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I was very disappointed by the response from the CMO.  Although I am sure 
offence was not intended the sympathetic comment I felt was quite 
patronising and resembled a typical civil service response which saddens 
me.  I am sure I can speak for other Ocular Melanoma sufferers in that we 
most certainly do not want sympathy but need a degree of humanity as we 
are living with what can be an aggressive cancer.   

The CMO states the current guidelines are presently being used and will be 
reviewed in 2019 or reconsidered when new evidence becomes available. 
New evidence has been submitted in this petition which has not been taken 
into consideration. When the guidelines were written we did not have liver 
directed treatments which had significant effect on tumours so we had hoped 
this would have been seen as reason to offer earlier detection.  Since 
submissions were entered to this petition more results have been announced 
at ASCO which show there is absolute reason to detect metastasis from 
ocular melanoma early as viable treatments are becoming accessible. As we 
have previously evidenced there are treatments and trials open to Ocular 
Melanoma sufferers if tumours to the liver are detected in time for these to be 
effective, in time for a patient to be allowed some kind of quality of life. 1  I did 
request that these references be made available to the CMO but it would 
appear she may not have had the opportunity to see these. 

Sadly by the time any new guidelines are reviewed and presented, it is likely 
to be too late for some Ocular Melanoma patients. I am concerned by the 
comment Collation of data of US (Ultrasound) as the modality in Scotland.  
Two to three years is a very long period of time in the life of someone with this 
type of cancer. In this paragraph it states Ocular Melanoma cases in Scotland 
are minimal, surely this admission should also show the extra cost of an MRI 
is also minimal compared to the rest of the U.K.  Not every patient will wish to 
have an MRI but please do not play with the lives of those that do, waiting for 
hard evidence will be putting our lives at risk. Consultants taking a proactive 
approach to treating metastasis from ocular melanoma have all agreed 
throughout this consultation that early detection is key to patients having a 
better response to treatment and that ultrasounds are less sensitive and 
operator dependant compared to MRI scans. To now run a trial on this seems 
futile and I am unsure if this approach would be taken if the consultants were 
in our shoes, as I have already stated delay is putting our lives at risk. 

The current NICE guidelines are applicable throughout the rest of the UK yet 
as mentioned previously and evidenced enhanced abdominal MRI scans with 
contrast are available in certain centres for Ocular Melanoma sufferers which 
appears to be contrary to these guidelines. Why can these procedures be 
offered out with the guideline recommendations in other NHS regions of the 

                                                             
1 http://www.idcapture.co.uk/mpne/docs/MRIs_OM_Scotland.pdf 



UK but are still not available in Scotland? I continue to feel Ocular Melanoma 
sufferers in Scotland are consistently being discriminated against and not 
permitted to have our voices heard in relation to our care pathway. 

The CMO mentions funding for research! I am not a researcher but merely a 
patient and a citizen of Scotland who wishes to have the best available 
options should my disease metastasise. I refer to a previous submission from 
CRUK who are in the best possible position to research yet they have 
admitted to not having enough knowledge of our type of cancer to be able to 
comment. 
 
In response to the Specialist Scottish Ophthalmic Oncology Service working 
in conjunction with other UK centre's to ensure a consistent approach to 
surveillance I am pleased to see a potential step in the right direction in that 
this issue has been discussed and I can now only hope Gartnavel will work 
proactively with the other centre's in the UK who hear their patients wishes 
and work with them to secure a positive consultant/patient relationship.  

I try very hard not to allow ocular melanoma consume my life. I continue to 
work full time as a Residential prisoner officer helping vulnerable people in 
Scotland secure a better future by integrating them into a safer society, I 
spend time with my family and friends who are my rock, care for my elderly 
mother who suffers from lung cancer so all I ask is that I am given the 
opportunity to continue to do these things for as long as I possibly can. I can 
only do this by being allowed to have the peace of mind of knowing as soon 
as possible if ocular melanoma has decided to make its resting place within 
my liver. If this were to be the case I can then take appropriate steps in 
relation to planning the rest of my life. At present I am being denied that 
opportunity as are other sufferers in Scotland. 

Iain Galloway 

The most striking element of the response from the CMO is that she appears 
not to have read the evidence which we have laid out in clear references. This 
raises the immediate concern of whether these were relayed to her. 

Provision of Evidence to CMO 
I already understand that our original document was edited without our 
permission. That itself undermines the entire process, and again highlights the 
very problems that patients face. 

Why were our references removed? Who is to decide whether, if a reference 
is duplicate, that it be removed at all — and more pertinently from our patient 
document the very people who have brought this petition? Is our view worth 
less than those from whom the references were not removed? If not (I’m sure 
no-one would dare say otherwise) then why remove it at all when the flow of 
the document itself depends on this? After all, each submission must be able 
to stand on its own and by removing references the opportunity to convey our 
viewpoint is damaged. I gather there was concern that one of the references 
contained the patient names (ones I can assure you for which permission was 



obtained) of those who had wished to convey their story in support of our 
petition. Specifically, in the reference cited here that reference has been 
redacted.  

It’s a shame I have to take this tone at all, but it does appear that our petition 
is being undermined. I’d like *very clear* and *evidenced* reassurance that 
this is quickly re-instated and that that the CMO and all others involved have 
had *ample* opportunity, once the fully referenced originals are reinstated, to 
take a view on the full evidence we have provided. 

If the CMO has not yet seen our full submission (edited to redact patient 
names) could you please direct them here 
http://www.idcapture.co.uk/mpne/docs/MRIs_OM_Scotland.pdf 

Guidelines 
In respect of the CMO’s comments I’m frankly amazed at the level of 
intransigence. To go by the guidelines when there is clear, peer-reviewed 
scientific evidence — and from high impact journals to boot — is to actually 
ignore the intention of such guidelines. They even state that in the light of new 
evidence they may be reconsidered and reviewed. This evidence has been 
supplied and not reviewed. 

Moreover, in the rest of the UK, where people request they be given an MRI 
scan they are able to get it. Even in centres where this is not routinely offered 
‘first-line’ a requesting patient is then given an MRI. The rest of the UK use 
the same guidelines. This is not a reason to obfuscate by citing the guidelines. 

I am absolutely certain that the CMO, were it someone in her family, would 
advocate strongly for the use of MRI scanning in the full knowledge that early 
detection would offer an increased chance of either long-term survival or cure. 
This is an issue of cost savings, let’s be in no doubt what this is about, but to 
wrap up the excuses in pseudoscience or guidelines  is unforgiveable and 
see-through to an educated patient cohort (some of whom are eminent 
scientists who will be reading this).    

Comparison of MRI vs US 
For my own part I sit on the EMA clinical trials board as a patient expert and 
regularly participate and advise on clinical trial design (I also run a software 
company that develops clinical trial software). I can see no sensible reason 
whatsoever to fund a trial to look at the outcomes for those receiving 
ultrasound scans. It is a backward thinking approach to test something 
already known to be inferior, not least it would come at significant expense 
and take years to conclude. Furthermore, CRUK and NIHR are not investing 
as they have no knowledge, as they have stated. 

To emphasise, the CMO writes about how the specialist Scottish Ophthalmic 
Oncology Service will be auditing all their patients who develop metastatic 
disease.  The purpose of this audit, the CMO states, is to ascertain whether a 
delay in diagnosis of the metastasis was incurred due to the liver ultrasound 
as the modality.  I'm concerned that unless this audit compares another 

http://www.idcapture.co.uk/mpne/docs/MRIs_OM_Scotland.pdf


investigation i.e. MRI, no comparison can be made of the efficiency of a 
liver ultrasound scan. And such MRI comparisons do not exist. 
 
UK Wide Group 
The CMO also mentions a meeting that took place on the 12th May, I'd like to 
request copies of the Minutes from this meeting, so I can understand more 
about the effect a UK wide group could have.  Currently I do not understand 
how a Scottish based group can influence development of UK based 
Guidelines.  These are already available using approved Cochrane 
Methodology, this would be seem a step back from what we already have in 
place. Specifically, the CMO cites this as a positive development when in fact 
the work was done 3 years ago. What’s more, a relevant CQUIN is already in 
place. 
 
Please take this in the spirit in which it is intended, namely to emphasise our 
resolve and research in having brought this petition. We want a sound 
evidence based approach to our plight and will continue to make a noise until 
ocular melanoma sufferers in Scotland get a decent hearing and not be 
fobbed off with pseudoscience. 

Thanks again for your time with this petition 
 

 


