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Having been involved with the Register since its inception, I thought I should start with a whistle-stop history of how it came to be. 

The tale starts in 2005 when Mark Hazlewood, the then Director of the Scottish MS Society — which on those days was considerably more autonomous — decided that it was vital to try to establish the prevalence of MS in Scotland and where those who were affected, lived. At the start of 2006 he appointed Claire Kennett whose sole job was to investigate the feasibility and practicality of establishing such a register and become the manager of this project.
Mark and Claire, knowing that the population of Scotland was relatively small and that the NHS was separate from that of England, felt that the incidence of MS could be sorted out here, then, if this were so, these findings could be a valuable model for the collection of such data outwith Scotland. 
The Patients’ Representative Group is, as its name suggests, intended to reflect the wishes, views, and general comments of those with the condition as well as those of their carers. This group was actually the starting point of the formation of the Scottish Register — the clinical steering group following soon afterwards. As one might reasonably expect, the results of the initial meetings of the Patients’ group comprised a lengthy wish list, with the practicality and achievability of each suggestion being considered and evaluated. Many of these suggestions were then fed into the clinical steering group discussions, the resultant feedback being conveyed to the patients’ group via the chair, who is also a member of the clinical steering group.

When I gave a presentation on the history of epidemiology of MS in Scotland at the official launch of the Scottish Register in 2006, I was struck by the fact that a young John MacKay Sutherland, who had worked at the Raigmore Hospital and was the de facto neurologist for the whole of Northern Scotland and the Isles, had first proposed over fifty years ago, that the north of the country — and Orkney & Shetland in particular — experienced an astonishing prevalence of MS. He attributed this to a combination of genetic factors alongside co-factors that seemed connected to latitude. Shortly after these Scottish findings, he emigrated to Queensland where he discovered very similar patterns, but the mirror image, of what he had found in Scotland and gained the reputation as the pioneer of neuroepidemiology in Australia.
Prior to the establishment of this register, there had been a number of smaller studies in discrete parts of the country, and despite the general acceptance that MS was more prevalent in Scotland than anywhere else in the world, there was no reliable nationwide evidence of this assumption. This led to one of our foremost priorities: it was vital that all patients who appeared on the register were diagnosed through modern criteria to have MS and thus it was an incidence register of newly diagnosed patients rather than a prevalence one.
We also realized that some of the areas that were anticipated to produce the highest percentage of cases, would also be numerically low as they were thinly populated parts of the country and we would have to be conscious of the problems of dealing with trends revealed by small changes in numbers. Because of such considerations, we also agreed that the minim term when these figures would start to be revealing was at least the five-year point. 
As has been said earlier, we are now at that point and we are moving on from merely sticking pins in a map of Scotland that reveal where folk who are affected stay, to dealing with improvements of the service provision in these areas and using the reliable information gleaned from the register to ensure that the Health Improvement Scotland’s Neurological Standards that are apposite to MS are being met across the whole country.

Thanks to the support of the then Cabinet Secretary, Nicola Sturgeon, the Register moved from being funded by the MS Society to being fully embedded within the Scottish Healthcare Audits, then managed by Anita Pritchard. Now being part of the Public Health Intelligence Unit allows for the linkage of our data to other NHS data that is collected. In this, and many other ways, our register is very different from the later UK Register which is a self-reporting survey.
It is worth pointing out the differences between the Scottish and the UK Registers. As previously explained, the Scottish MS Register is an incidence register which comprises patients who have been diagnosed using the current McDonald Criteria for MS: new patients being added to the register each year as they are diagnosed by a consultant neurologist. The MS Society-sponsored UK Register is largely a self-referring database that is open to all patients in the UK and there are no restrictions at the moment placed upon the criteria for diagnosis. This register has links to some trial MS clinics, but currently none are in Scotland. When Professors Rhys Williams and David Ford of Swansea University first developed this register, they made it clear that, unlike the Scottish Register, it was not attempting to establish either the incidence or prevalence of the condition, however, it is contributing a lot of valuable information — especially sociological — about the effects of MS on PwMS and how they cope with the condition. 
The interaction between the Patients’ Reference Group and the Scottish Register steering group has always been a two-way street and this will remain the case with the future developments you have heard about today from other speakers — whether it is investigating the equitable availability of Disease Modifying Treatments, encouraging further targeted research, or new issues that become apparent that are relevant to PwMS and/or their carers. Should anyone with MS who is here today and feel that they would like to contribute to our future discussions, please contact Hazel Dodds to express your interest in joining us 
So, after five years are we starting to achieve the vision that Mark and Claire set out at the start? Well, with one or two small exceptions, John Sutherland’s findings, now of sixty years ago, appear to be veracious and his genetic and co-factor suggestions are still to be explained, but as Emily’s earlier presentation about the prevalence of MS in the Northern Isles demonstrates, it is far from straightforward with many clues still to interpret and questions to answer — along with service improvement for patients, these will form the basis of the next five years.
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