
 

 

 

 

 

INTRODUCTION 

The Specialised Healthcare Alliance (SHCA) is a coalition of over 100 patient-related 

organisations, supported by 14 corporate members, which campaigns on behalf of people 

with rare and complex conditions.  Further details about the Alliance can be found in 

Appendix 1. 

 

On 12th November 2014, the Alliance held a reception in the Members’ Room of the 

Scottish Parliament to discuss services for people with rare and complex conditions and the 

future opportunities and challenges faced by these patients. 

 

The event benefitted hugely from the 

attendance of a large number of patients, 

MSPs, patient organisations, clinicians, civil 

servants and industry representatives, 

each providing their own perspectives on 

developments across Scotland. 

 

Speeches were made by Annabel Goldie MSP, sponsor of the event, as well as the Cabinet 

Secretary for Health and Wellbeing, Alex Neil MSP, the Director of the National Services 

Division, Deirdre Evans, and Patricia Osborne, Chief Executive of the Brittle Bone Society. 

 

The Director of the Specialised Healthcare Alliance, John Murray, also provided a short 

welcome, including the results of a mini survey of attendees on their views of services in 

Scotland.  The results of the mini survey are enclosed as Appendix 2. 

Executive summary 

 Patient groups and others welcomed the publication of the Scottish Implementation 

Plan in response to the UK Strategy for Rare Diseases 

 There was a keen desire to see action, as well as oversight, in the delivery of the Plan 

 The Cabinet Secretary for Health and Wellbeing was optimistic about the role that 

technology could play in accelerating accurate diagnosis for people with rare 

diseases 

 The New Medicines Fund held promise as a means of using industry rebates from the 

Pharmaceutical Price Regulation Scheme for their intended purpose 

 Co-ordination of care and strong clinical networks were vital for people with rare and 

complex conditions across Scotland, particularly in the light of its remote geography 

and diffused patient populations. 
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Summary of speeches 

 

Annabel Goldie, Conservative MSP for West Scotland, welcomed attendees to the 

reception and introduced her interest in Scottish health 

matters.  In particular, she welcomed the Alliance and 

its members to their first event in the Scottish Parliament 

and expressed her desire to see further such events in 

future. 

 

While there were challenges facing Scottish health 

services, there were also substantial opportunities.  

Annabel saw it as crucial that patients with rarer and 

more complex conditions across Scotland had access 

to the highest quality services possible and hoped that 

the event would provide a forum to discuss how this 

could be achieved. 

 

Annabel then introduced John Murray, Director of the 

Specialised Healthcare Alliance, who provided attendees with background information 

on the Alliance and its activities.  John explained that the SHCA had been formed in 

2003 and, since that time, had grown to over 100 patient-related organisations and 14 

corporate members.   

To date, the majority of the Alliance’s activities had been 

focused on developments in England, but members had 

always been keen to be more active in Scotland and this 

event marked a key stage of that process.   

 

John also explained the remit of the Alliance and its relevance 

to the event.  The Alliance had taken a longstanding interest in 

services for people with very rare conditions, which were 

organised on a UK-wide level.  Furthermore, the Alliance’s 

membership incorporated not just rare inherited conditions but 

complex services too.  He noted that many, including spinal 

injury care and treatment for severe burns, could be called 

upon by any of us at any time. 

 

In that context, John felt that the results of the SHCA’s mini survey on Scottish services would 

provide a helpful backdrop for the evening’s further discussions.  Across a number of areas, 

there would be policies in Scotland from which England could learn lessons, and vice versa. 

 

Alex Neil MSP, Cabinet Secretary for Health and Wellbeing, began his remarks to attendees 

by setting rare and complex conditions in context.  He raised dementia as a significant 

health concern and one which was high on the political agenda.  The Minister recalled that 

one of the main challenges for GPs is to identify the symptoms of dementia in a timely 

manner, especially given that dementia can be uncommon in any given locality.  For rare 

diseases, the challenge of diagnosis was several orders greater. 

 

This ‘diagnostic odyssey’ formed a key consideration of the recently published Scottish 
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Implementation Plan in response to the UK Strategy for Rare Diseases.  The Minister had 

heard of patients waiting up to four years for an accurate diagnosis of a rare disease, with 

associated complications and 

avoidable ill health in the interim.  

Even where rare diseases were 

currently untreatable, the provision 

of an accurate diagnosis still had 

benefit for patients.  

 

However, on this score the Minister was optimistic for the 

future.  In particular, he felt that new technology could 

help to transform the ‘diagnostic odyssey’.  Technology 

companies had been building comprehensive registries 

of all conditions – no matter their rarity – and this could be 

harnessed in primary care.   

 

The Minister also remarked upon the need to accelerate 

access to new medicines in Scotland and across the UK.  

In considering the UK’s response to the ebola outbreak in 

West Africa and the rapidity with which work on 

developing vaccines was mobilised, the Minister 

suggested that more could be done with medicines for 

rare diseases in the UK.  Shortening the time taken for a 

new medicine to hit the market would be beneficial to all 

and the key was to ensure patient access as swiftly as possible.  

 

In that context, the Scottish Government’s New Medicines Fund held promise.  Alex Neil 

considered the fund to be one of the best initiatives taken forward by the Government in 

recent years.  In pledging an extra £40million, a step forward could be taken on new 

medicines which would have benefit for patients with rare diseases. 

 

To ensure the success of the Scottish 

Implementation Plan for rare diseases, an 

implementation oversight group was being 

formed.  The Minister saw this as an ‘action 

group’, ensuring that progress would be 

driven forwards, rather than merely a 

passive observer of progress.  

 

He praised the involvement of the SHCA in the initiative and in hosting such an event in 

Scotland and hoped to do everything he could to improve care for patients with rare and 

complex diseases in future. 

 

Deirdre Evans, Director of National Services Scotland (NSS), spoke to attendees about how 

specialist services are planned and managed across the country.  102 specialist services fell 

under the remit of the NSS, which had a small, clinically-focused team to co-ordinate 

delivery of care across the NHS Boards.  The NSS team worked closely with counterparts in 

England, Wales and Northern Ireland, given the very small patient populations concerned.  
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The NSS also co-ordinated seven screening programmes 

and managed a financial risk share for NHS Boards on high 

cost drugs and services in England. 

  

A major component of the NSS’s work related to 

Managed Clinical Networks.  These helped to link 

professionals and diffuse expertise across the country and 

were particularly important in the light of the challenging 

distances and remote geography of much of Scotland.   

 

The NSS’s work was carried forward with a clear focus on 

improving the quality and accessibility of care for people 

across the whole of Scotland and the publication of the 

Scottish Implementation Plan for rare diseases was seen as a positive development in 

supporting future improvements. 

 

Finally, Patricia Osborne, Chief Executive of the Brittle Bone 

Society, provided a patient perspective on health services in 

Scotland.  She described how the Brittle Bone Society, a UK-wide 

charity, was founded in Dundee to represent people with 

osteogenesis imperfecta.   

 

From Patricia’s point of view, it would be important to see equity 

of access to services and high quality care for all rare disease 

patients 

across 

Scotland.   

 

In thinking about the Scottish Implementation Plan, Patricia 

emphasised the need for solid outcomes to be measured and 

monitored to ensure meaningful progress was made.   

 

Patient groups had broadly welcomed the publication of the 

plan and were very keen to be more closely involved in shaping the next stages of its 

delivery. 
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APPENDIX 1 - ABOUT THE SHCA 

The Specialised Healthcare Alliance (SHCA) is a coalition of over 100 patient-related 

organisations, supported by 14 corporate members, which campaigns on behalf of people 

with rare and complex conditions.   

 

The Alliance campaigns on overarching policies and structures within specialised care, so 

as to complement the work of individual members.  The SHCA seeks excellent standards of 

care across all specialised services, supported by high quality commissioning. 

 

Established in 2003, the SHCA has a strong record of campaigning for better commissioning 

of specialised services in the NHS. High quality specialised services are vital to people with 

rare and complex conditions and a frequent route for innovation. 

 

The Alliance is Chaired by Baroness Wheeler, with Lord Clement-Jones as our Vice-Chair.  

They bring with them a strong record of active involvement in the House of Lords on 

healthcare issues. 

 

The SHCA has been at the forefront of developments in specialised commissioning over the 

last 11 years.  This has included involvement as part of the landmark Carter Review of 

specialised services in 2005/6, providing evidence to the Health Select Committee in 2010 

and partnership with NHS England to help scope its future strategy for specialised services in 

2013. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

“The SHCA’s work to scrutinise and hold to account plans for delivering specialised services for 

rare and complex conditions has had an enormous positive impact for the patient population 

that it represents.” 
CF Trust, Cleft Lip and Palate Association, Macmillan Cancer Support, Children’s Heart Federation, Action Duchenne, Beat 

Eating Disorders – February 2014 
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APPENDIX TWO – SHCA MINI SURVEY OF ATTENDEES ON SCOTTISH SERVICES 
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