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Sommaire Syndromes d’Ehlers-Danlos :

Introduction Les syndromes d’Ehlers-Danlos (SED) sont des maladies héréditaires du tissu conjonctif caractérisées par

la triade : hyperlaxite articulaire, hyperélasticité cutanée (legere, moderée ou importante selon le type de

Syndromes d'Ehlers-Danlos : o . ] )
SED) et fragilité des tissus conjonctifs.

Qu'est-ce qu'un syndrome

d’Ehlers Danlos vasculaire ? lls sont essentiellement dus a des anomalies de biosynthése et/ou de structure de protéines de la matrice

extracellulaire.

A propos . . . L . i :
Leur prévalence d'ensemble en population géenérale est estimée a1 pour 5 000, ce qui en fait des maladies
rares au sens de la déefinition europeenne d'une maladie rare (prévalence en population générale <

Donnez votre avis sur 1/2.000).
cette fiche

La derniere classification internationale a éte etablie en 2017 ; elle identifie et décrit 13 types de SED. Ces
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Ehlers-Danlos Syndrome Service

Home| Services| Clinical Genetics| Ehlers-Danlos Syndrome Service

A-Z of services

Contact us (W

Ehlers-Danlos Syndrome Service
Department of Clinical Genetics
OPD2

Northern General Hospital
Herries Road

Sheffield

Clinical Genetics

- Cancer Genetics

- Prenatal Genetics

- Ehlers-Danlos Syndrome
Service

- Huntington's Disease Research
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Ehlers-Danlos syndxgomes

Ehlers-Danlos syndromes (EDS) are a group of rare inherite
conditions that affect connective tissue.

Connective tissues provide support in skin, tendons, ligaments, blod
vessels, internal organs and bones.

www.nhs.uk/conditions/ehlers-danlos-syndromes/

Symptoms of Ehlers-Danlos syndromes
(EDS)

There are several types of EDS that may share some symptoms.
These include:

« an increased range of joint movement (joint hypermobility)

« stretchy skin



o

Reino Unido

Q 2 % & O O« 0 2ZVE®x»0@

[0) Receita de creme de.. BE CLASSIFICA@@ODAS... —— S5 congeni... G Imagens @ @ @ &® SOCESP - Sociedade... @ SQCERJ - Sociedade... =' Entrar » Qutros fave

| 3 Capitulo 23 - Perica

Health A-Z Live Well Mental healt. Care and support Pregnancy NHS services

Home Health Ato Z

Joint hypermobility
syndrome

Joint hypermobility syndrome is when you have very flexible joints
and it causes you pain (you may think of yourself as being double-

jointed). @& www.nhs.uk/conditions/joint-hypermobility-syndrome/

It usually affects children and young people and often gets better as
you get older.

See a GP if you:

N = T T .S | R . T T
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Advice for Joint
Hypermobility in
Children

Most children are very bendy compared to older people, as oo,
children get older their joints become less bendy. Hypermobility

refers to an increased range of movement in multiple joints, for >
their age. -

DOWNLOAD PDF
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Alder Hey Children’s

NHS Foundation Trust

Occupational Therapy Department
Hypermobility

Information for parents, carers and schools

Introduction

All joints have varying ranges of movement. Ligaments and muscles provide a joint with stability
and allow movement. Children who are hypermobile have too much movement around their joints.
The looseness of the supporting structures lead to joint instability. Excess movement may cause
brief discomfort, pain and swelling. A growth spurt, lack of exercise or an accident can increase

symptoms.

If there is an underlying reason for joint hypermobility, this will be investigated by the doctors.
Therapy advice will remain the same, regardless of the reason for the hypermobility.
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Hypermobility information and advice

Children with hypermobile joints have too much movement in their joints.

This can occur with just a couple of joints or all joints. A joint is the place on the body where
two bones meet. Often even normal activities that put stress on loose joints will irritate them.

For some children hypermobility can cause the symptoms described below. A growth spurt,
lack of exercise, illness or an accident can sometimes increase these symptoms:

Fatigue

Children may complain of a
general tiredness and fatigue,
because they are working very
hard to maintain positions and
move due to laxity in the joints.
Children may also experience
joint or muscle fatigue.

Pain

Children often experience joint
pain, again because their joints
and muscles are working harder
to stabilise the joint and move
throughout the day.

Repetitive activities may cause
pain due to muscle fatigue and
should be paced and regular rest
breaks scheduled.

Difficulty with activities
Children may have difficulties
with pencil grip, managing
clothes fastenings or
manipulating objects. They may
be slower to complete activities
than their peers.
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Children & Young People’s Physiotherapy

Hypermobility in Children: Information for parents

What is hypermobility?

Hyper means ‘more’ and mobility refers to
movement, so hypermobility means ‘more
movement'.

Ligaments hold joints steady and prevent excess joint
movement. In hypermobility these ligaments are
more lax and therefore allow more movement at the
joints.

Hypermobility may affect just one joint or many joints.
It is not an illness or disease and is a normal
variation.
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Gloucestershire

Care Services
NHS Trust

Encourage normal everyday activities such as
swimming, cycling, PE and dance.

Pacing

If your child gets muscle pain following activity do
not stop them from being active as this is required to
build muscle strength. Instead, pace the activity so
that it builds gradually to a level that is manageable.

Try not to do too much activity in one day. Instead,
space it out little and often throughout the week. The
pain from hypermobility is often a result of muscle
fatigue. A warm bath or hot water bottle may help
soothe this muscle pain.
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Ehlers-Danlos Syndrome (EDS) Clinic

Location: 555 University Avenue, Black Family Wing, 7th floor
Phone: 416-813-7768
Email: eds.clinic@sickkids.ca

Fax: 416-813-6770

About the Clinic

The mission of the Ehlers-Danlos Syndrome (EDS) Clinic is to support patients and families living with EDS by providing timely diagnosis, coordination of

medical care, education and expertise in the treatment and management of EDS.
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University Health Network > Medicine Program > Medicine Program Clinics > GoodHope Ehlers-Danlos Syndrome Clinic

GoodHope Ehlers-Danlos Syndrome Clinic

About Us Health Information Our Team Signs and Symptoms Treatment and Resources Text Size ° o
Management

Print B

Coronavirus (Covid-19)

Updates for UHN

Location Contact Hours
Toronto General Hospital Phone: 416 340 4800 ext. 6536 Monday — Friday +a Book a virtual visit with
Eaton Building — 5™ Floor 8:00 am — 4:00 pm B the Emergency Department

Referral Fax: 416 340 3792
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Home > Education » Fellowship Program » Fellowships Offered » Ehlers Danlos Syndrome (TGH)

s Ehlers Danlos Syndrome
Learner Assistance (T GH)

Family Practice Anesthesia

Program
(AFC) Hyperbaric Medicine Toronto General Hospital
Program
Clinical Curriculum
Fellowship Program v
Fellowships Offered v This is a 6 to 12-month fellowship offered to Internists/Anesthesiologists/
Advanced Airway Physiatrists/Rheumatologists/General Physicians and offers broad exposure in diagnosis

Management (TGH) and management of multisystemic connective tissue disorders. The Ehlers Danlos
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