FsHDSOCIETY PNW Chapter—Notes and News,
PACIFIC NORTHWEST July/August 2022

CHAPTER

Stuff you should know about..
FSHD e True Cost of FSHD survey. The “True Cost of

CONNECT FSHD" survey is the first of its kind in the United

States. Its purpose is to learn about the “hidden”
costs to patients with FSHD and their family

2022 June 16-15,2022

W members. This data will help inform how insurers
e had a small but mighty group come out for our FSHD Connect viewing and Medicaid will reimburse for future FSHD
treatments. Use the link above to take the survey.

party at the Boeing Museum of Flight. It was a positive experience listening
e Use the QR Code below to Register for our PNW

to the speakers together. looking up information that we could share in real
Walk and Roll to Cure FSHD! Once again, we will

time. We welcomed John and Ruth to our PNW family of FSHers. It was an
N . , _ be having the event at Town Square Park in
inspiring day! We got a nice photo with our new World FSHD t-shirts.

— Federal Way, WA. Please get your friends and
family involved by becoming a TEAM CAPTAIN!

Happy Hour Team Captain event is on Dulg 215t
September 10, 2022

MARK YOUR CALENDAR!
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Early Onset FSHD Parent Roundtable. July 19

FSHD Walk & Roll Team Captain Happy Hour, July 21

CarePartner Hour. July 26, 5pm PT

FSHD Radio: Hot Off The Press, July 28, 6pm PT

e e Wil ess, AUEIER S, A P Chapter Contact—Selina Lai, Chapter Leader

LINK to AUGUST CALENDAR PacificNWChapter@FSHDSociety.org



https://linkprotect.cudasvc.com/url?a=https%3a%2f%2fwww.fshdsociety.org%2ftrue-cost%2f&c=E,1,zJF7-66n-AEweYk8K-aCSCb_D0oTHj7p7c07t5HDB6cOjCVsLGVrZbocCvEJODLGEt2q7r07ZpULMLWs7-M0uAWvv3FWosAjFjN0E0XMhLkmqxCMSMsyyA,,&typo=1
https://www.fshdsociety.org/event/early-onset-july/
https://www.fshdsociety.org/event/2022-walk-roll-team-captain-happy-hour/
https://www.fshdsociety.org/event/sharegiver-hour-2/2022-07-26/
https://www.fshdsociety.org/event/fshd-radio-july2/
https://www.fshdsociety.org/event/women-on-wellness-2022-08-03/2022-08-03/
https://www.fshdsociety.org/fshd-events-calendar/month/2022-08/
mailto:PacificNWChapter@FSHDSociety.org

