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I thank the Scottish Government for responding to the Public Petitions Committee 
dated 02.08.2018 
 
This is my submission in response to their correspondence. 
 
1. Minutes from CQUIN meeting 12.05.2017, it was said a UK group would form. 

Minutes were requested and I was advised minutes have not been formalised. 
 
I find it difficult to believe minutes would take 18 months to approve and now as 
these minutes continue to remain unavailable, we have no evidence this matter was 
actually discussed, no evidence there was agreement a UK wide group would be 
formed to develop UK wide guidelines and recommendations on surveillance. 
 
There remains no national, consistent approach to screening and surveillance for 
people in the UK, regardless of where they live! These were the assurances given by 
the Chief Medical Officer. 
 
At the CQUIN meeting 11.05.18, it was said an OcuMel UK representative attended 
and they were challenged over a statement made about MRI being a standard mode 
in the UK. I have spoken to OcuMel UK and understand this statement was not 
made. I understand that OcuMel UK stated there were variations in the scans 
received by its members and that if a patient requested an MRI they are typically 
granted or allowed for their care to be managed by another centre. Some centres 
only offer MRIs and some offer MRIs and ultrasounds. This data has already been 
presented to the committee in an earlier submission by OcuMel UK. I have also 
conducted my own survey and found approximately 19 hospitals offer MRI scans 
south of the border. When the minutes of this CQUIN meeting are available could a 
copy please be provided for clarity on the statement relating to OcuMel UK? 
 
Ocular oncologists are specialised to treating the tumour in the eye. Medical 
oncologists are specialists for tumours elsewhere in the body once a person has 
received their initial treatment. I’ve been advised a discussion did take place about 
referring patients to medical oncologists for their surveillance and treatment if it was 
then needed. This also hasn’t happened in my case. As the minutes aren’t available 
from this meeting but the point about medical oncologists is a valid one. 
 
It should also be noted that no medical oncologists or interventional radiologists are 
present in these ocular oncology meetings, only oncologists with a specialty in eyes 
not the liver or metastatic disease. Thoughts from specialists in this field1 can be 
viewed online, and in the submission to the committee on 19th June by Professor 
Ottensmeier and Mr Pearce. Why in the Scottish Government’s response on 2nd 
August was there no comment on that submission or the one made by OcuMel UK 
on 15th June? There has been no evidence throughout this petition suggesting 
ultrasound is as sensitive, whereas the opposite can be said for MRI scans. 

                                                           
1 Dr Brian Stedman, Consultant Interventional Radiologist, University Hospitals Southampton; David J 
Eschelman MD, Professor of Radiology, Thomas Jefferson University Hospital. 

http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202018/PE1629_W.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202018/PE1629_X.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202018/PE1629_X.pdf


 
2. The Scottish Government’s response states there is no current UK wide group 

formulating guidelines. Why is this? When assurances were given by the Chief 
Medical Officer in response dated 17.05.2017 that the agreed setting up of this 
group would deliver parity for people with Ocular Melanoma, by ensuring a 
“national, consistent approach to screening and surveillance for people in the UK, 
regardless of where they live”. 

 
3. I am sure Iain Galloway will clarify the comments here. 

 

4. In relation to the comment which refers to a patient representative, may I ask if 
this is a patient with knowledge of the rarity, complex issues and scanning 
modalities for Ocular Melanoma? I am a patient with ocular melanoma who has 
educated themselves in the differences of scans offered. Who selects which 
patient is able to participate in this group> Can I be considered for this role? I 
want to understand the other factors that are considered in formulating these 
decisions and would appreciate being involved in this process. 

 

5. I repeat my comment made on point 1 about the thoughts from specialists in this 
field. 

 

The Scottish Government states that a recent conversation with SCIN confirmed that 
all ultra-sonographers “should” be capable of picking up abnormalities on the liver 
ultrasound. I can assure the SCIN through personal experience ALL ultra-
sonographers are not capable of detecting liver metastasis from Ocular Melanoma. I 
have experienced this whilst attending a local hospital X-Ray department. I was 
asked why I was in attendance and was told “I have never heard of Ocular 
Melanoma and to be honest I wouldn’t know what to look for”. This was from the 
person performing my scan. This then returned with an inconclusive result, led to 
heightened levels of anxiety and most certainly did not fill me with any trust in these 
procedures and who performs them. 
 
As I have mentioned in previous submissions this disease presents itself differently 
in that it can pepper the organ with multiple and minute lesions. The SCIN should not 
give assurances if they are unsure of the knowledge levels of their operators. I also 
know of a sonographer who has ocular melanoma in the States who receives MRI 
scans because they state it’s impossible for an ultrasound scan to be sensitive 
enough. 
 
6. The petition was initially discussed in February 2017 and since then many peer 

reviewed articles/papers and evidence have been submitted. Could I ask who 
initially reviewed these documents and why are they only being taken into 
consideration some 19 months later? 

 
7. Could you provide names of the oncologists present at the weekly ocular 

oncology meeting and the names of the representatives on the MDT at the 
Beatson please? 

 



8. I refer to my comment made on point 1 regarding the benchmarking as not been 
carried out as suggested and does not involve input from medical oncologists. 

 

The NSD mentioned in submission dated 02.08.2018 actually referred to the 
National Services Division and not the National Specialist and Screening Directorate. 
If as is referenced the National Specialist and Screening Directorate is confident 
outcomes from the Glasgow centre are benchmarked against the other UK centres 
why then do they not follow suit with other UK centres who offer abdominal MRI 
scans to those patients who requests them? I as the petitioner have never 
questioned the expertise of Ocular Oncology at Gartnavel and I remain grateful for 
their professionalism and treatment received in relation to the Ocular tumour over the 
past 2 years since Dr Chadha and Dr Cauchi took over the reins. This to date 
remains stable. Ocular Oncology is their line of expertise whereas medical oncology 
is not. 
 
I have now learnt that MRI surveillance is being offered to High Risk patients via 
Gartnavel/Beatson. Can you please advise 
 

• How a patient is categorised? 

• What percentage of patients are offered a biopsy? 

• What percentage of patients are categorised without a biopsy? 

• Clarification on the protocol for the numerous patients who have not had 
their risk clarified via biopsy/genetic testing as these were not offered prior to 
Dr Cauchi and Dr Chadha joining the service 

• What percentage of patients are classed as low risk and what percentage of 
low risk patients go on to develop metastatic disease? Patients who were 
initially thought to be low risk have gone on to metastasize and die! 

 
I feel we have now moved on from the reason given to me previously. I was told I 
could not receive MRI scans as there was no evidence to suggest they were more 
sensitive than ultrasound. If this were the case, these scans would not now be 
offered to high risk patients. They would also not be used to measure disease in a 
patient receiving treatment for their metastatic disease. I have never heard of a 
patient on IMCgp100 or chemosat receiving an ultrasound to see if their tumours 
have reduced or grown. It’s always an MRI scan. This initial reasoning has wasted 
huge amounts of resources. It is not my intention to cause difficulties for anyone. 
 
I have not been informed what my actual risk is and so I can only go on the average 
at 50%. This to me is potentially a substantial risk of spreading therefore I wish to be 
afforded the most effective and reasonable method possible to detect it if it does. I 
wish to have the opportunity to enter appropriate clinical trials should metastasis be 
detected early. I wish to have extended time with my family. I do not wish to have to 
continue to argue to be allowed to live. 
 
Please consider all the anxiety this has caused me and what can be done to bring 
this matter to a satisfactory conclusion. Ideally this would be appropriate surveillance 
for all Ocular Melanoma patients in Scotland who wish to receive it. 
 



I appreciate that the correct scanning for everyone has not reached a worldwide 
consensus but I do know sending people to local hospitals for ultrasound scans does 
not come close to the scanning regime offered to others. 
 
9. It is stated that MRI scans are available when clinically indicated. 
Does this mean once tumours have been detected on an ultrasound? 
If so, does having a clear ultrasound scan 6 months prior mean there was no 
disease at that point or could it mean tumours were present but not seen? 
 
I have heard of too many cases where metastases are discovered only for them to 
have already affected more than half of the liver. This seriously affects entrance into 
trials and people have not lived for long after this point. 
 
The UK National Screening Committee is unlikely to understand the nuances of 
every rare cancer. I have brought to you evidence and thoughts from world leaders, 
to show there is reason enough to take this request very seriously. The UK NSC 
have stated they “have not reviewed the evidence to screen Ocular Melanoma”. Do I 
and others just wait a few more years for this to be done? This is not an acceptable 
solution 
 
Is it now the responsibility of patient groups to submit “new topics” in order to attempt 
to live a little longer! “This year’s call for topics will open on the 5th September…”. I 
am bringing this topic to you now and have done since the beginning of my petition. 
Can you see how heart-breaking this is for me and others desperately following this 
petition? 
 
The Scottish Government’s response mentions its campaigns i.e. “It’s not rare to 
have a rare cancer”, “Beating Cancer Ambition and Action”. These are all campaigns 
I have brought to the attention of the committee previously. The Scottish 
Government’s comments still do not explain why none of these policies relate to 
Ocular Melanoma. We in Scotland are not permitted to attempt to “Detect OUR 
cancer early”. There is also a noted campaign “Your Voice” which insists patients’ 
voices will be heard, they will have a say in their care pathway. Why does this not 
relate to Ocular Melanoma patients? 
 
It is noted that service delivery and patient care is the responsibility of Health Boards 
and healthcare professionals locally. Clinical decisions on the care and treatment of 
individual patients are matters of professional judgement for the responsible 
practitioner. This would be very difficult for numerous local GPs, as many have never 
heard or dealt with cases of Ocular Melanoma! 
 
Again, I reiterate the quality of treatment within the past 2 years in Gartnavel Hospital 
has been excellent, in the area of ocular medicine. When there are concerns 
regarding potential metastasis to other organs of the body, I feel medical oncology 
should have some input as that is their specialty and they should agree the correct 
surveillance modalities. 
 
I fully understand the NHS is under immense pressure and funding can be an issue 
in many areas but I have contributed to society since leaving school at the age of 18. 
I continue to work full time at the age of 53 therefore feel slightly deserving of my 



request for MRI scanning to at least be considered as I feel to date the majority of 
responses have been negative. 
 
Ocular Melanoma is a devastating disease when it metastasizes to other areas of 
the body as the new Cabinet Secretary for Health will be aware following a meeting 
with Mr Gillan Harper in September 2018. I hope this meeting has enabled her to 
understand the hurdles patients with this disease can face. This family have gone 
through the worst experience from diagnosis to treatment. I am sure the Cabinet 
Secretary for Health will convey the related issues in the case of Kerryann, Gillan 
and their young daughter Emely. 
 
Kerryann Harper aged only 31, died in February 2018 leaving a husband and young 
daughter. She did not live to see her daughter’s 2nd birthday. 
 
Do more patients in Scotland with this rare cancer have to die before decisions are 
made and this disease is taken seriously? 
 


