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Vortrige und Srisentationen rund um EDS - Links:
EDS Allgemein:

Diesjihrige EDS-Konferenz mit Vortrigen zu jedem Thema von allen weltweiten Spezialisten:
https://www.ehlers-danlos.com/2017-eds-global-conference/

Alle aktuellen Publikationen der internationalen Konferenz, bei der die neuen Diagnostik-
Richtlinien festgelegt wurden:
http://onlinelibrary.wiley.com/doi/10.1002/ajmg.c.v175.1/issuetoc

Konferenz 2015:

https://www.ehlers-danlos.com/2015-annual-conference/

Konferenz 2014:

https://www.ehlers-danlos.com/2014-annual-conference/

Ivtictive e 3voni4



http://www.instabile-halswirbelsaeule.de
http://www.holy-shit-i-am-sick.de
http://www.ehlers-danlos-initiative.de

Jiirgen Grunert Karina Sturm

http://www.ehlers-danlos-initiative.de www.instabile-halswirbelsaeule.de

www.holy-shit-i-am-sick.de

Webinare zu allen Themen rund um EDS:
http://www.chronicpainpartners.com/webinars/

Wissenschaftliche Publikationen zu EDS:
http://www.instabile-halswirbelsaeule.de/eds-publikationen-2/

Vortrige zu EDS allgemein, aber mit Schwerpunkt auf Chiari, CCI, Syringomyelia:
http://csfinfo.org/videos/physician-lecture-videos/csf-lectures-archive/

MCAS:
http://www.chronicpainpartners.com/?s=&presenter_name=afrin-lawrence-
md&presenter_topic=all&presenter_location=all&speciality=all&submit=Search&p
ost_type=webinar
http://www.chronicpainpartners.com/?s=&presenter_name=maitland-anne-
md&presenter_topic=all&presenter_location=all&speciality=all&submit=Search&p
ost_type=webinar

Dysautonomie:

https://vimeo.com/search?q=dysautonomia+international

http://dysautonomiainternational.org

Pain:

https://www.ehlers-danlos.com/2013-annual-conference-files/

hopr hroni in_and_EDS_Final_1sh .pdf

https://www.ehlers-danlos.com/2014-annual-conference-files/Alan%20Pocinki.pdf
https://www.ehlers-danlos.com/2015-annual-conference-files/Chopra.pdf
Physio:

https://www.amazon.de/Hypermobility-Handbook—Management-Ehlers-Danlos-Syndrome/dp/
098257715X/

https://www.amazon.com/Living-Life-Fullest-Ehlers-Danlos-Syndrome/dp/1478758880/
r e f = s r 1 1 ?
1e=UTF8&qid=1450279760&sr=8-1&keywords=living+life+to+the+fullest+with+ehlers+danlos+s

ndrome
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http://csfinfo.org/research/csf-funded-research/csf-research-colloquium-co-morbidities-chiari/
hysical-therapy-after-surgery-chiari-

http://csfinfo.org/videos/physician-lecture-videos/csf-lectures-archive/physical-therapy-
craniocervical-instability-chiari-csf/

CCI und Chiari:
https://www.ehlers-danlos.com/2015-annual-conference-files/Henderson_0.pdf

http://csfinfo.org/videos/physician-lecture-videos/csf-lectures-archive/csf-musc-symposium-dr-
fraser-henderson/

https://www.voutube.com/watch?v=tvamoWxak BY &feature=voutu.be

http://www.csfinfo.org/research/csf-funded-research/csf-research-colloquium/csf-colloquium-

mechanisms-pathophysiol 2015-coll lum-m lo-licamen -pain-and-chiari

http://www.ednf.org/sites/default/files/Mitakides.pdf
http://ednf.org/sites/default/files/John%20Mitakides.pdf
http://www.ednf.org/sites/default/files/Mitakides_ EDS_TMJ_FINAL_2slidesS.pdf
http://ednf.org/sites/default/files/Mitakides EDS_TMJ_ FINAL_AUG_8 2012.pdf

https://www.ehlers-danlos.com/wp-content/uploads/Mitakides-TMJ-and-CCI-in-Chiari-
Hypermobile-and-EDS-Patients-S.pdf

Osteoporose

Coelho PC, Santos RA, Gomes JA. Osteoporosis and Ehlers-Danlos syndrome. Annals of the
rheumatic diseases. 1994 Mar;53(3):212.

Theodorou SJ, Theodorou DJ, Kakitsubata Y, Adams JE. Low bone mass in Ehlers-Danlos
syndrome. Internal Medicine. 2012;51(22):3225-6.
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Arthrose

Castori, Marco, et al. ,Management of pain and fatigue in the joint hypermobility syndrome (aka
Ehlers—Danlos syndrome, hypermobility type): principles and proposal for a multidisciplinary
approach.” American Journal of Medical Genetics Part A 158.8 (2012): 2055-2070.

Chiari / CCI/ HWS-Instabilititen / TC

Milhorat TH, Bolognese PA, Nishikawa M, McDonnell NB, Francomano CA. Syndrome of
occipitoatlantoaxial hypermobility, cranial settling, and chiari malformation type I in patients
with hereditary disorders of connective tissue.

Castori M, Morlino S, Ghibellini G, Celletti C, Camerota F, Grammatico P. Connective tissue,
Ehlers—Danlos syndrome (s), and head and cervical pain. InAmerican Journal of Medical

Genetics Part C: Seminars in Medical Genetics 2015 Mar 1 (Vol. 169, No. 1, pp. 84-96).

Henderson FC, Geddes JF, Vaccaro AR, Woodard E, Berry KJ, Benzel EC. Stretch-associated
injury in cervical spondylotic myelopathy: new concept and review. Neurosurgery. 20056 May

1;66(5):1101-13.

Milhorat TH, Bolognese PA, Nishikawa M, Francomano CA, McDonnell NB, Roonprapunt C,
Kula RW. Association of Chiari malformation type I and tethered cord syndrome: preliminary
results of sectioning filum terminale. Surgical neurology. 2009 Jul 31;72(1):20-35.

Mastzellaktivierungssyndrom

Valent P. Mast cell activation syndromes: definition and classification. Allergy. 2013 Apr 1;68(4):
417-24.

Molderings GJ, Homann J, Brettner S, Raithel M, Frieling T. Systemische
Mastzellaktivierungserkrankung: Ein praxisorientierter Leitfaden zu Diagnostik und Therapie.

DMW-Deutsche Medizinische Wochenschrift. 2014 Jul;139(30):1523-38.

Molderings GJ, Brettner S, Homann J, Afrin LB. Mast cell activation disease: a concise
practical guide for diagnostic workup and therapeutic options. J Hematol Oncol. 2011 Mar

22;4(10).
Afrin LB, Pshlau D, Raithel M, Haenisch B, Dumoulin FL, Homann J, Mauer UM, Harzer S,
Molderings GJ. Mast cell activation disease: An underappreciated cause of neurologic and

psychiatric symptoms and diseases. Brain, behavior, and immunity. 2015 Nov 30;50:314-21.

Blutungsneigung / Thrombozytenfehlfunktion
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Lindsay H, Lee-Kim YJ, Srivaths LV. Perioperative Hemostatic Management in Ehlers-Danlos
Syndrome: A Report of 2 Cases and Literature Review. Journal of pediatric hematology/

oncology. 2015 Sep 2.

Paepe AD, Malfait F. Bleeding and bruising in patients with Ehlers—Danlos syndrome and other
collagen vascular disorders. British journal of haematology. 2004 Dec 1;127(5):491-500.

Dysautonomie

De Wandele I, Rombaut L, Leybaert L, Van de Borne P, De Backer T, Malfait F, De Paepe A,
Calders P. Dysautonomia and its underlying mechanisms in the hypermobility type of Ehlers—
Danlos syndrome. InSeminars in arthritis and rheumatism 2014 Aug 31 (Vol. 44, No. 1, pp.

93-100). WB Saunders.

De Wandele I, Calders P, Peersman W, Rimbaut S, De Backer T, Malfait F, De Paepe A,
Rombaut L. Autonomic symptom burden in the hypermobility type of Ehlers—Danlos syndrome:

A comparative study with two other EDS types, fibromyalgia, and healthy controls. InSeminars
in arthritis and rheumatism 2014 Dec 31 (Vol. 44, No. 3, pp. 353-361). WB Saunders.

Gazit Y, Nahir AM, Grahame R, Jacob G. Dysautonomia in the joint hypermobility syndrome.
The American journal of medicine. 2003 Jul 31;115(1):33-40.

Wallman D, Weinberg J, Hohler AD. Ehlers—Danlos Syndrome and Postural Tachycardia
Syndrome: A relationship study. Journal of the neurological sciences. 2014 May 15;340(1):
99-102.

Gastroparese

Wang LB, Culbertson CJ, Deb A, Morgenshtern K, Huang H, Hohler AD. Gastrointestinal
dysfunction in postural tachycardia syndrome. Journal of the neurological sciences. 2015 Dec

15;359(1):193-6.

Loavenbruck A, Iturrino J, Singer W, Sletten DM, Low PA, Zinsmeister AR, Bharucha AE.

Disturbances of gastrointestinal transit and autonomic functions in postural orthostatic

tachycardia syndrome. Neurogastroenterology & Motility. 2015 Jan 1;27(1):92-8.

Park KJ, Singer W, Sletten DM, Low PA, Bharucha AE. Gastric emptying in postural
tachycardia syndrome: a preliminary report. Clinical Autonomic Research. 2013 Aug 1;23(4):
163-7.

Neurologische und neuromuskulire Beschwerden (Neuropathie, Epilepsie, CSF leaks...)

Castori M, Voermans NC. Neurological manifestations of Ehlers-Danlos syndrome (s): A
review. Iranian journal of neurology. 2014 Oct 6;13(4):190.
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Voermans NC. Neuromuscular features of Ehlers-Danlos syndrome and Marfan syndrome,
expanding the phenotype of inherited connective tissue disorders and investigating the role of
the extracellular matrix in muscle. [Sl: sn]; 2011.

Voermans NC, van Alfen N, Pillen S, Lammens M, Schalkwijk J, Zwarts MJ, van Rooij 1A,
Hamel BC, van Engelen BG. Neuromuscular involvement in various types of Ehlers—Danlos

syndrome. Annals of neurology. 2009 Jun 1;65(6):687-97.

Donkervoort S, Bonnemann CG, Loeys B, Jungbluth H, Voermans NC. The neuromuscular
differential diagnosis of joint hypermobility. InAmerican Journal of Medical Genetics Part C:
Seminars in Medical Genetics 2015 Mar 1 (Vol. 169, No. 1, pp. 23-42).

Chronische Schmerzen / Miidigkeit / Erschépfung

Castori M, Morlino S, Celletti C, Ghibellini G, Bruschini M, Grammatico P, Blundo C,

Camerota F. Re-writing the natural history of pain and related symptoms in the joint
hypermobility syndrome/Ehlers—Danlos syndrome, hypermobility type. American Journal of
Medical Genetics Part A. 2013 Dec 1;161(12):2989-3004.

Castori M. Ehlers-danlos syndrome, hypermobility type: an underdiagnosed hereditary
connective tissue disorder with mucocutaneous, articular, and systemic manifestations. ISRN

dermatology. 2012 Nov 22;2012.

Stoler JM, Oaklander AL. Patients with Ehlers Danlos syndrome and CRPS: a possible
association?. Pain. 2006 Jul 31;123(1):204-9.

Rowe PC, Barron DE Calkins H, Maumenee IH, Tong PY, Geraghty MT. Orthostatic
intolerance and chronic fatigue syndrome associated with Ehlers-Danlos syndrome. The Journal

of pediatrics. 1999 Oct 31;135(4):494-9.
Barron DF Cohen BA, Geraghty MT, Violand R, Rowe PC. Joint hypermobility is more

common in children with chronic fatigue syndrome than in healthy controls. The Journal of

pediatrics. 2002 Sep 30;141(3):421-5.

Nijs J, Aerts A, De Meirleir K. Generalized joint hypermobility is more common in chronic
fatigue syndrome than in healthy control subjects. Journal of manipulative and physiological

therapeutics. 2006 Jan 31;29(1):32-9.
Mitralklappeninsuffizienz / Aortenaneurysmen

Wallis W. Cardiac abnormalities associated with Ehlers-Danlos Syndrome. EDS UK

Information Sheet

Levy HP. Ehlers-Danlos syndrome, hypermobility type.
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syndrome. Current opinion in cardiology. 2011 Nov 1;26(6):494-501.

McDonnell NB, Gorman BL, Mandel KW, Schurman SH, Assanah-Carroll A, Mayer SA,
Najjar SS, Francomano CA. Echocardiographic findings in classical and hypermobile Ehlers—
Danlos syndromes. American Journal of Medical Genetics Part A. 2006 Jan 15;140(2):129-36.

Wenstrup RJ, Meyer RA, Lyle JS, Hoechstetter L, Rose PS, Levy HP, Francomano CA.
Prevalence of aortic root dilation in the Ehlers-Danlos syndrome. Genetics in Medicine. 2002

May 1;4(3):112-7.
Augenprobleme

Gharbiya M, Moramarco A, Castori M, Parisi F, Celletti C, Marenco M, Mariani I, Grammatico
P, Camerota F. Ocular features in joint hypermobility Syndrome/Ehlers-Danlos syndrome

hypermobility type: a clinical and in vivo Confocal Microscopy Study. American journal of
ophthalmology. 2012 Sep 30;154(3):593-600.

Castori M, Dordoni C, Morlino S, Sperduti I, Ritelli M, Valiante M, Chiarelli N, Zanca A,
Celletti C, Venturini M, Camerota F. Spectrum of mucocutaneous manifestations in 277 patients

with joint hypermobility syndrome/Ehlers—Danlos syndrome, hypermobility type. InAmerican
Journal of Medical Genetics Part C: Seminars in Medical Genetics 2015 Mar 1 (Vol. 169, No. 1,
pp- 43-53).

James Kundart, Ehlers-Danlos Syndrome and the Eye, Course Systemic Disease

Pesudovs K. Orbscan mapping in Ehlers-Danlos syndrome. Journal of Cataract & Refractive
Surgery. 2004 Aug 31;30(8):1795-8.
Robertson 1. Keratoconus and the Ehlers-Danlos syndrome: a new aspect of keratoconus. The

Medical journal of Australia. 1975 May;1(18):571-3.

Woodward EG, Morris MT. Joint hypermobility in keratoconus. Ophthalmic and Physiological
Optics. 1990 Oct 1;10(4):360-2.

Gastrointestinale Symptome / Reizdarm

Zarate N, Farmer AD, Grahame R, Mohammed SD, Knowles CH, Scott SM, Aziz Q.
Unexplained gastrointestinal symptoms and joint hypermobility: is connective tissue the missing

link?. Neurogastroenterology & Motility. 2010 Mar 1;22(3):252-e78.

Vounotrypidis P, Efremidou E, Zezos P, Pitiakoudis M, Maltezos E, Lyratzopoulos N, Kouklakis
G. Prevalence of joint hypermobility and patterns of articular manifestations in patients with
inflammatory bowel disease. Gastroenterology research and practice. 2010 Feb 11;2009.
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