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Tobin is a fun-loving 4-year-old boy. He makes everyone laugh. 
Tobin also has cystic fibrosis. Read Tobin’s story on page 3.
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“We can’t cure CF alone.”
—Tobin’s Dad, Michael
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“He was a fussy baby,” says 
Linda Silverman of her son, 

Andy. “No one suspected anything 
out of the ordinary until a recently 
graduated doctor suspected cystic 
fibrosis and ordered a sweat test.” 

Andy began to improve immediately 
after starting treatment and stayed 
healthy until he reached his thirties. 
Now 44, Andy is awaiting a lung 
transplant and struggling to stay 
healthy, according to his father, Joseph. 

“Andy’s type of CF does not respond 
to the newer treatments that offer 
relief to other CF patients,” says 
Joseph. “That’s why it’s so important 
to support the CF Foundation.”

The Silvermans are longtime 
supporters of the Cystic Fibrosis 
Foundation. In addition to making 
regular annual contributions and 
participating in Great Strides, Linda 
and Joseph recently designated a gift 
for the Cystic Fibrosis Foundation 
in their will. “There is still no cure,” 
Linda notes. “Everyone has to  
step up.” 

“We plan to leave most of our assets 
to Andy and his sister, Julie,” Joseph 
says. “But we’ve also included a gift 
to the CF Foundation, which will 
include Andy’s share, should he pass 
away before us.”

While research is the Silvermans’ top 

priority, they left their legacy gift 
undesignated, “so the Foundation 
can use the money where it’s most 
needed,” Linda says. “Hopefully 
that’s a long way in the future, and 
who knows what the need will be. 
CF doesn’t get the attention that 
a lot of other diseases get, so we 
wanted to do our part.”

Leaving a gift to the Cystic Fibrosis 
Foundation, like the Silvermans, in 
your will, trust, or by beneficiary 
designation is an opportunity to 
communicate your values and your 
dreams for the kind of future you  
hope for children and grandchildren 
with CF.

A COMMITMENT TO FIGHTING CF
MEET LINDA AND JOSEPH SILVERMAN

THE CF 
FOUNDATION 
HAS NEARLY 
DOUBLED ITS 
SPENDING ON 

RESEARCH 
AND CARE 
OVER THE 
PAST FIVE 

YEARS.

In addition to leaving most of their assets for their son, Andy (second from left) and daughter, Julie 
(second from right), Linda (left) and Joseph (right) left a gift in their will to the CF Foundation.



The whole family, Michael 
(dad), Melissa (mom), 
Ainsley, 7, (sister) and 

Tobin, 4, is active with the 
Central Florida Chapter 

of the Cystic Fibrosis 
Foundation, focusing on 
Great Strides, Cycle for 

Life, March on the Hill, and 
the Volunteer Leadership 

Conference. 

3Questions? Contact Tricia Benson at 240.482.2845 or by email at legacy@cff.org

ADDING TOMORROWS 
FOR TOBIN
“WE CAN’T CURE CF ALONE”

Tobin, is a fun-loving 4-year-old 
boy. He loves Star Wars and 

Transformers. He loves to play with 
his 7-year-old sister, Ainsley, and 
makes us all laugh. Tobin also has 
cystic fibrosis.

“The initial sadness we felt when 
learning that our son had cystic 
fibrosis quickly gave way to our 
determination — as a family — to 
react in a productive way,” shared 
Tobin’s father, Michael. “We focused 
on what we could control. We 
started to learn all we could about 
the disease, to connect with other 
families living with CF, and to 
become involved in our local Cystic 

Fibrosis Foundation chapter.”

Tobin goes to school full-time and 
enjoys learning and playing with his 
friends. He has a sly sense of humor 
and a loving heart. Tobin lives the 
life of any other little boy, with a few 
added-on obligations. He is diligent 
about hand-washing during cold and 
flu season. He has daily treatments, 
counts his enzymes at every meal, and 
straps on his vest by himself. He does 
this every morning and every night.

 “I’m not a doctor or a researcher. I 
can’t cure CF,” says Michael. “But, 
with your help, someday, I believe 
that somebody will.”

Estate plans 
may need to be 
updated as life’s 
circumstances 
change. An 
answer of “yes” 
to any of these 
questions may 
indicate that it is 
time to create or 
review your plans: 

IS IT TIME TO UPDATE YOUR WILL?
TAKE OUR QUIZ TO FIND OUT

  Y  N
   Have your wishes changed?
   Do you have new family members to consider (birth, adoption)?
   Has your marital or domestic partner status changed?
   Have you turned 18-years-old?
   Have family members passed away?
   Do you wish to change guardians, executors, or trustees?
   Have your assets substantially increased or decreased in value? 
   Have you sold or purchased a significant asset?
   Have you not revisited your estate plan in 3 to 5 years?



In February 2018, the U.S. Food and Drug 
Administration (FDA) approved Tezacaftor/ivacaftor 

(Symdeko™) to treat the underlying cause of cystic fibrosis. 
Tezacaftor/ivacaftor is approved for people with CF ages 12 
and older who have two copies of the most common CF 
mutation, and for people with CF ages 12 and older who 
have a copy of one of 26 specified mutations of the key 
protein involved in cystic fibrosis, CFTR. 

This approval provides another option for treatment for 
people with two copies of the most common CF mutation 
who could not tolerate a similar drug, lumacaftor/
ivacaftor (Orkambi®). The approval additionally paves the 
way for new, more effective triple combination therapies 
(treatments consisting of three different modulators, 
including tezacaftor), that could benefit nearly 90 percent 
of people with CF. Two potential triple combination 
therapies will begin clinical trials by mid-2018.

Tezacaftor/ivacaftor was developed by Vertex Pharmaceuticals 
Inc. with significant funding support from the Cystic 
Fibrosis Foundation.

INTRODUCING 
SYMDEKO™
PAVING THE PATH TO A CURE

 
Symdeko™ paves the path for 
therapies that could benefit 90 
percent of people with CF.

TOGETHER, LET’S 
MAKE CF MEAN 
“CURE FOUND.”
The Legacy Society recognizes 
donors who have made planned gifts 
to the Cystic Fibrosis Foundation. 
To start your membership, please fill 
out and return the enclosed form.

For valuable tools and to download 
materials to assist you in planning 
your will, visit our website at  
www.cff.org/legacygiving.
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Five Easy Steps for Creating 
or Updating Your Estate Plan 

•	 Leaving a gift to the CF Foundation costs 
you nothing now.

•	 With these gifts, you can change your 
mind at any time. You are not locked into 
a decision you make today.

•	 There is no minimum donation required. 

•	 You can provide for your loved ones and 
for the CF Foundation.

•	 You can honor or memorialize a loved 
one with your legacy gift.

•	 You can remain anonymous if you 
choose, but please let us know so we can 
thank you privately for your generosity.

•	 Your gift ensures your lasting legacy, 
providing all people with CF the 
opportunity to live fuller, more 
productive lives.

Gifts in a will or by beneficiary designation advance research and  
treatments, so people like Jacqui, who has CF, can have more  
time with her son.

Two Easy Ways to 
Leave a Hopeful Legacy 
for Those with CF

How You Benefit

We’re Here to Help
If you are considering leaving a gift for the 
Cystic Fibrosis Foundation or would like to 
make your gift in honor or memory of a loved 
one, please contact us for assistance in creating 
your legacy. Notifying the CF Foundation of 
your intention ensures that your wishes are 
honored.

A legacy gift deepens your commitment to 
improving the lives of those affected by CF  
now and in the future. 

Please contact me if I can help with your gift.

4550 Montgomery Ave 
Suite 1100 N
Bethesda, MD 20814

This brochure contains general estate gift 
information for educational purposes. It does 
not provide legal or tax advice. For advice or 
assistance on specific gifts and decisions, please 
consult an attorney or other professional advisor.
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Front Cover: A gift to the CF Foundation in your will or trust helps 
Ryan, 4, pictured with his mother, live a healthier, happier life. 

Tricia Benson
Senior Director of Planned Giving 
Phone: 240.482.2845 
tbenson@cff.org

Visit our legacy website at 
cff.org/legacygiving
for more information.

Imagine a cure for CF
A GIFT IN YOUR WILL COULD HELP MAKE IT POSSIBLE

This information is not intended as legal, 
accounting or other professional advice.  

For assistance in charitable planning, always 
engage the services of a qualified professional.

Tricia Benson, Senior Director of Planned Giving 
240-482-2845  |  tbenson@cff.org

CYSTIC FIBROSIS FOUNDATION 
LEGACY GIVING
4550 Montgomery Ave., Suite 1100 N
Bethesda, MD  20814

CONTACT ME TO LEARN MORE

Here is sample language you can 
use in your will to leave a gift to 
the CF Foundation:

Specific Bequest
I bequeath to the Cystic Fibrosis 
Foundation (chapter name if 
applicable), located in Bethesda, 
MD, Federal Tax ID 13-1930701, the 
sum of $_______ (or ______ percent 
of the remainder of my estate).


