
PE1629/L 

Petitioner submission of 21 August 2017 

Limited capacity 

I refer to the comment from the Scottish Government in relation to enhanced MRI 
scans with contrast only being offered in a limited capacity in England.  I have 
knowledge from the extended UK wide patient group of approximately 16 hospitals 
(shown in the annex to this submission) who have offered their patients these scans 
upon referral or request.  In my opinion this is more than a limited capacity.   

Also please note that in many cases, and in other hospitals outside those named in 
the annex, even if an MRI is not offered directly, it is usually given when the patient 
explains the situation in respect of metastasis. We as a patient are refused even 
when we present a cogent argument. By continuing to refuse MRI scans to Ocular 
Melanoma patients NHS Scotland continues to run the risk of failing to meet its 
targets to detect cancer early.  These targets are presently failing miserably. 

In Scotland we are asking for one hospital to provide enhanced MRI scans with 

contrast for Ocular Melanoma patients 

UK wide group 

As mentioned in the previous submission from Iain Galloway UK based guidelines 
and a relevant CQUIN are already in place so I fail to understand why NHS 
Scotland/Scottish Government are so insistent in concentrating on the setting up of a 
group which actually exists.  I feel it would benefit all Scottish patients if the Scottish 
Ophthalmic group were to engage with this existing group rather than attempting to 
set up a new one!  

On a personal level I must add whilst all the toing and froing takes place about who 
will decide what, the patient group remains sat in the background and our voices 
continue to be ignored. Should it not be what is best for the patient which takes 
priority and not which group decides what! In England there is a consistent approach 
to screening and surveillance for people south of the Border. 

I feel the Scottish Government submission dated 02.08.2017 has not answered any 
questions but merely repeated the points made in CMO submission dated 
17.05.2017. 

Could you please refer to and respond to the most recent points made by both 
myself and Iain Galloway in our response to the CMO’s comments. It is notable that 
these points have not been addressed and it is key that these are responded to. 
 
Patients Survey 

How can a study with a small number of patients take some time?  Even this 

comment by the Scottish Oncology Service is evidence that due to the small number 

of patients in Scotland with Ocular Melanoma – the cost for MRI scanning would be 

minimal!  I know of Ocular Melanoma patients who had developed liver metastasis 

who have passed away, some of these patients did not remain in the care of 

Gartnavel hospital so how can they be included in their survey!  Once the liver is 



involved patients are cared for by Medical Oncology.  I fear any such survey would 

therefore give a false result. 

In relation to the MRI –v- Ultrasound cost, I continue to be in no doubt is the main 

reason for denial of MRI as a modality for Ocular Melanoma sufferers.  If a patient is 

referred for an Ultrasound and that Ultrasound shows irregularities they are then 

further referred for an enhanced MRI with contrast to either confirm or rule out the 

noted irregularities. Thus the expense of 2 scans!  I ask myself why not MRI scan in 

the first instance as this would take away not only the expense of 2 scans but also 

the anxiety and stress a patient suffers at being informed there is an irregularity!  I 

bring this issue up as this example comes from personal experience. 

Personal feelings 

Facing our own mortality is something that most people shy away from. Why? They 

fear it, or how it will manifest, to be more precise. Why be afraid as death is 

something none of us can escape.  It is just the timing of this eventuality which varies 

from person to person. 

Through the various stages of my pre/post diagnosis, my mortality has been 

something I have thought about often. I am at peace with it and I am accepting that 

everything happens for a reason. Obviously, the diagnosis of Ocular Melanoma for 

me put things into an entirely different perspective - it made things 'real' and no 

longer a distant event that will happen far, far in the future. It has overwhelmed and 

stunned me by creating a form of pseudo-shock where nothing feels 'real'. 

Dealing with a rare form of cancer that most people are oblivious to is very difficult.  

The explanation is lost on most. The path is set but the way ahead is not clear. The 

end goal is a mere blot on the landscape, something that is not easy to bring into 

focus as it is still a blurry haze in the distance. Everything comes in to question and 

nothing feels real. Today, the feelings I have are mainly related to that of the shock 

of diagnosis having worn off only to be replaced with waves of anxiety and fear...fear 

of what is to come, fear of the unknown. Living with uncertainty really does sum up 

the world into which I have been introduced! I know that nothing in life can be taken 

for granted – other than death – however, the level of unease that suddenly catches 

you unaware really does pack a punch! At the moment I feel as if I live in no man’s 

land where other people make decisions about my future, whatever that may be and 

whilst Scotland’s powers that be in the medical profession decide when, who will sit 

in various groups and what decisions they will make on behalf of Ocular Melanoma 

patients I will remain in limbo, attending scheduled Ultrasound scans, walking away 

from them being given a “No evidence detected” result always carrying the fear this 

is a false result and I know from speaking with other individuals with this rare disease 

in Scotland they also live with this uncertainty, uncertainty which affects one’s mental 

health. To compound things they are aware that the vast majority of Ocular 

Melanoma patients south of the border are able to receive MRI scans, which if not 

offered routinely first line, are typically available when one explains the risks.   I may 

look physically healthy, not consumed by the fact that I have a rare cancer which 

may spread at any given time. I am anxious, I have sleepless nights, I worry about 

the future and that of my family, and I cannot discuss this with my GP as they do not 



have the knowledge to understand my condition. My wellbeing is affected by the “Not 

knowing – the limbo – the no man’s land” whatever you prefer to call it.  How would 

anyone feel? I am angry we have to fight for what other people with other cancers 

are entitled to, why are we not also entitled? Do more people have to suffer further 

mental health anxiety or die before Scotland will listen to the voices of people with 

Ocular Melanoma and take our pleas for enhanced MRI surveillance with contrast 

seriously? 

 

 

  



Annex – Hospitals that have offered enhanced MRI scans with contrast to 

patients upon referral or request 

1. Southampton general Hospital, Tremona Road, Southampton, Hampshire, 

SO16 6YD 

 
2. The Royal Liverpool University Hospital, Prescot St, Liverpool L7 8XP 

 

3. Clatterbridge Hospital. Clatterbridge Road, Bebington, Wirral, Merseyside, 

CH63 4JY  

 
4. Norfolk and Norwich University Hospitals NHS Foundation Trust, Colney Ln, 

Norwich NR4 7UY 
 

5. Musgrove Park Hospital Taunton TA1 5DA 

 

6. Derriford Hospital. Derriford Road, Crownhill, Plymouth, Devon, PL6 8DH. 

 
7. Southmead Hospital, Southmead Rd, Westbury-on-Trym, Bristol BS10 5NB 

 
8. St Barts – London 

 
9. West Suffolk Hospital, Hardwick Ln, Bury St  Edmunds IP33 2QZ  

 
10. Mount Vernon Hospital, Rickmansworth Road, Northwood, Middlesex, HA6 

2RN 
 

11. St Pauls Eye Hospital, Prescot St, Liverpool L7 8XP 
 

12. Cheltenham  General Hospital, Sandford Road, Cheltenham, Gloucestershire, 
GL53 
 

13. Nevill Hall Hospital. Brecon Road, Abergavenny. NP7 7EG. 
 

14. Royal Cornwall  Hospital (Treliske), Treliske, Truro, Cornwall TR1 3LQ 
 

15. Northern general Hospital, Herries Rd, Sheffield S5 7AU 
 

16. Russells Hall Hospital, Pensnett Rd, Dudley DY1 2HQ 

 

 


