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The Annual Education night was held at the Doubletree Hotel, November
30, 2004. Topics presented were: Developing CF Therapies: From the
Laboratory to the Patient, Cystic Fibrosis Liver Disease, Implementing
Infection Control, Advances in the Assessment and Management of Pain
in Patients with CF, Cystic Fibrosis Related Diabetes, Educational Rights
of Cystic Fibrosis Patients, and Breathe of Life. Representatives from
various Pharmaceutical companies and the Cystic Fibrosis Foundation
displayed their products and services before the program. All that
attended enjoyed a very informative evening, delicious appetizers and took
home a free bottle of Antibacterial hand gel. If you were unable to attend,
a DVD and/or handouts ate available of the program. Please contact
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Letter from the Editor:

As I sat at this years CF Education night, I looked around the room and
could only feel inspired by all the great people surrounding me: patients,

loving family members and friends, all coming together to learn. Also, I noticed the laughter shared and
the support gained by gathering together as members of the CF community. I've always been a strong
supporter of “strength in numbers” and in “humor.” Somehow, the two often go together. I can only
express my sincere admiration for all of you who contribute so much time, energy and enthusiasm to
improving the quality of life for people with CF. I would like to encourage you to continue to send me
any news about yourself, your family, your questions, upcoming events, recipes, etc. My e-mail is
hubbsw(@sutterhealth.org. Finally I would like to especially thank Jana Newman for doing all of the
computer work and design for “The Link.” by Wendy Hubbs, RN, CNS§

Clinic does pulmonary function tests now!!!!
by David Blackney RRT

Deep Breath!! Blow, Blow, Blow: Recently we started
performing pulmonary function test (PFT)s during
clinic visits. This will provide Bradley Chipps M.D.
and clinic providers the most recent information
regarding you lung function and will be reviewed
during your clinic visit. Three reports will be printed
out; one for Bradley Chipps M.D., one for your clinic
chart and one for you to assist in tracking how you are
doing. One of the numbers we will follow closely is
FEV1. Forced Expiratory Volume in One Second
(FEV1) is the amount of air that is forcefully exhaled
in the first second. In general, it is common in healthy
individuals to be able to expel 75% - 80 % of their
vital capacity in the first second. FEV1 is the most
reported test result in articles depicting improvement
ot no improvement of a treatments and/or therapy.

Clinic News: by Kasey Pearson PNP
Implementing Infection Control Guidelines

At the Sutter Cystic Fibrosis Center we atre
committed to maintaining infection control
standards created by the CFF in their 2001
consensus statement. We have made changes
in the inpatient setting, outpatient setting as
well as in the home and community settings.
There is much evidence that CF patients
transmit pathogens (bactetia/viruses) from
one CF patient to another as well as from the
contaminated environment. Pathogens are
spread by a variety of ways including direct
contact (kissing), indirect contact (shared toys)
and through droplets of infected secretions,
which are spread during coughing episodes.
The pathogens of greatest importance
(Continued on page 2)
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continue to be B. Cepacia, Multi-drug resistant
pseudomonas aeruginosa (MDRPA) and
methicillin resistant staph aureus (MRSA).

When CF patients are hospitalized, the hospital
staff is responsible for following "Contact
Precautions.” These precautions include
wearing a gown and gloves during any direct
patient care. Healthcare workers are required to
wear masks if the patient is having excessive
coughing episodes. The mask protects the
healthcare worker from acquiring these resistant
organisms and spreading them to other patients.
All CF patients will be placed in a private room
upon admission and will be able to leave their
room for medical procedures only. All patients
are required to wear a mask when leaving their
rooms. Children with CF are not allowed to
attend the playroom, however, Child Life will
continue to provide age-appropriate activities
for them in their room during hospitalization.
CF patients in the inpatient and outpatient
setting are always encouraged to maintain a 3-
foot distance from other CF patients.

Hand hygiene is still the most important
practice for preventing the transmission of
infected pathogens. We have placed watetless,

alcohol based hand gels in the clinic at the
registration desk, in the waiting room, at the
scheduling window and in all patient exam
rooms. We strongly recommend that patients
and their families wash their hands upon arrival
and when leaving the clinic. The clinic staff will
wear gowns and gloves when caring for patients
with MDRPA or MRSA. B. Cepacia patients
are not allowed to attend clinic on regularly
scheduled days. We have placed red STOP
SIGNS on all CF charts alerting the registration
desk to place a CF patient in a room
immediately upon their arrival. No common
toys in the waiting room or exam rooms will be
permitted. The PFT machine has disposable
filters and mouthpieces that are routinely
changed between patients. All patient areas and
equipment are cleaned with disinfectant wipes
between visits.

We thank you for your cooperation in working
to keep our CF center in compliance with the
CFF infection control guidelines. If you have
any questions, recommendations or desire
further information on infection control in the
home or community setting, please feel free to
contact Kasey Pearson, PNP at (916) 733-1990.

General Information and Setrvices:

Cystic Fibrosis Legal Information Hotline 1-800-622-0385
TOBI announces a new website: www.cforward.net

Sl e

CFF announces the archives of web casts at: www.multicastmedia.com/cff.htm

Stanford’s Cookbook “Kids Crave the Darndest Things™:
www.cfeentet.stanford.edu/OrderCookbook

5. Attention all college bound students! Do you need financial help with school? Information on
scholarships for CF Patients can be found at the follow web sites:
a. Cystic Fibrosis Scholarship Foundation www.cfscholarship.org

b. Creon Family Scholarship
www.solvaypharmaceuticals-us.com

c. Boomer Esiason Foundation Scholarship

WWW.esiason.ore
www.collegescholarships.com
www.fastweb.com

f.  www.scholarships.com
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Welcome Dr. Joseph Spahn
Dr. Joseph Spahn has joined Dr. Bradley Chipps’ practice. On December 10, 2004, Wendy Hubbs, RN,

CNS had the opportunity to interview Dr. Spahn.
Wendy, “Could you tell me a little about your background, training and

education?”

Dr. Spahn, “Sure. Yes, I went to medical school at the University of
Colorado. I did my residency in Pediatrics at UC Davis. I did my
fellowship in Allergy Immunology at the University of
Colorado/National Jewish Medical and Research Center. It’s a big
respiratory center. Then I was on faculty there the last eleven years.”

Wendy, “What are some of your professional interests?”

Dr. Spahn, “My professional interests have been in asthma, childhood asthma. Medications, evaluation
and management of severe asthma were my research interests.”

Wendy, “What are some of your other interests? Recreations?”

Dr. Spahn, “My hobbies are gardening, pen and ink art, and I like playing with my kids, five and eight,

two girls.”

Wendy, “What have you found different here in Sacramento?”

Dr. Spahn, “Well, I was here 18 years ago and it has grown a lot. Also, it’s not nearly as cold!”

Wendy, “Do you have any plans for the future you’d like to share?”

Dr. Spahn, “I’'m just looking forward to being involved on the team!”

Nebulize Medicine in less than 5 minutes? How?
by David Blackney

PARI's new electronic nebulizer, the eFlow, was
cleared for market by the US FDA on May 5,
2004. Running on two AA batteries, eFlow is a
small, silent, aerosol delivery device that takes
liquid medications and generates a dense
aerosol that can be inhaled into the lungs over 3
-5 minutes. The eFlow can be used for all
patients; there is no age limit. The cordless
eFlow was designed to fit the needs of
respiratory patients, ie. Cystic Fibrosis, because
it significantly shortens typical nebulization
times and improves medication delivery
compared to current nebulizers. The eFlow
provides: rapid medicine delivery, efficiency,
ideal particle sizing, and low residual volume.

David E. Geller, M.D., Pediatric Pulmonologist
at Nemours Children's Hospital in Orlando,
Florida stated “The eFlow represents a
significant advance in aerosol delivery to the
lungs. Patients with CF and other chronic lung

diseases are tasked with inhaling time-
consuming, nebulized medicine on a daily basis.

The eFlow may improve

their quality of life by @
providing fastet, silent, R ,(:\J
portable and versatile { 2_(? z
aerosol medicine delivery. & ~
Companies developing < \
new aerosol medicines L

now have the opportunity ,‘)
to reduce the time burden of

therapy."

Pari's eFlow can only be obtained by Bradley
Chipps, M.D. sending a prescription to
Respiratory Disease Network. After insurance
approval they in turn send medicines and eFlow
to your doorstep. Our concern is that the
medicine Tobramycin is the substitution for
Tobi.
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Question: How can you get Genetically Handicapped Persons Program (GHPP) insurance to
work for you?

Answer: by Shaun Johnson-Gray MSW. The GHPP program is a state funded program which
coordinates care and helps pay for medical costs for people with medically eligible conditions, including
CF. Anyone who is 21 years of age and older who is a California resident and has an eligible condition
can apply. Some clients may be transitioning from coverage through the California Children's Services
as children, to GHPP when they turn 21 years of age.

Clients must complete an application and financial eligibility requirements, which include applying for
Medi-Cal. GHPP covers care in the hospital, dental services, home health care, medication, vitamins,
supplements, blood products and oxygen. They also cover physical, occupational and speech therapy
and medical equipment. GHPP also covers Pulmonary team visits and specialist visits to your
pulmonologist and gastroenterologist. Some families will pay an annual enrollment fee to GHPP. The
amount is determined by income tax information, family size and a sliding fee scale. If you make
$40,000 or less per year gross income, there is no enrollment fee.

To apply, write or telephone the State of California Department of Health Services:
Genetically Handicapped Persons Program. 714 P Street Room 300 Sacramento, CA 95814. The
phone number is: 916-327-0470 or 1-800-639-0597.

Question: What is the easiest way to start the path to having a child if you are a man with CF
and are unable to impregnate your spouse?

Answer: by Kasey Pearson PNP. Although the reproductive systems
of people with CF are basically normal, the thick mucus found in so p
many other places in the body also affects this system. In boys and
men with CF, the reproductive system is completely normal, with one /
exception. In 98% of boys and men with CF, the vas deferens is \_/2
incompletely formed or totally blocked. The vas deferens is the tube /

that carries sperm from the testicles to the penis. @ \C/

This is the tube that is cut and tied when a man has a vasectomy.

The sperm are normally formed in the testicles, but because of the

blockage, they cannot be released. Men with CF have completely normal sex lives, but the 98% of

these men who have this blockage are sterile. A small proportion of men with CF (about 2%) are not
sterile, and some have fathered children. It is possible to test whether a teenager or adult with CF is

one of the 98% who are sterile, or one of the 2% who are not. The patient simply gives a semen
specimen to the lab, where it is analyzed for sperm.

At our CF center, we routinely refer couples interested in conceiving to the Northern California Fertility
Center in Roseville. Men with CF are able to undergo the MESA procedure, which consists of
withdrawing 6-8 vials of sperm directly from the epididymis, which is located in the testicles. This
procedure is done under conscious sedation and is relatively simple. The cost of the procedure is
approximately $3,000. The woman’s eggs (ovum) are then harvested and combined with the man’s
sperm. The woman then undergoes in vitro fertilization (IVF), which is the direct implantation of 2-3
embryos in her uterus. This procedure costs approximately $10,000 per implantation. It is important to
know that many insurance companies may refuse to cover fertility services, so check with your
insurance company to see what is covered in the way of fertility. If you have any additional questions,
please contact the Northern California Fertility Center at (916) 773-2229 or call Kasey Pearson, PNP at
(916) 733-1990.
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Mammoth Lakes Condo Raffle: January — April 30*. The raffle is a 3 night 4 day stay at a
two bedroom condo in Mammoth Lakes, California. The tickets are 1-ticket for $5.00 or 5-
tickets for $20.00. The tickets are available at the clinic, Kasey Pearson, or though Jana

Newman (530) 644-6395. All the funds raised from selling the raffle tickets will benefit the

Sutter Cystic Fibrosis Center.

Sutter Memorial Hospital Tour: Saturday March 5 at 10:30. Meet in the hospital lobby. To

sign up please call Erika Crosswhite at (916) 733-1021 (Child Life Department).

Lucile Packard Children’s Hospital (Stanford) “CF Education Day” Saturday March 12,
2005 9am-3pm. For more information go to www.cfcenter.stanford.edu or call (650) 724-3474

for information.

6™ Annual Black Tie & Boxing Benefit: March 25, 2005 at the Sheraton Grand in

Sacramento. This event benefits the Sutter Cystic Fibrosis Center. The event will start with
cocktail hour at 5:30 pm, followed by dinner and wine; live boxing to start at 7 pm and a live
auction in between bouts. Big Jim Hall will be the announcer for the evening and former
champions from Sacramento, such as Willie Jorrin, Juan Lascano and Pete Ranzany will be in
attendance. For more information or to purchase tickets call Cary Williams-Nunez at Prime

Time, LLC (916) 927-2697.

Mother’s Day Tea: Join CFRI (Cystic Fibrosis Research Institute) in a cup of tea fundraiser.

Call CFRI to find out details: (650) 404-9975

Rhythm and Brews, sponsored by CFF (Cystic Fibrosis Foundation); April 8" at the Holiday
Inn in Northeast Sacramento. 7pm-11pm, $50.00 per person, the evening includes micro brew

tasting, food, live entertainment and a silent auction.

Sutter CF parents breakfast: April 30" 9:00 am at the La Bou coffee shop at 945 Howe

Avenue Sacramento. No need to RSVP just come and enjoy breakfast with friends.

Great Strides — Redding: April 30" at the Lake Redding Park
Great Strides — Sacramento: May 21 at the William Land Park

. Support Groups for Teens and Adults with CF and Parents and Caregivers: Call CFRI
for schedule or contact: Isa Stenzel-Byrne (650) 568-0428 isabear27@hotmail.com

General Membership Meeting CFRI: May 25, 2005 and October 26, 2005 (Tentative) Call

CFRI for further information.

18™ CFRI Annual Educational Conference; “Cystic Fibrosis: Care of Body, Mind and Spirit”
August 5-7, 2005 Redwood City, California. Call CFRI for more information or to volunteer on
g y

a committee. CFRI: (650) 404-9975 or email cfri@cfri.org

CFRI Annual Day Retreat for teens and adults with CF and their families.
“My Big Fat Greek Retreat” August 7-12, 2005. Call CFRI for more
information: (650) 404-9975.

21 CFRI Golf Tournament, Monday August 1, 2005. Cinnabar Hills Golf
Club, San Jose California. Contact Scott Hoyt at (408) 323-7803 or
shoyt(@cinnabarhills.com

Emigh Hardware 65 Roses Golf Classic: September 12 at the Catta Verdera
Country Club. Contact CFF at (916) 979-7080 for more information.

Golden Oaks Golf Tournament: October 3 at the Serrano Country Club. You
can participate a day of golf, which includes lunch, tournament, wine tasting, and
dinner and live and silent auctions. You may also just attend the dinner portion
of the day if you wish. More information to come.

j
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Be Prepared for Hospital Stays

By Erika Crosswhite, Child Life Specialist, Ma CCLS

Have you ever wondered what to do if you or
your child is admitted to the hospital? Here’s
some helpful advice for patients and parents:

What to do for the basics like showers, food,
washing clothes and sleeping
arrangements: All CF patients are admitted to
single rooms. Some have individual showers
that are available for both the patient and the
parents to use. You many bring “bathroom
items” from home, or use the hospital toiletries.
Food is provided for the patient only. Family
and friends may bring food in or go to the
cafeteria. Family is allowed to store food in the
“nourishment room” and asked to label and
date containers. You are encouraged to pack
clothes for both the patient and any family or
friends that are staying with the patient. The
patient may be in a hospital gown or pajamas
for the first day, but then later prefer to wear
his/her own clothes or pajamas. Patients are
required to wear socks and slippers when
walking around. “No slip” socks are provided
by the hospital. There are no laundry services
available in the hospital. There are off site
Laundromats that you can go to. One person is
welcome to stay with the patient at night. Each
room has a chair that converts to a bed. There
are also “cots” available. Linens are provided.
Patients and families are welcome to bring
pillows, blankets, sleeping bags or whatever
they prefer, to make the room comfortable and
familiar.

Toys to pack: The Child Life Department has
a number of toys for children. You can check
out any of their toys during business hours or
they can bring toys, videos, games, activities, art
projects etc. to the bedside each day. You
should pack any favorite toy or stuff animal.
Just try not to bring something that has lots of
parts and pieces because they may get
misplaced.

Appropriate Gifts: Each patient has individual
“rules” depending on the heath needs of the
patient. For some children with CF, flowers,

plants and candy are not allowed. Please check
with the nursing staff. The hospital does not
allow latex balloons for any patient, just Mylar.
Receiving and making phone calls: Phones
are located in each patient room and upon
admission the nurse will give you your phone
number for incoming calls. You may make
local phone calls by dialing 9 and then the
number. Long distance phone calls from the
patient’s phone require a phone card.
Computer Access: You are allowed to bring
laptops from home to complete school and/or
work at the hospital. No outside electrical
appliances can be used in the hospital. Parents
and patients can use laptops on battery. At this
time there is no Internet access available in the
rooms, however there are computer kiosks in
the hospital for “care pages.”

Visiting Hours: Family members are welcome
24 hours a day. For other visitors, visiting
hours are from eatly morning until 10pm. It is
important to remember that children (patients)
are cared for 24 hours a day by nursing staff
and while families are encouraged to visit as
much of the time as possible, they are not
required to be at the hospital. Siblings are
encouraged to visit. Young siblings are not
allowed to be left alone without adult
supervision.

Medications, Nebulizers, Vests
and other equipment: If possible,
bring any airway clearance
equipment that you
use at home; ie. vest,
acapella, or flutter.
Bring a list of all
your medications and
breathing treatments or you may put all your
medications in a paper bag to show the nursing
staff when you are admitted. The hospital will
provide all medications, equipment and
nebulizer treatments unless other arrangements
are made by the doctor.

(Continued on Page 7)
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The mailing address for family and friends
to use is:

Sutter Memorial Hospital

Patient Name and room #

5151 F Street

Sacramento, CA 95819

What to do about time off from work: Each
situation is different and you take it one day at a
time. Hopefully there is some flexibility with
your work and support from family and friends.
The Child Life Specialists can help make
arrangements to have a volunteer help when
children (patients) have no visitors. Please
communicate with the hospital staff and your
child life specialist, to make a plan. The staff
wants to help make your hospitalization a
positive experience.

Care Page, Your own personal webpage: a
new service is available that allows patients and

Patient News:

e Jackson Todd Trisch was born on May 29, 2004 through IVFE.

January 2005

families to create a “care page” for family and
friends to access and keep update on the
patient’s health. You can find out more
information on this service at:
www.suttermedicalcenter.org

A tour of the hospital including the
admissions, cafeteria, radiology, and the
pediatric unit is scheduled for March 5,
2005 at 10:30am. The tour will begin from
the hospital lobby. Erika will guide the
tour. This is a great opportunity for
patients and families to familiarize
themselves with the hospital and ask
additional question. Patients are welcome
to attend this tour however you are required
to wear masks while on the tour and
remember the three feet rule. Please
contact Erika at (916) 733-1021 to RSVP.

Proud parents are Denise and Todd Trisch.

e Alex Jenkins teaches Percussion lessons, including drum
and percussion music theory. Please visit his website:
www.sactodrummer.com for motre information.

e Kiristen Hopper is a mom to an adult patient that attends the
Sutter Memorial Clinic and she would like to talk with other
CF moms. Kiristen can be reached by email at:
koinonial2@hotmail.com.
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Recipe: (wwvkidshealth.org/parents/recipes/index.html)

Trail Mix
Ingredients: Directions:
¥, c. cashews 1. Mix all ingredients in a large bowl.
@*} 1 c. walnuts 2. Store in an airtight container and
1 c. raisins refrigerate.
Y4 C. peanuts

Serves: 10  Serving Size: Y2 cup

o ¥, c. shredded coconut
€ / %4 . chocolate chips Nutritional analysis (per serving): 349
- calories; 7 g protein; 24 g fat; 69 mg

sodium; 23 mg calcium

Enchilada Casserole

Ingredients: 2. Place all ingredients in a large

1 (10.75 oz.) can of cream of mushroom bowl and mix well.

soup 3. Pour the mixture in a greased 1.5-
1 (15 oz.) can of enchilada sauce quart casserole dish.

2 c. cooked chicken breast, diced 4. Bake for 25 minutes.

1 c. cheddar cheese

3 1/2 c. tortilla chips, crushed Serves: 3 Serving Size: 2 cups

Directions: Nutritional analysis (per serving): 681
1. Preheat oven to 375 degrees calories; 51 g protein; 35 g fat; 1977 mg
Fahrenheit. sodium; 368 mg calcium

Sutter Cystic Fibrosis Center
5271 F Street, Building C
Sacranento, CA 95819-3225






