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I am delighted that we have been able to launch
the Royal Free Hospital NET Unit newsletter. We
hope to make this a regular newsletter and let you
know what is happening not only within the Royal
Free Unit but also generally in the field of NETs. As
you know the Royal Free NET Unit was the first UK
centre to be awarded the status of European
Centre of Excellence. Our aim is to provide optimal
care for our patients by understanding each
individual patient’s tumour biology so that we can
personalise the treatment accordingly and provide
appropriate support along the patient journey.
We are fortunate to have access to the very latest
technologies and a key part of advancing the care
comes from our research programmes involving
both pure science and clinical trials. The research
programmes span not only the Royal Free Hospital
but also University College London where we have
a collaborative Academic NET Unit especially
including the UCL Cancer Institute.
We are internationally recognized for our research
and just to highlight a couple of areas, Dr Chrissie
Thirlwell leads a team researching the genetic
changes and the effects of external/
environmental factors on genes/DNA
(epigenetics). Prof Tim Meyer leads a team looking
at early prognostic markers and has made
important progress analyzing and quantifying
circulating tumour cells in the blood stream.
The recent clinical trials have shown exciting
results with the new oral agent Telotristat
showing benefit in reducing hormonal levels
associated with the diarrhea of carcinoid
syndrome. The oral agent Everolimus has just been
shown to have anti-tumour benefit in intestinal,
lung as well as pancreatic NETs. The clinical trial of
Lutetium-177 DOTA Octreotate has also reported
exciting results with clear benefit in patients with
advanced intestinal NETs. We regularly look to
recruit patients to both scientific and clinical trials
and your support is much appreciated.

Over future newsletters I hope to continue to
update you on many of our other research
projects. Should anyone wish to donate towards
our research programme we have a special
charitable grant – Trustees Grant 311 (NET Unit
research) to enable this. Regarding clinics, we
are well aware of the delays for patients waiting
in clinic and I sincerely apologise for this. It is
due to so many patients needing to be seen and
Dr Toumpanakis, our specialist nurses and
myself are discussing with managers as to how
we can improve matters and we will work hard
to achieve this.
When seen in clinic be assured that even if you
do not see one of the consultants your case will
have been discussed in our pre-clinic meeting
where myself, Dr Toumpanakis, Dr Khoo and the
team meet, as well as within our
multidisciplinary tumour board meeting. Please
feed back to our fantastic nurses should you
have any comments or concerns. Philippa Davies
leads our nursing team and they are regarded
internationally as some of the most experienced
nurses in the field.
Finally, I would like to thank Michael Wright
(Patient Pathway Coordinator) and Jorge GarciaHernandez (Research Nurse) who have put in the
effort to make this newsletter, as well as to
thank the Royal Free Charity whose support has
made this possible. We are fortunate to work
closely with the management at the Royal Free
including Karim Abouahmed our direct oncology
manager and the Chief Executive David Sloman
and it is this association which has helped the
Unit to grow and succeed. We have exciting
times ahead and together we will keep
improving the care of patients with
neuroendocrine tumours.

PROF MARTYN CAPLIN

Your Neuroendocrine Tumour Team
Throughout our newsletter you will find a number of links, both to our website and other useful
sites, as well as our contact numbers direct to the unit. Whether you are a patient with us, you are
due to see our team soon, or if you simply need to speak with someone, we encourage you to
contact us. We have a wonderful dedicated team of specialist nurses and coordinators at hand.
To start off with our very first newsletter, we’d like to take this opportunity to introduce to you our
fantastic team here in the Royal Free Hospital.
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Neuroendocrine Tumour
Lead Clinician
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Professor Tim Meyer
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Consultant Oncologist

Dr Christina Thirlwell
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Honorary Consultant Oncologist

Dr Bernard Khoo
MB BChir PhD MRCP
Consultant Endocrinologist

Sr Philippa Davies
Lead Nurse Specialist

Elizabeth Quaglia
Clinical Nurse Specialist

Zareen Bheekhun
Research Nurse

Tara Whyand
Specialist Clinical Dietician



Travel Insurance
People with a chronic condition and especially cancer
have issues in getting adequate travel insurance. This
is a general complaint during clinic consultations for
NET patients.
Here we have some useful information and tips to
get a cheaper and more comprehensive quote. Other
useful resources are available online, such as
Macmillan, the NET Patient Foundation, and Cancer
Research UK.
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Some of you have gone the extra mile and forwarded
us information about the travel insurance agencies
that you have been covered by!

European Health Insurance Card

How much cover do I need?

If you are planning a trip within Europe you
may need the European Health Insurance Card
(EHIC). There are bilateral agreements
between most of European countries and the
UK meaning that you are already cover to
travel to these countries as long as you have
this card.

A letter from the NET team or your GP stating
you are fit to travel and that your condition
has been stable might help you in the process
of getting private insurance. Please contact
the team on 0207 830 2458 or by email on
rf.netnurses@nhs.net and allow 2 weeks for
this letter to reach you.

You can apply free of charge by calling 0300
330 1350.

Some NET patients decided to go with travel
insurance without cover for the NET
condition. We would not recommend this but
it is a very personal choice. You know
yourself and your situation.

It is worth noting that some travel insurance
companies might not cover you for the care
that is already covered with this card, so it is
worth having it. If you already have it, make
sure it is not expired.

If you get unwell while away, in most of cases it would not be urgent.
Seek advice with the local A&E and if the situation is stable and not
urgent you might consider flying back to the UK for further care.



Travel Insurance Companies
A number of companies consider travel insurance for patients with cancer. If you
are planning a holiday in the near future, a condensed list of suitable companies
to explore can be found here.
It is worth taking the time to research and find the right company for your
needs. Prices vary considerably and it is often difficult to provide an accurate
quote. Aspects such as length of holiday, whether it is in Europe or further
afield, and your current and past health status are all considered factors.

Insurance Brokers
Brokers make a service charge so it is always
best to make an informal approach to a
number of brokers before making a decision.
Satisfy yourself that they are familiar with the
concerns of cancer patients and are aware
what is available for people who have or have
had cancer. We have listed a few brokers as an
option here; however we suggest always
making your own enquiries to find an insurer
and policy you are happy with.

The British Insurance Brokers Association
(BIBA) can assist in finding you a suitable
broker, and provide advice in arranging
your travel insurance.
Contact...
Visit...

0870 950 1790
enquiries@biba.org.uk
www.biba.org.uk

JD Travel Insurance Consultants
This specialist broker provides cover for people with pre-existing medical conditions for both annual and
single trip policies. Cover can be obtained for travellers currently undergoing treatment. They cannot
offer cover for anyone taking part in a clinical trial. They are also unable to offer cover for people who
are expected to live less than 6 months after the holiday return date.
Contact...

0844 247 4749
mail@jdtravelinsurance.co.uk

Visit... www.jdtravelinsurance.co.uk

Orbis Insurance Services

Insurance Choice

Provides cover for people with pre-existing
medical conditions for single and annual
policies. They may ask if you are on a clinical
trial.

Offer travel insurance to any UK or EU residents
with pre-existing medical conditions. There is
no upper age limit. They are also unable to offer
cover for people who are expected to live less
than 6 months after the holiday return date.

Contact... 01424 215 315
cover@orbisinsurance.co.uk

Contact... 0844 557 7600

Visit...

Visit...

www.orbisinsurance.co.uk

www.insurancechoice.co.uk



Insurance Agencies
Freedom Travel Insurance
Freedom Travel Insurance is experienced in offering specialist travel insurance for people with cancer.
They may not be able to offer cover if the cancer has spread from its original area in the body. They are
also unable to offer cover to anyone who is waiting to have surgery or inpatient treatment. Their cover
is underwritten by a very large insurance company called AXA.
Contact... 01223 446 914

Visit... www.freedominsure.co.uk

InsureCancer (Medi Travelcover Ltd)
InsureCancer will cover people with cancer for all destinations, including the USA. They will
consider cover for people who are in treatment, waiting for treatment, and people with advanced
cancer or a terminal prognosis. Their main requirement is that your consultant gives approval for
you to make your trip, and will need to submit a form saying this.
Contact... 01252 780 190 or 0845 649 0190
enquiries@insurecancer.com

Visit... www.insurecancer.com

Free Spirit
Free Spirit is a specialist travel insurance policy for people with pre-existing medical conditions, including
cancer. You may be able to get a quote online, but if they need more information about your current
health status they might ask you to ring them instead. If your cancer is advanced, and you're no longer
having active treatment, phone for a quote rather than trying online. They are unable to cover people
over 80 years of age if they have been given a terminal prognosis. They will consider all types of cancer,
however they are unable to offer cover visits to the USA , Canada, China, Hong Kong or the Caribbean to
people who have been told they have terminal cancer.
Contact... 0845 230 5000
contact@freespirittravelinsurance

Visit... www.freespirittravelinsurance.com

This is a topic that we will come back to.
Please feel free to send your experiences,
ideas and comments to:
jorge.garcia-hernandez@nhs.net or
michaelwright2@nhs.net
Have a safe holiday!



Patient Stories
In this section, we would like to
create a place to report your
stories – your experience of
overcoming difficulties, your
fears at facing treatments, the
impact of the NET into your life
and your family.

NET
PATIENT
LED
SUPPORT
“I know the treatment
GROUP
Sharing your experience with all
of us may help others, as they
may be going through a similar
process.
Rose and Lorane shared with us
their story from diagnoses to
the present day.

is severe... but it
wasn’t as severe and
intrusive as the
chemo”
Yttrium Y-90 treatment

“I didn’t need to have all my
medications... all my symptoms
disappeared”
Rose
Rose Lee shared with us her story from diagnosis to
treatment with radio-targeted treatment.
I was with diagnosed VIPOMA in 2004. This is a rare type
of pancreatic neuroendocrine tumour, with only 1 in 10
million people a year being diagnosed with this type of
NET. I was suffering with constant diarrhoea and lethargy
up to 15 times a day and night.

“You never knew when you were going to have
it (diarrhoea)... there wasn’t a way to stop it
because it was coming from the tumour”

Despite all the medical therapy, which included
chemotherapy and Sandostatin LAR (Octreotide), the
symptoms were still overwhelming.
I was then offered a radio-targeted treatment therapy
named Yttrium-90, and received 3 treatments within 3
months of one another, with an overnight stay. I know
the treatment is severe, but it wasn’t as severe and
intrusive as the chemo.
After the second treatment, I didn’t need to have all my
medications, all my symptoms disappeared, and my
tumours have been stable ever since.
It’s a miracle. No I am not being funny, it’s a miracle.

These stories are also in video format on our website...

https://www.royalfree.nhs.uk/services/services-a-z/neuroendocrinetumour-net-unit/net-patient-videos/


“I chose the Royal Free and I have never regretted it I have to say”
Lorane
I had a period of rest and from December 2013 to date
with Everolimus which so far I am tolerating very well.

I was diagnosed with non-functioning Pancreatic NET
in January 2005. I started with indigestion and
abdominal pain in 2004 whilst traveling in America. I
had to travel back home for further investigations.

The worst time was the wait until starting treatment
from diagnoses.

Surgery then became an option to remove some of
the lesions. I also participated in a clinical trial for 2
years between 2008 and 2010 until my tumour
progressed.

“I had 6 sessions of
chemotherapy, which was
effective to control the
tumour growth”

In October 2011 to May 2013 I was started on
Sunitinib, until the side effects became overwhelming.
The full dose was very difficult (to cope with). The
lower dose was better but over time I couldn’t
tolerate it.

I went through a process of initial
denial. It was like it was all happening
to somebody else, it was outside me.
My husband was very supportive. I feel
it has been very difficult for my family.

“Now they all say how
well I look… It’s nice to
hear”
My husband was very supportive. I feel
it has been very difficult for my family.

“There are other
treatments out
there... When I was
diagnosed, Sunitinib
wasn’t there,
Everolimus wasn’t
there... That is the
good news about this
cancer”



Fundraising and Upcoming Events
Fundraising is an important source of funding at the NET Unit. Patients,
private and public institutions donate regularly. This source of funding helps
us maintain and increase the staffing at the Unit, produce more research
projects and continually maintain the patient support group.
We work very closely with the Royal Free Charity. Our fund is named
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“The Quiet Cancer Appeal, Trustees Grant 311”

The name is very appropriate as most of 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

Christmas Parkrun 2015
As we move ever closer towards Christmas, we would love all of you that are available
to join us in our first ‘Parkrun’. This is a run organised across hundreds of parks around
the UK every Saturday at 9am.
As the NET patients from the Royal Free live across the country it would be great to
collectively do the run and raise awareness of NETs all together, including any of your
family and friends who would like to take part! Have a look on the parkrun website to
find the closest park to you. Members of our team will be taking part in Hampstead
Heath, so please feel free to join us!
Details of the parkrun will be available by the end of October, so keep a look out on our
website. We will also email all details to our distribution list, and leaflets will be
available in our clinics. If you would like your email to be added, please get in touch
with Jorge or Mike.

To get in touch with the NET Unit

Contact

020 7830 2867

Email

rf.netadmin@nhs.net



Get Involved
We want to understand your needs beyond your medical treatment. Your views
in research and your experience at the Royal Free is of most value for us.
We would like you to help us to design new research projects, and are always
looking for suggestions and support with fundraising events, to aid the patient
support group and help NET research. We want to raise your voice to enhance
your influence in defining policy.
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The next newsletter will be issued in January and we would like to hear your
experience on travel insurance, medical treatments and other issues you feel
are relevant. Particularly, there will be a dietary section. If you had changed
your diet due to your NET please let us know which foods disagree with you and
which ones help you in keeping your weight. Tell us how these changes have
affected you.
If you are a NET patient or carer and would like to get involved with the
Neuroendocrine Tumour Unit, please contact Jorge and Mike at

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

Upcoming Patient Support Group Meetings

19th October 2015 16:30 – 19:30
25th January 2016 16:30 – 19:30

Last but not least! A Special Thanks
Toof you may know Professor Martyn Caplin. He was the founder of the
Most
Neuroendocrine Tumour Unit at the Royal Free Hospital back in 1996. A lot
has changed since then. The unit has grown exponentially, new NET
treatments have been developed and the international reputation of the
unit has grown systematically and consistently, becoming the 1st European
Centre of Excellence accredited in the UK.
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Prof Caplin is the greatest patient advocate and has funded this newsletter
initiative to enhance our communication channels between you and the NET
unit. On behalf of everyone here, we cannot thank his help and support
enough.
Thank you very much.



---------QUARTERLY MEETINGS
--------------------FOR PATIENTS
AND CARERS
-------------------SHARED EXPERIENCES
--------------------

NET PATIENT LED
SUPPORT GROUP
19th October 2015
Atrium (Ground Floor) @ Royal Free
16:30 – 19:30

NET RELATED
DISCUSSIONS
-------------------WELFARE AND
BENEFITS ADVICE
-------------------TRAVEL INSURANCE
-------------------RESEARCH
INVOLVEMENT

For further information please
contact Jorge or Mike:

-------------------NET NEWSLETTER
--------------------

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

020 7830 2867

FUNDRAISING
----------

16:30

Tea and Coffee

17:00

Symptom Management of NETs:
Carcinoid Crisis, Carcinoid Syndrome and
Liver Metastases
Philippa Davies | Lead Nurse NETs

17:30

Q&A

17:40

Massage Therapy:
The Treat, Not the Treatment
Keith Hunt | Complimentary Therapist

19:00

Open Forum: Holistic Medicine,
Sharing Information With Others,
Patient Support Group Membership
Jorge Garcia-Hernandez |
Support Group Coordinator

19:25

Fundraising: Upcoming Events
Mike Wright | Support Group Coordinator

19:30

End of Meeting

