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CHAIl RPERSONOGS REPORT
Dear WAPO members and fr

Just a couple of weéfksi Oct «
exactly 7 years since the first me:¢
Zur i ch, éelna rivatsi sriExnaecdt.l y t wo year

— in 2014, t hdeecciodrenmuntiada yset up a | ega
. named WAPO a month | ater.!sSmninwen swa
of WAPO.
SnippetWAPrQam r g/-Pa Today, we have 37 members from 28 ¢
decl arati on ) . . . .
There ariescowirnthr still no pituitary
together we can i mprove the situat.

Toget her we getofacNowemmer t htehel Wor
Day. I n many countries our <coll eag!l
ai med at raising Acromegaly awar ene
also running a gl obal awareness cal
mat eri als weamormrmdg salrli bWARQ@ member s
into | ocal |l anguages and mar ked wi t
patient organizati on.

Snippet from iWAIRPO.
member s And please use your chance to sign

2020. It wi || takRe, pp@Baenors Marelb, :
Argentina! Exciting program, fanta:
outstanding people. 1t is a must f

Pl ease enjoy reading the Global Pit
media and direchéyswitbl yeagueamem peé
volunteers, friends and all those

Best wishes,
Andr ei Andrusov

209Acromegal y Awair e WAPO Chair man
I°*'November
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https://www.wapo.org/patient-declaration/

WHAT SOME ORGANI ZATI ONS ARE UP TO

We would | i kewho kbapkushbefowmgdnonatwhath hds ymeerhauwy
something you want your orgé&uni zat @Qwaptbooslhyar e; pl easc¢

Pituitary World News

I n this summary we predidetiichlks todapbdcRQsdiste®

20109. Pl ease send us a note if you need addit:i
Pituitary MRI educational video series:
The MRI educational series continues with more

News-foander and director of the pituitary cente
illustrates different casesowvér p2buedacaatitomals
range of f ascYioruatciamg sces € 9.

Trials and New drug Devel opment:

Several new areded®wpsnenmom companies in differen-
Chi asma Pharmaceuticals is in the final pheas
announced two#R ACRaAOBBRha&®e 2 hHediirralmsffenyt he

smarhd!| ecul e oral somatostCatiicnc aigeormei sito,r CGRNOO

Al s @ insa cfeivetlidciang a study designed to

investigational-GdBmpoundadUONI Bati ents with
being treataecd iwigtthesltaanng n receptor -1l ilgeavredss al

uncont rRelalde dn.

Lastl vy, | n aSiprressBireed lcaasmgo@unced comprehensi
their Phase 3 SONICS study of RECORLEVTM (I e
endogenous Cushing6d tsy mwdereme.u bTlhhee hreatSnwardlic t nee
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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

Podcasts and articl es:

Sever al interesting reviews and podcasts. We p
and news for pituitary patients. Particularly n
a paper about pegvi soomaedalay dandgy gilsedode®rr acpens

akowt the | atest podcast s. This |ink wildl

PWNUCSF Pituitary Patient Conference

PWN sponsored a pituitary patient conference 1in
(UCSF) Ywiue ve atn

For a comprehensive | ist of the cclnitcekatnhdearecgair od b |
LATEST ARTI CLES.

WAPO member activities

We publaicsh ed i meSpandpribhel K| i Ange
Ecuador. We encoestutpbpagendl|l busmembér actions and pr

Pl ease visi+tPitthue tVMAPYO Wor | d NeWwsWS o-iRnttV  sAercOt Ui NaDn
her eé

Ment al and Emotional heal th
OQur coverage of mental and emotional stiesuets rlké¢a
attention fHeorne rvecaud ecrasn oaf  ctohnep rpeuhbel ni ssihveed | mast

Wor |l d .News

There are over 450 articles and podtasts availahb
ivpol rel adsnee weso.notragct us for more infor mail

J D Faccinetti
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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/

F.A.E.T.H

FUNDACION DE APOYO A ENFERMOS
CON TRASTORNOS HIPOFISIARIOS

28 Juni o.

Charla con | a Dr a. Mar Sal U
Ment al del Hospital de Esp
Abel Gil bert Pont - n.

Tema: Acromegalia Acer cami ¢

Estrategias recomendadas P
* Comprender *Asumir * Re

Cuestionario Acro Qol

Jornadas 1T Quli?rnircgod cas de patol og2as Hipofisiarias.

FAETH estuvo presente ieQuilrd/sa gJ ccramsa ddees P@lt2odioggd? as Hi

Hospital de especialidades Guayaquil Abel Gil bert
18,19 y 20 de Septiembre sieCerneta?lfiizc-o,e sctoen plrao gproanme:
m®di cos especialistas en Hip-fisis Neurocirujanos
conferencias magistrales dirigidas a m®dicos Ger
particid@eaEAETH, con el tema: La i mportancia de ser
trastornos Hipofisiarios. Tambi ®n pusi mos en es.cen
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http://faethecuador.wixsite.com/inicio?fbclid=IwAR1RKFAH5ZStMgHCOMHK9GlydWor_C6NaD-I2YYoilTxf2Qz6r9ig7jAX5o

Compriaendo ioeynedchecerhoe

Cconm oaciprnaese :inge;]n\t;]e@_

Soci o dr ama, consul tor |
especialista.

26 DE Septiembre

Reuni -n mEalslued de | abc

Mar garita V8sig@Qetzo Aeno
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Support
Group

Vancouver
ACROMEGALY

4}2};/,

Over the | ast 6 mont hs, we have been really busytow
Canada.

I have been working on having our Acromegadal 20A®@ar &a
Str@nt aMR from Chill i wack, BC spoke in the House of
and how hard we are working to bring more awareness
Strahl put forth a-4B6i wat &d &aMesmldearys r RiclolgnC zed and arg
Ottawa, was al so abl eMPt o rhoanw eOrA nedarnesw Otetsalwiae al so s pe
Acromegal y.

We have had Acromegaly Awareness Day recdagiriiozed harmsd
(4year in a row). This truly pleases me as this mak
Approved in the House of Commons Nationally hopef ul

ROUTINE PROCEE AFFAIRES COURANTES

Introduction of Private Members' Bills Dépot de projets de loi émanant des
députés
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http://www.acromegalywest.com/
https://twitter.com/markstrahl/status/1101248889817128961

Acromegaly Fundraiser (Di
to bring in money for Nat
Acromegaly Canada Confere
Had thdewbul privilegeiof
Ottawa MP for Chilliwack/
attend and help support o
We now have 5 support gro
of Canada and are hoping
groups start imcedhei mt@Gan
1 Vancouver Acromegaly Support Group i
Deanna Badiuk dbadiukl6@shaw.ca or
acromegalywest@gmail.com
I Manitoba/Saskatchewan Acromegaly Support
Group i Adam Vagi & Doug Walker
acromegalymanitoba.saskatchewan@hotmail. y
com Leglon Branch 280. Deannais a
i le with acromegaly.
I Ottawa Acromegaly Support Group 7 Dianne
S a u v eabromegalyottawa@gmail.com
I Toronto Acromegaly Support Group T Mark
Logtenberg acromegalyontario@gmail.com
9 Atlantic Acromegaly Support Group i Peggy
Macdonald mmm.mmd@ns.sympatico.ca
This year a few of us came together to form Acr omeg
and perseverance we were approved through the Feder
We are a Chapardoaf iNOotCor poratisen®nActs amdr@QuiseMiawar en
providing a network of support for patients and the
forming and working hard on getting everytwiebhgi dencte
wheabkl those with Acromegaly have a safe place to r
group in their area of where they I|live, and to def]i
werveery proud to announce Acromegaly Canada at the

Ca

nada.

Acromegaly Canada
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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

On SepteMBO®”02Bn Toronto, Canada at the Sheraton
Airport wéiNaeli dntahdbdht Acnamegaly Canada Conferen

The conference was a huge success with more acro
phar maceuti cal representatives attending. The en
retumreimbegr st Hleassmmf eomence and meeting each ot her,
from the amazing presenters and their presentat:i
Acromegaly Canada and Acromegaly Registry in Can

The presenwearte omr ¢ heaniteed on w

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 i 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)

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

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

1 The Real Impact of Endocrine Disease: Understanding the Patient Perspective by Daphne

Adelman, Clinical Nurse Specialist.

= = = = =8 -8 =9

E]

ALL PRESENTATI ONSS AOI® TPHEOTAOCROMEGALY CONFERENCE V
SHORTLY ON OUR WEBSI TE.

Pl easeVgmcdwver ASupmuoergtanliGr mufp/ www. acr oinfe gyad iy weosu
watch the presentations.
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http://www.acromegalywest.com/

Al

I t he spradsdarhteerNati onal /I nternatioin8épfAembmt

Al |
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the at

tendees at the National/l hSepnhnamben

il tr
ma K i
cCome

uly believe that it takes a per
ng it happen, but even more i mp
toget her who see the cause and

Deanna Be&dtaker




















































































