
Ronny Allan, a NET patient 
and NET patient advocate, is 
very well-known and valued 
in the Neuroendocrine Tumor 
(NET) community worldwide. 
As he has been a neuroendo-
crine tumor patient himself 
for almost 10 years now, 
Ronny shares his experiences 
and knowledge about his 
 disease as well as research 
and development in this field 
in an easily understandable 
way. His popular blog Living 
with Neuroendocrine Cancer 
is followed not only by tens  
of thousands of patients, but 
also by professionals from 
the healthcare and pharma 
industries. It quickly became 
one of the biggest  patient-led 
websites in the world and is 
continuing to grow.

Despite his active contribu-
tion to patient management 
as a patient advocate, he 
remains independent from 
any form of sponsorship or 
affiliation, enabling him to 
keep his blog unbiased and 
honest. For some time now, 
Ronny has been writing about 
 COMPETE on his blog, giving 
information about the ther-
apy, patient recruitment and 
ITM. We are delighted that   
he agreed to an interview for 
our ITM Newsletter to talk 
about NET disease and his 
important work related to  
this rare condition

ITM: Ronny, as a NET patient, 
could you tell us and our read-
ers how you experienced the 
course of your disease?

Ronny Allan: When I was first 
diagnosed, I didn’t even feel 
ill so it was a bit of a shock 
being diagnosed with a can-
cer which had spread to       
my liver and various other 
places.

I was lucky living in an area 
with neuroendocrine tumor 
specialists, who took me un- 
der their wings, so to speak. 
They said: “We are going to do 
this, we are going to do that 
and you are going to live.” I 
quickly realized that I could 

put my complete faith in 
them.

A neuroendocrine tumor is 
normally not a very aggres-
sive disease but without treat-
ment it can kill you. It’s 
because of that treatment that 
I’m still here. The reason I 
emphasize this, is because a 
lot of people simply don’t live 
in an area with the advantage 
of access to NET expertise.  
I’m just about back to normal 
now, and to be perfectly hon-
est, I’m more scared of  co- 
ronavirus than my NET!

ITM: You already touched on 
the topic of the next question, 
so what do you think is tricky 
about NETs?

Ronny Allan: Diagnosis is a 
 tricky business. A lot of peo-
ple are misdiagnosed. This is 
improving, but it needs to 
improve much faster.

As I mentioned before, get-
ting access to a specialist is 
often quite difficult. In my 
opinion, not getting access to 
an expert means you are at 
risk of not receiving the opti-
mal and  recommended treat-
ment and surveillance result-
ing in an increased risk of 
having a lower quality of life. 
The long-term management 
services provided by a NET 
center of excellence team can 
trace the side effects of NET 
medication and can  provide 
access to support for a pa- 
tient’s mental health, all of 
which are crucial for a good 

quality of life. Plenty of 
unmet needs still remain 
across the world though.

ITM: So you decided you want 
to help in some way. Can you 
explain what being a Patient 
Advocate means and what it 
means to you?

Ronny Allan: I believe a 
Patient Advocate is someone 
who takes their time to do        
a number of things to help 
and support  patients. Being     
a neuroendocrine tumor pa- 
tient myself I have seen a lot,    
I have read a lot and I have 
asked so many questions and 
received so many  answers 
from experts, so I decided to 
put that experience and 
knowledge onto paper in an 
easily digestible form, in or- 
der that people who are new 
to the disease can understand 
and learn early on, based on 
their type of NETs or their 
stage or grade, what actually 
might happen. I always write 
as a patient which conveys an 
empathetic context and this 
appears to be appreciated by 
fellow patients.

ITM: On your blog Living with 
Neuroendocrine Cancer you 
wrote that as a patient it is 
good to keep busy. Can you tell 
us why that is?

Ronny Allan: When I took 
early retirement from my 
busy work schedule, I deci-
ded I needed to do some- 
thing as a hobby. Initially I 
started to blog as a way to 
raise funds for a charity activ-
ity of mine, a very long walk. 
After receiving so much good 
feedback on the content, I 
decided to keep it going and 
here we are today six years 

later! My blog gives me some-
thing to do and importantly 
keeps my brain working. It 
gives me the feeling that I’m 
doing good and therefore, for 
me, it’s therapeutic.

Furthermore, the Living with 
Neuroendocrine Cancer blog  
is really a message to people 
that the vast majority of neu-
roendocrine tumors are not 
particularly aggressive and 
you will actually live. Clearly 
there are more aggressive 
types of neuroendocrine tu- 
mors out there and I am 
always conscious to make that 
differentiation when context 
is required.

ITM: You blog about various 
clinical trials, including our 
phase III clinical trial 
 COMPETE, why?

Ronny Allan: Clinical trials 
are crucial for the advance-
ment of treatment options. 
How can we engage more 
patients on clinical trials? I  
do think a lot of doctors 
should be more open about 
the availability of clinical    
trials, as long as it’s suitable 
for the type of NET their 
patients have. For many 
patients, geography is not an 
obstacle for attending clinical 
trials, so I provide a vehicle 
for patients to find informa-
tion about clinical trials. Of 
course, I always emphasize 
that join-ing a clinical trial is a 
big  decision and they should 
seek advice from their doctor 
who may see things that the 
pat-ient does not. They should 
also seek advice and opinions 
from their close family.

ITM: ITM has a targeted radio-
pharmaceutical in a phase III 
 clinical trial for the treatment 
of NETs. What do you think of 
 Targeted Radionuclide Ther-
apy as a treatment option?

Ronny Allan: My private 
social media group has every 
post made by a patient tag-
ged with a subject. The top 
subject, by a mile, is Targeted 
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“The top subject is 
Targeted Radionuclide 
Therapy. It’s a very 
topical subject, and a 
very exciting one for 
patients.“ 

“Even though there is 
no cure for cancer, 
hopefully it could   
effectively be turned 
into a chronic disease.“

“Keep doing what 
you’re doing, that 
already helps. Keep 
looking for new       
therapies.“

Radionuclide Therapy. It’s a 
very topical subject, and a 
very exciting one for patients.

I just read an article last week 
from a NET specialist who 
said: “The biggest change in 
therapy for NET in the last ten 
years is Targeted Radionu-
clide Therapy.” Before that  
the biggest change was Soma-
tostatin-analogs. Targeted Ra- 
dionuclide Therapy as a ther-
apy is quite young, although  
it has been used in Europe for 
many years. 

The formal approval in Amer-
ica and Europe was a huge 
leap forward. There are now 
many different variants out 
there and in the pipeline, 
including ITM’s, which pa- 
tients are very keen to hear 
about.

ITM: Ronny, what do you wish 
for your future?

Ronny Allan: I once said to my 
oncologist, “My plan is to   
outlive you”, to which he 
laughed and said, “That is a 
great attitude”. So I guess this 
is still my plan. Clearly all 
patients hope for a cure 
despite the fact it wouldn’t fix 
some of the issues they have 
to live with. Medical advances 
are so huge these days that 
maybe even though there is 
no cure for cancer, hopefully 
it could effectively be turned 
into a chronic disease that is 
manageable throughout a 
patient’s lifetime. Incurable 
but treatable is a term I fre-
quently use in my blog. I 
really wish the same for 
every NET patient as I do for 
myself. I hope that people 
diagnosed with NET manage 
to see a NET specialist; I wish 
them the best treatment in 
the quickest matter of time, 
followed by close monitoring 
to maintain their quality of 
life.

ITM: In what way do you think 
ITM can help with that?

Ronny Allan: Keep doing what 
you’re doing, that already 
helps. Keep finding new drugs Ronny Allan at a NET-conference

for neuroendocrine tumor 
patients. Keep looking for 
new therapies and don‘t for-
get the less common neuroen-
docrine tumors and those 
where the range of therapies 
is still lacking, such as Lung 
NETs and Neuroendocrine 
Carcinomas. I see a lot of 
pharma employees get up in 
the morning and think “let`s 
cure cancer today, let’s get this 
drug out there so that we can 
keep you alive.” One Pharma 
healthcare worker once said 
to me “I get really motivated 
when I meet a cancer patient, 
it’s what gets me out of bed in 
the morning”. Keep doing that 
please.

I know that ITM helps by 
funding meetings that benefit 
the patient. You guys get pub-
licity, we get a facility. So it 
works both ways and such 
meetings are always well 
received by patients when 
they are included.

ITM: Finally, what would you 
like to let our employees 
know?

Ronny Allan: I would say to 
ITM employees how abso-
lutely fantastic it is that you 
work on different radionu-
clides that may, long-term, 
work better than others. Peo-
ple are also getting excited 
about Targeted Alpha Ther-
apy – maybe you are already 
ahead of the game on that.

Patients are looking forward 
to hearing about Targeted 
Radionuclide Therapy and its 
future development. Are we 
going to get more control over 
the dose? Are we going to get 
less toxicity? Will new drugs 
like ITM’s  Solucin® surpass 
the progression-free survival 
data that came out of 
 NETTER-1?

ITM: Ronny, thank you very 
much for your optimistic, hon-
est and motivating words. We 
enjoyed hearing your perspec-
tive on NETs and we appreci-
ate that you agreed to share it 
with our  readers.

“I always write as a 
patient which conveys 
an empathetic context 
and this appears to be 
appreciated by fellow 
patients.“ 

“My blog gives me 
something to do and 
importantly keeps my 
brain working. It gives 
me the feeling that I‘m 
doing good.“


