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HEALTH AND SPORT COMMITTEE 
 

AGENDA 
 

6th Meeting, 2014 (Session 4) 
 

Tuesday 25 February 2014 
 
The Committee will meet at 9.45 am in Committee Room 2. 
 
1. Access to new medicines: The Committee will take evidence, in round-table 

format, from— 
 

Ian Mackersie, Secretary, aHUSUK; 
 
Joan Fletcher, Pompe Nurse Specialist and Family Support Practitioner, 
AGSD UK; 
 
Dr Frances Macdonald, ABPI member of SMC, Association of the British 
Pharmaceutical Industry; 
 
Emlyn Samuel, Policy Manager, Cancer Research UK; 
 
Karen McNee, Communities Development, Kidney Cancer Scotland; 
 
Eric Low, Chief Executive, Myeloma UK; 
 
Leigh Smith, Chair, Melanoma Action and Support Scotland; 
 
Lesley Loeliger, Chair of PNH Scotland and Executive Member of PNH 
Alliance, PNH Scotland and PNH Alliance; 
 
Alastair Kent, Chair, Rare Disease UK; 
 
Professor Matthew Walters, Professor of Clinical Pharmacology, The 
Royal College of Physicians and Surgeons of Glasgow; 
 
Myles Fitt, Policy and Public Affairs Manager for Scotland, Breakthrough 
Breast Cancer; 
 

and then from— 
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Professor David Webb, Chair of Task and Finish Group, Professor Angela 
Timoney, Chair, Professor Jonathan Fox, Chair-Elect, and Anne Lee, 
Chief Pharmaceutical Adviser, Scottish Medicines Consortium. 
 

2. Public petitions: PE1384, PE1466 and PE1499 The Committee will consider 
petitions on speech and language therapy services, the implementation and 
regulation of local authority charges for non-residential services and suitable 
respite facilities to support younger (aged between 21 and 45) disabled adults 
with life shortening conditions. 
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Access to New Medicines 
 

aHUSUK 
 
Introduction 
We would like to thank the Committee for asking us to give our views on the 
T&FG Report. We discuss its likely impact on Scottish patients with orphan 
and ultra-orphan conditions generally, and aHUS in particular 
. 
As Members may recall, aHUSUK (see Note 1) is a support group for patients 
in UK with an ultra-orphan disease called atypical Haemolytic Uraemic 
Syndrome (aHUS), a largely genetic, serious, progressive, life-threatening, 
incurable disorder of the complement system which if unchecked in most 
cases leads to end stage kidney failure. (See Note 2).  
 
There are about 20 aHUS patients in Scotland.    
 
T&FG Report  
We thought the T&FG Report was an outstanding piece of work. Completed in 
an impressively short time, it contained detailed, informed and frank analysis 
and made clear, comprehensive and highly relevant recommendations. We 
are in no doubt that Mr Neil’s acceptance of these recommendations, 
reinforced by his obvious determination to make sure they are implemented, 
will bring about a dramatic improvement in access to orphan and ultra-orphan 
medicines in Scotland.   
 
We welcome specifically:    

 SMC’s promise of openness about the new processes.    
 

 SMC’s promise of a new flexible approach to assessment of orphan 
and ultra-orphan medicines and its honest admission that QALY 
weighting, MCDA scoring and modifiers do not work. 

.  

 SMC’s adoption of the HST framework of explicit evaluation criteria 
which reflect the nature of the illness, the impact of the medicine, the 
impact of the technology beyond direct health benefits (which we take 
to mean full consideration of social benefits) and value for money. 
These are similar to the criteria presently in use by NICE in its HST 
Evaluation process.  .  

 

 Introduction of the PACE option which will allow input from specialist 
clinicians and Patient Interest Groups (PIGs) from the NDC stage 
onwards.     

 

 Replacement of the discredited IPTR system with PACS from April.    
 

 SMC’s undertaking to encourage early re-submissions by 
manufacturers of drugs that may have been “not recommended” in the 
past and its move to encourage manufacturers to put forward Patient 
Access Schemes.    
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We appreciate that there is much more work being done around PACE, 
PACS, resubmissions and longer term funding and we will be interested to 
see that detail when it emerges, but meantime we recognise the real progress 
has been made and is continuing to be made so at this stage we have only 
two points to make:     
 

 The increased opportunities for PIGs to put their views under by the 
new PACE arrangements is welcomed. In our experience PIGS vary in 
their capabilities and we expect some may need technical support, and 
possibly even financial help, if their contributions are to meet the high 
standard likely to be required.  

 

 There is no mention of expert centres for orphan or ultra-orphan 
diseases. In our experience these are  essential to effective treatment. 
hey concentrate expertise and make it available to clinicians throughout 
the country. Using encrypted communications orphan disease experts 
can offer advice, consultations and diagnoses anywhere in the country. 
Where there may be a lack of clinical expertise in Scotland or it is 
uneconomic to set up a centre for a handful of dispersed patients, and 
where one already exists in England, there must be a case for cross 
border cooperation. We understand there are precedents.  

 
We look forward to appearing before the Committee again on 25 February. 
 
Notes  
1 aHUSUK   
Formed in September 2011, aHUSUK held its Inaugural General Meeting in 
January 2012 and registered as a Charity in England and Wales (no 
1145953) in 2012 and in Scotland (no SCO44262) the following year. Its eight 
volunteer trustees and ninety-eight members either have aHUS or are related 
to and/or caring for someone who has. Since June 2012 aHUSUK has taken 
part in three separate assessments in England (by AGNSS, CPAG and 
NICE) of a drug for the treatment of aHUS, eculizumab. .  
 
In its first two years aHUSUK has been supported financially by unconditional 
grants from Newcastle University, Alexion Pharma UK, manufacturers of 
Eculizumab and donations from members.  
 
2 aHUS and its treatment   
Onset of aHUS can occur at any age and happens when a mutation in one of 
10 genes known to be associated with the condition is triggered resulting in 
haemolitic anaemia, thrombocytopenia and renal failure caused by platelet 
thrombi in the microcirculation of the kidneys. Unchecked, most cases result 
in end stage renal failure.  
 
Until just under a year ago in England (and still in Scotland) the primary 
treatment for aHUS was plasma exchange for pre-dialysis patients and 
dialysis if recurring episodes progressively reduced kidney function. Kidney 
transplants had a very low chance of success and were not generally done.  
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A new drug has changed all that. A human C5 monoclonal antibody called 
Eculizumab is universally recognised as clinically effective in almost every 
case, including when used in support of transplants. Since 1 4 2013 it has 
been accessible in England for all aHUS patients with clinical need under an 
NHS England Interim Commissioning Policy following an assessment by the 
NHS Clinical Priorities Advisory Group (CPAG). Up to the end of January 
2014, 20 newly diagnosed and 18 previously diagnosed patients have been 
prescribed the drug and a further 26 have been approved for funding in 
support of a transplant, of whom 5 have been transplanted to date. In every 
case there has been no recurrence of the disease. The lives of many of those 
patients, some of whom have been on dialysis for decades, have been 
transformed.          
 
This Interim Commissioning Policy stands until NICE completes its evaluation 
in the next few weeks. Eculizumab is the first ultra-orphan drug to be 
assessed under the new NICE Highly Specialised Technology Evaluation 
process. . NICE encourages patient group involvement and we have supplied 
a written patient statement to HST Evaluation Committee (HSTEC) and 
provided 2 Patient Experts for interview.  
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Access to New Medicines 
 

Association for Glycogen Storage Disease (UK) 
 
The Association for Glycogen Storage Disease (UK) would like to thank 
the Health &Sport Committee for continuing with the work highlighted 
by their Petition. The rapid review undertaken by the Task and Finish 
Group and the publication of the subsequent report for the Cabinet 
Secretary for Health and Wellbeing “Assessment of medicines for end of 
life care and very rare conditions (orphan and ultra-orphan medicines) in 
Scotland” is also welcomed. 
 
 The AGSD (UK) are pleased that, for ultra-orphan medicines, the SMC will 
introduce a decision-making framework that is not based on the cost per 
QALY. We note that the SMC will use a framework of explicit criteria for 
evaluating ultraorphan medicines, without performing weighting and scoring. 
These criteria would include the nature of the condition, the impact of the 
medicine, the impact of the technology beyond direct health benefits, and 
value for money. The AGSD (UK) would be very happy to contribute towards 
identification and recognition of these criteria, particularly for patients suffering 
from Pompe disease. 
 
We would also be grateful if the following points from the report could 
be taken into account: 
 

 “The above approach is consistent with the interim methods being 
explored by NICE in England, and would therefore have the potential to 
address the issues raised by patient groups in relation to ensuring 
equitable access to medicines for rare diseases for residents of 
Scotland and those in England and Wales.” However there are still 
patients in Scotland who cannot access therapy for Pompe disease 
whereas they could if they lived in England; how much longer will it 
take to offer these few Scottish patients access to therapy? 

 More clarity needs to be given on the wider process to determine 
Scotland’s requirement to develop a value-based approach for the 
health technology assessment of new medicines (i.e. a Scottish Model 
of Value). 

 The T&FG have suggested that it is important to capture clinicians’ and 
patients’ views on ultra-orphan medicines through the PACE approach, 
if required. We note that the SMC is continuing to work with other 
stakeholders on the details of the new PACE and ultra-orphan 
assessment process including the requirement for the company to 
initiate the PACE mechanism. We question why it needs to be the 
company who initiates the PACE mechanism (Appendix 4)? Also, how 
are ‘nominated clinician members’ chosen? Do they have to come from 
within Scotland if there is no Scottish expert or may they come from 
England? 

 In addition, there is still inequity amongst NHS Boards in Scotland as 
some NHS Boards have accepted an IPTR submitted by an expert 
based in England whereas Greater Glasgow & Clyde NHS Board insist 
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on having an IPTR submitted by a Scottish physician when there is no 
Scottish expert. This needs to be rationalised. 
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Access to New Medicines 
 

Cancer Research UK 
 
Introduction 
 
We welcome the Scottish Parliament’s commitment to improving access to 
new medicines. The recent announcements regarding changes to the Scottish 
Medicines Consortium’s (SMC) process of assessing medicines for end of life, 
orphan and ultra-orphan conditions, as well as changes to the Individual 
Patient Treatment Request (IPTR) process, are promising and likely to 
support this commitment. However, the proposals are in their early stages and 
we look forward to the publication of further detail on how these will work in 
practice. 
 
Patient and clinician engagement 
 
1. The focus on improving patient and clinician engagement in SMC 

processes is welcome. It will be crucial for clinicians and patients (or 
patient representatives) in particular to be properly supported to 
contribute effectively to appraisals. The work to further develop SMC 
processes in light of the new announcements should include plans to 
develop more accessible information for lay representatives explaining 
the details of the technology appraisal process and the value of patient 
and clinician input. 
 

2. The introduction of the Patient and Clinician Engagement (PACE) 
stage will hopefully improve the quality of evidence provided to SMC. 
However, the new stage could extend the appraisal process by up to 
three months. Patients and patient groups must be made explicitly 
aware of this. The appraisal process should only be extended where 
there is a clear need for additional evidence, and SMC should 
otherwise aim to streamline the appraisal process where possible. 

 
3. We hope that the new Peer Approved Clinical System (PACS), which 

is replacing the IPTR process, will support greater access to medicines 
and the ability of clinicians to prescribe what they believe will work best 
for their patients. However, this is a new approach and it should be 
carefully monitored over time to ensure that it is working well for 
patients and achieving cost-effectiveness for the NHS in Scotland.  
 

4. Furthermore, there is a risk that making this process more discretionary 
will mean that some level of transparency is lost. It will be important to 
ensure that the clinicians involved in the process are using robust 
criteria to assess applications that are as transparent as possible.  
 

5. The new PACS approach has implications for clinician time. It is not yet 
clear how much this is likely to add to current workloads, but we hope 
that this will be carefully monitored to ensure that clinicians are able to 
genuinely engage with the process.  
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Patient Access Schemes 

 
6. The additional opportunity to put forward a Patient Access Scheme 

(PAS) is welcome.  We hope that this will provide more flexibility within 
the process to achieve cost-effectiveness for the NHS in Scotland. 

 
Appraisal methods 

 
7. In removing the cost per QALY criteria from the appraisal process for 

ultra-orphan medicines, SMC must continue to make sure that a robust 
and consistent approach is used to assess these drugs. However we 
welcome the principle of making the appraisal process more flexible for 
medicines where there is a concerning unmet need, and look forward 
to seeing further details on how this will work going forward. 
 

8. We are pleased to note that SMC intends to lay the groundwork for 
further research into what the Scottish Model of Value should look 
like. We hope that SMC will work with NICE throughout the 
development process of value-based assessment in England. The 
consultation process which is due to commence shortly will provide 
valuable information to inform this work. Both systems should support 
patients to access to the cancer drugs their doctors recommend, and 
there should be as much overlap as possible to avoid indefensible 
variation in access. 

 
About Cancer Research UK 
 
Every year around 29,400 people are diagnosed with cancer in Scotland. 
Cancer Research UK is the world’s leading cancer charity dedicated to saving 
lives through research. Together with our partners and supporters, our vision 
is to bring forward the day when all cancers are cured. We support research 
into all aspects of cancer through the work of over 4,000 scientists, doctors 
and nurses in the UK. Last year Cancer Research UK spent around £34 
million in Scotland on some of the UK’s leading scientific and clinical research. 
Cancer death rates in Scotland have fallen by a sixth over the last thirty years. 
We receive no government funding for our research. 
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Access to New Medicines 
 

Cystic Fibrosis Trust 
 
Thank you for allowing our organisation to submit written feedback to this 
evidence session. We are pleased on the whole with the new approach and 
are buoyed that ultra-orphan indications are not only recognised as a drug 
category but will also be appraised in a separate process. We also note 
positively the recognition and inclusion of allowing consideration of newly 
licensed medicines for a sub-population of patients with a given condition. 

The Cystic Fibrosis Trust’s overall aim within the Access to New Medicines 
inquiry was for drugs to be made available that could improve quality of life as 
well as those that extend life. New treatments are emerging offering small 
patient populations more choice, greater flexibility which in turn eases the 
burden of care. We support the Health Minister in his overall acceptance of 
the report recommendations to be effective come April and while we 
understand detail is to follow we do seek clarification on some aspects of the 
report which we note below. 

QALY Weighting  

We are pleased that QALY weighting will not be supported for ultra-orphan 
medicines in the new approach and that cost effectiveness and value can be 
measured in different ways. 

Assessment of ultra-orphan medicines 

We welcome the flexibility implied in this process and would hope that 
equitable access across devolved nations can end postcode prescribing. 

PACE and Patient Interest Group Submission 

In the existing new medicines appraisal process Patient Interest Groups would 
be invited by SMC to submit a written PIG report before the date the medicine 
goes to the New Drugs Committee for appraisal. 

According to Appendix 4 the PIG submission appears to supplement at the 
time the Patient and Clinician Engagement (PACE) meeting is implemented, 
where there is the potential of Not Recommended advice. Diagram 1 
potentially shows a difference as to where a PIG submission makes impact. 

Can the Committee and SMC clarify? 

 If written PIG submissions will follow the same process as they do at 
present in the new approach? 

 That the PIG submission consideration stage been shifted in the new 
approach, i.e not at the NDC meeting? (appendix 4, diag 1) 

 That in the new approach, the PIG submission will come into action 
only when a negative recommendation is at stake? 



HS/S4/14/6/2 

 If it is intended that face to face meetings take place with Patient 
Interest Group representatives at the PACE stage or will written 
submissions be expected and treated as modifiers in this situation? For 
smaller patient groups or organisations this may highlight a resource 
need not currently met within their organisation. 

 Will timeframes to submit to the PACE stage be compromised if a PIG 
has not had previous involvement in the process prior to PACE being 
set up?  How would the SMC remedy this within appropriate 
timescales? 

 How they envisage the role of the PIG in the new process? 

Review of the new arrangements 

We agree that an independent review of the new approach should take place 
and would be happy to be contacted by SMC to assist in that process. 

Conclusion 

As we move to the implementation of the recommendations we feel that the 
that true testing will be the evidence demonstrating statistical increases of 
positive recommendations of EoL,  ultra-orphan and orphan indications and 
that the new approach can deliver on its promises.  

As detail of the Scottish Model of Value is developed we remain focussed on 
the best way for new medicines and innovations to address quality of life now 
but feel we are on a positive footing with the new approach.  

The Scottish Medicines Consortium, collaborators, the Scottish Government 
and the Health and Sports Committee is to be commended on their continued 
work on this important issue. 
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Access to New Medicines 
 

ABPI Scotland 
Key points 

ABPI Scotland would like to make the following key points: 

 The feedback we have received from our member companies is positive; 
any queries or concerns are around questions of detail, process and 
implementation.  

 We believe that the approach being taken by the Scottish Government, if 
adopted by both the SMC and NHS boards, will represent a more 
permissive approach to access to medicines for patients in NHSScotland. 

 In order to ensure that the changes in SMC review methods lead to 
increases in access, it is essential that increased funds are available within 
NHS boards. The new PPRS medicines pricing arrangements provides an 
ideal opportunity. It is imperative that appropriate mechanisms are put in 
place to ensure that the PPRS payments are reinvested in medicines 
budgets to drive their uptake.  

 The opportunity represented by the new SMC methods coinciding with the 
new PPRS pricing agreement should provide major benefits for Scottish 
patients in getting access to new medicines, and contribute to completely 
changing the landscape in Scotland for patient access to new medicines. 

We recommend that: 

 The Scottish Government and/or the Health and Sport Committee monitor 
the implementation of this new guidance across all NHS boards in 
Scotland, to ensure that there is appropriate equity of access to medicines 
for patients. 

 That the Health & Sport Committee undertakes to monitor the new PPRS 
arrangements for medicines pricing, to ensure the payments that result are 
reinvested, via NHS boards, in new medicines for the benefit of patients.  

 

End of life / rarer conditions 

 We are pleased to see the definitions selected for orphan, ultra-orphan 
and end of life medicines. In particular that this includes medicines 
licensed for specific sub-populations with a given condition. 

 There is a concern that the requirement on companies to provide a cost-
effectiveness analysis will have undue influence on the SMC decision, 
despite the fact that the resulting incremental cost-effectiveness ratio is 
likely to be highly uncertain due to the paucity of clinical data.  

 If SMC are to pursue an approach for the assessment of ultra-orphan 
medicines which is consistent with the NICE highly specialised 
technologies (HST) interim framework, and that HST framework does not 
require cost/QALY analysis, we recommend a cost-effectiveness ratio 
should not be required as part of the company submission. 
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Resubmissions 

 ABPI Scotland would appreciate more clarity on the process for 
resubmissions, specifically how these will be prioritised.  

 

The pause and patient access schemes (PAS) 

 While ABPI Scotland accepts that there will be instances when having a 
pause in the process will allow SMC and companies to revisit aspects of 
the submission, we are concerned that this is being portrayed largely as an 
opportunity to negotiate pricing for NHSScotland through a Patient Access 
Scheme (PAS).   

 

Patient and clinician engagement group (PACE) 

 ABPI Scotland welcomes the introduction of PACE groups as the first 
stage in the development of a Scottish approach to assessing the value of 
medicines alongside their cost effectiveness and clinical benefits. 

 We understand and accept why SMC have not suggested specific 
weightings for the various aspects of the PACE output. However, we would 
like to see PACE use a clear framework to describe the value of the 
medicine (unmet need, impact on patients, etc) in order to aid those 
submitting to PACE and to add structure and transparency to the 
subsequent SMC decision.  

 Until implicit weightings can be inferred as experience grows, there will 
also be a lack of predictability regarding SMC decisions. Given this, our 
member companies may be reluctant to make the substantial investment 
required to prepare a full submission, including cost effectiveness analysis, 
particularly where the patient numbers are very small. 

 It is very important in our view, that a relevant representative from the 
submitting company is included in the PACE meeting as they will know the 
clinical data best. This is particularly important given some of the stated 
aims for PACE, for example to ascertain where the treatment might best fit 
may require discussions on sub-group analyses which only the company 
would have access to. 

 The opportunity for the company to meet with SMC prior to submission has 
been proposed but not yet introduced. This opportunity could be made 
available now for companies that are considering whether or not to make a 
submission, particularly for ultra-orphan indications where there are very 
few patients. 

 We would like to see a selection process for PACE group membership 
employed that is fair, transparent and consistent to ensure that the process 
is not unduly influenced by those with the strongest voice. 

 There should be support in place so that smaller, less experienced and 
less well-resourced patient groups can play a full part in imputing to and 
engaging with the SMC process.  
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 Where it is very likely that a high cost per QALY will inevitably result in an 
SMC New Drugs Committee ‘minded no’, it should be possible for 
manufacturers to request a PACE be initiated at the outset of the 
submission, so as to reduce any delay in the process. 

 

Peer assessed clinical system (PACS) 

 The feedback we have received from our member companies is that the 
new PACS is encouraging way to make decisions on medicines. 
Specifically the primacy of clinical judgement and experience, which ABPI 
Scotland has always supported. 

 We are keen to see the detail and guidance for the new PACS system, 
including the mechanism for managing it. 

 The PACS methodology should be designed to ensure the process does 
not benefit only those conditions with the loudest advocates. 

 There should be safeguards in place to ensure rarer conditions and those 
with fewer clinical experts are not disadvantaged. Where the pool of 
clinicians is small, we would recommend that expertise be sought from 
outside Scotland. 

 In cases where there are many clinicians qualified to contribute, there 
should be a system to ensure that it is not always the same clinicians who 
are involved.  

 

Interim advice to boards from the Scottish Government 

 Feedback from our member companies is that some NHS boards have 
taken on this clear guidance from the Scottish Government that a 
permissive approach be adopted in the interim between the announcement 
of the changes in the IPTR and the implementation of the new PACS.  

 However we have also been made aware that in a number of NHS boards 
there has been no change in the decision making process and clinicians 
are being told they will have to await the introduction of the new PACS 
process. As a result IPTR applications are still not be being made. 

 We believe that this is contrary to the spirit of the guidance, which seeks to 
avoid disadvantaging patients during the transitioning to the new 
arrangements.   

 

ABPI Scotland recommends that: 

 The Scottish Government re-issue CMO (2013) 20 and ask NHS boards to 
communicate to clinicians that where they have a clinical case they should 
make an application via the IPTR process (including if previously rejected 
because of exceptionality) until the new PACS is put in place. 
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 The Scottish Government and/or Health & Sport Committee should collect 
and publish data on the numbers and rates of approval for IPTRs prior to 
and since the new guidance, for each NHS board. 

 

Funding 

 ABPI Scotland would like confirmation that the Scottish Government will 
fund, or expects NHS boards to allocate sufficient funds to deliver the 
increased access to medicines expected from the new processes. 

 We suggest that this extra funding should come from: 

o The savings resulting from medicines losing their patent protection 
and becoming generic (estimated by Audit Scotland to be £316 
million between 2012 and 2015). 

o The pay-back that will accrue from the new Pharmaceuticals Pricing 
and Regulation Scheme (PPRS) agreement between the UK 
Department of Health and the ABPI, announced in November 2013 
(the rationale for an effective mechanism to take full advantage of 
the new PPRS is mentioned above. 

 

Rare conditions medicines fund (RCMF) 

 During the debate in the Scottish Parliament in October 2013, the Cabinet 
Secretary for Health & Wellbeing confirmed that only £6.5m of the £21m 
allocated to the RCMF had been spent. We would welcome clarity from the 
Scottish Government on: 

o The current expenditure of the RCMF and on how much has been 
spent on each medicine.  

o When further details/guidance on the operation of the RCMF will be 
issued. 
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Access to New Medicines 
 

Kidney Cancer Scotland 
 

Kidney Cancer Scotland would like to highlight the following points as a result 
of the Review on Access to newly licensed medicines and the recent SMC 
report.  
 

1. Kidney Cancer Scotland welcome the SMC’s introduction of Patient 
and Clinician Engagement meetings, which will give patients and 
clinicians a greater say on what new medicines are approved by the 
SMC for use in the Scottish NHS for life-limiting and rare conditions.  
 

2. The charity also welcomes the introduction of the Peer Approved 
Clinical System (PACS), which replaces the Individual Patient 
treatment Request (IPTR) for using medicines not approved for regular 
use in the NHS, and we look forward to receiving detailed guidance on 
this system.  
 

3. The charity is also pleased that the SMC are allowing pharmaceutical 
companies to put forward Patient Access Schemes to make their drugs 
more affordable to the NHS in Scotland.  
 

4. Engagement of the SMC with Health Boards and ADTCs to determine 
which medicines should have priority on resubmission according to 
patient needs is a positive step forward to improving access to 
medicines for rare conditions.  
 

5. The SMC’s definition of orphan drug and ultra-orphan drug is much 
broader than that employed by NICE and the EMEA, and this will also 
improve access to medicines for conditions that fall within these 
definitions.  

 
6. The charity is also impressed with the timelines for the roll-out of the 

new processes in May 2014.  
 

7. The charity looks forward to working with the SMC to ensure there is 
understanding of the new processes by patients, and thereby to 
maximise the patient contribution to the approval processes.  

 
8. The charity welcomes the recommendation that the workings of the 

SMC must be clear and understandable to the public, and looks 
forward to seeing how this works in practice. 
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Access to New Medicines 
 

Melanoma Action & Support Scotland 
 
In brief the new approach suggested by SMC should address many of our 
concerns – particularly the delays caused by the need to re-submit.  The 
“pause” and particularly negotiation potential will, we hope make a 
considerable difference and we hope a win-win decision.  We are very grateful 
for this. 
 
PACE appears to be an answer but we would hope that questions are asked 
about pharmaceutical support of both patient groups and clinicians.  
 
Patient groups might be asked to send annual reports and accounts to the 
SMC to show the percentage of income from patient / public sources as a 
measure of their patient engagement and effectiveness. This should not deter 
any group no matter how small;  accounts are required to be kept by 
everyone. 
 
Clinicians may already be required to declare all grants, conference fees, 
speaker payments but if not they might be asked to do so. This should cover 
grants/fees to departments as well as individuals.  
 
I believe pharmaceutical companies will be happy with the report.  The aim 
should be negotiation and transparency and it may help reduce costs of new 
products.  
 
We would like to see more clarity around the RCMF.  Now that we are in an 
era of genetic subtypes of diseases   might those with a less common 
mutation, providing a smaller market, be considered rare, rather than being 
lumped in with the total number of people diagnosed with a condition.  For 
instance we know that a B-Raf mutation in melanoma is now well recognised 
and treatments which allow a further few years of life are available.  This 
affects around 40 to 60% of Scots. But it is as yet early days and more 
mutations will be discovered.  Should these smaller groups be considered 
rare? 
 
We would welcome more research into comparisons of new and Gold 
Standard therapies, on purely clinical grounds. The Gold Standard may be 
generic so less expensive, compared with newer drugs.  There is also in our 
opinion a need for generic drugs to be researched using perhaps the new 
genetic knowledge.  Might work be done to discover which people will respond 
to the older products,  as some people survive for  30 years and more?  
Knowing who will benefit will save time and money.  This would be an 
investment for government.   
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Access to New Medicines 
 

Myeloma UK 
 
Myeloma UK welcomes the opportunity to comment on the recent 
recommendations outlined by the SMC in the report for the Cabinet Secretary 
for Health and Wellbeing ‘Assessment of medicines for end of life and very 
rare conditions (orphan and ultra orphan medicines) in Scotland’. We look 
forward to participating in a Health and Sport Committee discussion on the 
application of the report in Scotland. In the meantime, we would like to offer 
the following comments to support the Committee evidence session. 
 
Comments 
• We welcome the publication of the SMC Report and hope that it will lead to 
an increase in access to patients with orphan/ultra-orphan and end of life 
conditions. However, we hope that the SMC retains the support of the Scottish 
Government to continue to say ‘no’ to new medicines where the industry 
submission does not adequately demonstrate the clinical or cost-effectiveness 
of the treatment or value to the NHS  
 
• We are pleased that the SMC has derived a mechanism to better consider 
treatments for end of life and orphan diseases and that the QALY threshold 
has not been increased. This would have led to a disparity in health 
technology assessment across the UK and potentially to unintended 
consequences to the health service. 
 
• We welcome the commitment in the Report to facilitate better patient and 
clinician involvement in the SMC decision-making process and hope that the 
mechanisms that are put in place to do this are sufficiently robust, transparent 
and effective.  
 
• We question the capacity of the SMC to ensure full engagement of patient 
and clinicians through PACE, particularly in rare diseases where there may be 
one of two patients in the whole of Scotland with the condition. Comparisons 
have been made by some with the National Institute of Health and Care 
Excellence (NICE) patient and public involvement, which are not fair given 
that NICE have an entire team of people dedicated to this remit. 
 
• A detailed strategy needs to be developed for how this patient and clinician 
involvement will be facilitated and how the evidence will be taken into account 
in the SMC decision-making.  
 
• More emphasis needs to be placed on the complexity involved in health 
technology assessment and finding patients with the appropriate skills and 
experience may be difficult. From our experience health technology 
assessment committee meetings are quite a daunting environment for 
patients.  
 
• There is currently a lot of uncertainty around how PACE is going to work in 
the context of current SMC decision-making, particularly around how it would 
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be used to modify SMC decisions if there is a high QALY. This absence of 
information will make it difficult for industry to plan submissions to the SMC. 
Whilst flexibility is a key part of the SMC process, there needs to be a bit of 
consistency and transparency around the PACE mechanism and how it will be 
weighted to ensure consistency in decision-making and certainty in the 
process. 
 
• There is a lack of focus on the inputs into the SMC process. The SMC and 
the Scottish Government can alter the decision-making processes in anyway 
they want but it is still not going to improve the quality and reduce the 
uncertainty associated with industry submissions to the SMC (e.g. limitations 
in clinical and quality of life data). We hope this is something that is tackled by 
the proposed system of value-based assessment for Scotland, which we 
would welcome clarification on timings.  
 
• We welcome the commitment in the report to conduct and independent 
review the new process after 12 months to check how it is working.  
 
• PACE could potentially reduce the incentive of pharma companies to use 
patient access schemes, if they see the potential for getting their treatment 
approved through PACE without one. Industry are likely to ‘game’ the system 
and it is important that safeguards are put in place to ensure that this does not 
happen. 
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Access to New Medicines 
 

PNH Alliance and PNH Scotland 
 

The PNH Alliance and PNH Scotland are grateful for the work of the Health & 
Sport Committee in taking further the issues raised by our petition (Public 
Petition PE1401).   
 
We welcome the publication of the Scottish Medicines Consortium’s (SMC) 
report on the review of its appraisal process for end-of-life care and very rare 
diseases. However, we are concerned about the lack of detail provided 
around the proposed new arrangements for access to new medicines in 
Scotland. We would like to address with the Health & Sport Committee a 
number of issues that require further clarification:   
  
1. SMC’s Patient and Clinician Engagement (PACE) meeting  
We welcome the report’s recommendation that the SMC should convene a 
PACE meeting if a medicine is likely not to be recommended by the SMC’s 
New Drugs Committee (NDC). This will allow specialist clinicians and patients 
to provide their views on the medical benefit of the medicine and its expected 
impact on the patient’s life and that of their families. However, we would 
welcome more detailed information with regard to the extent to which the 
outcome of the PACE meeting will impact on the overall appraisal process 
and the initial NDC recommendation?    
  
The PACE meeting will include patients and “specialist clinicians”. However, 
the report fails to clarify what criteria must be met for a clinician to be 
regarded a “specialist” for the therapy  under consideration. In rare diseases 
such as PNH, only a very small number of specialist clinicians in Europe have 
the necessary expertise and experience in treating patients with PNH in order 
to make an informed contribution to the discussion. It is crucial that the PACE 
meeting includes the appropriate clinical expertise in order to constitute a 
significant improvement of the current appraisal system. The PNH Alliance 
therefore recommends that a specialist clinician with experience and expertise 
in treating patients with the disease is invited to participate in the PACE 
meeting.   
  
2. Appraisal process for ultra-orphan medicines   
The inherent characteristics of ultra-orphan medicines frequently result in 
these medicines not meeting the standard cost-effectiveness threshold. We 
therefore welcome the recommendation that the SMC will not apply a QALY 
based system for the appraisal of ultra-orphan medicines. However, we would 
welcome further clarification what the “new framework of explicit criteria” will 
include and how it will differ from existing modifier system. It is important to 
increase the transparency of the new arrangements and the parameters 
underlying the decision-making process in order to allow stakeholders to 
assess the expected impact of the Government’s proposals on future patient 
access to new medicines.   
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3. Peer Approved Clinical System (PACS)    
We are concerned that no details have been published with regard to how the 
proposed PAC system is expected to operate, particularly in view of the 
implementation deadline by May this year. The Scottish Government still 
needs to clarify how the new system will differ from the existing Individual 
Patient Treatment Request (IPTR) system.    
  
Although the Rare Conditions Medicines Fund (RCMF) was introduced over 
one year ago, the Scottish Government has yet to publish specific criteria 
defining eligibility for accessing the fund. Further information is also required 
about the arrangements following the expiration of the fund in 2016.    
  
The PNH Alliance would be grateful if the Health & Sport Committee would 
urge the Scottish Government to clarify the above-outlined issues as a matter 
of urgency to ensure broad stakeholder support of the new arrangements for 
access to new medicines that are due to come into force within the next 3 
months.   
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Access to New Medicines 
 

Rare Disease UK 
 

Rare Disease UK, as an original petitioner, are grateful to the Health and 
Sport Committee of the Scottish Parliament for their commitment to 
investigate the issues raised in Pubic Petitions PE1398, PE1399 and PE1401. 
We welcome the opportunity to comment on the recent Scottish Medicines 
Consortium Report “Assessment of medicines for end-of life care and very 
rare conditions (orphan and ultra-orphan medicines) in Scotland” and to 
present further evidence at the meeting of the Health and Sport Committee on 
Tuesday 25th February 2014. 
 
Rare Disease UK welcome the recommendations set forth in the Scottish 
Medicines Consortium Report and are encouraged by the commitment to 
improve transparency, apply greater flexibility when assessing orphan and 
ultra-orphan medicines and the commitment to strive for a greater number of 
successful appraisals for rare disease medicines. However, there are some 
areas within the report which require further clarification and we ask the 
Health and Sport Committee to consider the following 
points for discussion at the upcoming session on February 25th. 
 

 The Appraisal of Ultra-Orphan Medicines: 
 
The recognition and adoption of the term ‘ultra-orphan’ is welcomed by Rare 
Disease UK, as is the acknowledgement by the Scottish Medicines 
Consortium that medicines for ultra-orphan conditions cannot be adequately 
assessed using the QALY model of assessment. We are therefore 
encouraged by the commitment to the development of a ‘new framework of 
explicit criteria’ to assess ultra-orphan medicines. However, the Scottish 
Medicines Consortium Report does not explicitly detail the criteria which will 
be considered during the assessment or set out how the new framework will 
differ from the current modifier system. Rare Disease UK ask the Health and 
Sport Committee to seek clarification on what the new framework of 
explicit criteria will entail and seek assurances that the new framework 
will be different from the ‘modifier’ system which is currently in place. 
 

 Patient and Clinician Engagement (PACE) 
Rare Disease UK are pleased that the Scottish Medicines Consortium has 
recognised the value of patient and expert clinician opinion in assessing new 
medicines for rare diseases. We welcome the introduction of the PACE 
meeting which will allow further evidence to be considered by SMC when a 
medicine for a rare disease is being assessed and is likely to receive a ‘not 
recommended’ decision. However, the report does not make it clear the role 
of the Patient Interest Group submission, which under the current system, is 
invited before a medicine is brought before the New Drugs Committee. It is 
unclear as to whether a Patient Interest Group submission can continue to be 
made ahead of the NDC meeting, or whether patient opinion will only be 
invited when a negative decision is anticipated. Rare Disease UK ask the 
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Health and Sport Committee to seek clarification on the role of the 
patient interest group submission under the new arrangements. 
 
Rare Disease UK welcomes the role of the ‘specialist clinician’ in the PACE 
meeting. Throughout the campaign for improved access to medicines for rare 
diseases Rare Disease UK and fellow petitioners have stressed the 
importance of appropriate clinical expertise being sought. The Scottish 
Medicines Consortium report does not clearly state the definition of a 
‘specialist clinician’. It is the opinion of Rare Disease UK that a ‘specialist 
clinician’ should have significant experience and expertise in managing and 
treating patients with the disease in question and it must be acknowledged 
that in some cases, the appropriate specialist clinician may be located out with 
Scotland. Rare Disease UK ask that the Health and Sport Committee seek 
clarification regarding the definition of a ‘specialist clinician’. 
 

 The Peer Approved Clinical System (PACS) 
Further to the Cabinet Secretary for Health and Wellbeing’s announcement in 
October 2013, It is with concern that Rare Disease UK continue to wait for the 
publication of guidelines relating to the operation of the Peer Approved 
Clinical System which will replace the current Individual Patient Treatment 
Request System this spring. Rare Disease UK call on the Health and Sport 
Committee to urge the Scottish Government to release details of how PACS 
will operate. 
 

 The Rare Conditions Medicines Fund (RCMF) 
RDUK welcome the Cabinet Secretary for Health and Wellbeing’s 
commitment to the Rare Conditions Medicines Fund and the announcement 
that the fund will continue until 2016. However, we remain frustrated by the 
continued lack of clearly defined access criteria and published operational 
guidelines. Rare Disease UK urge the Health and Sport Committee to call 
for the release of RCMF guidelines. 
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Access to New Medicines 
 

Royal College of Physicians of Edinburgh 
 
1. The report provides a very sensible summary of a way forward, 
particularly in terms of the PACE approach. 
 
2. For the EoL and orphan medicines categories, it may be quite difficult 
to predict how many patients/conditions within conditions (particularly 
subtypes of cancers) this will cover and careful monitoring of which conditions 
are included and how this is decided might be needed to keep the scheme 
affordable (while recognising that the ethos of the scheme is to be inclusive). 
 
3. The choice of membership of the PACE groups is critical. In particular, 
it will be important to ensure that any biased opinions are well balanced and 
that there is a spread of views included from the specialist clinicians as some 
may have conflicts of interest (presumably these will all be declared and 
recorded). Will the manufacturer be allowed to nominate members of the 
PACE groups or will this responsibility lie entirely with SMC? Including 
clinicians from outwith Scotland to broaden the opinion base would be helpful, 
particularly for the most rare conditions. 
 
4. The 3 month ‘pause’ in the SMC process could have significant impact 
for some patients particularly those with EoL requirements. If there is to be a 
parallel peer approved clinical system this might counteract the impact on 
individual patients. 
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Health and Sport Committee 

6th Meeting 2014, Tuesday 25 February 2014 
 

Petitions 

Introduction 

1. This paper sets out the current position in relation to two petitions that 
have been referred to the Health and Sport Committee by the Public Petitions 
Committee (PPC) and remain open. It also invites the Committee to consider 
and agree future action in respect of these petitions. 

2. This paper also introduces a new petition referred to the Health and 
Sport Committee by the PPC at the latter’s meeting on 18 February 2014.  

3. These are dealt with in annexes as follows: 

Annexe A: PE 1466 – local authority charges for non-residential services 

Annexe B: PE 1499 – Creating suitable respite services for younger 
disabled adults with life-limiting conditions 

Annexe C: PE 1384 – speech and language therapy 

Committee Clerks 
20 February 2014 
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Annexe A: PE 1466 – local authority charges for non-residential services 

1. Petition PE1466, by William Tait, calls on the Scottish Parliament— 

 “to urge the Scottish Government to review the implementation and 
regulation of local authority charges for non-residential services”. 

2. This paper considers the action already taken by the Public Petitions 
Committee and the Health and Sport Committee and invites the Committee to 
reach a conclusion on it. 

3. The Committee Clerks have recently received an email from the 
petitioner which, although unrelated to the petition, the petitioner has asked to 
be drawn to members’ attention. This has therefore been included as an 
Appendix. 

Introduction and background 

4. Members will recall that the Committee previously considered this 
petition at its meeting on 17 December 2013, when oral evidence was 
presented by the petitioner and others. 

5. The full SPICe briefing on the petition is available here. In short, 
however, it indicates that local authorities are empowered to charge for social 
services under section 87 of the Social Work (Scotland) Act 1968, though they 
are not allowed to charge for services defined as being personal care, nursing 
care or personal support. This does not mean a local authority must charge 
for services, only that it has the power to do so.  This in turn means that what 
is charged for and how much is charged, varies across the country. 

6. The Community Care and Health (Scotland) Act 2002 includes a power 
for ministers to introduce regulations on home care charges, with the aim of 
achieving greater consistency across Scotland.  As noted by COSLA in its 
updated paper on the petition for the meeting on 17 December 2013, it was 
agreed at that time that self-regulation through COSLA would be permitted if 
that would achieve the policy objective.  This was on the understanding that 
COSLA’s guidance on the matter would be the subject of regular review.  

Consideration by the Public Petitions Committee (PPC) 

7. The petition was lodged on 23 January 2013. 

8. The PPC considered the petition at its meeting on 19 February 2013, 
when it agreed to write to the Scottish Government and COSLA.  

9. On 30 April 2013, having considered responses from the Scottish 
Government and COSLA, the PPC agreed, under Rule 15.6.2, to refer the 
petition to the Health and Sport Committee.  

10. Full information on the progress of the petition, and relevant 
correspondence, is available here. 

http://scottish.parliament.uk/ResearchBriefingsAndFactsheets/PB13-1466.pdf
http://scottish.parliament.uk/GettingInvolved/Petitions/PE01466
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Consideration by the Health and Sport Committee 

11. The Health and Sport Committee considered the petition for the first time 
at its meeting on 17 December 2013, hearing evidence from the petitioner, 
Learning Disability Alliance Scotland (LDAS) and COSLA. LDAS and COSLA 
also provided written submissions for that meeting. They are available here.  

12. At its meeting on 17 December, the Committee noted the terms of the 
petition. After discussion, the Committee understood that the petitioner and 
LDAS were seeking the support of the Committee to call on the Scottish 
Government to legislate for a cap on charges levied by local authorities on 
relevant services, as well as identifying a means of standardising the financial 
assessment measures used by local authorities to calculate charges paid by 
service users. 

The issues 

13. At the heart of the petition lies the concern that there is significant 
variation in the charging regimes of different local authorities. While it is true 
that charges may appear to vary between local authorities, it is also the case, 
as COSLA noted during the Committee’s evidence on the petition on 
17 December 2013, that the way services are structured and delivered, and 
what specifically is included within each available service, may also vary 
significantly, making it difficult to compare like with like. It is also the case that 
it is a legitimate matter for each local authority to set its own charging policies 
and practices. As independent public bodies, established by statute and 
empowered to act in the ways set out in a wide range of statutes, local 
authorities are accountable to their own electorates, rather than to the 
Scottish Parliament or to the Scottish Ministers. 

14. During its initial consideration of the petition, the Public Petitions 
Committee received a letter from the Scottish Government which set out its 
position on this matter: namely, that it was in favour of local authorities 
retaining the ability to set their own charges and suggesting that the COSLA 
working group was the appropriate vehicle to continue looking at this matter. 

15. The Committee noted, during the 17 December 2013 meeting, that some 
of the evidence was straying somewhat beyond the terms of the petition and, 
indeed, the remit of the Committee. For example, the general organisation, 
scrutiny and oversight of local government and COSLA do not engage the 
Committee’s remit. The Committee may wish to take the view, therefore, that 
while the petitioner’s views on the operation, scrutiny and governance of local 
government in Scotland may, arguably, be worthy of further consideration, 
such consideration would not be within the scope of the Health and Sport 
Committee. Moreover, it is also the case that the Scottish Government has 
already made clear its position that it does not favour central regulation in this 
area, noting that COSLA is committed to greater consistency in the 
development of charging policies and that council leaders have agreed a 
policy to reduce unwarranted or inexplicable variation, while protecting some 
local differences where these are justified and appropriate.  

http://www.scottish.parliament.uk/parliamentarybusiness/CurrentCommittees/56971.aspx
http://external.scottish.parliament.uk/S4_PublicPetitionsCommittee/General%20Documents/PE1466_A_Scottish_Government_21.03.13.pdf
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16. Given this and, as mentioned above, the statutory powers that local 
authorities hold in this area, it is arguable that, while members may well be 
sympathetic to people affected by variations in the charges for what may be 
similar services in different local authorities, there is little further that the 
Committee can accomplish in pursuing its inquiries into this petition. 

17. The Committee may, therefore wish to consider closing the petition. 
However, given the local government aspect of the petition, the Committee 
may wish to draw the petition to the attention of the Local Government and 
Regeneration Committee. 

Action 

 The Committee is invited to consider the contents of this paper and to 
consider whether to close the petition, whilst drawing it to the attention 
of the Local Government and Regeneration Committee.  

Health and Sport Committee Clerks 
February 2014 
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Appendix to Annexe A: Letter from the petitioner (PE 1466) 

Without Prejudice. 
 
This is not part of my petition but I believe that the members of the Health and 
Sport Committee should be apprised of a fact which has come to light and at 
a later date, hopefully not too late, they will wish to address this matter. 
 
It has come to light that a Council in dispute with a client apparently can whilst 
negotiating with the client submit a request to the DWP to deduct from a 
client's benefit to repay the ALLEGED debt and the DWP only take instruction 
from Councils taking no heed of the client even although the client can prove 
the matter is still at the appeal stage which has not been revealed by a 
Council. I believe the DWP should actually take account of both sides but 
mainly I think the burden of proof should be far greater before the DWP, in my 
opinion, becomes a back door debt collector especially when there is no 
assessment of the Council or the DWP assessing the poverty damage they 
are inflicting on the client. This process to my mind does not have license to 
exist in a democratic system and the disabled client must have greater 
protection. I am not highlighting a situation where a debt has been shown to 
be owed and justly exists, I am highlighting a situation where matter is still on-
going. It is not sufficient for such action to take place on the opinion or belief 
of a Council, they must provide proof. There is no place for a battle weary 
disabled client to go to stop this, in my opinion, unjust process and this is 
another reason why the Scottish Government requires to take over from 
COSLA. 
 
Could you please confirm that this has been distributed to Committee 
Members. 
 
Thank you. 
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Annexe B: PE 1499: Creating suitable respite services for younger 
disabled adults with life-limiting conditions 

1. PE 1499 is a new petition from Robert Watson, calling— 

“on the Scottish Parliament to urge the Scottish Government to work with 
charities to help create suitable respite facilities to support younger 
(aged between 21 and 45) disabled adults with life shortening conditions. 
Together, they should be working with other hospices and care providers 
to see if some could provide facilities for younger adults, or better still 
they should be committing funds towards creating new purpose built 
facilities for this age group.” 

2. The petition was referred to the Health and Sport Committee at the 
meeting of the Public Petitions Committee on 18 February 2014. 

3. In its consideration of this petition, the Public Petitions Committee took 
oral evidence from the petitioner and received written submissions from the 
petitioner, COSLA, Midlothian Council, the Scottish Partnership for Palliative 
Care, and the Scottish Government. Details of all the Public Petitions 
Committee’s consideration of the petition and other relevant background can 
be found via the web link above. 

Future action 

4. Members may be aware that the Committee is due to hold a round table 
discussion on transitions between paediatric and adult services on 4 March. 
The Committee will decide on further action on transitions following the round-
table. Given that this petition closely relates to that subject, it is suggested 
that the Committee consider the petition as part of its scrutiny of that topic. 

Action 

5. The Committee is invited to consider the recommendation outlined 
above and agree further action, where appropriate. 

 
 

 

  

http://external.scottish.parliament.uk/gettinginvolved/petitions/adultrespite


HS/S4/14//6/3 

7 

Annexe C: PE 1384 – speech and language therapy 

1. Petition PE 1384 calls on the Scottish Parliament— 

to urge the Scottish Government to demonstrate how its policies and 
guidelines ensure local authorities and NHS boards protect provision of 
quality speech and language therapy services for all people with 
speech/language communication support needs and/or swallowing 
difficulties. The petition was lodged with the Public Petitions Committee 
(PPC) in January 2011. 

2. The PPC considered this petition between January 2011 and September 
2012, when it referred the petition to the Health and Sport Committee. The 
Health and Sport Committee, in turn, considered the petition at two meetings 
on 6th November 2012 and on 5th February 2013.  

3. After discussion at the 5th February 2013 meeting, the Committee 
agreed to request further information from health boards and local authorities 
on their provision of speech and language therapy. A survey of health boards 
and local authorities was devised and submitted to these bodies in 2013. A 
SPICe analysis of the data received can be found at Appendix B.  

4. Further to the SPICe analysis, the petitioner – on behalf of the Royal 
College of Speech and Language Therapists (RCSLT) members – has called 
on the Committee to consider five actions: 

a. Highlight the variable funding from local authorities to health boards for 
SLT and inequities for Scotland’s children (and adults) in relation to 
access to SLT.  
 

b. Examine the Scottish Government’s monitoring of equity of access to 
quality SLT services across Scotland.  
 

c. Ensure service developments are matched by balanced workforce 
developments across the full multi-disciplinary team. For example 
expansion of services in to community and “hospital at home” 
provision must reflect the SLT needs of service users (as well as 
nursing and medical and other AHP).  
 

d. Ensure integrated service leadership is fully informed of the role and 
impact of SLT (e.g. in relation to Dementia Strategy, the Autism 
Strategy, and the Sensory Strategy) so that consequent service design 
and provision matches demographic demand, patient needs and uses 
available staff resources to best effect.  
 

e. Ensure that after 2015 “A Right to Speak” (AAC) recommendations 
and AAC provision generally is made the clear responsibility of 
integrated health and social care bodies, so that the impact of the 
“Right to Speak” action plan is sustained.  

 

http://external.scottish.parliament.uk/GettingInvolved/Petitions/PE01384
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Future action 

5. The petition calls on the Scottish Government to “demonstrate how its 
policies and guidelines ensure local authorities and NHS boards protect the 
provision of quality speech and language therapy services”. The Committee 
may wish to draw to the attention of the Scottish Government the SPICe 
analysis paper and five actions suggested by RCLST members and seek its 
comment on these in the context of the petition. It is open to the Committee 
to: 

  write to the Minister for Public Health for comment, or  

  invite the Minister for Public Health to give evidence. 

Action 

6. The Committee is invited to consider the recommendations outlined 
above and agree further action, as appropriate. 
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Appendix to Annexe C: PE 1384 – SPICe analysis of data collected from 
NHS boards and local authorities 
 
At its meeting on 5 February 2013, the Committee considered petition PE 
1384, which calls on the Scottish Government to demonstrate how its policies 
and guidelines ensure local authorities and NHS boards protect the provision 
of quality speech and language therapy (SLT) services. 
 
At this meeting, the Committee agreed to write to NHS boards and local 
authorities to ask them for information on matters such as staffing, numbers of 
people requiring interventions and waiting times, in order to establish a clear 
picture of SLT provision across the country. 
 
At Members’ suggestion, the clerks and SPICe worked with the petitioner in 
formulating a survey to submit to NHS boards and local authorities. The 
following outlines the responses to this survey. 
 
Background 
 
Local authorities generally do not provide SLT services or employ SLT 
professionals directly. Normally a local authority will have a service level 
agreement (SLA) with an NHS board. For this reason, two separate 
questionnaires were sent to local authorities and NHS boards. 
 
The Committee received responses from 12 NHS boards and 17 local 
authorities (63% response rate). However, unfortunately the response from 
NHS Highland could not be incorporated into this analysis due to problems 
with refining some of the data on time. This therefore leaves 11 boards. The 
following sections summarise the findings. 
 
Funding 
 
The survey asked the NHS boards to provide details on funding over the last 
four years (2010/11 to 2013/14) as well as the source of that funding. The 
following graph shows trends in overall levels of funding in each board area. 
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Figure 1: NHS board funding by area, 2010/11 to 2013/141 

 
 
Overall, combined funding levels in the 11 boards decreased by 3.15% in 
cash terms between 2010/11 and 2013/14 (from £30.1m to £29.1m). This is a 
real terms decrease of 8.8%. However, the overall figure masks variance 
across the different areas. This variance is shown below, together with a 
further analysis of changes in board and local authority funding. 
 
Table 1: Changes2 in funding for SLT services broken down by funding 
source, cash terms (real terms in brackets) 

2010/11 to 
2013/14 

Change in Total 
Funding 

Change in NHS 
Board Funding 

Change in Local 
Authority 
Funding 

Ayrshire & Arran -7.1% (-12.6%) -5.1% (-10.7%) -13% (-18%) 

Dumfries & 
Galloway 

+1.4% (-4.5%) +0.6% (-5.3%) +4.7% (-1.4%) 

Fife -1.4% (-7.2%) -2.1% (-7.8%) -15.6% (-20.6%) 

Grampian -2.2% (-8%) -3% (-8.7%) +1.3% (-4.7%) 

Greater Glasgow 
& Clyde 

-9.5% (-14.8%) -16.2% (-21.1%) -6.5% (-12%) 

Lanarkshire3 -2.3% (-8%) -7.2% (-12.7%) +1.6% (-4.4%) 

                                            
1
 Lothian figures do not include all funding as the NHS Board was only able to provide figures 

for its funding of adult acute services and children’s services for all of the four years. 
2
 Figures rounded to one decimal place 

3
 2013/14 funding agreement with North Lanarkshire Council has still to be agreed, however 

the figures include a minimum level of expected funding 



HS/S4/14//6/3 

11 

Lothian4 +2.3% (-3.7%) +0.04% (-5.8%) +5.6% (-0.6%) 

Orkney +8.1% (+1.8%) -4.4% (-10%) +8.5% (+2.1%) 

Shetland -4.8% (-10.4%) -10.1% (-15.4%) No change (-
5.9%) 

Tayside +2.4% (-3.6%) +2.7% (-3.4%) +1.7% (-4.2%) 

Western Isles +9.3% (+2.9%) +11.3% (+4.8%) No change (-
5.9%) 

Total +2.26% (-3.7%) +4.4% (-1.7%) -2.9% (-8.6%) 

 
6 of the 11 boards experienced a cash terms decrease in overall funding over 
the 4 years. Once real terms changes are calculated, this shows that 9 boards 
experienced a decrease. 
 
In relation to the specific sources of funding, 7 NHS boards reduced their cash 
funding over the 4 years, but once real term changes are calculated this rises 
to 10 boards.  The areas experiencing the largest decreases in board funding 
were Greater Glasgow and Clyde, Shetland and Lanarkshire. 
 
Combined local authority funding was reduced in cash terms in 3 NHS board 
areas. However, in real terms there were decreases in 10 board areas. The 
areas with the largest decreases in local authority funding were Fife, Ayrshire 
& Arran and Greater Glasgow & Clyde (see figures 2 and 3 below). 
 

                                            
4
 Lothian figures do not include all funding as the NHS Board was only able to provide figures 

for its funding of adult acute services and children’s services for the 4 years. 
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Figure 2: Cash term changes in NHS board and local authority funding 
by board area, 2010/11 to 2013/14 

 
 
Figure 3: Real terms changes in NHS board and local authority funding 
by board area, 2010/11 to 2013/14 
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When the combined local authority figure is broken down into individual local 
authorities it shows that 5 local authorities reduced their funding for services 
(North Ayrshire (-41%), Fife (-15.6%), Glasgow City (-13%), Aberdeenshire (-
9.7%) and North Lanarkshire5 (-8.3%)) while in a further 5 councils, funding 
stayed the same over the 4 years (Dundee City, Perth & Kinross, Shetland 
Islands Council, Eilean Siar, Moray). 
 
In order to illustrate more accurately comparative levels of funding, the 
following table shows funding per 1000 population.  However, please note that 
this shows the crude rate and, when comparing areas, account should be 
taken of factors like rurality, deprivation and age profile. 
 
Table 2: Funding per 1000 population by NHS Board area, 2012/136 

NHS Board Area Funding per 1000 population 

Ayrshire and Arran £6706 
Dumfries and Galloway £8755 
Fife £7829 
Grampian £8510 
Greater Glasgow and Clyde £7055 
Lanarkshire £7561 
Lothian £5362 
Orkney £7176 
Shetland £7481 
Tayside £8164 
Western Isles £13827 

 
Staffing 
 
ISD Scotland produces data on staff numbers, grading and vacancies. 
However, the petitioner suggested it would be helpful to ask SLT services to 
outline: 
 

 the Whole Time Equivalent (WTE) numbers of qualified staff7, 

 vacancies, and  

 posts where the post-holder was on a form of leave (i.e. sick leave, 
maternity leave, career break) but the post had not been covered.  

 
The last data request is in response to anecdotal reports that some posts are 
uncovered but are not included formally in the vacancy numbers. The 
implication therefore is that the official statistics may not adequately reflect the 
workforce available to services. 
 
Respondents reported a total of 840.4 WTE qualified staff working across the 
11 board areas. Of this, there were 44.8 WTE vacancies and 13.9 WTE posts 
uncovered due to leave. When the two categories of unfilled posts are 
                                            
5
 2013/14 funding agreement with North Lanarkshire Council has still to be agreed. The % 

change is based on a minimum level of expected funding (£788,137) which may be subject to 
change. 
6
 Population taken from National Records of Scotland 2012 mid-year estimate 

7
 Those registered with the Health Professions Council 
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combined, this indicates a total vacancy rate of 6.9%. This represents 5.3% 
from recognised vacancies and 1.6% from uncovered posts. 
 
Table 3: Whole time equivalent SLT posts, vacancies and uncovered 
leave by board area 

 Total 
Posts 

Official 
Vacancies 

Uncovered 
Leave 

Total 
Unfilled 

Ayrshire and 
Arran 

56.2 1 (1.78%) 1 (1.78%) 2 (3.6%) 

Dumfries and 
Galloway 

28.77 2 (6.95%) 0 (0%) 2 (6.95%) 

Fife 54.6 2 (3.7%) 0 (0%) 2 (3.7%) 

Grampian 97.3 8.23 (8.5%) 1 (1%) 9.23 (9.5%) 

Greater 
Glasgow and 
Clyde 

173.92 5.7 (3.3%) 2 (1.1%) 7.7 (4.4%) 

Lanarkshire 97.79 5.71 (5.8%) 1.8 (1.8%) 7.51 (7.7%) 

Lothian 149.32 6.3 (4.2%) 1.1 (0.7%) 7.4 (5%) 

Orkney 3.23 0 (0%) 0 (0%) 0 (0%) 

Shetland 2.47 0 (0%) 0.78 (31.6%) 0.78 (31.6%) 

Tayside 71.54 4.2 (5.9%) 4.2 (5.9%) 8.4 (11.7%) 

Western Isles 8 1.4 (17.5%) 1 (12.5%) 2.4 (30%) 

Total 840.42 44.77 (5.3%) 13.88 (1.6%) 58.65 (6.9%) 

 
The areas reporting the highest proportion of unfilled posts are the Western 
Isles and Shetland. However, these boards have such small numbers of staff 
that the loss of one person results in a disproportionate effect on the overall 
rate. Of the larger boards, higher rates of unfilled posts are found in Tayside, 
Grampian and Lanarkshire.  
 
In terms of recognised vacancies, the highest proportions were reported in the 
Western Isles (17.5%), Grampian (8.5%) and Dumfries & Galloway (6.95%). 
However, please note that ISD also collects figures on vacancies and the 
latest vacancy figures for Speech and Language Therapists do not 
appear to match what has been reported to the Committee. The reasons 
for this are unclear but may be to do with differences in definitions or 
the timing of the data collection. 
 
For the sake of comparison, the following table shows SLT vacancies - both 
those reported to the Committee and the ISD rate – with vacancies in other 
health professions. 
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Table 4: Vacancies by health profession8 

SLT Vacancies reported to the 
Health and Sport Committee  

5.3% 

SLT vacancies reported to ISD 4.2% 
Consultants 4.4% 
Nursing and Midwifery 3% 
Pharmacy 4.4% 
All Allied Health Professionals 3.7% 

 
On the basis of the ISD figures, SLT vacancy rates are higher than those for 
other Allied Health Professions but lower than those for consultants and 
pharmacists. If the figures reported to the Committee are accurate, SLT 
vacancies are higher than vacancies in all of the other main health 
professions. 
 
Referrals 
 
Respondents were also asked to detail the number of referrals to adult and 
paediatric services over the last three years (2010/11-2012/13). This was to 
obtain an idea of trends in demand for services. 
 
Unfortunately, due to the incompleteness of the data provided, it is not 
possible to establish any trend across all eleven boards. However, the 
following shows what can be gleaned from each of the board returns. 

                                            
8 Source: ISD Scotland, NHS Scotland Workforce: Data at 30 September 2013 

 

http://www.isdscotland.org/Health-Topics/Workforce/Publications/2013-11-26/2013-11-26-Workforce-Report.pdf?9133547545
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Table 5: Changes in paediatric and adult service referrals between 2010/11 and 2012/13, by Board area. 
 Children and Young People Adults 

 Local 
Authority 
Referrals 

Acute and 
Community 
Referrals 

Other 
Referrals 

Total 
Referrals 

Local 
Authority 
Referrals 

Acute and 
Community 
Referrals 

Other 
Referrals 

Total 
Referrals 

Ayrshire & 
Arran1 +7% +9.7% 

Not 
available 

+8.4% +1.3% +1.3% 
Not 
available 

+1.3% 

Dumfries & 
Galloway 

+10.2% +15.7% -5.7% +10.6% no change +10.5% no change +10% 

Fife +5.8% +22.7% +66% +16.8% -1.6% +19.7% -36% +16% 
Grampian2 +11.3% +121% +25% +47.3% -40.6% -12.4% +193% -8.4% 

Greater 
Glasgow & 

Clyde3 
+2.2% -8.6% +57.9% -1.3% na +5.9% 

Not 
available 

+5.9% 

Lanarkshire -5.8% no change  +9.5% 
no 

change  
+36.3% +12% +53.4% +15.4% 

Lothian5 Not 
available 

Not 
available 

Not 
available 

-9.5% 
Not 
available 

Not 
available 

Not 
available 

+2.6% 

Orkney4 no change no change +35.2% +6.9% +500% +12.6% +300% +24% 

Shetland4 -14% +5% +333% +1.7% -20% +3.6% 
Not 
available 

+1.6% 

Tayside +21.3% +12% 
Not 
available 

+15% 
Not 
available 

Not 
available 

Not 
available 

na 

Western 
Isles4 -16.2% -23.8% -9.3% -17% +1900% -18.2% -55.5% -11% 

1
Adult referral figures provided were combined for all services 

2
The total referral numbers for Grampian also include figures for Aberdeen City, which could not be broken down by referral source and are therefore not 

included in the other columns 
3
Trend analysed over 2 years only (2011/12 to 2012/13) 

4
The underlying referral numbers for these Board areas are small and this should be borne in mind when viewing some of the larger % changes in referrals. 

5
Lothian figures were not available broken down by source  
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The table shows an increase in referrals to both paediatric and adult services 
in most NHS Board areas. Areas which reported a decrease in paediatric 
referrals were Greater Glasgow and Clyde, Lothian and Western Isles. Areas 
to report a decrease in referrals to the adult service were Grampian and the 
Western Isles. 
 
Patient Contacts 
 
NHS Boards were asked to detail the number of patient contacts for each year 
between 2010/11 and 2012/13. The following table shows the change in 
patient contacts at each of the board areas over the three years. 
 
Table 6: % Change in patient contacts to paediatric and adult services 
by board area, 2010/11 to 2012/13 

 Children and Young 
People 

Adults  

Ayrshire and Arran na +1.9%  

Dumfries and Galloway -18.4% +25%  

Fife -13.2% +3.6%  

Grampian +141% +2.2%  

Greater Glasgow and Clyde +36% na  

Lanarkshire -2.6% -6.9%  

Lothian -4.8% +65%  

Orkney +2.5% -9.9%  

Shetland na na  

Tayside -4.6% na  

Western Isles -48.1% -29%  

 
The number of paediatric contacts declined in 6 of the 11 boards, although 
relatively large increases were seen in Grampian and Greater Glasgow and 
Clyde. 
 
Conversely, for adult services, 5 of the 11 boards reported an increase in 
contacts, with larger increases seen in Lothian and Dumfries & Galloway. 
 
It is difficult to interpret what the trend in contacts indicates, as much of the 
work of a speech and language therapist will not be recorded as a ‘contact’. 
This is because the service is divided in to three tiers; universal, targeted and 
specialist. The number of contacts will generally pertain to the specialist tier 
only, which in turn is influenced by the work carried out in the other two tiers 
(i.e. the other tiers may prevent the need for specialist treatment). Therefore, 
an increase in contacts may indicate pressures in the other two tiers. 
Conversely, a decrease in contacts may indicate pressure in the specialist 
tier. 
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Numbers waiting to be seen 
 
NHS boards were asked to detail the number of people currently waiting to be 
seen at the paediatric and adult services. They were also asked to indicate 
how many people were waiting to be seen at the same time in the previous 
two years. The following table shows the number waiting at the time the 
survey was completed, as well as the percentage change over the three 
years. 
 
Table 7: Numbers waiting to be seen at each service at the time the 
survey was completed in 2013 (figures in brackets represent % change 
since the same time in 2011) 

 Children and Young 
People 

Adults 
Acute 

Adults 
Community 

 

Ayrshire and Arran 84 (+31.2%) 40 (+100%) na  

Dumfries and 
Galloway 

65 (previous years 
not available) 

3 (previous 
years not 
available) 

29 
(previous 
years not 
available) 

 

Fife 220 (+129%) 0 (no 
change) 

0 (-100%)  

Grampian 27 (-3.6%) 23 
(+43.7%) 

na  

Greater Glasgow and 
Clyde 

614 (+27.6%) 243 (+9.5% 
on previous 
year) 

na  

Lanarkshire
1 184 (-1%) 75 (+63%)  

Lothian 143 (+30%) 33 (+32%) 138 
(+130%) 

 

Orkney 14 (-22%) 0 (0%) 5 (+66.6%)  

Shetland 7 (previous years not 
available) 

0 (previous 
years not 
available) 

2 (previous 
years not 
available) 

 

Tayside 448 (+45%) na 36 (+350%)  

Western Isles 15 (+6.6%) 4 
(previously 
no-one 
waiting) 

1 (-50%)  

Total 1,821 632  

1 
Lanarkshire operates a single adult service, therefore the figures represent both the acute 

and community sector 
 

There were a number of gaps in the data provided on the numbers waiting to 
be seen. However, the above table shows that (at the time of completion) the 
respondents reported 1,821 children and young people, and 632 adults 
waiting for an appointment at an SLT service. 
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In terms of trends in the numbers waiting, 6 of the 9 boards where data was 
available reported an increase in the numbers waiting to be seen at the 
paediatric service. For the adult acute service, 5 of the 7 boards where data 
was available reported an increase in the numbers waiting. For the adult 
community service, 3 of the 5 boards where data was available reported an 
increase in the numbers waiting. 
 
Waiting Time Targets 
 
Respondents were asked to detail what proportion of patients was seen within 
waiting time targets. Where no data was collected, they were asked to 
indicate their perception of how often the target was achieved using a scale 
ranging from’ Always’ to ‘Never’. Table 8 shows a breakdown of responses. 
 
Please note however that waiting time targets pertain to the specialist level of 
service only and do not include the services delivered in the universal and 
targeted tiers. 
 
Table 8: Compliance with waiting times targets by board area and 
service type, 2012 and 2013 

 2012 2013 

 Ayrshire and Arran 

Children and Young 
People 

99% 99% 

Adult Acute 100% 100% 

Adult Community 100% 100% 

 Dumfries and Galloway 

Children and Young 
People 

na 98% 

Adult Acute na 98% 

Adult Community na 98% 

 Fife 

Children and Young 
People 

97% 82% 

Adult Acute 100% 100% 

Adult Community 100% 100% 

 Grampian
1 

Children and Young 
People 

100% 100% 

Adult Acute 100% 100% 

Adult Community na na 

 Greater Glasgow and Clyde 

Children and Young 
People 

na 98.5% 

Adult Acute Mostly Mostly 

Adult Community na na 

 Lanarkshire 

Children and Young 100% 100% 
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People 

Adult Acute 100% 100% 

Adult Community 100% 100% 

 Lothian 

Children and Young 
People 

93% 96% 

Adult Acute 100% 100% 

Adult Community 100% 100% 

 Orkney 

Children and Young 
People 

Mostly Mostly 

Adult Acute Always Always 

Adult Community Always Always 

 Shetland 

Children and Young 
People 

100% 100% 

Adult Acute 100% 100% 

Adult Community 100% 100% 

 Tayside 

Children and Young 
People 

Always Mostly 

Adult Acute Always Always 

Adult Community Mostly Occasionally 

 Western Isles 

Children and Young 
People 

75% 100% 

Adult Acute 100% 100% 

Adult Community 100% 100% 
1 

Grampian data is for Moray and the acute adult service only
 

 
Compliance with waiting times targets was generally high, although a few 
areas noted problems. For example, the Fife paediatric service reported a 
decline in meeting the target (from 97% to 82%). Tayside also reported a 
decline in meeting targets, with a perception that targets in the adult 
community service which were ‘mostly’ met previously, were now 
‘occasionally’ met. Tayside also reported that paediatric targets which were 
previously ‘always’ met were now ‘mostly’ met. 
 
Service Level Agreements 
 
As mentioned previously, local authorities typically commission SLT services 
via a service level agreement (SLA) with an NHS Board. Of the 17 local 
authorities that responded, 16 confirmed they had an SLA in place. These 
local authorities were asked what the contract purchased. The following 
summarises the responses: 
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1. Input to specific groups or individuals – 13 local authorities reported 
that their SLA purchased services for specified groups of children or 
individuals 

2. Input  to specific schools – 11 local authorities indicated the SLA 
purchased input to specific  schools 

3. Hours, days, whole time equivalents – 9 local authorities indicated 
that the SLA purchased specific amounts of SLT time 

4. Other inputs – 6 local authorities purchased other types of input, such 
as support and training for school staff 

5. Outcomes – 3 of the local authorities responded that the SLA was 
linked to outcomes, with each indicating that the SLT services 
purchased should be needs-led, tailored to the individual and evaluated 
from the perspective of the user. 

 
 
SPICe Research 
21 February 2014 
 

Note: Committee briefing papers are provided by SPICe for the use of Scottish 
Parliament committees and clerking staff.  They provide focused information or 
respond to specific questions or areas of interest to committees and are not 
intended to offer comprehensive coverage of a subject area. 
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Annex 1: Respondents 
 

NHS Board Area  Local Authorities  

NHS Ayrshire 
and Arran 

Responded East Ayrshire Did not respond 

North Ayrshire Did not respond 

South Ayrshire Did not respond 

NHS Borders Did not respond Scottish Borders Responded 

NHS Dumfries & 
Galloway 

Responded Dumfries and 
Galloway 

Responded 

NHS Fife Responded Fife Did not respond 

NHS Forth 
Valley 

Did not respond Clackmannanshire Responded 

Falkirk Responded 

Stirling Responded 

NHS Grampian Responded Aberdeenshire Responded 

City of Aberdeen Did not respond 

Moray Did not respond 

NHS Greater 
Glasgow & 
Clyde 

Responded City of Glasgow Did not respond 

East 
Dunbartonshire 

Did not respond 

East Renfrewshire Did not respond 

Inverclyde Responded 

Renfrewshire Responded 

West 
Dunbartonshire 

Did not respond 

North Lanarkshire Responded 

South Lanarkshire Did not respond 

NHS Highland Responded Highland Did not respond 

Argyll and Bute Responded 

NHS 
Lanarkshire 

Responded North Lanarkshire Did not respond 

South Lanarkshire Responded 

NHS Lothian Responded City of Edinburgh Did not respond 

Midlothian Responded 

East Lothian Responded 

West Lothian Responded 

NHS Orkney Responded Orkney Islands Did not respond 

NHS Shetland Responded Shetland Islands Responded 

NHS Tayside Responded Angus Did not respond 

Dundee City Responded 

Perth and Kinross Responded 

NHS Western 
Isles 

Responded Comhairle nan 
Eilean Siar 

Did not respond 
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