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The Get Ahead Patient Group  

Are getting together for beverages and 

an informal chat, come and join us. 

 

Wednesday 2nd July 2014 11.30 

to 13.30 

The Green Man, 2 High St, Harborne,  

Birmingham, West Midlands B17 9NE   
http://www.emberinns.co.uk/the-green-man-
harborne/ 

  

Wednesday 16th July 2014 14.30 

to 16.30 

The Plaza Restaurant Level 2, 
New Queen Elizabeth Hospital 
Mindelsohn Way, Edgbaston, 
Birmingham, B15 2WB  
http://www.uhb.nhs.uk/restaurants.htm 

  

Welcome to the second edition of the GAP 

Newsletter. 

 

The Get A-Head (GAH) Charitable Trust Patient Group 

values patient involvement. We are not restricting 

involvement to patients only, family and friends are 

welcome too. Please register your interest to be involved in 

the GAH Patient Group and contact the GAH office, we 

need your help.  

 

The re-launch of the patient group started in October 

2013 resulting in the launch of the GAP (Get A-Head 

Patient) Newsletter. Those of you who are already patient 

members of GAH will receive a copy. If you didn’t but 

would like to receive future copies please make sure you 

are registered with the GAH charity. Should the GAH 

corporate partners wish to receive copies, I’m sure 

distribution can be arranged upon request. It is intended 

to distribute the GAP Newsletter twice a year to fill the 

GAP in between the distribution of the GAH newsletter.  

 

The GAP Newsletter is written for you. We therefore 

need your stories of being affected by head and neck 

disease, 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, meetings or existing groups you are aware of 

so that we may share the information for others to 

benefit from.  

 

We have discussed organising informal gatherings either 

as coffee mornings, evening meals in local pubs or 

restaurants or more formal meetings involving a range of 

clinical guest speakers, what do you think? Let us know.  

 

Any queries please contact the GAH office: 

getaheadcharity@uhb.nhs.uk  or phone  0121 371 5046 
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Just a quick note to thank you for the 

patients’ newsletter I received. I just 

thought I'd let you know that as a former 

thyroid cancer sufferer I found it very 

informative and positive. I love the Q and 

A section and the patients' stories. I wish 

there had been something similar when I 

was diagnosed as I felt very alone. I now 

realise that others are going /have been 

through the same issues and have the 

same worries. Having a contact name of a 

patient who is willing to talk to others is a 

great idea. I am nearly 5 years on from my 

diagnosis and have dealt with the emotions 

- however reading about other people's 

experiences does bring back the feelings 

I felt when I first was told I had thyroid 

cancer. However I would be very willing to 

speak to anyone who wants to speak to 

someone who has been through the 

thyroidectomy operation and the RAI 

treatment.  

Charlotte (Underwood) 

 

 

Great to read the new newsletter nice to 

know other people get through tough times 

too. 19 years ago I had been diagnosed with 

thyroid cancer and told by my local hospital 

that it was untreatable.  I had recently 

separated from my partner and had a 6 

month old daughter. I was living alone and 

had just embarked on a degree course at 

Uni.  The day they told me of my diagnosis 

they asked," do you want to be sent to 

Cheltenham or Birmingham for your care?" 

Me  and Mom looked at each other and I 

said: "Birmingham". 

Thank goodness I chose Birmingham.  From 

the first time I saw Mr John Watkinson I 

was told a completely different story.  I was 

told I was going to be fine and I am ... 19 

years later!  All the treatment of operations 

and radio iodine are now distant memories 

and I enjoy every aspect of my life fuelled 

by nearly losing it I guess. I have gone on to 

have 2 more children, a good education and 

an enjoyable career as a counsellor.  The 

treatment and support from the staff at 

the QE including John Watkinson, John 

Glahome and Stella, to name but a few has 

been a life support! I am so eternally 

grateful it is hard to express! 

I would be happy to talk to anyone who is 

newly diagnosed or who has anxieties about 

their condition.  With every good wish to all 

at the head and neck charity and all the 

hospital staff who bravely, marvellously do 

good! 

Yours gratefully 

Cressida :) 

 

CHRISTMAS PARTY for 
patients and their family and 

friends 
 

FRIDAY 12TH DECEMBER 
19.00 - 23.00 

This year’s party will be at the 
Edgbaston Priory Club, Join us for a 

free, fun-filled festive celebration.  
There is no charge for this event and 
we hope that many of you will attend. 

Please book via the Get A-Head office. 
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Head and Neck cancer 'food survival 

guide' - Josie Saunders 

I was diagnosed with throat cancer early 2013 
and spent most of the year being treated for it 
and recovering from the effects of this.  As I am 
sure you know, dealing with food and eating is 
one of the hardest parts of this treatment, 
thanks to the painful and disruptive side effects. 
 
One of the things that I found really difficult to 
cope with was the limitations that were 
suddenly imposed on what I could eat and 
swallow, and although this is easing now I still 
have considerable restrictions on what I can eat 
as I have very little saliva.  When I was talking to 
other patients I realised that we all had a few 
recipes that worked for us, but also that other 
people often had great ideas that I hadn’t 
thought of (and vice versa). 
 
As a consequence, I am putting together a ‘food 
survival guide’ for head and neck cancer 
patients, covering the time before, during and 
after the treatment.  In part it will be a recipe 
book, but it will also contain a great deal of 
information relevant to the issues that we face.  
There is virtually nothing available at the 
moment that covers all of this, either in book 
form or on the internet. 
 
I was wondering if you have anything you would 
like to contribute to this book?  I am particularly 
looking for recipes that work for the specific 
problems that we face, but I am happy to also 
include any handy hints or other information 
that you think might be relevant.  
 
I have outlined the proposed structure for the 

book below, so you can see the scope of what I 

hope to include in it.   

 Eating problems associated with head 
and neck cancer treatment 

 The struggle for calories, and managing 
weight 

 Types of textures 

 Special ingredients 

 How to substitute ingredients 

 Alternatives for special dietary 
requirements 

 Calorie chart 

 Nutrition information and food 
properties 

 Meat main meals 

 Fish main meals 

 Vegetarian main meals 

 Vegan main meals 

 Soups 

 Breakfasts 

 Snacks 

 Puddings 

 Drinks 

 Food supplements and fortifiers 

 Tube feeding 

 How other people can help 

 The transition back to a normal, healthy 
diet 

 
I am working in conjunction with the cancer 
department of my local hospital (Musgrove 
Park, Taunton), but will not be bound solely by 
the NHS line on things like nutrition, so I am 
open to all ideas.  I am also hoping to be able to 
include meals from other cultures too, so I am 
not just looking for ‘British’ food.  
 
I do hope that you feel able to pass on your 
favourite and most useful recipes and ideas, 
because between us all I think we can come up 
with a book that can be probably the most 
useful thing that anyone can have with them 
when they are going through their treatment.  
Of course, I will give credit to everyone who 
contributes! 
 

To contact Josie call 01458 835049 or email 

'josie.saunders@hotmail.co.uk' 
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QUESTIONS & 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. 

 
Q. Is or can thyroid cancer be hereditary? 

A. Thyroid cancer is rarely hereditary.  It is very uncommon in differentiated thyroid cancer (DTC) and an 

indication for referral would only occur if 3 members of the same family had the condition.  This is very 

uncommon and referral would be to the regional genetics centre. 

On the other hand, a rare type of thyroid cancer is called medullary thyroid cancer (MTC); this only affects 5% of 

patients getting thyroid cancer in the UK each year.  This means there are 50 new cases a year and within this 

group less than half have the hereditary form, which is often associated with other endocrine problems such as 

Phaeochromocytoma (adrenal tumour) and Hyperparathyroidism.  These are the MEN syndromes and because of 

the multiple problems they get, they are seen in specialist centres in the regional units. 

 

 

 

A note from David 

 

‘I was at QEHB to have my 

speaking valve replaced and to 

discuss with my speech 

therapist, the next meeting of the 

re-launched  Laryngectomy 

Support Group. We had a very 

successful first meeting nearer 

the beginning of the year and this 

second meeting is planned for 

3rd July. We were putting 

together a possible plan for the 

meeting to be discussed with the 

clinical specialist nurse.’     

dms27@btinternet.com 

David will give us an update and 

details of any future meetings in 

the next newsletter. 

 

mailto:dms27@btinternet.com
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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. Over the last 6 months 

Get A-Head have been able to:- 

 

 provide funding for 2 iPad minis 

for loan to patients who have 

difficulty communicating due to 

Head and Neck surgery 

 

 provide funding for a Head & 

Neck Clinical Nurse Specialist to 

attend a training course at The 

Royal Marsden in London 

 

 Grants to pay for attendees to 

join a Thyroid Cancer Study Day 

in London 

 

Donations to Get A-Head can be 

made by contacting their office. 

 

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, 4th Floor, Nuffield House, Queen 
Elizabeth Hospital, Birmingham, B15 2TH  

 
 

mailto:getaheadcharity@uhb.nhs.uk

