

R
O

O
M

Volunteers: PHA Conference Heroes!

w
ho were those 
people at PHA's 
international PH 

Conference wearing the 
bright aqua blue T-shirts? 
Patients, caregivers, 
medical professionals 
and industry staff took 
time out of their busy 
Conference schedules 
to give back and help 
out with all types of 
jobs. 

Room Host volunteers introduced breakout 
sessions, kept track of time and helped speakers with 
audio-visual needs. Registration volunteers welcomed all 
attendees and helped answer many questions for those 
getting acclimated to this dynamic event. Volunteers 
helped manage games and field trips for the Kids' 
Room, worked backstage at the Fashion Show, and 
helped monitor doors during the Scientific Sessions. We 
couldn’t do it without our volunteers! 

While we only needed 113 volunteers, more than 
190 Conference registrants stepped up and offered to 
volunteer, and we thank you. our volunteers gave up 
their own time to help us and, therefore, help others 
take full advantage of Conference! A special thanks 
goes out to the volunteers who went above and beyond 
and dedicated most of their time at Conference to 
volunteering: Bill Bockhorst, Jack Nino, Mary Felkel, 
Deborah Kersman, Ruth Walegir, Perry Mamigonian and 
so many more. We couldn’t have done it without your 
time and energy! w

PHA's international Conference Makes the News!

Viewers of Garden 
Grove, California’s 

Channel 3 caught the 
Wave to a Cure during 
PHA’s 9th international 
PH Conference. The 
station aired a news 
segment that highlighted the stories of PHA Board 
Member Carl Hicks, patients Evette Britton and Diane 
Ramirez and the Path to a Cure team, Dr. Ray Benza, Dr. 
Robert Franz and Jessica Lazar, PA. you can view the 

news clip at www.youtube.com/gardengrovetv3#p/a/
f/0/5jD871Jn3Hw 

in addition, Dr. Val McLaughlin and PHA President 
Rino Aldrighetti conducted 15 interviews on PH as part of 
a three-hour radio tour before Conference. They reached 
2.5 million listeners live and as many as 4 million through 
recorded interviews.

Learn more about PHA’s media awareness 
campaign at www.PHAssociation.org/Awareness/
ThroughTheMedia or by contacting Elisabeth: 301-565-
3005 x759 or Elisabeth@PHAssociation.org w

Volunteers by the Numbers:
•	 509 volunteer shifts

•	 113 volunteers (not including 217 

volunteer speakers)

•	 14 types of volunteer support

•	 1 GREAT TiME!

"I had a great time, and I look forward to 
another opportunity to put on a volunteer 'T' 
and go to work. I got to meet some interesting 
people and to hear some wonderful stories/
words of wisdom. Sign me up for Florida!" 

~ Volunteer Paul Fairman, 
MD, FACP, FCCP,

Virginia Commonwealth University

Volunteers assist with Conference registration.
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PHa was honored and delighted to welcome 23 
leaders of international PH associations to our 

First international Leaders’ Summit on June 24. The day 
was packed with presentations on developing patient 
education programs (Hall Skåra of Norway and Ümit Atli 
of Turkey), engaging volunteers and grassroots players 
(Paula Menezes of Brazil and PHA’s Debbie Castro), 
developing medical education (Vallerie McLaughlin, 
MD), fundraising (Gerry Fischer of Austria and PHA 
President Rino Aldrighetti) and raising awareness of PH 
through social networking (PHA's Emma Bonanomi). The 
day was brimming with relevant, excited and engaged 
conversation. Representatives of Australia, Canada, iran, 
ireland, israel, Japan, Mexico and Venezuela contributed 
ideas and experiences. 

Guests described the Summit as “truly 
inspirational,” saying that the event “recharged [their] 
batteries.” Perhaps even more impressive than the skills 
and ideas that leaders are returning home with, hugs and 
handshakes abounded, reaffirming to us all what true 
partners we have in this fight. 

Since PHA committed to supporting the growth and 
development of international PH communities in 2002, 
at least 50 PH associations have formed worldwide. The 
leaders of these groups are patients, parents, family 

members and medical professionals — just like PHA’s 
own founders. These groups are responsible for lobbying 
for medication approval and research funding, writing 
and creating translations of critical PH information to 
serve their countries, and boosting the spirit of their own 
communities and each others’ work. 

Nearly 100 international guests attended the 9th 
international PH Conference and Scientific Sessions, 
representing 20 countries (seven of which had never 
before been represented at Conference!). w

By Christine Dickler, PHA Associate Director, International Services 

First international Leaders’ Summit Marks 
High Tide in Education and Relationship-Building

Relive the Experience with 
our Conference Video 

and Photo Gallery!

During Saturday's dinner at the 9th international 
PH Conference, PHA previewed a video 

highlighting the excitement of the first two days 
of Conference. This video is now available on our 
website for all to see! it showcases everything 
from the international Leaders' Summit and Meet-
ups to the Hallway of Hope and more. you can 
also check out highlights from Conference events 
in the best-of-the-best Conference Photo Gallery 
on our website. For those who were unable to 
attend Conference, the video and photo gallery 
will make you feel like you were a part of the 
action. View the video and photo gallery at: 
www.PHAssociation.org/Conference

i n t e r n a t i o n a l 
n e w s

Hall Skåra, PH patient and president and founder of PHA Norway, 
presents during the International Leaders' Summit.

PHA Classroom, Now in Session!

PHa is proud to announce the launch of our new 
e-learning center for patients and caregivers, PHA 

Classroom. Throughout PHA's international PH Conference, 
we recorded a number of Medically Led Sessions and 
Patient/Family Led Sessions, which will be added to PHA 
Classroom on a rolling basis. Sessions that are currently 
available include “Changing to Different PH Medications: 
important Things to Know Before, During and After” 
and “Pulmonary Hypertension, Lung Disease and Low 
oxygen Levels.” PHA Classroom is a program of the PHA 
Medical Education Fund and will provide continuing patient 
education on various topics dealing with PH. Visit PHA 
Classroom at www.PHAssociation.org/Classroom
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2nd Annual UNC-Duke Research Triangle Pulmonary 
Hypertension Symposium
october 22, 2010
The Friday Center
Chapel Hill, N.C.
Email: Jennifer_Mayfield@med.unc.edu
Call: 919-962-7399

8th Annual Update in Pulmonary Hypertension: Tufts 
University and Medical Center
December 3, 2010
Hyatt Regency Cambridge
Cambridge, Mass.
www.ganesco.com

B u i l d i n g  M e d i c a l  E d u c a t i o n  i n  P H
A Partnership Initiative to Advance Medical Understanding of Pulmonary Hyper tens ion

m e D i c a l  P r o f e s s i o n a l s 

medical professionals interested in learning more 

about partnering with PHA through Building 
Medical Education in PH for your next CME event, 

please contact Suzanne Flood, Marketing and 

Communications Associate, at 301-565-3004 x768 

or BME@PHAssociation.org

Building Medical Education in PH events are 
designed to foster partnerships between PHA and 
PH Centers to promote continuing education in 
the field of pulmonary hypertension through CME 
educational events. More information on upcoming 
BME events can be found on the calendar listing 
at PHA online University: 
www.PHAOnlineUniv.org/Calendar 

Platinum Level: Actelion Pharmaceuticals US, Inc. * Pfizer, Inc. * Gilead Sciences, Inc.

Gold Level: Bayer Healthcare * GlaxoSmithKline * Novartis Pharmaceuticals * United Therapeutics Corporation

Silver Level: Lung Rx

Bronze Level: Lilly USA, LLC * Teva Health Systems * Accredo Health Group, Inc.

General Sponsors: CVS Caremark * WWMR, a division of IntrinsiQ * CuraScript, Inc. 

T h a n k  Y o u ,  S c h o l a r s h i p  F u n d  S p o n s o r s !

Thanks to the generosity of a number of industry, group and individual donors, more than 180 PH patients and family 
members were able to participate in the 2010 Conference through PHA’s Conference Scholarship Program.

Actelion Community of Hope Fund * Actelion Fellows Fund * 
Gilead Community of Hope Fund * Pfizer Community of Hope Fund * 
Rochester, Minn., PHA Gala Community of Hope Fund * 
Barbara L. Smith Scholarship Endowment Fund * 
Mason Hoffman Scholarship Fund * Christen White Cranford Memorial 
Scholarships * Dean and Tammy Hazen Tribute Scholarships * 
Michelle Carr Memorial Scholarships * Wendy Bockhorst Memorial 
Scholarships * Heather Massey Memorial Scholarships * 
PHA Staff Scholarship * Harbor-UCLA PH Awareness Scholarship

On behalf of the entire PH community, PHA sends a heartfelt “thank you” to our many Conference Sponsors. 

T h a n k  Y o u ,  C o n f e r e n c e  S p o n s o r s !

And thank you to many others who generously 
added to the 2010 Scholarship Fund!
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t
his fall, PHA on the Road: PH 

Patients and Families Education 

Forum traveled to the Baltimore/
Washington, D.C., area and Dallas, 
Texas, to bring together patients, family 
members, caregivers and medical 
professionals. The regional forums 
provided many exciting educational sessions, 
covering a variety of essential PH topics. 

PHA would like to thank all those who attended and 
participated in the two PHA on the Road forums. Without 
your participation and desire to gain more education in 
the area of PH, these forums would not be a success. 
Attendees traveled from as far away as Stamford, Conn., 
to attend PHA on the Road in the Baltimore/Washington, 
D.C., area and as far away as Broken Bow, okla., to 
attend the forum in Dallas, Texas.

PHA also thanks all of our forum 
speakers as well as the members of our 
PHA on the Road planning committee. 
Thanks to your participation, we brought 
attendees information on a variety of 
topics, including Living with PH, Traveling 

with PH and — new this year — Caring for a Child 
with PH.

Stay tuned for our full recap of the 2010 PHA on 

the Road forums in the winter issue of Pathlight. Also, 
keep checking PHA’s website for future PHA on the Road 
locations (www.PHAssociation.org/OnTheRoad). you 
never know, we may be visiting your region soon! w

By Suzanne Flood

PHA Marketing and Communications Associate

Thank you, PHA on the Road Attendees, Speakers and Supporters

ON THE 
ROAD

o
n June 19, 2010, Jerri Sue 
("Sam") DeTray, support 
group leader in Toledo, ohio, 

hosted Toledo Educational Day, an 
educational event for patients in her 
area. The event brought together 45 
people — medical professionals, 
patients and caregivers — to 
learn more about PH and 
scleroderma. “Every year i try to do 
an educational meeting for those 
who cannot make the national 
conferences for scleroderma or PH,” 
Sam explains.  

Sam was diagnosed with scleroderma in 1996 and 
started a scleroderma support group in 2003 because 
she did not know anyone with scleroderma. Later, when 
she was diagnosed with PH secondary to scleroderma 
in 2006, her group transformed into a support group for 
scleroderma and PH patients. The Toledo Educational Day 
is the third such event she has hosted since 2005. 

Sam brought together several doctors to speak 
on a variety of relevant topics, ranging from surgery to 
mental health. Dr. Ragheb Assaly, a pulmonologist at 
the University of Toledo Medical Center (UTMC), spoke 
about the effects scleroderma has on the lungs and the 
connection to PH. 

Dr. Samer Khouri, a cardiologist 
at UTMC, spoke about how scleroderma 
affects the heart. 

Dr. Bashar Kahaleh, a scleroderma 
specialist at UTMC, discussed genetics 
and the impact of the environment on 
scleroderma. He also spoke about new 
developments in scleroderma research. 

Dr. Wael youssef, also from UTMC, 
discussed how scleroderma affects the 
gastrointestinal tract. 

Dr. Bruce Heck, an orthopedic doctor 
from Northwest General orthopedics and 

Sport Medicine, inc., discussed how scleroderma affects 
the musculoskeletal system.  

Dr. Heather Heck, who specializes in chiropractic 
medicine and nutritional wellness at Northwest General 
orthopedics and Sport Medicine, inc., spoke about clinical 
nutrition for scleroderma patients. 

Finally, two therapists, Andy Lesniewicz and Kirt 
Stuckey from the Fulton County Health Center, discussed 
the acceptance process patients go through when they 
have a chronic illness. They also offered suggestions on 
what to do to limit stressful days. 

“it was a long day, full of great information, and i am 
already starting to work on the next educational day in the 
fall of 2011,” Sam says. w 

Patient Coordinates Scleroderma/PH Day of Education

Sam DeTray organized a day of education 
for scleroderma and PH patients.



C
O

M
M

U
N

IT
Y

 C
LA

S
S

R
O

O
M

 www.PHAssociation.org      PATHLiGHT FALL 2010        PATHLiGHT FALL 2010   Patient-to-Patient Support Line: 1-800-748-7274  51

P H A  C l a s s r o o m  L i v e  e - L e a r n i n g  E v e n t s
w w w . P H A s s o c i a t i o n . o r g / C l a s s r o o m

e - L e a r n i n g .  A n y t i m e .  A n y p l a c e .
Webinar Presentations, Online Q&A Chats, and Conference Call Discussions

Upcoming Live Events
october Speak Out! Getting Involved during PH Awareness Month
october Keeping the PH Blues Away 
November Tips for Talking about Being a PH Patient
November Medicare Part D and Enrollment: Choosing a Plan that Works for You
December The Empowered Patient: Nurturing Partnerships with your Medical   
  Professionals to Get the Best Care Possible
January Newly Diagnosed? What You Need to Know
January PH Treatments: What's on the Horizon
February Special Events 101: Planting the Seeds for a Successful Spring Fundraiser
February State of PHA — An Annual Update from PHA President Rino Aldrighetti

Newly Posted Recordings
Put the Special in Special Events: PHA Local Event Planning & Fundraising 101 • Media Matters! Working 
Media into your Special Event • Working with PH • Side Effects of PH Medications

Send feedback or suggestions for topics to PHA’s webmaster Diane 
at Web@PHAssociation.org or 301-565-3004 x759. 

s a v e  t h e  D a t e !

2011 PH Resource Network Symposium
Inspiring Hope: New Directions in PAH
September 22-24, 2011 
Hyatt Regency Crystal City – Arlington, Va.

The PH Resource Network, PHA's membership community 
for nurses and other allied health professionals, is thrilled to 
present its 5th PH Resource Network Symposium "inspiring 
Hope: New Directions in PAH." This program is for PH-treating 
allied health professionals of varied experience and interests. 
Breakout sessions will provide health professionals the chance 
to choose individual sessions based on their level of experience. 
A complete agenda, including speakers and topic descriptions 
for the sessions, will be available at www.PHAssociation.org/
PHRN/Symposium in the coming months.

Registration for this unique event will open March 2011!

*** Pass this on to your nurses and other allied 
health professionals!

m e D i c a l  P r o f e s s i o n a l s 



Camille Frede, Youth Editor
ponyforme@comcast.net

phenomenal youth
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interview with ph patient Iain hess

W h e r e  d o  y o u  l i v e ? 
i live in Boulder, Colorado. 

H o w  o l d  a r e  y o u ?
i am 10 years old and will be turning 11 in october. 

W h e n  d i d  y o u  f i r s t  s t a r t  h a v i n g  s y m p t o m s ? 
My mom and dad first noticed symptoms at my fifth year birthday party. i was 

playing indoor soccer with my friends, and i was really tired and short of breath. 

When i had my annual checkup when i was 5, my doctor heard a loud heart 

sound. She sent us to Children's Hospital in Denver. 

H o w  d i d  y o u r  f r i e n d s  a n d  f a m i l y  r e a c t  t o  y o u r 
d i a g n o s i s ? 

My family and friends did many nice things for me. My best friend Matt climbed 

14 mountain peaks in Colorado to raise money for pulmonary hypertension. My 

Uncle Don takes me down to go fishing every year in Florida. i love to fish. My 

friends and family have been very supportive and understanding. 

H o w  h a s  y o u r  l i f e  a t  s c h o o l  b e e n  a f f e c t e d  b y  h a v i n g  P H ?   

i used to have to take medicine and change ice packs at school, but not any more. i don't do some 

things at PE, but i do everything else. 

A r e  t h e r e  a n y  a c t i v i t i e s  t h a t  y o u  f e e l  l i k e  P H  h a s  s t o p p e d  y o u 
f r o m  d o i n g ? 

yes. Some of the activities i can't do are soccer, mountain climbing and skiing. i can't go up to high 

altitudes for long. i also can't travel as much as i would like to. 

W h a t  a r e  s o m e  o f  y o u r  f a v o r i t e  a c t i v i t i e s  t h a t  P H  h a s n ’ t 
s t o p p e d  y o u  f r o m  d o i n g ?  

i love to play baseball (pitching and first base) and go rock climbing. i also ride my bike and go on 

walks with my family. 

i s  t h e r e  a n y t h i n g  y o u  w i s h  m o r e  p e o p l e  u n d e r s t o o d  a b o u t 
h a v i n g  P H  o r  a b o u t  k i d s  w h o  h a v e  P H ?   

i wish that the school nurses understood PH better. i once went to the school nurse with a leaking 

broviac and she told me it would be all right and sent me back to class. **See Editor's Note 

W h a t  m e s s a g e  w o u l d  y o u  l i k e  t o  p a s s  o n  t o  o t h e r  k i d s  w i t h  P H ?  
i want to wish all of my friends with PH well and to hope for a cure for them. i really look forward to 

seeing them again at the next PHA Conference.

Interview conducted by Isaac Kruger
PHA Pathlight Volunteer

**Editor's Note for 

Parents: PHA's School 

Resource Handbook 

can help educate 

teachers and other 

school personnel 

about PH. Go to 

www.PHAssociation.

org/Parents/School/

ResourceGuide to 

access the Handbook.
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PHa now offers a monthly telephone support group for 
parents of children with PH! Families of young PH 

patients can be few and far between, making it hard to 
connect at traditional PH support group meetings. The 
monthly telephone support group was created to give 
parents of PH kids across the country a forum to connect 
with one another and share information about pediatric PH. 
Parents can also look forward to education from periodic 
guest speakers. Calls take place on the third Thursday of 
every month.

f a m i l Y  P H o c u s
Nancy Frede, Parent Editor
ponyforme@comcast.netAre you the parent of a young PHer?  

Connect with other families!

Upcoming Call Schedule:

8:30 p.m. ET/5:30 p.m. PT

october 21, 2010
November 18, 2010
December 16, 2010

Instructions to call in: 
Dial toll-free from the U.S. or Canada: 1-866-740-1260.  
When prompted, enter access code: 5653004.

Show your PH pride 

with a PHA logo pin

Now Only $3,
Will be $5 after January 1

only PHA Members are eligible for this special, 
limited-time offer. order now through January 1 at 
the PHA online Store, www.PHAssociation.org/

Store, or give us a call. 

Not a member? Visit www.PHAssociation.org/Join 
to become a member of PHA today! 

Questions? Call the PHA office at 301-565-3004.

f a l l  2 0 1 0  m e m b e r s – o n l y 
P H a  s t o r e  s p e c i a l

PHA Receives Awards of Excellence

aPeX 2010, the twenty-second annual 
awards program recognizing 

excellence in publications, presented PHA 
with two Awards of Publication Excellence: 

•	 Most improved Newsletters – Pathlight
•	 Most improved Web & intranet Sites –   

www.PHAssociation.org

These awards recognize the changing face of both 
Pathlight and PHA’s website over the years as the Pulmonary 
Hypertension Association has continued to grow. According to 
the awards committee, “APEX Awards are based on excellence 
in graphic design, editorial content and the ability to achieve 
overall communications excellence. … With more than 3,700 
entries, competition was exceptionally intense.” PHA is proud 
to accept these awards as recognition of our efforts to share 
engaging, informative and empowering information with the PH 
community in accessible and visually appealing ways.



Passages is PHA’s way of honoring those who have lost their battle with PH, as it has been since the very first Pathlight 
was published in May 1990. As we learn of patients’ passing, we inform the PH community. PHA extends sympathy to 
the families and friends of those who are gone but not forgotten; each Pathlight is dedicated to their memory.

The accuracy of this list is very important to us. Please contact the PHA office at 301-565-3004 x756 or Jennifer@
PHAssociation.org to have a recently deceased loved one’s name listed in Passages or to report errors or omissions.

DoNATioNS LiSTED WERE RECEiVED BETWEEN JUNE 1, 2010, AND AUGUST 31, 2010. 
PHA iS DEEPLy GRATEFUL To THE PH CoMMUNiTy FoR iTS EXTRAoRDiNARy SUPPoRT.

take a look! Sustainers Circle Members Recognized 
PHA recognizes members of our Sustainers Circle in the donations lists. Look for a  symbol to see who 
has made a sustained commitment to donate to PHA on a monthly basis. if you are not a member of our 
Sustainers Circle but are interested in joining, visit www.PHAssociation.org/Donate/SustainersCircle or call 
Jennifer at 301-565-3004 x756. you may also use the remittance envelope enclosed in this issue of Pathlight.
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Ms. isabella Grisotti
Mr. Phil Grisotti
Mr. Zachary Grisotti
Ms. Patricia Gruett
Ms. Denise Gudino
Mr. Miguel Guerrero
Mr. isaiah Guillen
Mr. Jorje Guillen
Ms. Hannah Gumbrecht
Michael and Scott Gunzenhauser
Ms. Melissa Guran
Mr. Joe Gutierrez
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Mr. Ryan Gwaltney
Ms. Hailey Haikalis
Ms. Tyler Haikalis
Ms. Terri Haikalis
Ms. Kelly Hansen
Mr. Nolan Hansen
Mr. Corey Harrington
Ms. Katherine Heidelman
Mrs. Dezarae Hernandez
Mr. and Mrs. Jose Hernandez
Ms. Amanda Hernandez
Mrs. Candice A. Hernandez
Miss Amber Hernandez
Ms. Karla Hernandez
Mr. Dawaun Hill
Ms. Roberta Hodgson
Mr. Hunter Hoebel
Mr. Darrin Hoebel
Ms. Karie Hoebel
Ms. Hailey Hoebel
Mr. Jacob Houser
Danielle Howard
Mr. Nicholas Howard
Mrs. Nicole M. Howard
Mr. Paul Howard
Mr. Anthony James inga
S. ippolito
Ms. Heather irwin
Mr. Rod Jadczak
Mr. Tanner James
Mrs. Helen James-Ball
Ms. Kathy Johnson
Ms. Anna Johnson
Mrs. Jillian C. Jones
Mr. Eric Jones
Ms. Kelly Jurica
Ms. Sue Kadar
Mr. Mitch Kander
Mrs. Maria F. Kauten
Ms. Paige Keen
Mr. Sean Kelley
Mr. Robert Kerns
Ms. Hannah Kierulff
Mr. Dennis Kierulff
Mr. Dylan Kierulff
Ms. Kim Kierulff
Mr. Brad Kincaid
Ms. Kelli Kinley
Mr. Steve Kirschner
Mr. Joel Kirschner
Ms. Julia Klein
Ms. Laura Knepp
Ms. Peggy Kocina
Ms. Chevelle Kong
Mr. Nicholas Krohn
Mr. Rob Krohn
Ms. Laura Lague
Ms. Jessica Lamas-Appel
Ms. Crystal Lantello
Ms. Martha Lavalleur
Mr. Michael Laymon
Mr. Tony Le
Mr. and Mrs. Daniel A. Leivas
Mr. Bill Lentini
Mrs. Susan K. Leonardi
Ms. Karen Lesser

Ms. Amelia Lesser
Ms. Emma Lewis
Mr. Dave Lewis
Mr. Tristan Lewis
Ms. Leslie Lewis
Mr. Leyton Lewis
Mrs. Linda A. Lindsey
Mr. Louis A. Lipofsky
Jiaxuan Liu
Mr. Robert J. Logue
Ms. Sandra Lopez
Ms. Kathryn Lowrie
Mrs. Denise R. Loya
Ms. Elyse Macias
Ms. Maria Macias
Ms. Rebecca Madsen
Ms. Lorraine Manglos
Mr. Andrew Manglos
Ms. Edith Martinez
Mr. Nicholas Martinez
Ms. Mary Maxwell
Ms. Karen Maxwell
Mr. Paul Maxwell
Mr. Tim McCann
Mr. Barry McCoy
Ms. Gina McCoy
Mr. Brendan R. McFall
Mr. Stephen Medel
Mr. Martin A. Metz
Ms. Cindy Miller
Mr. Shawn Milletary
Mrs. Anita y. Mitchem
Mrs. Paulette M. Montelone
Mr. Jamie Morgan
Ms. Kim Morgan-De La Paz
Ms. Cynthia Morton
Ms. Veronica Munoz
Kohyar Naderi
Ms. Ryoko Nasu
Ms. Lauri Nelson
Mr. Ben Nguyen
Giang Nguyen
Mr. Rich Nguyen
Mr. Doan Thuc Nguyen
Ms. Brooke Nguyen
Mr. Larry Norwood
William and Debra Noyes
Mr. Amador Nunez
Mr. Patrick ochoa
Ms. Kelly odle
Mr. Josh odle
Mr. Jake odle
Mr. Tim ogle
Donn and Debi ohman
Timothy and Ana Marie olaerts
Ms. Nicole olivani
Ms. Sharon olivieri
Ms. Dawn orlow Townsend
Ms. Paula ortega
Mr. R. Paul ouellet
Mr. Danny Padilla
Ms. Kimberley Parfitt
Mr. Michael Parra
Mr. Nikesh Patel
Mr. Mike Paz
Ms. Micah Pedraza

Mrs. Diana M. Perez
Mr. Nathan Petralia
Mr. Cainan Petska
TD Pham
Ms. Caitlyn Phan
Mei P. Phan
Ms. Darlene V. Phillips
Ms. Dayna L. Phillips
Ms. Joy Phongdara
Ms. Faith Phongdara
Ms. Hope Phongdara
Mr. Austin Plante
Mr. Aaron Plante
Ms. Mackenzie Plante
Ms. Traci Plante
Ms. Karen Plascencia
Ms. Lauren Eve Pomerantz
Mr. John S. Pravlochak
Ms. Mary Quiros
Mr. and Mrs. Kevin Reardon
Ms. Kathleen Reardon
Ms. Jennifer Reardon
Mr. Garrett Redd
Ms. Allyson Reeds
Ms. Mari Rhodes
Mr. and Mrs. David D. Rhodes
Ms. olivia Rhodes
Mrs. Terri L. Rhodes
Mrs. Carol A. Richens
Ms. Cheryl Robbins
Ms. Julie Rosales
Ms. Enza Rotondi
Ms. Rosie Rush
Mrs. Jocelyn Sanchez-Norwood
Ms. Maralyn Schmiedeke
Mr. Scot Semonell
Mr. Mike Serna
Ms. Taline Shahinian
Ms. Kiki Shahinian
Mrs. Jeanenne M. Shortridge
Mrs. Heather L. Sidell
Mr. Wells Sloniger
Mr. Gary Smith
Jasian Soliven
Ms. Megan Denise Spence
Mrs. Debbie Spozarski
Ms. Larissa Stefero
Mr. Wayne Sterling
Ms. Kaytlin Stinnett
Mr. Ethan Stinnett
Mr. Jim Storm
Ms. Lynlea Talmon
Ms. Kimiko Tanaka
Mrs. Susan S. Terry
Han N. Thai
Mr. Jeffrey C. Thomas
Mrs. Lilli Thompson
Mrs. Pat Tingwall
Mr. Victor Trujillo
Ms. Teresa Vaccaro
Mr. Steve Vaccaro
Mr. Timothy Van Buhler
Mr. Morgan Vanderbilt
Mr. Joe Vanderbilt
Ms. Luz Vargas
Mr. Ruben Vasquez

Mr. Jake Vazzano
Ms. Jennifer Vento
Mr. Greg Verheyen
Ms. Susan Verheyen
Mr. Brady Vriens
Ms. Theodora Vu
Mrs. Eva Walcek
Mrs. Lorraine Ward
Ms. Shauna Weiner
Mr. Dave Weiner
Ms. Gracie Westmoreland
Ms. Karen Westmoreland
Mr. Cooper Westmoreland
Ms. Lisa Whitney
Ms. Amy Whittier
Ms. Dorothy Williams
Mr. Kerry Wink
Mrs. Judy Wink
Ms. Karis Witke
Mrs. Tammy Witke
Mr. Scot A. Witke
Ms. Taylor Witke
Ms. Mary Witten
Ms. Joyce Wogan
Mrs. Betty Lou Wojciechowski 
Gary and Trish Woofter
Ms. Makayla Worcester
Mr. Tim Worcester
Ms. Arianne Worcester
Ms. Margie Wright
Mr. Greg Wright
ya-Tin yang
Mr. Andrew yeh
Ms. Maddy young
Ms. Liz young
Ms. Beverly young
Ms. Joan yourstone
Mr. Brian yourstone
Ms. Madison yourstone
Mr. Bret yourstone
Mr. Brian Ziegler
Ms. Nicole Zielinski
ANGELYN CASIDA

Mrs. Jean H. Alvarey
Tony and Karen Ballard
Mr. Jack and Pat Brahler
Col. Gary V. Casida 
Mr. Tim L. Coffee
Russel and Donette Horn
Ms. Mary C. Leonardi
Don and Wendy Perritt
Joseph and Donna Ross
Ms. Larae Sams
Ms. Beth Winters
CArOLE H. CHAMPEY

Kay and Bobby Ruff
Mrs. Mary Jo Taylor
Mr. Douglas R. Taylor
jIM CHANDLEr

Christopher D. Spradley, MD
SArA CHrOuSSIS

Mr. Tony Chroussis
MONICA CHrOuSSIS

Mr. Tony Chroussis
kIMBErLY CIVITELLI

Ms. Krysten Civitelli 
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jANE P. COOPEr

Sharon and Jay Bezdek
Brad and Christie Breault
Ms. Christine L. Doherty
Ron and Jan Eckles
Mrs. Edna Facklam
Pat and Doris Helms
Ms. Mary Ellen Higgins
Mrs. Sandrajean M. Kramos
Ken and Elizabeth Lippoldt
Mr. and Mrs. Ronald D. Lull
Bruce and Janice Marshall
Ms. Jolanta Palukaitiene
Dick and Christie Robbins
Mr. and Mrs. Robert W. Schmidt
Mrs. Freda M. Scott 
Bob and Pearl Simison
Mr. and Mrs. Tom Smith
Dave and Ginny Tinkler
Don and Dorothy Trinkle
Gary and Kathy Tuxhorn
MArCHELLE COrBETT

Ms. Betsy M. Nathan
kELLI COrNETT

Allan and Virginia Cornett
AMALIA COrONA

Ms. Alicia Landaverde
CHrISTEN W. CrANfOrD

Ms. Jeanette S. Roosevelt
LuIS Cruz

Mrs. Maria Teresita ofelia Berg
LEIGH A. CuLMEr

Ms. Carla Farr 
DEBrA A. CurrAN

Ms. Lorine Hughes 
EMMA CuSATIS

Ms. Jane Perillo
jOYCE DAu

Mr. Bruce Dau
MArk W. DAVIES

David and Connie Davies
HAzEL DECHOW

Ms. Delores Aaron
DEBOrAH L. DEfrANCIS

Mr. John DeFrancis
DOLOrES DOrIA

Ms. Laura Doria-Djenfer 
BONNIE DukArT

Ed and Judy Simpson 
Steven Jacobson and Dale Smith
Mr. Stuart D. Smith
MArGArET DuNN

Mary McLaughlin and the AEMC Rehab 
Staff

CONNIE DYE

Mr. David L. Rothenberg
krISTjANA EkMAN

Doug and Susanne Beery
Ms. Janet E. Egge
Mr. and Mrs. Hreidar Haraldsson
Mr. Robert Ravenstine
Mrs. Shirley J. Sill
CHAD ELLENWOOD

David and Connie Sacherman
SuSAN ESCHBACH

Mr. David Eschbach
Mrs. Elizabeth Melady 

jOANNE r. ESHLEMAN

Mr. Dallas o. Eshleman
ANNE MArIE ETS-HOkIN

Mrs. Linda Steinhoff
jAMES f. fArrELL

Joseph and Ann Farrell 
TIffANY M. fASCI

Mrs. Debra Testement 
kIMBErLY A. fLINCHuM

Betty and J. R. Martin
NICHOLAS fOrTuNATO

Ms. Lillian Fortunato
CArOLYN A. GAVITT

Mr. John H. Gavitt
jOHN GIEGEr

Allan and Virginia Cornett
jAMES GIGLIOTTI

Mrs. Carolyn Weigel
jAMES P. GOrDON

Mr. Jay A. Canel
ANNE GOTTBrATH

Mr. John Gottbrath
CALVIN GuY

Mr. and Mrs. Norman Haller
CYNTHIA A. HALLETT

Mr. and Mrs. Norman Haller
rExANNA HAMM

Mr. Jay Hamm and Ms. Jasmine 
Gonzalvo

Mr. Gregory J. Hamm
GArrY T. HArrIS

Walt's Auto inc.
Mrs. Lori R. Bettineschi
Daniel and Karen Brumit
The Burlings
Gregg and Jennifer Devilbiss
Mrs. Kelly L. Gockel
Ms. Janet L. Hadaya
Ms. Johnna G. Hoffer
Mrs. Tessa L. Kalman
Mr. Alfonso A. Lapuma
Tony and Laura Meo
Ms. Michell L. Nabors
Ms. Helen M. Petry
Mrs. Stacey M. Pettit
Ms. Diana E. Pry
Ms. Deborah L. Rhodes
Ms. Susan K. Schulte
Ms. Kathleen A. Thorpe
Ms. Diane Tobey
Ms. Donna L. Wager
Mrs. Nanci S. Zink
MArIE C. HArSHMAN

Mr. Ronald D. Harshman
NANCY HATCH

Key Foundation
Mr. Dennis Hatch
ELAINE HATCHETT

Ms. Barbara L. Hatchett-Smith
MArLENE HENSON

Mr. Jerry C. Henson
MIMA HESSEL

Mr. Gary N. Hessel 
MEAGHAN HICkS

Michael and Cathie Baker 
CurTIS HILDErHOff

Mrs. Christina Waldman

WILLIAM j. HILL

Billy and Karen Hill
VIVIAN j. HOff

Mr. William A. Hoff
CArOLINE HOffErT

Mr. Emil R. Hoffert
MASON E. HOffMAN

Mr. Dale Hoffman
ELTON M. HOLLEr

Joe Holler, Sr.
PATrICIA M. HOLT

Mrs. Joan M. Baker
Mr. Douglas L. Holt 
CArOL f. HOWES

Mrs. Jacquelyn Benko
Mrs. Lisa M. Bertocchi
Mr. Nerman A. Bertocchi
Mr. Martin E. Bertocchi
Mrs. Sandra Brena
Mrs. Barbara B. Cippel
Mr. Albert J. Cippel
Mrs. Dorothy N. Daniel
Ms. Brenda Dilley
Bradley and Carol Franc
Mrs. Katherine o. Garber
Jean Gay
Harold and Patricia Hilliard
Denny and Janelle Horstman
Mrs. Linda Jankowski
Mrs. Alice Joyce
Mrs. Sylvia Maryniak
Dr. and Mrs. Stephen Pallone
George and Helen Proctor
rACHEL HOYT

Mrs. Berna Cliffe
Laura Hoyt D'Anna, DrPH  
Mr. and Mrs. Robert Dressler
Mr. Perry Mamigonian
ANNETTE C. HuLSEY

Ms. Jackie H. Brown 
juDY G. ING

H & R Block of Bastrop
Truth Apostolic Church
Mr. Charles B. Cangialose
BILLIE A. jETEr

Mrs. Joan M. Baker
LETA jOGErST

Mrs. Pauline Fischer
IrENE jOHNSON

Mr. Michael Parent
rON jONES

Judy and JC Faw
PHIA P. kANELLOS

Mrs. Deanna K. Palmer
LISA A. kANNAS

Paul and Alice Heinz 
VICkI kAPLAN WAkS

Mrs. Jill Flasher
N. P. Flom
Pat and Jack L. Kane, MD
Mrs. Ruth Palmer
Ms. Sally Rubenstein
jACOB A. kETCHuM

Mrs. Annette B. Taylor
Mrs. Louise VanDyke

kELLY kIrkE

Mr. and Mrs. Robert J. Kirke
Ed and Judy Simpson 
ELIzABETH kIrkE

Mr. and Mrs. Robert J. Kirke
Ed and Judy Simpson 
kENNETH A. kISH

Mrs. Marie Kish 
kYM kOLLOSCHE

yvonne and Peter Kollosche
TANI k. kOPPELMAN

Minerals Technologies
Ms. Lorraine Burns
Mr. Michal Katcher
Dr. and Mrs. Mitchell Koppelman
Mr. and Mrs. Frank Koppelman 
Ms. Sara R. McConlogue
Mrs. Mary Louise Zach
rOSELYN kOrETzkY

Jack and Marcia Stibbs
ELIzABETH A. LAIT

Ms. Charlene M. McElhinny
rONALO S. LAkES

Ms. Rose Wiernick
NATALIE LAPIDuS

Mr. Mark Lapidus 
ALExANDEr LEMzA

Ms. Elizabeth R. Adinaro
SHELLEY A. LISBONA

Lakeland Regional High School
Chip and Lisa Cummins
WANDA MAHAN

Mr. Pat Mahan
rOLAND MArCHMAN

Arthur and Virginia Broadhurst
MONICA MArINO

Ms. Elizabeth A. Nida
MArY MArINO

Dr. and Mrs. Klaus A. Saegebarth
HEATHEr MASSEY

Medco Health Solutions, inc.
Mr. Jack Nino
DONALDA A. MATISkI

Mr. William Casazza
Dr. Debra Echlin
Ms. Athia Hardt
Vanessa and Guy Harris
Mrs. Rosemarie Husted
Mrs. Mary Ann Leitner
Ms. Robin A. Smith
Mrs. inger Spaulding
Ms. Susan Tucker
Ms. Sonya Wilkins
LOuIS A. MAYErSkI

Ms. Joan Longbrake
MArIBETH S. MCCArTHY

Ms. Jean Sheridan 
Lisa W. Wheeler, MT 
jOHN M. MCCuLLOuGH

Mrs. Donna M. McCullough
BrIDGET A. MCILrAVY

Miss Jennifer Ruffalo
MICHAEL MCkENzIE

Mrs. Margaret T. McKenzie
jENNIfEr Y. MESSEL

Mr. Jeffrey L. Dimit

       PATHLiGHT FALL 2010   Patient-to-Patient Support Line: 1-800-748-7274  57



D
O

N
A

T
IO

N
S

: 
IN

 M
E

M
O

R
Y

 O
F

 www.PHAssociation.org      PATHLiGHT FALL 201058

ELLEN MILLEr

Prestwick Landowners Assn
Stan and Anne Foltz
Ms. Elayne E. Gray
Mr. Kenneth & Jane M. Krick
Ms. Grace P. Moegling
Mrs. Kathleen o'Riordan
Mr. and Mrs. Kevin W. Pohmer
GABrIELLE MIYArA

Mrs. Berna Cliffe
Mr. and Mrs. Robert Dressler
Mr. Perry Mamigonian
jOYCE A. MOHLEr

Mr. Dean Mohler
PHYLLIS M. MOOrE

Ron and Nancy Bailey
Mrs. Dolly Burns
Mrs. Marcia M. Eyberse
Mrs. Pamela R. Geuss
Stephen and Sallie Goldschmidt
Ms. Suellen A. Heinrich
Mrs. Janice M. Henning
Sherman and Linda Henry
Mrs. Margaret D. Laudieri
Shun and Doris Ling
Nancy and John Meyers
Mrs. Virginia Rollefson
Ms. Patricia R. Sidoti
Ms. Carol A. Staudinger
Mrs. Jill C. Stone
Ms. Amelia J. Tarantino
Mrs. Marilyn M. Welch
James and Nancy Zawadzki
ELIzABETH NADAS

Mr. Jack Wiener
kArMA NELSEN

Mr. Bruce J. Nelsen
GLOrIA T. NELSON

Mr. and Mrs. George R. Kerr
MELVIN NEWMAN

Mrs. Shirley Newman
fAITH NICkELS

Mrs. Barbara J. Nickels
WILLIAM M. NICkELS

Mrs. Barbara J. Nickels
SHArON A. NICOL

Aldo and Laurie Basile
Mr. Uli Haller
Jim and Lynne W. Saunders
ALExANDEr ODT

Harry and Shirley Winters
jOANNE C. OLSON

Mark Baldwin and Carla olson 
rICHArD P. PAGE

Mrs. Katherine J. Page
Mr. and Mrs. Peter M. Sheils
Mrs. Carolyn Sheils
Ms. Marylou Sheils
kIPP PALMEr

Ms. Cherie Rowe
jANE L. PAPP

Mr. James Papp
SArAH PEEk

Christ Community Church
SIErrA PHILLIPS-HESS

Mr. Marc F. Hess

DONLYN r. PIErCE-SMITH

Charlie and Jeanette Stewart
BArBArA POPENEY

Mr. Richard H. Popeney
jESSICA POrTEr

Mr. Dave Wilson 
kArI POSEkANY

Barry Boilson, MD 
BArBArA POWELL

Mrs. Debbie Foster
IrMGArD PrOBOSzCz

Ms. Angelica Proboszcz
Ms. Janice Witul
jAMES rEGAN

Mrs. Denise Regan
BOOkEr T. rICE

Mrs. Thelma S. Rice
TErESA D. rILEY

St. Vincent Martyr School
Ms. Anne Marie Gisoldi
NICkY rOBErTS

Ad-Venture Frames, inc.
Bolivar Medical Center
Bolivar Tire and Alignment LLC
Bolivar Urology Clinic, PA
C.P. House Gas Company
Canon Farms
Cecil's Package Store inc.
Crustaceans Crawfish
D.E.H. Trucking
Dulaney Law Firm, LLP
Eley Engineering
Haire Drug Center
Jimmy Sanders, inc.
Joe Reed & Company, inc.
McCaslin insurance Agency, inc.
Next Generation
Pemble Farms Partnership ii
Rello, inc.
Riverbend of Mississippi, inc.
Rosedale Piggly Wiggly
Serv-U-Petroleum, inc.
Stringer's international, inc.
Tait Selden Enterprises
The Warehouse
Tucker, Selden & Tucker, PLLC
Wade incorporated
Walmart
Whittington-Sanders
Will House JWH Farms
Mr. Ronald Aguzzi
Mr. John F. Aguzzi
Ms. Sarah D. Alyward
Mr. Thomas E. Baine
Mr. J. G. Barnes
Ms. Norma H. Battle
Mrs. Martha S. Battle
Ms. Carolyn P. Booker
Mrs. Linda Bourassa
Mrs. Tara Boyd
Ms. Belinda Branning
Mrs. Karen Brunetti
Mrs. Sharon Buchanan
Ms. Amy Buckels
Ms. Rikki Leigh Burke
Dr. Monique Busch

Ms. Betty L. Cameron
Mrs. Eloise B. Carson
Ms. Carla H. Cassibry
Mr. Barnet Chiz
Mr. David Costanzi
Mr. Dominick Cross
Mr. David A. Dallas
Ellis W. Darby
Mrs. Roger Davis
Mr. Justin Davis
Ms. Brenda L. Deal
Ms. Paula Deason
Mrs. Susan L. Denton
Mrs. Judy R. Dickerson
Mr. William K. Dossett
Mr. Hunter Doty
Mr. R. W. Ellison, Jr.
Ms. Anne M. Emmerth
Mrs. Cindy Floyd Fields
Mr. Billy R. Fletcher
Ms. Michele L. Fouchey
Ms. Janet Fuller
Pat Fuller
Mr. Robert C. Graves
Mr. John A. Graves, Jr.
Ms. Vernette W. Griffin
S. Guest
Mr. Frederick A. Hanna
Mr. Maddox Harris, Jr.
Mrs. Debbie Harrison
Mr. G. M. Hirsberg
Mrs. Linda Adams Hiter
Mr. John Hobbs
Mr. Thomas E. Holder
Mr. Kenneth B. Hood
Ms. Bobbie Hood
Mr. Jamie M. Jacks
Mr. Joe Jackson
Ms. Lucy R. Janoush
Mr. Joe Paul Janoush
Mrs. Elise D. Jenkins
Ms. Mildred N. Jones
Mrs. Barbara Kent
Mrs. Anne H. Koonce
Ms. Suzanne W. Kremser
Ms. Belinda Branning Lang
Ms. Mary M. Lasker
Mr. Shea Leatherman
Mrs. Debbie M. Leftwich
Ms. Barbara A. Levingston
Mr. J. Andrew Long
Mr. C. D. Long, Jr.
C. D. Long
Mr. Henry Earl Long
Ms. Elizabeth Long
Mr. Timothy H. Lyons
Mr. Billy Marlow
Ms. Anne W. Martin
Ms. Jane McCaslin
Mrs. Cynthia McCool
Ms. Nan Neblett McGarrh
Ms. Dabney Parker McGee
Mr. Lee R. McKinley
Ms. Maryann S. Meggelin
Ms. Lisa Miller
Ms. Lori A. Morris

Mrs. Kerri B. Mosco
Mr. Kenneth M. Murphree
Mr. Lewis E. Nolan
Mr. Bill Parker, Jr.
Mr. John L. Pearson
Mrs. Virginia B. Pepper
Mrs. Georganne S. Perry
Mr. Mark Polk
Mr. John Kirkham Povall
Ms. Liz Redd
Mrs. Cristy Reed
Ms. yamina Richardson
Ms. Shelley C. Ritter
Mr. Joe Roberts
Mrs. Mary Frances Rocconi
Ms. Elizabeth Rocconi
Mr. Don E. Ross
Mr. Tait Selden
Mr. Thomas N. Sledge
Mr. Stephen E.B. Smith
Mr. Edward G. Steiner
Mr. Richard D. Strahan
Ms. Lynn R. Sturgill
Mrs. Joellyn Sullivan
Mr. Richard Michael Taylor
Mr. Thomas G. Taylor
Mrs. Mickey Thompson
Mrs. Nancy Tierce
Mr. Mike Tuttle
Mrs. Mary Helen Varner
Mrs. Stephanie R. Vetrano
Mr. Ben Walker, iii
W. L. Walters, CPA
Mr. Allen E. Warfield, Jr.
Mr. Bill Watson
Mrs. Hannah W. West
Mr. John W. Wheeler
Bob and Wilma Wilbanks
Mrs. Patsy A. Williams
Mr. Mark Williams
VICkI rOCHAMBEAu

Ms. Kathleen Berwick
CHArLOTTE rOGErS

Mrs. Kirsten L. McCallion
DONALD j. rOSCELLI

Ms. Jane L. Thomas
HArOLD rOTHBLATT

Ms. Susan J. Miller
jASON rOzAkIS

Mrs. Charmaine Johnson
AMY ruMAN

Mrs. Sandra K. Lee 
LAurA A. SAVO

Albert and Manuelita Arieta
TIffANY A. SCALONE

Andrew and Stella Aspromonte
QuENTIN SCArANTINO

Mr. Michael Bailey
Ms. Cheryl Barnes
Mr. Michael Barth
Mr. Gregory Beebout
Mr. Mark Dipko
Mrs. Cherie England
Mrs. Patricia Godbe
Ms. Marilyn J. Goldin
Ken and Diane Kosberg
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rACHEL ABrAHAM

National Air Traffic Controllers Assn 
Charitable Foundation

Mr. Michael J. Abraham and Mrs. 
Judith E. Levin

Ms. Henriette L. Abraham
Mr. Martin Berman
Ms. Elizabeth D. Black
Mr. Nicholas J. Boncardo
Mr. Joseph Cattano

Mr. Timothy J. Doolin
Mr. Les Fentleyder
Ms. Magdalen Gayrus
Mr. Dennis W. Grogan
Mr. Joseph Hanley
Mr. Sidney J. Herman
Mr. James Heuck
Mr. Jack T. ingram
Mr. Jacques intriere
Bradford J. Jones, BSN

Ms. Elizabeth Lakis
Ms. Tania McMenamin
Johnell Mituniewicz, RN
Ms. Alison G. Modica
Mr. Rocco Sollecito
Mr. Anthony Tse
Mr. Arnie Ursaner
MArk ArELLANO

Mr. Mark Arellano
Ms. Sherri Arellano
Ms. Elain Valdez

TIM BETTINCOurT

Ms. Norma Bettincourt
jEAN BIrkES

Ms. Karen Benson
NICOLE BLOHM

Dee Chominski and Holland 
Elementary

Ms. Dolores M. Saunders
WENDY BOND

Dr. and Mrs. Samuel Berger
Mrs. Lyndie Fasold

Mrs. Debra Legan
Steve and Virginia Loughry
Mr. Fern L. Luhnow
Mrs. Julie Parenti
Mr. John D. Plotner
Mr. Vergilio Scarantino
Ms. Louise Strandstra
Mrs. Patricia Wesselink
rOY k. SCHArDIN

Ms. Helen L. Schardin
GLADYS SCHAuB

Thomas and Joyce Stehouwer
Mrs. Mary B. Veldkamp
LuCILLE SCHILLING

Mr. Fred Schilling
AuDrEY SCHMEHL

Mr. Justin Schmehl
kELLY SEIBErT

Minerals Technologies
Dr. and Mrs. Mitchell Koppelman
Mrs. Mary Louise Zach
GrEY W. SHAVEr

Ms. Aubry Shaver
MArY jANE SHELDAHL

Mr. Terry K. Sheldahl
NICHOLuS SHELTON

Ms. Gail Davis
DANIEL M. SHErIDAN

Ms. Jean Sheridan 
kELLY SIEBErT

Mr. and Mrs. Frank Koppelman 
DONLYN SMITH

Mr. Don Ballard
Mrs. Jeanne Lomont
jOHN SPALASSO

Mrs. Terry Angeli
CAITLIN M. ST. jOHN

Richard and Marilyn St. John
Ms. Linda S. Wildman
BONNIE D. STEADMAN

Mr. Robert W. Steadman 
MCNOLAN STELLY

Mr. Gregory M. Bordelon
SIDNEY STErLING

Ms. Susan J. French
jEAN G. STEVENS

Mrs. Frances M. Stevens
jOYCE A. STEVENS

Ms. Daryl B. Whitt

MArY k. STuTzMAN

Ms. Elizabeth Stutzman Perti
Mr. John W. Stutzman
MELISSA E. SuDEr

Ms. Rosemarie olewnik
DEE SuMMErS

Ms. Marilyn J. Reed
kATHY SWANSON

Mr. Curtis R. Swanson
PATrICIA H. TErrY

Mr. James K. Terry
ArNOLD j. TIMM

Mr. and Mrs. Arnold H. Timm 
SArAH TOkAS

Ms. Diana Farrell
Matthew & Marcel Lake
HELEN TrEVINO

Mr. Frank L. Trevino
ALExA TuNITIS

Mr. and Mrs. Daniel R. Wheeler
VICkI WAkS

Mrs. Jessie Powell
STAN WALDHEIM

PH Support Group: Southwest Florida
MArIE WArD

Mr. Robert T. Ward
SHAWN j. WIGGINS

Ed and Judy Simpson 
CALVIN WIGTON

Mrs. Joellyn Wigton
MICHAEL WOjCIECHOWSkI

D-Link Systems, inc.
Medco Health Solutions, inc.
Tomkinson & Associates, inc.
Mr. Brett Andersen
Mr. and Mrs. Edward W. Beckwith
Ms. Julie A. Beckwith
Mr. Ralph E. Carr
Ms. Jill Clintworth
Mrs. Dianna Contino
Mrs. Diane Davis
Ms. Lyndsey M. De Simone
Mrs. Trudy A. Foster
Mr. and Mrs. Scott Garland
Mr. and Mrs. Virgil Gryskiewicz
Bob and Lisa Hart
Mr. and Mrs. Ted iwanabe, Jr.
Michael Keating, MD
Mr. Daniel Kelley 

Mrs. Suzanne F. Killings
Mrs. Janet S. Lisle
Mr. and Mrs. Roger Manseau
Ms. Sandra Minich
Mr. Robert Munson
Ms. Lauri Nelson
Mr. Dan ogden
Mr. and Mrs. Richard C. Pepin
Gregg and Claire Ratkovic
Michael A. Rovzar, MD
Mrs. Alice L. Smith
Mrs. Linda A. Somerlott
Mrs. yolanda Trusdall
Ms. Liane D. Wilson
Mrs. Betty Lou Wojciechowski 
jErrY WOjCIECHOWSkI

D-Link Systems, inc.
Medco Health Solutions, inc.
Tomkinson & Associates, inc.
Mr. Brett Andersen
Mr. and Mrs. Edward W. Beckwith
Ms. Julie A. Beckwith
Mr. Ralph E. Carr
Ms. Jill Clintworth
Mrs. Dianna Contino
Mrs. Diane Davis
Ms. Lyndsey M. De Simone
Mrs. Trudy A. Foster
Mr. and Mrs. Scott Garland
Mr. and Mrs. Virgil Gryskiewicz
Bob and Lisa Hart
Mr. and Mrs. Ted iwanabe, Jr.
Michael Keating, MD
Mr. Daniel Kelley 
Mrs. Suzanne F. Killings
Mrs. Janet S. Lisle
Mr. and Mrs. Roger Manseau
Ms. Sandra Minich
Mr. Robert Munson
Ms. Lauri Nelson
Mr. Dan ogden
Mr. and Mrs. Richard C. Pepin
Gregg and Claire Ratkovic
Michael A. Rovzar, MD
Mrs. Alice L. Smith
Mrs. Linda A. Somerlott
Mrs. yolanda Trusdall
Ms. Liane D. Wilson
Mrs. Betty Lou Wojciechowski 

MATTHEW WOjCIECHOWSkI

D-Link Systems, inc.
Medco Health Solutions, inc
Tomkinson & Associates, inc.
Mr. Brett Andersen
Mr. and Mrs. Edward W. Beckwith
Ms. Julie A. Beckwith
Mr. Ralph E. Carr
Ms. Jill Clintworth
Mrs. Dianna Contino
Mrs. Diane Davis
Ms. Lyndsey M. De Simone
Mrs. Trudy A. Foster
Mr. and Mrs. Scott Garland
Mr. and Mrs. Virgil Gryskiewicz
Bob and Lisa Hart
Mr. and Mrs. Ted iwanabe, Jr.
Michael Keating, MD
Mr. Daniel Kelley 
Mrs. Suzanne F. Killings
Mrs. Janet S. Lisle
Mr. and Mrs. Roger Manseau
Ms. Sandra Minich
Mr. Robert Munson
Ms. Lauri Nelson
Mr. Dan ogden
Mr. and Mrs. Richard C. Pepin
Gregg and Claire Ratkovic
Michael A. Rovzar, MD
Mrs. Alice L. Smith
Mrs. Linda A. Somerlott
Mrs. yolanda Trusdall
Ms. Liane D. Wilson
Mrs. Betty Lou Wojciechowski 
SHArrEN YAMrON

Prudential Preferred Realty
Ms. Elizabeth Brown
Robert and Carolyn Davey
Mr. Bill Ditommaso
Ms. Nora B. Fischer
Mr. and Mrs. Robert J. Grzyb
Mrs. Gloria J. Kelly
Ms. Cindy Maxwell
Mr. and Mrs. Steven A. Misiak
Mr. Theodore Wiggins
BrIGITTA YANCEY

Allan and Virginia Cornett
jOSHuA A. YOrk

Blaine, Beverly and Hope Burton
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Mrs. Pam Newman
Mrs. Meredyth Satran
Daniel and Erin Stenson
ELIzABETH BOYCE

Thomas and Susan Moore
DENISE BrADBY

Jo Baker
Mr. Andrew K. Belschner
Mr. John L. Bidwell
Ms. Emily M. Bradby
Ms. Tanya Bradby
Ms. Kathleen Chernus
Ron and Susan Choy
Ms. Pat Christen
Mr. Natesh Daniel
Mr. Charles W. Dayton
Mr. Robert A. Fitzgerald
Ms. Jane Funk
Ms. Robin L. Hobart
Mr. Mark L. illeman
Ms. Helen Jang
Miss Karen Kellerman
Ms. Barbara Kimport
Steven Klein, MD
Ms. Jennifer Laird
Lili and Jimmy Layton
Ms. Andrea M. Livingston
Dr. Jeff Magun
Mr. Mark McCormick
Mr. Lonnie Payne
Mr. Tom Perrault
Mr. Jay J. Pfeiffer
Ms. Shelia Pickard
Mr. Rogeair D. Purnell
Mr. Mike Richey
Mr. Eric R. Roberts
Mr. Martin Slovacek
Mr. Roman J. Stearns
Mr. David Stern
Ms. Carol M. Studier
Mrs. Deborah Todd
Ms. Margaret M. Wallace
ELIzABETH BrIGHAM

Ms. Miriam F. Goldfein
Connie and Paul Teska
EMILY BrOADHurST

Arthur and Karen Broadhurst 
Mr. Kevin Kondry 
COLLEEN BruNETTI

Tim and Pamela o'Connor
rILEY L. BuCHANAN

Mr. and Mrs. Thomas Myers 
GLADYS L. BurNS

Mrs. Gladys L. Burns
SCOTT CHIPPENDALE

Gateway Ambulatory Surgery 
Center LLC

Ms. Tracy Smith
Mr. Aaron Soares
VErONICA COLSHEr

Ms. Maryann E. Hughes
COLLEEN CONNOr

GlaxoSmithKline
Tony Singer and Mary Beth Enslin
CATHErINE DOAk

Mrs. Pat o. Hunt

SArAH DONOuGHuE

Mr. and Mrs. Timothy M. Donoughue 
jEAN M. ELWING

Ms. Earline Adams
Ms. Sharyn E. Fox
Mr. Gary Hammond
Mr. Dennis C. Ladrigan
Mrs. Barbara Linser
Mr. Lary Luzader
Ms. Margaret A. Moore
Ms. Sharon Rothan
Mr. Thomas A. Somerfield
Ms. Midge Wilson
Mr. David L. Zyp
PETEr ENGEL

Ms. Earline Adams
Ms. Sharyn E. Fox
Mr. Gary Hammond
Mr. Dennis C. Ladrigan
Mrs. Barbara Linser
Mr. Lary Luzader
Ms. Margaret A. Moore
Ms. Sharon Rothan
Mr. Thomas A. Somerfield
Ms. Midge Wilson
Mr. David L. Zyp
DANIELLE EPSTEIN

Gap Giving Program
Edward and Judith Cohen
Norman and Shirley Epstein
Ms. Shira E. Epstein 
Mr. Kellee P. Fong and Ms. Alicia Klein
Mr. David Tolchin 
SAM EPSTEIN

Norman and Shirley Epstein
LIAM EPSTEIN

Norman and Shirley Epstein
SHIrA E. EPSTEIN

Norman and Shirley Epstein
CArOLINE r. frIEDMAN

Mr. Eric P. Friedman 
SANDY GATTI

Mrs. Amy Burleson
MELANIE j. GErTCHEr

Mrs. Amanda M. DaSilva 
jACQuELINE GOLLAY

Ms. Sonya Hene
MArDI GOMBErG-MAITLAND

Mr. and Mrs. Julian i. Gollay
MArTIN GOODSTEIN

Dr. and Mrs. Don Klein
kATHLEEN GrADY

Mrs. Susan Marinac
rYAN GrANN

Daren & Kerry Grann 
EMMA GrAY-GONfALONE

Mrs. Courtney Gray
Mrs. Katherine H. Gray
jODIE GuErINOT

Mrs. Karen M. Burgholzer
PATrICIA L. HErNANDEz

Elizabeth T. McNamee Memorial Fund, inc.

CArL HICkS

Mr. and Mrs. Rino Aldrighetti
BONNIE j. HOOk

Mr. Brian W. Hook

AMANDA HOSMEr

Mrs. Lois Fossett
urSuLA j. HuMMEL

East Hanover PTo Dauphin Co
Mrs. Charlotte F. Brown
juSTIN ISAAC

Mrs. Lorraine M. isaac
Ms. Marcene P. Johnson
Mr. Gary Kratzer
ALExANDrA IVANkO

Ms. Svjetlana ivanko
Spasoja ivanko
TErrENCE jEN

Ms. Lilian H. Leung 
ANNA jETEr

TCF Foundation
Dorothy Jeter
Mr. and Mrs. Jack Sheppard
Mr. and Mrs. Matthew Sveen
Harry and Shirley Winters
DEBOrAH kLESS

Norman and Shirley Epstein
rOxANNE L. kOErBEr

Ms. Pamela R. McKay
DrEW D. krAjECk

Ms. Mary A. Grabowsky 
Jason and Mariska Krajeck 
LAWrENCE/BErkOWITz fAMILY

Ms. Susan J. Miller
SEAN LEHOSkY

Verizon Foundation
Mr. and Mrs. Michael Lehosky
kATHrYN j. LEVITT

Mr. Thomas Vanosdale
AGNES T. LI

J. igawa
CYNTHIA L. LINk

Mr. and Mrs. Martin P. Korzeniowski
jANET LOPEz

Mrs. Joan M. Baker
ANNETTE S. MArkIN

Mrs. Karen Kelty
rOBErT MCCuLLY

Mr. and Mrs. John A. Awood
SANDY MCEWEN

Lisa W. Wheeler, MT 
THErESE A. MCGrAW

Mr. and Mrs. Christopher C. Seyfarth
ELVIrA MCLEMOrE

Keith and Elvira McLemore
SAMANTHA MITCHELL

Ms. Elaine Siebke
GOrDON r. MOrrIS

Robert and Leslie Hudson
frED NAGLEr

Norman and Shirley Epstein
DErrIk D. NEAL

Mr. Dexter E. Neal and Mrs. Cleal M. 
Neal 

jACk E. NINO

Mrs. Erin McGregor
DANA j. O'HArA

Mr. and Mrs. Gary Tizio
PATrICIA r. PATON

Ed and Judy Simpson 

AMY PIAzzA

Mrs. Carla Wilkins
CYNTHIA PICkLES

Mr. Timothy C. Pickles 
CArOL j. POSNEr

Mrs. Carol J. Posner
SONYA L. QuEEN

Mrs. Sonya L. Queen 
ArTHur rANEY

Mr. Darin E. Raney 
ANTHONY f. rOCCO

Ms. K. Jean Ahwesh
DAVID A. rOCCO

Ms. K. Jean Ahwesh
LINDA rOCCO

Ms. K. Jean Ahwesh
SArAH rOSSI

Ms. Lisa M. Crowley
jENESIS rOTHBLATT

Ms. Susan J. Miller
MICHAEL ruOTOLO

Mrs. Doreen Ruotolo
rOBErT SMITH

Ms. Gail Philbrook
jOHN r. SPErANDO

Joanne and Kenneth Schmidt 
EMILY STIBBS

Mr. and Mrs. Gerald D. Paton
kArLA STuTSMAN

Mr. and Mrs. H. R. Gentsch
WAYNE SuLLIVAN

Trofholz Technologies, inc.
STEPHANIE M. TErrELL

Mr. Paul Terrell
LAurEN THOMPSON

Ms. Carol J. Condie
SuSAN k. TOINTON

Mr. and Mrs. John A. Awood
LuCAS VAN WOrMEr

Mr. Brian Hamrick
jANETT L. VErWEY

Mr. and Mrs. John Verwey
WENDY VILLArS

Randy and Karen Kraemer
SHAYE WALLACE

Ms. Tina Barley
CINDY C. WANGEruD

Ms. Lillian Koranda
ALfrED L. WHITEMAN

Richard and Joan Lessans
ANNETTE WHITNEY

Mr. Christopher Boyd
HuNTEr WILHELM

Ken and Carol Wilhelm
DEBOrAH G. WILSON

Mr. and Mrs. Jim P. Wilson 
BETTY LOu WOjCIECHOWSkI

Lisa W. Wheeler, MT 
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Ms. Delores Aaron
Mr. and Mrs. Charles L. Abbott
Actelion Pharmaceuticals US, inc.
Mrs. Victoria Adams
Ms. Peggy Adkisson
Ms. Sharon E. Adrian
Mr. Ricardo Agcauili
Mrs. Danielle Aguirre
Ms. Sandra Aguirre
Mrs. Katherine B. Aina
Mrs. Jana Akers
Ms. Linda Albright
Mrs. Angel Alcala
Mr. and Mrs. Rino Aldrighetti
Joe and Lisa Alfonsi
Ms. Alleena Ali
Ms. Sandra L. Alleckson
Ms. June E. Allen
Ms. Jennifer Almonte
Gordon and Sharon Amhaus
Mrs. Anita Amira
Mr. Brandon Amos
Mr. and Mrs. Duane M. 

Anderson
Mrs. Mary Anderson
Mrs. Doreen Andes-Zangrillo
Mrs. Susan Anthofer
Mrs. Melva A. Anthony
Mr. John Antongiovanni
Mrs. Dawn Apio-Manoa
Applied Materials HQ Group
Mrs. Lesa F. Aramburu
Ms. Trixie Arcuragi
Ms. Angelique Arellano
Ms. Jeanette Arellano
Mrs. Mary L. Argus
Mr. Gentle Arnez
Mr. Timmy Arter
Ms. Brenda D. Atkins
Mr. Gary S. Atkinson
Mr. Terry L. Atkinson
Ms. Phyllis A. Atwood
Mr. Michael Ayars
Mr. ogden S. Babson
Mr. Ashock Babu
Ms. Kimberly S. Bagley
Diane and Arnie Baker
Mrs. Claudia Baker
Mr. Gordon F. Baker
Mrs. Joan M. Baker
Ms. Angela K. Baldwin
Mrs. Mary Beth Ball
Ms. Mary T. Bankard
Paul and Judi Bankit
Ms. Laura Bardo
Bardwell Foundation
Ms. Julanne Barham
Ms. Barbara Barkin
Col. and Mrs. Benjamin H. 

Barnard 
Mr. Robert Barngrover
Mr. Lane R. Barrett

George and Helen Barrow
Mr. and Mrs. Kenneth Bartelli
Mr. and Mrs. Allan D. Bartolome
Ms. ivy Bassett
Mr. Douglas R. Bassil, Sr.
Mrs. Jennifer Bastion
Mrs. Margaret Bateridge
Mr. Keith G. Bates
Mrs. LaVerne Baum
Bayer Healthcare 

Pharmaceuticals inc.
Ms. Nunnie S. Bea
Mrs. Angel Beal
Ms. Barbara Beard
Thomas A. Beaulac, PsyD
Mrs. Norma J. Bechtold
Mr. and Mrs. Edward W. Beckwith
Ms. Catherine M. Bedel
J. T. Belden
Ms. Becky Belefski
Mrs. Dawn Bellevue
Mr. Gary W. Belt
Mr. Bradley J. Beman
Bemis Associates inc.
Mrs. Terri R. Bengston
Mrs. JoMarie Bennett
Ms. Erica Ben-Zvi
Mrs. Marjorie Berbaum
Mr. Damien Berkowicz
Mr. Stuart Berman
Mr. and Mrs. Richard B. Berryman
Mr. Stuart M. Berwick
Mr. John Besong
Ms. Barbara Bet
Mrs. Cordelia o. Beveridge
Mr. John C. Bidleman
Ms. Janet Bingham
Mr. Robert J. Blackburn
Ms. Ethalinda Blackman
Mrs. Zola M. Blay 
Mrs. Mary L. Blevins 
Ms. Jane Bloom
Mrs. Lonna S. Blouch
Ms. Everlena P. Blue
Ms. Maridell Blythe
Maeberta Bobb, MD
Ms. Antoinette Boener 
Jan L. Boland, RN
Ms. Emma Bonanomi
Mr. and Mrs. Jason Bond
Mr. John Botello
Mrs. Carmen Bourdeau
Ms. Ann Marie Bouvier
Mr. Jamie Bowdish
Bower Funeral Chapels
Mr. and Mrs. Paul D. Boyer, PhD
Mr. Laurent Bracco
Ms. Emily M. Bradby
Ms. Joanne C. Braida
Mrs. Mary Brattich
Mr. R. John Braun
Ms. Alice Bretz

Mr. William K. Brezny
Mr. Ronald Bridges
Ms. Deborah A. Brinley
Ms. Sally P. Britton
Ms. Kathryn Brocko
Mrs. Martha E. Brocko
Mrs. Sonia Brocko
Mr. Brian L. Broesder
Mr. James W. Brooks
Ms. Caryn Brown
Ms. Jackie H. Brown 
Ms. Marcia Brown
Mrs. Mary Ellen Brown
Mrs. Myrville Brown
Ms. Sarah Brumley
Ms. Ruth Ann Bruzewski
Mrs. Doris A. Bryll
Buca, inc.
Maya and Gershon Buchsbaum
Ms. Birgit B. Buckley
Mr. and Mrs. Tim Bump
Ms. Kim Burd
Mrs. Karen M. Burgholzer
David F. Burke, MD
Ms. Melody Burke
Mr. Jason Burkett
Mr. Kenneth R. Burkett
Mr. Henry E. Burnell
Ms. Karen Burnette
Mrs. Tamila Burt
Mr. Matt Buschardt
Ms. Jeanette Bush
Ms. Laura Butcher 
Ms. Dawn Butler 
Ms. Janice Butler
John Hyslop and Carey Butlien 
Ms. Joan Butlien
Ms. Joan Butman
Ms. Amanda Butts
Cafe Press
Mr. and Mrs. James E. Caffrey
James E. Caffrey
Mr. and Mrs. Michael Caffrey
Mrs. Priscilla B. Campbell
R. Capasi
Cardinal Health Foundation inc.
Caremark Rx inc.
Mr. Robert Carlson
Ms. Pamela A. Carner
Carla Carpenter, MD
Mr. Dwight R. Carpenter
Ms. Ruth Carroll
Ms. Dorothy B. Carson
Ms. Jacqueline C. Carson
Susan Cartwright, RN
Mr. Tommy Cartwright
Mrs. Nora y. Case
Ms. Jessica Castle
Ms. Debbie Castro
Mr. Milton Causey
Miss Judy Centeno
Ms. Kimberly A. Champine

Alan and Jill Champion
Miss Jessica Chase
Mr. Kunal Chauhan
Naomi C. Chesler, PhD
Ms. Tammy D. Childress
Ms. Jacinda Chin
Mr. Tony Chroussis
Mr. David M. Chute
Mr. Bill Chute
Ms. Patricia Ciresi
Ms. Julie A. Clark
Ms. Kristin Clark
Mrs. Melissa Clarke-Godina
Mrs. Melissa Clegg
Mr. Jack Clemens
Ms. Anita Clemons
Ms. Mary L. Clifford
Mrs. Lola N. Clower
Cocalico School District
Ms. Cynthia Cody
Ms. Angela Coe
Scott and Kellie Coe
Mr. Daniel L. Cole
Ms. Beth Coleman
Mrs. and Mr. Doreen E. Coleman
Ms. Julia A. Coleman
Mr. Chris Colihan
Ms. Johanna Colvin
Mr. David H. Combs, iii
Mrs. Roberta A. Conant
Ms. Carol J. Condie
Mrs. Denise Connor
Mrs. Joanne Constantino
Mrs. Beverly J. Conte
Mr. William Conway
Coon Ridge Grocery
Ms. Gloria Cooper
Mr. Harold Cooper 
Ms. Nicole Cooper
Mr. Michael L. Coors
Ms. Eleanor B. Cornelius
Mr. John Corr
Mr. Daniel Costello
Mrs. Kathryn Costello
Mr. Craig Courtney
Miss isabelle Couturier
Mrs. Virginia A. Covelli
Ms. Lauren Covello
Ms. Lucille Covello
Mr. and Mrs. John Cregan
Ms. Mary E. Cretaro
Mrs. Ginny Crise
Mr. Joseph G. Crompton
George and Lenore Crowe
Mrs. Madlyn A. Cullen
Ms. Vanessa D. Cummings
Ms. Patricia Cunningham
Mrs. Janis S. Curry
Ms. isabell A. Cywilko
Ms. Kathleen Czachor 
Mr. Paul Czysz
D.E.H. Trucking

g e n e r a l  D o n a t i o n s 
DoNATioNS LiSTED WERE RECEiVED BETWEEN JUNE 1, 2010, AND AUGUST 31, 2010. 
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Ms. Lisa Daigle
Ms. Jennifer D'Allessandro
Mr. Michael P. Damaso
Miss Jeanette D'Amico
Laura Hoyt D'Anna, DrPH  
Mrs. Elizabeth Daughdril
Mrs. Claire Davila
Mrs. Barbara Davis
Mr. Duane Davis
Ms. Peggy Davis
Ms. Barbara S. Dawson
Ms. Karen L. Dawson
Ms. Joy L. de Jesus
Ms. Clarice M. De La Torre
Ms. Melissa de Sugny
Ms. Jean M. DeBauche
Mr. Philip J. Deeb 
Ms. Patricia J. DeFranco
Mr. and Mrs. Anthony Defrino
Ms. Geraldine Dellinger
Ms. Teresa A. Delorenzo
Mr. Charles R. Delp
Mr. Mark Denkinger
Mr. Alfred Denman
Ms. Joanne M. Deoliveira
Mrs. Jayne Deppe
Mr. and Ms. Roland Deprez
Ms. Cindy R. Dern
Ms. Ernestine DeSoto
Mr. Jeff Devaney
Mrs. Laura B. Dezubay
Mr. and Mrs. Dennis C. D'Heilly
Ms. Kristina Diana
Ms. Jillian Diaz
The Dimitri Family
Mrs. Holly Dinur
Mrs. Dolores Doherty
Mrs. Janetan F. Doherty
Mr. and Mrs. John J. Doherty
Mrs. Laura B. Dokken
Ms. Breann Donaghue
Ms. Jennifer Donnelly
Ms. Angie Dooley
Ms. Wendy Doskocil
Ms. Cynthia Jean Douglas
Mrs. Hazel Dowda
Mrs. Caitlin Downs
Ms. Donna Downs
Dr. Al N. Angle ii & Associates 

optometrists
Mrs. Jean T. Drown
Mr. E. Kyle Drumwright
Mrs. Sheila K. Duggan
Mrs. Martha K. Dunks
Ms. Brenda Sue Dunne
Mrs. Crystal-Mylove Dunton
Mrs. Anna Grace Durst
Louise A. Durst, RN 
Mrs. Frances Dy
Ms. Marguerite E. Dyer
Dr. Katrina y. Eagilen
Mrs. Prince Eagilen
Mrs. Beverly J. Earley
Mr. Fred Earley
Ms. Linda Easley
Ms. Catherine Eberhardt

Ms. Patty Eberhardt
Ms. Gaylene Edgar
Ms. Lynn M. Efutich
Mr. and Mrs. Frederick Ehemann
Ms. Sarah Einck
Mrs. Azaden El-Achkar
Mr. Mahmoud El-Achkar
Ms. Nancy Elbaum
Ms. Helen K. Elchik
Eli Lilly and Company
Mr. Tom Elich
C. Gregory Elliott, MD
Ms. Gloria Elliott
Mrs. Beverly Ellis
Chris Ellis-Hibbett
Encore Trust
Diane Endo-okada, PharmD
Ms. Judy Ennis
Camm and Sue Epstein 
Norman and Shirley Epstein
Mrs. Mary Ann Esposito
Ms. Judith H. Eugene
Mr. Dan Evans
Mrs. Maribeth Evens
Excel Motorsports Services
ExxonMobil Foundation
Karen A. Fagan, MD 
Mr. and Mrs. Larry F. Fajen
Mr. Sylveste E. Falgoust
Mrs. Dana Falk
Mr. and Mrs. James W. Fallon, Sr.
Mrs. Evelyn Q. Farmer
Ms. Christina Fasci
Mrs. Jessica Fay
Ms. Debbie Feagin
Ms. Susan A. Fechtman
Mrs. Dorothy A. Fecteau
Ms. iris Fein
Ms. Helen Feldman
Ms. Mary A. Felkel
Ms. Angela B. Fields
Mr. Robert Fields
Mrs. Ruth Findley
Ms. Christine J. Fini 
First Financial Bank
Micah R. Fisher, MD
Ms. Mary Ann Fletcher
Mrs. Velma Fletcher
Ms. Kellie Foes
Mr. Eamonn Folan
Ms. Kimberlee Ford
Miss Lynn Ford
Kathy C. Forrest, MSW 
Ms. Leigh Fortson
Ms. Betsy J. Foster
Mr. Jerry Foster
Mr. Michael Franco, iii
Mr. and Mrs. Larry R. Francq
Ms. Gloria J. Franczek
Ms. Tiffani Frandsen
Ms. Pam Frazer
Mrs. Laurel A. Freed 
Linda S. French and Sandra Knight
Mrs. Patty Freundl
Ms. Carol S. Friedrichsen
Ms. Linda Fu

Ms. Kathryn Fujita
Ms. Ursula H. Furlong
Mr. Edward M. Gaffney
Mr. Wesley Gahler
Mrs. Susan Gallipoli
Mr. John Galvin
Judge Barbara T. Gamer 
Ms. Kari Garcia
Mrs. Floy W. Gardemal
Mr. and Mrs. Brian F. Garland
James and Lisa Garnett
Ms. Arline Garrell
Mr. Peter Gatti
Ms. G'na Gayle
Ms. Lisa Gehringer
Ms. Phyllis Geisdorf
Mr. yacha Genfi
Mrs. Carolyn Germann
Mr. Randy F. Gerstl
Miss Melanie J. Gertcher
Linda M. Gertjejansen, RN, CCM
Ms. Katrina Geter
Ms. Kathryn A. Gialanella
Mrs. Rena J. Giammona
Mr. James R. Gibbons
Mrs. Kimberly Gibson
Gilead Sciences, inc.
Mrs. Cynthia A. Gilliam
Ms. LaVonne Gilliam
Ms. Judie Gilliland
Ms. indriani Ginoto 
Ms. Sharon Glass
GlaxoSmithKline
Global impact
Ms. Mary R. Glover 
Ms. Marie F. Goeller
Mr. and Mrs. Howard Goldberg
Ms. Shirley Goldberg
Ms. Kim Golden
Ms. Sylvia Goldman
Dr. Brahm Goldstein
Ms. Jaime Goldstein
Mrs. Carmen A. Goldsworthy
Ms. Judy Goldthwaite
Mr. Dan Golka
Mr. and Mrs. Julian i. Gollay
Mrs. Barbara B. Goodin
Ms. Linda L. Goodson-Ahmad
Mrs. Deborah Gordon
Mrs. Susan M. Gould
Ms. Laurine V. Goulette
Ms. Carole Grady
Ms. Kathleen Grady
Carol K. Gray, NP
Mr. Christopher Gray
Mr. Jerry Gray
Greater Valley insurance Agency
Mrs. Cindy Green
Ms. Janet Green
Mrs. Eve L. Greenstein
Mrs. Lauren K. Gregory
Ms. Megan A. Griffin
Ms. Doris Grimmett
Mrs. Katie Grinnell
Ms. Nila Grosvenor
Ms. Anna M. Grote

Mrs. Jennifer Grote
Mr. Christopher Guerin
Mrs. Barbara J. Guido
Ms. Rhonda Guilin 
Mr. Andrew Guthrie
Mr. Gareth Gwyn
Mrs. Mary Ellen Haber
Mr. Herbert Hall
Mrs. Nancy D. Hall
Mr. Samuel A. Hall
Halliburton Group
Ms. Allison Halpin
Ms. Caryl Z. Halpin
Mrs. Susan Halwix Falkin
Mr. William D. Hannan
Ms. JoAnn Hansen
Mr. and Mrs. Brodie Hardin
Mrs. Dee Hardison
Ms. Darsih Harrebomee
Mr. Whit Harrington
Mrs. Kristin Harris
Mrs. Stacie Harris
Ms. Lois E. Harrison
Mr. and Mrs. Paul D. Harrison
Ms. June T. Hartley
Mr. Curtis L. Hartman
Mr. Robin J. Hartman
Ms. Sydney Hartman
Harvey's
Ms. Donna L. Harwood
Mr. Sammy Hassan
Kevin and Gail Hassett
Ms. Barbara L. Hatchett-Smith
Mr. Greg Hauenstein
Greg Havlena, MD
Denis Hayes and Gail Boyer Hayes
Ms. Joan W. Hayes
Mr. and Mrs. Ronald Hayes
Ms. Angela Haywood
Mr. Nolan W. Hazzard
Mrs. Donna Head
Kristin R. Healy, RD
Mrs. Janis Heck
Ms. Naomi Heiser
Mrs. Marlene C. Heisley-Mitry
Mr. Fred R. Helms
Ms. Keri Hemingway
Mrs. Betty Hendershot
Mrs. Ellen J. Henderson
Mr. Ryan Henderson
Mrs. Ruth U.M. Henkel
Mrs. Judith M. Henry
Margaret C. Henry, RN
Ms. Peggy Hepburn
Heritage
Mr. and Mrs. George D. Herring
Mrs. Joyce M. Herrmann
Mr. Robert Hershey
Mr. and Mrs. John Hess
Ms. Leslie A. Hess 
Alan and Jean Hess
Mr. and Mrs. John Hess
Sidnie Hess, RRT
Ms. Mary L. Hicks
Ms. Masako Hicks
Ms. June L. Hiebing-Van Ryzin
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Mr. Reginald Hillmon
Mrs. Cheryl A. Hlavaty
Ms. Tara Hodges
Ms. Edna E. Hoefer
Mr. Dale Hoffman
Mrs. Mary W. Hoffman
Benjamin and Rachel Hofstatter
Mrs. Mary S. Holden
Ms. Ruth Holland
Ms. Noel Holly
Mr. Mark D. Homan
Ms. Pallavi G. Homan
Mrs. Anne H. Hondros
Mr. Steven P. Honma
Ms. Victoria S. Hooker
Ms. Heather N. Hooper
Mrs. Kathryn M. Horton
Mr. and Mrs. Terry Hosmer
Mr. Robert Hoss
Justin and Jessica Howell
Ms. Jennifer Howland
Ms. Barbara Hrdlicka
Mrs. Karen R. Huber
Ms. Colleen R. Huff
Ms. Debi Huff
Mr. and Mrs. W. James Huggins
Ms. Nicole Hughes
Mr. Jay J. Huitsing
Don and Betty Hull
Ms. Jessica Hunter
ignatius and Eleanor iacono
Mrs. Asako U. igawa 
Ms. Jackie imm
Mrs. Patricia inlow-Patterson 
Ms. Andrea irving
Ms. Mary R. ivanisin
Dunbar ivy, MD
Mr. and Mrs. Ted iwanabe, Jr.
Mr. Ariel Jackson
Mr. Stanley Z. Jacobson
Mr. Stephan Jaeger
Ms. Jade Jaggers
Jamba Juice
Ms. Abirami Janakiraman
Mr. Joe Paul Janoush
Miss Laurie J. Johannsen 
Ms. Christine H. Johnson
Ms. Debra Johnson
Ms. Evelyn Johnson
Mr. Jeremiah D. Johnson
Ms. Lucille L. Johnson
Ms. Lynne Johnson
Mrs. Naomi Johnson
Ms. Kathleen A. Jonas
Mrs. Christina Jones
Mrs. Kathryn A. Jones
Mrs. Lucille T. Jones
Maddie and Cody Jones
Mrs. Agnes T. Jordan
Mrs. Marianelle Jordan 
Mr. and Mrs. Mark R. Jordan
Mr. Bob Jordan
Mrs. Ruth Jordan
Ms. Birgit Jorgensen
Ms. Roseann Joule
Mr. Michael T. Joyner 

Mrs. Corrine Julian
Mrs. Sherri A. Jusinski
Mr. and Mrs. Zahi M. Kakish
Ms. Pauline Kamakaris
Ms. yuka Kamio
Mr. Douglas Karson
Mrs. Maria G. Kebr 
Mr. Nate Kehm
Mr. Daniel Kelley 
Mr. John Kelley
Ms. Cindy Kelly
Mr. James Kelly
Ms. Mary Ann Kelly
Ms. Jessica Kelsey
Mr. Jeffrey Kelso
Ms. Elaine B. Kennedy
Mrs. Susan Kennedy
Mr. Jack E. Keough
Ms. Dunia Khudairi
Mr. and Mrs. J. Kimball
Mrs. Sheila Kincade
Mrs. Helen King
Mrs. Martha G. King
Katie Kinninger, RCP
Ms. Nina Kirby
Mrs. Linda Kirkwood
Mrs. Jean B. Knox
Mrs. Mildred Knuckles
Ms. Natasha Koerner
Ms. Jessie Kohler
Mr. Bob Kopeny
Mr. William J. Kopeny
Ms. Karen C. Kopf
Ms. Jane Kosmicki
Mrs. Agnes C. Kottler
Ms. Grace F. Krenrich
Ms. Angelika Krivenko
Kroger
Mrs. Rita K. Krywonos
Mrs. Pamela S. Kuhn
P. F. Kulp
Mr. Rainer Kunz
Mr. Jeff Kurtz
Kyle Rich Contracting, inc.
Mrs. Hannah Lahmeyer
Mr. and Mrs. Tony Lahnston
Ms. Sarah Lamiao
Ms. Leslie Larson
Ms. Christine Latore
Ms. Vicki Laverde
Mr. Michael D. Lavin
Ms. Patricia Lawrence
Mrs. Linda Layer
Thomas and Stephanie Layer
Ms. Connie Q. K. Le
Mr. Norman A. LeBlanc
Mrs. Barbara Lefkowitz
Mrs. Maureen Lehosky
Mr. and Mrs. Daniel A. Leivas
Alice K. Lemin
Mr. Guy Lemire
Mrs. Cleo Lenz
Mrs. Elizabeth Leonard
Mr. Jean Pierre Leroy
Mr. David Lesh
Ms. Cheryl Leslie

Mrs. Ann Levine
Ms. Henrietta B. Lewis
Ms. Sally T. Li
Mrs. Nelly Liao
Mrs. Karen Lindemann Ehret
Ms. Diane K. Linder
Mrs. Maureen Lindner
Ms. Robin Lindsey
Mr. and Mrs. Terry W. Lindsey
Ms. Carolyn Linett
Mrs. Debra Lippitt
Mr. Keith R. Lisonbee
Mr. Richard E. Little
Mr. Robert H. Little, ii
Ms. Mamie Lloyd
Mr. Mark Lloyd
Local independent Charities of 

America
Ms. Gayle Lombardi
Ms. Danielle Lopez
Patricia Louzon, MD
Mr. Walter Lowinski
Ms. Adrienne Loye
Mrs. Carmen G. Lozada-Bruno 
Ms. Dorene Lucero
Mrs. Virginia Lucero
Mrs. Amy Lukasik
Mr. Lary Luzader
Ms. Kelly Lynaugh
Mrs. Melissa Macejko
Ms. Robin Machacz
Brian and Jen Machan
Ms. Sally Mackey
Ms. Stephanie J. MacLearn
Mr. Brandon Maddox
Mrs. Sally Maddox 
Ms. Jennifer E. Maddux
Ms. Rosa A. Madrid
Ms. Maria D. Madrideo
Ms. Liz A. Mahoney
Mr. Marlin Maifeld
Mr. Michael J. Maillis
Mrs. June Makowski
Ms. Monique Malekzadeh
Mrs. Arlene Maley
Mrs. Doreen Mallard-Lavin
Mr. and Mrs. James M. Maloof
Ms. Diana Malott
Mr. Perry Mamigonian
Mr. and Mrs. James Manning
Ms. Dana S. Manns
Mr. and Mrs. Roger Manseau
Ms. Janet Manto
Ms. irina Manvelian
Ms. Lucille March
Mrs. Cheryl Marchant
Mrs. Susan Marinac
Mr. and Mrs. William Markov
Ms. Claire G. Marsh
Mrs. Catherine Marshall
Mrs. Gwen C. Marshall
Mr. Cyrus J. Martin
Ms. Dana B. Martin
Ms. Joyce M. Martin
Mr. Gary Martinez
Ms. Joette Martuccio

Ms. Lucia Martuccio
Ms. Marcella Masiello
Ms. Elizabeth J. Mason
Ms. Brenda Masters
Ms. Josephine Mastrandrea
Gail and Dominic Mastrototaro
Mr. Paul Mataruse
Steve and Nancy Mathews
Ms. Carol S. Maxwell
Ms. Laura Maxwell
Ms. Diane May
Mr. and Mrs. Philip L. May
Mrs. Toni Mayben
Mr. Patrick Mayerchak
Mr. Michael E. McAdams
Mr. Timothy McAdams, MBA
Mr. Joshua McBride
Mrs. Kirsten L. McCallion
Mr. Duncan P. P. McCallum
Mr. and Mrs. Bill G. McCamment
Mr. Brian P. McCarville
Mrs. Barbara A. McClory
Deborah McCollister, RN, BSN
Ms. Delores A. McCollum
Ms. Geraldine McCooey
Mrs. Sharon McDaniel 
Mrs. Carol McDonald
Mr. and Mrs. John McEntee
Mr. Merlin L. McGee 
Mr. and Mrs. Lonnie J. McGinnis
Michael and Bonnie McGoon 
Mr. Thomas D. McGraw
Ms. Beverly McGregor
Ms. Carol J. McGuire
Mr. and Mrs. Jonathan M. 

McKearin
Mr. and Mrs. Thomas L. 

McKeown
Mrs. Norma J. McKinney
Mrs. Kathleen McKune
Mrs. Myra McLain
Mr. Ric McLean
Ms. Donniella McLoughlin
Ms. Marie McMullen
Ms. Pamela McNamara
Kevin and Diane McNew
Ms. Phyllis Meadows
Medco Health Solutions, inc.
Mrs. Lucy Medlej
Ms. Jessica Medlin
Ms. Mary Meeker
Ms. Barbara L. Melius
Ms. Tammy Mennig 
Mr. and Mrs. Jerry R. Meridith
Howard Meridy, MD
Mr. Goeffrey Mestas
Metroplex Clinical Research 

Center
Mrs. Melissa Michaels
Mrs. Jerrie L. Michaelson
Midwest City High School
Ms. Elizabeth Miklos
Ms. Joan M. Mikolajczak
Ms. Betty Miller
Ms. Jody Miller
Ms. Lillian H. Miller
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Mr. Mike Miller
Ms. Kathleen L. Miller-Reed
Mr. and Mrs. Jerome Millstein
Mr. Bill Mineham
Ms. Susan Mitchell
Mrs. Anita y. Mitchem
Charles and Sarah Mitelhaus
Ms. Sarah F. Moe
Ms. Mari Moffat
Mr. and Mrs. Ernie Moles
Ms. Denise Montanye
Mrs. Catherine Montoro
Ms. Alice C. Moore
Mrs. Diane Moore
Ms. Elaine Moore
Mrs. Lisa S. Moreau
Ms. Waynette Moreland
Mrs. Brenda Moreno
Ms. Muriel S. Morgan
Ms. Nellie G. Morgan
Ms. Barbara Morris
Mr. and Mrs. Geoffrey Morris
Mr. Thomas Morzello
Ms. Amy T. Moseley
James Keith Motley, PhD
Mrs. Danielle Mount
Mrs. Mary Ann Moy 
Mr. and Mrs. William C. Mui
Mr. Donald G. Mulligan
Mr. Michael R. Mulligan
Mrs. Annette L. Mullins
Mullins Funeral Home & 

Crematory
Mr. Jake Munick
Mr. Frank Murphy
Ms. Marietta Murphy
Mrs. irene Murphy-Knudsen
Ms. Dorothy J. Musil
Mrs. Marilyn J. Mutter
Miss Ellen Myers
Ms. Pearl Naistadt
Mr. Robert A. Nastanovich
Mrs. Beverly A. Natkiel
Prof. J David Naumann
Doris Navesky, RN
Ms. Deborah Jean Neff
Mr. and Mrs. Richard H. Neil
Mr. Craig Nelson
Ms. Lauri Nelson
Mr. and Mrs. Michael Nelson 
Mr. Richard Nelson
Ms. Sharon Nelson
Ms. Joyce Nenonene
Mr. Mawulom Nenonene
Ms. Vickie Nevins
Mr. Richard G. Newton 
Mr. Doan Thuc Nguyen
Ms. Cindy Nicoll
Mr. Michael Nielsen
Ms. Lynda Niland
Mrs. Carol Nix
Mr. Robert L. Noddin
Marilyn i. Nolan, RN
Mrs. Jane Northrop
Mr. Jacob Norton
Ms. Lynn Notarianni

Novartis Pharmaceuticals 
Corporation

Ms. Meaghan Nowell
Ms. Andrea L. Nowicki
NRV Progressive Mens Club inc.
Mr. Jerry N. Nuss
Ms. Dorothy L. o'Dell
Mr. and Mrs. Brian o'Hara
Ms. Mehrzad okhovat
Mrs. Janet olson
Ms. Melissa y. olson
Mrs. Nancy B. o'Neal
Mrs. Carol A. o'Neill
Mrs. Susan o'Neill
Mr. Jon oringer
Mr. Robert J. osepowicz
Mr. and Mrs. Donald overbey
Mr. Shola oyewole
Mrs. Ellen Pagnotta
Mrs. Mary Beth Pajak
Palm Springs Air Conditioning & 

Refrigeration, inc.
Mr. Charles A. Palmberg
Mrs. Pat Palmer
Mrs. Frances K. Palone
Mr. Bob Panni
Ms. Katherine E. Parker
Ms. Wanda Parks
Mr. Sheppard Parr
Mrs. Libby Pass
Mrs. Barbara Pastorelle
Ms. Neha Patel
Ms. Myra Patterson
Amanda S. Patton, RN, MSN
Ms. Denise Payne
Lois E. Peach, RN
Ms. Viola Peachey
Henry L. Pearlberg, PhD
Miss Rocio Penagos Herrera
Mr. and Mrs. Brandon Penaranda
Ms. Lisa Pendergast
Mr. Chester Pennell
Ms. Gale L. Perkins 
Mrs. Geraldine W. Perry
Susan Perry, RN
Mrs. Janice E. Persson 
William and Rose Marie Peters
Mrs. Roseann G. Peters
Mrs. Marilyn Petersen
Ms. Jamilah Peters-Muhammad
Mr. and Mrs. Randy Peterson
Mr. John Petterchak
Pfizer inc.
Ms. Linda Philipcik
Mrs. Peggy N. Phillips
Ms. Penny Phillips
Mr. William G. Phillips
Mrs. Amy Piazza
Mr. Brian Piazza
Mrs. Jill Piazza
Ms. Ann o. Picchione
Mr. and Mrs. John R. Pickles 
Ms. Valerie E. Pierce
Ms. Alyce Pincoske
Janet M. Pinson, NP
Elleni J. Pippis, MD

Mrs. Debbie Pittenger
Ms. Tamara Pixler
Fred and Glenda Polinder
Ms. Betty Poole
Mr. Richard H. Popeney
Mrs. Carol J. Posner
Potbelly Junction, inc.
Mr. and Mrs. Alvin Prager
Mrs. Moira M. Prakash
Mr. Simon Prakash
Mr. Vijai Prakash
Mr. and Mrs. Howard G. Press
ioana R. Preston, MD
Ms. Kim M. Preston
Mr. and Mrs. Jon Pringle
Mrs. Coleen C. Pritchard
Ms. Angelica Proboszcz
Ms. Valerie Proper
Ms. Sue Prudhomme
Mr. and Mrs. James H. Pugsley
Mrs. Valerie Pullen
Ms. Esther Purpura
Ms. Marlene Purvis
Ms. Susan Quan
Miss Katie Quartarone
Mr. Stephen Quartarone
Deanna Quinn, RN 
Mrs. Mary Lou Quinn
Ms. Elissa Quist
Mr. Shamsur Rahman
Ms. Virginia A. Ramirez
Ms. Catherine Ramsay
Mr. Joshua S. Rank
Mr. and Mrs. Donald Raschke
Ms. Angela Read
Mr. Wayne Rebiejo
Ms. Merle Reeseman
Mr. Paul Regin
Mr. and Mrs. Tom W. Reichenberger
Ms. Leslie Reintsema
Mrs. Marlene K. Remmers
Ms. Judith A. Retzloff
Mr. William Reynolds
Ms. Beth Rhodes
Mr. Robert L. Ricchi
Mr. Garrett L. Rice
Mrs. Lisa D. Richardson
Mrs. Patricia M. Richardson
Mr. James D. Rider
Mr. Michael G. Rigdon
Ms. Darlene Riggins
Mr. Thomas P. Riggio
Ms. Taryn Rinaldi
Ms. Betsy Rise
Carolyn E. Ritchie, RN, BSN
Ms. Roberta Rittenberg
Ms. Hilda M. Rivera
Ms. Carolyn Roan
Dr. and Mrs. ivan M. Robbins, MD
Mrs. Cynthia Roberts
Ms. Penny Roberts
Tonya T. Robertson, RN 
Mr. G. A. Robinson, iii
Ms. Jayne Robinson
Ms. Jonette Lea Robinson
Ms. Kelly Robinson

Mrs. Carol A. Robinson-Thompson
Mrs. Franca Rocca-Sullivan
Mr. Robert Rochford, Jr.
Ms. Joan Rockefeller
Ms. Jen Rodriguez
Mr. John Roeske
Mr. and Mrs. Berton Rosenberg
Joyce Rosenthal, RN
Ms. Elizabeth F. Roush
Michael A. Rovzar, MD
Ms. Joyce Rowe
Mrs. Connie Roylance
Ms. Kerri Rubio
Mrs. Doreen Ruotolo
Allyson M. Rupp, LCSW
Mrs. Dianne Russell
Ms. Susan P. Russell 
Ms. Kimberly Russo
Ms. Monica Rutten
Mrs. Anita Ryan
Ms. Ronelle Ryan
Stephana and Doug Ryder
Ms. Sally Saberton
Mr. Chuck Sadler
Ms. Kate Safron
Rajeev Saggar, MD
Ms. Sanghamitra Sahoo
Mrs. Rosemary Saint James
Mrs. Deana S. Salyers
Mr. Melvin Samet
Mr. Aimee Sanchez
Ms. Paula R. Sanchez
Ms. Zinzi L. Sanchez
Mrs. Caroline Santana
Mr. Gerardo R. Santos
Ms. Limbani Santos
Ms. Georgia A. Saroff
Richard and Matacha Saul
Mrs. Roxanne Saverino
Mrs. Gwen E. Sayer
Ms. Stacey Sayer
Mrs. Dorothy A. Scanlan
Ms. Helen L. Schardin
Mr. Fred Schilling
Mr. David Schmahl
Mr. Larry Schmidt
Ms. Cynthia D. Scholl
Mr. and Mrs. John Schoonvel
Ms. Bettye Schopfer
Mrs. Rosalyn Schreiber
Ms. Andrea K. Schrock
Ms. Dessa M. Schroeder
Mr. HJ Schroeder
Mrs. Mary Schubilske
Mrs. Mary Lou Schulte
Ms. Cindy Schulz
Ms. Pam Schulz
Ms. Diane Schumacher
Mr. Michael J. Schurr
Mr. Robert Schwarz
Mrs. Freda M. Scott 
Mr. and Mrs. Gene Scott 
Mr. Wyley B. Scott, ii
Mr. Frederick A. Searles
Mr. and Mrs. Leslie Seid
Mr. Arun Sekhri
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Ms. Victoria L. Selman
Mrs. Connie Semonin
Seong Seo
Ms. Carolyn Serrano
Mrs. Mary E. Seto
Ms. Anne Shafer
Jana Shardonofsky, MSN, FNP
Ms. Wanda C. Sharpe
Mrs. Betty L. Sheetz
Mrs. Florence M. Sheffer
Kris and Phil Shell
Mr. Bryan Shelley
Mrs. Blanche A. Shelton
Mr. and Mrs. Joseph V. Shelton
Deb and Tim Shelton 
Ms. Mary Ann Shippey
Mrs. Rosalie Short
Mrs. Rose M. Shultz
Mrs. Jennifer Sibley
Mr. Jeff Sigman
Ms. Rosalind Silver
Mrs. Betty Simmons 
Mr. Eric Simmons
Mr. Paul Simmons
Mr. and Mrs. Edwin L. Simpson
Dr. Diana Sims
Mrs. Karen A. Sinesio
Mr. Raj Singh
Ms. Argie Kanellos Sirmans
Hall Skaara
Ms. Ellen Skidmore
Mrs. Carol R. Skorey
Mr. Charles Slattery
Mrs. Carol Slettvet
Mrs. Carol J. Smith
Ms. Clara Smith
Ms. Danielle Smith
Mr. Darrin E. Smith
Mr. Gerald Smith
Ms. Katie Smith
Mrs. Lisa M. Smith
Mrs. Lynn B. Smith
Ms. Mary Ann Smith
Mrs. Melba Joyce Smith
Mr. Robert Smith
Mr. Russell B. Smith
Ms. Susan N. Smith
Mr. Ted Smith
Tracy Smith, MD
Mrs. Marcille Sohlberg 
Mr. Guillermo Sollberger
Mrs. Sopheap Soth
Ms. Marjorie H. Spencer
Mr. and Mrs. John P. Sperando
Joanne and Kenneth Schmidt 
Pamela Sperl, PharmD
Ms. opal F. Spitzer
Ms. Sandra Spring
Richard and Marilyn St. John
Mr. Gary D. Stacy 
Ms. Tina Stanberry
Ms. Patricia Stanchfield
Mr. and Mrs. Robert E. Stanton
Prof. Chloe Starr
Mr. Larry R. Stauffer
Ms. L. Lynne Steele

Susan Steinbis, NP, MSN, ACNP
Ms. Sheryl Stenseth
David and Susie Stephen
Ms. Susan Stevens
Mr. Vaughn M. Stevens
Mrs. Joan M. Stevenson
Mr. Andy Stewart
Duncan Stewart, MD
Mrs. Mariruth Stewart
Jack and Marcia Stibbs
Stibbs & Co., PC
Mrs. Mary Jo Stine
Mr. and Mrs. Matthew C. Stokes
Ms. Lynn L. Stokke
Mrs. Joyce C. Stoss
Mr. Glenn Strapp
Studio Belle Visage inc.
Ms. Brittany Study
Roxana Sulica, MD
Mrs. Amy Sullivan
Linda and Stephen Sullivan
Ms. Marilyn Sun
Cathy Sunday, RN
Mr. and Mrs. William Surrick
Mr. David Sustad
Ms. Lynn Sustad
Ms. Jessica Sustad
Mrs. Rebecca L. Sutton
Ms. Sara R. Sutton
Ms. Susan Swan
Mrs. Katie L. Swanigan
David Swanson, PharmD
Mrs. Dolores Swanson
Mrs. Stacy Swanson-Cramer
Ms. Sheila Sweeney
Ms. Mary L. Swinney
Mrs. Jeane M. Szwarc
Shinichi Takatsuki, MD
Mr. Todd Tartavoulle
Mr. Terry Tate
Darren Tayama, MD
Ms. Carol S. Taylor
Mr. James R. Taylor
Mrs. Pamela J. Taylor
Ms. Barbara E. Tecklin 
Mrs. Susan V. Temple
Ms. Courtney Tennant
Mr. and Mrs. Cal A. Terhune
Stephanie and Paul Terrell
Mrs. Debra Testement 
Mr. and Mrs. Norman Thays
Mr. Michael D. Theriault
Mrs. Patricia C. Thill
Ms. Jane L. Thomas
Mr. and Mrs. John H. Thomas, Jr.
Mrs. Sharon A. R. Thomas
Thomas Reuters
Warren and Ellen Thompson
Ms. Clara S. Thornton
Ms. Nona Tiedge
Ms. Erinn Tilley
Mrs. Sylvia Timmons
Mrs. Holly M. Tissue-Thompson
Ms. Stacy Todd
Mrs. Suzy Todd
Mrs. Astrid Tooms

Ms. Erica Toren
Mrs. Kari Trapp
Mr. David W. Treece
Ms. Linda Trujillo
Mr. Scott Tsurutani
Mrs. Fredreckia Tucker
Ms. Roberta Tucker
Mr. Gerald Turner
Jim and Wendy
Ms. Josephine Tuttle
Martha L. Tyler, RN, MSN
Mrs. Evelyn Uhrlass
Ms. Theresa Ularich
Ms. Erin Underwood
Ms. Carol B. Ungar
Ms. isadora Unger
United Therapeutics Corporation
USA Staffing
Mrs. Joanne K. Utley
Ms. Trish Vallely
Ms. Bertha N. Van Pelt
Ms. Amy Vance
Ms. Dianne Vanden Bussche
Ms. LuAnn Vannoy
Mr. and Mrs. Terrance J. VenRooy
Ms. Joan Verigood
Andrea Viegas, PharmD
Villa Ford
Ms. Mary Vinck
Ms. Carol L. Vorchheimer
Mr. Michael L. Vretenar
Rose Vuskovich, RN
Mr. Daniel Waddell
Dr. Lynne Wagoner
Robert Waldie, MD
Mr. and Mrs. Edward K. Waldman, Jr.
Mrs. Betty Walker
Ms. Judy C. Walker
Mr. David Wallis
Mr. Stephen Wallis
Ms. Maureen P. Wanagiel
Ms. Lucille Warkocki
Ms. Dona L. Warner 
Mr. and Mrs. Sean Warren
Mr. and Mrs. William J. Wasserman
Ms. Eula Mae Watkins
Mr. and Mrs. Laurence M. Watson
Jay A. Watson, PharmD
Mrs. Florence J. Waugh
Mrs. Deborah Wayne
Ms. Eva Wayner
Ms. Shirley Weaver
Mr. and Mrs. David L. Webb
Ms. Crystal Weber, RN
Ms. Mziya Weber
Ms. Nicole Weber
Mrs. Lorraine Weiland
Miss Janice Weiser
Mr. Jeffry Weisman
Mr. and Mrs. Eric Weissmann
Judy and Bill Weizel
Ms. Valerie J. West
Westerfield, Janoush & Bell, PA
Mr. and Mrs. Daniel R. Wheeler
Mr. and Mrs. Lawrence A. White
Jim White and April Leuhmann 

Ms. Claireann R. Whiteley
Mr. and Mrs. Douglas R. Whitney
Ms. Cynthia M. Whitten
Mrs. Gloria G. Wier
Ms. Cindy Wilbert
Mr. and Ms. Donald F. Wild
Ms. Jasmin Wiley
Mr. Raymond A. Wilhite
Mrs. Nina Wilkins
Mr. Donald E. Willey
Ms. Angela T. Williams
Ms. Charlotte A. Williams
Ms. Tammy Williams
Ms. Florence i. Williamson
Mrs. Lynda S. Willis
Ms. Linda Willner-Giwerc
Mrs. Katrina L. Wills
Ms. Laura B. Wilson
Mr. Rob Wilson
Mr. Wayne Wilson
Mrs. Cheryl L. Windisch
Mrs. Georgia Winkler 
Ms. Vesta A. Winston
Mr. and Mrs. Daniel Wissman
Mr. Ron Witsaman
Mr. and Mrs. Mark Wojciechowski
Mrs. Deborah Wolagiewicz
Mrs. Marilyn Wolf
Ms. Maggie Wong
Ms. Jennifer J. Wood
Ms. Penny Wood
Mrs. Jeanne M. Woods
Ms. Patricia S. Woodward
Ms. Norma Wren
Ms. Brenda Wright
Mr. and Mrs. James Wright
Mrs. Karen M. Wright
Mr. James Wulliman
Ms. Carolyn Wyckoff
Mr. and Mrs. Bernard yamakaitis 
Ms. Helena yang
Mr. Neil yaris
Mrs. Virginia yezzi
Mrs. Lily yih
Ms. Lauren D. yoder
yorba Linda Womans Club
Mrs. Bernadine young
Mrs. Maxine K. young
Ms. May yu
Tao yu
Maurya Zaki, RRT
Mr. Michael Zastrow
Ms. Lizbet Zelaya
Mr. Etan Zellner
Ms. Damara Zepeda 
Mike and Julie Zuby
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Rino Aldrighetti
President
Rino@PHAssociation.org

Margaret Beardsworth
insurance Program Manager
Margaret@PHAssociation.org

Emma Bonanomi
Associate Director, Patient 
outreach and Services

Emma@PHAssociation.org

Dorothy Bradley
office Assistant

Amanda Butts
Associate Director, office of 
the President

Amanda@PHAssociation.org

Debbie Castro
Director of Volunteer Services
Debbie@PHAssociation.org

Micaela Cohen
Associate Director of Medical 
Services

Micaela@PHAssociation.org

Adrienne Dern
Senior Vice President
Adrienne@PHAssociation.org

Christine Dickler
Associate Director of 
international Services

Christine@PHAssociation.org

Meghan Finney
Patient Education Program Associate
MeghanF@PHAssociation.org

Suzanne Flood
Marketing & Communications 
Associate

Suzanne@PHAssociation.org

Kathryn Frix
online Community Liaison
Kathryn@PHAssociation.org

Diane Greenhalgh
Director of Web Services
Diane@PHAssociation.org

April Grimsley
Administrative Assistant
April@PHAssociation.org

Carsten Hailey
Meetings Planning Associate
Carsten@PHAssociation.org

Patty Hunt
Associate Director of Finance & HR
PattyH@PHAssociation.org

Jennifer Kaminski
Development Associate
Jennifer@PHAssociation.org

Sophie Klein
Volunteer Services Associate
Sophie@PHAssociation.org

Arsène Koissy
Senior Database Associate
Arsene@PHAssociation.org

Katie Kroner
Director of Advocacy and Awareness
Katie@PHAssociation.org

Patti Lalley
Special Projects Assistant
Patti@PHAssociation.org

Doreen Lucadamo
Director of Meetings & Conference 
Planning

Doreen@PHAssociation.org

Megan Mallory
Associate Director, Publications 
Pathlight Editor

Megan@PHAssociation.org

Jillian McCabe
Associate Director of Development
Jillian@PHAssociation.org

Jessica McKearin
Special Events Manager
JessicaM@PHAssociation.org

Anastasia Raftopoulos
Kerry Bardorf Family Support Program 
Associate

Anastasia@PHAssociation.org

Jessica Ritter
office operations and iT Manager
JessicaR@PHAssociation.org

Jenna Roe
Special Events Associate
Jenna@PHAssociation.org

Patty Scuderi
Director of Finance
Patty@PHAssociation.org

Meghan Tammaro
Executive Programs Coordinator
MeghanT@PHAssociation.org

Keisha Thomas
Database Manager
Keisha@PHAssociation.org

Rachel Wheat
Medical Membership Program 
Associate

Rachel@PHAssociation.org

Elisabeth Williams
Grassroots Campaigns Associate
Elisabeth@PHAssociation.org

a r e  w e  m i s s i n g  Y o u ?
Please update my mailing list information as follows:
(Please print.)

q Mr. q Mrs. q Ms  q Dr. q Miss
Name: ___________________________________________
Business (if any):  _________________________________
Address:  _________________________________________
City:  ____________________________________________
State:  _________________  Zip:  ____________________

 q Please check here if this is an address change.
Phone:  __________________________________________
Fax:  _____________________________________________
E-mail:  __________________________________________
i am a: 

 q Patient q Caregiver  q Parent of child with PH

q Medical professional (title and affiliation):  _____
 ______________________________________________  

Mail or fax completed form to: 
Pulmonary Hypertension Association

801 Roeder Road, Ste. 1000
Silver Spring, MD 20910

Fax: 301-565-3994

you may also submit a change of address online at 
www.PHAssociation.org/Contactus

Sandra Alt Awood

Dauna Leigh Bauer*

Sylvia Marie Becherer*

Gloria G. Blodgett*

Dorothy E. Bradley

Roberta F. Browning* and 

Lee Broadbent

Rita and Bruce Brundage

Jane P.* and 

Harold P. Cooper

James F. Corbett*

Charles W. DeVier, iii*

Linda M. Feibel*

Barbara Gamer

Tammy* and Dean Hazen

Mary and Carl Hicks

Jacquelyn Holt

Richard L. Horrocks

Terri L. Kopp*

Gloria Lang*

Thomas and Mary Jo Linnen

Sally Maddox 

Bonnie and Michael McGoon

Joseph W. Mihuc*

Karen Moody

Marjorie D. Mott*

Joyce L. Mowrer*

Dorothy and Harry olson 

Rita and Guy orth

Pat and Jerry Paton

Carol Posner and Marc Priore

Frances A. Price

Louise and Gene Salvucci

Judy and Ed Simpson

Marcia and Jack Stibbs 

Helena Strauch*

Frank A. Tobac*

Torres-Gonzalez Family

Deborah and Roger Towle

Carol B. Ungar

Daniel R. Walsh*

Andrea and Stephen White

*deceased members

For more information on PHA’s legacy planning program, 
call Jillian at 301-565-3004 x767, e-mail Giving@

PHAssociation.org or visit www.PHAssociation.org/Give.

PHa’s legacY of HoPe societY
To honor those who have included PHA in their estate plans 

or whose legacies have been realized, PHA created 
the Legacy of Hope Society. 

PHA is pleased to recognize the following members.
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b o a r D  o f  t r u s t e e s s c i e n t i f i c  l e a D e r s H i P  c o u n c i l

c o n t a c t  P H a  
PHoNE 301-565-3004
FAX 301-565-3994
E-MAiL pha@PHAssociation.org
Member Services and Address Changes 

Jennifer Kaminski x756, Jennifer@PHAssociation.org
New Member Packets, Pins, Brochures and Cards  x0, store@PHAssociation.org
Support Groups

Debbie Castro x755, Debbie@PHAssociation.org

P H a  r e s o u r c e s  a n d  s e r v i c e s
Patient-to-Patient Support Line (daytime, please) 1-800-748-7274
Children with PH/PPH

Laurie Jeter, mjeterl@aol.com 952-380-4999
organization Liaison

National institutes of Health:  
Heart, Lung, and Blood institute 

Judy Simpson, R.N., Ed.S., ejsimpson@cox.net 479-253-0082 
American Thoracic Society: 
 Public Advisory Roundtable

Rino Aldrighetti, Rino@PHAssociation.org 301-565-3004
Patient-to-Patient Support Line Coordinator

Pat Paton, pjpaton@onearrow.net 772-597-4962

i n s u r a n c e  r e s o u r c e s     
Accredo’s Hotline for Flolan 1-866-FiGHT PH

for Remodulin 1-888-485-8350 x1260
for Tracleer 1-866-228-3546
for Ventavis 1-877-4VENTAViS

Caring Voice Coalition 1-888-267-1440
Curascript Helpline 1-866-4PH-TEAM
CVS Caremark Helpline  1-877-242-2738
(Remodulin, Tracleer and Flolan) 
GlaxoSmithKline Patient Assistance Programs www.gskforyou.com
Letairis 1-866-664-LEAP
NeedyMeds www.needymeds.org
Partnership for Prescription Assistance 1-888-477-2669

www.pparx.com
Priority Healthcare Remodulin Hotline 1-877-462-6225
Tracleer Access Program 1-866-228-3546

P a t H l i g H t  a n D  P e r s i s t e n t  V o i c e s 
s u b m i s s i o n s

--------------------
The Winter issue deadline is November 5, 2010.

Pathlight is your publication. Tell us about your support 

group, recent event, phenomenal PHer or anything else you’d like 

to share. Let us know how you cope with PH, how you live and work 

every day. We’ll accept articles, quotes, photos, tributes, etc. for 

consideration in the newsletter. We also accept submissions of 

personal PH stories, pictures, poems and quotes for publication in 

the next issue of Persistent Voices. if you’re not comfortable writing 

your story — or if you just can’t find the time — contact us and we’ll 

interview you about it and write it for you. if you are interested in 

reporting for Pathlight or conducting interviews with other members 

of the community, let us know. Please contact us with your input and 

stories! Send submissions, with your phone number, to:

“Newsletter Submission”   or “Newsletter Submission”
Print Services Department  print@PHAssociation.org
Pulmonary Hypertension Association
801 Roeder Road, Ste. 1000
Silver Spring, MD 20910

Work submitted will be printed as space permits. Please let us know if 
you would like anything returned. PHA cannot be held responsible for 
any materials lost.

P a t H l i g H t  &  P e r s i s t e n t  V o i c e s

P a t H l i g H t  r o u n D t a b l e

Laura D’Anna, DrPH, Chair

Vallerie V. McLaughlin, MD, Chair-Elect

Sally Maddox, Secretary

Roger Towle, Treasurer

Carl Hicks, Immediate Past Chair

Trustees-at-Large
Robyn J. Barst, MD
Linda Carr
Richard Channick, MD, SLC Representative

Louise Durst, RN, PH Resource Network Representative

C. Gregory Elliott, MD
John Hess
Dunbar ivy, MD
Mark Jeter
Tony Lahnston
Michael D. McGoon, MD
John H. Newman, MD, SLC Representative

Rita orth, RN
Cindy Pickles, RN
Harry R. Rozakis
Traci Stewart, RN, PH Resource Network Representative

Jack Stibbs
Steve Van Wormer
Rev. Stephen White, PhD

Emeritus
Dorothy olson
Harry olson
Jerry Paton
Pat Paton, RN
Edwin Simpson
Judith Simpson, RN, EDS

President
Rino Aldrighetti

John H. Newman, MD, Chair

Richard Channick, MD, Chair-Elect

Vallerie V. McLaughlin, MD, Immediate Past Chair

David B. Badesch, MD Todd Bull, MD
Charles Burger, MD C. Gregory Elliott, MD
Serpil Erzurum, MD Karen A. Fagan, MD 
Robert Frantz, MD John Granton, MD 
Nicholas S. Hill, MD Marius Hoeper, MD 
Dunbar ivy, MD Zhi-Cheng Jing, MD 
Anne M. Keogh, MD James E. Loyd, MD 
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P a t H l i g H t
When is the perfect t ime to support phA At Work? right noW!

»» Host a workplace fundraiser
From raffles and rummage sales to ice cream socials 
and potluck lunches, PHA’s Our Workplace Has a Heart 
kit offers creative ideas for hosting a fundraiser (and 
awareness-raiser!) at your workplace. 

When you request a copy of the kit, you’ll receive a 
colorful, easy-to-use binder filled with everything you 
need to plan a fun and successful event. 

Contents include ideas and step-by-step instructions 
for easy fundraising events (including a recipe for “Cha-
ching chocolate chip cookies” for your bake sale); a 
CD-RoM full of templates for you to customize and 
use for promoting your event; advice on how to attract 
media attention and spread PH awareness to your entire 
community; and everything you need to plan PHA’s 
signature workplace event, Blue Jeans for PH.

»» Give to PHA at work
Many employers host charitable fund drives in the 
fall, and you may be able to designate PHA as the 
recipient of your pledge. Check to see if your employer 
participates in the United Way, or if it holds its own 
fund drive, and encourage your coworkers to pledge to a 
charity that means so much to you. one of the country’s 
biggest fund drives is the Combined Federal Campaign 
(CFC) for employees of the federal government, postal 
service, and members of the military. PHA is #12097. 

»» See if your employer will match your gifts to PHA
Some companies offer employee matching gift 
programs, which means every gift you give to PHA can 
be doubled or even tripled. 

Here are a few ways you can raise funds and awareness at your workplace:

Ready to get started? Workplace events are great any time 
of year, but November is the perfect time to hold a workplace 
fundraiser because it’s PH Awareness Month! Contact Jennifer 
at 301-565-3004 x756 or Jennifer@PHAssociation.org to request 
PHA's free Our Workplace Has a Heart kit or for more information. 

We won!
See p.53 
for details.
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