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  IN THIS ISSUE 

Teachers face enormous demands in the 
classroom that often surpass the 
understanding of those who are not 
teachers. As a former school-based 
Occupational Therapist, I have assisted 
hundreds of teachers, educational 
assistants, behavioral specialists, 
students, and families in their quest to 
learn how best to address the unique 
learning challenges children face in their 
school environment. A superhero 
teacher is expected to have all the skills 
and training necessary to handle the 
multitude of needs for 25 or 30 students 
in their class and ensure each student 
obtains what they need - even if their 
needs differ from the student sitting 
next to them.  

For most children with limitations in 
one’s classroom, their disabilities are 
well-known by their teachers, doctors, 
and a wide array of researched literature 
is available for additional reference. 
However, there are some students 
whose medical and learning needs go 
unnoticed and are simply undetectable; 
therefore their needs remain hidden 
under a cloak and the assistance they 

require may not be provided.   

It is necessary to point out that doctors 
and mental health professionals do not 
easily diagnose and understand these 
invisible disabilities. As such, one cannot 
expect teachers to easily provide the 
assistance necessary to allow for greater 
participation of the child in their 
occupation as a student.  Children with 
invisible disorders are frequently 
misdiagnosed by medical professionals 
and therefore are inadequately 
supported, which leaves the child feeling 
misunderstood, the teacher frustrated, 
and a parent frazzled with the demands 
of raising a child who has a complex 
medical condition.  When equipped with 
knowledge and tools, you, the teacher of 
a student diagnosed with Ehlers-Danlos 
Syndrome has the ability to provide the 
best assistance for this student. As such, 
this letter is for you…the superhero 
teacher who already 
compassionately cares for and 
addresses all of the learning needs 
of your students!                  (cont. p. 2)        

Dear Teacher, 

This article, Dear Teacher, was written by Diane Durante, MEPD, OTR, LMT, CST. She is a professional occupational and massage therapist 
who works with children and adults who have complex medical needs and connective tissue disorders. She and her family are affected by 
EDS and Diane enjoys sharing her knowledge and experiences with others, often serving as an advocate for students and assisting parents 
who are in need of consultation services for the IEP or 504 processes. To learn more about Diane's services and experience you may 
visit www.chrysalismassage4.you.com 

http://www.chrysalismassage4.you.com/
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(Dear Teacher, continued)  
This genetic medical condition called 
Ehlers-Danlos Syndrome, or EDS for 
short, is also found in my own 
family. EDS is a chronic connective 
tissue disorder that causes joints to 
easily dislocate or be weak and loose; 
causing pain, skin problems, stomach 
issues, fatigue, and may vary in its 
symptoms and severity - even within 
the course of a day. Other common 
symptoms include sleep disturbances, 
mood changes, learning style 
differences and learning disabilities, a 
higher incidence of ADHD (Inattentive 
Type), anxiety, depression, sensory 
processing disorders, allergies, 
dizziness, and fainting. Sometimes, the 
outward "behavioral" symptoms are 
misunderstood and unknowingly people 
deem the child with EDS as defiant, 
overly shy, lazy, lacking social skills, 
naughty, or overly emotionally 
reactive.  Yet in reality, these differences 
in affect and self-regulation are 
secondary manifestations of this 
complicated syndrome. Those with EDS 
are often in a chronic “fight or flight” 
mode as they deal with persistent pain, 
fatigue, have overworked muscles 
attempting to keep their joints in place, 
are sleep deprived, and easily stressed 
by environmental stimuli. Learning and 
emotional issues may often lead to 
social isolation if not appropriately 
supported because the child typically 
finds recess, physical activities, or team 
sports to be especially painful which in 
turn may lead to fewer opportunities to 
form important connections with peers 
if not adequately supported.  

While you cannot see the orthotics in 
their shoes to align feet and ankle 
bones,  as their day goes on you might 
notice the child with EDS walking down 
the halls with a stooped posture often 
leaning against the wall as they walk due 
to fatigue or pain.  You also may not see 
the shoulder brace under their clothing 
either yet the child complains of hand 
pain and/or writes the bare minimum to 
mask how weak their hands really 
are. You possibly won’t see the knee 
supports they wear under their jeans to 
stop them from aching so much by the 

end of a school day, but you may notice 
them fidgeting in their seat more as the 
day goes on or as they try to change 
position when everything hurts. You 
certainly cannot see the student’s blood 
pressure is not regulating properly yet 
you may see them leaning against a 
desk, wall or another student when 
asked to stand in line. On the other 
hand, you may be aware the student had 
a joint dislocation or chronic pain flare 
because she/he is wearing a brace and 
sitting out of PE or has “just another 
note” indicating the need for indoor 
recess. You also may notice the student 
with EDS is left behind when running in 
the playground as they may not keep up 
with the other students no matter how 
hard they try.  While all of these issues 
are invisible at first glance, a great 
teacher, one who is in tune to the needs 
of the children in their class will see the 
hidden limitations and disabilities the 
child with EDS is dealing with which 
causes their occupation as a student to 
also struggle.  Between persistent pain, 
muscular and mental fatigue, trying to 
manage their own emotions and mental 
alertness, handle sensory 
bombardments, students with EDS have 
all they can do to keep their head up off 
the desk.  The fact is these students 
often will not have their homework 
completed upon arrival to school the 
next day due to excessive fatigue.    

EDS is not known to directly affect IQ 
levels, as such those who have EDS are 
quite intelligent yet may have uneven 
learning profiles and manifestations 
from "brain fog" or ADHD making 
processing speed delayed. These 
students are often not on 504 or IEP 
plans because they are making progress 
in their learning and are pushing 
themselves to be solid students. It is 
important they develop appropriate 
coping skills to assist them when they 
are in pain and/or when they are not. It is 
also vital their learning needs are 
addressed whether it means they fall 
below standards or exceed them. It is 
absolutely critical they are not 
admonished for having alterations in 
attendance as these students are not 
absent from school due to defiance; it is 

because they need to rest and/or have a 
multitude of medical appointments 
which require their attendance so they 
can be the best student for you. It is 
essential the affective and self-
regulation pieces for this student are 
addressed throughout the course of the 
school day so as not to worsen feelings 
of isolation, depression, and anxiety. It is 
necessary to understand extreme 
amounts of fatigue draining mental 
stamina pose unimaginable strain on the 
nervous and muscular systems for the 
child with EDS which may create after 
school melt-downs, falls, adrenaline 
surges, muscle cramps, and contribute 
to further sleep disruption. As such, their 
learning needs require continued 
accommodations after school hours just 
as they do during school.   

The good news is you are able to support 
students with EDS in significant ways. 
When a parent/advocate asks about 
whether the child would benefit from a 
504 or IEP to address their unique needs, 
assist the child’s parent in identifying the 
procedures to start that process. You 
will likely find the parent has a wealth of 
information to share from medical 
doctors, therapists, and research 
articles.  Please embrace all offered with 
curiosity. While it is absolutely not 
realistic for you to be an EDS expert 
(after all there isn’t time for this), you 
may request the assistance of school 
Occupational and Physical Therapists 
who could provide you and your team 
with ideas to physically accommodate 
the child with EDS.  They may also 
provide suggestions to support the 
student with self-regulation and sensory 
processing disorders if these present as 
well.  Living with any physical, 
emotional, or psychological condition 
ourselves, we understand the struggle to 
be ‘normal’.  We must believe the 
children with EDS when they complain 
of their pain and/or struggles despite the 
invisible nature of the 
syndrome.  Remember, the most 
powerful question you can ask a child 
with an invisible illness like EDS is… 
“How may I help you to do your best at 

school?”               – Diane Durante 

https://themighty.com/anxiety/
https://themighty.com/depression/
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In March 2017, new diagnostic criteria 
were released and a new group was 
defined called Hypermobility Spectrum 
Disorders (HSD).  Please see our website 
to view the new diagnostic criteria and 
to learn more about EDS, HSD, and 
related conditions.  

EDS is a group of heritable connective 
tissues disorders that are caused by 
various genetic defects in the collagen 
protein used to make our connective 
tissue. These defects can affect the 
connective tissues that support the skin, 
bones, blood vessels, and many other 
organs and tissues. Defects in 
connective tissues cause the signs and 
symptoms, which vary from mildly loose 
joints to life-threatening complications. 
 

Common Signs and Symptoms 
 Joint hypermobility 
 Loose, unstable, lax joints 
 Pain in multiple joints 
 Multiple Allergies 

 Chronic Fatigue 
 Chronic and various GI issues, IBS 
 Cognitive Problems – “Brain Fog” 
 Chronic headaches/migraines 
 Bruise easily 
 Dysautonomia, commonly POTS 
 Poor wound healing 
 Early onset of musculoskeletal pain 
 Scoliosis 
 Vision issues, astigmatism common 
 Severe or unusual scarring 
 Scleral fragility (white of eye) 
 Poor muscle tone 
 Auto-Immune Issues 
 Early onset of osteoarthritis 
 Fragile skin 
 Stretch Marks 
 Soft velvet-like Skin (with some 

types) 
 Varying degrees of Skin hyper-

extensibility 
 …and more! 

 
 

For more information: 

Find the link to print the one-page “Diagnostic 
Criteria for Hypermobile Ehlers-Danlos 
Syndrome (hEDS)” on our website. This 
diagnostic checklist is for doctors across all 
disciplines to be able to diagnose EDS.  

www.EDSWi.org 

Did you know that there is a clinic in Wausau 
that specializes in treating people with 
Ehlers-Danlos Syndromes (EDS) and related 
disorders?  In December, Dr. Linda S. 
Bluestein opened Wisconsin Integrative Pain 
Specialists, S.C. (WIPS).  Dr. Bluestein treats 
a full range of issues that cause chronic pain 
and connective tissue disorders like EDS. She 
is able to order genetic testing for EDS as 
well as for metabolic and drug metabolism 
variants. In addition, other co-occurring 
symptoms are also addressed, and treatment 
plans are comprehensive. Nutritional, 
environmental, physical and psychologic 
factors are significant confounding variables 
usually not addressed in traditional clinic 
settings but are closely evaluated at WIPS.  A 
personalized strategy will be developed that 
considers your unique circumstances and 
appropriate interventions from an array of 
scientific disciplines will be utilized to help 

you regain your optimum health.  Dr. 
Bluestein also continues to dedicate much of 
her time as a Volunteer Medical Consultant 
for non-profit organizations such as EDS 
Wisconsin, Inc., and EDS Awareness/Chronic 
Pain Partners as well as serve on the Medical 
Advisory Board of EDS Wellness. In her role 
as part of the Clinical Faculty at the Medical 
College of Wisconsin, Central Wisconsin 
(MCW-CW), Dr. Bluestein works to raise 
awareness about EDS and related disorders.  
She is also actively involved in programs at 
MCW-CW that bring patients and medical 
professionals together so that they may 
better understand each other.  

Dr. Bluestein is very passionate 
about educating other physicians 
about EDS and related disorders 
as well as co-morbid conditions.   

 

She works very closely with each person’s 
entire healthcare team. To learn more about 
WIPS or Dr. Bluestein, visit 
LindaBluestein.com or call 715-600-1722.   

.v  

Linda Stapleford Bluestein, M.D. 

www.LindaBluesteinMD.com  
Email: WisconsinIntegrative@gmail.com 
President, Wisconsin Integrative Pain 
Specialists 
Course Director, Healer’s Art Program - 
Medical College of Wisconsin - Central 
Wisconsin 
Member, Medical Advisory Committee, EDS 
Wellness, a 501c3 non-profit 
Volunteer Medical Consultant, Chronic Pain 
Partners, a 501c3 non-profit 
Volunteer Medical Consultant, EDS 
Wisconsin, Inc., non-profit 
Volunteer Medical Consultant, Woodson 
YMCA Active Older Adults Program 
Professional Member – Hypermobility 
Syndromes Association (HMSA)   
Tel: 715-600-1722                                                         
601 S 32nd Ave, Wausau, WI 54401 

What are Ehlers-
Danlos Syndromes? 

   

       Wisconsin Integrative 

        Pain Specialists 
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EVENTS 

 

Quarterly Events in 2018 
In 2018, EDS Wisconsin in conjunction with its 
dedicated volunteers and supporters will be bringing 
events to Wisconsin each quarter. In the second 
quarter watch for a presentation about a condition that 
commonly occurs with EDS called Mast Cell Activation 
Disorder; an EDS ‘clinic’ in the third quarter; and for the 
fourth quarter we are accepting suggestions (although 
we have many ideas, we want to do what our State 
needs!). We would love to hear your ideas and 
feedback! Send us an email at edswisconsin@live.com, 
Like us on Facebook and watch for event listings there 
and on our website 

 

Our Next Event 
Conquering Appointment Anxiety for 

Medically Complex Patients 
Education and Support for Patients 

and Medical Professionals 
 

When: March 24, 2018, 1–3 PM  

Where: Aspirus Medical Education Resource 
Center, 425 Wind Ridge Dr, Wausau, WI 54401 

 

PATIENTS, have you ever gone to a medical 
appointment and wondered, "Where do I even 

start? What IS important and what's NOT 
important? I hope they believe me." 

MEDICAL PROFESSIONALS, do you have 
patients who have complex symptoms and 

wonder, "Where do I start? How do I best help this 
patient? I don't have enough time." 

At this first educational event in a series of four for 2018 
hosted by EDS Wisconsin, patients and medical 

professionals will be given tools and tips to help get 
through these appointments with confidence and ease.  

Join Linda Stapleford Bluestein, M.D., and Tammy 
Kosbab, President and Founder of EDS Wisconsin, Inc 

for this empowering event!  You don't want to miss this! 
What do you have to lose, besides the anxiety? 

FOR MORE INFORMATION 

Like us on Facebook and watch  
for event listings at  

www.facebook.com/EDSWisconsin/ 

 

Growing up, we did 
not know I had 
Ehlers Danlos 
Syndrome (EDS).  
We did not know 

what EDS was. I do not think my doctors 
knew anything about EDS.  I think everyone 
just felt that I was clumsy & fragile with weak 
ankles, joints, bones, flat feet and deformed 
heels... I guess I could go on about my “Jelly-
Fish-issues,” But Clutzy was my middle 
name. They also called me Grace as a joke. 

I had a lot of “Growing Pains,” and I was 
always getting hurt. I had very poor 
proprioception {I often bumped into walls 
and missed my chair}, but we did not know 
what that was.  I also had undiagnosed 
POTS/Dysautonomia, which are conditions 
commonly found in patients who have EDS, 
as well as other undiagnosed things that 
cause me issues.  I think my parents thought I 
was faking some things, or I was a whiner. I 
did not want to be "crazy," so I learned to 
suffer in silence unless I needed medical 
attention. I was always spraining, fracturing 
or hyperextending something.  Later I 
learned that a lot of my pain was from 
dislocations and subluxations due to the 
weak connective tissues I have due to EDS.   

Physical Education was difficult for me.  I got 
injured a lot and then would have to sit out 
for a while.  I would try to avoid things that 
hurt me, but the PE teacher would make me 
do the activities, or he would give me a low 
grade for “not trying.” Of course, since I was 
not diagnosed at the time, I was not able to 
have a knowledgeable doctor write a note to 
tell them I was not faking the pain. 

When there were things that I excelled at, 
“Bendy people things,” I gave it my all to try 
to make up for times that I was “clumsy and 
weak.” The PE teacher called me out a lot in 
class, to embarrass me as if that was going to 
help me to do things that hurt.  No 
exceptions were made unless I was injured, 
and I was injured a lot.    

Outside of PE, I did have sports that I 
participated in and loved.  Swimming was 
one of them, in the summers I would live at 
the pool.  I would eat breakfast and go to 
lessons and practice; I would come home for 
lunch, then go back to the pool, come home 

for dinner then some nights, I would go back 
with my family.  

I also loved ice skating but had a rough start.  
My ankles were super “Jelly-fish” and floppy.  
An ice skating instructor recommended that 
my parents find me ankle support and ice 
skates that offered support. I had severe flat 
feet that pushed my heels out from under my 
feet.  A foot doctor thought that I should try 
metal support plates, in my shoes until I grew 
out of them. The added ankle support helped 
my ice skating, but the metal plates did not 
correct my feet.   

I loved skiing, the boots offered excellent 
ankle support, and it was fun.  I enjoyed 
riding my bike and exploring.   I was a 
natural, “yogi” and I loved to do yoga-type 
things and “party tricks” {that did not hurt.}  
Dance lessons were fun for a while as well.   

Things like Tennis and Volleyball were not 
my favorites; I often injured my poor elbows. 
However, In High School PE, we got to pick 
PE Electives that fit the requirements, so I 
stuck with dance.   

Because of Ehlers-Danlos Syndrome and the 
many related conditions, such as Mast Cell 
Activation Disorder another condition 
commonly seen with EDS which presents as 
“allergies,” I sometimes had to take a break 
from activities that I loved.  I started getting 
reactive at the pool, so swimming in 
chlorinated water was impossible at times.  
Other times, when the Dysautonomia 
(dysfunction of the autonomic nervous 
system) was flaring up, my body temperature 
would have a hard time regulating after I got 
out of the pool.  I would have severe shivers 
and hypothermia for hours after I got out of 
the pool.  

I believe that if there had been alternative 
options or accommodations, and the support 
(being believed and helped) of those who 
were entrusted to take care of me while I was 
at school, I would have loved PE.  Being 
injured was not fun.  I did not enjoy being 
harassed by the PE teacher.  I am glad that I 
had support in physical activities outside of 
school and that there were alternative 
options for me in High School, such as EZ 
Gym and alternative PE class.                                

– Tammy Price 

Growing Up With EDS – 
Undiagnosed by Tammy Price 
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If you are an educator or 
medical professional who 
is knowledgeable about 
EDS, HSD & related 
disorders and would like 
to be involved with EDS 
Wisconsin, please 
contact Tammy K. at 
edswisconsin@live.com 
or go to www.EDSWi.org 
to express your interest. 
We are also looking for 
partners, sponsors, 
donors and volunteers!  

Meet Therapist 
Kc Graveen 
LPC-IT, MSAT 

I am knowledgeable in 
Ehlers-Danlos Syndromes (EDS), 
Hypermobility Spectrum 
Disorders (HSD), and related 
conditions.  I have completed 3 of 
the 4 currently available EDS 
Physician CME Education 
Program Curriculum Modules. I 
am interested in the healing 
power of art for individuals with 
various medical illnesses and 
chronic pain. 

I specialize in working with 
individuals experiencing chronic 
pain, depression, anxiety, suicidal 
ideation, self-harm, ADHD, mood 
disorders, oppositional defiant 
disorder, conduct disorder, PTSD, 
trauma and substance abuse. 

I utilize art making to develop 
interpersonal skills, positive 
relationships and coping 
strategies that promote overall 

physical, mental, emotional and 
spiritual well-being. Using a 
creative approach to therapy, I 
can better provide my clients with 
the materials they need to 
succeed.  

In May 2016 I received my 
Masters of Science degree in Art 
Therapy with an emphasis in 
Counseling from Mount Mary 
University in Milwaukee 
Wisconsin. I also completed my 
Bachelor of art degree in Art 
Therapy at Mount Mary 
University in May 2014.  

I strongly believe in the healing 
and therapeutic benefits of 
alternative approaches to 
therapy. As an art therapist I 
strive to adapt to the specific 
needs of my clients. I work from a 
person-centered approach, 
meeting each individual where 
they are physically, mentally, 
emotionally and spiritually. I work 
alongside each individual and aid 
them in reaching their 

therapeutic goals. Being an artist 
and an art therapist, I view each 
encounter with a client as our 
own collaborative art piece, 
working together until the piece 
is complete. 

Kc provides therapy services at The 
Caring Tree Children’s Counseling 
Center in Wausau, Wisconsin where 
she will be having group sessions for 
Children and Teens with EDS. Kc can 
also see children and teens for 
Individual Therapy sessions. If you 
know a child who could benefit from 
an EDS knowledgeable Counselor to 
help him or her deal with chronic 
illness and/or related conditions, an 
appointment can be scheduled with 
Kc by calling 715-301-0667. Kc can 
also be contacted directly at 715-659-
0387 or kccaringtree@gmail.com 

501 Division St. 
Wausau, WI 54403 

715-301-0667 
www.CaringTree.us 

Support Group Information 

 The Wausau Area Support Group will have their next 
meetings on Sat. March 24, 2018 from 1 - 2:30 pm at the Apirus 
Medical Education Resource Center in Wausau. Sign up on our 

website www.edswi.org or contact Tammy at 
edswisconsin@live.com for more information.  

The Milwaukee Area Support Group will have their next 
meeting will be held on April 12, 2018 at the Menomonee Falls 

Public Library from 6 – 7:30pm. Sign up on our website or contact 
Christine at Christine.Quackenboss@kohler.com. 

Looking for a support group near you.... We are developing Support 
Groups in Madison, Eau Claire, Green Bay/Appleton, and to have 

Online Meetings.  Go to www.edswi.org to sign up or contact 
Tammy K. at edswisconsin@live.com 
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Someone 
you 
should 
know: 

Diane Durante    MEPD, 
OTR, LMT, CST I    

I am a conscientious, integrative, and 
compassionate therapist who believes in 
the practice of comforting through 
empathetic presence and healing touch 
embedded into the physical modalities 
that I employ. I am an avid reader and 
researcher continuously learning new 
relevant approaches to patient care and I 
am passionate about sharing my 
knowledge with others. My years of 
learning have allowed me to obtain over 
40 credits in post graduate coursework 
relating to childhood behavioral 
disorders, sensory processing disorders, 
health/wellness promotion, and 
complementary and alternative 
medicine practices. I’ve utilized my 
Master’s in Education from UW LaCrosse 
to be an anatomy and physiology 
instructor through Health Touch Spa 
School of Massage and have provided 
countless hours of individual patient 
education and public speaking. Since 
2000 I have been actively practicing as 
an Occupational Therapist in the 
following settings: schools, skilled 
nursing, orthopedics, and home health. 
Since my licensing in 2011 as a Massage 
Therapist I have built a specialized 
medical massage therapy practice out of 
my home which also includes hospice 
massage. 

I balance my roles to provide holistic 
approaches to care, with an emphasis on 
patient centered goals. As an 
Occupational Therapist, I have 
experience in psychosocial 
rehabilitation (psychological well-

being) and pain management 
(including manual techniques, home 
exercise programs, teaching relaxation 
techniques for pain management / 
anxiety, splinting and daily living aids). 
My therapy practices frequently 
incorporate use of manual techniques 
such as CranioSacral Therapy, Trigger 
Point, and Myofascial Techniques which 
are highly effective modalities to 
address chronic and acute pain.  

My medical massage practice provides 
non-invasive therapy intended to 
improve, correct, maintain previous 
therapy results or serve as an adjunct to 
existing therapies associated with 
diagnosed medical, orthopedic or 
mental health related condition; 
including palliative care. Unlike 
traditional massage therapy, the goal of 
a medical massage is generally not 
relaxation or tension release; rather, a 
medical massage seeks to stimulate or 
restore the integumentary, 
musculoskeletal, immune, nervous, and 
circulatory systems through non-
invasive and gentle forms of therapy. 
For example, a doctor may send a 
patient for a medical massage to help 
stimulate their nervous system when 
battling depression.  A doctor may also 
order a medical massage in the case 
of a patient suffering from chronic 
headaches. While another doctor may 
refer a patient to aid in body – mind 
integration for a patient who has 
experienced trauma. In each scenario, 
there is a very specific ailment that the 
medical massage is seeking to address. 
Medical Massage is often “prescribed” 
by a Primary Care Doctor, Psychiatrist, 
Psychologist, Orthopedic Doctor, 
Physical / Occupational Therapist, or 
Licensed Counselor. 

I have a personal investment in helping 
others who have chronic pain conditions, 
EDS, POTS, Mast Cell Activation 
Disorders, ADHD and Autism. These 

disorders have affected myself and/or 
family members and I have spent 
countless hours researching, reading, 
and attending conferences to educate 
myself and others about the unique 
treatment needs of these individuals. I 
think you will find my professional skills 
and personal experiences to be 
invaluable to your healing needs.  

At Chrysalis Massage Therapy you will 
be offered professional medical 
massage or occupational therapy 
services by a Nationally Board Certified 
Occupational Therapist who is also a 
Licensed Massage Therapist. The 
specialized Medical Massage services 
offered in my practice include: 
Emotional Freedom Technique, 
Tapping, Breath work, Progressive 
Muscle Relaxation, Autogenics, 
Craniosacral Therapy, Muscle 
Mobilization Technique, Myofascial 
Release, Palliative Massage, Trigger 
Point Therapy, Lymphatic Drainage and 
specialized services for children who 
have conditions such as chronic pain 
ADHD, Anxiety or Autism. In addition to 
orthopedic body work, other conditions I 
specialize in include: POTS, EDS, 
Thoracic Outlet Syndrome, chronic 
migraine, digestive disorders, trauma, 
post mastectomy or pre-surgical body 
preparation. 

I am happy to answer questions 
related to Medical Massage to see if 
it might be of benefit to you. Some 
individuals may require an order 
from a doctor to ensure that its 
practice is safe and appropriate.  

Visit my website 

www.chrysalismassage4you.com or 
call me at 715-432-9399    

- Diane Durante 

http://www.chrysalismassage4you.com/
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SP-ED – IEP – 504 – or What? by Andee Dunn 
KEY IDEAS 

a. KNOW YOUR CHILD 
b. KNOW YOUR OPTIONS: IEP, 504 Plan, or something else 

a. IDEA-2004 - https://idea.ed.gov/part-c/downloads/IDEA-Statute.pdf 
b. 504 PLAN - https://www2.ed.gov/about/offices/list/ocr/504faq.html  

c. KNOW YOUR RESOURCES 
a. FACETS-WI www.wifacets.org or 1-877-374-0511 
b. WRIGHT’S LAW  

i. www.wrightslaw.com 
ii. http://www.wrightslaw.com/idea/idea.2004.all.pdf  

iii. http://www.wrightslaw.com/info/sec504.index.htm  

These foundational resources will help you to understand how the public-school system operates for a child with one or more disabilities, or 
unusual circumstances. Laws determine how a child receives his or her education, but ultimately, the decisions about the means for educating a 
given child are made by the parent, perhaps the child, and the people at the child's school. Therefore, it is important for parents, teachers, 
therapists, administration, or others connected to the child's education to understand the laws, available options, and how they apply to best fulfill 
the child's needs. 

It is important to be knowledgeable about the options available in the student’s demographical area, as well as at the school district level. The 
resources here will be helpful, but each situation is different and it is important to know what exactly applies to each student’s unique situation and 
how to make use of it. It is also important to know what to do when a decision is made that doesn’t work for the student.  

As a parent of several special needs children and having navigated this terrain for over 30 years, I am happy to assist others through this maze. I 
can be contacted directly at allmyearthlybest@gmail.com or 1-608-387-2445. I’d also be happy to answer specific questions (without disclosing 

identities) submitted to this newsletter. - Andee Dunn, Family Advocate At Large 

 

    
 

 

 

 

 

 

EDS Wisconsin, Inc. was organized in 
April 2017 and is Fiscally Sponsored by 
Chronic Pain Partners aka EDS 
Awareness. 

The Mission of EDS Wisconsin, Inc is to 
provide support and resources to 
Wisconsin patients and medical 
professionals about Ehlers-Danlos 
Syndromes and related conditions via 
education and research. 

Our Vision is a better Wisconsin where 
EDS and related conditions are fully 
understood, treated, and supported. 
EDS Wisconsin is here to help. Don’t 
give up, reach out to us. There is hope! 

In May 2017, EDS Wisconsin, in 
conjunction with EDS Wellness a 503(c) 
organization, had their first event "5 
Ways to Reduce Persistent Pain," 
presented by Linda S. Bluestein 

M.D.  Since then, EDS Wisconsin 
obtained a long-term fiscal sponsorship 
agreement with Chronic Pain Partners, 
aka EDS Awareness.   

In 2017 with the help of Volunteers and 
the support of many people and 
organizations, EDS Wisconsin developed 
TWO regional Support Groups, and one 
Kids & Teens Support Group.  We also 
formed a team of researchers who are 
working on creating much-needed 
resources for the Wisconsin EDS 
community. In addition, we helped 
distribute information to the medical 
community about FREE CME education 
which recently became available 
through their fiscal sponsor EDS 
Awareness. On a more personal level, 
several members of the organization 
and their sponsor organization EDS 
Awareness traveled to help an individual 
from Wisconsin who was hospitalized 
out of state to help get her home.  

The organization also sponsored several 
individuals and families for Christmas 
2017, consisting of approximately 9 
children and 9 adults. It has also 
developed other resources (on their 

YouTube page and their website) with 
the help of Linda S. Bluestein, M.D., EDS 
Wellness, and EDS Awareness.  

Most recently, EDS Wisconsin has been 
working on developing an agreement 
with a genetics testing lab to create 
greater accessibility to genetic testing for 
EDS.  Currently, it is not uncommon for 
patients to have to wait 2 to 3 years to 
see a geneticist in Wisconsin for this 
testing. Watch for updates on our 
FaceBook Page or website!  

In addition, EDS Wisconsin is also 
currently developing THREE more 
regional Support Group Meetings 
throughout the state, one of which will 
be held online for those who cannot 
attend in person meetings. In 2018, EDS 
Wisconsin will begin hosting quarterly 
educational events. See page 4 for more 
information.  

In the future, EDS Wisconsin hopes to 
use their organizational structure 
develop support and resources within 
additional states beyond Wisconsin. 

 

About EDS Wisconsin 

https://idea.ed.gov/part-c/downloads/IDEA-Statute.pdf
https://www2.ed.gov/about/offices/list/ocr/504faq.html
http://www.wifacets.org/
http://www.wrightslaw.com/
http://www.wrightslaw.com/idea/idea.2004.all.pdf
http://www.wrightslaw.com/info/sec504.index.htm
mailto:allmyearthlybest@gmail.com
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              ABOUT THE BOARD 
 

Tammy J. Kosbab, 
President & Founder 
Tammy is passionate about helping 
those with EDS and related 
disorders since watching her 
mother suffer and then pass away 
in 2004 without ever knowing the 

cause of her ailments. In 2009, Tammy was diagnosed 
with what is formerly called "Type 2" or Mild Classical 
Type of EDS. She has attended 2011 and 2012 EDNF 
Conferences, the 2016 and 2017 Ehlers Danlos Society 
Global Learning Conference, and EDS Wellness’ 
“Wellapalooza” Integrative Health and Wellness 
Conference in 2017. She is the creator and administrator 
for Ehlers-Danlos & Joint Hypermobility on Facebook, 
which currently has over 600 members. Tammy went to 
school for Healthcare Management so she could help 
others with EDS. She graduated magna cum laude in 
2016, and soon after she was elected to the Board of 
Directors for Ehlers-Danlos Network CARES. She 
currently manages a Children’s Counseling Center and is 
enrolling in a Master’s degree focused on Health Law 
and Policy. In the past, she had been a successful 
Entrepreneur and salon owner for over 9 years. 

Steve Swierczynski, 
Vice President and Co-
Founder 
Steve is a successful 
entrepreneur: Fishing Hot Spots, 
Inc., Fishidy, EDS Wisconsin, and 
others. He has served on numerous 
Boards and Committees in business 

and educational settings. He is a family oriented person 
who has a personal and passionate connection to EDS. 

Tsilos “Jewels” 
Schoener, Secretary 
Tsilos graduated with a Juris 
Doctorate degree in 2007 from UW 
Madison Law School. She also 
graduated with double majors from 
UW Milwaukee with Honors. Tsilos 
has family members who have been 
diagnosed with EDS. She has been 

diagnosed with Undifferentiated Connective Tissue 
Disorder, and related conditions Sjogren’s & Psoriatic 
Arthritis Mutilans.  

 

 

SPONSORSHIP 
In 2017 we obtained a Fiscal Sponsorship 
Agreement with EDS Awareness. YAY! 
This is exciting news because it means 
we can accept tax- deductible monetary 
and in-kind 
donations! 
Our 
organization 
relies on 
generous 
donations 
from caring 
individuals like 
you! Donations can be made directly on 
the Home page of our website at 
www.EDSWi.org 

Checks can be mailed to: EDS 
Wisconsin, Inc., P.O. Box 322 
Rhinelander, WI 54501 

Checks must be made out to: Chronic 
Pain Partners FBO EDS Wisconsin or 
EDS Wisconsin must be in the memo 
line.   

 

Disclaimer: EDS Wisconsin, Inc. is not a health care provider and does not provide medical advice or treatment. Information provided by EDS 
Wisconsin is not a replacement for care from a doctor or other health care provider. Please talk with your health care provider about your personal 
diagnosis and treatment options. All information contained within the Support Group is for educational purposes only. All contributors, including 
EDS Wisconsin, Inc., Linda Bluestein, Tammy Kosbab, Steve Swierczynski, Tsilos Schoener, EDS Wellness, EDS Network CARES, Angela Braun, 
Christine Quackenboss, Dawn Dembosky, Deb Klecker, Beth Wroblewski and others cannot be held responsible for misinformation, misconduct or 
malpractice.  Information provided is not a substitution for medical care or advice. 

 

 

 

Thank you to our GENEROUS donors & sponsors! 

EDS Awareness www.chronicpainpartners.com/ 

Fishing Hot Spots www.fishinghotspots.com 

Wisconsin Integrative Pain Specialists & Linda Bluestein, M.D. www.lindabluesteinmd.com 

The Caring Tree – Children’s Counseling Center www.caringtree.us 

EDS Wellness www.edswellness.org 

Soleil Beads www.soleilbeads.com 

Ring Splints www.ringsplints.com 

Chrysalis Massage http://chrysalismassage4you.com 

Aspirus Family Medicine and University of Wisconsin  School of Medicine and Public Health 
www.aspirus.org/Main/Family-Medicine-Residency1.aspx?srcaud=Main 

Priority Physical Therapy http://priorityphysicaltherapy.com 

Ehlers-Danlos Syndrome Network C.A.R.E.S.   Foundation www.ehlersdanlosnetwork.org 

      

 

https://www.fishinghotspots.com/
https://www.fishinghotspots.com/
http://www.chronicpainpartners.com/
http://wisconsinintegrativepainspecialists.org/
http://www.caringtree.us/
http://www.edswellness.org/
http://www.fishinghotspots.com/
http://chrysalismassage4you.com/
http://www.soleilbeads.com
http://priorityphysicaltherapy.com/
http://www.aspirus.org/Main/Family-Medicine-%20Residency1.aspx?srcaud=Main
http://www.aspirus.org/Main/Home.aspx
http://www.ehlersdanlosnetwork.org/
http://www.chronicpainpartners.com/
http://www.fishinghotspots.com/
http://www.lindabluesteinmd.com/
http://www.caringtree.us/
http://www.edswellness.org/
http://www.soleilbeads.com/
http://www.ringsplints.com/
http://chrysalismassage4you.com/
http://www.aspirus.org/Main/Family-Medicine-Residency1.aspx?srcaud=Main
http://priorityphysicaltherapy.com/
http://www.ehlersdanlosnetwork.org/
https://www.facebook.com/EDSWisconsin/
https://www.instagram.com/edswisconsin/
https://twitter.com/edswisconsin
https://www.linkedin.com/company/edswisconsin
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THANK YOU so much for picking up this newsletter and attempting 

to better understand your Ehlers-Danlos Student. I hope the 

information provided here is able to answer some of your questions 

surrounding Ehlers-Danlos Syndromes (EDS). I hope that it also helps 

you to understand better how to best fulfill his or her learning needs.  

The Mission and Vision of EDS Wisconsin has been a dream of mine 

since before I even knew what EDS was. I’ve experienced the 

devastation that this multi-systemic genetic disorder could cause 

firsthand, and I have watched multiple family members experience its’ 

effects. After finally figuring out what was causing my family’s 

ailments, I then found that very little is known about how to treat 

and manage EDS. As a result, I made the conscious decision to never 

stop believing that there are better answers and solutions! I firmly 

believe that perseverance and collaboration is the way to find the 

answers that so many desperately need! I won’t and can’t stop 

believing and trying because there are large numbers of individuals 

who are struggling due to the lack of support, resources, research and 

education surrounding EDS and related conditions, including students, 

parents, and those who care for students while at school. 

Currently, the combined efforts of individuals and organizations 

around the world has significantly helped to progress the diagnosis, 

management and treatment options surrounding EDS and related 

conditions! Even so, there is much more to be done! Starting now and 

moving forward, we must make a commitment that we will work 

together so that these students can get the education that they need! 

If you have further questions or want more information, please visit 

the Educators and Parent Resources section of our website at 

www.edswi.org, or email me at edswisconsin@live.com. I look forward 

to working with you and Strengthening  Connections! 

Message from the President & Founder Tammy J. Kosbab 
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