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PUBLIC PETITIONS COMMITTEE

AGENDA

12th Meeting, 2018 (Session 5)

Thursday 28 June 2018

The Committee will meet at 9.15 am in the Robert Burns Room (CR1).

1. Consideration of new petitions: The  Committee  will  consider  the  following
new petitions—

PE1692 by Lesley Scott and Alison Preuss on behalf of Tymes Trust and
Scottish Home Education Forum on Inquiry into the human rights impact of
GIRFEC policy and data processing; and will take evidence from—
Lesley Scott, Tymes Trust Scottish Officer and Alison Preuss, Scottish
Home Education Forum;
PE1691 by Christopher R Hampton on behalf of Steering Group of
Bowman's View on Review of the Title Conditions (Scotland) Act 2003;
and 
PE1697 by Michael McGuire on Child Funeral Fund.

2. Consideration of continued petitions: The  Committee  will  consider  the
following continued petitions—

PE1619 by Stuart Knox on Access to Continuous Glucose Monitoring; and
will take evidence from—
Shona Robison, Cabinet Secretary for Health and Sport, Gillian Gunn,
Team Leader Diabetes, Heart Disease, Stroke, and Richard Shearer,
Senior Policy Officer, Strategy Planning and Clinical Priorities Team,
Healthcare Quality and Improvement Directorate, Scottish Government;
PE1480 by Amanda Kopel on behalf of The Frank Kopel Alzheimer's
Awareness Campaign on Alzheimer's and dementia awareness / PE1533
by Jeff Adamson on behalf of Scotland Against the Care Tax on Abolition
of non-residential social care charges for older and disabled people;
PE1610 by Matt Halliday on Upgrade the A75 / PE1657 by Donald
McHarrie on behalf of A77 Action Group on A77 upgrade;
 PE1629 by Jennifer Lewis on MRI scans for Ocular Melanoma sufferers in
Scotland;
PE1664 by Harry Huyton on behalf of OneKind on Greater protection for

http://www.parliament.scot/GettingInvolved/Petitions/PE01692
http://www.parliament.scot/GettingInvolved/Petitions/titleconditions
http://www.parliament.scot/GettingInvolved/Petitions/ChildfuneralfundScotland
http://www.parliament.scot/GettingInvolved/Petitions/diabetes
http://www.parliament.scot/GettingInvolved/Petitions/alzheimers
http://www.parliament.scot/GettingInvolved/Petitions/PE01533
http://www.parliament.scot/GettingInvolved/Petitions/A75RoadUpgrade
http://www.parliament.scot/gettinginvolved/petitions/ViewPetitions.aspx?terms=1657
http://www.parliament.scot/GettingInvolved/Petitions/PE01629
http://www.parliament.scot/GettingInvolved/Petitions/PE01664
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mountain hares;
PE1683 by Jennifer Edmonstone on Support for families with multiple
births; and 
PE1680 by Angela Flanagan on Private Water Supplies in Scotland.

Sarah Robertson
Clerk to the Public Petitions Committee

Room T3.40  The Scottish Parliament  Edinburgh
Tel: 0131 348 5186

Email: petitions@parliament.scot

http://www.parliament.scot/GettingInvolved/Petitions/supportformultiplebirths
http://www.parliament.scot/GettingInvolved/Petitions/PE01680
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Public Petitions Committee 

12th Meeting, 2018 (Session 5)  

Thursday 28 June 2018 

PE1692: Inquiry into the human rights impact of GIRFEC policy and data 
processing 

Note by the Clerk 

Petitioners Lesley Scott and Alison Preuss on behalf of Tymes Trust and Scottish 
Home Education Forum

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
initiate an independent public inquiry into the impact on human rights 
of the routine gathering and sharing of citizens’ personal information 
on which its Getting It Right For Every Child (GIRFEC) policy relies.

Webpage parliament.scot/GettingInvolved/Petitions/PE01692 

Introduction 

1. This is a new petition that collected 1,488 signatures and 209 comments in 
support. 

Background (taken from the SPICe briefing) 

2. Getting It Right for Every Child (GIRFEC) is a policy approach to children’s 
services introduced over the last 12 years which seeks to ensure a holistic 
approach to considering a child’s needs. 

3. Part of the GIRFEC approach is that a child has a designated ‘named person’ 
as a point of contact and advice.  Attempts to legislate for the named person 
have stalled following the Christian Institute case.  Amending legislation which 
seeks to ensure the information sharing function complies with data protection 
and human rights legislation is currently at stage 1 in the Parliament. 
Committee consideration is on hold pending the development of a draft Code of 
Practice. 

4. Therefore, the current named person scheme where it is used in local 
authorities is based on policy rather than legislative requirement.  

5. Separately from any Scottish legislation, information sharing must be 
compatible with data protection legislation and human rights law.  The recent 
coming into force of the GDPR means that many organisations have had to 
consider their data protection procedures. 

6. This petition relates to the current legal situation rather than the prospective 
legislation from the 2014 Act and 2017 Bill.  Current information sharing under 
GIRFEC must be done in accordance with both data protection legislation and 
human rights requirements. 
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Scottish Government action 

7. The following sets out advice issued on information sharing in relation to the 
named person scheme. 

8. The March 2013 advice from the Information Commissioner’s Office (ICO) 
stated that 

“If there is any doubt about the wellbeing of the child and the decision is to 
share, the Data Protection Act should not be viewed as a barrier to 
proportionate sharing.” 

9. The GIRFEC programme board issued a letter in April 2013 on information 
sharing, attaching information sharing advice from the ICO.  This stated that: 

“Whilst the ICO in its capacity as a regulator does issue substantial penalties 
for breaches of the Data Protection Principles, Ken Macdonald emphasises 
that these penalties are aimed at systemic failures and not practitioners 
making good faith decisions to share information in the best interests of 
children.” 

10. In September 2016, (following the Christian Institute case) a statement from 
Head of ICO Region Ken MacDonald highlighted the implications of the 
Supreme Court judgement to Scottish local authorities, area health boards and 
Police Scotland.  He said: 

“GIRFEC partners should now review existing procedures and policy to 
ensure that they are sufficiently clear. […]  The sharing of personal data 
without the consent of the individual is likely to take place only in very 
particular and clearly justified circumstances rather than as common practice.” 

11. In July 2017, the Scottish Government issued a policy update in July 2017, to 
advise practitioners of the impact of the Supreme Court judgement on the 
GIRFEC policy.  This stated: 

“”Local Authorities, Health Boards and other organisations have worked hard 
to prepare for implementation of Parts 4 and 5 of the Act and should continue 
to implement the Getting it right for every child approach, operating within the 
existing legal and policy framework.” 

Scottish Parliament Action  

12. The Education and Skills Committee considered the Children and Young 
People (Information Sharing) (Scotland) Bill at stage 1 during autumn 2017.  
This focused on the proposed legislation rather than whether existing practice 
breached data protection requirements.  

13. The Committee received submissions from a range of organisations including 
Scottish Home Education Forum, who stated that: 

“We had regularly raised concerns over local authorities’ misrepresentation 
and misapplication of the legal framework pertaining to home education and 
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our members had reported increasing misuse of their personal data as a 
result of implementation of the GIRFEC policy (which lacked statutory 
foundation), and the premature ultra vires operation of named person 
schemes that sanctioned the misuse.”1 

Action 

14. The Committee is invited to consider what action it wishes to take on the 
petition. Options include— 

 Writing to the Scottish Government to seek its views on the action called 
for in the petition 

 Writing to the Information Commissioner’s Office for its view on the 
action called for in the petition 

 Any other action the Committee wishes to take. 

SPICe/Clerk to the Committee 

                                                            
1 Available at: 
www.parliament.scot/S5_Education/Inquiries/170821ScotHEForum_response_amended_version.pdf 
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Public Petitions Committee 

12th Meeting, 2018 (Session 5)  

Thursday 28 June 2018 

PE1691: Review of the Title Conditions (Scotland) Act 2003 

Note by the Clerk 

Petitioner Christopher R Hampton on behalf of Steering Group of Bowman's 
View 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
review the Title Conditions (Scotland) Act 2003, which prohibits a 
change of factor in the estate unless agreement is obtained by a two-
thirds majority of owners in the estate, particularly in terms of the 
impact of that requirement on residents of sheltered accommodation.

Webpage parliament.scot/GettingInvolved/Petitions/titleconditions 

Introduction 

1. This is a new petition that collected 22 signatures and one comment. 

Background (taken from the SPICe briefing) 

2. Title conditions (also known as real burdens) are legal obligations set out in the 
title deeds to properties. They are not affected by changes of ownership of the 
affected properties. Consequently, they are a much more permanent type of 
obligation than, for example, obligations contained in a contract. 

3. In communities like sheltered housing complexes all owners are typically 
subject to the same title conditions, inserted by the developer of the complex in 
the title deeds of the properties sold. The conditions are mutually enforceable 
by the owners against each other. 

4. Title conditions cover a wide range of topics associated with the management 
and maintenance of developments. These include who should pay for repairs 
and maintenance to any common parts and facilities in the development. 

5. Because title conditions can impose financial obligations on individual owners, 
prospective purchasers should have been notified by their solicitor of important 
title conditions in advance of any purchase. 

6. The Title Conditions (Scotland) Act 2003 (‘the 2003 Act’) was a major reform of 
the legal framework relating to title conditions. It covers a wide range of topics. 

Sheltered housing 

7. Title conditions typically regulate the minimum age requirement for a sheltered 
housing development. They also regulate other special features of sheltered 
housing, such as the provision of a warden service.  



PPC/S5/18/12/3 

 2  

 

8. The 2003 Act says that property owners can only agree to vary the terms of 
these title conditions (rather than remove them) in order to protect the key 
characteristics of sheltered housing (section 54).  

9. Other types of title conditions associated with sheltered housing are dealt with 
under the main provisions of the 2003 Act (discussed below). 

Appointing and dismissing a property factor by majority vote  

10. It is possible that a majority of property owners in a development will be able 
act together to dismiss an existing property factor and, if desired, appoint a new 
one. If this is possible, the size of the majority required varies according to 
circumstances. 

11. There are three main scenarios— 

 the title conditions set out the required voting threshold and the 
procedure which should be followed 

 the title conditions are silent on this topic, in which case a simple 
majority (51%) will be able to appoint or dismiss a factor (2003 Act, 
section 28)1 

 the title conditions set out a high voting threshold. However, in this case 
section 64 of the 2003 Act applies, overriding these title conditions. 
Section 64 says a majority of two thirds of owners will always be able to 
appoint or dismiss a factor.  

12. Note, however, that section 64 cannot be used when a manager burden is in 
force. A manager burden is a type of title condition which appoints the 
developer as a factor – or gives the developer power to appoint a factor. 

13. Sometimes a manager burden purports to last indefinitely. However, section 63 
of the 2003 Act prohibits this in practice. It says that a manager burden comes 
to an end on the earliest of the following dates: 

 the date specified in the manager burden itself 

 the relevant date 

 the ninetieth day of any continuous period which the burden is not 
exercisable (by virtue of the developer having ceased to own one of the 
units in the development). 

14. The relevant date usually acts as the long-stop date at which the power to 
appoint and dismiss a factor passes from the developer to the individual 
property owners. 

                                                            
1 Rule 3 of the Tenement Management Scheme in the Tenements (Scotland) Act 2004 provides the 
equivalent provision where the development is a building containing flats. 
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15. The relevant date for housing purchased under the former ‘right to buy’ scheme 
is thirty years; for sheltered housing it is three years and for other 
developments it is five years. 

Other options for dismissing a property factor 

16. It will be clear from the above that there are individual circumstances where 
changing a property factor by majority vote is not possible, for example where 
the applicable voting threshold cannot be reached. 

17. There are two procedures in the 2003 Act (contained in sections 33, 34 and 91) 
which make it possible to alter the relevant title deeds themselves to allow a 
property factor to be dismissed and a new one to be appointed. The associated 
procedures are regarded as cumbersome and potentially expensive. They 
involve the Lands Tribunal for Scotland. 

Regulation of property factors 

18. The Property Factors (Scotland) Act 2011 and associated secondary legislation 
introduced a system of regulation of property factors. This has three main 
strands: 

 compulsory registration for property factors operating in Scotland 

 a Code of Conduct outlining minimum standards which property factors 
have to follow 

 a new dispute resolution system – initially the Homeowner Housing 
Panel and now the First-tier Tribunal for Scotland (Housing and Property 
Chamber). 

19. The First-tier Tribunal is able to investigate a wide range of matters. It can, for 
example, consider whether factoring fees are transparent and in accordance 
with the written statement of services the factor is required to provide. 

20. However, the Tribunal cannot currently take a view on whether the fee charged 
by a property factor is per se excessive or otherwise unjustified. 

Scottish Government Action  

21. The Scottish Government has no current plans to change the law contained in 
section 64 of the 2003 Act, as it applies to sheltered housing complexes or 
otherwise.2 

Scottish Parliament action 

22. In 2013, the then Justice Committee carried out an inquiry into the 
effectiveness of the 2003 Act. 

                                                            
2 Email to SPICe from the Scottish Government, dated 23 May 2018. 
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23. No specific issues were raised relating to section 64 of the 2003 Act as it 
applies to sheltered housing complexes. 

24. However, more generally, in recommendations 4 and 5 of its report, the 
Committee considered section 64. It noted that the complexity of the current 
law can create barriers to switching property factors. Furthermore, the threshold 
of a two thirds majority contained in section 64 might be acting as a barrier to 
switching factors. 

25. In its response to the report, the Scottish Government addressed a range of 
points associated with the recommendations. However, it also set out what 
remains its current view, i.e. that no change to section 64 is required. 

The work of the Scottish Law Commission 

26. The Scottish Law Commission is the statutory body tasked with making 
recommendations to Scottish Ministers for law reform. Following on from the 
Justice Committee’s inquiry, the Commission is currently looking at another 
aspect of the 2003 Act (section 53, covering one aspect of enforcement of title 
conditions). 

27. The Commission’s current programme of law reform runs until 2022. 

Action 

28. The Committee is invited to consider what action it wishes to take on the 
petition. Options include— 

 To write to the Scottish Government, the Scottish Law Commission and 
the Law Society of Scotland, seeking their respective views on the action 
called for in the petition 

 Any other action the Committee wishes to take. 

SPICe/Clerk to the Committee 
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Public Petitions Committee 

12th Meeting, 2018 (Session 5)  

Thursday, 28 June 2018 

PE1697: Child Funeral Fund 

Note by the Clerk 

Petitioner Michael McGuire 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
establish a child Funeral Fund similar to the fund the UK Government 
has established in England and Wales. 

Webpage parliament.scot/GettingInvolved/Petitions/ChildfuneralfundScotland 

Introduction 

1. This is a new petition that collected 213 signatures and 23 comments. The
Committee is invited to consider what action it wishes to take.

Background  

2. The SPICe briefing notes that in March this year the UK Government
announced a ‘Child Funeral Fund’.  Under the scheme, fees for funerals for
those under the age of 18 will be waived by all local authorities and met by
government funding.

Scottish Government Action 

3. On 30 May 2018, the Scottish Government announced the removal of all local
authority charges for burials and cremations of those under 18. This will be
supported by Scottish Government funding.

4. On a related issue, the Scottish Government is also taking forward its Funeral
Costs Plan.  This includes —

 a consultation on Funeral Expenses Assistance (due to replace current UK
social fund provision for funeral expenses in 2019)

 a pilot for a Scottish Funeral Bond

 publishing guidance on funeral costs by December 2018

The Scottish Government has a reference group on funeral poverty and funeral 
expense assistance. 
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Scottish Parliament Action 

5. The Social Security Committee will shortly be considering the Scottish
Government’s consultation on Funeral Expenses Assistance.

Petitioner action 

6. Due to the announcement made by the Scottish Government to remove all local
authority charges for burials and cremations for those under 18 years of age,
the petitioner has indicated that he is content for the petition to be closed.

7. The petitioner expresses his gratitude for the publication of his petition and
states that the announcement —

“…will be far reaching and will help so many families at a time where the lights
have simply gone out in their lives.”

Conclusion 

8. The Committee is invited to consider what action it wishes to take. Options
include —

 To close the petition under Standing Orders Rule 15.7, on the basis that the 
petitioner has indicated that he wishes to withdraw the petition.

 To take any other action the Committee considers appropriate.

SPICe/Clerk to the Committee 



PPC/S5/18/12/5 
 

 Public Petitions Committee  

12th Meeting, 2018 (Session 5)  

Thursday 28 June 2018 

PE1619: Access to Continuous Glucose Monitoring 

Note by the Clerk 

Petitioner Stuart Knox 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
make continuous glucose monitoring sensors, such as Freestyle Libre, 
available under prescription to all patients with type 1 diabetes. 

Webpage  Parliament.scot/GettingInvolved/Petitions/PE01619 

 

Introduction 

1. This is a continued petition that the Committee last considered on 22 March 
2018. At this meeting, the Committee agreed to write to the Scottish 
Government, NHS boards, the Scottish Intercollegiate Guidelines Network and 
the petitioner. Responses have now been received from these stakeholders. 
 

2. The Committee will hear evidence from the Cabinet Secretary for Health and 
Sport at its meeting today and is invited to consider what action it wishes to 
take. 

Committee Consideration  

Roll out of CGM technology 

3. At its last consideration of this petition on 22 March 2018, the Committee noted 
the Scottish Government’s investment of £10 million over the course of this 
Parliament to increase NHS Scotland’s provision of insulin pumps and 
continuous glucose monitoring technology for those with the greatest clinical 
need, as outlined in NHS Circular DL (2017) 13 in June 2017. The Committee 
therefore agreed to ask all NHS boards in Scotland how continuous glucose 
monitoring technology had been rolled out across Scotland in light of this 
funding. 
 

4. As a point of clarification, many of the written submissions received highlight 
that Flash Glucose Monitoring, such as Freestyle Libre (as referred to by the 
petitioner) is not a continuous glucose monitoring product. This means that 
Freestyle Libre does not provide continuous monitoring of glucose, but instead 
relies on patient scanning to get a reading. 

 
5. As Flash Glucose Monitoring is not the same as Continuous Glucose 

Monitoring, the £10m Scottish Government funding available for additional 
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Continuous Glucose Monitor devices cannot be used to purchase Flash 
Glucose Monitoring systems such as Freestyle Libre. 

 
6. The Committee may wish to note that the Freestyle Libre Flash Glucose 

Monitoring system was added to the Scottish Drug Tariff from 1 November 
2017 onwards with guidance issued from the Scottish Diabetes Group. 
Inclusion in the tariff provides the mechanism through which pharmacists and 
dispensing doctor practices can be paid for the products they supply. However, 
this does not indicate acceptance to local formulary or a recommendation for 
use.  

 
7. Due to the current lack of published data about the clinical and cost 

effectiveness of Flash Glucose Monitoring, the Scottish Health Technologies 
Group within Healthcare Improvement Scotland is currently undertaking a 
national appraisal of Freestyle Libre. The result of this exercise was expected 
to be published in June 2018. However, the Minister for Public Health and Sport 
stated during Portfolio Question Time on 20 June 2018 that this advice is now 
expected to be published in July 2018. 
 

8. Written submissions received from health boards highlight different approaches 
to the use of Flash Glucose Monitoring. For example— 

 
 NHS Forth Valley - agreed local guidance, based on the Scottish 

Diabetes Group in January 2018 and has since rolled out Freestyle 
Libre directly from its own budget.  
 

 NHS Lothian - Freestyle Libre sensors were added to the Lothian 
formulary in February 2018 and diabetes teams in three hospitals have 
provided education sessions for suitable patients and contacted their 
GPs to request prescription of Freestyle Libre. 

 
 NHS Ayrshire and Arran - have agreed to make Freestyle Libre 

available for use until the results of the national appraisal of Freestyle 
Libre have been published, at which time, the position will be 
considered.  

 
9. The North of Scotland health boards are awaiting the recommendations of the 

national appraisal of Freestyle Libre by the Scottish Health Technologies Group 
to inform its policy position for the use of Freestyle Libre. As such, none of 
these boards currently use Flash Glucose Monitoring. 
 

10. In his written submission, the petitioner highlights the positive impact Freestyle 
Libre has made to his partner’s health but that these sensors are not available 
in his health board area.  

Scottish Intercollegiate Guidelines Network 

11. At its previous consideration of this petition, the Committee agreed to seek 
clarification of whether SIGN guidelines included any changes with regard to 
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the use of continuous glucose monitoring sensors.  NHS Healthcare 
Improvement Scotland’s written response states— 
 

“…SIGN 116 on Management of Diabetes was published in 2010 and covers 
continuous glucose monitoring. SIGN 154, Pharmacological management of 
glycaemic control in people with type 2 diabetes, supersedes part of that 
guidance, but only in relation to drug therapy for type 2 diabetes. It does not 
address issues relating to blood glucose measurement”. 

Conclusion 

12. The Committee is invited to consider what action it wishes to take. Options 
include — 
 
 To reflect on the evidence heard from the Cabinet Secretary for Health and 

Sport at a future meeting.   

 To consider the petition once the national appraisal of Freestyle Libre has 
been published. 

 To take any other action the Committee considers appropriate. 

 

Clerk to the Committee 

Annexe 

The following submissions have been received on the petition to date— 

 PE1619/E: NHS Forth Valley submission of 16 April 2017 (170KB pdf) 

 PE1619/F: NHS Lothian submission of 11 April 2018 (110KB pdf) 

 PE1619/G: NHS Orkney submission of 25 April 2018 (66KB pdf) 

 PE1919/H: NHS Healthcare Improvement Scotland (61KB pdf) 

 PE1619/I: NHS Highland submission of 25 April 2018 (65KB pdf) 

 PE1619/J: NHS Shetland submission of 27 April 2018 (65KB pdf) 

 PE1619/K: Petitioner submission of 17 April 2018 (64KB pdf) 

 PE1619/L: NHS Ayrshire & Arran submission of 1 May 2018 (94KB pdf) 

 PE1619/M: NHS Fife submission of 1 May 2018 (5KB pdf) 

 PE1619/N: NHS Grampian submission of 1 May 2018 (64KB pdf) 

 PE1619/O: NHS Lanarkshire submission of 1 May 2018 (8KB pdf) 
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 PE1619/P: NHS Tayside submission of 3 May 2018 (66KB pdf) 

 PE1619/Q: NHS Borders submission of 4 May 2018 (91KB pdf) 

All written submissions received on the petition can be viewed on the petition 
webpage. 

 



PE1619/E 

NHS Forth Valley submission of 16 April 2018 

As noted, the Scottish Government committed £10M over the lifetime of the Parliament 
to increase NHS Scotland’s provision of insulin pumps for adults and continuous 
glucose monitoring (CGM) devices for those with the greatest clinical need.    The first 
instalment of £2 million of Scottish Government funding was allocated to NHS Boards in 

2017/18. 

DL (2017) 13 noted that NHS Forth Valley was allocated £123,360, initially to purchase 
4 additional CGM systems and 40 additional insulin pumps for adults.   It was 

subsequently acknowledged that there would be some flexibility to change the balance 
between the number of adult insulin pumps and CGMs purchased.  In addition, it was 
noted that the funding allocation did not include an amount for VAT.   With this in mind, 
the NHS Forth Valley plan was amended to purchase 4 additional CGM systems and 32 

additional insulin pumps for adults. 

It was noted that the future allocation of funding will be determined year on year in line 
with the budget process. 

A summary, outlining Continuous Glucose Monitoring systems (CGMs) and adult insulin 
Pumps in NHS Forth Valley, is provided in Table 1.  This includes: 

 the NHS Forth Valley position as at 1 April 2017

 the initial Scottish Government 2017/18 plan for NHS Forth Valley

 the revised NHS Forth Valley 2017/18 plan

 the NHS Forth Valley position as at 31 March 2018

 the NHS Forth Valley proposed plan for 2018/19 (as at 1 April 2018)

Table 1 Continuous Glucose Monitoring systems and Adult Insulin Pumps 

Funded by NHS Forth 
Valley 

NHS FV 
position 

1 Apr 

2017 

SG 
initial 
plan 

for 
17/18 

Revised 
FV plan 

17/18 

NHS FV 
position 
31 March 

2017 

NHS FV 
proposed 

plan 

18/19 

Children with CGMs 0 2 2 1 5 

Adults with CGMs 5 7 7 8 13 

Adults with Insulin Pumps 151 191 183 174 197 

Source: SCI-Diabetes 

Further details are provided below. 

Continuous Glucose Monitoring systems (CGMs) 

As at 1 April 2017, NHS Forth Valley funded 5 patients to use CGMs (all 5 users were 
adults).   The initial plan was to increase the number CGM users from 5 to 9 (i.e. 2 
children and 7 adults) during 2017/18.  As at 31 March 2018, NHS Forth Valley funded 

1 child and 8 adults.   It is hoped that central funding will be provided in 2018/19 to 
support NHS Forth Valley to continue the roll-out of CGMs to 18 people in total (i.e. 5 
children and 13 adults), dependent upon clinical need. 



Insulin Pumps 

As at 1 April 2017, NHS Forth Valley funded 151 patients to use insulin pumps.   The 

initial plan was to increase the number of insulin pump users from 151 to 191 adults 
during 2017/18.   However, due to VAT not being included in the funding, the plan was 
changed to 183 adults.   As at 31 March 2018, NHS Forth Valley funded 174 adults.   It 
is hoped that central funding will be provided in 2018/19 to support NHS Forth Valley to 

continue the roll-out of Insulin Pumps to 197 adults in total, dependent upon clinical 
need. 

Flash Glucose Monitoring (FreeStyle Libre Flash Glucose Monitoring) 

The original petition mentions “continuous glucose monitoring sensors, such as 
FreeStyle Libre”.  It should be noted that FreeStyle Libre is not a continuous  glucose 
monitoring system.   FreeStyle Libre is a flash glucose monitoring system, which is quite 
different.  As such, the Scottish Government funding outlined in DL (2017) 13 cannot be 

used to purchase flash glucose monitoring systems.  However, the petitioner did 
specifically express the observed benefits of the FreeStyle Libre system in the petition 
background.   Therefore I have also included some additional information regarding the 
FreeStyle Libre, flash glucose monitoring system in NHS Forth Valley. 

The FreeStyle Libre Flash Glucose Monitoring system was added to the Scottish Drug 
Tariff from 1 November 2017 onwards.   NHS Forth Valley agreed local guidance, based 
on the advice recently developed by the Scottish Diabetes Group (Type 1 Diabetes 

Subgroup), in January 2018. 

Table 2 shows the roll-out of the FreeStyle Libre Flash Glucose Monitoring systems to 
NHS Forth Valley residents over the last 5 months.   To be clear, this improvement in 

access to flash glucose monitoring systems was not supported from the central funding 
outlined in DL (2017) 13, but was supported from NHS Forth Valley directly. 

Table 2 Flash Glucose Monitoring 

NHS Forth Valley 
residents 

NHS FV 

position 
October 

2017 

NHS FV 

position 
November 

2017 

NHS FV 

position 
February 

2018 

NHS FV 
position  

5 April 2018 

Total number of 
people using Flash 
Glucose Monitoring 

87# 128* 222* 321* 

Number of children 

using Flash Glucose 
Monitoring 

44* 63* 

Number of adults 
using Flash Glucose 
Monitoring 

178* 258* 

Source: SCI-Diabetes    # Self funded * may include some people who have

self funded their sensors 
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NHS Lothian submission of 11 April 2018 

Thank you for your communication of 3 April 2018 seeking a response from NHS 
Lothian on how continuous glucose monitoring (CGM) has been rolled out in Lothian 
following the Scottish Government’s investment in insulin pumps and CGM.  This is 
in response to a public petition urging the Scottish Government to “make continuous 

glucose monitoring sensors, such as the Freestyle Libre, available under prescription 
to all patients with type 1 diabetes.” 

As a point of clarification, there is a difference between CGM, as funded by the 

Scottish Government, and the Freestyle Libre, which is a flash glucose monitor (FM). 
Both CGM and FM measure the glucose in the fluid that surrounds cells (interstitial 
fluid) rather than in the blood stream and both involve wearing a sensor continuously.  
However, CGM takes a reading every few minutes regardless of what the user is 

doing.  There are a range of CGM options available, but many have the ability to 
communicate directly with insulin pumps to turn off insulin delivery if blood glucose 
levels are dropping.  Many CGMs also have an alarm that will alert the user to rapid 
changes in blood glucose (both low and high).  FM does not communicate directly 

with insulin pumps and does not have an alarm.  It will download the last 8 hours of 
glucose data every time the user takes a reading, but if the user does not take a 
reading for more than 8 hours, that data is lost, unlike CGM where the data is stored.  
Scottish Government funding is explicitly limited to CGM and cannot be used for FM 

because there is a more robust evidence base for CGM. 

The Freestyle Libre sensors were added to the Lothian formulary in February 2018. 
The diabetes teams at the Royal Infirmary, Western General and St John’s Hospitals 

have all been providing education sessions for suitable patients and contacting their 
GPs to request prescription of the Freestyle Libre.  The first education session took 
place less than two weeks after we received formal confirmation of the formulary 
decision. Eligibility is determined using criteria recommended by the Scottish 

Diabetes Group.  Patients who attend East Lothian Community Hospital and Leith 
Community Treatment Centre can also access the education sessions at the three 
main hospital sites and if eligible, they can also obtain Libre sensors on prescription.   

The Scottish Government allocation for CGM in 2017/18 provided Lothian with 20 
CGMs, which were allocated to 10 children and 10 adults.  Eligibility criteria differ in 
children and adults.  For children, the younger age groups are prioritised.  In the 
adult group, those with recurrent severe hypoglycaemia are prioritised.  All diabetes 

consultants were contacted and asked to refer suitable patients.  Consideration was 
also given to some direct patient requests.  These requests were all reviewed by a 
panel of 3 consultants (one from each hospital site) to ensure that patients were 
prioritised in a consistent manner according to our pre-defined criteria.  We expect 

confirmation very soon of the amount of Scottish Government funding for CGM in the 
2018/19 financial year and anticipate being able to use all of the funding provided. 

I trust this response meets your requirements. 



PE1619/G 

NHS Orkney submission of 25 April 2018 

With regards to your letter dated 3 April 2018, the Scottish Government’s investment 
of £10 million over the course of this Parliament “to increase NHS Scotland’s 
provision of insulin pumps and continuous glucose monitoring technology” is 
welcomed and the total share of the allocation in Orkney amounts to £16,276.   This 

budget contributes to the purchase of those technologies, for people with the 
greatest clinical need.  However current costs continue to exceed the allocated 
budget. 

The Scottish Government also agreed to add Freestyle Libre to the Drug tariff at the 
end of last year, this will cost about £1000 per patient per year; initially it is being 
proposed for patients with type 1 Diabetes. This cost is additional to the cost of test 
strips but should significantly reduce the amount of test strips used.   

 NHS Boards across the North of Scotland have begun considering the place of 
Flash GM monitoring within diabetes care.  Due to the current lack of published data 
with regard to clinical and cost effectiveness the North of Scotland Boards are keen 

to await the outcome of the planned appraisal of FreeStyle Libre.  The output of this 
work should be available in June 2018.   

North of Scotland Boards will use the outcome of that appraisal to help inform a 

policy position for the use of Freestyle Libre across NHS Grampian, NHS Orkney, 
NHS Shetland, NHS Highland, NHS Western Isles and NHS Tayside.  This position 
is likely to be formalised in mid – late summer 2018.  Until that position is developed 
and agreed, Flash GM will not be available in the North of Scotland.  Existing 

approved blood glucose monitoring will continue to be available to meet the clinical 
needs of all patients with Diabetes patients. 



PE1619/H 

NHS Healthcare Improvement Scotland 

Thank you for this enquiry in relation to the Committee’s consideration of the 
availability of continuous glucose monitoring sensors. I confirm that SIGN 116 on 
Management of Diabetes was published in 2010 and covers continuous glucose 
monitoring.  SIGN 154, Pharmacological management of glycaemic control in people 

with type 2 diabetes, supersedes part of that guidance, but only in relation to drug 
therapy for type 2 diabetes. It does not address issues relating to blood glucose 
measurement.  

All SIGN guidelines are now either replaced or withdrawn at 10 years. SIGN 116 is 
therefore scheduled to be withdrawn in 2020.  



PE1619/I 

NHS Highland submission of 25 April 2018 

Thank you for the opportunity to respond to the Public Petitions Committee regarding 
the above petition which primarily relates to the issue of the Abbott Freestyle Libre 
(FSL) Flash Glucose monitoring system being made available to patients with type 1 
diabetes.  

NHS Boards across the North of Scotland have begun considering the place of Flash 
GM monitoring within diabetes care. Clinical staff are aware of the potential benefits 

of such technology, in particular the potential effects on quality of life and the ability 
to gather more information regarding an individual’s glucose control than can be 
measured with traditional finger prick testing alone. However, due to the current lack 
of published data with regard to clinical and cost effectiveness the North of Scotland 

Boards made a decision to await the outcome of the planned Scottish Health 
technology Assessment of the FSL. The output of this work should be available in 
June 2018. The North of Scotland Boards will use the outcome of that appraisal to 
help inform a policy position for the use of FSL across NHS Grampian, NHS Orkney, 

NHS Shetland, NHS Highland, NHS Western Isles and NHS Tayside. This position is 
likely to be formalised in mid – late summer 2018. Until that position is developed 
and agreed Flash GM will not be routinely available in the North of Scotland.  

In response to the content of the official report, it is worth noting that the annual cost 
of FSL can only be considered cost equivalent to traditional finger prick monitoring in 
individuals undertaking a high number of finger prick tests per day (~8). In addition, 

due to the reduced accuracy of the FSL versus finger prick testing, the FSL cannot 
be considered a complete replacement for traditional testing e.g. due to legal 
requirements for driving. Staff time for training and support is also not taken into 
account. However, clearly if individuals can use the technology to improve their 

glycaemic control then this may be cost saving in the longer term, but as above there 
is a lack of high quality to support this, hence the need for the Health Technology 
Assessment.  

In addition, perhaps some confusion has arisen because of some of the terminology 
associated with these emerging technologies. Strictly speaking the FSL is not 
considered a continuous glucose monitor (CGM) as these devices provide a real-

time display and have additional functionalities such as alarms and the facilities to 
function in conjunction with an insulin pump. For this reason Abbott introduced the 
term Flash Glucose Monitor rather than CGM. Additional funding has been made 
available from the Scottish Government for the use of new technologies in diabetes 

but our interpretation was that this was primarily for insulin pump therapy and so 
called sensor augmented pump therapy using CGM. This does not include the FSL. 
NHS Highland has successfully met the targets and used our allocation of this 
funding. 



PE1619/J

NHS Shetland submission of 27 April 2018 

The Scottish Government’s investment of £10 million over the course of this 

Parliament “to increase NHS Scotland’s provision of insulin pumps and continuous 

glucose monitoring technology”. is welcomed and this year’s share of the allocation 

in Shetland amounts to £24,245 This budget contributes to the purchase of the 

technologies, for those with the greatest clinical need however the expenditure 

exceeds the allocated budget. 

The Scottish Government also agreed to add Freestyle Libre to the Drug tariff at the 

end of last year; This may cost about £1000 per patient per year and will reduce the 

number of test strips and finger pricks needed. NHS Boards across the North of 

Scotland have begun considering the place of Flash GM monitoring within diabetes 

care. Due to the current lack of published data with regard to clinical and cost 

effectiveness the North of Scotland Boards are keen to await the outcome of the 

planned appraisal of Freestyle Libre. The output of this work should be available in 

June 2018. North of Scotland Boards will use the outcome of that appraisal to help 

inform a policy position for the use of Freestyle Libre across NHS Grampian, NHS 

Orkney, NHS Shetland, NHS Highland, NHS Western Isles and NHS Tayside. This 

position is likely to be formalised in mid – late summer 2018. Until that position is 

developed and agreed Flash GM will not be available in the North of Scotland. 

Existing approved blood glucose monitoring will continue to be available to meet the 

clinical needs of all diabetic patients. 



PE1619/K 

Petitioner’s submission of 17 April 2018 

Having listened to the discussions online, I am cautiously optimistic about the 

outcome. The opinions given by committee members at least justify my petition and I 

can only hope they carry enough weight in order to achieve the result I (and many 

others) desire. 

I have to reiterate that as a type 2 non-insulin dependant diabetic I don't use any 

blood/glucose testing as per GPs instructions. My selfish interest in this matter 

relates to my partner, a type 1 diabetic for 42 years. When we were in a better 

financial position we were able to purchase the sensors for the Freestyle Libre and 

were aware of a very noticeable reduction in the number of hypoglycaemic episodes 

she experienced. My partner indicated that the Freestyle Libre is an absolute game-

changer, felt healthier both mentally and physically when using it and looks forward 

to the day she can use it again. 

In addition, I was able to check her levels as she slept through the night if at any time 

I was concerned. We no longer have the same income and therefore it's a return to 

finger pricking and an increase in extreme blood glucose levels.  

I stated that this was a selfish interest, however I have been observing social media 

and continually seeing the same positive feedback as regards the better levels of 

control over sugar levels whilst using the Libre. 

We are aware of the recent changes but as yet the sensors are still unavailable in 

our NHS authority and when we approached both the GP and the Diabetic Clinic at 

the hospital to discuss, we were told they were unaware of any updates. 

I hope this input is helpful and I would like to pass on my thanks to everyone 

involved in trying to find a resolution. 



PE1619/L 

NHS Ayrshire & Arran submission of 01 May 2018 

Updated Joint Statement on the Prescribing of Freestyle Libre® in (March 2018) 

The Freestyle Libre® flash glucose monitoring system is a sensor based, factory-

calibrated system that measures interstitial fluid (not blood) glucose levels in people 

(aged 4 years and over) with diabetes mellitus, including pregnant women. 

In November 2017 information was issued to all NHS Ayrshire & Arran prescribers 

regarding the prescribing of Freestyle Libre®.  In January 2018, the Scottish 

Diabetes Managed Clinical Network Lead Clinicians issued a position statement on 

the use of Freestyle Libre® flash glucose monitoring system, which was considered 

by the NHS Ayrshire & Arran Area Drug & Therapeutics Committee at their meeting 

on the 5th March 2018. 

It was agreed to make Freestyle Libre® available for use in NHS Ayrshire & Arran, as 

per the recommendations in this January 2018 position statement, until the Scottish 

Health Technologies Group (SHTG) within Healthcare Improvement Scotland have 

issued their guidance in June 2018, and at which time the NHS Ayrshire & Arran 

position will be reconsidered. 

Recommendations for use of Freestyle Libre® in NHS Ayrshire & Arran 

 Only secondary care diabetes teams can initiate patients on Freestyle Libre®.

 Freestyle Libre® will only be considered for use for people with Type 1 Diabetes

Mellitus who are attending secondary care diabetes centres who are using

multiple daily insulin injections (basal bolus) or insulin pump therapy, who have

been assessed by the specialist clinician and are deemed to meet one or more of

the criteria in the Scottish Diabetes Managed Clinical Network Lead Clinicians

position statement on the use of Freestyle Libre® flash glucose monitoring

system (January 2018).



 

 Patients currently “self-funding” must meet the above criteria and be assessed by 

a secondary care specialist clinician to be eligible for NHS funding. 

 Patients with type 1 diabetes who are currently attending a hospital diabetes clinic 

(adults and paediatrics) will be contacted directly by the hospital regarding the 

Freestyle Libre®. 

 

 

Responsibilities of secondary care diabetes teams  

 Assess patient’s eligibility for the use of Freestyle Libre®, as per the Scottish 

Diabetes Managed Clinical Network Lead Clinicians position statement. 

 Discuss with people with type 1 diabetes the commitment required for trial and on-

going funding of Freestyle Libre®. 

 Provide patient education sessions on Freestyle Libre® and education material. 

 Provide the person with a Freestyle Libre® meter and first sensor.  

 Advise the patient’s General Practitioner of the patient’s eligibility for Freestyle 

Libre® and advising on issuing prescriptions for sensors and blood glucose test 

strips. 

 Assess on-going eligibility for continued funding of Freestyle Libre® (6 monthly for 

adults/ 3 monthly for paediatrics). 

 Participate in multi-disciplinary discussion and sharing experience.  

 To ensure SCI-Diabetes is updated at start and relevant data (HbA1c, 

questionnaires) is collected.  

 Commit to audit local data and contribute to Scottish/UK wide audit. 

 

 

Responsibility of the person established as being eligible for Freestyle Libre® 

 Agree to attend a locally provided Flash Glucose Monitoring education session; 

and  

 Agree to scan glucose levels no less than six times per day; and  

 Agree to share glucose data with their diabetes clinic and complete any clinical 

and quality of life questionnaires. 



 

 Attend a recognised diabetes structured education programme and/or the clinical 

team are satisfied that the person (or carer) has required knowledge/skills to self-

manage diabetes.  

 Aware that the continued availability (assessed 6 monthly in adults/ 3 monthly for 

Paediatrics) by secondary care diabetes specialist) will depend on on-going 

effective use of the technology to improve self-management.  

 Aware that they will receive no more than 2 - 4 sensors at any one time and no 

more than 26 sensors per annum (unless there are exceptional circumstances).  

 

 

Responsibilities of General Practitioners  

 Do not prescribe Freestyle Libre® sensors for any patient unless they have been 

deemed as meeting the access criteria by the secondary care diabetes service, 

including patients who are currently “self funding” and correspondence has been 

received from the service. 

 Refer any patient with type 1 diabetes who is not currently attending a hospital 

diabetes clinics, to the secondary care diabetes service (adult or paediatric) that 

are requesting to be considered for the Freestyle Libre®. 

 Prescribe ongoing Freestyle Libre® sensors (recommended that no more than 2 

- 4 sensors are provided at any one time and no more than 26 sensors per 

annum (unless there are exceptional circumstances)).  

 Prescribe blood glucose test strips, as recommended by the secondary care 

diabetes teams which will still be required, such as when a person is unwell, 

scanned readings are at the extremes of glycaemia.  Abbott Diabetes Care will at 

present provide 50 test strips per month for patients who require to undertake 

testing to meet the requirements of the Driver and Vehicle Licensing Agency in 

assessing fitness to drive and patients will be advised how to obtain at the 

education session. 

 

 

 

 

 



PE1619/M 

NHS Fife submission of 01 May 2018 
 

Thank you for your letter of 3 April 2018 and allowing NHS Fife the opportunity to 
comment. 
 
NHS Fife received £145,000 in 2017/18 for insulin pumps and continuous glucose 

monitoring.  This was used to fund insulin pumps for adults and a small number of 
patients to receive continuous glucose monitoring.  In addition ten paediatric patients 
received continuous glucose monitoring systems. 
 

Fife are awaiting the recommendations from the review being carried out by the 
Scottish Health Technologies Group before making a final decision about the final 
availability of continuous glucose monitoring systems in Fife. 
 

 
 
 
 

 
 
 
  



PE1619/N 

NHS Grampian submission of 01 May 2018 
 

NHS Grampian currently provides NHS funded Insulin pumps (CSII) to 221 adult patients 
over 18 years old and 91 patients under 18’s. Continuous Glucose Monitoring (CGM) is 
currently provided to seven patients with two more patients in the process of starting CGM, 

informed by the criteria recommended by the National Institute for Health and Care 
Excellence (NICE). 
 
Flash Glucose Monitoring e.g. FreeStyle Libre, is not a continuous glucose monitoring 

product; i.e. it does not provide ongoing monitoring of interstitial glucose but instead relies 
on the patient scanning the sensor to get a reading.  
 
NHS Boards across the North of Scotland began considering the place of Flash GM 

monitoring within diabetes care with their local Managed Clinical Networks after Freestyle 
Libre was included in the drug tariff in November 2017. Inclusion in the tariff provides the 
mechanism through which community pharmacists and dispensing doctor practices can be 
paid for the products they supply in response to prescriptions. Inclusion does not indicate 

acceptance to local formulary or a recommendation for use to local prescribers. 
 
Due to the current lack of published data with regard to clinical and cost effectiveness NHS 
Grampian, along with the other North of Scotland Boards, are keen to await the outcome 

of the planned national appraisal of FreeStyle Libre by the Scottish Health Technologies 
Group. The output of this work should be available in July 2018. North of Scotland Boards 
will use the outcome of that appraisal to help inform a policy position for the use of 
FreeStyle Libre across NHS Grampian, NHS Orkney, NHS Shetland, NHS Highland, NHS 

Western Isles and NHS Tayside. This position is likely to be formalised in mid – late 
summer 2018.  
 
Until that position is developed and agreed NHS Grampian does not support the NHS 

prescription of FreeStyle Libre. Existing approved blood glucose monitoring will continue to 
be available to meet the clinical needs of diabetic patients. 
 
 



PE1619/O 

NHS Lanarkshire submission of 1 May 2018 
 
I am responding on behalf of NHS Lanarkshire to the request for information 

concerning continuous glucose monitoring technology. 

I have provided a link to NHS Circular DL (2018) 5 which confirms the second 

instalment of additional central funding for continuous glucose monitoring 

technology. You will note that Annex A sets out how this is to be deployed. The 

deployment will also take account of a Scottish Health Technology Group 

Assessment, which is due in June 2018. 

NHS Board   

Funded 

CGM 

(2018/19)   

Funded 

Insulin 

Pumps 

(2018/19) 

 Total 

Additional 

Funding 

(2018/19) 

Lanarkshire   22   60  £336,964 

 

I should also add that the management of this service rests with the South 

Lanarkshire Integration Joint Board. 

I hope this is helpful. 

 

http://www.sehd.scot.nhs.uk/dl/DL(2018)05.pdf


PE1619/P 

NHS Tayside submission of 03 May 2018 
 

In March NHS Boards across the North of Scotland considered the place of Flash 
GM monitoring within diabetes care. Due to the current lack of published data with 
regard to clinical and cost effectiveness, the North of Scotland Boards are keen to 
await the outcome of the planned Health Technology Appraisal of FreeStyle Libre, 

which should be available in June.  
  
North of Scotland Boards will use the outcome of that appraisal to help inform a 
policy position for the use of Freestyle Libre across NHS Grampian, NHS Orkney, 

NHS Shetland, NHS Highland, NHS Western Isles and NHS Tayside. This position is 
likely to be formalised in mid – late summer 2018. Until that position is developed 
and agreed, Flash GM will not be available in the North of Scotland. Existing 
approved blood glucose monitoring will continue to be available to meet the clinical 

needs of all diabetic patients. 
  
Central funding was allocated by the Scottish Government to support Continuous 
Glucose Monitoring (CGM) devices and adult insulin pump provision across 

Scotland. NHS Tayside was allocated £140,585 (2017/2018). 
  
NHS Scotland National procurement have approved the use of Medtronic insulin 
pump, the framework has not approved the use of Freestyle Libre devices.  At 

present NHS Tayside clinical preference has been to prescribe Medtronic insulin 
pump, Omnipods patch pump and Dexcom CGM sensors (Continuous Glucose 
Monitoring).   
  

NHS Tayside has used this funding to support increased provision of technology for 
people living with type 1 diabetes and to further increase the number of adults 
accessing insulin pump therapy and to substantially increase availability of CGM for 
people of all age groups. 

 
 
 
 

 
 
 
 

  



PE1619/Q 

NHS Borders submission of 4 May 2018 
 

Thank you for your letter enquiring about the roll out of Glucose Monitoring 
Technology and apologies for the delay in providing a response. 
 
Please find the local prescribing policy for Flash Glucose Monitoring technology in 

NHS Borders. 
 

Freestyle Libre flash glucose monitoring 

Position Statement November 2017 NHS Borders  

A. Introduction. 
 

Flash glucose monitoring system Freestyle Libre has become available on NHS 

Tariff with guidance issued from the SDG 

We have considered the advice provided by the Scottish Diabetes Group as well as 

advice from NICE, The Association of British Clinical Diabetologists (ABCD), 

Diabetes UK and the position statement published on the 1
st
 of November by the four 

Regional Medicines Optimisation Committee’s for England. Advice is based upon 

both the patient group described from these documents, listed below in references, 

and predicated upon recording the use on SCI- Diabetes and mandating that users 

both agree to scan glucose levels no less than 6 times per day and agree to share 

their glucose data with their secondary care diabetes clinic. 

B. Brief Description of the Freestyle Libre device.  

The Freestyle Libre flash glucose monitoring system is a sensor based, factory-

calibrated system that measures not blood but interstitial fluid glucose levels in 

people (aged 4 years and over) with diabetes mellitus. As detailed within the advice 

from Diabetes UK and endorsed by ABCD this device provides a unique potential to 

vastly improve the quality of life for patients with diabetes as it reduces the need for 

painful finger stick blood tests. 

C. Recommendations for Use in Patients in NHS Borders 

It is recommended that the Freestyle Libre(FSL) should only be used for people 

with Type 1 DM(T1DM) who are attending secondary care diabetes centres who are 

using multiple daily insulin injections (basal bolus) or insulin pump therapy, who have 

been assessed by the specialist clinician and are deemed to meet one or more of the 

following:- 

1. Patients who undertake intensive monitoring with a minimum of 6 tests per day. 



2. Those who have recently developed impaired awareness of hypoglycaemia but 

not those with persistent hypoglycaemic unawareness where continuous glucose 

monitoring is the required therapeutic intervention although the FSL could be a 

bridge where funding and sensor availability is awaited. 

3. Frequent admissions (>2 per year) with DKA or hypoglycaemia.  

4. Those who require a third party to perform monitoring or where dexterity or 

disability denote that conventional testing is difficult or impossible.  

5. Women who are either planning a pregnancy or are pregnant.  

7. In exceptional circumstance the group also felt that there may be a small group of 

patients with occupations that dictate that blood glucose testing is challenging (e.g. 

construction, teaching, emergency services ) and hence have opted for non intensive 

Insulin regimens but would also be appropriate for FSL prescription.  

D. Recommendations for Continuation. 

Following  approval at Borders Formulary agreement has been reached  that 

prescriptions should be initiated and prescribed by the secondary care specialist 

diabetes team, dispensed at community pharmacies  and continuation reviewed by 6 

monthly assessment within secondary care.  

1. Continuation Criteria any one or more of: 

a) Reductions in severe/non severe hypoglycaemia. 

b) Reversal of impaired awareness of hypoglycaemia. 

c) Episodes of DKA. 

d) Admissions to hospital.  

e) Changes in HbA1c 

f) Testing strip usage. 

g) Quality of life improvements using validated rating scales. 

h) Commitment to at least 6 scans per day and to share this data with their 

secondary care team.  

2. Discontinuation Criteria. 

a) Failure to achieve any of the list in the section above.  

b) Failure to attend 2 consecutive T1DM clinic follow up appointments.  

3. Audit data. 



The group endorsed the view from others that it is imperative that there is ongoing, 

detailed audit surrounding the roll out of Freestyle Libre. It is therefore essential 

that its use in NHS Borders is recorded on SCI Diabetes so that collaborative 

research within the NHS in Scotland and with ABCD support in the UK describes the 

clinical benefit in people with T1DM.  

E References. 

NICE Medtech Innovation Briefing [MIB 110]: FreeStyle Libre® for glucose 
monitoring NICE July 2017. Available at https://www.nice.org.uk/advice/mib110 

ABCD Type 1 Diabetes Clinical Collaborative: Information to help a formulary case 
for Freestyle Libre System October 2017. Available at https://abcd.care/getting-
freestyle-libre-your-formulary  

Diabetes UK. Diabetes Facts and Stats Version 4 Revised October 2016. via 

https://www.diabetes.org.uk/Documents/Position%20statements/DiabetesUK_Facts_
Stats_Oct16. pdf  

Regional Medicines Optimisation Committee Flash Glucose Monitoring Systems 
Position Statement. Via https://www.sps.nhs.uk/wp-content/uploads/2017/11/Flash-
Glucose-monitoring-System-RMOC-Statement-final-2.pdf 

 

https://www.nice.org.uk/advice/mib110
https://www.sps.nhs.uk/wp-content/uploads/2017/11/Flash-Glucose-monitoring-System-RMOC-Statement-final-2.pdf
https://www.sps.nhs.uk/wp-content/uploads/2017/11/Flash-Glucose-monitoring-System-RMOC-Statement-final-2.pdf
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Public Petitions Committee 

12th Meeting, 2018 (Session 5)  

Thursday 28 June 2018 

PE1480: Alzheimer’s and dementia awareness  
Note by the Clerk 

Petitioner Amanda Kopel on behalf of The Frank Kopel Alzheimer's Awareness 
Campaign 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
raise awareness of the daily issues suffered by people with 
Alzheimer’s and dementia and to ensure that free personal care is 
made available for all sufferers of this illness regardless of age. 

Webpage  Parliament.scot/GettingInvolved/Petitions/PE01480 

 

PE1533: Abolition of non-residential social care charges for older and disabled 
people 

 

Petitioner 

 

Jeff Adamson on behalf of Scotland Against the Care Tax 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
abolish all local authority charges for non residential care services as 
under Part 1, Paragraph 1, Subsection (4) of the Community Care and 
Health (Scotland) Act 2002. 

Webpage  Parliament.scot/GettingInvolved/Petitions/PE01533 

Introduction 

1. The Committee last considered both petitions at its meeting on 29 March 2018. 
At this meeting, the Committee agreed to write to the Scottish Government and 
to bring the written response from the petitioner for PE1533 to the attention of 
the Health and Sport Committee. The Committee is invited to consider what 
action it wishes to take. 

 
Committee Consideration  

2. At its meeting on 29 March 2018, the Committee considered concerns raised 
by the petitioner for PE1533 in relation to how the extension of free personal 
care will be funded by the Scottish Government. The petitioner stated that the 
proposed funding approach will leave the vast majority of younger adults facing 
significant charges for the social care they need for independent living. 
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3. The Committee therefore agreed to ask the Scottish Government what the 
anticipated care needs for people under 65 who require free personal care will 
be and what services it expects to deliver to meet these care needs.  

 
4. The Scottish Government’s submission highlights that the Implementation 

Advisory Group, tasked with providing advice to the Scottish Government, 
COSLA, local authorities and service providers in taking forward the 
implementation of free personal care to people under 65, have been 
considering the potential increase in demand to this service.  

 
5. The submission also states that the Scottish Government met with both 

petitioners during March 2018 and is currently working with COSLA and the 
Implementation Advisory Group on assessing the proposal put forward by 
SACT. 
 

6. In response, the petitioner for PE1533 states that while it was unclear from the 
meeting how money for free personal care would be distributed, officials 
showed a “genuine interest” in the SACT rebate system, where money for free 
personal care would go directly to people paying for their care. The petitioner 
was given assurances that he would be updated on developments. However, 
the petitioner states in his written submission that— 

 
“…despite three meetings of the Implementation Advisory Board, where the 
implementation guidance and our rebate proposal were on each agenda, we 
have yet to hear from the Scottish Government’s officials on any progress”.  

 
7. The petitioner also raises concerns that it is COSLA’s position that funding 

should go to local authorities and not directly to disabled people. The petitioner 
states that while this may be considered “a bonus for local authorities…[it is] an 
insult to care tax payers, and those who have fought for many a year, to 
overcome the age discrimination within free personal care legislation”.   
 

8. As Members will recall, the specific action being called for in petition PE1480 is 
to ensure that free personal care is made available for all sufferers of dementia 
regardless of age. Legislation to extend free personal care to under 65s who 
require it, regardless of condition, has now been laid in Parliament. The 
Government’s submission confirms that charges will still apply for non-personal 
care elements of social care.  

 
9. As the Committee will recall, it agreed to raise concerns previously highlighted 

by the petitioner for PE1533 in relation to how Scottish Government funding for 
free personal care would be distributed, to the Health and Sport Committee in 
advance of its consideration of the legislation. At its meeting on 5 June 2018, 
the Health and Sport Committee agreed without division to approve the 
regulations1.  

 

                                                            
1 Community Care (Personal Care and Nursing Care) (Scotland) Amendment (No 2) Regulations 2018 
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Conclusion 

10. The Committee is invited to consider what action it wishes to take. Options 
include — 

 To close petition PE1480 under Standing Orders rule 15.7 on the basis that 
the Health and Sport Committee have recently approved regulations which 
address the action called for in this petition. 
 

 To write to the Scottish Government to seek an update on its assessment of 
the proposals put forward by Scotland Against the Care Tax. 
 

 To take any other action the Committee considers appropriate. 

 

Clerk to the Committee 

Annexe 

The following submissions are circulated in connection with consideration of the 
petition at this meeting— 

 PE1533/II: Scottish Government submission of 4 May 2018 (65KB pdf) 
 PE1533/JJ: Petitioner submission of 5 June 2018 (140KB pdf) 

 

All written submissions received on the petition can be viewed on the petition 
webpage. 

 



PE1480/AA and PE1533/II 
Scottish Government submission of 4 May 2018 
 

Thank you for your letter of 4th April, following the Public Petitions Committee’s 
consideration of the above petitions. 

Scottish Government officials have met with both petitioners, Mrs Kopel and Mr 
Adamson, to discuss the extension of free personal care to under 65s.  Mrs Kopel 
attended the third meeting of the Implementation Advisory Group on 19th March to 
inform members of the importance and urgency of this reform.  Officials met Mr 
Adamson and colleagues from the Scotland Against the Care Tax (SACT) campaign 
on 8th March, in a productive meeting around the proposals made by SACT. 

The Implementation Advisory Group has been considering the potential increase in 
demand as a result of the extension of free personal care to under 65s. The group 
has considered the potential increases from a number of different service user 
groups, including those with physical disabilities, learning disabilities, and mental 
health needs. 

We have now laid in Parliament the legislation to extend free personal care to under 
65s, and as you have noted, this will be considered by the Health and Sport 
Committee of the Scottish Parliament. 

While this will mean that charges will still apply for non-personal care elements of 
social care, the legislation will mean that personal care charges by local authorities 
are no longer applicable for anyone in Scotland. 

We have noted the proposal from Mr Adamson, and we are working with COSLA 
and the Implementation Advisory Group on assessing the proposal put forward by 
SACT.  

The assessment and delivery of services to meet care needs for all individuals, 
including those under the age of 65, will remain a matter for local authorities in 
exercising their duties under Section 12A of the Social Work (Scotland) Act 1968. 

 

 

 

 

 

 

 

 

  



 

 

PE1533/JJ 
Petitioner submission of 5 June 2018 
 
Thank you for giving me the opportunity to respond to the Public Petitions Committee 
following consideration of the Scotland Against the Care Tax’s petition on 29 March  

In this response I would like to address two of the Committee’s agreed actions at this 
meeting; and the response received by the Scottish Government’s on 14 May to 
these requests. 

 To write to the Health and Sport Committee on the specifics of the funding 
model being used ahead of the regulations.  

 To reflect on SACT petition’s view that a care tax “denies people the right to 
live out their lives the way that everyone else would.” 

I’m sure the Committee is as disappointed as us that the Scottish Government’s 
submission does not answer either of these key questions.   In particular, there were 
no details in this submission of the funding model that will be used. 

The Government’s submission is correct in saying that I, with two other SACT 
members, met with Scottish Government officials on 8th of March this year to discuss 
how the extension of free personal care for under 65s would be implemented.  

The official’s told us their options included an individual assessment of each person 
accessing support, to calculate how much of their package is personal care and how 
much is social care and then applying a percentage model to reducing their overall 
charges  

There was no indication of how the Government’s money for FPC would be 
distributed to – the local authority or the individual receiving that care. 

However, they did show a genuine interest in our proposed rebate system, which 
would see the Government’s money for FPC go directly to those who pay care 
charges.  They said they would investigate this with COSLA and local authorities. 

We left the meeting with assurances that we would be updated on developments.  

Disappointingly, three months later, and after three meetings of the Implementation 
Advisory Board, where the implementation guidance and our rebate proposal were 
on each agenda, we have yet to hear from the Scottish Government’s officials on 
any progress. 

Prior to this meeting, we met with representatives from COSLA for their views on 
how FPC should be implemented. Although they did not put forward any views on 
how personal and social care should be calculated, they were clear that they thought 
the money the Scottish Government was spending on this policy should go to local 
authorities not directly to disabled people. Indeed, they said this money could be 
used to deliver other social care services – a bonus for local authorities, maybe, but 
an insult to care tax payers, and those who have fought, for many a year, to 
overcome the age discrimination within FPC legislation.  



 

 

Spending the Scottish Government’s contribution to eliminate such discrimination on 
other local authority priorities would also make a mockery of its FPC policy. For, we 
assume, it is intended to financially benefit those who are currently disadvantaged by 
such discrimination; whilst not disadvantaging local authorities, by increasing costs. 
As you said at last PPC, “Nobody would intend the local authorities to get the extra 
money but for there to be not one coin extra in the pockets of the people who have 
been campaigning for this change.”  

The Health and Sport Committee are now considering the implementation of this 
policy and we await with interest the outcome of these deliberations. 

The second question the Committee asked the Scottish Government, like the first, 
was ignored with only a bland statement saying, “… charges will still apply for non-
personal care elements of social care.” There was no consideration of SACT’s belief 
that, any social care charging prevents disabled people living an 'ordinarily’ life.  

FPC has operated to date with personal care being narrowly defined as the basic 
needs of rudimentary hygiene, dressing, and feeding. It would seem that, from the 
Government’s response and with our meeting with their officials, this definition will 
remain the default position. However, as mentioned in a previous SACT submission, 
the Community Care and Health (Scotland) Act 2002 Section 1 (1)(b) was clear that 
“Personal Care”, includes “Personal Support”, i.e. “counselling, or other help, 
provided as part of a planned programme of care".  

Therefore, in practice, personal care should include any support services included in 
an individual’s care plan of a “personal nature”, whether inside the house, or during 
activities, whether educational, economic, social, or civic outside the house, i.e. 
within society at large.   

It surely makes more sense for the Scottish Government to acknowledge this, stop 
trying to patch an unfair policy and to end social care charges altogether.    

Disabled people would then be free from oppressive discriminatory taxation and 
control. Free to be able to live their life in the way they choose, contributing to 
society at large. 

I will write again once it is clear what the Health and Sport Committee’s views are 
and how the matter is due to proceed.   
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Public Petitions Committee 

12th Meeting, 2018 (Session 5)  

Thursday 28 June 2018 

PE1610: Upgrade the A75 

Note by the Clerk 

Petitioner Matt Halliday 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
upgrade the A75 Euro-route to dual carriageway for its entirety as 
soon as possible. 

Webpage  Parliament.scot/GettingInvolved/Petitions/PE01610 

 

PE1657: A77 upgrade 

Petitioner Donald McHarrie on behalf of A77 Action Group 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
dual the A77 from Ayr Whitlett’s Roundabout south to the two ferry 
ports located at Cairnryan, including the point at which the A77 
connects with the A75. 

Webpage  Parliament.scot/GettingInvolved/Petitions/PE01657 

 

Introduction 

1. The Committee last considered PE1610 and PE1657 on 29 March 2018. At this 
meeting, the Committee reflected on the evidence it had heard from the 
Minister for Transport and the Islands on 23 November 2017 and further written 
evidence provided by the Minister subsequent to this evidence session.  
 

2. The Committee agreed to write to the Scottish Government, hauliers and ferry 
operators. Responses have now been received and the Committee is invited to 
consider what action it wishes to take. 

 
3. The Committee may wish to note that a written response has been received 

from the petitioner for PE1657 but not from the petitioner for PE1610. 
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Committee Consideration 
 
Maybole by-pass 

4. At its meeting on 29 March, the Committee discussed concerns raised by the 
petitioner for PE1657 in relation to the decision to build a single rather than a 
dual carriageway at Maybole. The Committee agreed to ask the Scottish 
Government what options were considered for the Maybole by-pass and the 
rationale for the final decision.  
 

5. The Scottish Government’s written submission states that the assessment 
process and rationale used to select the standard of road for the Maybole 
Bypass was based on the three-stage assessment process set by the Design 
Manual for Roads and Bridges. A summary of this assessment in relation to the 
Maybole Bypass is as follows— 

 
 Stage 1 assessment – this stage involved the consideration of nine 

bypass routes as well as a “do minimum” scenario. The assessment 
concluded that three routes and the “do minimum” option should be 
taken forward for consideration at Stage 2, for a variety of single and 
dual carriageway cross sections. 
 

 Stage 2 assessment – this stage involved a value for money exercise 
which concluded that the journey time saving benefits for a dual 
carriageway cross section were not sufficiently better than other 
configurations. As such, a single carriageway with climbing lanes 
option was recommended for assessment at Stage 3. 

 
 Stage 3 assessment – The findings of Transport Scotland’s consultant, 

Amey, supported the Stage 2 assessment that the additional benefits 
of a dual carriageway did not justify the additional cost. 

 
6. Based on this three stage assessment process, a decision was made to select 

the single carriageway option for the Maybole by-pass scheme. The Scottish 
Government’s submission explains that procurement of the by-pass is now 
underway and the main construction contract is expected to be awarded in 
Autumn 2018. 
 

7. In response, the petitioner raises concerns that the information used to inform 
the Design Manual for Roads and Bridges Stage 3 assessment is out of date 
and inaccurate, which could have led to miscalculations in the way the Stage 3 
assessment has been modelled. 

 
8. P&O Ferries’ submission states that it is disappointed at the Scottish 

Government’s decision to build the Maybole by-pass scheme to single 
carriageway standard as “Maybole is a particular pinch point where delays are 
common when HGV traffic meets in the centre of the town”.  
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HGV speed limit 

9. At its meeting on 29 March 2018, the Committee noted a commitment made by 
the Minister to consider increasing the speed limit for HGVs from 40 to 50mph 
on the A77, in parallel with the pilot currently being conducted on the A9. The 
Minister has since indicated that the Scottish Government has no plans to 
increase the HGV speed limit on the A77 as there is insufficient evidence to 
justify a change. The Committee therefore agreed to ask the Scottish 
Government for further detail of the consideration given to this matter. 
 

10. The Scottish Government’s written submission states – 
 
“…whilst there are no current plans to increase the HGV speed limit on the 
A77, or any other trunk road, this will be re-examined once evidence becomes 
available”. 
 

11. The petitioner for PE1657 indicates that he is “pleased to note” that the speed 
limit for HGVs on the A77 will be examined once the outcome of the A9 pilot 
has been assessed. The petitioner goes on to question whether the speed limit 
could be raised for cars and vans on the A77 travelling north from the Monkton 
roundabout. 
 

12. The Freight Transport Association supports an increase to the speed limit on 
the A77 and urges Transport Scotland to— 

 
“…investigate the possibility of duplicating the current A9 pilot scheme, which 
uses average speed cameras and increased speed limits of 50mph, to keep 
this key economic corridor to and from Northern Ireland open and functioning 
efficiently”. 

 
13. The Road Haulage Association is also strongly of the view that the national 

speed limit for HGVs on single carriageway roads should be increased to reflect 
that of England and that in relation to the A75 and A77— 
 

“…an increase in speed limits must be part of the solution in providing a safer 
and more efficient road for all road users”.  

Road infrastructure - long term plan  

14. At the last consideration of this petition, the Committee discussed the South 
West Transport Study that has recently been commissioned by the Scottish 
Government. The Committee agreed to ask the Government how members of 
the public could contribute to the study and more generally, what longer term 
plans it has to support the road infrastructure on the A75 and A77.   

 
15. Transport Scotland recently announced the appointment of AECOM Ltd to 

undertake the study which is at “the early inception stage”. Stakeholder 
engagement is intended to be a key element of the work which will be used to 
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inform decisions on future transport investment on both routes and the 
forthcoming Scotland-wide second Strategic Transport Projects Review. 

 
16. In relation to the South West Scotland Transport Study, the petitioner highlights 

that he has had no engagement with AECOM Ltd, despite the study being just 
six months away from publication.   

Road quality  

17. A number of written submissions further reinforce concerns the Committee 
have previously heard with regard to the quality of the A75 and A77 road 
network.  For example, the Road Haulage Association states— 
 

“The main concerns for our members travelling the A75 & A77 are fairly easy 
to explain. The road surface and width, in some places due to vegetation, 
make it difficult for HGV’s to pass side by side without coming dangerously 
close to the edge of the road or indeed touching one another. A lack of 
overtaking opportunities along the A75 can lead to driver frustration and 
dangerous manoeuvres being attempted”. 
 

18. P&O Ferries highlight that the condition of both the A75 and A77 have 
significantly worsened over recent months and surface repairs have not kept up 
with the rate deterioration and states that— 
 

“As LGV weight limits and overall volumes have increased, the condition of 
these roads has continued to deteriorate to the point they now present a 
danger to road users”.   

 
19. The Freight Transport Association highlights that if the quality of the A75 is not 

addressed soon, competition from ports at Holyhead and Dublin could threaten 
the viability of the Loch Ryan to Belfast Route. 

Conclusion 

20. The Committee is invited to consider what action it wishes to take. Options 
include — 
 
 To ask the Scottish Government— 

o To respond to the petitioner for PE1657’s concerns that the information 
used to select the standard of road for the Maybole Bypass was out of 
date and inaccurate; 

o What plans AECOM Ltd has to engage with both petitioners on the 
South West Scotland Transport Study. 
 

 To hold a round table discussion with relevant stakeholders at a future 
meeting.  

 To take any other action the Committee considers appropriate. 
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Clerk to the Committee 

Annexe 

The following submissions are circulated in connection with consideration of the 
petition at this meeting— 

 PE1610/L: Road Haulage Association submission of 02 May 2018 (70KB pdf) 

 PE1610/M: Freight Transport Association submission of 4 May 2018 (67KB 
pdf) 

 PE1610/N: Scottish Government submission of 15 May 2018 (73KB pdf) 

 PE1610/O: P&O Ferries submission of 16 May 2018 (72KB pdf) 

 PE1610/P: Petitioner (PE1657) submission of 6 June 2018 (73KB pdf) 

All written submissions received on these petitions can be viewed on the petition 
webpages (PE1610 and PE1657).  

 

 



PE1610/L and PE1657/K 

Road Haulage Association submission of 02 May 2018 

 

I would like to firstly thank the committee on behalf of our members for writing to the 

Association and giving us the opportunity to formally comment on such an important 

debate. We have read with interest the committees Official Report of the meeting on 

the 29
th

 March 2018 and agree with many of the points put forward. 

 

Our office is in the unique situation to cover both Scotland & Northern Ireland. This of 

course means we spend a lot of time across the Irish Sea and can see first-hand the 

improvements being made on that side of the Channel. By way of example, there 

has been £133 million invested on the A8 dualling scheme between Belfast and 

Larne. This scheme demonstrated benefits for the local community of Ballynure 

when their village was bypassed as a result of this upgrade. Access and egress to 

ports on the other side of the Channel will be enhanced further when the £165 million 

York Street interchange project starts.  

 

The main concerns for our members travelling the A75 & A77 are fairly easy to 

explain. The road surface and width, in some places due to vegetation, make it 

difficult for HGV’s to pass side by side without coming dangerously close to the edge 

of the road or indeed touching one another. A lack of overtaking opportunities along 

the A75 can lead to driver frustration and dangerous manoeuvres being attempted. 

This brings me to point to the recent A9 speed limit trial and comments made by the 

Transport Minister in a previous committee session. The RHA strongly believe that 

HGV’s national speed limit on single carriageway roads should be increased to 

reflect those in England. The trial on the A9 provides significant statistics which 

demonstrate improved safety & journey time reliability. Together with a schedule of 

upgrades for the A75 & A77, an increase in speed limits must be part of the solution 

in providing a safer & more efficient road for all road users 

 

In addition, the two routes also have very few diversionary routes available. When 

there is an incident on either road it can lead to HGV’s travelling on arguably 

inappropriate roads or taking a 100+ mile diversion adding significant cost to the job 

and putting avoidable stress on the driving & working time regulations drivers must 

comply with. For the committee’s reference, hauliers operate with margins between 2 

& 3% which makes it very difficult to absorb any unplanned cost. 

 

As an industry, hauliers are sympathetic to the concerns of the local communities 

who live along this route and feel that many of these concerns could be addressed 

by bypassing the areas concerned as has already been done on many routes across 

Scotland. 

 

I also wish to take this opportunity to welcome the committees comments on 

securing a debate on both petitions. These matters are extremely important to the 



Dumfries & Galloway and South Ayrshire local economies, Scotland’s national 

economy & the road haulage industry. It is encouraging to see they are being treated 

with the required level of importance. 

 

Lastly, I wish to outline the Associations desire to assist with any formal evidence 

gathering or at any round table meeting.  I trust you will find this information useful, 

and I hope that if we can be of any further assistance you will not hesitate in 

contacting us. 



PE1610/M and PE1657/L 

Freight Transport Association submission of 04 May 2018 

The Freight Transport Association (FTA) would like to thank the committee for writing 

to the Association and giving us the opportunity to formally comment on such an 

important debate. 

The FTA has previously voiced concerns about the state of the road taking traffic 

from Gretna to the ferry port at Cairnryan the A75. We have similar concerns on the 

A77. 

For such a key route as the A75, the lack of consistent road surface is a headache 
for both freight operators and local residents and deserves urgent attention. 

Bypasses need to be constructed as a priority for the villages that the road currently 
travels through and we would urge Transport Scotland to investigate the possibility of 
duplicating the current A9 pilot scheme, which uses average speed cameras and 
increased speed limits of 50mph, to keep this key economic corridor to and from 
Northern Ireland open and functioning efficiently. 

The port at Cairnryan handles around 45 per cent of Northern Ireland’s trade with the 

UK. There are around 9,000 sailings a year on the Loch Ryan to Belfast route, 
accounting for 410,000 units of freight. Growth on the route has grown by 1.3 per 
cent over the last year but that is outstripped by far greater growth in movements 
between the ports of Holyhead and Dublin. This will only continue if the inadequate 
quality of the A75 is not addressed soon. 

Trading conditions are already under stress over business’ Brexit concerns and the 

uncertainty on delivery times caused by an ageing road network is only 
compounding the problem. The A75 in Scotland is the quickest direct route 
connecting Great Britain to shipping serving Northern Ireland and is vitally important 
for ‘just in time’ deliveries which retailers and agri-food producers in Northern Ireland 

rely on. The A77 equally connects central Scotland with the Northern Irish sea 
crossing. There is also a need for development of secure and suitable lorry parking 
facilities on such routes. 

FTA therefore believes that it is beholden on central government, as well as the 
devolved administrations, to ensure that vehicles, products and services can 
continue to make it to the ports on time so that businesses on both sides of the Irish 

Sea can continue to flourish – and that will require urgent and sustained investment 
in infrastructure improvements. 

FTA is happy to assist with further discussion and evidence as required. 

 
 



PE1610/N and 1657/M 

Scottish Government written submission of 15 May 2018 
 

Thank you for your letter of 9 April to my colleague, Alan Runcie, regarding the A75 
and A77 petitions that the committee is considering. I have been asked to respond to 
the points you have raised. 
 

I note the committee’s first query concerns the A77 Maybole Bypass and the 
assessment process and rationale for selecting the standard of road that is currently 
being taken forward to construction. Transport Scotland carries out a rigorous 
assessment process to establish the preferred option for a trunk road improvement 

like the A77 Maybole Bypass. The three-stage assessment process is based on the 
standard of good practice set by the Design Manual for Roads and Bridges (DMRB). 
 
The DMRB Stage 1 assessment (strategic assessment) (undertaken by Transport 

Scotland’s consultant, Atkins) considered nine bypass routes to the north-west and 
south-east of Maybole along with a do-minimum scenario. The conclusion from the 
report recommended that three routes to the north-west of Maybole and the do-
minimum scenario be taken forward and subjected to DMRB Stage 2 assessment 

(route option assessment) for a variety (single and dual) carriageway cross sections. 
 
A value for money exercise undertaken as part of the DMRB Stage 2 assessment 
found that the journey time saving benefits for a dual carriageway cross section were 

not sufficiently better than for other configurations and attracted substantially greater 
construction cost, reducing the value for money of a dual carriageway proposal. The 
exercise which considered how well options contributed to achieving the scheme 
objectives found that for the significant extra cost the benefits of a dual carriageway 

were not sufficiently better than for single carriageway options which provided 
guaranteed overtaking opportunities through climbing lanes required as a result of 
the topography. On this basis twelve single carriageway options were taken forward 
and subjected to an engineering, environmental and traffic and economic 

assessment in accordance with DMRB Stage 2 assessment process, with the 
conclusion recommending a single carriageway with climbing lanes option be taken 
forward and developed through the DMRB Stage 3 assessment process. 
 

A subsequent review of this previous work was undertaken by Transport Scotland’s 
consultant, Amey, following their appointment in 2012 to take forward the DMRB 
Stage 3 assessment (development and assessment of the preferred option). The 
findings of this review were reported in a Position Paper and supported the original 

conclusion of the work undertaken during the DMRB Stage 2 assessment. For the 
volume of traffic, the guaranteed overtaking opportunities offered by the single 
carriageway with climbing lanes option meant that the additional benefits of the dual 
carriageway did not justify the additional cost. In summary, the proposed scheme as 

developed and assessed through the DMRB Stage 3 assessment process delivers 
approximately 85% of the journey time improvements for 60% of the capital cost of a 
dual carriageway option offering better value for money with less environmental 
impact.  

 
In securing the necessary powers required to construct the bypass the DMRB Stage 
1, 2 and 3 Assessment Reports, together with the Position Paper were considered 



by an independent Reporter as part of the Public Local Inquiry into the scheme in 
May 2015 and following consideration of the Reporter’s recommendations the 
Scottish Ministers decided that the Orders for the scheme should be made without 

modification. 
 
The Scottish Government is committed to completing the A77 Maybole Bypass at the 
earliest possible opportunity.  The bypass will help separate local traffic from traffic 

travelling further afield, including to our key ports, improve road safety for local 
communities and road users, and provide better journey time reliability for motorists 
and businesses along the full length of the A77. Procurement of the scheme is well 
underway with the award of the main construction contract expected in Autumn 

2018. 
 
The committee’s second query relates to a request for further details  regarding an 
increase in the HGV speed limit.  As set out in the Minister for Transport and the 

Islands follow-up letter of 11 December 2017 to the Public Petitions Committee, 
whilst there are no current plans to increase the HGV speed limit on the A77, or any 
other trunk road, this will be re-examined once evidence becomes available. 
 

The committee’s third point relates to what are the long terms plans for the A75 and 
A77 and how members of the public will be able to contribute to South West 
Scotland Transport Study.  As you will be aware Transport Scotland recently 
announced the appointment of consultant AECOM Ltd to undertake the study. We 

are at the early inception stage, however as the study moves forward stakeholder 
engagement will be a key element, consisting of both targeted engagement with key 
stakeholders as well as opportunities for the wider public to contribute to the study.  
Dumfries & Galloway, South and East Ayrshire Councils will be part of the project 

steering group and plans for how the public engagement phase will be undertaken 
on the study are still in development.  This study will inform any decisions on future 
transport investment on both routes which will be for consideration as part of the 
forthcoming, Scotland-wide,  second Strategic Transport Projects Review. I would be 

happy to keep the committee notified of  opportunities for engagement as the study 
moves forward.  
 
I hope this is helpful. 

 
 
 
 

 
 
 
 

  



PE1610/O and PE1657/N 

P&O Ferries submission of 16 May 2018 
 

P&O Ferries began operating a ferry service from Cairnryan to Larne in July 1973, 
following the purchase of part of the old Cairnryan Military Port at the end of the 
1960’s. Since the route started, there have been significant developments with 
newer and better vessels introduced and better port facilities and infrastructure to 

enhance the customer experience. 
 
During this period both tourist and freight traffic volumes have increased significantly 
while the local road infrastructure has been slow to change.  Although some 

investment has taken place both the A77 North and the A75 South remain as mostly 
single carriageway ‘A’ class roads.   The Stranraer end of both routes is the most 
problematic, with the section going North between Cairnryan and Ballantrae and 
going South between Glenluce and Newton Stewart, particularly poor.   

 
Over the recent winter months the condition of both these roads has worsened 
significantly and surface repairs have not kept up with the rate deterioration.  I have 
lived locally all my life and do not recall any period in the past when these roads 

have been as bad.  As LGV weight limits and overall volumes have increased the 
condition of these roads has continued to deteriorate to the point they now present a 
danger to road users. 
 

Apart from Springholm and Crocketford most towns and villages have now been 
bypassed on the A75 going South, this is not the case on the A77 as the road still 
passes through Cairnryan, Ballantrae, Lendalfoot, Girvan, Kirkoswald, Maybole and 
Minishant.  Maybole is a particular pinch point where delays are common when HGV 

traffic meets in the centre of the town.  I understand a bypass is at the planning and 
tender stage but it is extremely disappointing, and short-sighted, to learn that the 
planned bypass will not be built to dual carriageway standard.   
 

Freight traffic is a major part of our ferry business with a significant proportion of our 
weekly freight volume moving between Scotland and Northern Ireland.  This is 
mostly retail traffic (M&S, ASDA, Tesco, Argos and numerous others) originating 
mostly from Retail Distribution Centres in the central belt and bound directly for 

stores in Northern Ireland.  This is mainly ‘just-in-time’ traffic which is very time 
sensitive with tight delivery deadlines.  Other non-retail traffic also uses the A77 
which is not so time sensitive although deadlines are still tight and the old adage, 
‘you are only making money when the wheels are turning’, still applies. 

 
The trading relationship between Scotland and the Island of Ireland must be 
important to the economy of Scotland and the economies of both the North and 
South of Ireland.  Good road infrastructure linking these trading areas should be a 

priority for the Scottish government and could only enhance that relationship not to 
mention improving the prospects for the communities of the South West of Scotland.    
 
We closed our seasonal tourist service from Troon to Larne in October 2015 which 

resulted in further pressure on the A77 with additional tourist traffic heading for the 
Lochryan Ports.  Although the route ultimately proved unviable, because of the type 
of craft used and the cost of fuel, one of the main drivers for the Troon service was 



customer demand and the reluctance of customers to travel down the A77 to the 
ferry ports in Cairnryan. 
 

The Lochryan Ports compete with various other ports servicing the island of Ireland 
most of which enjoy much better road infrastructure than we do in this part of the 
world.  Holyhead is accessed by the A55 which is dual carriageway for its full length, 
Liverpool has excellent motorway connections with the M58 and M62 both major 

routes into the ports and access to Heysham has recently been improved with the 
opening of a new dual carriageway connection from the M6. 
 
On the other side of the Irish Sea, significant improvements to the A8 means we now 

have a high quality dual-carriageway link from the Port of Larne into the all-Ireland 
motorway network.  Prior to the upgrade of the A8 an increasing number NI 
customers were driving south to ship out to the UK mainland via Dublin putting 
further pressure on the Lochryan ports.  Since the opening of the A8 dual 

carriageway we have seen that begin to change with positive freight growth over the 
past two years. 
  
The A75 and A77 are lifelines to the Lochryan ports and to the South West of 

Scotland and carry all the tourist and freight traffic which travels via the ports and to 
the local area.  We need transport links on this side of the Irish Sea similar to what is 
enjoyed on the other side to retain and grow this traffic and to develop tourism, 
commerce and trade in the South West of Scotland and between Scotland and the 

Island of Ireland 
 

 

 

  



PE1657/O and PE1610/P 

Petitioner (PE1657) submission of 6 June 2018 
 
The A77 Action Group would appreciate if the Public Petitions Committee would 

consider asking Transport Scotland for clarification on the date when the volume of 

traffic was sampled and whether there has been a significant rise in the predicted 

volumes since that point?  Rising from PE1610/N and 1657/M on the Maybole 

Bypass Project 

From the DMRB Stage 3 assessment process information found on Transport 

Scotland’s website  

Link>>  https://www.transport.gov.scot/publication/dmrb-stage-3-traffic-and-

economic-assessment-report-a77-maybole-bypass/ 

Can we turn the Public Petitions Committee attention to the following in that 

assessment?  

2.2 Vehicle Type Parameters on page 9 and 2.2.1 The Vehicle Type Parameters 

used in the modelling. It lists cars weight only 800kgs when to take an average 

medium sized family car such as Ford’s Focus range the lightest kerbside weight is 

1276kg and the heaviest is 1505kg factoring in for driver at 75kgs, engine fluid levels 

full and 90% fuel.  That for a start appears to be out of date. 

Then OGV2 on the list 38000kgs, the maximum HGV is now 44000kgs in the UK so 

another abnormality with the modelling figures used.   This coupled with the fact the 

maximum speed limits are set much higher than what the actual limit for the 

replacement section of new road will be. 

Cars maximum is set at 80MPH rather than legal limit of 60MPH,  

Light Goods Vehicle 2500kgs 60MPH rather than 50MPH 

Goods Vehicles over 7500kgs 50MPH rather than 40MPH  

We don’t claim any academic credentials on processing this.   Looking at this as lay 

people, we seem to find these abnormalities that could cause miscalculations in the 

way this has been modelled.     

However we do have a wealth of knowledge in the ‘Real’ world of these dedicated 

short overtaking sections.  It only takes one or two HGVs who are lighter than the 

one that they are following to completely hog these sections by overtaking slower 

heavier HGV’s and rightly so.  But it only adds to the frustrations of the faster 

vehicles who also want to overtake.  Therefore any time saving offered by these 

sections is minimal as their speed is governed by that of the overtaking HGVs.    If 

any factual evidence is required for this we would suggest a trip along A75 when 

there is a high percentage volume of HGVs travelling east or west.  It is not for the 

faint hearted for users in either direction. 

https://www.transport.gov.scot/publication/dmrb-stage-3-traffic-and-economic-assessment-report-a77-maybole-bypass/
https://www.transport.gov.scot/publication/dmrb-stage-3-traffic-and-economic-assessment-report-a77-maybole-bypass/


The A77 Action Group is pleased to note that the HGV speed limit on the A77 may 

be re-examined, once the current study on the A9 is examined.  We would like to 

know if there are any plans to raise the speed limit of 50MPH for cars and vans, etc. 

on the A77 travelling North from the Monkton roundabout to Bogend Toll. 

Regarding the South West Scotland Transport Study, we would welcome an update 

regarding the public engagement phase of the study as we are now 6 months away 

from it being published.  Neither group has been contacted by AECOM Ltd who have 

been commissioned to undertake this study.  Is it in the remit of the Petitions 

Committee to follow this up? 
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Public Petitions Committee 

12th Meeting, 2018 (Session 5) 

Thursday 28 June 2018 

PE1629: MRI scans for Ocular Melanoma sufferers in Scotland 

Note by the Clerk 

Petitioners Jennifer Lewis 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
ensure NHS Scotland recognise patients with Ocular Melanoma and 
enable them to receive enhanced MRI scans with contrast of the liver 
in an attempt to detect early metastatic disease. 

Webpage http://www.parliament.scot/GettingInvolved/Petitions/PE01629  

Purpose 

1. This is a continued petition last considered by the Committee at its meeting on 
21 December 2017. At that meeting the Committee agreed to write to the 
Scottish Government and Chief Medical Officer, seeking information on three 
issues— 

 guidance and recommendations on surveillance, including the 
establishment and work of the UK-wide group on this issue, and whether 
the group includes medical oncologists 

 the position in terms of peer-reviewed evidence 
 National Services Division policy. 

2. A response has been received from the Scottish Government, with subsequent 
responses from the petitioner and others with an interest in the petition. The 
Committee is invited to consider what action it wishes to take. 

Committee consideration 

Update on the establishment, work and membership of the UK-wide group and 
progress on the development of guidance and recommendations on surveillance 

3. In its submission the Scottish Government says that it “has not been possible to 
convene a UK-wide group to gain consensus on liver surveillance”. It indicates 
that Scottish guidelines will be developed by clinicians across Scotland, and will 
be submitted for approval “in due course”.  

4. The petitioner and Iain Galloway refer to the Chief Medical Officer’s submission 
of 17 May 2017, which referred to the Commissioning for Quality and 
Innovation (CQUIN) meeting on 12 May 2017. They indicate that they have not 
had an opportunity to view the minutes of that meeting. 
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5. The petitioner notes that the Scottish Government’s submission of 2 August 
2017 referred to the agreement at the CQUIN meeting, for the formation of a 
UK-wide group, as being a “great step forward”. She observes— 

“A year later we are no further forward. This for Ocular Melanoma sufferers in 
Scotland is hugely disappointing.” 

6. Notwithstanding their query about a Scottish group being set up when a UK-
wide group already exists, the petitioner and Iain Galloway ask when Scottish 
guidelines will formally be in place. They petitioner also asks whether medical 
oncologists will be part of the guideline development group. 

Peer-reviewed evidence 

7. The Scottish Government considers that the article produced in the Nature 
journal, previously referred to in the petitioner’s submission of 25 October 2017 
“does not provide evidence for the use of MRI scanning as a screening tool for 
patients with ocular melanoma”. It notes that the article is “not recent” and not 
all of the views in the article are “informed by a high-level scientific evidence 
base”.  

8. The Scottish Government adds that the article refers to MRI as being “relatively 
expensive and uses up scarce healthcare resources”. 

9. The petitioner and Iain Galloway clarify that the intention behind their reference 
to the Nature article was “specifically to illustrate that where [ultrasound] 
surveillance does take place it must be carried out by ultrasonographers with 
specific experience of uveal melanoma”, and ask that the Scottish Government 
considers the article in that context. Iain Galloway adds— 

“The nuances of metastatic liver lesions in this disease mean that such 
expertise is crucial for US to even be close to MRI as a suitable surveillance 
regimen.” 

10. The petitioner adds that “absence of evidence is not evidence of absence”. The 
petitioner and Iain Galloway acknowledge the Scottish Government’s comment 
about the age of the article, but argue that since then MRI costs will have 
decreased, and MRI technology will have improved.  

National Services Division policy 

11. The Scottish Government states that— 

“National Services Division (NSD) consider that the ocular oncology service 
commissioned from NHS Greater Glasgow & Clyde continues to provide a 
very high standard of care and all patients are managed in line with their 
individual needs.” 

12. Iain Galloway argues that— 

“Being designated as a specialist centre for ocular oncology and treatment of 
the primary tumour does not extend to expertise or specialist knowledge of 
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the metastatic version of the disease which requires a wholly different set of 
specialist skills and knowledge.” 

13. He asks whether Gartnavel has a specialist multidisciplinary team for 
metastatic uveal melanoma, as is the case elsewhere. 

14. The Scottish Government further states that— 

“In the context of this petition NSD was advised and agreed, having taken 
soundings from other specialist commissioning teams, that there was limited 
benefit from seeking to offer monitoring other than use of Ultrasound 
scanning.” 

15. The petitioner asks which specialist teams the NSD has taken soundings from. 
She considers that— 

“Best practise would be to consult the Ocular Melanoma patient group if they 
would prefer to attend the specialist centre for surveillance scanning or attend 
local less experienced hospitals with any associated risks being highlighted.” 

16. The petitioner provides her observations on the provision of and access to 
services and treatment for ocular melanoma sufferers in Scotland in the context 
of the Scottish Government’s Detect Cancer Early Programme. 

17. Iain Galloway highlights a number of questions that he feels remain 
unanswered by the Scottish Government. 

Additional submissions 

18. A submission has been received from OcuMel UK and Professor Christian 
Ottensmeier and Mr Neil Pearce, from University Hospital Southampton, have 
provided a joint submission.  

19. OcuMel UK states— 

“We cannot understand how any commissioning teams with any experience of 
ocular melanoma would “feel there was limited benefit from seeking to offer 
monitoring other than the use of Ultrasound scanning”. We ask this to be 
investigated and the names of these specialist commissioning teams to be 
provided, as the experienced clinicians we are aware of in the UK, Europe 
and in the US, do not take this approach.” 

20. Professor Ottensmeier and Mr Pearce state— 

“MRI is uncontroversially the more sensitive test over Ultrasound (US) in 
evaluating abnormalities. While not tested comparatively in uveal melanoma 
(UM) specifically, it seems perfectly reasonable to apply the same standard 
for the evaluation in UM and actually a bit quaint as a position to doubt this.” 

21. They explain that results of US evaluations are “wholly dependent” on the 
experience of the operator, whereas an MRI relies on “the reporting of the 
images rather than the generation of the images”. 
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22. In terms of the provision of and access to services, Professor Ottensmeier and 
Mr Pearce consider that it is “presumptuous to assume that a doctor knows 
better than the patient on what is right for them in terms of travelling, anxiety 
and choice”. They add that “only by being proactive will we ever change the 
outcome of this disease”. 

Conclusion 

23. The Committee is invited to consider what action it wishes to take on this 
petition. Options include— 

 To invite the Scottish Government to respond to the questions posed by Iain 
Galloway and to respond to the petitioner’s comments in relation to the 
Detect Cancer Early programme 

 To take any other action the Committee considers appropriate. 

Clerk to the Committee 

Annexe 

The following submissions are circulated in connection with consideration of the 
petition at this meeting— 

 PE1629/I: Chief Medical Officer submission of 17 May 2017 (129KB pdf) 
 PE1629/K: Scottish Government submission of 2 August 2017 (68KB pdf) 
 PE1629/M: Petitioner submission of 25 October 2017 (159KB pdf) 
 PE1629/T: Scottish Government submission of 11 May 2018 (146KB pdf) 
 PE1629/U: Iain Galloway submission of 7 June 2018 (214KB pdf) 
 PE1629/V: Petitioner submission of 10 June 2018 (364KBpdf) 
 PE1629/W: Professor Christian Ottensmeier and Mr Neil Pearce submission 

of 19 June 2018 (120KB pdf) 
 PE1629/X: OcuMel UK submission of 15 June 2018 (128KB pdf) 

All written submissions received on the petition can be viewed on the petition 
webpage. 

 



  
 

 
 
PE1629/I 

Chief Medical Officer, Scottish Government submission of 17 May 2017 
 
Thank you for your letter of 28 April 2017 in relation to petition PE1629 (MRI scans for ocular 
melanoma sufferers in Scotland). 
 
I have looked over the petition and while I am very sympathetic to the views raised by Ms 
Jennifer Lewis, I believe the response sent by my colleagues clearly sets out the Scottish 
Governments expectations on this issue. As noted in the Scottish Government response 
(PE1629/E), the Specialist Scottish Ophthalmic Oncology Service protocols for the 
surveillance of people with ocular melanoma are supported by the Uveal Melanoma National 
guideline. This guideline was developed by the Uveal Melanoma Guideline Development 
Group and accredited by the National Institute for Health and Care Excellence (NICE) in 
January 2015. 

 
My understanding is that these guidelines will be reviewed in December 2019, however 
should any new evidence become available in the interim that may have an impact on the 
recommendations set out in the guidelines, an intermediate review would be carried out by 
the group. 
 
Researchers can apply to the Scottish Government’s Chief Scientist Office (CSO) for 
funding. The CSO's Translational Clinical Studies Committee and Health Improvement, 
Protection and Services Research Committees each meet twice per year to consider funding 
applications. Research proposals looking at the underlying causes, diagnosis and treatment 
of ocular melanoma are welcomed. In common with all other applications, these would go 
through the CSO's standard independent peer review process. 
 

Further support is provided as a result of the Scottish Governments annual contribution to 
National Institute of Health Research (NIHR) funding programmes. This means that  
Scottish-based researchers are eligible to apply for many of the NIHR funding streams, all of 
which welcome applications for research in cancer. 
 
Further, with regard to research into the use of ultrasound for first line surveillance in most 
cases, I can inform you that the Specialist Scottish Ophthalmic Oncology Service will be 
auditing all their patients who develop metastatic disease, to ascertain whether a delay in 
diagnosis of the metastases was incurred due to the use of liver ultrasound as the modality. 
Whilst this audit is to be welcomed, it is important to note that due to the small patient 
numbers going through the Scottish service, it may take 1-2 years to collect enough 
statistically significant data. 
 
In your correspondence you also asked about what plans the Specialist Scottish Ophthalmic 
Oncology Service has to work with other UK centres to ensure there is a consistent 
approach to surveillance. You may be interested to know that on Friday 12th May, there was 
a Commissioning for Quality and Innovation (CQUIN) meeting where this matter was 
discussed. At this meeting, it was agreed that a UK wide group would be formed to develop 
UK wide guidance and recommendations on surveillance. This work will ensure there is a 
national, consistent approach to screening and surveillance for people in the UK, regardless 
of where they live. 
 
I hope the Committee finds this information useful in its consideration of the petition. 

http://www.parliament.scot/GettingInvolved/Petitions/PE01629


PE1629/K 
Scottish Government submission of 2 August 2017 
 
Thank you for your letter of 3 July 2017 in relation to Petition PE1629, seeking 
further information from the Scottish Government in a number of areas in relation to 
MRI scans for patients with ocular melanoma. I have laid out responses to the issues 
raised below. 

In relation to the point raised by the petitioners that patients in the rest of the UK 
outwith Scotland can access an MRI scan on request, it is our understanding that is 
offered in a limited capacity in England. However, it would no doubt be beneficial to 
have a consistent approach to surveillance across the UK where appropriate. This is 
why, as noted in the letter from the Chief Medical Officer of 17 May 2017, it was 
agreed at a Commissioning for Quality and Innovation (CQUIN) meeting, held on 12 
May 2017, that a UK wide group, including the Scottish Specialist Ophthalmic 
Oncology Service, would be formed. This group will share expertise and develop UK 
wide guidance and recommendations on surveillance for people with ocular 
melanoma. This will ensure a consistent approach to screening and surveillance for 
people across the whole of the UK, regardless of where they live. This is a great step 
forward to ensuring parity across the UK for people with ocular melanoma. 

Formation of this UK wide group is still in the early stages, and whilst there is 
currently no set timescale for the development of guidance and recommendations on 
surveillance, we would expect to see developments on this over the coming months. 
If the committee would like to be kept abreast of developments in relation to this 
group, officials will provide an update.  

Having reviewed the submission provided by the petitioners, we are advised by the 
Scottish Specialist Ophthalmic Oncology Service and our Scottish Government 
specialty adviser for ophthalmology, that there is currently not sufficient evidence 
provided on the routine use of MRI to enact a change in surveillance protocols for 
people with ocular melanoma. However, as noted in the CMO’s letter of 12 May 
2017, the Scottish Oncology Service are undertaking a study of all their patients who 
develop metastatic disease, to ascertain whether a delay in diagnosis of the 
metastases was incurred due to the use of liver ultrasound as the modality, which 
may have an impact on service delivery. It should be noted that this study will take 
some time due to the small number of patients going through the Scottish service. 

I hope the Committee finds this information useful in its consideration of the petition. 

 



PE1629/M 

Petitioner submission of 25 October 2017 

 

Since my submission to the committee in August, there have been some negative 

developments with regard Ultrasound scanning at Gartnavel which I feel you should 

be aware of. 

Dissatisfaction with The National Specialist Centre for treatment and follow up 

of Ocular Melanoma 

I previously mentioned to the committee and presented in previous submissions the 

fact that in order to scan the liver by the mode which Gartnavel Hospital appear to 

prefer (Abdominal Ultrasound) the examiner must be qualified in the presentation 

and effects of Metastasis to the liver leading from Ocular Melanoma. Metastasis from 

this disease can potentially present itself by peppering the liver leaving multiple 

lesions. I have recently discussed my dissatisfaction with Ocular Oncologists of the 

National Specialist Centre in relation to the farming out of Ocular Melanoma patients 

to local hospital X-Ray departments to have abdominal Ultra Sound scans carried 

out.  Local Hospitals are not familiar with this disease and radiographers do not have 

the expertise required to recognise metastasis. Please see an extract from the 

following link in relation to correct surveillance for liver metastasis, this paper 

mentions the fact that examiners MUST be experienced in paragraph entitled 

Screening for Metastatic Disease.  

http://www.nature.com/eye/journal/v26/n9/full/eye2012126a.html?foxtrotcallback=tru

e 

Screening for metastatic disease 

Some authors have suggested that screening for metastatic disease does not 

confer a survival advantage. However, new therapies have recently improved 

survival prospects but are more likely to be effective if undertaken before 

symptomatic disease develops. Screening also enhances the quality of life of 

high-risk patients, a normal result reassuring them that they will enjoy good 

health for many months, at least until the next scan is performed. 

Liver function tests tend to become abnormal only when hepatic metastases 

reach an advanced stage, by which time any opportunities for prolonging life 

are lost. 

Liver ultrasonography is the standard method of screening in most Centre’s, 

because of its relatively low cost; however, its sensitivity is relatively low and 

depends greatly on the examiner's experience. [Emphasis added] 

Magnetic resonance imaging is currently the most sensitive method. In an 

audit of high-risk patients receiving ocular treatment of uveal melanoma in 

Liverpool, hepatic metastases were detected before the onset of symptoms in 

92% of 90 high-risk patients (Marshall et al, unpublished data). Computerised 

http://www.nature.com/eye/journal/v26/n9/full/eye2012126a.html?foxtrotcallback=true
http://www.nature.com/eye/journal/v26/n9/full/eye2012126a.html?foxtrotcallback=true


tomography and positron emission tomography (PET) are less sensitive and 

expose patients to radiation. 18F-FDG PET/CT does not detect metastases 

from uveal melanoma as sensitively as secondary’s from cutaneous 

melanoma. 

Screening with magnetic resonance imaging is relatively expensive and uses 

up scarce healthcare resources. In a Japanese study, only 9% of patients 

were found to have metastases after a mean interval of 5.7 years, a further 

4% having false positive results. The cost effectiveness of such screening is 

therefore enhanced by targeting investigations at high-risk patients. Such 

patient selection would be less effective without personalised prognostication 

based on multivariate analysis of clinical, histological, and genetic predictors 

I was reassured this would not happen again but was dismayed to be informed by 

the National Specialist centre in writing that I was to be scanned at a local hospital x 

ray department. This facility holds the national contract for the treatment and follow 

up of Ocular Melanoma patients in Scotland that I and others are now expected to 

attend other hospitals as the x-ray department in Gartnavel is under pressure! 

I feel this is putting Ocular Melanoma sufferers at risk and under even more pressure 

adding to an already very stressful diagnosis.  Not only are we being refused 

abdominal MRI scans but we are now expected to attend inexperienced departments 

to have abdominal ultra sound scans performed. We are being put at risk of 

metastasis not being detected/recognised by examiners without the necessary 

expertise in OM performing the scans, we are being put at risk of scan results being 

inaccurate, as patients of a rare cancer we are being discriminated against in that we 

continue to be treated as less of a priority to that of other more common cancers. I 

have submitted a letter of complaint to NHSGGC in relation to this facility holding a 

national contract to treat Ocular Melanoma patients yet correct follow up is failing. I 

have also written to my ocular oncologist and received a reply stating “The policy of 

discharge to local hospitals for surveillance comes from NSD (National Services 

Division) and we are not in a position to reverse it.”  

 

An introduction to the National Services Division states [my emphasis added in bold]: 

1. Our aim at National Services Division is to help patients who need access to 
treatment or investigation of a very specialised nature, or who have a very 
rare condition, to obtain the care that they need, while seeking to ensure 
that the highest possible standards are delivered within available resources 

2. Ensure equity of access for all Scottish residents to specialist and 
screening services 

3. Ensure the best possible clinical outcomes within the funding available 
4. Provide a secure funded environment for the establishment and development 

of new national services 
5. Provide a risk-sharing arrangement for NHS Boards where incidence is 

sporadic and treatment involves specialist skills or expensive equipment 
6. Avoid the unnecessary proliferation of duplicate services, thus promoting 

clinical quality and cost effectiveness  



Ocular Melanoma is a rare cancer requiring specialist surveillance and treatment. 

Ocular Melanoma patients are being farmed away from specialist screening services 
and this decision is made by NSD.  

Ocular Melanoma patients often undergo duplicate scanning due to Ultrasound being 
performed by in-experienced operators who report inconsistencies in the liver 
resulting in a “default” Abdominal MRI. 2 scans is not cost effective. This happens 
when patients are sent out-with the National Specialist Centre in Gartnavel. 

On the NSD (National Services Division) list of specialist services includes 
ophthalmic oncology but does this division not consider specialist surveillance of the 
liver once a patient’s primary tumour has been treated as important. 

On this occasion my ocular oncologist agreed as he recognises my concerns to 

allow an abdominal US scan to be carried out in Gartnavel but I cannot guarantee 

this will happen all the time. My concern is that newly diagnosed patients will be 

unaware local hospitals do not possess the expertise in Metastasis from Ocular 

Melanoma and will attend for surveillance scanning. We not only have to fight for the 

right to have abdominal MRI scans but now we also have to fight for the right to be 

scanned by professionals who understand our disease. 

I have recently attended Melanoma Patient Network Europe (MPNE) in Holland 

where I was humbled to be in the company of patients with rare cancers, and was 

interviewed about my petition. The case of Scotland and MRI v US was discussed at 

length with medical professionals from across the UK and Europe all agreeing 

Scotland should recognise rare cancer suffers and let their voices be heard.  The 

Scottish Government is very Pro Europe therefore one would think they would like to 

see the people of Scotland being given the same opportunities as those in Holland 

and other European countries. 

I am not confident this petition will return a positive outcome as it has been very hard 

fighting the “powers that be” nevertheless I can only hope I have been able to bring 

some awareness to how rare cancer sufferers feel and continue to be treated in 

Scotland. 

May I take this opportunity to thank members of the committee who have from the 

start given me support and hope. I thank you all for your empathy, engagement and 

being genuinely compelled by my fight for equality. 

 

 

 

https://drive.google.com/open?id=1iTGcLHCrh55O-JCrfBa8Rp6V-wB6l9hS


PE1629/T 

Scottish Government submission of 11 May 2018 

Thank you for your correspondence setting out three issues for Scottish Government 

response in relation to PE1629.   

1. Update on the establishment and work of the UK-wide group and progress on 
the development of guidance and recommendations on surveillance:  Whether 
the UK-wide group will include any medical oncologists, and whether it is 
aware of the Guideline Development Group 

Despite best efforts it has not been possible to convene a UK-wide group to gain 

consensus on liver surveillance.  Clinicians across Scotland are therefore 

pressing ahead with developing Scottish guidelines in consultation with imaging 

experts in Scotland and across other UK centres, and these will be submitted for 

approval in due course.  In developing the updated guidelines clinicians will take 

account of new evidence linked to genetic risk and will consider the best 

approaches to long term follow up, including continuing to offer local services 

such as ultra-sound.  

2. The Scottish Government's position in relation to recent peer-reviewed 
evidence as identified in the petitioner's most recent submission  

The Scottish Government position is informed by advice received from clinical 

experts.  We note that the Nature article mentioned is not recent, and is a 

personal view of one clinician who mentions that not all of his views have been 

able to be informed by a high-level scientific evidence base.   With respect to 

screening, the author notes that MRI is currently the most sensitive method, is 

relatively expensive and uses up scarce healthcare resources.  The author also 

mentions that the cost-effectiveness of MRI screening is enhanced by targeting 

investigations to high-risk patients.  Overall we consider that this paper does not 

provide evidence for the use of MRI scanning as a screening tool for all patients 

with ocular melanoma.   

3. Specific concerns with regard to the policy introduction set out by National 
Services Division, notably i) to help patients who have a very rare condition to 
obtain the care they need; ii) to ensure equity of access for all Scottish 
residents to specialist and screening services, and iii) to avoid unnecessary 
duplication of services.   
 

National Services Division (NSD) consider that the ocular oncology service 
commissioned from NHS Greater Glasgow & Clyde (GG&C) continues to provide 
a very high standard of care and all patients are managed in line with their 
individual needs.  
 
Gartnavel is one of 4 centres in the UK designated as a specialist centre for the 
diagnosis and treatment of ocular cancers.  The specialist team seek to minimise 
travel to Glasgow if local care can be provided – this includes the provision of the 
on-going monitoring, including Ultrasound Scanning, of the liver.  The liver scan 



that is required can be safely undertaken in local imaging centres with any 
abnormality leading to a follow-up MRI and review by the team from the 
specialist centre. Patients are able to make direct contact with the specialist 
centre at any time to enquire about any personal concern.  The team participate 
in an on-going audit of the interventions offered and the clinical outcomes 
achieved. 
 
NSD as commissioner undertakes an annual review to consider in detail a 
report, provided by the clinical service, that covers key indicators showing 
information on the number of referrals, of the treatments provided, and the 
outcomes achieved – both short term and over a lifetime post treatment.  NSD 
does not direct the clinical activity rather it works with the specialist team to 
ensure that the service has access to all relevant resources.  In the context of 
this petition NSD was advised and agreed, having taken soundings from other 
specialist commissioning teams, that there was limited benefit from seeking to 
offer monitoring other than use of Ultrasound scanning. The delivery of this 
monitoring in hospitals that are closer to the patient place of residence, rather 
than require travel to Glasgow is recognised as being in line with policy that 
seeks to deliver safe care close to home, whilst at same time offering an 
assurance that highly specialist interventions are delivered in a designated 
national service. 
 
In additional to the annual reviews referred to above, NSD also undertakes  a 
five-yearly detailed review to assess the specialist service agreement – which 
indicates the scope of the service, numbers of patients being managed, referrals 
for assessment, treatments given (including referral to low energy Proton Beam 
Treatment in NHS England), and the processes used to monitor patients 
following treatment – and sets out the resources that need to be provided by 
NHS GG&C for the service.   

 

I hope that this response addresses the Committee concerns.  

The Committee should be advised that the Scottish Government is committed to 

delivering safe, high quality, evidence-based healthcare provision in order to provide 

the best services to all people living in Scotland. 

 



 
PE1629/U 
Iain Galloway submission of 7 June 2018 

In support of MRI surveillance for post-primary ocular melanoma 
patients in Scotland 

Response to Scottish Government latest submission 
 
I’ve recently seen the response you sent to Jenni Lewis in respect of our 
petition for MRI scans for ocular melanoma patients, and felt compelled to 
respond. 
 
Once again I must express our concern that you have failed to address many 
of the salient issues of our argument. To that end it does appear that you 
have rather cherry picked the points you wish to argue. In that regard I’ve 
indicated our thoughts against the three points you’ve elected to respond to 
and after this have listed the specific points to which we are still keen you 
address. 
 
1) Setting up of a Scottish Guidelines for uveal melanoma 
 
You have previously indicated there were minutes from a meeting on May 12th 
2017 in respect of a Scottish Guidelines group yet we still haven’t been shown 
these when we requested them. Can you please send these. 

Why is a Scottish Guidelines group being set up when a UK-wide group 
exists? 

 
This is surely a waste of resources and we fail to see the reason to set up 
such a group. You claim that “despite best efforts it has not been possible to 
convene a UK-wide group to gain consensus of liver surveillance”. None of 
the Scottish consultants in ocular oncology we’ve spoken to have knowledge 
of this, could you please provide evidence? 
 
When is it anticipated a Scottish Guidelines group will be in place? 
 
2) Scottish Government’s position on peer-reviewed evidence 
 
The Nature article in question was included specifically to illustrate that 
where US surveillance does take place it must be carried out by ultra-
sonographers with specific experience of uveal melanoma, as we clearly 
indicated if you read our earlier submission. The nuances of metastatic liver 
lesions in this disease mean that such expertise is crucial for US to even be 
close to MRI as a suitable surveillance regimen; this despite the additional 
problems of poorer resolution which the author highlights. It seems your 
response misses this point entirely when suggesting that patients are farmed 
out to hospitals other than Gartnavel for US surveillance — it is very clear that 
such expertise does not exist elsewhere and as such patients will be put at 
even greater risk. 



 
You note the age of the article, and indeed several changes will have taken 
place since then: i) Notably that the cost of MRI scanning will have reduced in 
real terms and certainly in comparison to US scans and ii) the resolution of 
MRI scanners and the associated technology has become more refined 
making its advantage over US more pronounced. In this case the age of the 
article makes the argument for using MRI over US more powerful yet. 
 
In respect of targeting high-risk patients, many patients seen at Gartnavel do 
not know their risk profile. Moreover, the prognostic tools used to gauge risk 
of spread are not sophisticated enough to satisfactorily delineate between 
high and low risk patients. 
 
Further to this, and perhaps most importantly, the response has yet again 
failed to address earlier papers we cited in support of MRI surveillance. 
 
3) Specific concerns to policy introduction set out by NSD 
 
Being designated as a specialist centre for ocular oncology and treatment of 
the primary tumour does not extend to expertise or specialist knowledge of 
the metastatic version of the disease which requires a wholly different set of 
specialist skills and knowledge. This is already well known in England & 
Wales and across all centres in Europe. Does Gartnavel have a specialist 
MDT for metastatic uveal melanoma as several centres do elsewhere?   
 
Sending people to other local hospitals for US scanning is outrageous. Even 
the strongest supporter of US scans vs MRI acknowledges that finding 
anomalies on the scan is operator dependent and metastatic lesions in our 
disease are unique and have a different presentation. US scans must only be 
done by those with considerable experience of looking for OM metastases – 
anything else is rolling the dice with people’s lives. So the claim that these can 
be safely picked up in local centres is just plain wrong! 
 
“In the context of this petition NSD was advised and agreed, having taken 
soundings from other specialist commissioning teams” Which specialist teams 
have the NSD taken ‘soundings’ from? 
 
Finding a way forward 
 
Despite the arguments being made we are quite clear, and we can all admit 
between us, that in fact any specialist, any member of the Scottish 
government, the CMO, you & I and our families – every one of us would go for 
an MRI if it was one of us with ocular melanoma. We continue to have this 
dance around whether MRIs are better than US and we all know they are, all 
of the evidence shows it, and this is basically a question of resources, 
capacity and costs. We have previously indicated this in an earlier submission 
and are seeking to find a positive way forward such that we look at ways to 
make resources work better. 
 
Possibilities for this include introducing weekend screening, provision of other 



MRI scanners currently used for sports injuries etc. 
 
Are there ways in which the Scottish Government can seek to make better 
use of the scanner already in place so that our disease community have a 
better chance at living?  
 
Questions/Actions that remain unanswered and to which we would really like 
answers 
 

1. We would like to see minutes of the meeting on May 12th 2017 that 
took place in respect of the Scottish Guidelines. 

 
2. Why is a Scottish Guidelines group being set up when a UK-wide 

group exists? 
 

3. You claim that “despite best efforts it has not been possible to convene 
a UK-wide group to gain consensus of liver surveillance”. None of the 
Scottish consultants in ocular oncology we’ve spoken to have 
knowledge of this, could you please provide evidence? 
 

4. When is it anticipated that a Scottish Guidelines group will be in place? 
 

5. Would you please review the Nature article in the context for which it 
was provided and reconsider the plan to farm out patients to non-
expert local centres for US scanning 

 
6. Rather than cherry pick which academic articles are responded to, 

would you please provide your response to the plethora of other 
supporting articles we have now sent aside from the Nature article. It is 
clear there is strong peer-reviewed evidence to support MRI scanning 
as the optimal surveillance modality from the World’s leading experts 
on metastatic uveal melanoma. 

 
7. Does Gartnavel have a specialist MDT for metastatic uveal melanoma 

as several specialist centres do elsewhere? 
 

8. “In the context of this petition NSD was advised and agreed, having 
taken soundings from other specialist commissioning teams” Which 
specialist teams have the NSD taken ‘soundings’ from? 
 

9. What specific measures have been taken to increase the availability of 
MRI scanners thus making their use more cost effective?  
 

It is also important to note that within the last month I have undergone a liver 
resection after a metastatic lesion was found on my liver. Thankfully, this was 
found by MRI scanning at my local hospital in Birmingham and consequently I 
was able to be successfully operated upon at an early stage. Had this been 
left longer it is not clear that such an option would have been available to me 
— again, this is something indicated in another of the many peer reviewed 
papers on the subject we’ve provided and to which we have had no response. 



 
Please take this response in the spirit in which it is intended, and I trust that 
on this occasion the particular issues we raise can be tackled head-on with 
less obfuscation. 

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

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

iii) To avoid unnecessary duplication of services  

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

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

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

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

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

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

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

You will note Dr Wilson states;  

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

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

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

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

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

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

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

Programme Aim: 

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

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

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

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

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

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

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

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

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

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

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

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

'Don't get scared, Get checked'  

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

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

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

During the month of May various Ocular Melanoma patients in Scotland including 
myself organised and held fund raising events.  These events were held to help 
toward paying privately for abdominal MRI scans for patients who wish to receive 
them.  We know it is possible to have this surveillance via the private sector and I 
recall and remind the committee again of a comment made to me by an Ocular 
Oncologist “If you come to my private clinic in Glasgow and pay me I will give 
you an MRI scan”  
If consultants do not believe MRI scans are necessary and ultrasound scans are 
suffice why do they refer people to pay privately? Either they really do believe MRI is 
necessary or they are taking people's money under false pretences 
 
I feel it is disgraceful that patients who suffer from this rare cancer feel left with no 
alternative but to turn to the private sector to receive the surveillance numerous other 
specialist centres in England provide.  The inequality in Health care in Scotland 
continues by refusing our group the same opportunities available in other parts of the 
United Kingdom. 

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

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

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

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

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

the most despicable example of inequality." 

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

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



PE1629/W 
Professor Christian Ottensmeier and Mr Neil Pearce joint submission 
of 19 June 2018 
 
Our perspective for managing a patient’s care breaks down into two aspects: the 
imaging and the philosophy of follow up. 
 
These professional opinions come from a position of considerable 
relevant experience, both clinical and academic.  For many years, we have been a 
centre interested in the care of uveal melanoma patients and have more hands-on 
expertise in this area than most other colleagues in the UK. 
 
Imaging: 
1) MRI is uncontroversially the more sensitive test over Ultrasound (US) in 
evaluating abnormalities in the liver.  While not tested comparatively in uveal 
melanoma (UM) specifically, it seems perfectly reasonable to apply the same 
standard for the evaluation in UM and actually a bit quaint as a position to doubt this. 
Generically we tend to do an US first because it is cheap and easy (both for the 
patient and the radiologist), not because it is a better test. There are settings when 
both tests are needed and sometimes we do a third (CT) and fourth (PETCT) test 
and occasionally a fifth (biopsy) to force a diagnosis if appropriate clinically. All of 
this is irrespective of uveal melanoma or not.  Our experience in uveal melanoma 
has led us to do more MRI scans in other settings.   
 
2) MRI scans are not harmful to patients.  Contrast is being phased out over safety 
concerns and we as a centre have agreed it is now only used if there is an extra 
question we need to address. 
 
3) US is considered highly informative in the hands of an experienced radiologist, 
and if the patient’s build allows imaging of the whole liver. 
 
4) The documentation of the results in US evaluations are wholly dependent on the 
operator.  In contrast, an MRI is only operator dependant on the reporting of the 
images rather than the generation of the imaging.  The choice of sequences 
requested again depends on the radiologist.  
 
5) With MRI scans, we can go back to earlier imaging and can get a 2nd opinion or 
review if we/the patient wish to do this. We use this option regularly. 
 
5) MRI is more expensive and there is less resource to deliver MRI scans. 
  
In our opinion, we conclude that if the aim is to find recurrence as early as possible, 
we should use the most reliable test, MRI.  This also happens to be a test with no 
significant risk to the patient, if contrast is not used, and claustrophobia aside. 
  
Philosophy of follow up: This is about whether we should try to find out about 
metastases early. 
The pros:  

1) Finding out early allows therapeutic options such as resection, Delcath, SIRT 
and early phase trials 



The cons:  
1) We have not proven that we can successfully intervene and prolong life. 

Nonetheless, our own data on the chemosaturation (Delcath) and IMCgp100 
(Immunocore) trials all argue that we should try to find early disease.  

2) Scanning and waiting for results causes anxiety and distress.  
3) Travelling to have scans is time-consuming and costly. 

 
re 1)  
There is no clear evidence in UM that finding metastases early is better.  However, 
the concept is entirely consistent with standard practice in other cancers, it’s the 
underpinning rationale of all follow-up.  Further, we believe, that only by being 
proactive will we ever change the outcome of this disease.  
  
With respect to immunotherapy, there is no doubt that it works better for early 
disease generically. It seems unreasonable to assume that this principle will not 
apply to uveal melanoma.   
  
Re 2+3 Anxiety and travelling time. 
This should be entirely at the discretion of the patient.  As the NHS empowers 
patients to decide where they wish their care to be, it is presumptuous to assume 
that a doctor knows better than the patient on what is right for them in terms of 
travelling, anxiety and choice.  
  
We cannot know the answer for any individual patient.  Therefore, we offer the 
information and encourage the patient to choose what is right for them and we try 
to facilitate their decision.  We also make it clear that this choice is reversible at any 
time: if a patient wishes, for example, to have their follow-up in Southampton, we can 
support that.  If they decide to move away from here, we support that also. 
 
We have previously heard of the GP managing someone’s care.  This is not a 
practise we agree with as we make the least informed doctor, the gatekeeper.  This 
is unfair to the GP and to the patient, though enviably time-sparing for the teams that 
take this approach.  This would not be considered good practice in other cancers (for 
example lung cancer or breast cancer) unless explicitly requested by the patient and 
only if the risk of recurrence is low (and not 50% chance of death from melanoma as 
is the case here). That particular aspect is one we need to address in the next 
guideline update as we are confident it has never been assessed for safety 
or efficacy or sensitivity before implementing it.  
  
We do feel an experienced ultrasound operator can generate very detailed and 
highly informative data about the liver but our own interpretation of the same problem 
is slightly different.  We have locally agreed that if we do go down the road of interval 
scanning, we would offer the highest resolution modality; as a result, we offer a 
single baseline CT of chest, abdomen and pelvis with six monthly interval MRI 
scans. We are picking up very early metastatic disease but have not tested 
comparatively if the same lesions would be visible on ultrasound scan. Our 
radiologists do however advise that this is unlikely.   
 
An academic priority is to generate evidence to change outcomes for cancer 
patients.  To set up a randomised trial to compare these methods of surveillance will 
cost millions of pounds to do properly and is highly likely to confirm educated belief.  
The next step would be to assess the impact on survival outcomes and predict this 
question will remain unanswered and open to opinion. 



PE1629/X 
OcuMel UK submission of 15 June 2018 
 
We write in support of Jenni Lewis’ petition and to explain how important MRI scans 
are in giving patients a greater chance of surviving this rare cancer through specialist 
and regular surveillance. We hope that by us providing you with information on new 
developments that this will help you to fully understand why patients in Scotland are 
asking for MRI scans and that this is something offered to other patients across the 
UK, Wales & Europe routinely. 

As ocular melanoma is a rare disease, this often means patients have multiple 
varying aspects within their care plan and needs. Clinicians will use their judgement 
and experience to decide what they feel is best for their patient’s individual needs as 
well as meeting their quality of care needs. This would come into play when?  

Clinical trial: 

A clinical trial to compare surveillance methods has been estimated to cost in excess 
£1million and will test what many feel is already known and unquestioned in other 
cancers. 

Supporting evidence: 

Many ocular melanoma patients are under Southampton General Hospital and we 
understand they have submitted their thoughts on this subject.  I also urge you to 
take a look at information provided by Clatterbridge Cancer Centre 
https://www.clatterbridgecc.nhs.uk/application/files/7915/0167/2694/Liver_Surveillan
ce_Service_-_vn2.0_a5.pdf.   

They work closely with Liverpool, who in 2017, saw more ocular melanoma patients 
than any other hospital in the UK.  It is worth noting that their liver surveillance leaflet 
only mentions MRI scans. 

I hope these two documents show you the clear difference in care that people with 
this cancer are receiving.  How is it just, that two identical patients can be monitored 
so differently?  One patient receives an MRI scan as standard whereas another 
patient has to fight for the same monitoring by raising a petition, enduring the 
immense emotional turmoil that this whole process brings whilst fighting her cancer. 
This cannot be fair or humane.   

We cannot understand how any, specialist commissioning teams, with any 
experience of ocular melanoma would “feel there was limited benefit from seeking to 
offer monitoring other than use of Ultrasound scanning.”  We ask this to be 
investigated and the names of these specialist commissioning teams to be provided, 
as the experienced clinicians we are aware of in the UK, Europe and in the US, do 
not take this approach.   

We have also never heard of a patient with private medical insurance receive an 
ultrasound, it has always been without question, an MRI scan.   

 



Patient Wellbeing: 

Rare Disease UK has recently issued a report about living with a rare condition.  
They stated, “Because of their rare disease, 95% of respondents to our survey have 
felt worried or anxious, 93% have felt stressed, 90% have felt low, 88% have felt 
emotionally exhausted and 70% have felt at breaking point.”  Intervention is needed 
so that patients are listened to, feel supported and so they receive scans that allow 
for treatment at the earliest opportunity. 

Local ultrasounds: 

When this petition was raised in 2017, patients in Scotland were receiving ultrasound 
scans at Gartnavel.  We now hear the below in the most recent submission.   

Gartnavel is one of 4 centres in the UK designated as a specialist centre for the 
diagnosis and treatment of ocular cancers. The specialist team seek to minimise 
travel to Glasgow if local care can be provided – this includes the provision of the on-
going monitoring, including Ultrasound Scanning, of the liver. The liver scan that is 
required can be safely undertaken in local imaging centres with any abnormality 
leading to a follow-up MRI and review by the team from the specialist centre. 
Patients are able to make direct contact with the specialist centre at any time to 
enquire about any personal concern. The team participate in an on-going audit of the 
interventions offered and the clinical outcomes achieved.  

These statements are worryingly beyond belief.  Yes, Gartnavel is one of 4 centres 
for ocular treatment and it is my understanding that no one is questioning their 
approach to treating a patient's primary ocular tumour.  However, they are not an 
abdominal or specialist liver centre.  A decision has been made that it would be 
beneficial for ALL patients, regardless of their own risk factor or desire to have a 
scan at their local hospital. Individual circumstances are not being considered. This 
one size fits all approach surely cannot be in anyone's best interest.    

In all the papers and recommendations made, not once have I read that an 
ultrasound has been held with value at a local hospital for this condition.  Whenever 
it is referenced, it is done so “in the hands of an experienced sonographer”.  

Not all patients are remotely aware of the differences in scanning types or why an 
ultrasound at Gartnavel may help them more than a scan at their local hospital.  We 
cannot forget here that 50% of patients will have metastatic disease and so there is 
an absolute need for every patient to be able to make an informed decision on such 
an important aspect of their care.   For the patients who are aware, I cannot imagine 
the turmoil this is causing them. 

Case studies: 

Previously, I have hesitated in openly writing to you to describe the journeys that 
many of our members had experienced battling for the surveillance that they feel 
they need and want. This is mainly due to the anguish that this could cause to the 
patients and their loved ones that this has already impacted and of course those that 
this affects, here and now. 



For an abnormality to be detected on an ultrasound, it would already be sizeable.  
The scenario I am about to explain has happened on many occasions and goes 
unrecorded.   

Patient A receives an ultrasound scan and is delighted to hear there is no evidence 
of disease.  They have faith in the medical system serving them and they continue 
with their normal life.  Six months pass and on their next ultrasound scan, 
abnormalities are detected.  Weeks pass for a biopsy to be carried out, sometimes 
with the hope of removing the affected section of the liver.  Sometimes when this is 
planned, the surgeon realises that the tumours are too widespread for the surgery to 
continue.  Patients are then advised there is no further treatment available or they 
are enrolled to a clinical trial where sometimes the tumours respond, other times 
they do not, and almost more sadly, others pass away whilst waiting to begin their 
treatment.  This scenario happened very recently, and a person’s life was lost that 
could have been saved or at the very least given more time.  

When a patient and family hear there is something to be concerned about, they need 
to focus on the future and are bounced from one hospital to another and learning at 
a very rapid pace everything they wished they knew months earlier.  At the time they 
feel they cannot ask questions about whether it could have been detected earlier as 
they are scared and cannot afford to jeopardise any relationship with their doctor as 
they need treatment.   

Patient B receives MRI scans every 6 months, an abnormality is detected, and a 
resection performed.  Typically, this halts any spread for 3-3.5 years.  The patient 
continues to receive MRI scans until another abnormality is detected and once again 
it is removed.  Even with slightly higher costs in scanning, the cost saving here is 
immense when compared with other treatments which are only ever performed when 
the tumour volume is already at a higher volume. Once again, It is important to note 
that this condition will spread in 50% of patients.  

It has been known for years that 10% of people are suitable for a resection but this 
was at a time when MRI weren’t so widely performed.  It is totally feasible for this 
number to now be higher as more centres adopt MRI scanning as standard. 

The impact: 

When a patient passes away with a rare condition, the regret left behind is 
unimaginable and different in comparison with the more common cancers. This may 
come from not having had a clear treatment pathway, and many families feel that 
they should have done and known more.   

It is now time for you to really hear this petition and for you to really understand the 
impact that these decisions have on REAL PEOPLE.  As a patient-focused charity, 
we are proud to support and represent our membership and can assure you that we 
have no hidden agendas.   

We would also be concerned over any scanning only targeted at high-risk patients 
for these reasons: 

1. The low rates of people offered a prognostic biopsy. 



2. The varying opinions on what constitutes high, medium or low risk.   
3. A portion of patients are unaware of their risk factor. 

Radiologist availability? 

Today we learnt of increasing pressures on the NHS and immigration rules relaxed 
so more positions can be filled.  On investigation, reports state many radiologist 
posts in Scotland are vacant with the Institute Of Radiologists issuing this report 
https://www.rcr.ac.uk/posts/radiology-crisis-scotland-sustainable-solutions-are-
needed-now 

We can envisage this situation having an effect on all cancer patients and 
understand the system must be stretched but would also expect for plans to be in 
place so that patient’s lives are not put at risk until posts are filled.  If this situation is 
having a bearing on how our patients are cared for, please can you ensure they are 
included in any plans? 

If I can leave you with just one thought. If you or your loved one were unfortunate 
enough to be diagnosed with ocular melanoma, which type of scan would you 
choose to have and how often would you have it? 

Thank you for your time. 
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Petition 
summary 

Calling upon the Scottish Parliament to urge the Scottish Government 
to introduce greater protection for mountain hares on both animal 
welfare and conservation grounds, which may include: introducing a 
three-year moratorium on all mountain hare killing, permitting culls and 
driven hunts only under licence, and ending all culling and driven 
hunting of mountain hares within Scotland's national parks using a 
nature conservation order. 

Webpage parliament.scot/GettingInvolved/Petitions/PE01664   

 

Introduction 

1. This is a continued petition that was last considered on 10 May 2018. At that 
meeting, the Committee agreed to write to the Scottish Government and to 
invite the petitioner to make a written submission. Responses have now been 
received and the Committee is invited to consider what action it wishes to take. 

Committee consideration  

2. At its last consideration of this petition on 10 May 2018, the Committee 
considered a question raised by Alison Johnstone MSP on 29 March 2018 
during First Minister’s Question Time on the large scale culling of mountain 
hares in Scotland.  

3. The First Minister’s response stated that the Scottish Government was to hold 
meetings with stakeholders to explore the prevention of mass culls of mountain 
hares, including legislation and a licensing scheme. The Committee therefore 
agreed to seek an update on these discussions.  

4. The Scottish Government’s response explains that it has met with a wide range 
of stakeholders including OneKind. The Government states that discussions 
have focussed on— 

“…approaches to mountain hare management, existing data on the species, 
and understanding of their current status as well as views on whether further 
regulation is required. 
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5. As the Committee will recall, an independent Grouse Moor Review Group, led 
by Professor Alan Werritty, has been set up by the Scottish Government to look 
at the environmental impact of grouse moor management practices, including 
mountain hare culls. The Group is expected to report to the Cabinet Secretary 
in Spring 2019. 

6. The petitioner states that he is encouraged by the action taken by the Scottish 
Government to explore options to prevent the mass culls of mountain hares. 
However, he highlights that urgent action is required to protect the mountain 
hare population in Scotland. He states that data obtained through a Freedom of 
Information to SNH suggests— 

“…large-scale mountain hare killing has been routine in Scotland for many 
years with the total number fluctuating around an average of 25,961 and 
reaching as many as 37,681 in 2014. In 2015, the most recent year for which 
an estimate is available, 26,952 mountain hares were estimated to be killed”. 

7. The petitioner’s written submission also highlights that SNH have advised the 
Scottish Government that they may have to report to the European Commission 
about the “unfavourable status” of the mountain hare population in Scotland 
when a report is due next year. 

8. The Government’s states that SNH is currently re-assessing the data available 
in relation to large-scale mountain hare culling. This information is expected to 
be available by the end of the summer 2018, at which point, the Scottish 
Government will determine its approach moving forward. If it is considered that 
regulatory action is required, legislation could be introduced under either the 
Wildlife and Countryside Act 1981 or the Conservation (Natural Habitats, &c.) 
Regulations 1994 to prevent culling of mountain hares except for specified 
purposes under licence.   

9. The petitioner is of the view that the introduction of legislation would be— 

“…a pragmatic way forward if killing of mountain hares is only permitted under 
specific, narrowly defined circumstances and as a last resort measure”. 

Conclusion 

10. The Committee is invited to consider what action it wishes to take. Options 
include— 

 To defer further consideration of the petition until the Scottish Government’s 
re-assessment of the data on large-scale mountain hare culling is available.  

 To take any other action the Committee considers appropriate. 

Clerk to the Committee 

Annexe 
 
The following submissions are circulated in connection with consideration of the 
petition at this meeting— 
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 PE1664/H: Petitioner submission of 17 June 2018 (117KB pdf) 

 PE1664/I: Scottish Government submission of 8 June 2018 (73KB pdf) 

 
All written submissions received on the petition can be viewed on the petition 
webpage. 



 
PE1664/H  
Petitioner submission of 17 June 2018  

Background 

On the 10 May 2018 the Public Petitions Committee considered petition PE1664 on 

greater protection for mountain hares and invited OneKind to submit views in 

response to the Scottish Government's most recent submission, dated 8 June 2018. 

Recent developments 

Following the release of evidence of large-scale mountain hare culls by OneKind, the 

League Against Cruel Sports and Lush, which showed three separate mountain hare 

killing incidents that took place in the Highlands in February 2018, the First Minister 

responded to a question from Alison Johnstone MSP: 

“Large-scale culling of mountain hares could put the conservation status at risk and 

that is clearly unacceptable I know that the pictures that she refers to will be 

distressing to many people. These meetings will take place with all relevant 

stakeholders, landowner groups, gamekeepers and environmental organisations. I 

want to be very clear today that the Government will be exploring all available 

options to prevent the mass culling of mountain hares and one of those options is of 

course legislation and a licencing scheme. What we are seeing is not acceptable and 

that is a very clear message that goes from the government today.” 

In addition, it has since come to light through a Freedom of Information request that 

Scottish Natural Heritage held estimates of the annual mountain hare kill in Scotland. 

This data suggests that large-scale mountain hare killing has been routine in 

Scotland for many years with the total number fluctuating around an average of 

25,961 and reaching as many as 37,681 in 2014. In 2015, the most recent year for 

which an estimate is available, 26,952 mountain hares were estimated to be killed. 

Scottish Natural Heritage have also advised the Scottish Government they may have 

to report to the European Commission that the population is in unfavourable status 

when a report is due next year. 

OneKind’s response 

OneKind is grateful for the continued scrutiny of this issue by the Public Petitions 

Committee. 

We have welcomed the Cabinet Secretary’s announcement that an independently-

led group will look at the environmental impact of grouse moor management, and 

that this will include mountain hare culls. However, as noted in previous evidence to 

the Committee, this is a long-term process and we continue to believe that urgent 

interim protections are required. Indeed, this position has been reinforced by recent 

developments. We are encouraged by the First Minister’s announcement that the 

Scottish Government will explore options to prevent the mass culls of mountain 

hares, and the progress reported by the Scottish Government in their submission to 

the Committee. However, we are concerned that the timetable for completion of this 



process appears vague and looks unlikely to conclude before the beginning of the 

open season on 1 August. 

We note that the Scottish Government have suggested that one option is to 

introduce legislation to prevent culling of mountain hares except for specified 

purposes under licence. We believe this would be a pragmatic way forward if killing 

of mountain hares is only permitted under specific, narrowly defined circumstances 

and as a last resort measure.  



PE1664/I 
Scottish Government submission of 8 June 2018 
 
I refer to the Public Petitions Committee (PPC) letter of 11 May 2018 regarding 
Petition PE1664 - Greater Protection for Mountain Hares, seeking an update from 
the Scottish Government on the discussions that have taken place with stakeholders 
to explore the prevention of mass culls of mountain hares including legislation and a 
licensing scheme. 
 
The Scottish Government recognises that mountain hare numbers do sometimes 
need to be controlled for land management purposes – for example to protect new 
trees.  We do not however support large, indiscriminate culls of mountain hares.  The 
Habitats Directive requires that we ensure that the exploitation of mountain hares ‘is 
compatible with their being maintained at a favourable conservation status’ (FCS). 
We also know that the vast majority of people working on land where there are 
mountain hares recognise their importance as a native species.   They want to work 
with us to ensure that mountain hares are supported to thrive in relevant areas and 
that any regulation of their numbers is proportionate and appropriate.  
 
As mentioned in the Scottish Government’s response to the Committee earlier this 
year,an independent Grouse Moor Review Group, led by Professor Alan Werritty, 
was established to look at the environmental impact of grouse moor management 
practices, including mountain hare culls.  The Group will report back to the Cabinet 
Secretary in Spring 2019.  Further details, including details of the work undertaken 
so far, can be found at: https://beta.gov.scot/groups/grouse-moor-management-
group/. 
 
In addition, following the more recent culling incident, Scottish Government and 
Scottish Natural Heritage (SNH) officials have met with stakeholders, including the 
Scottish Gamekeepers Association, the Game and Wildlife Conservation Trust, 
Scottish Land and Estates, as well as OneKind, SSPCA, League Against Cruel 
Sports, Scottish Environment Link (RSPB Scotland, Scottish Wildlife Trust, and 
Scottish Badgers) and Forestry Commission Scotland.   Discussions included 
approaches to mountain hare management, existing data on the species, and 
understanding of their current status as well as views on whether further regulation is 
required.  
 
SNH is currently re-assessing the data that is currently available.  That assessment 
should be completed before the end of the summer.  When it is available, the 
Scottish Government will consider it and determine what the approach will be. 
 
If the Scottish Government does consider that regulatory action is required, there are 
a number of potential options available including the  introduction of legislation under 
either the Wildlife and Countryside Act 1981 or the Conservation (Natural Habitats, 
&c.) Regulations 1994 to prevent culling of mountain hares except for specified 
purposes under licence.   
 
Any proposal for regulatory action would involve formal consultation with relevant 
stakeholders as necessary and legislative change would follow normal processes.   

https://beta.gov.scot/groups/grouse-moor-management-group/
https://beta.gov.scot/groups/grouse-moor-management-group/
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Public Petitions Committee 

12th Meeting, 2018 (Session 5) 

Thursday 28 June 2018 

PE1683: Support for families with multiple births 

Note by the Clerk 

Petitioners Jennifer Edmonstone 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
provide better support for multiple birth families, including both 
financial and non-financial support. 

Webpage parliament.scot/GettingInvolved/Petitions/supportformultiplebirths 

Purpose 

1. This is a continued petition first considered by the Committee at its meeting on 
15 March, when it took evidence from the petitioner and Helen Peck, Scottish 
coordinator for TAMBA. At that meeting the Committee agreed to write to the 
Scottish Government, the UK Government, TAMBA in Scotland, Home-Start in 
Scotland, Royal College of Nursing, Royal College of Midwives, Multiple Births 
Foundation, Bliss, COSLA, Child Poverty Action Group and the Donor Milk 
Bank. 

2. Some responses have been received and the petitioner has provided her 
response to the Scottish Government’s submission. The Committee is invited to 
consider what action it wishes to take. 

Committee consideration 

3. In its submission the Scottish Government outlines a number of working 
groups, policies and initiatives that it is taking forward. These include— 

 Best Start Grant, which “will increase provision for low income families 
for the first child from £500 … up to a total of £1,100, over three 
payments in a child’s early years” 

 Best Start Foods 
 Increased funding entitlement for early learning and childcare, from 600 

hours to 1140 hours by 2020 
 Pregnancy and Maternity Discrimination Working Group 
 Neonatal Expenses Fund 
 Baby Box 

4. In relation to maternity and paternity leave and pay, matters which are reserved 
to Westminster and UK Government policy, the Scottish Government states 
that it is “lobbying the UK Government to ensure that, as a minimum, existing 
provisions are maintained”. It states that it wants to encourage employers to 
“consider voluntarily offering enhanced maternity and paternity leave”, adding— 
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“We believe that using flexibility and enhanced maternity and paternity leave 
as an employee benefit will help companies to attract talent to their business.” 

5. The Multiple Births Foundation, Home-Start UK and TAMBA all support the 
petition and welcome the actions already identified by the Scottish Government. 

6. They do, however, draw attention to other areas of primarily non-financial 
support for families with multiples which can help to address issues such as 
social isolation, parental exhaustion, post-natal depression and lack of 
confidence and stigma. 

7. Home-Start UK identifies peer support as a key non-financial support 
mechanism, as “mothers with strong, supportive social networks tend to raise 
children who flourish in social, emotional and behavioural terms”. It states— 

“Peer support is often lacking for multiple birth parents because fewer people 
really understand the very different nature of their family journey.”  

8. The Multiple Births Foundation considers that there is room for improvement in 
the level of emotional support and understanding among healthcare 
professionals, as it is “generally not well understood or provided by 
professionals to the level required”. It adds— 

“Care pathways for multiples and specialist midwives and health visitors could 
make a huge difference to the lives of these families. Although this would 
need some extra financial resource equally important is the cultural change in 
how care is delivered and recognition that multiple birth families need different 
and more specific support.” 

9. In its submission, TAMBA acknowledges that the Committee has “heard 
examples of good, kind, supportive councils who were willing to acknowledge 
and address the needs of families”. It suggests that, to build on the range of 
best practices across Scotland, the Scottish Government “should issue 
guidance for local authorities and other providers on the needs for families with 
twins, triplets and more”. 

10. TAMBA welcomes the Scottish Government’s proposals for a Best Start Grant, 
Best Start Foods, the Nursery and Early Learning Grant and School Age Grant 
and, in particular the Neonatal Expenses Fund, which it refers to as “a fantastic 
initiative”. It provides a number of comments and recommendations on a broad 
range of subject areas relevant to the petition. 

11. In her submission the petitioner clarifies the ways in which she considers the 
Scottish Government could provide support to families with multiples, 
including— 

 increase and match child benefit for each multiple born 
 more funding, earlier for childcare for families with multiples 
 further support for charities such as TAMBA and Home-Start UK 
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12. The petitioner responds to policies and initiatives set out in the Scottish 
Government’s submission. 

Best Start Grant 

13. The petitioner refers to the supportive recommendations by TAMBA, and 
adds— 

“Any help for low income families with multiples is welcome, however, those 
who find themselves barely outside the category of “low income” and have 
multiples, are particularly stretched due to the additional costs of having more 
than one child at a time.” 

Childcare 

14. The petitioner welcomes the increased entitlement to funded early learning and 
childcare for 3 and 4 year olds. She does, however, ask the Government to 
review childcare provision for ages 1-3, as the current provision prevents 
parents of multiples from returning to work “as the cost of childcare almost 
matches or outweighs their salary”.  

15. The petitioner also provides figures to demonstrate that, over the pre-school 
years, childcare provision is more expensive for multiples than for two 
differently aged children. She identifies that the cost for twins over the course of 
four years is approximately £58,000, whereas costs over the first four years on 
the national average basis of two children born three years apart add up to 
approximately £23,000. 

16. The petitioner acknowledges the Government’s reference to a trial of a deposit 
guarantee scheme and asks whether this is restricted simply to families 
categorised as “low income” and whether the scheme can be extended to 
support families with multiples. 

Men’s and women’s roles in relation to work and childcare 

17. The petitioner regards the Government’s encouragement of flexible and 
enhanced maternity and paternity leave and pay as “a positive step”. She 
acknowledges the Scottish Government’s lobbying of the UK Government in 
relation to this issue as a reserved matter, but asks whether the lobbying 
recommends any improvements for families with multiples”. 

Baby Box 

18. The petitioner considers that the Baby Box initiative “treats every child equally 
in Scotland and is therefore at juxtaposition with the child benefit legislation”. 
She refers to it as a help to families with multiples but that “it is a bit off the 
mark as to the true needs of these families”. She notes— 

“There are over 40 items in the Baby Box. 29 of these are reusable by 
subsequent children, yet they will also receive their own box full of unisex 
items. On that basis, it is my belief that subsequent children should receive 
their own baby box with a small number of non-reusable items. This would 
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save a substantial amount of money, which I feel could be better used 
elsewhere.” 

Conclusion 

19. The Committee is invited to consider what action it wishes to take on this 
petition. Options include— 

 To write to the Minister for Childcare and Early Years, inviting her response 
to the comments from the petitioner and to the comments and 
recommendations from TAMBA, Home-Start UK and the Multiple Births 
Foundation  

 To take any other action the Committee considers appropriate. 

Clerk to the Committee 

Annexe 

The following submissions are circulated in connection with consideration of the 
petition at this meeting— 

 PE1683/A: Scottish Government submission of 19 April 2018 (99KB pdf) 
 PE1683/B: The Multiple Births Foundation submission of 16 May 2018 

(117KB pdf) 
 PE1683/C: Home-Start UK submission of 23 May 2018 (194KB pdf) 
 PE1683/D: TAMBA submission of 24 May 2018 (235KB pdf) 
 PE1683/E: Petitioner submission of 13 June 2018 (232KB pdf) 

All written submissions received on the petition can be viewed on the petition 
webpage. 

 



PE1683/A 

Scottish Government submission of 19 April 2018 
 

Thank you for your email of 19 March 2018 about Petition PE1683, calling on the 
Scottish Parliament to urge the Scottish Government to provide better support for 
multiple birth families, including both financial and non-financial support. Your letter 
was forwarded to the Child and Maternal Health Branch in the Improving Health and 
Wellbeing Division for response. 

The petitioner raised a number of issues which I have tried to address below. 
Namely they are : 

That the Scottish Government: increases child benefit for each multiple born; 

provides more funding earlier for childcare for families with multiples; and supports 
improvements in maternity leave, maternity pay and paternity pay. 

In relation to the petitioner’s first request, the Scotland Act 2016 devolved certain 
powers for social security to the Scottish Parliament, but certain key powers remain 
reserved, including Universal Credit, Child Tax Credits and Child Benefit. The UK 
Government has now restricted Universal Credit and Child Tax Credits to the first 

two children in each family, with certain exemptions. The Scottish Government is 
fundamentally opposed to the two child limit policy in its entirety. The ‘rape clause’ 
exemption in particular is completely unacceptable, deeply harmful to women and 
their children and a fundamental violation of human rights. We believe that the UK 
Government must, as a matter of urgency, change this policy. 

The Scottish Government is committed to exercising our new powers under the 

Scotland Act 2016 in order to build a fairer, transparent and person-centred social 
security system for Scotland. In the first wave of benefits to be introduced is the Best 
Start Grant (BSG), which will replace the Department for Work and Pensions Sure 
Start Maternity Grant by Summer 2019. It will increase provision for low income 

families for the first child from £500 under the UK Sure Start Maternity Grant up to a 
total of £1,100, over three payments in a child’s early years. Subsequent children, 
who receive nothing from the UK Government, will receive a total of up to £800. 
  

The additional costs of a multiple birth have been acknowledged and therefore, in 
addition to the normal BSG award, a multiple-birth supplement will also be made. For 
example, in the case of twins, there would be a payment made of £600 for the first 
birth, £300 for the second and an additional multi birth supplement of £300. A 

consultation on the BSG Regulations is currently underway and can be found at: 
https://consult.gov.scot/social-security/best-start-grant/. 
 
Best Start Foods will also form part of the first wave of benefits in Scotland and will 

replace the UK Healthy Start Vouchers. Best Start Foods will continue to provide 
targeted financial support for low income pregnant women and families to purchase 
milk, fruit and vegetables with an increased range of eligible foods under the new 
scheme. Multiple births will continue to be supported through Best Start Foods, with 

an increased weekly payment of £4.25 payment paid per child. Children under one 
will receive the value of two payments per week totalling £8.50. 
  

https://consult.gov.scot/social-security/best-start-grant/


Best Start Foods will be delivered through a new smartcard system to make it easier 
for families to use. A consultation on these proposals is currently underway and 
available at: https://consult.gov.scot/health-protection/welfare-foods/.  

Whilst the devolved powers for social security are welcome, partial devolution 
prevents us using social security along with other public services to tackle long-term 
poverty and build sustainable economic growth.  
 

With regards to childcare, as was discussed by the committee, the entitlement to 
funded early learning and childcare is being increased from 600 hours to 1140 by 
2020. This will be for 3 and 4 year olds, as well as for eligible 2 year olds (around a 
quarter of 2 year olds are eligible). Local authorities can also offer additional 

provision – whether additional hours, or from an earlier age – at their own discretion, 
as happened with the Clackmannanshire example that was given to the committee.  
 
We also recognise the difficulties that families can face with affording early learning 

and childcare prior to becoming eligible for the funded entitlement, particularly with 
upfront costs. We will therefore shortly be trialling a deposit guarantee scheme to 
help families with these upfront costs.  
 

Some help with childcare costs is provided at a UK level, as this is linked to reserved 
benefits. Depending on the family circumstances, this might include:  
 

 childcare vouchers (up to £933 a year in tax and NI savings);  

 tax free childcare (up to £2,000 per child per year);  

 the childcare element of tax credits (up to 70% of costs); or 

 Universal Credit (up to 85% of eligible childcare costs).  

 
Information about this support is available on the mygov.scot website: 
https://www.mygov.scot/childcare-costs-help/tax-credits-and-other-help/ 
  

We are also keen to challenge outdated assumptions about men's and women's 
roles in relation to work and childcare. Legislation and regulation can play an 
important part of that. However the legal powers governing maternity and paternity 
leave and pay are reserved to Westminster and are UK Government policy, but there 

is also a provision set out in European law. The Scottish Government is lobbying the 
UK Government to ensure that, as a minimum, existing provisions are maintained 
and there is no erosion of existing workers’ rights.  
 

Within the powers we do have we provide funding to Family Friendly Working 
Scotland Partnership to promote family friendly and inclusive workplaces to 
employers and employees in Scotland. The Scottish Government is keen to 
encourage Scottish employers to work in partnership with their workforce to consider 

voluntarily offering enhanced maternity and paternity leave. We believe that using 
flexibility and enhanced maternity and paternity leave as an employee benefit will 
help companies to attract talent to their business; and that if fathers take greater 
responsibility for childcare it will help to enable women to re-join the workplace, 

which will ultimately contribute to reducing the gender pay gap. This issue is 
therefore important not only for families, but for the Scottish economy.  
 

https://www.mygov.scot/childcare-costs-help/tax-credits-and-other-help/


The petitioner may also wish to note that Mr Hepburn, the Minister for Employability 
and Training also chairs a Pregnancy and Maternity Discrimination Working Group. 
As part of its remit, the group has produced new guidance for employers and has 

been actively promoting this to encourage best practice. Working Group Papers 
including a summary paper of their work can be found online at 
http://www.employabilityinscotland.com/key-clients/women-and-work/pregnancy-
and-maternity-discrimination-working-group/. 

  
Further to the above support, on 29 March of this year, the Cabinet Secretary for 
Health and Sport, Shona Robison MSP launched the Neonatal Expenses Fund, 
which went live on 1 April. The scheme is designed to help parents of premature and 

sick new-born babies to offset the cost of traveling to and from hospital during the 
early days of their babies’ life and the sustenance required to allow them to spend 
time with their child/ children in order to bond as a family during these early days. 
Parents are integral to the care of their child whilst in neonatal care in order to 

establish breastfeeding, secure bonding and allow parents to build the skills to care 
for their babies upon discharge from hospital. Provision has been made within the 
scheme for families with multiples being cared for in separate neonatal units.  
 

The petition mentions access to the milk donor bank. The Scottish Government 
recognises that breastfeeding has many major health benefits, both in the short and 
longer term, for both mother and baby and that is why we are committed to its 
promotion throughout Scotland.  

 
We have a strong focus on protecting, supporting and promoting breastfeeding as 
demonstrated recently by our commitment in the 2017 Programme for Government 
“to increase resources for breastfeeding to support mothers, particularly in the days 

immediately following birth” (see: http://www.gov.scot/Resource/0052/00524214.pdf).  
Human milk for preterm and other high-risk infants either by direct breastfeeding 
and/or using the mother’s own expressed milk is definitely the preferred option, but 
we also know that life doesn’t always allow for ideal circumstances and that mothers 

are sometimes unable to express sufficient milk for a baby who is unable to feed at 
the breast; as a result donor breast milk can be the recommended alternative.  
 
The Scotland-wide Donor Milk Bank first opened in 1978 at Queen Mother’s Hospital 

in Glasgow, when they would handle milk from around 10 donors with up to 16 
babies receiving donor milk but only for infants in the Neonatal Unit at Yorkhill 
Children’s Hospital in Glasgow. It has since expanded considerably and in 2014 all 
of the Scottish NHS Boards agreed to support one Milk Bank for Scotland and a 

purpose built and expanded donor milk bank was officially opened by the then 
Minister for Public Health. The newly expanded milk bank enabled donor milk to be 
offered to an increased number of babies from across Scotland.  
 

Sick, premature infants and those undergoing extensive surgery (e.g. cardiac) have 
significantly higher risk of developing Necrotising Enterocolitis (NEC)1. Despite huge 
advances in neonatal care, NEC remains a major and increasing cause of mortality 
in preterm infants and is associated with long term health care costs amongst 

                                              
1 Necrotising enterocolitis (NEC) is a serious illness in which tissues in the intestine (gut) become 
inflamed and start to die. This can lead to a perforation (hole) developing, which allows the contents 
of the intestine to leak into the abdomen (tummy). 

http://www.employabilityinscotland.com/key-clients/women-and-work/pregnancy-and-maternity-discrimination-working-group/
http://www.employabilityinscotland.com/key-clients/women-and-work/pregnancy-and-maternity-discrimination-working-group/


survivors. There is a decreased risk of babies getting NEC if they are fed donor 
breast milk rather than formula milk.  
 

It is also worth noting that families who are expecting twins, triplets, or even 
quadruplets will receive a Baby Box for each baby. At its heart, Scotland’s Baby Box 
strongly signals our determination that every child, regardless of their circumstances, 
should get the best start in life by ensuring that every family with a new-born has 

access to essential items needed in the first six months of a child’s life. Scotland’s 
Baby Box is a universal initiative and all boxes and contents are identical.  
 
The petitioner will wish to know that there is already a facility for parents who have 

had a premature baby to contact our Baby Box managing agent and to arrange for a 
Baby Box to be sent out to them immediately whilst the clothing may be too large at 
this stage there are many other products that parents/carers can make use of.  
 

I would like to take the opportunity of this petition to acknowledge the point made by 
the petitioner about emotional support for multiple births families, which goes beyond 
financial support. As mentioned in the official report, the Scottish Government has 
been working closely with TAMBA (Twins and Multiple Births Association) whose 

work with multiple births families has to be commended here. The Scottish 
Government is funding an event for health professionals later this year, which will 
look at promoting good practice and increase positive outcomes in the clinical 
treatment of multiples. We look forward to the event and more opportunities to work 

with TAMBA in the future. 
 

The Scottish Government is committed to ensuring that all children in Scotland get 
the best start in life. I trust this will provide you with reassurance that we take this 
issue very seriously and as a government, strive to provide the highest quality care 
for all women, babies and families, from the beginning of the pregnancy onwards. 

  



 
PE1683/B 

The Multiple Births Foundation submission of 16 May 2018 
 

Thank you for the invitation to provide the views of the Multiple Births Foundation on 

the action called for in this petition. 

The Multiple Births Foundation (MBF) is a charity which has 30 years’ experience of 

working with multiple birth families. Professional advice, information and support is 

provided through specialist clinics, telephone consultations and email.  Recently the 

MBF has collaborated with Birmingham City University (BCU) to jointly establish the 

Elizabeth Bryan Multiple Births Centre which will combine the academic prowess and 

range of disciplines within BCU with the MBF experience of working directly with 

multiple birth families. The EBMBC aims to improve the care and support to families 

with twins, triplets and higher multiples through the development of research and 

educational/professional development programmes and resources for health and 

allied professionals. 

 

The MBF supports the petition and welcomes the actions already proposed by the 

Scottish Government in the submission of the 19 April 2018.  

  

Financial Support 

In our experience the impact of financial pressures on multiple birth families can 

contribute significantly to the stress of parenting twins, triplets or more.  Although the 

increased cost of basic clothes and equipment is obvious they also require 

immediate expenditure and cannot be handed down as may happen with single 

children. Less well recognised is the need for some families to move to larger 

accommodation and to buy cars big enough to transport the children. Being able to 

leave the home for medical appointments and to socialise is critical as social 

isolation is one of the factors which frequently contribute to the higher rates of 

depression for parents with multiples. 

Couples usually expect and plan to have one child at a time and many budget for 

this on the basis of both parents retuning to work.  They are often shocked to find 

they are expecting a multiple birth and this predicted income may be significantly 



reduced as the cost of child care for two or three children often exceeds the second 

income. Parents may also be torn between working longer hours to increase their 

income but this can impose even greater stress on the partner being left to cope with 

the practicalities of caring for the babies adding to additional psychological pressures 

for both parents. Single parents may be in even greater need of financial support as 

they may not be able to combine work and child care at all.  

Physically parenting twins and more is very demanding and for many additional help 

from grandparents and other family members is not available. Parental exhaustion is 

common and this can be manifested in physical and mental health problems which 

can result in additional costs to the health and social services for medical and 

sometimes respite care. Not least, bonding with the children is more difficult and this 

can lead to longer term relationship problems for the parents and children, in some 

case requiring referral to both adult and young people and children’s mental health 

services. Parents of multiples have more   relationship problems often leading to 

separation leaving one to cope with the stress of caring for the children. 

Providing funding for additional practical help or organising direct help for families 

with multiples could prevent some of the longer term health and social problems 

which may arise. 

As nearly 60% of multiples are born before 37 weeks gestation and about 10% 

before 32 weeks compared with 1% of singletons, many of these babies require 

hospital care for longer – sometimes several weeks or even months.  Parents are 

encouraged to spend as much time as possible with their babies and increased 

paternity leave in these circumstances would help enormously to relieve at least 

some of the great psychological pressures of caring for preterm babies. Even though 

many twins are born at 37 weeks these babies are still slightly less mature and likely 

to be of lower birth weight so even though healthy they often need several days in 

hospital and require more frequent feeding when discharged home.  The MBF 

strongly supports enhanced paternity leave in these cases as well. Tamba (The 

Twins and Multiple Births Association) has published reports documenting how 

multiples affect families financially, emotionally, socially and physically. These 

include “The Effects of Twins and Multiple Births on Families and Their Living 

Standards” and “Cost of Childcare in Households with Multiple Births”.  

 



 

 

Why more professional help is needed 

In addition to the increased financial help for parents they also need high standard 

family centred care from health and allied professionals  which is critical to ensure 

the best outcomes for multiple birth children. The practicalities of caring for multiple 

birth children and the emotional support parents require.is generally not well 

understood or provided by professionals  to the level required.   Like Tamba, the 

MBF is aware through our experience and feedback from families that this is often 

lacking. Care pathways for multiples and specialist midwives and health visitors 

could make a huge difference to the lives of these families. Although this would need 

some extra financial resource equally important is the cultural change in how care is 

delivered and recognition that multiple birth families need different and more specific 

support.  The MBF welcomes the Scottish Government’s support for the Tamba 

event to raise professional awareness and promote good practice in the care of 

multiples.  Most importantly this good practice must be fully integrated and sustained 

as a routine for all multiple birth families to be really effective. The NICE clinical 

guideline 129 on Multiple Pregnancy has a recommendation for a multidisciplinary 

team to deliver specialist care for women with a multiple pregnancy, This is the first 

step in the care pathway for multiple birth families. The implementation of this and all 

the other recommendations in the NICE guideline throughout the UK is strongly 

supported by the MBF. 

Breast feeding is a very good example of where more professional help could 

significantly increase breast feeding rates for twins and more.  Research confirms 

that women with multiples are less likely to sustain breast feeding and many report 

that they don’t continue  to breast feed because of the lack of specialist help to give 

them the confidence and support required. The evidence based MBF publication 

“Guidance for Health Professionals on Feeding Twins, Triplets and Higher Order 

Births” covers this in detail with recommendations for training and practice. 

The MBF would be pleased to provide further information if required. 

 



PE1683/C 

Home-Start UK submission of 23 May 2018 

 

Thank you for inviting Home-Start UK to respond to the petition PE1683 calling on 

the Scottish Government to provide better support for multiple birth families. 

 

We will focus our response on the benefits of non-financial support. However, we are 

pleased to see the response from the Scottish Government which addresses some 

matters relating to finance.  We also support fully the assessment of additional 

financial strain for multiple birth families given in the submission from The Multiple 

Births Foundation. We have a wealth of comments from families, volunteers and staff 

which underpins the issues of financial stress raised in that response – including 

reduced income due to childcare pressures, transport and equipment costs. 

 

About Home-Start’s support service to families 

 

Home-Start is a federated charity with a network of 31 independent Home-Start 

charities in Scotland and over 250 UK-wide. In Scotland they range in scale from 

very small organisations supporting under 50 families at any one time to those which 

are supporting up to 300 families a year. Our network specialises in support to 

parents with children in the Early Years (0-5 mainly and up to 8 in some Home-

Starts) provided mainly in the form of home visiting and drop-in groups, with the vital 

relationship building with families led primarily by trained volunteers. We accept 

referrals from any source, including self-referrals. In the case of multiple births we 

are very likely to receive referrals from health visitors at an early stage as some of 

the challenges facing new parents of multiple babies are well known.  

 

Funding from the statutory sector for Home-Start’s home visiting family support 

service in Scotland has reduced by over 20% since 2012. During this period we have 

grown our reach to over 3000 families, including over 6000 children a year by 

attracting funding from other sources. It is important to point out that there is no 

specific funding available for home visiting support to multiple birth families although 

the number our network supports can be high. For example, in researching this 

response we established that 10% of families supported by one Home-Start (which 

supports over 200 families overall) in the first quarter of 2018 were multiple birth 

families. 

 

 

 

 

 

Key relevant issues raised by families, volunteers and Home-Start staff 

 

 



Social Isolation and loneliness: 

 

The leading underlying cause for referrals to Home-Starts is loneliness and social 

isolation, often in association with mental health problems. We agree with The 

Multiple Births Foundation’s assertion that this is a problem which is prevalent in 

multiple birth families and is often linked with mental health problems particularly 

depression. 43% of all families referred to our service cite loneliness and social 

isolation as a reason for wanting support and 39% of referrals cite mental health 

difficulties. On working with families 93% report feeling less lonely or isolated.  

 

Social and emotional support from volunteers is valued by multiple birth families but 

also help with the simple challenges of getting out of the house to maintain and grow 

support networks. Everything from getting out of a third floor flat alone with babies 

and buggy, getting on a bus or feeding and changing multiples while getting an older 

child to school or nursery becomes harder for these parents. Becoming an extra pair 

of hands is a significant element of the relationship between supporter and 

supported in multiple birth families. Practical help from Home-Start volunteers is 

rated highly by multiple birth families but it is often a surprise to them to find that type 

of help might be available. 

 

Parent feedback: 

 

“They helped me move out and about from home with my twins, which never 

happened  

earlier. Having a volunteer support gave me confidence to go out alone as well.  

Highly recommended.” 

 

“It helped give me time to adjust to having twins and gave me the opportunity to have 

company when feeling isolated with newborns” 

 

“I had never realised Home-Start could help mums of multiples before I had twins. 

I always thought it would be a social worker who could refer families and didn’t 

realise you could self-refer.” 

 

Recommendation: 

 

A clearer referral pathway for multiple birth families. Charities such as Home-Start 

providing family support do not have significant promotional budgets. We are heavily 

reliant on busy, often over-stretched midwives and health visitors to raise awareness 

and many families are not referred because they do not know they can get any help 

even if they ask. The Scottish Government recently revealed that knowledge of the 

availability of free childcare for some two-year olds was a barrier to access which 

shows how hard it can be to reach families even with comparatively large resources 



for disseminating information. We feel that more consistency in alerting families to 

potential sources of help at the ante-natal stage would be of significant benefit. 

 

 

Peer support: 

 

Research shows that mothers with strong, supportive social networks tend to raise 

children who flourish in social, emotional and behavioural terms – this is the basic 

requirement for educational attainment and lifelong wellbeing. 

 

Peer support is often lacking for multiple birth parents because fewer people really 

understand the very different nature of their family journey. For example, we often 

hear that “normal” parent and baby groups can make doubts about parenting ability 

worse as parents of singletons do not understand the need to do things differently 

with twins or triplets. In response to this Home-Start often sets up family groups 

focused on the specific needs for multiple birth parents to meet others with similar 

experiences. 

 

Home-Start experience: 

 

“We offer the same support to parents of multiples that we do for any other parent, 

home- 

visiting and group support. Our prevalence of multiples fluctuates and we go through 

periods of  

having quite a number of twins and then none at all. I would like to offer a kind of 

pop-up  

group, so when a need arises then we can pull a group together quickly and then 

disband it  

when it is no longer required.” 

 

“From our experience working with families, the support can be very hit or miss. Here 

in East Lothian the nearest twin support group is in Edinburgh until we started one in 

Dunbar in late 2017.” 

 

“We instigated a local Facebook support page, in response to discussions with 

families with twins as they felt this would be more beneficial than organised meet-

ups given the extra pressures of multiple births.”  

 

“The future of the twins group will rely on funding for the group but also funding for 

the worker long term.” 

 

 
Recommendation: 

 



A return to more flexible and predictable funding settlements with an element of core 

funding would help the Home-Start network to respond speedily and appropriately to 

the peer support needs of multiple birth families. Short-term, now generally annual, 

funding arrangements with the statutory sector combined with a growing reliance on 

restricted and project focused income makes responding flexibly as need arises in a 

community harder to achieve. For example, we have started to look at how to 

encourage more informal peer support networks but when engaging people who feel 

quite vulnerable we do need to be sure we can offer sufficient support over a 

reasonable period. Starting something new without giving it sufficient time to evolve, 

mature and take families views into account throughout the process is not a 

sustainable way of engaging and supporting families. 

 

 

Lack of confidence and stigma 

 

Many new parents lack knowledge and confidence. Parents with more than one 

newborn baby often struggle with feeding, including breastfeeding, and can have 

concerns about being a good enough parent to older siblings while preoccupied with 

the challenges posed by their multiple newborns. There is often reluctance to seek 

help for fear of being judged to be a poor quality parent. 

 

Home-Start experience: 

 

“One particular family we supported had boy/girl twins – first babies for this family – 

and were  

overwhelmed, referred by their health visitor as Mum was tired, Dad worked shifts (2 

weeks on/2 weeks off) and the girl twin wasn’t feeding very well, suffering with reflux, 

leading to Mum feeling anxious. 

 

Our volunteer, a parent of three and granny of several, formed an immediate positive 

bond with Mum, recognising her tiredness and anxiety, particularly regarding the girl 

twin. Despite approaching the health visitor for advice on the reflux, Mum felt fobbed 

off and that the health visitor wasn’t very understanding or had any empathy for her 

situation, offering no practical solution/support. [With volunteer support] the Mum 

sought the advice of a second health visitor, and took her wee girl to see the GP, 

with both offering a more sympathetic ear and understanding. Gradually, the reflux 

improved […] As Mum’s anxiety decreased, she gained in confidence, and as the 

twins grew older, her need for support lessened [..] At the time of our support ending, 

Mum stated that she wouldn’t have been able to get through the initial first year, and 

particularly anxious first months, without the support of our volunteer.” 

 

“It is so much better for when families feel confident about asking for help. One 

successful outcome was when an expectant mum approached us herself. She 

already had a non-walking toddler and anticipated how hard things would become. 



One practical thing the family asked for was the chance for dad to stay at work later 

one day a week as his job was crucial to the whole family’s wellbeing. Help provided 

at bath time once a week, so he could work longer on a regular occasion was a 

simple thing we could do with them. This supportive relationship lasted about a year 

until the family moved to be nearer their extended family.” 

 

“Specialist ante-natal twin sessions are available in Edinburgh but not in, for 

example, East Lothian. There should be more help at an earlier stage in preparing 

families for the challenges of multiple births.” 

 

Recommendation: 

 

There should be more specialist peri-natal information and support provision.  Home-

Start has experience of running several services which, while not specifically 

targeting women facing multiple births, have crossover potential. These are: 

 

1. Breast Buddies – a peer mentoring programme to help women start and 

sustain breastfeeding. 

2. Bumps and Beyond – a service designed to pair volunteers with women with 

higher than average support needs during the ante-natal period. 

3. Partnership work with organisations focused on peri-natal mental health 

support in which specialist counselling and peer support is run alongside 

family support at home. 

 

Stigma related to the issue of “good enough” parenting is a barrier to seeking 

help. We are very interested in the potential of working with others on a “See Me” 

style campaign to convey the message that every parent needs help sometimes. 

This could be of particular benefit to multiple birth families who often feel under 

pressure to simply deal with all that life throws at them for fear of appearing weak 

or incompetent. 

 

 

 
Lack of knowledge or consideration amongst professionals 

 

In our experience some multiple birth families feel that their situation is not helped by 

the ways in which professional services operate. This ranges from inconsistent 

advice on breastfeeding to inflexibility in arrangements for meetings. There are few 

specialist ante-natal groups and, as some of the comments from families included in 

this paper show, not all health visitors and midwives are meeting the needs of these 

families. 

 

Parent feedback: 
 



“[There should be] better support from community midwives. I may have just been 

unlucky, but I felt pressure to be seen at home when my twins were in neonatal. I 

was told they could see me at hospital while my twins were in neo natal care but my 

midwife said no. I was trying to establish breastfeeding and needed to be there. She 

then arranged to come when babies were home and didn’t turn up but that’s another 

story!” 

 
“More breastfeeding support for mums of multiples is needed. Many health 

professionals have mixed views on breastfeeding twins which can lead to mums 

giving up breastfeeding before they are ready to.” 

 

 

 

Home-Start experience: 
 
“I think referrals in pregnancy would benefit families. Twin and multiple pregnancies 

are high risk, there is a higher percentage of babies being born earlier than single 

pregnancies, lots of babies need neonatal care, there is risk of Twin to Twin 

Transfusion.  Multiple births are much riskier, there is a higher percentage of twins 

being born by c-section or natural birth for the 1st twin and emergency c-section for 

the 2nd twin.  Many babies are born with low birth weights, there can be feeding 

issues and a higher risk of postnatal depression. 

 

“If support was in place throughout a multiple mum’s pregnancy this would benefit 

mums rather than waiting until these issues have already happened and caused 

mums emotional stress which can lead to post-natal depression.” 

 

Recommendation: 
 
If input from multiple birth families to inform initial and CPD training of professionals 

has not been sought and used in training, it should be.  

 
 
Lack of support for fathers 

 

Fathers have not been very well included by most professionals working in the early 

years health and education sector and this is now widely recognised to be a 

problem. Research into the rate of post-natal depression in men is revealing a 

previously undiagnosed and currently largely untreated mental health problem in 

men. This combined with the additional pressures, financial and domestic, of multiple 

births suggests a need for support tailored to the needs of fathers. Home-Start is 

working on this in relation to all its family support services. 

 

Family feedback: 
 



“Support for Dads [is needed] I don’t know stats but I’d bet PND is more common for 

dads with multiples. I know my own husband struggled initially” 

 

 

Home-Start experience: 

 

“I think that multiples should be offered specific support in the prenatal stage looking 

at the  

specific difficulties associated with multiples and the risk of becoming isolated. Many 

parents  

of multiples attend ante natal groups so they can establish that network of support in 

the ante-natal stage. I also think it is important to not forget Dad in the process as I 

think they are often out at work, as childcare is so expensive for twins/triplets there is 

often a decision for mum to stay at home and dad then works longer hours to cope 

with the lack of finances.” 

 

“Parents of multiples we have supported often do have more stress especially in the 

first year with lack of sleep and the extra amount of work looking after two or more 

babies, especially if they have no other help e.g., family nearby, and if they have 

additional children. They do report that there is no extra help available.” 

 

Recommendation: 

 
Year of the Dad saw a significant support and encouragement being exerted on 

organisations across the statutory and Third Sectors to review and improve services 

to ensure better inclusion of fathers. Employers also need to be encouraged to be 

responsive to the needs of fathers in this situation through initiatives such as Family 

Friendly Working Scotland. Work of this nature should be continued as there is a lot 

still to do and consideration given to ensuring family support is available to non-

resident parents not just primary carers. 

 

 

ENDS 

 

If any further information is required we will be happy to respond. I would like to add 

my appreciation and gratitude to our network volunteers, staff and families for 

providing the feedback contained in this paper at very short notice. 

 

 

 

  



PE1683/D 
TAMBA submission of 24 May 2018 

Background 

Whilst families with twins, triplets or more only make up 1.5% of all pregnancies in 
Scotland, they have a higher risk of stillbirth and neonatal death and nearly two 
thirds are born prematurely.  Surviving babies have six times the risk of developing 

cerebral palsy and are at increased risk of behavioural and developmental problems 
throughout childhood. 

55% of our families already have one or more children and for the vast majority of 
families, having twins, triplets or more is not a lifestyle choice.  Less than 20% are as 
a result of IVF and this is dropping dramatically as new restrictive fertility regulations 
take hold. 

Because of the difficult journey to parenthood for many and the hard work of raising 
more than one baby at a time, 20% of multiple birth mothers suffer from Postnatal 

Depression (compared to 10% of singletons).  The most common factors in PND are 
extreme tiredness and isolation.  60% of our mothers reported in the first six months 
they struggled to leave the house and often only had 1-2 hours contact a day with 
another adult.   

A similar proportion of multiple birth children live in ‘poor’ households as other 
families.  However a higher number of families with twins more generally have lower 

average incomes, sit just above the poverty level, experience greater financial 
distress, are more likely to be behind on their bill payments, and their children are 
more likely to go without. 

Our families are more likely to have a parent in work but are far less likely to have 
both parents working.  This means they are less able to work their way out of 
poverty.  This appears to be as a result of the costs and availability of childcare, 

which deters many mothers from returning to work. Unlike other families the costs of 
childcare cannot be spread across a number of years. 

Parents in these families are also more likely to experience relationship breakdown.  
Financial difficulties can be a contributory factor.  Not only do these families go 
without, but the children miss life opportunities, while many mothers report their 
absence from the work place undermines their careers and they never recover. 

The committee and the Government have an opportunity to consider introducing 
measures to make Scotland the most progressive country in the world when it comes 

to meeting the needs of these families.  The practical requirements for doing this are 
limited both in terms of the policy change required and the costs of implementing the 
following recommendations.  It is also a good opportunity for the Government to test 
its powers in amending social security benefits, and the ability of the new Social 

Security Directorate to practice what is practically required to do this for a relatively 
small but significant group.   

 

 



Healthcare 

Antenatal and neonatal care 

Tamba welcomed the Government’s 5 year plan for maternity and neonatal care and 
are actively working to see the key elements for our families enacted.  This includes 
organising a national conference later this year to encourage hospitals from across 
the country to share best practice and agree how to drive further improvements.  We 

are particularly grateful for the Government’s financial and practical support for this 
event. 

Nevertheless, there are further developments that the Government should support to 
ensure that the higher risks in these pregnancy are addressed going forward. 

Recommendations: 

- The guidance for delivering antenatal and intrapartum care for twin and triplet 
pregnancies currently being update by NICE should be fast tracked for 

adoption once published. 
- Ongoing monitoring and support needs to be provided to enable neonatal 

networks to drive down the number of families who have their babies split 

across separate neonatal networks due to capacity shortages. 
- The Government should look to support Tamba (a) closing the gap with 

regard to preparing families during the antenatal period for the journey ahead 

and empowering them with the choices and options they face (b) in providing 
ongoing support to maternity units trying to improve their practice via audit, 
peer support and CPD opportunities  

Post Natal Depression and support in the home 

The Universal Health Visiting Pathway is an effective tool for ensuring support is 
given to many of the families often with the greatest needs.  Furthermore, Tamba 
continues to help support families in the early days, months and years by providing 
peer support opportunities via a network of local clubs. 

Recommendations: 

- When the universal health visiting pathway is updated, it would benefit greatly 
from explicitly highlighting the additional challenges that twin and triplet 
families face along with listing background documents that provide further 
evidence. 

- The Government should look to support Tamba’s efforts in providing a 
countrywide twins club network for parents and carers of twins, triplets and 
more to benefit from the peer support and expertise they provide. 

Finances, Leave and Childcare 

Universal Credit 

We noted the Scottish Government’s opposition to restricting Universal Credit to the 

first two children in each family.  It should be noted that the UK Government have 
acknowledged the additional costs of having twins, triplets and more and that the 



vast majority of families do not plan to have more than one baby at a time by making 
them an exception to the cap. 

However, we do share the general concerns about the potential impact of this policy. 

Recommendation: 

a) We recommend that the Scottish Government commit to undertaking an early 
review of the impact of this policy on all eligible families in Scotland as soon 
as is practically possible. 

Child Benefit  

It is within the powers of the Scottish Government to top up child benefit.  At the 
moment, families who have first born twins receive £20.70 for the first twin and then 
£13.70 for the second twin.  If twins, triplets or more are born as a subsequent birth 
they all receive the £13.70 rate.  It has long been established that this differential is 

at odds with the original policy aims for child benefit and fails to acknowledge the 
additional costs and pressures that all multiple birth families face.   

Irish Model of Child Benefits for twins, triplets and Higher Order Multiples 

The committee raised the Irish Government’s child benefit model which 
acknowledges the additional costs and complexity of twins, triplets and more.  Their 

Government pay child benefit for all twins at one and half times the normal rate and 
twice the rate for triplets or more.  Of 65,869 births in Ireland (2015), 2,390 of them 
were twin births and 95 were triplets or higher-order multiple births. 

Recommendations (a) Or (b) 

a) Tamba proposes that the Government uses the powers at its disposal to 
address this unfairness and seeks to support these families by paying all twins, 

triplets or more at the higher rate of £20.70. Of the 54,488 births in Scotland 
(2016), only 804 were sets of twins and 11 triplets or higher order multiples.  This 
would involve the Social Security Directorate processing on average 16 new child 
benefit applications from these families per week.  For all parents of new born 

twins or more to receive the higher rate for their children of £20.70 is estimated to 
cost of around £877k per year* whilst the positive impact on our families would be 
significant. 
b) Or the Government looks to introduce the Irish model, which looks to be 

potentially more generous and helpful to our families.  

Best Start Grant 

We welcome the proposal to introduce a Best Start Grant and the additional 

provisions that mean that in the case of twins they both receive £600 for set up 

costs.  We will be responding via the formal consultation process but would like to 
place on record the following recommendations.    

Recommendations 

- We strongly support the eligibility test for our families to be in receipt of child 

benefits. 

https://www.gov.uk/guidance/universal-credit-and-families-with-more-than-2-children-information-for-claimants
https://www.gov.uk/guidance/universal-credit-and-families-with-more-than-2-children-information-for-claimants
http://www.dsfa.ie/en/Pages/New-Child-Benefit-Rates-for-Twins_Triplets.aspx
https://consult.gov.scot/social-security/best-start-grant/consultation/subpage.2018-03-20.2198499534/


- We support the new set up costs for first born twins averaging £600 per child.  
This is in line with the set up costs for a singleton first born.  Therefore in the 

case of first born triplets, the cumulative amount should to be raised to 
£1,800.  As it currently stands, the average amount drops to £500 per child 
and it is difficult to understand the logic behind this.  Set up costs for hard 
goods (e.g. triplet buggy, three cots, baby bouncers etc.) is multiplied and 

economies of scale do not exist.  

Nursery and Early Learning Grant and School Age Grant  

We welcome the early proposals outlined although it is currently unclear if there is 
due to be a multiple birth supplement.   

Recommendation: 

- Future proposals for these grants to be paid further along the parenting 
journey should consider a multi birth supplement in line with the proposals set 
out in the best start grant 

Best start foods  

Again, the policy aims of the best start foods payment are admirable.   The proposals 
to increase payments to £4.25 per week, per child, up to when that child turns three 
and for entitlement to begin from confirmation of the pregnancy are welcome.  

Furthermore, providing two vouchers for babies under one worth £8.50 per week will 
support those in greatest need. 

Neonatal Expenses Fund 

The fund is a fantastic initiative and of particular benefit to families with multiples 
cared for in neonatal units across separate hospitals.  Whilst the official guidance 
makes it clear that an application for support can be made for each baby in each 
setting this could be clearer on the website, which currently states, “ 

“Twins and multiple birth 

If you have twins or multiple babies in neonatal care and they are in the same 

hospital, you can claim once a day under the same rules as a single baby. 

When you fill in the claim form you should add both babies' details and get it 

signed by hospital staff.” 

Recommendation 

- Update the website explanation to make the eligibility rules clearer for families 
with babies split across separate units and hospitals. 

Maternity and Paternity Leave  

Our background report looking at the experience of families who have twins, triplets 
or more and highlight the difficulties a number encounter who use up a significant 
amount of leave either due to hospitalisation prior to birth, or caring for their 
premature babies prior to bringing them home.  For some families, there are ongoing 

https://beta.gov.scot/publications/early-years-assistance-best-start-grant-illustrative-regulations-policy-narrative/pages/3/
https://www.mygov.scot/neonatal-expenses-fund/what-you-can-claim-for/


healthcare requirements throughout the first year.  Nevertheless, a more detailed 
review of the needs of our families but also others that face similar challenges would 
be helpful.  

Recommendation 

- We suggest that the Government ask the Family Friendly Working Scotland 
partnership to look at the needs of families with one or more babies in 
neonatal care or who encounter considerable periods of hospitalisation or ill 

health during pregnancy or immediately after birth.  They should consider if 
the provisions provided by employers and the state are sufficient and highlight 
examples of good practice for others to follow. 

Childcare Costs 

We are very supportive of the Governments’ attempts to deliver good quality and 
affordable child care.  The increase in funded childcare from 600 hours to 1,140 by 
2020 for 3 to 4 year olds and eligible 2 year olds is welcome.  

Research shows that a large majority of multiple birth families find childcare costs 
hard to bear and in a third of instances mothers have to give up work because the 
costs are prohibitive.  These proposals, whilst helpful for those who are eligible, do 

not address the biggest problem that a significant number of families face, which is 
having to meet all the costs of paying for multiple childcare places in one go, 
especially prior to universal entitlement beginning rather than being able to spread 
them out over a longer period, which is the normal pattern for parents who have one 
child at a time.   

It is heartening to see the real attempts made at reducing barriers to accessing good 

quality childcare such as the Deposit Guarantee Scheme (DGS) Pilot in Dumfries & 
Galloway, Edinburgh and Glasgow and this approach could be used and extended to 
test proposals for our families. 

Recommendation 

- The Government’s assessment of DSG should include the uptake of the 
deposit by eligible families with twins, triplets or more.   

- The Government should also look to either extend the scheme or initiate a 

similar pilot to test whether making a childcare loan to meet the deposits and 
then monthly fees to all families with twins, triplets or more with children under 
3 years of age.  This would help to meet the additional costs of having more 

than one child receiving childcare at the very same time.  The amount 
borrowed would then be repaid over a period of time either directly, or from 
state benefit entitlements.   

Spreading Good Practice among Local Councils 

The committee heard examples of good, kind, supportive councils who were willing 
to acknowledge and address the needs of families in real difficulty even if they did 
not meet nationally set eligibility criteria.  There are many best practice examples of 
councils doing their best for these families that could be brought together to help 
explain to others the challenges that families face and how they can be supported.   

https://dgs.earlyyearsscotland.org/
https://dgs.earlyyearsscotland.org/


Recommendation 

- The Scottish Government should issue guidance for local authorities and 

other providers on the needs for families with twins, triplets and more.  The 

topics and examples of good practice could include: 

 how councils have provided childcare support for families in difficulty, 

 Best practice in adoption, fostering placements, and surrogacy, 

 Pointers for early years childcare providers, 

 Advice on how teachers can support good school and classroom 

placement decisions when children first start schools, 

 How best to address additional developmental and educational needs of 

many of these children. 

- Once produced and disseminated, the Government should encourage the 

Children and Young People Improvement Collaborative to implement the 

resulting output. 

Further Research Reports from Tamba 

Health 

1. Tamba and NCT Maternity Services Report: Multiple births in Scotland - 

produced by Tamba in 2016. This report describes the findings of the 
Maternity Services survey distributed by Tamba to parents of multiples in 
Scotland and the UK. The survey covered a variety of topics including place of 
birth, quality of antenatal and postnatal care, neonatal care arrangements, 

feeding support and sleeping arrangements.  
2. Health and Lifestyle Survey Report - "Multiple Failing" - produced by Tamba in 

2009. The survey looked at families experience of pregnancy, birth and their 
postnatal experience. It covered a range of topics including gestational age 

and weight of twins or triplets, access to neonatal care, postnatal depression, 
help in the home and quality of feeding advice. 

3. Healthcare Survey Report - "Making Progress" - produced by Tamba in 2012. 
This was a follow up to the 2009 survey and asked parents or twins, triplets 

and more to confirm their recent experience of pregnancy, birth and the early 
months. 

4. Maternity Care for women expecting a multiple birth - produced by the NPEU 
in 2011. Using data from national surveys the report provides an overview of 

the care mothers of twins and triplets receive during pregnancy, labour and 
birth and in the early months that follow. 

5. Tamba Maternity Services Survey Report - produced by Tamba in 2014. 
Compares and contrasts antenatal and postnatal services and support in 

several different countries. It highlights where excellent service delivery 
occurs and where there may be room for improvement.  

Finances, Leave & childcare 

6. "Children in Households with Multiple Births" - by the New Policy Institute in 

2010. The report looks at household incomes and work status of parents of 
twins, triplets or more and the policy implications of these findings. 

https://beta.gov.scot/policies/improving-public-services/children-and-young-people-improvement-collaborative/
https://www.tamba.org.uk/Reports


7. "Cost of Childcare in Households with Multiple Births" - produced by Tamba in 
2013. This survey looked at the financial impact of childcare for parents of 
multiples. 

8. “Multiple Births Parents’ Experience of Maternity and Paternity Leave” - 
produced by Tamba in 2013. The report looks at multiple birth families' 
experience of leave.  It highlights how the current legislation is 40 years out of 
date and has serious consequences for our families. 

9. 'The Effects of Twins and Multiple Births Families and Their Living Standards' 
- produced by Birmingham University in 2010. It looks at the financial and 
social consequences of raising twins or triplets.  

Education 

10. "Results of Questionnaire Survey of Parents of Young Twins Regarding 
Placement of Twins in Primary School" - part one of a two part report 
produced by Tamba in 2015. This report assesses whether primary schools 

have a "twin policy" and how involved parents are in the decision to place their 
twins in the same or different classes.  

11. "Results of a Survey of Adult Twins Regarding Their Experiences as a Twin at 
Primary School" - part two of a two part report produced by Tamba in 2015. 

The report gives the results of a survey of adult twins regarding their 
experiences as a twin at primary school. This survey was conducted by the 
Department of Twin Research on behalf of Tamba. 

12. "Report into the Educational Needs and Experiences of Multiple Birth 

Children" - produced by Tamba in 2009. The report looks at the incidence of 
splitting twins across separate schools and the impact of classroom 
placement decisions on multiple birth children and includes data from the 
Twins Early Development Study (TEDs) at Kings College. It also looks at 

families' access to different types of play facilities and delaying starting 
school. 

Relationships 

13. 'Relationship Survey - challenges that couples face when there are multiples 

in the family' - produced by Tamba in 2006. The transition to parenthood can 
have a huge impact on a couples relationship. This issue has been discussed 
frequently through the family relationships session of Tamba’s Parenting 
Course ‘Parenting with Multiples in Mind'' so we devised a survey to explore 

the challenges that couples face when there are multiples in the family. We 
had an astonishing 1,113 responses from parents all over the UK with 73 per 
cent from Tamba members and 54 per cent from twins clubs. Eight per cent 
were from fathers of multiples, four per cent from lone parents and five per 

cent from parents of triplets.   

 

 

 

 



*Child benefit estimated costings workings 

Working on a estimation of there being 1608 twin babies born each year. Around 

50% of these are born to families with existing children. 

If first time parents receive £20.70 per child for twins this amounts to: 

804 children X £7 (top up) = £5,628 per week more 

£5628 x 52 weeks = £292,656 per year  

If second time parents also receive the higher rate of £20.70 per child for twins, this 

amounts to: 

804 children x £14 = £11,256 per week 

£11x 52 weeks = £585,312 

Total additional cost per year for these two groups is £877,968 



PE1683/E 
Petitioner submission of 13 June 2018 

I note the Scottish Government’s position in relation to powers such as Universal 
Credit, Child Tax Credits and Child Benefit being reserved. I also note the Scottish 
Government’s position on the two child limit, but feel that while it is important, it 
distracts from the issues at the heart of my petition. 
 
I also note the comments about partial devolution preventing the Scottish 
Government from “using social security along with other public services to tackle 
long-term poverty and build sustainable economic growth”. I would welcome some 
confirmation on how best to make head way with issues that are categorised as 
partially devolved. 
 
I will respond to the comments in the Scottish Government’s submission in turn but, 
for clarity, the ways in which I believe and would like to see the Scottish Government 
support families with multiples are to:- 
 

 increase and match child benefit for each multiple born; 

 provide more funding, earlier for childcare for families with multiples; 

 provide further support for charities such as TAMBA and Homestart UK 
relative to multiple births; and 

 provide support for improvements in maternity leave, maternity pay and 
paternity leave by bringing this petition to the attention of Westminster. 

In order to do this, please commit to engaging with France, Ireland and Australia 
about their legislation and policies specific to having multiples. 

Best Start Grant 
In relation to the Scottish Government’s comments and consultation on the Best 
Start Grant, I would refer to TAMBA’s recommendations on this point. 
 
Any help for low income families with multiples is welcome, however, those who find 
themselves barely outside the category of “low income” and have multiples, are 
particularly stretched due to the additional costs of having more than one child at a 
time. 
 
Best Start Foods 
I note the consultation on proposals for Best Start Foods is underway. Again, any 
help for low income families with multiples is welcome, however, those who find 
themselves barely outside the category of “low income” and have multiples, are 
particularly stretched due to the additional costs of having more than one child at a 
time. 
 
Childcare 
In terms of entitlement to funded early learning and childcare, the increased hours 
are welcome for 3 and 4 year olds.  
 
As standard maternity leave is one year in length, I’d be grateful if the Government 
could review the childcare situation from ages 1 – 3, particularly in the case of 
multiple births, as the current situation is preventing many parents (usually women) 



of multiples, from returning to work, as the cost of childcare almost matches or 
outweighs their salary. Further, over the preschool years, it works out more 
expensive to have multiples in childcare compared to two differently aged children.1 
 
As an example, I am one of these women, who earns well over the national minimum 
wage (I am a Solicitor with over 5 years post qualifying experience) and yet I would 
be no better off (financially) returning to work and putting my children into childcare. 
A career break was therefore the best option for my family.  
 
I note the Government’s reference to trialling a deposit guarantee scheme to help 
families with these upfront costs. I would be interested to know:- 

 if again,  this would only be for those categorised as “low income” families; 
and 

 whether this help could be taken further to support families with multiples? 
 
Initiatives such as childcare vouchers, tax free childcare, the childcare element of tax 
credits and Universal Credit are good, but I don’t believe they go far enough. 
 
Men’s and women’s roles in relation to work and childcare 
The Scottish Government states it is “keen to challenge outdated assumptions about 
men's and women's roles in relation to work and childcare” and, in terms of maternity 
and paternity leave and pay, is “lobbying the UK Government to ensure that, as a 
minimum, existing provisions are maintained and there is no erosion of existing 
workers’ rights”.  
 
I would welcome confirmation of whether the lobbying recommends any 
improvements for families with multiples.    
 
There are also outdated assumptions that having multiples is equal to having to 
separate children physically, emotionally and financially. This is antiquated and could 
be addressed by references in legislation (e.g. child benefit legislation) and policy 
(e.g. employment policies). 
 
I would also welcome confirmation of specific references to families with multiples, if 
any, within the Family Friendly Working Scotland policies. 
 
The Scottish Government refers to “using flexibility and enhanced maternity and 
paternity leave as an employee benefit will help companies to attract talent to their 
business; and that if fathers take greater responsibility for childcare it will help to 
enable women to re-join the workplace, which will ultimately contribute to reducing 
the gender pay gap”.  
 
This is a positive step. Would there be specific reference to families with multiples 
and would there be a further push for enhancing maternity pay for families with 
multiples? 
 

                                                            
1 The national average is two children born three years apart. Costs up to year 4 (when child 1 will be 3-4 years 
old) is approximately £23,000. The cost for twins up to year 4 will be approximately £58,000. Over 5 years the 
total cost for twins will be almost £70,000, compared to £64,000 for the national average over 7 years. 



Pregnancy and Maternity Discrimination Working Group 
I note the work of this group. There is a lot of information on the website. Can you 
please provide specific examples of discussions relative to families with multiples? 
 
Neonatal Expenses Fund  
 
Please see TAMBA’s recommendations here. 
 
Please also note the NHSGGC Assisted Conception Services’ position which states 
the following:- 
 
“At Glasgow Royal Infirmary our aim is to help you achieve a healthy pregnancy.  
One way we can do this is by reducing your risk of a multiple birth (twins or higher). 
All pregnancy and birth-related complications for both mother and baby are 
increased during multiple pregnancy and childbirth when compared to a single 
pregnancy.” 
 
Having multiples is not a lifestyle choice and the risks are clearly noted. 
 
Baby Box 
 
This initiative treats every child equally in Scotland and is therefore at juxtaposition 
with the child benefit legislation, which pays a premium to the first born as the arrival 
of the first child has the largest impact on finances. 
 
If multiples are a mother’s first pregnancy, in particular, what hasn’t been considered 
is the requirement to buy two of many items at the same time - car seats, cots, 
nappies, food, formula, bottles, bedding, clothes, shoes. It has been estimated that 
having twins does not cost double, but is about 50% more than having one child 
(TwinsUK) and this should be accounted for. The Baby Box is a help to families with 
multiples (particularly if sleeping in the box does indeed help reduce cot deaths), but 
it is a bit off the mark as to the true needs of these families, for whom the cost of the 
box and its contents (£160, The Guardian) is a significant amount of money. 

There are over 40 items in the Baby Box. 29 of these are reusable by subsequent 
children, yet they will also receive their own box full of unisex items. On that basis, it 
is my belief that subsequent children should receive their own baby box with a small 
number of non-reusable items. This would save a substantial amount of money, 
which I feel could be better used elsewhere. 

Emotional support 

I note the Scottish Government’s work with TAMBA on the provision of emotional 
support, which goes beyond financial support, and agree with their comments about 
the good work that TAMBA does in this area. I am keen to understand what 
consideration has been given to funding TAMBA to continue its good work. 

In summary, the introduction of some of the initiatives mentioned (BSG etc.) clearly 
evidences that the Scottish Government accepts that there is extra pressure on 
families with multiples, physically, emotionally and financially. This is a good start, 
but needs to go further so that:- 



 women will be in a better position to return to work, sooner 

 multiples put on an equal footing with singletons. 
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PE1680 Private Water Supplies in Scotland 

Note by the Clerk 

Petitioner Angela Flanagan 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
review The Private Water Supplies (Scotland) Regulations 2006; 
produce guidance for all relevant bodies to comply with the Private 
Water Supplies (Scotland) Regulations 2006; transfer the Regulatory 
powers over the Drinking Water quality of private water supplies from 
Local Authorities to the Drinking Water Quality Regulator for Scotland 
and ensure an Equal Right of Appeal in the Planning process where 
objections on public health grounds are intimated by interested 
parties.  

Webpage parliament.scot/GettingInvolved/Petitions/PE01680  

Introduction 

1. This is a continued petition that the Committee last considered at its meeting on 
29 March 2018. At this meeting, the Committee agreed to write to the Scottish 
Government. A response has been received from the Scottish Government and 
the petitioner. The Committee is invited to consider what action it wishes to 
take. 

Committee consideration 

The Private Water Supplies (Scotland) Regulations 2006  

2. The petitioner is calling for the Scottish Government to review the Private Water 
Supplies (Scotland) Regulations 2006. The Scottish Government’s written 
submission states that these regulations were— 

“…substantially reviewed and a new set of regulations were produced in 
2017…to incorporate the requirements of the Drinking Water Amending 
Directive”.  

3. The Scottish Government’s submission explains that at the same time as these 
regulations were produced, a major overhaul of the Private Water Supplies 
Regulations to “transpose the Drinking Water Directive more effectively and 
strengthen existing the enforcement provisions” also took place. This included 
new powers for local authorities to ensure private water supplies comply with 
the water quality requirements of the Regulations. 
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4. The Scottish Government’s written submission highlights that it expects to 
make further amendments to the 2017 Regulations in response to proposals 
made by the European Commission for a substantial revision of the Drinking 
Water Directive, which may be finalised by the end of 2018. 

5. As the Committee will recall, the petitioner is also seeking for guidance to be 
produced for all relevant bodies to comply with the Private Water Supplies 
(Scotland) Regulations 2006. In response, the Scottish Government explains 
that guidance has been produced for the 2017 regulations and staff from the 
Drinking Water Quality Regulator for Scotland (DWQRS) have delivered 
training to local authority environmental health officers on these new 
regulations. 

Regulatory Powers 

6. The petitioner is also calling for the regulatory powers over the Drinking Water 
quality of private water supplies to be transferred from Local Authorities to the 
Drinking Water Quality Regulator for Scotland. The Scottish Government is of 
the view that local authorities are best placed to fulfil this role as the 
geographical spread and variety of private water supplies across Scotland 
requires a local presence which the small number of technical staff of the 
DWQRS would be unable to deliver effectively. 

7. The Scottish Government also states that under the Water Industry (Scotland) 
Act 2002, local authorities are obliged to provide the DWQRS with information 
in relation to the enforcement of its drinking water quality duties. Under the 
2017 Regulations, the DWQRS can issue directions and guidance to local 
authorities which relate to the functions under the Regulations. The Scottish 
Government states that these powers are sufficient and that they have no plans 
to review the regulatory regime for private water supplies.  

8. In response, the petitioner’s written submission highlights her own personal 
experience of the quality of private water supplies and raises concerns at the 
“complacency” demonstrated by the Scottish Government in respect of 
consumers affected by these private water supplies. It is her view that Scotland 
needs— 

“…a specialist unit devoted to the single entity of quality instead of an 
Authority which serves two masters and, in line with Scottish Government 
Policy, presumes in favour of developers”. 

Equal Right of Appeal in the Planning process 

9. The final action the petitioner is calling for is to ensure an Equal Right of Appeal 
in the planning process where objections on public health grounds are 
intimated by interested parties. In response, the Scottish Government highlights 
that there are opportunities for people to get involved and contribute their views 
through the Planning (Scotland) Bill, introduced to the Scottish Parliament in 
December 2017. It is the Governments view that— 
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“Stronger early engagement in development planning is a more constructive 
approach than adding an adversarial appeal at the end”. 

10. The petitioner’s written submission highlights that the Scottish Government’s 
“rejection” of her plea for an Equal Right of appeal is “specious” stating— 

“…to deny citizens the Right to Justice in the belief that the addition of such 
an Appeal would be “adversarial”, illogical. Should an Appeal be sought, it is 
self-evident that a dispute already exists, and may not be of Objectors’ 
making”. 

Evidence session with Scottish Water 

11. The Committee will also recall that it agreed to bring the petition to the attention 
of the Environment, Climate Change and Land Reform Committee in advance 
of its evidence session with Scottish Water on 17 April 2018.  

12. In relation to this evidence session, the petitioner states— 

“I am struck by the startling contrast this document demonstrates between the 
Accountability painstakingly and rigorously required of Scottish Water by the 
Parliamentary Committee and the wholly self-regulatory powers afforded to 
Local Authorities by the Government. What is particularly striking is that 
Scottish Water acknowledges the importance of having “an independent 
Drinking Water Quality Regulator who gives that assurance to people across 
Scotland that the water, not just in aggregate, but area by area, is safe to 
drink”. 

Conclusion 

13. The Committee is invited to consider what action it wishes to take. Options 
include — 

 To close the petition under Standing Orders rule 15.7 on the basis that there 
is no support for the action being called for by the Scottish Government.   

 To take any other action the Committee considers appropriate. 

 

Clerk to the Committee 

Annexe 

The following submissions have been received on the petition to date— 
 

 PE1680/A: Scottish Government submission of 3 May 2018 (71KB pdf) 

 PE1651/B: Petitioner submission of 29 May 2018 (177KB pdf) 

 



PE1680/A 

Scottish Government submission of 03 May 2018 
 

Thank you for your email of 3 April 2018 seeking the Scottish Government’s views 
on the actions called for in Petition PE1680 (Private Water Supplies in Scotland). 
This response covers both the drinking water quality and planning issues raised in 
the petition. 

 
The Private Water Supplies (Scotland) Regulations 2006 have been amended a 
number of times to include further provisions relating to the EU Drinking Water and 
Euratom Directives, whose water quality requirements they transpose into domestic 

legislation. They were substantially reviewed and a new set of regulations were 
produced in 2017 – the Water Intended for Human Consumption (Private Supplies) 
(Scotland) Regulations 2017 - to incorporate the requirements of the Drinking Water 
Amending Directive. The opportunity was taken at this point to carry out a major 

overhaul of the Private Water Supplies Regulations to transpose the Drinking Water 
Directive more effectively and strengthen existing the enforcement provisions. The 
new provisions include powers for local authorities to serve remediation, 
enforcement and emergency notices to bring private supplies into compliance with 

the water quality requirements of the Regulations. Some provisions in the 2006 
Regulations as amended relating to supplies which are exempt from the Drinking 
Water Directive remain in force. 
 

Local authorities have been provided with full guidance on the requirements and 
enforcement of the 2017 Regulations, which can be viewed on the Drinking Water 
Quality Regulator for Scotland (DWQRS) web pages at http://dwqr.scot/private-
supply/regulatory-information/guidance-on-the-water-intended-for-human-

consumption-private-supplies-scotland-regulations-2017/, and the DWQRS and her 
staff have delivered seminars aimed at familiarising local authority environmental 
health officers who are responsible for private water supplies with the new 
provisions. 

 
The Scottish Government are of the view that local authorities are best placed to 
implement the legislative requirements relating to private water supplies because of 
the number (around 20,000), geographical spread and variety of private supplies 

across Scotland, which necessitates a local presence and which the small number of 
technical staff of the DWQRS would not be in a position to deliver effectively. Local 
authorities are however obliged under provisions in the Water Industry (Scotland) Act 
2002 to provide the DWQRS with information in relation to the enforcement of the 

drinking water quality duties which it is local authorities’ responsibility to enforce, and 
the DWQRS can under the 2017 Regulations give directions and guidance to local 
authorities in relation to their functions under the Regulations. The Scottish 
Government believe these powers to be sufficient and effective and have no plans 

further to review the regulatory regime for private water supplies at this stage.   
 
An additional consideration in relation to the management of private water supplies 
has however recently arisen in that the European Commission has tabled proposals 

for a substantial revision of the Drinking Water Directive, which may be finalised as 
soon as the end of this year. The proposals include a significantly different suite of 
provisions relating to the delivery of the drinking water quality requirements of the 

http://dwqr.scot/private-supply/regulatory-information/guidance-on-the-water-intended-for-human-consumption-private-supplies-scotland-regulations-2017/
http://dwqr.scot/private-supply/regulatory-information/guidance-on-the-water-intended-for-human-consumption-private-supplies-scotland-regulations-2017/
http://dwqr.scot/private-supply/regulatory-information/guidance-on-the-water-intended-for-human-consumption-private-supplies-scotland-regulations-2017/


Directive and will almost certainly result in further changes to the Regulations being 
necessary. 
 

The Scottish Government is currently taking forward a programme of reforms to the 
planning system, following a review carried out by an independent panel which 
reported in 2016.  As part of these reforms, we introduced the Planning (Scotland) 
Bill to the Scottish Parliament on 4 December 2017. In line with the 

recommendations of the independent panel, we do not propose to introduce a third 
party, or equal, right of appeal against planning applications.  There are opportunities 
for people to get involved and contribute their views throughout the planning system; 
and we want to increase and improve collaboration with communities through the 

Bill.  Stronger early engagement in development planning is a more constructive 
approach than adding an adversarial appeal at the end. 
 
 

 
 
 
 

 
 
  



Approval in principle for further development on the same supply still leaves 
Compliance with Regulations with regard to essential services reliant on the “honour” 
of commercial Developers. 

 

 



 
PE1680/B 

Petitioner submission of 29 May 2018 

 
 

1. The Scottish Government’s submission 

 

Yet again I have to record my dismay at the easy dismissal by the Scottish Government of 
straightforward measures to address the dangers attaching to Private Water Supplies consequent 
on its Policies. 
 

For almost 2 decades, the Local Authority here has been notifying the community of serious 
failings in the quality of its spring supply  -  bacterial contamination occurred in March/April 1999, 
October 2001, August 2007, October 2009, September 2011 and October 2011, as analysed at 
different properties in Tullibardine.  In 2001, the “disease causing bacterium E.Coli 0157 was also 

present” and cases of illness attributable to the supply were reported in 1999 and 2001. As lately 
as April 2015, the Council reported to the Director of Public Health, Tayside, in its “No Comment” 
reply, that the supply had again failed on microbiological grounds and that a Boil Water Notice 
remained in force. It has itself acknowledged that “the supply intermittently fails to meet the 

Drinking Water Supplies Scotland Regulations 2006”.  
 
How could water quality have remained unregulated for such a protracted period of time? 
 

Could it be because the Regulator has “no locus in Planning or Building Control issues for 
Scotland and ….I have no powers that enable me to direct Perth and Kinross Council in matters 
pertaining to their enforcement of Private Water Supplies legislation”? 
Given the reporting above, the Government’s belief that the Local Authority’s exercise of its 

present powers is “sufficient and effective” is clearly misplaced and its reasons for continuing to 
assign these powers to the Local Authority (geographic, variety, etc.) unconvincing. Diagnostic 
laboratories are likely to reside in cities where Council Offices themselves reside with the 
Regulator’s Offices just as likely to be next door. And as far as the “small number of technical staff 

of the Drinking Water Quality Regulator for Scotland” is concerned, this is obvious ly amenable to 
increase by the Government itself. Its complacency in respect of “around 20,000” Private Water 
Supplies and presumably the tens of thousands of consumers affected is alarming. Especially in 
these days of Antibiotic shortages and shortcomings, and concerns about sepsis, Scotland needs 

a specialist unit devoted to the single entity of quality instead of an Authority which serves two 
masters and, in line with Scottish Government Policy, presumes in favour of developers.   
 
Or could the reason be that the Local Authority had not listened to relevant information given it in 

the form of Objections?  Information which could hardly have been more telling:-   
 

 that despite having been Certified by Building Control, and paid for on that basis, “site 
services” had been abandoned by the developer, and the hillside collecting tank, the spring 

Source of the drinking water, left in a state of disrepair. 

 that his attachment to the Private Water Supply owned by the Estate was conditional on his 
undertaking to implement exactly those essential repairs. 

 that a copy of this contract had been included in his Offer of Sale to us. 

 that consequently we had embarked on Legal Action against him. 
 
By giving detailed permission for building on site to continue uninterrupted, the Planning Authority 
overlooked the Fraud perpetrated on us by the developer and obstructed our Action through the 

Courts. 
 
Only when the ill-effects on Public Health became apparent did the Authority manifest an interest, 
when the following policies, also inimical to the Public, came into force:- 
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Accountability “for complying with planning control and remedying any breaches runs with 
the land and is the responsibility of the landowners. Similarly, remedial action in respect of 

private water supplies and sewerage systems is also the responsibility of the owners”.   

and 
“If a wholesome water supply is deemed not to be the case then the Council can serve a 
demolition order on the property…” (Private Water Supplies Regulations 2006) 

 
And so the Authority denied Accountability for its Breach of Planning Control and Enforced on 35 
households, including our own, the full costs of the replacement of the source tank, properly the 
responsibility of the Developer and which ought to have been Enforced on him. 

The Planning Authorities’ dismissal of valid Objections was inconsistent with the fundamental 
principle that it should facilitate development in the Public Interest. 
 
As for the proposed European Commission revisions to the Drinking Water Directive, given its  

refusal to comply with existing EU measures as already detailed in the Petition and my 
accompanying Statement, I have no confidence in the Scottish Government’s implementation of 
these.   
 

I consider the Government’s rejection of my plea for an Equal Right of Appeal specious – to deny 
citizens the Right to Justice in the belief that the addition of such an Appeal would be “adversarial”, 
illogical. Should an Appeal be sought, it is self-evident that a dispute already exists, and may not 
be of Objectors’ making. As, for example, in a Council Memo of February 2015 regarding a 

Planning Application for a new development, where the Council Official, although stating that there 
were no letters of Objection, “it is my contention that the residential amenity of the proposed 

properties will not be adversely affected”, and continued with the condition that the Commercial 
Developer “honour, throughout and after completion of the development, existing wayleaves for 

maintenance or repair to the existing Private Water Supply or septic drainage infrastructure”. It is 
not at all unreasonable that the Rights of resident taxpayers in such situations are protected and a 
means of Appeal accessible. 
 

 
2. The Evidence Session with Scottish Water 

 

I am struck by the startling contrast this document demonstrates between the Accountability 

painstakingly and rigorously required of Scottish Water by the Parliamentary Committee and the 
wholly self-regulatory powers afforded to Local Authorities by the Government. What is particularly 
striking is that Scottish Water acknowledges the importance of having “an independent Drinking 
Water Quality Regulator who gives that assurance to people across Scotland that the water, not 
just in aggregate, but area by area, is safe to drink”. 

--- 
 
And so our Pensions over this period of time have continued to be debited (to date by around  

£30,000 to £40,000) endlessly repurchasing “site services”. 
 

During this struggle for justice we have been supported by:- 

 our Local Councillor, who made a formal complaint about the conduct of the Planning 

Process. 
 our Westminster MPs, both previous and present – “It beggars belief that you have been 

unable to have anyone held to account for failures to construct a safe water supply 
and thereafter protect your water supply and with it your health”.  
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 The European Commission, in response to our Petition to the European Petitions 
Committee – “The issues regarding access to the Scottish Courts and the apparent failure 

of the Local Authority Ombudsman fall rather beyond our specific competence, although it 
is appreciated that they are matters which are pertinent to the petition received. Regarding 
the acts or omissions of the Local Authority, however, the Committee would be able to 
pronounce itself based upon the considerations which the Commission itself must provide, 
because if the relevant EU Directive has not been properly applied, there would be a 
case of infringement of EU Law to be answered”. 

 The Committee on Petitions of the European Parliament accepted the admissibility of our 
Petition (0971/2009) – “Members heard a representative of the European Commission who 
stated that the Petition concerned a serious issue of potential risk stemming from 
drinking water which did not fulfil the standards of the Drinking Water Directive 
(98/83/EC) which is applicable in this case. Implementation of the Directive is the 
responsibility of the National and Local Authorities”.  

 Chairman of the Committee on Petitions of the European Parliament which asked for 
measures “to bring about a pragmatic, equitable and definitive solution for the 
untenable and unnecessarily dangerous water situation” in which we and our 

neighbours were living.  

 Our MEP – “I am again contacting the Petitions Committee of the European Parliament and 
the Scottish Government to ask that a renewed effort be made to communicate so that the 
information required in order properly to judge the issues raised in the Petition can be 
provided”. 

 Our Senior QC, who was unable to challenge the original Ombudsman’s decision through 
Judicial Review because of time restrictions on the production of evidence. “The Scottish 
Executive are considering whether or not there should be a third party ground of appeal in 
relation to planning matters and this might be a case which highlights why there should 

be such an appeal.”       
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