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MONTH OF AWARENESSMONTH OF AWARENESS

May is Mont h of A wareness forMay is Mont h of A wareness for
SWS!SWS! It 's just  days away to make
the biggest impact ever! Click t heClick t he
phot o t o t he left  t o downloadphot o t o t he left  t o download
your copy of t his year's MOAyour copy of t his year's MOA
post er.post er. through education,
fundraisers or just  hanging up this
poster at a public venue will spread
the word! We are all a part  ofWe are all a part  of
progress!progress!

2019 SWF INTERNATIONAL2019 SWF INTERNATIONAL
FAMILY CONFERENCEFAMILY CONFERENCE

As you get ready to attend, have
you:

REGI ST EREDREGI ST ERED
BOOKED Y OUR HOT ELBOOKED Y OUR HOT EL
CREA T ED A  FUNDRA I SI NG PA GECREA T ED A  FUNDRA I SI NG PA GE
CHECKED OUT  T HE CRUI SECHECKED OUT  T HE CRUI SE

See you July 18, 2019!See you July 18, 2019!

https://files.constantcontact.com/b3dfef67be/38aea379-8342-4d29-a81c-eec95bb12764.pdf
https://sturge-weber.org/who-we-are/the-2019-swf-international-family-conference/conference-registration.html
https://sturge-weber.org/who-we-are/the-2019-swf-international-family-conference/conference-hotel-accommodations.html
https://sturge-weber.org/who-we-are/the-2019-swf-international-family-conference/2019-routes-to-a-cure-walk.html
https://sturge-weber.org/who-we-are/the-2019-swf-international-family-conference/the-spirit-of-philly---conference-celebration-dinner.html
https://app.mobilecause.com/form/81VgYg


LET'S COMMUNICA TE!LET'S COMMUNICA TE!

I t 's always a good idea to make
sure we are communicat ing well
and ut ilizing the best sources of
communicat ion. Please take 4
minutes or less to take the SWF
Communicat ion Survey. It 's
important to hear from you about
our method and style of
communicat ion!

COMMUNI CA T E!COMMUNI CA T E!

THA NK YOU DR. A LSTER &THA NK YOU DR. A LSTER &
CHRISTIA N DIORCHRISTIA N DIOR

A big t hank youbig t hank you to Dr. Tina Alster
for host ing a special fundraising
event at Christ ian Dior in
Washington, D.C.,
during the American Academy of
Dermatology's Annual Meeting in
March. A  t ot al of $19,212.00 wasA  t ot al of $19,212.00 was
raised during t he 2 hour event !raised during t he 2 hour ev ent !

CONGRA TULA TIONS TO KA REN BA LL!CONGRA TULA TIONS TO KA REN BA LL!

Join us in congratulat ing Karen for being invited to serve on the National
Arthrit is and Musculoskeletal and Skin Diseases (NIAMS) Advisory Council
for 3 years! Karen, along with other council members, will advise, assist ,
consult  with and make recommendations to the Secretary of Health and
Human Services and the Director of NIAMS, on matters related to the
activit ies carried out by and through NIAMS and the policies respect ing
these act ivit ies. This includes review of grants, research, t raining and
projects which show promise of making valuable contribut ions to the
general public.

STORIES FROM THE SWF FAMILY

https://www.surveymonkey.com/r/HJYVYYF


DA D'S CRY TOODA D'S CRY TOO
An article by Kev in Brewbaker, father of
Celine Brewbaker

When a child is born with a
disability, we hear from the
mothers and well, we should. In
most cases, they bear the
brunt of their child's disease.
Not much is said about the
fathers. True, there are those
who choose to run, or to just
turn their backs and not get
involved. I  don't  consider them
men. However, there are real
men who are there constant ly
and fight for their child
everyday. This art icle is for
them.

When my child was born, I  held
it  together for my family in their
presence, when I was alone
though, I  cried.

As I  watched count less doctors
prod and poke, then deliver
the news, I  held my wife t ight ly
as I  cried inside.

Read MoreRead More

RESIDENTIA L OPTIONS -RESIDENTIA L OPTIONS -
PA RT 2PA RT 2

We always say that each SWS
case is different. There are so
many aspects of the diagnosis,
the symptoms, the
presentat ion of the birth mark,
the neurology medicat ions
that work and those that do
not, the person’s cognit ive
status. And the unexpected
progress that each individual
person, no matter how young
or the degree of disability, has
made.

Family stories are no
different. Although there will
be similarit ies that may
emerge, the outcomes of each
family’s decisions will be
varied. One common thread
that shows up is that each
family can successfully make
use of what they already
have. You cannot create an
ideal future life for your child,
because it  just  won’t fit  the
circumstances or the
personality and temperament
of the child.

Read Full A rt icleRead Full A rt icle

#swfdonniesjourne#swfdonniesjourne
yy
Donnie Hood's journey
culminated on April 27th at the
Mallorca 321 in Spain. He has

https://sturge-weber.org/who-we-are/men-cry-too---kevin-brewbaker.html
https://sturge-weber.org/who-we-are/residential-options---a-story-about-jason-roffers.html


Donnie's JourneyDonnie's Journey

been training for months and
dedicat ing this journey to raising
funds for SWS.

Let 's cont inue t o give aLet 's cont inue t o give a
"shout  out " t o Donnie for t his"shout  out " t o Donnie for t his
amazing endeav or atamazing endeavor at
#swfdonniesjourney#swfdonniesjourney!

If you would like to make a
donation, click the donate
button!

FALMOUTH 2019: 10FALMOUTH 2019: 10
YEARS!YEARS!

Ten years ago, Team SWF took its
first  posit ion at the start ing block
with the Falmouth Road Race.
Warrior Mom's Pam McIntyre and
Jessica Melo, our team leaders,
have lead TeamSWF to celebrate
its 10th year of part icipat ion and
fundraising with this race.

This year there will be 75
part icipat ing runners in the
Falmouth Road Race! WHA T  A NWHA T  A N
I MPA CT  T HEY  WI LL MA KE! I MPA CT  T HEY  WI LL MA KE! Stay
tuned for details as TeamSWF
prepared for this momentous
occasion!

FA LMOUT H 2019FA LMOUT H 2019

10 Years STRONG!10 Years STRONG!

GET CONNECTED

CONNECT  WI T H KA RENCONNECT  WI T H KA REN
SWF ONLI NE ST ORESWF ONLI NE ST ORE
SPOT LI GHT  ON RESEA RCHSPOT LI GHT  ON RESEA RCH
BRA NCHI NG OUT  MA I L LI STBRA NCHI NG OUT  MA I L LI ST Believ e in progress!Believ e in progress!

The Sturge-W eber FoundationThe Sturge-W eber Foundation Connect with usConnect with us

https://www.gofundme.com/racing-Mallorca312-for-a-cause
https://www.crowdrise.com/o/en/campaign/sturge-weber-foundation/sturgeweberfoundatio
https://sturge-weber.org/who-we-are/connecting-with-karen.html
https://sturge-weber.org/who-we-are/swf-online-store.html
https://sturge-weber.org/for-patients/spotlight-on-research.html
https://sturge-weber.org/who-we-are/branching-out---sturge-weber-foundation-magazine.html


973-895-4445
swf@sturge-weber.org
www.sturge-weber.org

 ​  ​  ​

https://www.facebook.com/sturgeweberfoundation/
https://twitter.com/sturgeweber

