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Moving N&%urauv wikh vaermoﬂbii.&y

Christopher Guip, Victor Chang and Kendra Neilsen Myles are all passionate about
helping patients who suffer from chronic pain associated with hypermobility syndromes.
Our hope is to help patients learn ways to move naturally with hjtpermobui&j, Live with
less pain, and be em[powared to improve their overall health and well-being.



Who am 17

Kendra Neilsen Myles
B.S. Public Health - University of Maryland
Small businesss owner
Co-Owher & Author of Qur Stories of Strength -
Living with Ehlers-Danlos Ssjmdro»me

Also,
Wife, Mom of 3, 2 pups, EDNF Helpline Volunteer
& co-admin for EDS Athletes FB group




Living with chronic pain is one of the hardest things that
many of us have to endure on a daily basis. Living with
pain while also coping with the mulki-systemic affects of
Joint hvpermabiu.,&v, commonly diagnosed as Ehlers-Danlos
Syndrome (EDS), is even more challenging. Some of the
best approaches for managing chronic pain due to
Hypermobility Syndrome/EDS are gaining a solid
understanding of how hjpermobu&v can effect the entire
body, learning how to move and exercise properly, making
healthy L:}fes&vi@. changes, and finding a strong, positive
support system,



Whatb is H permobd&&j
SUM‘ rome?

o Usually means Jjoints are kvpermobite or double-
Joim&ed

o Previously referred to as Benign Joint
Hypermobility Syndrome (BIHS), Hypermobility
Syndrome (HMS), Ehlers-Danlos Syndrome Type I1I
or “really, really flexible!

o Ehlers-Danlos thdrome T‘fjpe I1I is now Ehlers-
Danlos vaermobiti&v Type

o BIHS, HMS, EDS Type III/HEDS & “really, really
flexible” are all now recognized as Ehlers-Danlos
Syndrome Hypermobility Type (or ancther type of
£DS)

o People can be hypermobile without having EDS &
there are Pec:vpte. who have EDS, but are more

“stiff - 17Y0U CAN DO MORE THAN A COUPLE OF THESE AND YOU HAVE CHRONTC JOINT PAIN
s permotitty and iy re vt one i tre R T
samwe, bu.E mosk assume Hﬂ.Qj are. You do nobt have i dislocations, tendonitis/tendonosis, POTS, easy bruising, fragile skin, Fdrigue, poor

ko b?. {LEX&bL@. ko have ijETMObLLQ JOLV\ES and vice . hedling, TMJ, eovrlyv onset of osfeoorfhrifis/osfeoperosi; IBS or other Gl issues, flat
/ feet, Chiari malformation, organ rupture, or mitral valve prolapse,

versa. Many are both, especially women, PO




T:jpes c:wf £ DS

o Hypermobility EDS (Type I1I)
o Classical EDS (Type I & 11)
o Vascular EDS (Type IV)

o Kvyhosaouosm Type

o Arthrochalasia Type

8 Dermato parax&s Tvpe



Other Evpes

"Musculo-contractural type
"Mulkiplex congenital
*Periodontitis Type
*Progeroid

"BBGALTE Deficiency
*Cardiac valvular
*FKBPl4-related
'SpomdytoakeirodjsPL&S&&&
*Tenascin-X Deficienkt

"Periventricular heterctopia, ED variant



How s EDS
‘Dmgmosec&%’

o Usually by a geneticist

Brighton Criteria 5
* Major Creria

Seghton wore of 4 Figure 4)
Arthralge for longer than 3 mont k

o Beighton Score

o Brighton Criteria s okl |

o Assessment of joint
hypermobility, personal medial
history, current symptoms 23
afamitj medical history,

Dy, the

o Combination of major & minor
criteria as determined by the
1997 EDS Nosology (To be redone
th 2016 at the EDS International
Sjmposmm)

BEIGHTON SCORE + BRIGHTON CRITERIA §
EHLERS - DANLOS SYNDROME |



Other signs

anxiety, depression /
lightheaded, dizzy

shoulder pain s——
or dislocation

shooting
'} chest pain

irri+able bowel
syndrome,

navsea,

upset

stomach.
diarthea/constipation
urination problems

menstrual/groin pain

rectHess leg synoh"ome/
walking—on-fﬂass pain

| flu-like/cold symptoms
7 night sweats,

| sleep disorders,
(| fatigue, weakness

symptoms of _

membry loss, oonfusior; P Headaches/migranés
poor concentration, m '
|~ Vision problems, jaw pain
and dysfunction, vestipular
0 complaints, myofascial pain

spinal buming,

muscle spasms,
twitching -

mitral valve

prolapse,
hypotension

Quscle/ joint pain ||
stiffness

respiratory

muscle motility '
dysfunction -

grinding hip pain |

nurbness and tingling

especially in extremities ||
nondermatomal . §

parasthesias

"allergic” symptoms, ‘
chemical scnsi-riviiy and

skin complaints

weight fluctuations

¥

"




Types of Hypermobility
va\drames

o Ehlers-Danlos vaermmbii.i&j
Type (previously IHS, BIHS % EDS
Type I111)

o Other Ehlers-Danlos Svndrame_s
(Classical EDS, VEDS, ebe.)

o Marfan Svhcirome
o Loeys-Dietz Sjud.rome
o Osteogenisis Imperfecta (0I)

o Dowin Svmirome

o Lots of overlaps of signs &
Symptoms.



I have EDS
whal?

o Focus on what you can conkrol vs. what you cankt.

o Remain as active as Fossibte.

o Overall health & wellhess is much wmore than what you eat # exercise — you
must also find ways to get adequate sleep, rest & pace joursetf (I'm
terrible ok Ethis)

o The past is the past - dont dwell on it Focus on the present & the future,

o Be mindful of online behaviors & how they affect you psychologically,
emotionally & physically

o Watch-out of hearsay and hysteria. Focus on the facts as we know them up
to this point.

o Dont look to collect labels and other diagnosis. (1.e. Deal with issues as
they come vs. look to see u you have "it” too.)

o Find ways to help yourself vs. depending too much on healthecare providers
for pain management & other SijEoms (1e. atwajs have to go to massage
therapist for muscle pain. Try foam roller and learning self-massage at
howme)

o Give healthcare a break - dont waste energy of what they “should kinow”
and “should be doing!” Focus on what Y0U can do. You are your own best
advocate & partner with your docs i your healthcare.

o Consider medical crisis counseling or a health-coach i really struggling

MO w

Don't bring up |
the pastofa '
person who is

| trying to improve |
their future. |

Www . LIVELIFEHAPPY . .COM




Some additional thoughts

“...the best way to manage EDS and joint kjpermobai&j is
through a consistent and dedicated exercise regime. Be it
closed chain exercises to improve balance and
proprioception. Or exercises designed to get stronger. Or
core work, posture and muscle control, In whatever form
you exercise, the ém[por&am& thing was to improve the way
you Mmove, and ko move and use your bodv as much as you

"

can,

So, how do we stay active, when so many of us feel that we
need to avoid activity because it causes us more pain, or
because we have qotten hurt F?reviousi.v? And, what about

the post-exercise fatique so many feel?

“There was a recoqgnition that in order to become active,
people with hwj[mrmobii.i&v need to challenge the fear-
avoidance cycle that arises from having injury and pain!”



Latest into & research

: Hex EDS UK : f; EDS UK
i E@?‘ @ehlersdanlosuk 1 ; €@ @ehlersdanlosuk

 "If the effects of exercise 7 E?@ o NN
| | B manifestations of men &
: would be widely prescribed" knowledge in the genetics of & women EDS patients. Dr.

¥ ehlersdanlos is within the
L HEDSUKconference ; . ;
§ . hypermonbility type

EDSUKconference

BRI o SR % EDS UK
EDS UK b . @ehlersdanlosuk

' . e e
. . @ehlersdanlosuk 2R68 E@{S
JE Fh g

o) EDS UK
ehlersdanlos is the most I e ©"'esanosu

; "Look after your neck in |
EDS. No smoking, | =7 B For every element of

: medicine, SO many overlaps” - connective tissue there are
| "EDSUKconference BB ocnes that encode those

- elements. For each of those

k 6/13/15, 6:46 AM




Kesources

- Ehlers-Danlos National Foundation (wwwednforg)

- Ehlers-Danlos Support UK (www.ehlers-danlos.org)

- ijermobiu&v va\drcmes Associakion UK (wwwﬁksjgpermobitiﬁsjﬁcrg)
- £DS Awareness’ free webinars {www.&krouiﬁyaihyar&hers.ﬁom

- Ehlers-Danlos Today (www.ecis&c}daﬁ.«com)

A few Links from my website:

-1 have EDS, how what?” - h&&?://sEreug&kfiexibiL&Ejhea&keds‘ccm/
2018/06/04/i~have—ed s-now-what-ed s-info-links-resources/

- E£DS Exercise & PT resources - http://
strengthflexibilityhealtheds.com/2018/04/07/answers-to-questions-
abou&-exemise—~amd—~eds~F»o-s&nﬁmo{wﬁwposE—-series/


http://www.ednf.org
http://www.ehlers-danlos.org
http://www.hypermobility.org
http://www.chronicpainpartners.com
http://www.edstoday.com
http://strengthflexibilityhealtheds.com/2015/06/04/i-have-eds-now-what-eds-info-links-resources/
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