
A newsletter for Adults who hAve cystic fibrosis summer 2013

See our website: www.cfroundtable.com ❚ Subscribe online

I know...it’s not a word. But it 
should be. Especially if you have 
CF and you deal with the ups and 

downs of exacerbations, followed by 
hospitalizations and the frustrating 
loss of all of your hard-earned 
fitness gains; there needs to be a 
unique word to describe what 
enables you to keep on plugging 
away at the goal to be fit. I call 
it “mojovation”. I define it as 
the desire to get your mojo back.

I know you can relate to the 
following: There you are lying 
in your hospital bed, all packed 
up and ready to go home, wait-
ing the inevitable extra hour or 
two for some random event to 
happen before you can leave (a 
wheelchair that you don’t need 
but is mandated by the hospital 
gods, your discharge meds that 
somehow ended up on the 
wrong floor, a nurse who needs 
to come in and “teach” you how 

to administer your IVs even though 
you are 10,000 times more qualified 
than she is to teach this sh*t, etc.), 
bored to tears wondering what to 
do?  I have a great idea. This is the 

time for building your mojovation.
Face it; you lost your mojo as 

soon as you had to put the gown on 
backwards. After a day or two of 
lying flat on your back, your quads 

probably started shaking when 
you got up to pee, even though 
you squatted 180 pounds the 
week before you got sick. You 
have likely lost five pounds of 
muscle in a fraction of the time 
it took to accumulate it, and 
your skin has taken on the color 
of hospital eggshell white. You 
want to smash the tiny mirror 
above the tiny sink in the tiny 
bathroom and scream at the 
unfairness of it all, but you know 
this would result in further delay 
of your discharge as you would 
then have to wait for the psych 
consult. I say, harness this anger 
and grab a pen and paper...or 
your iPhone if you are younger 
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Where Is Your Mojovation?
By Julie Desch
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I hope you are able to stay comfortable in the terrible heat that has 
covered most of the country. I know it has been very hard on some 
people. I hope you have survived okay. Maybe we will get nice 

garden crops out of it. I plan on making relish and pickles and canning 
tomatoes. Yum!

Let’s start by looking at some changes to USACFA. There are four 
new Directors: Stacey Bene, Mitch Greenberg, Meranda Honaker 
and Lisa Zaccaria. You may read all about them on pages 27 & 28. As 
we welcome these new people, we say farewell and thank you to 
Colleen Adamson, after 13 years of service and Maria Fioccola and 
Jennifer Hale after one year each. We appreciate their service.

In “Ask the Attorney”, Beth Sufian has some very important 
information for us regarding the proposed changes to eligibility 
requirements for Social Security Disability benefits. This is up to the 
moment at print time.

I hope you have read the front page where Julie Desch starts the 
discussion on our Focus topic: “Motivation – Who or What Keeps You 
Going?” She has coined a new word – Mojovation. It may not be in 
the dictionary, but we know what it means. Jennifer Hale continues 
the thought in “Coughing With A Smile”, Colleen Adamson adds to 
the discussion in “Transplant Talk” and I tell of my motivation in 
“Speeding Past 50”. Andrea Eisenman and Paul Feld both write of 
what motivates them.  

As always, Laura Tillman has compiled a lot of good “Information 
from the Internet”. “Through the Looking Glass” has an interesting 
photo and thoughts from Isabel Stenzel. Be sure to check out our fam-
ily photo album on pages 16 & 17. A new feature of the newsletter is 
a column, “Creative Disengagement”, from James Chlebda. It has his 
beautiful photos and some musings from his home near Joshua Tree 
National Park in California. “In the Spotlight” features Stacy 
Motenko. We get the chance to meet her and learn about her take on 
things.

“Voices from the Roundtable” has an essay from Alissa Katz. In it 
she writes her thoughts on having CF. Another item is from Steve 
Shepherd, M.P.H., Paul Quinton, Ph.D. and Eric Goodrich, M.D., 
all of whom have CF. On page 21, they write of their concerns with a 
new policy from the CFF that may affect all of us. 

On pages 24 & 25 we meet two people who received USACFA 
awards. Jerry Cahill received the Jacoby Angel Award, which is given 
for making a difference in the lives of one or many people, with or 
without CF. Jerry Nick, M.D. is the recipient of the USACFA 
Founders Award, which is given to someone who has made an out-
standing contribution to the adult CF community. These are two spe-
cial people in our world.

As always, stay healthy and happy.
Kathy
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lookIng ahead

Please .consider .contributing .to .CF Roundtable .by .sharing .some .of .the .experiences .of .your .life .in .writing . .Read .the .
Focus .topics .listed .below .and .see .if .there .are .any .about .which .you .might .like .to .write . .In .addition, .humorous .
stories, .articles .on .basic .life .experiences, .short .stories, .artwork, .cartoons .and .poetry .are .welcome . .We .require .

that .all .submissions .be .original .and .unpublished . .With .your .submission, .please .include .a .recent .photo .of .yourself .as .
well .as .your .name, .address .and .telephone .number . .Photos .will .be .returned . .Send .all .submissions .to: .CF Roundtable, 
PO Box 1618, Gresham, OR 97030-0519 .or .e-mail .to: .cfroundtable@usacfa.org

Summer (current) 2013: .Motivation – What or Who Keeps Me Going. .

Autumn (November) 2013: Living With Pain . (Submissions .due .September .15, .2013 .) . .Do .you .live .with .pain .or .have .
you .had .to .live .with .pain? .If .so, .how .do .(or .did) .you .handle .it? .Do .you .try .to .eradicate .it .or .do .you .learn .to .live .with .
it? .What .tips .can .you .share .with .the .readers?

Winter (February) 2014: Memory Problems. (Submissions .due .December .15, .2013 .) .Have .you .noticed .problems .with .
your .memory? .Are .there .times .that .your .memory .isn’t .as .good .as .usual? .Have .you .discovered .the .causes .for .such .
memory .problems? .How .do .you .deal .with .it? .

Spring (May) 2014: Maintaining Mental Health. (Submissions .due .March .15, .2014 .)

Birthday
Susie Baldwin
Los .Angeles, .CA
46 .on .April .10, .2013

Paul Feld
Florissant, .MO
56 .on .May .9, .2013

Kathleen Harris
Bowie, .MD
70 .on .May .17, .2013

Kathy Russell
Gresham, .OR
69 .on .April .17, .2013

Wedding
Paul & Kristi Feld
Florissant, .MO
22 .years .on .June .1, .2013

Kathleen & Dick Harris
Bowie, .MD
50 .years .on .June .22, .2013

Transplant
Paul Albert, .53 .
Catasauqua, .PA
Bi-lateral .lung .transplant
20 .years .on .February .10, .2013

neW begInnIng

Transplant
Susie Baldwin, .45
Los .Angeles, .CA
Bi-lateral .Lung .Transplant .
December .22, .2012

Please .share .the .milestones .in .your .life .with .our .readers . .Your .successes .and .achievements .may .serve .
as .a .source .of .motivation .for .others .in .need .of .an .infusion .of .“positive .mental .attitude” .in .the .pursuit .
of .their .goals . .Send .us .a .note .specifying .your .“milestone” . .Include .your .name, .age, .address, .and .
phone .number . .Mail .to: .CF Roundtable, PO Box 1618, Gresham, OR 97030-0519. Or E-mail to: 
cfroundtable@usacfa.org

annIverSarIeS

MIleSToneS
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I n the past three months readers 
have asked many questions about 
the Social Security Admin-

istration’s (SSA) proposed changes to 
the medical eligibility criteria for adults 
with CF who apply for SSA benefits. 
Approximately 50 percent of adults 
with CF receive either Supplemental 
Security Income (SSI) or Social 
Security Disability Insurance (SSDI) 
benefits. An adult with CF may need 
to stop work due to a decline in health 
at any point in time so it is important 
for all adults with CF to understand 
any potential changes to the SSA 
medical criteria. 

This month’s column will provide 
an analysis of the proposed changes. 
There is no way of knowing if all of the 
proposed changes will go into effect or 
when the changes will go into effect. 
This column will attempt to discuss the 
issues and provide an opinion based on 
the information available to the 
authors in June 2013. The opinions 
expressed in this article are the opin-
ions of the authors and not the opin-
ions of any organization or the Social 
Security Administration. If any addi-
tional information becomes available 
before publication of the next issue it 
will be posted on the CF Roundtable 
website as a blog posting. 

On February 5, 2013, the SSA 
published proposed changes to the 
medical criteria used to evaluate 
applications for Social Security bene-
fits filed by children and adults with 
cystic fibrosis in the Federal Register. 
Only the proposed changes to the 
adult medical criteria will be discussed 
in this column, because this is an 
adult newsletter and there is limited 
space. Members of the public had 
until April 5, 2013, to file comments 
on the proposed changes with the 

SSA. Many CF Care Centers, people 
with CF and the CF Foundation filed 
comments with the SSA. On May 10, 
2013, the SSA held a public confer-
ence call led by the Director of 
Disability Policy at the SSA. He pro-
vided an overview of the SSA’s pro-
cess for making changes to the medi-
cal criteria. Many members of the CF 
community listened to the call and 
were able to ask questions about the 
proposed changes. A transcript of the 
call can be found at http://www.cff.
org/UploadedFiles/GetInvolved/
A d v o c a t e / B r i e f i n g s / S S A -
Teleconference-Transcript-5-13.pdf

The SSA is reviewing the com-
ments on the proposed changes and 
will either make changes based on 
some of the comments or not make 
changes to the proposed medical crite-
ria. Following this review, the proposed 
changes will go to the Office of 
Management and Budget (OMB) so 
that the OMB can “score” the changes. 

Basically, this means the OMB will 
calculate the cost of savings that SSA 
will realize as a result of the proposed 
changes. If OMB decides the costs are 
acceptable, the proposed changes are 
approved. Once OMB approves the 
changes, the final rules are published 
in the Federal Register. In the past, 
scoring has taken 6-12 months for 
other SSA medical criteria changes. 
Typically, once the final rules are pub-
lished, the new medical criteria go into 
effect 30 days later.

The SSA medical rules for eligi-
bility are found in the SSA Listing at 
Section 3.04. A person with CF only 
has to meet one section of the Listing, 
not all three sections. 

1. Current Section 3.04A
The current Social Security Listing 

for cystic fibrosis, found in Section 
3.04A, sets out the medical criteria 
used to evaluate if a person is eligible 
for benefits based on a person’s FEV1. 
The current FEV1 criteria apply to 
adults (both male and female) who 
are18 years of age or older. Under the 
current criteria, an adult with CF is 
eligible for Social Security benefits if 
his or her FEV1 is approximately under 
50%, depending on height. A person 
must show that his or her FEV1 was at 
or below 50% during the 12 months 
prior to filing their application.

Proposed Section 3.04A
The SSA has proposed a new set 

of FEV1 values. The proposed FEV1 
criteria have lower values than the 
current criteria and correlate to a per-
son’s gender and age. 

1. For a person who is between 
the ages of 18 and 20 the FEV1 criteria 
is close to the current FEV1 criteria 
(i.e. approximately 50% depending 

aSk The aTTorneY
proposed changes to SSa 
Medical eligibility criteria

beTh SufIan
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on height). 
2. However, after an adult reach-

es age 20, the FEV1 criteria employ 
different values for males and females. 
Males who are over the age of 20 will 
need an FEV1 of approximately 40%, 
during the year prior to applying for 
benefits. Females over the age of 20 
will need an FEV1 of approximately 
35%, in the year prior to applying. 

Adults with CF and CF Care 
Centers wrote comments to SSA 
explaining that the proposed FEV1 
criteria are too low and are not accu-
rate in predicting when an adult 
becomes unable to work due to lung 
function. Many people in the CF 
community are concerned that the 
lower FEV1 criteria will result in many 
adults with CF having to continue 
working long after a treating physi-
cian has decided a person would ben-
efit from stopping full time work. If 
the person is unable to qualify for 
benefits and does not have a spouse or 
partner who works, the person will 
not be able to stop work because they 
will have no way to support them-
selves. Some studies have shown that 
adults with CF who stop work when 
their FEV1 is between 50% and 40% 
are able to regain between 5%-40% of 
lung function because they are able to 
spend more time on their daily health-
care regimen and taking care of them-
selves. The same studies show that 
adults who stop full time work when 
their FEV1 is between 30% and 40% 
regain a lesser amount of lung func-
tion or none at all. 

See, Stopping Work Due to Cystic 
Fibrosis: Timing Improves Outcomes, by 
Beth Sufian, James Passamano, Amy 
Sopchak, Crystal Thanos, Pediatric 
Pulmonology, Vol. 47, Supp. 35 
(October 2012). 

It is unclear why SSA has proposed 
lower FEV1 values for adults with CF 
who are 20 years and older and higher 
FEV1 values for adults who are between 

the ages of 18-20. Some people think 
that SSA will delete the age and gender 
difference, some do not think there will 
be a change. It is unclear whether SSA 
will keep the current FEV1 criteria or 
change the criteria to the much lower 
proposed FEV1 values. 

2. Current Section 3.04B
The current Section 3.04B sets out 

medical eligibility criteria based on 
hospitalizations, physician interven-
tions for treatment of a pulmonary 
exacerbation and/or visits to the hospi-
tal for less than a 24 hour period (eg., 
an emergency room visit). If an adult 
over the age of 18 has three hospital-
izations in the year prior to applying for 
benefits, then the person meets Section 
3.04B. Another way to qualify under 
3.04B is to have six physician inter-
ventions for treatment of a pulmonary 
exacerbation (defined as episodes of 
bronchitis or pneumonia or hemopty-
sis – more than blood streaked sputum 
or respiratory failure) occurring once 
every two months or at least six times 
a year. A person can also have a com-
bination of hospitalizations, physician 
interventions for a pulmonary exacer-
bation or emergency room visits total-
ing six interventions. 

Proposed Section 3.04B
The proposed Section 3.04B 

deletes physician interventions and 
hospitalizations for less than a 24 hour 
period. It also moves the hospitaliza-
tion criteria to a new “Section 3.04C”. 

The proposed Section 3.04B pro-
vides new criteria related to the 
chronic impairment of gas exchange, 
typically referred to as arterial blood 
gas values. The proposed Section 
3.04B sets out applicable gas exchange 
values and states that gas exchange 
values need to be less than or equal to 
the applicable values twice in a 
12-month-period and at least 30 days 
apart. It is unclear why the SSA 

decided that arterial blood gas values 
indicate disability in an adult with CF. 
Many CF Care Centers wrote com-
ments to the SSA that discussed the 
rare use of the arterial blood gas test 
and explained that the test is not con-
sidered an indicator of disability in 
adults with CF. It is unclear whether 
SSA will drop the proposed 3.04B 
criteria related to blood gas values. 

3. Current Section 3.04C
The current Section 3.04C con-

cerns eligibility for benefits based on 
intravenous or nebulized antimicro-
bial therapy to treat a persistent pul-
monary infection occurring at least 
once every six months. As a practical 
matter, an adult with CF who claims 
he meets this Section must also show 
that he has a significant daily treat-
ment burden that prevents him from 
working full time at any job in the 
national economy. Typically an adult 
must show she spends at least 3-4 
hours per day administering medical 
treatments, cleaning medical equip-
ment and performing other activities 
related to her health such as airway 
clearance, sinus irrigation, diabetes 
maintenance and exercise.

Proposed Section 3.04C
The current Section 3.04C has 

been deleted entirely in the proposed 
criteria. The proposed Section 3.04C 
requires three inpatient hospitaliza-
tions of any length within a 12-month-
period. These admissions must occur at 
least 30 days apart to treat an exacerba-
tion or complications resulting from 
CF. 

As discussed, the current Section 
3.04C provides for eligibility based on 
the use of inhaled nebulized antimi-
crobial treatment once every six 
months. In the past, SSA representa-
tives have indicated that use of an 
inhaled antimicrobial should not be 

Continued on page 10 
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A ll my life, wanting to live has 
been enough to motivate me. I 
love life. I always have loved 

being alive. The mystery of what will 
happen next has always been enough 
excitement for me. I never was inter-
ested in drugs or other mind-bending 
substances. Life was my “drug of choice”.

Now, as I traverse my 70th trip 
around the sun, I find that other moti-
vators are important to me. My hus-
band, Paul, is my biggest motivation 
for staying as healthy as I can. I want 
to be able to go places and do things 
with Paul – and to enjoy the going 
and doing. If I am not well, going and 
doing become less than enjoyable and 
I just don’t want to do them.

When we were young, Paul and I 
traveled over much of the Northern 
half of our hemisphere. We traveled to 
many countries in Europe and Asia, as 
well as all over North America. If I 
hadn’t kept myself in good health, we 
would not have been able to make those 
trips as traveling can be quite exhaust-
ing. The thoughts of having those won-
derful trips and seeing all of those amaz-
ing sights were very motivating.

I have wonderful friends and fam-
ily. They motivate me to work hard at 
staying well. I would hate to feel that I 
had let them down, in any way. I know 
that they are serious when they ask 
how I am. They really want to know; 
it’s not just something they ask to be 
polite. They do their part by staying 
away if they’re ill and I do my part by 
working as hard as I can to stay well.

I know that if I had children or 
grandchildren, they would motivate 
me. I see how others are motivated by 
theirs. I don’t have such offspring, but 
I do have many young friends about 
whom I am interested. They motivate 
me to stay well by sharing their lives 

with me. I always am interested to 
hear what they are doing.

I find that there are times that 
my motivation starts to slip. When I 
start to get ill, my energy level drops 
and I stop caring about much of any-
thing. I lack the energy to do much 
and, hence, lack the interest to par-
ticipate in life. Nothing sounds inter-
esting and I prefer to stay home and 
do little. That usually is a clue that it 
is time to start antibiotics. 

I stay away from antibiotics, as 
much as possible. I take azithromycin 
three-times-a-week, but I don’t use 
other antibiotics regularly. I haven’t 
used inhaled antibiotics for several 
years, due to bronchospasms. The only 
time that I use IV antibiotics is when I 
am hospitalized for G-I problems. (I 
am very fortunate that my lung bugs 
are pan-sensitive and react to oral anti-
biotics.) So when I need antibiotics, I 
have a few from which to choose and 

usually get good results. I can tell that 
they are working, because I start to feel 
like a member of the human race 
again. My motivation returns and I am 
able to be productive again.

Now that it is summer, I am moti-
vated to feel well enough to be able to 
can fruits and vegetables for our pan-
try. I much prefer home-canned pro-
duce, since I am able to control what 
goes into each jar. Also, since I am 
picky, my home-canned foods are of 
higher quality than most that is com-
mercially available. (Of course, that is 
just my opinion.) Seriously, I like 
being able to control the amount of 
salt or sugar in my food.

Beautiful fabrics motivate me. I 
love to look at them and I especially 
like to sew with them. When my 
beloved sewing machine died, my 
wonderful husband, Paul, got me a 
really nice new machine. I am moti-
vated to have the time and energy to 
sew. I love making my own clothes. 
They always fit better than store-
bought clothes. Also, it is fun to make 
Raggedy Ann and Andy dolls. They 
make me laugh.

I haven’t yet mentioned how 
motivating you, the readers of CF 
Roundtable, are. Over the past 23 
years I have come to know many of 
you and feel that I know others. In 
some cases, I have known you since 
you were very young and your parents 
told me about you. Now you are adults 
and are living wonderful lives. Even 
though we may never have met in 
person, I think of you as my friends 
and care about you. I am motivated to 
stay well, because I want to know how 
your lives are going. I love reading 
about you and what you are doing.

Many of you are doing fantastic 
and interesting things with your lives. 

SpeedIng paST 50…
Staying Motivated
By Kathy Russell

kaThY ruSSell
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Some of you are so busy that it makes 
me tired! With others, I remember 
when I did such things or had such 
adventures. I say, “Keep it up and 
more power to you. Enjoy life as much 
as you can. Let life be your motivation 
to stay well.”

It seems that almost every day there 
are new advances in medicines and 
treatments for CF. I am motivated to 
stay around long enough to see how 
some of these pan out. Perhaps one of 
these new drugs in the pipeline will be 
the one to make a difference to many of 
us. That thought is quite motivating.

While I don’t hold my breath 
waiting for a great change in CF, I am 
still hoping that there will be a great 

revelation in CF care and that it will 
make the lives of all the young people 
who have CF so much better. That 
hope motivates me and keeps me 
wanting to see tomorrow.

There are a few quotations that 
motivate me. The first is from the Bible, 
Philippians 4:11 “…I have learned, in 
whatsoever state I am, therewith to be 
content.” In other words, I don’t waste 
time wishing for what may never be nor 
what can’t be changed. 

The second is from a poem by 
Edna St. Vincent Millay, “A Few Figs 
from Thistles”. The passage that I like 
is: “My candle burns at both ends, It 
will not last the night; But, ah, my 
foes, and oh, my friends, It gives a 

lovely light.” When I was young, this 
meant that although my life may be 
shortened, it still is great. Now it 
means that I love every bit of life that 
I get to live and no one should mourn 
when I die.

As you can see, I take my motiva-
tion from all the people and things 
that make up my world. Sitting here, 
in my favorite chair, looking out at 
the green trees and blue sky, I am 
motivated to stay as healthy as I can 
for as long as I can, because I want to 
see what’s coming next.

Kathy is 69 and has CF. She and Paul 
live in Gresham, OR. You may contact 
her at: krussell@usacfa.org.

Please .continue .to .supply .the .Adult .CF .
Center .Baylor .Clinic .with .your .quality .pub-
lication .with .its .informative .discussion .of .
all .aspects .of .CF .care . .Presently, .our .center .
has .262 .adults . .We .have .enjoyed .the .
issues .provided .[to] .us .in .2012 .and .it .is .
extra .special .when .we .read .to .find .our .

center’s .patients .respond .with .comments, .articles, .and .
family .memories . .Please .include .us .in .the .2014 .mailing .
list .and .onward!

Bethanne .Wenger, .RCP, .BA
Respiratory .Technician

Adult .CF .Center .Baylor .Clinic
Houston, .TX

Hello .again! . .It’s .been .years, .too .long . .Parents .of .two .CF .
girls, .my .wife .and .I .wish .to .receive .CF Roundtable .again . .
Both .girls .now .in .Heaven, .one .at .age .8, .one .at .36 . .
Thanks .for .being .an .encouragement .for .so .many .

Bill .& .Judy .Moser
Cedarville, .OH

CF Roundtable .has .been .a .great .source .of .inspiration .for .
us .these .past .years .

Kathleen .& .Dick .Harris
Bowie, .MD

Julie’s .latest .article, .that .was .written .while .downing .her .
Go-Lytely .cocktails, .was .amazing! . .I .read .the .article .
myself .and .laughed .out .loud . .It .sounded .just .like .my .hus-
band, .the .person .living .with .CF . .He .refuses .to .read .any-
thing .related .to .CF .so .I .am .the .sole .reader .of .CF 
Roundtable, .(we .get .it .from .my .mother-in-law .) .I .really .
thought .he .would .enjoy .the .article .so .I .read .it .to .
him . .His .eyes .opened .and .the .light .came .on . .An .article .
written .by .someone .the .same .age .dealing .with .the .same .
ageing .issues! .“She .gets .it!” .Everything .clicked .

I .left .it .lying .on .the .coffee .table .to .see .what .hap-
pened . .He .actually .picked .up .CF Roundtable .and .read .the .
article .again, .then .read .the .whole .newsletter .from .cover .
to .cover . .While .Joe .has .always .been .open .to .suggestions .
and .fairly .compliant .with .his .therapies, .except .for .
enzymes, .the .years .of .sibling .and .friend .loss .have .taken .
their .toll . .He .has .fears .that .very .few .people .can .under-
stand .and .there .is .no .one .left .in .his .world .that .can .relate .
to .the .bleeding, .the .hearing .loss, .the .osteopenia…on .
and .on .
Thank .you .to .Julie .and .her .amazing .article . .It .gave .Joe .a .
connection .he .had .not .had .before .and .that .can .really .
help .people .feel .not .quite .so .alone .

 .Susan .L . .Piekarski
via .e-mail

Mailbox
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By Jennifer Hale

Who did not get fazed at all when 
I first told him I had CF? Who 
did not flinch when he saw me 

do my nebs for the first time while we 
were dating? Who sees me for who I am 
and not the disease that I have? Who 
will sleep on a rock hard bench for two 
nights in my hospital room? Who will 
gown up and sit gowned all day in a 
room that is 8’ x 8’? Who will get blis-
ters on his hands because he wore rub-
ber gloves all day while in that 8’ x 8’ 
hospital room? Who will gown me up 
each and every time we walk the halls 
so I can get the okay to 
leave the hospital? 

Who works all day 
and then goes to the gym 
and then comes home to 
make dinner because I am 
not feeling well? Who 
sends me inspirational 
quotes because he knows 
I love them? Who will act 
silly with me when that is 
not his demeanor? Who lifts 
me up on a pedestal so high? 
Who loves me dearly and I 
know it every day? 

Who always gives me the 
choice of where we should go 
eat or what we should do 
over the weekend? Who 
knows just how to pack all 
the necessary variety of 
drinks I need when we go to 
the beach, in case I get a low 
blood sugar? 

Who takes my neb pieces 
out of the steamer so they 
can dry when I am too tired 
to do so? Then takes the 
extra step to blow air out of 

the neb so no water settles at the bot-
tom? Who makes me feel gorgeous? 
Who loves me so deeply? Who would 
walk through fire for me? Who has 
been married to me for almost 16 
years now?

Who always thinks of the bright 
side of each obstacle I have encoun-
tered? Who will do manual CPT when 
I need it? Who continues to sleep in 
the same bed with me even though I 
am up coughing all night and he has 
to get up in the morning for work? 
Who will always get up from what he 
is doing if I ask him to do something 
for me? Who makes sure we do not 
stay out too late because I still have to 

do my “medicine?”  
Who is so caring? Who is so hot? 

Who is so generous? Who is so chari-
table not only to CF but to other great 
causes out there too? Who motivates 
me? Who is why I do what I can do to 
stay healthy? Who makes my heart 
swell when he walks into the room? 

Who motivates me you ask?  
Three words: My husband, Mark! 
Mark is why I do it all. Mark is why I 
want to be around till I am old and 
gray! Mark is my everything!

While my husband, Mark, is my 
rock and it is he who motivates me 
and who I do it for, it is still up to me 
to get it done. It is up to me to do all 

the treatments, doctor 
appointments, antibiot-
ics, go through all the 
pain and do all the thera-
pies. The little voice I 
hear in my head all day 
long giving me pep talks 
is what motivates me. 

I think it is very 
important not only to have a 
reason to fight and to have 
people in your life who can 
motivate you but, most 
importantly, I feel that the 
most predominant cheerlead-
er with the loudest voice 
needs to be you! 

In the dead of the night 
when I am up coughing or I 
am up scared about what my 
future holds, it is the voice 
inside of me that is the loud-
est and biggest motivator. 
Sometimes it is screaming, 
“Move on and lets fight this 
tooth and nail,” but some-
times it is saying, “I am tired 
and scared to fight this beast 
we call CF.” 

coughIng WITh a SMIle…
This Is dedicated To The 
one I love

JennIfer and Mark hale

“ ”
In the end who motivates me and 
who I do it for is my wonderful  

husband, Mark.
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I constantly talk to myself all day 
long with mostly positive pep talks. I 
have noticed these talks have been 
more abundant since the downfall of 
my health over the last two-and-a-
half years. For instance, I was just in 
the gym the other day and I had not 
been in there for over a week, because 
I was not feeling well. So, needless to 
say, it was a very hard workout for me. 
I was weight training and I was so 
tired of doing it, but I said to myself, 
“Come on girl, you got one more 
machine to do and then you are 
DONE.” I feel it is comical to talk to 

myself and I find I am doing it A LOT, 
but it is what keeps me going. I also do 
pray, which is a whole other topic of 
discussion for another column. 

In the end who motivates me 
and who I do it for is my wonderful 
husband, Mark. With his help and 
my little voice in my head I know I 
will be able to tackle all that comes 
my way. 

I would like to leave ya’ll with 
this beautiful verse from 1Cori-
nthians13:4, which pretty much says a 
lot of what my Mark means to me and 
what he does for me on a daily basis. 

“Love is patient, love is kind. It does 
not envy, it does not boast, it is not 
proud. It is not rude, it is not self-
seeking, it is not angered, it keeps no 
record of wrongs. Love does not 
delight in evil but rejoices with the 
truth.  IT ALWAYS PROTECTS, 
ALWAYS TRUSTS, ALWAYS 
HOPES, ALWAYS PERSEVERES.” 
Love to you, my husband, and thanks 
for the motivation!

Jennifer is 41 and has CF. She and her 
husband, Mark, live in St. Petersburg, 
FL.

PRESS RELEASES
U.S. FDA OKs Novartis inhaler to 
treat lung infection in cystic fibrosis 
patients

U.S. health regulators approved a 
hand-held inhaler made by Swiss drug 
maker Novartis AG to treat a type of 
bacterial lung infection that often 
affects cystic fibrosis patients.  
Novartis’s TOBI Podhaler contains a 
dry powder formulation of tobramycin, 
an antibiotic used to treat lung infec-
tion caused by the pseudomonas aeru-
ginosa bacteria.  The antibiotic pow-
der in Podhaler needs to be inhaled 
twice daily using Podhaler for 28 days, 
after which the therapy should be 
halted for the same number of days 
before it is resumed, the FDA said.
http://tinyurl .com/btfsrjm

Drug-Resistant Superbug May Spread 
Among Patients

Drug-resistant bacteria that 

cause lung infections in people with 
cystic fibrosis can be passed indirectly 
from person to person, a new study 
finds.

Between 3 percent and 10 percent 
of cystic fibrosis patients in the United 
States and Europe are infected with 
multi-drug resistant Mycobacterium 
abscessus, and the numbers are rising. 
The difficult-to-treat infection causes 
progressive lung damage. Despite tight 
infection-control measures, patient-
to-patient transmission was common.  
The researchers were unable to pin-
point the exact method of cross-infec-
tion between the patients. 
http://tinyurl .com/oq3p2jt

Statement from the Cystic Fibrosis 
Foundation on Promising Phase 2 
Clinical Trial Results of Kalydeco and 
VX-661 (Vertex Pharmaceuticals Inc.)

Results from a Phase 2 clinical 
trial of the cystic fibrosis drug 

Kalydeco™ in combination with 
another potential CF therapy, VX-661, 
show a significant improvement in 
lung function in people with two cop-
ies of the most common CF mutation, 
Delta F508, who took the combination 
treatment, compared with those who 
received a placebo. The CF Foundation 
played a key role in the development 
of Kalydeco and VX-661, as well as 
other experimental compounds such as 
VX-809, providing significant scien-
tific, clinical and financial support. 
Vertex is studying Kalydeco with 
VX-809 in Phase 3 trials that will 
enroll about 1,000 people at approxi-
mately 200 clinical trial sites in North 
America, Europe and Australia. 
http://tinyurl .com/pwpg3gb

MSBi Valorisation announces the 
creation of Laurent Pharmaceuticals, 
a new biopharmaceutical company 
specializing in rare diseases

MSBi Valorisation (MSBiV), 
McGill University (McGill) and the 
Research Institute of the McGill 
University Health Centre (RI-MUHC) 
today announced the creation of 
Laurent Pharmaceuticals, a start-up 
pharmaceutical company specializing 
in drug development for orphan dis-

Information from 
the Internet…
Compiled by Laura Tillman

Continued on page 21
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SufIan continued from page 5

considered an indicator of disability. 
Therefore, it seems unlikely the 
inhaled nebulized antimicrobial crite-
ria will be included in the final criteria.

4. Proposed Section 3.04D
SSA has proposed a new Section 

3.04D. An adult must show that they 
have experienced at least two of the 
following complications of CF within a 
12-month-period. There must be at 
least 30 days between the acute com-
plications listed in 3.04D1, 3.04D2 
and 3.04D3. Many in the CF commu-
nity who have reviewed the list have 
called 3.04D the “End Stage List” 
because the first three criteria listed 
are complications related to end stage 
CF. The list is as follows:

1. Spontaneous pneumothorax 
requiring chest tube treatment.

2. Respiratory failure requiring 
continuous assisted (mechanical) ven-
tilation for at least 48 hours, or for at 
least 72 hours if postoperatively.

3. Pulmonary hemorrhage requir-
ing vascular embolization to control 
bleeding.

4. Hypoxemia documented by one 
SpO2 measurement, measured by pulse 
oximetry:

a. Less than or equal to 89% for 
test sites less than 3,000 feet above sea 
level; or

b. Less than or equal to 87% for 
test sites from 3,000 to 6,000 feet 
above sea level; or

c. Less than or equal to 85% for 
test sites over 6,000 feet above sea 
level.

5. Weight loss requiring daily sup-
plemental enteral nutrition via a gas-
trostomy tube or button or at least 90 
consecutive days or parenteral nutri-
tion via a central venous catheter for 
at least 90 consecutive days.

6. CFRD requiring daily insulin 
therapy for at least 90 consecutive days

The CF Foundation and some CF 
Care Centers commented on their 
concern that some of the criteria listed 
in 3.04D require a person to have 
experienced severe CF complications 
in order to be eligible for benefits. 
Some CF Care Centers pointed out 
that the goal of CF treatment is to try 
to prevent such severe complications, 
which is often accomplished by having 
patients stop work before their disease 
has progressed to end stage.

It is unclear whether SSA will 
keep this list of complications in their 

final version of the criteria. It is possi-
ble SSA will add the use of intrave-
nous antibiotics to this list of compli-
cations. It is impossible to know until 
the final criteria are published. The 
addition of intravenous antimicrobials 
would help those with CF-related dia-
betes, who could then qualify for ben-
efits if they also had used intravenous 
antimicrobials in the past 12 months. 

5. Current Section 3.11
Currently a person is presumed to 

be disabled for the 12 months follow-
ing the date of lung transplant surgery. 
After 12 months SSA is supposed to 
evaluate a person’s residual impair-
ment to determine if the person is still 
considered disabled. 

Proposed Section 3.11
The proposed criteria presume that 

a person is disabled for up to 36 months 
following lung transplant surgery. This 
is a section of the proposed criteria that 
the CF community welcomes. Adults 
with CF, CF Care Centers and the CF 
Foundation all commended SSA on 
this proposed change. It is likely SSA 
will keep this change in the final ver-

Subscribing .online .gives .you .options .of .how .to .receive .the .newsletter: .down-
load .the .online .version .(PDF) .of .the .latest .newsletter, .receive .the .hardcopy .
(mailed) .version, .or .both . .Also, .the .online .version .of .the .newsletter .is .avail-
able .two .weeks .earlier .than .the .mailed .version . .For .more .information, .email: .
cfroundtable@usacfa .org

CF Roundtable is now FREE!
You can receive CF Roundtable online, by mail or both. 

Sign up online at www.cfroundtable.com, mailing in the subscription form on page 31, or simply 
scan this QR Code below with your smart phone to go directly to our online registration page. 

Continued on page 13
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than 40 years of age and have forgot-
ten how to use a pen. Your mojo is 
not gone forever...you just need to 
locate it.

I learned the following exercise 
from Dr. Heidi Grant Halvorson, 
a social psychologist who researches, 
writes, and speaks about the science of 
motivation. Since we are speaking of 
regaining your fitness mojo temporari-
ly lost in Tropical Storm CF, I’ll use a 
related goal in my example using Dr. 
Halvorson’s techniques. 

The first thing to do is write down 
your goal. Make it specific and make 
sure it is something that you not only 
really WANT to achieve, but also 
something that you are confident you 
CAN achieve. Then ask yourself, 
“How will I know when I have reached 
this goal?” If you don’t know, go back 
and work on it until you can answer 
this question. Assume, for example, 
that my goal is, “I want to squat 180 
pounds, again”. This is specific...I will 
know when I’ve done it (ouch.) I both 
want to do it (to prove I am bigger and 
badder than CF) and know that I can 
do it (I already have.)

Now that the goal is defined, 
Halvorson suggests doing something 
called “mental contrasting”. I list four 
reasons this goal is important to me, 
in order of magnitude of importance. 
Then, I’m to write four obstacles, 
again in order of their obstacle-ness 
[new word]. The hardest obstacle to 
overcome is number one, next hardest 
number two, etc. This is easy enough. 
Then I write a paragraph expanding 
on the number one reason this goal is 
important. I go for it and just write 
whatever comes to mind. Next, I do 
the same thing for obstacle number 
one. Then, again I write about reason 
to do this goal number two, followed 
by obstacle number two. So, I write 
four paragraphs in total. I can stop 
here. According to the research, this 
exercise makes my brain able to hold 

two ideas at once! Who knew? I am 
able to face an obstacle squarely when 
it arises, but still retain that little 
voice telling me why my goal is impor-
tant and not run and hide at the first 
indication that life is not always a 
piece of cake.

The next idea is the gem and 
really the best part of this whole arti-
cle. There is a very simple planning 

task that, if you do it, increases your 
chance of reaching your goal (assum-
ing it is a goal that you really want and 
one that is achievable) by 150%, 
according to numerous research stud-
ies. It is so simple that when you read 
it, you will say, “No way that that is 
going to work.” I know, that is what I 
said too. But the fact that I am actually 
writing this is proof that it works! 

The exercise is called “if/then” 
planning. Very simply, I come up with 
the time and place I plan on accom-
plishing the task I want to achieve, 
and write it down. That’s it. My first 
attempt at this was very small--and I 
suggest you do the same thing. I decid-
ed, “When (you can substitute when 
for if) the coffee is brewing, then I will 
do my morning stretching.” Morning 
stretching is something I know works 
well for me, but I often forget...or am 
too lazy... to do. My if/then plan worked 
like a charm on this first test drive. I 
was successful every day for a week, 
seemingly without any effort on my 
part. It just happened.

Next, I tried, “When I drink my 
first cup of coffee, I will write in my 
journal.” Again, it worked like a 

charm. Magic. In the past, my journal-
ing efforts have gone roughly the same 
as my old Buick Skylark, which tended 
to die every time I turned left. Suddenly, 
I now automatically sit down with my 
bulletproof coffee and write away.

My current if/then strategy is, “If I 
am Vesting, I will also be writing some-
thing in my blog.” Oddly, this works in 
the morning (now), but I am having 

trouble with it at night. So, this will be 
the topic of the next blog post...will-
power, use it and/or lose it.

So now, back to the exercise goal 
you want to create while you are wait-
ing to go rolling out of the hospital. 
First, try the mental contrasting writ-
ing exercise about why you want to 
regain your lost fitness, and what 
obstacles you will need to overcome. 
Then, use the magic if/then tech-
nique. Remember to start very small...
test the waters a bit. Take a tiny baby 
step in the direction of incredible 
Superman/woman fitness levels. 
Something like, “When I wake up in 
the morning, I will do ten pushups,” is 
a great example. Remember: make it 
very easy. Then, after it becomes auto-
matic, add something that is a bit 
harder...just a tiny bit. These little 
steps build confidence in yourself 
which, remember, is very important 
when it comes to setting and achieving 
goals. Give it a try, and let me know 
how it works for you!

 
Julie is 52 and is a physician who has CF. 
She may be contacted at: jdesch@usacfa.
org. 

deSch continued from page 1

 . . . . . .There .needs .to .be .a .unique .word .to .
describe .what .enables .you .to .keep .on .
plugging .away .at .the .goal .to .be .fit . .I .call .
it .“mojovation” .

“
”
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By Andrea Eisenman

T here are many factors to what 
keeps me going. Having been so 
sick with cystic fibrosis-related 

complications for about 20 years prior 
to transplant, I believe that the 
thought of going back to being on 
oxygen full-time or having my breath-
ing compromised is just not some-
thing I can fathom. 

I remember those days; how it was a 
struggle to clear my lungs of thick, green 
mucus that usually brought on bouts of 
lung bleeds, headaches and exhaustion. 
There was the quest to gain a few 
pounds by eating big meals and snacks. 
But that sometimes caused a coughing 
fit that would toss the contents of my 
stomach. It was a constant Sisyphean 
climb to remain as healthy as possible. 
What motivated me then was the hope 
of a bilateral lung transplant.

Now that I am thirteen years 
post-transplant, my motivation is 
slightly different; but maybe I am 
even more motivated as I have more 
to lose. My health, to my memory as 
an adult, has never been better. 
Coughing is not an issue. My lungs are 
no longer those of someone who has 
CF. I also try to keep them clear by 
exercising regularly and doing nasal 
lavage to minimize post-nasal drip. 
Gaining weight is, unfortunately, too 
easy these days so I have to make an 
effort to watch what I eat. Because I 
also developed diabetes after trans-
plant, I now have to be aware of man-
aging my blood sugars and drinking a 
lot of fluids to flush my kidneys. To 
help keep things in balance, I see an 
acupuncturist. She helps align my chi 
which translates to better health. It 
takes a lot of time and effort to remain 
compliant but so worth it and here is 

what keeps me on my path, in no spe-
cial order.

Ernie, my Boston terrier, helps 
keep me going. A few years after my 
transplant, I wanted a Boston after 
meeting many in my neighborhood. 
Their owners all told me what come-
dians they were. But I worried because 

I was already almost five years post-
transplant and the median years for 
survival was just that. After my search 
for a rescue went nowhere, I got an 
8-weeks-old pup from a breeder. It was 
like getting a guinea pig-size dog who 
needed constant supervision—but so 
cute! I thought, I better try to live 
long enough for this little bundle. I do 
not want to leave him unnecessarily. 
So, for Ernie, who is almost seven, 
and brings me joy and laughter every 
day, I push for him.

And because Ernie introduced me 
to my current husband, Steve, I keep 
myself as healthy as possible to enjoy 

life with him. I am sure there will 
come a time when I won’t be able to 
do as much as I can today but, hope-
fully, when that happens we will both 
be old and grey. 

My mom has always been part of 
my motivation. As a single mom, she 
showed me true strength and always 
strove to get or give me the best care 
possible. While waiting for my trans-
plant, she did it all—cooked, cleaned, 
chest PT, and never gave up hope. It 
is now an honor to help her with her 
care. I hope I can do as much for her 
as she did for me. It is another reason 
I keep myself in the best shape pos-
sible.

I owe my close friends who kept 
me going while awaiting my trans-
plant. I feel I have to keep going for 
them, too. I saw the worry in their 
faces while I deteriorated, their hope 
that a transplant would come soon 
and their support afterwards.

As I am grateful to all listed 
above, mainly, I probably do it mostly 
for myself. Selfish, right? I never want 
to go back to my life before transplant 
– IV antibiotics every three weeks, 
needing to be on oxygen and the fear 
of not knowing what is coming next. I 
hated the constant nebulization of 
numerous medications. (I still do 
hypertonic saline.) I have been fortu-
nate to have had a great life after lung 
transplantation. I feel that what I am 
doing is working. For my peace of 
mind, I make sure I do everything to 
secure my health. With that knowl-
edge, when my time comes, I hope to 
have no regrets.

Andrea is 48 and has CF. She is a 
Director of USACFA and is the 
Executive Editor and Web master. Her 
contact information is on page 2.

focuS TopIc
MOTivATiON – WHO OR WHAT KEEPS yOu GOiNG?

being Motivated

andrea eISenMan and her 
neW puppY, ernIe, In 2006.
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CF Services Pharmacy
www .CFServicesPharmacy .com

Abbvie Pharmaceuticals –  
it Starts with Science and Ends with 
A New way Forward
www .abbvie .com

Boomer Esiason Foundation
Esiason .org

Genentech
www .gene .com

Hill-Rom
www .hill-rom .com/usa/

Gilead Sciences
Advancing Therapeutics,  
improving Lives.
www .gilead .com

vertex
The Science of Possibility
www .vrtx .com/

Foundation Care Pharmacy
www .foundcare .com

Supported by a grant from Abbvie

G I L E A D
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sion of the criteria.
The next column will discuss the 

criteria that will be used by SSA to 
evaluate continuing eligibility for bene-
fits by adults who are already on benefits, 
once the new criteria are effective. Some 
in the CF community mistakenly believe 
that they will continue on benefits with-
out review. SSA can review eligibility 
for benefits at any time. The rules con-
cerning review of eligibility once a 
change has been made to medical crite-
ria are complicated. The process will be 
explained in the next column. 

Nothing in this column is meant 
to be legal advice about your specific 
situation. If you have additional ques-
tions please contact the CF Legal 
Information Hotline at 1-800-622-
0385. The Hotline provides free and 
confidential legal information to peo-
ple with CF, their families and their 
CF Care Center teams. The Hotline is 
sponsored through a grant from the CF 
Foundation. Callers speak to an attor-
ney employed by the Hotline. The 
Hotline is the only service that pro-
vides legal information from attorneys 
who focus their practice on the rights 
of people with CF. The Hotline can 
also be reached by e-mail at CFlegal@
cff.org. The Hotline has handled over 
30,000 calls from people with CF, their 
family members and their healthcare 
providers.

Thank you to attorney Lauren 
Hunsaker who co-authored this 
month’s column. Lauren is an attor-
ney who works for Sufian & 
Passamano, LLP and handles calls on 
the CF Legal Information Hotline 
and works on Social Security cases for 
people with CF. 

Beth is 47 and has CF. She is an attorney 
who specializes in disability law. Beth is a 
Director of USACFA. Her contact infor-
mation is on page 2. You may contact her 
with your legal questions about CF-related 
issues.



Page 14 CF Roundtable ❚ Summer 2013

By Paul Feld

I may be a bit of a Neanderthal 
Midwesterner, but it’s very easy 
for me to understand where I get 

my motivation to deal with CF and 
any other obstacles that come my 
way in life. The fact is, every day I 
run into people who simply have 
other people’s best interest at heart. 
It’s really not hard at all to find them, 
if one pays attention to the little 
things in life. Whether it’s watching 
an older married couple short step 
and hobble into the grocery store 
together with their smiles, or seeing a 
5-year-old kid holding the door for 
someone who is wheelchair mobile, 
there is always the love people have 
for each other.

Many people can, and will, make 
the argument that I often see the 
world through rose-colored glasses. I 
also see examples every day of selfish 
people looking out only for them-
selves and their own best interest. It’s 
easy to get side-tracked by folks who 
have to get in line in front of you, who 
are totally incompetent in their jobs, 
and who live off government hand-
outs when they are totally capable of 
managing their own lives better. I get 
angry all the time, and often judg-
mental, but I know some people sim-
ply have issues managing themselves, 
but can be great with others.

Family and friends – these are 
the two primary groups of people 
who affect my life every day. Easily, 
nine out of ten encounters with these 
two groups are of a positive nature 
and create in me the desire to con-
tinually work with them for my phys-
ical and spiritual well-being. My 
grandson can never have a down day 

in my opinion. Granted, he’s only 
three months old, but a single smile 
while looking into my eyes is all I 
need for a week of solemnity. Kristi, 
my wife, always has something up her 
sleeve to make me laugh and grow 
ever closer to her. My dad, at 81 and 

in poor physical health, always seems 
to have a couple of belly laughs every 
day to keep both his and my spirits 
soaring. My sister, Julie, simply loves 
her family, and from a distance, I 
dream of having the awesome rela-
tionships she has built within it. 

I have an enormous array of 
friends. From my close friends - Scott, 
Wayne, Lois, and Mark - to all my 35 
or so Monday night poker buddies, I 
thank them for the continuous sup-
port they have provided me whenever 
obstacles have opened before me. 

The CFRI adult retreat has been 
unbelievably supportive over the 
years. The Menlo Park, CA retreat is 
loaded with folks walking an almost 
simultaneous path of life that I have 
lived, and understand it better than 
any other group of people I know. I 
wish I could meet more often, collec-
tively, with this group; more than four 
to seven days a year.

Finally, my church provides tre-
mendous motivation. I live in an 
area of St. Louis that has been beaten 
up over the last couple decades. 
People are not wealthy, there is vio-
lence, but there is more love. Our 
pastor is a super human being who 
can remember people’s names with 
uncanny ability and is as welcoming 
as anyone can be. Just last week, 
before church, I saw two different 
people walking up to him with some 
sort of small paper dollars, telling 
him to provide a family with some 
help this week, just because they 
need it, anonymously, from a friend. 
It almost brought me to tears.

My challenge to you is this: wake 
up tomorrow and really pay attention 
to all the good things you see happen-
ing in a single day, whether they be 
small or large. It’s very easy to find five 
to ten events that occur that make 
you appreciate the human in all of us. 
You can easily get side-tracked with 
an ounce or two of negativity, but I 
urge you to focus on the positive, and 
repeat some of the things you see and 
execute them yourself. You will 
receive the happiness you provide 
multiple times over, guaranteed! 

Paul is 56 and has CF. He is a Director 
of USACFA. His contact information is 
on page 2.

focuS TopIc

everyday people,  
My Motivators In life

MOTivATiON – WHO OR WHAT KEEPS yOu GOiNG?

paul feld and grandSon, 
chrISTopher JaMeS.



CF Roundtable ❚ Summer 2013 Page 15

Through The lookIng glaSS

"Through .the .Looking .Glass: .Images .of .Adults .with .Cystic .Fibrosis" .and ."Caregiver .Stories" .are .projects .of .Breathing .
Room, .a .non-profit .organization . .Breathing .Room .hosts .these .and .other .projects .to .facilitate .open .and .candid .communi-
cation .in .the .CF .community, .supports .the .development .of .a .community .of .adults .with .CF .and .provides .education .and .
insight .for .families, .caregivers, .and .medical .professionals .who .impact .our .lives .
To .learn .more .about .us .and .view .more .images .in .the .collection, .please .visit .our .Website .at: .
http://www .thebreathingroom .org

Symbiosis

I am Cystic.
You are Fibrosis.
We are cystic fibrosis.
The genes we share give us the  
   same face,
the same body, the same cough,
the same hospital room.
The love grows stronger with  
   every beat
on the chest, with every pierce of  
   the heart.
As I hurt you and you hurt me,  
we fight
together to keep each other alive.

I. Stenzel 
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froM our faMIlY phoTo albuM... 

colleen adaMSon abouT To Tee-off aT rockY gap reSorT In MarYland.

alISSa kaTz afTer The greaT 

STrIdeS Walk In foleY Square 

In doWnToWn ManhaTTan. ThIS 

WaS her 13Th Year aS an IndIvId-

ual Walker. 
beTh SufIan, JerrY cahIll and andrea eISenMan aT The 
booMer eSIaSon foundaTIon for JerrY’S aWard  
preSenTaTIon.
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fIrST TIMe on The beach poST TranSplanT – SuSIe baldWIn In venIce, ca.

STacY and paul MoTenko Scuba dIvIng In The bahaMaS.
lefT To rIghT: MaTIaS, MITch, and SIMon 

greenberg.
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By James Chlebda

W ith decades of projects and deadlines traded in for 
more time to manage well with CF, there’s one 
detail that I refuse to trade off—I call it ‘Creative 

Disengagement’. I head outdoors and allow myself healthy 
chunks of time for a relaxing hike, walk or stroll. Time to 
observe and absorb the spontaneous bursts of beauty that 

are the continuous flow of our natural world. In past lives, 
I’ve always thrived on this after spending too much time 
behind a desk. During these intervals, time has no mean-
ing or control—I am completely unfettered. Everything 
else is left behind.

Every place I have lived, I’ve reveled in exploring my 
outdoor environment, gleaning insight from wonders that 
ceaselessly continue to amaze, confound, inspire, motivate 
and invigorate me. These days, a bottle of water, comfort-
able clothing and a solid pair of shoes is all I require. 
However, a slender little digital device I finally got around 
to purchasing is a splendid new addition; and no—it’s not a 
phone. A digital camera is the handy little gadget I often 
bring along now when recharging my artistic and creative 
sensibilities. 

It has become a constant companion when hiking solo 
or with friends. I’m also fortunate in that Ginny, the 
woman whose home I acquired here, had blessed her front 
yard with a garden of beautiful varieties of cacti—nearly 
every one has bloomed prolifically each year since my 

creaTIve dISengageMenT
Sometimes, one doesn’t  
have to Travel Too far

NEw 

ColumN



CF Roundtable ❚ Summer 2013 Page 19

arrival! So far, I can identify only one: 
the native beavertail cactus, known 
locally as the ‘desert rose’, in varied 
shades of pale or deep pink.

Ironically, a key aspect for getting 
shots of cactus flowers is timing. I 
tune in early each spring as the variet-
ies frontside and at large in the sur-
rounding desert ‘wake up’ and begin 
setting buds. As the days lengthen, 
these begin to burst into stunning 
blooms— two, three, a dozen; often-
times a single one. As each day ends, 
every individual blossom that unfurled 
so brilliantly is also spent. Next morn-
ing, it is a shriveled remnant of what 
was, as more repeat their own indi-
vidual version of the process. The 
bees go into hyperactive overdrive, 
their chances slim if blooms are fast or 
few. However, yucca, desert willow, 
ocotillo, bladderpod and others hold 
their flowers longer than a single day. 
Sweetly scented creosote bush (anoth-
er favorite of mine to photograph) will 
also hold its blooms (and the interest of 
those bees) for a number of days before 
they, too, are done; setting miniature, 
cotton ball-like seed heads to replace 
each brilliant yellow flower.

My ‘digi-cam’ is nothing spectac-
ular, but it’s ideal—a compact 
Olympus Stylus with a retractable 
zoom-able lens. I set the dial to ‘auto’, 
zoom in if I feel close-ups might work 
mo’ better, and proceed to shoot with 
reckless abandon. I appreciate catch-
ing slices in time of all the new variet-
ies of flora and fauna surrounding me. 
Creative Disengagement has always 
ensured me the joy to get out, savor—
and now shoot and share these ever-
fleeting moments.

 James is 54 and has CF. He resides on 
the edge of Joshua Tree National Park in 
California. He is untethered, relatively 
unfettered, gainfully unemployed and 
can be reached at: 
back40publishing.com. 
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The .you Cannot Fail .program .is .
based .on .a .saying .that .Jerry .
Cahill’s .parents .shared .with .
him .at .a .very .young .age . .This .
saying .helped .keep .him .deter-
mined .to .push .through .all .
bumps .along .his .path .

you Cannot Fail .is .an .inspira-
tional .launch .pad .that .empow-
ers .people .to .discover .and .
embrace .their .inner .hero; .to .
face .the .challenges .of .life .with .
strength .and .courage; .to .meet .
each .day .with .optimism; .to .live .
a .life .of .creativity, .purpose, .
and .passion . .you Cannot Fail .
collects, .organizes, .and .shares .
individual’s .stories .about .spe-
cific .aspects .of .their .lives .in .
order .to .motivate .and .inspire .
others .to .be .the .heroes .of .their .
own .stories . .

Visit: .www .youcannotfail .com .
to .share .your .story, .inspire .
others, .and .to .become .a .part .
of .this .official .program .of .the .
Boomer .Esiason .Foundation . .

The focus of Club CF is: 
LIVING BREATHING 

SUCCEEDING. Club CF wants 
those who have CF or are affect-
ed by the disease to see that, 
despite all the challenges that 
come along with cystic fibrosis, it 
is possible to live a happy and 
successful life.

Club CF shows how people 
in different age groups (20+, 
30+, 40+, 50+, 60+, caregivers) 
are succeeding. Through Club 
CF, people can give hope and 
inspiration to those who are 
hesitant or nervous about what 
lies ahead of them.

People with CF are succeed-
ing and making a difference in the 
world in high school, college, 
sports, careers, relationships, start-
ing a family, post transplant, and 
disability. If you are one of the 
many people who are LIVING 
BREATHING SUCCEEDING, 
join Club CF and show the world 
what you have done! To learn 
more, please visit us online at: 
www.clubcysticfibrosis.com

Club CF is sponsored by 
The Boomer Esiason Foundation, 
which is committed to showing 
the world that people with CF 
are living longer & fuller lives, 
and by generous support from 
Genentech.

club cf onlIne
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By Colleen Adamson

T he motivation for me to keep 
going starts with my lung donor. 
I am motivated to take good care 

of the lungs I received from her, 
because I do feel like she lives on in 
me. I don’t know anything about her, 
but I hope she liked pizza because I eat 
a lot of it! I never met the donor fam-
ily and they never responded to my 
letters. That’s ok, though; I can respect 
their decision to try to move on, and I 
hope they have. I just hope they know 
what a gift they gave to me - an extra 
15 years of life and counting!

My family has been with me 
through thick and thin. They have 
always been there with love and sup-
port. They have always been optimis-
tic even when my health was really 
bad, and I was on a ventilator. They 
never waivered from the idea that I 
would get off the ventilator, even 
though all of my doctors said I never 
would. They never accepted the opin-
ion from all of my doctors that I only 
had six months to live. They were 
determined to beat that prediction, 
like we have beaten other predictions 
several times before. 

One of my doctors gave my family 
one piece of hope; to go to Fairfax 
hospital in Virginia, right near where 
I live. They had a fairly new lung 
transplant program there, and there-
fore did not have many people on 
their list yet. This is what saved me, 
that simple tip from one of my doc-
tors, and the determination of my 
family to get me on the transplant list 
and get new lungs. I was the first CF 
patient to receive a lung transplant at 
Fairfax hospital. My lungs and I are 
still going strong for 15 years! We like 

beating the odds.
My husband and his family are 

also super supportive. My husband is 
very calm and level-headed. He is my 
rock. He makes me feel like every-
thing is going to be ok, and that is the 
attitude that I need to have to make it 
through my many health issues (kid-
ney failure, multiple skin cancers, 
etc.). My mother-in-law and her hus-
band sat with me for my last dialysis 
treatment, which had to be really bor-
ing for them! 

I have been on many prayer lists 
– too many to count. I know that 
works, because here I am still hang-
ing around. It was a miracle to go 
from having six months to live and 
on a ventilator to breathing normally 

with new lungs. All of my in-laws 
have been wonderfully supportive 
during the good and the bad. They 
were there when I was on the venti-
lator in the hospital and in rehab, 
when I got my lung transplant, and 
when I got my kidney transplant. 
The more people you have around 
you cheering you on the better you 
do, in my opinion. This has worked 
numerous times for me!

My best friend, Kelly donated a 
kidney to me. I tried to talk her out of 
it, but she wouldn’t hear of it. She said 
she had to save my life, and she did. I 
am motivated to take very good care 
of that kidney, because it is Kelly’s and 
because it was such a special gift. I am 
so blessed to have her in my life, and 
not just because she gave me a kidney. 
We were a good match, and seven 
years later our kidney is doing great! 
Kelly is the one I can call at any time 
to talk about something upsetting, 
exciting, whatever. I always have her 
support, and she always has mine.  

I can’t write about motivation 
without mentioning my coworkers. 
My coworkers are awesome; they are 
always offering to help if I don’t feel 
well or I have surgery, etc. They keep 
me going. They keep me motivated to 
work hard every day, and I am very 
grateful for their support.

I am a very lucky person, and I try 
to never forget that. I have a lot of 
people around me who motivate me 
every day to do the best that I can and 
be the best and healthiest person I can 
be. I hope everyone has someone who 
motivates them like I do, because it is 
so important for our health and well-
being. 

Colleen is 44 and has CF. You may con-
tact her at: cadamson@usacfa.org.colleen adaMSon

TranSplanT Talk
You can never have enough 
Motivation
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Voices from the Roundtable

new policy bans people With  
cf from events

By Steve Shepherd, M.P.H., Paul Quinton, 
Ph.D., Eric Goodrich, M.D.

T his spring the Cystic Fibrosis Foundation (CFF) 
issued a new infection control policy. The policy was 
prompted by increasing concern over the possibility 

that people with CF who might harbor difficult-to-treat 
strains of some organisms could, under some circumstanc-
es, transmit these organisms to other people with CF.  
One of the key elements of the policy is the announce-
ment that the CFF will now ban all people with CF from 
all Foundation-sponsored indoor-events (except for one 
“designated” person per event).

Because this policy has profound implications—both 
personal and public—we believe everyone with CF 

should take the time to read and give it some thought 
(you can find it at: http://www.cff.org/aboutCFFounda-
tion/InfectionPreventionControlPolicy/Policy/). No 
doubt the motivations behind this ban are protective, but 
in our opinion the policy will have unintended conse-
quences, some of which will be harmful and may well 
outweigh the benefits.

In the autumn issue of CF Roundtable, we’ll be writing 
a full-length article to explore these issues in more depth 
and to prompt discussion. In the meantime, think about 
it. This ban affects every one of us, those we love and 
those in the broader community, no matter whether you 
ever attend a CF Foundation event.

Steve Shepherd is 58, Paul Quinton is 68, and Eric Goodrich 
is 57. They all have CF and all three live in San Diego, CA.

eases. Laurent has a lead program 
focusing on Fenretinide, an intensively 
explored but never commercialized 
synthetic retinoid derivative, as novel 
therapy for cystic fibrosis (CF) patients 
suffering from lung infection 
with Pseudomonas aeruginosa. Dr. 
Radzioch and her team demonstrated 
that Fenretinide corrects the AA/
DHA lipid imbalance in lungs and 
plasma of Cftr-KO mice, resulting in 
reduced lung inflammation as well as 
the frequency and severity of lung 
infections from Pseudomonas aerugi-
nosa. In 2010, the U.S. Food and Drug 
Administration granted McGill the 
“Orphan Drug Designation” for the use 
of the drug Fenretinide for the treat-
ment of pulmonary infections caused 
by Pseudomonas aeruginosa in patients 
with Cystic Fibrosis (CF). McGill and 
Laurent plan to start a Phase I clinical 
trial in adult CF patients by the end of 
2013.
http://tinyurl .com/oz2s8b5

SickKids: Cystic fibrosis researchers 
growing their own lung cells

Last year, a research group at the 
hospital was the first to successfully 
produce mature lung cells.  Until now, 
it has been difficult for scientists to test 
drugs that address the underlying 
mutation, instead of just the symp-
toms.  The stem cell advance, which 
offers pristine lung cells, will make the 
drug discovery effort more efficient 
and effective.  So far, the SickKids 
team has grown millions of lung cells.
http://tinyurl .com/o2ha6pc

New cystic fibrosis drug tested
A study in children and young 

adults found that the drug, denufosol, 
helped keep airways moist and clear of 
mucus.  The researcher concluded that 
the results of this double-blind, place-
bo-controlled, randomised controlled 
trial demonstrate that the ion channel 
regulator denufosol has efficacy and 
safety profiles suitable for early inter-
vention in people with cystic fibrosis 

who have little or no lung function 
impairment.
http://tinyurl .com/otvuva5

Savara Pharma begins phase II study 
of AeroVanc for MRSA lung infec-
tion in CF patients

Savara Pharmaceuticals has start-
ed study drug treatment in a Phase 2 
clinical trial evaluating the safety and 
efficacy of AeroVanc for the treatment 
of persistent methicillin-resistant 
Staphylococcus aureus (MRSA) lung 
infection in CF patients.  The primary 
objective of the study is to evaluate the 
efficacy of AeroVanc in reducing the 
quantity of MRSA colony forming 
units in sputum cultures.  The second-
ary objectives include evaluation of 
the efficacy of AeroVanc in improving 
lung function, reducing respiratory 
symptoms reported by patients, and 
reducing the use of other antibiotics.  
Study results are expected in the first 
quarter of 2014.

TIllMan continued from page 9

Continued on page 26
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S tacy Motenko is a 26-year-old 
patient advocate. She graduated 
from UC Santa Barbara, major-

ing in Communications with a minor 
in Psychology.  Stacy was diagnosed 
with CF at birth and, soon after, her 
parents became actively involved in 
the CFF. Her father, who had founded 
the BJ’s Restaurant national chain, 
created a way to incorporate dona-
tions to CFF for every order of their 
signature “Pizookie” (an awesomely 
delicious dessert!). Her parent’s active 
role in the CF Community exposed 
Stacy as a shy toddler to Great Strides 
and multiple CF fundraisers. 

Overcoming her shyness, Stacy 
has been the Keynote Speaker for the 
CFF gala in Orange County, CA, since 
she was a teenager. What is so amazing 
about Stacy is her modesty. When I 
asked her how it felt to be the reason 
why millions have been raised for CF 
(through her and her father’s efforts) 
she stated that she didn’t see it that 
way, had not thought of that, and gave 
credit to the many families she has 
talked to and those who have attended 
and participated in the fundraisers. 

Stacy is living a very full life and 
has dealt with hardships like so many 
of us, is working and making sure she 
sticks to her health regimen and, yet, 
she continues to inspire thousands to 
fight for the cure every year.

Please welcome our latest star. 
Spotlight please!
What is your current occupation?

I am the Patient Advocate and 
Support Specialist for Cystic Fibrosis 
Patients at ModernHEALTH 
Specialty Pharmacy.
What attracted you to this job?

I wanted to be involved in the 
health care industry and have an 
impact on CF patients so that I can 

help improve their quality of life. 
Describe your new position as a 
patient advocate.

My role is to support the CF patients 
and make sure that we are helping to 
educate them, get them great care and 
improve their overall quality of life. 
ModernHEALTH cares so much about 
its patients and is providing a service 
that goes far beyond filling prescriptions 
and delivering meds.    
What is the status of your CF – 
lungs, digestive, both or more? 
Any surgeries? 

I was diagnosed with CF at birth, 
when I had to have emergency surgery 
to remove half of my small intestine 
due to a blockage when I was one day 

old. Since then I have had ten sinus 
surgeries and one more major stomach 
surgery. I also go into the hospital for 
two weeks each year for my annual 
tune up and bronchoscopy.  My CF 
has a big digestive and sinus compo-
nent to it. I have a lot of GI issues as 
well as chronic sinus infections. My 
lungs have always been relatively 
healthy, but I have definitely noticed 
a decline in my lung function over the 
past five years.  
Have your relationships with 
friends or significant others been 
affected by CF?

Having CF certainly has helped 
me to see who the important people 
are in my life. I am very lucky to have 
a wonderful family and friends who 
support me and are very involved in 
my care. My support system has been 
the most important thing in my life 
that has helped to keep me healthy.  
What do you do for fun? Hobbies?

I love to travel and experience 
other cultures. I also love getting togeth-
er with friends, watching movies, going 
to the beach and eating as much sushi as 
I can. I have been really lucky that I 
have gotten to experience some amaz-
ing adventures like living abroad in 
Australia. While I was there I went 
skydiving and bungee jumping, I swam 
with sharks and snorkeled in the Great 
Barrier Reef. Although traveling has 
gotten tougher as I have gotten older, I 
still have a bucket list full of places that 
I would like to see in my life. 
What was it like transitioning to 
the adult CF Center?

I go to Long Beach Memorial CF 
Center in California and I see Dr. 
Inderpal Randhawa. I can’t say enough 
good things about Long Beach 
Memorial and Dr. Randhawa specifi-
cally. He has completely changed my 

In The SpoTlIghT
With Stacy Motenko
By Jeanie Hanley and Andrea Eisenman

STacY MoTenko WITh dad, 
paul MoTenko, SkYdIve 

In SanTa barbara, ca.
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life with the aggressive but thoughtful 
care that he gives. Long Beach has a 
team of cutting-edge doctors who not 
only care deeply for their patients, but 
they are very advanced in new and 
improved methods of care. 
How were you chosen as Keynote 
Speaker? How has that affected 
your life?

I started speaking at CF events 
when I was 15 years old. I had been 
asked several times to speak before 
then, but I was too nervous. I would 
watch my friend, Sarah, speak at events 
and I remember being completely in 
awe of her. When she passed away at 
age 12, I was determined to get up the 
nerve to speak. The first speech I ever 
gave was about my friend, Sarah.  

I have been speaking at the 
Orange County Gala for the past 13 
years and it has been a very life chang-
ing experience for me, getting to 
update people on my life each year. It 
has allowed me to tell my story but. 
more importantly, to inspire others to 
get involved with this cause.  
What is your family like?

I have one older sister, Lisa. She is 
28 and lives in Berkeley, CA with her 
Chilean boyfriend, Dan, and her ador-
able little dog, Shimi. My parents live 
in Orange County, CA and have been 
involved with the CF Foundation and 
raising funds for medical research 
since I was born. My dad was one of 
the founders of BJ’s Restaurants and 
he recently developed a new restau-
rant concept called “Stacked”, in 
Southern CA. The food is amazing 
and guests get to customize their 
orders on an iPad at their table.  
How did your parent’s commitment 
influence you?

My parents have always been very 
dedicated to helping find a cure for 
CF. My dad was committed to finding 
a way to tie his work with BJ’s 
Restaurants to raising money for CF, 
and that is when he developed the 

“Cookies for Kids Program” where 
money from every Pizookie dessert 
sold goes to the CF Foundation for 
medical research. I was taught by my 
parents to give back and to get 
involved in any way that I can. I have 
been fundraising for Great Strides and 
other CF events since I was old 
enough to talk. At the end of the day, 
I want to know that I did everything I 
could to help people with this disease 
to live longer and better lives.  
What are the benefits of having 
CF, if any?

Having CF has taught me to 
appreciate life in a deeper and more 
meaningful way. I am so grateful to all 
of the people in my life who are fight-
ing alongside me. I try not to sweat 
the small stuff in life and look at the 
bigger picture as often as possible. 
Celebrating birthdays each year and 
other special occasions is so much 
more exciting for me. I also have met 
so many wonderful people through my 
involvement with the CF Foundation, 
some of whom have changed my life 
forever. I feel that CF has given me a 
purpose and a cause to fight for in life. 
What has been the hardest part of 
having CF?

The hardest part of having CF has 
been watching many of my friends 
with CF suffer and pass away. I have 
lost many CF friends in my life and it 
never gets any easier. 
Do these losses ever overwhelm 
you?

It is very overwhelming to lose so 
many close friends with this disease. 
But I try my best to carry a piece of 
them with me always and honor their 
memories in any way that I can so 
that they can live on through me. 
Do you have a motto?

I refuse to accept limitations that 
are placed on me. I think it is impor-
tant to believe that anything is possi-
ble and to not limit yourself based on 
what others say. If I had accepted the 

limitations placed on me, there are a 
lot of things that I would not have 
gotten to do and I certainly would not 
be where I am today. Of course it is 
important to listen to your doctors 
and take care of yourself, but I think 
that it is more important to believe in 
yourself and always strive to achieve 
your goals.
Can you give examples of follow-
ing that motto?

I was told by my doctors that I 
would not live to be 18 years old. If I 
had accepted that prognosis I would 
not be here today and I would not have 
pushed myself in school to be success-
ful. I was told that I would not be able 
to get into a good college because I was 
absent so much in high school due to 
being sick. Not only did I go to UC 
Santa Barbara, but I graduated in four 
years, with honors, even after having 
to take a semester off when I was hos-
pitalized with pneumonia. 
Have you ever participated in a 
Clinical Trial and, if yes, would you 
do it again?

I have been participating in a 
clinical trial for PTC-124 or Ataluren 
for the past several years. While it has 
been a huge time commitment, I am 
very determined to help advance 
research for my CF mutation (the 
Stop or X Mutation). I am very hope-
ful that this medication will make a 
difference in my life and help many 
others as well.
You have inspired so many people 
in your life, but who inspires you?

The most inspirational person in 
my life was my best friend, Leslie 
Petrone. She taught me to believe in 
myself and to always give love and be 
a good person. She completely 
changed the way I thought about the 
world. She was my mentor and my 
soul mate and, devastatingly, she 
passed away a year ago from CF. But, 
I will never stop practicing and 

Continued on page 26
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O n June 7, 2013, Jerry Cahill was 
awarded the prestigious Jacoby 
Angel Award from the United 

States Adult Cystic Fibrosis 
Association (USACFA) for being a 
person with CF who is making a 
difference in the lives of one or 
more people with or without CF. 
The award is named in memory 
of Dr. Jack Jacoby who was a CF 
physician at the St. Vincent’s CF 
Center in New York City for 
over 15 years, from 1982-1997. 
Remarkably, Dr. Jacoby had CF, 
which gave him a unique under-
standing of the disease. Dr. 
Jacoby’s patients felt he was not 
only an amazing physician but 
also an angel sent to them at 
their time of need. Dr. Jacoby 
always put the needs of others 
above his own needs and worked 
tirelessly to bring comfort and 
relief to his patients. He was the 
medical advisor for USACFCA 
and wrote a medical column for 
CF Roundtable for many years. 
Jerry Cahill has followed in Dr. 
Jacoby’s footsteps and helped 
many people with CF.

The Jacoby Angel award was 
presented in New York City at a 
reception at the Boomer Esiason 
Foundation (BEF) office where Jerry is a 
volunteer. USACFA Board members, 
Beth Sufian and Andrea Eisenman, 
presented the award and spoke about 
Mr. Cahill’s contributions to the CF 
community. Boomer Esiason was pres-
ent at the reception and spoke about 
Jerry’s tireless volunteer efforts for peo-
ple with CF. He also explained how 
Jerry had helped BEF establish a variety 
of programs that have made a difference 
in the lives of people with CF.

After retiring from a successful 
career in the fashion industry, Jerry was 
looking for an organization that could 

use his talents and offer him the satis-
faction of helping others. He started 
volunteering for the BEF. Soon he had 
helped to start the BEF scholarship 
program and the BEF transplant 

expenses fund, which helps people 
financially who need to relocate for 
transplant. Jerry started his now famous 
Podcasts on a variety of topics that 
help people with CF cope with the 
challenges living with CF present on a 
daily basis. He also started other BEF 
sponsored programs: CF Wind Sprints, 
Team Boomer and Club CF. Even 
when his health declined, he did not 
waiver in his commitment to helping 
and educating the CF community. 

Now, one year post lung trans-
plant, he continues his volunteer 
efforts. Jerry’s latest project is a pro-

gram called “You Cannot Fail”, which 
encourages people with CF to exercise 
and lead full lives while taking care of 
themselves. He has authored two 
books in association with this project, 

“You Cannot Fail... You are the 
Hero of Your Own Story” and 
“Jerry the Boy Who Could not 
Fail”. Jerry is an amazing man 
who follows in the footsteps of 
the awards namesake, Dr. Jack 
Jacoby, by dedicating himself to 
helping people with CF. 

CF Roundtable readers nomi-
nated individuals for the award 
and wrote why the person 
deserved the award. USACFA 
Board members then voted on 
the nominees. Each nominee has 
made important contributions to 
the CF community. The three 
finalists for the 2013 award were 
Dr. Susie Baldwin, Joanne Schum 
and Brian Callanan. Past award 
winners include: Michelle 
Compton, Susan Burroughs, 
Robyn Petras and Pammie Post.

In addition to the Jacoby 
Angel Award being presented, 
the USACFA Founders Award 
also was presented recently.

Dr. Jerry Nick was awarded 
the prestigious USACFA 

Founders Award, which recognizes a 
person who has made an outstanding 
contribution to the adult Cystic Fibrosis 
community. The award was named in 
honor of the group of adults with CF 
who founded USACFA and worked 
tirelessly to bring information to the 
adult CF community at a time when 
there was no Internet and no efforts to 
connect adults with CF and provide 
information and support to the adult 
CF community. Dr. Jerry Nick’s contri-
butions to his patients and the larger 
CF community are worthy of receiving 
the award.

2013 uSacfa founders award and 
Jacoby angel award presented

JerrY cahIll, booMer eSIaSon, 
and beTh SufIan aT bef for The 

aWard preSenTaTIon.
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The award was presented on 
April 16, 2013, at a luncheon hon-
oring Dr. Nick with the Denver 
Adult CF Care Center team mem-
bers in attendance. USACFA 
Director, Beth Sufian, spoke about 
Dr. Nick’s outstanding contribu-
tions to the adult CF community 
and presented Dr. Nick with a 
beautiful crystal award.

Dr. Nick is the CF Adult Care 
Center Director at National 
Jewish Health in Denver, 
Colorado. Dr. Nick’s attention to 
detail, concern for his patients 
and direction of his 15 member 
CF Care Center team results in 
high quality and compassionate 
care for the CF Center’s more 
than 400 adult patients. Dr. Nick 
makes sure that all patients are 
treated with respect and seen in 
the clinic regardless of financial 
issues. Dr. Nick makes sure that if 
a person is sick and feels she 
needs to be seen that she is added 
to the CF Center’s schedule even if the 
schedule is already full. Dr. Nick is an 
advocate for treatment by CF specialists 
when an adult with CF is hospitalized. 
This is sadly not the case in many adult 
care centers around the country. Dr. 
Nick is an advocate for the provision of 

CF specialist care to patients who are 
hospitalized. Dr. Nick is also a clinical 
researcher. He is always looking for new 
and innovative ways to treat CF and 
has been the lead researcher in cutting 
edge CF research he has designed with 
colleagues. Among his many CF related 

activities, he is a long time member 
of the CF Foundation Center 
Committee. He spends time each 
month going to CF Care Centers 
around the country and helping 
them achieve excellence in care 
and that the CF Centers he visits 
meet CFF accreditation guidelines. 
Dr. Nick’s commitment to helping 
adults with CF is a model for all 
who provide healthcare to adults 
with CF. 

Dr. Nick is an incredible phy-
sician, researcher and leader. The 
CF community is extremely fortu-
nate he has chosen it as the bene-
ficiary of his knowledge and com-
mitment to make a significant dif-
ference in the lives of others.

CF Roundtable readers nomi-
nated individuals for the award 
and explained why the person 
deserved the award. Each nominee 
has made important contributions 
to the CF community. USACFA 
Board members then voted on the 

nominees. The four finalists for the 
award were: Piper Beatty, Anabel 
Stenzel, Isabel Stenzel Byrnes and Paul 
Motenko.

Past recipients of the Award include 
Dr. James Yankaskas, Robyn Petras, 
Beverley Donelson and Dorothy Hello.

dr. JerrY nIck receIveS 
hIS aWard In houSTon.

Those .who .give .$50 .or .more .in .a .year .will .be .recognized .
as .Benefactors, .unless .they .request .anonymity . .The .cat-
egories .are: .$50-$249 .Bronze .Benefactor, .$250-$499 .
Silver .Benefactor, .$500-$999 .Gold .Benefactor, .$1,000 .- .
$4,999 .Platinum .Benefactor . .Please .make .checks .payable .

to .USACFA, .Inc . .
 .
Send .donations .to: .
uSACFA, inc., P.O. Box 1618, Gresham, OR 
97030-0519

Benefactors

bronze
Francis Birkner
William Moser
Loretta Mulatz & Debra Radler
Kim Newport

Phyllis Sewell

SIlver
The Breathing Tree
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MoTenko continued from page 25

teaching others the lessons that she 
taught me.  

Are you religious, spiritual or 
other?

I have never been a religious per-
son, but I am spiritual. Leslie taught 
me about spirituality and it has really 
helped me to deal with her loss. I 
believe in the power of the individual 
to overcome tremendous obstacles. 

We’ve all had our CF “moments” – 
what is your funniest or most 
embarrassing CF “moment”?

There have been so many funny/
embarrassing CF memories in my life, 
but one that sticks out is eight years 
ago, when I was traveling through 
Israel with a group of young people and 
we were spending a lot of time at the 
beach in our bikinis. I have a huge scar 

across my stomach from my stomach 
surgery and everyone kept asking me 
what my scar was from. I told them 
that it was a shark bite and went into 
an elaborate story about my battle with 
a shark when I was surfing. Amazingly, 
everyone believed me and thought 
that I was very “badass”. To this day, I 
still have people asking me about the 
shark attack. 

Jeanie Hanley is 50 and is a physician 
who has CF. She is a Director of USACFA 
and is the Vice President. Her contact 
information is on page 2. Andrea 
Eisenman is 48 and has CF. She is a 
Director of USACFA and is the Executive 
Editor of CF Roundtable and Webmaster. 
Her contact information is on page 2. 

If you would like to be interviewed for 
In The Spotlight, please contact either 
Andrea or Jeanie.

victor Cellers, .50
Broomall, .PA
Died .April .7, .2013

Pamela Gordon Beaton, .47 .
Palisades, .NY .
Died .June .3, .2013 .

In Memory

Immediate family members may 
send in the names of CF adults 
who have died within the previous 
year for inclusion in “In Memory.” 
Please send: name, age, address 
and date of death.
Send to: 
CF Roundtable, .PO .Box .1618,
Gresham .OR .97030-0519 . .
E-mail to: .
cfroundtable@usacfa .org

http://tinyurl .com/ccl763z

To treat cystic fibrosis, drug mimics 
HIV

A potential treatment for deadly, 
drug-resistant bacterial infections uses 
the same approach that HIV uses to 
infect cells.  Researchers say the discov-
ery is especially promising in the devel-
opment of a potential drug treatment 
for lung infections in people with cystic 
fibrosis.  The authors of this study found 
that a particular sequence of amino 
acids on the tail end of HIV allow the 
virus to “punch into” and infect cells. 
The team manufactured a synthetic and 
more efficient version of this sequence—
called engineered cationic antimicrobi-
al peptides, or “eCAPs”—that labora-
tory tests have shown to rapidly destroy 
bacteria that are otherwise resistant to 
most standard antibiotics.  The eCAPs 
are specifically attracted to the surface 
of target bacteria where they disrupt the 
bacterial membrane, causing death 
within seconds, or minutes. Laboratory 

tests indicate that the eCAPs work well 
against biofilms, which are bacterial 
communities that develop very high 
levels of resistance to antibiotics by 
working together to protect the film’s 
inner bacteria from traditional treat-
ments. The eCAPs seem to push 
through the outer layers of biofilms to 
destroy the entire bacterial community.
http://tinyurl .com/p7l8src

Breakthrough “AffloVest” Greatly 
Advances Respiratory Care

A new High Frequency Chest 
Wall Oscillation (HFCWO) vest that 
gives respiratory patients the freedom 
to move around during treatments is 
now available in the United States. 
The AffloVest – already widely pre-
scribed in Europe – represents a major 
advancement in the treatment of 
respiratory diseases.  Unlike current 
airway clearance vests that tether the 
patient by an air hose to bulky 
machines, which require direct electri-
cal current, the AffloVest is the first-

ever portable, battery-operated 
HFCWO vest. Users can move about 
freely during treatments, or have the 
option to sit comfortably in almost any 
environment.  Weighing approximate-
ly 10 pounds, AffloVest is also the 
lightest and most quiet device of its 
kind on the market today. And unlike 
other respiratory vest options, 
AffloVest provides adjustable levels of 
treatment intensity. Doctors and 
patients can tailor their treatments to 
their needs, with settings that provide 
chest wall oscillation treatment on 
both the front and back of the vest.
http://tinyurl .com/q3vtoa5

New Wave Innovation for Cystic 
Fibrosis Sufferers

A novel inhaler for cystic fibrosis 
suffers using saltwater treatment has 
been developed in a Cambridge 
UK-North Carolina technology alli-
ance.  It enables CF sufferers to get the 
benefits of saltwater treatment in their 

TIllMan continued from page 21
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Meet Stacey Bene

I was born in Cleveland, Ohio in 
1975 and diagnosed with cystic 
fibrosis (CF) at the age of two, 

when the prognosis was much dif-
ferent than it is today. I was very 
sick as a small child, but I have also 
had some very healthy years 
throughout my life.  

I married Matthew in 2002 and 
we have two children, Emma and 
Jacob. I also have a step-daughter, 
named Sarah. In 1999, I graduated 
from Case Western Reserve 
University with a Master’s Degree 
in Social Work.

For 13 years I worked full-time for a non-profit cancer 
organization, providing support and encouragement to 
those living with or surviving from blood cancers. In this 
role, I developed and facilitated support groups, managed a 

peer-mentorship program, oversaw 
a financial assistance program, 
planned and executed patient and 
professional education sympo-
siums, provided basic counseling, 
developed a patient navigation 
program and managed local and 
federal advocacy efforts. I decided 
to retire early in 2013 to focus 
more on my health and my family.   

For the past three years I have 
been dealing with a couple strains 
of resistant non-tuberculosis myco-
bacterium, so being extra aggres-
sive with my treatment routine has 
become an ultimate priority. My 
life experience with CF was defi-

nitely a factor in my career choice. Now that I am no longer 
working, I am hoping that I can use the skills I picked up 
during my career in oncology social work to help educate 
and support others with CF.  

Meet Mitch Greenberg

H ello, my name is Mitchell 
Greenberg and I am honored 
to join USACFA and CF 

Roundtable. I am from the 
Washington, DC area, and current-
ly reside in Darnestown, Maryland. 

I have amazing twin sons, 
Simon and Matias, who turn 10 this 
summer! I am a small business 
owner and together with my broth-
er, Terry, operate an exterior remod-
eling company that has been a fam-
ily run business for almost 60 years.

I was diagnosed with CF at 
birth, due to complications from 
meconium ileus. That was back in 
1973. I just celebrated my 40th 
birthday in March. This summer I 
will celebrate my third “Lungiversary” from my second 
double-lung transplant back on July 21, 2010. I underwent 
my first transplant on September 8, 2009, and, unfortu-

nately, struggled from early chronic 
rejection.

Today I live a very healthy and 
vibrant life. I love the outdoors; 
hiking, climbing, swimming. My 
passions are music, traveling, and 
being a father.  I love to meet inter-
esting people of all walks of life. I 
strive to make connections with 
people that will enhance my 
growth here on this precious land, 
while also sharing my story of sur-
vival in hopes of inspiring.

I am always available to discuss 
all things whether it be related to 
CF (of which I like to think I have 
some experience) or matters of life 
and living.

Mgreenberg@usacfa.org
Delta F508
W128x

Meet the new board Members

Continued on page 28
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Meet Meranda Honaker

G reetings USACFA and CF 
Roundtable readers! My name 
is Meranda Honaker and I am 

30 years old and live in the beauti-
ful state of North Carolina (Go Tar 
Heels!). I have been reading CF 
Roundtable for over a decade and am 
honored to now be an elected 
Director on the board of this won-
derful organization. 

Learning as much as possible 
about CF has been a priority for me 
since I was 17 years old. In my quest 
to learn more about CF I have been 
fortunate enough to befriend many 
people who have CF, their families 
and medical providers. This has 
been a large motivator in my efforts to not only learn more 
about CF but also dedicate much of my time to CF-related 
nonprofit work.

 I am a recipient of the Boomer Esiason Foundation 

College Scholarship and I earned 
my Associate of Arts from the 
University of Phoenix. Currently, I 
am working toward my Bachelor’s 
Degree in Psychology. 

I am a firm believer in patient 
compliance with all CF-related 
therapies (airway clearance, nebs, 
exercise, etc.) coupled with self 
education regarding CF. Moreover, 
patient advocacy is an essential 
skill that each CF patient and care-
giver must learn to master. Proper 
patient advocacy can save your 
life, and I hope to further spread 
this message to the CF community. 

On a personal note, I most enjoy 
spending time with my loved ones, 
frequenting the beautiful beaches of 

N.C., exploring new recipes, and especially cheering on my 
favorite ACC basketball team, the Tar Heels (Go Heels Go!). 
I look forward to working with fellow USACFA Directors and 
contributing to CF Roundtable in the coming year. 

Meet Lisa Zaccaria

I was diagnosed with cystic 
fibrosis (CF) at four months of 
age. The doctors told my par-

ents that I would not live beyond 
elementary school. I am now 35 
years old. When I was 12 years 
old, I was diagnosed with 
CF-related diabetes (CFRD) and 
immediately put on insulin shots. 
I now have an insulin pump that 
gives me so much more freedom 
and tighter control. My first hos-
pitalization was not until I was 19 
years old. Along with lung issues, 
I also have severe digestive issues 
related to my CF. I have always 
been and still am very compliant with all my medica-
tions. 

I have Associate Degrees in 
Executive Administrative Ass-
istant and Liberal Arts. I love to 
write children’s fiction and have 
won numerous awards for my writ-
ing. My writings have also appeared 
in The Boston Globe throughout 
the years. My dream is to one day 
publish my stories. 

I am an animal lover and have 
an eight-year-old Maltese who 
keeps me very busy. I had a sister, 
Michelle, who passed away from 
CF in 2010. She was 35 years old. 
She was my hero and has taught 
me how to live life, take risks, 
dream big and live without regrets. 
I am honored to be a Director on 

the board of USACFA and would like to offer hope and 
inspiration to people who have CF.

Meet the new board Members Continued from page 27
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Voices from the Roundtable

Making Milestones With  
great Strides

By Alissa Katz

O ne Thursday night during my junior year of college, 
my girlfriends and I decided to stay in and just hang 
out. One of my roommates, Jillian, insisted to our 

other roommate, Molly, whose wedding will mirror one 
Barbie would have, that she refuses to wear a pink frilly 
dress. (We all knew this would actually be the case). The 
rest of us laughed at the quarrel unfolding before us. Then 
the discussion shifted to matters like how many children 
we wanted to have and where we want to live in 10 years. 

My closest friends in the world all had concrete ideas 
and goals for their future. But, I just sat there worrying 
about having a future at all. I’m a 23-year-old with cystic 
fibrosis who was diagnosed at birth and whose average life 
expectancy is currently 37 years. The way I see it, there 
simply is no escaping these thoughts.  

It’s not like I look like I have an incurable disease. I 
spend time with friends and family and I can travel 
(granted, not lightly with all of my medical equipment), 
and that unlucky number 37 is a reminder to do these 
things as much as I can. 

My chronic condition, since I’m too stubborn to call 
it a disease, has shaped my personality, too. I like to think 
I have a who-gives-a-hoot attitude about the smaller 
things in life. Instead, I focus on the bigger goal – living 
while I have time. 

As much as any young woman hates to admit, I am 
my mother. One of my favorite attributes I get from her is 
her ability to take any tough situation and just “deal with 
it.” When the doctors told my parents that I had cystic 
fibrosis, my mom said one thing, “Just tell us what we 
have to do and we’ll do it.” 

Slowly but surely, my mom let me take over my care. 
By the time I was 10, I was putting my pills into my 
weekly pill case without her help. During high school, I 
started going to doctor’s appointments alone, so the doc-
tors were forced to ask me the questions instead of looking 
at my mom. Then, during college, I took charge of order-
ing my own medications, since at that point I wasn’t even 
living at home anymore. 

I’ve always been compliant, and for two important 
reasons: my mom raised me well and I know what the 
alternative looks like. I’m not ready to succumb to that. I 
know I’m as healthy as I am because my mom played the 
tough-love card so much that I was pretty sure it had gone 

out of style. 
I’m not a shy person by any means, but I don’t like 

initially telling people I have CF. Although it’s part of my 
life, it doesn’t define me, or at least I refuse to allow it to. 
But, not telling people comes with its price. I’m a pretty 
frequent cougher, which makes for bamboozled looks from 
people on the New York City subway when I won’t shut 
up. Even more embarrassing is when they actually hear 
the tiniest peep out of me. I’m not going to tell them I just 
finished my breathing medications and it’s actually a good 
thing my mucus is loosening up. Come on, that’s way too 
many words to exchange with a stranger in Manhattan. I 
understand why they do it, but I also want to shout, “The 
cough is chronic, not contagious!” 

Even around my friends, the jokes get really old. 
When my friends say something like, “Hey, don’t die!” it’s 
funny at first, but then I get so pissed at its abuse that I 
just want to yell at them, saying, “Then you find a cure!” 

Another thing to keep in mind is that I’m a 23-year-
old girl. By proxy, I’m worried about a future with the man 
of my dreams (I’m still looking for him, by the way). It’s 
not easy to understand what I go through, nor is it a walk 
in the park explaining it to someone with whom I want a 
relationship. I’m exclusive in whom I tell about my CF, 
though I have admittedly gotten better as I’ve gotten 
older, but I still can’t stress how hard it is to tell someone 
I’m dating. When do I tell him? Do I wait until I’m in the 
hospital? I did that once and it was one of the most awk-
ward ways I think I could have handled it. Timing seems 
to be the key for me because I want whomever he is to get 
to know me before potentially scaring him off with this 
news about how I produce thick, sticky mucus on a daily 
basis like it’s no big deal. 

On a positive note, life expectancy has lengthened 
since I was born. Treatment regimens and new drugs are 
coming out. Do I want to be part of my friends’ wedding 
conversations? Yes, more than anything, and I look for-
ward to wearing a pink frilly dress at Molly’s wedding. For 
me, it would mean I made it to a loved one’s milestone. 

Cystic fibrosis is not a death sentence, but it sure as 
hell is a daily challenge with its regimens and exercises. I 
take CF in great stride in the hope of making it down the 
aisle as a bridesmaid and, fingers crossed, as a bride. 

Alissa is 23 and has CF. She lives in New York City and is 
studying for her master’s degree in magazine journalism at 
NYU. 
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own homes overnight while they sleep 
via an aerosol mist through the nose 
continuously for eight hours.  The 
tPAD (trans-nasal pulmonary aerosol 
delivery) device has been assessed in a 
clinical trial – and so greatly exceeded 
its predicted performance that addi-
tional devices have now been request-
ed to support further clinical trials. 
http://tinyurl .com/nclhdhp

Adults with CF Need Close Colon 
Cancer Screening

With cystic fibrosis patients now 
living well into adulthood they are at 
risk for developing adenomatous colon 
polyps and should be screened early 
and often, researchers said.  In a single 
center study where adult cystic fibrosis 
patients underwent screening colonos-
copies, 60% of male patients had ade-
nomatous polyps as did 11% of female 
patients, and the majority of the polyps 
were ultimately found to be advanced 
lesions with villous features and high-
grade dysplasia.  While colon cancer 
has been pegged as an emerging health 
concern in this patient population, 
there are no specific guidelines in 
place for screening. The researchers 
concluded that cystic fibrosis “should 
be recognized as a genetic colon cancer 
syndrome. Adult patients with cystic 
fibrosis should begin screening colono-
scopic examinations before age 40 and 
subsequent surveillance interval should 
be less than 5 years.”
http://tinyurl .com/qj75jd7

TREATMENTS
Role of long term antibiotics in 
chronic respiratory diseases. K. 
Suresh Babu, J. Kastelik, J.B. Morjaria.  
Respir Med. 2013 Jun;107(6):800-15

Antibiotics are commonly used in 
the management of respiratory disor-
ders such as CF, non-CF bronchiecta-
sis, asthma and COPD. In those condi-
tions long-term antibiotics can be 
delivered as nebulised aerosols or 
administered orally. In CF, nebulised 
colomycin or tobramycin improve lung 
function, reduce number of exacerba-

tions and improve quality of life. Oral 
antibiotics, such as macrolides, have 
acquired wide use not only as antimi-
crobial agents but also due to their 
anti-inflammatory and pro-kinetic 
properties. In CF, macrolides such as 
azithromycin have been shown to 
improve the lung function and reduce 
frequency of infective exacerbations.  
http://tinyurl .com/m3x9eks

Intravenous antibiotics reduce the 
presence of Aspergillus in adult cys-
tic fibrosis sputum. Caroline G Baxter, 
Riina Rautemaa, Andrew M Jones, A 
Kevin Webb, Matthew Bull, Eshwar 
Mahenthiralingam, David W 
Denning. Thorax.  Published Online 
First 19 March 2013

This study aimed to assess the 
impact of short–term administration of 
intravenous antipseudomonal antibi-
otics during cystic fibrosis (CF) exacer-
bations on the presence of Aspergillus. 
Intravenous antibiotics targeting 
Pseudomonas during CF pulmonary 
exacerbations have a negative impact 
on the presence of Aspergillus in spu-
tum samples.
http://tinyurl .com/c5py2py .

Cystic Fibrosis Pulmonary Guidelines. 
Peter J. Mogayzel,Jr., Edward T. 
Naureckas, Karen A. Robinson, Gary 
Mueller, Denis Hadjiliadis, Jeffrey B. 
Hoag, Lisa Lubsch, Leslie Hazle, Kathy 
Sabadosa, Bruce Marshall, and the 
Pulmonary Clinical Practice Guidelines 
Committee.  American Journal of 
Respiratory and Critical Care Medicine.  
Volume 187, Issue 7

These guidelines provide up–to–
date evidence of safety and efficacy of 
chronic treatments of CF lung disease, 
including the use of novel therapies 
that have not previously been included 
in CF pulmonary guidelines. The use 
of medications to slow the progression 
of lung disease has led to significant 
improvement in survival.
http://tinyurl .com/cfs7rjj

Beta-blocker management of refrac-

tory hemoptysis in cystic fibrosis: a 
novel treatment approach. Moua J, 
Nussbaum E, Liao E, Randhawa IS. 
Therapeutic Advances in Respiratory 
Disease. Epub ahead of print

The authors hypothesize that the 
use of beta–blockade will decrease 
mean arterial pressure resulting in 
lower bronchial artery blood flow and, 
subsequently, decrease the frequency 
and severity of hemoptysis, rate of 
hospitalizations, and usage of intrave-
nous antibiotics. Beta–blockade, par-
ticularly with atenolol, appears to 
successfully treat, if not resolve, recur-
rent hemoptysis refractory to conser-
vative therapy in CF. Beta–blocker 
therapy appears to maintain an effec-
tive safety profile in CF.
http://tinyurl .com/bvwa9ec

Nebuliser systems for drug delivery in 
cystic fibrosis. Tracey Daniels, Nicola 
Mills, Paul Whitaker. Cochrane Reviews. 
Published Online: 30 APR 2013

Clinicians should be aware of the 
variability in the performance of differ-
ent nebulizer systems. Technologies 
such as adaptive aerosol delivery and 
vibrating mesh technology have 
advantages over conventional systems 
in terms of treatment time, deposition 
as a percentage of priming dose, patient 
preference and adherence. There is a 
need for long-term randomized con-
trolled trials of these technologies to 
determine patient-focused outcomes 
(such as quality of life and burden of 
care), safe and effective dosing levels 
of medications and clinical outcomes 
(such as hospitalizations and need for 
antibiotics) and an economic evalua-
tion of their use.
http://tinyurl .com/bul5flo

Topical nasal steroids for treating nasal 
polyposis in people with cystic fibrosis.  
Helen Beer, Kevin W. Southern, Andrew 
C. Swift.  Cochrane Reviews.  Published 
Online: 30 APR 2013

This review suggests topical ste-
roids for nasal polyposis in patients 
with cystic fibrosis have no demon-
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strable effect on subjective nasal symp-
tom scores. They have some effect in 
reducing the size of the polyps, but due 
to the small sample size, poor study 
completion rates and lack of follow–
up, the study is at high risk of bias and 
evidence for efficacy is limited. Overall 
there is no clear evidence for using 
topical steroids in people with cystic 
fibrosis and nasal polyposis.
http://tinyurl .com/d7uq3hv

Inhaled antibiotics for the treatment 
of chronic bronchopulmonary 

Pseudomonas aeruginosa infection in 
cystic fibrosis: systematic review of 
randomised controlled trials. Máiz, 
Luis; Girón, Rosa M; Olveira, 
Casilda; Quintana, Esther; Lamas, 
Adelaida; Pastor, Dolores; Cantón, 
Rafael; Mensa, Josep.  Expert Opinion 
on Pharmacotherapy.  Volume 
14, Number 9, June 2013, pp. 1135-
1149(15)

Inhaled antibiotics are probably 
the safest and most effective therapy 
for Pseudomonas aeruginosa chronic 
lung infection in cystic fibrosis patients. 

Placebo–controlled and comparative 
clinical trials have shown that clinical 
evidence of inhaled antibiotics is very 
different. The choice of treatment for 
each individual CF patient must be 
based on the features of the drug 
(clinical evidence on efficacy and safe-
ty), the inhalation system and the 
patient characteristics. 
http://tinyurl .com/lpegc8x

Laura Tillman is 65 and has CF. She is a 
Director of USACFA and is the President. 
Her contact information is on page 2.
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• Please let us know of the major occurrences in your life (e.g., marriages, births, completion of educational 
degrees or training, career advancement, transplants, anniversaries, birthdays) and we will print your informa-
tion in Milestones.

• Share your ideas for Focus Topics, feature articles or any suggestions for improvements you may have to 
help make CF Roundtable more relevant and interesting to you.

• You can reach USACFA and CF Roundtable at anytime by phone (248) 349-4553. You may email us 
at cfroundtable@usacfa.org

• Send your questions of a general nature regarding legal issues that relate to CF to our legal advisor: Beth 
Sufian, Esq., 712 Main, Suite 2130, Houston, Texas 77005. Email: cflegal@cff.org.

• You may subscribe at www.cfroundtable.com


