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We write with reference to the Scottish Government submission of 2 August 2017 and 

recent events affecting ocular melanoma patients in Scotland.   

Having surveyed our membership, the evidence suggests MRI scans are not offered in a 

“limited capacity” to patients in England, with over 55% of our members receiving them.  

From our member’s comments, we also know that some people were initially offered an 

ultrasound scan, but their request for an MRI scan was granted once they explained the 

good clinical reasons of their request.  

As mentioned in our previous correspondence, CT scans and PET scans have been proven 

to be less sensitive than an ultrasound scan. It is widely recognised by radiologists the 

world over, that an ultrasound is inferior to MRI for detecting metastatic disease.  A study1 

in France, showed MRI is more effective for detecting metastatic uveal melanoma.  As a 

result, MRI has been widely adopted for surveillance in France.   A further study2 confirmed 

MRI as the study of choice for evaluating liver metastases from ocular melanoma.  

Ultrasounds are operator dependant and so subtle abnormalities seen in early stage 

metastatic disease are likely to be over looked by a non-specialist sonographer.  It is 

sometimes possible to monitor other cancers for growth but as ocular melanoma is an 

aggressive cancer, disease needs to be identified at the earliest opportunity should the 

patient want every opportunity to receive treatment.   

We would like to know more about the Commissioning for Quality and Innovation (CQUIN) 

meeting, held on 12 May 2017.  In this meeting it is said that a UK wide group, including the 

Scottish Specialist Ophthalmic Oncology Service, would be formed to give guidance on 

surveillance.  This is work that has already been completed with the NICE approved uveal 

guidelines in 2013 produced by the Guideline Development Group (GDG) and so we are 

unsure what benefit it will bring, especially as the group needs to be formed and could 

considerably delay any advances in care for patients in Scotland.   

The Guideline Development Group consisted of consultants in ocular oncology from 

Liverpool, Sheffield and London; and consultants from medical oncology, hepatobiliary 

surgery, abdominal radiology and pathology from various hospitals seeing ocular melanoma 

patients throughout England.  OcuMel UK and patient representatives were also part of this 

group and understand the rationale behind the decisions made.  The group made evidence 

based recommendations and stated patients should receive surveillance scans by a non-

ionising modality, ultrasounds or MRIs.  It was recognised by the GDG that both types of 

scans had their benefits, but that MRIs were more sensitive.  

At that time, treatment options were more limited in number and were not seeing as much 

success as today’s trials are.  The term ‘non-ionising’ was used so that clinicians could use 

their judgement when ordering surveillance scans.  We know this by being part of the GDG 
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and because the guidelines mention people with co-morbidities in relation to why it may not 

be right for these patients to receive MRIs.  A patient with other health issues or who has 

difficulty attending appointments etc. may not be fit for further interventions or want an MRI 

scan and this is absolutely right.  We are not demanding everyone should have an MRI.  

However, where a patient would want every opportunity to receive treatment, they must not 

be denied what would be a routine scan in many other cancers.    

The guidelines also state “34. All patients, irrespective of risk, should have a holistic 

assessment to discuss the risk, benefits and consequences of entry into a surveillance 

programme. The discussion should consider risk of false positives, the emotional impact of 

screening as well as the frequency and duration of screening. An individual plan should be 

developed.   Jenni’s experience has shown us this is not happening in Scotland.  She and 

other patients have expressed their concern over ultrasound scans and have not been 

listened to.  Jenni does not have other health conditions and attending appointments is not 

an issue for her.  Should the worst happen, she has said she would need every opportunity 

to treat this disease as early as possible to keep her healthy.  The anxiety this situation is 

causing her is life consuming.  It cannot be right that she and other patients are being 

denied these scans, especially as ocular melanoma is so aggressive.   

The guidelines I have spoken of are due to be reviewed in early 2018.  We expect guidance 

regarding surveillance to be tightened and treatments for this condition to be recognised, as 

various immunotherapies and other targeted treatments are receiving significant results.  

The latest international peer reviewed guidelines, published in the Netherlands in 

September 2017, show chemosaturation as a recognised treatment for ocular melanoma 

metastases.  This is a welcome step forward.   

Cost hasn’t been given as a reason to deny these scans and so for a small ocular 

melanoma population in Scotland, we are saddened to learn a lack of evidence in a rare 

cancer is the reason behind this situation. The costs involved to fund such research, would 

far outweigh the costs to provide the MRI scans.  

We are more recently concerned to learn patients are receiving their ultrasound scans at 

their local hospital rather than at Gartnavel.  A sonographer can only comment on what they 

can see and it is widely recognised that the effectiveness of ultrasound scan is hugely 

dependant on the operator’s experience.  We know Jenni has expressed her concerns and 

has now received an appointment for this to be carried out in Gartnavel Hospital.  Gartnavel 

have stated that patients who want to be seen by them can contact them for their 

appointment to be changed.  This is a rare cancer with many patients totally unaware of the 

consequence that will happen with a delay in identifying liver metastases.  The majority will 

be led by their healthcare system and so the onus should not be placed on the patient to 

understand the full ramifications of their appointment.   The National Services Division, has 

been offered as the reason behind this change and we know Jenni has written to you with 

further information on this particular situation.  Having looked into the National Services 

Division, we cannot see how this situation fits in with any of their aims.  We would ask for 

your support to include this new development in recommendations going forward.   

As we mentioned previously, rare cancer patients have many extra hurdles to overcome.  

The larger support charities have little experience in how this condition behaves and 

psychological help is sparse throughout the UK.  We are often told that when our members 



have sought help, by the time they educate the professional about the condition and why 

they have the anxiety they have, they no longer feel like the patient and so any help offered 

feels diluted.  We have a duty of care to help these patients and need to put the value of 

their life on an equal footing as someone with breast, lung or bowel cancer.  Cancer 

initiatives worldwide focus on early detection and in the recent ISPOR meeting in Glasgow, 

Dr Ryll spoke about the value of keeping a person healthy is not just something important to 

that person, but a benefit to society and not simply the absence of disease.   

We would like to thank the committee for your assistance and would be keen to share 

further information, so a resolution can be found.  

 

 
 


