
WHAT YOU NEED TO KNOW ABOUT: Orkambi

You may have seen information in the news or 
on social media about a new drug to treat cystic 
fibrosis. Orkambi received FDA approval earlier 
in the summer to treat the cause of the disease 
in people who have two copies of the deltaF508 
mutation and are at least 12 years old or older.

The medication is taken orally, twice a day. It 
works by making CFTR, the defective protein in 
cystic fibrosis, work better. There is a possibility 
of significant side effects, so blood tests will be 
performed regularly in the first year of use.

You should also have regular checkups with your 
eye doctor, because there can be an association 
with cataracts. Make sure you discuss thoroughly 

with your doctor all medications or herbal 
supplements you are taking if you think Orkambi 
might be right for you. 

Development of other drugs to treat CF is 
ongoing, so even if you aren’t a good 
candidate to be treated with Orkambi, 
you may be able to get into a clinical 
trial of one of the other new drugs 
in development. Visit cff.org or 
clinicaltrials.gov for more information.

While Orkambi isn’t right for everyone, 
it is an exciting development that gives 
us hope that we are closer to a real 
cure for CF.
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Psych notes
In the last issue of the Horizon newsletter, 
I shared how important attitude is in 
our daily lives. Given that our attitude 
influences the way we interact with our 
work and the people in it, it is essential that 
we take a good look not only at what we 
believe our attitude is, but how our attitude 
might come across to others.

When you take a selfie, you are taking a 
snapshot of how you look at that moment. 
Can you imagine taking a selfie when 
you are angry and telling someone off? I 
imagine that you couldn’t. Last newsletter 
I pointed out some of the roadblocks to a 
positive attitude. Let’s look at each of them 
and how we can work around them.

1. Fear of failure: When we recognize that failure is the flip 
side of a coin, with success on the opposite, we begin to 
understand that every time we fail we are closer to solving 
a problem and achieving that success. We cannot achieve 
success until we defeat failure. William Ward wrote: “Failure 
should be our teacher, not our undertaker. Failure is a 
delay, not a defeat. It is a temporary detour, not a dead-end 
street.”

2. Fear of criticism: It is true that we can please some of the 
people all of the time and all of the people some of the 
time, but not all of the people all the time. Trying to please 
everyone is a formula for failure. Being able to positively 
respond to criticism  can help clarify a problem and lead to 
successful resolution. Previously, I shared my own 12-step 
program for success and Step 7 is: Don’t take anything 
personally. There will always be those who question your 
ideas. Use your ideas anyway. Keep those that work and fix 
those that don’t.  

3. Lack of determination: Nothing can take the place of 
persistence. This is the part of your attitude that says, 
“no matter what, I will succeed.” This is motivation at its 
highest level. Great people are just ordinary folks with an 
extraordinary amount of determination.

4. Taking the risk: Doing the right thing is sometimes difficult. 
Life isn’t fair and can be hard at times. Taking the risk to do 
what your CF team has recommended creates a positive 
attitude toward CF and that makes you a champion.

5. Listening to negativity: There are a lot of people who have 
a negative point of view aren’t afraid to express it. Don’t get 
caught up with them. Be guided by your own internal voice 
that makes it clear that you can overcome and you can be 
healthier and you can play that sport and you can do that 
math problem and you can perform that music and you can 
do it no matter what. 

So, when you are looking at an attitude adjustment, 
remember that failure is a necessary step on the road  
to success. Self-discipline and persistence lead to positive 
problem solving. Your attitude determines your altitude. 
How high can you go? As high as you believe you can and 
are determined to. Aim high.



CF FUNDRAISER 

Your Dillon’s Plus card can now help raise money for the Cystic Fibrosis 
Foundation through its recently introduced rewards program. If you 
haven’t already done so, take a few minutes and sign up today at:

dillons.com/communityrewards 

Use the NPO number 38525, which is the Cystic Fibrosis Foundation. 
Every time you shop at Dillon’s, you can help find a cure for CF.

CF volunteers act as advocates  
in Washington, D.C.

By Karey Padding
Social worker and CF mom

On March 20, more than 120 volunteers for the  
Cystic Fibrosis Foundation came together in the nation’s 
capitol to speak with their elected officials on behalf of 
friends and family members affected by the disease. As part 
of the CF Foundation’s annual March on the Hill, volunteers 
from 38 states attended more than 270 meetings with 
members of Congress to tell their elected officials what they 
could do to help the CF community find a cure and improve 
the lives of people with the disease.

“Advocacy plays a vital role in the foundation’s mission to 
find a cure for cystic fibrosis,” said Robert Beall, president 
and CEO for the Foundation, on the morning of their event. 
“By building relationships with elected officials, we create 
champions in Congress for the CF community that can help 
move us one step closer to making the important policy 
changes a reality.”

The Wichita/Kansas advocacy team included the following 
delegates:

 � Randy Ball, CF dad and Wichita CFF board president

 � Tiffany Wilson, Wichita CFF development director

 � Margaret Walker, CF grandmother, volunteer and board 
member

 � Gayle Florio, CF grandmother, volunteer and board 
member

 � Karey Padding, CF mom, volunteer and board member

Six meetings were set up for the day and the Wichita/
Kansas delegates were able to meet with the following 
legislators: Rep. Lynn Jenkins, Rep. Tim Huelskamp, Rep. 
Mike Pompeo, Rep. Kevin Yoder, Sen. Pat Roberts and  
Sen. Jerry Moran.

After sharing personal stories, we urged the members of 
Congress to take the following actions:

 � Co-sponsor the Ensuring Access to Clinical Trials Act S 139/
HR 209. This measure passed in July and individuals with 
rare diseases will receive compensation for participating in 
clinical trials with fear of losing vital health benefits.

 � Support funding for the National Institutes of Health and 
the Food and Drug Administration, which is crucial to the 
development of new, specialized treatment and therapies.

 � For representatives, to join the Congressional Cystic 
Fibrosis Caucus. 

Following the legislative meetings, the Legislative directors 
received a packet of information about cystic fibrosis, the 
Cystic Fibrosis Foundation and personal stories and photos.

The next day was spent at the 12th annual CF Volunteer 
Leadership Conference in Reston, Virginia. The volunteers 
discussed how the CF community can work together to 
sustain progress in research and care, while also helping 
improve the lives of people with cystic fibrosis.



The Wine Opener — A Toast to 
Wichita’s Finest slated for Oct. 1

CF SCHOLARSHIP information

These sites list multiple CF scholarships, as well as 
the applications, requirements and deadline for 
each of the scholarships listed:

 � The CF and school page has scholarship 
information and more:  
cff.org/livingwithcf/scholarships

 � The Boomer Esiason Foundation website  
has scholarship information and several  
other resources:  
esiason.org/thriving-with-cf/scholarships

Be sure to also check with your high school 
counselors and college advisors for other 
possibilities. Vocational rehabilitation services may 
also offer funding for post-high school education. 
These offices are located in the regional offices of 
the Department for Children and Families.

If you are pursuing post-high school education, you 
should check with the office of disabilities to make 
sure that accommodations can be made for you in 
the event of a hospitalization or other treatments 
that may affect your attendance.

More than 1,100 walkers on 79 teams raised 
$183,724 through the 2015 Great Strides walk.

Join us on Oct. 1 for the sixth annual Wichita Wine 
Opener — A Toast to Wichita’s Finest. The Wichita 
Heart of America chapter of the Cystic Fibrosis 
Foundation will recognize some of Wichita’s finest 
professionals, who will use their leadership skills to 
generate $25,000 or more to further the mission of 
the foundation. 

The 10 honorees have embarked on an eight-week 
fundraising campaign with a goal of raising at least 
$2,500 each. Each dollar raised equals a “vote” for that 
honoree. The person who has earned the most votes 
by the deadline will be named Wichita’s Finest.

The “Finest Finale” at the Wine Opener will highlight 
Wichita’s finest professionals, finest local restaurants 
and finest wines. Mingle with our honorees and enjoy 
an evening of delicious food and wines. Wichita’s 
Finest winner will be announced one week later at a 
luncheon for the 10 honorees.

The event also includes an auction with a variety of 
items to bid on and a chance to win a 55-inch LG LED 
HD television.

This event is presented by LDF Companies, and 
sponsored by Stuart and Barbara Ray, Bill Ard and 
Murphy Tractor & Equipment. Media sponsors are Clear 
Channel Radio and KAKE Channel 10. For a complete 
list of sponsors, please visit finest.cff.org/wichitafinest

What:  Sixth annual Wichita Wine Opener — 
 A Toast to Wichita’s Finest

When: Oct. 1, 2015  
 6 p.m. VIP reception  
 7-9 p.m. event
 

Where:  Century II Exhibition Hall balcony,  
 225 W. Douglas, Wichita


