
 

 

 

 

 

 

        

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

RFreeNET News 

The Neuroendocrine Tumour Unit 

ENETS Centre of Excellence 

 

 

NET PATIENT LED  

SUPPORT GROUP 

NET Webinar   1 

A NET patient poem 3 

News from the NPF 4

 5 

Fundraising       5 

New Member & Get Involved  7 

Your Support Group       9 

Is
su

e
 2

 

www.royalfree.nhs.uk/services/services-a-z/neuroendocrine-tumour-net-unit 

 

 



 

 

 

 

  

Since then there has been a lot to update you with.  

NET Awareness Day took place in November, 

where Aisling, Mike, and Justin were in the 

entrance of the Royal Free (right), speaking with 

patients, families and relatives, to answer all their 

questions, raise awareness, and raise money for 

our NET fund. More on this later...  

On the same day, we introduced a new way of 

communicating with you - a webinar. This webinar 

was available for all patients to ask their questions 

about NETs via an online web chat on our website. 

Your questions were kindly answered live by one 

of our lead consultants, Dr Christos Toumpanakis. 

 

NET Webinar 

 

NET PATIENT LED  

SUPPORT GROUP 

 

Welcome everyone to the second edition of our newsletter! We have had a lot of very positive 

feedback following our first release in October 2015, and we will continue doing all we can to 

provide you with up-to-date information and news about Neuroendocrine Tumours, and the 

excellent service we strive to provide every day for all our patients. 

 

Is tumour size sufficient for effective 

diagnosis of where an advanced NET 

began? Or could size be misleading? 

Not always. Small NETs either in the 

lungs, small bowel or pancreas can all 

be associated with advanced disease. 

Is it just increasing awareness of NET 
that is responsible for the increase in 
numbers or do you think environmental 
factors are at play?  
 

At present we feel that increased 

incidence is due to increased 

awareness as well as easier access to 

modern imaging techniques. 

With regard to flu vaccines, why are we 

not informed that the live vaccines are 

not suitable? I have just had my jabs 

and do not know what form it took. 

Flu vaccine is not a live vaccine, so NET 

patients are advised to have it. With 

regards to live vaccines, we would suggest 

that you liaise with your oncologist. 

How effective is the molecular targeted 

therapy for bronchial carcinoid tumours 

now that the funding of the radio-

targeted therapy has been discontinued? 

We are waiting for the 

results of a large trial called 

“LUNA”. 

 



 

 

 
Is the cyber knife ever considered 

when treating NET patients with 

liver metastasis? 

There is no established evidence, but 

it could be considered in individual 

basis and following discussion in the 

tumour board meeting. 

If a secondary tumour is graded Ki-67 

5%+ and the primary is graded later at 

Ki-67 1%, what is the NET grading of 

this patient (both well-differentiated)? 

Always the higher one (5%+). 

 

Following up about identification of 

primary sites. So far CT/pet scans have 

identified a 2cm high grade oesophageal 

tumour with 'spread' to two lymph nodes 

and spot on liver. From what you said, 

this is likely to be correct diagnosis? If so, 

what are the (best) treatment options? 

Most likely, systemic chemotherapy. 

However, please follow the advice of 

your local oncologist who, I am sure, 

has discussed the case in the tumour 

board meeting. 

What is the average timescale for 

diagnosis of a net? 

 

There is always a gap between 

symptoms’ onset and diagnosis. There 

aren’t many studies identifying this, but 

to our experience, it is around two years. 

Is there a way of distinguishing what 

are NET flushes and what are 

menopausal flushes? 

Carcinoid syndrome flushing is usually 

red and dry and menopausal flushes 

are usually white and wet. 

Both Lutetium and Yttrium have been 

used in radiotherapy treatment for NETs 

in the past. If PRRT uses both these 

radioactive elements, in what way is 

this treatment new? 

This treatment is considered new as it 

is the first time that we have obtained 

evidence about its efficacy through a 

large phase III clinical trial. 

I have read that carcinoid syndrome 

begins when a NET has spread to the 

liver. I still have no disease in the liver 

eight years on from diagnosis with a 

small bowel tumour that had spread to 

the mesentery. How unusual is this and 

can you explain how it has happened 

with a fully functioning liver? I also want 

to sing the praises of the team at the 

Royal Free and thank you for your 

wonderful care and research. 

Thanks for your kind words. This 

happens rarely (5%) in patients 

with carcinoid syndrome, the 

vasoactive substances produced by 

the tumour are bypassing a fully 

functioning liver and are secreted 

directly in the systemic circulation. 

For the full transcript, visit: https://www.royalfree.nhs.uk/news-media/web-chats/advances-in-net-medicine 
 



 

To Philippa, Liz, and all the crew, 

I wish to grant you a big thank you, 

For saving the life of this old poet, 

Although at the time, you did not know it, 

So he could write more poems and phrases, 

Instead of pushing up the daisies, 

So thanks again, with all my heart, 

From a very grateful and humble old f---, 

Whose name you recall is Roger Palmer, 

And can continue now being the handsome charmer. 

 

Love to you all, 

Roger 

 

 



 

 

News from the NET Patient Foundation 
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NET Cancer Day 
 
On Tuesday 10th November, NET patients, carers, 
nurses and doctors came out across the UK to 
raise awareness for the 5th global NET Cancer 
Day. 
 
Teams of volunteers set up stalls in thirty 
hospitals around the country, and gave out bags 
and leaflets to hundreds of people. There were 
also patient information meetings, webcasts, 
raffles and tea parties to raise funds and increase 
awareness of NET cancers.  
 
A huge thank you to everyone who was involved. 
 

 

NPF 10th Anniversary 
 
Next year will mark the 10th anniversary since the NET 
Patient Foundation began, as only charity offering support to 
people affected by neuroendocrine cancers across the UK. 
We will be planning some big events, so please watch this 
space! 
 
  

Welcome to our Patient Support Manager 
 
We are delighted to welcome Nikie Jervis to our team in a new role of Patient Support Manager. 
Many of you will already know Nikie from her many years' work as a Clinical Nurse Specialist with 
the team at King's in London. Nikie will be a great asset to the NPF, and will be responsible for 
supporting NET patients and their families, whether in the NET natter groups, on our helpline, email 
support or forum queries. She will also help the NPF build some strong educational materials. 
 
You will be able to contact her via our helpline: 0800 434 6476 
       nikie@netpatientfoundation.org 
 
 
 
Come and join our online community 
 
The Facebook group ‘Friends of the NET Patient Foundation’  is now a ‘Closed’ group. This means that 
only members of this group are able to post, or to view posts. We hope that this increased privacy 
will encourage lots more people to join this group and use it as a chat room. Please share this news 
with NET patients you know, and encourage them to join. 
 
Also, there is now a new closed group for patient in Northern Ireland: 
https://www.facebook.com/groups/NINETPatients/ 
 
This is in addition to our new-look forum, which you can find on our website at 
http://www.netpatientfoundation.org/forum-net-community/ 
 

 

 

https://web.nhs.net/OWA/redir.aspx?SURL=fJOyYR5tLO0FHlN5kpNVduE_uRLVFqLIWIP7_H_-qWxQcDSOXBTTCGgAdAB0AHAAOgAvAC8AZQBiAHUAbABsAC4AZAB1AHMAdABlAGQAZABlAHMAaQBnAG4ALgBjAG8AbQAvAHQALwByAC0AbAAtAHoAdABpAGoAcgB1AHkALQBsAC0AcwAvAA..&URL=http%3a%2f%2febull.dusteddesign.com%2ft%2fr-l-ztijruy-l-s%2f
https://web.nhs.net/OWA/redir.aspx?SURL=EqVbEPP4iigSPvQdGEKUTXKtKhWPuo436hWJre9IprdQcDSOXBTTCGgAdAB0AHAAOgAvAC8AZQBiAHUAbABsAC4AZAB1AHMAdABlAGQAZABlAHMAaQBnAG4ALgBjAG8AbQAvAHQALwByAC0AbAAtAHoAdABpAGoAcgB1AHkALQBsAC0AZwAvAA..&URL=http%3a%2f%2febull.dusteddesign.com%2ft%2fr-l-ztijruy-l-g%2f
https://web.nhs.net/OWA/redir.aspx?SURL=1YJchi4Iz_OYnouZZLGDvGxthjyOmcqapC3ltWhKkbNQcDSOXBTTCGgAdAB0AHAAOgAvAC8AdwB3AHcALgBuAGUAdABwAGEAdABpAGUAbgB0AGYAbwB1AG4AZABhAHQAaQBvAG4ALgBvAHIAZwAvAGYAbwByAHUAbQAtAG4AZQB0AC0AYwBvAG0AbQB1AG4AaQB0AHkALwA.&URL=http%3a%2f%2fwww.netpatientfoundation.org%2fforum-net-community%2f


 

 

 

 

Fundraising, Upcoming Events, and Other News 
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Thank you to everyone for all your donations and 

runners who on the 5th of December made this day 

unforgettable. 

An amazing £684.20 was raised directly from our 

JustGiving website. 

In addition to the online donations, Petra & Charles 

Suckling raised another £80, and Carmen Mollison 

raised £170. 

In total, nearly a £1000 has been raised, which will 

directly help fund NET research and the patient support 

group. 

 

 
Mike and Aisling at Hampstead Heath 

Parkrun – before (Front page – after!) 

Our next parkrun will take place around the Easter holidays in early April 2016.  

Details will be available on our website, flyers in our NET clinics, and sent via email.        

If you would like to be added to our email distribution list, please contact Mike or Jorge. 

 

 

Christmas in the NET Unit 

During the Christmas period we had a number of very kind 

donations, in a variety of forms, from many of you.  

We were all extremely grateful, even if our waistlines weren’t! 

 

 

“A highlight of each Christmas is receiving the legendary 

cakes from Daphne Lloyd-Cook, even though a health risk 

due to their alcohol contents!!” Professor Martyn Caplin 

 



 

 

 

  

 

 

Fundraising is an important source of funding in the NET Unit. Patients, 

private and public institutions donate regularly.  

Our fund is in collaboration with the Royal Free Charity, of whom we have a 

very close working relationship with. Our fund is named: 

“The Quiet Cancer Appeal, Fund 311” 

The name is very appropriate as most neuroendocrine tumours tend to be 

silent for many years. 

If you would like to make a donation to the NET Unit, please get in touch 

with our fundraising manager:  

Diane Ryan 

020 7472 6761 ext 34582 

diane.ryan1@nhs.net  

 

 

 

Following Philippa and Jorge’s success in completing an Olympic triathlon 2 years ago, we want to 

live it all over again for you and with you. 

We have just began fundraising, and with your help over the course of the next months into 

summer, we hope to reach our target of £3500. 

Why are we continuously fundraising? Quite simply, we enjoy it, and it helps keep us as the NET 

team connected with you. It also helps to provide funding for the patient support group and Prof 

Caplin’s research fund, to continue as the UK’s leading research centre in neuroendocrine tumours. 

We would like you to join us on the day either for support or to take part. This is a call for patients, 

carers or relatives who feel up for the challenge. Please visit our JustGiving page for more 

information: 

www.justgiving.com/NET-PSG 

We will all continue to put in a BIG effort to raise awareness of NETs. 

 

 



 

 

 

 

Introducing... 
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Some of you may remember Dr Dalvinder Mandair. He was 

our Clinical Research Fellow in the Neuroendocrine Tumour 

Unit for nearly three years 2011-2014. During this time, he 

was researching ways to detect neuroendocrine tumour 

recurrence and growth at an earlier stage, examining the 

novel concept of circulating tumour cells in NET patients. The 

Royal Free and UCL Cancer Institute research team lead 

internationally in this area and have published exciting 

findings. We are delighted to announce that Dalvinder 

returns to the Royal Free having recently been appointed as 

Consultant in NETs and Gastroenterology. 

Welcome back! 

 

Upcoming Patient Support Group Meetings  22nd April 2016         16:30 – 19:30 

        9th September 2016    16:30 – 19:30 

 

  

         
 Get Involved 
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If you are a NET patient or carer and would like to get involved with the 

Neuroendocrine Tumour Unit, please do not hesitate to contact us. We 

want to understand your needs beyond your medical treatment. Your 

views in research and your experience at the Royal Free is hugely 

valuable to us. 

We would like you to help us design new research projects, help in 

fundraising events to keep the patient support group running, and NET 

research. Furthermore, your interaction will help collectively raise your 

voice and enhance your influence in defining policy. 

Our next newsletter will be issued in April 2016. We would like to hear 

your experience on travel insurance, medical treatments, diet changes 

and other issues you might find relevant.  

If you would like to share your story with us and your fellow NET 

patients, please do not hesitate to contact us by email:          

jorge.garcia-hernandez@nhs.net or michaelwright2@nhs.net 

 

 

mailto:jorge.garcia-hernandez@nhs.net
mailto:michaelwright2@nhs.net


  

We are very pleased to present another edition of RFreeNET News. We had an excellent 

response from patients and families to the last edition. As highlighted earlier I am so pleased 

to welcome Dalvinder Mandair, our former research fellow, as a fully-fledged consultant and 

I am sure you will appreciate his skills and enthusiasm for caring for NET patients. Similarly 

Dr Efthimia Karra who was previously a registrar in Endocrinology has been appointed a 

consultant. Effie has been seeing patients in our NET clinic over the last 18 months and her 

endocrinology experience will be another great asset to our expertise and so congratulations 

to her on the substantive appointment. 

Adding quality, experience and personnel is crucial as the numbers of patients keep growing 

so rapidly. We continue to look to improve our service and your feedback is always welcome. 

There has been a lot happening in regards to NET patient advocacy and last November I was 

speaking at a European Parliament meeting highlighting the need for greater awareness and 

improved standards for NET patients. I followed this up with a meeting in the Department of 

Health last month. The concept of the Centres of Excellence was certainly endorsed as a way 

forward by both the European Parliamentary team and DOH team, and as chairman of the 

European NET Society I am involved in trying to see formal European Parliamentary advances 

for NETs within “European Reference Networks”. I have also been campaigning re. Lutetium-

177 PRRT therapy, and with the NET Patient Foundation and UKI NET Society, between us we 

hope that progress can be made to ensure funding of this important therapy by NHS England 

in the near future. Interestingly NHS Wales and Scotland will fund this therapy and of course 

English patients should not lose out because of inappropriate understanding and cost-cutting 

by some arbitrary committee.  

Research is at the core of the ethos of our Unit and advances continue to be made with our 

team.  We are presenting many research papers at the forthcoming European NET Society 

Annual Scientific Meeting 9-11th March 2016. Please continue to support our clinical trials. 

We thank you for your generous donations to our research fund RF Fund 311, it makes a big 

difference enabling continued growth of our research programme. 

I wish you all the very best of wishes for 2016. 

 

 

 

Professor Martyn Caplin                 

 

 

 

 

 

 

 



  

 

 

---------- 

QUARTERLY MEETINGS 

 --------------------- 

FOR PATIENTS  

AND CARERS 

-------------------- 

SHARED EXPERIENCES 

-------------------- 

NET RELATED 

DISCUSSIONS 

-------------------- 

WELFARE AND  

BENEFITS ADVICE 

-------------------- 

TRAVEL INSURANCE 

-------------------- 

RESEARCH 

INVOLVEMENT 

-------------------- 

NET NEWSLETTER 

-------------------- 

FUNDRAISING 

---------- 
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25th January 2016 

Pax Lodge, 12C Lyndhurst Rd, 
Hampstead, NW3 5PQ 

16:45 – 19:00 

 
For further information please 
contact Jorge or Mike: 

 

jorge.garcia-hernandez@nhs.net 

michaelwright2@nhs.net 

020 7830 2867 

 



 

  

16:45  Tea and Coffee 

 

17:00  Introduction  

 

17:05 Advances in NET research: Present and Future 

  Dr Dalvinder Mandair 

 

17:45 Questions and answers 

18:00 A Patient Story 

Charles Suckling 

 

18:30  Fundraising: Parkrun, Triathlon,  

and other upcoming Events 

  Mike Wright & Jorge Garcia-Hernandez 

Support Group Coordinators 

 

18:40 Open Forum Discussion 

 

19:00 End of the meeting 

 

 



 

 

 

 

 


