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The CF Resource Guide has been updated! This Resource Guide
provides information for patients and families with CF including
educational resources, pharmaceutical assistance programs, and
resources for enzymes, vitamins, airway clearance and nebulized
medications. The Resource Guide also includes information about
wish-granting organizations, applying for Wisconsin Medical
Assistance and other services, as well as legal information specific to
CF. An updated list of scholarship opportunities unique to students
with CF is also included. Ask any member of the care team for a
copy of the updated Resource Guide at your next clinic visit!

Changes In Patient Related Phone Calls
The American Family Children’s Hospital policy on patient related
phone calls has recently changed. We now offer one phone number
where you can call to discuss your child’s current condition with
a nurse, schedule a clinic appointment, arrange for a prescription
refill or leave a message for a pediatric pulmonary team member.
We are excited to offer this new service that will streamline your
phone calls, eliminating the need for you to make multiple phone
calls. Please call 608-263-6420 for all your patient needs. Staff in
the pediatric pulmonary administrative offices are still available to
address your non-medical related questions.
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In the last issue of our Center Focus Newsletter (Summer 2008),
we published our center specific data for the calendar year 2006.
We and the Cystic Fibrosis Foundation agree with the concept
of data transparency. This means that the averaged outcomes of
patients seen in our Center should be available to patients and
families. There is publicly available data on all Cystic Fibrosis
Centers available at the Cystic Fibrosis Foundation website (www.
cff.org). Data on that website is adjusted for attained age of patients,
gender, pancreatic sufficiency, race/ethnicity, socio-economic
status, and age of diagnosis. As of the writing of this newsletter,
the CFF website has not yet been updated to include the 2007 data.
We expect that data to be publicly available by late 2008 or early
2009. In the meantime, we now have our UW CF Center data for
last year, and what follows in this article is the raw data reported
to us for the calendar year 2007.

In adults over 20 years of age, one no longer uses BMI expressed as
a percentile. In adult patients, BMI is expressed as the actual value
with the units of kilograms per meter squared. The Cystic Fibrosis
Foundation goal is that males should have a BMI of greater than or
equal to 23 kilograms per meter squared and females should have a
goal BMI greater than or equal to 22 kilograms per meter squared.
In the UW Center, the percentage of adult patients who met those
goals was 41.6% compared to national average of 41.1%.
Trends over the last three years
The following table shows data for the past three years. The UW
CF Center specific data is shown first, followed by the national
average in parenthesis. This allows you to see trends that are
occurring both on a local and a national level.

Pediatric Center
A very useful measure of lung function is the FEV1 percent
predicted. For patients 6-12 years of age, the University of
Wisconsin CF Center median FEV1 percent predicted is 95.2%,
which is 0.2% below the national average of 95.4%. For patients
13-17 years of age, the median FEV1 percent predicted is 91.4% at
UW compared to a national rate of 88.3%. For patients 6-17 years
of age, the UW median FEV1 percent predicted is 94.5% compared
to a national average of 92.6%.
Our nutritional outcomes are expressed in terms of BMI (Body
Mass Index) percentile. For pediatric patients 2-20 years of age, we
strive for a BMI percentile of at least 50th percentile. The median
BMI percentile for CF patients 2-20 years of age at UW was 51.5
compared to a national average of 47.5.
Adult Center
For patients 18-30 years of age, the median FEV1 percent predicted
at UW is 58.1% compared to a national average of 69.1%. For CF
patients > 30 years of age, the median FEV1 percent predicted at
UW is 50.9% compared to a national average of 53.7%.

2005 UW

2006 UW

2007 UW

Median FEV1 %
predicted 6-12 years

92.6 (94)

95.1 (95.1)

95.2 (95.4)

Median FEV1 %
predicted 13-17 years

87.3 (86)

88.0 (87.4)

91.4 (88.3)

Median FEV1 %
predicted 6-17 years

90.5 (90.6)

92.3 (92.1)

94.5 (92.6)

Median FEV1 %
predicted 18-30 years

57.5 (66.2)

50.7 (68.1)

58.1 (69.1)

Median FEV1 %
predicted ≥ 30 years

62.3 (53)

50.7 (54)

50.9 (53.7)

Median BMI
percentile 2-20 years

46.5 (44.8)

51.6 (47.3)

51.5 (47.5)

Adults over 20 years
of age: % males
with BMI >23 and
females BMI > 22

32.1 (37.6)

36.7 (39.8)

41.6 (41.1)

(national
average)

(national
average)

(national
average)

							

A Message from Robert Beall, Ph.D.,
President and Chief Executive Officer of the
Cystic Fibrosis Foundation
Dear Friends,
For more than 50 years, the Cystic Fibrosis Foundation has
dedicated itself to advancing cystic fibrosis (CF) research,
treatment and care. Since the CF Foundation was established
in 1955 by devoted parents who wished to improve the lives of
their children, we have made tremendous progress in treating this
disease.
You are the key to moving this progress forward. People with CF
who join clinical trials are among our most important contributors
to the CF research effort. You play a critical role in the development
of new treatments and the search for a cure.
Clinical trials that test potential new drugs and therapies in people
with CF to see how well they work are a major part of CF research.
Drugs that are now widely used in the treatment of CF like
Pulmozyme®, TOBI®, azithromycin and hypertonicsaline would
not be available to all people with CF if a few people with CF had
not first taken part in clinical trials.
We are excited to be testing more potential new drugs for CF
in clinical trials than ever before. To help potential drugs move
swiftly from the research and testing stage into the hands of
patients who need them, we need more people with CF to take
part in clinical trials. Without patient volunteers—without people
like you—research and progress are not possible.
We invite you and your family to learn more about clinical research,
ask your doctor and CF care center team for information about
clinical trials and join in the development of new treatments by
volunteering for clinical trials. Your participation in clinical trials
can help us continue to make progress so that everyone with CF
can live healthier and longer lives.

Robert J. Beall, Ph.D.
President and Chief Executive Officer
Cystic Fibrosis Foundation

Join the search for new treatments and a
potential cure
Everyone involved with CF—people with CF, families and friends,
and CF care center teams—would agree that we need more
treatments. Today, there are more opportunities than ever before
to join clinical trials that test potential new antibiotics, enzymes
and other drugs that could really improve life with CF.
Because CF affects a relatively small group of people, those with
CF cannot count on “someone else” to sign up to test potential
new CF drugs. We hope that everyone will consider taking part in
clinical trials to help find new treatments for CF.

After learning and asking about CF clinical trials, the team at
your CF care center will work with you to explore trials you might
consider joining. Not every trial will be right for you. Your research
team will work with you to find out if you or your child is eligible
to participate in a specific trial. The team will explain the potential
benefits and risks of each drug being tested in a trial, and will tell
you what you need to do to join a trial.

How often do we need to come to clinic?

Joining a clinical trial is a personal decision. Your rights as a
participant will always be respected.

During the last year, our team created a guide for all outpatient
CF care. The purpose is to make sure that everyone is meeting
both their nutrition and pulmonary goals. If people are meeting
both their nutrition and pulmonary goals, return to clinic will be
monthly for the first year of life, every other month for kids 1-2
years old and three months for children over 2 years of age. The
frequency of return to clinic will increase if either nutrition and/
or pulmonary goals are not met.

• Taking part in CF research is always your choice. Choosing not
to participate will not affect the routine care you receive at your
care center.
• You will be given full details about the possible benefits and risks
of joining any CF clinical trial. You can ask as many questions as
you want before you make a decision.
• You must give your informed consent before enrolling in a trial.
• If you are a parent, you must give your consent for your child to
participate.
• Your identity and medical information will be kept private and
confidential, in keeping with the law.
• You can stop taking part in a clinical trial at any time, for any
reason.

Clinical Trials that Will Be Enrolling Subjects at
the University of Wisconsin
TIGER-2:
Transport Inhibition of Ions to Generate Epithelial Rehydration.
This is a followup to the TIGER-1 study. The TIGER-1 study
demonstrated that CF subjects who received nebulized denufosol
had an improvement in the FEV1 compared to those patients who
received placebo. Brief details of this study are as follows:
• CF patients ≥ 5 years old with a FEV1 ≥ 75% but ≤ 110% predicted.
This study is enrolling pediatric and adult subjects
• Subjects cannot be receiving nebulized hypertonic saline
• Clinically stable at the time of enrollment
• Subjects are randomly assigned to receive either nebulized
denufosol or nebulized placebo (both denufosol and placebo are
given three times a day). Assignment to denufosol or placebo is
double-blind, meaning that neither the subject nor the research
staff here at U.W. is aware of which substance (denufosol or
placebo) is being administered
• 10 clinic visits over 49 weeks
• All patients who complete the 49 week study are eligible to
proceed to an open label safety extension trial that will last for 48
weeks. The term “open label” means that all subjects will receive
the active drug, denufosol, in this extension of the TIGER-2
study
Inhaled Dry Powder Mannitol
This study is exploring the use of inhaled dry powder mannitol
in CF. This medication is thought to increase the water content of
mucus and thus improve the clearance of mucus. Brief details of
this study are as follows:

As many of you know, most of our care team attend and often
present at the national CF meetings each year. Once again we
heard the theme that increased clinic visits go hand in hand with
better nutrition and pulmonary outcomes which results in overall
better health.

The nutrition goal as recommended by the CF foundation is that
everyone will have a BMI (body mass index) or weight for length
at the 50th percentile or above. For those people who are not at the
50th percentile, the frequency of returning to clinic will depend
on many factors. The return to clinic visits may be scheduled
as often as monthly to monitor progress and receive nutritional
counseling. As goals are attained, the frequency of return to clinic
will be less often and can move to every three months for those
over two years of age.
The pulmonary goal set by our CF center is to be at or close to
your respiratory baseline. If people are experiencing increased
respiratory symptoms and an intervention plan is started, you may
be asked to come back to clinic in one month to reassess if the
intervention plan has worked. If spirometry values have decreased,
we will ask for you to return to clinic to re-check the lung volumes.
If your lung exam is not clear and is not at baseline, we will ask for
you to return to clinic to re-check your lungs.
Our CF center has implemented a recommendation from the CF
Foundation to make sure that all patients are seen on a regular
basis. Any patients who have not been seen within a six-month
period will need to be seen by a provider prior to any medication
refills.
Our goal is the same as yours, to provide the best care possible
and to keep you or your child in the best possible health. If you
have difficulty or barriers coming to clinic due to school, work or
transportation concerns, our team will work with you to try to
help create a plan for care that will work for you and your family.

Patient and Family Involvement at the UW
Pediatric CF Center…
As we work to provide a high standard of medical care to children
with CF, we believe it is just as important to involve families as
partners as much as possible. In this effort, we are excited to
announce a new member of our team. Kate Kowalski, MSSW,
has taken on the role of Family Involvement Coordinator for the
Pediatric Pulmonary Center (PPC). Kate has been with the PPC
for just over a year, and has recently taken on the role of family
involvement coordinator in addition to her other activities.
After getting input from several families of children with CF,
Kate will be working with a small group of parents to organize
a parent support group. She will also be working with a group
of parents to add a Parent/Family section to the UW CF Center
and UW Pediatric Pulmonary Center websites, and to establish
a Family Advisory Board for the UW CF Center. Watch for more
information regarding both of these activities in the coming
months. In the meantime, if you are interested in participating in
any of the above-mentioned activities, please contact Kate at (608)
262-7457 or kmkowalski@pediatrics.wisc.edu.

Join our email distribution list
We are beginning an email distribution list to inform you of
upcoming events. We hope to have a CF parent support group in
the future. There is already an adult support group that meets on a
regular basis. In order to inform you of upcoming dates of support
group meetings or special events (such as the Boomer Esiason
family event that occurred in the summer of 2007), please join
our email distribution list. You may send your email address by
postal mail to:
Cindy Moodie
American Family Children’s Hospital
600 Highland Avenue, K4/938
Madison, WI 53792-9988
Please note: The email address that will be sending emails to you is
for one way communication from us to you regarding upcoming
events. Please do not use this email address for individual patient
related questions.

Stay “In the Know!”
Want to receive the latest information about CF research and
news? Sign up, for news, events and updates on the Cystic Fibrosis
Foundation’s Web site. To register, visit www.cff.org/register.

Nutrition News!

Mary Marcus and Erin (Tarter) Seffrood
UW Pediatric CF Center Nutritionists
In each newsletter, we’d like to share an interesting article or
website with you in hopes of making your life easier or providing
you with new knowledge about CF care. In turn, if you run across
any sort of information you would like to share with the CF Team
or with other families, please let us know. You can fax information
to our attention at (608) 263-0510 or mail information to:
UW Pediatric CF Center
c/o Mary Marcus or Erin Seffrood
600 Highland Ave K4/938
Madison, WI 53792
Our feature this month is the website http://www.kidshealth.org
Not only is Kids Health a great resource for information on all
sorts of health topics, there is an entire section devoted to high
calorie cooking for people with CF. Simply click on “kids’ site” or
“teens’ site” and then on “recipes”. Scroll down to find the section
on CF. Here is one of my favorites…
Peanut Butter and Jelly French Toast
Ingredients:
4 slices whole wheat bread
¼ cup peanut butter (*note: if you are
allergic to peanuts, try soy nut butter
or sunflower seed butter)
¼ cup jelly
2 eggs
¼ cup heavy cream
3 Tbsp butter
Utensils:
Butter knife
Mixing bowl
Wire whisk
Skillet
Spatula

Directions:
1). Wash hands.
2). Spread peanut butter on 2 slices and jelly on
the other 2 slices of bread. Put 1 slice of each
together to make 2 sandwiches.
3). Beat eggs and cream together in the mixing
bowl.
4). Melt butter in a large skillet over medium
heat.
5). Dip the sandwiches in the egg mixture,
coating well. 			
6). Place in skillet and brown on both sides.

in Vitamin D; however many foods are fortified with Vitamin D,
including milk, some yogurts, juices and breakfast cereals. People
can also make their own Vitamin D from sunlight which is why
Vitamin D is also known as the Sunshine or D-lightful vitamin.
Just 10 minutes per day of uncovered arms and face is all you
need. However, living in the Midwest makes it hard to get enough
Vitamin D during the winter months. People with CF often need
more than the recommended 400-800 IU (international units) of
Vitamin D everyday. Work with your CF healthcare team to decide
how much Vitamin D is right for you and be sure to take your
CF multivitamins and extra vitamin D (if needed) every day. Try
this recipe rich in vitamin D from A Way of Life: Good Nutrition
Cystic Fibrosis Nutrition Handbook and Cookbook.
“Muscle Milk”
1 cup whole milk
2 T non-fat milk powder

Protein: 11 grams
Fat: 8 grams
Calcium: 395 mg
Vitamin D: 140 IU

Breaking News! The State of Wisconsin Congenital Disorders
Program, which currently pays for CF specific multivitamins
and nutritional supplements, has agreed to provide vitamin D3
supplements free of charge to Wisconsin residents with CF who
need extra vitamin D through their 20th birthday. The vitamin D3
supplements, also known as cholecalciferol, are made by Carlson
Labs and will be distributed in clinic. To learn more about this
product, check out the website at http://www.carlsonlabs.com or
ask a member of your CF Team.

Help Wanted. We Need Your Help!
It’s time to update our CF nutrition book, A Way of Life: Good
Nutrition Cystic Fibrosis Nutrition Handbook and Cookbook,
and we need your help!

Makes 2 servings. Each serving has 700 calories, 20 grams of
protein and 53 grams of fat!

Please share your favorite high calorie recipes, ideas for snacks,
school lunches, nutrition tips, or add-ins with us. Simply send
your entry to us by e-mail, fax, or mail. We will credit you with the
idea and/or recipe if it appears in the book (with your permission).
Feel free to submit as many recipes and ideas as you like. Thanks
so much for your help!

“D”-Lightful Vitamin D and CF

Please send in by February 15, 2009

Mary Marcus and Erin (Tarter) Seffrood
UW Pediatric CF Center Nutritionists

Vitamin D is important for building strong bones and teeth.
Without it, bones can become thin and brittle and muscles can
become weaker. New research shows that Vitamin D may also play
a role in keeping the lungs healthy and in fighting infections. Other
than fatty fish, there are not many foods that are naturally high

Inhaled Ciprofloxacin
This study is exploring the safety and effectiveness of inhaled
ciprofloxacin in CF. Brief details of this study are as follows:

Add dry milk powder to whole milk and stir until milk powder
dissolves. Best served very cold. This can also be used for cooking
or served over cereal.
Nutrition Information:
Yield: 1 serving
Serving size: 1 cup
Calories: 180
Carbohydrate: 16 grams

• Age ≥ 18 years at the enrollment visit
• Clinically stable at the time of enrollment
• Subjects cannot be receiving nebulized hypertonic saline
• 6 clinic visits over 52 weeks
• In the first 26 weeks of the study, subjects are randomly assigned
to receive inhaled dry powder mannitol or control medication
(both given twice per day). Assignment to mannitol or control is
double-blind, meaning that neither the subject nor the research
staff here at U.W. is aware of which substance (mannitol or
control) is being administered
• In the second half of the study, all subjects receive inhaled dry
powder mannitol

MAIL: Mary Marcus/Erin (Tarter) Seffrood
UW Pediatric Pulmonary Center
K4/938 CSC
600 Highland Ave
Madison, WI 53792-9988
FAX:
608-263-0510
Email: mmarcus@uwhealth.org or eseffrood@uwhealth.org

• Age ≥ 18 years at the enrollment visit
• Clinically stable at the time of enrollment
• Chronic colonization with Pseudomonas aeruginosa
• Subjects are randomly assigned to receive inhaled ciprofloxacin or
placebo (both given twice per day). Assignment to ciprofloxacin or
placebo is double-blind, meaning that neither the subject nor the
research staff here at U.W. is aware of which substance (ciprofloxacin
or placebo) is being administered. Study drug is taken for 28 days
• 8 clinic visits over 2 months
ISIS: Infant Study of Inhaled Saline
This study is exploring the use of nebulized hypertonic saline (7%
solution) versus normal saline (0.9% solution) in children with
CF. Brief details of this study are as follows:
• Age ≥ 4 months and < 16 months at Screening Visit.
• Clinically stable at the time of enrollment.
• Subjects are randomly assigned to receive nebulized hypertonic
saline or normal saline (both given twice per day). Assignment
to hypertonic saline or normal saline is double-blind, meaning
that neither the subject nor the research staff here at U.W. is
aware of which substance (hypertonic saline or normal saline) is
being administered.
• Six clinic visits over 48 weeks.
• In early 2009 we hope to be able to enroll children up to age 5.
If you are interested in any of these studies, please contact the
pediatric research coordinator, Linda Makholm, at 608-262-0340,
or the adult research coordinator, Sharen Wilson, at 608-263-0586

News from the 2008 North American Cystic
Fibrosis Conference
The most exciting news from the CF Conference is that there are drugs
in development that address the issue of the basic defect in CF. Up to
this point, all of our treatment of CF has been aimed at the secondary
manifestations of the chloride channel defect: we treat abnormal
mucus with airway clearance and hypertonic saline, we treat infections
with antibiotics, we treat thick mucus with dornase alfa. However, now,
there are drugs in development that treat the basic defect, the chloride
channel abnormality. Two drugs that appear promising are:

Denufosol
The product of the CF gene, the CFTR protein, is a chloride channel
and this does not function properly in CF. However, there is an
alternative, calcium-dependent chloride channel, that can be activated
by a drug called denufosol. The results of the TIGER-1 study (transport
inhibition of ions to generate epithelial rehydration) were reported.
There were 325 CF patients, ≥ 5 years of age and who had an FEV1
of ≥ 75% predicted, who were enrolled in this study in 62 CF centers.
These patients were randomly assigned to receive nebulized denufosol
or placebo (three time a day treatment) for 24 weeks. At the end of
this 24 week treatment period, the patients who received denufosol
had a significant increase in the FEV1 value compared to the placebo
patients. The study continued for another 24 weeks in which all patients
received denufosol. This was called the open label safety extension
trial. In this second 24 week time period, the patients who originally
received denufosol had continued improvement in the FEV1 values.
The patients who initially received placebo and were now receiving
denufosol in this second half of the study demonstrated improvement
in their FEV1 values, also. In order for this drug to be considered for
approval by the FDA, a second study is starting, the TIGER-2 study.
Some details about that study are in another article in this newsletter.
VX-770
The CF Foundation has partnered with Vertex Pharmaceuticals to
develop small molecule drugs that act as potentiators and correctors.
Potentiators are drugs that increase the opening of CFTR chloride
channels that are already present in the cell membrane. Correctors
are drugs that increase the number and function of CFTR channels
at the cell surface. VX-770 is a potentiator that has been studied in
CF patients who have the G551D mutation. Subjects with the G551D
mutation were chosen because they already have the CFTR chloride
channel present in the cell membrane, but the chloride channel does
not function properly. VX-770 is an oral medication that was given to
patients in these phase II studies. There was a significant improvement
in the FEV1 percent predicted compared to baseline. Very importantly,
there was also a significant decrease in the sweat chloride values
in those patients who received VX-770. This is the first time that a
medication has been shown to correct the chloride channel defect in the
sweat glands (and, presumably, the chloride channel defect was also
corrected in airway cells). Further studies of this drug will occur. Vertex
Pharmaceuticals has also developed a corrector drug, VX-809. This
drug shows promise for patients with the most common mutation, the
ΔF508. Phase IIa safety studies of VX-809 are planned for 2009.
We encourage you to view the videos of the plenary sessions at the
CF Conference over the internet. The web address is: http://www.
cff.org/research/NACFC/
If you would like to download the PowerPoint slides of the plenary
sessions, or view the slides online, the web address is: http://www.
nacfconference.org/plenaryarchive.htm
We are entering an new era in CF care, an era in which we hope,
in the not too distant future, to have medications that will treat
the basic defect. We have drugs on the horizon which may halt the
progression of lung disease. In order to further the development of
these drugs, it is crucial that patients participate in clinical trials.

Meet Jessica

Update: Changes in Store for CF Vitamin
Distribution

Our Family’s Story… by the Silvis Family

Mary Marcus and Erin (Tarter) Seffrood
UW Pediatric CF Center Nutritionists

A new year gives us all the chance to look forward to the future
and all that lies ahead. It’s a good time to review our practice and
policies, and to use what we’ve learned to take advantage of new
opportunities. As we look at the State of Wisconsin Congenital
Disorders Program, which currently pays for vitamins and
nutritional supplements for Wisconsin residents with CF through
age 20, we’d like to share our thoughts, and decisions for the
future.
It goes without saying that 2008 has been a challenging year. The
current economic problems in our country affect all of us at home,
school, work, and play - even at our CF Center. The cost of the
CF vitamins and nutritional supplements like Boost has increased
dramatically over the past year. Additionally, we asked the state
(and they agreed) to pay for vitamin D supplementation for our
patients.

My name is Jessica; I have cystic fibrosis and have been coming
to UW since I was 4 weeks old. I am currently in college for the
second time. My first degree is in art and graphic design. I am at
UW studying genetics and I just finished my first semester without
a hospitalization. I’m pretty excited about that. I’m in the process
of applying to graduate school. Hopefully in the fall I’ll be starting
a genetic counseling program. When I’m not studying I enjoy
spending time with my dog, Bettie. I recently became a big dog
nerd and we started taking agility class. When Bettie and I aren’t
jumping through hoops, I also enjoy relaxing with my beau, Pete.
He’s big source of support for me. In addition to encouraging me,
he plays the key role of pointing out when I’m getting sick. I have a
tendency to keep going and get used to feeling bad. I need someone
to tell me, “Hey you don’t look good or your cough sounds worse”.
He is good at reminding me to slow down. My advice to young
people with CF is to find some sort of activity you enjoy. I wish
I had realized the benefits of exercise earlier. It makes me feel so
much better. When I feel better I can get more accomplished. I
have recently become an exercise junkie and have set a goal of
running a marathon. I plan on running the crazy legs classic in
April. I would like to say thank you to everyone who has taken
care of me over the years. You’ve helped me stay independent so I
can live my life.

In order to continue to be able to provide the CF specific vitamins
and supplements, along with the vitamin D capsules, to as many
eligible Wisconsin residents with CF as possible, we have to make
some changes. Starting in 2009, we will begin asking families who
are eligible to receive free vitamins from the enzyme companies
rather than from our CF Center. Many enzyme companies offer
excellent benefit programs which we have never encouraged you
to take part in. We realize now that by getting just 10 families to
take part in these programs, we could save 1000s of dollars each
year!
We must be careful stewards of the state’s resources and for that
reason we are asking for your help. Please consider signing up for
one of the benefit programs offered by the enzyme companies. To
be eligible, you must:
• Have CF with pancreatic insufficiency, requiring enzyme use
• Not participate in Medicare, Medicaid, or any other federal or
state health care programs
These programs are very easy to sign up for and we are more than
happy to help you get started. Just call Mary Marcus, MS, RD, CSP
at (608) 263-9182 or Erin (Tarter) Seffrood, MS, RD, CSP at (608)
261-1746 or talk to us during a clinic visit.
Our CF center success is not achieved in a vacuum. It’s only
accomplished through the remarkable relationship we have with
you. Thank you for all you do!!!

Jackie is a wonderful and amazing ten year old who is enjoying her
sixth year of youth hockey and who plays a great defensive game!
She enjoys attending public school and she participates in extra
activities. A highlight of her fourth grade year was traveling to
Tennessee with her Destination Imagination Team to participate
in Global Finals and meeting children from many countries.
Her positive and quick to laugh personality give little indication
that Jackie lives with
cystic fibrosis. Despite
the significant challenges
and time commitments
required to live well with
her health condition, Jackie
leads a busy and active life.
Fitting in her care routine
is not easy and as a family
it is a collective effort to
assist and support Jackie
each day. Figuring out
how to give that support
without allowing medical
issues undue attention
and importance is quite
a challenge. Preserving
Jackie’s spirit and a lifestyle
similar to her peers as
much as possible are issues
to which we give much
consideration.
When Jackie was four she
was diagnosed with cystic
fibrosis causing our family
shock, fear and sorrow. We
did what many families do
when confronted with similar news. We grieved. Then we started
learning new things, considering different plans and approaches
to managing each day and got started. Once we got started our
fear of the future lessened.

We quickly moved from wanting to keep Jackie’s diagnosis a secret
so that she would not be stigmatized by others to the realization
that it would not be possible to keep Jackie’s diagnosis from friends,
neighbors, schoolmates, coaches, teachers etc. We recognized that
many families have challenges on a daily basis resulting from living
with numerous health conditions and that Jackie’s having cystic
fibrosis put our family in the company of many. We needed to just get
on with living our life and figure out how to fit cystic fibrosis into our
family’s values and practices. Even though we try to simplify issues
in our minds, it’s hard and we all get tired. Occasionally, it helps us to
revisit and refocus on some things that our family has found helpful.
We like to remember that Jackie is more like her same age peers than
different. It helps us to try to continue activities that our family enjoys
together like biking, walking, tennis, fishing, reading. Engaging in
these activities helps keep us in touch with who we are and lessens the
stress that we feel. Occasionally, we need to remember to pay special
attention to Jackie’s brother. Remaining flexible is important for us
because defining and achieving “balance” is a perpetual challenge.
When we tire of Jackie’s care routine, we try to remember that Jackie
has the biggest burden by having to comply with the cares. When Jackie
tires of her treatment routine we try to remember that it is a good
thing that the treatments exist. Sometimes it is helpful to remember
that it will likely get more difficult for Jackie to do things in the future
and remembering this helps us with our prioritizing and planning.
It is important to us to create and nurture positive relationships with
people who are medical professionals as we are truly appreciative of
the support that they have given Jackie and our family. We like to
remember to have some fun and to laugh each day.

Also, we need to hold on to our dreams for Jackie’s future and
prepare her for adult life as best as we can just like all parents try
to do for their children.

