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Welcome to our second monthly round up of the goings on in the UK ocular melanoma world, 

and the life of our charity.  We have some exciting things coming up, including the long-

awaited launch of our new website in April, and the annual OM Eye Patch Day on 20th May.  

 

Our website has taken longer than expected, primarily 

because we want to comply with the NHS’s 

Information Standard.  This will give people looking at 

our website the confidence that the medical 

information was prepared using a range of evidence, 

and solid sources of information.  Our clinical advisory 

panel are currently checking the “About Eye Cancer” 

sections of the website, and their comments are due 

back on 23rd March.   Our proof reader will be 

working on the rest of the website next week.  The 

exact launch date will depend on how many changes I 

have to make after these things happen!  I will keep you informed via email and Facebook. 

 

There are now only 68 days to go until our annual OM Eye Patch Day, which will have a distinct  

Friday feeling this year! To take part, please email supporter.care@ocumeluk.org, or call the 

helpline on 0300 790 0512, to request a sponsor pack with eye patches included.  You can also 

set up an online donation page on VirginMoneyGiving through our OM Eye Patch Day event 

page.  [Please note, any fundraising not done through this page, or not sent in the mail, clearly 

marked or with a sponsor form, may not be counted towards the OM Eye Patch Day grand total.] 

 

Raising money is not mandatory, and in fact the main aim of the day is to raise awareness of 

eye cancer, and for friends and family to experience monocular vision.  We want to encourage 

everyone we meet to get their eyes examined once a year—we may even save someone’s life!  

Please sign up today and you will  be provided with lots of support from Nicolette, our lovely 

supporter care officer.  If you want to help OcuMel UK with the organisation of the day, please 

let Jo Gumbs know, either on the helpline number above, or by emailing Jo@ocumeluk.org.    

Let’s make 2016 the best year yet….. 

Kathryn Curtis 

https://www.england.nhs.uk/tis/
mailto:supporter.care@ocumeluk.org
http://uk.virginmoneygiving.com/charity-web/charity/displayEventDetails.action?eventId=24945&charityId=1006945&invocation=evt0050
http://uk.virginmoneygiving.com/charity-web/charity/displayEventDetails.action?eventId=24945&charityId=1006945&invocation=evt0050
mailto:Jo@ocumeluk.org


 
Urgent Request for Help 
Patient Survey 

 
Aberdeen Conference 
In memory of Adrian Grant 

 
Current Fundraisers 
Prepare to be impressed! 
 
 
 
MPNE Ocular 
New Europe-wide group 
 

 

 

 

 

 

 

Adrian Grant 

Urgent Help Required 

OM patients are being asked to complete this 

patient survey.  Andrew Evans, a patient living in 

the Netherlands, will be pulling together statistics 

early next week, ready to present at the MPNE 

Conference in Leuven, from 18th-20th March.   

This survey has been running a couple of years on 

various Facebook groups and now has over 300 

respondents!  The organisers are very keen to hear 

from patients outside of the US.  Please take part, 

before Monday if you can.  We are looking forward 

to seeing the results. 

 

Hot Topics in Health Services Research 

Jo and Kathryn will be attending the conference – 

“Hot topics in Health Services Research” - on 

Tuesday 7 June 2016.  This event is being run by 

the Health Services Research Unit (HSRU) in 

Aberdeen, and will include a celebration of the life 

and work of former OcuMel UK volunteer, 

Professor Adrian Grant.  If you would like to attend, 

please register via www.eventbrite.co.uk.  Please 

see attached programme for more information 

about the day. 

 

In this issue

OcuMel UK needs you! 
 

2016 is going to be a great year with lots happening.  In order for us to make the most of the 

opportunities coming up, please contact us if you are happy to help in any way.  It could be 

you’re a great organiser, you enjoy social media or you’re a web guru.  Maybe you could be a 

trustee, or you have experience in marketing, or could work to involve more members in our 

activities.  Perhaps you could help us plan social events or our upcoming OM Eye Patch Day.  

Whatever way you feel you can help, we’d love to hear from you so please email Kathryn or 

Jo, or call them via the helpline, 0300 790 0512.  Thank you! 

https://docs.google.com/forms/d/17TUlcbKiT0NNYkjDGos3zNfOEosEs5h7X2NbRrGo6Nw/viewform?c=0&w=1C:/Users/User/Documents/Custom%20Office%20Templates
http://www.melanomapatientnetworkeu.org/conference-2016.html
http://www.melanomapatientnetworkeu.org/conference-2016.html
https://www.eventbrite.co.uk/e/hot-topics-in-health-services-research-tickets-20917577036
mailto:Kathryn@ocumeluk.org
mailto:jo@ocumeluk.org


Fundraising Stars 

One of our very talented patient members, Lucy 

Hoch, has created some of her signature eye art in 

aid of Fight for Sight and OcuMel UK.  The auction 

can be found on her Facebook page  Lucy Hoch 

Art—mixed media.  To bid simply go to the picture 

you are interested in and place your bids in the 

comments.  Please note the winners will need to 

pay postage for the item.  This is a wonderful 

opportunity to own some unique art work, so 

please do have a look and bid if you can.  It’s all for 

charity! 

 

 

Also fundraising at the moment is Katy Lamsin and 

her team from Beverley Holidays and Winners 

2000 Fitness, who will be taking part in the 10K 

Rock Solid Challenge at Escot Park in Exeter on 

20th March.  The team have already raised an 

amazing £3,000, but they want to raise as much as 

they can for OcuMel UK in memory of Katy’s 

wonderful Mum, Sandra Jeavons, who died last 

July.  Please click here to support Katy’s team of 6, 

as they take on this difficult obstacle course. 

 

Good luck to all our fundraisers.  If you are taking 

part in an event, please make sure you let 

Nicolette, our supporter care officer, know about it.  

You can email her via 

supporter.care@ocumeluk.org, or phone the 

helpline on 0300 790 0512.  Thank you for all your 

support. 

 

 

 

 

 

 

Art 

Art by Lucy Hoch 

 

 

 

 

 

 

 

 

 

 

 

 

The Rock Solid Race 

https://www.facebook.com/lucyhochart/
https://www.facebook.com/lucyhochart/
http://uk.virginmoneygiving.com/fundraiser-web/fundraiser/showFundraiserProfilePage.action?userUrl=beverley&isTeam=true
http://rocksolid.life/eventsfees/exeter/


MPNE Ocular 

Back in January, OcuMel UK member, Iain 

Galloway, started the online patient group, 

Melanoma Patient Network Europe Ocular or 

MPNE Ocular for short.  Iain had been impressed 

by the main MPNE group that was started by, 

amongst others, Bettina Rhyl, Gilliosa Spurrier and 

of course, the legend that is Lesley Kirkpatrick. 

 

Iain explains, “I think of us as a network of 

European Patient Advocates (PAs) who 

disseminate information to 'nodes' (dual language 

speakers, English plus native tongue) into their 

own countries' own OM networks, such as  

OcuMel UK in the UK.  With a cancer as rare as 

ours there's the idea that numbers across Europe 

will be more useful than those any one country 

alone can muster.” 

 

The group has three defining principles; 1) patients 

first, 2) solutions, not problems and 3) data, not 

opinion.  Patients, carers and PAs can join the 

closed Facebook group.  This is not open to 

clinicians to ensure that patients feel they can 

speak freely, however, there is also a Facebook 

community page that anyone can follow. 

 

Iain says, “We have various goals we're trying to 

achieve, such as dedicated trials for ocular 

melanoma, metastatic disease especially, and 

patient representation at all levels, including driving 

which research gets done.” 

 

 

 

 

 

 

 

 

 

 

 

Iain Galloway 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

OcuMel UK clinical advisory panel member, 

Professor Christian Ottensmeier, will be 

speaking at the MPNE Conference in 

Leuven. 

https://www.facebook.com/groups/1115047875186317/?fref=ts
https://www.facebook.com/groups/748712138495063/?fref=ts
https://www.facebook.com/MPNEocular/?fref=ts
https://www.facebook.com/MPNEocular/?fref=ts
http://www.melanomapatientnetworkeu.org/conference-2016.html
http://www.melanomapatientnetworkeu.org/conference-2016.html

