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Tēnā koutou and Happy New Year! 
We have an exciting year planned… 

Our Teen/Young Adults Advisory Group is a group that will discuss the needs 
of Teens/Young Adults, and answer any questions they might have. We're 
hoping to do this in a forum that will reach most in this age bracket, along 
with incorporating other resources such as Family Planning, psychologists, 
educational institutes etc. This group will be a safe place where our young 
people can ask anonymous questions they might be too apprehensive to ask 
others.  

Our support group Loosely Speaking has grown to nearly 800 people, and we 
are aware that some questions can get lost in the day to day activity of the 
group. Our plan is to create regional support hubs around New Zealand. The 
idea is that those in each hub will be local to each other, and can more easily 
share advice and EDS knowledge, particularly of professionals who have 
been helpful. We would likely follow the same DHB map that is currently in 
place, and we will have regular hub-leader meetings to discuss any new ideas 
going forward. 

The Loosely Speaking Group will still remain, but these local support hubs will 
be a great way to tap into local knowledge and experience, and share that 
within the individual hubs. 

We're also going to create a booklet for primary school children (5-12 years) 
that will help explain EDS/HSD to other children, and teachers, and carers in 
a fun and friendly way. If you, or someone you know, has experience with 
cartooning we'd love to hear from you! 

Another big item to tackle is to identify professionals around New Zealand 
who have the correct EDS/HSD knowledge, or those who are willing to learn 
and work with our EDS/HSD community to help improve education. This will 
in the long-term help enable us to live better lives. 

I will also be speaking at the Symposium relating to the research that some 
of you participated in last year. It will outline the research findings to do with 
'Social connectedness whilst living with a complex medical condition' which 
was run by Dr Wendy Wrapson at Auckland University of Technology. Thank 
you to those that participated in this research. 
 
We were very lucky to have Jacquelyn Schirmer, an Osteopath in Mangawhai, 
offer to hold a Koha evening. This was an evening open to anyone, to ask 
questions, and share stories, and they finished it off with a movie; Issues with 
my Tissues, a documentary made by Ehlers-Danlos Society (international). 
Jacquelyn also comes with a ton of experience with EDS and HSD. Not only 
has she written articles for HMSA in the UK, but had started her masters on 
Hypermobility before moving to New Zealand. Thanks Jacquelyn  
for running this and raising $45 on the night to help EDSNZ  
continue to help our New Zealand community! 
 
Noho ora mai  
(Stay well, look after yourself, good bye)  

Kelly McQuinlan - President 
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Get involved this February  
        Show us how you Dazzle!  
 
 
 
 

 

Grab either of these 2 posters above, and 
write something positive about yourself. 
Then snap a photo with the poster (or take 
it in front of something you like for those 
camera shy ones among us), and send it on 
to us at contact@ehlers-danlos.org.nz, or via 
our Facebook page.  We will share some 
examples on our Facebook page.  
 
HSD Version - tinyurl.com/vbgjsfm  
EDS Version - tinyurl.com/se525yn 
  
We will be making a new EDSNZ banner to 
show case our amazing Dazzle here in NZ, 
just in time for Rare Disorders day on the 
29th of February. We would love for you all 
to be involved! 

Society Membership 

It’s FREE to become a member of our 
Society. You will receive any updates or 
research opportunities within the society.  

Any information you provide on your 
application is confidential and helps us build 
a clearer picture of how EDS and HSD are 
represented in Aotearoa New Zealand.  See 
http://www.ehlers-danlos.org.nz/ and click 
the green ‘Join our Society Today’ button on 
the Home page. 

EDSNZ Vision: 
An Aotearoa New Zealand where all 
people with Ehlers-Danlos 
Syndromes/Hypermobility Spectrum 
Disorder receive an early diagnosis, 
proper treatment, care, and support. 

EDSNZ Mission: 
To improve the wellbeing of those with 
Ehlers-Danlos Syndromes/Hypermobility 
Spectrum Disorder in Aotearoa          
New Zealand by raising awareness, 
improving knowledge by health 
professionals, and providing support to 
patients. 
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Osteopath in Mangawhai  
Over many years working as an osteopath, I’ve often felt 
called to specialise in the areas of EDS and HSD, as I felt 
totally inept in being able to manage and treat patients 
when I discovered they had these issues. Why did I feel 
inept? We didn't study it!  
 
Wendy came along and has pushed me to make it happen! 
From January 2020 we'll have regular support groups and 
educative Koha Cafes (like the one we held last month) to 
help families and patients who have EDS/HSD symptoms. 
We're really keen on bridging the gap for younger families 
so they don't have to experience the same frustrations that 
you witness on many of the forums/Facebook parent 
feedback pages. 
 
Although I personally do not have either EDS or HSD, I 
appear to be a magnet for patients who do, and feel the 
need to strongly advocate on their behalf.  
 
I started my Masters on the topic back in 2011 but didn't 
complete it because I moved to New Zealand. Perhaps now 
there's a need for me to do so!  
 
In the meantime, we will continue to offer educational 
services, and spread the word around Northland. I'd love to 
see a national conference for EDS/HSD education for 
health professionals because there certainly is a lack of 
knowledge amongst my peers, and this is not acceptable.   
 

 
I will work closely with Kelly and Ehlers-Danlos New Zealand 
in any way I can to help.   
 
Yours in health, 
Jacquelyn Schirmer  
Registered Osteopath 
 
 
Mangawhai Osteopathy, can be found here: 
The Hub 
Unit 3/6 Molesworth Drive 
Mangawhai 0505  
www.mangawhaiosteopathy.co.nz

 
A picture taken from the EDS/HSD Koha Cafe 

 

  
 
  

Patient Story -  Wendy Fairs 
                           
                           I first met Jacquelyn at her Mangawhai  
                           Osteopathy Clinic when we made trips from  
                           Sydney to visit family. Our daughter had an  
                           appointment with her newborn son and  
                           introduced us.  

At the time, I had a myriad of symptoms that go with hEDS 
but no direction, having gone down many ‘blind alleys’ in 
getting health guidance. I had been diagnosed with multiple 
food intolerances by an excellent naturopath, and also 
tried the gut health route which lessened the chronic 
fatigue. 

Because of a thyroid disorder I put most of my symptoms 
down to that and osteoarthritis. It never occurred to me that 
I had a hypermobility disorder, despite having close 
relatives, living overseas, diagnosed with EDS. I’d been 
'brain washed’ by the medical profession and had lost faith 
in conventional medicine. Consequently, I became more  

We are Fundraising with  
Entertainment Book! 
As we are a national society, everyone can access an 
Entertainment book for their region. With a digital copy 
you can download the book to your phone, and check  
for the latest deals. 

EDSNZ receives $12-14 per purchase.  Order here:  
www.entertainmentbook.co.nz/orderbooks/9r5587 

 
proactive in my healthcare. Like many others I had done the 
rounds of clinicians and had my hand patted. My Sydney GP 
told me “there is nothing medicine can’t fix.” Well dear GP, 
fix this! 

When finally we relocated to Mangawhai, I became a clinic 
regular and received my hEDS diagnosis. It was quite 
liberating and weirdly gave me a confidence boost. I had a 
name to hang my medical issues on. By the way, I realise 
whilst writing this even my glasses are wonky! 

We, Jacquelyn and I, supported by Jacquelyn’s Colleague 
Ben, are keen to raise the roof of awareness on unseen 
disabilities. 

On November 13th we got together a group of interested 
people, either diagnosed or suspected (Continued on page 3) 
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Patient Story - Continued 
of a hypermobility disorder, their families and a few professionals. We kicked off the evening by showing an excerpt 
from the documentary “Issues With My Tissues” by the excellent Lara Bloom. 

I then spoke of my journey to diagnosis and the impact it has had on my life and the lives of my family. As a child I 
was a tad fidgety and had 'ants in my pants’, and was clumsy and heavy handed, something which I find still looms 
large in everyday life. Luckily, I have a partner who is excellent at fixing things. Indeed I could be the reason he is 
good at fixing things! 

In my earlier years my party trick was to get my right leg over my right shoulder. Then it was just called being 
double jointed. I can still hyper-extend my left elbow. My once acrobatic little fingers are now excellent hooks for 
holding yarn when knitting. 

As previously mentioned, I have a thyroid disorder and over the years it has had many reincarnations. In my late 
teens it was extremely overactive, and eventually I had 80% of it removed, and I married not long afterwards. On 
our honeymoon, I developed a stitch abscess, and over the course of a few weeks I passed a number of silk 
sutures. Ten years and four children later, the residual 20% of my thyroid became overactive. My husband was in 
the Royal Navy, so I needed a quick solution, and opted for radioactive Iodine, and my jelly-body absorbed it like a 
sponge, much like it does a local anaesthetic. Within a week I had more or less an ex-thyroid. 

My kneecaps would take holidays and have been seen on x-ray sitting on the inside of my leg. I have feet devoid of 
collagen, and a spectacular over-pronation of my collapsed ankles. My right shoulder doesn’t sit in the correct 
place, and I have calcification at the base of my neck, so I have bloody awful posture! 

Add to the mix crossed teeth, a high palate, sores, cysts, varicose veins, gut issues, stretch-marks scars, and the 
tendency to bruise easily. I have the ability to touch my tongue to the tip of my nose and flip my tongue over. I have 
also had the joy of, at times, almost continuous menstruation, before I had a hysterectomy. 

The trinity of poor sleep, fatigue, acute and chronic pain are a constant merry-go-round which sometimes slows to 
a sedate and manageable pace, but inevitably speeds up again. 

Strategies that I use to overcome chronic pain and fatigue, are to look after myself really well. Gut health is a 
priority, so cutting out sugar, increasing plant fibre and gelatin (from pasture-raised beef, and fermented foods) is a 
big part of this. I also can’t do without my Shakti Mat, and use techniques taught by Jacquelyn. 

As I spoke, I could see a light-bulb moment happening around the room. What we were saying resonated and 
resulted in a lively discussion. It was good to hear the experiences of others. 

The Ross Sisters were a vocal group of acrobats and contortionists from the 1940’s and we showed their film 
“Solid Potato Salad”. I can only think they ended their days in wheelchairs!  

Our next step is to set up a self-help support group. As the mother of four, and grandmother of ten, I’m keen that 
future generations have a better quality of life, and more awareness of how to manage EDS/HSD, and it would be 
a dream come true for hypermobility disorders to be more than a paragraph in medical textbooks. 

We need to be more proactive in our self-care, and in raising the profile of our rare and unique disorders. 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

To register for the symposium, please follow this link https://tinyurl.com/rrw6zr5 
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If you have been officially diagnosed, you’re 
invited to join the Ehlers-Danlos Society’s  
Global Registry.  
www.ehlers-danlos.com/eds-global-registry 

Missed the patient Webinars that the Ehlers-
Danlos Society ran due to our ‘tricky’ time zone 
differences? No Problem!  You can catch up on 
these webinars at  
www.ehlers-danlos.com/webinars 

Mental health care toolbox  
for EDS/HSD 

For those struggling with mental health 
conditions, the Ehlers-Danlos Society has 
published a ‘toolbox’ of information on their 
website that will arm you with some coping 
strategies. 
www.ehlers-danlos.com/mental-health-care-
toolbox  
 
If you need additional help or someone to talk 
to, you can free-call or text 1737 any time of 
the day to be connected with someone who will 
listen. This is a New Zealand-based service. 

Would you like to share your story with our herd? 
Get in touch today! contact@ehlersdanlos.org.nz 

Upcoming Events 2020 

27th February 2020 
Living with a complex medical condition 
symposium 
 
29th February 2020 
Rare Disease Day 
 
21-22nd March 2020 
EDS Society European Learning Conference – 
Paris, France 
 
May 2020 
Ehlers-Danlos Awareness Month 

9-12th July 2020 
EDS Society Global Learning Conference – 
Arizona, United States 
 

Contributors 
 Kelly McQuinlan – President EDSNZ 
 Jacquelyn Schrimer - Osteopath 
 Wendy Fairs -  Patient Story 
 Editor – Meg Twist 
 Base Design – Jo Robinson 

Merchandise  
 
Want to help EDSNZ out? Still keen on some merchandise? We still have 
lanyards, phone-grips and few t-Shirt sizes left.  
 
Get in touch with us (contact@ehlers-danlos.org.nz), if you would like to 
order some.  
 
We will have a new t-shirt design every couple of months, and once they’re 
gone, they’re gone. Buy some merchandise now to help spread awareness 
just in time for May EDS Awareness month. 


