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PE1629/V 
Petitioner submission of 10 June 2018 
 
Thank you for giving me the opportunity to respond to the Scottish Government 
submission of 11 May 2018 on behalf of Ocular Melanoma patients in Scotland. I 
submit this evidence as I continue to feel ALL SCOTTISH CITIZENS DESERVE THE 
BEST HEALTH CARE POSSIBLE 
 
1. Update on the establishment and work of the UK-wide group and progress on the 
development of guidance and recommendations on surveillance: Whether the UK-
wide group will include any medical oncologists, and whether it is aware of the 
Guideline Development Group  
 
In submission from Chief Medical Officer dated 17th May 2017 she stated in relation 
to this CQUIN meeting 
 
“You may be interested to know that on Friday 12th May, there was a 
Commissioning for Quality and Innovation (CQUIN) meeting where this matter was 
discussed. At this meeting, it was agreed that a UK wide group would be formed to 
develop UK wide guidance and recommendations on surveillance. This work will 
ensure there is a national, consistent approach to screening and surveillance for 
people in the UK, regardless of where they live.” 
 
This was reported by The Scottish Government in response dated 17.05.2017 to be 
a “great step” forward to ensuring parity across the UK for people with Ocular 
Melanoma.  A year later we are no further forward. This for Ocular Melanoma 
sufferers in Scotland is hugely disappointing. The Scottish Government or the Chief 
Medical Officer should be challenged why this has not happened and advise when 
this group will be set up, there have been no timescales or deadlines given. 
 
We have previously requested to be furnished with a copy of minutes of this meeting 
of 12th May 2017 but these have not been received. 

In the National Services Division Policy Introduction one of the aims is as follows 

iii) To avoid unnecessary duplication of services  

Redoing the guidelines? 
 
The Scottish Government state above that Clinicians across Scotland are pressing 
ahead with developing Scottish guidelines.  I consider this to be a contradiction of 
the above NSD aim as UK guidelines for surveillance of Ocular Melanoma patients 
already exist. Imaging experts have already been involved with the uveal melanoma 
guidelines and MRI scans are already considered to be more effective than an 
ultrasound, so a further group will add further delay. Why must these guidelines be 
duplicated? Why do guidelines for patients in Scotland differ?  

I am aware there have been no formal studies comparing these methods of scanning 
and it seems the Chief Medical Officer is not disputing the sensitivities of the scans 
but is bringing in other factors such as genetic risk to the table.  This I believe is 
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irrelevant to patients in Scotland as they are not offered genetic testing/biopsy of 
their primary tumour.   

The questions highlighted in section 1 have not been answered.  Will Medical 
Oncologists be amongst this group?  Also, no comment has been made on their 
knowledge of the Guideline Develop Group.   

The eye is the area of expertise for Ocular Oncologists, what we are asking for is 
surveillance of the rest of the body, in particular the liver as if the cancer spreads, the 
liver is involved 90% of the time.  Many of us in Scotland do not have a medical 
oncologist, who I understand would manage someone’s surveillance.  We are only 
seen by ocular oncologists. 

In the meantime, they are offering local services such as ultrasounds.  Ultrasounds 
are known to be operator dependant.  Not only are these the only scans being 
offered, they are being offered in local hospitals, whilst another committee needs to 
be formed, evidence reviewed and recommendations made.  This is not acceptable, 
I ask this committee to give us patients a chance and ask the CMO to allow MRI 
scans in the meantime.  Ocular melanoma patients in Scotland are small in number 
but surely our lives matter too.   

2. The Scottish Government's position in relation to recent peer-reviewed evidence 
as identified in the petitioner's most recent submission  
 
ABSENCE OF EVIDENCE IS NOT EVIDENCE OF ABSENCE 
 
What is interesting is how the nature article I submitted previously has been misused 
to cite the author’s misgivings about MRIs when in fact my reason for using it was to 
illustrate the importance of US expertise! It also occurred to me that if the paper is 
old, then ironically two things will have happened since:  
 
1) MRI costs will have decreased as they’ve become more common and  
 
2) MRI technology will have improved which further widening the gap.  
 
I believe the article I provided should be looked at in the context it was used. 
 
I have not only provided the personal view point of one expert clinician who feels 
abdominal MRI surveillance is preferred method of surveillance.  

If you refer to previous submissions specifically the one dated 24.03.2017 from Dr 
Iain Wilson (University Hospital Southampton) this also gives the view point of 
another expert in the field in relation to the preference of MRI.   

You will note Dr Wilson states;  

“It is clear from evidence that the gold standard for identification of metastasis in the 
liver is magnetic resonance scanning.  This is enhanced by the use of liver specific 
contrast agents.  Ocular melanoma is a rapidly progressive disease when liver 
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metastasis occurs with average, pre-treatment survival of 3-6 months from 
identification.” 

My experience strengthens my belief that MRI is the only realistic method of 
monitoring these patients.  The sensitivity, reliability and reproducibility are all 
characteristics of the modality that are essential for the identification of ocular 
melanoma metastasis.  Contrast ultrasound can be sensitive but is not, on average, 
reliable and reproducible to identify small changes within the background liver. 

Ultrasound does not have the sensitivity and reproducibility to be used as a primary 
modality for monitoring patients with the aim of identifying metastasis in a timely 
manner for successful treatment. 

If I could give a recent example of a female Ocular Melanoma patient being informed 
in October 2017 she had a clear Ultrasound Scan only to be informed in May 2018 
she had months to live! 

3. Specific concerns with regard to the policy introduction set out by National 
Services Division, notably i) to help patients who have a very rare condition to obtain 
the care they need; ii) to ensure equity of access for all Scottish residents to 
specialist and screening services, and iii) to avoid unnecessary duplication of 
services.  
 
See comments from National Services Division below. 
 
“In the context of this petition NSD was advised and agreed, having taken soundings 
from other specialist commissioning teams, that there was limited benefit from 
seeking to offer monitoring other than use of Ultrasound scanning.” 
 
Which specialist teams have the NSD taken soundings from? It would be helpful if 
the specialists were identified.  
 
I continue to dispute abdominal ultrasound scans which survey the liver for 
metastasis from Ocular Melanoma can be carried out competently at local hospitals.  
It is proven that sonographers performing this method of surveillance must be 
experienced in detecting this type of cancer and able to recognise the differences 
Ocular Melanoma liver lesions present with.  
 
Best practise would be to consult the Ocular Melanoma patient group if they would 
prefer to attend the specialist centre for surveillance scanning or attend local less 
experienced hospitals with any associated risks being highlighted.  The patient group 
have been given voice in this respect.  
 
I have experience of receiving an inconclusive result via an abdominal ultrasound at 
a local hospital in the past leading to heightened levels of anxiety.  I do not believe 
patients should be subjected to potentially receiving inconclusive ultrasound results 
thus leading to increased stressors and then receiving an MRI scan only “by default”   
 
It would be beneficial to both the service and the patient to have one scan, this being 
an MRI scan where there is reduced potential for inconclusive result. To benefit the 
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service the expense of one scan is preferable rather than if inconclusive ultrasound 
results are shown the cost of both Ultrasound & MRI. 
 
Good practice would also be that clinicians consider a broader screening programme 
because as we are aware with this particular disease there are “low risk” patients 
who also develop metastasis to the liver and currently the understanding of genetics 
is not as clear cut. 
 
For example; MRI for all OM patients but at different intervals –  
 
3 monthly  – high risk 
6 monthly  – medium risk 
Yearly   – low risk 
 
The NSD comment on policy “Seeks to deliver safe care close to home” How can the 
NSD or any clinician consider potentially inexperienced sonographers carrying out 
abdominal Ultrasound surveillance on Ocular Melanoma patients as safe care? 
 
Gartnavel is the specialist centre for Scotland Local hospitals do not have ocular 
melanoma expertise.  If something is detected on an ultrasound, an MRI is 
requested but if nothing is detected on an ultrasound, does that mean I am clear? 
Could something have been missed? Could the operator have missed something?  
These are very real possibilities and a risk I am not comfortable taking with an 
aggressive cancer.  How is this meeting my individual needs as a cancer patient? 
 
I have never disputed the care received in relation to my eye whilst attending 
Gartnavel Hospital, Glasgow this is as considered by the National Services Division 
(NSD) an excellent service however, this service concentrates on Ocular issues and 
not medical. I also agree that patients have an avenue to contact specialist nurses 
with concerns but again the specialist services offered are in relation to concerns 
within the Ocular field of expertise and not medical which would include concerns 
relating to the liver. 
 
I would draw the committee’s attention to The Scottish Governments Detect Cancer 
Early Programme which is said to be an ambitious programme of work to improve 
survival for people with cancer in Scotland to be amongst the best in other European 
countries by diagnosing and treating the disease at an earlier stage. 

This may be the case for more common cancers but it does not include metastases 
from rare cancers. 

The Detect Cancer Early programme was formally launched by the Cabinet 
Secretary on February 20, 2012. 

Programme Aim: 

Overall five year survival for people in Scotland diagnosed with cancer will improve. 

The following objectives will contribute to the aim of the programme: 
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To improve informed consent and participation in national cancer screening 
programmes to help detect cancer earlier and improve survival rates. 

Screening for liver metastases from Ocular Melanoma remains inappropriate 
to detect early metastases. 

To raise the public’s awareness of the national cancer screening programmes and 
also the early signs and symptoms of cancer to encourage them to seek help earlier.  

There are no signs nor symptoms of liver cancer until the very late stages 
therefore without appropriate screening patients will not know if metastases 
has occurred. 

To work with GPs to promote referral or investigation at the earliest reasonable 
opportunity for patients who may be showing a suspicion of cancer whilst making the 
most efficient use of NHS resources and avoiding adverse impact on access.   

GP’s also refuse to refer Ocular Melanoma sufferers for abdominal MRI 
scanning by stating these referrals must be carried out by a consultant 

To ensure there is sufficient capacity in the screening programmes to meet the 
expected increase in those choosing to take part and to ensure that imaging, 
diagnostic departments and treatment centres are prepared for an increase in the 
number of patients with early disease requiring treatment. 

This contradicts what many patients who attend the national specialist centre 
are informed.  They are informed they are required to attend local 
inexperienced hospitals due to the pressure of scanning requirement on 
Gartnavel Hospital.  If this is the case then this hospital is NOT prepared. 

To facilitate further evaluation of the impact of public awareness campaigns on the 
stage of cancer at presentation and to contribute to research that establishes 
evidence for the link between late presentation and survival deficit. 

There is no public awareness of Ocular Melanoma and the dangers. 

The Parliamentary campaign to raise public awareness of this Detect Cancer early 
programme uses social marketing campaigns which state 

'Don't get scared, Get checked'  

This is exactly what Ocular Melanoma sufferers in Scotland want………..To be 
checked at regular intervals using an appropriate modality.  “We are scared - We 
want checked” 

It appears that patients with rare cancers such as Ocular Melanoma are not included 
in this programme.  
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Since my petition was last discussed in November 2017 we in the Ocular Melanoma 
patient group have suffered the death of a young lady from Aberdeen.   

The story of the loss of this patient was highlighted in an edition of The Scottish Sun 
on Sunday 27.05.2018 and highlights the devastation this cancer can cause patients 
and their families in Scotland. Deaths of individuals from this disease in Scotland 
only heightens the concerns we have in relation to our futures and the plans we must 
put in place for our families. We must be allowed to be given the chance to do this. 

During the month of May various Ocular Melanoma patients in Scotland including 
myself organised and held fund raising events.  These events were held to help 
toward paying privately for abdominal MRI scans for patients who wish to receive 
them.  We know it is possible to have this surveillance via the private sector and I 
recall and remind the committee again of a comment made to me by an Ocular 
Oncologist “If you come to my private clinic in Glasgow and pay me I will give 
you an MRI scan”  

If consultants do not believe MRI scans are necessary and ultrasound scans are 
suffice why do they refer people to pay privately? Either they really do believe MRI is 
necessary or they are taking people's money under false pretences 
 
I feel it is disgraceful that patients who suffer from this rare cancer feel left with no 
alternative but to turn to the private sector to receive the surveillance numerous other 
specialist centres in England provide.  The inequality in Health care in Scotland 
continues by refusing our group the same opportunities available in other parts of the 
United Kingdom. 

In the words of the late Tessa Jowell’s daughter Jess 

"The only time I've seen Mum cry since she got ill she was sat in the waiting 

room, and she had what she described as the absolutely heartbreaking 

realisation that those who had that privilege of access and income had the 

chance of living longer, and those that didn't may well die much sooner. That's 

the most despicable example of inequality." 

If any specialist, member of the Scottish Government, the Chief Medical Officer, or 
members of the committee were to be diagnosed with OM all would want an MRI 
scans.  I believe the CMO, Scottish Government, clinicians and specialists are cherry 
picking the responses provided to avoid admitting the issues relating to this subject 
are basically a question of resources, capacity and costs.  

Again I thank you for taking the time to read this submission and welcome 
responses. 


