
Name	of	Group Date	Began Where	Located
Sturge	Weber	chat unknown unknown
sturge	weber	 unknown France
sturge	weber	foundation unknown unknown
sturge	weber	syndrom	denmark unknown Denmark
Sturge	weber	group unknown Canadian
STURGE	WEBER unknown unknown
Sturge	Weber	Sendromu	Turkiye Unknown Turkey
Friends	who	like	Sturge	Weber	Awareness	
Day unknown unknown

Sturge	Weber	Youth	Chat unknown unknown
Sturge	Weber	Junior	Chat	UK unknown UK
Sindrome	de	sturge	Weber	-	Costa	Rica unknown Costa	Rico
Sturge	weber,	Portwine	Stain	Puerto	Rico	y	
latino	america unknown Argentina
Sturge	Weber	Teens	and	Young	Adults	Group	
for	Friendships	and	Support unknown unknown
Sturge	Weber	Support		 unknown unknown
sturge	weber	forum	Denmark unknown Denmark
Sturge-Weber/Port	wine	stains	New	Zealand unknown New	Zealand
Parents	of	children	with	Sturge	Weber	
Syndrome unknown unknown
Sturge-weber	fun	run unknown UK
Sturge	Weber	Foundation 2011?? Unknown
Luchando	con	Jamie	(Sindrome	de	Sturge	
Weber) unknown Espanish

PA	chapter	for	sturge	weber	awareness unknown PA

Lincoln	Souts	Page-Sturge	Weber Unknown unknown

Sturge	Weber	Syndrom unknown European

Sturge-weber	Polska Unknown Polish
Sturge	Weber	NO unknown unknown
Sturge	Weber	Pampered	Chef	Virtual	
Fundraiser!! unknown US
Sturge	weber	Families	of	Ontario unknown Ontario
Sturge	Weber	Benelux Unknown België, Nederland en Luxemburg
Sturge-Webers	in	India unknown India



Friends	who	like	Sturge	Weber	Syndrome	
Awareness	Day unknown unknown
Friends	who	like	the	sturge-webr	foundation 6/11/16 unknown
Sturge	Weber	Support	Group unknown unknown

Sturge-Weber	Families	of	AZ unnown AZ
Sturge	Weber	Fundraiser	 unknown US
Sturge	Weber	Polska unknown unknown
Sturge-Weber/Port	wine	stain	pen	pals unknown Unknown
Erins	sturge	weber	Fight unknown unknown

Sturge	Weber	Scotland unknown Scotland
Ashley	Khate's	journey	of	Birthmark	(Sturge	
Weber	Syndrome) unknown unknown
Sturge	Weber	Families	of	Texas unknown Texas
Mia's	Story	with	Sturge-Weber unknown US
Sturge	Weber	-	Diario	de	una	Princesita unknown Spain
syndrome	de	sturge	weber			 unkown Spain
Heather's	Online	Younique	Party	Benefiting	
The	Sturge	Weber	Foundation unknown unknown

Vascular	Birthmarks	Foundation	Europe unsure Europe
SWF	Road	Warrior	Bear	Webster Group	started	in	1987NJ	/	Texas
Sturge-Weber	Syndrome	Community	 unknown US
sindromede	sturge	weber	dimitri uknown Argentina
Sturge-Weber	Foundation	Miracle	Miles	
Route	To	A	Cure	Walk unknown US
Sturge	Weber	et	Angiome	!!! unknown unknown
syndrome	de	sturge	weber	et	angiome	plan unknown unknown
Dominques	Jouney	With	Sturge	Weber	
Syndrome unknown unknown

Sturge	Weber	syndrom	(Sturge	Weber	
foreningen	Sverige) Unknown Swedon
sturge-weber	syndrome	awarenes	in	cape	
town unknown Africa
Sturge	Weber	Syndrome	Australia unknown Australia



Athena's	Journey	With	Sturge	Weber	
Syndrome unknown unknown
Sturge-Weber	Car	Cruise unknown Australia
Brooks's	Battle	Against	Sturge	Weber unknown US
Sturge-weber	Ireland unknown Ireland
Sturge	Weber	Foundation	World	of	Care	and	
Share	Network Group	started	in	1987NJ	/	Texas
Sindrome	de	sturge	weber	Brasil unknown Brasil
Sindrome	de	sturge	weber	chile unkon Chile
Louise's	Amazing	Sturge	Weber	Syndrome	3D	
Fibre	Lash	Mascara	Party unknown US
sindrome	di	sturge	weber	italia 5/13/16 Italy
Sturge	Weber	Click unknwn uk
Celebrate	Hope	Foundation	-	Bands	on	the	
Bay 2015 Maryland
Celebrate	Hope	Foundation 3/8/13 Maryland
Sturge-Weber unknown US
Vascular	Birthmarks	Institute unsure NY/CA
Asociacion	Sindrome	Sturge	Weber	ESPANA	-	
SSWE 6/1/14 Spain

Sturge-Weber	Sindromas	LT unkown Latvia

Sturge	Weber	UK unknown England	UK

Maxwell	Deutekom's	Journey	with	Sturge	
Weber unknown Canada
Asociacion	Todos	Con	Alex-	Sturge	Weber	
Espana 10/1/14 Spain

Sturge	Weber	Awareness unknown England/US
The	Sturge	Weber	Foundation Group	started	in	1987NJ	/	Texas

Vascular	Birthmarks	Foundation 1994 NY/CA
Sturge	Weber	Syndrome	Awareness	Day Apr-13 Canada



Followers/Members Admin Open/Close Organization/Person/Group
1 Kira	Jade	Donny Public Group	
1 none Public Group
1 Vicki	Torcivia Closed Group
1 Jens	Veel Public Group
2 none closed Group
3 Mahmut	Sargin public group
4 Sevim	Unugur	Celik Public Group

5 Annette	Grenz Closed Group

5
Alex	Buchanan/Kira	Jade	
Donny Closed Group

5 none Closed Group
5 Mary	Castro	 Closed Group

5 Jose	Maria	Rivas	Rivera closed Group

6 Pam	Gambell Closed Group
6 Karen	Slack Closed Group
6 Heidi	Rohr Closed	 Group
7 Natalie	Revell Closed Group

7 Patricia	Frazier Closed Group
8 Kathryn	Prewett Closed Group
8 Christa	Peters Public Group

8 Alma	Gutierrez Closed Group

9
Robert	Misskerg/Karen	
Misskerg Closed Group

10
Donna	Freeman/Kim	
Ratcliffe Closed	 Group

10
Lenka	Babcanova/Alena	
Fialkova Closed Group

13

Justyna	
Stepczynska/Michalina	
Chmielewsk Closed Group

13 Silje	Merete	Brateng Closed Group

15
Sarah	Cline/Jillian	
Willmeth/	Sarah	Cline Closed Group

16 Lizna	Husnani-Puchta Closed Group
16 Jolien	Sannen Public Group	
17 Geetha	Narayaaswamy Public Group



18 Dawn	Kelleher Closed Group
18 Dawn	Kelleher closed Group
19 Debra	Wilson	 Closed	 Group

20
Andreya	Hernandez-
Garcia/Conni	Knoblach Closed Group

21 Brian	Fisher Public Group
21 unkown public group
23 No	Moderators Closed Group
36 Tilly	Edwards Closed Person

37
Vicky	Gannon/Lynn	
Bee/Wendy	Rafferty Closed Group

41 Richelle	Billano Closed Group
43 Hayley	Kolb Closed Group
53 Jennifer	Israel Public Person
60 Arita	Alvear Public Group
70 Muriel	Lavenu Public Group

87 Angela	Lutfy Closed Group

89

Andy	Jenkins/Linda	
Rozell-Shannon/Josie	
Moore Closed Organization

90 Julia/Anne/Karen/Susan Open Organization
90 GN	Ethington Closed Group---VBF	Related
115 Jose	Maria		 Public Group

116 Laurie	Tener Public Group
121 Steph	Sabel Public Group
125 Anne	Faessel Closed Group

148 Emily	Merrow Closed Person

159

Mats	Anderson/Lena	
Lovnord/Lara	
Sandstrom/Jakob	
Fichtlius/Bettan	
Lindecrantz/Ingela	
Videbacken Closed Group

164 Nashrullah	Leonard Public Group
182 Jess	Green/Kacey	Banks Closed Group



194 Kelly	Lily	Athena	Micaela Closed Person
200 Chris	Mansfield Public Group
210 Aimee	Parchem Closed Person
243 Lynn	Bee/Gill	Hyland Closed Group

293 Julia/Anne/Karen/Susan Secret Organization
296 Veridiana	de	Aguirres Closed Group
296 Veridiana	de	Aguirres closed	 Group	

320 None Closed Group
346 open Group
366 Nicola	Colenso Closed Group

419 Ida Open Event
433 Ida open Organization
552 Allie	Dais public Group
588 unsure Open Organization

697 unknown Public Group

794

Laura	
Voskoboinikovaite/Vilma	
Duobaite	
Kazlauskiene/Oksana	
Aukselio open group

828

Lisas	Massingham/John	
Sutton/Jenny	
Denham/Antonia	East Closed Organization

1070

Nick	Deutekom/Jessica	
Condon/Nicole	
Deutekom Public Person

1531 unkown Public Goup	Non	Proft

1628
John	Sutton/Mandy	
Murry Open Group

4248 Julia/Anne/Karen/Susan Open Organization

4881
Linda	Rozell-Shannon	
maybe	more Open Organization

7370 Nicola	Colenso Public Group	


