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Who Am I?
• Professor Emeritus, Physical Therapy Department, Clarkson 

University
• Retired PT, St. Lawrence Health System, Potsdam NY

• Clinical specialties: hypermobility, fibromyalgia, 
headaches, temporomandibular disorders

• Member: Ehlers-Danlos Society Medical and Scientific Board
• Chair: The Allied Health Working Group of the International 

Consortium of Ehlers-Danlos Syndromes and Hypermobility 
Spectrum Disorders

• Frequent presenter to professional and patient groups at 
national and international conferences

• Author of multiple review and research articles on 
hypermobility

• Author: “Pain Mechanisms in HSD” in Di Bon, The Integral 
Movement Method for Hypermobility Management

• Author: “Chronic Pain” chapter in Physical Rehabilitation
textbook for PT students

• Lrussek@Clarkson.edu
• https://webspace.clarkson.edu/~lrussek/

I do not have any 
conflicts of interest to report
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Hypermobility Lecture Series Schedule

• HSD 101: Basics of HSD/hEDS and self-care 
• HSD 102: POTS and POTS self-care, basics of MCAS
• HSD 103: Pain management in HSD/hEDS
• HSD 104: Safe exercise selection and progression with HSD/hEDS
• HSD 104b: How to modify exercises so they work for you
• HSD 105: Posture and joint protection
• HSD 106: Gut issues in HSD/hEDS, POTS, MCAS
• HSD 107: Fatigue in HSD/hEDS and POTS
• HSD 108: Headaches, migraines, & TMJ pain associated with HSD, POTS and MCAS
• HSD 109: Breathing disorders in HSD
• HSD 110: Lumbar instability
• HSD 111: Conservative management of cervical instability
• HSD 112: The vagus nerve
• HSD 113: The role of fascia
• HSD 114: Hospitalization with HSD, POTS, MCAD 
• HSD 115: Functional Neurological Disorder (FND)
• HSD 116: Bleeding in HSD/hEDS
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I will refer to these if 
you want more info



Relevant Handouts Available

• https://webspace.clarkson.edu/~lrussek/research.html

Nothing specifically on bleeding, but a few related topics:

• Surgical precautions for people with HSD/hEDS. Includes some info about 
bleeding. This is fairly technical and perhaps best for health care providers

• Chronic Pain Partners surgical planning booklet. Excellent patient 
information for EDS patients preparing for surgery

• MCAS
• Suggestions for managing MCAS.
• MCAS in the Emergency Room. 
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https://webspace.clarkson.edu/~lrussek/docs/hypermobility/Russek_MCAS_selfcare.pdf
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Disclaimers

Russek: HSD116 - Bleeding 5

The information in this presentation is for general purposes, 
only, and may or may not apply to your situation. 

This presentation cannot be used to 
diagnose or treat individuals.

This information is best used to start a discussion with your 
health care providers to determine if/how 
any of these concerns may apply to you. 

I cannot diagnose or make specific treatment 
recommendations in this lecture.



Alert

• This presentation will be discussing blood and bleeding, including 
menstrual bleeding. 

• There are NO photographs of blood or bleeding.
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Objectives

By the end of this session, participants should be able to:

1. Identify bleeding problems people with HSD/hEDS might have.

2. List several reasons for excessive bleeding in HSD/hEDS.

3. Assess their own bleeding tendencies using the Self-BAT  

4. Initiate a discussion with health care providers about possible 
testing, precautions or treatment related to excessive bleeding. 

• HSD: Hypermobility Spectrum Disorders and hypermobile Ehlers-Danlos Syndrome

• Self-BAT: Self-administered Bleeding Assessment Tool
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PT Approach to Managing HSD
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What is Excessive Bleeding?

• Bleeding may be due to injury, surgery, menstruation, dental work or 
spontaneous, such as a nose-bleed.

• If you bleed without a reason, bleed too much, or don’t stop bleeding 
normally.

• If you are distressed by your bleeding.

• Only about a third of people with hEDS/HSD who have excessive 
bleeding get evaluated by a hematologist.
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Genetic Bleeding Disorders

• Some bleeding disorders are genetic, others can develop in response to 
certain illnesses or as a reaction to some medications.

• Hemophilia
• Hemophilia A is genetic, and has been assumed to affect only males, but women 

who are genetic ‘carriers’ may have a milder symptoms.

• Hemophilia B is also genetic, but is often caused by a mutation, so the parents might 
not have had the abnormal gene. Again, women may have milder symptoms.

• Von Willebrand Disease (VWD) is also inherited. People lack one of the 
proteins needed for blood clots to form and stop bleeding. It affects both 
men and women, but women are often more symptomatic because of 
heavy menstrual bleeding. This is the most common bleeding disorder.
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Other Reasons for Excessive Bleeding

• HSD/hEDS
• Blood thinner medications, such as warfarin, heparin, Eliquis, Zarelto, 

Pradaxa 

• Medications that interfere with clotting, such as aspirin, NSAIDs, Plavix, 
sometimes SSRI/SNRI meds such as Prozac, Zoloft, Lexapro.

• For list of meds & herbs: 
https://med.stanford.edu/content/dam/sm/ohns/documents/Sinus%20Center/Stanf
ord_Medication_and_Herbs.pdf

• Hormonal abnormalities, uterine fibroids, polyps or some other uterine 
disorders.

• Nutritional deficiencies (e.g. severe vitamin K deficiency)
• Some organ diseases (e.g., liver or kidney) or bone marrow problems
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How Common is Excessive Bleeding? 

• Bleeding disorders are very common in HSD.
• 62% of people with mixed EDS and 52% of those with hEDS have excessive bleeding

(Kumskova, 2022)
• 56.7% of people with HSD had platelet abnormalities. (Artoni, 2018)
• In children with HSD, 75% had abnormal Bleeding Assessment Tool (BAT), but only 

12.3% had been assessed for bleeding. (Kendel, 2023)

• HSD is very common in bleeding disorders, especially those with bleeding 
disorders of unknown cause (BDUC), i.e. not due to Von Willebrand or 
hemophilia. 

• 80% of female patients seen in a BDUC clinic are hypermobile. (Sanchez-Raya, 2018)

• Only 55% of bleeding disorder specialists regularly screen for hypermobility in 
patients with BDUC. 

(Kelly, 2024)

• Providers in the bleeding disorders community recognize the prevalence of 
HSD and HSD has been identified as a BD research focus need (Sidonio, 2022)
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Common HSD 
Problems
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Graphic  of HSD

Bleeding issues: 
• Easy bruising

• Heavy menstrual bleeding

• Excessive bleeding gums, 

nosebleeds

• Excessive post surgical bleeding

• Excessive bleeding during 

childbirth

• GI bleeding

Women’s Health issues:

• Pelvic floor pain/dysfunction

• Dyspareunia & vulvodynia 

• Incontinence

• Pelvic organ prolapse

• Childbirth challenges

Wiesmann, 2014; Kumskova, 
2023; Wright, 2023; Kendel, 

2023

Pezaro, 2024; Boileau, 2024; 
Nazemi, 2023; Glayzer, 2021
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Do You Bleed Too Much?

• ISTH-BAT (International Society 
on Thrombosis and Haemostasis
Bleeding Assessment Tool) rates 
14 types of bleeding. Intended to 
be completed by healthcare 
providers.

• The Self-BAT is a version that you 
can complete for yourself. 

• https://letstalkperiod.ca/self-bat/
• Score >5 for women, >3 for men 

indicates possible bleeding 
disorder

Punt, 2019; DeYoung, 2026
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Types of  Bleeding in HSD

Menorrhagia = excessive menstrual bleeding
Cutaneous – from the skin
Epistaxis = nosebleeds
Hemarthrosis = bleeding into joints
Hematuria  = blood in the urine
Hematoma = bleeding into a muscle
CNS bleeding = central nervous system Russek: HSD116 - Bleeding 15

(Wiesmann, 2014; Kumskova, 2023; Wright, 2023; Kendel, 2023)

Leinøe, 2024



Heavy Menstrual Bleeding

• Heavy menstrual bleeding affects 76% of women with hEDS/HSD. 
• It is often the most distressing bleeding issue in hEDS/HSD.

• Severe menstrual bleeding can result in ER visits and hospitalization.
• 14% had menstrual bleeding that was life-threatening or required surgery.

• Hysterectomies performed before EDS diagnosis in 78% of cases. This 
is about 50% more common than hysterectomies in VWD.

• Women with hEDS/HSD with heavy menstrual bleeding should be 
screened for hemostatic/platelet related bleeding disorders.  

(Henderson, 2026; Cabrero Segurado, 2026; Jesudas, 2025; Kumskova, 2023)
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Heavy Menstrual Bleeding (HMB or 
Menorrhagia) • The 7-2-1 rule:

• Periods lasting 7 or more days, 

• Changing pads/tampons 
every 2 hours or less

• Passing blood clots larger 
than 1 inch (quarter-sized) or 
the size of a grape

• If you answer Yes to any of the 
above questions, you may have 
excessive bleeding
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Pictorial Blood Loss Assessment Chart
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Bleeding Issues & HSD

• People with HSD have high ISTH-BAT indicating bleeding disorders and high 
risk of hemorrhagic (excessive bleeding) complications.

• BAT scores were actually higher in hypermobile patients (in bleeding 
disorder clinic) than non-hypermobile. (Leinøe, 2024)

• HSD is more likely in people with bleeding disorders of unknown cause 
(BDUC), i.e. not due to Von Willebrand or hemophilia. 

• Sometimes patients with BDUC have trouble accessing care for bleeding.

• Excessive bruising in BDUC may be interpreted as domestic or child abuse.
• MCAS also increases bleeding due to leaky vessels and heparin release.

(Wiesmann, 2014; Kumskova, 2023; Wright, 2023; Kendel, 2023; Leinøe, 2024)

ISTH-BAT: International Society of Thrombosis and Haemostasis Bleeding Assessment Tool

MCAS: Mast Cell Activation Syndrome
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Why Excessive Bleeding in HSD?
1. Connective tissue around vessels is less 

protective.

2. Connective tissue in blood vessel walls is 
fragile and damages more easily. (Artoni, 2018)

3. Abnormal platelet function interferes with 
clotting to stop bleeding. (Kumskova, 2026)

4. MCAS inflammation may also swell blood 
vessels (e.g., in uterus). 

5. Release of heparin from MC increases 
bleeding.  

(Afrin, 2021)

6. Medications may interfere with clotting.

1

2

3

4
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5. Heparin

Normal blood clotting
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HSD 102: POTS & 
MCAS

Intro to MCAS

• Mast cells (MC) are non-

specific immune cells that 

contribute to inflammation.

• MC are found in all tissues.

• When MC are ‘activated’ they 

lead to an excessive 

inflammatory response.

• MCAS can increase bleeding: 
• Causing swelling in tissues

• Causing leaky vessels

• Releasing heparin (blood 

thinner)

Lee, 2025 for overview of MCAS)
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Dysautonomia (especially POTS)

Also

• POTS is associated with a 
platelet disorder that 
contributes to easy bruising 
and heavy bleeding

• But menstrual bleeding no 
worse in POTS

• POTS symptoms may be 
worse during menstrual cycle

Boris, 2025; Gunning, 2022

HSD 102: POTS & 
MCAD/MCAS

About POTS



Why Recognize Bleeding?

• To better recognize when bleeding is excessive and when excessive 

bleeding is problematic.

• Prevention during dental or surgical procedures, and better 

management of bleeding. 

• Management of bleeding in people with HSD may be different:
• Managing platelet dysfunction.

• Managing MCAS, especially in heavy menstrual bleeding.
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HMB Consequences

• Iron deficiency anemia.

• Physical discomfort.

• Emotional and social impacts – activities you avoid because of fear 
that you will leak or stain.

• Associated with lower quality of life, work, school, and sports 
performance.

(Perelló, 2021)
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Testing for Excessive Bleeding

• You complete the Self-BAT (https://letstalkperiod.ca/self-bat/)
• Score >5 for women, >3 for men indicates possible bleeding disorder

• Your provider completes the BAT.
• Blood test including Complete Blood Count (CBC) and blood smear to look 

at your red blood cells (RBC).
• Prothrombin Time measures blood clotting due to standard clotting 

factors.
• Activated Partial Prothromboplastin Time (aPTT) measures blood clotting 

ability due to different clotting factors.
• Clotting Factor Tests directly measure the amount of clotting factors.
• Platelet Function Assays look at how well platelets clump together. 

• Platelet Aggregation (gold standard) is a specific test to measure platelet clumping
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Treatment Related to 
Bleeding 

in Patients with HSD
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Who Treats Excessive Bleeding?

• For general bleeding issues, talk to your primary care provider.

• For heavy menstrual bleeding, talk to your gynecologist. 

• For more severe bleeding, see a hematologist. They may do genetic 
testing for Von Willebrand Disease (VWD) and hemophilia.

• While some people believe that only boys and men can get hemophilia, 
women can present with milder symptoms.

Russek: HSD116 - Bleeding 27



Prophylactic Treatment of  Bleeding in 
HSD
• Recognition that the person has a bleeding disorder.

• Avoidance of activities, such as contact sports, or conditions, such as 
high blood pressure. (Sidonia, 2023)

• Prophylactic care during surgery, tooth extraction. (Leinøe, 2024; Wiesmann, 
2014)

• Avoid tourniquets, as these cause excessive bruising. (Wiesmann, 2014)

• Preparation for excessive bleeding during childbirth. (Pezaro, 2024)

• Vitamin C supplementation. (Leinøe, 2024)

• (may benefit via impact on mast cells and MCAS)
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HSD: Surgery Precautions

• All surgeries have higher risks of complications for HSD
• Tissues are more fragile

• Blood vessel fragility increases bleeding

• Providers should be prepared for excessive bleeding

• Tissue healing is delayed (Ericson, 2017)

• Special procedures for skin sutures: closer together, leave 
sutures in longer (Burcharth, 2012)

Russek: HSD116 - Bleeding

“Surgical Precautions”

HSD114: 
Hospitalization 

& Surgery
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Use Blood Thinners Cautiously

• Medications that further compromise platelet function, such as non-
steroidal anti-inflammatories (NSAIDs) and aspirin.

• Some herbal supplements may also increase bleeding:
• Garlic, hawthorn, cordyceps sinensis, echinacea, and aloe vera  (independent 

of anticoagulants).

• Ginkgo biloba, chondroitin-glucosamine, melatonin, turmeric, bilberry, 
chamomile, fenugreek, milk thistle, and peppermint (if taking anticoagulants).

(Hatfield, 2022)

• Note that blood thinners may be appropriate and necessary following 
surgery, so discuss your bleeding issues with your physician.
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Management of  (General) Bleeding in 
HSD

• Prophylactics & treatments used (not necessarily evidence based)

• Desmopressin is recommended during surgery (Wiesmann, 2014)

(Kendel, 2021)
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Rx Heavy Menstrual Bleeding in HSD

• Heavy menstrual bleeding
• Management of MCAS (Afrin, 2021)

• Hormonal treatment (Isaacson, 2024)

• Treatment as bleeding disorder (Henderson, 2026)

Hormonal 

Recommendations
(Isaacson, 2024)

Current practice
(Henderson, 2026)Comparing EDS (type unknown) and VWD. DDAVP, desmopressin; 

IUS, intrauterine system; OCP, oral contraceptive pills; TXA, 

tranexamic acid. Russek: HSD116 - Bleeding 32



Difficulty Having Blood Drawn/IV Set
• Many people with EDS and POTS report difficulty when 

medical providers draw blood or set IV lines.
• Trouble finding veins.
• Rolling veins, getting needles into the veins.
• Severe bruising afterwards.

• This is worse if you are dehydrated because you have been 
told to stop drinking fluids for a procedure

• Confirm when you really need to stop drinking water beforehand.
• If allowed, drink plenty of fluids immediately before the draw.
• Fluids are better absorbed with electrolytes or a little bit of sugar. 

• Warm the arm beforehand.
• Ask for a smaller needle (a ‘butterfly needle’).
• Ask for the most skilled person.
• Apply compression and elevate the arm afterwards. 

Russek: HSD116 - Bleeding 33

This is anecdotal 
– I hear it a lot, 
but cannot find 

any good 
medical 

evidence



Summary

• Excessive bleeding is common in patients with HSD
• It is often not recognized or not considered to need treatment

• Research into bleeding tendencies in people with HSD is just 
beginning, so optimal treatment approaches are not yet known.

• Preventing excessive bleeding is a good starting point.

• Medications may be helpful, both meds already used for bleeding and 
hormones (for heavy menstrual bleeding).

• Managing MCAS, if present, may also decrease bleeding
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Patient Resources For HSD/hEDS
• “Meeting Your EDS Hospital Stay Needs” (Chronic Pain Partners) – planning for 

surgery: https://www.chronicpainpartners.com/wp-
content/uploads/2023/02/surgery-prep-meeting-your-eds-hospital-stay-needs.pdf

• Surgical prep guide for patients: https://hypermobilityclinic.org/surgical-and-
anesthetic-precautions-for-hypermobile-and-eds-patients/

• Leslie’s surgical precautions handout (more for providers than patients): 
https://webspace.clarkson.edu/~lrussek/docs/hypermobility/SurgeryHSD.pdf

• Dental surgery guide to EDS: 
https://www.rareconnect.org/uploads/documents/eds-dentistry-medical-resource-
guide.pdf

• Web site with info to share with your doctors: 
https://hypermobilityclinic.org/surgical-and-anesthetic-precautions-for-
hypermobile-and-eds-patients/
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This handout and many others to share with your health 

care providers by Dr. Spanos, MD (retired)

https://rachelleepac.com/spanos-resources/

Handout for patients to share with 

surgeons and anesthesiologists

Also included in my Surgical 
Precautions  handout

But we now know 

there CAN be clotting 

disorders, so testing 

may be indicated!



Surgical Concerns
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Chopra P, Bluestein L. Perioperative Care in Patients with Ehlers Danlos Syndromes. Open 
Journal of Anesthesiology. 2020;10:13-2913. doi:10.4236/ojanes.2020.101002. Reproduced 
according to open access license. Available at 
https://www.scirp.org/pdf/ojanes_2019123013435518.pdf . 
Citation numbers on this page refer to citations in that article, not this lecture. 

https://www.scirp.org/pdf/ojanes_2019123013435518.pdf


Surgical Resources: POTS & MCAS

• Ruzieh M, Dziuba M, Hofmann JP, Grubb BP. Surgical and dental 

considerations in patients with postural tachycardia syndrome. Auton 

Neurosci. Dec 2018;215:119-120. doi:10.1016/j.autneu.2018.04.003

• https://www.autonomicneuroscience.com/article/S1566-

0702(18)30032-8/fulltext

• Perioperative Management for Patients with Mast Cell Diseases

• https://tmsforacure.org/perioperative-management/
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Thank 
You!



Questions?

Russek: HSD116 - Bleeding 43


	Slide 1: Hypermobility 116: Excessive Bleeding in HSD/hEDS
	Slide 2: Who Am I?
	Slide 3: Hypermobility Lecture Series Schedule
	Slide 4: Relevant Handouts Available
	Slide 5: Disclaimers
	Slide 6: Alert
	Slide 7: Objectives
	Slide 8: PT Approach to Managing HSD
	Slide 9: What is Excessive Bleeding?
	Slide 10: Genetic Bleeding Disorders
	Slide 11: Other Reasons for Excessive Bleeding
	Slide 12: How Common is Excessive Bleeding? 
	Slide 13: Common HSD Problems
	Slide 14: Do You Bleed Too Much?
	Slide 15: Types of Bleeding in HSD
	Slide 16: Heavy Menstrual Bleeding
	Slide 17: Heavy Menstrual Bleeding (HMB or Menorrhagia)
	Slide 18: Pictorial Blood Loss Assessment Chart
	Slide 19: Bleeding Issues & HSD
	Slide 20: Why Excessive Bleeding in HSD?
	Slide 21
	Slide 22: Dysautonomia (especially POTS)
	Slide 23: Why Recognize Bleeding?
	Slide 24: HMB Consequences
	Slide 25: Testing for Excessive Bleeding
	Slide 26: Treatment Related to Bleeding  in Patients with HSD
	Slide 27: Who Treats Excessive Bleeding?
	Slide 28: Prophylactic Treatment of Bleeding in HSD
	Slide 29: HSD: Surgery Precautions
	Slide 30: Use Blood Thinners Cautiously
	Slide 31: Management of (General) Bleeding in HSD
	Slide 32: Rx Heavy Menstrual Bleeding in HSD
	Slide 33: Difficulty Having Blood Drawn/IV Set
	Slide 34: Summary
	Slide 35: MD Management of Excessive Bleeding
	Slide 36: Patient Resources For HSD/hEDS
	Slide 37
	Slide 38: Surgical Concerns
	Slide 39: Surgical Resources: POTS & MCAS
	Slide 40: References 
	Slide 41: References 
	Slide 42
	Slide 43: Questions?

