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Making the guideline of the diagnosis and
treatment in the multiple endocrine neoplasia
by MEN consortium Japan

Shinichi Suzuki®

* Department of Organ Regulatory Surgery, Fukushima
Medical University School of Medicine

Creation of clinical practice guideline of multiple
endocrine neolasiagland (MEN) in our country was the
first target of the MEN consortium established in
2008.

From 2009, the Ministry of Health, Labour and
Welfare Grant-in-Aid-for-Scientific-Research (Intractable
Disease Research Program) “creation of clinical
guideline of MEN 1 type and 2 types” research group
in which Dr. Sakurai is a research representative was
inaugurated. .

Moreover, the MEN consortium has obtained support
also from a Japanese Society of Thyroid Surgery, the
Japan Association of Endocrine Surgeons and the
Japanese Society for Familial Tumor.

Furthermore, it ‘was adopted also as the clinical
important problem of the Japan Endocrine Society,
group research also became the 3rd year, and it was
required that a clinical practice guideline should have
been created immediately.

The assignment writer and the assignment writing
cooperator were determined as the main item creation of
this guideline, Clinical Question (CQ) was created per
each item in its duty, and examination was started.

CQ, the determination of a proposal, selection of the
column, ete. were worked.

Determined CQ, columns are 56, 10 in MEN1 and 44,
17 in MENZ2, respectively.

The recommendation grade based on evidence is due to
search literature for every after that CQ proposal, to
create a structured abstract, and to be determined from
now on.

It is thought that completion of this guideline brings a
big benefit to what is engaged in the MEN medical
examination and research in Japan.

Key words Clinical Question (CQ), Structured
Abstract, Clinical Practice Guideline

(J Fam Tumor 2012 ;12 :12~15)
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AMEND meets Mukuroji-no-kai
Kyoto, Japan, June 2011

Working for the Association for Multiple
Endocrine Neoplasia Disorders (AMEND) has
pushed me further than I ever expected, both
personally and professionally, but never did I
expect it to take me as far as Japan.

Dr Akihiro Sakurai from the Shinshu
University School of Medicine in Japan had
invited me to speak about the role AMEND plays
in helping

during the Joint Japanese Genetics Societies

people with MEN at a symposium

Meeting at Kyoto University on June 18th.

Sadly in March, shortly after arrangements
began to be made for my visit, the catastrophic
¢arthquake and tsunami hit Japan’s east coast,
followed shortly afterwards by the Fukushima
breach. After expressing
AMEND’s deep sorrow at the situation and a

Nuclear plant

Period of slight uncertainty, the conference

organisation continued ? testament to the
tenacity and resilience of the Japanese people.

I admit that I was concerned about travelling
such a long distance alone, especially after
bilateral adrenalectomies (I have MEN2a) and
With a little

preparation however, it was no more difficult

with a short 3-day turnaround.

than any other trip I have taken, just with a lot
more in-flight entertainment! I checked my
travel insurance and counted my pills, working
out beforehand the doses I would need on the 12
hours of flying that I would be doing via Helsinki
to get to Osaka and in light of the considerable
time difference (with this preparation I never get
jet-lag).

Dr Sakurai is a medical advisor for and
supporter of the Japanese MEN patient group,
Mukuroji-no-kai and a member of the Japanese
MEN Research Consortium. The

members of Mukuroji-no-kai were invited to

patient

attend the symposium and this gave us all a
wonderful opportunity to get to know one another
over the weekend, despite some language
difficulties!

Dr Miyuki Katai from Tokyo Women’s Hospital
also supports Mukuroji-no~kai and was kind
enough to meet me at Osaka airport on Friday
morning and escort me by train to Kyoto and to
my hotel. Tt was fascinating to have this time to
get from her an insight into Japanese healthecare,
the Consortium and Mukuroji-no-kai. IL.ater I
met the group’s MEN2 representative, Minako
Tanaka and her lovely children, Hidehara and
Yumi, who diligently translated so much during
our wonderful evening meal at a riverside Tofu
restaurant {(a Kyoto speciality).

The next day brought another new experience;
the Maiko experience! Minako had persuaded me
to accompany her and the children and to become
a trainee Geisha (Maiko). At 1m75cm, the super-
high wooden sandals made me possibly the tallest
Maiko in history! It was an eyve-opening and at
times hilarious experience which produced some
fabulous photographs. We walked in full costume
to a local temple, entertaining the tourists along
the way and trying desperately to breathe in the
humidity whilst wrapped tightly in our kimonos
(which are made of too many lavers to count). We
just had time to wash off the white face paint and
change before heading to Kyoto University for
the Symposium so there was no time for nerves!

It’s funny how medical conferences the world
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over are identical in so many ways. Because of
the language barrier however, I was kindly
provided with an interpreter who helped me to
understand the other presentations in the MEN
session from Dr Akihiro Sakurai, Mr Suzuki (an
endocrine surgeon from Fukushima medical
school), Dr Uchino and the Mukuroji-no-kai
president. My presentation was last and focussed
on AMEND’s methods of patient support
( ‘Patients supporting patients’ ) and I truly
hope that other patients attending the session
found it useful and motivating ? certainly this
was the feeling reported from the Mukuroji-no-
kai delegates.

After the conference’ s evening reception Dr
Sakurai and Dr Katai toock me on to another
restaurant not far from the university where the
members of Mukuroji-no-kai had gathered for
their social event. The warm friendliness of
everyone there was very touching. There was so
much laughter and we have some great if rather
fuzzy photos to remember it by. I collapsed
happy but exhausted into my bed that night!

The next morning was an early start ? an 8am
pick-up if I remember correctly! Two mini-buses
had been booked for a spectacular sight-seeing
tour of Kyoto. We visited Nijo Castle, now a
museum but once a palace for Kings and Shoguns.
Then it was on to The Golden Temple, a photo of
which is now my computer wall-paper. Here we
tried traditional Japanese green ceremonial tea
and cake under the shade of the beautiful pine
trees. We finished with lunch at Kyoto station (a
stunning piece of modern architecture in its own
right) after which it was sadly time to say goodbye
to all my new friends as they went to catch their
trains home.

Everyone had been so kind and generous during
my stay that it was hard to leave, but I have some
fantastic memories and wonderful photographs to

sustain me, as well as the thought of new friends

in far-away places!

Mukuroji-no-kai is made up of a group of great
people backed up by supportive and approachable
medical specialists. We are very much looking
forward to continuing our new-found friendship

into a long and positive future for all MEN
patients.

Thank you Mukuroji-no-kai!

Jo Grey
AMEND CEO

Patients Supporting Patients with Multiple
Endocrine Neoplasia

Jo Grey™, Miyuki Katai™ Akihiro Sakurai™*

* The Association for Multiple Endocrine Neoplasia

Disorders (AMEND)

** Nippori Clinic, Medical Center East, Tokyo Women's
Medical University

*** Department of Medical Genetics, Shinshu University

School of Medicine

The need for correct and appropriate patient
information as well as contact with other sufferers is
crucial in the case of rare diseases like multiple
endocrine neoplasia (MEN). AMEND believes that an
informed patient is more likely to receive the correct
care and management from the most appropriate
healthcare professional, whilst being in contact with
other patients in a similar situation immediately
banishes the feeling of loneliness often experienced by
people with rare diseases. In order to address these
issues, the Association for Multiple Endocrine Neoplasia
Disorders (AMEND) was established in 2002 and became
a UK registered charitable (not-for-profit) organisation
in 2003. AMEND’s aims are to accurately and reliably
educate patients and their friends and family about MEN
and genetic testing, provide emotional support to
families, and to raise awareness of the conditions with
the medical profession to aid earlier diagnosis. In the
future AMEND hopes that, by working cooperatively
with other groups around the world., we will be able to
encourage larger scale international research as well as

easier access to new treatments.
(J Fam Tumor 2012 ;12 : 18-20)
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