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The Ehlers-Danlos Syndrome National Diagnostic Service is a highly specialised service 
commissioned by NHS England for individuals and families who are suspected to have rare forms of 
Ehlers-Danlos Syndrome (EDS) such as vascular EDS. 
 
Established in 2009 the service runs two specialist clinics for patients at Sheffield Northern General 
Hospital and the Northwick Park & St Mark's Hospitals in London. 
 
The aims of the service 

• Correctly investigate and diagnose cases of suspected vascular EDS. 

• Develop guidelines and pathways of care for vascular EDS. 

• Provide information about vascular EDS for patients and their carers. 

• Research regarding vascular EDS. 

• Provide genetic counselling. 

• Make relevant referrals. 
 
What is a genetic counsellor? 
 
Genetic counsellors can give people information about genetic conditions and how they are also 
inherited, they work very closely with clinical geneticists. Clinical geneticists are qualified to diagnose 
genetic conditions. 
 
The role of a genetic counsellor is to help a family to understand better the implications of a diagnosis 
of a genetic condition in a family. This includes helping the family to understand who else in the 
family might be at risk and how the condition is inherited. They may also help the family to make 
decisions about management of the condition. 
 
For vascular EDS, there are tests available during pregnancy, and some people may wish to discuss 
these with their genetic counsellor. By exploring available options, families can make their own 
informed decisions about pregnancy and other matters. 
 
What are the possible benefits of genetic counselling? 
 
Families who have had genetic counselling report that it can help them to: 

• Gain a better understanding of the condition in the family. 

• Make decisions about the condition in the family. 

• Talk about the condition to other people in the family who might be at risk. 

• Take action to better manage the family condition. 

• Communicate with health professionals, teachers, social workers etc. about their needs. 
 

Different people may handle genetic information in different ways, depending on their own personal 
beliefs and their past experiences. Genetic counsellors can help individuals to make their own 
decisions in the context of their own unique medical, moral and social situation. 
 
Emergency Information ‘Blue Wallet Card’ 
 
The EDS service have created an Emergency Information ‘Blue Wallet 
Card’ to be presented in an emergency at hospital. If you are a patient of 
the EDS service and require additional cards i.e., to have a copy at a 
Grandparents house or at school, please speak to one of our patient 
coordinators.  
 



 
The Patient Pathway  

What happens when you or a family member are referred to the EDS service? There are two main 
groups of referrals that we get: 

There is also a third group of patients who are referred to the EDS service because they have a 
family member with vascular EDS and wish to know if they may also have it. 
 
When a referral is accepted there are four main steps: 
 
1. Our EDS coordinators will usually be in touch to let you know the referral has been accepted, 
gather some personal details and create your case file. 
 
2. The next step is usually a phone call with a genetic counsellor. This is an opportunity for us to gain 
an understanding into the background of the referral. We also gather information about the family and 
medical history. 
 
3. There is usually a few weeks between the pre clinic call and the appointment, to allow us to gather 
any further information, request notes from other hospitals and discuss the case with the wider team. 
We then meet you in clinic, usually this is face to face, but we now offer virtual appointments. The 
clinic appointment usually involves a detailed examination, discussion of the condition, genetics and 
opportunity to ask questions. If any genetic testing is suggested, this usually happens here. 
 
4. The last step is follow up: This can involve getting results (if not known already) and often the long 
term management and yearly check-ins with families with a known diagnosis. For example, attending 
an annual cardiology clinic. 
 
What happens at a Genetics Clinic appointment? 
 
The clinic appointment will vary depending on whether we already know the diagnosis or whether we 
are meeting the person to hopefully make a diagnosis. 
 
All appointments are usually 30 to 60 minutes long with a Consultant and Genetic Counsellor. It may 
involve one or more of the following: 

The most common is when no diagnosis has been 

made, but the referring doctor is suspicious the 

patient has vascular EDS, an example is Tina: 

The second group of patients who are referred to 

the EDS service already knowing their diagnosis 

through their local genetics service, such as Bill: 



• Discussing your particular concerns. 

• Discussing your medical history. 

• Drawing your family tree, which can give valuable information that can help make a definite 
diagnosis and identify who else may be at risk in the family. 

• Detailed discussion. 

• Information on Genetics. 

• Questions and Answers. 
 

It is therefore useful to find out as much as you can from your relatives prior to your appointment, and 
that you bring this information with you when you come for your appointment. 
 
If you have been referred because you or your child is suspected of having vascular EDS, then your 
appointment will involve a physical examination. A consultant will examine your skin looking for scars 
and determine how stretchy and soft your skin is. They will also assess your joints, and how bendy 
they are. The consultant may wish to take some photographs of your skin and joints, with your 
permission. These will form part of your medical record, and if necessary, will enable the consultant 
to discuss your case with colleagues in the service. 
 
The consultant will then assess how likely it is that vascular EDS may be present in your family. It 
may not be possible to determine this for certain at your first appointment. There are many types of 
EDS, and sometimes further tests are required before a diagnosis can be made. So it is possible that 
you may need to come to the Genetics Clinic more than once. 
 
If and when a definite diagnosis is made, the Genetic Counsellor/ Consultant can then explain things 
in more detail, and try to help you understand the facts, in everyday language. This can take place by 
either appointment in clinic or by telephone or video. 

The final step of the patient pathway and usually the 
most important is what happens after the genetic 
clinic.
 
We always follow up with a written summary of the 
appointment so everyone knows the next steps. The 
genetic counsellor also checks in with the family to 
make sure the family are ok and if there is anything 
else we can help with. The clinics are busy and there 
are often questions raised after the appointment and 
we are here to answer them!  
 
Follow up and support for vascular EDS 
 

• Yearly Check-ins (in person/ telephone/video). 

• Advice on lifestyle and management. 

• Cardiology appointments. 

• How to talk to family/ school/ employer/ health professional about the condition. 

• Planned operations/ A&E advice.** 

• Options for pregnancy. 

• Any general questions. 
 

** Please note the EDS service is only open weekdays 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Sheffield Clinic      
The EDS National Diagnostic Service   
Northern General Hospital     
Herries Road       
Sheffield       
S5 7AU       
 
Tel: 0114 271 7764     
Email: eds.sheffield@nhs.net  

 

 

 

 

 

 

 

London Clinic 
The EDS National Diagnostic Service 
Northwick Park & St Mark’s Hospitals  
Watford Road 
Harrow 
HA1 3UJ 
 
Tel: 020 8869 3166 
Email: LNWH-tr.EDSLONDONOFFICE@nhs.net 

tel:0114%20271%207764
mailto:eds.sheffield@nhs.net
mailto:LNWH-tr.EDSLONDONOFFICE@nhs.net
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https://www.annabelleschallenge.org/make-a-donation
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https://www.moneysupermarket.com/travel-insurance/pre-existing-medical-conditions/
https://www.moneysupermarket.com/travel-insurance/pre-existing-medical-conditions/
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https://www.nhs.uk/medicines/tranexamic-acid/


 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://annabelleschallenge.shopsettings.com/
https://www.annabelleschallenge.org/benefits
https://www.annabelleschallenge.org/resources
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Information provided by National Diagnostic Ehlers Danlos Service. Accurate to best of our knowledge on 17/11/2020. 

Annabelle's Challenge and the EDS Service cannot be held liable in the event of an emergency and the appropriate 

procedures not being followed and/or the response from the attending ambulance crew. Most medical markers/flags are 

only in place for 12 months and the doctor who organised it must be asked by the patient or their family/carer to renew it. 

 

http://www.medicalert.org.uk/


 

 
 

  
 

• 

• 

• 

• 

• 

• 

•   

• 

• 

• 



 
 
 
MENTAL HEALTH SUPPORT FOR PEOPLE WITH RARE FORMS OF EDS 
 
Receiving a diagnosis or living with a rare form of EDS can be a very difficult emotionally and can have a huge 
impact, including anxiety, stress, low mood and emotional exhaustion. This is a normal response and it is 
common for people to feel they would like some more emotional support.  The following information may be 
of help in providing possible avenues of support and information. Please note that the following information is 
provided in good faith and as a guide only.  
 
 
NHS SUPPORT 
 

If you would like to talk to somebody about mental health or wellbeing, in the first instance you should talk to 
your GP. You can also read information about accessing mental health services and support: 
 
Mental health services for young people: www.nhs.uk/using-the-nhs/nhs-services/mental-health-services/ 
 
Find a local NHS urgent mental health helpline in England: www.nhs.uk/service-search/mental-health/find-
an-urgent-mental-health-helpline 
 
You can also self-refer directly to a psychological therapies service (IAPT) without seeing your GP as long as 
you are registered with a GP at: 
www.nhs.uk/service-search/find-a-psychological-therapies-service/ 
 
 

These services offer therapies, such as cognitive behavioural therapy (CBT), for common problems including 
stress and anxiety. 
 
 
PRIVATE COUNSELLORS AND THERAPISTS 
 

British Association for Counselling and Psychotherapy approved therapists can be found at the following link:  
www.bacp.co.uk/search/Therapists 
 
 
GENERAL MENTAL HEALTH CHARITIES 
 

NHS recommended charities 
www.nhs.uk/conditions/stress-anxiety-depression/mental-health-helplines/ 
 

Samaritans - offers free, confidential, 24-hour emotional support over the phone (116 123) or by email 
(jo@samaritans.org), or face-to-face at your local branch: https://www.samaritans.org/branches 
 
 

Mind - the mental health charity - offers information about mental health and accessing support on their 
website www.mind.org.uk They also provide information over the phone (0300 123 3393), by email 
(info@mind.org.uk) or by text (86463).  Mind has also launched a ‘Find the Words’ Campaign. This aims to 
support individuals in talking about mental health with their GP: www.mind.org.uk/findthewords 
 
 

Carers UK - offers a free helpline (0808 808 7777) that offers advice on financial and practical matters related 
to caring, as well as a listening service: www.carersuk.org/ 
 
 
Annabelle's Challenge Vascular EDS Charity 
www.annabelleschallenge.org/ 
Freephone helpline 0800 917 8495     
www.annabelleschallenge.org/get-support   
 
 
 
 
 

http://www.nhs.uk/using-the-nhs/nhs-services/mental-health-services/
http://www.nhs.uk/service-search/mental-health/find-an-urgent-mental-health-helpline
http://www.nhs.uk/service-search/mental-health/find-an-urgent-mental-health-helpline
http://www.nhs.uk/service-search/find-a-psychological-therapies-service/
http://www.nhs.uk/service-search/find-a-psychological-therapies-service/
http://www.nhs.uk/conditions/stress-anxiety-depression/mental-health-helplines/
http://www.mind.org.uk/
http://www.mind.org.uk/findthewords
http://www.carersuk.org/
http://www.annabelleschallenge.org/get-support
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Template for SENCo: Individual Healthcare Plan for a pupil with Vascular EDS 
 

Name of school/setting  

Child’s name  

Group/class/form  

Date of birth     

Child’s address  

Medical diagnosis or condition Vascular Ehlers-Danlos Syndrome 

Date     

Review date     

 
Family Contact Information 

 

Name  

Relationship to child  

Phone no. (work)  

(home)  

(mobile)  

Name  

Relationship to child  

Phone no. (work)  

(home)  

(mobile)  

 
Clinic/Hospital Contact 

 

Name  

Phone no.  

 
G.P. 

 

Name  

Phone no.  

 
 

Who is responsible for providing 
support in school 

SSA 
SENCO 

 
 
 
 
 
 
 
 
 
 



 
 
Describe medical needs and give details of child’s symptoms, triggers, signs, treatments, 
facilities, equipment or devices, environmental issues etc 
 

Vascular EDS is a life threatening connective tissue disorder that affects all tissues, 

arteries and internal organs making them extremely fragile. Patients are at risk of 

sudden arterial or organ rupture. This can occur at any age. Mid-size arteries are 

commonly involved. 

Tendency to bruise very easily because blood vessels are more fragile. 

Thin skin which makes small blood vessels visible on the upper chest, and legs. 

Risk of hollow organ rupture, most commonly the large bowel. There is also a risk of 

rupture of the spleen. 

Fragile blood vessels (arteries) which can lead to major complications, including 

ruptures, dissections or aneurysms. These can happen spontaneously and with 

very little warning or signs of pain. 

Avoid contact sports, such as team games, football, rugby, tennis, boxing or martial 

arts.  

Can suffer from fatigue and allowances should be given for time out to recover. 

Avoid sudden changes of load e.g. lifting very heavy weights, sudden changes of 

acceleration (sprinting), or isometric exercises such as weight training. 

Brass and woodwind musical instruments also involve physical exertion, so 

alternative instruments may be more suitable. 

All teachers and staff should be made aware that <Pupil> has Vascular EDS. 

Flexible joints which may lead to dislocation. 

 
Name of medication, dose, method of administration, when to be taken, side effects, contra-
indications, administered by/self-administered with/without supervision 
 

 

 
Daily care requirements  
 

<Pupil> should have support in class and around school in the event of a sudden 

change to health i.e. risk of spontaneous arterial or organ rupture.  

Assisting <Pupil> whilst moving around school will significantly reduce injuries from 

bumping into other students and furniture. A fellow pupil ‘buddy’ should be 

considered to assist <Pupil> in and around school when needed. 

Implement a lift pass and allow <Pupil> to leave class and end of school day 5 

minutes early  

 
 
 
Specific support for the pupil’s educational, social and emotional needs 



 

School to adapt activities to allow full inclusion where at all possible or provide 
alternatives. Although there will be some limitations to physical activities, it is 
important that opportunities to maximise participation are provided. This would 
ensure the best learning environment so that the child is empowered to lead a 
full, rewarding and as normal a life as possible, without putting them at 
unnecessary risk during school years. 

 
 
Arrangements for school visits/trips etc 
 

<Pupil> should not be excluded from school visits/trips. They should be supported 
by either parent or SSA. Avoid activities that include contact sports. 

 
Other information 
 

Should <Pupil> be taken to hospital with any cuts, under no circumstances should it 
be stitched if required until a plastic surgeon has assessed him/her, due to the 
fragility of the skin. 
 
Medic Alert Number: <GB             >, contact number for medic alert 0207 407 2818. 
 
Ambulance marker should be applied for the school address. 

 
Describe what constitutes an emergency, and the action to take if this occurs 
 

Falling, banging into someone or something, bruises appearing anywhere on the 
body. Extra care/vigilance/supervision when <Pupil> is accessing gross motor 
activities. 
 
Tiredness, lethargy/passing out could be indications of a rupture – call 999 then 
call family. 
 
Sudden intense pain – call 999 then family. 

 
Who is responsible in an emergency (state if different for off-site activities) 
 

SSA 
SENCO 

 
Plan developed with 
 

Parent, SSA, SENCO, Head Teacher & any other relevant representatives 

 
 
Staff training needed/undertaken – who, what, when 
 

All staff to be made aware of the pupil’s condition including support staff / temp 
staff 

 

http://www.annabelleschallenge.org/resources


               

Medical Emergency Plan (Template) 

Name:  <                                       >               Class/year: <        >  

Condition: Vascular Ehlers-Danlos Syndrome https://www.annabelleschallenge.org/  

Brief descriptions: Vascular EDS is a life threatening connective tissue disorder that affects all tissues, arteries 

and internal organs making them extremely fragile. Patients are at risk of sudden arterial or organ rupture. 

Keyworker: <                         > TA 

Action to be taken: avoid crowds, impact sports, high risk injury activities. 

Temperatures- <Pupil> does not always feel the temperature changes. If hot, allow to remove blazer, sit near 

an open window or go outside to cool down. If he/she remains warm ring home. If cold- needs to ensure that 

he/she warms up- he/she will need to warm her hands if they are becoming purple. This can be done by 

placing in arm pit area 

Bruises and Injuries <Pupil> can get bruises without an impact- we need to monitor these and inform home of 

any we notice via keyworker or SENCo email. If there has been an impact injury inform home. For bruising 

monitor- <Pupil> is very good at letting us know how common the situation is for him/her. If necessary, ring 

home and ask for advice- this may require a video call so injuries can be shown. It may be that <Pupil> needs 

to be given a dose of their medication (currently not kept in school). <Pupil> bruises easily so even the 

slightest bump can result in swelling and bruising. Cold compress to be immediately applied to any knock or 

bump no matter how slight it may seem. If <Pupil> pulls a muscle inform home of this. <Pupil> does not feel 

pain like everyone else, so this also needs to be monitored. 

Breathing- risk of hypoxia- this can then lead to more severe complications- if running ensure that <Pupil> is 

not out of breath and still able to hold a conversation 

Buzzing in ears- this can be the sign of a rupture- Ring 999, say Ambulance is for <Pupil> and he/she has 

Vascular Ehlers-Danlos Syndrome (VEDS)- ensure that they understand severity of VEDS. Inform parents. Do 

not move <Pupil> if possible 

Headaches- <Pupil> will let you know if it a normal headache- do not move <Pupil> if possible- Ring 999 if 

severe, say Ambulance is for <Pupil> and he/she has Vascular Ehlers Danlos Syndrome (VEDS)- ensure that 

they understand severity of VEDS. Inform parents. Phone home for all headaches so they are aware, face time 

may be required. <Pupil> may also mention blurred vision and her speech may be slurred, this is a medical 

emergency and requires an ambulance, the onset may be very sudden. 

Risk of collapse- Due to their condition, collapse is possible and may happen suddenly with little or no 

warning. Ring 999, say Ambulance is for <Pupil> and he/she has Vascular Ehlers-Danlos Syndrome (VEDS)- 

ensure that they understand severity of VEDS. Inform parents. Do not move <Pupil>, but monitor. 

<Pupil> wants to be as independent as possible and would like to be treated like everyone else. <Pupil> knows 
his/her illness and his/her limitations. <Pupil> needs to be included in as much as possible. <Pupil> should not 
be left alone. 

 

 
 

 

 

https://www.annabelleschallenge.org/
http://www.annabelleschallenge.org/resources


 

The above activities are an example for guidance only and a risk assessment should be carried out specific 
to the needs/ adjustments of the vEDS student concerned. 

 

Safe for student to participate

Student can participate under close 

supervision/ adjustments in place

Student should not participate
Y= Unless adjustments are put in place i.e warm up exercises / referee / use 
of soft ball / rest breaks / outside temp / small groups of students 1:1 etc 
 

Activity Specific activities Exact activities Risk Factors Low Risk Med Risk High Risk

Could student do warm 

up exercises then 

Referee? Or participate 

with adjustments?

Archery Injury to muscles and tendons in upper arm *
Shot Put Lifting and stretching * Y

Javelin Stretching * Y

Long Jump Going from nothing to full pelt *
Tripple Jump Stretching & elevating *

High Jump Jumping & Stretching - Landing *
Sprinting Going from nothing to full pelt *

Distance running *Steady pace* Distance running puts lots of strain on the whole body. *
Badminton Injuries to the lower extremities, sprains and fractures. *
Basketball Ball injury, pushed or banged * Y

Bowls *
Boxing *
Cricket Ball injury * Y

Cycling Falling off *
Dance People knocking into child, over stretching *

Dodgeball Ball injury *

Cardiovascular
jogging, skipping, shuttle runs, 

relays, ladders.
*

Circuit training
Depends how fast these are conducted, nust avoid 

strenuous activities
*

Free Weights
Dumb bells, Kettlebells, barbell, 

plates, medicine ball

Should not lift more than 10kg weights, Med risk if low 

weights are used 1-2 kg
* Y

Machine Weights

Leg Press,leg extension, leg curl, 

vertical traction, shoulder press, 

chest press, lateral pull down

Should not lift more than 10kg weights.  Med risk if low 

weights are used 1-2 kg
* Y

Body Weights

Sit ups, lunges, step ups, squats, 

wall sits, calf raises, jumping jacks, 

air punches

Should not lift more than 10kg weights.  Med risk if low 

weights are used 1-2 kg
* Y

Football Use softball, non-competitive Contact sport, tackling, ball injury * Y

Gymnastics Overstretching already hypermobile joints * More, if falls

Handball Ankle / knee sprains / collision *
Hockey Hard Ball injury, Hockey Stick injury, collision * Y

King ball Soft Ball -  lots of people running around *
Kwik Cricket Ball or bat injury *

Lacrosse Contact sport, injury *
Netball Ball injury, pushed or banged *

Orienteering Running injuries, impact from falling on slippery surface *
Physio *

Rounders Ball or bat injury *
Rowing Leisurely only - non competitive Vascular rupture *
Rugby Contact sport, tackling, severe injury *

Softball Use softball, non-competitive Ankle sprain, ball or bat injury *

Swimming
People swimming into him/her, over crowded pool, 

back stroke, pool temp too cold
*

Table Tennis *
Tag-Rugby Sprains and strains, falling, collision *

Tennis Non-competitive Sprains and strains, ball injury *
Trampolining Vascular rupture *

Ultimate Frisbee Knee / Ankle / Shoulder injury or hit by the Frisbee *
Volleyball Finger / Ankle sprain, bruising, ACL injury * Y

Yoga Overstretching already hypermobile joints *

Zumba Need regular breaks *

Athletics

Fitness

http://www.annabelleschallenge.org/resources
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[GP headed paper] 
 

<Date> 
 
 
TO WHOM IT MAY CONCERN 
 
Dear Sir/Madam, 
 
RE: <NAME, DOB, ADDRESS, NHS NO> 
 
<Name> has Vascular Ehlers Danlos Syndrome (VEDS) with a history of [conditions and dates]. 
 

•  

•   
 
He/she is currently taking [list of medications and doses] 
 

•  

•  
 
He/she is under the care of [names, hospitals, contact numbers] who are happy to be contacted. 
 
Ideally a hospital with either a Trauma centre or has a cardiac/vascular team with MRI/CT and 
PICU/ICU would be advantageous for this patient.  
 
For all these reasons there would be considerable advantages in him/her being taken to the 
Emergency Department at <                 > hospital.  
 
<Name> is an expert patient and is aware that vEDS has the potential to cause spontaneous fatal 
bleeding, arterial dissection or organ rupture, often with subtle presentation. He/she is also aware 
that any interventional procedures carry an increased risk in vEDS patients. 
 
Should the patient have a cut or injury that requires surgery, then it is important that there are plastic 
surgeons who are involved as the surgical techniques required are not straightforward and require 
plastic surgery expertise.  
  
Vascular Ehlers Danlos Syndrome is entirely different from the more benign, non-vascular forms of 
Ehlers Danlos Syndrome and should be treated as such. Please see attached Emergency 
Information for Medical Professionals document for further information. 
 
[any further information] 
 
Yours faithfully, 
 
<GP name> 
 
 

http://www.annabelleschallenge.org/resources


 

 

 
 
 

 
 

Emergency Information for Medical Professionals 
 

Vascular Ehlers Danlos Syndrome 
 
Vascular EDS is a life threatening connective tissue disorder that affects all tissues, arteries and 
internal organs making them extremely fragile. Patients are at risk of sudden arterial or organ rupture. 
This can occur at any age. Mid-size arteries are commonly involved.  
 
Patient concerns should be taken seriously and any reports of pain need full and immediate 
investigation.  
 
Presenting symptoms  

• Arterial or intestinal rupture commonly presents as sudden acute abdominal, chest or pelvic 
pain, that can be diffuse or localised.  

• Cerebral arterial rupture may present with altered mental status and be mistaken for drug or 
alcohol use. 

• Redness, pain and prominence of one or both eyes and the sound of pulsations in the head 
can be manifestations of a carotid-cavernous fistula.  

• Coronary dissection may present with acute myocardial infarction. Carotid dissection may 
present with stroke. Limb arterial dissection can present with acute limb ischaemia or 
claudication.  

• Colonic perforation can present with acute abdominal pain and/or signs of infection.  

• Pneumothorax can present with pain and shortness of breath.  
 
Management guidance  
The fragility of all tissues means that invasive procedure should be avoided where possible. All 
members of the medical team should be aware of the potential risk for greater than usual harm.  

• Vascular dissection and rupture or bleeding can be subtle in presentation, therefore a lower 
threshold for investigations and imaging is indicated.  

• Immediate investigation by MRI or CT scan should be performed.  

• Use non-invasive techniques only, avoiding stress and tension on skin, organs or vessels 
during physical examination.  

• Avoid angiography, enemas and endoscopies.  

• Avoid intramuscular or subcutaneous injections of heparin or heparin substitutes, as these 
can cause massive subcutaneous haematoma and bruising.  

• Central lines should be placed only with ultra sound guidance to avoid inadvertent arterial 
injuries.  

• Fluoroquinolones/quinolones are a group of antibiotics that should be avoided if possible. 
 
 

Continued…  
 
 
 
 
 
 
 
 
 

 
The Ehlers Danlos Syndrome National Diagnostic Service is funded by the National Specialised Commissioning Team and 

is hosted by Sheffield Children’s Hospital NHS Foundation Trust and The North West London Hospitals NHS Trust. 



 
Emergency surgery  
Surgical risks are higher for Vascular EDS patients. The threshold for intervention should be higher. 
All conservative management options should be carefully considered before surgery.  

• The primary indication for surgical intervention is life threatening complications of arterial or 
organ rupture.  

• A vascular surgeon should be present during surgery.  

• The anaesthetist should be aware of fragile mucus membranes when intubating.  

• Self retaining retractors should be used carefully, excessive retraction leads to multiple tissue 
tears and haematomas.  

• Tissues are fragile and do not hold sutures well.  
 

Signs and symptoms that require medical attention 
• Severe pain in the head, neck or abdomen which may be diffuse or localised. 
• Sudden onset of bleeding. 
• Unexplained swelling of a limb. 
• Symptoms of a stroke (drooping of the face, arm weakness, slurred or unclear speech). 
• Weakness of the limbs. 
• Dizziness or loss of consciousness. 
• Shortness of breath and/or difficulty breathing or speaking. 
• Visual disturbance. 
• Redness, pain and prominence of one or both eyes. 
• The sound of pulsations in the head. 
• A large bruise increasing in size. 
 

 
Vascular EDS is a serious condition that is associated with  

a risk of sudden arterial or organ rupture at any age. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
The Ehlers Danlos Syndrome National Diagnostic Service is funded by the National Specialised Commissioning Team and 

is hosted by Sheffield Children’s Hospital NHS Foundation Trust and The North West London Hospitals NHS Trust. 

Sheffield Clinic 
The EDS National Diagnostic Service 
Northern General Hospital 
Herries Road     
Sheffield     
S5 7AU     
 
Tel: 0114 271 7764    
Email: eds.sheffield@nhs.net  

London Clinic 
The EDS National Diagnostic Service 
Northwick Park & St Mark’s Hospitals  
Watford Road 
Harrow 
HA1 3UJ 
 
Tel: 020 8869 3166 
Email: LNWH-tr.EDSLONDONOFFICE@nhs.net 

tel:0114%20271%207764
mailto:eds.sheffield@nhs.net
mailto:LNWH-tr.EDSLONDONOFFICE@nhs.net


     

   

What Services are involved? 

Name Service Contact Details Telephone 
Dates of 
involvement 

  Genetic 
Counselling/ EDS 
Service 

     

  Paediatrician      

  Cardiology      

  Audiology      

  Dental      

  Dermatology      

 Haematology    

  Gastro      

  Physiotherapy       

     

     

     

  

http://www.annabelleschallenge.org/resources


  
 

 

 
 

 

 

 
   

  

  

 
  

 

 

 

 


