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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. 
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CHAIRPERSONôS REPORT 

Dear WAPO members and friends, 

Just a couple of weeks ago, on October, 19th, it was 

exactly 7 years since the first meeting of pituitary patient advocates in 

Zurich, when our Declaration was signed. Exactly two years after that, 

in 2014, the community decided to set up a legal entity which was 

named WAPO a month later. So now we celebrate the 5th anniversary 

of WAPO. 

Today, we have 37 members from 28 countries and we keep growing. 

There are countries with still no pituitary patient activity, and we believe 

together we can improve the situation. 

Together we get active on the 1st of November, the World Acromegaly 

Day. In many countries our colleagues are running special events 

aimed at raising Acromegaly awareness and fundraising. WAPO is 

also running a global awareness campaign all of you can join. The 

materials were distributed among all WAPO members to be translated 

into local languages and marked with the logo of the national pituitary 

patient organization. 

And please use your chance to sign up for the 5th WAPO Summit 

2020. It will take place on March 20-22, 2020 in Buenos Aires, 

Argentina! Exciting program, fantastic location, best practices and 

outstanding people. It is a must for all pituitary patient advocates! 

Please enjoy reading the Global Pituitary Voice, and share it in social 

media and directly with your members, colleagues, partners, 

volunteers, friends and all those who care. 

Best wishes, 

Andrei Andrusov 

WAPO Chairman 

 

  

 

Snippet from WAPO.org/Patient-

declaration 

Snippet from WAPO.org/List-of-

members 

2019 Acromegaly Awareness Day ï 

1st November  

https://www.wapo.org/patient-declaration/
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WHAT SOME ORGANIZATIONS ARE UP TO 

We would like to thank those who keep us informed on what your organization has been up, if you have 

something you want your organization to share; please email Editor@wapo.org 

  

WORLD 

In this summary we provide links to a few selected articles and podcasts published in the 3rd Quarter 

2019.  Please send us a note if you need additional information on sources and other resources.    

Pituitary MRI educational video series: 

The MRI educational series continues with more MRI cases in which Dr. Lewis Blevins, Pituitary World 

News co-founder and director of the pituitary center at the University of California San Francisco, 

illustrates different cases of pituitary tumors.  There are over 25 educational videos available with a 

range of fascinating cases.  You can see the videos here 

Trials and New drug Development: 

Several new development and news from companies in different phases of new drug development. 

Chiasma Pharmaceuticals is in the final phases of approval for their oral Ocerotide,  Read about 

Chiasma here . 

Crinetics announced two trials for their #ACROBAT Phase 2 trials in #Acromegaly for their 

small-molecule oral somatostatin agonist, CRN00808. Click here for a direct link to the studies.   

Also Ionis Pharmaceutical is fielding a study designed to evaluate the safety and tolerability of an 

investigational compound, IONIS-GHR-L Rx, in adult patients with acromegaly who are currently 

being treated with long-acting somatostatin receptor ligands and whose IGF-1 levels remain 

uncontrolled.  Read more about it here. 

Lastly, In a press release, Strongbridge Biopharma announced comprehensive positive results of 

their Phase 3 SONICS study of RECORLEVTM (levoketoconazole) for the potential treatment of 

endogenous Cushingôs syndrome. The results were published online in The Lancet Diabetes & 

Endocrinology. 

 

mailto:Editor@wapo.org?subject=Article%20for%20the%20WAPO%20Newsletter
https://www.pituitaryworldnews.org/about-us/
https://www.pituitaryworldnews.org/category/educational-videos-presentations/
http://ir.chiasmapharma.com/news-releases/news-release-details/chiasma-announces-positive-phase-3-top-line-results-chiasma
http://ir.chiasmapharma.com/news-releases/news-release-details/chiasma-announces-positive-phase-3-top-line-results-chiasma
https://www.crinetics.com/
https://twitter.com/hashtag/ACROBAT?src=hash
https://twitter.com/hashtag/Acromegaly?src=hash
https://www.crinetics.com/for-patients/
https://www.ionispharma.com/
https://www.pituitaryworldnews.org/learn-more-here/
https://www.strongbridgebio.com/
https://www.thelancet.com/journals/landia/article/PIIS2213-8587(19)30313-4/fulltext
https://www.thelancet.com/journals/landia/article/PIIS2213-8587(19)30313-4/fulltext
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Podcasts and articles: 

Several interesting reviews and podcasts.   We published several podcasts covering interesting reviews 

and news for pituitary patients.  Particularly noteworthy are the podcasts on tumor recurrence, a review on 

a paper about pegvisomant a drug used for acromegaly and glucose response, silent adenomas.    Read 

more here about the latest podcasts.  This link will take you to all the published podcasts.   

PWN -UCSF Pituitary Patient Conference: 

PWN sponsored a pituitary patient conference in conjunction with University of California San Francisco 

(UCSF) You can view the presentations and highlights of the conference ñon-Demandò here. 

For a comprehensive list of the content available at Pituitary World News, click here and scroll down to 

LATEST ARTICLES.   

WAPO member activities 

We published activities from WAPO member organizations in Spain, Ireland, the UK, Argentina, Chile, and 

Ecuador.  We encourage all members to send us their actions and press releases for publishing.  

Please visit the WAPO - Pituitary World News joint section ñNEWS FROM AROUND THE WORLDò 

hereé   

Mental and Emotional health 

Our coverage of mental and emotional issues related to pituitary disease continues to get the most 

attention from readers.  Here you can find a comprehensive list of the published materials on Pituitary 

World News. 

There are over 450 articles and podcasts available for reprint and translation at 

www.pituitaryworldnews.org ï please contact us for more information. 

 

J D Faccinetti, October 2019 

 

https://www.pituitaryworldnews.org/two-interesting-papers-on-cushings-disease/
https://www.pituitaryworldnews.org/two-interesting-papers-on-cushings-disease/
https://www.pituitaryworldnews.org/watch-the-presentations-from-the-pwn-ucsf-pituitary-patient-conference/
https://www.pituitaryworldnews.org/
https://www.pituitaryworldnews.org/category/mews-from-around-the-world/
https://www.pituitaryworldnews.org/category/mews-from-around-the-world/
https://www.pituitaryworldnews.org/category/mental-and-emotional-health/
https://www.pituitaryworldnews.org/
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ECUADOR 

28 Junio. 

Charla con la Dra. Mar²a Luisa Meneses, l²der de Salud 

Mental del Hospital de Especialidades Guayaquil Dr. 

Abel Gilbert Pont·n.  

Tema: Acromegalia Acercamiento Psicoterap®utico. 

Estrategias recomendadas para afrontar la enfermedad.- 

* Comprender  *Asumir * Reflexionar. 

Cuestionario Acro Qol 

Jornadas  Cl²nico ï Quir¼rgicas de patolog²as Hipofisiarias.  

FAETH estuvo presente en las Jornadas Cl²nico ï Quir¼rgicas de Patolog²as Hipofisiarias   organizadas por  el 

Hospital de especialidades Guayaquil Abel Gilbert Pont·n.                                                                                                                                                                                                                                                                                           

18,19 y 20  de Septiembre se realiz· este programa M®dico ï Cient²fico, con la ponencia de los mejores 

m®dicos especialistas en Hip·fisis Neurocirujanos y Endocrin·logos nacionales e internacionales 

conferencias magistrales  dirigidas  a m®dicos Generales y estudiantes de medicina.  El Jueves 19 fue la 

participaci·n de FAETH, con el tema: La importancia de ser parte de una organizaci·n de pacientes con 

trastornos Hipofisiarios. Tambi®n pusimos en escena un socio drama: Consultorio del m®dico especialista. 

http://faethecuador.wixsite.com/inicio?fbclid=IwAR1RKFAH5ZStMgHCOMHK9GlydWor_C6NaD-I2YYoilTxf2Qz6r9ig7jAX5o
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Compartiendo lo que hacemos 

como pacientes organizados. 

Socio drama, consultorio del m®dico 

especialista. 

26 DE Septiembre  

Reuni·n mensual ï Taller de labores manuales  

 

Margarita V§squez Amoroso ï October 2019 
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VANCOUVER 

Over the last 6 months, we have been really busy, with working on bringing more awareness of Acromegaly to 

Canada. 

I have been working on having our Acromegaly Awareness Day National approved, on Feb 28th/2019, Mark 

Strahl Ottawa- MP from Chilliwack, BC spoke in the House of Commons of Acromegaly, the signs and symptoms 

and how hard we are working to bring more awareness to Acromegaly and our awareness day of Nov 1st, Mark 

Strahl put forth a Private Members Bill C-436 to have this day recognized and approved. Dianne Sauveô from 

Ottawa, was also able to have Andrew Leslie- MP from Orleans Ottawa also speak in the House of Commons of 

Acromegaly. 

We have had Acromegaly Awareness Day recognized and approved by the B.C. Parliament for this year 2019 

(4th year in a row). This truly pleases me as this makes us stronger to have Acromegaly Awareness Day 

Approved in the House of Commons Nationally hopefully in the very near future. 

https://twitter.com/markstrahl/status/1101248889817128961 

 

http://www.acromegalywest.com/
https://twitter.com/markstrahl/status/1101248889817128961
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Acromegaly Fundraiser (Dinner/Silent Auction/Raffles) 

to bring in money for National/International 

Acromegaly Canada Conference held in September. 

Had the wonderful privilege of having Mark Strahl ï 

Ottawa MP for Chilliwack/Hope area BC, Canada 

attend and help support our fundraiser. 

We now have 5 support groups in different provinces 

of Canada and are hoping to have more support 

groups start in the other provinces in Canada. 

¶ Vancouver Acromegaly Support Group ï 

Deanna Badiuk   dbadiuk16@shaw.ca  or  

acromegalywest@gmail.com  

¶ Manitoba/Saskatchewan Acromegaly Support 

Group ï Adam Vagi & Doug Walker   

acromegalymanitoba.saskatchewan@hotmail.

com 

¶ Ottawa Acromegaly Support Group ï Dianne 

Sauveô     acromegalyottawa@gmail.com 

¶ Toronto Acromegaly Support Group ï Mark 

Logtenberg    acromegalyontario@gmail.com 

¶ Atlantic Acromegaly Support Group ï Peggy 

Macdonald    mmm.mmd@ns.sympatico.ca 

 
This year a few of us came together to form Acromegaly Canada (National for Canada) with a lot of hard work 

and perseverance we were approved through the Federal Government of Canada in June 2019.  

We are a Canada Not-for-profit Corporations Act and Our Mission is to raise awareness through education while 

providing a network of support for patients and their families across Canada. We are in the early stages of 

forming and working hard on getting everything done, I hope that within a year we will have our website up 

where all those with Acromegaly have a safe place to reach out for guidance and support, to join a support 

group in their area of where they live, and to defiantly bring more awareness of Acromegaly in Canada.  We 

were very proud to announce Acromegaly Canada at the Acromegaly Conference and our logo for Acromegaly 

Canada. 

 

mailto:dbadiuk16@shaw.ca
mailto:acromegalywest@gmail.com
mailto:acromegalymanitoba.saskatchewan@hotmail.com
mailto:acromegalymanitoba.saskatchewan@hotmail.com
mailto:acromegalyottawa@gmail.com
mailto:acromegalyontario@gmail.com
mailto:mmm.mmd@ns.sympatico.ca
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On September 27th- 29th, 2019, in Toronto, Canada at the Sheraton Gateway Hotel at Toronto Pearson 

Airport we held the 2nd National/International Acromegaly Canada Conference. 

The conference was a huge success with more acromegaly people/spouses/family members and 

pharmaceutical representatives attending. The energy of the conference was very high, with new and 

returning members from the last conference and meeting each other, to learning more about acromegaly 

from the amazing presenters and their presentations, to learning new knowledge of the newly formed 

Acromegaly Canada and Acromegaly Registry in Canada for Acromegaly. 

The presentation that were presented on were: 

¶ What is the pituitary gland and its function by Dr Ali S. Imran M.D., FRCP(C), FACP 

¶ Depression and Acromegaly by Chris Summerville, D.Min.,CPRRP,LL.D (Honorary) 

¶ Acromegaly Registry in Canada by Dr. Shereen Ezzat M.D.,FRCP(C), FACP 

¶ AcroVoice: Understanding how patients with acromegaly define their condition and make treatment 
decisions by Deanna Badiuk 

¶ Personal Journey with Acromegaly ï Mark Logtenberg 

¶ Pathology of tumours causing acromegaly: The importance of granules by Dr. Sylvia Asa, MD, 
PhD, Endocrine Pathologist 

¶ About Pituitary World News, Importance of Awareness Collaboration with specialists in Canada by 
J.D. Faccinetti (Chairman and CEO of PWN) 

¶ Diabetes 2 and acromegaly, what it is diabetes 2, how we get it and how it affects us by Dr Alley 
Prebtani, BScPhm, MD, FRCP(C) 

¶ The Role of an RN in treating Endocrine and Acromegaly Patients by Lori Kingdon, Endocrine 
Nurse 

¶ Running a trial medication for Acromegaly patients, how does it work? By Jack Bondy, Clinical 
Research Coordinator 

¶ The Real Impact of Endocrine Disease: Understanding the Patient Perspective by Daphne 
Adelman, Clinical Nurse Specialist. 

 

ALL PRESENTATIONS AND PHOTOS OF THE ACROMEGALY CONFERENCE WILL BE POSTED 

SHORTLY ON OUR WEBSITE. 

Please go to Vancouver Acromegaly Support Group http://www.acromegalywest.com if you would like to 

watch the presentations. 

 

http://www.acromegalywest.com/
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All the presenters at the National/International Acromegaly Canada Conference ï September 2019 

All the attendees at the National/International Acromegaly Canada Conference ï September 2019 

ñI truly believe that it takes a person to see a vision and move forward to 

making it happen, but even more importantly it takes many others to 

come together who see the cause and vision to bring it all together.ò 

Deanna Badiuk ï October 2019 
























































