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Get A-Head Patient Group Message
The Get A-Head (GAH) Charitable Trust Patient Group.
In this issue we invite you to attend informal gatherings and formal meetings. We provide you with feedback on past events and
welcome your comments whether you attended or not. We want to know what we are doing right and what we can improve on. Events
organised by medical professionals were attended on your behalf and we have included highlights of what goes on behind the scenes to
improve patient outcomes.
The GAP Newsletter is written for you. We therefore need your stories of being affected by head and neck disease (including cancer),
either as a patient, family member or friend. We want to publish your clinical questions and provide answers from the many
professionals willing to contribute. Let us know about fund raising events that you have organised or know about and meetings or
existing groups you are aware of so that we may share the information for others to benefit from.
Please register your interest to be a supporter of the GAH Patient Group. Contact the GAH office.

Summer Ball
Ticket price is £40, £20 of which comes back to the Get A-Head Patient
Group. The price includes a drinks reception, delicious themed three
course dinner plus lots of fun and flippers! If you fancy diving on to the
dance floor the band, Soul Trader, will be playing some lively tunes and
there will be some fun for everyone to enjoy.
Come in fancy dress, penguin suits for the gents, fish tail dresses for
the ladies or just dress to impress.

.

Macmillan Cancer Support has appointed a thyroid cancer information nurse specialist for the first
time, to work on its national support line.
Geraldine Hamilton started work in the newly-created role in January. The charity said her
appointment was intended to meet the specific challenges facing people affected by thyroid
cancer, such as a lack of information or availability of a support network. Ms Hamilton said: “Thyroid cancer is a relatively rare cancer,
compared to other forms of the disease, so those diagnosed often don’t get the information and support they badly need. It is really
important that people affected by thyroid cancer get accurate information about the effects of treatment, as well as coping with life
after they have been treated and even after they’ve been given the all-clear”.
Around 2,700 people are diagnosed with thyroid cancer each year in the UK. Survival data suggests the outlook for the most common
types of thyroid cancer is very good, with 92% surviving a year after diagnosis and 89% surviving for five years. John Newlands, senior
cancer information nurse specialist at Macmillan Cancer Support, added: “Geraldine’s new role will provide much needed support to
people living with and beyond thyroid cancer as we have found that people can often feel isolated due to the rarity of the cancer.” To
read the full article, as published in the Nursing Times, go to http://www.nursingtimes.net/nursing-
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West Midlands Strategic Cancer Network (SCN)
Living with and Beyond Cancer
On Thursday 22 January 2015 at the Hilton Hotel, Bromsgrove, a group of health care
professionals and lay people got to together to participate in an event looking to improve the
pathway for people surviving cancer. The workshops brought together patients, nurses,
doctors, consultants, clinical commissioning group staff, dieticians, oncologists, psychologists
and more to discuss prepared questions and offer solutions to problems identified. Often
questions raised even more questions with time often running out before a whole topic could
be discussed. It was a great opportunity to work alongside people with different perspectives
sharing a common passion and goal in mind.













The Programme:
Introduction and Purpose of the Day - Rob Gornall- West Midlands SCN Cancer Clinical Director
Living with and Beyond Cancer – a national perspective - Maureen Dowling Programme
Manager Living with & Beyond Cancer NHS England
Question and Answer Session
Patient Experience Paul Brothwell Patient \ Carer Representative
South West SCN Survivorship Implementation Plan Jonathan Millar South West SCN Network
Manager
Workshop 1
West Midlands SCN Cancer Survivorship Project - Sarah Crawford Thomas West Midlands SCN
Project Lead Cancer Survivorship
Solihull Clinical Commissioning Group Living Well and Beyond Cancer Project - Jo Tolley \
Rebecca Billingsley Senior Redesign Manager Frailty and End of Life Care, Solihull Clinical
Commissioning Group
Workshop 2
Survivorship Update January 2015 – Royal Wolverhampton Hospital NHS Trust - James Owen
Cancer Services Manager Royal Wolverhampton Hospital NHS Trust
Conclusion and Next Steps \ Actions - Sarah Crawford Thomas \Ben Parfitt West Midlands SCN
Network Manager
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Laryngectomy Support Group
The Speech and Language
Department at the Queen Elizabeth
Hospital, Birmingham held a
Laryngectomy Support Group
Meeting on Friday 27th February at
11.00am.
The Meeting was open to all
laryngectomy patients treated at the
Queen Elizabeth Hospital and was
held in the Education Centre at the
hospital.
It was a very informal meeting which
included practical basic life support
training from Matthew Ward, Head
of Clinical Practice, West Midlands
Ambulance Service, Get A-Head
Charitable Trust Video and an
update on news and information for
the Group.
For details about the group please
contact Rebecca Cross, Speech and
Language Therapy, Therapy Services,
Level 1, Queen Elizabeth Hospital,
Edgbaston, Birmingham, B15 2WB or
call 0121 371 3483.

A Patient’s Story
(Provided by British Thyroid Foundation)

Having cancer has made me realize how lucky I am. And I don’t mean that I am lucky because I got cancer. I mean that I am lucky because I
am alive. Not many people will understand this concept and how I can say that I am lucky to be going through this. As crazy as that sounds
and as unlucky as I may feel at times and as sad as I can get on my hard days, I need to think, I am alive. I have a purpose just like everyone
else in this world. I have goals, and a meaning to life. Having thyroid cancer does not define me. It has made me realize how blessed I am. I
am blessed to have people to help me through this. And people who love me and want the best for me. I am blessed to be able to forge
forward and fight. I am blessed to be able to wake up every day.
When I found out that I was able to beat this it really made me think about the people who can’t get through cancer and who fight so hard
but sadly lose their lives. I wonder how is that fair? I have had so many emotions about this whole experience but I have more emotions about
the people that can’t be helped. Going to countless doctors and cancer hospitals made me realize how real this is and how tough those cancer
fighters are. When I found out I had cancer, I cried and cried and cried. I cried because this was happening to me, but I also cried because I
could get through it. I cried for the people who could not get through it and who had to lose their lives to this disease. I cried for their families
who had to watch their loved one struggle. I cried for my health, because I have fought for it multiple times. I cried for my family, because no
parent should have to see their daughter in pain. I cried for my future, because I want to be healthy more than anything. I cried to stay strong,
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no matter what. We are all put on this earth to have a purpose and to fulfil that purpose. We all want to be happy and live a long and healthy
life.
Sometimes things don’t work out the way we planned. Sometimes life gets in the way. Sometimes we find out we have cancer. But you know
what? Life doesn’t stop, and neither should you.
People fight every day and sometimes we really don’t know what a person is truly going through. You have no idea what people are thinking
and the obstacles they face. So don’t be too quick to judge. Everyone is dealing with a battle of their own. But if you let it consume you then
you allow it to win. Accept your struggles and find peace with it. You are lucky that you are alive and that you can fight for another day. Smile
at everyone you meet and do not let anything get in the way of you living your life to the fullest. You deserve all of the happiness that this
world has to offer.
------ Paige, 22 years old, female, thyroid cancer survivor

Question & Answers
Disclaimer: Your clinical questions are answered by health care professionals. Whilst every effort is made to provide correct information it is not
possible to take account of every individual situation. It is therefore recommended that you check with a member of your health care team before
embarking on any treatment other than that which has been prescribed for you by your doctor.

Question
Question
Are there alternatives to taking levothyroxine for an
underactive thyroid such as kelp?

Answer
Kelp is derived from large seaweeds and contains
significant quantities of iodine. Seaweed is an
important food source in many Asian cultures and
kelp-containing dietary supplements are used by an
increasing number of patients, sometimes as part of
weight-loss programs. Kelp is NOT an alternative to
thyroid hormone replacement and current national
and international guidelines recommend that
replacement treatment for patients with
hypothyroidism should be with levothyroxine only.
When used in high doses kelp can induce overactivity of the thyroid gland.

‘I was diagnosed with an underactive thyroid when I was pregnant
with my first child. Attempts to get pregnant again have failed.
Having read the BTF literature I believe that my TSH, at 3.8 whilst in
the normal range, is too high for trying to get pregnant. My GP has
reluctantly agreed to increase my levothyroxine but has suggested
that my infertility has nothing to do with my thyroid disease. Please
clarify and advise?’

Answer
Current international guidelines indicate that in patients with
treated hypothyroidism the target serum TSH should be less than
2.5 mIU/l pre-pregnancy and less than 2 mIU/l in the first and
second trimester. A TSH of 3.8 is too high in this situation. Even
slightly raised serum TSH concentrations have been shown to
possibly impact fertility and pregnancy complications although the
evidence is not all consistent. Consider discussing with your GP a
request to refer you for pre-pregnancy counselling either jointly
with an obstetrician and endocrinologist specialising in thyroid
disorders or just with the endocrinologist at a thyroid clinic.

Question
I read an interesting article in a newspaper re ‘Are we being poisoned by Fluoridated water?’ They mention that thyroid is potentially
attacked by toxins in the water-I want to look into this especially as I live in Birmingham which is fluoridated.

Answer
Fluoride is a trace element that plays an important role in human health; however in excessive amounts it can cause problems. The
thyroid is capable of accumulating fluoride but the effects of fluoride on the thyroid remain controversial. Some studies have shown that
excessive fluoride can cause goitre (thyroid gland enlargement) and abnormal thyroid function, although the mechanisms underlying this
are poorly understood. The study you refer to is a single report of increased rates of diagnosis of an underactive thyroid gland in
Birmingham where water is fluoridated compared with Greater Manchester where this is not added to drinking water. This report
contrasts extensive research showing that water fluoridation is safe and indicating significant health benefits from this and needs to be
interpreted with caution. Further well controlled studies are needed to clarify the effects of acceptable levels of water fluoridation on
thyroid structure and function.
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Get A-Head Patient Group Christmas Party 2014
The Get A-Head Patient Group Christmas party was a great success. It may seem
like a distant memory but for all of those who attended a happy one.
On Friday 12th December 2014 we had a wonderful Christmas celebration for
the head and neck disease patients with our families and friends. New
friendships were made, fun was had with the games we played and the fun
enhanced with the live entertainment provided by Maeve Smith’s Irish Dancers
and the music and stories from ‘The Hurling Boys’. We were very happy that we
attracted so many people which far exceeded expectations. So much so that we
ran out of space.
Feedback suggests that people liked everything about it with one of our guests
saying ‘I wouldn't consider another venue, as it's perfectly located, and it's just
the right size for creating a good atmosphere….’, ‘The music was great too ......’,
‘I would book the whole thing again as is ............ why fix something that isn't
broke?’.
Thank you to everyone for turning up and making it such a fun night, to the
volunteers including the charity office staff who gave up there time to ensure
everything ran smoothly and finally to the staff at the Edgbaston Priory Club
(especially santa’s little helper!! )
Not to disappoint our members, the Christmas party for 2015 will be held at the
same venue with live music from ‘The Hurling Boys’. Please book with the Get
A-Head office to secure your place

Come join us for an evening, to share
experiences, information and socialise.
Dates for your diary: 14th April 2015, 12th May 2015
and 9th June 2015
Time: 18:30 to 20:30
Green Man, High Street, Harborne, B17 2NE
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The British Association of Endocrine and
Thyroid Surgeons (BAETS) 2014 Annual
Scientific Meeting
Each year BAETS (http://www.baets.org.uk/) invite
patient led charities to have a stand at their annual
scientific meeting. One of those charities invited was the
British Thyroid Foundation (BTF) (http://www.btfthyroid.org/).
As BTF thyroid cancer project members, Carole Ingham
and I (Janet Prentice) attended the 34th BAETS 2014
meeting in Liverpool on behalf of the BTF. We manned a
BTF stand and attended talks about thyroid cancer
research. There was a large amount presented on thyroid
surgery and its related complications and long-term
effects. The first session of the first day tackled the
controversies in treatment of well differentiated thyroid
cancer care. One of those controversies was presented
by Dr Kate Newbold, oncologist at the Royal Marsden,
London. She talked about the role of radioactive iodine in
the treatment of well differentiated thyroid cancer.
Another talk by Dr Kristien Boelaert (Consultant
Endocrinologist at UHB and GAH Trustee) highlighted the
changes in the British Thyroid Association (BTA)
guidelines on thyroid cancer. Both showed the
importance of looking at patients as individuals at
diagnosis, treatment and management and not taking
the attitude that one type of treatment fits all.
The main objectives for a patient led charity to attend
the meeting is to raise awareness of what they can offer
to patients and clinicians by talking to delegates about
current projects and the hopes for future projects. Not all
charities could be represented by individual stands
therefore BTF made available their own current
resources and the resources of the charities they work in
collaboration with such as the Get A-Head Charitable
Trust (http://getahead.org.uk/), Thyroid Eye Disease
Charitable Trust (http://tedct.org.uk/) and
Hypoparathyroid UK (http://hypopara.org.uk/).
Kate Farnell (founder of the Butterfly Charitable Trust) was a speaker at the meeting. Amongst the information she presented was how easy
it was for clinicians to obtain the ‘Differentiated Thyroid Cancer – Alert Cards’ produced by them. Upon receipt of the hospital logo Butterfly
arranges for it to be printed on the cards and the cards are sent back to the clinicians for distribution to the patients. The cards have helped
many people ensure they are prescribed the correct treatment for differentiated thyroid cancer.
Carole and I thank BAETS for a very informative and enjoyable event and gratefully accept BAETS invitation to join them at their 2015 and 2016
meetings.
Janet Prentice, Get A-Head and British Thyroid Foundation Volunteer.
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Get A-Head is a charity based in Nuffield House, QE Hospital, Birmingham. The charity seeks to raise money to assist the work in the
field of Head and Neck cancer in as many ways as possible. Since the last newsletter Get A-Head have been able to provide funding for
the following:A Grant for Queen Elizabeth Hospital, Maxillofacial & Prosthetics Department to assist with the purchase of a 3D Printer that
will benefit patients who have to undergo reconstructive surgery. The majority of the work carried out within the Maxillofacial
Prosthetics Department is Facial Prosthetics. However they cover a wide variety of disciplines. All from Maxillofacial, Burns and Plastics,
ENT, Neurosurgical, Craniofacial, Paediatrics, Cleft lip and Palate, Facial Deformity and the department is seeing an ever increasing
amount of Head and Neck Cancer/Oncology patients. These patients require a fast turnaround for fabricated surgical cutting guides
and Reconstruction guides. This all subsequently reduces Theatre times and also expedites waiting times all of which is imperative to
these Patients. Typically a 3D printed model allows the department to manufacture various Custom made bespoke reconstructive
devices for the individual patients.
A Grant for a Head & Neck Counsellor to attend the 9th International Head and Neck Cancer Quality of Life Conference in
Liverpool. The conference is designed to keep specialists in Head and Neck care up to date in the latest thinking and research in
supporting patients with Head and Neck Cancer.
A Grant for a research project at The University of Birmingham, investigating the genome of the HPV virus, with a view to
assisting with finding successful treatments for Head & Neck Cancers.
A Grant for Ward 408 at the Queen Elizabeth Hospital to purchase 3 portable suction units that will allow patients with altered
airways to go on home leave or be loaned on discharge whilst awaiting provision of equipment from community services.
A Grant for a research project at St George’s Hospital, London entitled Immunoprofiling of Thyroid Cancer.
For more information on these and other Grants please call the office on 0121 371 5046.

FEEDBACK to the Patient Group will help a great deal. You may have ideas for the Newsletter or for meetings. You may want
to be put in touch with volunteers, if so, please contact the Get A-Head office either by email, telephone or by post:

getaheadcharity@uhb.nhs.uk
Tel: 0121 371 5046
Get A-Head Charitable Trust,
Room 23F, 4 Floor, Nuffield House, Queen Elizabeth Hospital, Birmingham, B15 2TH
th
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