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CONFERENCE SCHEDULE

FRIDAY AUGUST 4, 2006
4:00— 7:00 p.m. “Look at Me!l” Exhibit Veranda Room
5:30— 7:.00 p.m. Registration, Wine Reception and Networking Ballroom Foyer
5:30— 7:.00 p.m. Musical Entertainment, Laura Witczak, Har pist - Laguna Hills, CA.
7.00— 7:15 p.m. Introductions by Andrew Byrnes, Master of Ceremonies Bor deaux Room
7:15— 800 p.m. Laura Farach, M.D., Pediatrician & Mother of Child with CF, Kaiser Permanente —

Baldwin Park, CA.

8:00— 850 p.m. “Disaster Preparedness: Emergenciesin CF,” Hernando Garzon, M .D., FACEP,

Kaiser Permanente - Sacramento, CA.

SATURDAY AUGUST 5, 2006

7:30—- 8:40
8:00

8:40 - 9:00

9:00 - 9:50

10:00 - 10:50

11:00-11:50

12:00- 1:15

1:15- 2:45

2:45—- 3:00

(Continued next page)

am.
am.

am.

am.

p.m.

am.

p.m.

p.m.

p.m.

Registration and Breakfast Buffet Champagne Room
“Look at Me!l” Exhibit - Opens Veranda Room
Welcome — Andrew Byrnes, Master of Ceremonies Bor deaux Room

Cross I nfection Discussion — Jennifer Jenkins, R.N.
I ntroductions—JoAnn Davis, President - CFRI Board of Directors
Welcome - Carroll Jenkins, Executive Director - CFRI

K eynote Speaker “Bethe Best Parent You Can Be” Foster Cline, M.D., Child psychiatrist,
Physician, author and co-founder of the Loveand Logic I nstitute - Golden, CO.

“Clinical Treatment of Cystic Fibrosis: What's New? What's Next?”

David Orenstein, M.D., Director of CF Center, Professor of Pediatrics,
Professor of Health and Physical Activity, Children’sHospital of Pittsburg -
Pittsburg, PA.

“ Stem Cell Research and Cystic Fibrosis,” Carolyn Lutzko, Ph.D., Assistant Professor
of Pediatrics, Children’sHospital of Los Angeles- Los Angeles, CA.

Lunch Champagne Room

“Decades of Adults Living with Cystic Fibrosis’ Bor deaux Room
Panel Discussion of Adultswith CF —Isabel Stenzel-Byrnes, M oder ator.

Beverage Break



CONFERENCE SCHEDULE

SATURDAY AUGUST 5, 2006

3:.00-5:00 p.m.

Support Group Sessions (Please check the back of your nametag for the session you selected.)

1. Parents/Relatives of the newly diagnosed and pre-school children Salon 1 2. Parents/Relatives with school-aged children Salon 11
3. Parents/Rel atives of adolescents Salon Il 4. Parents/Relatives of adults with CF Salon IV

5. Adults with CF

Executive Room 6. Significant Others of adults with CF Jr. Board Room

7. For all those interested in transplant Salon VI

5:00-7.00 p.m.
6:45 p.m.
7.00-9:.00 p.m.

9:00-9:30 p.m.

Break —“Look at Me!” Exhibit on display Veranda Room
Wine Reception Veranda Room

Dinner Banquet — Awards and Raffles Champagne Room

Memorial Tributes Salon 1

SUNDAY AUGUST 6, 2006

7:30—-850 am.

8:00 am.

8:50-9:00 am.

9:00-950 am.

10:00-10:50 am.

11:00-11:50 am.

12:00-1:40 p.m.

1:40-220 p.m.

2:30 p.m.

2.30-4:.00 p.m.

4:00-415 pm.

Registration and Breakfast Buffet Champagne Room
“Look at Mel” Exhibit — Opens Veranda Room
Cross Infection Discussion — Jennifer Jenkins, R.N. Bor deaux Room

“Sodium Nitrite: A Control for Pseudomonas aeruginosa?” Daniel Hassett, Ph.D.,
Associate Professor, University of Cincinnati College of Medicine - Cincinnati, OH.

“Handling Guilt and Sorrow with CF” Susan Roos, Ph.D., LCSW, FT,
Psychotherapist & Author - Arlington, TX.

“Transplantation: When isthe Right Time?” Noreen Henig, M.D., Medical Director
Advance Lung Disease Program, California Pacific Medical Center - San Francisco, CA.

Box Lunch and Check-out Champagne Room
“CF Roundtable Discussions’ - A luncheon opportunity to participate informally in
conversations led by parents, adults with CF and facilitators during lunch. (Schedule TBA)

“Your CFRI Research Dollarsat Work,” Marybeth Howard, Ph.D., University of California
San Francisco — San Francisco, CA., CFRI Research Advisory Committee Chair &
Jonathan Widdicombe, Ph.D., University of California Davis— Davis, CA.,

CFRI Post Doctoral Fellowship Administrator. Bor deaux Room

“Look at Mel” Exhibit — Closes Veranda Room

“ Ask the Experts’ Panel Discussion — Foster Cline, M .D., Hernando Gar zon, M .D.
Daniel Hassett, Ph.D., Noreen Henig, M .D., Carolyn Lutzko, Ph.D., David Orenstein, M.D.,
Susan Roos, Ph.D. —Kathy Russell, M oder ator .

Closing Remarks



Medical Safety IsOur Priority

Crossinfection guidelines and disclaimersfor people with cystic fibrosis: In order to ensure your health and safety
during the CFRI Annual Education Conference, the following medical requirements and guidelines must be observed.
Those individuals with CF who arrive without a signed medical release will be asked to |eave.

Individuals who have ever had a confirmed positive sputum culture for Burkholderia cepacia (B. cepacia) or
who have cultured Methicillin-resistant Saphyl ococcus aureus (MRSA) within the past two years, or who are currently
culturing a bacterium resistant to all antibiotics (pan resistant) may NOT attend the conference because of the cross-
infection risks to others with CF. Bacteria can be transmitted through casual contact or close proximity to infected
individuals, and may cause serious respiratory illness.

Some patients with Burkholderia cepacia, may experience arapid decline in lung function, possibly leading to
death. For this reason, CFRI must be very strict about this policy. We also maintain strict on-site hygiene guidelines.
Even so, while this reduces the risk of cross-infection, there is still the possibility a person may attend with
one or more of these bacteria, and thus there remains arisk of cross infection. These bacteria are not aknown risk to
individuals without CF who are otherwise healthy.

In order to attend the Conference, you must complete a sputum cultur e between June 16 and July 28, 2006

if you have CF.

All cultures must be taken at a CFF Accredited CF treatment center |aboratory. If you are hospitalized after
submitting your culture, you must arrange for another culture report to be done at discharge.

If you have had alung transplant, you must submit a medical release form to CFRI. This must be approved by your
physician and may be based on your maost recent bronchoscopy, if you cannot produce a sputum culture.

CFRI cannot guarantee a Conferencefree of risk for cross-infection for viruses or bacteria. WE URGE
YOU TO DISCUSS CROSSINFECTION WITH YOUR PHYSICIAN AND DECIDE FOR YOURSELF IF
YOU SHOULD ATTEND THE CFRI EDUCATION CONFERENCE.

Registration I nformation

FEES: Early Conference Registration: $135 per person isdue Saturday, July 1, 2006.

Reqistration fee received between July 1 to August 3, 2006 will be $150
The registration fee include five meals, reception, beverage break, lectures, reference materias, admission to al
workshops and support groups. Full and partial scholarships are available but limited. Deadline for scholarship
requests will be July 21, 2006. Please call the CFRI office at (650) 404-9975 for sponsorship and scholarship
information and forms. Additional donations are welcomed to sponsor other CF families to attend our conference.

OUTSTANDING GROUP ROOM RATES:
Single rooms are $89.00 and Double rooms ar e $89.00. The Sofitel San Francisco Bay in Redwood City rate is
subject to a 10% room tax and $2.00 tourism assessment at the time of check in.

Reservation Method: Make your reservations by calling the Reservation Department directly at the Sofitel
(650-598-9000). Please request the group rates for the CERI Educational Conference. Thiswill ensure you are
charged properly and the group room block is credited. Reser vations must be made befor e the cut-off date

July 21, 2006 before 5pm to guarantee thislow room rate. All extra charges are the responsibility of the
occupant (i.e., outside phone charges, room service, etc). A first night room deposit must accompany all reservation
requests or be guaranteed with amajor credit card.

Cancdllations: All cancellations must be called in to the Sofitel Reser vations (650) 598-9000 before

August 3, 2006. All cancellations must be made 24 hoursprior to the arrival date or you will be billed for (1)
night room and tax. Please document the cancellation number and the name of the person at Sofitel who made
the cancellation.

CHECK IN/CHECK OUT TIME:

Check-in timeis 3:00 p.m.; check-out is 12:00 noon. Guests arriving before 3:00 p.m. will be accommodated as rooms
become available. The Bell Captain can arrange to check baggage for those arriving early when rooms are not yet
available and for guests attending afternoon functions on their day of departure.
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2006 CFRI Education Conference Registration

Please submit oneregistration form per registrant and photocopy thisform if registering morethan one person.

*All attendees with cystic fibrosis are required to have a sputum culture, physician’s medical release
& crossinfection liability release submitted to the CFRI office befor e attending conference. Please
download the medical release and crossinfection liability formsfrom our website at www.cfri.org or call the
CFRI office at 650-404-9975 to request the forms by mail. Y ou must complete a sputum culture between
June 16 and July 28, 2006, if you have CF.

|. Relationship to CF (Please check):
Parent  Grandparent_ Relative_ Spouse  AdultwithCF* _ TeenwithCF*_
Friend ___ Sponsor __ Speaker __ Facilitator ___ Pandlist Other
Sponsor/Exhibitor: name of company/organization

Il. Last Name: First Name
Street Address:
City: State:  Zip: Phone:
E-mail: Fax: Other:

I11. 1 will bearriving for theconferenceon 7 Thursday [ Friday 7 Saturday 7 Sunday
| will be staying at the Sofitel Hotel on 1 Thursday [ Friday [J Saturday [0 Sunday
Sofitel Reservations at 650-598-9000 (Request CFRI group rate before July 21, 2006)

V. Please indicate your meal attendance with a check mark, and circle your food choices.
Note that CFRI will be charged for your meal choices. If you select the meals, please make
every effort to be there.

[] Friday Reception [] Saturday Breakfast [] Saturday Lunch (Vegetarian/ Non-Vegetarian)
[ Saturday Dinner (Vegetarian/ Non-Vegetarian) [ Sunday Breakfast
1 Sunday Box Lunch (Vegetarian/ Non-Vegetarian)

V. Support Groups. Please circle one support group for Saturday’s 3:00pm-5:00pm session.

Parents/Relatives of newly diagnosed and pre-school children
Parents/Relatives with school-aged children
Parents/Relatives of adolescents

Parents/Relatives of adultswith CF

Adultswith CF

Significant Othersof adultswith CF

For thoseinterested in transplant

Nou,rowdpE

(Please complete theregistration form on the back of this page)

5



2006 CFRI Education Conference Registration

Please submit oneregistration form per registrant and photocopy thisform if registering morethan one per son.

V1. Early Registration Fees: $135 per attendeeisdue on July 1, 2006. Fees will be $150 per attendee
between July 1, 2006 and August 3, 2006. Price includes five meals, reception, beverage break, lectures,
reference materials, admission to all workshops and support groups.

Hotel reservations must be made befor e the cut-off date July 21, 2006 before 5pm to guaranteethe
low room rate of $89 per night.

Full and partial scholarships are available. Please call CFRI at 650-404-9975 for scholarship
information or download the scholarship application from our website at www.cfri.org.

VII. Payment Method:

Attendee’'s Name Telephonet

[J CHECK Amount $ Check #
Please make checks payable to Cystic Fibrosis Research, Inc. (CFRI)

[] CREDIT CARD:

Account number Expiration date

Name on Card Signature

Don’t forget to submit your “Look at Me!” posters before July 1, 2006.

How did you hear about the CFRI Educational Conference?

Whereisyour CF Center islocated?

Mail or fax this form (both sides completed) with payment to:

Please submit forms and fees prior to July 21, 2006, if possible.

# 3% $ %&&

(Please complete the registration form on thefront of this page)



Directions

Sofitel
San Francisco Bay
223 Twin Dolphin Drive
Redwood City, CA 94065
(650) 598-9000; Fax (650) 598-9383

From South:

Take 101 North. Exit Holly Street, follow sign for Redwood Shor es Parkway. At second traffic signal turn left on
Twin Dolphin Drive. Hotel is¥2mileson theright side (Shoreline Drive).

From North:

Take 101 South. Exit Ralston/Belmont, follow sign for Marine World Parkway. At second traffic signal, turn right
on Twin Dolphin Dr. Hotel is¥2 miles on the |eft side (Shoreline Drive).

From East Bay via Highway 92:
Take Highway 92 West to 101 South. Exit Ralston/Belmont, follow sign for Marine World Parkway. At second
traffic signal, turn right on Twin Dolphin Drive. Hotel is%2 mile on the |eft side (Shoreline Drive).

Complimentary shuttle to and from San Francisco International Airport provided by Sofitel

AMENITIESAND SERVICES:

Complimentary shuttle to and from the San Francisco International Airport (SFO). The Sofitel Hotel
isonly 10.6 miles from the airport

Complimentary covered parking

A 24-hour fitness center equipped with three treadmills, three Stairmasters, two stationary bicycles, exercise mats,
free weights and Nautilus equi pment

High speed internet in all meeting spaces, deeping rooms and public areas

An outdoor heated pool with aresort ambiance overlooking a scenic, tranquil lagoon



At CFRI, We:

Contributeto and support Cystic Fibrosis (CF) research and educational programs so that CF
patients can live longer, healthier and more productive lives.

Fund and support a network of regional CF research and medical institutions and promotethe
cooper ative sharing of knowledge between these resear chers and medical professionals.

Reach out and providefirst-rate education and support for those with Cystic Fibrosis, their families,
friends, health-care providers and the communitiesthey residein.

| nvolve the greater community in our collective effortsto demand excellencein medical care and CF

research in order to minimize the progression of this devastating disease and ultimately, to provide
acure.

2672 Bayshor e Parkway, Suite 520
Mountain View, CA 94043

Tel: (650) 404-9975

Fax: (650) 404-9981

Email: cfri@cfri.org

Website: www.cfri.ora

Your CFERI Conerence
Intformeition is Rerel



