Patient Submissions — 2022

“It would appear that the physicians & the Ministry of Health would prefer to provide me an ‘out’ that ends my
life rather than the opportunity for neurosurgical intervention that would have potentially resolved or at
minimum greatly reduced my suffering.”

Tammy Stadt

“...I feel more at risk from the system than from my illness.”

Lisa (last name has been withheld by request)

“I want to give my name but | am too traumatized by my experiences to do so and afraid if | do it will deplete the
small amount of healthcare | receive.”
Anonymous Story #6

“We are left languishing invisibly.”
Anonymous Story #7

INTRODUCTION

Data has been collected as an exploratory sequential design. This is a mixed methods approach that first
involves the procedure of collecting qualitative data and then using the data to explore possible themes and
phenomenon in a quantitative form. As with all qualitative data analysis, there is an element of subjectivity and
interpretation as required by the task. The coding and results were accrued with the intention to be both
truthful and fair to the data collected.

These emails have been collected from patients within Canada who have been diagnosed with Ehlers Danlos
Syndrome (EDS) or a Heritable Connective Tissue Disorder (HCTD). Sixty five percent of submissions were from
Ontario. The emails are in their original form and have not been edited. The data has been coded in search of
themes that surfaced from the narratives that were provided. The same documents are provided at
https://sway.office.com/7{i928AkfivI2QWi?ref=Link

One submission was in the form of an infographic, attached. It was not included in this analysis but supports and
expands upon the same themes identified by the analysis of the written submissions.

It is important to note that many patients report physical pain as part of their symptoms with EDS/HCTD. As
with many diseases, pain is a common consequence. Those instances have not been included in the Negative
Emotions section of the table. The Negative Emotions are in response to the pursuit or lack of medical attention
in Canada. Some statements could be coded twice based on the nature of the statement. The highlight used in
the text may make it difficult to see which statements were highlighted twice. Counts were accrued
immediately after statements were highlighted to avoid miscounts due to multiple highlight colours.
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| RESEARCH QUESTION

On April 18% the following message was cross posted, on four different private Facebook Health
boards. They were:

ILC/Canadian Ehlers-Danlos Foundation Support Group

EDS Canada Zebras UNITE!

Ehlers Danlos Syndrome in Canada

Canadian ME/CFS & FM Cervical Spine Issues: Patient Support Group

“They don’t know you exist!

June 2nd is the Ontario provincial election. A number of advocates, ILC Foundation and others have
been meeting with the Ministry of Health Meetings (MOH) the past several months. Mostly,
speaking specifically to the neurosurgical needs of EDS/HCTD patients.

These volunteers courageously represent us. They are told repeatedly that the Ministry of Health
do not know where the patients are, whether they are attached to neurosurgical care, or are they
attached to the EDS clinic, etc.

Of note, scientists are starting to publish on the impact of covid/long covid on collagen and
hypermobility. This is likely not surprising to most of you, as many patients report a viral infection
as being the start of EDS/HCTD.

At this juncture patients must become visible and demand neurosurgical/neurological care. If we
do not, make no mistake about it, we will again be put to the back of the line, a line that is getting
longer due to long covid.

Please support the people who use their own personal time to support you by:

Contribute something about your situation. It might include:

-Are you diagnosed? With what? Do you have other family members with full diagnosis, signs..?
-Have you been seen at the EDS Clinic or not? Why?

-Then some aspect of your lack of neurological/neurosurgical care.

Keep it short, if you can, one or two aspects.

-If you had to pay for out of country spinal surgery.

If you prefer, your name is not necessary, but please mention your provincial riding. There has been
more movement on the issue of neurosurgical EDS/HCTD care in Ontario than any other province,
if we move the mark here, other provinces will follow.

| will need this by April 25th.

Full transparency, whatever you share with me may go to MOH, Media, or Healthcare
administrators.

| can not express strongly enough how critical it is to rise up and have your voice heard!”

On or about April 24t the following was added to the beginning of the post:
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Thank you to every amazing person who has sent in their story! They are thought provoking,
honest and emotionally evocative. Best of all, together, they are telling the REAL story.

Like a puzzle piece, each patient story adds more to the "picture” your advocates want to expose.
Please continue to send in your stories, whatever you can do, adds that bit more to:

- showing we exist,

-we are not getting care,

-we are being hurt by that lack of care,

-point to the very questionable reasons for that lack of care throughout Canada.

*Accepting patient stories up to and including the 27th.

The researcher’s intention was to discover, explore and substantiate patient’s experiences to better
inform MOH decision makers.

At time of data analysis, 20 respondents were included in the study. Dated: April 29, 2022.

TABLE 1 |
teged |
THEMES ' COLOUR CODE
Negative Emotions - Words of Hopelessness and blue
Struggle

Declined Referrals

Seeking Care Outside of Canada or a Desire for Care
Outside of Canada

Long Wait Times

Fear

Expressed Need for Doctors with Expertise
Referenced Concern for Family Members with EDS
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(0] =]
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1) Lee-Anne’s submission:

Here are a few points from my story to help in your work with the MoH.

| have been completely off work on disability for about a year now, because | have severe OA in my spine (c2 to
¢7 & L4 L5 and S1), and in both knees (grade 4). I'm 43. | wish | would have known about EDS when there was
still time to prevent this damage. _ had to travel for my HSD

diagnosis, and can’t travel to Toronto for services referred by the EDS clinic there.

Lee-Anne, Ottawa-Vanier
2) Evie’s submission:
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| struggled to get a diagnosis of Chiari malformation with a syrinx for _ begging

someone to believe me finally an ER dr did a ct scan of my head and found Chairi with a syrinx. | had
decompression surgery last year and — | had dehiscence
of my wound following surgery and still . My cardiologist and family dr recently
referred me to the good hope clinic for Eds as they strongly suspect it. | now have to _
. I'm still unwell, | have no quality of life and have many neurological symptoms which are
debilitating. I'm sure | have cci but | believe on Eds
patients. We need drs in Ontario especially neurosurgeons that are familiar with the neurological issues on Eds
patients.

Markham Stouffville riding

3) Deanna’s submission:

| am writing in response to your Facebook post stating that government officials don’t know about EDS patients,
in particular their neurosurgical needs. | don’t believe that. In order for the the wide scale discrimination against
EDS patients that occurs across Canada, this has to been approved govw
_to the refusal of on us, | do not
believe these can occur without government knowledge and support. Acknowledgement of this is yet another
battle in our struggle to access care.

Right now _ Many EDS patients here are dropped by even their GP’s

because they are too complex and require too much time. We have a shortage of doctors, so finding a new one
willing to take on a complex patient is exceedingly difficult if not impossible. We have Ao EDS clinic in BE, unlike
other provinces, not for a lack of trying. We were told by the BC ministry of health just prior to Covid that “we
don’t do the clinic model anymore” and that we could get care from specialists in each area. That hasn’t
happened. Just try to [SEKIMOWRISPECIalIStSWHOMINGSTStanaIEDS NORareWIllINEEOMINAIONT about our needs),
that will actually take a referral without outright rejection, being put on a waiting list but you never get to the
top of or being ignored. The worst offenders are neurosurgeons. Then to add insult to injury, our government
went and opened four Long Haul Covid Clinics that provide care to patients with similar needs to those of us
with POTS. The number of patients referred to these clinics is far less than the number of EDS patients in BC.

My own experience having EDS related neurosurgical issues has left me with medical PTSD. The only help | have
received | paid for myself. | was

Never mind the constant neck pain, headaches, nausea, tinnitus, visual issues,
difficulty swallowing, trachea subluxations, jaw subluxations, facial/arm/leg numbness, difficulty walking,
seizures, blackouts, inability to speak for hours, worsening scoliosis, sleep disturbances, weakness and fatigue,
POTS, dizziness even vertigo....the list continues to grow. My latest symptom is that my blood pressure now rises
30-40 points whenever pressure is put on my neck/back of my head.

In desperation, _ He was appalled at how | was treated

here. My symptoms are all typical of cervical instability. He told me very clearly that my ligaments in my neck
have all failed and | have cranial settling with basilar invagination, as well as CCl and AAI. The numbers from my
imaging are all pathological and my symptoms are concerning. | even blacked out in his office when he put some
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pressure on my head. Thank goodness he was expecting that and caught me. Dr. Henderson told me there is
nothing that can fix what is happening except surgery. | will only get worse.

My GP pressured the Blusson Spine Clinic at Vancouver General Hospital to see me using Dr. Henderson’s report.
They were appalling. | was gaslit and my questions were ignored. It was a perfunctory appointment. When |
pushed and pushed for answers

to end the so-called consultation. She refused to answer who/why/how this decision has been made.

That basically is iEIEXESRHONMYINEUFOSURBICAINGATe in our country.

| am a teacher and | can’t do the job that | love right now. | can’t do much actually. | am on disability and the
only help | get | pay for. | feel abandoned by my country and our medical system. | don’t have access to anything
in our healthcare system that other complex and chronic disease patients receive. | am the proverbial hot potato

_, but no one wants to care for EDS patients, let alone

EDS neurosurgical patients, in BC. Just writing this letter caused me great stress and upset. | was up all night. |
don’t know where to go or what to do.

Deanna Krushinsky

4) Sarah’s submission:
Hi,

| would love to contribute by sharing some of my story. Please feel free to shorten any parts | may have included
too much on.

I’'m a 35y/o female from Ottawa, ON. | have been diagnosed with the following and have included the year of
diagnosis with each:

Hypertension (2009)

Idiopathic Intracranial Hypertension (2012)

Cervical Dystonia (2022)

| have many signs of HSD/EDS (_ and _) and although I've been

told | am hypermobile, | have not yet been seen by any EDS specialists though a referral has recently been sent
to CHEO.

| have been under with
the main focus of preventing vision loss by weight loss. This specialist only treats for vision and

| started seeing a neurosurgeon in late 2020 after my IIH came out of a 3 year remission and due to being left

untreated for some time, resulted in a spontaneous cranial CSF leak. _ and being

on a high dose of Acetazolamide to reduce CSF, the leak was no longer active by the time the testing was
arranged and completed. | would also note here that | believe there
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And lastly, | saw a neurologist for the first time yesterday after a _ for a pretty severe and worsening
head tremor that began September 2021 - which was diagnosed as cervical dystonia. Treatment for this will be
through the movement disorders clinic in the neurology department of the civic and | was told the first line of
treatment will be Botox injections into the muscles affected.

These are just the neurological components of my health history and

that I've
never received before. | have great fears that | will one day require surgical intervention and

This has impacted my family’s life greatly as we’ve made sacrifices so that
should that day come, we will have options to help with funding it.

Thanks for advocating for us Q@

5) Lisa’s submission:
Hi,

I’'m not 100% clear on what you need me to outline, brain fog is bad today, lol, so please let me know if | miss
something you need or you need more (or less) detail. | won’t be offended lol.

My name is Lisa Spragg (you can share it)
#1 | am diagnosed with Ehlers Danlos Osteogenesis Imperfecta Crossover Syndrome:

| was diagnosed with Ehlers Danlos Syndrome in 2012, first clinically and by skin biopsy with Dr Scott Walsh and
my endocrinologist Dr Marsha Werb. | had features of both cEDS and Osteogenesis Imperfecta, and have
marfanoid and vEDS features (enlarged aorta) so | was sent to geneticist Dr Mendoza at Sick Kids with my son.
Dr Mendoza confirmed my EDS diagnosis, but was intrigued by my lack of known cEDS gene, and my very clear
signs of Osteogenesis Imperfecta so he decided to take our genetic material and follow us over time. Eventually
new genes were discovered, and | was diagnosed with Ehlers Danlos Syndrome/Osteogenesis Imperfecta
Overlap Syndrome (now known as C1ROD).

#2 | have many family members with diagnosis or signs/symptoms:

| have [iERVERGRINAMEDEISEISOMHected, throuch SSUSTAIESNEIAtIONS, though only my BB and FSEEH

have a diagnosis. Most in my family feel a diagnosis is detrimental and serves absolutely no benefit and so are
deliberately not pursuing a diagnosis. It only causes problems (such as being denied care, treated badly, losing
insurance or benefits, mortgage and employment risks etc). They have literally chosen not the be identified due
to the levels of discrimination across all sectors, including the medical system. My sister only finally sought a
diagnosis because she is going blind and

so she had no choice.
#3 | have not been to the EDS Clinic:

| have not been to the EDS clinic. | was told a long time ago by my specialists it would not be helpful as | am
already diagnosed, and | already have
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FefeRmeoNDRViShdoZatoldimelicoulditeach themSOmENRINES (he was joking of course). However, | am

increasingly finding my referrals to ANY specialist for ANY issue | get a reply that | MUST go through the EDS
Clinic. So, my dr tried to refer me there finally, and they DECLINED my referral, as | do not have hEDS, | have a
rare genetic form and | already have a geneticist and team. Issue: my son aged out of Sick Kids so our family file
has closed, and | no longer have a geneticist. Once again, I’'m told to go to clinic, which | can’t... round and round
it goes. Example: My referrals to Dr Tse, Dr Lieu, and others, were declined as | need to go through the clinic.
Now | am barred access to them, so | really feel this whole “see the clinic first” thing is discrimination and is
barring me from my right to access to universal health care.

#4 | have several neurological complications and am having issues getting care:

To TRY to make it short and simple:

-1 had emergency cervical EpiiGHUSIONGONEININOVI0ISISIEHSNISIONSOIONSYMBEONIS, by going to ER and

getting a Criti-Call forcing Toronto Western Hospital to take me. They sent me to Dr Shamji, who performed a
ACDF C5-C7 fusion. | was in critical condition, almost paralyzed and having issues breathing on my own before
the criticall went out.

- | had a second surgery, a lumbar muscle sparing microdiscotomy in November 2016, 2 weeks before Dr Shamiji
was arrested. | had a minor complication with a muscle hernia near the surgical site and saw Dr Shamji again the
week he was arrested. He set up additional post op testing for both my 1 year post op from my ACDF and my 3
month post op/hernia re-assessment for January 2017. We had a clear plan of several surgeries to be conducted
over a course of several years, to treat my CCl/stenosis. He told me | would be cared for and closely monitored

at Krembril spine clinic “for life” given my spine.
_and , | was cut loose from

Krembril and sent to Dr Lewis 6 mos later.

- | was reassigned to Dr Lewis, ORTHOPAEDIC spine surgeon in June 2017,
He told me the hernia diagnosed by Shamji was just a

He recommended | find a neurosurgeon. He was particularly focussed on the
need for a neurosurgeon to remove the extensive scar tissue wrapped in my lumbar spine, compressing all nerve
roots.

- my family dr has sent over 20 referrals to neurosurgeons since 2017, and ALL have been declined. They went to
all different hospitals including Sunnybrook, Trillium/Humber, and Toronto Western.
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_ Interestingly, all neurosurgeons at Toronto Western, including Dr Fehlings, who

specializes in cervical myelopathy, also declined my referrals. I'm fairly certain | am NOT too complex for their

level of care. | was told Fehlings practice had _, yet | have received

NO care, so a long wait would still be productive. | also was declined for “already have Dr Lewis”, yet he is the
one telling me to find someone else.

| went to a neurologist in Newmarket in desperation, as he was the one to put me on
criticall in 2015. He told me the

, so we will not get the care we need until the province has no legal
choice. He wasn’t being mean, he even agreed | have compressed spinal arteries and so ischemia is an issue, and
cord compression. He was just being realistic and offering me the only solution available.

So that is my story. | have CCl, slipping vertebrae in C3-C5, have ruptured discs in the same levels, have stenosis
and cord compression and need a new fusion C3-C5. | also have ruptured discs in 2 levels of my thoracic spine,
compressing my cord and causing stenosis and mild edema. | also have ruptured discs and stenosis compressing
nerve roots in multiple levels of my lumbar spine. | now have dead cranial nerves, compressed spinal arteries,
facet joint issues, arterial thoracic outlet syndrome (under care of Dr Al-Omran at St Mike’s for that at least) and
more. But | have not been able to access a neurosurgeon even for a consult - when Dr Shamji was
arrested. | still have the muscle hernia, The TWH said we

were reassigned and got care, they are incorrect.

- So | deteriorate and continue my progression with untreated stenosis and myelopathy. |

assume | will be a quadriplegic on breathing support before | get any care. Without Shamiji that’s where | was
. | already have permanent vestibular disorder

as a result of lack of care. It’s frustrating. Nothing

_, but | can get the list of neurologists that have declined me if you need them. | find it
interesting that a vascular surgeon at St Mike’s, and TWO orthopaedic surgeons, one at a local community
hospital to boot, are perfectly willing and feel able to operate, but our

Please let me know if you need any additional info, and feel free to crop and compile my story as needed, | know
| am wordy lol, but I'd rather say too much and allow it to be deleted, than not give the info needed. @

My riding is Aurora-Oak Ridges-Richmond Hill (Aurora South) and Christine Elliott is my MP, and | have written to
her with no response. Ford too, my mayor too... no response. I'm on my own until ER Criticall... | no longer try to
send new referrals, it is wasting time, energy and mental health for both me and my family dr. She has sent
letters to the college on my behalf too, to no avail.

Thanks,
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Lisa Spragg
6) Andrea’s Submission:

April 23, 2022

To Whom It May Concern: | am writing this letter to inform you of my struggles to get proper and timely access
to care for complications from a genetic condition called Ehlers Danlos Syndrome.

I am 45 years old and have struggled with minor complications from Ehlers Danlos Syndrome my entire life. |
was able to lead an active and high functioning lifestyle and worked as an allied health professional for almost
20 years before | got a viral infection in 2016, that resulted in debilitating neurological complications and other
co-morbid conditions. | have been unable to work since then and have lost my job and career, and am primarily
housebound.

| was and was later diagnosed with
hypermobile Ehlers Danlos Syndrome by a and by a geneticist in Calgary, at the

age of 43. Both my two young children are showing signs of EDS and | am concerned about their future. It is my

understanding that
which is obviously very untrue. | am also aware of the EDS specialty clinic

at Toronto General Hospital, but they do not accept anyone from out of province. This is a heath equity issue
and is unacceptable for those suffering with EDS in the rest of Canada. What pains me even more is that | used
to work at TGH as an allied health professional for several years, but moved to Manitoba a decade ago.

In addition to being diagnosed with hypermobile EDS, | have been diagnosed with the following: dysautonomia,
mast cell activation syndrome, auto inflammatory condition, craniocervical instability, chiari, and a spinal leak.

Most of these

. Thankfully

The fact that | have suffered an
is horrific, and that previous scans have shown signs of the leak, but
. Even if this leak can be fixed, | will still have the issue

of upper cervical instability that needs to be addressed. | have been on a [UitIISTINIVINItODAtOSEela

but | have little faith that someone will help me because no precedence

has been set for EDS neurosurgical care in Canada and _

If | wasn’t going through this, | wouldn’t believe that an entire group of very ill people could be ignored to this
extent in Canada. Please step up and follow the lead of the US and some other countries in addressing
neurological/neurosurgical complications in the EDS population.

We've suffered enough.
Sincerely,

Andrea
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7) Another Lisa’s submission:

April 24, 2022
To Whom it May Concern,

| am writing this letter to inform you of my struggles _and timely access to care for complications
from a genetic condition called Ehlers Danlos Syndrome.

| am a 43 year old female and have been struggling with complications related to my Ehlers Danlos since | was a
teenager, but was able to lead an active, high functioning life until | sustained a neck injury and concussion in a
minor car accident in 2015.

| was previously employed full time in the insurance industry for 15 years, had a part time photography business
and was actively involved in both of my children's extracurricular activities. After my car accident, my whole life
changed. | _ but kept getting told that it was "just the concussion" and
that | needed to give it time. As | was not receiving the care that | needed here, _
was diagnosed with Ehlers Danlos, Craniocervical Instability, Atlantoaxial Instability, Instability throughout most
of my cervical spine, Chiari, Vetebrobasilar Dolichestasia, neurogenic bladder, CSF flow restriction as well as
cervical medullary syndrome due to brainstem compression. My imaging also showed tearing of several
stabilizing ligaments of the craniocervical junction. These diagnosis have been confirmed by 13 different
physicians/radiologists including a surgeon in Calgary as well as a musculoskeletal radiologist here in Manitoba.

My family Dr wanted me to be followed by a surgeon here so he referred me to a surgeon in Manitoba for
follow up care. | waited years to see this surgeon, and when | was able to have an appointment with him, he

refused to look at any imaging | had done in the USA and
_ I am now in a situation where | have absolutely on this debilitating,

degenerative condition that has left me unable to work or leave the house on a regular basis. | personally know
two people in Manitoba who have had the same experience with being diagnosed in the USA, the surgeon at the
Manitoba Spine Clinic refused to look at the imaging and dismissed the diagnosis. We all saw different doctors in
- and at the Spine Clinic. | was hoping to be able to access neurosurgical services at the EDS Clinic in
Toronto, but have been advised that they do not see out of province patients.

Additionally, _ and - were not correctly diagnosed with Ehlers Danlos, and as a result of this, their
care was grossly mismanaged leading to both of their deaths at a young age. They were both prescribed long

term medication that is contraindicated in the treatment of Ehlers Danlos. | currently have
members who are believed to have Ehlers Danlos, but they have

. In fact, we often face years of medical gaslighting making us
feel like we are the problem or that our issues are related to psychological factors, only to find out that we
suffer from Ehlers Danlos Syndrome.
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We need to do better.

Sincerely,
Lisa

8) Ann’s Submission:

To whom it may concern,

My connective tissue disorder story is all too common. | was diagnosed in my mid forties
After a it was confirmed at CHEO by a geneticist.
have been _ for neurosurgical care.
In 2019 | underwent a kidney auto transplant to fix a rare vascular compression called Nutcracker Syndrome
(NCS). NCS is when the left renal vein is compressed by the aorta and the superior mesenteric artery. During the

kidney auto transplant, my kidney was removed, all the collaterals veins were removed and my kidney was re-
implanted in my lower left pelvis. The surgery fixed the vascular compression but | had several post-op

complications that no fedicaliprovideninontanomasieverabletolexpiain. At the time | did not know | had a

connective tissue disorder.

and tenacity to search for answers, FSBiOXINatHIBINONESIBMGRINGISUTEER | Went to

| was first diagnosed by a neurosurgeon who operates almost exclusively

on EDS patients. Until that point

In November of 2020 _in Ottawa who agreed | have a connective tissue disorder,

but she identified it as HSD, which is closely associated with hEDS. | asked the geneticist if | should have my
children evaluated because | suspected it in both of them. Her response was that it would prevent them from
ever being able to get and may impact access to future healthcare. That is frightening.

diagnosed me with low lying cerebral tonsils, CCl and
and the diagnosis was the same. In 2022, I

. Both have come to the same conclusion as the
others, my cervical spine is unstable and that | require a multi-level fusion. It baffles my mind how

The first neurosurgeon whom

Armed with a solid diagnosis from 2 reputable neurosurgeons who treat EDS patients frequently, | naively
thought | would be able to obtain treatment in Ontario. That has not been the case.
A few of the Canadian neurosurgeons acknowledged some of the

findings from the US but
and another in Montréal said that
| spoke with the neurosurgeon in Montréal at length about Spinefest and mentioned that there was 1
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neurosurgeon in Toronto who appeared to demonstrate interest in helping patients like me. The neurosurgeon
in Montréal said he trained under this particular neurosurgeon in Toronto and he then asked, “Has Dr.____
changed his mind on this?”. During that thought provoking appointment, the Montréal neurosurgeon decided
the best course of action would be to refer me to the neurosurgeon who appears front and center at the

Spinefest Conference.
| have called the office several times and left messages. Spinefest gave me some

hope but | now feel it was lip service.

| haven’t been able to work in over 3 years. | am often unable to participate in family life with my children and
husband.

as a French Immersion teacher which | love and miss so much.

| fear for my childrens’ future healthcare.
We have been lucky to find this care at CHEO.

Ann Marcil
613-261-7843
K4A4AN9

9) Tammy’s HSARB Witness Statement:

Tammy Marie Stadt
255 Donalda Street,
Midland, ON L4R 2N4

Personal Witness Statement for 18-HIA-0095

As a healthcare professional who believed in the system and whose primary role was to assist others in
navigating the healthcare system, | have delayed and found it difficult to write this letter. | have exhausted .
_ and as | suspected, | have already sustained nerve and tissue damage and am declining
further every day. | have Ehlers-Danlos Syndromes and require EDS knowledgeable neurosurgical care. As you

are aware, post Dr. Shamiji no longer practicing, there is _ and patients

are unable to access care, nor is out of country funding approved for these patients.

The facts:
. 2012: Dr. Allan Gordon, Neurologist, suspected tethered spinal cord and proceeded with
diagnostics.
. 2014: Diagnostic testing complete, incl. urodynamics, bladder scans, EMG and imaging. Dr.

Gordon advised Canadian neurological criteria for tethered cord not met due to imaging not
showing tethering. He diagnosed occult tethered cord. Advised when bladder/bowels or legs stop
working that | will be referred to neurosurgery.
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August 2016: during a shower, | suffered severe low back pain, fecal incontinence and difficulty
moving. After attending two ER's (Georgian Bay General and Toronto Western), advised | had a
possible bleed around spinal cord and follow-up imaging would be ordered to reassess for

surgery.

. September 2016: had follow-up imaging. Still experiencing severe low back pain, fecal
incontinence with bladder retention and release issues.

o November 2016: Dr. Gordon advised follow up imaging showed a concerning vein in spinal

cord space and given my continued bladder/bowel involvement combined with my EDS
diagnosis, he thought the vein was impinging on the cord. A referral was sent to Dr. M. Fehlings
for a neurosurgery consult to consider spinal decompression due to changes in the epidural
veins.

. November 2016: Dr. M. Shamiji's office advised he was consulting on my case with Dr. Fehlings,
they had questions which | answered and was informed that Dr. Shamji would likely be taking
over. Case conference scheduled for December 2nd.

- December 2016: Dr. Gordon's Nurse advised that my case was rejected by Dr. Fehlings due to
"being unable to consult with Dr. Shamji” (He was now incarcerated). Advised they would
continue to search for a neurosurgical consult.

. December 12th, 2016: hit by a car in my wheelchair- broken fibula and even worse excruciating
spine pain.

e December 2016 — August 2017: Left to manage on-going symptoms of urinary retention,
intermittent bowel incontinence, numbness in the upper outer thigh of left leg (different from
existing numbness in being a sensation like dental freezing which is left in upright position for too
long causes leg to give out) and low back pain that feels like pressure has been applied, with
sharp pain around L1/L2 and Tailbone. Fatigue, difficulty walking, bowel/bladder issues,
decreased quality of life and unable to complete many tasks of daily living. Still doing
physiotherapy, massage, pool exercise, home treatments of heat, TENS, rest, and now CBT for
the emotional toll of managing this never-ending pain.

. March 2017:Marilyn, Dr. Gordon’s nurse, confirmed 7 neurosurgeons had declined the
referrals.

. August 2017: Requested a reassessment of my spinal condition as this is _
Advised by Dr. Gordon’s office that | am booked for follow up appointment November 2017 and
they will resent all previous rejected neurosurgery referrals. Obtained an appointment with Dr.
Lewis, Orthopedic Surgeon (NOTE: NOT Neurosurgeon) for March 5, 2018

November 2017: Two days prior to appointment, advised

and if | talked about EDS they would
refused to see me, this is discrimination.

. November 2017: Dr. Tumber advised | still need surgery, ordered ext/flex x-rays and released
me from the Wassar Pain Clinic because they are that my
pain was too well managed because | wasn’t “stoned or high enough”

. November 2017: 2 days after my appointment, Dr. Tumber presents on EDS and Chronic Pain
at the ILC Conference (Link below) after previously stating he had no expertise in treating EDS.
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- January 2018: My case shared by the ILC Foundation with the Provincial Neurosurgery Advisory
Committee. During this meeting

March 5, 2018: Dr. Lewis —

as it will likely lead to further fusion surgery

° Late April 2018: Dr. Kevin Byron completed
which was rejected and currently is undergoing an HSARB appeal. Dr. Byron re-sent referrals to
neurosurgeons in London, McMaster, St. Mikes and Sunnybrook and they were all either
declined or no response. Note: This was done after an ED visit at Toronto Western for sudden
muscle wasting and urinary retention. Told nothing different from my assessment with Dr. Lewis
and “Stop wasting their time”

- September 2018: Dr. Lewis Recognition of possible neurosurgical need for outer thigh

numbness, referred for hip EMG and then neurosurgery.

. October 2018: Given the d
m Petra Klinge’s research (link below)

From physical assessment and upright MRI, he suspects tethered cord and referred
me for a current urodynamic study and pelvic EMG.

. December 2018: Dr. Henderson’s report confirming nerve and tissue damage to bladder as a
result of spinal injury that requires surgical interventions.
. January 2019: Teleconference with HSARB, advising with Dr. Lewis’s support, previous

neurosurgery consult with Dr. Henderson will be paid for and Dr. Henderson’s recommendation

for surgery will be funded.
- February 2019: Dr Stephen Lewis reviewed Dr. Henderson’s document and diagnostics, he
requested upright MRI’s be loaded and read by a Canadian neuro radiologist. He was following
up on the EMG on my hip that he wanted back in the Sept. appointment. With good imaging,
advised he will send referral to a neurosurgeon. Since this appointment, | have followed up with
his administrator three times to ask if the imaging has been read and that a referral to a
neurosurgeon has been submitted? their response is that “there is nothing at this time” and
with regards to the imaging they are now saying that imaging must come with a report even

April 2019:
and they required Dr. Lewis to back date an out of country form for previous
neurosurgery consult with Dr. Henderson.

The inability to provide these new forms and
documentation by July 31st, 2019 will result in my case being closed.

e July 8 2019: Dr. Lewis reviews Upright MRI from October 2018 with MRI done April 2018 and
notes: “This showed the cords end at the L1-L2 level. On the supine view, the nerve roots appear
to be tethered to the back of the canal.” Backdated forms for Out of Country completed and

submitted to Ministry of Health.

September 3, 2019:
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e February 2020: Requested from Dr. Fehlings a second opinion from an EDS knowledgeable
neurosurgeon due to the

From these facts, | have met both of the criteria set out by the Ministry of Health:

that the identical or equivalent service is not performed in Ontario
1. see Freedom of Information

AND/ OR

that the Appellant received the service outside Canada to avoid a delay that would have resulted in
death or medically significant irreversible tissue damage.

o See Urodynamic Report from October 2018 that confirms bladder nerve damage.

o See the following section related to delays in obtaining care.

The delays in obtaining care has resulted in further decline:

Unbearable and unmanaged Spine pain
1. Baselineata7/10

Bladder and bowel no longer working on their own.
o Repetive bladder infections with limited treatment options due to multiple drug allergies
o Self Cathe has resulted in peeing blood, shoulder and finger dislocations NOTE: Was NOT
regularily self cathe prior to August 2016.
o Bowel prolapse resulting in having to manually release to have a bowel movement

Dependent on power wheelchair.
o Increased weakness, instability, deconditioning and fatigue
o Limited mobility to due to subluxcations/dislocations and pain

Self Management Pain techiniques decreasing in effectiveness

o Pool Exercise- Program suspended by RVH, Barrie since February 2019

o Massage Therapy- Limited access due to lack of funding/coverage

o Physiotherapy
» Pelvic Floor- Assisted with other techinques to empty bladder and bowel release.
= Body- Still using exercises, TENS, taping techinques

o CBT- Attended for 4 months, use techniques to manage emotional toll

o More dependent on opioids to manage pain
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1. Care workers help three times per week for showers, dressing etc. Otherwise | am reliant on my
husband who is a long haul truck driver.

1. Quiality of life is almost zero.
o Activities of Daily Living are unattainable goals most days.
o Reducing my volunteer roles which increases my social isolation.

Unable to work.
Given my professional career and my volunteer roles within the LHIN, Health Quality Ontario, CHC, and Ontario

Health Team, | have a solid understanding of our healthcare system along with many significant resources and
connections. However, even

. It is hard for me to
accept that the system | once felt tremendous pride in being part of is mired in politics, broken process and

It is overwhelmingly sad and unsettling to myself and my loved ones that | have a physician who has
unsolicitedly

| have been seeking.

Ehlers Danlos Syndromes is the scarlet letter in our healthcare system.

It would appear that the
or at

minimum greatly reduced my suffering.

Yours In Health,

Tammy Stadt

Resource referenced:

Lumbar Spine: extreme pressure and swelling of nerves in the lower spine is a concern for any patient with EDS
or JH who shows severe back pain, particularly with leg weakness or numbness between the legs, incontinence
or sudden onset of sexual dysfunction. This can require emergency surgery to prevent permanent paralysis and
loss of bladder/bowel control.

Nerve: peripheral nerve problems are common in EDS patients. Surgery for peripheral nerve compression is
extremely reliable if the diagnosis is correct. Unfortunately, EDS patients often present with multiple,
simultaneously overlapping nerve complaints, and sorting out the cause can be tedious, time-consuming, and
resource intensive. Electrodiagnostic studies are often ordered to assess for nerve damage but are not helpful
when the results are normal, which is common. Understanding the contribution of the patient’s upper spine is
advised as a starting point.

retrieved May 2, 2019 from:https://www.ehlers-danlos.com/2017-eds-classification-non-experts/orthopedic-
management-ehlers-danlos-syndromes/

"The Occult Tethered Cord Syndrome" - Petra M. Klinge, MD, PhD retrieved May 2, 2019 from:
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https://www.youtube.com/watch?v=L4pv NAtT70

"Accute Pain Management for the Chronic Pain Patient"- Paul Tumber, MD: retrieved May 5, 2019 from:
https://www.theilcfoundation.org/annual-conference/2017-conference-videos/

10) Autumn Patterson-Van Pelt’s submission:
LHSC & St Joseph'’s Patient Safety Concerns
Date: Nov 10 2021

From: Autumn Patterson -Van Pelt & Diane Patterson

Current Summary:

1. LHSC physicians and all in the ‘circle of care’ AND those St. Joseph’s staff have _
of myself since my return from the funded VP shunt placement at Penn
State for IIH in the context of EDS. Upon return to Ontario

2. Me and my family secured and paid for over 13 months of private PT within 4 weeks of my
dependency on the collar to stay conscious without experiencing respiratory distress. After a
second collar was place in July 2020. | was promised OHIP funded PT at UH which never
materialized past a few sessions.

4.
Please NOTE: IF you

are waiting to get to the 2 yr mark of Jan 2022 for your legal protective stance to assist with this
cover up you will likely cause me FURTHER irreversible tissue damage or worse.

5. Attempts to have the highly suspected cranial

6. Attempts to
that is well aware of the damages
I suffered from

7. Attempts to engage all the relevant stake holders to access care for my rare conditions have

. This includes advocacy to OMA, CMA, Patient Relations, Patient Ombuds, Ontario
Ombuds, HSARB x 2, MP, MPP’s and the Minister of Health and Prime Minister.

8. Ironically in all the emails, calls, appointments that were acted on by every member of my family

we were allegedly unsuccessfully supporting a ‘vulnerable adult’. Yet all _
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_ Nov 5 2021 was the first and only time any documentation arrived

to suggest that | have access to DSO supports or passport funding.

9.

10.
that exist. We have incurred significant personal,
psychological and financial cost to gain knowledge and transfer this this relevant information in

a timely fashion, to help guide next steps in an ongoing,
This included

From my perspective you have had

throughout [EIPESHIZINES, and specifically since the completely
2019.

to yourselves
spinal cord injury of July

LHSC & St Joseph’s Patient Safety Concerns
Date: Nov 10 2021
From: Autumn Patterson -Van Pelt & Diane Patterson

11. As noted in my email dated April 17 2020 (attached) the following items have received .

_ in the past - (cranial CSF leak evaluation, IIH, Brain sag, MCAS,

procedural risks —ie intubation AND all other

12. In the past 2 yrs with the affects of the spinal cord injury layer on top of rare disease my
previously aligned teeth have all shifted jeopardizing my bite / jaw. Despite

| still have not been provided the promised consultation
at LHSC.

Requests
13. Current Risk Factor: b) | remain in _y as | believe | have a connective tissue
disorder, however the Good Hope Clinic removed my Heds diagnosis ( and reported | do not

meet the HSD diagnostic guidelines) YET simultaneously | have been repeatedly informed by
those in my circle of care at LHSC (since 2019) that | do have EDS. This as
patients in the province are informed that

14. As medical professionals you have an obligation to use the latest medical evidence* and
recommended best practices to treat rare conditions / disease. | would suggest there is a

(and its many comorbidities) in this
province and Country. | would suggest doing

or motivation to genuinely assist me. It is one thing to not know it

is another to choose to not have an open mind to learn and or act. —

*https://www.youtube.com/watch?v=fFtrqi_mOKE Scott Rosa, DC, at The WAVE 2019
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***However BEFORE proceeding, we are requesting a response to question # 12, including

| can not repeat the pervasive that has transpired over the past - Without a
meaningful transfer of knowledge to create an authentic CTD care plan with informed adult specialists
in THIS province than there is no point in plugging one hole in the sieve we call OHIP. Sustainable
success can not straddle the border for each and every need in the ongoing evolution of my rare
disease(s). | would like a written response to these needs*** asap.

Respectfully,

Autumn Patterson-Van Pelt

Neurosurgical / & or OrthoSpine Surgical Denials

April 2022

From: Autumn Patterson-Van Pelt

Denials:

Dr. de Ribaupierre (advised must be transferred to adult care — sent onto Dr. Parrent)

Dr. Lewis (informed in writing in spring of 2019: as not good patient care)
Dr. NG (Jan 2020 in person consultation —

7 months prior to)
Dr Siddiqui (informed in writing to PCP & self: 4 months after denial: advised _

that are already involved)
Dr. Duggal (informed in writing to PCP )

Dr. Mac Dougall (informed via SGH: he refused requested transfer from SGH to LHSC July 2020 when
second cervical collar was added)
Dr. Fehlings (informed

g via: documentation at SGH)

Dr. Parrent in past and as of March 2022 has stated he is only overseeing the ‘vp shunt’, has shared he
has done several decompressions, but he does not agree that the 3-5mm documented brain sag is Chiari

malformation or causing any of my symptoms. He only states that my _
11) Michele’s submission:

| was diagnosed at age 55 at the Good Hope Clinic, TGH. | was diagnosed with hypermobility spectrum disorder,
rather than straight EDS due to the diagnostic changes made recently. , fibromyalgia
pain, arthritis, IBS/MCAS, scoliosis, hernia, migraine, etc. No one helped my preceding generation with their
chronic pain (| f - and -), and | cannot get my
| here in the most populated province in our country. Furthermore,
. | have lost decades or productive life
. Please help rectify this for us.

because of these

Thank you. Michele Kosiw

12) Anonymous submission #1:
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| have hEDS, diagnosed by a Toronto geneticist and will require a neurosurgical referral for worsening symptoms
from a transfer injury. A vertebrae is lodged close to the spine, with neuropathy down one entire side. My
cardiac ablation anaesthetist, on review of my xray, declared | could not have a general anaesthetic as "it could
break my neck."

The EDS Clinic has maintained a poor reputation. | will not be attending as their criteria relies heavily on
Beighton while ignoring flexibility destroying tissue damage caused by micro tears and scar tissue.

| will seek neurosurgical referral advice from local EDSrs. Then start the very long process of
, which have been present long before Covid.

| fear this will be my fate. This is quality of life we

are talking about here.

| continue to avoid ER and hospitals where | have been misdiagnosed and injured on several occasions. There a
lot of us in this position in Ontario. We may not show up on the EDS radar but we are here. Please do the
humane thing and fund treatments from qualified experienced neurosurgeons regardless of location. Thank
you.

13) Anonymous Submission #2:

I’'m near Edmonton, Alberta. Currently diagnosed with chiari malformation 1.5 and syringomyelia. _
_ on Google and demanded my family doc send me for an mri. CT
also shows atlantooccipital assimilation. | saw a geneticist and ruled out vascular and classical EDS, however, I'm
still suspected to have hEDS. No one else in my family has these issues, however, my mom is adopted and we
don’t know the medical history on her side. I've been seeing a neurosurgeon in Calgary, Dr. Hamilton, who so far
has been very kind and knowledgeable. Much more thorough than the neurosurgeon | was seeing in Edmonton.
I've been offered decompression surgery, however, I’'m strongly suspected to have severe CCl with basilar

invagination, so | reached out
I’'m a little afraid of what seeing an doctor will entail. I’'m certain | need some sort of intervention, but

who can afford that?

14) Even another Lisa’s submission:

April 26, 2022
To: ILC & the Ontario Ministry of Health

My name is Lisa. | am a Canadian woman who has recently been diagnosed with Hypermobility Spectrum
Disorder. | am 63 (soon to be 64) years old.
Think about this:

In fact, : | hypothesized the possible underlying
source of my multiple health issues, collected the medical research for my family doctor, and then investigated
to find . lam very
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fortunate because my family physician is very open-minded and willing to read the research that | bring to her
(and I must say that most are not, probably due to excessive workload and limited support/time for patients, so |
feel quite fortunate to have her). She did read the information, verified that the doctor | had located is the
correct person to see for this condition, and provided this referral for me. After a _ — this is Canada,
after all, where quick, non-emergency medical appointments no longer exist — | finally was able to see a
specialist about my condition.

. And so, | have been dismissed from

“modern medicine.”
To be diagnosed with HSD,

All my joints have been hypermobile my entire life. As a child, | could never understand why other kids
had difficulties touching their toes, as | could walk my hands through my legs and behind me. As a university
student, | discovered hiking and loved exploring the Coast Mountains and Rocky Mountains of B.C. and Alberta —
until my knees became so painful after coming down the mountain (going up never bothered me, only the
“easy” downhill part) that for the grand finale end of my holiday trip, | had to tour Expo 86 while confined to a
wheelchair.

. | asked specifically about this, because this is the issue
which is most concerning to me at this time of my life. I've suffered from sore neck and shoulders intermittently
all my life, but as old age becomes my reality, this issue has become prominent. | have worked hard to develop
good posture habits for many years already, but my major problem now is especially sleeping. Lying on my back
hurts my neck and back while lying on my side (both sides) hurts my shoulders, and so | am struggling all night
long to adjust and readjust multiple pillows to relieve the worst pressures. It does not make for a good night.

2

In fact,
—. | often wake up with nerve irritation — a kind of tingling/numbness/etc. —

which extends down my arm(s). At first, | was able to quickly stop this simply by changing the position of my
neck; this was how | deduced that the issue was probably related to hypermobility impinging on the nerves. But
along with my diagnosis of HSD,

for spinal hypermobility, and even if there were, there are

Hypermobility is not a rare condition; it is a rarely diagnosed condition. Hypermobility runs in families. My -
(now in her mid-50s) and _ (shown here at age 17) are both hypermobile, as is extremely clear from
the photos below; both also suffer with comorbidities.

Just look at these photos! (I have not included photos of
myself, as | am now entering the “stiff zebra” phase: my hypermobility is gradually becoming lack of mobility.)
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As mentioned above, most doctors do not see the Boint of diagnosinga condition for which there are no

. But we must open our minds beyond the immediate symptoms: there are other,
extremely important considerations. For example, injury prevention is critically important.

Also important, and perhaps even more important, is
. | suffer from several of these, which
in fact have caused me more disabling symptoms than the hypermobility itself. One patient support site for
Ehlers-Danlos Syndromes, for example, lists:

¢ Malfunctioning of the autonomic (involuntary) nervous system (PoTS)

¢ Gut dysmotility (an abnormality of the involuntary muscle movements that control digestion, which may cause
the system to be very sluggish)

¢ Chronic fatigue

* Small fibre neuropathy (nerve damage causing pain which can be severe, pins and needles, numbness)

¢ Cervico-cranial instability (complex problems caused by joint instability at the top of the neck)

¢ Sleep disorders

e Anxiety

And they add: “This is not an exhaustive list.” My own list of comorbidities includes most of these (the only
exception being anxiety) plus others. For example, my sister and | were both (late) diagnosed with
endometriosis, which is another aspect of connective tissue disorder. Despite suffering disabling pain every

month (until menopause, i.e., for over 40 years),
Prior to this,
. And the “

—one more example of the iatrogenic harm that results

from an excessively limited medical vision, for adverse reactions to common medications is another widespread
issue for those with genetic illnesses such as EDS/HDS.

The following photos illustrate such episodes of “visibility.” The first photos illustrate my reactions
during a visit to a dental clinic. And in this instance, | was not even the one receiving dental care! | reacted to the
smell of the dental products simply by sitting near my young son while he received dental treatments. (This was
years ago. Today, | am currently without any dental care, as the only dentist | have found in my area who is
aware and willing to deal with these issues was forced into retirement due to covid restrictions.)

In 2013, | was exposed to some (unidentified) fumes when the garage of our apartment building was being fixed
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(eight stories below our apartment, but apparently sharing the same air):

This episode became increasingly severe, because | was then exposed again to other common but intolerable
substances.

The final two photos illustrate the healing process (first reduced swelling, then all the affected skin peeled off,
like after a very bad sunburn) after | escaped from the environmental toxins.

During this episode, my medications ran out and my doctor was out of town. Therefore, | did what we are
supposed to do: . No one
would listen to me.

except in an ambulance for the ER. At

the hospital. From these experiences, | learned
feel more at risk from the system than from my illness.
Coincidentally, my husband and | had planned a trip to Hawaii at that time. Although we were delayed a few

23

. Furthermore, | could feel that | was reacting even more there, due to the strong disinfectants used in

5 |

days, we did go, and there | was able to heal fully (the residual redness on my neck healed soon after this photo
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Thereafter, | continued to have many reactions, although less severe, thanks primarily to my greater awareness
and precautions:

These issues are all related to the larger problem of chronic, genetic iliness, such as HSD/EDS.

at every level.
| suspect that the political basis of this decision is simply that we are too expensive for public medicine; in other
words that it is much more convenient to simply ignore us, to disregard our needs and (in the process) to
disrespect us as patients.
Can you guess that | no longer have faith in our medical system? Do you still wonder why?
Prior to becoming disabled, | completed a PhD at McGill University (on fellowships), as well as two post-doctoral
research fellowships. | then worked as a researcher for the federal government. | had just transferred to Health
Canada, but unfortunately never had the opportunity to work there more than just a few weeks before my
health crashed. | have lived on disability ever since. | am not an ignorant patient — | am highly educated, highly
aware, and highly experienced regarding our medical system.
— but not for all. The medical system broken for too many of us, however. | now believe that

—who chose MAID due to the bleak
prospect of continued suffering without any hope of public assistance.)

But we can do better. | am writing this letter because we must do better.

Sincerely, Lisa

(I will not include my surname because | have referred to family members in this letter and | wish to respect
their privacy.)

15) Anonymous Submission #3:

| realize you are doing advocacy work in Ontario. Although | am located in Vancouver, please share this with
the Ontario Ministry of Health as it pertains directly to care in Ontario that seems to be impacting all of
Canada.

| wish to begin by saying that | want to be transparent and share my name but given the discrimination and
marginalization | have experienced combined with having two daughters showing signs of EDS, | simply do not
feel that | can, as my belief is it will negatively impact their care.

| am a nurse by trade and have enjoyed a fulfilling career for fifteen years prior to my health declining to the
point of being on disability for the past four years and almost bed bound for the past two. | have been diagnosed
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with hypermobile EDS, Chiari and crainio cervical instability.

I have tried everything to access neurological and neurosurgical care. _
_ But likely due to my nursing connections, | was able to see a neurosurgeon about

two years ago in Vancouver. It was very uncomfortable. As the appointment moved along,

Shortly after this appointment | found out the University of Toronto neurosurgery was hosting a meeting,
spinefest, and EDS would be featured by Dr. Marcus Stoodley. The following year, EDS was also discussed by Dr.

Laura Lohkamp.
In addition, there was

s. Although nothing
had progressed in BC to my knowledge, | started to feel optimistic that things were progressing in Ontario and
may spread across Canada.

| am originally from Ontario and have a close personal friend of significant financial means in Ontario who has
told me for years if there was anything she could contribute to that would help me to let her know. | looked up
Dr. Lohkamp and could see that she was trained at Toronto Western Hospital and Sick Kids which | shared with
my girlfriend. Somehow she made her way to Krembil Research Institute and interacted with Dr. Weaver, the co-
director. He was very interested in speaking until it was EDS she was interested in contributing to and then no
longer responded to her communication.

My health has continued to decline. | spoke to the ILC Foundation to find out if they could tell me which

. | also tried to
track down Dr. Lohkamp with no luck.

My husband and | have accepted that _, this was and is very

difficult for me to process given that | am a nurse and have dedicated my life to helping other people. We have
remortgaged our home and are using our RRSP’s.

There are Many neurosurgeons in the US Who are providing care. For financial reasons, | started looking as close

to home as possible and shockingly found a neurosurgeon at the
and graduated a few years ago with a stated interest in EDS.

| have chosen to be cared for by . He sees other Canadian patients and
although he did not give me a name, he told me there is

To the ministry of health, something is wrong, how can the

y? Who is this and why is this being allowed?
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16) Anonymous Submission #4:

| felt compelled to write. | have hypermobile EDS and had a cranio cervical fusion and tethered cord release
about 7 years ago in the . | still have many issues related to EDS but have gotten married, hold down a part
time job and recently had my first child. About a year after these surgeries | started feeling remarkably better
and wanted to become involved in advocacy. | chose not to as a result of a conversation | had with an
orthopedic surgeon who helps with my shoulders. His advice was not to do this as EDS care in Ontario is volatile.
| really have no idea exactly what he meant. | hear all the time from other EDS patients they are terrified to
speak out but in my case | am even reluctant to speak out in spite of my positive story in case | ever need
neurosurgery again and hope to have it in Ontario. This is so wrong.

17) Anonymous Submission #5:

| have EDS and am a former patient of Dr. Shamji’s. The promise of Toronto Western Hospital caring for Dr.
Shamiji’s EDS patients is a lie. These patients including myself were seen by other neurosurgeons within a
reasonable amount of time after Dr. Shamji was incarcerated. However, it was not care, it was an “exit
interview”, checked off the list, hung out to dry.

The former EDS patients | am aware of, of Dr. Shamji’s all say the same thing. Dr. Shamji promised ongoing care
and imaging and stated he would use this to better inform our care and future neurosurgical care on other

patients. This aligns with what

. For those of us who pursue this at

. Wasted healthcare dollars.

. One even stated he
feels
I now hear that if you go through

Again this makes no sense. On one hand

. More wasted
money with no real plan.
For the people reading this who have the power to make change, please do not let this continue.

18) Anonymous Submission #6:

| want to give my name but | am too traumatized by my experiences to do so and afraid if | do it will deplete the
small amount of healthcare | receive.

| have hypermobile EDS, cranio cervical instability, disc degeneration, myelopathy, and atlanto axial instability. |
live a block away from Toronto Western Hospital and the Krembil Institute, who state they are the top when it
comes to neurosurgical and neuro-degernative care and research.

[ to see Dr. Michael Fehlings. | felt fortunate to get this appointment _
and believe the only reason | did was a
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personal connection. | had to be wheeled in on a gurney as | am mostly bedbound and can no longer hold my
head up for any length of time. in me or EDS.

A group of UHN doctors from a variety of specialties themselves have
r, and _ But still we sit here and decline further with

| feel so defeated and hopeless. | am a professional smart women who has held many leadership roles and
navigated many complex global projects. After hearing and reading so many stories, | have come to the
conclusion
Why is this happening, is it possible that even in 2022 it is because we are mostly women with this disease?
Thank you for your advocacy! | wish | could do more.

19) Ruth’s submission:

My name is Ruth McGroarty, my MPP's riding is with Prabmeet Sarkaria. | was 100% functioning in a senior
management role in a large Canadian based multinational organization until | had a severe recreational accident
in 2010. | was given a formal diagnosis of Fibromyalgia (Ontario
Rheumatologist). | also now have a better/more accurate diagnosis of Atlantoaxial Instability and Empty Sella
with crushed pituitary -

| suspect a minor hypermobility disorder and mast cell activation or chronic virus
. | have been referred to at least
to take me on.

disorder but

and

According to one large medical
study 83% Fibromyalgia patients have some form of craniocervical abnormality and a large ME/CSF patient study
indicates 80% of this patient population have a craniocervical junction disorder. With Long-COVID and studies
indicating brainstem abnormalities and FM and ME/CSF patients on disability,

| should add there is -
... this practice is not

acceptable and needs to change immediately.
There is

Thank you for your consideration.
Ruth McGroarty
(647) 300-8255

20) Anonymous Submission #7:

My EDS story (from the eglinton-lawrence riding)

Where someone could find me if looking for EDS patients:

Toronto institutions and doctors | have seen regarding EDSh
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2011
then.

2013 | Sunnybrook Hospital, Mary Bell, Rheumatologist suspected EDSh and sent me
to Dr. Faghfoury

2014 | Mt. Sinai, Hanna Faghfoury, Geneticist diagnosed me

2014 | Mt. Sinai, Alan Gordon, was informed of the diagnosis. | had been a patient of his
and ﬁ

ia/ME Specialist with

2014 | Nightingale Foundation, Byron Hyde, MD Fibromyal
considerable knowledge of EDS.

2014-2017 | EDS Clinic at UHN, Medha Soowamber, Rheumatologist. Confirmed the
diagnosis, referred me for an MRI and 2 sessions of physiotherapy at the
hospital.

I have had painful symptoms of hypermobility my entire life starting with painful “growing pains” as a
child. As a teenager | developed severe exhaustion leading to unstoppable yawning and sighing and
falling sleep in numerous different settings but most troublesome was sleeping in school. As far back as
I can remember | have always needs 10-12 hours sleep but while working that was obviously
impossible. I've had severe attention issues since | was a teen as well but | adapted work-arounds to
get by. In my 20s | developed some odd health issues such as fainting (more frequently then when |
was younger), drenching night sweats, a couple classic migraines with visual aura, alopecia, fungal
infections, and psoriasis.

At age 30 the really debilitating symptoms started. | rather suddenly started to have pain between my
shoulder blades which physiotherapy only worsened. The pain quickly moved into my neck and jaw.
Within a matter of weeks | was in 24/7 pain...for the rest of my life. The persistent severe migraines
started then too.

She referred me to a

. , thankfully only temporarily. | tried them again
some years | travelled across the cit
by TTC to St. Josephs’ Hospital for weekl

not because of the content, but because | was too
much for me to work all day and then do a class. It was very discouraging. | saw four expensive
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dentists over the years for TMJ and the three corrective devices they made for me only created more
pain and inflammation.
made things worse. No change would have been OK but

So far everything | had tried actuall

d. My life was just getting harder and harder and work was barely
tolerable let alone taking care of myself at home...self-care, groceries, laundry...l was having to
develop more and more workarounds so that | could manage (e.g. ways to avoid having to wash my
hair as much, paying high prices for grocery delivery, figuring out my own assistive devices at work to
lessen neck/jaw pain, etc). And on | went until | just couldn’t anymore. So, after a terribly stressful
period when my dad died from leukaemia and my mom got Parkinsons, | resigned from my job after
trying modified hours etc, accessed (with great difficulty) a disability payout and later applied for CPP-
D. Since then | have continued my search for medical help.

Due to an increase in neurological symptoms in recent years | began to think | should see a neurologist
again (e.g. tinnitus has worsened and pulsates, morning exhaustion and having to sit down, episodes of
vomiting when | lean over, drooping eyelids, more episodes of POTS than normal, etc). | learned of a

neurosurgeon who is interested in complex cases similar to mine and | got my doctor to refer me. | saw
him once and since then | have been

| am sad and disheartened to say that
We are left languishing invisibly |

OBSERVATIONS 1.0

TABLE 2
Legend [
THEMES COLOUR REPORTED INSTANCES
CODE
Negative Emotions - Words of Hopelessness and Struggle blue ~125
Declined Referrals yellow 64 (some respondents made reference to

providing “lists” and groupings. They were
counted as 1.)

Seeking Care Outside of Canada or a Desire for Care Outside
of Canada

Long Wait Times
Fear
Expressed Need for Doctors with Expertise

oQ
=
(0]
<

Referenced Concern for Family Member with EDS

8
~149
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TABLE 3

PROVINCE OF  TRIED TO ACCESS SOME FORM OF RECEIVED SOME FORM OF MEDICAL

RESPONDENTS MEDICAL ATTENTION IN ONTARIO ATTENTION IN ONTARIO

30

PATIENT FELT THAT CANADIAN
HEALTH CARE SUPPORTED THE
DISEASE

Ontario v v X
Ontario v v X
BC X X X
Ontario v v X
Ontario v v X
Manitoba v X X
Manitoba v X X
Ontario v v X
Ontario v v X
Ontario v s X
Unknown v v X
Ontario v v X
Alberta X X X
Unknown unknown unknown X
BC v X X
Ontario X X X
Ontario v N X
Ontario v v X
Ontario v N X
Ontario v N X

OBSERVATIONS 1.1

These statistics can be compared to the total population of patients diagnosed with EDS through a ratio form to
make mathematical estimates. Mathematical estimates can be completed on a national scale. These results
cannot be correlated with provincial statistics for Ontario unless you remove the other provinces. You can
modify the results based on the stakeholder receiving the information and the available statistics of EDS patients

for each.

For example:

1) 20 EDS patients in the study: 125 negative emotions — national result. That’s a ratio of approximately 1:
6 or an average of six negative emotions in each patient submission. Existence of pain was not counted
as a negative emotion. The negative emotions are in response to the pursuit or lack of medical attention

in Canada. Lack of medical attention is also supported by
https://ojrd.biomedcentral.com/articles/10.1186/s13023-021-01962-7

https://journals.sagepub.com/doi/10.1177/26330040211022033

and

2) 20 EDS patients in the study: 64 declined referrals. (20:64)- national result. That’s a ratio of
approximately 1:3. On average every submission contains three mentions of declined referrals. Where
some respondents made mention of providing “lists” and groupings they were counted as one.
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3)

4)

5)

6)

7)
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20 EDS patients: 149 expressed need for expertise — national result. That’s a ratio of approximately 1:7.
Which represents on average 7 mentions of unmet healthcare needs, per submission.

Many respondents stated the need for “anonymity” and “fear of speaking out” as there could be a
consequence of no care.

Multiple health care professional’s experiences referenced. Consistent reporting of roadblocks that
relate to one TWH Neurosurgeon’s influence.

Gender was not requested as part of the questioning process. Based on pronouns offered through the
narratives it appears that all 20 patients were female. The Wales Study available at
https://bmjopen.bmj.com/content/bmjopen/9/11/e031365.full.pdf speaks to demographics and
indicates that while both genders are likely to have the same prevalence of EDS, in the age group of 5-9,
more male children are diagnosed as children. After puberty males report fewer symptoms and females
more. This is possibly due to the role of testosterone and the greater muscle mass for males. After
puberty this study found 75% of symptomatic patients were female.

Some of the participants made reference to declined care around dentistry.

RESULTS

100% of all respondents reported that Canadian health care did not support the disease of EDS/HCTD.

Very concerning that patients report fear in sharing their medical narrative. This ‘sharing’ results in a negative
consequence that directly impact their future care. In one instance, a patient report’s that her medical
professional states that “...when he advocates for EDS patients that he is jeopardizing his own career. “
(Anonymous Story #5) This leads to questions like:

Do patients with other life-threatening diseases such as cancer, diabetes, etc. experience this same level
of fear?

Do healthcare professionals working in diagnostics for other diseases experience threat in diagnosing
patients with a life-threatening disease?

Why does EDS/HCTD have a “negative” experience connected to it?

There are multiple mentions of neurosurgeons unable to take on patients due to the complexity of the disease.
In other countries, as the linked table shows, neurosurgeons are treating EDS/HCTD patients. Ontario had that
support with Doctor M Shamji and the team he built, this support no longer exists.

Neurosurgeon: Location: Academic:

Dr. Brian Dlouhy lowa City, lowa Assistant Professor
Dr. Petra Klinge Providence, Rl Director, Professor
Dr. Roger Hartl Weill Cornell, New York City, NY Director, Professor
Dr. Kai Ming Fu Weill Cornell, New York City, NY Associate Professor
Dr. Paul Park Michigan Director, Professor
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Dr. Daniel Ho Gainsville, FL

Dr. Sunil J. Patel Charleston, SC Chair, Professor

Dr. Faheem Sandhu Washington, DC Director, Professor
Dr. Jeff Greenfield Weill Cornell, New York City, NY Associate Professor
Dr. Ali Baaj Phoenix, AZ Chief, Professor

Dr. Anthony L.

Capocelli Fort Smith, AR

Dr

. Fraser Henderson

Silver Spring, MD

Dr. Paulo Bolognese North New Hyde Park, New York

Dr. Justin Virojanapa Cincinatti, Ohio Assistant Professor
Dr. Holly Gilmer Beaumont Hospital, Michigan

Dr. Gerald Grant Duke, Durham, NC Chair, Professor
Dr. Douglas

Brockmeyer Salt Lake City, UT Professor

Dr. Nicholas Theodore | Johns Hopkins, Baltimore, MD Director, Professor

Dr.

Eric M. Jackson

Johns Hopkins, Baltimore, MD

Associate Professor

Childrens National Hospital, Washington,

Dr. John Myseros DC Vice Chief, Professor

Dr. Alan Martin University of California, UC Davis Assistant Professor

Dr. Wilco Peul The Hague, Holland Chair, Professor
Director, Former

Dr. Bart Oliver Barcelona, Spain Professor

Dr. Vicenc Gilete Barcelona, Spain

Conjoint senior lecturer
at Universities,
Macquaire, New South

Dr. Prash Rao Sydney, Australia Wales, and Sydney.
Dr. Marcus Stoodley Sydney, Australia Chair, Professor
Dr. Atul Goel Mumbai, India Chair, Professor
Dr. Mariusz Glowacki Warsaw, Poland

***Chair, Pediatric
Dr. Dror Ovadia Tel Aviv, Israel Neurosurgeon

It seems that patients are not only experiencing the debilitating symptoms of this disease but experience an
additional toll due to a lack of Canadian medical professionals with expertise, declared interest, and the ability
to support them. This creates additional mental health issues for many of the respondents. The accumulated

result appears to be a health care system that fails:

e the patient

e the taxpayer, who likely incurs additional financial burden through inadequate processing and

unsuccessful attempts to support
e the medical professionals who genuinely want to help these patients
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