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THE GLOBAL  

PITUITARY VOICE 
JOURNAL FROM WAPO 

EDITION 2  |  NOVEMBER 2016 

CHAIRPERSON’S REPORT 

This is the second issue of the Global Pituitary Voice 

and, again, it is meant to share with you stories from 

all over the world on pituitary patient organizations, 

their best practices and news.  

The first issue appeared in August 2016 we delivered it to all the 

members and friends of WAPO and received good feedback. 

There is some news I wanted to start with. First of all, just a few days 

ago, on November the 1st, we had Acromegaly awareness day. Some 

of us have organized campaigns on that day or joined the one 

proposed by Novartis. You could find information about it on WAPO 

Facebook page.  

And second, WAPO representatives, Muriël Marks-de Korver and 

Sheila Khawaja have participated in Patient Summit Europe 2016 in 

London. Below you will find a short story about it. Did you miss this 

event? To help you keep track of important dates in the pituitary 

patient world, we have prepared the Pituitary Calendar for you – read 

about it in this Newsletter.  

Calendar is just one of the action points the WAPO Board has been 

working on. Some of the initiatives WAPO Board works on will not 

happen without your active support. Please contact Muriël if you are 

ready to help. More hands make light work. 

In the last section of the Newsletter you will find a personal story by 

Natasha Osmond, a Cushing’s patient from Canada. Please send us 

your story if you want to share it with the global pituitary patient 

community in the next Newsletter issue planned for February 2017. 

Hope you find this issue of The Global Pituitary Voice informative and 

interesting. Please feel free to share it with your colleagues and 

partners and send us your ideas for the next editions. 

Andrei Androsov :    WAPO Board Chair 

OUR VISION 

The international pituitary 

patient community unites to 

combat stigma, promote 

early diagnosis and push 

for optimal treatment and 

care for all patients with 

pituitary conditions 

worldwide. 

OUR MISSION 

Combine our strengths to 

improve the diagnosis, 

treatment and care of all 

pituitary patients 

worldwide. 

  

 

 

 

 

 

 

Delegates at the First WAPO 
Summit – April 2016 

 

https://www.facebook.com/wapo.org/?ref=bookmarks
https://www.facebook.com/wapo.org/?ref=bookmarks
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WHAT SOME ORGANIZATIONS ARE UP TO 

We would like to thank those who responded to our request to keep us informed on what your organization has 

been up to since the Summit.  Hopefully in our next newsletter we will have further information on activities in 

other countries. 

 

UNITED STATES OF AMERICA 

Over 700 endocrinologists and other medical professionals from all over the world spent an unusually 

sunny long weekend in Seattle this September, attending the Endocrine Society’s Clinical Education 

Update.  This meeting focused on medical professionals who practice endocrinology in a clinical setting, 

working directly with patents.  Several CSRF Medical Advisory Board members presented.  Dr. Laurence 

“Katznelson gave a talk entitled “Cushing’s:  The Tough Questions”, Dr. Roberto Salvatori in a “Meet The 

Professors” section, spoke about “Management of the Hospitalized Patient After Pituitary Surgery”, and Dr. 

James Findling, along with Dr. Richard Auchus, held a “Subclinical Cushing’s Debate”.  It is gratifying to 

see so many practicing endocrinologists keeping up to date on recent developments in the treatment of 

Cushing’s.   CSRF had an exhibit on the final two days of the meeting, when the exhibit hall was available, 

and let the attendees know that CSRF is there to provide support and reliable information to their 

Cushing’s patients. 

CSRF also had a display table at a Pituitary Information Day at Swedish Medical Center, attended by 

about 75 patients and their loved ones, to learn about a wide range of pituitary disorders, their diagnosis, 

and treatment.  Recordings of the conference 

should be available by the time this  

newsletter reaches you; see 

www.swedish.org/services/neuroscience-institute.  

Meanwhile, medical providers were at a separate  

meeting upstairs, receiving training about pituitary 

disease which they can use to identify and treat 

pituitary disorders. 

Next month, CSRF will have a diabetes-focused 

booth at the American Diabetes Association’s Wellness 

Expo, where we will raise awareness about Cushing’s 

as a less common cause of diabetes. 

 

 

 

Photo by Lawrence Whitton 

http://www.swedish.org/services/neuroscience-institute
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Well, it has certainly been a busy six months for our organisation.  We have launched two successful 

awareness campaigns- Our ‘Get Red Flagged’ campaign at the start of the summer encouraged our 

patient community to register themselves with their local Ambulance Service as patients dependent on 

hydrocortisone, and at risk of adrenal crisis. This campaign also drew attention to local Ambulance Trusts 

of a free on-line learning module written by a Paramedic who sits on our Medical Committee which is 

available for paramedics, highlighting the importance of immediate treatment adrenal crises. Details of 

this on-line learning module was also sent to every University in England and Wales, inviting them to 

provide the module as an additional learning resource for their undergraduate Paramedic Science 

students. The theme for October Awareness Month 2016 is improving optician awareness about pituitary 

tumours. We hear of many pituitary tumours being diagnosed through routine eye tests; and making 

more opticians aware of tumours will help prompt earlier diagnosis for pituitary patients. A poster was 

developed highlighting the importance of earlier diagnosis which patients are encouraged to take to their 

local opticians, in addition to it being sent to optician organisations, eye hospitals and screening centres. 

In July, Sammy Harbut was appointed as a patient and public voice (PPV) representative to NHS 

England’s Clinical Reference Group (CRG) for specialist Endocrinology. CRG’s have been established 

as the primary source of clinical advice to NHS England in support of the direct commissioning of 

specialist services, and through their work programmes and partnership working with key\ stakeholders, 

seek to drive improvements in the quality, equity, experience, efficiency and outcomes of commissioned 

specialized services. Three PPV members join clinical members and NHS England officers, to bring 

independent judgement and experience from a patient perspective, acting as ambassadors 

for the patient and public voice. The position is for three years, and involves attending quarterly CRG 

meetings to develop Service Specifications for Endocrinology, and  

providing advice and guidance for answering Parliamentary 

questions. 

Finally, on October 15th The Pituitary Foundation held its’  

Inaugural Masked Ball in London. The event was much 

anticipated, and a resounding success, raising awareness 

and a considerable amount of money which will be used 

to directly help and support our patient community. 

The evening started with a champagne reception,  

followed by a three course dinner. A harpist and string 

quartet played during the evening, and money raised 

during a silent and live auction, in addition to a raffle.  

Patient stories were heard and dancing followed until 

after midnight, and whilst some staff chose  

to volunteer for the evening, others attended as guests.  

UNITED KINGDOM 
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CANADIAN PITUITARY  

PATIENT NETWORK (CPPN)     

 

 

CANADA 

FRANCE 

Contact information:    CdnPPN@gmail.com 
 
The CPPN is a Canadian not-for-profit organization for:  

  Pituitary patients; 

 The families and loved ones of patients;  

 The physicians and healthcare providers who treat patients; and  

 The industries that support all of the above in many diverse ways. 
 
The CPPN was founded in 2016 by a group of Canadian patients.  It held its first official Board of 

Directors meeting in June of 2016 when Officers and Directors were elected from within the founding 

membership.  

The CPPN’s mission is to support the pituitary patient community and to promote awareness, early 

diagnosis and optimal medical treatment for pituitary patients across Canada. 

The CPPN is in its infancy.  Currently, it is developing its organization’s foundation - its governance, 

administrative structure, strategic plan and communication processes.  (If you have specific skills or 

interests in these or other immediate, foundational activities that you would like to contribute, please 

email CdnPPN@gmail.com )  A membership committee will be established in the very near future to 

manage everything to do with our members.  We are planning to have this committee functioning in 

the next month or two.  

 

L’ASSOCIATION SURRÉNALES 

 
L’Association Surrénales is a French patient group for those persons with Adrenal disorders. 

A recently published newsletter is available in French on their website at www.surrénales.com  

 

As they would say in French, it is “un vrai bijou” (a real gem).  

 

The following are highlights from the newsletter in English: 

 

 A report from the 2015 French Endocrinological Society’s consensus conference on diagnostic for  
        adrenal insufficiency and adaptions of treatment; 

 An update on research on dual release hydrocortisone for congenital adrenal hyperplasia; 

 An overview of surgical treatment of Cushing’s Syndrome with bilateral micro-nodular adrenal  
        hyperplasia;  

 An article on the efficiency of Metyrapone in the treatment of hypercortisolism; 

 An update on promising research in hydrocortisone research by administering the ACTH stimulation 
       test at 10:00 a.m.  

 

mailto:CdnPPN@gmail.com
http://www.surrénales.com/
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The risk of depending too heavily on one of just a few brands of medicine: Since January this year almost 

350.000 thyroid patients (including a few thousand pan-hypopituitarism patients) in the Netherlands had to 

switch to another brand of Levothyroxine-sodium, because the manufacturer experienced difficulties in the 

production (the production is expected to be resumed Spring 2017). The specific brand was issued to 

almost 75% of the total patient population. Switching from one to the other brand of Levothyroxine possibly 

can cause problems in quite a number of patients. This case has also drawn the attention of the national 

politics and media and from the beginning we’ve cooperated with the Dutch Thyroid Foundation to tackle 

this problem from the patient’s perspective. Now we are participating in a government commission that is 

evaluating this case together with de MEB, Lareb (pharmacovigilance), pharmacies, researchers and 

HCP’s. Blood results (FT4 and TSH) will be included in the investigation as well as patient experiences 

(QoL).  Eventually the outcome of this scientific research will be published in a number of medical journals. 

e.g. the BMJ 

Local to hospital pharmacies: Growth Hormone used by not only pituitary patients but also other patient 

groups (e.g. Turner, Noonan, SGA*) was available on prescription in the local pharmacies. Because it is an 

expensive medicine, the Minister of Health ordinated that as from 2013 this medicine was only available 

within specialised hospitals. Though the Netherlands is a small country, patients had to travel to get their 

growth hormone (travelling together with their cooling boxes). Some hospitals will send the medicines to 

the patient’s home, but most don’t.  On this issue we have been consulted by the ministry of Health. 

Because of the centralisation the ministry of Health saved approximately € 20 million in 2015 (total costs in 

2012: € 54 million). Remarkably the savings were not realised by massive switching to a growth hormone 

biosimilar. The pharmaceutical companies lowered their prices considerably. Now some biologicals are 

cheaper than the biosimilar. But we are a still a bit afraid that hospital policies will lead to the dependence 

on one of two brands of growth hormone and this increases the risk of creating a new Levothyroxine-

sodium case. We have pleaded to keep in mind the three P’s: Pluriformity (not every pen is suitable for 

every patient, especially for children), Product availability (avoid shortages) and Practical (rethink the 

distribution model, sharing best practices). We are pleased that our three points are a part of the 

conclusions of the ministry now and we are invited to cooperate with the organisation of hospital 

pharmacies to develop a new standard for the distribution of growth hormone and make sure that 

recommendations are made that guarantee a variety of available products.  

Furthermore we are concerned extensive savings will give new innovations as LAGH (Long Acting Growth 

Hormone) no chance and it certainly will decrease the burden of disease (one injection per 2 weeks versus 

daily injections). So that will be a new challenge.  

For the acromegaly day please refer to our You Tube videos which are available in Dutch with English or 

German subtitles:     www.youtube.com/channel/UCZVxaDsFCEuOGXAIHWOC2ww     

*) The Dutch Pituitary Foundation is working together in the Growth Hormone Patients Collective. The 

GHPC consists of 5 different patients organisations of which their members use growth hormone. 

 

 
 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

THE NETHERLANDS 

file:///C:/Users/Admin/Downloads/www.youtube.com/channel/UCZVxaDsFCEuOGXAIHWOC2ww
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Last newsletter informed that we were gearing up to put in consumer submissions to support applications for 

two very important dugs to be listed on the PBS (Pharmaceutical Benefits Scheme). 

At this time the two medications are being heard and we keep our fingers crossed for the outcome. 

 Growth Hormone for severely deficient adults (AUS is the only western country not to subsidise this) 

 Pegvisomant for people with acromegaly who have not responded to current available treatments 

165 people in Australia responded to our Growth Hormone Deficiency survey. Accompanying this were two 

patient testimonial videos (one form a young woman whose pituitary gland was severed in a major vehicle 

collision) the other from a more mature woman (who explained the financial stress this has put on her). 

So many people in Australia have struggled financially to maintain good health, and if this is approved it will 

give hope to the children who will, some-day “grow” into adulthood. 

 

Pegvisomant is not currently subsidised for use in Australia, therefore only a handful here have experienced 

its benefits through compassionate access.  We would like to sincerely thank all the wonderful people from 

other countries who participated in our survey to demonstrate the need for an additional subsidised 

treatment here in Australia. Two patients in Australia gave video testimonials.  

 

One from Pete who is enjoying a new lease on life since his acromegaly has 

been successfully treated.  Watch - Pete’s Story 

 

The other is a very young lady aged 9, who was treated surgically overseas 

whilst contributing to clinical research on Gigantism. Claire states that if  

additional subsidised treatments were available in Australia she may not have 

sacrificed her pituitary gland before she had reached puberty, thus bringing 

on Panhypopituitarism with all its complications.   Watch - Claire’s Story 

Thank you to our “sister organisations” who also contributed letters 

of support from their Countries. 

 

On 1 September there was excitement with Paseriotide becoming available 

under subsidy in Australia for acromegaly. You may have seen the 

newspaper article posted on WAPO’s Facebook page some time ago.  

This is great news and another positive step forward for Australians 

whose health care system is very good, but made even better by  

affordable medications. 

 

 

 

 

 

 

 

 

 

  AUSTRALIA 

Claire 9 (as featured) with Elizabeth 8 

who has congenital hypopituitarism 

https://vimeo.com/184288628/6f49e94a6e
https://vimeo.com/184312965/fb57f20b1f
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.                     

 

Acromegaly Awareness Campaign: November 1st. 

The idea was to think of something rare - comparing two symptoms that don't have any connection 

between them apparently.  

We asked thinks like: 

:     Do you have a pain in your articulations and your tongue is bigger?  

:     Do you feel a pain in your head and your ring doesn't feet you?  

:    Did you changed your shoe size and you have diabetes?  

 

We did this campaign because we need to have more early diagnosis. 

Since we began this campaign we have more than 200 new possible patients and more than 55000 likes in 

our webpage. 

 

LATIN AMERICA 
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EUROPEAN PATIENT SUMMIT 2016 

 

 

 

Towards the middle of October, Muriel Marks and Sheila Khawaja travelled to London, UK to take part in the 

very first patient focused event for the organization. Although tired from travelling, we both looked forward to 

the next couple of days: listening, learning, interacting and most of all, networking. The event saw more 

than 350 participants from the pharma industry, stakeholders and patient organizations.  

The overall theme of the summit was patient-centricity – a concept that is very difficult to define, but that 

everyone from the pharma industry, to patients and patient organizations and stakeholders is speaking 

about. The two major actors – pharma and patients – actually share similar understanding and conceptions 

of the process of patient centricity. As Jim O’Donnoghue, Vice President of S3 Connected Health reported 

in his opening remarks, perhaps the best definition could be illustrated as follows: 

  

Pharma Industry 

Patient  Understood Engaged Supported Empowered 
Improved 

QoL 

Understanding 
patient needs 

Co-creation of 
products & 

services  

Supporting 
patient 

treatment  

Supporting the 
condition 

Supporting the 
person 

While the ultimate goal is to put the patient at the center, a more holistic approach is needed – one in which 

patients are more actively involved in clinical trials and/or drug development to benefit all.  And patient-

centriciy is here to stay, as Jim stated, based also on the findings of a recent patient survey of 1000 subjects 

(in the UK) confirming that patients DO want to be involved and empowered: 

  68% of patients, once diagnosed, declared they would search the Internet for additional information 

  61% of patients, after doing individual online research would go to the doctor and tell the 

professional what drug they believe to be the best solution 

  71% patients declared they would be willing to use digital technology for their treatment  

  90% stated they would be will ing to share their medical data to improve care options. Of these, 88% 

would share data with the doctor; 78% would share it with local health system, but only 53% stated 

they would be willing to share it with pharma.  

It is interesting to note that the lowest percentage involves the pharma industry (63%). This brings us to the 

next presentation based on the ‘Open House Experience’ that Janssen pharmaceutical illustrated. In order 

to build trust and show maximum transparency for a shared ambition, Barbara Donalson and James 

Fitzpatrick shared their insight on how the concept of an Open House came about (based on Janssen’s 

Credo) underlining the importance of transparent dialogue. The full day event takes expert patients around 

the company to understand how the different departments work, with particular emphasis on the medical 

team (culture awareness). The visit ends with a feedback session where reciprocal concerns and 

appreciations can be voiced. The Open House Day could be considered as the first step in building a 

trustworthy, transparent and honest dialogue with patients to lawy the foundations of partnerships. Do you 

know of any such events in your country with your pharma industry contacts? Tell us about it! 
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Perhaps the most touching and yet successful presentation came from Chris Jackson (C_space health) and Dr. 

Susanne Weissbaecker (Takeda) who asked themselves what good patient support really looked like and what 

did Multiple Myeloma patients really need. Takeda wanted to create a holistic support program to accompany 

patients who were self-administering drugs at home. The patients who volunteered to participate gave very 

personal, emotional and touching video diaries, then used to create a global documentary series aimed at 

improving the treatment and care of patients with Multiple Myeloma. Chris and Susanne concluded that 

sometimes, an innovative and creative market research approach has a greater impact compared to more 

‘traditional’. 

Undoubtedly, much work remains to be done regarding patient-centricity, yet the London experience was 

extremely enlightening and allowed Muriel and myself to network with stakeholders and other patient 

organizations as well as raising awareness of WAPO. The next European Patient Summit will be held from 2-3 

November 2017, always in London. See you there?  

 

SHOWCASING WAPO AT THE PATIENT SUMMIT, EUROPE – OCTOBER 2016 IN LONDON 

  

Sheila Khawaja & Muriel Marks-de Korver 

WAPO’s new flyer 
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WAPO CALENDAR OF EVENTS 

The Board of WAPO has put together a calendar for your information.  

Imagine you come to France for vacation and our calendar suggests there is a wonderful event or an 
awareness day coming up in Paris. Wouldn’t it be exciting? So, let's collect all the necessary information for 
all the guests to our countries!  If you have anything that you can add to the calendar that is happening in 
your country that we can add – please email maliniwapo@gmail.com  and we will include it. 

 
The calendar includes: 

 Events and conferences with sessions or content related to pituitary conditions (Global and local) 

 Pituitary Related Awareness Days (Global and local) 

 Other related awareness days (Global and local) 

Where possible we have included links so you can find further information of how you can attend or be 
involved. 

We would like your help to make sure we capture as many events and forums/conferences for our members 
from as many countries as possible. 

Here is the next 6 months: 

 

December 

 December 4: Pituitary Awareness Conference - Cedars Senai Pituitary Centre 

January 

 January 13-14: 9th ESE Clinical Update, Abu Dhabi, UAE 

February 

 February 29 (or the last day in February) is International Rare Disease Day – Worldwide, Australia  

March 

 March 23-24: 8th Skeletal & 3rd Translational ESE Bone Course, Brescia, Italy 

April 

 April 8 is Cushing’s Syndrome Awareness Day* 

 April 1-4: ENDO 2017, The 99th Annual Meeting of The Endocrine Society, Orlando, FL, United States  

 April 20-22: 20th ESE Postgraduate Course on Endocrinology, Diabetes and Metabolism, Moscow, 
Russia 

 April 22-26, 2017, Experimental Biology 2017, San Francisco, CA,USA 

May 

 May 20-23: ECE 2017, Lisbon, Portugal  

 12-16 May: WAPO Summit, Amsterdam, The Netherlands 

 

 

 

 

  

Colors mean: 

  Conference 

   Pituitary Related 
Awareness Day/Week 

 
*because it’s the birth-day of Harvey Cushing (1869-1939) – the American physician, surgeon 

and endocrinologist who discovered it & first reported it in 1932. 

 

mailto:maliniwapo@gmail.com
http://www.pituitaryworldnews.org/mark-your-calendars-for-the-pituitary-awareness-community-conference-at-cedars-sinai/
http://ecu.icldc.ae/
http://www.ese-hormones.org/education/themedcourses.aspx
http://www.clocate.com/conference/ENDO-2017-The-99th-Annual-Meeting-of-The-Endocrine-Society/16665/
http://www.ese-hormones.org/education/postgrad.aspx
http://www.ese-hormones.org/education/postgrad.aspx
http://experimentalbiology.org/2017/Home.aspx
http://www.wapo.org/
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FEATURE ARTICLE 

THE PATHWAY TO DIAGNOSIS OF CUSHING’S DISEASE 

A Patient’s Story by Natasha Osmond, Edmonton, Alberta, Canada. 

Like most of us I knew the brain controlled the body. What I didn't know was that a 9mm tumor crushing a pea 

sized gland in my brain would change the course of my life. Before my diagnosis of pituitary Cushing’s disease 

I was a generally healthy, attractive young woman, with a go-getter approach to life. I was in a relationship and 

I had a career. I had close family and friends. I lived a full life with a spontaneous, risk taking attitude. 

In my early twenties I started to get sick often.  Virus and infections, skin sensitivities. I spent one summer with 

severe numbness in my feet and legs. Then the headaches and vertigo started. It seemed I was always sick 

and I had occasional bouts of extreme highs and lows in my mood.  

My late twenties was when I started to really physically and mentally change. Even before my excessive weight 

gain (approximately 120 lb in two years) my face changed. One day I looked in the mirror and said out loud, 

“My face. It doesn't look like my face. “After that each day I watched myself slowly morph into a person I didn't 

recognize. My bright red moon face took shape, I'd get boils and infected abscesses, vertigo happened more 

often and I just felt ill all the time. I always felt irritably hot, with profuse sweating and it made me over the top 

cranky. Then the overwhelming fatigue began.  I could sleep for days, but at other times I could stay up for 

days with terrible insomnia. My low energy level and declining mood was debilitating.  

I was rapidly gaining weight. Once I even gained 15 lbs in one weekend.  I pleaded with my GP that something 

was wrong since nothing in my lifestyle had changed. He told me I was overweight and that caused depression 

and that in turn caused weight gain and the vicious cycle continued.  I couldn't understand why it was 

happening though? As the weight got worse and the antidepressants and diets didn't help. I felt hopeless. No 

doctors seemed alarmed. They kept urging me to lose weight and terrifying me with the repercussions of being 

obese. Like hypertension, diabetes, edema, infertility, irregular menstruation, stretch marks, low energy, etc. All 

of which I eventually developed. It seemed no medications could help control these symptoms. I kept getting 

bigger and sicker. My body shape made no sense. My face and stomach were massive in comparison to the 

rest of my body.  Strangers constantly asked if I was pregnant and everyone that knew me just thought I’d let 

myself go.  

After a while I thought I was going crazy.  Were they right and it was all my own fault for getting fat? I even 

stopped looking at mirrors. I couldn't handle any stress at all, so I stopped working and started isolating myself. 

Most of my life literally felt like an out-of-body experience.  Like I wasn’t present to the things I was doing or 

saying. And there were obvious time gaps. I was in a bad mood all the time.  I thought it was anger over my 

appearance and not getting a handle on it.  I was an intelligent woman why couldn't I fix myself? The sicker I 

got the more I'd lash out at others and I'd cry uncontrollably for hours and days on end. With the loss of self-

control, the thoughts of suicide began.  Not because I hated life or the world, but because I couldn't 

contemplate one more minute being tortured with a long life in this condition.  

After losing the life I had known, I moved far enough to hide from everyone who knew me. Luckily, I ended up 

in Edmonton meeting the world's most sincere and concerned GP who insisted I stop crying so he could fix 

me.  He quickly referred me to an Endocrinologist, who told me that I presented as someone with Cushing’s 

syndrome, but it was highly unlikely because it was so rare.  He made a requisition for a Dex Suppression test 

and it came back high for cortisol. 
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Even after the positive Dex test there was no quick process. Further testing resulted with a diagnosis of 

Polycystic Ovarian Syndrome by a senior endocrinologist who told me to learn to live with it. At this same time I 

was hospitalized for psychological issues and felt hopeless. Thankfully I had my parents on my side. As soon 

as we Googled Cushing’s we knew right away that it was me to a tee. We couldn't give up. Especially since my 

mental health was getting worse and on top of that my memory, concentration and focus made it difficult to 

take care of myself. 

So under my parents care I joined some Facebook Cushing’s chat groups and that's where I met Sonja 

Durinck; a local Cushie living in Edmonton, Alberta.  She provided me with names of specialists to see who 

would save my life.  

My first appointment at the University of Alberta Hospital was with an Endocrinologist, who immediately 

believed I had Cushing’s Disease.  She referred me to another Endocrinologist who paired up with 

neurosurgeon, and my brilliant lifesaving team was devised. After an MRI and IPSS test we found that 

problematic bullet.  A 9mm adenoma that was crushing the left side of my pituitary gland.  I never thought I'd 

pray for a brain tumor, but by this time my loved ones were all on Team Tumor because it meant there was 

something to fix. My Neurosurgeon as well as an ENT performed a transsphenoidal tumor resection. To me, 

my miracle surgery because so very quickly my physical ailments decreased or disappeared. I started to 

recognize myself in the mirror, I had energy, positive thoughts, patience and kindness towards others.  I was 

over the moon to have a healthier second chance at life.  

It took about 3 months for my pituitary to wake up and work on its own, but even 2 years later my body doesn't 

quite like the normal levels of cortisol.  The shift in cortisol disrupts my mood and doesn't produce enough to 

help me handle stress or fight against infections. I continue to work with Dr. Chik and my very watchful new 

GP, Dr. Vitash Sheopershad because there’s a relatively high rate of the tumor returning. 

Now even without the tumor, I had no idea that my pituitary gland would continue to change the course of my 

life... I struggle with body image issues, a compromised immune system and a mood disorder, but it could be 

worse, I could be dead. And although I didn't get my old self back, I got a better perspective on life, better 

judgment towards others, a better relationship with my family, a new great love, and a better understanding of 

fear. Fear of ever living through that again keeps me on my toes in terms of paying attention to my body and 

mind. Contrary to what the experts say, I always go with my gut instinct, no matter what's going on in my brain.  

 

 

 

 

Natasha before Cushing’s 

Disease 

Post Cushing’s 2015 

Full blown Cushing’s Disease 2013 - 2015 
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We encourage you to ask a clinician in your country to write an 

article of interest for the newsletter.  And, spread the love 

yourself by contributing your journey. 

Please send to Muriel Marks. 

FACEBOOK 

www.facebook.com/WAPO.org Glad to see people are using our 

Facebook.  Please keep informing us of new activities within your 

country and remember to “like” and “share” 

WEBSITE 

www.wapo.org WAPO is currently negotiating with a new website 

provider.  Hopefully soon we will be up and running. 

2017 SUMMIT 

Is fast approaching We will be contacting each organisation to see 

how they can assist in building the dream we all need to badly.  

EMAIL COMMUNICATION 

It has come to our attention, that some emails being used for internal 

“reply to all” communication have been incorrect or going to an “old” 

contact within some organisations. We ask if you wish to do a “bulk” 

communication to other members of WAPO, please send the email to 

WAPO’s Secretary – Muriel murial.marks@wapo.com and she will 

happily send it out on your behalf.  

 

 

 

Screenshot from the WAPO Website – www.wapo.org 

CONTACT US 

World Alliance of Pituitary 

Organisations (WAPO) 

+ 791 757 916 20 

mail@wapo.org 

Facebook.com/WAPO.org/ 

www.wapo.org 

Disclaimer    

The information in this Newsletter, whether provided by WAPO or any third party, 

is not intended to be used as a substitute for professional health or other 

advice.  The content of patient’s stories are the opinion of individuals and not 

the World Alliance of Pituitary Organizations or its office bearers.  

You should not rely on information contained in this newsletter to make decisions 

about your health or lifestyle without consulting a health professional. WAPO 

does not accept liability for any injury, loss or damage incurred by use of or 

reliance on information in this newsletter.  
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