
Welcome to the first issue of 
the Thyroid Cancer Alliance 
newsletter! We are distributing 
it during the World Congress 
on Thyroid Cancer in Toronto, 
Canada from 9-14 July, 2013 and 
hope to bring out a new edition 
once a year.

The aim of this newsletter is to provide an 
overview about the TCA and to bring you 
news about the activities of our member 
organisations.

The TCA is an international network of 
national thyroid cancer support organisations 
and/or thyroid support groups, dedicated to 
working together towards providing support, 
information and encouragement to those 
affected by the disease throughout the world. 
We now have nine member organisations and 
three associate member organisations.

The TCA was founded in 2011 and held its 
first Annual General Meeting in Newark, New 
Jersey in September 2011. 

The aims of the TCA are to bring together 
leaders of national thyroid and/or thyroid 
cancer support groups so that they can 
share information and learn from each 
others’ experiences; to develop programs 
and projects that promote education 
and awareness of thyroid cancer to the 
general public and medical professionals; 
to work in partnership with, and share 
good practice with, expert thyroid cancer 
medical professionals; and to support the 
development of national thyroid cancer 
support groups in countries or regions not 
currently so represented.

In 2012 eight representatives of our member 
organisations attended the European Thyroid 
Association conference in Pisa, Italy in 
September, where for the first time we had 
an exhibition stand and displayed patient 
literature from the member organisations, 
and hosted a dinner for members of our 
Medical Advisory Panel.

This year nine representatives are attending 
the World Congress of Thyroid Cancer in 
Toronto, Canada in July, where we will have 
an exhibition stand and hope to meet old and 
new friends.

We are very happy to report that we have 
introduced a new associate membership 
category for emerging patient support groups 
and for organisations with a broader remit 
than thyroid cancer who want to keep in 
touch with developments without having 
to feel under an obligation to contribute 
actively. Welcome to Thyroid Cancer Support 
Group Ireland, to the Association for Multiple 
Endocrine Neoplasia Disorders (AMEND), 
and to our newest member from Peru!

We hope you enjoy this issue and look 
forward to meeting you in Toronto!

Warm regards,
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The Thyroid Cancer Alliance (TCA) is an international coalition  
of major, national advocacy organizations of thyroid cancer patients.  

The organizations have joined together in a number of projects to bring  
the patient voice to the Thyroid Cancer medical community. 

The Thyroid Cancer Patient Survey is being presented at a CME at  
the International Thyroid Congress on September 11, 2010

To learn more about the TCA and for the  
complete survey results, please visit  

www.thyroid-cancer-alliance.org
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Thyroid Cancer 
Support Group Wales
www.thyroidsupportwales.uk

Thyroid Cancer Support Group - Wales was 
founded in 2004 at the suggestion of our 
Consultant Oncologist Dr Laura Moss. Our 
aims are:

• to provide help and support to new and 
existing thyroid cancer patients and 
their families after diagnosis and during 
treatment; 

• to raise funds to enable the group to 
function and provide much needed help 
to patients;

• to provide better conditions in the 
isolation rooms for patients receiving 
radioiodine treatment; and

• to provide financial help to support the 
setting up of a tissue bank for research 
into anaplastic thyroid cancer.

One of the most exciting and appreciated 
projects that TCSGW has been instrumental 
in achieving is the development of a 
beautiful garden area outside the isotopic 
isolation rooms. The garden has been 
awarded several prizes in the annual Cardiff 
In Bloom competition .

Vivre sans Thyroïde 
www.forum-thyroide.net

The discussion forum Vivre sans Thyroide 
(‘life without a thyroid gland’) was created 
in 2000 by a thyroid cancer patient, to share 
her experience and provide information 

and emotional support to other patients. It 
is open to patients suffering from all sort of 
thyroid disease. In 2007, we created a non-
profit association. Both are run by volunteer 
patients and financed by the membership 
fees of approx. 400 regular members.  

The online discussion forum www.forum-
thyroide.net, with more than 12,300 
registered users, has 5,000 to 6,000 
visitors and approx. 100 messages per 
day. The website provides information 
on thyroid disease and allows patients to 
find understandable information, to ask 
questions, to exchange experiences and to 
get emotional support from fellow patients. 
We also organise 3-4 patient information 
meetings a year, in different towns; 
attend national and international medical 
conferences,; represent the ‘e-patients’ in 
events about Health 2.0; and try to raise the 
awareness for thyroid disease.  

The association has a few small local 
support groups. The Paris group organises 
a monthly informal thyroid coffee meeting 
in a bistrot, open to all interested patients.  
Vivre sans Thyroïde is also a member of 
Thyroid Federation International. 

Thyroid Cancer 
Support Ireland
www.thyroidcancersupport.ie  

Thyroid Cancer Support Ireland group has 
been growing steadily and the majority of 
work has been supporting newly diagnosed 
patients who are currently between surgery 
and RAI.  

The group are in the process of organising 
Ireland’s very first thyroid cancer patient 
and survivor get-together in September / 
October 2013.  June 2013 was Ireland’s very 
first Thyroid Cancer Awareness Month. A 
radio interview was held for the beginning 
of June to raise awareness of the group and 
how we can help raise awareness of thyroid 

cancer in Ireland. 

At the beginning in May all the GP’s in Co. 
Westmeath, Co. Offaly and Co. Longford 
were contacted and supplied with leaflets. All 
relevant disciplines relating to thyroid cancer 
in Ireland have already been contacted. 

AMEND
www.amend.org.uk  

AMEND (the Association for Multiple 
Endocrine Neoplasia Disorders) was founded 
in the UK in 2002 and became a registered 
charity in 2003.  

AMEND is run by patients for patients with 
the help of an expert medical advisory team. 

We provide information and support services 
to patients and their families around the 
world who are affected by multiple endocrine 
neoplasia (MEN) disorders and related 
endocrine conditions.  

MEN disorders are rare genetic syndromes 
characterised by the development of 
tumours in two or more endocrine glands. 
In MEN type 2, almost 100% of patients 
develop medullary thyroid cancer (MTC), 
which is still the main cause of death in this 
syndrome. Treatment for MTC differs from 
that of other forms of thyroid cancer.  

AMEND provides patient-aimed information 
resources on MEN and MTC through 
information booklets, our website and 
social media. Support is provided through 
a telephone helpline, an annual patient 
information day, and three Roadshow patient 
meetings per year throughout the UK. 

AMEND recently embarked on a two-year 
project to produce information resources 
on MEN for children and young adults 
to encourage communication about the 
disorders within affected families and 
better engagement by young people in their 
healthcare as they grow older. The Marvel 

Meet our member organisations

AMEND
Association for Multiple Endocrine Neoplasia Disorders
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Talk to Kate
style comics and web animations will be 
made freely available on completion.  

2012 marked AMEND’s 10th birthday and 
various fundraising events were held, 
including a 100km Sahara Desert Trek. This 
enabled AMEND to launch a Research Fund, 
and £10,000 was committed to this for 2013. 

AMEND owes huge thanks to all its medical 
advisors who now span several countries 
(UK, USA, Australia, New Zealand), many 
of whom have been on board since the 
charity’s inception, and who are supporting 
the formation of our affiliates in the USA and 
New Zealand.  

AMEND’s membership, patient information 
resources and support service are all free.

Butterfly Thyroid 
Cancer Trust
www.butterfly,org.uk

Butterfly is a quadruple award-winning 
charity founded by a UK patient, Kate 
Farnell, following her own diagnosis with 
thyroid cancer in 2000. BTCT is the first 
UK registered charity dedicated solely 
to the support of people affected by this 
disease. We work alongside and have the full 
support of the Thyroid Cancer Care Team in 
Newcastle upon Tyne.  

Membership is free and benefits are:  

• use of the dedicated telephone help line;  

• comprehensive patient information 
packs;  

• access to a nationwide network of fellow 
patients for support 

• a ‘buddy’ to help you through surgery, 
RAI and follow up; and  

• on-site clinical access to a fellow patient 
at the NCCC clinic in Newcastle.  

Together with its medical advisors BTCT has 
also devised a patient TSH Suppression Card 

which has been adopted by Thyroid Clinics 
in the UK. In 2011 BTCT hosted the first ever 
thyroid cancer awareness campaign – see: 

www.neckcheck2011.org.uk

BTCT joined with 12 top thyroid cancer 
clinicians at a public neck check event , 1,000 
people had their necks checked, of whom 
38 were  referred for investigation. Two new 
thyroid cancer diagnoses were made, one 
follicular, one medullary. Lives saved.

BTCT founder Kate Farnell is also TCA 
President and is the only thyroid cancer 
patient to work in clinic as part of a thyroid 
cancer care team in the UK, she is part of the 
thyroid cancer Network Site Specific Groups 
(NSSG), sits on the advisory board  for 
Cancer Research UK for clinical trials, has 
been published on thyroid cancer and has 
presented on the disease in Europe, the US 
and Canada. 

In 2012 Kate was voted Aspirational Woman 
of the Year in the UK for her work with the 
disease.

British Thyroid 
Foundation
www.btf-thyroid.org

The British Thyroid Foundation is a charity 
dedicated to supporting people with thyroid 
disorders including thyroid cancer and to 
helping their families and people around 
them to understand the condition. Since 
setting up in 1991 we have worked with 
medical professionals to ensure that the 
information we provide is reliable and 
evidence-based. Our patient literature 
is reviewed by patients and medical 
experts and is endorsed by the British 
Thyroid Association (BTA) and the British 
Association of Endocrine and Thyroid 
Surgeons (BAETS). We also produce a 
newsletter three times a year.

Our volunteers have first-hand knowledge 
of thyroid disease, enabling them to help 

patients, whether by phone or at meetings.

The BTF is for anyone who wants to know 
the facts about thyroid disease. 

In 2010 BTF published the second revised 
edition of our booklet Thyroid Cancer For 
Patients By Patients. This new edition has 
been expanded to include meal plans and 
recipes for the low-iodine diet, explain 
possible side effects of treatments, new 
research, social issues and long-term 
consequences of treatment. It has been 
endorsed by the BTA and the BAETS as 
well as by thyroid cancer patient support 
organisations.

Hypoparathyroidism 
UK
www.hpth.org.uk  

Hypoparathyroidism (HPTH or Hypopara 
for short) is a deficiency or lack of 
parathyroid hormone (PTH) produced by 
the parathyroid glands in the neck. It is 
a rare endocrine condition which occurs 
if the glands are affected by a congenital, 
genetic or autoimmune disorder or is the 
inadvertent result of surgery to the neck. 
Because a number of our members come 
to us following a thyroidectomy for thyroid 
cancer, HPTH UK is very pleased to be 
a member of the TCA to raise awareness 
about this potential risk. While most cases 
of hypoparathyroidism are temporary, 
there is still a small percentage that will be 
permanent. To go into hospital with one 
condition and come out with another is not 
something anyone wants to experience.  

Hypoparathyroidism causes low calcium 
(hypocalcaemia) and, as calcium is vital to 
life, this is a serious and lifelong condition. 
It can be difficult to manage and is one of 
the few hormonal deficiency syndromes 
for which replacement therapy is not yet 
available . Treatment is further complicated 
by the lack of national or international 
consensus management guidelines.  
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Hypoparathyroidism UK (or HPTH UK) is 
the only organisation in the UK dedicated 
to supporting people with all types of rare 
parathyroid conditions though our online 
forums, website, helpline and local group 
network. We work closely with a team 
of endocrinologists across the UK who 
specialise in calcium and bone metabolism 
to write and disseminate advice on 
managing HPTH to patients and doctors 
alike and to improve treatment. Following 
our participation in a global clinical trial we 
hope that treatment with recombinant PTH  
will soon be available!

AECAT
www.aecat.net   

The Spanish Association of Thyroid Cancer 
(AECAT) is a non-profit organisation that 
was born out of the lack of information or 
support that both thyroid cancer patients 
and their families suffered in our country. 
Founded in 2004, our association rose first 
around a forum, completed, later on, with a 
helpline and a solidarity chain of buddies 
with the same aim of helping, guiding and 
supporting people affected by this illness. 
Being the only association of patients with 
thyroid cancer in Spain, we try to raise 
awareness in society and be the thyroid 
cancer voice to represent the patients’ 
interests in front of medical professionals, 
society and sanitary authorities. A task that 
started with the website www.aecat.net, a 
blog with the latest news that may interest 
patients with thyroid cancer and an active 
profile in social networks (Facebook, Twitter 
and Youtube) that aim to send patients all 
the information they need.  

With this same aim and with all the medical 
societies backing, we generated the first 
materials of thyroid cancer from patient 
to patient in Spain, that can be also found 
in our website. Together with this work, 
we are soon introducing some audiovisual 
material: Five voices to understand the 
medullary thyroid cancer where two patients 
and four specialists (endocrine, oncologist, 
surgeon and geneticist) were recorded to 
answer the most frequent questions from a 

multidisciplinary point of view.  

In September 2012 AECAT promoted the 
first National Day of Thyroid Cancer in Spain 
and launched the first awareness campaign 
about this illness happening in Spain: 
‘Donate your Voice’ (www.donatuvoz.org) 
to break the persistent silence around this 
illness by collecting supporting messages 
from patients, specialists. and the public. Last 
May AECAT received the award of the most 
relevant cancer awareness campaign in the 
First Awards Edition of the Spanish Cancer 
Patients Group (GEPAC).

Light of Life 
Foundation
www.checkyourneck.com   

The mission of the Light of Life Foundation 
is to improve the quality of life of thyroid 
cancer patients through continual education 
of the lay public and the medical community, 
and by promoting research and development.  

In 1997, while in recovery from her thyroid 
surgery and radiation treatments, Joan Shey 
created the Light of Life Foundation to create 
a support and education network that was 
not available at the time of her diagnosis. She 
asked the doctors who saved her life to join 
her mission. 

Together, they began distributing gift 
baskets to patients in isolation, organised 
support groups, held informational seminars, 
and sold merchandise to fuel awareness and 
raise funds for thyroid cancer research.   

The foundation has grown into a national 
and international network of patients and 
physicians who are bringing attention to the 
importance of this disease.  

The foundation supports an annual 
fellowship at Memorial Sloan Kettering 
Cancer Center, New York, through which 
an outstanding physician is funded to train 
alongside an interdisciplinary team of top 
endocrinologists, head and neck surgeons 
and nuclear medicine specialists. 

The fellow then returns to his or her home 
institution with an advanced understanding 
of treating thyroid cancer that they 
disseminate. Over the last decade, the Light 
of Life Foundation Honorary Award has 
become recognised amongst the worldwide 
thyroid cancer medical community.  

Through our research fund, the Foundation 
also supports development of new diagnostic 
and treatment approaches for thyroid cancer.

ACTIPERU
We are delighted to welcome ACTIPERU 
– the Asociacion de Apoyio e Prevencion 
de Cancer de Tiroides in Peru. Founded by 
Claudia Toledo, ACTIPERU is a Peruvian 
non-profit association that directs its efforts 
to the reduction of thyroid cancer in Peru 
and the strengthening of those affected by 
the disease, who recover healthily and have a 
healthy lifestyle. 

We look forward to hearing more about the 
organisation in Peru as it evolves.

We look forward to meeting you at the 
following events:

7-11 September 2013

European Thyroid Association, Leiden, 
The Netherlands

10-11 October 2013

British Association for Endocrine and 
Thyroid Surgeons, Rome, Italy

6-10 September 2014

European Thyroid Association, Santiago 
de Compostela, Spain (provisional)

Looking 
forward
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Anaplastic thyroid cancer 
has historically proven very 
difficult to research due to the 
combination of its rarity and the 
associated short survival period 
for those affected.
In 2009, 2340 patients in the UK were 
diagnosed with thyroid cancer with 70-90 
expected to be the anaplastic subtype. For 
these patients average life expectancy is in 
the range of 2-6 months with only a very 
small number surviving for more than 
one year. It is a highly aggressive form of 
cancer that is refractory to current treatment 
options. 

By collecting tissue and blood samples along 
with clinical data across the UK we will be 
able to accumulate numerically significant 
numbers of samples and data points which 
will facilitate research opportunities. 

Researchers will be encouraged to apply for 
access to the collected samples in order to 
try and establish the causal mechanisms for 
disease development, potential therapeutic 
targets and to relate clinical course and 
outcome with specific molecular defects. 

Due to the rarity it is not feasible for a 
single cancer centre or cancer network to 
accumulate sufficient samples for research 
in a meaningful timeframe hence the need 
for national collaboration in order to try and 

offer patients with this disease hope in the 
future.

All UK patients with anaplastic thyroid 
cancer would be potentially eligible. The 
project is expected to run for at least 5 years 
and all thyroid cancer clinicians will be 
encouraged to participate. Patients will be 
asked to donate surplus thyroid cancer tissue 
following routine biopsy procedures along 
with an optional blood sample. 

The entire project has been funded by 
Thyroid Cancer Support Group Wales and 
the specimen collection will be hosted by the 
Wales Cancer Bank.

TCSGW and the NATT project 

We are exceptionally proud to be funding the 
world’s only tissue bank of this type.

Many fundraising and social events were 
held to raise the necessary funding. As 
part of out 2012 Awareness Campaign, we 
distributed our leaflets and flyers to GP 
surgeries and continued with our patient 
support services.

As a group we are committed to making 
a difference in the lives of those people 
diagnosed with thyroid cancer - also offering 
support to their families if needed.

TCSGW - we are small enough to care yet big 
enough to make a difference . One person 
may be diagnosed but there are many on 
hand to offer support!

The National Anaplastic Thyroid Cancer 
Tissue Bank and Database Project (NATT)

World 
HypoPARAthyroidism 
Awareness Day
Saturday 1 June 2013 was the third 
official World HyperPARAthyroidism  
Awareness Day (WHAD). To raise 
awareness, HPTH UK posted patient 

stories on Facebook and Twitter 
for twelve days beforehand. The 
stories are part of the ‘Living with 
hypoparathyroidism’ project which 
aims to build a collection of patient 
experiences to highlight the issues 
– and the triumphs – of people living 
with hypoparathyroidism. The full 
stories are on the HPTH UK website 
www.hpth.org.uk and cover all types 

of hypoparathyroidism - genetic, 
autoimmune or idiopathic and post-
surgical. 

We hope these accounts will help 
doctors, students, researchers and our 
families and friends understand more 
about the realities of living with this rare 
and challenging condition. 

TCSGW awareness raising campaign in Cardiff city centre 



p6

thyroid cancer alliance newsletter

The Thyroid Cancer Alliance 
met at the annual European 
Thyroid Association conference, 
which was held in Pisa, Italy on 
8-12 September 2012. 
The European Thyroid Association (ETA) is 
a professional organisation of researchers 
and clinicians in Europe who meet every year 
to present their latest results.

The TCA participants were: Kate Farnell 
(Butterfly Thyroid Cancer Trust, UK), 
Judith Taylor (British Thyroid Foundation 
and HPTH UK), Beate Bartès (Vivre sans 
Thyroide, France), Helen Hobrough (Thyroid 
Cancer Support Group Wales), Amelia 
Corcuera (AECAT, Spain), and Soledad 
Rodriguez Perea (ACTIRA, Argentina). 
Brenda Beckingham of TCSG Wales 
attended as our scribe.

This was only the second time that the TCA 
had met and was the first time the Alliance 

members had attended a professional 
medical meeting together, and for several 
members it was the first medical conference 
they had attended.

The ETA kindly provided us with space to 
exhibit information about the TCA and to 
display literature on behalf of the Alliance 
member organisations. It was an excellent 
opportunity to meet thyroid specialists to 
learn about the patient support organisations 
in their countries and for them to learn more 
about our own organisations. While there 
are several patient organisations in the UK 
providing information and support to thyroid 
cancer patients, there are many countries 
around the world where there is no organised 
peer support. 

Kate Farnell from BTCT had two posters 
accepted for presentation at ETA: Thyroid 
Cancer Awareness-Neck Check 2011 and 
Patient Survey ‘Burden of Disease’, both were 
well attended by the doctors.

During the conference we held our Annual 
General Meeting and Kate Farnell (Butterfly 
Thyroid Cancer Trust UK), Judith Taylor 
(British Thyroid Foundation and HPTH UK) 
and Joan Shey (Light of Life Foundation 
USA) were re-elected to the Board of 
Directors. We have two new board members 
Helen Hobrough (Thyroid Cancer Support 
Group Wales) and Soledad Rodriguez Perea 
(ACTIRA Argentina) increasing the board to 
five people. 

We also hosted a very successful dinner 
to which we invited members of the TCA’s 
Medical Advisory Board and other friends 
from medicine and industry.

It was a steep learning curve for all of us, 
but it was very rewarding to see it all come 
together. We hope that the clinicians we met 
during the conference will be better informed 
about the help that patient organisations 
can provide to their patients and that we can 
work with them to develop support groups in 
their countries.

TCA at Pisa, September 2012

Top right: Kate presenting her poster about the BCTC NeckCheck 2011. Bottom right: Judith, Helen, Beate, Soledad & Amelia
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Right image, left to right: Ana (AECAT), Ans (SON) and Soledad (Actira)

Left image: Beate (France). Right image: the workshop participants at work.

Four members of the TCA 
- Judith Taylor, Soledad 
Rodriguez Perea, Ana Villejo 
and Beate Bartes – participated 
in the First International 
Future of Thyroid Cancer Care 
Workshop held in New York in 
February. 
Patient support representatives and health 
professionals from eight countries in 
North and South America, Europe, and the 

Asia-Pacific, provided a brief overview of 
the state of care management within their 
region, highlighting areas of excellence 
and identifying unique needs and gaps to 
improving patient outcomes. 

The group looked at the needs of patients 
in early stage disease and the current 
challenges and needs of patients with locally 
advanced and metastatic disease, as well as 
the treatment and management of RAI-
refractory disease and quality of life from the 
patient perspective.

During the workshop Kate Farnell (President 

of TCA) was able to make a video link 
presentation of a patient case with metastatic 
disease to all of the delegates present.

This was greatly appreciated and highly 
acclaimed by those present at the workshop.

This is another example of the challenging 
and exciting international role that the TCA 
fulfills. A formal report is being prepared, 
capturing the discussions and counsels of 
the group.

The meeting was made possible by Bayer 
Healthcare AG.

First International Future of 
Thyroid Cancer Care Workshop
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Butterfly Thyroid Cancer 
Trust has produced the first 
ever comprehensive patient 
information DVD on thyroid 
cancer which will be free to all 
patients.
BTCT’s patient information film “Thyroid 
Cancer Uncovered”had its premiere on May 
18th at a cinema in Newcastle and was a “sell 
out”.

You can watch an excerpt from it at: 
https://vimeo.com/68316792

Butterfly Thyroid Cancer Trust 
premieres its breakthrough patient 
information DVD

don’t put your
neck on the line

if you find a lump 
get it checked

The UK registered charity dedicated solely to the support of people affected by Thyroid Cancer.

Butterfly Thyroid Cancer Trust presents...

CONTACT DETAILS

Thyroid Cancer Uncovered
A Patient’s Guide

Thyroid Cancer Uncovered is a comprehensive guide to the diagnosis and 
treatment of Thyroid Cancer. It features interviews with expert clinicians and 
patient testimonials to provide newly diagnosed patients with a step-by-step 
guide to their treatment and recovery. It consists of the following chapters:

How to use this Resource
Diagnosis
• An Introduction to Thyroid Cancer
• Symptoms of Thyroid Cancer
• Ultrasound and Biopsy
• The Most Common Forms of Thyroid Cancer
• Diagnostic Hemithyroidectomy
• Waiting for Results
• Information and Support
• The Thyroid Cancer Team

Treatment
• Introduction to Thyroid Surgery
• Preparing for Surgery
• Neck Dissection
• The Operation
• Potential Complications
• Discharge
• Introduction to Radioactive Iodine Ablation

• Preparing for RAI
• The RAI Suite
• RAI Treatment
• Potential Side Effects
• Thyroid Hormone Replacement
• TSH Suppression
• The Gamma Camera
• 6-8 Month Tests
• RAI Therapy

Ongoing Care
• Psychological and Emotional Wellbeing
• Lifelong Care and Support

Medullary Thyroid Cancer
• An overview of MTC with Mr Barney 

Harrison F.R.C.S.

Founded 2003 Registered charity no: 1108932

this project was sponsored by grants from 

Endorsements
James Salter

Butterfly Thyroid C
ancer Trust presents...

Thyroid C
ancer 

U
ncovered

A
 Patient’s G

uide

AMEND
Association for Multiple Endocrine Neoplasia Disorders

The Thyroid Cancer Alliance (TCA) is an international coalition  
of major, national advocacy organizations of thyroid cancer patients.  

The organizations have joined together in a number of projects to bring  
the patient voice to the Thyroid Cancer medical community. 

The Thyroid Cancer Patient Survey is being presented at a CME at  
the International Thyroid Congress on September 11, 2010

To learn more about the TCA and for the  
complete survey results, please visit  

www.thyroid-cancer-alliance.org

British Thyroid Association
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Light of Life 
Foundation 
Annual Awards 
Dinner
 

On Wednesday, January 
16, 2012, the Light of Life 
Foundation held its 14th 
Annual Honorary Awards 
dinner in NYC. We were 
very proud to present the 
"Light of Life Foundation 
Award” to Professor Henning 
Dralle. Dr. Dralle is from 
the Department of General, 
Visceral and Vascular Surgery 
at the University of Halle-
Wittenberg, Germany.

As part of this award Dr. Dralle’s presented 
his research at " LOL Award and the 
Martin Sonenberg Visiting Professor" 
grand-round lecture at Memorial Sloan 
Kettering Cancer Center the following 
morning on “Progress in surgical 
technique, research and care of medullary 
thyroid cancer". 

It was an honor to present this award to 
Dr. Henning Dralle.

Past recipients of the Light of Light 
Honorary Award: Dr. Ernest Mazzaferri 
(1999), Dr. Orlo Clark (2000), Dr. Martin 
Sclumberger (2001), Dr. Bruce Weintraub 
(2002), Dr. Furio Pacini (2003), Dr. Samuel 
Wells (2004), Dr. Jacob Robbins (2005), 
Dr. Massimo Santoro (2006), Dr. Aldo 
Pinchera (2007), Dr. Norman Thompson 
(2008), Dr. Christoph Reiners (2009), Dr. 
Nancy Carrasco (2010) and Dr. Rosella 
Elisei (2011).

Kate with Masako, Katinka and Ana from Genzyme Corp

Kate awarding Euan Preston, the film director & editor, his much deserved ‘Oscar’

Some of the guests at the premiere and reception for the BCTC 
film 'Thyroid Cancer Uncovered'
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The findings from an 
international survey of thyroid 
cancer patients and survivors 
conducted by founding 
members of the TCA has been 
accepted for publication and is 
due to be published shortly in 
the journal Hormones.
The questionnaire, which was available in 
English, German, French  and Spanish, was 
conducted predominantly online and was 
completed by 2,398 respondents from the 
US (37.9%), Germany (21.3%), the UK (11.5%), 
Canada (11.4%), France (9.0%) and 35 other 
countries. 

The results showed that at diagnosis, few 
respondents were offered psychological or 
other professional support or referred to a 
patient organisation and no clear written 
disease and/or treatment information was 
given to 63.0% of respondents. 

This large, multinational, cross-sectional 
survey identified that thyroid cancer 
patients and survivors have substantial 
unmet informational and psychosocial 
support needs, and suffer frequent treatment 
morbidity. The disease management and 
some patient/survivor experience differ 
appreciably among countries.

The investigators propose five leading 
care improvement suggestions including 
improvement in written explanatory 

materials, referrals to and closer relationships 
with patient groups, and a greater focus 
on identifying and preventing unwanted 
treatment effects.

The results of this survey were presented 
by Prof Markus Luster and Kate Farnell to 
800 clinicians at the International Thyroid 
Congress, Paris, September 2010.

Reference: Psychosocial/Informational Support 
Needs, Treatment Side Effects, and International 
Differences in Care: Results of the Thyroid 
Cancer Alliance International Patient/Survivor 
Survey, by Rita Banach, Beate Bartès, Kate Farnell, 
Harald Rimmele, Joan Shey, Susanne Singer, 
PhD, Frederik A. Verburg, MD, PhD, and Markus 
Luster, MD (corresponding author), for the Thyroid 
Cancer Alliance. Hormones (in press). Accepted 
for publication 23 January 2013.

TCA research accepted for 
publication 

Judith Taylor represented the 
TCA at a patient advocacy 
roundtable session with Bayer 
senior representatives during 
the American Society for 
Clinical Oncology conference in 
Chicago.
The session was called ‘Partners in Cancer 
Care – Looking into the future’ and 
brought together US and global advocacy 
group representatives and Bayer senior 
representatives and aimed to take a strategic 
perspective on addressing the challenges 

in patient access to innovative care; best 
practices for Bayer and advocacy groups to 
work collaboratively around patient needs; 
and how best to ensure the patient voice 
is heard throughout the drug development 
process.

This was also a rare opportunity to meet with 
representatives of coalitions and alliances 
of patient organisations in different cancer 
fields, to compare ways of working and 
consider how non-profits which are often run 
by volunteers can address issues of training 
and sustainability.

The British Thyroid 
Association, the professional 
association of thyroid 
specialist doctors and 
researchers in the UK, is 
revising its guidelines for the 
treatment of thyroid cancer. 
Judith Taylor (British Thyroid Foundation) 
is a member of the BTA guidelines 
development committee which is chaired 
by Dr Petros Perros (Newcastle, UK) who 
is a member of TCA’s Medical Advisory 
Panel. Representatives of all five UK 
member organisations are working 
together to revise and update the BTA’s 
patient information leaflets to bring it into 
line with current practice. The leaflets are 
being expanded to cover anaplastic thyroid 
cancer and medullary thyroid cancer. It is 
hoped that the new guidelines and patient 
leaflets will be published by the end of 2013.

Patient advocacy roundtable 
in Chicago, June 2013

BTA 
Guidelines
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BTF booklet for 
thyroid cancer 
patients
Designed to help patients facing a 
diagnosis of thyroid cancer, the second 
edition of the British Thyroid Foundation 
booklet: Thyroid Cancer - For Patients, By 
Patients is a practical guide for patients 
who are going through diagnosis and 
treatment, and for their families and 
people who support them. The booklet 
has been written or reviewed by people 
who have themselves experienced thyroid 
cancer. Included are their experiences, and 
medical information as well as details of 
the low-iodine diet and a seven-day meal 
plan and recipes; possible side effects of 
surgery and radioactive iodine treatment; 
advanced thyroid cancer; research into new 
treatments for iodine-resistant cancers; 
thyroid cancer and pregnancy and issues 
such as insurance and getting back to 
work. A glossary of terms, a checklist of 
questions to ask your doctor and useful 
contacts are also incorporated. It is 
available via the BTF website www.btf-
thyroid.org. 

The booklet has been endorsed by the 
British Thyroid Association (BTA), the 
British Association of Endocrine and 
Thyroid Surgeons (BAETS), AMEND, 
Butterfly Thyroid Cancer Trust, Thyroid 
Cancer Support Group - Wales, and HPTH 
UK. The British TV presenter and sports 
journalist Clare Balding and BTF Patron 
who is herself a thyroid cancer survivor 
wrote: ‘If you’ve ever been diagnosed with 
thyroid cancer or suspect that you may 
have it, this booklet is a must-read. There 
is valuable information on every page… 
Within the last ten months, I have had 
two lots of surgery and radioactive iodine 
treatment and I have barely missed a 
beat as far as work and life in general are 
concerned. I decided to attack the disease 
full on, never to use it as an excuse, and 
never to get negative about the outcome. It 
not only helped me to be positive but I do 
think it helps those around you, who can 
often worry more than you would. I can 
... recommend reading it more than once, 
and perhaps getting those you love to read 
it too.’ Clare went on to cover the London 
Olympic and Paralympic Games in 2012, to 
great acclaim.

In January 2012 TCSGW 
decided to raise funds to enable 
the NATT project to be based at 
Velindre Cancer centre Cardiff.
( For more information on the 
NATT please see TCSGW article 
on this in this newsletter)
It was agreed that the group would fund this 
project and a target of £10,500 was set.

It was decided that the group would produce 
a recipe book which included favourite 
recipes from famous - and not so famous 
people.

The work of researching and compiling the 
book began in January - it was given in to 
the printer in November 2012.

The very first response to the hundreds of e 
mails and letters that were sent out was from 
Sir Tom Jones - whose recipe for Bavarian 
pork with bacon and lentils has been a 
favourite with people buying the book!

The book was actually available for sale from 
November 26th 2012 and within 5 days 500 
copies had been sold with many more on 
order - it was an amazing response to an idea 
that was very straightforward - though very 
time consuming!

The book contains over 80 recipes - both 
sweet and savoury and people’s responses 
have been phenomenal, with photographs 
even being sent to TCSGW of finished 
recipes!

So great was the demand that more books 
were ordered  with many request for a second 
volume to be completed as a future project 
for the group.

Local Barry businesses were very generous 
in their support for the book, paying for 
advertising which enabled greater profits to 
be made from book sales.

Books are available from TCSGW - contact 
us via the website to arrange purchase!

e mail thyroidgroup@tiscali.co.uk

TCSGW recipe book 
cooks up a storm!
  

Cy Davies, Secretary of TCSGW, selling the recipe book at Velindre Outpatients 
department in December 2012
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Medical Advisory Panel
Shereen Ezzat, MD, FRCP(C), FACP
Professor of Medicine & Oncology
University Health Network
Toronto, CA

Clive Harmer, MB, BS, FRCP, FRCR 
Consultant Clinical Oncologist (Retired) - Royal 
Marsden Hospital
London, UK

Sandra Daniela Licht, Dra
Especialista en Endocrinologia (UBA) - Buenos 
Aires, AR

Markus Luster, MD PhD
Department of Nuclear Medicine
University of Ulm - Ulm, GER

Fausto Palazzo, MS FRCS
Imperial College Healthcare NHS Trust. London, 
UK

Petros Perros, BSc, MBBS, MD, FRCP
Consultant Endocrinologist - Royal Victoria 
Infirmary - Newcastle upon Tyne, UK

Anna Sawka, MD, PhD, FRCPC

Endocrinologist, University of Toronto - Toronto, 
CA

Martin Schlumberger, MD PhD
Professor of Oncology
University of Paris-Sud
Paris, FR

R Michael Tuttle, MD
Professor of Medicine - Weill Medical College 
of Cornell University Memorial Sloan Kettering 
Cancer Center - New York, USA

Member organisations Associate 
members

AMEND
Association for Multiple Endocrine Neoplasia Disorders

We are grateful to Genzyme and 
Bayer for their generous support

Making a difference together

WEDNESDAY
JULY 10, 2013

THURSDAY
JULY 11, 2013

FRIDAY
JULY 12, 2013

SATURDAY
JULY 13, 2013

SUNDAY
JULY 14, 2013

Registration
7:00 am - 5:00 pm

Registration
7:00 am - 5:00 pm

Registration
7:00 am - 5:00 pm

Registration
7:00 am - :00 m

Pre-Conference 
Courses

Advanced 
Thyroid 

Ultrasound 
Course

:00  - 5:00 pm

Surgical Skills 
Course

1:00 - 5:00 pm

Keynote Lecture 1
Molecular Markers in Thyroid 

Tumors:  Diagnostic, Prognostic 
and Therapeutic Implications 

Yuri Nikiforov
8:00 - :  am

Panel 3 - Surgical Complexities 
and Controversies

Moderator: Jeremy Freeman
Concurrent with:

Panel 6 - Locally Advanced and 
Aggressive Disease in the Neck

Moderator: Martha Zeiger

Concurrent with:
Oral Paper Sessions 1  & 1  

8:00 - : 5 am

 
 8:00 - 10:00 am

Keynote Lecture 2
Surgical Approaches to Thyroid 

Cancer
Clive Grant

:  - : 0 am

Keynote Lecture 4 
Surgery for Metastatic 

Neck Disease 
Henning Dralle
: 5 - : 0 am

Keynote Lecture 6
Systemic Treatment for Thyroid 

Cancer
Ezra Cohen

: 5 - : 0 am
Exhibit Hall Opens & Break 

: 0 - 10: 0 am
Exhibit Hall Opens & Break 

: 0 - 10: 0 am
Exhibit Hall Opens & Break 

: 0 - 10: 0 am
Panel 9 - What’s 

New? What’s Next?  
Don’t we Know it 

All Yet?
Moderator: 

Bryan Haugen
10:00 - 11:30 am

Congress Evaluation 
& Adjourn

11:30 - 12:00 pm

Panel 1 - Molecular Testing and 
Genomics in Thyroid 
Nodules and Cancer

Moderator: Bryan McIver

Concurrent with:
Oral Paper Sessions 1 & 2

10:30 - 12:00 pm

Panel 4 - Nodal Disease 
Management

Moderator: Gregory Randolph

Concurrent with:
Oral Paper Sessions:  & 

10:30 - 12:00 pm

Panel 7 - Anaplastic Thyroid 
Cancer

Moderator: Steve Sherman
Concurrent with:

Meet the Professors* (interactive) 
and Lunch

12:00 - 1:15 pm

Meet the Professors* (interactive) 
and Lunch

12:00 - 1:15 pm

Meet the Professors* (interactive) 
and Lunch

12:00 - 1:15 pm
Panel 2 - Minimal Disease 

Management
Moderator: Susan Mandel

Concurrent with
Oral Paper Sessions: 3 & 4

1:15 - 2:45 pm

Panel 5 - Medullary 
Thyroid Cancer

Moderator: Jatin Shah 

Concurrent with
Oral Paper Sessions:  & 1

1:15 - 2:45 pm

Panel 8 - Management of 
Complications

Moderator: Ashok Shaha

Concurrent with
Oral Paper Session: 1

 1:15 - 2:45 pm

Registration
3:00 - 7:00 pm

Latin American 
Meeting

3:00 - 7:00 pm

Keynote Lecture 3 
Postoperative Management of 

Thyroid Cancer

2:45 - 3:30 pm

Keynote Lecture 5
Long-term Follow up and 

Surveillance of 
Thyroid Cancer
R. Michael Tuttle
2:45 - 3:30 pm

Hot Topic Discussion #1: 
Non-Surgical Ablative 
Treatments for Thyroid 

Nodule and Thyroid Cancer 
Moderators:  Roberto Valcavi & 

Ian Witterick
2:45 - 3:30 pm

Refreshment Break & Exhibits
3:30 - 4:00 pm

Refreshment Break & Exhibits
3:30 - 4:00 pm

Refreshment Break 
 3:30 - 4:00 pm

Instructional Courses (5)

Concurrent with
Oral Paper Sessions: 5 & 6

4:00 - 5:30 pm

Instructional Courses (7)

Concurrent with
Oral Paper Sessions: 1  & 1

4:00 - 5:30 pm

Instructional Courses (6)
4:00 - 5:30 pm

Hot Topic Discussion #2:  
Who needs to be made ‘hot‘ 

with Radioactive Iodine 
Moderator: Bryan McIver

5:30 - 7:00 pm

Concurrent with
Video Sessions 2 & 3:

5:30 - 7:00 pm

Reception and Poster Viewing
5:30 - 7:00 pm

Video Session 1
5:30 - 7:00 pm

Welcome 
Reception

6:00 - 7:30 pm
Congress Banquet

7:30 - 10:00 pm

“ Program at a Glance ”

 

Sponsored by 

Breakfast Symposium:  
Optimizing Patient Care Through-

out Initial Treatment and Follow-up
6:00 - 7:45 am

Sponsored by:  Genzyme

Breakfast Symposium:  
Molecular Markers in the 

Evaluation of Thyroid Nodules
6:00 - 7:45 am

Sponsored by:  Asuragen

Breakfast Symposium:  
Breakfast Symposia - Therapy for 

Advanced Thyroid Cancer
6:00 - 7:45 am

Sponsored by:  Exelixis Inc.

TCA News is the annual newsletter of the Thyroid Cancer Alliance, PO Box 359, IP22 9BA, Diss, Norfolk. Editorial team: Helen 
Hobrough, Judith Taylor, Kate Farnell. Designer: Juan Gordo. Aims and scope: The purpose of the TCA News is to raise awareness 
about the Thyroid Cancer Alliance and to disseminate information about member organisations and their activities to the thyroid 
cancer community. © 2013 Thyroid Cancer Alliance. All rights reserved. No part of this publication may be reproduced, stored in a 
retrieval system or transmitted in any form or by any means without the prior permission of the copyright owner.

The TCA will be exhibiting 
on stand #509 at the World 
Congress on Thyroid Cancer, 
Toronto, 11-13 July, 2013.
If you are attending the Congress we look 
forward to seeing you there!

TCA President Kate Farnell is presenting 
a joint poster with Dr U.K. Mallick on 
‘The doctor- patient relationship’. Kate 
will also be co-presenting with Dr Mike 
Tuttle on “Optimising Patient Care”.

BTCT is showcasing its patient 
information film ‘Thyroid Cancer 
Uncovered’.

TCA at WCTC, 
Toronto


