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As part of our submission to the Committee we would like to address both the 
counter arguments arising and to consider again the key benefits to patients of 
receiving post-primary MRI surveillance. 
 
Whilst there is currently no peer-reviewed scientific paper specifically detailing the 
benefit of MRIs over ultrasound in ocular melanoma, there is unlikely to be one 
forthcoming given the expense of undertaking such a trial. In fact, such comparative 
papers don’t readily exist even for much more common cancers. In view of this the 
three points we argue below serve to satisfy the key elements that such a paper 
would hope to show; in fact if we accept these points then there is perhaps no need 
to undertake such an expensive trial.  
 
1) MRIs provide a higher resolution, are less operator dependant and are a 
more consistent method for scanning the liver/abdomen area. 
 
Whilst in some cases ultrasound can detect very small metastases in practice this is 
uncommon because this is dependent on several factors including operator 
experience, the biology of the particular individual being scanned and the 
repeatability of the test. Particularly, the same sonographer scanning the same 
person twice may be unable to see the same features, especially when very small, 
such are the vagaries of ultrasound. 
 
Moreover, MRI scans are almost always offered after a suspicious ultrasound 

scan – which tells us how definitive they are considered. Typically a contrast 
enhanced, diffusion weighted MRI will enable recordable and can be scrutinised 
(which ultrasounds cannot be) such that several experts can assess with resolution 
of 1-2mm. Ultrasound is not this clear in even the ideal scenario.  
 
2) Treatments now exist that permit high quality of life and meaningful life 
extension for those with metastatic disease. 
There now exist a range of liver-directed treatments available to metastatic ocular 
melanoma sufferers, for whom the primary site of metastatic disease is the liver in 
80-90% of cases. Some of these are curative. Also, to stay alive for a few years is 
key not just for the obvious reasons of enjoying life, family and work but because it 
allows one to take advantage of new treatments now on the horizon.  
 
For some these stepping stones themselves are key at a time of a renaissance in 
cancer treatments when one ocular melanoma oncologist has stated that “I feel like a 
doctor practising at the time of the arrival of antibiotics.”  
 
Example treatments include: 
 
Liver resection: In cases where the cancer is not diffuse and for a small number of 
lesions the melanoma can be surgically removed. This treatment is only suitable for 
around 10% of patients who are diagnosed with liver metastases although current 
thinking is that this figure would be higher if the spread were caught earlier and 



hence why MRI screening would be ideal for this cohort. In a significant number of 
patients this particular option, where applicable, has proved curative. 
 

Chemosat: Offered to patients with diffuse liver metastases this treatment bathes 
the liver in a very high dose chemotherapy agent (Melphalan) which is then removed 
via a filter. There are now papers indicating the benefits to patients, as identified in 
the OcuMel UK submission dated 21 March 2017. 
 
SIRTs: Tiny irradiating beads are injected into the liver and are able to kill the liver 
tumours. 
 

IMCgp100: A targeted immunotherapy drug developed by Immunocore has recently 
offered very promising results in its initial trials in both Europe and the USA. 
 
3) Early detection improves the chances of these treatments working. 
For each of the treatments above it is widely held that the lower the tumour burden 
the greater the chances of success. In fact for most, if not all, cancers early detection 
of both primary and metastatic disease has been instrumental in permitting modern 
medicine to intervene at a stage when cure is possible and/or where high quality 
longevity can be increased. 
 
By way of illustration patients eligible for liver resection are limited by the amount of 
liver that can be removed. As time passes and the tumours grow the opportunity is 
diminished. 
 
For Chemosat patients too there is already evidence indicating this is more effective 
at lower tumour volumes when caught earlier. Immunotherapy treatments are also 
thought to be more effective when there is less tumour for the immune system to 
fight against. 
 
Comments on the responses from other organisations 
 
In respect of the responses from CRUK and MacMillan it is interesting to hear that 
both these respectable organisation who do so much for patients have little 
knowledge of our orphan cancer. This serves to reinforce our contention that 
clinicians and oncologists alike are often unaware of the particulars of our disease 
which is one of the reason we have endured poor aftercare. 
 
The Royal College of Ophthalmologists cite the Uveal Melanoma UK National 
Guidelines, yet these are currently under review in light of new evidence. Moreover 
OcuMel UK were instrumental in drawing them up and are again a main player in the 
draft of the new version which will press for MRIs for the reasons we’ve cited. 
 
Final comments 
 
There is a great deal of pseudoscience around the debate of MRIs vs ultrasound 
borne from the fact that it is so often a cost cutting exercise. Any clinician working in 
this area would, without a second thought, offer MRI scans to any of their loved 
ones. Yet we, the patients, continue to hear our oncologists tell us that there is 
nothing can be done if you do have metastatic disease, or that ultrasounds are just 



as good as MRI scans. These statements are simply not true and there is huge 
evidence to support our contention. 
 
It is worth noting that the cost of such surveillance in Scotland would not be 
excessive given the small number of patients seen. And in the experience of OcuMel 
UK a quarter of patients do not want MRIs anyway even when they are offered. 
Moreover, if patients can continue to work and pay taxes, let alone enjoying and 
living their own lives, there will be less aftercare and the associated costs of 
providing that. 
 
Because ocular melanoma metastasises in 50% of cases (approx 30-40% in years 
0-5 and the remaining 10-20% of those in years 5-15 after primary diagnosis) one 
would see a high ‘hit rate’ of positive scans by the very nature of the high metastatic 
rate. This fact itself makes the scanning more cost effective and of course enables 
patients to take action. 
 
Personal perspective — Jennifer Lewis 
 
In relation to the submission from MacMillan I am not surprised as I have previously 
enquired about support from this organisation upon initial diagnosis and was told by 
my GP that I did not "qualify" for MacMillan. Although shocked and dismayed that a 
major cancer organisation has little or no knowledge of this rare and orphaned 
cancer this only goes to prove that aftercare for people with our diagnosis is lacking. 
 
In relation to CRUK I am angry and frustrated that again a major cancer organisation 
who the public believe research all types of cancer have by their lack of knowledge 
proven rare cancers such as Ocular Melanoma are not deemed important enough to 
merit research. 
 
In relation to The Royal College of Ophthalmology I tend to think medical oncology 
which is the remit metastasis to the liver would fall under should have a say in 
appropriate scanning of this organ rather than Ocular Oncologists. The eye at point 
of metastasis has in the main been dealt with. Enhanced Abdominal MRI scans with 
contrast do not look at the eye but concentrate on the abdomen which is out with an 
Ocular Oncologists line of expertise. 
 
I fail to understand why policies and strategies have been drawn up by The Scottish 
Government with regard to the importance of early detection and diagnosis of 
cancers in Scotland “this is what Ocular Melanoma patients are asking for.” To be 
treated as equals to the other more common cancers, to not be discriminated against 
because of the rarity of Ocular Melanoma and to allow sufferers to have a voice 
rather than listening to the medical purse strings. 
 
I as a sufferer of Ocular Melanoma continue to live daily with the anxiety of not 
knowing if or when my cancer will spread. I live with the frustration of feeling 
abandoned and without support from the medical community due to the lack of 
knowledge of rare cancers, I fear for my future and that of my family if I am not 
permitted to have my liver surveyed appropriately. I need to know if this cancer has 
spread as early as is possible, others may not wish to have this knowledge but I DO. 



I have watched people die who have been diagnosed with this condition, people who 
had become good friends. 
 
I was informed upon initial diagnosis if this cancer was to spread to my liver there 
would be no treatment available. I now know this is not fact as there are life 
prolonging treatments and clinical trials available (Delcath and resection) to name 
but a few. I would wish if Ocular Melanoma were to spread to my liver that I would be 
given the opportunity of knowing as soon as possible so as to be able to enter myself 
into available trials. At present this opportunity isnot available to sufferers in 
Scotland. 
 
Personal perspective — Iain Galloway 
 
I am a stage IV ocular melanoma patient at Birmingham’s Queen Elizabeth Hospital 
where I’ve been fortunate enough to be treated, and I must praise their forward 
thinking policy on MRI scans. I’m conscious that Southampton General Hospital, who 
see many of our patients, also share this outlook. If it hadn’t been for MRI scans I 
wouldn’t be alive because as it was the liver resection I had was on the limits of what 
was possible in respect of the amount of the organ removed (5 of 8 liver lobes plus 
much of a sixth). That was over three years ago and I continue to live a happy and 
active life with my young family, play regular sport and work full-time. 
 
However, even where centres don’t routinely offer MRI scans, patients who ask for 
them are almost always offered them by centres in England. In Scotland this is 
clearly not the case, in fact patients who ask for MRIs are routinely refused with no 
recourse except to pay for their own scans. This does seem quite unreasonable in 
light of the current renaissance in cancer treatments that allows such hope for longer 
survival with a high quality of life and nowadays more curative opportunity. 
 
 
Prof Takami Sato, one of the World’s foremost experts on metastatic ocular 
melanoma was recently quoted as saying: 
 
"Our institutional experience indicates that MRI of the liver is the most sensitive 
modality to detect a small hepatic metastasis from uveal melanoma. We have been 

able to detect small hepatic metastases on routine oncologic follow-up, while 
standard CT images are negative. Those patients whose metastases were found on 
routine follow-up imaging of the liver have been offered participation in clinical trials 
of locoregional treatments directed toward hepatic metastasis. We strongly 

recommend that liver images, especially MRI of the abdomen, should be included in 
the routine follow-up of high-risk primary uveal melanoma patients."  
Director, Metastatic Uveal Melanoma Program, Jefferson University 
 
Please also note below recent information received from Rare Disease UK in 
relation an announcement by the UK Government. This shows how the UK 
Government is moving forward with supporting rare diseases, this is good 
practice and one which The Scottish Government should follow. 
 
At a Westminster Hall Debate yesterday afternoon, Philip Dunne MP, Minister of 
State for Health, stated that NHS England will develop an implementation plan for 



the commitments outlined in the UK Strategy for Rare Diseases that it can influence 
by the end of the year. For those commitments that are outside of the scope of NHS 
England, the Department of Health will support its arm’s length bodies to coordinate 
plans for implementation.  
 
This is a fantastic result for patients and families affected by rare, genetic and 
undiagnosed conditions in England and across the UK, and will provide the rare 
disease community with an effective tool to hold the Government to account to 
improve services and care for patients. 
 
Parliamentarians discussed a number of issues facing rare disease patients in their 
constituencies, and highlighted problems with the delivery of services across the four 
nations of the UK. The proposed changes to the NICE’s Highly Specialised 
Technologies (HST) evaluation programme was also discussed. 
 
Responding to the debate, Philip Dunne MP, Minister of State for Health, reiterated 
Nicola Blackwood MP’s, Parliamentary Undersecretary of State for Public Health and 
Innovation, personal commitment to ensuring the aims of the Strategy are fully 
realised: 
 
“I can confirm to the House that I have agreed with the Chief Executive of NHS 
England that by the end of this year he will deliver an implementation plan for those 
of the 51 commitments of the UK strategy for rare diseases for which NHS England 
has lead responsibility. For those commitments that fall outside NHS England’s 
remit, the Department will work collaboratively across stakeholders to contribute to 
the implementation plan.” 
 
Without the efforts of the rare disease community responding to the APPG’s inquiry, 
contacting their local MPs to share their experiences, and raising awareness through 
social media and other channels, this outcome would not have been possible. Thank 
you for your support. 
 
We would also like to thank the Rare Disease UK Patient Empowerment Group, 
clinicians and industry representatives who have supported the campaign for the 
development of an implementation plan for the Strategy in England. 
 
Finally, thanks to Ben Howlett MP and his colleagues in the APPG for championing 
the needs of rare disease patients in Parliament and ensuring that our voices are 
heard. We will continue to work with the APPG to ensure that the commitments 
outlined in the Strategy are implemented in all four nations of the UK. 
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