

















CATCHING THE WAVE: CYSTIC FIBROSIS EDUCATIONAL NIGHT

w The Children’s Hospital Boston Cystic Fibrosis Center hosted Family Educational Night at the Marriott

Hotel in Newton Massachusetts on November 12", The dinner was an educational event for families and
@ patient representatives affected by Cystic Fibrosis. Patients who did not attend were able to view live
e et e oot via webcast. 160 people attended the event. Presentations centered on past, present, and future care
S g ramamans of Cystic Fibrosis. Henry Dorkin, MD, Associate Chief of the Pulmonary Division, discussed a historical
cg;mjﬁbmm perspective of CF care. Terry Spencer, MD, CF Center Director, spoke on exciting new treatments being
€ducation Night developed for CE Gregory Sawicki, MD and Ahmet Uluer, DO discussed ongoing quality improvement
oo about the ltest news fom ot initiatives at the CF Center. We were thrilled to have a motivational guest speaker for the night, Dave
e Kalama, Big Wave Surfer and Waterman from Hawaii. Mr. Kalama has raised over $400,000 in California
for CF research. He became an advocate for CF patients after research showed a link between
Australian surfers, hypertonic saline and improved health in CF patients. Mr. Kalama spoke about
courage, comparing the daily fight with CF as “a greater challenge than heading up against some of the
largest waves in the world.” He also highlighted the importance of teamwork and support our patients
receive from family members, spouses and friends.

Wednesday November 12th
Marriott Hotel, Newton

Social Hour at 6:00 p.m,
Dinner at 7:00 p.m.

The audience “caught” his message and left the evening armed with new knowledge, hope and inspiration.




CONTACT INFORMATION

Phone numbers:
Appointments: 617-355-1900 option #3
Nursing line: 617-355-7018
Prescription line: 617-355-7078
Home IV Program: 617-355-6499
Pulmonary Function Test: 617-355-7510
Page Operator: 617-355-6369
Hospital Main Number: 617-355-6000

The nursing line is checked M-F 8am-3pm (nurses are available for urgent calls until 5pm via rapid response pager, by calling
page operator and paging beeper #2931)

Weekdays after bpm, weekends and holidays are covered by the Pulmonary Fellow on call who can also be reached through
the page operator (617-355-6369).

**Please remember to use the “blue pass”
when checking into any area of the hospital.

Patient Family Advisory Committee (PFAC)- if you are interested in becoming an active member please email cfevents @
childrens.harvard.edu.

Email:
We would like to complete a master list of patient e-mail lists. \We will use this e-mail list to keep patients and families
updated on changes in clinic, updates on CF care and news. If interested please send these addresses to cfevents@
childrens.harvard.edu.




