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Enzyme Coding Changes To Impact Patient Copays 
(CFF Network News – May 2005) 

To ensure continued access to quality pancreatic enzymes, the CF Foundation has worked with Medi-Span and 
First Databank to change their pharmaceutical database coding systems.  Now, all enzymes will be coded as 
single-source products so that the ability of the pharmacist to substitute the product is not as simple. 
Substitution can no longer occur at the pharmacy level without authorization from a physician to substitute the 
product. One potential outcome of this database coding change will be how enzymes are categorized/tiered on 
insurance plan formularies. The CF Foundation believes that enzymes will no longer be tiered as preferred 
brands, which will result in lower co-pays and out-of-pocket costs for individuals with CF. Thanks to Robert 
Kuhn, Pharm.D. of the University of Kentucky and Solvay Pharmaceuticals for their continued assistance in this 
initiative.   

 
SUMMER CARE TIPS FOR CF CARE 

Homeline (A publication From Cystic Fibrosis Services Pharmacy) 
 

Summer is a great time for exercising and fun.  Exercise is a great benefit to individuals with CF.  
Adults handle high temperatures better than children do and fluids are crucial during 
exercise.  During aerobic exercise, it is recommended that individuals with CF 
drink six to 12 ounces of fluid every 20 to 30 minutes.  Sports drinks with added 
carbohydrates and salt are great for individuals with CF.  Encourage “fluid 
breaks” during exercise. 

• 

• 

• 

 
Dehydration can occur very quickly.  Do not wait until you are thirsty to 
replace lost fluids.  During times of dehydration, avoid caffeinated fluids, 
which act as a diuretic and can cause more fluid loss.  Drink plenty of water, fruit 
juice or sport drinks before, during and after exercise.  Alcohol also contributes to 
problems of fluid imbalance and should be avoided. 

 
Individuals with CF will lose more salt when they sweat.  Drink plenty of water, fruit juice or sports 
drinks before, during and after exercise.  Adding salt to your food and planning salty snacks (i.e., 
pretzels, chips, salted nuts and seeds) will help replace this salt.  Check with your CF dietitian or care 
provider before adding salt to your food and salt supplementation.  Also discuss taking body and energy 
building supplements, as they may interfere with your CF medications. 

 
CF - Related Diabetes: A Complication You Can Manage 

Homeline (A publication From Cystic Fibrosis Services Pharmacy) 
By: Antoinette Moran, M.D. 

 
Cystic fibrosis (CF) is a very complex disease.  For 
this reason, many people with CF experience 
additional complications related to CF.  One such 
complication is Cystic Fibrosis – Related Diabetes or 
CFRD.  This unique CF complication has its own 
name because it differs from diabetes found in people 
who do not have CF.  It is very important to 
understand that CFRD and traditional diabetes are not 
one and the same.  The diagnosis and management of 
CFRD does not follow the same protocols as other 
types of diabetes. 

Q What is CFRD? 
A Because of scarring of the pancreas, people with CF 
do not make normal amounts of insulin.  This is called 
insulin deficiency.  Insulin is a hormone that helps the 
body use its food for energy and growth, and to build 
up fat and muscle.  If insulin deficiency is mild, the 
body can often make up for it, and no physical 
problems will be present.  People with moderate or 
severe insulin deficiency may have problems 
including high blood sugar, low energy, weight loss 
and decreased muscle size.        (Continued on Page 3) 
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Severe insulin deficiency leads to diabetes.   The type 
of diabetes people with CF develop is called Cystic 
Fibrosis – Related Diabetes (CFRD).  In untreated 
diabetes, weight loss and illness occur unless insulin 
is provided.  CFRD is found in nine percent of 
children with CF, 26 percent of adolescents, 35 
percent of adults age 20-29, and 43 percent of adult’s 
age 30 and older. 
Q What Will I Need to Treat CFRD? 
A People with CFRD need a variety of diabetes 
medications and supplies each day.  Most states 
require that insurance companies pay for these.  Work 
with your diabetes team at a CF Foundation – 
accredited care center to determine which are best for 
you.   
Insulin 
Because the primary problem in CFRD is insulin 
deficiency, most people with this condition need to 
replace insulin.  There are many kinds of insulin 
which are used in different situations” 
Rapid-acting, such as Humalog® (lispro) or 
Novolog® (aspart), starts to work right away and lasts 
about two to three hours.  It is used right before a meal 
and the amount is matched to the sugar and starch in 
the meal.  These are the most common insulins used in 
CF. 
Short-acting, such as Humulin R® and Novolin R®, 
lasts for about four to five hours.  It is sometimes used 
to cover the first half of an overnight drip feeding. 
Intermediate, such as Novolin N®, Humulin NPH® 
and Novolin NPH® lasts about eight hours.   It can be 
given at bedtime to provide overnight background 
insulin or in combination with regular insulin to cover 
the second half of an overnight drip feeding.   
Long-acting, such as Lantis® (glargine), provides 
background insulin coverage for 24 hours.  It is used 
in combination with rapid-acting insulin. 
Injection Devices 
Insulin can only be given by injection using syringes, 
pens or pumps. 
Syringes – Most people with CF should be using 
short-needle syringes (about a quarter inch) – be sure 
to specifically request this from the pharmacist.  
Syringes come in 30, 50 or 100 unit sizes – for 
greatest accuracy, use the smallest size that fits your 
insulin does. 
Pens – Insulin pens are very convenient.  They hold 
cartridges of 300 units of insulin.  Some are 
disposable (Humalog pen®, Flex pen©), and others 
require changing the cartridge.  Some (Novopen® 

Junior) deliver half units.  One (In Duo®) is combined 
with a glucose meter in one device.  
Pumps – The insulin pump is a pager- sized machine 
that holds insulin.  The insulin flows through a plastic 
tube that is inserted into the fatty tissue of the body.  
A small needle is used to insert the tubing every two 
to three days.  Small amounts of insulin flow 
constantly through the pump to provide background 
insulin and a button is pushed to give extra insulin 
with meals.  Some people find pumps extremely 
convenient.  They are very expensive and although 
they are usually covered by insurance, the co-payment 
may be high. 
Injection Aids – There are two devices available to 
make injections easier.  They automatically insert the 
needle with the push of a button.  The Inject-Ease fits 
around a syringe and the Penmate® fits around the 
Novopen® Junior.  While these are marketed for 
people who have difficulty poking themselves with a 
needle, many people who do not mind injections also 
find them easier and more comfortable.   
Glucose Meters and Lancet Devices 
People with CFRD need to test their blood sugar 
(glucose) levels frequently by poking their finger with 
a lancet device and measuring a drop of blood with a 
meter.  There are many different types of meters from 
which to choose.  Work with your health care provider 
to choose one.  Ideally, it s should measure plasma 
glucose, use a very small blood volume so you do not 
have to poke too deeply, give an accurate reading in 
five seconds or less and be compatible with computer 
software at your clinic.  This allows clinic personnel 
to download the information stored in the meter.  
Lancet devices come with the meter.  Many meters 
also can be used on the arm.  However, arm glucose 
readings are not as accurate as fingertip readings.   
Medications to Treat Low Blood Glucose Reactions 
Glucose tablets and glucose gel can be purchased 
through a pharmacy without a prescription.  Glucose 
tablets are quick-acting sugar pills that contain four to 
five grams carbohydrate.  To control a low blood 
glucose reaction, the body will need three to four of 
these tablets for a total of about 15 grams 
carbohydrate.  Glucose gel (15 grams) can be squired 
into the cheek pouch of someone who is unconscious 
due to a low blood glucose reaction.  Glucagon is a 
hormone, which causes the liver to release glucose.  It 
is a prescription medication that is given by injection 
to someone who is unconscious due to low blood 
glucose reaction. 
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Cystic Fibrosis Adult Care 
Consensus Conference Report 

 
Highlights from Chest 2004 Jan: 125 by James R. 
Yankaskas, MD:  Bruce C. Marshall, MD:  Beth 
Sufian, JD:  Richard H. Simon, MD and David 
Rodman, MD. 
 
In June 1999, the Cystic Fibrosis Foundation (CFF) 
convened a consensus conference to discuss the 
state of adult CF care.  Recommendations were 
made to serve as a resource for those wishing to 
find information specific to adult CF care and to 
complement the Clinical Practice Guidelines for 
Cystic Fibrosis (CFF, 1997.  Bethesda, Maryland.) 
 
The growth of the adult CF population is predicted 
to continue in the foreseeable future.  Even without 
further improvements in survival over the next 5 
years, the number of adults with CF in the United 
States in the year 2005 will likely exceed 10,000 
and represent >40% of the total CF population. 
 
Among adults with CF, 53.9% are men, and 46.1% 
are women.  This may reflect the reported survival 
advantage in men.  The ethnic breakdown is 93.7% 
white, 3.2% Hispanic, 2.7% African American, and 
0.4% of other ethnicity.  Nearly 90% of the adults 
have completed high school, and more than one 
quarter of them have completed college.  About half 
of the adults with CF are working full-time or part-
time, and one quarter are students.  Approximately 
one third of adults with CF are married.  There were 
97 live births to women with CF in 2000, 
representing a significant increase in births to CF 
patients over the past decade. 
 
Diagnosis 
Although CF is usually discovered early in life 
(70% by the age of 1 year), the diagnosis is being 
made in adults with increased frequency.  Among 
22, 301 patients in the 2000 CFF Patient Registry, 
the diagnosis was established at or after the age of 
18 in 831 (3.7%).  Patients diagnosed as adults 
usually present with chronic respiratory problems.  
As a group they have milder lung disease, less 
pseudomonal infection, and are more likely to be 
pancreatic-sufficient than patients in whom CF is 
diagnosed at an earlier age. 

When performed by an experienced laboratory in 
accordance with National Committee for Clinical 
Laboratory Standards, the quantitative pilocarpine 
iontophoresis sweat test remains the single most 
useful diagnostic test for CF in adults. 
 
In patients suspected of having CF who have a 
normal or borderline sweat chloride value, CFTR 
mutation analysis should be performed.  The 
sensitivity of such testing is limited because current 
commercial panels screen for only a minority of the 
>1,000 identified CF mutations, and patients who 
receive diagnoses after the age of 18 years are more 
likely to carry infrequent or unidentified mutations. 
 
For patients suspected of having CF in whom a 
diagnosis cannot be made on the basis of the 
identification of two CFTR mutations, the 
measurement of nasal potential difference (PD) may 
be used to confirm the diagnosis.  More 
comprehensive genotype analysis by DNA 
sequencing is available for patients with unusual 
clinical and/or CFTR function tests (i.e., sweat 
chloride or nasal PD measurements) through the 
CFF-sponsored Mutation Analysis Resource Center 
at Johns Hopkins University (Baltimore, MD; Garry 
Cutting, MD, Director). 
 
People who receive diagnoses of CF as adults may 
be overwhelmed by the implications of a disease 
that leads to premature death for many children and 
young adults.  It is important for the CF care team 
to educate such patients about the disease.  In 
particular, they should be informed that patients 
who receive diagnoses in adulthood often have 
much better prognoses than patients who receive 
diagnoses during early childhood. 
 
Standard Care 
Based on the strong association between the 
establishment of comprehensive CF Care Centers 
and improved patient outcomes, the committee 
strongly recommends a multidisciplinary approach 
modeled on the highly successful pediatric CF care 
system.   

(Continued on Page 5) 

Page 4 of 10 
 





Sutter CF Center Newsletter 
 August 2005 

if the person needs a reasonable accommodation.  
The decision about disclosing a medical diagnosis 
can best be evaluated by the individual as he or she 
has knowledge of the specific work environment.  
The CF center can provide information about CF to 
an employer.  For some, the effort required to keep 
their health status a secret can be stressful, and 
disclosure may be best in such a situation. 
 
Family Medical Leave Act 
The Family Medical Leave Act provides that an 
eligible employee will be allowed 12 weeks’ unpaid 
leave per year if the employee has a serious health 
condition that makes the employee unable to 
perform the functions of his or her position.  The 
time can be taken in a 12-week block or 
intermittently.  A family member may also take 
leave to care for a child, parent or spouse.  The 
employee must work for an employer who has 50 or 
more employees, must have worked for 1 year for 
the employer, and must have worked 1,250 hours in 
the prior year.  The employer must continue health 
coverage during the leave period. 
 
Medical Insurance 
Obtaining and keeping medical insurance are two of 
the most important things for the adult with CF.  In 
the United States, 85% of the population obtain 
health insurance through their employer, their 
spouse, or a parent’s employer.  If possible, changes 
in employment should be carefully planned to avoid 
interruption or loss of medical insurance. 
 
SSDI Benefits 
SSDI benefits are provided to adults who have 
worked enough to qualify for benefits but are no 
longer able to engage in substantial gainful activity 
because of a physical or mental impairment.  
Qualification for SSDI does not involve the income 
level of the person applying for benefits, or their 
spouse or parent.  SSDI provides a monthly benefits 
check after a 5-month waiting period, and Medicare 
benefits after 24 months of receipt of benefits. 
 
SSI Benefits 
SSI benefits are available to adults who have not 
worked enough to qualify for SSDI, meet certain 
low-income guidelines, and are no longer able to 

engage in substantial gainful activity because of a 
physical or mental impairment.  SSI is also 
available to children who meet the income and 
disability requirements.  SSI provides a monthly 
payment and Medicare coverage effective 
immediately on approval of benefits. 
 
Family Planning and Pregnancy 
 
Fertility 
Most men with CF are azoospermic because of 
anatomic abnormalities of the vas deferens and are 
functionally sterile, although 1 to 2% may be fertile.  
Men in whom CF has been diagnosed in adulthood 
who have mild mutations are more likely to be 
fertile. 
 
In contrast, the woman with CF has a normal 
reproductive anatomy.  It is often stated that women 
with CF are less fertile than healthy women; 
however, >100 women with CF become pregnant 
every year.  If fertility in women with CF is 
decreased, it is unclear whether this is related to 
their general health status or is related to 
abnormalities of the cervical mucus. 
 
Reproductive Decision Making 
Genetic counseling should be offered to individuals 
with CF who are contemplating starting a family, 
and CF carrier screening should be offered to their 
partners.  The couple should be advised of the 
potential effects of parenting on the health of the CF 
patient. 
 
It is imperative for health-care providers to 
recognize that they should not impose their own 
views on an individual patient’s reproductive 
decision-making, but rather that they should present 
the patients with medical information to allow them 
to make an informed decision. 
 
Joint Disease 
Joint disease affecting adults with CF may present 
as episodic arthritis and/or hypertrophic pulmonary 
osteoarthropathy (HPOA).  Arthropathy occurs in 
up to 12% of patients with CF, and is more common 
in adults. 
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Question and Answers: 
Question:  What Medical studies for CF are available and how can I get involved in them? 
Answer:  The Internet is a good source to locate clinical trials and research studies available for Cystic 
Fibrosis patients.  If you do find a clinical trial or research study that is of interest, please direct your 
questions to Dr. Bradley Chipps at (916) 453-8696. 
 

If you have any questions concerning navigating a website, please contact Susan O’Bra, Clinical Data/Research 
Assistant, at (916) 733-7129 or obras@sutterhealth.org 
 

Currently, The Sutter Cystic Fibrosis Center participates in the following research studies: 
� Cystic Fibrosis Foundation Patient Registry 
� Epidemiological Study of Cystic Fibrosis - sponsored by Genentech 
� CF Twin & Sibling Study – sponsored by John Hopkins University  

Institute of Genetic Medicine 
� Nutropin Growth Hormone Study – sponsored by Genentech 

Here is a brief list of websites.  These websites often have links to additional websites. 
1. CFF Foundation website 

http://www.cff.org/research 
Click on Clinical Trials and Studies 

2. Clinical Trials – a service of the U.S. National Institutes of Health 
http://clinicaltrials.gov/search 
Click on “browse by condition alphabetically” and type Cystic Fibrosis in the box provided 

3. Lucile Packard Children’s Hospital at Stanford 
http://cfcenter.stanford.edu 
Under the heading “RESEARCH” click on Trials Clinical 

4. U.S. National Institutes of Health 
http://clinicalcenter.nih.gov 
Click on Participate in Clinical Studies 
 

Question: What programs are available to help with CF costs? 
Answer:  There are several organizations and private companies that have specific programs to assist 
people with Cystic Fibrosis.  Following is a list of several resources:  
Genentech (Pulmozyme)      1-800-297-5557 
AXCAN-SCANDIPHARM (shakes, ADEK, Ultrase)   1-800-472-2634 
Solvay Pharmaceuticals, Inc. (Creon)  916-454-4402  http://www.solvaypharmaceuticals-us.com 
Chiron (Inhaled TOBI)      1-800-745-2388 ext 8843  http://www.tobifoundation.org 
McNeil Pharmaceutical      1-800-221-5432 
CFRI       (650) 404-9975 http://www.cfri.org  
Advanced Respiratory (The Vest)     (530) 677-5388 
Nutrition products/med pulse vest    http://www.sourcecf.com 
CF Pharmacy Services, Inc    1-800-541-4059 
Social Security Administration    1-800-772-1213 
California Children’s Services CCS    916-875-9900 
GHPP        916-327-0470 
Boomer Esiason Foundation     http://www.esiason.org 
You may also call: 
Kasey Pearson         916-733-1990 
Debbie Scott         916-733-7075 
David Blackney           916-733-1804 x11599 
Shaun Gray       916-733-7072 

 

Please send questions to Wendy Hubbs: hubbsw@sutterhealth.org 
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Events: 
Emigh Hardware 65 Roses Golf Classic: September 19, 2005.  For more information please 
contact the Sacramento CFF Chapter (916) 979-7080. 
 
Golden Oaks Golf Tournament: October 3rd at the Serrano Country Club.  You can 
participate in a day of golf, which includes lunch, tournament, wine tasting, dinner and live 
and silent auctions.  You may also just attend the dinner portion of the day if you wish.  For 
more information please contact the Sacramento CFF Chapter (916) 979-7080. 
 
“Unmasking the Cure” Masked Ball: During the month of October, exact date to be determined.  Contact 
Sacramento CFF Chapter for more details (916) 979-7080. 
 
CFRI Semi-Annual General Membership Meeting: Wednesday, October 26, 2005 at Lucile Packard 
Children’s Hospital, Stanford, CA.  For more information contact CFRI at (650) 404-9977. 
 
The Sacramento Wine Opener: November 4, 2005.  Location to be determined.  Please contact Sacramento 
CFF Chapter for more information (916) 979-7080. 
 

Previous Events: 
 
On April 30, 2005 at the parent’s breakfast the winner of the Mammoth 
Condo Raffle Fundraiser was drawn.  The fundraiser was a huge success for 
the Sutter Cystic Fibrosis Center.  A total of $2,440 was raised.  The money 
raised will be used to support on going projects that will benefit patients and 
families that attend the center.  Thank you to all that helped with the raffle.   
 

Reflections from Kasey on the Sacramento Great Strides Walk: 
“This year’s walk was the best ever! There were so many patients and families from Sutter. More than ever 
before!  I worked at the Sutter Sponsored Rest Stop and it was so great seeing everyone come by!  I’ve also 
learned that $96,930 was raised, which is awesome.” 
 
Reflections from Eric Burnett on Great Strides: 
The picture at right shows Josh Serne and his father Richard Serne of 
Team 65 and some of the motorcycle riders who participated in the Great 
Rides for Great Strides (Sacramento) coordinated by Annie LaPlante and 
Sutter Medical Center Sacramento's own David Blackney, R.P.T.   They 
are pictured presenting an envelope with funds raised from the motorcycle 
run to the Cystic Fibrosis Foundation on the day of the walk.  Josh Serne 
is a six-year-old professional Motard racer who has cystic fibrosis (CF).  
Josh took the lead and led the pack of motorcycle riders through the park 
as team walkers, volunteers, and spectators cheered them on.  Overall, Great Strides was a great success in 
Sacramento as well as Redding!  Collectively both walk sites raised to date over $126, 000. 
 
Future events are: Thunder Rolls for Charity to be held at the Shasta County Fairgrounds Friday, Saturday and 
Sunday August 26, 27 and 28, 2005 as well as United Bikers of Northern California Great Rides for Great 
Strides (Redding) on Saturday October 15, 2005.  Proceeds from these two events will be donated to the Cystic 
Fibrosis Foundation Sacramento Chapter later on in the year which will increase the overall Great Strides 
Chapter total!                  (Continued on Page 9) 
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On behalf of the Cystic Fibrosis Foundation and the Sacramento Chapter, I would like to thank all of the family 
teams, corporate teams, team walkers, corporate sponsors, and vendors that supported this year’s events and 
past events in Sacramento, as well as the Redding walk which was held on Saturday, April 30, 2005 at Lake 
Redding Park.   I would also like to thank the Great Strides committee members in Redding and Sacramento for 
volunteering their time and doing an outstanding job in putting these events together. 
 
CFRI 18th Annual Educational Conference August 5-7 was a huge success.  A wide variety of topics were 
covered at the conference and it was a wonderful time for all that attended.  More information from the 
conference will be included in the next newsletter.   
 

Patient News: 
High School Senior, Dustin Lucas, recently completed an internship with Amtrak.  He was the 

Information Director and assisted passengers. He said his favorite part of the experience was 
"interacting with all the people!" 

 
The Albee family welcomed a beautiful goldendoodle puppy to their family in June.  All four children 
are ecstatic to have Jessie in their family.  Goldendoodles are a cross between golden retrievers and 
standard poodles.  As such, they frequently exhibit the overall good nature of the golden 
retriever and the low shedding, allergy-friendly qualities of the poodle.  For more information 
on the "Golden Doodle breed" go to www.goldendoodles.com 

 
Alex Prator graduated from Paradise High School and plans to attend CSU Chico “Honor’s 
Program” 
 
Ashley King graduated from Eureka High School. 
 

Hope Kehler was married to Casey Joens May 20, 2005 and honeymooned in Puerto 
Vallerta, Mexico. 

 
Dominic Brancoli is starting pre-school in August. Mom was happy to report that he is 
also potty-trained and learned to swim this summer! 
 

 

Newsletter Staff:  
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Kasey Pearson, RN, MS, PNP (916) 733-1990 
Yinka Davies, M.D., Pediatric Gastroenterologist   (916) 733-1455 
Debra Scott, RD, Pediatric Outpatient Dietician (916) 733-7075 
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