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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.
TITLE

Wishing you all Happy Holidays and a sparkling 2019!
From the WAPO Board
Andrei, Muriël, Sheila, Sandra, Ernest, Sue, Sonja & Weiqiang
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CHAIRPERSON’S REPORT
Dear WAPO members and friends,
We all know that the Earth has the form of a ball with
different countries everywhere. We can understand how
small it is by looking at a map or a globe. But to FEEL how
small the world is you just need to read our Newsletter. News from opposite
sides of the globe are all in one small brochure. Malaysia, Canada, the
Netherlands, Ecuador and the United Kingdom – are just a couple of pages
away from each other. Patient advocated from all countries run their activities
so different and so similar at the same time. We all have the same goal, to
make patients’ lives better.

November 1 was World Acromegaly
Day #ShowYourChange

In this issue of the The Global Pituitary Voice you will read about what
happens in the pituitary world in different countries. Compare this with what
you are actively doing in your country and see if it is useful in your country
and “copy with pride”. What do you do better and can share with your
colleagues from other countries?
We have just had the Acromegaly Awareness Day on the 1st of November
and many national organizations have joined the global awareness campaign
initiated by Sandra Mesri from Argentina and Raquel Ciriza from Spain. It
was great to see the idea spread out to the globe.
Read the article on occupational therapy applied to pituitary patients and the
related case. This experience from the UK Pituitary Foundation can serve as
a best practice to many patient organizations.
At this moment we are running a global Mapping Project 2018 in order to get
more insight into our member organizations, health care systems etc.
Interviews will be carried out by an Argentinian company and the project is
possible thanks to one of our sponsors. We are really looking forward to the
outcome which will be presented at the WAPO Summit 2019.

The WAPO stand at ECE2018
Barcelona – Muriël & Sheila

And don’t forget to share this newsletter in social media and directly with
your members, colleagues, partners, volunteers, friends and all those who
care.
Best wishes,
Andrei Andrusov
WAPO Board Chair
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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

MALAYSIA

The event is held annually by MyACRO members, advisory booths, and VIP guests from the health
ministry. The program was very comprehensive and MyAcro also involved patient discussions around
awareness celebrations, future plans and milestones.
Dr Azraai Bahari Nasruddin
Dr Zanariah Hussein
Dr Zanariah Hussein
Dr Kartikasalwah Abdul Latif
Dr Azmi Alias
Dr Jeyakantha Ratnasingam
Dr Muthukkumaran Thiagarajan
Dr Syahrizan Samsuddin
Dr Noor Rafhati Adyani
Dr Wan Juani Wan Seman
All speakers
MyAcro Member

“Standardizing Diagnosis of Acromegaly in Malaysia”
“Unmet needs of Acromegaly in Malaysia”
Effective Referral Network System: Discussion
“Strengthening Presence of MyAcro Nationwide”
“Imaging in Acromegaly”
“Surgical Management in Acromegaly: Where are we today?”
“Optimizing Medical therapy in Acromegaly: Pre-Op and Post-Op”
“Role of Radiotherapy in Acromegaly”
Case Discussions:
“Importance of MOT in Acromegaly Management”
“You are not alone in the Universe”

Muzamir smc Mohamad nasir, December 2018
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The launch of Malaysian Acromegaly Summit Workshop 2018 which was officiated by Dato Dr Hj
Bahari b Dato Tok Muda Hj Awang Ngah, Director of Medical Development Division.

Left: Speech from Mr Wan Yusof Abdullah MyACRO President presents the opening remarks.
Right: Presentation from Mr Muzamir Mohamd Nasir MyACRO, secretary, talks about the activities and direction of the association.
Below: MyACRO members consist of the patient and the caregivers who were present at the workshop.
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THE NETHERLANDS
September 15, 2018 … the celebration of 30-years Bijniervereniging NVACP during a Celebration
Medical Congress with our members and supporting relations (HCP’s and industry).
In the morning we welcomed the Minister of Health, Mr. Bruno Bruins. During a short meeting the
document with “Quality of Care Standards Adrenal Diseases” was presented. Bijniervereniging NVACP
and AdrenalNet worked on this for 3 years with several patient focus groups, HCPs and care givers.
The “Quality Standards Adrenal Diseases” document will be leading for hospitals and doctors in
treatment for patients with Adrenal diseases in The Netherlands. At this moment we are working on
patient versions per disease, which will be available soon.
At 10:30 the general program started and Minister Bruins gave a good speech on Health care and
upcoming changes. Before he had to leave, we handed out the first new style ‘Adrenal magazine’, our
quarterly magazine for members and HCPs.

The lunch, several (medical) speakers presented
on the following topics:
•
•
•
•
•
•
•
•
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Workshops ‘Emergency Injection
instructions Adrenal Crisis’;
Adrenal insufficiency and adrenal related
diseases;
Adrenal App including a new ‘Diary’
function;
Influence of Obesity;
Sleep Apnea;
Workshops Mindfulness;
Discussion for youth members and a
paediatric-endocrinologist;
Meeting for care givers only.

Bas van den Berg (Chair), Minister Bruno Bruins, Muriël Marks
(Chief Editor) and Pauline van Zutphen (Editor)
(photo: Bart Versteeg)

Overview of audience (Photo: Bart Versteeg)

During a short surprise presentation, our beloved volunteer
Mrs. Alida Noordzij received a ‘Royal Cross’ by the Mayor of
Soest, the city of our venue. A well deserved recognition for
all volunteer work she has done over the past years!
After this, we all had a drink and networked, before leaving
a great and successful celebration day!
BUT, still a lot of work to do.

Mayor Soest Mr. R. Metz & Alida Noordzij (Photo: Bart Versteeg)

Muriël Marks – de Korver, December 2018
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ECUADOR

Buenas tarde, comparto actividades FAETH mes de Agosto
Estuvimos en las Jornadas Clínico Quirúrgicas de patologías Hipofisiarias.
El 29, 30 y 31 de Agosto se realizo la Segunda Jornada Clínico Quirúrgica de Patologías Hipofisiarias,
organizada por el servicio de Endocrinología del Hospital de especialidades Guayaquil Dr. Abel Gilbert
Pontón, dirigido a médicos generales y estudiantes de medicina.
Con los mejores expositores, médicos expertos en el tema de todo el Ecuador, como los Doctores
Roberto Cedeño, Carlos Solis, Jorge Luis Salazar, Camilo Lópes, entre otros e invitados como el Dr.
Ricardo Ortiz Endocrinólogo Mejicano, todos con temas de gran relevancia para el aporte profesional
científico.
Good afternoon, I share FAETH activities in August
We were in the Clinical Surgical Days of hypophysial pathologies.
On August 29, 30 and 31, the Second Surgical Clinical Day of Hypophyseal Pathologies was held,
organized by the Endocrinology Department of the Dr. Abel Gilbert Pontón Specialties Hospital, aimed
at general practitioners and medical students.
With the best speakers, medical experts in the field throughout Ecuador, such as Doctors Roberto
Cedeño, Carlos Solis, Jorge Luis Salazar, Camilo Lopes, among others and guests such as Dr. Ricardo
Ortiz Endocrinologico Mejicano, all with topics of great relevance for the scientific professional
contribution.
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El 29 de 11H00 a 11H30, Experiencias de pacientes con trastornos Hipofisiarios.
FAETH, fue invitado a participar en estas jornada médicas compartiendo las experiencias como
pacientes que vivimos con esta condición. Mayra Jalca y Verónica Intriago hablando de vivir con
Acromegalia, Mónica Inga comparte experiencias de su padecimiento Hipopituitarismo, Rocío
Chicaiza hablando de la importancia de pertenecer a una organización de pacientes como FAETH.
The 29 from 11H00 to 11H30, Experiences of patients with hypophyseal disorders.
FAETH has invited patients who live with pituitary conditions to share their medical journeys. Mayra
Jalca and Verónica Intriago talked about living with Acromegaly. Mónica Inga shared experiences of
her condition hypopituitarism. Rocío Chicaiza spoke about the importance of being a part of a patient
organization like FAETH.
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World Acromegaly Awareness Day in Ecuador
Today we carry out several activities already scheduled for World Acromegaly Awareness Day.
Independently from joining the WAPO campaign, we have carried out these activities since we do it
every year in the hospitals that we attend, this year we have only done it in Guayaquil.
For the World Acceleration Day of Acromegaly, FAETH carried out some dissemination and awareness
activities of the disease, with the support of the doctors and authorities of the Hospital of Specialties
Guayaquil, Dr. Abel Gilbert Pontoon.
On Monday, October 29 from 09:00 to 11:00 in the waiting rooms of the hospital, lectures were held to
raise awareness of Acromegaly and the importance of its detection and timely treatment.
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Tuesday, October 30 at 9am, a walk around the Hospital - patients, relatives, doctors and hospital
authorities walking together with the slogan "Look at me, I am Acromegalic".
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Then at 9:30am to 11:30am there was an open house, doctors explaining to the attendees the scientific
part of the disease and patients sharing their life experiences with this disease. It closed with a launch of
balloons.

-
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Margarita Vasquez, November 2018

CANADA
Acromegaly Awareness Day in Canada for 2018.
This year we had 11 ambassadors come together from most of all the provinces in Canada.
Our main focus this year was to do an acromegaly ambassador photo shoot and also work on more
acromegaly proclamations in different provinces to get Nov 1st Acromegaly Awareness Day
recognized and to get on the news, in the newspapers and social media, via Facebook and twitter,
with the help of a sponsor and media company, to help bring this all together. The acromegaly
ambassadors were successfully able to bring this together and have a very powerful week.
Santino Matrundola, who is an acromegaly ambassador and professional photographer arranged
with the media company to bring us all in over 3 different days, to do a photo shoot at his studio with
all of us. The media company asked us to do a short paragraph of what the importance was for all of
us to say about our mission as an acromegaly ambassador for Nov 1st.
Then a gallery was rented in Montreal, Quebec and we had our photos, who we were, our mission
statement and where we were all from, put up to showcase for the media and general public. This
was done in September, and it was amazing, most of the ambassadors were able to attend, speak to
the general public and share their journeys. We also had some media attend. “POWERFUL NIGHT”.
“The amazing part of this night for all of us ambassadors, was that we had 2 acromegaly people
attend, as they had heard or read about this night, and came to meet others with acromegaly - they
had never met anyone else before.” We were all moved and there was lots of hugging and tears.
This project that Santino wanted to do to help bring much awareness to Acromegaly, was something
he truly wanted to do from his heart, and was able to do with his amazing talent, and he called the
project “Seeing the Light”. https://www.pituitaryworldnews.org/portraits-of-light/
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We are also in the process of keeping this movement going by hopefully displaying our photos and writeups in other galleries across Canada. (still in the works).
Through the process of all of us coming together again this year and working together for 8 months to
prepare, we were able to accomplish:
The Vancouver Acromegaly Support Group getting approved for the 3rd year in a row Nov 1st Acromegaly
Awareness Day for Western Canada, in British Columbia, Canada.
The Atlantic Support Group getting for the first year a proclamation approved for Nov 1st Acromegaly
Awareness Day in Nova Scotia, Canada, by Peggy McDonald.
The Alberta Pituitary Support Group for the first time this year received a proclamation for Nov 1st
Acromegaly Awareness Day in Alberta, Canada.
And Dianna Cook-Sauve from Ottawa is the first part (process) of having Acromegaly Awareness Day
approved for Ontario, Canada.
Two new acromegaly support groups where formed in the provinces of Toronto, a support group Facebook
page and a meet and greet was arranged for Toronto, by Mark Logtenberg and on October 13th in Toronto.
It was an amazing evening with 16 acromegaly people coming together to have a casual dinner and to
meet others for the first time, it was a powerful night with lots of hugs and new friendships forming, and the
beginning of a new support group chapter being formed in Toronto, for meetings twice a year.
In Ottawa, a new support group page was started and with the social media around Nov 1st with Dianna
Cook- Sauve being on 2 different radio stations and write-ups in the newspaper, her Facebook page took
off for new members in the Ottawa region. Dianna is now in the process of having a meet and greet
hopefully at the end of January 2019 to bring everyone together, she has also formed together a few
acromegaly patients within Ottawa, and is the process of setting up Ottawa Acromegaly Support Group. So
exciting for all in the surrounding area.
We now have acromegaly support groups in 7 out of 13 different provinces in Canada, and hopefully new
chapters will form this upcoming year.
The Vancouver Acromegaly Support Group and Atlantic Acromegaly Support Group, were asked by another
sponsor and media company, if the two would come together and do a write up for acromegaly awareness
day of who we are and our mission for acromegaly. We were able to do this in a very short time and our
article was posted in TheSun.com Canada, which ran every day for a month and a half and was seen in all
provinces of Canada.
The Atlantic Acromegaly Support Group did an absolutely amazing thing, they came up with the idea to
have blue t-shirts made, with the saying of “Ask Us About Acromegaly”, and wore them on the news for
their awareness day of acromegaly. Absolutely brilliant idea, and I personally love it as this is a very
creative way to spread the word, helping people feel comfortable to ask about acromegaly, and have
acromegaly people share their knowledge.
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Last year, which was the first year that we formed this group, we brought awareness about acromegaly
in Canada, reaching 6.3 million people through social media, the news and write-ups in the papers. I
am looking forward to finding out the results in the very near future of how many people we were able
to reach in Canada for this year.
There is still a lot more to be done in Canada, and we are moving forward to create a National
Acromegaly Canada Society, to help bring more knowledge and awareness and support to those who
are still not diagnosed and those that have acromegaly and are alone.
Deanna Badiuk, December 2018

PEOPLE’S REPUBLIC OF CHINA
November 1, 2018 is the publicity day of acromegaly advocated by WAPO. CAPA website has complied a
group of patient stories to participate in this publicity day.
From October 30 to the first week of November, it is almost one story a day – eight stories in all. Patients
with their own experience, vivid and detailed description of their illness after the paragraph of panic,
gradually calm acceptance and then to face the psychological journey, read tearful, moving but exciting
story.
On October 10, this year, China's national health insurance bureau will treat acromegaly with Octreotide
Acetate Microspheres for Injection within the national health insurance. China’s nearly thousands of
patients with acromegaly have the basic guarantee of treatment.
We will continue to work hard: invite doctors and experts to popularize education and psychological
counseling for patients, advocate good health management, and understand the significance of lifelong
follow-up.
Let our life be optimistic, positive, upward!
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The picture is a brief introduction to some articles in the story series of limb dayi patients in 2018| 我们的 2018 肢大宣传日活动
图片为 2018 年肢大日病友故事系列中的部分文章简介

CAPA 2018 年 11 月 30 日

今年的 10 月 10 日起，中国国家医疗保障局将治疗肢端肥大症的长效奥曲肽纳入了国家医保，使
中国近十万的肢端肥大症患者有了治疗的基本保障，我们病友会自从 2010 年开始的医保倡导至今
也算是告一段落。
我们还将继续努力：邀请医生专家普及患者教育及心理疏导，提倡做好健康管理，理解终身随诊的
重要意义。让我们的生活乐观、积极、向上！
Haining Wei, December 2018
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WORLD
PWN continues to publish original articles related to pituitary disease and related conditions, treatment,
diagnosis, etc. This quarter PWN published news on drug development, materials, and articles from
WAPO members activities in Spain, in which PWN participated, and news about other WAPO members in
Latin America and South Africa. We urge all WAPO member organizations to share their activities with us
and contribute articles of interest to other members.
We published several exclusive articles on mental and emotional health including a fascinating look at
Cortisol and how it can sabotage the body. In addition, we provided an opinion editorial and commentary
on an article on misinformation, rogue doctor and boundaries.
In another exclusive podcast, we talked with world-leading pituitary neurosurgeon Dr. Sandeep Kunwar
who practices at the Center for Pituitary Disorders at the University of Californian, San Francisco USA. Dr.
Kunwar is one the best in the world. He performs over 175 transsphenoidal procedures per year, with the
highest cure rate and lowest complication rates of any surgeon in the world. We urge you to listen to his
points of view and philosophies.
Other important podcasts form PWN cofounder and medical director of the California Center for Pituitary
Disorders Dr. Lewis Blevins included an opinion piece on a new Growth Hormone stimulation test , two
exciting cases of ACTH., and thoughts on Hormone Deficiency medical decision making
We also produced a very interesting podcast highlighting the experiences of an endocrine nurse. Daphne
Adelman, WAPO member, and an endocrine nurse gave great insight into her job.
The Pacific Neuroscience Institute provided information on two interesting reviews on pregnancy and
Cushing’s.
We have been reviewing the state of Telemedicine services primarily in the USA, but we would like to hear
from WAPO member organizations as to their point of view and experience with this subject in their
countries. Please stay tuned for several reports and articles on this significant development in medical
services. We believe telemedicine has the potential to extend specialized pituitary services in areas of
need.
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On another note, we were invited to participate in a meeting organized by Pfizer to help define Value in
rare disease treatment. The objectives were to:
•

Raise awareness around the vital role that the concept of “value” is having in our healthcare
system today;
Acknowledge that there isn’t one commonly agreed-upon definition of value in general – or for a
rare disease;
Understand how different stakeholders think about value as it relates to rare disease;
Begin to consider if and how a common definition of value might be developed for rare diseases.
Initial feedback suggests a very positive outcome in the initial meeting. More info to come on
this subject.

•
•
•
•

J D Faccinetti, November 2018

SOUTH AFRICA
Pituitary Community South Africa (PICOMSA) – as a body representing pituitary disorders, is in
partnership with RARE Diseases South Africa – an umbrella organization for rare disease
organizations was invited to attend the RaRex Conference from 13-16 September 2018 in
Johannesburg.
Represented by Ms. June Mokoka, PICOMSA was afforded the opportunity to network and
learn about other rare diseases from patients, doctors, and stakeholders. The idea was to
facilitate an ongoing dialogue on rare diseases, the standard and quality of medical treatment
rare diseases patients receive and create a sustainable patient advocacy. The conference was
well attended by South Africans, other countries in the African continent, international rare
disease communities, as well as policymakers and government agencies responsible for
matters related to healthcare and health insurance. Stakeholders delivering essential services
to the rare disease’s community such as disease-specific drug manufacturers and makers of
health-related consumables also attended.
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RAREX 2018 Conference Presentations
Impressively presented and articulated, presentations from various medical disciplines focused on each type
of rare disease. Unfortunately, pituitary disorders were not comprehensively covered with the exception of
Dr. JWS Devar’s presentation. Dr. Devar is a Hepato-Pancreatico-Biliary (HPB) surgeon from the
University of Witwatersrand, and his presentation focused primarily on neuroendocrine tumours and their lifethreatening hormone related conditions. That in retrospect, touched on a few endocrine disorders
associated to pituitary conditions.
Fascinatingly, the common thread in most of what was presented at the conference was the emphasis on
how these rare diseases not only alters the patient’s life, but on how living with physical infirmities and/or
the chronic pain can affect the family emotionally, mentally and spiritually. But the critical concerns are the
capacity and infrastructure shortages to manage rare diseases as a result of misdiagnosis, non-diagnosis
and mis-classification. This results in underreporting that excludes them to the Health Department’s budget
estimates and allocations. In addition, most Medical Aid Schemes don’t include their rare diseases in their
classifications and this leaves patients with a disease burden and a lack of access to relevant medical
treatment.
Support groups
The countless strides majority of patient support groups have already made are drops in the ocean when it
comes to managing rare diseases. This is especially in rural areas or in communities with little to no
education. Communication barriers play a major factor and collecting vital medical information is a major
challenge. Traditional believes and cultural practices should be considered when engaging a family with a
rare disease in a community that stigmatized unheard of illnesses.
As a result, the last two days of the conference were spent decoding the problem tree. Divided in groups
under the following classifications;
I.
II.
III.
IV.
V.

Data
Policy
Support and Stigma
Training & Education
Information and Awareness

June Mokoka, December 2018
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FEATURE ARTICLE
PITUITARY CONDITIONS & OCCUPATIONAL THERAPY
Ms. Sammy Harbut, Registered Occupational Therapist
Pituitary conditions
Pituitary disorders are considered rare. It was last estimated that there are between 50,000 and 70,000
pituitary patients in the United Kingdom, which equates to 0.08% - 0.11% of the population.
The most common pituitary disorders are: Acromegaly, Adult Growth Hormone Deficiency,
Craniopharyngioma, Cushing's Disease, Diabetes Insipidus, Hypopituitarism, Non-functioning tumours and
Prolactinoma (The Pituitary Foundation, 2015).
Each of these conditions have many different symptoms, and are often difficult to diagnose. However,
common difficulties experienced by pituitary patients include fatigue, depression, reduced stamina,
forgetfulness, loss of confidence, memory problems, employment/work problems, pain/discomfort and
reduced quality of life.
Many patients require surgery and/or radiotherapy treatment, followed by a lifetime of living with a long-term
health condition and often daily steroid and other medication. The life of a pituitary patient is not always an
easy one, and each patient is completely unique. Even those with the same diagnosis will require different
treatment regimes, and will experience different symptoms on their pituitary journey.
Pituitary patients and Occupational Therapy
I re-trained as an Occupational Therapist (OT) following my own diagnosis and treatment for Cushing’s
disease, graduating with a First Class degree in 2015. I was attracted to this profession, as the idea that
‘occupations’ (or more commonly known as activities) which we all engage in and are important for
maintaining health and wellbeing struck a chord with me, following my illness and treatment.
Occupational therapists work with adults and children of all ages with a wide range of conditions; most
commonly those who have difficulties due to a mental health illness, physical or learning disabilities. They
can work in a variety of settings including health organizations, social care services, housing, education, reemployment schemes, occupational health, prisons, and voluntary organizations or as independent
practitioners (The College of Occupational Therapists, 2011).
As I progressed through my degree course, I was struck by how the medical profession approaches illness,
sometimes with little consideration about how a person’s life is affected, physically and mentally, and how
this impacts further on them and their families. I was working as a Helpline volunteer with The Pituitary
Foundation, and experience taking calls demonstrated how lives for pituitary patients are challenging and
frustrating, and how our quality of life can be reduced by the restraints our conditions impose.

Page | 20

Whilst Physiotherapy helps restore movement and function when someone is affected by injury, illness
or disability, Occupational therapists work to improve the everyday life skills of people who suffer with
physical, social, and psychological difficulties. This is achieved by using analytical and practical skills,
needed to critically assess a patient’s circumstances in order to help them adapt to their environment
and maximize their performance potential.
Occupational therapy aims to address such issues by taking a whole-person approach to both mental
and physical health and wellbeing, enabling individuals to achieve their full potential (Royal College of
Occupational Therapists (2011). Advice and guidance is given for Occupational Therapists working with
individuals who have long-term health conditions, assisting people to achieve life satisfaction by
improving their ability to undertake activities that are important to them. Helpline calls consistently
demonstrate that pituitary patients are affected significantly by their conditions, (some more seriously
than others), but there is currently no Occupational Therapy input from within Endocrinology
departments, to advise and support people who struggle to engage in activities which are important to
them.
We all need purpose and meaning in our lives, and if these are compromised due to long term health
issues, quality of life, motivation to learn, achieve and engage in the world is lost. As fatigue is a problem
for the majority of pituitary patients, they become more withdrawn from others, are prevented from
undertaking activities once enjoyed and often have to stop work. Concentration and memory is often
adversely affected, particularly following surgery and radiotherapy treatment. Patients who have
professional careers can find themselves unable to recall information, make decisions due to what they
describe as ‘brain fog’, and experience mental fatigue previously unknown to them. As a result, they
have little option but to leave jobs they once enjoyed, and determine a ‘new’ future as an individual with
compromised functioning, and which may uncertain health wise. Anxiety, depression and a sense of
hopelessness can result, but this may not be addressed, as currently emphasis is placed on stabilizing
patients’ medical conditions and ensuring correct replacement of essential hormones.
An important role for Occupational Therapists is in supporting patients to become more confident about,
and autonomous in their own health and healthcare. This is achieved by education to raise selfawareness and responsibility for one’s own health, supporting patients become active partners in the
diagnosis and treatment pathways.
Occupational Therapists play a critical role in helping people of all ages to overcome the effects of
disability caused by illness, ageing or accident, and as skilled professionals find solutions to everyday
problems by considering physical, psychological, social and environmental needs. By adopting a holistic
view, and understanding the relationship between physical and mental health, Occupational Therapists
are ideally placed to support individuals identify goals, maintain skills and learn new ones, all of which
provide a sense of purpose and belonging in the world.
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When working with individuals who have long term health conditions, Occupational Therapists can
enable clients to function at an optimal level despite impairments, consider how clients feel about
themselves and their ability to tackle problems, and how their physical and social environment can be
altered so that restrictions are reduced. Learning how to manage their new life, come to terms with a
complicated drug regime and address fatigue are common difficulties faced by Pituitary patients, as well
as coming to terms with the challenge of invasive medical procedures, all of which Occupational
Therapists can support. This may involve educating about fatigue management, compromised
concentration or memory problems, advising about sleep patterns, considering how medication regimes
impact on daily functioning, or offering support to overcome mental health issues.
I am passionate about my role as an Occupational Therapist, appreciating the many areas of patients’
lives that my profession can positively affect. Furthermore, as pituitary patient myself, I value
Occupational Therapy, and know from personal experience that it is effective as a treatment option.
References
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PATIENT STORY: HELEN
Supplied with permission by S J Harbut October 2018
Helen is a patient who I have supported for almost two years now, and by using Occupational Therapy
concepts as the main treatment plan, her life has become meaningful again. One of her biggest obstacles
was accepting her pituitary condition - but over time she has come to terms with her diagnosis and changed
health status.
At the age of 60 my world was turned upside down by experiencing a pituitary apoplexy. This followed
months of feeling ‘grey’ and unwell and explained how increasingly I was struggling to be the grandparent
and parent I wanted to be, as well as trying to maintain my work commitments as a music education
consultant.
My surgeon told me ‘I’d be “fine” in 6 weeks’ time as I left hospital. For the ensuing weeks and months “fine”
doesn’t describe the massive changes to my system as I slowly began to realise this was for life. Would I
ever be able to act normally again both at home and in the working world?
The Pituitary Foundation and in particular Sammy Harbut, helped me to come out of the abyss. How did this
happen?
Telephone and email support have been a lifeline and helped me understand and accept the impact this
condition has in particular on mood swings, anxiety and fatigue which come and go. From being a
‘workaholic’ and always feeling heavily defined by my working ‘hat’, telephone support has helped me to
develop realistic goals. I feel I have a more rational approach regarding my naive ambition to carry on as
before and have learnt how to work on structured and much more gradual goals. I don’t think I would have
reached this without frequent support from Sammy when I needed this most. I read The Pituitary
Foundation publications frequently, and in particular the fatigue management booklet has offered practical
help. I’ve learnt about ‘pacing’ and the emphasis on self- nurturing through diet, yoga and mindfulness.

I’m now back to directing three choirs, producing concerts and occasionally providing workshops in schools.
From being scared to even cross the road, I now am happy to travel, including looking after my
granddaughter in London and attending the 2017 Pituitary Foundation Conference. I also know that support
is there when I need it.

We encourage you to ask a clinician in your
country to write an article of interest for the
newsletter, please send to the Editor.
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GENERAL DATA PROTECTION REGULATION (GDPR)
We are committed to keeping your data safe: Would you still like to hear from us?
WAPO has reviewed the way it handles data from individuals and we have updated our WAPO Privacy Policy
in line with the recent General Data Protection Regulation (GDPR). The policy details how we collect and
process personal data.
You are currently on the mailing list for our WAPO quarterly newsletter and we would love to be able to keep in
touch with you this way. You can unsubscribe from the newsletter at any time by emailing mail@wapo.org.

Our newsletter contains articles from pituitary patient organizations, doctors and patients on their experiences
and news relevant to WAPO.
By being on our list, your details will only be used as per your personal preferences - we will never pass them
on to anyone else. If you did not receive and respond to recent contact by WAPO regarding your contact
preferences, please email mail@wapo.org.
We hope that you will stay in touch.

UPCOMING … WAPO SUMMIT 2019
WAPO members, please block your schedule for the WAPO Summit 2019, which will be held in Lyon, France
from 17-19 May!
In the same period, the European Society of Endocrinology organizes the “ECE2019”, an annual meeting for
all EU Endocrinologists & Endocrine Nurses and beyond.
During the ECE2018 in Barcelona, Sheila and Muriël had 2 meetings with ESE Nurses representatives in order
to get to know each other. From there, the idea and question was raised “How great would it be to combine the
WAPO and Nurses meetings, and to have a shared session with WAPO and the ESE Nurses?!” By end of
October we finally ‘agreed’ upon the combined meetings and are working further to make this happen!
WAPO thinks it’s an interesting side-way from the general program of the WAPO Summit 2019.
Guest speakers are invited and we are connecting to possible sponsors for the WAPO Summit 2019, BUT,
most important, the WAPO hotel is booked now!
WAPO Member organizations will soon receive their personal invitation to join the WAPO Summit 2019!
Summit Team 2019,
Sue, Sheila, Sandra & Muriël
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WAPO WEBINAR: PATIENT REGISTRIES & THE ERCUSYN PROJECT
After weeks of preparing and several teleconferences with the guest speakers, the WAPO Webinar was held
on October 5th, 2018 under the following title: ‘Patient Registries’ and the ‘ERCUSYN Project’.
WAPO invited Dr. Elena Valassi (Barcelona, Spain) and Dr. Oskar Ragnarsson (Gotheburg, Sweden) to share
their knowledge on this topic during a webinar and Q&A with the audience.
The ‘ERCUSYN Project’ is a project by the European Society of Endocrinology, and the project focusses on the
European registration of patients with Cushings’ Syndrome.
An interesting form of European collaboration between hospitals, doctors and ESE in order to reach more
insight in the illness ‘Cushings’ Syndrome’ and how patients respond to treatment. Of course, the patient data
is anonymized.
In an earlier discussion with Dr. Elena Valassi, WAPO learned there is only one project globally which is
organized in this way. Some countries have national or regional registries or in a different, less intense way.
WAPO thought this topic would be very interesting to members and relations, and it would give insight in the
possibilities of collaboration, also for other pituitary diseases.
After the invitation was sent out, WAPO received 30 registries, from which 14 attendees joined the first WAPO
webinar on October 5th, most of them were WAPO Member organizations. We think possible participants also
experienced time zone issues; therefore, we sent the link to all registered participants.
Unfortunately WAPO experienced technical issues and sound problems during the start of the webinar. We
were very lucky this was covered successfully by both guest speakers!
94% of the audience was involved in the Q&A afterwards, and many were interested to organize or ask for
‘patient registries in their own country or region’. At this moment we are planning to have another webinar in
March 2019.
Follow Dr Elena Valassi on LinkedIn

EUPATI WEBINAR: THE IMPACT OF GDPR ON CLINICAL TRIALS
Please find below the link to the EUPATI webinar (October 29) on the GDPR for patient organizations.
For those who could not attend, please click here for both recording and presentation.
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TRAVEL LETTER
WAPO was able to professionally translate the document into the following languages and they will be
uploaded onto our website early January.
•
•
•
•
•
•

Arabic
Chinese (simplified)
French
German
Hebrew
Italian

More languages are on their way!

UPDATE ON OUR WEBSITE
A committed member’s log in section is currently being built. This log-in will be for full patient advocate
members of WAPO. It will contain useful resources, such as the international travel letter, and video lectures
from previous Summits. This will be active early January and we will make contact once launched.

SOCIAL MEDIA – EXCLUSIVE FACEBOOK FORUM
An invitation has been sent out to all full members of WAPO to join our exclusive Facebook WAPO forum. This
is a confidential area where WAPO Member Organizations can share their information and questions – in an
informal setting – to gain new information, discuss issues and share projects.
We respectfully request that if members wish to use any information contained within this forum that
you personally contact the other party for permission.
Procedure: Please email mail@wapo.org for the link to join.
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WAPO CALENDAR OF EVENTS
If you have anything that you can add to the calendar that is happening in your country that we can add –
please email Editor@wapo.org and we will include it. 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.
The calendar includes the below globally and locally:
•
•
•

Events and conferences with sessions or contect related to pituitary conditions
Pituitary related awareness days
Other related awareness days

Where possible we have included links, so you can find further information of how you can attend or be
involved.
January 2019
February 2019
11 to 15 Feb – Endocrine Update 2019, Kohala Coast. Hawaii, USA
27 to 28 Feb – Asia Pacific Diabetes & Endocrinology Congress, Tokyo, JAPAN
28 Feb – International Rare Disease Day
March 2019
4 to 6 Mar – Orphan Drugs & Rare Diseases Global Congress, London, UK
7 to 9 Mar – 9th Emirates Diabetes & Endocrine Congress, Dubai, UAE
20 to 22 Mar – 62nd German Congress of Endocrinology, Gottingen, GERMANY
20 to 22 Mar – National Acromegaly (USA) Conference, New Orleans, USA
20 to 22 Mar – 16th International Pituitary Congress, New Orleans, USA
23 to 26 Mar – Endo2019, New Orleans, USA
April 2019
8 April – Global Cushing’s Awareness Day
8 to 9 April – 13th International Conference on Endocrinology, Diabetes & Metabolism, Wellington, NZ
22 to 23 April – 2nd World Congress on Osteoporosis & Bones Health, Madrid, SPAIN
25 to 28 April – Adrenal Insufficiency United (AIU) Conference, Charlotte NC, USA
27 April – National Pituitary Conference, Bristol, ENGLAND
May 2019
13 to 14 May – 12th World Congress on Endocrinology & Metabolic Disorders, Osaka, JAPAN
17 to 19 May – World Alliance of Pituitary Organizations (WAPO) Summit & AGM, Lyon, FRANCE
18 to 21 May – 21st European Congress of Endocrinology, Lyon, France
30 to 31 May – 2nd Global Meeting on Diabetes & Endocrinology, Istanbul, Turkey
June 2019
17 to 18 June – 9th World Congress on Rare Diseases & Orphan Drugs, Berlin, GERMANY
28 to 29 June – Palliative Care Conference (Geriatric Endocrinology), Oslo, NORWAY
July 2019
22 to 24 July – Orphan Drugs & Rare Diseases Global Congress 2019 Americas – West Coast San
Francisco, USA
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GOTTA KEEP IT LIGHT!
One-liners straight from Medical Secretaries Notes:
•

Patient has left her white blood cells at another hospital.

•

Patient has chest pain if she lies on her left side for over a year.

•

On the second day the knee was better and on the third day it disappeared.

•

The patient has been depressed since she began seeing me in 1993.

•

Patient had waffles for breakfast and anorexia for lunch.

•

While in ER, the patient was examined, x-rated and sent home.

•

Skin: somewhat pale, but present.

•

Patient has two teenage children, but no other abnormalities.

•

Patient slipped on the ice and apparently her legs went in separate directions in early December.

•

The patient has no previous history of suicides.

•

She is numb from her toes down.

•

She stated that she had been constipated for most of her life until she got a divorce.

•

Both breasts are equal and reactive to light and accommodation.

•

Examination of genitalia has revealed that he is circus-sized.

•

She has no rigors or shaking chills, but her husband states she was hot in bed last night.

AND……
•

Q: Why did the doctor tell the nurse to walk past the pill cupboard quietly?
A: So she wouldn’t wake the sleeping pills.

•

Patient: ‘Doctor, my hair keeps falling out. Have you got anything to keep it in?’
Doctor: ‘What about a cardboard box?’

•

Q: Does an apple a day keep the doctor away?
A: Only if you aim it well enough.

•

Patient: ‘Doctor, I’ve swallowed a spoon.’
Doctor: ‘Sit down and don’t stir.’

•

Q: What’s the difference between a general practitioner and a specialist?
A: One treats what you have, the other thinks you have what he treats.

Patient: ‘Doctor, doctor, will I be able to play the violin after the operation?’
Doctor: ‘Yes, of course…’
Patient: ‘Great! I never could before!
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DID YOU KNOW WE ARE ON TWITTER
TOO?
Follow and Tweet us – WAPO_org

FACEBOOK
www.facebook.com/WAPO.org

Twitter Image from
Twitter

Can everyone please like or share our
Facebook page to give WAPO some more
exposure. Please, if you have information to
share, let us know and we will put it up for you.

Screenshot from the WAPO Website – www.wapo.org

CONTACT US
World Alliance of Pituitary Organisations (WAPO)
A: Bulkstraat 18 | 4196 AW Tricht | The Netherlands
M: 0031 6 5386 5700
E: mail@wapo.org
Chamber of Commerce Amsterdam: 66133890
W: www.wapo.org
FB: Facebook.com/WAPO.org/
LinkedIn: World Alliance of Pituitary Organizations
Twitter: WAPO_org

WEBSITE
www.wapo.org Please keep checking the WAPO
website, which we are changing regularly.

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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