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As this petition was first lodged in December 2016, my husband had literally just 

been diagnosed with Ocular Melanoma. The day that the committee first took 

evidence from Jennifer Lewis and Iain Galloway, Ocumel UK in February this year, I 

sat at Gartnavel Hospital terrified as my, 31-year-old, husband began his plaque 

radiotherapy treatment.  

 

Since then, we have tried to learn as much as possible about this rare cancer that 

will shadow us for the rest of our lives, and I have been shocked and saddened to 

see that 2 of the largest cancer charities in the UK, MacMillan Cancer Support 

Scotland and Cancer Research UK did not have a view on this issue to submit to the 

committee. Where is our support?! 

 

I am so disappointed that patients in Scotland to do not access to the same level of 

surveillance when it comes to checking for liver metastasis as patients in England 

do, and that Scottish patients only have an abdominal ultrasound as opposed to an 

enhanced MRI with contrast that is available at other centres throughout England. As 

you have already been told, 50% of Ocular Melanoma cases will spread with, 90% of 

those spreading, resulting in liver mets. While our numbers in Scotland suffering 

from this rare cancer may be small, this is such a high proportion of patients who will 

ultimately die from this disease, and their life expectancy and time left with family, 

will depend on how early their metastasis was detected. 

 

Furthermore, to add further insult, my husband received a letter from Gartnavel 

hospital detailing that his liver ultrasound had now been requested locally within NHS 

Lanarkshire, rather than at the nationally designated centre in Scotland. I would like 

to know why, my husband and other sufferers of Ocular Melanoma, are being left to 

the care of an US operator who is highly unlikely to have come across liver 

metastasis developed from Ocular Melanoma in their career? 

 

Apart from support and research from Ocumel UK charity, who are themselves a tiny 

organisation doing as much as they can, there is so little support and research for 

this rare cancer, as well as the lack of support to patients and their families in 

Scotland who have to fight themselves for equal treatment……and these are only 

the ones who know about this. Many will have no idea that this inequality even exists 

across the UK and that they are being unfairly disadvantaged. 

 

I urge the committee to consider our voice, the one of patients and their families, 

when making any decisions. Just because we are “rare”, does not make us any less 

important. Please help us have the same access to surveillance of liver metastasis 

as our friends in the rest of the UK. 
 


