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Inge De Wandele could not be present for the live Q&A at this event, so she has kindly collated her 
answers below to the questions that came in from attendees:  
  
The answers below are written for your treating physiotherapist, so that he/she will feel able to discuss 
the topic with you and inform you.   
  
Q1. Can/should we combine physiotherapy with other kinds of therapies? E.g. acupuncture, 
chiropractic, etc?  
 
Yes, most of my patients combine physiotherapy with other therapies. In fact, the 
majority even combines multiple physiotherapy treatments:  

a) Combination of therapies within the field of physiotherapy: For an optimal result, most 
patients combine several “physical” therapies (e.g. myofascial therapy, osteopathy, exercise 
therapy). We advise all patients to start off with a form of mild manual therapy. Once the 
patient has made room for this type of therapy in his/her week schedule and has found a 
routine that is working well, exercise therapy can be started as well, as soon as their energy 
levels allow it. The combination of manual therapy and exercise therapy are known to lead 
to for the best possible outcome. The rehabilitation process is a slow process, that usually takes 
about 9 months to 2 years, depending on the complexity of the problem and the number of 
musculoskeletal problems.   

b) Combination of therapies outside the field of physiotherapy: In my experience, many patients 
have benefited from other treatments, including dietary adjustments, acupuncture, medical 
treatments for orthostatic symptoms, etc. For patients with gastrointestinal or orthostatic 
problems that have a profound impact on their energy level, an adequate treatment is required 
before starting physiotherapy. Acupuncture can be a supportive therapy for patients 
with gastrointestinal problems, low immunity, sleeping problems and fatigue.  

c) The topic of chiropraxy requires more nuanced information (see question 2).   
  
Q2. Are Chiropractor treatments ok or dangerous? What if Chiari, CCI, or spinal instability are 
present?  
 
Many hypermobile (and healthy) people report recurrent articular blockages in the spine (neck, lower 
back, thoracic spine, ribs). Usually this “blockage” is not a subluxation or a displacement of a vertebra, 
but is better explained as a “sprain” of the tiny joints in the spine, either caused by moving slightly too 
far, or because of an aphysiological or a badly coordinated movement. As such, these blockages are 
more similar to an ankle distortion, than to an actual joint dislocation. For this type of articular 
blockages, patients often believe that they need a manual therapist that can perform a manipulation 
with a “cracking sound” to “put everything in place”. While in reality, the vertebrae are not really “out of 
place”. In most cases, the tiny joint surfaces have only made a small abnormal movement, which has 
irritated the surrounding capsule and has led to increased muscle tension.   
 
For this type of joint problems, manual therapy is indeed indicated. However, there are many types of 
“manual therapists” and choosing the right one is crucial. The term “manual therapist” is actually a 
group name, that covers osteopaths, chiropractors and ‘conventional manual therapists’. At 
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the Center for Medical Genetics in Ghent University Hospital, we generally advise patients to choose 
a conventional manual therapist or osteopath, but not a chiropractor.   
 

The reason is as follows: In Belgium, conventional manual therapists and osteopaths perform a broader 
variety of manual techniques, including very soft techniques (low impact, very limited ROM), as well 
as mid-range joint mobilizations, and myofascial techniques. Whereas chiropractors (in Belgium) are 
restricted to manual techniques that consist of movements with high velocity (high velocity techniques, 
abbreviated as HVTs), that position the spine in a vulnerable end-range position. The aim of chiropraxy is 
to focus on the joints of the spine with high impact techniques (“cracking spinal joints”). In non-
hypermobile and otherwise healthy individuals, these techniques can be beneficial, because they 
can lead to immediate pain relief, because (1) they inhibit the nervous system, (2) correct restrictions in 
mobility, and (3) correct the alignment in the spine.  
 

However, in patients with hypermobility and soft tissue fragility, we generally advise against HVT 
techniques, and only allow them exceptionally in very specific situatinos. situations. For instance, 
for patients with mild hypermobility, “cracking” the joints of the spine can feel helpful 
and can immediately relieve symptoms. By contrast, in patients with severe hypermobility, or with 
increased pain sensitivity (hyperalgesia, central sensitization), vascular fragility, or severe soft tissue 
fragility, these techniques can lead to increased pain, severe ligamentary sprains or tears, or other 
serious complications (fractures, blood vessel ruptures). It is often difficult for a therapist to adequately 
judge the individual situation of a patient in order to decide whether or not HVT techniques are allowed, 
because it requires an extensive knowledge and experience about heritable connective tissue disorders, 
soft tissue fragility and hypermobility, as well as knowledge about the medical history of the patient, 
and experience in treating his / her body.   
 

To ensure maximal safety, our centre usually puts forward the “general rule” to not perform HVT’s 
in joints with severe hypermobility / instability, or in patients with a molecularly confirmed heritable 
connective tissue disorder. However, there are multiple exceptions to this rule. More information can be 
obtained by contacting our center.   
  
Q3. How can we effectively explain to a doctor, who doesn't understand much, that we need 
physiotherapy with someone willing to listen to us and our bodies?  
 
Patients with hypermobility usually have multiple difficult musculoskeletal problems at once. In fact, 
most problems require a 6-month to 2-year rehabilitation process, based on a close interaction between 
the patient and therapist. Each patient is different and reacts differently to a given treatment 
technique. Therefore, the physiotherapist needs the patient’s input to finetune and adjust the therapy 
on a weekly basis.   
 

Working with hypermobile patients and chronic pain can be compared to ‘balancing on a fine line’ 
between overloading the patient and insufficient stimulation. There are currently no clear-cut guidelines 
in the literature, and every heritable connective tissue disorder (even every EDS type) is different. 
Furthermore, patients with the same pathology can also react very differently to an 
identical exercise or manual technique.  
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From 10 years of experience, we know that this complex situation requires a unique two-way 
communication between the physiotherapist and the patient. The physiotherapist should be sensitive to 
be able to differentiate between overload and “normal post-exercise discomfort”, empathic enough and 
also directive enough to understand flare-ups and help the patient through rougher phases of the 
rehabilitation process (sometimes mild pain exacerbation is to be expected as a part of the 
process). Both the patient and therapist steer the rehabilitation process, while communicating with each 
other. The patient relies on the experience of the therapist in rehabilitation of “regular” musculoskeletal 
issues, and the therapist relies on the patient to get to know the concept of hypermobility and the 
patient’s unique responses. Because guidelines are currently lacking, the entire process is almost 
entirely based on the interaction between the patient and therapist.   
  
Q4. Do you have any suggestions to find a specialist physio/PT who is aware of EDS and HSD? and 
what should we do if there is no local physiotherapist who is knowledgeable about EDS or HSD?  
 
In fact, most physiotherapists are able to treat patients with EDS and HSD using the techniques 
they have learned. The difficult part is which exercises and techniques to select, how to adapt them to 
hypermobility, and how to create a progression suited to different phases of the rehabilitation process.   
 

Because the topics of EDS and HSD are generally not included in the physiotherapy education 
programs, most therapists feel insecure and afraid to treat this fragile patient population. The most 
important aspect is finding a physiotherapist that listens to you carefully, who is willing to go through a 
process of trial and error together with you, and who is able to admit that he/she has insecurities and 
questions about treating you. From experience, we know that this type of therapist is most likely to seek 
interaction with the patient in order to finetune, select techniques to constitute a tailored treatment 
plan over the course of a few months. We are aware that treating EDS is challenging and difficult for the 
physiotherapist and the patient, and that it can be a scary process for both.  
 

In the Center for Medical Genetics, we advise patients to search for therapists that have had a 4 to 5 
year education in physiotherapy, with a minimum of three years of work experience in musculoskeletal 
problems, and - if possible - with additional training in either manual therapy techniques, osteopathy, or 
myofascial and tendon techniques.   
 

For physiotherapists that are new to treating patients with EDS/HSD, we advise to start off with 
soft myofascial techniques (mild massages, mild treatments of trigger points, mild and slowly 
performed spinal tractions), to assess the patient’s responses. Even if these techniques increase pain 
intensity, they cannot harm the patient in the long term. We also encourage the physiotherapist to 
ask about the patient’s medical history, because the past can teach the physiotherapist a lot about 
important topics to take into account during treatment, such as soft tissue fragility, joint instability, pain 
sensitivity and previous musculoskeletal overload injuries and surgery. In a next step, the therapist can 
try mid-range mobilizations, mild tractions. For patients who do not tolerate this mechanical impact, 
softer techniques can be advised, including fascia techniques or soft osteopathy techniques.   
 

If the patient and therapist have found a suited type of manual therapy, mild exercise therapy can be 
started. The example exercises by Kevin Muldowney (book: Living with EDS), Jeannie Di 
Bon (online pilates program) can be used as starting points for weak patients that are just starting out. It 
is important for the physiotherapist to ask the patient’s perceived pain rating during and after the 
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exercises. If the patient reports acute pain during a certain exercise, that worsens with every repetition, 
the exercise should either be stopped or finetuned. Adjusting several small details can make the 
difference between a feasible and non-feasible exercise. At first, exercises that start in a supine position, 
with the feet supported, a small range of motion, controlled velocity, and in positions of maximal joint 
congruence.   
  
Q5. What is myofascial therapy?  
 

Myofascial therapy consists of techniques performed on muscles and soft tissues (inserting fine needles, 
applying pressure, mild stretching, massage techniques). The aim is to reduce tension points in muscles, 
evaluate whether muscle length is adequate, and reduce muscle hypertonia.   
 

(Of note: In Belgium, there is a similar term, called “fascia therapy”, which differs from myofascial 
therapy. Fascia therapy consists of very soft manual techniques (gentle pressure, small and slow 
movements), as well as exercises. The aim is to affect the ‘fascia’, a sheet of soft tissue covering muscles 
and organs).   
  

 Q6. Those with vEDS are told to prevent blood pressure spikes. How can those with vEDS effectively 
exercise while not increasing blood pressure?   
 

It is true that spikes in blood pressure should be avoided to avoid vascular complications, such as 
aneurysms and dissections. However, mild blood pressure increases during aerobic exercise and mild 
strengthening training are allowed. In fact, research has shown that the blood vessel walls become 
stronger because of repeated physical activity, and that resting blood pressure and heart rate decrease 
when a patient is physically fit.  
 

We generally encourage patients with vEDS to wear a qualitative heart rate monitor (chest strap). Heart 
rate and blood pressure are related, so elevated heart rates usually imply elevated blood pressures. A 
general rule of thumb is that patients should be able to talk in full sentences while performing their 
exercises. For patients who’ve had severe vascular complications in the past, the physiotherapist can 
measure the blood pressure before, during and after the first sessions of aerobic sports (e.g. cycling), to 
assess the intensity.  
Patients with vEDS are advised to choose cyclical aerobic sports (cycling, walking, swimming), and 
mild strength training. They should avoid:  

• Sports that require sudden changes of direction, sudden sprints or bursts of activity  
• Contact sports  
• Sports that cause severe cardiovascular stress (deep sea diving, cold environments, 
competition)  
• Heavy weight lifting, Valsalva maneuvers  
• Intense isometric muscle activation  

  
Q7. Can you please clarify if people should or should not engage in static stretching? Some people 
have been told to avoid static stretching in the past and to utilize dynamic stretching instead. What 
are your thoughts?  
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The topic of stretching is more complex than it seems at first sight. It may sound counterintuitive to 
perform stretching in a hypermobile patient, but it is often necessary to correct the balance between a 
hypermobile and a stiffer region. As such, hamstrings often need stretching, as shortened hamstrings 
are a risk factor for back and knee problems. However, the opinion of a physiotherapist is needed to 
assess the joint position when stretching a muscle that is in close proximity to an unstable joint (for 
instance a shoulder that is prone to dislocating). If a safe stretching position can’t be found, manual 
muscle techniques are required that do not move the unstable joint to an end-range position.   
 

In our center, we advise both (mild) static stretching and (mild) dynamic stretching (using small 
movements). Both techniques should be performed with care: when static stretching is “pushed too 
far”, it can lead to muscle tears. Dynamic stretching can lead to injury as well, because patients often 
perform movement errors during fast movements with a large range of motion. When the cervical, 
thoracic or lumbar spine is hypermobile, end-range rotations and lateral flexions are avoided.   
 

We recommend stretching as a first technique for shortened muscles, but not as a technique of first 
choice for hypertonic muscles around the spine. For the latter, we prefer manual soft tissue 
techniques.   
  
 
 
 
 
 
 
 
 
 
 
Q8. In the non-immobilizing group of supports, what are good options for the wrist?  
 
A first useful option for the wrist during daily life is an elastic pressure “sock”, with a plastic strip that is 
inserted over the base of the hand, wrist and ventral side of the forearm. This plastic strip (which can’t 
be seen in the photo, because it is located on the ‘palmar side’) helps the patient to find the safest wrist 
position (15° of dorsal flexion, without ulnar deviation), while it still allows the wrist to move in multiple 
directions in an acceptable range of motion. The patient is allowed to wear brace quite often.  
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If a patient needs more protection, we sometimes opt for a silver splint, which is partly immobilizing. If 
the fit is “not too tight”, the brace provides support, but also still allows the wrist to move, albeit over a 
limited range of motion. Because this brace is a more restrictive than the fabric brace, it can lead to a 
certain degree of muscle atrophy. This brace can be worn during work, but the patient should take care 
to have sufficient time without the brace as well.  
 

  
  
Fully immobilizing wrist braces (photo on the right) can have their 
advantages as well, when worn at the right moments. Examples of 
situations in which they are allowed are:   

• At night to avoid faulty positions and injuries  
• During heavy work, a challenging activity  
• Or during a period of recovery after an acute lesion.  

  


