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PUBLIC PETITIONS COMMITTEE 
 

AGENDA 
 

24th Meeting, 2017 (Session 5) 
 

Thursday 21 December 2017 
 
The Committee will meet at 10.00 am in the David Livingstone Room (CR6). 
 
1. Consideration of continued petitions: The Committee will consider the 

following continued petitions— 
 

PE1602 by Carol Sunnucks on ECGs and heart echo tests within 
antenatal care; 
PE1626 by Pat Rafferty on behalf of Unite Scotland on Regulation of Bus 
Services; 
PE1629 by Jennifer Lewis on MRI scans for Ocular Melanoma sufferers in 
Scotland; 
PE1632 by Amanda Macdonald on Concessionary transport for carers; 
PE1638 by Sean Clerkin on Local Housing Allowance (Bedroom tax 2);  
PE1653 by Michaela Jackson on behalf of Gorebridge Community Trust 
on Active travel infrastructure; 
PE1658 by Wendy Stephen on Compensation for those who suffered a 
neurological disability following administration of the Pluserix vaccine 
between 1988 and 1992. 
PE1662 by Janey Cringean and Lorraine Murray on behalf of Tick-borne 
Illness Campaign Scotland on Improve Treatment for Patients with Lyme 
Disease and Associated Tick-borne Diseases; and 
PE1664 by Harry Huyton on behalf of OneKind on Greater protection for 
mountain hares. 
 

2. Consideration of a new petition: The Committee will consider the following 
new petition— 

 
PE1681 by Richard Morris on Adult Consensual Incestuous Relationships 
and Marriage. 
 

3. Consideration of continued petition (in private): The Committee will 
consider a draft letter on PE1458 by Peter Cherbi on Register of interests for 
members of Scotlands judiciary. 

 

http://www.parliament.scot/GettingInvolved/Petitions/PE01602
http://www.parliament.scot/GettingInvolved/Petitions/busregulation
http://www.parliament.scot/GettingInvolved/Petitions/PE01629
http://www.parliament.scot/GettingInvolved/Petitions/PE01632
http://www.parliament.scot/GettingInvolved/Petitions/PE01638
http://www.parliament.scot/GettingInvolved/Petitions/activetravelinfrastructure
http://www.parliament.scot/GettingInvolved/Petitions/PE01658
http://www.parliament.scot/GettingInvolved/Petitions/lymedisease
http://www.parliament.scot/GettingInvolved/Petitions/PE01664
http://www.parliament.scot/GettingInvolved/Petitions/CIAORelationshipsMarriage
http://www.parliament.scot/GettingInvolved/Petitions/registerofjudicialinterests
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Public Petitions Committee 
 

24th Meeting, 2017 (Session 5) 
 

Thursday 21 December 2017 
      

PE1602 ECGs and heart echo tests within antenatal care 
 

Note by the Clerk 
 

 
Petitioner Carol Sunnucks 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government 
to include ECGs and heart echo tests in pregnancy care for women 
in Scotland. 

Webpage http://www.parliament.scot/GettingInvolved/Petitions/PE01602  

 
Purpose 
 
1. This is a continued petition, deferred by the Committee at its meeting on 29 

September 2016, while awaiting the publication of updated guidance on cardiac 
disease in pregnancy by the Royal College of Obstetricians and Gynaecologists 
(RCOG).  
 

Committee consideration 
 
2. The Committee received correspondence from RCOG in April, which advised 

that in the course of considering its approach to updating the guidance it 
became aware that the National Institute for Health and Care Excellence 
(NICE) was in the process of developing guidelines on intrapartum care for 
women with existing medical conditions or obstetric complications and their 
babies. 
 

3. The RCOG correspondence identified sections of the developing NICE 
guideline which set out key questions specifically with regard to women with 
cardiac disease. It advised that— 
 

“… in addition to an internal ongoing review of RCOG guidance and advice to 
assess their purpose and relevance for the profession, we have decided that 
updating this Good Practice Paper is no longer required.” 

 
4. The submission adds that it hopes that the NICE guideline will “become the up 

to date reference for all clinicians”. 
 

5. Information on the development of the guidelines is available on the NICE 
website, and includes project documents and project information. It includes a 
timeline of key events to date, dating back to March 2012, and a provisional 

http://www.parliament.scot/GettingInvolved/Petitions/PE01602
https://www.nice.org.uk/guidance/GID-CGWAVE0613/documents/final-scope-2
https://www.nice.org.uk/guidance/GID-CGWAVE0613/documents/final-scope-2
https://www.nice.org.uk/guidance/GID-CGWAVE0613/documents/final-scope-2
https://www.nice.org.uk/guidance/indevelopment/gid-cgwave0613
https://www.nice.org.uk/guidance/indevelopment/gid-cgwave0613


schedule which currently anticipates consultation on the draft guidance running 
from 6 September 2018 to 18 October 2018, with an expected publication date 
of 6 March 2019. 
 

6. In her submission, the petitioner expresses concern that the scope of the 
guidelines, as presented within the RCOG submission, doesn’t appear to 
address the issue of peri-partum cardiomyopathy (PPC) as she identified in her 
petition. 

“The submission refers to treatment of women with a pre-existing heart 
condition or heart failure, but there is nothing that looks at anti-natal care that 
includes ruling out the possibility of peri-partum cardiomyopathy. As I stated in 
my petition, women develop this as a result of pregnancy and have never had 
any indications of any heart problems before.” 

7. The petitioner considers that a simple blood test can assist doctors to identify 
any indicators of potential PPC, which would allow for more in-depth testing 
and treatment before a woman goes into labour. 
 

8. The petitioner also expresses concern about the weight given to the NICE 
guidelines, and whether these are followed by doctors. 

Action 
  
9. The Committee is invited to consider what action it wishes to take in relation to 

this petition. Options include–  
  

 to close the petition under Rule 15.7 of Standing Orders, on the basis 
that NICE is developing guidelines which will be issued for consultation 
in 2018, with an anticipated publication date of March 2019. In doing so, 
the Committee may wish to draw the petitioner’s attention to the fact that 
there is a facility for people to register their interest in the development of 
the guidelines and that, if she is not satisfied at the conclusions reached 
by NICE, she can bring back a petition in the same or similar terms in 
the future    
 

 To take any other action it considers appropriate. 
 

Clerk to the Committee 
 

  



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

 PE1602/D: Royal College of Obstetricians and Gynaecologists submission of 
28 April 2017 (9KB pdf) 

 PE1602/E: Petitioner submission of 1 November 2017 (5KB pdf) 

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

http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1602_D.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1602_D.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1602_E.pdf
http://www.parliament.scot/GettingInvolved/Petitions/PE01602


PE01602: ECGs and heart echo tests within antenatal care 

Petitioner Carol Sunnucks 

Date 
Lodged 

09 February 2016 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
include ECGs and heart echo tests in pregnancy care for women in 
Scotland. 

Previous 
action 

I have approached my local MSP, asking for him to write on my behalf 
asking why this isn't carried out, after 2 responses back I have yet to 
receive an explanation. 

Background 
information 

Including ECGs and heart echoes within antenatal care would be 
done to identify peripartum cardiomyopathy (PPCM), also known as 
postpartum cardiomyopathy. PPCM is heart failure which is 
pregnancy induced and is often missed causing life threatening 
outcomes both for mother and child. Many women during pregnancy 
are not receiving proper medical care. During pregnancy many of the 
tests carried out are done to check baby. For many women who 
approach obstetric doctors feeling unwell, they are told it's because 
they’re pregnant. Pregnancy is not an illness and if an expecting 
mother feels unwell then checks should be made. Many people 
assume conditions that are at times related to pregnancy will go 
away, but for women who have cardiomyopathy the effects can be 
devastating and relentless after the birth. If we could diagnose and 
treat the symptoms rather than waiting until the damage is done, we 
would save lives and money for the treatment of patients with heart 
conditions. 

Having experienced PPCM I started a petition on change.org to 
highlight this issue. This petition has, at present, 1000 signatures. My 
story and information about my change.org petition have appeared in 
the Sunday Post as part of my work to raise awareness of this 
condition. 

 



PE1602/D 

Royal College of Obstetricians and Gynaecologists submission of 28 April 2017 

 

Update on RCOG Good Practice Paper No. 13 Cardiac Disease in Pregnancy. 

The above Good Practice Paper was first published in 2011. 

Whilst considering the update of this guidance, it came to our notice that NICE are 

now developing a guideline on Intrapartum care for women with existing medical 

conditions or obstetric complications and their babies. 

Amongst others, this guideline is intended for obstetricians, midwives, anaesthetists 

and other healthcare professionals involved in the care of women in labour, including 

in maternity services. 

In the section on key questions, they intend to include the following: 

Section 3 Women with cardiac disease 
 
3.1 What history, clinical examination and investigation is most useful in antenatal 
planning for birth in women with congenital cardiac disease? 
 
3.2 What is the appropriate management of anticoagulation for women with valvular 
disease in pregnancy and labour? 
 
3.3 Which women with cardiac disease should be offered elective caesarean section 
to improve outcomes for reasons specific to cardiac disease? 
 
3.4 Which cardiac conditions need additional fluid balance monitoring or 
management during labour and birth: 

- input-output chart of fluid balance with a urinary catheter or urometer 
- invasive monitoring using an arterial line and central venous pressure 
- cardiac output monitoring 
fluid restriction? 
 

3.5 What is the most appropriate method of diagnosis for women with suspected 
cardiomyopathy in labour? 
 
3.6 What is the optimal management for women with suspected cardiomyopathy in 
labour? 
 
3.7 Is regional or general anaesthesia safer for women with cardiac disease who 
need anaesthesia for caesarean section? 
 
3.8 What is the effectiveness and safety of regional analgesia compared with 
systemic narcotic analgesia for women with cardiac disease who are in labour? 
 
3.9 How should the third stage of labour be managed for women with cardiac 
disease? 
 

https://www.nice.org.uk/guidance/GID-CGWAVE0613/documents/final-scope-2
https://www.nice.org.uk/guidance/GID-CGWAVE0613/documents/final-scope-2


As a result of this, in addition to an internal ongoing review of RCOG guidance and 
advice to assess their purpose and relevance for the profession, we have decided 
that updating this Good Practice Paper is no longer required. 
 
We want to avoid duplication where at all possible with our publications and we hope 
that the NICE guideline will become the up to date reference for all clinicians.  
 
 



PE1602/E 
Petitioner submission of 1 November 2017 
 
I have had a chance to look at the submission from the RCOG, and I fail to see 
anything in this submission with reference to my requests in my petition.  The 
submission refers to treatment of women with a pre-existing heart condition or heart 
failure, but there is nothing that looks at anti-natal care that includes ruling out the 
possibility of peri-partium cardiomyopathy. As I stated in my petition, women develop 
this as a result of pregnancy and have never had any indications of any heart 
problems before.  The only way to identify a problem with the heart is to include a 
simple blood test that can be an indicator to the treating doctors of any unusual 
signs, this then allows for  more in-depth testing, and allowing for treatment before a 
women goes into labour.  Can I also ask that the committee asks how much notice of 
the NICE guidelines does doctors actually take? as I was told these are only 
guidelines and not all doctors follow them. 
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Public Petitions Committee 

24th Meeting, 2017 (Session 5) 

Thursday 21 December 2017 

PE1626: Regulation of Bus Services 

Note by the Clerk 

Petitioner Pat Rafferty on behalf of Unite Scotland 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
legislate to regulate bus services in Scotland and to carry out an 
inquiry into the benefits of bringing bus services in Scotland into 
common ownership. 

Webpage parliament.scot/GettingInvolved/Petitions/busregulation  

Purpose 

1. This is a continued petition, last considered by the Committee at its meeting on 
29 June. At that meeting the Committee agreed to write to the Scottish 
Government, seeking an indicative timescale for its full consultation on the 
proposed Transport Bill and asking it to engage with the petitioners at an early 
stage of that consultation. The Scottish Government’s response has been 
received and the Committee is invited to consider what action it wishes to take. 

Committee consideration 

2. In its submission the Scottish Government stated that the consultation on 
proposed bus policy options would be issued in autumn 20171, adding that 
officials would meet with the petitioners prior to, and following publication of the 
consultation. 

3. The petitioners have not been in a position to provide a written response but 
have indicated that they would be keen to proceed with the petition and expect 
to respond to the Scottish Government’s submissions in the new year.  

Conclusion 

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

 To invite the petitioners to submit a response to the two most recent 
submissions from the Scottish Government, in advance of the Committee’s 
next consideration of the petition. 

 To take any other action the Committee considers appropriate. 
 

Clerk to the Committee 

                                                           
1
 The Scottish Government’s consultation Local Bus Services in Scotland – Improving the Framework 

for Delivery opened on 13 September and closed on 5 December 2017. 

http://www.parliament.scot/GettingInvolved/Petitions/busregulation
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1626J_Scottish_Government.pdf
https://consult.gov.scot/transport-scotland/improving-bus-services/
https://consult.gov.scot/transport-scotland/improving-bus-services/


PE1626: REGULATION OF BUS SERVICES 

Petitioner Pat Rafferty on behalf of Unite Scotland 
 

Date 
Lodged 
 

20 December 2016 

Petition 
Summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
legislate to regulate bus services in Scotland and to carry out an 
inquiry into the benefits of bringing bus services in Scotland into 
common ownership.  
 

Previous 
Action 

In the Fourth Scottish Parliament, Unite supported the proposed Bus 
Regulation (Scotland) Bill brought to Parliament by Iain Gray MSP. 
 
In the Third Scottish Parliament, Unite supported the proposed 
Regulation of Bus Services Bill brought to Parliament by Charlie 
Gordon MSP. 
 
Neither of these bills resulted in legislation to bring bus services under 
regulation or common ownership. 
 

Backgroun
d 
Information 

Scotland's bus services are in a mess. The numbers speak for 
themselves.  

The number of bus routes registered with the Traffic Commissioner 
has fallen by 21% since 2006. 

Since 2007, the number of journeys taken by bus in Scotland is down 
by 74 million – a 15% drop. 

On current prices, local bus fares have jumped by 18% over the past 
five years. 

A staggering £2.6 billion in public subsidies has been handed to bus 
firms in Scotland since 2006/07, fuelling healthy profits made by the 
likes of Stagecoach and First. 

Haud the Bus is Unite Scotland's campaign to put passengers before 
profit. It started as a Unite Community campaign following bus service 
cuts in North Lanarkshire - but now it's going nationwide. 

We want buses in Scotland to be regulated again, so that local people 
- through their councils - can regain control over their bus services.  

We also know that the best bus companies are often those that put 
passengers before profits - like Lothian Buses in Edinburgh, which is 
owned by local councils, not private shareholders. So we also want 
MSPs to explore ways of bringing bus services back into common 



ownership. 

We have commissioned research into how we can work together to 
create a world-class bus service for passengers, and you can read the 
full report here: 

http://www.transportforqualityoflife.com/u/files/160120_Building_a_wo
rld-class_bus_system_for_Britain_FINAL1.pdf 

 



PE1626/J 
Scottish Government submission of 28 July 2017  

The consultation on the proposed bus policy options will be issued in Autumn 2017. 

Transport Scotland officials will meet with UNITE to discuss the government’s 
proposals for bus services prior to publication.  They will also arrange to meet the 
petitioners following publication of the consultation in the autumn. 

 

 

 

 

 

 

  



PPC/S5/17/24/3 

Public Petitions Committee 

24th Meeting, 2017 (Session 5) 

Thursday 21 December 2017 

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 
29 June. At that meeting the Committee agreed to write to the Scottish 
Government and the National Institute for Health and Care Excellence (NICE). 

2. In its correspondence to NICE, the Committee sought its views on the action 
called for in the petition and for its position on the petitioner’s argument that 
new evidence is available through recent clinical trials. NICE considered that, 
as it has not produced guidance on the use of MRI scans for ocular melanoma 
sufferers it would not be appropriate for it to comment on the petition. 

3. The Committee invited the Scottish Government to respond to the arguments 
presented in the petitioner’s submission of 26 June stating that i) UK centres 
interpret guidelines flexibly and will provide MRI scans if requested and ii) new 
evidence is available through recent clinical trials. It also sought an anticipated 
timescale from the Scottish Government for the formation of a UK-wide group 
to undertake work on development of UK-wide guidance and recommendations 
on surveillance.  

4. The submissions from NICE and the Scottish Government are included in the 
annexe to this note, along with two subsequent submissions from the petitioner, 
a submission from OcuMel UK and submissions from individuals. 

Committee consideration 

5. With regard to UK centres interpreting guidelines flexibly, the Scottish 
Government sets out its understanding that MRI scans are “offered in a limited 
capacity in England”. 

6. In her submission of 21 August, the petitioner lists 16 hospitals that she is 
aware of that offer MRI scans upon referral or request. She expresses her 
opinion that “this is more than a limited capacity”. She notes that in addition to 

http://www.parliament.scot/GettingInvolved/Petitions/PE01629
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the 16 hospitals listed, others elsewhere in the UK will provide the MRI if “the 
patient explains the situation in respect of metastasis” but that this is not 
something that is provided to patients in Scotland “even when we present a 
cogent argument”. She adds— 

“In Scotland we are asking for one hospital to provide enhanced MRI scans 
with contrast for Ocular Melanoma patients.” 

7. In its submission, OcuMel UK notes— 

“Cost hasn’t been given as a reason to deny these scans and so for a small 
ocular melanoma population in Scotland, we are saddened to learn a lack of 
evidence in a rare cancer is the reason behind this situation. The costs 
involved to fund such research would far outweigh the costs to provide the 
MRI scans.” 

8. On the issue of evidence, OcuMel UK refers to the recent publication of peer-
reviewed guidelines in the Netherlands, which show “chemosaturation as a 
recognised treatment for ocular melanoma metastases. 

9. In its submission the Scottish Government considers that there is “currently not 
sufficient evidence … to enact a change in surveillance protocols for people 
with ocular melanoma”. 

10. It refers to the audit of patients by the Specialist Scottish Ophthalmic Oncology 
Service to establish whether the use of ultrasound as the mode of surveillance 
led to a delay in diagnosis of metastases. It notes that such an audit will “take 
some time due to the small number of patients going through the Scottish 
service”. 

11. The petitioner queries why the audit of patients will take time but also fears that 
the survey would give a false result, due to the fact that ocular melanoma 
patients who develop liver metastasis will be cared for by medical, rather than 
ocular, oncologists. 

12. She notes the reference to the small number of patients and considers that this 
is evidence that “the cost for MRI scanning would be minimal”, but that cost is 
“the main reason” for ocular melanoma patients in Scotland not having access 
to MRI scans. She uses an example from personal experience— 

“If a patient is referred for an Ultrasound and that Ultrasound shows 
irregularities they are then referred for an enhanced MRI with contrast to 
either confirm or rule out the noted irregularities. Thus the expense of 2 
scans! I ask myself why not MRI scan in the first instance as this would take 
away not only the expense of 2 scans but also the anxiety and stress a patient 
suffers at being informed there is an irregularity!” 

13. In relation to the formation of the UK-wide group, agreed at a CQUIN meeting 
on 12 May and referred to in the Chief Medical Officer’s submission of 17 May, 
the Scottish Government indicates that the Scottish Specialist Ophthalmic 
Oncology Service will be part of the group. It explains— 
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“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.”  

14. It notes that, at the time of writing (2 August) the group was still in the early 
stages. While there was no set timescale for the development of guidance and 
recommendations, the Scottish Government did “expect to see developments 
on this over the coming months” and indicated that it would keep the 
Committee updated in this respect. 

15. In her submission of 21 August the petitioner states her view that “UK based 
guidelines and a relevant CQUIN are already in place” and that it “would benefit 
all Scottish patients if the Scottish Ophthalmic Group were to engage with this 
existing group rather than attempting to set up a new one”. 

16. OcuMel UK also refers to the decision at the CQUIN meeting of 12 May to form 
a UK-wide group. It considers— 

“This is work that has already been completed with the NICE approved uveal 
guidelines in 2013 produced by the Guideline Development Group (GDG) and 
so we are unsure what benefit it will bring, especially as the group needs to be 
formed and could considerably delay any advances in care for patients in 
Scotland.” 

17. OcuMel UK states that it, along with patient representatives, was part of the 
GDG which included consultants in ocular and medical oncology and other 
services from various hospitals seeing ocular melanoma patients in England. 
While noting that treatment options were more limited at that time, the GDG 
recognised that “both types of scans had their benefits, but that MRIs were 
more sensitive”. 

18. More recently, the petitioner, OcuMel UK and individuals have provided 
submissions expressing concern about recent “negative developments” with 
regard to the provision of scanning services.  

19. It is their understanding that patients are now expected to attend their 
ultrasound scan appointments locally, rather than at the specialist centre at 
Gartnavel. The petitioner expresses her concern about how this may impact in 
terms of the expertise of the scan operator and early identification of 
metastases. 

20. It is the petitioner’s understanding that the policy of discharge to local hospitals 
for surveillance has been taken by National Services Division (NSD). The 
petitioner highlights three aspects of the role of NSD which, it is understood, 
are considered by the petitioner to run contrary to this policy decision. 

21. The petitioner considers— 

 Ocular Melanoma is a rare cancer requiring specialist surveillance and 
treatment 

https://drive.google.com/file/d/1nYFBrHuC2T06MgduFYbUODmC2qVcl-0d/view
https://drive.google.com/file/d/1nYFBrHuC2T06MgduFYbUODmC2qVcl-0d/view
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 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 inexperienced operators who report 
inconsistencies in the liver resulting in a second scan, which is not cost 
effective. 

Conclusion 

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

 To write to the Scottish Government to— 

o seek an update on establishment of the UK-wide group and the 
development of guidance and recommendations on surveillance, 
whether the group will include medical oncologists, and whether it is 
aware of the Guideline Development Group 

o seek its position on recent peer-reviewed evidence 

o seek its response to the more recent concerns expressed by the 
petitioner and others in terms of where patients should attend for 
surveillance 

 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/J: Petitioner submission of 26 June 2017 (142KB pdf) 
 PE1629/K: Scottish Government submission of 2 August 2017 (68KB pdf) 

 PE1629/L: Petitioner submission of 21 August 2017 (210KB pdf) 
 PE1629/M: Petitioner submission of 25 October 2017 (159KB pdf) 

 PE1629/N: Janet Sargent submission of 7 November 2017 (142KB pdf) 
 PE1629/O: Ralph McMurray submission of 7 November 2017 (83KB pdf) 
 PE1629/P: Aileen Paulin submission of 9 November 2017 (80KB pdf) 

 PE1629/Q: OcuMel UK submission of 22 November 2017 (191KB pdf) 

 PE1629/R: NICE submission of 31 July 2017 (4KB pdf) 
 PE1629/S: Carol Jones submission of 23 November 2017 (143KB pdf)  

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

 

http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629I_Chief_Medical_Officer.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629J_Petitioner_submission_.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629KScottishGovernment.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629_L_Petitioner.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629_M.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629_N.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629_O.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629_P.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629_Q.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629_R.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1629_S.pdf
http://www.parliament.scot/GettingInvolved/Petitions/PE01629


PE01629: MRI SCANS FOR OCULAR MELANOMA SUFFERERS IN SCOTLAND 

Petitioner Jennifer Lewis 

Date 
Lodged 

14 December 2016 

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. 

 

Previous 
action 

I have attempted to have NHS Scotland change their decision not to 
provide enhanced MRI scans with contrast via communication from 
MSPs, they continued to refuse. I have also written to past and 
present Health Secretaries for Scotland. Present Health Secretary 
failed to respond. I have started a change.org petition receiving 
almost 500 signatures to date. 

 

Background 
information 

The action requested in the petition is necessary in an attempt to 
save the lives of Ocular Melanoma sufferers in Scotland. 

Ocular Melanoma is very rare and an orphaned cancer. Ocular 
Melanoma affects only 7 in 1 million people worldwide so the 
numbers in Scotland are few, but sufferers should be afforded the 
same importance as sufferers of the more common cancers. We have 
had to become our own advocates as no one is listening and GPs do 
not understand this condition. 

The requested scans are vital in detection of early metastatic disease 
to the liver which would allow us life prolonging treatments and to plan 
for the future. We are being refused these scans, fellow sufferers 
South of the border receive these scans 6 monthly and patients North 
of the border should be given the same opportunity. 

Allow Ocular Melanoma patients in Scotland to have a voice in their 
treatments and allow them to plan their futures should metastatic 
disease be detected. We should not be treated differently because we 
reside in Scotland. 

 

 

 

 



  
 

 
 
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/J 
Petitioner submission of 26 June 2017  

Jennifer Lewis 

I was very disappointed by the response from the CMO.  Although I am sure 
offence was not intended the sympathetic comment I felt was quite 
patronising and resembled a typical civil service response which saddens 
me.  I am sure I can speak for other Ocular Melanoma sufferers in that we 
most certainly do not want sympathy but need a degree of humanity as we 
are living with what can be an aggressive cancer.   

The CMO states the current guidelines are presently being used and will be 
reviewed in 2019 or reconsidered when new evidence becomes available. 
New evidence has been submitted in this petition which has not been taken 
into consideration. When the guidelines were written we did not have liver 
directed treatments which had significant effect on tumours so we had hoped 
this would have been seen as reason to offer earlier detection.  Since 
submissions were entered to this petition more results have been announced 
at ASCO which show there is absolute reason to detect metastasis from 
ocular melanoma early as viable treatments are becoming accessible. As we 
have previously evidenced there are treatments and trials open to Ocular 
Melanoma sufferers if tumours to the liver are detected in time for these to be 
effective, in time for a patient to be allowed some kind of quality of life. 1  I did 
request that these references be made available to the CMO but it would 
appear she may not have had the opportunity to see these. 

Sadly by the time any new guidelines are reviewed and presented, it is likely 
to be too late for some Ocular Melanoma patients. I am concerned by the 
comment Collation of data of US (Ultrasound) as the modality in Scotland.  
Two to three years is a very long period of time in the life of someone with this 
type of cancer. In this paragraph it states Ocular Melanoma cases in Scotland 
are minimal, surely this admission should also show the extra cost of an MRI 
is also minimal compared to the rest of the U.K.  Not every patient will wish to 
have an MRI but please do not play with the lives of those that do, waiting for 
hard evidence will be putting our lives at risk. Consultants taking a proactive 
approach to treating metastasis from ocular melanoma have all agreed 
throughout this consultation that early detection is key to patients having a 
better response to treatment and that ultrasounds are less sensitive and 
operator dependant compared to MRI scans. To now run a trial on this seems 
futile and I am unsure if this approach would be taken if the consultants were 
in our shoes, as I have already stated delay is putting our lives at risk. 

The current NICE guidelines are applicable throughout the rest of the UK yet 
as mentioned previously and evidenced enhanced abdominal MRI scans with 
contrast are available in certain centres for Ocular Melanoma sufferers which 
appears to be contrary to these guidelines. Why can these procedures be 
offered out with the guideline recommendations in other NHS regions of the 

                                                             
1 http://www.idcapture.co.uk/mpne/docs/MRIs_OM_Scotland.pdf 



UK but are still not available in Scotland? I continue to feel Ocular Melanoma 
sufferers in Scotland are consistently being discriminated against and not 
permitted to have our voices heard in relation to our care pathway. 

The CMO mentions funding for research! I am not a researcher but merely a 
patient and a citizen of Scotland who wishes to have the best available 
options should my disease metastasise. I refer to a previous submission from 
CRUK who are in the best possible position to research yet they have 
admitted to not having enough knowledge of our type of cancer to be able to 
comment. 
 
In response to the Specialist Scottish Ophthalmic Oncology Service working 
in conjunction with other UK centre's to ensure a consistent approach to 
surveillance I am pleased to see a potential step in the right direction in that 
this issue has been discussed and I can now only hope Gartnavel will work 
proactively with the other centre's in the UK who hear their patients wishes 
and work with them to secure a positive consultant/patient relationship.  

I try very hard not to allow ocular melanoma consume my life. I continue to 
work full time as a Residential prisoner officer helping vulnerable people in 
Scotland secure a better future by integrating them into a safer society, I 
spend time with my family and friends who are my rock, care for my elderly 
mother who suffers from lung cancer so all I ask is that I am given the 
opportunity to continue to do these things for as long as I possibly can. I can 
only do this by being allowed to have the peace of mind of knowing as soon 
as possible if ocular melanoma has decided to make its resting place within 
my liver. If this were to be the case I can then take appropriate steps in 
relation to planning the rest of my life. At present I am being denied that 
opportunity as are other sufferers in Scotland. 

Iain Galloway 

The most striking element of the response from the CMO is that she appears 
not to have read the evidence which we have laid out in clear references. This 
raises the immediate concern of whether these were relayed to her. 

Provision of Evidence to CMO 
I already understand that our original document was edited without our 
permission. That itself undermines the entire process, and again highlights the 
very problems that patients face. 

Why were our references removed? Who is to decide whether, if a reference 
is duplicate, that it be removed at all — and more pertinently from our patient 
document the very people who have brought this petition? Is our view worth 
less than those from whom the references were not removed? If not (I’m sure 
no-one would dare say otherwise) then why remove it at all when the flow of 
the document itself depends on this? After all, each submission must be able 
to stand on its own and by removing references the opportunity to convey our 
viewpoint is damaged. I gather there was concern that one of the references 
contained the patient names (ones I can assure you for which permission was 



obtained) of those who had wished to convey their story in support of our 
petition. Specifically, in the reference cited here that reference has been 
redacted.  

It’s a shame I have to take this tone at all, but it does appear that our petition 
is being undermined. I’d like *very clear* and *evidenced* reassurance that 
this is quickly re-instated and that that the CMO and all others involved have 
had *ample* opportunity, once the fully referenced originals are reinstated, to 
take a view on the full evidence we have provided. 

If the CMO has not yet seen our full submission (edited to redact patient 
names) could you please direct them here 
http://www.idcapture.co.uk/mpne/docs/MRIs_OM_Scotland.pdf 

Guidelines 
In respect of the CMO’s comments I’m frankly amazed at the level of 
intransigence. To go by the guidelines when there is clear, peer-reviewed 
scientific evidence — and from high impact journals to boot — is to actually 
ignore the intention of such guidelines. They even state that in the light of new 
evidence they may be reconsidered and reviewed. This evidence has been 
supplied and not reviewed. 

Moreover, in the rest of the UK, where people request they be given an MRI 
scan they are able to get it. Even in centres where this is not routinely offered 
‘first-line’ a requesting patient is then given an MRI. The rest of the UK use 
the same guidelines. This is not a reason to obfuscate by citing the guidelines. 

I am absolutely certain that the CMO, were it someone in her family, would 
advocate strongly for the use of MRI scanning in the full knowledge that early 
detection would offer an increased chance of either long-term survival or cure. 
This is an issue of cost savings, let’s be in no doubt what this is about, but to 
wrap up the excuses in pseudoscience or guidelines  is unforgiveable and 
see-through to an educated patient cohort (some of whom are eminent 
scientists who will be reading this).    

Comparison of MRI vs US 
For my own part I sit on the EMA clinical trials board as a patient expert and 
regularly participate and advise on clinical trial design (I also run a software 
company that develops clinical trial software). I can see no sensible reason 
whatsoever to fund a trial to look at the outcomes for those receiving 
ultrasound scans. It is a backward thinking approach to test something 
already known to be inferior, not least it would come at significant expense 
and take years to conclude. Furthermore, CRUK and NIHR are not investing 
as they have no knowledge, as they have stated. 

To emphasise, the CMO writes about how the specialist Scottish Ophthalmic 
Oncology Service will be auditing all their patients who develop metastatic 
disease.  The purpose of this audit, the CMO states, is to ascertain whether a 
delay in diagnosis of the metastasis was incurred due to the liver ultrasound 
as the modality.  I'm concerned that unless this audit compares another 

http://www.idcapture.co.uk/mpne/docs/MRIs_OM_Scotland.pdf


investigation i.e. MRI, no comparison can be made of the efficiency of a 
liver ultrasound scan. And such MRI comparisons do not exist. 
 
UK Wide Group 
The CMO also mentions a meeting that took place on the 12th May, I'd like to 
request copies of the Minutes from this meeting, so I can understand more 
about the effect a UK wide group could have.  Currently I do not understand 
how a Scottish based group can influence development of UK based 
Guidelines.  These are already available using approved Cochrane 
Methodology, this would be seem a step back from what we already have in 
place. Specifically, the CMO cites this as a positive development when in fact 
the work was done 3 years ago. What’s more, a relevant CQUIN is already in 
place. 
 
Please take this in the spirit in which it is intended, namely to emphasise our 
resolve and research in having brought this petition. We want a sound 
evidence based approach to our plight and will continue to make a noise until 
ocular melanoma sufferers in Scotland get a decent hearing and not be 
fobbed off with pseudoscience. 

Thanks again for your time with this petition 
 

 



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/L 

Petitioner submission of 21 August 2017 

Limited capacity 

I refer to the comment from the Scottish Government in relation to enhanced MRI 
scans with contrast only being offered in a limited capacity in England.  I have 
knowledge from the extended UK wide patient group of approximately 16 hospitals 
(shown in the annex to this submission) who have offered their patients these scans 
upon referral or request.  In my opinion this is more than a limited capacity.   

Also please note that in many cases, and in other hospitals outside those named in 
the annex, even if an MRI is not offered directly, it is usually given when the patient 
explains the situation in respect of metastasis. We as a patient are refused even 
when we present a cogent argument. By continuing to refuse MRI scans to Ocular 
Melanoma patients NHS Scotland continues to run the risk of failing to meet its 
targets to detect cancer early.  These targets are presently failing miserably. 

In Scotland we are asking for one hospital to provide enhanced MRI scans with 

contrast for Ocular Melanoma patients 

UK wide group 

As mentioned in the previous submission from Iain Galloway UK based guidelines 
and a relevant CQUIN are already in place so I fail to understand why NHS 
Scotland/Scottish Government are so insistent in concentrating on the setting up of a 
group which actually exists.  I feel it would benefit all Scottish patients if the Scottish 
Ophthalmic group were to engage with this existing group rather than attempting to 
set up a new one!  

On a personal level I must add whilst all the toing and froing takes place about who 
will decide what, the patient group remains sat in the background and our voices 
continue to be ignored. Should it not be what is best for the patient which takes 
priority and not which group decides what! In England there is a consistent approach 
to screening and surveillance for people south of the Border. 

I feel the Scottish Government submission dated 02.08.2017 has not answered any 
questions but merely repeated the points made in CMO submission dated 
17.05.2017. 

Could you please refer to and respond to the most recent points made by both 
myself and Iain Galloway in our response to the CMO’s comments. It is notable that 
these points have not been addressed and it is key that these are responded to. 
 
Patients Survey 

How can a study with a small number of patients take some time?  Even this 

comment by the Scottish Oncology Service is evidence that due to the small number 

of patients in Scotland with Ocular Melanoma – the cost for MRI scanning would be 

minimal!  I know of Ocular Melanoma patients who had developed liver metastasis 

who have passed away, some of these patients did not remain in the care of 

Gartnavel hospital so how can they be included in their survey!  Once the liver is 



involved patients are cared for by Medical Oncology.  I fear any such survey would 

therefore give a false result. 

In relation to the MRI –v- Ultrasound cost, I continue to be in no doubt is the main 

reason for denial of MRI as a modality for Ocular Melanoma sufferers.  If a patient is 

referred for an Ultrasound and that Ultrasound shows irregularities they are then 

further referred for an enhanced MRI with contrast to either confirm or rule out the 

noted irregularities. Thus the expense of 2 scans!  I ask myself why not MRI scan in 

the first instance as this would take away not only the expense of 2 scans but also 

the anxiety and stress a patient suffers at being informed there is an irregularity!  I 

bring this issue up as this example comes from personal experience. 

Personal feelings 

Facing our own mortality is something that most people shy away from. Why? They 

fear it, or how it will manifest, to be more precise. Why be afraid as death is 

something none of us can escape.  It is just the timing of this eventuality which varies 

from person to person. 

Through the various stages of my pre/post diagnosis, my mortality has been 

something I have thought about often. I am at peace with it and I am accepting that 

everything happens for a reason. Obviously, the diagnosis of Ocular Melanoma for 

me put things into an entirely different perspective - it made things 'real' and no 

longer a distant event that will happen far, far in the future. It has overwhelmed and 

stunned me by creating a form of pseudo-shock where nothing feels 'real'. 

Dealing with a rare form of cancer that most people are oblivious to is very difficult.  

The explanation is lost on most. The path is set but the way ahead is not clear. The 

end goal is a mere blot on the landscape, something that is not easy to bring into 

focus as it is still a blurry haze in the distance. Everything comes in to question and 

nothing feels real. Today, the feelings I have are mainly related to that of the shock 

of diagnosis having worn off only to be replaced with waves of anxiety and fear...fear 

of what is to come, fear of the unknown. Living with uncertainty really does sum up 

the world into which I have been introduced! I know that nothing in life can be taken 

for granted – other than death – however, the level of unease that suddenly catches 

you unaware really does pack a punch! At the moment I feel as if I live in no man’s 

land where other people make decisions about my future, whatever that may be and 

whilst Scotland’s powers that be in the medical profession decide when, who will sit 

in various groups and what decisions they will make on behalf of Ocular Melanoma 

patients I will remain in limbo, attending scheduled Ultrasound scans, walking away 

from them being given a “No evidence detected” result always carrying the fear this 

is a false result and I know from speaking with other individuals with this rare disease 

in Scotland they also live with this uncertainty, uncertainty which affects one’s mental 

health. To compound things they are aware that the vast majority of Ocular 

Melanoma patients south of the border are able to receive MRI scans, which if not 

offered routinely first line, are typically available when one explains the risks.   I may 

look physically healthy, not consumed by the fact that I have a rare cancer which 

may spread at any given time. I am anxious, I have sleepless nights, I worry about 

the future and that of my family, and I cannot discuss this with my GP as they do not 



have the knowledge to understand my condition. My wellbeing is affected by the “Not 

knowing – the limbo – the no man’s land” whatever you prefer to call it.  How would 

anyone feel? I am angry we have to fight for what other people with other cancers 

are entitled to, why are we not also entitled? Do more people have to suffer further 

mental health anxiety or die before Scotland will listen to the voices of people with 

Ocular Melanoma and take our pleas for enhanced MRI surveillance with contrast 

seriously? 

 

 

  



Annex – Hospitals that have offered enhanced MRI scans with contrast to 

patients upon referral or request 

1. Southampton general Hospital, Tremona Road, Southampton, Hampshire, 

SO16 6YD 

 
2. The Royal Liverpool University Hospital, Prescot St, Liverpool L7 8XP 

 

3. Clatterbridge Hospital. Clatterbridge Road, Bebington, Wirral, Merseyside, 

CH63 4JY  

 
4. Norfolk and Norwich University Hospitals NHS Foundation Trust, Colney Ln, 

Norwich NR4 7UY 
 

5. Musgrove Park Hospital Taunton TA1 5DA 

 

6. Derriford Hospital. Derriford Road, Crownhill, Plymouth, Devon, PL6 8DH. 

 
7. Southmead Hospital, Southmead Rd, Westbury-on-Trym, Bristol BS10 5NB 

 
8. St Barts – London 

 
9. West Suffolk Hospital, Hardwick Ln, Bury St  Edmunds IP33 2QZ  

 
10. Mount Vernon Hospital, Rickmansworth Road, Northwood, Middlesex, HA6 

2RN 
 

11. St Pauls Eye Hospital, Prescot St, Liverpool L7 8XP 
 

12. Cheltenham  General Hospital, Sandford Road, Cheltenham, Gloucestershire, 
GL53 
 

13. Nevill Hall Hospital. Brecon Road, Abergavenny. NP7 7EG. 
 

14. Royal Cornwall  Hospital (Treliske), Treliske, Truro, Cornwall TR1 3LQ 
 

15. Northern general Hospital, Herries Rd, Sheffield S5 7AU 
 

16. Russells Hall Hospital, Pensnett Rd, Dudley DY1 2HQ 

 

 



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/N 

Janet Sargent submission of 7 November 2017 

 

In December 2016 I was diagnosed with a rare form of cancer, a ciliary body 

melanoma. This news was given alongside a mention of the possibility of metastatic 

liver cancer.  

Diagnosis and treatment has been given at Gartnavel Hospital in Glasgow. So far, 

my follow up has been at Gartnavel Hospital.  

I do not wish for the further treatment of my eye or surveillance of my liver to be 

taken from this not only Regional but National centre for ocular melanoma.  

This cancer is one of the many killers that hands little information for patients.  

I feel the Scottish patients with this cancer have been dealt in a way that is not on 

par with the English patients.  

Not only do we not get biopsies carried out to further the prognosis of our cancer, we 

have to fight for our further screening to be held at the Regional centre that is 

allocated our care. 

With biopsies, we could be graded further to be aware of chromosomal abnormalities 

such as monosome 3. 

My understanding of metastatic liver cancer from ocular melanoma is limited. I have 

been told by my consultant that i am at high risk of this and there is nothing we can 

do if it is diagnosed and new guidelines suggest we be scanned every 6 months for 

signs of metastasis.  Through further reading and support from fellow cancer patients 

within Ocumel UK, I now know that the signs of liver metastasis appear differently on 

scans from other cancer metastasis. This should further our screening needs to be 

kept within this National Centre. With the small numbers of ocular melanoma 

patients in Scotland it is not to the patient or to the diagnosticians advantage for the 

screening to be held elsewhere such as a local hospital.  

Local hospitals do not have the specialist care we need. I feel this would never 

happen to a patient suffering from one of the major cancer groups.  

Through Ocumel UK, I have been in contact with other similar patients like me. Most 

of their specialist centres offer MRI scanning with contrast as it shows the 

metastases at a smaller stage that cannot be seen under ultrasound. 

The combination of having a specialist centre that offers the planned care of 

diagnosis, treatment, further scanning from the start would be beneficial to all ocular 

melanoma sufferers and assist to eliminate some of the anxiety of our care. 

The anxiety of lifelong scans does take its toll but I would be less anxious trusting 

that it is a specialist doing the job that knows what they are looking for. This would 

enable the chance of resection before it’s too late. 

As I said, I am new to this with only being diagnosed in December last year. I want 

this opportunity to carry on being a mum, a wife, a sister, continue with my career as 



a registered nurse and have a fulfilling life. This new strategy of farming the ocular 

melanoma patients out to their local hospital is endangering our lives and the time 

we have with our families. The specialist centres are our lifeline, please do not 

remove this hope for us and our loved ones. 

 

 

 



PE1629/O 

Ralph McMurray submission of 7 November 2017 

With reference to the above Petition submitted on behalf of patients suffering from 
Ocular Melanoma in Scotland or under the jurisdiction of NHS Scotland, on the issue 
of MRI against Ultrasound scans for patients suffering from Ocular Melanoma. 
 
Firstly I have Ocular Melanoma and had an enucleation of my right eye in February 
2016 at Moorfields/St. Barts Hospital London, from that you can deduce I am under 
NHS England. 
 
NHS Scotland is part of the NHS per se albeit it has its own directorate but it is still a 
public funded organisation and therefore has a responsibility to all its patients to 
provide best care possible. 
 
In respect of Ocular Melanoma patients, NICE guidelines are quite clear and specific 
about surveillance of patients who are diagnosed with OM, this includes being seen 
by Oncologists and a team with a specialist knowledge of the disease at nominated 
centres in the United Kingdom, one being Gartnavel. 
 
Part of the guidelines also refers to scans, although there is some debate which 
should be used amongst the Professionals, NICE refer to MRI with a contrast on the 
liver at 6 monthly intervals lifelong. This is as I understand it the disease is extremely 
capricious especially if Monosomy 3 has been identified through a biopsy and the 
imaging shows up small lesions whereas US can miss them. 
 
It is also imperative the Operator carrying out the scans understand the disease and 
what they are looking for, so early intervention can be commenced. For people like 
us who suffer from the diagnosis we are aware at this. At this moment in time there 
is no cure if it Metastases but trials and medications are available to prolong the 
inevitable (albeit for some at a cost to the patient personally). 
 
It is fundamentally wrong that patients in Scotland do not receive the same medical 
care, by that I mean Scans as those in England, Wales and Northern Ireland. 
This should be redressed and all patients diagnosed with OM are given the right to 
MRI scans at the designated specialist centre in accordance with the guidelines. 
 
Cost should not come into the equation the health of the patients should. 
 
I for one have undergone a great learning curve since being diagnosed with this rare 
but deadly condition and am concerned about the lack of knowledge by some 
medical authorities, practitioners about the condition and its prognosis. 
 
Ocular Melanoma is a rare condition, with no cure at this time because it is blood 
orientated it can stay dormant sometimes for years but will react when it feels it 
wants to and without the correct and full monitoring in place will grow extremely 
quickly with deadly results. 
 
Give Scottish patients the same rights as the rest of the UK. 



PE1629/P 

Aileen Paulin submission of 9 November 2017 

 

I was diagnosed with uveal melanoma in June 2017 and was referred to Gartnavel 

as a centre of specialist expertise in this particular cancer. I was assured that I would 

be closely monitored post treatment for the rest of my life and the most important 

aspect of this monitoring would be regular ultrasound scans by specialist 

experienced radiographers in Gartnavel with consultants reviewing the results. 

I am dismayed to learn that these scans are now to be administered in regional non 

specialist hospitals.  

As metastasis is likely to occur in over 50% of patients early diagnosis is crucial. The 

skill and experience of the radiographers and quick diagnosis could be compromised 

by the decision to remove this service from Gartnavel. Ultimately this could endanger 

lives including my own. I ask that this proposed change be reviewed urgently. This is 

not a well understood cancer with a poor survival rate. Please keep the care with the 

experts. 



PE1629/Q 

OcuMel UK submission of 22 November 2017 

 
We write with reference to the Scottish Government submission of 2 August 2017 and 

recent events affecting ocular melanoma patients in Scotland.   

Having surveyed our membership, the evidence suggests MRI scans are not offered in a 

“limited capacity” to patients in England, with over 55% of our members receiving them.  

From our member’s comments, we also know that some people were initially offered an 

ultrasound scan, but their request for an MRI scan was granted once they explained the 

good clinical reasons of their request.  

As mentioned in our previous correspondence, CT scans and PET scans have been proven 

to be less sensitive than an ultrasound scan. It is widely recognised by radiologists the 

world over, that an ultrasound is inferior to MRI for detecting metastatic disease.  A study1 

in France, showed MRI is more effective for detecting metastatic uveal melanoma.  As a 

result, MRI has been widely adopted for surveillance in France.   A further study2 confirmed 

MRI as the study of choice for evaluating liver metastases from ocular melanoma.  

Ultrasounds are operator dependant and so subtle abnormalities seen in early stage 

metastatic disease are likely to be over looked by a non-specialist sonographer.  It is 

sometimes possible to monitor other cancers for growth but as ocular melanoma is an 

aggressive cancer, disease needs to be identified at the earliest opportunity should the 

patient want every opportunity to receive treatment.   

We would like to know more about the Commissioning for Quality and Innovation (CQUIN) 

meeting, held on 12 May 2017.  In this meeting it is said that a UK wide group, including the 

Scottish Specialist Ophthalmic Oncology Service, would be formed to give guidance on 

surveillance.  This is work that has already been completed with the NICE approved uveal 

guidelines in 2013 produced by the Guideline Development Group (GDG) and so we are 

unsure what benefit it will bring, especially as the group needs to be formed and could 

considerably delay any advances in care for patients in Scotland.   

The Guideline Development Group consisted of consultants in ocular oncology from 

Liverpool, Sheffield and London; and consultants from medical oncology, hepatobiliary 

surgery, abdominal radiology and pathology from various hospitals seeing ocular melanoma 

patients throughout England.  OcuMel UK and patient representatives were also part of this 

group and understand the rationale behind the decisions made.  The group made evidence 

based recommendations and stated patients should receive surveillance scans by a non-

ionising modality, ultrasounds or MRIs.  It was recognised by the GDG that both types of 

scans had their benefits, but that MRIs were more sensitive.  

At that time, treatment options were more limited in number and were not seeing as much 

success as today’s trials are.  The term ‘non-ionising’ was used so that clinicians could use 

their judgement when ordering surveillance scans.  We know this by being part of the GDG 

                                                           

1 Piperno-Neumann S, Kapiteijn E, Larkin JM, et al. Landscape of genetic alterations in patients with metastatic 

uveal melanoma. J Clin Oncol. 2014;32(5 Suppl):9043. https://www.ncbi.nlm.nih.gov/pubmed/25978872 

2
 Balasubramanya R, Selvarajan SK, Cox M, Joshi G, Deshmukh S, Mitchell DG, et al. Imaging of ocular melanoma 

metastasis. Br J Radiol 2016; 89: 20160092. http://www.birpublications.org/doi/10.1259/bjr.20160092  

https://www.ncbi.nlm.nih.gov/pubmed/25978872
http://www.birpublications.org/doi/10.1259/bjr.20160092


and because the guidelines mention people with co-morbidities in relation to why it may not 

be right for these patients to receive MRIs.  A patient with other health issues or who has 

difficulty attending appointments etc. may not be fit for further interventions or want an MRI 

scan and this is absolutely right.  We are not demanding everyone should have an MRI.  

However, where a patient would want every opportunity to receive treatment, they must not 

be denied what would be a routine scan in many other cancers.    

The guidelines also state “34. All patients, irrespective of risk, should have a holistic 

assessment to discuss the risk, benefits and consequences of entry into a surveillance 

programme. The discussion should consider risk of false positives, the emotional impact of 

screening as well as the frequency and duration of screening. An individual plan should be 

developed.   Jenni’s experience has shown us this is not happening in Scotland.  She and 

other patients have expressed their concern over ultrasound scans and have not been 

listened to.  Jenni does not have other health conditions and attending appointments is not 

an issue for her.  Should the worst happen, she has said she would need every opportunity 

to treat this disease as early as possible to keep her healthy.  The anxiety this situation is 

causing her is life consuming.  It cannot be right that she and other patients are being 

denied these scans, especially as ocular melanoma is so aggressive.   

The guidelines I have spoken of are due to be reviewed in early 2018.  We expect guidance 

regarding surveillance to be tightened and treatments for this condition to be recognised, as 

various immunotherapies and other targeted treatments are receiving significant results.  

The latest international peer reviewed guidelines, published in the Netherlands in 

September 2017, show chemosaturation as a recognised treatment for ocular melanoma 

metastases.  This is a welcome step forward.   

Cost hasn’t been given as a reason to deny these scans and so for a small ocular 

melanoma population in Scotland, we are saddened to learn a lack of evidence in a rare 

cancer is the reason behind this situation. The costs involved to fund such research, would 

far outweigh the costs to provide the MRI scans.  

We are more recently concerned to learn patients are receiving their ultrasound scans at 

their local hospital rather than at Gartnavel.  A sonographer can only comment on what they 

can see and it is widely recognised that the effectiveness of ultrasound scan is hugely 

dependant on the operator’s experience.  We know Jenni has expressed her concerns and 

has now received an appointment for this to be carried out in Gartnavel Hospital.  Gartnavel 

have stated that patients who want to be seen by them can contact them for their 

appointment to be changed.  This is a rare cancer with many patients totally unaware of the 

consequence that will happen with a delay in identifying liver metastases.  The majority will 

be led by their healthcare system and so the onus should not be placed on the patient to 

understand the full ramifications of their appointment.   The National Services Division, has 

been offered as the reason behind this change and we know Jenni has written to you with 

further information on this particular situation.  Having looked into the National Services 

Division, we cannot see how this situation fits in with any of their aims.  We would ask for 

your support to include this new development in recommendations going forward.   

As we mentioned previously, rare cancer patients have many extra hurdles to overcome.  

The larger support charities have little experience in how this condition behaves and 

psychological help is sparse throughout the UK.  We are often told that when our members 



have sought help, by the time they educate the professional about the condition and why 

they have the anxiety they have, they no longer feel like the patient and so any help offered 

feels diluted.  We have a duty of care to help these patients and need to put the value of 

their life on an equal footing as someone with breast, lung or bowel cancer.  Cancer 

initiatives worldwide focus on early detection and in the recent ISPOR meeting in Glasgow, 

Dr Ryll spoke about the value of keeping a person healthy is not just something important to 

that person, but a benefit to society and not simply the absence of disease.   

We would like to thank the committee for your assistance and would be keen to share 

further information, so a resolution can be found.  

 

 
 



PE1629/R 
NICE submission of 31 July 2017 

 
Thank you for your correspondence of 4 July 2017, in which you ask for the views of 
the National Institute for Health and Care Excellence (NICE) regarding petition 
PE1629 (MRI scans for Ocular Melanoma sufferers in Scotland).  
 
Sir Andrew Dillon, Chief Executive of NICE, has seen your correspondence and has 
asked me to respond to you directly.  
 
Since NICE has not produced guidelines on the use of MRI scans for ocular 
melanoma, it would not be appropriate for us to comment on this petition. 

 

 

 

 

 

 

 

  



PE1629/S 

Carol Jones submission of 23 November 2017 

 

As this petition was first lodged in December 2016, my husband had literally just 

been diagnosed with Ocular Melanoma. The day that the committee first took 

evidence from Jennifer Lewis and Iain Galloway, Ocumel UK in February this year, I 

sat at Gartnavel Hospital terrified as my, 31-year-old, husband began his plaque 

radiotherapy treatment.  

 

Since then, we have tried to learn as much as possible about this rare cancer that 

will shadow us for the rest of our lives, and I have been shocked and saddened to 

see that 2 of the largest cancer charities in the UK, MacMillan Cancer Support 

Scotland and Cancer Research UK did not have a view on this issue to submit to the 

committee. Where is our support?! 

 

I am so disappointed that patients in Scotland to do not access to the same level of 

surveillance when it comes to checking for liver metastasis as patients in England 

do, and that Scottish patients only have an abdominal ultrasound as opposed to an 

enhanced MRI with contrast that is available at other centres throughout England. As 

you have already been told, 50% of Ocular Melanoma cases will spread with, 90% of 

those spreading, resulting in liver mets. While our numbers in Scotland suffering 

from this rare cancer may be small, this is such a high proportion of patients who will 

ultimately die from this disease, and their life expectancy and time left with family, 

will depend on how early their metastasis was detected. 

 

Furthermore, to add further insult, my husband received a letter from Gartnavel 

hospital detailing that his liver ultrasound had now been requested locally within NHS 

Lanarkshire, rather than at the nationally designated centre in Scotland. I would like 

to know why, my husband and other sufferers of Ocular Melanoma, are being left to 

the care of an US operator who is highly unlikely to have come across liver 

metastasis developed from Ocular Melanoma in their career? 

 

Apart from support and research from Ocumel UK charity, who are themselves a tiny 

organisation doing as much as they can, there is so little support and research for 

this rare cancer, as well as the lack of support to patients and their families in 

Scotland who have to fight themselves for equal treatment……and these are only 

the ones who know about this. Many will have no idea that this inequality even exists 

across the UK and that they are being unfairly disadvantaged. 

 

I urge the committee to consider our voice, the one of patients and their families, 

when making any decisions. Just because we are “rare”, does not make us any less 

important. Please help us have the same access to surveillance of liver metastasis 

as our friends in the rest of the UK. 
 



PPC/S5/17/24/4 

Public Petitions Committee 

24th Meeting, 2017 (Session 5)  

Thursday 21 December 2017 

PE1632: Concessionary transport for carers 

Note by the Clerk 

Petitioner Amanda Macdonald 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
allow free concessionary transport for carers. 

Webpage parliament.scot/GettingInvolved/Petitions/PE01632  

 

Introduction 

1. This is a continued petition that the Committee last considered at its meeting on 
29 June 2017. At that meeting, the Committee agreed to write to the Scottish 
Government and COSLA. Responses have now been received and the 
Committee is invited to consider what action it wishes to take. 

Committee Consideration  

Estimated cost of free concessionary transport for carers 

2. The Committee asked the Scottish Government what the estimated cost of 
introducing concessionary public transport for carers would be.  
 

3. The Scottish Government’s response stated that the cap on the cost of the 
National Concessionary Free Bus Travel Scheme in 2017-18 is set at £196.16 
million. The Government highlighted that the number of current cardholders 
benefiting from the scheme is around 1.3 million and estimated that if usage of 
the bus pass is at the same level for carers as for other cardholders, the cost of 
providing over 600,000 carers in Scotland with free bus travel would be 
approximately £100 million. 

 

4. COSLA’s written submission stated that is not aware of any plans to introduce a 
universal concessionary travel scheme for carers at either the national or local 
level. COSLA has not had any discussions with Scottish Government regarding 
additional resources within this context and highlighted that any decision to 
introduce a local scheme would be a matter for individual councils.  

5. COSLA also highlighted that councils are faced with increasing demands due to 
demographic changes coupled with decreasing public funds. Given the fiscal 
environment that Scotland’s public services are operating within, COSLA 
questioned whether “a universal concessionary travel entitlement would deliver 
better value in terms of improved outcomes for carers than investment of a 

http://www.parliament.scot/GettingInvolved/Petitions/PE01632
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similar level of resource targeted towards those experiencing the greatest 
caring burden”.  

Carers (Scotland) Act 2016 

6. The Committee asked COSLA what consideration local authorities had given to 

the forthcoming duty under the Carers (Scotland) Act 2016 to provide support 

to carers who meet locally agreed eligibility criteria and whether this includes 

any plans to introduce concessionary transport for carers. 

 

7. COSLA’s written submission highlighted that from April 2018, councils will have 

a duty to assess carer’s needs and provide support, according to local eligibility 

criteria, to enable carers to continue in their caring role. COSLA explained that 

this may include support with travel which could take many different forms, 

such as community transport in areas where public transport is poor and 

concessionary travel may be of limited use.  

 

8. COSLA’s written submission also identified that— 

“Councils will also be under a duty to offer eligible carers the four self-directed 
support options and so some carers may wish to take a direct payment in lieu 
of services and use that to help meet travel costs associated with their caring 
role. This individualised approach enables the identification and prioritisation 
of travel associated with the caring role, allowing for more sensitive targeting 
of limited resources than can be achieved by blanket concessionary 
schemes”. 

9. As such, COSLA is of the view that the proposed concessionary travel scheme 

would not be affordable or represent the most effective way to invest public 

service resources. 

 

10. The petitioner’s written submission highlighted that transport plays a vital role in 

a carer’s life and as costs rise for transport companies, so do the transport 

costs for passengers. The petitioner suggested that if concessionary transport 

was considered too expensive to be rolled out through the National 

Concessionary Transport Scheme, then a national flat rate for carers on public 

transport could be considered instead.   

Conclusion 

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

 To ask the Scottish Government for its views on the introduction of a national 
flat rate for carers on public transport; 
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 To close the petition under Standing Orders Rule 15.7 on the basis that the 
cost of rolling out free concessionary transport to carers is not considered to 
be affordable; 

 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— 

 PE1632/G: Scottish Government submission of 03 August 2017 (62KB pdf)  
 PE1632/H: COSLA submission of 4 August (68KB pdf)   
 PE1632/I: Petitioner submission of 5 September 2017 (5KB)  

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

http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1632G_Scottish_Government.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1632HCOSLA.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1632I_Petitioner.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1632I_Petitioner.pdf
http://www.parliament.scot/GettingInvolved/Petitions/PE01632


PE01632: Concessionary transport for carers 

Petitioner Amanda Macdonald 

Date 
Lodged 

06 December 2016 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
allow free concessionary transport for carers. 

Previous 
action 

I have set up a petition on change.org, which currently has 989 
signatures. I am also part of national campaign through fixers UK on 
this issue called "fares fair". I have also raised the issue with local 
MSP George Adam and others that are involved in the Renfrewshire 
constituency. This has had no success. 

 

Background 
information 

I am looking for your support on a massive issue that affects so many 
carers of all ages, from as young as they can walk and talk till older 
adulthood. Many carers face huge financial difficulty and are unable 
to have much of a social life of their own, as they can not afford to get 
around by public transport. It could be the simple task of getting to 
shops, collecting medication from the chemist, socialising with friends 
or doing many other caring duties that carers face on a daily basis. 

The cost of travel may not seem alot of money to many but £4.00 per 
adult a day adds up to £28.00 a week and most carers just do not 
have this sort of money and of course weekly or even monthly tickets 
just simply aren't an option. Having concessionary travel, or even a 
discount on travel, would be such a huge help to carers across the 
country who already do so much for others. The discount could be 
something as simple as reducing the rate for carers to be the same 
amount students pay. This in turn would go a huge way to helping 
carers have better lives. 

45% of young adult carers (18-25) have reported that they have 
mental health problems due to their caring role and the struggles they 
face because of it. 68.8% of older carers say that being a carer has 
an adverse affect on their mental health. This could be lessened by 
such a small change like concessionary or discounted travel. Being a 
carer is not all bad - I have never regretted caring for my mum, 
despite the hardships and barriers that I faced because of it, simply 
because she is my mum and I love her. Carers do this on a daily 
basis because they care...This is why I feel so strongly about 
breaking down these barriers to caring, such as transport. 

 

 

 



 

   
 

 

 
PE1632/G 

Scottish Government submission of 03 August 2017  
 

The Committee has asked for further clarification of the Scottish Government’s 
estimate of the cost of introducing concessionary public transport for carers through the 
National Concessionary Free Bus Travel Scheme (NCTS). 
 

The NCTS is funded by the Scottish Government. The cap on the cost of the scheme is 
set out in secondary legislation, following discussions with the bus industry. The 
statutory cap for the NCTS in 2017-18 is set at £196.16 million. The number of current 
cardholders benefiting from NCTS is around 1.3 million.  Therefore, if usage of the bus 

pass is at the same level for carers as for other cardholders, we estimate the cost of 
providing over 600,000 carers in Scotland with free bus travel to be a little under £100 
million. 



PE1632/H 
COSLA submission of 4 August 2017 
 
Thank you for your letter of 4 July seeking COSLA’s view on what consideration local 
authorities have given to the forthcoming duty under the Carers (Scotland) Act 2016 
to provide support to carers who meet locally agreed eligibility criteria and whether 
this includes any plans to introduce concessionary transport for carers.  
 
In our response to the Committee in April we noted that the cost of extending the 
current national entitlement card to all carers is estimated to be in excess of £92 
million1. At present, COSLA is not aware of any plans to introduce a universal 
concessionary travel scheme for carers at either the national or local level.  COSLA 
has not had any discussions with Scottish Government regarding additional 
resources within this context and any decision to introduce a local scheme would be 
a matter for individual councils. That said, it is important to highlight that there are a 
number of challenges which arise when considering universal concessionary travel 
schemes as a means to support carers.  
 
In common with many other public bodies, councils are required to apportion finite 
resources in a fair and transparent manner.  This is often done in a way which is 
targeted towards those in the greatest need as a means to tackle inequalities. As we 
face increasing demand due to demographic changes, coupled with decreasing 
public funds, the need to apportion resources in this way becomes ever more acute.  
Failure to do so inevitably dilutes finite resources across a wider group, which can 
actually result in increased inequality as resource is diverted away from those in 
greatest need. Given the fiscal environment Scotland’s public services are operating 
within, it is important to ask whether a universal concessionary travel entitlement 
would deliver better value in terms of improved outcomes for carers than investment 
of a similar level of resource targeted towards those experiencing the greatest caring 
burden.   
 
Within this context, it is also important to ensure that support is as tailored to 
individual need as possible. Councils are committed to supporting carers flexibly, so 
that they can continue their caring role and have a life alongside caring. From April 
2018 councils will have a duty to assess carers needs and provide support, 
according to local eligibility criteria, to enable carers to continue in their caring role.  
In many cases this may include support with travel and this could take many different 
forms – for example, access to community transport in areas where public transport 
is poor or non-existent and a traditional concessionary travel scheme would be of 
limited use. Councils will also be under a duty to offer eligible carers the four self-
directed support options and so some carers may wish to take a direct payment in 
lieu of services and use that to help meet travel costs associated with their caring 
role.  This individualised approach enables the identification and prioritisation of 
travel associated with the caring role, allowing for more sensitive targeting of limited 
resources than can be achieved by blanket concessionary schemes.  
 
Given the issues outlined above, COSLA is not yet convinced that the proposed 
concessionary travel scheme would be either affordable, or represent the most 
effective way to invest resources to improve outcomes for carers in the greatest 
need.  

                                            
1
 Described as an increase of upwards of 50% of the existing £192m cost of the scheme. 



PE1632/I 

Petitioner submission of 5 September 2017 

Transport plays a vital role in a carers life and as costs rise for transport companies 

so do transport costs for passengers. As the Carers Scotland Act comes into play 

this means greater responsibilities put onto councils such as in the case of The 

Young Carers Statement however this is only for Young Carers as in the name and 

will not benefit over 16's who pay higher costs on transport.  

 

I have had meetings with my local council in Renfrewshire who say the responsibility 

lies with the Scottish Government however recognise the need for transport costs to 

lower significantly for carers who rely on public transport. One point raised was if 

Transport costs were at a reduced rate for Carers the need for short break funding 

would go down as it would be more accesible for carers to go day trips with or 

without the cared for. This would also reduce stress on a carer which in turn save 

NHS money on GP visits. 

 

If concessionary transport would cost too much to be rolled out through the National 

Concessionary Transport Scheme for carers then perhaps a national flat rate for 

carers on public transport could be achieved in the same way a student pays less 

than the full adult fare. 
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Public Petitions Committee 

24th Meeting, 2017 (Session 5) 

Thursday 21 December 2017 

PE1638: Local Housing Allowance (Bedroom Tax 2) 

Note by the Clerk 

Petitioners Sean Clerkin 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
bring forward a debate on the issue of the bedroom tax, in particular 
the planned Local Housing Allowance cap ("bedroom tax 2"). 
 

Webpage parliament.scot/GettingInvolved/Petitions/PE01638  

Purpose 

1. This is a continued petition, last considered by the Committee on 29 June. At 
that meeting the Committee agreed to write to the Scottish Government, and 
the Department for Work and Pensions.  

2. Subsequent to the meeting the UK Government dropped its plans to introduce 
local housing allowance rates to the social rented sector. In light of this, the 
petitioner has confirmed to the clerks that he is content to withdraw his petition 
on the basis that “the Scottish tenants organisation, park house community 
council, action for Scotland, the Scottish resistance and the north west 
community alliance and others all banded together under the bin the bedroom 
tax 2 campaign to successfully defeat this despicable Tory measure which 
would have driven thousands of people onto the streets as homeless”. 

  

Conclusion 

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

 To close the petition under Standing Orders Rule 15.7, on the basis that the 
petitioner has confirmed that he is content to withdraw the petition given that 
the UK Government has dropped its plans to introduce local housing 
allowance rates to the social rented sector. 

 To take any other action the Committee considers appropriate. 

Clerk to the Committee 

 

 

 

http://www.parliament.scot/GettingInvolved/Petitions/PE01638


PE01638: Local Housing Allowance (Bedroom tax 2) 

Petitioner Sean Clerkin  

Date 
Lodged 

14 March 2017 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
bring forward a debate on the issue of the bedroom tax, in particular 
the planned Local Housing Allowance cap ("bedroom tax 2"). 

Previous 
action 

We have formed the Bin the Bedroom Tax 2 Campaign raising the 
issue in the media over recent months but many people including 
media and politicians do not understand the issue properly, 
mistakenly believing that we are referring to the old bedroom tax. We 
have had meetings with various councillors including Councillor 
George Black and Councillor Jim Bollam from West Dunbartonshire 
Council and Councillor Billy McAllister from Glasgow City Council and 
we have met with MSPs including Bob Doris and John Mason on this 
issue. 

Background 
information 

UK Ministers plan to implement the local housing allowance cap in 
April 2018. Housing benefit would be capped at the local housing 
allowance rate for one bedroom.  

The Scottish Federation of Housing Associations have stated that, as 
a result of this bedroom tax 2, up to 240,000 tenants in Scotland 
would suffer serious housing benefit cuts especially to our young 
people, our elderly and disabled citizens with a serious risk of many of 
these people being made homeless. Make no mistake this vindictive 
measure is designed to destroy public sector and socially rented 
housing in Scotland driving working class people in communities 
throughout the land into dire poverty so that the rich and powerful pay 
little or no tax. The United Kingdom is one of the most unequal 
countries in the world and bedroom tax 2 would further accentuate 
this massive inequality. We believe that in taking this issue to our 
Parliament there will be an increased understanding of the potential 
disaster ahead and we believe that progressive Parliamentarians can 
come together to give a considered opinion on this measure which 
could have a detrimental effect on the lives of our most vulnerable 
citizens in terms of making many of them homeless. 
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Public Petitions Committee 

24th Meeting, 2017 (Session 5)  

Thursday 21 December 2017 

PE1653: Active travel infrastructure 

Note by the Clerk 

Petitioner Michaela Jackson on behalf of Gorebridge Community Trust 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
develop an active travel infrastructure strategy that will require active 
travel provision to be incorporated into all new major infrastructure 
projects for Scottish cities, particularly those projects designed to 
improve commuter routes from regional centres into city centres. 

Webpage parliament.scot/GettingInvolved/Petitions/activetravelinfrastructure  

 

Introduction 

1. This is a continued petition that was last considered on 29 June 2017. At that 
meeting, the Committee agreed to write to the Scottish Government, Sustrans, 
Scottish Environment LINK and WWF Scotland. Responses have now been 
received and the Committee is invited to consider what action it wishes to take. 

Committee consideration 

2. The Scottish Government’s written submission outlined a wide range of 
documents and plans in place to support active travel and cycling, a summary 
of which is as follows— 

 Long-Term Vision for Active Travel 2030, published in 2014, which 
includes infrastructure, urban centres, integration and planning. 
 

 National Walking Strategy, published in 2014, which identifies in its 
actions, environmental and infrastructure improvements. 

 

 Cycling Action Plan (CAP) for Scotland (2017- 2020) which has actions 
for Government, Local Authorities and Partners to ensure active travel 
infrastructure is integral to all new transport infrastructure including 
improvements to commuter routes.  

 

 Trunk Road Cycling Initiative, which aims to ensure that major roads 
projects give careful consideration to suitable provision for all road users. 
 

 Trunk Road Walking and Cycling Strategy, which was due to be 
published in September, will replace the Trunk Road Cycling Initiative and 

http://www.parliament.scot/GettingInvolved/Petitions/activetravelinfrastructure
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will focus on engaging with key stakeholders through the delivery of our 
active travel commitments on the trunk road network. 
 

 The Good Practice Guide for Roads, published in December 2006 and 
updated in 2013, which sets out Transport Scotland’s requirements for 
inclusive design in the construction, operation and maintenance of road 
infrastructure. 
 

 Cycling by Design, published by Transport Scotland in June 2010 and 
currently in the process of being updated, is a comprehensive guide of 
contemporary examples of best practice in cycling design. 

 
3. While the petitioner commended the Scottish Government’s documents and 

plans currently in place to support active travel and cycling, she also raised 
concerns that there is currently no legal requirement to include active travel in 
any new major infrastructure projects in Scotland or to provide funding for 
cycling infrastructure.  

4. This point was also made by Sustrans who highlighted that while there is an 
Infrastructure Act 2015, which established a law requiring a strategy for cycling 
and walking infrastructure and necessary funding for implementation, it does 
not apply in Scotland. 

5. Sustrans written submission goes on to state that— 
 

“…whilst there is funding available, the spending and prioritisation of cycling 
provision is not governed by law and open to varying standards of 
implementation. The result of this is that the standard of both walking and 
cycling infrastructure varies significantly in different areas”.  

6. Sustrans written submission also highlighted that while Scotland has “strong 
active travel policies” in place, the lack of a legal mandate for active travel has 
resulted in the sub-standard provision for cycling such as the Sheriffhall 
roundabout in Edinburgh and the Pollok roundabout in Glasgow. In the case of 
the Sheriffhall roundabout, Sustrans highlighted that— 
 

 “Failure to give due attention to active travel now is likely to lead to disruptive 
and expensive retrofitting being required at a later date”. 

National Transport Strategy 
 
7. The Scottish Government is currently reviewing its National Transport Strategy 

which will outline a vision for Scotland’s transport system over the next 20 
years. The review is being progressed through working groups and the Greener 
and Healthier Review Working Group is responsible for setting out “policy 
proposals on how transport will address more acute climate change and health 
(active travel, air quality) issues through reducing overall transport emissions 
and developing sustainable transport and active travel”. 
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8. The petitioner’s written submission highlighted that Scottish transport is at a 
‘key juncture’ with regard to the review of the National Transport Strategy and is 
of the view that it provides an “excellent opportunity to assess policy, along with 
implementation and look for success, failures and evidence and if evidence 
supports policy, how to implement this policy”. 

 
9. In its written submission, Sutrans suggested that the review should include 

active travel as a theme which would “boost the National Walking and Cycling 
Network…and incorporate the Scottish Government’s strategic objectives of a 
Wealthier and Fairer, Healthier, Safer and Stronger, Smarter and Greener 
Scotland”. 

 
Transport appraisal 

 
10. Concerns have been raised about the current transport appraisal methodology. 

For example, Sustrans written submission highlighted that— 
 

“Transport appraisal is vital in helping to inform decisions on infrastructure 
project delivery. However, we contend that it should not be the only 
determining factor and that the current methodology has deficiencies that bias 
decision-making against walking, cycling and local impacts (for communities, 
economies and air quality).” 

11. The petitioner’s written submission also raised concerns about the current 
appraisal methods, highlighting that the Scottish Transport Appraisal Guidance 
(STAG) uses the journey saving time of vehicles as the key measure of 
economic success of a project without taking a more comprehensive societal 
welfare perspective. This is a view shared by Sustrans who stated that 
appraisals do not adequately capture leisure, health, retail, job creation and 
increased productivity benefits associated with active travel.  

 
12. It is also Sustrans view that the transport appraisal process should be more 

transparent and allow for full engagement with stakeholders and communities 
from the outset. At present, it is Sustrans view that consultation does not permit 
a desirable level of engagement with communities.   

 
13. In relation to stakeholder engagement, the petitioner highlighted the positive 

outcomes that had resulted from the use of Non-Motorised User forums to 
engage with stakeholders throughout the entire planning and development of 
infrastructure projects. 

 
Scottish Government’s vision 
 
14. The Scottish Government’s vision, as set out in the Cycling Action Plan for 

Scotland, is that “By 2020, 10% of all journeys taken in Scotland will be by 
bike”.  
 

15. The petitioner identified that at present, Edinburgh is the only city with a 
prospect of reaching this target and that currently only 2-3% of journeys are 
undertaken by bike. As such, both Sustrans and the petitioner identified that for 
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the Scottish Government’s vision to be achieved, a fundamental change is 
required.  

 
16. While the petitioner recognised in their submission the recent doubling of the 

active travel budget, she identified that that this is still not enough. Indeed, it is 
the petitioner’s view that there is a significant disparity between the Scottish 
Government’s aims and the resulting outcomes due to a lack of finance, 
coupled with the current approach to the appraisal of transport projects.  

 
 Infrastructure strategy for active travel 
 
17. WWF’s written submission supports the petitioner’s call to urge the Scottish 

Government to develop an active travel infrastructure strategy that will require 
active travel provision to be incorporated into all new major infrastructure 
projects for Scottish cities. Sustrans is of the view that an infrastructure strategy 
should reflect current policy such as the promotion of walking and cycling 
featured in the National Transport Strategy (2016).  

18. The Minister for Transport and the Islands has established an Active Travel 
Task Force to identify and overcome the barriers to active travel in Scotland. 
Sustrans are a participant in the Task Force and state in their submission that it 
anticipates that the outputs will make a limited contribution to the goals of the 
petition.   

Local authority responsibility  

19. The Scottish Government’s written submission highlighted that local authorities 
have a role in improving commuter routes— 

“Scotland’s 7 Regional Transport Partnerships (RTPs) are required, by the 
Transport (Scotland) Act 2005, to have a regional transport strategy for their 
region. These strategies were developed on a number of guiding principles, 
based on the Scottish Government’s overall policy goals and to support the 
high level objectives of the National Transport Strategy. Providing for 
increased opportunities for walking and cycling is one of the aspirations for 
each RTP. It is the duty of constituent councils of RTPs and public bodies to 
take account of the NTS when performing its own functions as they are 
affected by transport.” 

20. The Scottish Government also highlighted that the Cycling Action plan has an 
action to— 

“Provide continued support to each local authority and Regional Transport 
Partnerships to develop/update their active travel plans/strategies which sets 
out priorities for delivering new and improved infrastructure in their areas.” 

Conclusion 

21. The Committee is invited to consider what action it wishes to take. Options 
include — 
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 To ask the Scottish Government for its views on establishing a legal 
framework for active travel in infrastructure projects; 

 To close the petition under Standing Orders Rule 15.7 on the basis that 
there are sufficient plans in place to address active travel in Scotland. 

 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— 

 PE1653/A: WWF Scotland submission of 2 August 2017 (5KB pdf)  

 PE1653/B: Scottish Government submission of 3 August 2017 (143KB pdf)  

 PE1653/C: Sustrans Scotland submission of 14 August 2017 (185KB pdf)  

 PE1653/D: Scottish Environment LINK submission of 24 August 2017 (7KB 
pdf)  

 PE1653/E: Petitioner submission of 17 October 2017 (106KB pdf)  

http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1653AWWF.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1653BScotGov.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1653Csustranscotland.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1653D_Scottish_Environment_LINK.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1653D_Scottish_Environment_LINK.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1653_Petitioner_submission.pdf


PE01653: Active travel infrastructure 

Petitioner Michaela Jackson on behalf of Gorebridge Community Trust 

Date 
Lodged 

19 May 2017 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
develop an active travel infrastructure strategy that will require active 
travel provision to be incorporated into all new major infrastructure 
projects for Scottish cities, particularly those projects designed to 
improve commuter routes from regional centres into city centres. 

Previous 
action 

Unfortunately, I was too late to respond to the public consultation on 
the Sheriffhall roundabout, as until fairly recently I was unaware of 
plans to build a new roundabout. I have, however, contacted Christine 
Grahame MSP (my local MSP) and the project administrator for major 
transport infrastructure projects at Transport Scotland. Unfortunately, 
I have not had a reply from Transport Scotland. 

I will be involved in the Pedal on Parliament demonstration on 22 April 
2017. The aim is to demonstrate to Parliament that people want 
transport infrastructure to change - above all cycling needs to be 
integrated into all new infrastructure projects. 

 

Background 
information 

At the moment Gorebridge Community Trust is working within the 
community to encourage active travel. However, in order to 
encourage more people to commute by bike two to three times a 
week, we need cyclists to feel safe on the road. As an experienced 
cyclist, I was petrified when I had to use the Sherifhall roundabout on 
my bicycle – other cyclists refer to it as 'The Blender' and largely try 
and avoid it. 

So, we have been working within communities in Midlothian to 
encourage cycling but there is only so much we can do without 
infrastructure for cyclists. Creating safe access across the Sheriffhall 
for cyclists would help us support more people to commute to 
Edinburgh or the Sheriffhall Park and Ride by bicycle. 

An active travel bridge would be an iconic symbol of the Scottish 
Government's desire to support cycling and sustainable transport. 
With thousands of new houses being built in Midlothian the new 
roundabout will only temporarily relieve congestion unless people are 
supported and encouraged to use public transport and to cycle. At the 
moment it is only the brave and experienced cyclists who attempt to 
navigate the Sheriffhall roundabout. By creating a safe, separate 
cycleway, more people will be encouraged to commute from 
Midlothian into Edinburgh by bicycle, which will not only relieve 
congestion but also have innumerable health and environmental 
benefits. 

It has been proven in cities such as Amsterdam, Copenhagen and 
more recently New York, that providing separate cycling infrastructure 
increases the number of cyclists, decreases congestion and 



increases safety. Not only this, but there are numerous academic 
articles, which make a clear economic case for the investment in 
high-quality cycling infrastructure. Yi et. al. (2000) state that 'The 
provision of high-quality cycling infrastructure can promote cycling 
uptake and deliver economic returns well in excess of investment and 
ongoing maintenance.' Our built environment influences our 
behaviour, if the Scottish government is serious about sustainable 
transport and their highly ambitious goal of reducing climate 
emissions by 66% within 15 years, cycling needs to be central to all 
new transport developments. 

Scotland has helped transform the UK's energy mix with investment in 
wind turbines and the Scottish government has shown it is serious 
about emissions reduction by committing to cut greenhouse gasses 
by 66% within 15 years. We need to focus on reducing emissions 
from transport next, not just by encouraging electric vehicles but by 
supporting people to become less dependent on cars. 

In cities, such as Edinburgh and Glasgow, where services are 
centralised, there are numerous public transport options and access 
to car clubs, cars can be seen as a luxury and not a necessity. In 
satellite areas, such as Midlothian, this is not the case – cars are a 
necessity. In fact, I only learnt to drive after moving from Edinburgh to 
Newtongrange. With thousands of new houses being built in 
Midlothian, there will be thousands more cars. A key area to focus on 
reducing car journeys is the commute into Edinburgh. During rush 
hour a bicycle really is the fastest mode of transport into the city and 
home again. 

What stops people from using their bicycles? ‘The main barrier to 
cycling in this country (UK) is the perception that our roads are too 
dangerous and uncomfortable, largely due to high volumes and high 
speeds of motor traffic’ (Thornton et. al., 2011). Whilst my colleagues 
and I are working with communities to overcome this ‘subjective 
safety’ worry, there are very real dangers to cyclists at poorly 
designed junctions and roundabouts. The Sheriffhall roundabout is 
definitely one that is not cyclist friendly. It would be wonderful to see 
an iconic cycling bridge, or at the very least a separate cycleway. This 
would give commuters a choice and would be a very clear statement 
from the Scottish government in support of cycling. 

I would happily write a literature review on the benefits of well-
designed and well maintained cycling infrastructure. As yet, I have 
come across no evidence to suggest that there are any deleterious 
effects, only positive impacts. This was clearly demonstrated in New 
York, as documented by Janette Sadik-Khan in, ‘Streetfight: 
Handbook for an Urban Revolution.’ She oversaw the remodelling of 
the streets around people, be that pedestrians, cyclists or those using 
public transport. Real choices were provided and people used their 
cars less. Significantly, as the number of cyclists more than doubled, 



the number of serious injuries fell. She described this transformation 
as a ‘Copernican revolution.’ I am asking the Scottish government to 
show its desire to be part of that revolution, please put people and the 
environment at the heart of new transport initiatives. Give us proper 
transport choices and future proof any new construction such as the 
Sheriffhall roundabout. 

 



PE1653/A 

WWF Scotland submission of 2 August 2017 

INTRODUCTION 

WWF is the world’s leading independent conservation organisation. We’re 
determined to ensure that people and nature can thrive together, for generations to 
come.  We’re acting now to make this happen. WWF Scotland welcomes the 
opportunity to provide evidence to the Scottish Parliament’s Petitions Committee in 
regard to Petition number PE1653 on active travel infrastructure.  
 
SUMMARY 

 We support the petitioners’ call to urge the Scottish Government to develop 
an active travel infrastructure strategy that will require active travel provision 
to be incorporated into all new major infrastructure projects for Scottish cities. 

 Transport is now the single biggest emitter of greenhouse gases (27% of all 
emissions), with almost no reduction since 1990. If Scotland is to meet its 
ambitious climate change targets, urgent action must be taken to reduce 
transport emissions. 

 With road traffic accounting for almost three quarters of transport emissions, 
and cars accounting for 77% of all road traffic, action should be focused on 
reducing private car use. This should be achieved through a range of 
measures including investment in active travel and public transport as well as 
greater support for uptake of electric vehicles. 

 As a key member of the Low Carbon Infrastructure Task Force, WWF 
Scotland advocated for investment in active travel infrastructure combined 
with other measures to promote non-motorised transport in Scotland’s cities. 

 Infrastructure that encourages people to walk or cycle rather than take the car 
is likely to reduce the rate of multiple health problems: obesity, chronic 
diseases caused by physical inactivity, and the effects of air pollution. It could 
also reduce casualties by improving road safety for pedestrians and cyclists.  
 

ACTIVE TRAVEL INFRASTRUCTURE IS POPULAR 

In 2015 the Low Carbon Infrastructure Task Force was established to examine ways 
in which infrastructure investment in Scotland could support the multiple aims of 
economic prosperity, environmental sustainability, behaviour change, wider co-
benefits such as improved health, and additionality. The Task Force membership 
ranged from NGOs such as WWF and Oxfam to legal firm Pincent Masons and from 
the Scottish Council for Development and Industry to the UK Green Investment 
Bank.  
 
The Low Carbon Infrastructure Task Force developed a long list of possible 
infrastructure projects and created an assessment tool to measure each project’s 
potential to help reach the multiple aims outlined above. The projects were then 
narrowed down to ten and members of the public were asked to vote for their 
favourite. 
 
Investment in active travel infrastructure was by far the most popular project with the 
public, gaining nearly 20% of all the votes. The project also scored very highly on 
every measure, including additionality, prosperity, co-benefits, environment and 



behaviours. The detailed case study can be found at 
www.scotlandswayahead.org.uki 
 
The goal of this project is to create more ‘liveable’ cities with lower dependence on 
private car ownership, reduced air pollution and increased safety for pedestrians and 
cyclists. This would be achieved through re-engineering areas of city centres to be 
predominantly car-free, with well-designed and connected infrastructure for 
pedestrians and cyclists to connect these areas to surrounding populations and a 
systems level approach to public transport. 
 
Measures could include; 

- Improved cycle infrastructure such as segregated cycle lanes and more bike 
parking spaces 

- Restrictions on motorised vehicles in cities through, for example, low 
emissions zones 

- Increasing the number of pedestrian walkways uninterrupted by road traffic 
- A systems approach to urban travel, integrating transport modes such as rail 

to bike 
 

Case study – Finnish cycling 
The city of Oulu is situated on the coast of northern Finland and is home to just 
under 200,000 people. Despite winter temperatures which can drop as low as -40ºC, 
over 12% of the population cycles in winter, rising to an average of 22% across the 
year. The rate of cycling in the city is significantly higher than in Scotland (where 
currently just 1.4% of journeys are made by bike) and 44 times greater than 
Aberdeen, a city of comparable size. 
 
The 613km long cycle network serves cyclists and pedestrians and connects homes 
with workplaces, schools, shopping and other destinations, often providing the 
quickest and most convenient way to travel short distances. The network is separate 
from the road network, well maintained throughout the seasons and includes 300 
safe places to cross roads 

 
KEY FIGURES 

 Transport is now the single biggest emitting sector of the Scottish 
economy, accounting for over 27% of all emissions. In addition, emissions 
from this sector have barely reduced since 1990. Indeed they increased by 
0.4% in 2015 due to an increase in road traffic.  

 Road transport accounts for 72% of transport emissions and cars 
account for 77% of all vehicles on Scotland’s roads.ii  

 Every year an estimated 2500 people in Scotland die early because of air 
pollution. There are 38 pollution zones in Scotland where air quality safety 
standards are regularly broken. 

 Increasing the number of people of who cycle in Scotland to match the 
levels seen in other European countries could save Scotland £1-4bn in 
health costs.iii  

 Scottish Government funding for active travel makes up just 2% of the overall 
transport budget. Increasing that proportion to 10% would significantly 
improve the chances of achieving a shift to active travel. 
 

http://www.scotlandswayahead.org.uk/


                                                        
i
 https://scotlands-way-
ahead.s3.amazonaws.com/sites/55816da1126f04bc01000002/assets/560e7e91126f0421160000f2/Reengine
eringCitiesToFavourNonMotorisedTransport.pdf  
ii
 Transport Scotland, Scottish Transport Statistics: https://www.transport.gov.scot/publication/scottish-

transport-statistics-no-35-2016-edition/SCT01171871341-08/#tb2  
iii

 http://transformscotland.org.uk/what-we-want/healthy-travel/  

https://scotlands-way-ahead.s3.amazonaws.com/sites/55816da1126f04bc01000002/assets/560e7e91126f0421160000f2/ReengineeringCitiesToFavourNonMotorisedTransport.pdf
https://scotlands-way-ahead.s3.amazonaws.com/sites/55816da1126f04bc01000002/assets/560e7e91126f0421160000f2/ReengineeringCitiesToFavourNonMotorisedTransport.pdf
https://scotlands-way-ahead.s3.amazonaws.com/sites/55816da1126f04bc01000002/assets/560e7e91126f0421160000f2/ReengineeringCitiesToFavourNonMotorisedTransport.pdf
https://www.transport.gov.scot/publication/scottish-transport-statistics-no-35-2016-edition/SCT01171871341-08/#tb2
https://www.transport.gov.scot/publication/scottish-transport-statistics-no-35-2016-edition/SCT01171871341-08/#tb2
http://transformscotland.org.uk/what-we-want/healthy-travel/


PE1653/B 

Scottish Government submission of 3 August 2017 

 

Thank you for your letter of 4 July 2017, on behalf of the Public Petitions Committee, 
seeking comments from the Scottish Government in response to petition PE1653. 
 
This petition calls on the Scottish Parliament to urge the Scottish Government to 
develop an active travel infrastructure strategy that will require active travel provision 
to be incorporated into all new major infrastructure projects for Scottish cities, 
particularly those projects designed to improve commuter routes from regional 
centres into city centres. 
 
The Scottish Government published a ‘Long-Term Vision for Active Travel 2030’ 
in 2014 which includes infrastructure, urban centres, integration and planning. The 
Scottish Government has a National Walking Strategy 2014 which identifies in its 
actions environmental and infrastructure improvements needed and a Cycling 
Action Plan for Scotland 2017- 2020 (CAPs) which has actions for Government, 
Local Authorities and Partners to ensure active travel infrastructure is integral to all 
new transport infrastructure including improvements to commuter routes. Progress 
on actions is monitored by the CAPs Delivery Forum. The Trunk Road Cycling 
Initiative, aims to ensure that our major roads projects give careful consideration to 
suitable provision for all road users, including non-motorised users, including cyclists 
and pedestrians. CAPs required a review of the Trunk Road Cycling Initiative with a 
commitment within that to improve cycling and walking infrastructure around Trunk 
roads when the opportunity presents. The Trunk Road Walking and Cycling 
Strategy due to be published in September will replace the Trunk Road Cycling 
Initiative and will focus on engaging with key stakeholders through the delivery of our 
active travel commitments on the trunk road network.   
 
CAPs include actions to “Continue to deliver and maintain high quality, local 
infrastructure to encourage people to choose active travel for short journeys. Focus 
will be given to improvements in urban areas where the highest level of cycling are 
likely to be achieved and strategic plans are in place to install and improve active 
travel infrastructure.”   
 
The Good Practice Guide for Roads (an objective of Transport Scotland’s Trunk 
Road Action Plan - Roads for All), was published in December 2006 and then 
updated in 2013 to take account of the requirements of the Equalities Act 2010. 
https://www.transport.gov.scot/media/30228/j256264.pdf 
The Guide sets out Transport Scotland’s requirements for inclusive design in the 
construction, operation and maintenance of road infrastructure. It is targeted at 
everyone who makes design and management decisions which affect the road 
network, including external consultants, contractors and Transport Scotland. In 
Scotland, non-motorised user audits have been required for cyclists (through Cycling 
by Design) and inclusive design (through the Good Practice Guide for Roads). 
Highways England has recently published a revised version of HD42/17 (now called 
Walking, Cycling and Horse-Riding Assessment and Review). This provides an 
assessment and review process for all non-motorised users including those with 
mobility impairments which should now be followed in Scotland where applicable.  
 

https://www.transport.gov.scot/media/30228/j256264.pdf


Cycling by Design, published by Transport Scotland in June 2010 and currently in 
the process of being updated, is a comprehensive guide of contemporary examples 
of best practice in cycling design. Its primary focus is the establishment of guidance 
for practitioners throughout Scotland to ensure consistent and appropriate design. 
Transport Scotland requires consultants and contractors working on trunk road 
projects to follow this guidance, with the guidance also commended to Local 
Authorities who are responsible for 94% of the roads network. 
 
As part of the process of updating Cycling by Design, the audit requirements will be 
replaced with a reference to the revised HD42/17. The Good Practice Guide for 
roads will also be amended to reflect the changes in requirements. 
 
As an example of active travel provision being incorporated in new infrastructure 
projects, this is an important part of both the A9 and the A96 Dualling programmes. 
The A96 Dualling Inverness to Nairn (including Nairn Bypass) alone includes 
proposals for nearly 30 km of off-carriageway shared-use facilities which will improve 
safety for Non-Motorised users as well as connecting local communities.  Non-
Motorised user Forums have been set up as part of stakeholders’ engagement and 
are used to provide updates on emerging proposals and also to seek vital feedback. 
Engagement will continue in parallel with the programmes’ development.  
 
Grade separation at Sheriffhall roundabout on the A720 Edinburgh City Bypass will 
improve access for pedestrians and cyclists as compared to the existing 
arrangement. By allowing Edinburgh City Bypass traffic to pass over it will 
significantly reduce congestion and improve accessibility for all modes of transport. 
Provision for non-motorised users at Sheriffhall, will be developed in further detail as 
the development and assessment of the preferred option, is made in consultation 
with local interest groups over the coming months. 
 
Some of the infrastructure to improve commuter routes is the responsibility of the 
Local Authorities. Scotland’s 7 Regional Transport Partnerships (RTPs) are 
required, by the Transport (Scotland) Act 2005, to have a regional transport strategy 
for their region.  These strategies were developed on a number of guiding principles, 
based on the Scottish Government’s overall policy goals and to support the high 
level objectives of the National Transport Strategy.  Providing for increased 
opportunities for walking and cycling is one of the aspirations for each RTP.  It is the 
duty of constituent councils of RTPs and public bodies to take account of the NTS 
when performing its own functions as they are affected by transport. The Cycling 
Action plan also has an action to:  ‘Provide continued support to each local authority 
and Regional Transport Partnerships to develop/update their active travel 
plans/strategies which sets out priorities for delivering new and improved 
infrastructure in their areas’.  
 
In addition Integrated Active travel is supported for public transport connections such 
as for bus stations, and rail with cycle storage, cycle hire and an annual Cycle 
Innovation plan by Franchise holder ScotRail. 
 
The National Transport Strategy review will produce a successor strategy; setting 
out a compelling vision for the kind of transport system we want for Scotland over the 
next 20 years. It is progressed through working groups. One of the aims of the 
Greener and Healthier Review Working Group is to set out policy proposals on how 



transport will address more acute climate change and health (active travel, air 
quality) issues through reducing overall transport emissions and developing 
sustainable transport and active travel. 
 

 



PE1653/C 
Sustrans Scotland submission of 14 August 2017 
 

Introduction 

Sustrans is the charity making it easier for people to walk and cycle. We connect 
people and places, create liveable neighbourhoods, transform the school run and 
deliver a happier, healthier commute. 

Sustrans Scotland are pleased to be given the opportunity to provide comment to the 
Public Petitions Committee. Our response refers directly to the title of the petition, 
and also attempts to contribute to the discussion and answer questions arising from 
the meeting of 29 June 2017 at which the petition was originally considered. 

 

1. Cycling infrastructure and Scottish law 

1.1 In 2015, the Westminster Government enacted the Infrastructure Act. This 
established a law requiring a strategy for cycling and walking infrastructure and 
necessary funding for implementation1. 

1.2 However, the Act does not apply in Scotland2 (beyond powers associated with 
community energy). Whilst funding for walking and cycling in Scotland is at record 
levels during this parliament3, this means that there are not the same legal 
requirements to support active travel in Scotland. 

1.3 There is not, to address the petition directly, a requirement to include active travel 
provision in all new major infrastructure projects. Nor is there a legal requirement to 
provide funding for cycling infrastructure. 

1.4 Therefore, whilst there is funding available, the spending and prioritisation of cycling 
provision is not governed by law and open to varying standards of implementation. 
The result of this is that the standard of both walking and cycling infrastructure varies 
significantly in different areas. 

1.5 This means that ‘provision’ for cycling can be interpreted and defined differently by 
different parties involved in the design. Without legislation, there is no requirement to 
prioritise or promote walking and cycling. 

 

2. Measuring quality 

2.1 In response to the original petition, Rona Mackay MSP noted the importance of how 
we measure the provision and quality of active travel infrastructure. Currently it is 
difficult to objectively measure the quality of infrastructure. 

2.2 The petitioner cited the example of assessing whether provision is suitable for a 
child, which can be a useful exercise. Whilst this is not an objective measure, it 
represents a better standard than is currently being universally adhered to. 

 

                                                 
1
 http://www.legislation.gov.uk/ukpga/2015/7/pdfs/ukpga_20150007_en.pdf  

2
 https://www.lawscot.org.uk/media/301581/briefing-paper-infrastructure-bill-hl-westminster.pdf  

3
 http://www.transport.gov.scot/news/investment-promises-delivered-inaugural-active-travel-summit 

http://www.legislation.gov.uk/ukpga/2015/7/pdfs/ukpga_20150007_en.pdf
https://www.lawscot.org.uk/media/301581/briefing-paper-infrastructure-bill-hl-westminster.pdf
http://www.transport.gov.scot/news/investment-promises-delivered-inaugural-active-travel-summit


3. Commuter routes from regional centres into city centres 

3.1 Sustrans Scotland believe that cycling is something that everyone should be able to 
do in all places in Scotland. However, realising the vision of 10% of journeys being 
made by bike by 2020 will require significant growth in cycling in Scotland’s cities. 

3.2 Short journeys must be targeted for modal shift to walking and cycling. The commute 
to work should be a prime target, and Transport Scotland data from 2011 indicates 
that 55.5% of journeys to work are of 10km or less4, a feasible distance to cycle. 
Achieving the 10% modal share for cycling will require better provision for cycling to 
work. 

3.3 Whilst Scotland has strong active travel policies, none of these legally mandate 
construction of cycling infrastructure. The result of this is sub-standard provision for 
cycling, such as the proposals for Sheriffhall roundabout in Edinburgh or the Pollok 
roundabout in Glasgow. Both of these junctions are part of connections between 
regional and city centres and, as they are currently designed, present an active 
discouragement to the uptake of cycling. 

3.4 Sheriffhall roundabout in particular is emblematic of short term decision making. 
Given the extensive housing development proposed in the area there will be 
increased appetite for both walking and cycling connectivity to Edinburgh and the 
surrounding area. Failure to give due attention to active travel now is likely to lead to 
disruptive and expensive retrofitting being required at a later date. 

 

4. Data and infrastructure decisions 

4.1 In the meeting of 29 June 2017, the petitioner rightly identified that if a goal of 
transport provision is to achieve the vision of 10% of journeys being completed by 
bike, then a fundamental change is required in how we evaluate infrastructure. 

4.2 The 10% vision should be considered in tandem with the Scottish Government’s long 
term commitments to improving health, air quality and reducing emissions, which 
should inform decision making of any infrastructure project.  As a minimum, any 
project should contribute to meeting this. 

4.3 Transport appraisal is vital in helping to inform decisions on infrastructure project 
delivery. However, we contend that it should not be the only determining factor and 
that the current methodology has deficiencies that bias decision-making against 
walking, cycling and local impacts (for communities, economies and air quality).   

4.4 Where Scottish Transport Appraisal Guidance (STAG) is used to inform decisions it 
has a tendency to undervalue active travel. Present appraisal does not adequately 
capture the value of co-benefits, including but not limited to: 

 Leisure cycling and walking 

 Health benefits 

 Retail benefits of cycling and walking 

 Job creation and safeguarding 

 Increased productivity 

                                                 
4
 'Table 11.31   Employed adults (16-74) distance to place of work: 

https://www.transport.gov.scot/media/35803/scot-tran-stats-35-chapter11-personal.xls  

https://www.transport.gov.scot/media/35803/scot-tran-stats-35-chapter11-personal.xls


4.5 Furthermore, the transport appraisal process should be more transparent and allow 
for full engagement with stakeholders and communities from the outset. At present, 
consultation does not permit a desirable level of engagement with communities. 

4.6 In the case of Sheriffhall roundabout, a comparatively minor decrease in journey time 
for people in cars has helped to justify discouraging people in a large geographical 
area from cycling into Edinburgh. This decrease in journey time, measured as ‘value 
of time’, is hypothetical. There are no more ‘coins into the cash register’ from this 
value5. 

4.7 Sustrans Scotland are not aware of any systematic applications of data on cycle 
users being used to determine infrastructure planning. It is necessary to reconsider 
how we want to shape our future towns and cities and understand the impact of 
increasing road capacity in such projects.  

4.8 Sustrans Scotland leads social research into public opinion on cycling. The Bike Life 
study surveys residents of cities to gauge the appetite for cycling and required 
infrastructure in a city. In Scotland this has so far only been undertaken in Edinburgh 
in 2015, but is currently being repeated, and there are plans to expand this to the 
other six Scottish cities. 

4.9 Across the UK, and in Edinburgh6, Bike Life regularly reports that public appetite for 
walking and cycling provision is underestimated by decision makers. Sustrans 
Scotland contend that transport appraisals do not answer the questions that decision 
makers should be asking, nor do they reflect what is actually important to people. 

 

5. Infrastructure strategy for active travel 

5.1 The Minister for Transport and the Islands, Humza Yousaf, has established the 
Active Travel Task Force7 to identify and overcome the barriers to active travel in 
Scotland. Sustrans Scotland is an active participant in the Task Force and 
anticipates outputs which will make a limited contribution to the goals of the petition. 

5.2 However, the committee may note the open question of a legislative pathway to 
ensuring cycling provision is adequately considered in infrastructure decisions, and a 
requirement for more funding to achieve the vision of 10% of journeys being 
completed by bike by 2020. At present, insufficient funding is available to implement 
strong Scottish policies for active travel. 

5.3 Sustrans Scotland believe that an infrastructure strategy should reflect current policy; 
the Scottish Government’s sustainable travel hierarchy, outlined in the National 
Transport Strategy (2016), promotes walking and cycling prior to other forms of 
movement8. This is not reflected in major infrastructure, or decisions such as the 
Sheriffhall or Pollok roundabouts. As an appendix to this document Sustrans 
Scotland’s letter to AECOM regarding Sheriffhall roundabout is included. 

5.4 The Strategic Project Transport Review should include active travel as a theme. This 
would boost the National Walking and Cycling Network, a key element in National 

                                                 
5
 http://www.sustrans.org.uk/blog/how-do-we-value-travel-time  

6
 http://www.sustrans.org.uk/sites/default/files/bike_life_edinburgh_2015.pdf  

7
 https://www.transport.gov.scot/our-approach/active-travel/active-travel-task-force/  

8
 https://www.transport.gov.scot/media/10310/transport-scotland-national-transport-strategy-january-

2016-final-online.pdf  

http://www.sustrans.org.uk/blog/how-do-we-value-travel-time
http://www.sustrans.org.uk/sites/default/files/bike_life_edinburgh_2015.pdf
https://www.transport.gov.scot/our-approach/active-travel/active-travel-task-force/
https://www.transport.gov.scot/media/10310/transport-scotland-national-transport-strategy-january-2016-final-online.pdf
https://www.transport.gov.scot/media/10310/transport-scotland-national-transport-strategy-january-2016-final-online.pdf


Planning Framework No39, and incorporate the Scottish Governments Strategic 
Objectives of a ‘Wealthier and Fairer, Healthier, Safer and Stronger, Smarter and 
Greener Scotland’10. This current omission serves to diminish the importance of 
active travel in major projects. 

 

6. Conclusion 

Sustrans Scotland concur with the petitioner that Scotland needs to develop an 
active travel infrastructure strategy that will require active travel provision to be 
incorporated into all new major infrastructure projects. 

Failure to adopt the Infrastructure Act (2015) in Scotland means that it is both 
possible and common for walking and cycling to be seemingly ignored in decision 
making, despite this working against Scotland’s strong active travel policies. Cycling 
in Scotland would benefit from legislation that encouraged the delivery of strong and 
supportive active travel polices. 

We would welcome the opportunity to attend and discuss the issues raised with the 
Committee. 

 

  

                                                 
9
 http://www.gov.scot/Topics/Built-Environment/planning/NPF3-SPP-Review/NPF3  

10
 http://www.gov.scot/About/Performance/scotPerforms/objectives  

http://www.gov.scot/Topics/Built-Environment/planning/NPF3-SPP-Review/NPF3
http://www.gov.scot/About/Performance/scotPerforms/objectives


Appendix 

 

Thank you for your letter dated l0th April, 2017 with reference to the A720 Sheriffhall 
Junction Improvement - Environmental Impact Assessment Scoping. 

Sustrans responded in January 2017 to the consultation carried out by Aecom in 
November 2016. We assessed the three options presented (A, Band C) against the 
five Core Design Principles in Cycling by Design; safety, coherence, directness, 
comfort and attractiveness. 

Considering these design principles, we felt strongly that option C was the best for 
active travel (walking, cycling and non-motorised users). We also provided, for 
reference, two examples of provision for active travel at grade separated junctions 
near to Sheriffhall - one an example of good provision and the other, an example of 
very poor provision. 

Finally, we provided thoughts on ensuring how option C could be made even better 
for walking, cycling and non- motorised users.                                                           · 

Having provided such a detailed response, we were extremely disappointed to 
receive your letter which stated that the preferred option had been chosen. This 
option is very poor for active travel. In fact the layout looks similar to the A720 
Straiton Junction, an example of 'poor active travel ·provision' provided in our 
previous response. Your letter made no reference.to what the thought process or 
design principles were that enabled you to come to this conclusion. 

We feel that the redesign of Sheriffhall should enable people to make local journeys 
across the junction on foot and by bike, reducing the severance caused by the A720. 
There are many potential active travel journeys which require a safe crossing of 
Sheriffhall roundabout. (For example major employment sites at Edinburgh 
Bioquarter and Royal Infirmary) 

 

Far from creating an exemplar design that enables the movement of both vehicular 
traffic and people travelling actively, the preferred option will discourage walking and 
cycling between Dalkeith and Edinburgh, not to mention for new residents of the 
developments planned for Shawfair and Gilmerton. There is an opportunity being 
ignored to make walking and cycling a central part of these new communities, as 
new residents reconsider how they make regular journeys when they relocate.    

For this reason, Sustrans will not comment on the design chosen for the A720 
Sheriffhall Junction as detailed in your letter of l0th April 2017. We would like to draw 
your attention once more to the response we provided in January 2017 and urge you 
to re-think your preferred design option. 

 



PE1653/D 

Scottish Environment LINK submission of 24 August 2017  
 

Although LINK currently does not have a policy working group on active travel, the 
issues of transport and climate, and associated issues around health, are of interest 
and concern to LINK members.    
 

With respect to this Petition, therefore, LINK supports the points in the submissions 
already made by WWF Scotland and by Sustrans Scotland. 
 
 

 
 
 
 

 
 
 
 

  



 

 

PE1653/E 
Petitioner submission of 17 October 2017 
 
As the petitioner, I greatly appreciate the time taken by the Petitions Committee to 
review this petition and listen to the case I put forward with Dave du Feu and David 
French in Parliament. I also appreciate the time and consideration that the WWF, 
Sustrans and the Scottish Government put into responding to the petition. In my 
response, I would like to reiterate key points made in the submissions and look at 
possible ways to put into practice the good policies of the Scottish Government on 
active travel so that bicycle commuter routes from regional areas into city centres can 
be better supported. 
 
Scottish Transport is at a key juncture with the National Transport Strategy review 
currently being undertaken. This is an excellent opportunity to assess policy, along with 
implementation and look for success, failures and evidence and if evidence supports 
policy, how to implement this policy.  
 
Regarding the Sheriffhall roundabout, there was an initial consultation, then a Stage 2 
assessment: https://www.transport.gov.scot/publication/drmb-stage-2-assessment-
report-a720-sheriffhall-roundabout/ which assessed five sub-criteria - environment, 
safety, economy, accessibility and integration - to determine which of three potential 
roundabout options should be chosen. Option B was then chosen, unfortunately Option 
B, as it stood, was the worst option for cyclists. 
 
I am very pleased that AECOM and Transport Scotland subsequently took concerns 
about Non Motorised User (NMU) access on the roundabout seriously and arranged a 
Wider Stakeholder Workshop where they presented 9 very well thought out NMU 
options for consideration. After having attended this meeting I feel confident that a good, 
safe, segregated route will be provided for those not travelling in vehicles. Whilst I am 
thrilled about this outcome, I do wonder what the NMU provision would have been like 
had there not been such vociferous objections to Option B and without the scrutiny 
given to the petition by the Public Petitions Committee. To ensure that the Scottish 
Government’s sustainable travel hierarchy, which promotes walking and cycling prior to 
other forms of movement, is actually implemented when assessing new projects, it is 
vital that the Transport Review looks at how these new projects are appraised. This was 
detailed in section 4 of Sustrans’ response, along with a request for transport appraisal 
to become more transparent.  
 
It is apparent that engaging with all key stakeholders throughout the entire planning and 
development process - not just at the beginning and end of the planning, with a black 
box stage in the middle where the actual decisions are made - can have very positive 
outcomes. This was detailed in the submission from the Scottish Government where 
they mentioned the Dualling of the A9 and A96. It is clear that by setting up the NMU 
Forums to provide updates and feedback the project has run relatively smoothly and will 
hopefully result in shared use facilities that all parties are happy with.  
 
The Scottish Government is to be commended on the many documents and plans 
published to support active travel and cycling, these are detailed in their petition 
response. However, these are guides and there is no legal requirement to include active 
travel in new major infrastructure projects, whether by Transport Scotland, Councils or 
other parties. At present, Edinburgh is the only city with a prospect of reaching the 
Cycling Action Plan (CAPs) target of 10% of journeys being undertaken by bike by 



 

 

2020.  There needs to be a huge step change if this target is to be met by the rest of 
Scotland where only 2-3% of journeys are undertaken by bike. 
 
The Scottish government has confirmed repeatedly its hugely ambitious 10% target, to 
be achieved by 2020. They have also just issued a 2017-2020 CAPs document to 
‘ensure active travel infrastructure is integral to all new transport infrastructure, including 
improvements to commuter routes’ (Scottish Government submission to PE1653B on 3 
August 2017).  
What needs to be properly addressed is why there is such a huge disparity between the 
Scottish government’s aims and the actual outcomes at present. A major reason has 
been inadequate funding to support the cycling infrastructure that would achieve the 
vision of 10% of journeys being completed by bike, but it is also due to Transport 
Scotland and councils prioritising other areas within their transport strategy. As such, it 
is vital that Transport Scotland takes the lead on active travel and demonstrates by 
example. 
 
The case for cycling is impossible to argue against. A recent article printed in the British 
Medical Journal concluded that commuting to work by bike was associated with a lower 
risk of cardiovascular disease and cancer and cut the overall chance of dying early by 
40% (Celis-Morales et. al., 2017). The study concluded that initiatives to support active 
commuting, particularly by bicycle, such as cycle lanes, bike hire schemes and 
increased provision for cycles on public transport present major opportunities for the 
improvement of public health and will ease the burden of key chronic conditions. These 
co-benefits of active travel are reiterated in the Scottish Government’s evidence review 
on the wider impacts of climate change and the transport sector (Pridmore et. Al., 
2017).  
 
What is clear is that cycling has the potential to support real transformation within 
societies on many different levels. The more people that cycle the less cars and 
associated pollutants, making the streets safer and easing congestion. The physical and 
mental health benefits of cycling have the potential to save the NHS billions of pounds 
every year. Not only are these benefits very positive socially, they are incredibly 
beneficial economically. 
 
In terms of economic benefit, I have studied standard Cost Benefit Analysis (CBA) along 
with other variants such as Multi-Criteria Analysis and Social Multi-Criteria Analysis in 
my Masters degree and was very interested to see how the economic appraisal for the 
Sheriffhall roundabout was done. I was astonished to see that the economic appraisal 
did not take into consideration the fact that Option C had high-quality segregated cycle 
provision - not only was the potential decrease in cars not considered but the economic 
benefits of cycling were not included. This is an issue that I raised at a Going Places: 
Sustainable Transport in Scotland Holyrood event. It is my understanding that my views 
about the current appraisal methods are shared by John Lauder, the National Director 
of Sustrans and Professor Jillian Anable, Chair of the Research and Evidence Group, 
Review of the National Transport Strategy. Scottish Transport Appraisal Guidance 
(STAG) uses the journey saving time of vehicles as the key measure of economic 
success of a project, without taking a more comprehensive societal welfare perspective 
- this results in the options that favour a narrow view of motoring coming out best. Such 
an approach essentially presumes the answer, it isn’t even necessary to use a model to 
come to that conclusion. Aside from lack of finance, this approach to transport appraisal 
will be a key limiting factor in helping to achieve the CAPS 10% target. 
 



 

 

CAPS was established in 2010, Good Practice Guide for Roads was published in 2006 
and updated in 2013. It has been almost a decade and even with the best intentions 
and guidance, little has changed with regards to active travel and cycling in Scotland. 
There has been a recent very welcome doubling of the active travel budget, which will 
help to implement strong Scottish policies for active travel but this is not enough. The 
way that transport projects are appraised is also vital and needs to be included in the 
Transport review. It is my understanding that there are moves afoot within Transport 
Scotland to broaden the criteria used in their economic appraisals by including the 
World Health Organisation’s Health Economic Assessment Tool (HEAT) for cycling and 
walking. This would be used as part of a comprehensive CBA of transport interventions 
or infrastructure projects to model different levels of cycling or walking when new 
infrastructure is put in place and then value the mortality benefits. If this does become 
standard practice, it would be a very welcome step in the right direction. However, 
cycling’s  economic impact extends beyond that of health. Cycling infrastructure 
improvements result in increased trade for local businesses and annualised 
infrastructure costs are lower in less car dependent metropolises (Rajé and Saffrey, 
2016). A thorough economic analysis would include all these impacts. Rajé and Saffrey 
state, ‘There is a concern in the literature that the currently widely-used appraisal 
methods do not incorporate the full extent of benefits associated with cycling and this 
means that, as the mode competes for funding, it may always be seen as less viable 
than other options. Furthermore, there is little recognition of the disbenefits of non-
cycling modes of transport in current appraisal methods.’ There is a clear need to 
revaluate how transport is being appraised if cycling’s potential is to be revealed and 
cycling infrastructure projects financed. 
 
Will this committee ensure that STAG and the process of appraising new transport 
projects is reviewed by an independent body? Whilst this is being done, and possibly for 
the indefinite future would it be possible for key stakeholders, such as Sustrans to be 
engaged at every stage in the process, making transport appraisal less opaque? If the 
Scottish government is serious about the 10% CAPS target and reducing both 
particulate and CO2 emissions, then this needs to be included in the National Transport 
Strategy Review. 
 
Finally, the Sheriffhall roundabout is central to the new transport developments to be 
created by the billion pound Edinburgh City-Region Deal.  Shockingly, given 
government priorities, the Deal seems to have overlooked sustainable transport and 
active travel almost completely, which seems incredibly short sighted given all the new 
housing developments in Midlothian. Extending the active travel scope of the Sheriffhall 
roundabout to include separated cycle access on the roads leading from the roundabout 
to Edinburgh, Dalkeith and the new housing areas would help ensure proper travel 
choice, reduced congestion and regional connectivity. Would the Committee consider 
looking into this?  
 
In conclusion, my specific suggestions for those areas where the Scottish 
Government has responsibility are... 
 

• that integrated cycling provision is fully considered in all future Transport 
Scotland projects – whether road, rail, e-mobility, or whatever 

• that all future Transport Scotland projects are consulted on when options are 
being devised, when options are being compared, and when final options are 
being refined 

• that appraisal methods for the choice of options are fully transparent 



 

 

• that STAG is modified to take fuller account of active travel and to reduce its 
dependence on small time savings to individual motorists 

• that Sheriffhall project funding, design and implementation includes segregated 
cycling provision between the roundabout and Edinburgh, Dalkeith and the new 
housing areas. Leaving this to the local authorities, whose resourcing priorities lie 
more towards their centres of population, is a recipe for letting it lie on the table 
potentially for many years. 

 
I would welcome the opportunity to discuss any of this further or be involved in any way 
that may be beneficial. 
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PE1658: Compensation for those who suffered a neurological disability 
following administration of the Pluserix vaccine between 1988 and 1992 

Note by the Clerk 

Petitioner Wendy Stephen 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
acknowledge and compensate individuals who suffered permanent 
neurological disabilities following administration of the Urabe mumps 
containing Pluserix MMR which was recommended and promoted by 
the Scottish Home and Health Department (SHHD) in their MMR 
vaccine campaign between October 1988 and September 1992. 

Webpage parliament.scot/GettingInvolved/Petitions/PE01658  

Introduction 

1. This is a continued petition, first considered by the Committee at its meeting on 
22 June, when it heard evidence from the petitioner. 

2. The Committee noted the issues raised around pre-devolution and agreed to 
seek further information from the Scottish Government, MHRA and the 
Commission on Human Medicines. 

3. A submission has been received from the Scottish Government. The petitioner 
has responded to that submission. Both submissions are included in the 
annexe to this paper. 

Scottish Government 

4. In its submission, the Scottish Government indicates that it is aware of this 
historical issue and that the issues raised in the petition “relate to decisions 
made at the time by the UK Government”.  

5. It notes that vaccination policy at that time was based on advice from the Joint 
Committee on Vaccination and Immunisation (JCVI) and sets out its 
understanding that “in making its recommendations on MMR vaccine at the 
time, the JCVI did consider reported adverse reactions to the Urabe-containing 
vaccine” but that there was “insufficient evidence of a problem with the strain of 
mumps vaccine … for a change in vaccine policy to be advised”. It notes that— 

“Once data were available confirming the extent of the risk and that an 
alternative vaccine was available, the Urabe strain mump vaccines were 
replaced.” 

http://www.parliament.scot/GettingInvolved/Petitions/PE01658
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6. In relation to the issues raised in the petition, and through the evidence 
previously presented to the Committee, the Scottish Government notes that the 
following matters are reserved to the UK Parliament— 

 The safety of medicines 

 the policy on compensation for vaccines damages 

 the Vaccine Damages Payments Scheme, which covers disability or 
damage caused by a vaccination against mumps, is administered by the 
Department for Work and Pensions 

 the policy for payments under the VDPS, including thresholds at which 
payments are made, is a matter for the DWP 

7. As such, the Scottish Government considers that it “would be useful for the 
Committee to seek a view from the DWP on this issue”. It concludes— 

“Given that these are matters reserved to the UK Parliament, … the Scottish 
Government has no plans to set up a scheme as suggested by the petition.” 

Petitioner 

8. In her submission, the petitioner sets out the two aims of her petition— 

 to secure an acknowledgement of the damage caused by the Urabe 
containing Pluserix vaccine 

 compensation to the victims for their lasting disabilities 

9. On the first of these points, the petitioner appears to consider that she has 
secured an acknowledgement of the damage caused— 

“It is not in dispute that the Pluserix victims endured a negative impact with 
the Scottish Government acknowledging in their response that individuals 
were “affected” by the vaccine.” 

10. On the issue of compensation, however, the petitioner presents her counter-
arguments to the Scottish Government’s submission. 

11. She notes the Scottish Government’s position that the policy on compensation 
for vaccine damages is reserved via the VDPS, administered by the DWP. She 
argues— 

“The Scottish Government is aware that the VDPS is not, and never has 
been, a compensatory scheme with every reference to the scheme rigorously 
stating that an award is not compensation.”  

12. The petitioner considers that compensation through VDPS has “never been an 
option” for individuals damaged by the vaccine, as that scheme is “entirely 
different to a compensatory award which is being sought in this petition”. She 
considers that by referring to the VDPS as its basis for not setting up a scheme 
as suggested in her petition, the Scottish Government has “sought to 
circumvent their liability” and is “disingenuously causing confusion”. 
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13. The petitioner sets out her view that the Scottish Government’s position in not 
setting up a compensation scheme as suggested in her petition contrasts to its 
position in relation to “acknowledging and compensating other similar groups 
who have endured lasting disabilities as a result of events which occurred prior 
to devolution and were the result of decisions made by the UK Government”. 
To support her argument, the petitioner refers to the Damages (Asbestos-
Related Conditions) (Scotland) Act 2009. 

14. The petitioner concludes by expressing her view that the Scottish 
Government’s dismissal of a request to initiate ex gratia payments for victims, 
by offering regrets and sympathy and suggesting that this is a reserved matter 
is “entirely unacceptable”. 

Conclusion 

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

 Inviting the views of the MHRA and the Commission on Human Medicines 

 Seeking the views on the action called for in the petition from the 
Department for Work and Pensions 

 Any other action the Committee wishes to take. 

Clerk to the Committee 

Annex 

The following submissions are circulated in connection with consideration of the 

petition at this meeting— 

 PE1658/B: Scottish Government submission of 28 July 2017 (84KB pdf)  
 PE1658/C: Petitioner submission of 15 August 2017 (114KB pdf)  

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

webpage. 

http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1658Bscottishgovernment.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1658_C_Petitioner.pdf
http://www.parliament.scot/GettingInvolved/Petitions/PE01658


PE01658: Compensation for those who suffered a neurological disability 
following administration of the Pluserix vaccine between 1988 and 1992 

Petitioner Wendy Stephen 

Date 
Lodged 

09 May 2017 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
acknowledge and compensate individuals who suffered permanent 
neurological disabilities following administration of the Urabe mumps 
containing Pluserix MMR which was recommended and promoted by 
the Scottish Home and Health Department (SHHD) in their MMR 
vaccine campaign between October 1988 and September 1992. 

Previous 
action 

I previously wrote to Ms Shona Robison MSP, Cabinet Secretary for 
Health and Sport raising this matter and lodging this request. 

Background 
information 

It was open to the SHHD at all times to disregard any JCVI, CSM, 
MCA recommendation and or endorsement in respect of the Pluserix 
vaccine and implement their own choices as to brand of MMR vaccine 
distributed in Scotland. Additionally, the SHHD representative on the 
JCVI committee, Dr O.A Thores tabled concerns regarding the Urabe 
mumps strain in May 1990, both in respect of the Canadian decision 
to stop using it and the neurological side effects being reported in 
Japan. The SHHD wrote to the DOH raising these concerns in April 
1990 but still continued to use Pluserix for a further two and a half 
years. 

The Pluserix MMR was removed from use on September 14th 1992 
due to an increased risk of aseptic meningitis in recipient children. 
The British Paediatric Surveillance Unit (BPSU) was commissioned 
and financed by the Department of Health to conduct a study of all 
reported cases of meningitis within a specific timeframe of a child 
having the MMR vaccine. A follow up study (a year later) of the cohort 
identified, having matched the criteria for inclusion in respect of 
lasting sequelae, identified a number of cases of sensorineural 
deafness. This is a life long permanent condition. 

The manufacturers Product Insert (not distributed) to the parents of 
vaccinees advises of a possible side effect of unilateral sensorineural 
deafness. Numerous sets of Minutes from the various committees 
(JCVI etc) have tabled reports of deafness occurring in recipients of 
Urabe containing vaccines. A number of academic papers have also 
been written on this subject. 

In as much as the Scottish Government have acknowledged and 
compensated individuals who have suffered lasting disability through 
other products which were promoted and distributed throughout 
Scotland and later shown to have caused suffering and disability, will 
they now give consideration to financially assisting the young adults in 
our population who endured lasting neurological disability with 
established causation to the Pluserix vaccine, which was 
administered to them as babies. 

 



PE1658/B 
Scottish Government submission of 28 July 2017 
 
Thank you for your letter of 3 July 2017 seeking the Scottish Government’s views on 
the action called for in Petition PE1658 namely; 
 

 whether the Scottish Government has been aware of, and looked at this issue 

 whether the Scottish Government would consider voluntary ex gratia 

payments 

 how any such payments would be calculated. 

 
The Scottish Government is aware of this historical issue, which relates to the 
Urabe-containing MMR vaccine which the Scottish Home and Health Department 
(SHHD) promoted in its MMR vaccine campaign between October 1988 and 
September 1992. You will appreciate that these events pre-date devolution and 
relate to decisions made at the time by the UK Government.   
 
 
Vaccination policy, at the time, was based on the expert advice of the Joint 
Committee on Vaccination and Immunisation (JCVI).  I understand that in making its 
recommendations on MMR vaccine at the time, the JCVI did consider reported 
adverse reactions to the Urabe-containing vaccine.  However there was insufficient 
evidence of a problem with the strain of mumps vaccine in the United Kingdom for a 
change in vaccine policy to be advised. Once data were available confirming the 
extent of the risk and that an alternative vaccine was available, the Urabe strain 
mump vaccines were replaced. It is of course regrettable that anyone was affected 
as a result of efforts to protect the population against disease, and I fully sympathise 
with those individuals and their families.  
 
The safety of medicines, and policy on compensation for vaccines damages, are 
issues which are reserved to the UK Parliament. Disability or damage caused by a 
vaccination against mumps is covered by the Vaccine Damages Payments Scheme, 
which is administered by the Department for Work and Pensions. I am aware that 
there is a disability threshold for payments under the VDPS, and I know that the 
Committee has heard evidence that some of those who were affected by the Urabe-
containing vaccine have not been judged to have met this threshold and 
consequently, they have not received any payment. The policy for payments under 
the scheme, including thresholds at which payments are made, is a matter for the 
Department of Work and Pensions, and it would be useful for the Committee to seek 
a view from the DWP on this issue.  
 
Given that these are matters reserved to the UK Parliament, I can confirm that the 
Scottish Government has no plans to set up a scheme as suggested by the petition.  
 
I hope that this response is helpful. 
 

 

 

  

http://committees/s5PPC/petitions/Current/PE1600-PE1699/PE1625/Correspondance/20170731OHCtoAC.msg


PE1658/C 

Petitioner submission of 15 August 2017 

 

The purpose of my petition was two fold, to secure an acknowledgement of the 

damage sustained by Scottish children following administration of the Urabe 

containing Pluserix vaccine, and compensation to the victims for their lasting 

disabilities. 

“Calling on the Scottish Parliament to urge the Scottish Government to acknowledge 

and compensate individuals who suffered permanent neurological disabilities 

following administration of the Urabe mumps containing Pluserix MMR ………..” 

The submission from the Scottish Government states that “policy on compensation   

for vaccine damages” is a matter reserved to the UK Parliament via the Vaccine 

Damage Payment Scheme (VDPS). 

The Scottish Government is aware that the VDPS is not, and never has been, a 

compensatory scheme with every reference to the scheme rigorously stating that an 

award is not compensation. This information was circulated in the Scottish 

Parliament Information Centre (SPICe) briefing on 12th May 2017 and appears 

alongside my petition on the website: 

“Payment made under the Vaccine Damage Payment Scheme is not 

compensation…” 

It has never been an option for the Pluserix vaccine damaged individuals to get 

compensation for their injuries from the VDPS which provides a one off payment to 

“ease the present and future burdens of the vaccine-damaged person and their 

family”. That is entirely different to a compensatory award which is being sought in 

this petition. 

Compensation is defined in the dictionary as “something, typically money, awarded 

to someone in recognition of loss, suffering, or injury”. 

It is not in dispute that the Pluserix victims endured a negative impact with the 

Scottish Government acknowledging in their response that individuals were 

“affected” by the vaccine:  

“It is of course regrettable that anyone was affected as a result of efforts to 

protect the population against disease, and I fully sympathise with those 

individuals and their families” 

Whilst choosing not to initiate a system of exgratia payments for the Pluserix vaccine 

victims, the Scottish Government has sought to circumvent their liability by 

suggesting that the VDPS scheme provides compensatory awards to vaccine 

damaged applicants. Additionally, they argue that the “events” pre-dated devolution 

and “relate to decisions made at the time by the UK Government” neither of which 



have prevented the Scottish Government from (a) acknowledging and (b) 

compensating other similar groups who have endured lasting disabilities as a result 

of events which occurred prior to devolution and were the result of decisions made 

by the UK government.  

Injuries and disabilities suffered as a result of Thalidomide, Hepatitis C, and 

exposure to asbestos, all of which pre-dated devolution have been acknowledged 

and compensated with the Scottish Government specifically creating the Damages 

(Asbestos-Related Conditions) (Scotland) Bill to allow those suffering from asbestos 

related disease to  raise a claim for damages in Scotland.    

“The legislation will also ensure that people who develop asymptomatic 

asbestosis or asymptomatic pleural thickening as a result of being negligently 

exposed to asbestos will continue to be able to raise a claim for damages in 

Scotland.” 

One has to wonder why Scottish subjects who have sustained lifelong disablement 

as the result of the Pluserix vaccine are being treated differently. Attempts to raise a 

claim for damages in Scotland in respect of the Pluserix MMR in the early 2000’s 

were dismissed by the then First Minister. Today, the victims are denied 

compensation on the argument that the events predated devolution and were related 

to decisions which were made by the UK Government, neither of which has been an 

impediment to other groups in similar circumstances.  

The Scottish Government is disingenuously causing confusion by erroneously 

suggesting that the VDPS is a means by which the Pluserix victims can get 

compensation and concluding “that these are matters reserved to the UK 

Parliament”.  

The Scotland Act 1998, Sched 5, para F1, states that the VDPS is a matter reserved 

to Westminster and the Scottish Government cannot alter the terms and conditions 

or amend it in any way, none of which prevents the Scottish Government from 

awarding ex gratia payments to those who suffered lasting disablement as a result of 

the Pluserix vaccine which was circulated by the SHHD who, at all material times, 

had the authority to switch to an alternative, safer brand of MMR. 

I respectfully invite the Petitions Committee to view the fact that the Scottish 

Government have sought to address the plight of those “affected” by Pluserix with 

regrets and sympathy and their dismissal of a request to initiate exgratia payments 

for the victims, as entirely unacceptable.  

I ask the Petitions Committee to consider in what circumstances the law allows a 

party with responsibility for causing lasting disablement in young babies via a 

defective vaccine, to expunge themselves from all liability for the injuries caused with 

a statement like this… 



 “It is of course regrettable that anyone was affected as a result of efforts to 

protect the population against disease, and I fully sympathise with those 

individuals and their families”. 
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Public Petitions Committee 
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PE1662: Improve treatment for patients with lyme disease and associated tick-
borne diseases 

Note by the Clerk 

Petitioner Janey Cringean and Lorraine Murray on behalf of Tick-borne Illness 
Campaign 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
improve testing and treatment for Lyme Disease and associated tick-
borne diseases by ensuring that medical professionals in Scotland are 
fully equipped to deal with the complexity of tick-borne infections, 
addressing the lack of reliability of tests, the full variety of species in 
Scotland, the presence of 'persister' bacteria which are difficult to 
eradicate, and the complexities caused by the presence of possibly 
multiple co-infections, and to complement this with a public awareness 
campaign. 

Webpage parliament.scot/GettingInvolved/Petitions/lymedisease  

Introduction 

1. This is a continued petition, first considered by the Committee on 14 September 
when it heard evidence from the petitioners. At that meeting, the Committee 
agreed to write to a range of stakeholders.  

2. The submissions received to date, included in Annexe A to this note, are 
supportive and acknowledge the issues raised in the petition. The Committee is 
invited to consider what action it wishes to take on this petition. 

Committee consideration  

3. The Scottish Government acknowledges that “more needs to be done to tackle 
Lyme Disease in Scotland”, noting that there is limited knowledge of what is a 
complex disease. It refers to the establishment of a Lyme Borreliosis sub-group 
to broaden knowledge and to “prioritise work on testing, treatment and public 
and professional awareness”. 
 

Testing 
 

4. With regard to testing, the Scottish Government refers to current guidance from 
the British Infection Society which states that if a clinical diagnosis is made 
confidently at an early stage, there is no requirement for laboratory 
confirmation: immediate treatment with antibiotics would be recommended, with 
subsequent treatment being “very effective” with no follow-up testing required. 

http://www.parliament.scot/GettingInvolved/Petitions/lymedisease
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5. It notes, however, that there can be complications if there is doubt about the 
clinical diagnosis in which circumstances a follow-up test would be 
recommended. The Scottish Government notes that some blood samples may 
not return as positive if they were submitted shortly after a tick bite, as it has 
been reported that “it may take as long as 6-8 weeks for a detectable antibody 
response to develop in infected patients…”. 

6. The Scottish Government states that the National Lyme Borreliosis Testing 
Laboratory at Raigmore “collaborates closely with experts at Public Health 
England … to keep the testing offered in Scotland under constant review and to 
ensure that patients have access to the most robust and scientifically justified 
testing regimen available”. It adds— 

“Nonetheless … they recognise that there are gaps in the effectiveness of 
tests and are trying to address the lack of sensitivity in the diagnosis of early 
Lyme disease and to identify markers of active infection. The Lyme Borreliosis 
sub-group will consider the outputs of the [NICE] review which is expected to 
be published in 2018 and will consider the effectiveness of testing.” 

7. The Royal College of General Practitioners (RCGP) lists a number of actions 
that it has taken in terms of contributing to the development of policy and 
guidelines on Lyme disease, which includes representation on a range of 
strategy and working groups including the development of the NICE guidelines. 

8. The RCGP notes that there is “scientific uncertainty around the laboratory tests 
for Lyme disease” and that, as a proactive response to this, the North of 
Scotland Faculty has “established new collaborations with the University of 
Leicester on a new research method of blood tests”.  

9. It sets out a number of further activities that the North of Scotland Faculty has 
implemented or contributed to, including initiating and implementing the 
Highland guidelines on Lyme disease for GPs, out of hours and accident and 
emergency services within NHS Highland.  

10. Lyme Disease UK refers to patients as being “caught in the middle”, receiving 
negative tests under the current UK testing regime, but positive results if they 
are tested by other European or American laboratories. They state that this is 
because— 

“Foreign tests which are identifying infections are either covering more strains 
of borrelia, more strains of co-infections, or are less relaint on immune 
response than the UK test.” 

11. In addition, Lyme Disease UK notes that some of its members are co-infected 
with strains of infections for which testing is not provided in the UK, and adds 
that further difficulties can be created due to suppression of the immune 
system, which may not be picked up by the UK testing regime. 

12. Lyme Disease UK considers that testing should be extended to include all know 
strains of borrelia found in the UK, and should also include multiple strains of 
co-infections. It considers— 
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“A first step which could be taken very easily is to provide the resources to 
give Raigmore Testing Laboratory the status of Reference Laboratory and to 
extend its remit to cover all tick-borne infections, particularly babesia.” 

13. Lyme Disease Action provides further detail on the tests used, and summarises 
a range of areas in which there is “genuine uncertainty and complexity”, 
including the significant limitations of NHS blood tests and that there is no 
current test which can distinguish between current and past disease. 

14. In their submission, the petitioners welcome the acknowledgement that there is 
scientific uncertainty around the current laboratory tests and note the limited 
evidence on the issue of the strains and co-infections, in particular the different 
results depending on which form of test an individual has taken. 

15. The petitioners provide five actions for improved testing, which they would like 
to see as part of a Scottish National Plan for Tick-borne Infections. Their 
suggested actions include the elevation of Raigmore from a Testing Laboratory 
to a Reference Laboratory. 

Treatment 

16. In relation to treatment and concerns about ‘persister’ bacteria, the Scottish 
Government states that its understanding is developing and notes that the 
divergence of opinion among medical groups in respect of Lyme Borreliosis 
reflects the lack of definitive evidence of the presence of ‘persister’ bacteria. It 
adds that staff at Raigmore are taking forward a joint project with colleagues in 
Public Health England to “address issues such as ‘persister’ bacteria and 
improve current diagnostic techniques”. 

17. The Scottish Government confirms that it does know that co-infections are 
present in Scotland, referring to a pilot study which identified the presence of 
Anaplasmosis throughout Scotland. It notes that the testing laboratory at 
Raigmore is “in the early stages of planning to establish a Lyme Disease and 
Tick-borne reference laboratory whose remit would be to provide a diagnostic 
service for other tick-borne infections, such as Anaplasmosis, louping ill, and 
Lyme Disease”. 

18. Lyme Disease UK considers that Lyme disease should be a “clinical diagnosis 
based on patient symptoms, signs and history”, but that doctors are not 
confident in making a clinical diagnosis and are “quick to dismiss the possibility 
of a borrelia infection”. It adds— 

“Doctors are not given the flexibility to extend treatment protocols and patients 
are not given the option to undergo experimental treatment unless they pay 
for it privately and consult doctors with clinical experience in successfully 
treating the illness”. 

19. Lyme Disease UK supports the petitioners’ suggestion of a specialist treatment 
centre, arguing that— 
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“A team of specialists who could address all such issues and log patterns 
seen in Lyme disease patients would be of great benefit.” 

20. Lyme Disease Action suggests that there is “a risk of prematurely foreclosing 
on a correct diagnosis of Lyme disease and discharging the duty of care”, 
which it believes can have an impact on patient safety and “leaves more 
complex cases abandoned by NHS services on which they would normally 
depend as a lifeline”. 

21. It goes on to state that patients value the care provided by “Lyme Literate 
Medical Doctors”. It notes that some private clinics use a wide range of 
therapies and that their concept of Lyme disease is “controversial, being wider 
and more inclusive than a single bacterial infection”. 

22. The petitioners state that “the primary focus of [their] petition is to get better 
treatment for those who have been failed by current diagnostic and treatment 
protocols”.  

23. They welcome the acknowledgement that there is an issue in terms of testing 
and treatment for co-infections and, in relation to ‘persister’ bacteria state that 
“the lack of acknowledgement of this persistence by many doctors is a major 
reason for this petition”. 

24. The petitioners express their disappointment with the treatment 
recommendations in the draft NICE guidelines, which they consider are— 

“…very narrow in scope, limited in their recommendations, and do not provide 
help for patients with chronic illness [although they] understand that their work 
was significantly hampered by lack of evidence and some recommendations 
were made without any evidence at all.” 

25. The petitioners suggest that “Scotland should instead adopt the guidelines 
developed by the International Lyme and Associated Disease Society (ILADS)”. 

26. The petitioners welcome support for their suggestion of a specialist treatment 
centre and Lyme Disease Action’s argument for pilot specialist clinics for Lyme 
disease “which would develop a new protocol, co-designed with patients, for 
assessing and reviewing patients”. 

Education 

27. All of the submissions acknowledge the need for and importance of increased 
education and awareness, both among medical professionals and also the 
general public, and provide examples of collaborative working and actions that 
they have taken. 

28. The Scottish Government states that raising knowledge and awareness is “one 
of the main priorities” for the Lyme Borreliosis sub-group. It notes that the group 
is “engaging with a wide range of stakeholders, including tourist information 
offices, outdoor centres, rural hotels and GP and vet practices”. 

https://www.nice.org.uk/guidance/indevelopment/gid-ng10007
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29. The Scottish Government highlights the range of work being taken forward in 
this area, including— 

 the development of professional resources such as podcasts and 
webinars 

 information resources on the Health Protection Scotland and NHS 
Education for Scotland websites 

 a series of professional development sessions for community pharmacy 
groups 

30. The Scottish Government advises that there is “much more to come in this 
area”, noting that the group has produced new public-facing materials and has 
launched the Outdoor Bugs and Germs pages on NHS Inform. It notes that 
greater and sustained promotion of these materials is planned to commence in 
Spring 2018. 

31. It also refers to the online course developed by RCGP and notes that “this will 
be considered in terms of its appropriateness to the Scottish context”. 

32. At its first consideration of the petition, the Committee heard evidence that 
suggested there was only a 3% uptake of the online course run by RCGP in 
conjunction with Lyme Disease Action. The RCGP provided further information 
on the course. 

33. It explained that the course has been running since September 2014 and “is 
designed to navigate the GP to recognising the rash, early symptoms and late 
manifestations of Lyme disease in primary care”.  

34. Further information provided by the RCGP on the e-learning course includes— 

 it has registered 2,368 users (from launch date up to 30 September 
2017) 

 it can be accessed by non-members as well as RCGP members 

 it is not restricted to a GP or Scottish only audience, so is difficult to 
measure the percentage of Scottish GPs who have completed the 
training 
 

35. The RCGP notes that the online course is “one of many educational resources 
available to GPs”, and lists a number of educational outputs that it has 
contributed to, including YouTube videos, Forestry Commission videos on 
prevention and recognition of Lyme disease for outdoor workers, podcasts and 
webinars for multi-professional education, and collaboration with NHS 24 on 
material for public facing advice on tick removal and early detection of Lyme 
disease. It adds— 

“In Lyme disease ‘hot-spot’ areas where GPs are more commonly presented 
with symptoms suggestive of possible Lyme disease, it is extremely likely that 
the percentage of GPs trained in Lyme disease is considerably higher than 
3%. Indeed, in such areas GPs are the current experts on Lyme disease and 
the work carried out by RCGP Scotland to raise awareness of the clinical 
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challenges has undoubtedly prompted GPs in other geographical areas to 
refresh their knowledge of the recognition and management of the condition.” 

36. Scottish Natural Heritage identifies work that it has undertaken with partners to 
raise awareness, including— 

 working with NHS colleagues to help ensure that the NHS Inform 
website conveys messages about the risks posed by ticks 

 working with recreation and land management bodies through the 
National Access Forum to help distribute advice about ticks and Lyme 
disease 

 targeted advice for professionals involved in conservation management 

 consideration of how to best utilise promotional materials developed by 
Forestry Commission Scotland. 

37. It agrees with the petitioners’ suggestion that education campaigns could 
include suitable warning notices at, for example, visitor centres and car parks, 
but considers that “although careful planning would be needed to ensure that 
any such measures are effective and do not deter people from enjoying the 
outdoors”. 

38. The joint submission from the veterinary associations supports the call for a 
public information and education campaign, noting the importance of 
collaborative working. It encourages the Scottish Government to “explore 
replicating and building upon the proactive efforts of Public Health England in 
educating the wider public to be tick aware through easily digestible fact sheets 
and information”. 

39. The joint submission recognises the role the veterinary profession can play in 
raising awareness and “strongly support surveillance reporting on ticks 
amongst the veterinary professions to improve understanding of the 
geographical and seasonal prevalence of Lyme Disease”. 

40. It believes that further research is required into the effectiveness of the vaccine 
in controlling transmission of Borrelia in dogs, and would “very much welcome 
the opportunity to contribute to a ‘One Health’ focussed information campaign 
in conjunction with our colleagues in human health and other relevant 
stakeholders”. 

41. Scottish Land and Estates expresses the full support of moorland managers for 
the petition and highlight measures that they take to combat the number of ticks 
in the countryside. This includes sheep dipping and bracken spraying, and 
careful management of deer and hare numbers on Scottish moorland. 

42. The petitioners are pleased there is consistent support for increased 
awareness. They agree that public education needs to be adequately 
resourced but don’t think it should be limited to tick ‘hot-spots’. They state that 
they would also like to see mandatory education for GPs, nurses and 
consultants throughout Scotland.   
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43. The petitioners close their submission with a  list of suggested actions that they 
suggest could be taken forward as part of a published and implemented 
Scottish National Plan for Tick-borne Infections, similar to that developed in 
France (a translation of that plan is included at Annexe B). 

 

Conclusion 

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

 To defer further consideration of the petition until publication of the NICE 
guidelines, expected to be published in April 2018 

 To consider whether it would be beneficial to hear oral evidence on the 
issues raised in the petition and, if so, from whom 

 To take any other action the Committee considers appropriate. 

 

Clerk to the Committee 

  

http://solidarites-sante.gouv.fr/archives/archives-presse/archives-communiques-de-presse/article/marisol-touraine-lance-le-plan-national-de-lutte-contre-la-maladie-de-lyme-et
http://solidarites-sante.gouv.fr/archives/archives-presse/archives-communiques-de-presse/article/marisol-touraine-lance-le-plan-national-de-lutte-contre-la-maladie-de-lyme-et
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Annexe A 

The following submissions are circulated in connection with consideration of the 

petition at this meeting— 

 PE1662/A: Lyme Disease UK submission of 24 October 2017 (104KB pdf) 

 PE1662/B: Scottish Government submission of 27 October 2017 (77KB pdf) 

 PE1662/C: Royal College of General Practitioners submission of 27 October 
2017 (168KB pdf) 

 PE1662/D: Scottish Natural Heritage submission of 27 October 2017 (178KB 
pdf) 

 PE1662/E: Lyme Disease Action submission of 27 October 2017 (104KB 
pdf) 

 PE1662/F: Joint submission of 30 October 2017 from the British Veterinary 
Association, British Small Animal Veterinary Association and the Veterinary 
Public Health Association (113KB pdf) 

 PE1662/G: Scottish Land and Estates submission of 24 October 2017 
(139KB pdf) 

 PE1662/H: NFU Scotland submission of 6 October 2017 (75KB pdf) 

 PE1662/I: Petitioners’ submission of 1 December 2017 (327KB pdf) 

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

 

 

  

http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_A.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_B.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_C.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_C.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_D.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_D.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662E_Lyme_Disease_Action.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662E_Lyme_Disease_Action.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_F.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_F.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_F.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_G.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_G.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_H.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1662_I.pdf
http://www.parliament.scot/GettingInvolved/Petitions/lymedisease


PPC/S5/17/24/8 

Annexe B 

The French National Tick Plan 

The National Lyme Disease Plan strengthens the information of the population and 
health professionals to prevent the emergence of new cases: 

‣ installation of information panels for walkers and walkers at the entrance of forests 

by the National Forestry Office (NFB) and Public Health France; 

‣ implementation of a smartphone application to report the presence of ticks, similar 

to the existing mosquito device; 

‣ amplification of information campaigns for the population and training of health 

professionals on tick-borne diseases (posters, leaflets, etc.). 
 
The Plan improves the diagnosis and care of patients to end medical wandering: 

‣ provision of physicians with a standardized assessment describing the list of 

examinations allowing a complete diagnosis in anyone with evocative symptoms; 

‣ establishment of a national diagnostic and care protocol (PNDS), developed in 

association with associations, to ensure standardized and reimbursed care for 
patients throughout the country; 

‣ opening in 2017 of specialized centers of care, bringing together all the specialties 

involved: these centers will also be a training place for professionals. 
 
The Plan mobilizes research to improve knowledge of Lyme disease and other tick-
borne diseases: 

‣ encourage the establishment of a cohort, consisting of patients attending 

specialized care centers, to improve scientific knowledge about the disease; 

‣ development of research around diagnosis by the Institut Pasteur; 

‣ conducting extensive research within the framework of "OH! TICKS ", a program 

designed to better understand all the diseases transmitted to humans by ticks, to 
identify the clinical symptoms and to provide tools for a better management of the 
patients. 

 



PE01662: Improve Treatment for Patients with Lyme Disease and Associated 
Tick-borne Diseases 

Petitioner Janey Cringean and Lorraine Murray on behalf of Tick-borne Illness 
Campaign Scotland 

Date 
Lodged 

28 June 2017 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
improve testing and treatment for Lyme Disease and associated tick-
borne diseases by ensuring that medical professionals in Scotland 
are fully equipped to deal with the complexity of tick-borne infections, 
addressing the lack of reliability of tests, the full variety of species in 
Scotland, the presence of 'persister' bacteria which are difficult to 
eradicate, and the complexities caused by the presence of possibly 
multiple co-infections, and to complement this with a public 
awareness campaign. 

Previous 
action 

Asked my MSP, Angela Constance, to get information from the 
Scottish Health Secretary, Shona Robison, on plans to improve 
outcomes for Lyme disease patients. 

1. Written a report for discussion with the Chief Medical Officer to 
highlight the issues in diagnosis and treatment.  

2. Met with the head of Healthcare Improvement Scotland to raise 
the issues in diagnosis and treatment. 

3. Discussed the issues in diagnosis and treatment with Neil 
Findlay MSP. 

4. Established the website “Tick-borne Illness Campaign 
Scotland” (www.ticscotland.org.uk) to raise awareness of the 
issues. 

5. Asked my local councillor to ensure signs were placed 
prominently in the country park where I was bitten. 

Background 
information 

Lyme Disease in Scotland 

Many patients in Scotland are being failed by current medical practice 
regarding Lyme Disease (also known as borreliosis) and related tick-
borne co-infections.  

If the disease is caught early, patients recover with standard 
treatment. However, 10-20% of patients go on to develop a 
debilitating chronic condition referred to by some as Post-Treatment 
Lyme Disease Syndrome. Currently, many patients are then 
abandoned without further help, left to seek private help or self-
medicate. 

On average, 5% of ticks in Scotland are infected with borrelia. The 
number of cases of Lyme Disease in humans has increased in the 
last decade: in 1996 there were fewer than 30 new cases in Scotland; 
in 2015 there were around 220. However, GPs estimate that only 20-
40% of cases are referred, and so the numbers are likely to be much 



higher. Analyses are very rough because the real figures are 
unknown. 

Tests in donated blood have concluded that 4.2% of blood donors 
have positive borrelia serology. With the estimated 2015 mid-year 
population of Scotland standing at 5.373 million, that equates to 
225,666 blood donors of Scotland having been infected. The number 
of infected people is likely to be higher as those who are ill are less 
likely to give blood. Not everyone who is infected has current 
symptoms. 

We want to see significant improvements in treatment for Lyme 
Disease, particularly addressing the needs of those with chronic 
illness.  

Improve and extend testing 

There are numerous issues with testing and diagnosis. Current 
practice is to rely on diagnostic tests, but these are unreliable. 
According to Lyme Disease Action, “there are no conclusive tests for 
Lyme Disease currently in routine use in the UK that will accurately 
diagnose Lyme Disease or distinguish from past infection”. The 
National Lyme Disease Reference Laboratory at Raigmore 
acknowledges that "traditional testing is expensive, lacks sensitivity, 
cannot distinguish between current and past infection and cannot be 
used as a marker for treatment response". 

We wish to see guidelines produced which ensure doctors are aware 
of the lack of reliability of tests and the lack of markers of current 
infection, which provide clarity about the testing procedures for all 
tick-borne diseases, and which require all forms of borreliosis and 
emerging co-infections to be notifiable. 

Currently there are no tests which cover all tick-borne infections found 
in Scotland. For example, there are at least two species of borrelia 
which are found in Scotland but not tested for. We want to see testing 
extended to cover all borrelia species found in Scotland. As some 
patients have no detectable antibodies, we wish tests to be 
introduced which do not rely on antibody response. Testing for co-
infections should also be comprehensive and include multiple species 
of the common co-infections bartonella and babesia. 

Improve treatment 

The current guidelines used for treatment in Scotland were developed 
in 2006 by the Infectious Diseases Society of America (IDSA).  These 
guidelines have been removed from the US National Guidance 
Clearinghouse because they are considered out of date. 

Recent research has shown that the bacterium which causes Lyme 



Disease forms dormant ‘persister’ cells, which are known to evade 
antibiotics. Borrelia has been described as "one of the most complex 
bacteria known to man". Treatment protocols need to be modified to 
address the complexity of borrelia infection.  

Current treatment, based on these outdated IDSA guidelines, 
normally involves antibiotics for up to one month, but this regime does 
not acknowledge persistence of borrelia infection, or the presence of 
possibly multiple co-infections. Patients with continued symptoms 
should be followed up regularly and not abandoned as at present. 
Treatment, which could include IV, high dose, pulsed, combination or 
long-term antibiotics, should be extended for as long as symptoms 
persist. Also, until tick-borne diseases are clearly understood and up-
to-date guidelines developed, where uncertainties exist doctors 
should be professionally supported in decisions they take to prescribe 
unlicensed medication to their patients. 

A Scottish vector-borne illness treatment centre should be established 
to deal with complex cases, involving a multi-disciplinary team of 
specialists in infectious diseases, immunotherapy, functional medicine 
and nutrition. This should be supported by full training of staff in the 
most up-to-date clinical methods for dealing with persistence and the 
associated complexities of co-infections, along with the provision of 
resources for research and development into the treatment of chronic 
tick-borne infections in Scotland. 

Improve education 

Doctors need to be taught to recognise a collection of symptoms of 
Lyme disease, many of which mimic other illnesses, irrespective of 
the presence of the characteristic rash or positive blood test. 
Education should be improved to ensure that consultants are fully up-
to-date on the complexity and persistence of borrelia, including the 
added complexity when co-infections are involved. GPs and medical 
students also must be aware of the complexities of the illness, and 
the urgent need for prompt diagnosis and appropriate treatment.  

Education should extend to the public, so that they are aware of the 
dangers and have information on how to protect themselves. This can 
be achieved partly by landowners being required to display suitable 
warning notices at, for example, visitor centres and car parks. 

 



PE1662/A 
Lyme Disease UK submission of 24 October 2017 
 
Thank you for your request for our response to the above petition.  As the co-
founder of Lyme Disease UK, we are fully in support of the petition and urge 
the Scottish Parliament to ensure all of the suggested actions are 
implemented as quickly as possible.  
 
Lyme Disease UK is a not-for-profit organisation founded with the aim of 
supporting patients.  We: 

 actively promote awareness of prevention measures, tick removal, and 
early symptoms by website information, leaflet distribution, hosting 
stands at events and conferences and other public awareness 
measures 

 provide a support mechanism to assist the general public to help 
identify the early symptoms and the progression of symptoms that may 
occur with Lyme disease and co-infections that may be transmitted by 
a tick bite.  

 are in contact with many of the leading researchers and doctors with a 
strong interest in Lyme disease. 

  
With respect to the actions suggested in the petition: 
 

Improve Testing 
As part of our efforts, we run a patient support Facebook group for those that 
are struggling to get a diagnosis for their symptoms.  We now have almost 
8,000 members and the number is rising. There has been an alarming rise in 
the numbers of  chronically ill members who have either been undiagnosed, 
diagnosed with other non-specific illnesses such as CFS/ME, or diagnosed 
with Lyme disease and given inadequate treatment or worse, no treatment. 
 
Patients are caught in the middle as many receive negative test results with 
current UK two-tier testing using ELISA and Western blot. However, they then 
go on to get positive results from tests from European or US laboratories 
which are dismissed by the NHS. It then becomes extremely difficult for 
patients to know which results to believe, especially when they are displaying 
symptoms of Lyme disease and in many cases, have a history of tick 
exposure and in some cases, an EM rash for which they never received timely 
treatment. 
 
Foreign tests which are identifying infections are either covering more strains 
of borrelia, more strains of co-infections, or are less reliant on immune 
response than the UK test.  
 

 As stated by the International Lyme and Associated Disease Society, 
“There are 5 subspecies of Borrelia Burgdorferi, over 100 strains in the 
USA, and 300 strains worldwide.” Only 3 of these are classed as more 
common European strains.  Patients may be infected with other strains 
which current UK testing does not identify. 

 



 Members are also finding they are co-infected with strains of infections 
such as babesia (parasite), bartonella or ehrichlia, for which testing is 
not available in the UK.  For example, Dr. Richard Horowitz has stated 
that many of his European patients who remain sick after treatment are 
found to be infected with babesia duncani, for which there is no UK 
test.  We have a list of some of the co-infections on our website at: 
https://lymediseaseuk.com/co-infections/ 

 

 Lyme disease and multiple co-infections can suppress the immune 
system, especially in patients co-infected with infections. In such 
cases, a test which does not rely on immune response has the 
potential to pick up more cases that the current UK test. 

 
The patients who are getting different tests results abroad compared to the 
UK are perhaps amongst the sickest with an extremely alarming collection of 
debilitating symptoms. We therefore believe that improved testing is an 
important factor in allowing patients to receive treatment within the UK. 
 
Testing should be extended to include all known strains of borrelia found in 
the UK, e.g., borrelia miyamotoi, which is not included in current testing.  
Alternative tests should be evaluated.  These include the MELISA test 
(http://www.melisa.org/), the ELISpot test 
(https://www.arminlabs.com/en/tests/elispot), the Nanotrap Lyme Antigen test 
(http://www.ceresnano.com/nanotrap-lyme-test), and biomarkers such as 
CXCL13 (http://www.euroimmunblog.com/cxcl13-novel-biomarker-for-
neuroborreliosis/). 
 
Testing should also include multiple strains of co-infections such as babesia, 
e.g., babesia duncani.  A recent veterinary study 
(https://www.ncbi.nlm.nih.gov/pubmed/28917304) found a range a species of 
borrelia and babesia in ticks infesting cats in the UK.  Babesia testing can be 
unreliable but we would like to see the babesia FISH assay 
(https://www.igenex.com/testing/diagnostic-tests-for-babesiosis/) evaluated for 
use in the UK.  
 
A first step which could be taken very easily is to provide the resources to give 
Raigmore Testing Laboratory the status of Reference Laboratory and to 
extend its remit to cover all tick-borne infections, particularly babesia. 
 

Improve Treatment 
We agree that guidelines are needed which cover all tick-borne infections and 
which acknowledge the persistent nature of the Lyme bacteria.  We are 
strongly in support of the point of view of the International Lyme and 
Associated Diseases Society. They state (http://www.ilads.org/lyme/about-
lyme.php) that “Many patients with chronic Lyme disease require prolonged 
treatment until the patient is symptom-free. Relapses occur and retreatment 
may be required.”   
 
Patients who get diagnosed early and given adequate treatment are often 
treated successfully.  However, we find that patients in which early diagnosis 
is missed go on to develop debilitating chronic symptoms which are not 

http://www.melisa.org/
https://www.arminlabs.com/en/tests/elispot
http://www.ceresnano.com/nanotrap-lyme-test
http://www.euroimmunblog.com/cxcl13-novel-biomarker-for-neuroborreliosis/
http://www.euroimmunblog.com/cxcl13-novel-biomarker-for-neuroborreliosis/
https://www.ncbi.nlm.nih.gov/pubmed/28917304
https://www.igenex.com/testing/diagnostic-tests-for-babesiosis/
http://www.ilads.org/lyme/about-lyme.php
http://www.ilads.org/lyme/about-lyme.php


relieved by the standard treatment. Guidelines should ensure that patients are 
not abandoned by the system, an experience all too common amongst our 
members. 
 
NICE have recently issued draft guidelines on Lyme disease.  However, the 
scope was narrow and they do not address patients who may be infected with 
multiple co-infections or who may have persistent infection. The draft 
guidelines also reveal just how much research is needed to develop treatment 
protocols and how poor the current evidence is. 
 
In the absence of a truly reliable test and given that new species of borrelia 
and co-infections are being identified regularly, Lyme disease should be a 
clinical diagnosis based on patient symptoms, signs and history. It is our 
experience that doctors are not confident in making a clinical diagnosis of 
Lyme disease, and yet are quick to dismiss the possibility of a borrelia 
infection. Patients are not being informed about the issues with testing or the 
fact that there is no known cure for Lyme disease. Doctors are not given the 
flexibility to extend treatment protocols and patients are not given the option to 
undergo experimental treatment unless they pay for it privately and consult 
doctors with clinical experience in successfully treating the illness. 
 
The suggestion of a specialist treatment centre would be very useful to 
patients. Many patients are also suffering from mitochondrial issues, immune 
suppression, multiple chemical sensitivities, and a host of other complications.  
A team of specialists who could address all such issues and log patterns seen 
in Lyme disease patients would be of great benefit. 
 
Research will be key to achieving better outcomes for patients.  The NICE 
draft guidelines authors have stated “There is currently insufficient quality 
evidence on the most effective drug and dose, and the effectiveness of 
extended treatment or retreatment regimens in those with continuing 
symptoms remains uncertain.” It would greatly benefit patients with continuing 
symptoms if such research was to take place urgently.  Persistence of borrelia 
has been demonstrated in vitro and in animal studies 
(https://www.nature.com/emi/journal/v4/n8/full/emi201551a.html).  Many 
private Lyme disease practitioners believe that persistence is the reason for 
patients' continued symptoms, despite treatment.  Research into the 
mechanisms of persistence would greatly help in finding a cure. 
 

Improve Education 
Lyme Disease UK and its members are actively involved in public awareness.  
However, sick volunteers cannot be expected to provide sufficient nationwide 
awareness.  Public resources need to be put into educating the public.  
Ensuring appropriate information is available at visitor centres, etc., would 
ensure that the awareness is extended to tourists who may not have access 
to other forms of education. 
 
GPs need to be educated to ensure they recognise the wide range of non-
specific symptoms which often fluctuate and rotate in Lyme disease.  Dr. 
Richard Horowitz has written a book “How Can I Get Better?” which 
addressed the issues he faces in treating patient with tick-borne infections.  In 

https://www.nature.com/emi/journal/v4/n8/full/emi201551a.html


it, he provides a MSIDS (Multiple-Systemic Infectious Disease Syndrome) 
questionnaire 
(http://docs.google.com/viewer?a=v&pid=sites&srcid=ZGVmYXVsdGRvbWFp
bnxjYW5nZXRiZXR0ZXIyfGd4OjViM2FhOTFjYWViY2RmNzI ). Basing 
education on this questionnaire would give GPs a framework to use for 
diagnosis and treatment. 
 
We urge you to develop a Scottish National Plan for Tick-borne Infections, 
similar to the French National Plan for Lyme (http://solidarites-
sante.gouv.fr/archives/archives-presse/archives-communiques-de-
presse/article/marisol-touraine-lance-le-plan-national-de-lutte-contre-la-
maladie-de-lyme-et) and to include co-infections.  The French plan includes 
many of the measures suggested in the petition: information panels at the 
entrance to forests; training of health professionals on tick-borne diseases; 
providing doctors with a standardized assessment describing the list of 
examinations allowing a complete diagnosis in anyone with evocative 
symptoms; implementation of a national diagnostic and care protocol  to 
ensure standardized care for patients throughout the country; specialized 
treatment centres opening in 2017, bringing together all the specialties 
involved (these centres will also be a place of training for professionals); 
development of diagnostic research; and in-depth research to better 
understand all the diseases transmitted to humans by ticks, to identify the 
clinical symptoms and to provide tools for a better management of patients. 
 
The French Plan goes further by including implementation of a "smartphone" 
application to report the presence of ticks and the establishment of a cohort of 
patients attending specialized treatment centres, to improve scientific 
knowledge of the disease.  Lyme Disease UK would support the use of 
patients to help improve scientific knowledge and would be happy to help 
facilitate this. 
 
Many of our members with late-stage Lyme Disease are unable to work, not 
to mention the strain it has had on family life, careers, and social life.  These 
patients are seriously ill and left to fall through the cracks of the system.  The 
burden on the society is very large.  Many patients have seen over 20 
different consultants, taking up significant NHS resources but without a 
resolution of their symptoms. They are often claiming disability and 
unemployment benefits and do not contribute to tax revenues.  Some have 
had to close down or reduce the scope of their businesses, resulting in the 
loss of employment for others.  By tackling this problem correctly, they could 
become active, contributing members of society and the economic burden 
could be significantly eased.   
 
We are happy to answer any further questions you may have and we thank 
you for allowing us the opportunity to respond.  
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PE1662/B 
Scottish Government submission of 27 October 2017 
 
The Scottish Government recognises that more needs to be done to tackle Lyme Disease in 
Scotland. Lyme disease is a complex disease with many confounding factors that limit the 
extent of our knowledge. To improve our understanding, our national multi-disciplinary 
Gastrointestinal Infections and Zoonoses (GIZ) group last year established a Lyme 
Borreliosis sub-group tasked with working specifically on these issues and to prioritise work 
on testing, treatment and public and professional awareness. Membership of the sub-group 
includes experts from Health Protection Scotland, James Hutton Institute, General 
Practitioners, Infectious Disease physicians and the National Lyme Borreliosis Testing 
Laboratory at Raigmore Hospital, amongst others.  
 
On testing, the current guidance from the British Infection Society states that laboratory 
confirmation is not required for a confidently made clinical diagnosis of early Lyme disease. 
That is, if a patient presents to their GP with a history of a tick bite or exposure and the tell-
tale ‘bulls eye’ rash or a spreading rash, antibiotic treatment for Lyme disease would be 
recommended immediately. Subsequent treatment is very effective and follow up testing is 
not required.  
 
If there is uncertainty with the clinical diagnosis a follow up test would be recommended. 
There can however be complications with this approach. It is reported that it may take as 
long as 6-8 weeks for a detectable antibody response to develop in infected patients after 
being bitten by a tick. So for some symptomatic patients, blood samples submitted shortly 
after a tick bite may not be positive.  
 
The National Lyme Borreliosis Testing Laboratory collaborates closely with experts at Public 
Health England and elsewhere, to keep the testing offered in Scotland under constant review 
and to ensure that patients have access to the most robust and scientifically justified testing 
regimen available. Nonetheless, as above, they recognise that there are gaps in the 
effectiveness of tests and are trying to address the lack of sensitivity in the diagnosis of early 
Lyme disease and to identify markers of active infection. The Lyme Borreliosis sub-group will 
consider the outputs of the National Institute for Health and Care Excellence’s (NICE) review 
which is expected to be published in 2018 and will consider the effectiveness of testing. 
 
Our understanding of the presence of ‘persister’ bacteria is developing. There is no definitive 
evidence yet for its presence which is reflected in the divergence of opinion among medical 
groups involved in Lyme Borreliosis. The staff at the National Lyme Borreliosis Testing 
Laboratory in Inverness and those at the PHE Lyme Disease Reference Unit in Salisbury 
held a workshop on Lyme Borreliosis and tick-borne diseases in June 2017 and agreed to 
co-operate on a joint project to address issues such as ‘persister’ bacteria and improve 
current diagnostic techniques. This work is ongoing and will feed into the work of the Lyme 
Borreliosis sub group. 
 
We do however know that co-infections are present in Scotland. A small pilot study currently 
being performed by the National Lyme Borreliosis Testing Laboratory indicates that 
Anaplasmosis is present throughout Scotland. The laboratory is in the early stages of 
planning to establish a Lyme Disease and Tick-borne reference laboratory whose remit 
would be to provide a diagnostic service for other tick-borne infections, such as 
Anaplasmosis, louping ill, and Lyme disease. 
 



  
 

As noted in the petition, one of the main priorities for the Lyme Borreliosis sub group is to 
raise knowledge and awareness amongst health professionals and the public by engaging 
with professional bodies and youth and outdoor recreation groups. They are engaging with a 
wide range of stakeholders, including tourist information offices, outdoor centres, rural hotels 
and GP and vet practices. 
 
In terms of workforce education they have taken forward several pieces of work to help in 
this area. Professional resources have been produced or are being developed, including 
webinars and podcasts aimed at front-line clinicians. There are also information resources 
on the Health Protection Scotland website, and the NHS Education for Scotland website. A 
series of professional development sessions on Lyme Disease have been delivered to 
community pharmacy groups across Scotland in 2017. The sub-group will also consider how 
to make use of existing resources that could be deployed in Scotland. For example, the 
Royal College of General Practitioners'  has developed an online course on Lyme Disease, 
and this will be considered in terms of its appropriateness to the Scottish context. 
 
There is much more to come in this area: The group has produced new public-facing 
materials, explaining the risks from ticks and tick borne diseases and highlighting simple 
steps people can take to avoid infection.  The group has also launched the Outdoor Bugs 
and Germs pages on NHS Inform (https://www.nhs-inform.scot/bugs-and-germs), bringing 
together in one place, for the first time, comprehensive advice on how to avoid infections that 
can be encountered in Scotland’s outdoors, including Lyme disease. Scottish Government 
officials, along with members of the Lyme Borreliosis sub group are currently planning 
greater and sustained promotion of these materials commencing in Spring 2018. 
 

https://www.nhs-inform.scot/bugs-and-germs


 
 

 
 

PE1662/C 
Royal College of General Practitioners submission of 27 October 2017 
  
Thank you for your letter dated 04 October 2017 following the Public Petitions 
Committee meeting held on 14 September 2017 at which the above petition was 
considered. RCGP Scotland have been asked to provide views on issues raised 
during this meeting and in particular, the suggestion that only 3% of GPs have 
undertaken the available training on Lyme disease provided by RCGP, in 
conjunction with Lyme Disease Action. I am happy to provide the following response 
for the Committee’s consideration.   
   
By way of background, let me firstly provide some information on the disease and 
its prevalence in Scotland and the rest of the UK. Lyme disease or Lyme Borreliosis 
was first described in 1975 in Old Lyme, Connecticut, USA. It is a disease spread 
by Ixodes Ricinus, the hard-bodied tick, which has a two year parasitic life cycle. Up 
to 10% of ticks in ‘hot-spot’ areas may carry the causative Borrelia bacteria.   
  
In Scotland, it is agreed that the main ‘medical response’ to the disease should be 
public health information on safe tick removal and early detection of the Erythema 
Migrans rash by patients and their doctors. It is recognised that a proportion of 
patients with early disseminated Lyme or late Lyme may not recall a tick bite or 
rash.   
  
The exact prevalence of Lyme disease in the United Kingdom remains uncertain 
beyond the number of sero-positive blood tests in reference laboratories. As raised 
during the Committee’s meeting, there is scientific uncertainty around the laboratory 
tests for Lyme disease as testing can only pick up previous exposure with an 
antibody test.   
  
The problems regarding data-gathering around Lyme disease are also 
considerable. There exists significant scientific uncertainty around understanding of 
the natural history and management of Lyme disease. Problems of collating 
accurate data at GP level due to poor IT infrastructure means that despite GPs in 
‘hot-spot‘ areas reporting an increase in Erythema Migrans cases to Public Health 
Scotland, there is no accurate data to support this.   
  
RCGP Scotland has been key to the shaping of policy and guidelines in relation to 
Lyme Disease. I have, for ease of reference, listed these actions below:  

 

 on 9 May 2013 RCGP Scotland published a strategic planning document on 
Lyme disease.  

 RCGP Scotland has been represented on the 2017 NICE Guidelines by Dr 
David Stephens, North of Scotland Faculty Representative  

 RCGP Scotland has been presented on Health Protection Scotland 
Gastrointestinal and Zoonoses (GIZ) Working Group on Lyme Disease since 
2015 and therefore helped to shape strategic policy in this area since this 
time  

 RCGP Scotland was represented at the UK Research Strategy meeting on 
Lyme disease held on 01 June 2017 and presented the clinical aspects at 
that meeting.  

 
Given the increased prevalence of Lyme disease in rural areas, RCGP’s North of 
Scotland Faculty, and particularly Dr Jim Douglas, RCGP North of Scotland Faculty 
Provost, have been particularly proactive on the issue of Lyme disease. Please see 



 
 

 
 

below a list of activities that have been implemented and contributed to by RCGP 
North of Scotland Faculty:  
  

 RCGP Scotland has initiated and implemented the Highland guidelines on 
Lyme disease on behalf of NHS Highland for the GPs, Out of Hours and A&E 
services within Highland  

 RCGP, via Dr Douglas, has established new collaborations with the 
University of Leicester on a new research method of blood tests  

 the European Space Agency Lyme App Project required community 
engagement with regard to public information on tick removal and 
stakeholders including Occupational Health groupings in communities. This 
was facilitated by the University of Highlands and Islands in collaboration with 
Dr Douglas. The outputs include websites and educational material on tick 
removal  

 RCGP Scotland has contributed to collaboration on data extraction for 
general practice computer systems with Sam Holden, NHS Highland 
Research Officer  

 Dr Douglas facilitated the initiation of the Lochaber GP Cluster prospective 
study on Lyme episodes during 2017 across general practice, Out of Hours 
and A&E in Lochaber in order to improve the data sets.  

  
RCGP has also provided and contributed to a range of educational outputs, with a 
number of these are listed below:  
 

 YouTube videos on tick removal and the early diagnosis of Lyme disease  

 Forestry Commission videos on prevention and recognition of Lyme disease 
for outdoor workers  

 educational material for pharmacists at the centre of Lyme disease 
prevention through their advice and sale of plastic tick removers  

 NHS Education for Scotland podcasts and webinars for multi-professional 
education on Lyme led by Dr Douglas  

 collaboration with NHS 24 on their material for public facing advice on tick 
removal and early detection of Lyme disease.  

 
Additionally, and crucially for the purposes of the evidence requested by the Public 
Petitions Committee, RCGP alongside Lyme Disease Action, delivers an e-learning 
course. The course went live in September 2014 and is designed to navigate the 
GP to recognising the rash, early symptoms and late manifestations of Lyme 
disease in primary care. The course aims to equip GPs to be able to offer advice on 
prevention of Lyme disease and to begin appropriate treatment to minimise the 
complications of the condition. Since launching, the course has registered 2,368 
users. (Data covers usage up to 30th September 2017) Crucially, this online course 
can be accessed by both RCGP members and non-members. This is neither 
restricted to a GP nor a Scottish only audience and it is therefore incredibly difficult 
to ascertain the exact percentage of GPs in Scotland who have completed this 
training. However, this is just one of many educational resources available to GPs 
on Lyme disease. In Lyme disease ‘hot-spot’ areas where GPs are more commonly 
presented with symptoms suggestive of possible Lyme disease, it is extremely likely 
that the percentage of GPs trained in Lyme disease is considerably higher than 3%. 
Indeed, in such areas GPs are the current experts on Lyme disease and the work 
carried out by RCGP Scotland to raise awareness of the clinical challenges of Lyme 
disease has undoubtedly prompted GPs in other geographical areas to refresh their 
knowledge of the recognition and management of the condition.    
  



 
 

 
 

RCGP Scotland recognises the distress and complications that Lyme disease can 
cause for those who contract the disease. Lyme disease is just one of the broad 
range of infectious diseases which form part of the extensive GP training curriculum 
and most importantly the training aims to equip GP trainees to identify and address 
their learning needs in all relevant clinical areas.   
  
Public education on safe tick removal does, however, need to continue and to be 
adequately resourced in terms of the provision of tick removal devices in all outdoor 
nurseries, primary and secondary schools in tick ‘hot-spots’. The positive 
advantages of well-being by use of the countryside and outdoor sports far 
outweighs any small risk of Lyme disease. However, all participatory sports and 
outdoor activity groups should also be aware of the simple prevention of Lyme 
disease by tick removal. Simple steps, such as ensuring that the correct plastic tick 
removal devices, are available from pharmacists should also be taken, given that 
pharmacists remain the key group in the front line of Lyme disease prevention.   
  
I hope that this information serves to clarify the position of RCGP Scotland on the 
issue of Lyme disease and associated-tick borne diseases. Should you require 
further clarification or information on any of the points raised within this letter, 
please do not hesitate to contact me.  
  
 
 



 

PE1662/D 
Scottish Natural Heritage submission of 27 October 2017 
 
Our statutory purpose 
 
Scottish Natural Heritage (SNH) is a non-departmental public body (NDPB) funded 
by the Scottish Government through Grant-in-Aid. We are the Scottish Government’s 
advisers on issues relating to nature and landscape. Our statutory purpose is to: 
 

 secure the conservation and enhancement of nature and landscapes; 

 foster understanding and facilitate their enjoyment of them; and, 

 advise on their sustainable use and management. 

 
Scotland’s nature and landscapes are recognised internationally, and this natural 
capital plays an important role in supporting economic growth, improving people’s 
health and wellbeing, adapting to climate change and strengthening communities. 
We work with partners both nationally and locally to maintain and enhance these 
assets and to improve the public benefits generated from their sustainable use, both 
now and in the future. 
 
SNH’s role in outdoor access 
 
In line with our role in facilitating enjoyment of nature and landscapes, we work with 
partners to promote informal outdoor recreation, in particular among disadvantaged 
groups. This work links strongly to the Scottish Government’s national indicator to 
Increase people’s use of Scotland’s outdoors, which aims to realise all of the social, 
economic and environmental benefits that outdoor recreation provides. These 
include the considerable benefits to people’s health and quality of life that result from 
physical activity and contact with nature, for example in helping to combat obesity 
and mental ill health. We are promoting these in conjunction with Forestry 
Commission Scotland and NHS Health Scotland through the Our Natural Health 
Service initiative. 
 
SNH also has specific duties to publicise and promote understanding of the Scottish 
Outdoor Access Code, which has been approved by the Scottish Parliament. The 
Code provides the key statutory guidance on responsible behaviour in the outdoors, 
although this focuses on preventing unreasonable impacts on other people and the 
environment rather than on the personal health and safety of participants. 
 
Advice on ticks and Lyme disease 
 
We fully recognise the very significant health risk that ticks can present, and it will 
clearly be important to provide practical and consistent advice to the public to help 
prevent tick-borne illnesses. It will also be important, however, to ensure that these 
messages are proportionate and reflect the considerable wider health and other 
benefits that outdoor recreation provides. Ticks are by no means the only potential 
risk to the health and safety of people taking part in outdoor activities, and advice on 
recreational practice is often best provided by recognised recreation bodies. We are 
also conscious that SNH is not an authority on public health, and such campaigns 



 

ultimately rely on partners to provide or underwrite health-related messages – for 
example through the work that is currently being undertaken by the Scottish Health 
Protection Network. 
 
Against this background, we are working with partners to address this in various 
ways: 

 

 We have worked with NHS colleagues to help ensure that the NHS Inform 
website conveys messages about the risks posed by ticks, and other outdoor 
health hazards, in the context of positive messages about enjoying the outdoors 
(https://www.nhsinform.scot/healthy-living/outdoor-health/bugs-and-
germs/avoiding-bugs-and-germs-outdoors). 

 

 We have previously worked with recreation and land management bodies 
through the National Access Forum to help distribute advice about ticks and 
Lyme disease. Forestry Commission Scotland has recently developed new 
promotional materials to encourage people to check for ticks 
(https://youtu.be/Quoh5YFVsX0) and this is also being shared through the 
Forum. We are currently considering how best to use these resources to provide 
suitable advice to the public on SNH National Nature Reserves. 

 

 We provide targeted advice for professional audiences who are involved in 
conservation management, including deer managers 
(http://bestpracticeguides.org.uk/people/lyme-disease and 
http://bestpracticeguides.org.uk/people/lyme-disease2), and highlight tick-related 
hazards in the context of specific projects such as Peatland Action. This is of 
course accompanied by internal guidance and precautionary measures to 
minimise risks to SNH staff who may be exposed to ticks in the course of their 
work. 

 
The petition suggests that education campaigns could include suitable warning 
notices at places such as visitor centres and car parks. We agree that this approach 
may be helpful under some circumstances, although careful planning would be 
needed to ensure that any such measures are effective and do not deter people from 
enjoying the outdoors. We would therefore suggest that any such messages are 
carefully focused on times and places where a particular risk is known to exist, and 
include positive action that people can take to manage this risk (rather than simply 
avoiding the area). 
 
More generally, we would of course be happy to discuss any further action which 
would help to effectively address this issue, and we will continue to work with 
partners to monitor future developments. 
 

https://www.nhsinform.scot/healthy-living/outdoor-health/bugs-and-germs/avoiding-bugs-and-germs-outdoors
https://www.nhsinform.scot/healthy-living/outdoor-health/bugs-and-germs/avoiding-bugs-and-germs-outdoors
https://youtu.be/Quoh5YFVsX0
http://bestpracticeguides.org.uk/people/lyme-disease
http://bestpracticeguides.org.uk/people/lyme-disease2


PE1662/E 

Lyme Disease Action submission of 27 October 2017 
 

We support the petitioners’ calls for action to improve the position with regard to 
awareness, diagnosis and treatment of Lyme disease. We would like to draw your 
attention to a few specific points where there is genuine uncertainty and complexity. 
 

 NHS blood tests for Lyme disease have significant limitations1 and do not 
identify all cases. 

 There is no current test which can distinguish current disease from past 

disease. 

 Lyme disease can persist beyond a course of antibiotics, particularly when 
treated late. 

 What causes persisting symptoms, and the best way to treat them in any one 

individual, is currently unknown. 

 The vast majority of UK doctors have insufficient experience of Lyme disease.  

 The majority of UK doctors will only diagnose those with positive test results 
and, despite the absence of a gold standard test, will rule out Lyme disease 

as a possibility on the basis of test results.  

 From a historical perspective, a small but highly influential group of doctors 
including some experts involved with the Health Protection Agency and British 
Infection Association actively promoted the (incorrect) view that Lyme disease 

is easy to diagnose and easy to treat, and tended to dismiss increasing public 
concern. Doctors rely heavily on such expert opinion, especially in areas of 
scientific uncertainty; they will believe their peers.  

 Lyme disease is a complex disease with many areas of current scientific 

uncertainty. 
  

However: 

 The symptoms of Lyme disease do genuinely overlap those of many other 

conditions, some of which also have no definitive test and this can lead to 
difficulties in diagnosis.  

 The blood tests from a few private German laboratories are not helpful. Some 
are not specific to Lyme disease and some not licensed for Lyme disease 

diagnosis. These tests are not used by official German laboratories. 

 Social media encourages patients to use these laboratories, they receive 
positive blood test results and may then believe the NHS negative test is 
“useless”. Patients will believe sources of information in which they have faith, 

including their peers.  

 Private doctors in Germany and the USA will diagnose patients clinically and 
treat patients empirically with long term and combinations of antibiotics. 
However, they publish no outcome studies so it is not known whether patients 

definitely had Lyme disease, how many recovered, or how far any recovery 
was related to a particular aspect of treatment or due to some other factor. 
They do not add to the scientific medical evidence base on which medicine 
generally relies.  

 The test used for diagnosis in Scotland is designed to detect infections 
caused by all the Borrelia genospecies currently known to be present in 
Scottish ticks. 



 The first reported case of Lyme disease in Scotland was 1977, so it is an 
emerging disease in the UK and not altogether surprising that doctors have 

little experience. They do not have time to read emerging science and, of 
course, believe those in authority and their peers. 

 
Lyme Disease Action has argued for pilot specialist clinics for Lyme disease which 

would develop a new protocol, co-designed with patients, for assessing and 
reviewing patients. This was supported by the Minister for Health, Lord Prior, 
following a debate in the House of Lords in 2015. We are close to agreement on this 
in principle, with a proposal for 3 pilots, including one in Scotland.  
 

Further detail 

 
The NHS blood tests in use for Lyme disease aim to detect antibodies to a defined 

set of antigens (proteins) of the Borrelia bacteria. Manufacturers of test kits select 

those they believe are most likely to detect infection, and although the tests from 
different companies are broadly similar, they do have some differences. Each 
laboratory has to choose a test which they think will detect infections in their 
population. These are known as serology tests and are the main type of test used 

worldwide to help in the diagnosis of Lyme disease. 
 
As an indirect test, serology has inherent limitations as it relies on the right 
antibodies being generated by the infected person and this does not always happen. 

The main reasons for not detecting Lyme disease when it is present is  
a. testing too early before antibodies have developed fully and  
b. possible interference of medication with the immune system which means 

antibody generation may be inhibited.  

But there are other reasons and the science is not yet fully understood. Antibodies 
last for years, even in people who have recovered from Lyme disease, so a positive 
test simply demonstrates exposure of the immune system to the bacteria. 
 

Some other test techniques, such as PCR (Polymerase Chain Reaction) aimed at 
detecting the DNA of Borrelia, are used on tissue, synovial fluid and spinal fluid, but 
these are not routine and also have limitations due to the low numbers of bacteria 
present and the difficulty in obtaining samples. 

 
As there is no test which can guarantee to detect Lyme disease, it is not possible to 
say how many cases are missed. Some patient groups state that as many as 50% of 
cases are missed, but this appears to be mainly based on figures which include early 

infections, possibly skewing the results.  
 
There are 4 different genospecies of Borrelia present in Scotland of which 3 are 
pathogenic.2 These have some antigens in common and the test in use at Raigmore3 

is aimed at detecting infections caused by all these 3 genospecies. It is possible that 
there are other pathogenic genospecies present in Scottish ticks, which are less 
likely to be detected by the current tests but this is speculation. 
 
Other tests. Lyme disease can persist beyond a course of antibiotics, but there is 
currently no test which can distinguish between current and past infection. The Lyme 
antigen test mentioned is likely to become available in Europe in November 2017 



via a Netherlands Laboratory which now has a European licence from the American 
developers. It has not yet been tested on European patients although small scale 
tests in America indicate that it may be able to discriminate between past and current 

disease. It needs first to be tried on people who definitely had Lyme disease and 
who have relapsed, and as a comparison on those who are now asymptomatic. As 
there is no proof that those who have relapsed still have symptoms due to Lyme 
disease, the difficulties in interpreting the results can be appreciated. 

 
The LTT test was referred to by the petitioners. There are several tests (LTT, 

ELISPOT etc) using techniques which aim to measure the reaction of a patient’s T 
cells to Borrelia. This technique has been used successfully in TB and many 

researchers are working to develop similar tests for Lyme disease. However, they 
have not yet been successful because of technical issues, including the need to 
process samples within a relatively short time frame and the challenge of ensuring 
sufficient test accuracy. The tests so far developed can give positive results in 

healthy people (false positives) as well as those who are ill, and do not necessarily 
identify those with Lyme disease (false negatives).  
 
There are a few private laboratories in Germany offering T cell based tests as well as 

other tests which are not specific for Lyme disease. Given the reluctance of any UK 
doctor to diagnose someone without a positive test result, it is not surprising that 
many people look for and find alternative tests. 
 

Much of the on-line patient community supports these private laboratories, and 
indeed specifically recommends them, because they have a reputation of providing 
positive test results. This fuels the perception that NHS tests are poor and German 
tests are better. Note that official German laboratories use the same type of test as 

the NHS, and in some cases exactly the same test. The test in use at Raigmore is 
from a German manufacturer. 
 
These private German Laboratories also use tests for common infections to which 

many people have antibodies and this tends to make patients believe that co-
infections are common. Our help desk has many patients seeking help following a 
blood test result from these laboratories positive for “Lyme disease and co-
infections” which they believe explains their ill health. It may do, but equally it may 

not. 
 
Because there is no currently available test that can distinguish current infection, it is 
not possible to know in any one case whether persisting symptoms following 

treatment are due to persistent disease, tissue damage, an autoimmune process or 
some other condition.  
 
The epidemiology of Lyme disease in the UK is not fully known. The petitioners 

rightly say that only positive blood tests are counted in the annual figures and cases 
are likely to be considerably greater and the study on Scottish blood donors4 
supports this, finding 4.2% of donors had had exposure to the bacteria. They could 
have had a mild form from which they recovered without treatment or serious 

disease for which they had treatment and also recovered.  
 



This Scottish seroprevalence is very low compared with many European countries. 
Background seroprevalence tends to be higher in countries with a higher recorded 
incidence of Lyme disease and tends to increase as Lyme disease becomes more 

endemic. Although seroprevalence in lowland areas of Scotland was zero it should 
be noted that the data is old, from 2010/2011 blood donor sessions, so we might 
expect the seroprevalence to have risen. To introduce another uncertainty, we do not 
know whether the in-house test used in this study would detect any antibodies to 

non-pathogenic genospecies nor how sensitive it would have been to minority 
pathogenic genospecies not represented in that test. 
 
The infection rate in Scottish ticks varies from place to place and year to year. 

Published figures tend to include all genospecies, including one that is not 
pathogenic, so it is often difficult to get an accurate idea of the % of infected ticks 
likely to pass disease to humans. The infection rate varies from place to place and 
year to yea. Published data in a 2016 paper2 showed a maximum of 6% and zero at 

some sites. This compares, for example, with about 20% in Sweden. 
 
It should be noted that where there have been surveys other tick-borne infections 

are far less common in England and Wales than on mainland Europe or in North 

America, though there is a lack of information on other infections in Scottish ticks. 
Human Granulocytic Anaplasmosis, a tick-borne infection of white blood cells which 
was acquired in Scotland, was confirmed in a returning traveller to Germany in 
2013

5
. The UK is surrounded by sea and this has protected us to some extent and 

delayed the introduction of many pathogens. There are several Scottish researchers 
studying ticks, and the committee would do well to seek information from them. 
 
 

Polarisation of opinion 

LDA’s help desk provides evidence that UK doctors do not know enough about Lyme 
disease. They may not recognise the characteristic “bull’s eye” rash, called erythema 
migrans, seen in around two thirds of cases, so an important window for effective 

antibiotic treatment of early Lyme disease may be missed. They may be unaware of 
their lack of knowledge and experience of genuine areas of uncertainty around 
testing, diagnosis and treatment of Lyme disease.  
 

The list of conditions with overlapping symptoms and without definitive tests includes 
a wide range of neurological and autoimmune conditions as well as ME and 
fibromyalgia, complicating diagnosis. There is also a tendency amongst doctors to 
view subjective “medically unexplained symptoms” as evidence of some form of 

psychiatric disorder, often called a “functional” disorder, if a physical cause cannot 
be determined.  
 
There is a risk of prematurely foreclosing on a correct diagnosis of Lyme disease 

and discharging the duty of care. We believe this has an impact on patient safety 
and leaves more complex cases abandoned by NHS services on which they would 
normally depend as a “life-line”. Lyme disease can be incredibly debilitating in both 
adults and children and people may have little choice but to seek private care, often 

abroad, in order to try and regain their health and restore their lives. 
 



Between 2010 and 2012, Lyme Disease Action worked with the James Lind Alliance 
on a Priority Setting Partnership for Lyme disease which resulted in publication of the 
known uncertainties at systematic review level and identified research priorities6. It 

was very difficult to engage doctors in this process as many of them believed (and 
indeed stated) that there were no uncertainties.  
 
On the other hand, patients value the care and treatment provided by the private 

doctors who are referred to as LLMDs (Lyme Literate Medical Doctors). Some 
private clinics use a wide range of therapies (eg hyperthermia, homeopathy, 
supplements, immune therapy, Rife machines etc.) in addition to, or instead of, 
antibiotics. Their concept of Lyme disease is controversial, being wider and more 

inclusive than a single bacterial infection. It can be challenging for patients to make 
an informed decision on treatment which often involves considerable financial cost 
and may involve a degree of risk. 

 

We include with our response a presentation given by a member of the Health 
Protection Research Unit at Liverpool to our annual conference in July 2017. This 
reports on a workshop held in Edinburgh in June 2017 and gives details of current 
UK research as well as key unanswered challenges and uncertainties. 

 
Lyme Disease Action, October 2017 
 

References 

 
1.  Leeflang MMG, Ang CW, Berkhout J, et al. The diagnostic accuracy of 

serological tests for Lyme borreliosis in Europe : a systematic review and 
meta-analysis . BMC Infect Dis 2016; 16. 

2.  Millins C, Gilbert L, Johnson P, et al. Heterogeneity in the abundance and 
distribution of Ixodes ricinus and Borrelia burgdorferi (sensu lato) in Scotland: 
implications for risk prediction. Parasit Vectors 2016; 9: 595. 

3.  Mikrogen - recomLine Borrelia IgG / IgM, 

http://www.mikrogen.de/english/products/product-overview/testsystem/borrelia-
igg-1.html (accessed 25 October 2017). 

4.  Munro H, Mavin S, Duffy K, et al. Seroprevalence of lyme borreliosis in 
Scottish blood donors. Transfus Med 2015; 25: 284–286. 

5.  Hagedorn P, Imhoff M, Fischer C, et al. Human Granulocytic Anaplasmosis 
Acquired in Scotland 2013. Emerg Infect Dis 2014; 20: 20–22. 

6.  LDA. The Priorities for Research. 2013. 
 

 
 
 
 

 
 
 
 

  



PE1662/F 
Joint submission of 30 October 2017 from the British Veterinary Association, British 
Small Animal Veterinary Association and the Veterinary Public Health Association 
 

1)  BVA is the national representative body for the veterinary profession in the 
United Kingdom and has over 16,000 members. Our primary aim is to 
represent, support and champion the interests of the veterinary profession in 
this country, and we therefore take a keen interest in all issues affecting the 
profession, including animal health and welfare, public health, regulatory 
issues and employment matters. 
 

2)  BVA’s Scottish Branch brings together representatives of the BVA’s territorial 
and specialist divisions, government, academic institutions and research 
organisations in Scotland. The Branch advises BVA on the consensus view 
of Scottish members on Scottish and United Kingdom issues. 
 

3)  The British Small Animal Veterinary Association (BSAVA) exists to promote 
excellence in small animal practice through education and science and is the 
largest specialist division of BVA representing over 10,000 members. 
 

4)  The Veterinary Public Health Association (VPHA) is a division of BVA and is 
committed to the protection of the consumer and the environment as well as 
to the promotion of animal welfare. VPHA currently has over 300 members 
many of whom work as Official Veterinarians in slaughterhouses dealing with 
both public health and animal welfare issues. 
 

5)  In order to effectively tackle Lyme Disease the veterinary profession, medical 
profession, animal keepers and pet owners, Government, local authorities, 
land owners and other relevant stakeholders must work collaboratively under 
a ‘One Health’ agenda to raise awareness of how to prevent the transmission 
of Lyme Disease and improve the testing and treatment of this vector-borne 
disease.  
 

6)  We welcome the opportunity to comment on the action called for in the 
petition, particularly with regard to the veterinary profession’s role in working 
collaboratively with other stakeholders to raise awareness of the prevention 
of vector-borne diseases and contributing to the surveillance of ticks to better 
understand the geographical and seasonal prevalence of Lyme Disease.  
 

7)  Prevention and responsible ownership/animal-keeping  
We recognise that there are a number of subspecies of Borrelia burgdorferi, 
each adapted to a different type of wildlife species. Sheep and deer are often 
the natural reservoir for Borrelia burgdorferi and the veterinary profession has 
a role to play in promoting controls in these species to reduce the prevalence 
of Lyme Disease.  
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 BSAVA (October 2016) ‘Infectious Diseases Fact Sheet:  Lyme Disease’. Available at: 

https://www.bsava.com/Portals/0/resources/documents/lyme-disease_final-1116.pdf?ver=2016-11-30-
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 Day et al. (2016) WSAVA: Guidelines for the vaccination of dogs and cats. Available at : 
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Vector-Borne Diseases in Dogs and Cats’ Available at:  
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In the UK, it is most commonplace for animals to become infected following a 
bite from an infected nymph or adult tick of the species Ixodes ricinus, usually 
in high vegetated areas where ticks are known to have a higher prevalence.1  
A tick must be attached for at least 16-24 hours before pathogen 
transmission to a new host occurs.2 
 

8)  For sheep in areas of high tick prevalence aracide treatment is used with the 
intention of preventing louping-ill virus, a tick transmitted viral disease, which 
can have a depressive effect on overall tick numbers in sheep. However, it 
should be recognised that there are increasing concerns regarding aracide 
resistance. As deer are known as a chief tick multiplier and translocator in 
these ecosystems, culling and secure fencing are employed in areas where 
high tick prevalence amongst deer is a concern. 
 

9)  In terms of companion animals, we support the prophylactic use of veterinary 
recommended tick treatments and tick repellents in pets (tick repellents are 
also very effective for humans), and encourage owners to have their pets 
regularly treated at intervals as advised by their veterinary surgeon. The 
World Small Animal Veterinary Association (WSAVA) Vaccination Guidelines 
also recommend that vaccination against Lyme Disease should only be given 
to dogs with a known high risk of exposure to Lyme Disease, considering it to 
be a non-core vaccine.3 This vaccine is intended to reduce transmission of 
Borrelia from the tick to the dog and reduce disease incursion in dogs. 
 
It is important to note that the American College of Veterinary Internal 
Medicine (ACVIM) Small Animal Consensus Statement on Lyme Disease in 
Dogs: Diagnosis, Treatment, and Prevention consensus statement4 and the 
European Scientific Counsel Companion Animal Parasites ‘‘ESCCAP 
Guideline 5: Control of Vector-Borne Diseases in Dogs and Cats’5 express 
reservations as to reliance on this vaccine for control of Lyme Disease. 
Likewise, the NOAH Compendium data sheet for Merilym (vaccine against 
Borrelia spp) states under ‘Clinical Particulars’: 
 
Reduction of transmission of Borrelia from the tick to the host has not been 
quantified, and no correlation has been established between a specific level 
of antibodies and reduction of Borrelia transmission. The efficacy of the 
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a canine Lyme vaccine to reduce the incidence of histological synovial lesions following 
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vaccine against an infection that leads to the development of clinical 
disease has not been studied.6 
 
With this in mind, and due to the fact that the vaccine and reduction of 
Borrelia transmission has only been investigated under experimental 
conditions7, we would welcome further research into its effectiveness in 
controlling transmission of Borrelia in dogs. 
 

10)  As a profession, we advise that owners always thoroughly examine their pets 
and themselves after walks, particularly when their pet could have been 
exposed to ticks in woodland, long grass, or highly vegetated areas where 
there is a known higher prevalence of ticks. If a tick is found on the body of a 
pet it should be removed completely using a commercially available tick-
remover, even if it is already dead (the use of prophylactic tick treatments will 
work to kill ticks that that are in direct contact with a pet’s skin). If owners 
have any concerns about their pet or how to remove a tick correctly they 
should contact their vet immediately. We would also advise that an owner 
should visit a healthcare professional if they believe they may have been 
bitten.  
 

11)  Pet Travel Scheme 
Further, we note that the removal of the requirement for tick treatment under 
the Pet Travel Scheme has increased the risk of tick-borne diseases entering 
the UK. This includes increasing the risk of Lyme Disease, as well as other 
vector-borne diseases leishmaniosis, ehrlichiosis and babesiosis, which are 
also zoonotic and so present a risk to public health as well as posing a 
significant welfare impact on an immunologically naïve population of animals.   
 
This must be considered alongside the financial and emotional impact of 
dealing with potential treatment for these diseases. We support the re-
introduction of tick treatment before entering the UK as a measure to mitigate 
the risk from tick-borne disease and reduce the rising prevalence of Lyme 
Disease in the UK.  
 

12)  The responsibility of the veterinary profession  
The ‘Big Tick Project’, an initiative from the University of Bristol, conducted a 
veterinary study of ticks and tick-borne disease and has developed a ‘UK 
Tick Threat Map’ to allow vets and members of public to assess their risk 
level of their local area. 
 

13)  We would encourage members of the veterinary profession to continue 
submit health and disease monitoring data from their consultations with 
clients who present animals with ticks to similar surveillance programmes 
such as SAVSNET. Contributing to the collection of this data will enable both 
the veterinary and medical profession, as well as pet owners and members of 
the public, to understand more about the geographical and seasonal disease 
risk of Lyme Disease and other vector-borne diseases in Scotland and the 

http://www.bigtickproject.co.uk/
http://www.bigtickproject.co.uk/ticks-in-the-uk/uk-tick-threat-map/
http://www.bigtickproject.co.uk/ticks-in-the-uk/uk-tick-threat-map/
https://www.liverpool.ac.uk/savsnet/
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rest of the UK.  
 

14)  Public information and education campaign 
Research conducted in 2015 suggests that only 47 per cent of dog owners 
surveyed know that ticks can transmit diseases to both dogs and humans, 
whilst over half (54 per cent) of dog owners don’t know that Lyme disease 
affects both dogs and humans.8 With these figures in mind, we would support 
a public information campaign that takes a joined-up ‘One Health’ approach 
to promoting awareness of Lyme Disease, areas of high disease risk, how to 
prevent Lyme Disease and how to navigate different care pathways, both 
veterinary and medical, if someone suspects a tick bite on themselves or 
their animal. We believe any information campaign should be supported by 
relevant stakeholders spanning the veterinary profession, the medical 
profession and relevant representative bodies within this, representative 
organisations of rural workers, Government, local authorities and land 
owners.  
 

15)  We would encourage the Scottish Government to explore replicating and 
building upon the proactive efforts of Public Health England in educating the 
wider public to be tick aware through easily digestible fact sheets and patient 
information9, as well as encouraging the general public to contribute to tick 
surveillance through a Tick Surveillance Scheme. 
 

16)  We recognise that as part of this the veterinary profession and its relevant 
professional associations have a role to play in educating pet owners on how 
to prevent exposure of both owners and their pets to ticks, encouraging the 
uptake of regular preventative tick treatment for pets at the correct intervals, 
as well as how to access relevant veterinary support if pets have been bitten 
by ticks. Likewise, as representative bodies for the veterinary profession we 
have a role to play in encouraging members of the veterinary profession to 
participate in relevant surveillance schemes and advocating the sharing of 
this data between veterinary and medical scientists to better understand the 
geographical and seasonal disease risk of Lyme Disease. 
 

17)  We would also support the targeted education of those working closely with 
sheep to standardise the quality, quantity and frequency of aracide treatment 
applications and would recommend any keeper who is unsure about the 
correct intervals at which to apply this treatment to consult with their 
veterinary surgeon. In addition, we would welcome the replication of existing 
local and independent initiatives dispensing tick removal hooks and 
information on how to prevent Lyme Disease and other tick-borne diseases to 
rural workers and animal keepers on a larger, regional or national scale. 
  

18)  Risk Assessment  
We would welcome further epidemiological risk assessment of Lyme Disease 
in both humans and animals in order to better inform targeted veterinary 
interventions and targeted education on prevention for the wider public and 

http://www.bristol.ac.uk/news/2015/april/big-tick-project.html
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/552740/Ticksandyourhealthinfoabouttickbites.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/552740/Ticksandyourhealthinfoabouttickbites.pdf


 
 
 
 
 
 
 
 
 
  

                                                 
10

 ULLOCH, J., MCGINLEY, L., SÁNCHEZ-VIZCAÍNO, F., MEDLOCK, J., & RADFORD, A. (2017). 

The passive surveillance of ticks using companion animal electronic health records. Epidemiology and 
Infection, 145(10), 2020-2029. Available at: https://www.cambridge.org/core/journals/epidemiology-
and-infection/article/passive-surveillance-of-ticks-using-companion-animal-electronic-health-
records/9753C56C9AC3EE2D499C5CDF12A8D98D  

those working in high-risk areas. In terms of humans, it would be useful to 
assess which populations (ie. rural/farming communities or urban city 
dwellers visiting rural areas) are most commonly infected with Lyme Disease 
in order to successfully target education and improve public health outcomes. 
Likewise, with regard to animal health, further overall assessment of the 
epidemiology of Ixodes ricinus in sheep and wildlife species as maintenance 
hosts of ticks would be useful in providing the up-to-date data on the sero-
prevalence of Lyme Disease. This will enable the risk -based prevention and 
management of tick-borne diseases in these species, as well as targeted 
education on the prevention of Lyme Disease directed towards keepers of 
relevant host species. 
 
Of particular interest in this area is a recent SAVSNET study, which highlights 
the potential of the surveillance of ticks through companion animal electronic 
health records10 as a methodology that could be used to provide data to 
inform veterinary and public health messaging regarding tick, and tick-borne 
disease, awareness.  
 

19)  Concluding remarks 
The veterinary profession has a clear role to play in raising awareness of the 
prevention of Lyme Disease amongst pet owners through prophylactic tick 
treatment, vaccination and responsible ownership. In addition, we strongly 
support surveillance reporting on ticks amongst the veterinary professions to 
improve understanding of the geographical and seasonal prevalence of Lyme 
Disease.  
 
We believe there is a need for further research into the effectiveness of the 
Lyme disease vaccine in controlling transmission of Borrelia in dogs, as well 
as further epidemiological risk assessment, in both humans and animals, to 
inform interventions, disease controls and targeted education. 
 
We would very much welcome the opportunity to contribute to a ‘One Health’ 
focussed information campaign in conjunction with our colleagues in human 
health and other relevant stakeholders to ensure that members of the public 
and rural workers spending prolonged periods of time in high-risk 
environments are equipped with the relevant knowledge to protect 
themselves and their animals from Lyme Disease.  

https://www.cambridge.org/core/journals/epidemiology-and-infection/article/passive-surveillance-of-ticks-using-companion-animal-electronic-health-records/9753C56C9AC3EE2D499C5CDF12A8D98D
https://www.cambridge.org/core/journals/epidemiology-and-infection/article/passive-surveillance-of-ticks-using-companion-animal-electronic-health-records/9753C56C9AC3EE2D499C5CDF12A8D98D
https://www.cambridge.org/core/journals/epidemiology-and-infection/article/passive-surveillance-of-ticks-using-companion-animal-electronic-health-records/9753C56C9AC3EE2D499C5CDF12A8D98D


 
 

PE1662/G 

Scottish Land and Estates submission of 24 October 2017 

 

Calling on the Scottish Parliament to urge the Scottish Government to improve 

testing and treatment for Lyme Disease and associated tick-borne diseases by 

ensuring that medical professionals in Scotland are fully equipped to deal with the 

complexity of tick-borne infections, addressing the lack of reliability of tests, the full 

variety of species in Scotland, the presence of 'persister' bacteria which are difficult 

to eradicate, and the complexities caused by the presence of possibly multiple co-

infections, and to complement this with a public awareness campaign. 

 

Moorland managers are supporting the petition to the Scottish Parliament urging a 

change in health policy to help fight tick-borne infections and limit the spread of 

Lyme disease.  They are at the forefront of combating the number of ticks in the 

countryside primarily by sheep dipping and bracken spraying as part of wider 

moorland management practice. This not only benefits grouse and bird species but 

reduces risk to members of the public enjoying the countryside, and also to people 

working in the countryside such as farmers, keepers and stalkers. Moorland groups 

around Scotland fully support his petition as anyone who contracts Lyme disease 

can be severely affected.” 

      

The careful management of deer and hare numbers on Scottish moorland is another 

technique used to control tick numbers and the spread of disease. Reducing the 

number of host animals to stop adult ticks having their ‘big-blood’ feed in turn 

reduces the population size of the next generation and will minimise the spread of 

tick-related diseases.”   

 

Under Scotland’s Moorland Forum, a new Tick Control guidance manual is to be 

developed. This new initiative, once complete, will form part of the Principles of 

Moorland Management (PoMM) programme which underpins best practice efforts of 

grouse moors. These aim to deliver the most pragmatic and sustainable outcomes 

for the future management of moorland. 

I hope that these remarks are useful.  



PE1662/H 

NFU Scotland submission of 6 October 2017 

 

NFU Scotland (NFUS) welcomes the opportunity to respond to this petition. A short 

summary of the NFUS position is provided below. NFUS would be happy to elaborate 

on any of the points made in this submission in further depth if this is of use to the 

Committee’s examination of the petition. 

 Lyme disease is a real concern to farmers, as those who work outdoors in the 

countryside are identified as being at higher risk for contracting Lyme disease.  

 NFUS supports the need for greater awareness of the disease and the need 

for prompt action to be taken when Lyme disease is suspected. 

 NFUS appreciates that this is a difficult disease to diagnose and treat. It is 

clear that greater awareness of the disease and ongoing research into 

diagnostics and treatment should be a priority. 

 As a long term, debilitating disease there needs to be ongoing support in place 

for those affected. 

 As a tick-borne disease there needs to greater focus on tick control. Sheep 

can play an important in tick control, with properly treated sheep acting as 

‘tick-mops’ on the hills.  

 With fewer sheep and many of the products previously used on sheep to 

control ticks no longer available, this may be playing a role in the rise in tick 

numbers. Greater support is needed to keep sheep on the hills and maintain 

availability of effective products for tick control. Farmers should be 

encouraged and supported to treat sheep appropriately to help control tick 

numbers. 



PE1662/I 

Petitioners’ submission of 1 December 2017 

 

We are encouraged by the general agreement that more needs to be done 
about Lyme disease and that it is a complex disease. We strongly support the 
development of a Scottish National Plan for Tick-borne Infections similar to 
that developed for France but including co-infections. 
 
We are particularly grateful for the support given by Lyme Disease UK, Lyme 
Disease Action, and Scottish Land and Estates, including the open public support of 
moorland managers. 
 

We are grateful for all work which is done currently by stakeholders in areas of 
awareness, and shaping of policy and guidelines in relation to Lyme disease. We 
particularly acknowledge the significant work done in the Highlands. However, much 
more needs to be done. The establishment of a Lyme Borreliosis sub-group is 
welcomed by patients but we have not seen significant evidence of change arising 
yet from the group’s existence.  

We are encouraged by the statement that, “in order to effectively tackle Lyme 
Disease the veterinary profession, medical profession, animal keepers and pet 
owners, Government, local authorities, land owners and other relevant stakeholders 
must work collaboratively under a ‘One Health’ agenda to raise awareness of how to 
prevent the transmission of Lyme Disease and improve the testing and treatment of 
this vector-borne disease”. It is patient experience that vets appear to be better 
informed about Lyme disease than many GPs and so a combined effort is likely to be 
most effective. 
 
We are in full support of Lyme Disease UK’s urge for development of a Scottish 
National Plan for Tick-borne Infections similar to that developed for France1 but 
including co-infections.  

Lyme Disease in Scotland 

Lyme Disease Action state that “there are 4 different genospecies of Borrelia 
present in Scotland of which 3 are pathogenic.”  However, we believe there are 
at least 5 genospecies present in Scotland and all may be pathogenic. Current 
tests do not include two of these species. Contrary to popular opinion, Lyme 
infection can occur within a short time of a tick bite. 
 

Research published in 20162 by Dr Caroline Millins, a tick researcher from the 
University of Glasgow’s School of Veterinary Medicine, identified four genospecies: 
B. afzelii, B. garinii, B. burgdorferi (sensu stricto) and B. valaisiana.  They found that 
“Of the infected nymphs across all 19 sites 45.5% of infections were B. afzelii, 28.8% 
were B. garinii, 7.6% were B. valaisiana, 9.1% were B. burgdorferi (s.s.) and 6.1% 
were mixed Borrelia genospecies infections where two or more genospecies were 
detected in the same nymph.” 

                                            
1
 Available at: http://solidarites-sante.gouv.fr/archives/archives-presse/archives-communiques-de-

presse/article/marisol-touraine-lance-le-plan-national-de-lutte-contre-la-maladie-de-lyme-et 
 
2
 Available at: https://parasitesandvectors.biomedcentral.com/articles/10.1186/s13071-016-1875-9 

 

http://www.thescottishfarmer.co.uk/news/15504743.Gamekeepers_back_call_for_Lyme_disease_action/
http://www.thescottishfarmer.co.uk/news/15504743.Gamekeepers_back_call_for_Lyme_disease_action/
http://solidarites-sante.gouv.fr/archives/archives-presse/archives-communiques-de-presse/article/marisol-touraine-lance-le-plan-national-de-lutte-contre-la-maladie-de-lyme-et
http://solidarites-sante.gouv.fr/archives/archives-presse/archives-communiques-de-presse/article/marisol-touraine-lance-le-plan-national-de-lutte-contre-la-maladie-de-lyme-et
https://parasitesandvectors.biomedcentral.com/articles/10.1186/s13071-016-1875-9
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However, in 2017, it was reported that ticks with B. miyamotoi were found feeding on 
competitors of a Scottish mountain marathon.3  We do not know what percentage are 
infected with B. miyamotoi and we are not aware if research has been done to 
determine this. As new species have been discovered recently, there may be more 
as yet unknown.  

The Chief Medical Officer (in a personal letter in November 2016) stated that “the 
assay which is currently being used can detect antibodies to B. burgdorferi sensu 
stricto, B. afzelii, B. garinii, B. speilmanii and B. bavariensis".   

In a freedom of information response from Public Health England, they state that B. 
valaisiana may cause disease in man and that B. miyamotoi causes relapsing fever4 
B. valaisana has been found in cereobrospinal fluid and is suspected to have caused 
the illness described.5 
 
Based on this information we conclude that 
 

 The current test assay cannot identify infection with B. valaisiana or B. 
miyamotoi 

 B. miyamotoi exists in Scotland and causes relapsing fever but the proportion 
of ticks that carry it is not known 

 8% of infected ticks in Scotland carry B. valaisiana, though it is not clear to 
what extent it causes human illness. 

 
We therefore believe that the test used for diagnosis in Scotland does not detect 
infections caused by all the Borrelia genospecies currently known to be present in 
Scottish ticks. 
 
Although it is commonly stated that a tick must be attached for at least 24 hours 
before transmission occurs, a “literature review has determined that in animal 
models, transmission can occur in <16 hours, and the minimum attachment time for 
transmission of infection has never been established”. A variety of factors including 
tick and Borrelia species “support anecdotal evidence that Borrelia infection can 
occur in humans within a short time after tick attachment”. Recent research 
concluded that, in the case of B. miyamotoi, "transmission can occur within the first 
24 hours of nymphal attachment"6  
 
 
 
 
 
 
 

                                            
3
 Use of mass-participation outdoor events to assess human exposure to tick-borne pathogens. 

Available at: https://wwwnc.cdc.gov/eid/article/23/3/16-1397_article 
4
 Available at: 

https://www.whatdotheyknow.com/request/313568/response/773785/attach/2/551%20FOI%20Lyme%
20testing%20reply.pdf. 
5
 Available at: https://wwwnc.cdc.gov/eid/article/10/9/03-0439_article. 

6
 Transmission of Borrelia miyamotoi sensu lato relapsing fever group spirochetes in relation to 

duration of attachment by Ixodes scapularis nymphs. Available at: 
https://www.ncbi.nlm.nih.gov/pubmed/28501504. 

https://wwwnc.cdc.gov/eid/article/23/3/16-1397_article
https://www.whatdotheyknow.com/request/313568/response/773785/attach/2/551%20FOI%20Lyme%20testing%20reply.pdf
https://www.whatdotheyknow.com/request/313568/response/773785/attach/2/551%20FOI%20Lyme%20testing%20reply.pdf
https://wwwnc.cdc.gov/eid/article/10/9/03-0439_article
https://www.ncbi.nlm.nih.gov/pubmed/28501504


3 

 

Improve and extend testing 
 
We appreciate the work done by the National Lyme Borreliosis Testing 
Laboratary but more is needed. We had not understood till recently that 
Raigmore is a Borreliosis Testing Laboratory and not a Reference Laboratory. 
We strongly support elevation of its status and extension of its scope to cover 
tick-borne co-infections. 
 
Epidemiology 
 
We are grateful for the acknowledgement of uncertainties around data 
gathering and collation. We welcome all suggestions for epidemiological 
studies and wish these to include all co-infections. 
 
This concurs with NICE who, in draft guidelines issued by NICE on 25th September 
2017, state “there is a lack of robust epidemiological data on Lyme disease in the 
UK”7  
 
Borrelia Test Issues 
 
We are grateful that it is acknowledged that there is scientific uncertainty 
around the laboratory tests for Lyme Disease. We want to see Raigmore being 
given the resources to do much more research to evaluate alternative tests 
which do not rely on antibodies and which can distinguish active infection. 
 
Lyme Disease UK and Lyme Disease Action both raise the issue that patients go to 
private laboratories for tests and sometimes receive positive results whereas their 
NHS results are negative. Patients want answers as to why their NHS results are 
negative and yet they are still seriously ill. Patients believe that either they have a 
strain of Borrelia or a co-infection which is not being included in testing, or they have 
Lyme disease but are not producing the antibodies relied on by the tests. Without the 
research to investigate this question, patients will continue to seek answers.  We are 
therefore pleased to hear that there is collaboration with the University of Leicester 
on a new research method of blood tests. 
 
In the draft guidelines issued by NICE on 25th September 20178, they recommended 
several areas for research including identifying “What is the most clinically and cost 
effective serological antibody-based test, biomarker (such as CXCL13), lymphocyte 
transformation and ELISPOT for diagnosing Lyme disease in the UK at all stages, 
including reinfection?” 
 

 CXCL13: a biomarker for acute Lyme neuroborreliosis: investigation of the 
predictive value in the clinical routine9  

 LTT: “The Lymphocyte Transformation Test for Borrelia Detects Active Lyme 
Borreliosis and Verifies Effective Antibiotic Treatment”10  

                                            
7
 Available at: https://www.nice.org.uk/guidance/indevelopment/gid-ng10007/documents. 

8
 Available at: https://www.nice.org.uk/guidance/indevelopment/gid-ng10007/documents. 

9
 Available at: https://www.ncbi.nlm.nih.gov/pubmed/24682168. 

10
 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3474945/. 

https://www.nice.org.uk/guidance/indevelopment/gid-ng10007/documents
https://www.nice.org.uk/guidance/indevelopment/gid-ng10007/documents
https://www.ncbi.nlm.nih.gov/pubmed/24682168
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3474945/
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 ELISPOT: The ELISPOT11 is a standardised and disclosed test principal 
acknowledged and approved by the U.S. Food and Drug Administration to 
diagnose tuberculosis. The only difference when using it for other infections is 
that a different antigen is used. However, it is not currently approved for use 
with borrelia infections. We would like research its usefulness in diagnosis and 
management of Lyme disease and co-infections. LymeSpot12 and iSpot 
Lyme13 are revised ELISPOTs for Lyme disease. There is further information 
in Lehman PV et al.: Unique Strengths of EliSpot for T Cell Diagnostics in: 
Kalyuzhny AE. Handbook of EliSpot: Methods and Protocols, Methods in 
Molecular Biology, Vol. 792. 2nd Ed: Springer; 2012: 3-23. 

We would like to see Raigmore being given the resources to evaluate these and to 
include two other tests in the research: 
 

● “Direct DNA sequencing is a valuable tool for reliable molecular diagnosis of 

Lyme and related borrelioses”14  

● Nanotrap® Lyme Antigen test which now has a European licence15  

We would also like account taken of the European ID-Lyme project to develop a 
novel test for the early detection of Lyme Borreliosis.16 

It is often stated that it can take up to 6 weeks to get positive serology. However, a 
recent study "disproved that all patients with LNB develop positive serum Borrelia 
antibodies within 6 weeks after infection"17 It has recently been stated by Dr. Steven 
Phillips (Facebook) that "there are now over 50 medical journal articles documenting 
Lyme disease despite negative antibody tests. This research spans all stages of 
illness, including late stage disease". In addition, immune response in European 
patients has been found to be undulatory and so test results can be intermittently 
negative during infection18  

Lyme Disease Action mention that the study on Scottish blood donors finds 4.2% of 
donors had had exposure to the bacteria. They suggest they could have had a mild 
form from which they recovered without treatment or serious disease for which they 
had treatment and also recovered. However, there is a third option which has not 
been fully explored: these people may have a very early form of illness which has yet 
to develop.  
 
Three research groups have now found spirochaete infection including borrelia in the 
brains of patients with Alzheimer’s disease.  In the fullness of time, it may be found 
that addressing Lyme disease also, at least partially, addresses Alzheimer’s disease. 
One study showed that "Borrelia burgdorferi persists in the brain in chronic lyme 
neuroborreliosis and may be associated with Alzheimer disease."19   
 

                                            
11

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3474945/. 
12

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4406722/. 
13

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3972671/. 
14

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4847596/. 
15

 Available at: https://translational-medicine.biomedcentral.com/articles/10.1186/s12967-015-0701-z). 
16

 Available at: https://www.id-lyme.eu/. 
17

 Clinical Infectious Diseases. Available at: https://academic.oup.com/cid/article-
abstract/65/9/1489/4079714/Characteristics-and-Clinical-Outcome-of-Lyme. 
18

 Available at: https://www.hindawi.com/journals/isrn/2012/719821/. 
19

 Available at: https://www.ncbi.nlm.nih.gov/m/pubmed/15665404/. 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3474945/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4406722/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3972671/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4847596/
https://translational-medicine.biomedcentral.com/articles/10.1186/s12967-015-0701-z
https://www.id-lyme.eu/
https://academic.oup.com/cid/article-abstract/65/9/1489/4079714/Characteristics-and-Clinical-Outcome-of-Lyme
https://academic.oup.com/cid/article-abstract/65/9/1489/4079714/Characteristics-and-Clinical-Outcome-of-Lyme
https://www.hindawi.com/journals/isrn/2012/719821/
https://www.ncbi.nlm.nih.gov/m/pubmed/15665404/
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In a more recent study, researchers duplicated previous findings that demonstrate 
"that the plaques, which are characteristically found in AD brains, reveal the 
presence of biofilms. These biofilms are undoubtedly made by the spirochetes 
present there; further, we have also found that the biofilms co-localize with the β 
amyloid that is a signature finding in the disease"20 A recent meta-analysis showed "a 
strongly positive association between bacterial infection and AD" 21 
 
We agree that it is unfortunate that private doctors in Germany and the USA who 
diagnose patients clinically and treat patients empirically with long term and 
combinations of antibiotics do not publish outcome studies. However, patients are 
experiencing significant improvements in their health and quality of life through their 
approaches.  This petition aims to achieve such health benefits for more patients.  If 
that requires more studies to be done on outcomes of such approaches then we 
welcome those. 
 
Co-infections 

Patients are grateful for the acknowledgement that lack of testing for co-

infections is an issue presently in Scotland.  They question whether the 

severity of their illnesses is caused by infection with multiple species of 

borrelia or additional co-infections which are not currently tested for in 

Scotland. We want more extensive testing to cover such co-infections and 

recognition of the complexities that multiple co-infections introduce. 

One recent paper concluded that “exposure to and possibly also infection with 
multiple tick-borne pathogens in humans seems to be the rule rather than the 
exception”22 Recent research has also found that co-infections increase the severity 
and length of Lyme disease infection23 One of the petitioners has tested positive in 
private tests for babesia microti, erhlichia, and bartonella henselae as well as 
borrelia. 

As well as Anaplasmosis, mentioned by the Scottish Government, patients tested 
abroad are often being found to be infected with Babesia, including Babesia microti, 
Babesia divergens or Babesia duncani (WA-1). There is no test available in Scotland 
for Babesia duncani (WA-1).  Fluorescence In Situ Hybridization (FISH) Assays have 
been found to be useful in diagnosis, and we request that evaluation of this be done 
urgently to help in the identification of babesia co-infections. There have also been 
reports of “Concurrent infection of the central nervous system by Borrelia burgdorferi 
and Bartonella henselae: evidence for a novel tick-borne disease complex”24 Other 
patients report testing privately for co-infection with chlamydia pneumoniae or 
mycoplasma pneumoniae, and reactivation of viruses such as EBV, CMV, Herpes, 
etc., and do not feel that the complexities involved are understood. 

  

                                            
20

 Available at: https://www.omicsonline.org/open-access/alzheimers-disease-a-novel-hypothesis-
integrating-spirochetes-biofilm-and-the-immune-system-2314-7326-1000200.php?aid=67274. 
21

 Available at: https://www.ncbi.nlm.nih.gov/pubmed/25182736. 
22

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5648423/. 
23

 Available at: https://www.ncbi.nlm.nih.gov/pubmed/8637139/. 
24

 Available at: https://www.ncbi.nlm.nih.gov/pubmed/11559306. 

https://www.omicsonline.org/open-access/alzheimers-disease-a-novel-hypothesis-integrating-spirochetes-biofilm-and-the-immune-system-2314-7326-1000200.php?aid=67274
https://www.omicsonline.org/open-access/alzheimers-disease-a-novel-hypothesis-integrating-spirochetes-biofilm-and-the-immune-system-2314-7326-1000200.php?aid=67274
https://www.ncbi.nlm.nih.gov/pubmed/25182736
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5648423/
https://www.ncbi.nlm.nih.gov/pubmed/8637139/
https://www.ncbi.nlm.nih.gov/pubmed/11559306
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We are interested to hear that other vector-borne diseases are being introduced to 
the UK, including leishmaniosis, ehrlichiosis and babesiosis. Patients want to ensure 
that all such emerging infections are tested for in humans as well as animals. 
 
Improve Treatment 
 
We want it understood that patients are often misdiagnosed in the early stages 
because the Erythema Migrans rash is not present or misdiagnosed. They 
either do not get treatment or get inadequate treatment. In such cases, patients 
with early disseminated or late Lyme are finding the current treatment regimes 
unsuccessful and inadequate. The primary focus of our petition is to get better 
treatment for those who have been failed by current diagnostic and treatment 
protocols. 

We understand that the first line ‘medical response’ to the disease should be public 
health information on safe tick removal and early detection of the Erythema Migrans 
rash by patients and their doctors. However, patient experience is that the Erythema 
Migrans rash is either not present or often misdiagnosed as a condition such as 
ringworm, cellulitis or lupus. A Scottish study in 2015 found that "the low number of 
patients with EM (48%) was surprising and is much lower than that documented in 
other studies (69.1 to 89.3%)." and "only 61% of patients could recall having a tick 
bite"25 One of the petitioners had a well-documented expanding rash which lasted 14 
months and was seen by two GPs and a Dermatologist and yet remained 
undiagnosed for three years following the bite.  

Treatment may be very effective when prompt diagnosis is made. However, in cases 
where the Erythema Migrans rash is not recognised or not present and Lyme is not 
suspected, patients do not get such early treatment and many patients are left with 
other diagnosis. One petitioner was told by an Infectious Diseases consultant that 
she was “lucky to have the rash, otherwise it would be a diagnosis of MS”.  

When patients are diagnosed but diagnosis is delayed by several years, patients with 
early disseminated or late Lyme are finding the current treatment regimes 
unsuccessful and inadequate. They are then discharged without further help and feel 
abandoned at a time when they are seriously ill.  One of the petitioners was 
discharged by the NHS while still very ill and has had to pay for private treatment for 
over 7 years despite continued symptoms of infection, including pus oozing out of the 
sinuses and eyes. Many patients have similar stories. 

Guidelines 

We are very disappointed with the treatment recommendations in the draft 
NICE Guidelines. We suggest that Scotland should instead adopt the 
guidelines developed by the International Lyme and Associated Disease 
Society (ILADS). 

The NICE Guidelines are very narrow in scope, limited in their recommendations, 
and do not provide help for patients with chronic illness. We understand that their 
work was significantly hampered by lack of evidence and some recommendations 
were made without any evidence at all.  

                                            
25

 Distribution and presentation of Lyme borreliosis in Scotland. Available at: 
https://www.rcpe.ac.uk/sites/default/files/jrcpe_45_3_mavin.pdf. 

https://www.rcpe.ac.uk/sites/default/files/jrcpe_45_3_mavin.pdf
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When it is known that borrelai is a similar organism to syphilis but with a more 
complex structure26 and it is understood that syphilis can now be drug-resistant,27 
patients are bewildered to understand why the draft guidelines do not acknowledge 
the complexities of treatment in the case of borrelia.  

We suggest that Scotland should instead adopt the guidelines developed by the 
International Lyme and Associated Disease Society (ILADS), the only approved 
Lyme disease guidelines currently listed in the US National Guideline 
Clearinghouse28  

Dr. John Lambert, a consultant in Dublin, gives a good overview of the problems of 
the continued reliance on the outdated IDSA guidelines29 stating “These guidelines 
are outdated and not evidence based in my opinion. We are sticking to the old 
traditional view even when the data and the patients in front of us do not fit into the 
‘guidelines’” and “I’ve found it very helpful to learn from the ILADS doctors and to 
bring my knowledge up to speed and also learn about chronic Lyme.” and “To 
withhold treatment is this clinical scenario is fraught with significant problems, 
breaching a doctor's responsibility to his patient and also basic human rights 
legislation”. The human rights violations of Lyme disease sufferers are indeed under 
international investigation30  

Persistence 

The Scottish Government state that their understanding of the presence of 
‘persister’ bacteria is developing. The lack of acknowledgement of this 
persistence by many doctors is a major reason for this petition. 
  
Lyme Disease Action state that Lyme disease can persist beyond a course of 
antibiotics.  This is definitely the case for both petitioners and other patients.  
 

In draft guidelines issued by NICE on 25th September 2017,31 they recommend 
research into “the most clinically and cost-effective treatment options for different 
clinical presentations of Lyme disease in the UK”, but we feel they have not taken 
account of the existing mounting evidence of bacterial persistence.  

                                            
26

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC208952/. 
27

 Available at: https://www.nature.com/articles/nmicrobiol2016245.epdf. 
28

 National Guideline Clearinghouse. Available at: 
https://www.guideline.gov/summaries/summary/49320. 
29

 Available at: https://on-lyme.org/en/sufferers/lyme-stories/item/273-we-don-t-have-perfect-tests-for-
diagnosis-of-lyme.  
30

 Available at: https://www.linkedin.com/pulse/human-rights-violations-relapsing-fever-lyme-disease-
luche-thayer. 
31

 Available at: https://www.nice.org.uk/guidance/indevelopment/gid-ng10007/documents. 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC208952/
https://www.nature.com/articles/nmicrobiol2016245.epdf
https://www.guideline.gov/summaries/summary/49320
https://on-lyme.org/en/sufferers/lyme-stories/item/273-we-don-t-have-perfect-tests-for-diagnosis-of-lyme
https://on-lyme.org/en/sufferers/lyme-stories/item/273-we-don-t-have-perfect-tests-for-diagnosis-of-lyme
https://www.linkedin.com/pulse/human-rights-violations-relapsing-fever-lyme-disease-luche-thayer
https://www.linkedin.com/pulse/human-rights-violations-relapsing-fever-lyme-disease-luche-thayer
https://www.nice.org.uk/guidance/indevelopment/gid-ng10007/documents
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As far back as 2013, it was stated that "accumulating evidence indicates that Lyme 
disease spirochetes are adapted to persist in immune competent hosts, and that they 
are able to remain infective despite aggressive antibiotic challenge. … Credible 
evidence supports the conclusion that LD can be a recalcitrant and chronic relapsing 
infection in animal hosts"32 
 
In 2014, a mouse study confirmed the findings of previous studies there was 
"resurgence of spirochete DNA in multiple tissues at 12 months [after treatment], with 
levels nearly equivalent to those found in saline-treated mice"33  

In 2015, research at Northeastern University found that "Borrelia burgdorferi, the 
causative agent of Lyme Disease, forms drug-tolerant persister cells"34 Further 
research has concluded that there is “substantial evidence that Borrelia burgdorferi is 
capable of forming biofilm in vitro. Biofilm formation by Borrelia species might play an 
important role in their survival in diverse environmental conditions by providing refuge 
to individual cells.”35  

One report from 2015 cites over 700 papers that that support the evidence of 
persistence of Lyme and other tick-borne diseases36 And there has been much more 
evidence since. 

Researchers at John Hopkins University have now published several papers on the 
persistence nature of borrelia. In 2014, in an article in Nature, they "identified 165 
agents approved for use in other disease conditions that had more activity than 
doxycycline and amoxicillin against B. burgdorferi persisters. The top 27 drug 
candidates from the 165 hits were confirmed to have higher anti-persister activity 
than the current frontline antibiotics. ... Our findings may have implications for the 
development of a more effective treatment for Lyme disease and for the relief of long-
term symptoms that afflict some Lyme disease patients". In 2016, they stated that 
“Borrelia burgdorferi can develop round body forms, which are a type of persister 
bacteria that appear resistant in vitro to customary first-line antibiotics for Lyme 
disease”37 In 2017, they found that even "ceftriaxone pulse dosing fails to eradicate 
biofilm-like microcolony B. burgdorferi persisters"38 They also found “Eradication of 
Biofilm-Like Microcolony Structures of Borrelia burgdorferi by Daunomycin and 
Daptomycin but not Mitomycin C in Combination with Doxycycline and Cefuroxime.”39 

                                            
32

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3636972/. 
33

 Available at: https://www.ncbi.nlm.nih.gov/pubmed/24466286. 
34

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4505243/.   
35

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3480481/. 
36

 Available at: http://www.ilads.org/ilads_news/wp-content/uploads/2015/09/EvidenceofPersistence-
V2.pdf. 
37

 Available at: https://www.ncbi.nlm.nih.gov/pubmed/27242757.   
38

 Available here: https://jhu.pure.elsevier.com/en/publications/ceftriaxone-pulse-dosing-fails-to-
eradicate-biofilm-like-microcol.   
39

 Available at: https://www.ncbi.nlm.nih.gov/pubmed/26903956. 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3636972/
https://www.ncbi.nlm.nih.gov/pubmed/24466286
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4505243/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3480481/
http://www.ilads.org/ilads_news/wp-content/uploads/2015/09/EvidenceofPersistence-V2.pdf
http://www.ilads.org/ilads_news/wp-content/uploads/2015/09/EvidenceofPersistence-V2.pdf
https://www.ncbi.nlm.nih.gov/pubmed/27242757
https://jhu.pure.elsevier.com/en/publications/ceftriaxone-pulse-dosing-fails-to-eradicate-biofilm-like-microcol
https://jhu.pure.elsevier.com/en/publications/ceftriaxone-pulse-dosing-fails-to-eradicate-biofilm-like-microcol
https://www.ncbi.nlm.nih.gov/pubmed/26903956
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In a recent letter, it was stated that "There is 16S ribosomal RNA gene sequencing–
based evidence of persistent infection by Borrelia burgdorferi and related spirochetes 
in patients after full courses of antibiotic treatment for Lyme disease. ... These cases 
proven by gene sequencing cannot be dismissed by the usual suspect of laboratory 
PCR contaminations."40  
 
Recent research found that "Borrelia burgdorferi manipulates innate and adaptive 
immunity to establish persistence in rodent reservoir hosts"41 Another paper reviews 
the mechanism of persistence via sleeper cells.42 Another study has found that 
extracellular, live spirochetes accumulate in lymph nodes and hypothesises that this 
tricks the immune system into making an inadequate response43  
 
The evidence for proof of chronic lyme and its severity is discussed in a recent 
review article.44 

Specialist Treatment Centre 

We were pleased to hear that Lyme Disease Action has argued for pilot 
specialist clinics for Lyme disease which would develop a new protocol, co-
designed with patients, for assessing and reviewing patients. Achieving a 
specialist clinic in Scotland is one of the main aims of the petition.  
We had previously stated that it should involve a multi-disciplinary team of specialists 
in infectious diseases, immunotherapy, functional medicine and nutrition. We have 
since been informed that the team should include a cardiologist because specialist 
analysis of ECGs can be used for diagnosis and because of potential cardiac 
involvement. 
 
We would encourage collaboration with other medical practitioners who have 
significant experience in this field.  As well as doctors who work to ILADS guidelines 
in the USA, we would encourage collaboration with Dr. John Lambert in Dublin and 
Prof. Christian Perronne in Paris.  

 

Improve Education 

We are pleased that there is consistent support for increased awareness.  

In draft guidelines issued by NICE on 25th September 2017,45 they “agreed that 
raising awareness is of great importance to improve diagnosis and management of 
Lyme disease.” 

                                            
40

 Available at: https://jamanetwork.com/journals/jamainternalmedicine/article-abstract/2623750. 
41

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5316537/#!po=0.657895. 
42

 Available at: http://onlinelibrary.wiley.com/doi/10.1111/1462-2920.13897/full. 
43

 Available at: http://journals.plos.org/plospathogens/article?id=10.1371/journal.ppat.1002066. 
44

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2876246/. 
45

 Available at: https://www.nice.org.uk/guidance/indevelopment/gid-ng10007/documents. 

https://jamanetwork.com/journals/jamainternalmedicine/article-abstract/2623750
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5316537/#!po=0.657895
http://onlinelibrary.wiley.com/doi/10.1111/1462-2920.13897/full
http://journals.plos.org/plospathogens/article?id=10.1371/journal.ppat.1002066
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2876246/
https://www.nice.org.uk/guidance/indevelopment/gid-ng10007/documents
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Public Education 

We agree that public education on safe tick removal needs to be adequately 
resourced and that education messages should emphasise positive action to 
manage the risk and should not discouraged the public from enjoying the 
benefits of outdoor exercise. However, we do not agree that this should be 
limited to tick ‘hot-spots’ and wish this to be extended to all areas of Scotland.  

We welcome the awareness generated by the ‘Big Tick Project’ and request that 
similar awareness, including Facebook and Twitter campaigns, is directed at human 
rather than animal health. Resources such as webinars and podcasts are useful but 
they are not sufficient. Also, we are disappointed that the NHS Inform page on 
avoiding bugs and germs46makes no mention of watching out for a bulls-eye rash 
and flu-like symptoms after a bite. 

We do not believe that reliance on online resources is sufficient to provide the public 
with the education they need to remain safe outdoors. It is not reaching enough of 
the general public.  Many patients had never heard of Lyme disease before 
becoming ill.  Perhaps if they had, they would have modified their behaviour to avoid 
being bitten, or been able to recognise the signs sooner and get treatment at an 
earlier stage. What is really needed is physical leaflets and warning notices and 
perhaps a TV campaign such as that used at the emergence of AIDS. All children 
should be taught tick awareness lessons in school like some schools in the 
Highlands. 

We are grateful for the support for a public information campaign that takes a joined-
up ‘One Health’ approach to promoting awareness of Lyme Disease, that educates 
the public through easily digestible fact sheets and patient information, and 
encourages the general public to contribute to tick surveillance through a Tick 
Surveillance Scheme. All GP and veterinary practices should display such posters 
and leaflets. We also want to see suitable warning notices at places such as visitor 
centres and car parks. 
   

We feel significantly more is needed in terms of such public education. As an 
example, the notice board in the Regional Infectious Disease Unit at Edinburgh 
Western General has two leaflet holders provided by Lyme Disease Action, but they 
currently hold leaflets on HIV and rabies. There are no leaflets on Lyme disease 
present at all. Lyme disease is 4 times more prevalent than HIV47 so why is it not 
given priority? 

                                            
46

 Available at: https://www.nhsinform.scot/healthy-living/outdoor-health/bugs-and-germs/avoiding-
bugs-and-germs-outdoors  
47

 Available at: https://www.ncbi.nlm.nih.gov/m/pubmed/21196901/. 

https://www.nhsinform.scot/healthy-living/outdoor-health/bugs-and-germs/avoiding-bugs-and-germs-outdoors
https://www.nhsinform.scot/healthy-living/outdoor-health/bugs-and-germs/avoiding-bugs-and-germs-outdoors
https://www.ncbi.nlm.nih.gov/m/pubmed/21196901/
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We agree that education messages should emphasise positive action to manage the 
risk and should be worded to ensure the public are not discouraged from enjoying the 
benefits of outdoor exercise. We believe the awareness should educate the public on 
avoiding tick bites, how to remove ticks, and symptoms to watch out for if they have 
been bitten.  
 
However, we do not agree that these should be targeted at times and places where a 
particular risk is known to exist. Maps of tick distribution by Public Health England 
show ticks distributed throughout the UK, including Scotland.48 This includes green 
spaces in urban environments49 One of the petitioners was bitten in a country park 20 
miles from central Edinburgh, and we know of a number of patients who have been 
bitten in parks within London (Richmond Park and Bushey Park) and even one 
patient who was bitten in her garden in Haringey. If the public can be bitten in Central 
London, there is no argument for believing that patients in any part of the UK are not 
at risk.  
  
The seasonal activity of ticks is changing with climate change. A recent paper found 
that “high summer temperatures can cause mass transfer of ticks between 
development cohorts, resulting in increased activity and therefore increased disease 
transmission in late autumn and early spring. This suggests that in northern 
temperate regions of Europe global warming is likely to cause changes in the 
seasonal patterns of tick-borne diseases.”50 One of the petitioners was bitten in the 
first week of March, in early Spring, which does not support the traditional view that 
the risk is only a summer one.  
 

                                            
48

 Available at: https://www.gov.uk/government/publications/ticks-distribution-of-ixodes-ricinus-in-
england-scotland-and-wales. 
49

 Available at: https://www.ncbi.nlm.nih.gov/pubmed/28089123. 
50

 Science Direct. Available at: http://www.sciencedirect.com/science/article/pii/S1438422107001695 

https://www.gov.uk/government/publications/ticks-distribution-of-ixodes-ricinus-in-england-scotland-and-wales
https://www.gov.uk/government/publications/ticks-distribution-of-ixodes-ricinus-in-england-scotland-and-wales
https://www.ncbi.nlm.nih.gov/pubmed/28089123
http://www.sciencedirect.com/science/article/pii/S1438422107001695
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We wish to highlight the work being done currently by Mountaineering Scotland to 
increase awareness. They are preparing welcome packs as a gift incentive for new 
members, including insect repellant, a tick removal tool and Lyme disease 
information leaflet. Encouraging more organisations to do something similar would be 
helpful. 
 
Primary Care Education 

Despite the current guidance from the British Infection Society stating that 
laboratory confirmation is not required for a confidently made clinical 
diagnosis of early Lyme disease, this will not help patients if GPs are not aware 
of this. We want mandatory education for GPs and nurses throughout 
Scotland. 

We are grateful for the explanation on the numbers taking the online course delivered 
by the Royal College of General Practitioners and Lyme Disease Action. We are 
disappointed to hear that only 2,368 users have registered for the course. With 
236,800 registered medical practitioners in the UK51, if all users are medical 
professionals that equates to exaclty 1% of practitioners having registered. However, 
we know that a number of patients have registered as users and so the percentage 
of medical professionals is therefore less than 1%. The course has been available for 
over 3 years and we are therefore disappointed that its appropriateness to Scotland 
is only now being considered. 

We acknowledge that GPs in the Highlands appear to be better trained than those in 
the rest of Scotland. This is particularly so for early Lyme disease. However, patient 
experience is that disseminated and late Lyme disease is not well understood.  We 
are not convinced that GPs in other geographical areas have refreshed their 
knowledge of the recognition and management of the condition.  If that were the 
case, the RCGP course would have had far more registered users and patient 
experience would be better than it is. 

We are disappointed that reference is made to GP education in tick ‘hot-spots’.  A 
person’s home location will often not be the location they were bitten, and so we 
require GPs throughout the country to be educated. However, with 4.2% of blood 
donors throughout Scotland having positive borrelia serology, we believe that there is 
no argument for considering ‘hot-spots’ for GP or public education. 

Consultant Education 

It is not just GPs who need education in the persistence of Lyme disease. We 
suggest that it would be very helpful to patients if consultants were provided 
specialist Lyme education through the ILADEF Physician Training Program 
provided by the International Lyme and Associated Disease Society.52 

                                            
51

 Available at: https://www.gmc-uk.org/doctors/register/search_stats.asp. 
52

 International Lyme and Associated Disease Society. Available at: 
http://www.ilads.org/education/physician-training.php. 

https://www.gmc-uk.org/doctors/register/search_stats.asp
http://www.ilads.org/education/physician-training.php
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One petitioner has a letter from a senior neurologist stating “Personally. I have never 
been persuaded by the concept of chronic Lyme disease. … Nevertheless, I accept 
that this condition has become somewhat popular on Internet websites and in the lay 
Press recently. … At times during the consultation it became clear that she has been 
significantly distressed by her symptoms over the years.  I was not persuaded that 
she had fully explored all the psychological angles”.  If the severity of patient 
symptoms is not believed, the complexity of diagnosis is misunderstood, and the 
research proving persistence is ignored, how are we supposed to get treatment?   

Tick Control 

We very much support all attempts to reduce tick numbers as mentioned by 
Scottish government Land and Estates, Scottish Natural Heritage, and NFU 
Scotland. We support the re-introduction of tick treatment under the Pet Travel 
Scheme. 
 
We are disappointed to learn that the removal of the requirement for tick treatment 
under the Pet Travel Scheme has increased the risk of tick-borne diseases entering 
the UK and support the re-introduction of tick treatment.  

 

Other 

Mention is made of the LymeMap Project. This project was awarded £250,000 of 
funding from the European Space Agency in 2015. A new mobile app, announced in 
2015, was reported as being intended to ‘stop the spread of the disease.’53 The one-
year study was intended to test the technical and commercial feasibility of LymeMap 
and if successful the project was expected to move to a demonstrator phase before 
being commercialised.  However, we have not heard of the outcome and no app has 
ever been available to the public to our knowledge.  

We also have reservations on the use of a vaccine for control of Lyme disease in 
dogs without further research. A vaccine for use in humans had to be withdrawn very 
soon after reaching the market because of reports of adverse effects.54 

  

                                            
53

 Available at: https://www.express.co.uk/life-style/science-technology/577129/LymeMap-Scottish-
Highlands-New-App-UK-Lyme-Disease-Ticks-Hotspots-Tracking.   
54

 Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2870557/. 

https://www.express.co.uk/life-style/science-technology/577129/LymeMap-Scottish-Highlands-New-App-UK-Lyme-Disease-Ticks-Hotspots-Tracking
https://www.express.co.uk/life-style/science-technology/577129/LymeMap-Scottish-Highlands-New-App-UK-Lyme-Disease-Ticks-Hotspots-Tracking
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2870557/
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Suggested Actions 

We suggest that actions should include publication and implementation of a 
Scottish National Plan for Tick-borne Infections similar to that developed for 
France55 but including co-infections.  This should include: 
 
Testing 

1. Elevate Raigmore to Reference Laboratory status and extend its scope to 
cover all tick-borne infections. 

2. In order to help understand the extent of the problem, make all forms of 
borreliosis and emerging co-infections notifiable, whether diagnosed through 
testing or clinically. 

3. Comprehensively evaluate borrelia diagnostic methods: DNA, antigen, LTT, 
Elispot, etc. for all genospecies found in Scotland, including borrelia miyamotoi 
and borrelia valaisiana. 

4. Evaluate and introduce testing for all co-infections, to include multiple species 
of the common co-infections bartonella, babesia (including babesia duncani), 
and anaplasmosis. 

5. Undertake epidemiological studies. 
 
Treatment 

6. Establish a specialist treatment clinic involving a multi-disciplinary team of 
specialists in infectious diseases, cardiology, immunotherapy, functional 
medicine and nutrition, and collaborating with Lyme disease specialists in 
other countries. Ensure patients are followed up after treatment and treatment 
outcomes at the clinic are documented and analysed. 

7. Require GPs and consultants working in Scotland to follow the guidelines of 
the International Lyme and Associated Disease Society,56 currently the only 
approved Lyme treatment guidelines in the US National Guidelines 
Clearinghouse. 

8. Provide GPs with a standardized assessment, based on the questionnaire 
developed by Dr. Richard Horowitz,57 describing the list of examinations 
allowing a complete diagnosis in anyone with symptoms suggestive of a tick-
borne infection. 

9. Provide resources for research and development into the treatment of chronic 
tick-borne infections in Scotland. 

 
Education 

10. Educate consultants working at the clinic in persistence and the complexity of 
multiple co-infections by using the ILADEF Physician Training Program 
designed by the International Lyme and Associated Disease Society.58 

11. Require GPs to undertake mandatory training in tick-borne infections.  
12. Communicate to all medical professionals, including GPs and nurses, to 

ensure they are aware of the lack of reliability of tests, the lack of markers of 
current infection, the emerging research on persistence, the possibility that 

                                            
55

 Available at: http://solidarites-sante.gouv.fr/archives/archives-presse/archives-communiques-de-
presse/article/marisol-touraine-lance-le-plan-national-de-lutte-contre-la-maladie-de-lyme-et. 
56

 International Lyme and Associated Disease Society. Available at: 
https://www.guideline.gov/summaries/summary/49320. 
57

 Available at: http://www.cangetbetter.com/symptom-list. 
58

 International Lyme and Associated Disease Society. Available at: 
http://www.ilads.org/education/physician-training.php 

http://solidarites-sante.gouv.fr/archives/archives-presse/archives-communiques-de-presse/article/marisol-touraine-lance-le-plan-national-de-lutte-contre-la-maladie-de-lyme-et
http://solidarites-sante.gouv.fr/archives/archives-presse/archives-communiques-de-presse/article/marisol-touraine-lance-le-plan-national-de-lutte-contre-la-maladie-de-lyme-et
https://www.guideline.gov/summaries/summary/49320
http://www.cangetbetter.com/symptom-list
http://www.ilads.org/education/physician-training.php
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ticks can transmit multiple infections from the same bite and the added 
complexity this introduces, and to provide clarity about existing and new 
testing procedures for all tick-borne diseases. 

13. Ensure all tick-borne infections are comprehensively covered in the training of 
medical students. 

14. Run a public awareness campaign including easily digestible leaflets, web-
based resources, an online Facebook and Twitter campaign, and possibly a 
TV campaign, directed at human health, to include information on tick bite 
avoidance, tick removal and initial signs of illness to look out for after a bite. 

15. Require landowners to display information notices at visitor centres and car 
parks throughout Scotland. 

 
Tick Control 

16. Establish further methods for tick surveillance. 
17. Increase measures for tick control. 
18. Reintroduce the requirement for tick treatment under the Pet Travel Scheme. 
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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 14 September 2017. At 
this meeting, the Committee agreed to write to the Scottish Government, 
Scottish Natural Heritage, Scottish Land and Estates, the James Hutton 
Institute and the Game and Wildlife Conservation Trust. Responses have now 
been received and the Committee is invited to consider what action it wishes to 
take. 

Committee consideration  

Population trends of mountain hares 

2. Scottish Natural Heritage (SNH) highlighted that it has recently reviewed 
existing evidence on mountain hare populations with input from the British Trust 
for Ornithology and the Game and Wildlife Conservation Trust. The findings 
state that evidence of a national decline in mountain hares since the mid-1990’s 
is not conclusive. However, North East Scotland data shows a dramatic decline 
in mountain hare numbers after 2003 at a range of monitored moorland sites. 

3. The Scottish Government’s written submission cited the review conducted by 
SNH and stated that as there is no evidence of a long-term decline in mountain 
hare numbers overall, it does not support a nationwide moratorium on mountain 
hare culls.   

4. SNH’s written submission also confirmed that it did not consider that a 
moratorium on mountain hare culling was justified at present. However, it 
expects to have further discussions with the Scottish Government over whether 

http://www.parliament.scot/GettingInvolved/Petitions/PE01664
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any additional measures would be necessary to safeguard this species on a 
precautionary basis and to ensure no significant local declines occur. The 
Government’s written submission also stated that if further evidence emerged 
which concluded that continuing high levels of culling of hares could cause 
significant population declines, it would consider bringing forward further 
measures to protect them. 
 

5. The petitioner’s written submission highlighted that they are unable to comment 
on the SNH review as it was yet to be published, but that localised declines in 
mountain hare population numbers, such as those observed in the North East 
of Scotland, are a “serious concern”, particularly from a conservation 
perspective.  

6. The petitioner’s written submission also raised concerns that given the lack of 
evidence available, there is uncertainty about the overall health of the mountain 
hare population and therefore the unregulated and unmonitored killing of 
mountain hares should not be allowed to continue.  It is the petitioner’s view 
that current practice is not in line with the Scottish Government’s commitments 
to the conservation of mountain hare, as set out in the EU Habitats Directive.  

Animal welfare and disease control 

7. The Scottish Land and Estates written submission highlighted that the culling of 
mountain hares is not fundamentally different to the practice of deer control. 
However, the petitioner’s written submission stated that the large scale killing of 
mountain hares is not comparable to deer stalking as the risk of injury and 
prolonged death is higher as— 

 the shooting of mountain hare usually takes place on rough terrain and 
during winter; 

 there are a large number of shooters and animals involved; 

 no best practice specific to this activity is adhered to. 

8. The Scottish Land and Estates and Game and Wildlife Conservation Trust 
written submissions stated that by keeping hare populations stable, the spread 
of diseases such as Lyme disease in humans and louping-ill in grouse will be 
reduced. However, both the petitioner and the James Hutton Institute 
highlighted in their written submissions that there is no evidence to suggest that 
mountain hare culling assists with disease control. 

Principles of Moorland Management 

9. SNH’s written submission highlighted that the status of hares on North East 
grouse moors will be addressed through the new Principles of Moorland 
Management guidance on sustainable hare management currently being 
drafted by the Moorland Forum. SNH stated that the guidance encourages 
collaborative working between estates to develop sustainable hare 
management plans and will be informed by count data obtained according to a 
standard method, based on the findings of the joint hare counting study 

http://eur-lex.europa.eu/legal-content/en/TXT/?uri=CELEX%3A31992L0043
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involving the James Hutton Institute, GWCT and SNH, due to be published in 
January 2018.  

10. The petitioner’s written submission stated that much emphasis has been put on 
this guidance. However, the petitioner raised concerns that there has been no 
consultation outside of the Forum membership or transparency as to how the 
guidance is being developed. The petitioner is of the view that issue of 
mountain hare culling is of significant public interest and therefore any guidance 
endorsed by the Scottish Government should be developed with broad 
consultation and in a transparent manner.   

Independent Group - Grouse Moor Management  

11. The Scottish Government highlighted in its written submission that the Cabinet 
Secretary for Environment, Climate Change and Land Reform intends to set up 
an independently-led group to “examine how to ensure grouse moor 
management is sustainable and compliant with the law.  The control of 
mountain hares is one of the activities associated with grouse moor 
management that the group is expected to consider”. 

 Conclusion 

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

 To ask the Scottish Government— 

o What opportunity there may be for members of the public to contribute 
to the development of Principles of Moorland Management guidance 

o For more information about the scope of the independent group on 
grouse moor management in relation to the control of mountain hares. 

 To close the petition under Standing Orders Rule 15.7 on the basis that the 
Scottish Government is to examine the control of mountain hare through the 
independent review of grouse moor management.  

 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— 

 PE1664/A: Scottish Natural Heritage submission of 12 October 2017 (86KB 
pdf)  

http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1664_A_The_Scottish_Natural_Heritage.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1664_A_The_Scottish_Natural_Heritage.pdf
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 PE1664/B: Scottish Land & Estates submission of 10 October 2017 (152KB 
pdf)  

 PE1664/C: James Hutton Institute submission of 16 October (194KB pdf)  

 PE1664/D: Game and Wildlife Conservation Trust submission of 12 October 
2017 (241KB pdf)  

 PE1664/E: Scottish Government submission of 19 October 2017 (72KB pdf)  

 PE1664/F: Petitioner submission of 13 December 2017 (259 KB pdf)  

 

http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1664_B.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1664_B.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1664_C.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1664_D.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1664_D.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1664_E.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202017/PE1664F_Petitioner.pdf
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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. 

Previous 
action 

OneKind has proposed to the Scottish Government a number of 
means of improving the protection given to mountain hares, including: 

Introduce a three-year moratorium on all mountain hare killing, as 
recommended by ten Scottish conservation organisations, including 
the RSPB and the Scottish Wildlife Trust. 

Clarify that snaring of mountain hares is illegal given they are 
indiscriminate traps that do not comply with Section 41 (3) of the 
Conservation (Natural Habitats, &c.) Regulations 1994. This has now 
been satisfactorily addressed in the recent SNH review of snaring. 

End all culling and driven hunting of mountain hares within Scotland’s 
National Parks using a Nature Conservation Order. NCOs may make 
illegal specified activities in specified areas and are provided for 
under Regulations 19 and 20 of the Conservation (Natural Habitats, 
&c.) Regulations external site 1994 (as amended) for Natural sites.  

OneKind has also liaised with the Cairngorms National Park Authority, 
encouraging them to use their powers to introduce greater protections 
for mountain hares within the Park boundaries. 

Background 
information 

The mountain hare is indigenous to the Highlands and can be found 
throughout this region and the uplands of Scotland. Their natural 
habitat is sub-alpine scrub but they also thrive on grouse moors, 
because they benefit from the abundance of young heather created 
by burning and the intensive killing of predators such as foxes and 
weasels. The mountain hare is an important part of the upland 
ecosystem, shaping their habitat through grazing and providing a 
range of predator species, including golden eagles and wildcats, with 
an important food source. The conservation of Scotland’s mountain 
hare is widely recognised as a priority. They are: 

Listed on Annex V of the EU Habitats Directive (1992) which requires 
EU member states to maintain them in favourable conservation 
status.  

A priority species for conservation action under the UK Biodiversity 



Action Plan.  

On the Scottish Biodiversity List, which means that they are 
considered by Scottish Ministers to be of principal importance for 
biodiversity conservation.  

Protected by a closed season under the Wildlife and Natural 
Environment (Scotland) Act 2011, which makes it an offence to kill a 
Mountain Hare in the closed season (1 March to 31 July) without a 
licence from SNH.  

Mountain hare in Scotland are relatively little studied but all the signs 
are that the population is in long-term decline, as a result of habitat 
loss, climate change and crucially, persecution. Because of the lack 
of research in this area, population estimates are out of date, and the 
impact of these drivers of decline is poorly understood. The Scottish 
Government recognised this recently, making a welcome investment 
in a major research project that will conclude in late 2017.  

The last population estimate was made in 1995, when 350,000 were 
thought to exist. This number is widely disputed, but most agree that 
the current population could be anything from 175,000 to 500,000. 
The population fluctuates year-on-year, making it hard to identify a 
long-term trend, but the British Trust for Ornithology (BTO) has 
monitored mountain hare as part of the annual Breeding Bird Survey 
since 1996. Their data, albeit for a limited sample size, suggests an 
overall decline of 34% between 1996 and 2014. 

This overall trend is supported by observations on the ground. The 
Mammal Society notes that on some western Scottish moors 
mountain hare are now rare, where they were previously abundant. 
The noted Scottish biologist and ecologist, Dr Adam Watson, 
estimates that spring abundance of adults has been reduced by 
between five- and a hundred-fold on most grouse moors. 

As mountain hare killing is not licensed during the open season and is 
carried out with no regulatory oversight, it is impossible to know how 
many are killed. The only estimate is that 25,000 were killed in 
2006/7, which is thought to be between 5-14% of the total population. 
Additional anecdotal evidence of large-scale culls includes: 

Lammermuir hills, 2014 – RSPB Scotland received evidence that 
between 1500 and 1700 mountain hares were shot by landowners 
across the Lammermuirs in the spring.  

Balmoral, 2016 - Two culls involving Balmoral and neighbouring 
estates were witnessed, one of which was said to have killed 500 
hares.  

Lecht mountain pass, 2016 - A birdwatcher encountered a mountain 



hare cull. Images show a group of 20 armed gamekeepers equipped 
with more than a dozen high-tech off-road vehicles and hundreds of 
dead hares.  

Culls are carried out for a variety of reasons, but on grouse moors the 
principal reason mountain hare are culled appears to be to control the 
tick-borne louping-ill virus. In the only study of the issue, a 
questionnaire-based survey of estates in 2006/7 found that 50% of 
hares shot were culled for this reason. This is substantiated by claims 
made by shooting organisations. For example, the Game and Wildlife 
Conservation Trust (GWCT) advises that “where grouse suffer from 
tick and the tick-borne louping-ill virus, hares can sustain high levels 
of these parasites and help perpetuate the disease. As there is no 
alternative form of treatment, in these cases hare numbers may need 
to be temporarily reduced to suppress the disease”. The same study 
estimated that 10% of hares shot were culled to protect forestry 
interests, and 40% for sport shooting. 

By contrast, in recent correspondence with OneKind, the 
management of the Cairngorms National Park (CNPA), while not 
ruling out some hare management for forestry protection, stated that 
the Authority had concerns about the public interest justification and 
scale of culling for the primary purpose of tick control. 

In recent years, however, it appears that large scale culling of 
mountain hares on grouse moors in the name of tick control has 
become part of the routine management which seeks to establish 
very high numbers and densities of red grouse to be commercially 
shot. 

Whilst there is no doubt mountain hare carry ticks, there is no clear 
evidence that their control could be part of an effective red grouse 
management regime. Indeed, its scientific basis is so tenuous that 
SNH’s scientific experts advise: “There is no clear evidence that 
mountain hare culls serve to increase red grouse densities”. Similarly, 
the most recent scientific review of the effectiveness of mountain hare 
culling as a management technique for louping-ill concluded that 
“there is no compelling evidence base to suggest culling mountain 
hares might increase red grouse densities”. 

Finally, OneKind and the other petitioners are concerned that the 
persecution of mountain hares is causing serious and extensive 
suffering. As the killing is unregulated and often secretive, it is 
impossible to scientifically assess the welfare impacts, but there is 
enough evidence to conclude that the persecution of mountain hares 
may be causing serious and, given the numbers of individuals 
involved, extensive suffering. Shooting any small mammal in the wild 
is challenging and there is an inevitable risk of injury rather than 
making a clean kill. This is exacerbated in the case of mountain hare 
by a number of factors, including the very large number of individual 



mountain hares that are shot in a single hunt, and the mixed abilities 
of hunters that participate in commercial hunts. Furthermore, snaring 
mountain hares is known to cause injury and distress, sometimes for 
prolonged periods, although it is generally accepted now that this may 
only be carried out under licence from SNH. 

 



 

PE1664/A 
Scottish Natural Heritage submission of 12 October 2017 

 

Scottish Natural Heritage (SNH) is a non-departmental public body funded by the 
Scottish Government through Grant-in-Aid. We are the Scottish Government’s 
advisers on issues relating to nature and landscape. Our statutory purpose is to: 
 

 secure the conservation and enhancement of nature and landscapes; 

 foster understanding and facilitate their enjoyment of them; and, 

 advise on their sustainable use and management. 

 
Scotland’s nature and landscapes are recognised internationally, and this natural 
capital plays an important role in supporting economic growth, improving people’s 
health and wellbeing, adapting to climate change and strengthening communities. 

We work with partners both nationally and locally to maintain and enhance these 
assets and to improve the public benefits generated from their sustainable use, both 
now and in the future. 
 

With input from the British Trust for Ornithology (BTO) and the Game & Wildlife 
Conservation Trust (GWCT), we have reviewed the available population trend data 
i.e. BTO Breeding Bird Survey (BBS) mammal data and the GWCT National 
Gamebag Census (NGC) data, along with additional time series data from moorland 

sites in NE Scotland due to be published in a forthcoming scientific paper. The key 
findings are: 
 

 The NGC and BBS trend data since the mid 1990’s show some similarities 

and some differences. The BBS data show a statistically significant decline 
between 1996 and 2010/11 but data from 2012-2015 suggest an upward 
trend. This could be explained by a population cycle (known to span c.9.5 
years in Peak District hares, but variable from 5-15 years), although more 
data are needed to verify this and any underlying long-term trend. Over the 

same 20 year period covered by the BBS dataset, a non-significant upward 
trend is apparent in the NGC data. In light of this, We consider that evidence 
of a national decline in mountain hares since the mid-1990’s is not conclusive.  

 

 The NGC data collected from estates across the mountain hare’s range in 
Scotland show clear cyclicity but provide no evidence for an underlying 
decline in the hare population from the mid 1950’s to 2015. However, 
gamebag data have their limitations, including the absence of a measure of 

effort, so caution is needed when drawing conclusions from this source alone. 
 

 In contrast to the above, the NE Scotland data show a dramatic decline after 

2003 at a range of monitored moorland sites. It is not known whether this 
downward trend is continuing. As this is not reflected in either of the other two 
datasets, it is difficult to draw conclusions, or extrapolate this, beyond the 
North East. 

 

From the evidence available we do not believe the picture is of widespread decline, 
however we recognise that the evidence from NE Scotland indicates that significant 
local declines may have taken place since the early 2000’s on some grouse moors 



 

and this is at odds with the overall national trend. Given this mixed picture, we do not 
consider that a moratorium on culling is justified at present but we expect to have 
further discussions with SG over whether any additional measures are necessary to 

safeguard this species on a precautionary basis and to ensure no significant local 
declines occur.  
 
Where there are concerns over the status of hares on NE grouse moors, we will be 

looking to ensure that these are initially addressed through the new Principles of 
Moorland Management  (PoMM) guidance on sustainable hare management 
currently being drafted by the Moorland Forum. The PoMM guidance encourages 
collaborative working between estates to develop sustainable hare management 

plans. These would be informed by count data obtained according to a standard 
method, based on the findings of the joint hare counting study involving the James 
Hutton Institute, GWCT and SNH, due to be published in January 2018. It is intended 
that the PoMM guidance require estates to make all cull data available to SNH for 

monitoring and reporting purposes, to ensure there is a surveillance system in place 
with alerts for any changes of conservation concern.  
 
 



 
 

PE1664/B 

Scottish Land & Estates submission of 10 October 

 

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. 

 

We have read the report of the Public Petitions Committee meeting on 14th 

September, and thank the Committee for the opportunity to respond to the petition 

submitted by Harry Huyton on behalf of OneKind.   

 

This issue has been extensively debated for 2-3 years, and most recently the 

Scottish Government has answered Parliamentary Questions submitted by Alison 

Johnstone MSP. Scottish Natural Heritage (SNH) has examined the issue in 

considerable detail, which resulted in a joint position statement being issued in 

December 2014 (www.snhpresscentre.com/news/snh-gwct-sle-position-on-large-

scale-culls-of-mountain-hares-to-reduce-louping-ill).  Stakeholders at the Moorland 

Forum have worked together and agreed a collaborative guidance document for 

mountain hare management which is due to be published soon.   

 

We recognise the interest and concern of OneKind in the culling of any species, but 

there seems to be confusion as to whether this petition is primarily about welfare of 

the hare, species conservation, banning of culling or the licencing of grouse moors – 

all have been mentioned.  We note that questions from the committee members at 

the meeting on 14th September 2017 explored some apparent contradictions, and we 

will try to provide more clarity on those issues. 

 

1. From an animal welfare perspective, culling of mountain hares is not fundamentally 

different to the management of deer or rabbit populations, or of culling any bird or 

rodent pest species.  These other forms of population control have not been singled 

out for OneKind campaigns, but the animal welfare issue is the same.  Culling is 

done as humanely as possible, but ultimately involves killing to control a population. 

Phrases used in the submission such as “persecution and suffering” are quite 

inappropriate. 

 

2. The purposes of managing mountain hare populations include protection of trees 

and moorland habitat, as well as limiting the spread/incidence of tick and louping ill.  

Limiting the spread of Lyme disease is not a primary management objective, but 

keeping hare populations stable will help with that growing problem.  Preventing the 

build-up of high local populations also prevents disease build-up among the hares 

themselves (i.e. coccidiosis).  

http://www.snhpresscentre.com/news/snh-gwct-sle-position-on-large-scale-culls-of-mountain-hares-to-reduce-louping-ill
http://www.snhpresscentre.com/news/snh-gwct-sle-position-on-large-scale-culls-of-mountain-hares-to-reduce-louping-ill


 
 

 

3. In some instances, culling is done purely by keepers, at other times by groups of 

paying guests under the supervision of professional keepers, just as paying guests 

stalk deer or do rough shooting.  The submission states that “recreational killing 

raises serious conservation and welfare concerns” but that argument is entirely 

unproven and seems calculated to give an emotive impression rather than a real 

problem. 

 

4. The issues of whether management culls are having a damaging impact on the hare 

population is unproven, with very limited observational studies which even the 

submission recognises could be local/cyclical.  We would make the point again that 

keepers who manage moorland know with reasonable accuracy how many hares 

they have through constant observation on the ground and at all times of day.  They 

have no interest in culling un-sustainably, and the submission quotes an estimate of 

5-14% as a national cull, which is sustainable.  The only real issue is that keepers 

cannot demonstrate scientifically that the culls they do are sustainable, and that is 

desirable given the EU conservation status of the mountain hare.  That is why many 

estates are helping the James Hutton Institute (JHI) and Game & Wildlife 

Conservation Trust (GWCT) to carry out research and develop a standardised 

method of counting hare numbers.  That should be completed in late 2017 and this 

issue can then be resolved. 

 

5. There has been a reduction of mountain hare numbers in the north and west of 

Scotland, areas where grouse moor management has also died out or never 

occurred.  Therefore, this demonstrates that predator and habitat management is 

positively beneficial to the mountain hare, and managed grouse moors should be 

seen as a vital resource or “Centre of Excellence” for a species which is found at 

much lower levels across most of its natural European range, and is declining in 

many other areas.   

 

6. Michelle Ballantyne MSP asked what impact the 3-year moratorium being asked for 

would have.  In places where the population is highest or is on an upwards part of 

the cycle, a moratorium could lead to a sharp increase in numbers with more disease 

and habitat damage. Where populations are lower or in a downward part of the 

cycle, culling would not be carried out anyway.  Estates have operated voluntary 

restraint for a long time, as there is no point in culling when numbers are low. 

 

I hope that these remarks are useful.  



PE1664/C 

James Hutton Institute submission of 16 October 2017 

 

Response from the James Hutton Institute by Prof Glenn Iason, Drs Scott Newey 
and Justin Irvine and Prof Lucy Gilbert to the invitation to comment, received from 
Scottish Parliament Petitions Committee on 14th September 2017. 

We thank the Public Petitions committee for the opportunity to comment on 
petition number PE01664 entitled ‘Greater Protection of Mountain Hares’.  In 
our comments, we consider only the scientific and conservation aspects of the 
rationale, and the consequences of the proposed actions.  

In summary: The crux of the petition’s call for a three year moratorium on all killing 
of mountain hares rests on demonstrating that mountain hare numbers are declining. 
The evidence available shows declines in mountain hare numbers since the 1990s, 
but also indicates a recent recovery in numbers. Comparison with the 1990s 
population is relevant as it forms the baseline for comparison against which the 
Scottish Government is responsible to ensure favourable conservation status. The 
petition attributes causality of any decline to climate change, land use change or 
persecution. Although we agree that these factors would be likely to drive population 
change, the evidence is tenuous. Land use by managing heather moorland for red 
grouse concomitantly favours high densities of mountain hare numbers. Intense and 
sustained culling of mountain hares will undoubtedly reduce their numbers, but 
research is needed on the level of culling that can be sustained by mountain hares 
and their likely population responses to culling and climate change. 

The information given in the petition, and represented to the Committee makes good 
use of the available scientific evidence, however we make the comments which 
follow. 

 The petition states that  ‘….all the signs are that the [Mountain Hare] 
population is in long-term decline….’.  

Some, but not all, of the currently published evidence suggests a long-term decline 
in mountain hare numbers. This view is reflected in our contribution to the petition 
briefing produced by ‘SPICE’.  As stated in Onekind’s oral presentation of evidence 
to the Petitions Committee, the evidence of the British Trust for Ornithology’s 
Breeding Bird Survey (Harris et al., 2016), shows an increase in overall mountain 
hare numbers in recent years (Onekind, 2017). Similarly the Game and Wildlife 
Conservancy Trust’s Game Bag Census suggests an increase in hare numbers 
between 2010 and 2014. This was inferred from the higher numbers of animals 
being shot, the interpretation of which is that there were more animals available to be 
shot.  

A definitive assessment of the existence and extent of the reported recent population 
increase, is crucial to ascertaining whether the overall mountain hare population is 
currently below, equal to, or above that recorded by the same methodology in the 
mid-1990s. The significance of this is that the population in the 1990s, is the baseline 
against which comparison is made concerning maintenance of Favourable 
Conservation Status of mountain hares, as required by the EU Habitats Directive 
(1992), enacted by the Conservation (Natural Habitats, &c.) Regulations 1994 (as 
amended).  



 The petition states that ‘[the population is in long term decline] as a 
result of climate change, habitat loss and crucially, persecution’. 

We know of no data that shows an increase in the culling effort on mountain hares in 
recent years. The lack of reporting of culling of mountain hares makes it difficult to 
collect such information. We do however concur with, and collaborated in the 
production of the evidence reported in the petition, noting that the reasons given for 
culling mountain hares in 2006-07 were predominantly associated with tick control 
and to reduce louping-ill virus (a tick-borne disease of red grouse).  

The potential effects of climate change and habitat change on mountain hares are 
not clear. We have hypothesised that the effects of climate change on mountain hare 
populations, might be positive or negative (Iason and Newey, 2016). However, we 
know of no systematically derived evidence that tests these hypotheses.  We 
consider habitat loss, particularly the reduction in habitats that support high densities 
of mountain hares (e.g. managed grouse moorland), in favour of habitats that 
support lower densities (e.g. forests), to be a likely cause of declines in overall 
mountain hare numbers in some areas (Iason and Newey, 2016).  

 The aims of a three year moratorium are unclear to us. We suggest that 
a series of expected outcomes of this period should be articulated. 

Disentangling the impacts of a short-term moratorium on the hunting of mountain 
hare populations would be very challenging. A three year cessation of culling is a 
short period in comparison to the suspected long-term changes in the population of 
mountain hares. It can be hypothesised that a cessation of culling would lead to an 
increase, decrease or no change in local mountain hare numbers, depending upon 
the current phase of the population cycle, and factors such as habitat type and any 
accompanying legal predator control. 

We have proposed elsewhere (Newey et al., 2016; Newey and Iason, 2016), that to 
assess and understand the effects of management activities on mountain hare 
populations, a differentiation between types of population management would be 
helpful. ‘Traditional management’ of mountain hares, under which they are killed 
privately or commercially, for recreation or local population control, is distinct from 
the ‘culling’ of mountain hares. The aims of culling are to reduce a mountain hare 
population to very low numbers, potentially over large areas of land. Although we 
acknowledge that the distinction is not absolute, we would expect a priori the impact 
of traditional management to be less than that of large scale culling, due to the 
usually smaller areas involved and smaller numbers of animals killed. 

The longer term impacts of killing mountain hares on their populations and 
conservation status is not well understood. However, mountain hares have high 
fecundity, with females producing approximately six offspring per year (Flux, 1970). 
There is some limited evidence that their populations in Scotland may respond to 
moderate reductions in density by a counteracting, increased rate of survival of 
juveniles, and that the population would be robust with an annual cull of 25% to 40% 
(Harrison, 2011; Knipe et al., 2013). 

 We concur with the petition’s statement that mountain hares are 
relatively little studied, particularly in relation to the aspects of their 
population biology relevant to their population management.  



We suggest that if any cessation or restriction of culling of mountain hares is 
imposed or agreed then, in order to derive maximum scientific benefit to inform 
future management of the species, it should be accompanied by a proper, 
systematic monitoring programme and scientifically controlled studies. In these 
studies, the effects of continued culling should be measured for comparison across a 
range of population densities.   

 The transcript and televised session of the committee meeting on 14th 
September 2017 suggest that the committee might benefit from the 
following two points of clarification: 

1) Mountain hares have a wide global distribution, across a range of habitats in 
alpine, boreal and sub-arctic regions of the northern hemisphere/western 
Palaearctic. In the British Isles they are associated with habitats ranging from 
lowland grassland through to upland dwarf shrub habitats, and mountainous regions. 
The populations in the boreal forest and subarctic areas usually exist at a 
considerably lower density than the tens to hundreds of individuals per square 
kilometre, that can occur on grouse moors in Scotland where habitat and predation 
are managed.  

2) There is no good evidence that mountain hares transmit Lyme disease, especially 
not in the presence of other transmission hosts (e.g. sheep, game birds, rodents). 
For louping-ill virus of red grouse, studies have concluded that mountain hares have 
no convincing role to play except under the unusual circumstances of the absence or 
near absence of the other upland tick and louping-ill virus hosts (e.g. sheep, game 
birds, deer and rodents).  
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PE1664/D 

Game and Wildlife Conservation Trust submission of 12 October 2017 

 

Executive summary 

 

 Mountain hares are an important part of Scotland’s moorlands and the species 

should be maintained in a favourable conservation status. 

 Compared to the rest of Europe, mountain hares are often at high densities in 

Scotland, largely because of grouse moor management.  

 Game & Wildlife Conservation Trust, working for SNH, found that mountain hare 

distribution was stable between 1997 and 2007. 

 Game bag data from 1954-2015 suggests cyclical fluctuations in numbers of 

hares are natural. 

 These data do not show any detectable long-term decline or increase in the 

numbers of hares in the bag over the last 60 years. Local declines reported for 

the late 1990s and early 2000s appear in line with the national cycle for that 

period. 

 There is no evidence for sporting management being associated with these 

periodic declines in mountain hare range or numbers in Scotland. It seems highly 

likely that intensive forestry and farming practice does locally and regionally 

restrict Scottish mountain hare distribution. 

 GWCT endorse voluntary restraint on taking hares where their numbers are low. 

We actively promote more monitoring of mountain hares by managers as very 

important practice. More research is justifiable as this would allow the refinement 

of management prescriptions. 

 A review in 2015 by SNH rehearsed these views, and they are being 

incorporated into ‘Principles of Moorland Management’ best practice guidance for 

mountain hare management  

 

Introduction 

PE1664 calls for a moratorium on the taking of mountain hares (Lepus timidus) in 

Scotland to preserve their conservation status.  The Game & Wildlife Conservation 

Trust (GWCT) are a research body with an active interest in upland land management; 

our work on this species extends back to the 1980s. GWCT are working with SNH 

(Scottish Natural Heritage), Scotland’s Moorland Forum, the James Hutton Institute 

(JHI) and others to meet Scotland’s need for sustainable management of mountain 

hares. GWCT has prepared this briefing on mountain hare status and management 

which brings together the relevant evidence. 

 

Mountain Hares in Scotland 

Mountain hares are an important part of Scotland’s moorland heritage. They are a 

valued quarry species and a locally important grazer/browser. They can be an important 

prey species for predators such as golden eagles, and are enjoyed as a wildlife 

spectacle. 



 

When GWCT, SNH and JHI surveyed for hares we found that over 80% of the UK’s 

mountain hare population is in Scotland and most of these are on now grouse moors1 

(Figure 1). This research also shows fewer hares in habitats without sporting 

management. Research has also shown that Scottish mountain hare densities can be 

up to ten times higher than are typical in other European countries 2.  

 

Figure 1: The distribution of mountain hares in 2006/07 in Scotland on a 10x10-km 
square basis.  The use of a 10x10-km square scale resulted in some small areas 

appearing to have mountain hares when in fact they were reported as absent.  They are 
(from north to south) Yell (Shetland), Mainland (Orkney), the Morvern peninsula 
(adjacent to Mull) and Islay. 
 

This pattern of range and abundance suggests that intensive fox control and habitat 

management by gamekeepers appears to benefit both red grouse and mountain hares 
3,4. The Mammal Society, picking up on previous reports24, states on its website: 

“Their [mountain hare] numbers have declined locally where favorable habitat such as 

former grouse moors has been afforested or heather has been removed by excessive 

grazing by other animals. Young forestry plantations can support high densities of hares 

which sometimes cause significant damage to trees, but these high densities decline 

once the forest canopy closes, and the ground vegetation is diminished.” 

 

Consequently, mountain hares seem to do best in areas managed for red grouse (which 

includes their own management) and these areas seem likely to be future refuges for 

them in Scotland. 



 

Current trends Mountain Hare population status 

Good practice and legislation requires that we monitor mountain hares to track the 

effects of management. 

1. In 2008 SNH, GWCT and JHI established that the Scottish range of mountain 

hares has not shrunk since the mid-1990s1. This is important as range 

contraction is often the first sign of a population in trouble.  

2. The National Game Bag Census6,27 has collected data on the numbers of hares 

shot on Scottish moors since 1954; 213 shoots contributed data for at least 2 

years during this period. These data represent an index of mountain hare 

abundance, assuming more hares are taken when more are available. The data 

suggest that mountain hare populations a ‘quasi-cyclical’; that is their abundance 

fluctuates up and down in a reasonably predictable manner over time (Figure 2). 

Fluctuations by 5-fold appear normal, with peak abundances probably being 10 

times higher than the low points. In Scotland the reasons for these fluctuations 

may include food quality and gut parasites9. 

 

Figure 2: National Game Bag Census data from 213 shoots show a cyclical pattern of 

peaks and troughs (red line) in numbers of hares in the bag between 1954 and 2015. 

The pattern of change is relative to the starting point in 1954.

 
 

3. Removing the cyclical effect using GAM (generalized additive modelling) shows 

there is no long-term trend, either up or down, in these data (Aebischer pers 

comm; Figure 3). 

 



Figure 3: National Game Bag Census data of hares taken suggest that despite large 

short- and medium-term changes, there is no discernable long-term trend (orange line) 

in numbers of hares in the bag between 1954 and 2015.  

 

 
There have been recent reports of a declines in hares seen during the BTO Breeding 

Bird Surveys of 1995 and 2013 7. We note the reported decline was 33% (not 43% as 

has been mis-quoted) and was not statistically significant. The decline may therefore 

have been due to chance, or because non-specific counts such as these are affected by 

weather, observer variation and design10.  

 

Nevertheless, evidence from gamekeepers and other land managers can be a valuable 

source of ‘Practitioner Knowledge’. The value of such ‘co-produced’ information is 

something we need to capture more effectively; this is happening already in some SNH 

supported projects28. Practitioner commentary is that the hare’s population dynamics 

may be more robust than is commonly thought, with harvesting allowing greater 

breeding success22. Typically there are notable numbers of hares even on areas after 

harvesting of hares is taking place. Anecdotal evidence of this from March 2015, after 

the end of the hare shooting season, when populations might be expected to be at their 

lowest has been seen by SNH during field visits. This is the repeated experience of land 

managers who undertake the predator control and habitat management on Scottish 

moors.  

 

GWCT are working to improve the accuracy of mountain hare abundance assessments 

with SNH and JHI; we hope a report will be published this year. We are also working on 

‘Principle of Moorland Management’ guidance document for Scotland’s Moorland 

Forum. These reports will provide a formal framework for the informed and updatable 

assessments of current and future mountain hare management.  

 



Management of Mountain Hares 

Management for hares can both increase and decrease numbers. The predator control 

and habitat management typical of that used for red grouse may increase mountain 

hare numbers.  

 

A managed decline in numbers within a local area will occur when they are shot on 

moorland for three reasons; for food, for habitat protection in woodland expansion areas 

and statutorily designated sites such as SSSIs, and for disease control 1. Habitat 

protection can be a significant issue, especially during winter when many hill sheep 

flocks are removed to protect important moorland habitats; seven mountain hares have 

the same dry matter food requirement as one blackface ewe29. Young woodland areas 

can support high numbers of hares which graze on and amongst trees. To protect 

woodlands hares may be controlled to prevent both economic and ecological damage to 

trees 21. Declines in abundance will eventually be part of woodland expansion as hares 

typically do not use dense conifer woods following canopy closure. 

 

Tick & Disease Control 

Disease control is an important driver for taking hares. Hares are shot to reduce the 

overall number of tick (Ixodes ricinus) hosts on a moor. The reason for this activity is 

research GWCT undertook between the late 1970s and 1990s in Morayshire which 

demonstrated a link between hare abundance and tick biting rates on grouse11. 

Mountain hares, along with other mammals, provide a blood meal for ticks thus 

supporting ticks in completing their life cycle. Ticks are becoming more common in 

Scotland18 and disease transmission may also be increasing. Ticks can carry a viral 

disease called Louping-ill which can cause high levels of mortality in sheep and red 

grouse, with 79% of infected grouse chicks dying from the virus in laboratory and field 

conditions14. Upland wader chicks (lapwing, golden plover and curlew) have been 

observed with high numbers of ticks which may reduce their overall fitness, though 

there is no incidence of viral infection being detected in these chicks from the relatively 

small sample tested15.  

 

GWCT see a case for more experimental work to inform the modelled connection 

between tick, LIV transmission and mountain hare23. In the meantime stabilising grouse 

numbers through disease management helps underpin the continued private investment 

in conservation, providing wider biodiversity and public benefits which include; an 

increase in upland farm economics through improved sheep productivity16 and possible, 

though untested, benefits for public health, as ticks also transmit Lyme disease17.Our 

research and advice is that with the correct application of management techniques 

(limiting tick host numbers and treating sheep with acaricidal dips and anti-viral 

vaccination) it is possible to suppress tick and louping-ill to levels where their impact on 

sheep flock health and red grouse is reduced to a minimum19.  

 

 

 



The Future 

GWCT believe there may be more to be lost from constraining mountain hare 

management than to be gained. Mountain hares benefit greatly from managing 

moorland for red grouse – their disappearance from Langholm Moor during a period 

without keepering in the late 1990s-early 2000s was likely no co-incidence. Constraint 

on management would seem a poor decision at a time when hares have retreated to the 

moors in the face of predation, forestry and farming practice.  Potentially dis-

incentivising management by restricting an ability to limit high densities of hares 

appears to fail tests of necessity and reasonableness.  

 

However, GWCT stands by its joint position with SNH and SLE on the need for 

restraint25, both to ensure compliance with the law and for best practice. These views 

were also upheld by a 2015 review for SNH26 and are being incorporated into the 

‘Principles of Moorland Management’ guidance on mountain hares being produced by 

Scotland’s Moorland Forum. There are good reasons for taking mountain hares on 

Scottish moors, but GWCT has always been clear that hare culls cannot be justified for 

disease control where there are significant numbers of other tick hosting species, 

particularly deer or where tick and disease levels are low12, 20. In these cases, the 

priority for disease control should be deer management, hand-in-hand with treating 

sheep. And we believe that if hares are locally at lower than peak numbers, moor 

managers should consult their neighbours to make sure natural declines and harvest 

offtake are not coupled across large landscape areas.  

 

Lastly, we have made it clear moorland managers should act in the context of some 

demonstrable assessment of mountain hare abundance. This would aid their own 

decision making, and if properly presented, allay fears about mountain hare 

conservation. We understand from keepers and others that 2017 has been a good 

breeding year for mountain hares across their range. Putting this practitioner knowledge 

into an indexed context is of critical importance. 
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PE1664/E 
Scottish Government written submission of 25 October 2017 
 
I refer to the Public Petitions Committee email of 14 September 2017 which seeks the 
Scottish Government’s views on Petition PE1664 - Greater Protection for Mountain Hares, 
lodged by Harry Huyton on behalf of OneKind. 
 
The petition suggests measures to provide greater protection to mountain hares, including 
introducing a three-year moratorium on the culling of all mountain hares.   
 
Scottish Natural Heritage (SNH) has recently reviewed existing evidence on mountain hare 
populations from the British Trust for Ornithology, the Game and Wildlife Conservation Trust 
(GWCT), and from Adam Watson, a distinguished ecologist who has carried out long-term 
surveys on mountain hares in the North-East of Scotland, which indicates that there has not 
been a long-term decline in mountain hare numbers overall, although there may be evidence 
pointing to more localised long-term declines in the North-East.  On this basis, the Scottish 
Government does not think there is a requirement for a nationwide moratorium on mountain 
hare culls at this time.  
 
The Scottish Government continues, however, to recognise that mountain hare numbers do 
require to be controlled, for example to protect newly-planted trees, and continues to oppose 
large-scale culling of mountain hares.  
 
If further evidence emerges that points to continuing high levels of culling of hares that could 
cause significant population declines, locally or nationally, the Scottish Government will 
consider bringing forward further measures to protect them.  This could include the use of 
Nature Conservation Orders or adding mountain hares to Schedule 5 of the Wildlife and 
Countryside Act 1981, which would require land managers to apply for a licence from SNH to 
control them. 
 
The Cabinet Secretary for Environment, Climate Change and Land Reform announced on 31 
May this year that the Scottish Government intends to set up an independently-led group to 
examine how to ensure grouse moor management is sustainable and compliant with the law.  
The control of mountain hares is one of the activities associated with grouse moor 
management that the group is expected to consider. 
 
 
 
 
 
 
 
 



PE1664/F 
Petitioner submission of 13 December 2017  
 

OneKind is grateful to the Public Petitions Committee for their continued 

consideration of petition PE1664, Greater Protection for Mountain Hares. This 

submission responds to some of the key issues raised by stakeholders in their 

written submissions to the Committee.  

1. The population status of mountain hares 

Given the paucity of available population data for mountain hares it is impossible to 

come to an evidence-based and certain conclusion as to the overall population trend. 

However, we note that: 

 From the evidence submitted to the Committee, there appears to be 

consensus that there have been localised declines, particularly in the North-

East Highlands, and that the overall population trend is likely to have declined 

and then begun to recover in recent years.  

 Localised declines in themselves are a serious concern. From a conservation 

perspective, mountain hares are an important prey species for a number of 

species of conservation concern, including the Golden Eagle. We would also 

argue that the absence of mountain hares in their natural habitat reduces the 

recreational value of the area.  

 SNH have conducted their own review of population data, but as this has yet 

to be published we are unable to comment on its significance. 

In summary, there is major uncertainty over the overall health of the mountain hare 

population, but there are sufficient grounds for serious concern. We do not consider 

that the appropriate response to this uncertainty is to continue to allow the 

unregulated and unmonitored large-scale killing of mountain hares. Indeed, we 

believe that this would not be compatible with the Scottish Government’s 

commitments to the conservation of this species, and in particular the EU Habitats 

Directive, which places a requirement on Scotland to maintain the mountain hare 

population in favourable conservation status, and prohibits “the use of all 

indiscriminate means capable of causing local disappearance of, or serious 

disturbance to, populations of such species”1. 

Given these commitments, a more appropriate response would be to apply the 

precautionary principle and introduce greater protection for mountain hares. 

2. Animal welfare concerns 

We note that some stakeholders, such as Scottish Land and Estates, argue that 

there are no animal welfare concerns associated with the large-scale killing of 

mountain hares and compare the practice with deer control. We believe there are 

major concerns that have not been addressed by the Scottish Government or 

stakeholders. The risk of injury and prolonged death is high due to the following risk 

                                                           
1
 Article 15, Council Directive 92/43/EEC  

http://eur-lex.europa.eu/legal-content/en/TXT/?uri=CELEX%3A31992L0043


factors: shooting activity generally takes place on rough terrain and during winter 

conditions; large numbers of shooters and animals are involved; shotguns are used; 

and no best practice guidance specific to this activity is adhered to. This is not 

comparable to deer stalking, for example, where risk of injury and prolonged death is 

relatively low provided the activity is carried out by skilled marksmen and in 

accordance with the existing Best Practice Guides. 

4. Disease control 

We note that disease control, specifically louping-ill in grouse and Lyme disease in 

humans, is cited as a motivation for mountain hare killing by both the GWCT and 

SLE. We would like to draw the Committee’s attention to the following: 

 A 2015 Report to the Scientific Advisory Committee of Scottish Natural 

Heritage concluded that “there is no clear evidence that mountain hare culls 

serve to increase red grouse densities”2.  

 The most recent scientific review of the effectiveness of mountain hare culling 

as a management technique for louping-ill concluded that “there is no 

compelling evidence base to suggest culling mountain hares might increase 

red grouse densities”3. 

 The written evidence from the James Hutton Institute advises that “there is no 

good evidence that mountain hares transmit Lyme disease, especially not in 

the presence of other transmission hosts”. 

5. Greater protections for mountain hares 

The overarching ask in this petition is that the Scottish Government introduces 

greater protections for mountain hares. We believe this is substantiated on 

conservation, animal welfare and ethical grounds. However, we are not prescriptive 

as to the approach the Scottish Government might take and have put forward a 

number of possible mechanisms, including: 

 A three-year moratorium on culls and large-scale recreational killing.  We 

agree with the recommendation in the evidence submitted by the James 

Hutton Institute that any moratorium be accompanied with the articulation of 

“a series of expected outcomes”.  

 Applying the closed season rules all-year round, which would mean that all 

hare killing would have to be carried out under licence from SNH. 

 Ending all mountain hare killing within the Cairngorms National Park using 

existing powers available to Ministers. 

We are concerned that much emphasis is being put on the forthcoming Principles of 

Moorland Management (PoMM) guidance on sustainable hare management that is 

currently being drafted by the Moorland Forum. The has been no consultation 

                                                           
2
 Werritty, A., Pakeman, R.J., Shedden, C., Smith, A., and Wilson, J.D. (2015). A Review of Sustainable Moorland 

Management. Report to the Scientific Advisory Committee of Scottish Natural Heritage. SNH, Battleby. 
3
 Harrison, A., Newey, S., Gilbert, L.,Haydon, D. T. & Thirgood, S., Culling wildlife hosts to control disease: 

mountain hares, red grouse and louping ill virus. Jour 
nal of Applied Ecology, 2010. 47(4): p. 926-930. 



outside of the Forum membership, or transparency as to how they have been 

developed and what they will require. Given the importance of this issue and the 

significant public interest, we believe that any guidance or standards endorsed by 

the Scottish Government that is intended to address concerns over mountain hare 

culls should be developed with broad consultation and in a transparent fashion. 
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Public Petitions Committee 

24th Meeting, 2017 (Session 5)  

Thursday 21 December 2018 

PE1681: Adult Consensual Incestuous Relationships and Marriage 

Note by the Clerk 

Petitioner Richard Morris 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
decriminalize incest between persons of legal age of consent, and 
grant people in adult consensual incestuous relationships (CIAO 
people) the same right to marry as all other consenting adults. 

Webpage parliament.scot/GettingInvolved/Petitions/CIAORelationshipsMarriage 

Introduction 

1. This is a new petition that was lodged on 15 December 2017. The petition is in 
similar terms to two previous petitions from the same petitioner, PE1599 and 
PE1614. 

Background (taken from the SPICe briefing for PE1614) 

2. The Criminal Law (Consolidation) (Scotland) Act 1995 (as amended) (‘the 1995 
Act’) is the main piece of legislation which regulates the law of incest in 
Scotland. Section 1(1) of the 1995 Act provides that sexual intercourse with 
certain blood relatives constitutes incest.  For men the list of relatives is as 
follows: mother, daughter, grandmother, granddaughter, sister, aunt, niece, 
great grandmother and great granddaughter. For women there is a parallel list.  
In addition, sexual intercourse with an adoptive parent or former adoptive 
parent, or adopted child or former adoptive child, is incest (1995 Act, section 
1(1)). 

3. The 1995 Act sets out three recognised defences to a charge. These are: 

 the accused did not know or had no reason to suspect the person with whom 
he or she had sexual intercourse was related to the degree specified in 
section 1 

 the accused did not consent to sexual intercourse or sexual intercourse with 
that person  

 the accused and the person in question were married at the time the sexual 
intercourse took place, by a marriage which took place outside Scotland and 
which is recognised as valid in Scots law 

4. The offence of incest is tied specifically to “sexual intercourse”, a phrase long-
recognised as meaning penile-vaginal intercourse.  Accordingly, the offence is 

http://www.parliament.scot/GettingInvolved/Petitions/CIAORelationshipsMarriage
http://www.parliament.scot/ResearchBriefingsAndFactsheets/Petitions%20briefings%20S5/PB16-1614.pdf
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not applicable to sexual activity between members of the same sex or indeed 
other sexual activity between a male and female not falling within that definition. 

5. Under section 2 of the 1995 Act it is also an offence for a step-parent, or a 
former step-parent, to have sexual intercourse with a step-child, or former step-
child in certain circumstances. Again, there are defences to the charge which 
may apply. 

6. Sections 42-45 of the Sexual Offences (Scotland) Act 2009 (“the 2009 Act’) 
contains a separate offence of sexual abuse of trust, which is broader in scope 
than the offences discussed so far, in terms of the type of sexual activity 
covered, but the offence is directed at sexual activity with under 18s.   

England and Wales 

7. The law relating to sexual offences in England and Wales was reviewed 
between 1999 and 2002.  The 2003 Act replaced the offence of incest with two 
new wider groups of offences – familial child sex offences (sections 25–29) and 
sex with an adult relative (sections 64–65). 

The Sex Offenders Register 

8. Anyone who has been convicted of a sexual offence which is listed within 
Schedule 3 of the Sexual Offences Act 2003 (‘the 2003 Act’) is automatically 
placed on the Sex Offenders Register.  The length of time a person is placed 
on the register is dictated by the sentence they receive for the crime which 
placed them on the register. 

9. Incest and sexual intercourse with a step-child (or former step-child) are 
relevant sexual offences for the purposes of the register, where the person 
(other than the offender) is under 18 (2003 Act, schedule 3, paras 49 and 50). 
The offence of sexual abuse of trust is also a relevant offence in certain 
circumstances (2003 Act, schedule 3, para 59ZK). 

Previous reviews of this area of law in Scotland 

10. The last major review of the law of incest in Scotland was by the Scottish Law 
Commission (SLC). It published a report on the topic in 1981. This was 
implemented via the Incest and Related Offences (Scotland) Act 1986 (c 36), 
the provisions of which were later consolidated in the 1995 Act. 

11. In 2007, the SLC also published a report on rape and certain other sexual 
offences, which was implemented in the 2009 Act. In the Discussion Paper 
which preceded the report the SLC asked whether, given other sexual offences 
(both existing and proposed), there should continue to be a separate offence of 
incest.  In its report (para 5.3) the SLC summarised its final position as follows: 

12. “Although some consultees considered that there was no need for a separate 
offence and others were unsure, the majority favoured retaining the offence. 
However, there was no suggestion from those consultees that the current 
definition of incest should be expanded. Accordingly, we make no proposal for 
any change to the existing law in relation to the offence of incest.” 
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Scottish Government and Scottish Parliament Action 

13. There has been no recent government action. As noted in paragraph 1, recent 
consideration of the issue in the Parliament was of two petitions, in similar 
terms, by the same petitioner. The Session 4 Public Petitions Committee 
considered and closed PE1599 at its meeting on 26 January 2016 and the 
current Committee considered and closed PE1614 at its meeting on 15 
September 2016. Both previous petitions were closed on the basis that the 
2007 review favoured retention of the offence and current definition. 

Conclusion 

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

 To close the petition under Rule 15.7 of Standing Orders on the basis that 
the Scottish Law Commission undertook a report on this issue as recently as 
2007 and concluded that the majority view at that time favoured retaining the 
offence and the current definition. 

 To take any other action the Committee considers appropriate. 

 

Clerk to the Committee 

 



PE01681: Adult Consensual Incestuous Relationships and Marriage 

Petitioner Richard Morris 

Date 
Lodged 

Friday 15 December 2017 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish 
Government to decriminalize incest between persons of legal 
age of consent, and grant people in adult consensual incestuous 
relationships (CIAO people) the same right to marry as all other 
consenting adults. 

Previous 
action 

I have  written letters to several government officials in the 
United Kingdom  about this matter to try and have the law 
reformed. 

I wrote two  petitions to the Scottish Parliament. 

I wrote to the Head of the Anglican Church, her Majesty the 
Queen,  and the Archbishop of Canturbury. And I wrote to the 
head of the BBC about a new documentary on this subject,  to be 
a counter to  the Stephen Fry's documentary about the 
persecution of gay people in Russia and several other countries. 

I wrote to several university law professors  who have written 
theses on this matter. They also  argue for the decriminalization 
of ACI. 

I have written  a petition to the European Parliament,  where 
already 11 of  the 28 member countries have decriminalised  ACI 
asking that the  EU harmonize their legal systems  so that CIAO 
people are free to  move in all of those countries without fear of 
persecution and arrest, and for the law to allow CIAO marriage. 

Background 
information 

Essentially, I am writing this to the Members of the Scottish 
Parliament, to tell you all how wrong you are about us, how 
badly people like us are misunderstood, and how ignorance and 
prejudice are effecting our lives.  I do this because although 
many respond to us with disgust and fear, I believe we are a 
valid and essential contribution towards understanding human 
sexuality.  We are a small minority with much to offer, as 
members will soon see. 

Furthermore, I have seen the devastation that prejudice and 
incestophobia have on peoples lives first hand.  These laws are 
destroying lives, breaking up loving families, and creating a 
breeding ground for hate and fear to be perpetuated.  In a free 
and democratic society, this is nothing short of intolerable, 
inexcusable, and unacceptable. 

When it boils down to it, the question i s: do we believe in the 
principle of 'equality for all', or don't we?  Equality cannot be 
called equality unless it applies to ALL consenting adults, rather 



than just some, otherwise it is inaccurate and misleading to call 
it equality.  It should be, in the modern world, safe to be 
unpopular.  Love is love, and all expressions of love between 
consenting adults should be regarded as equal. 

I have broken down this petition into multiple parts, that you may 
more easily digest the information without facing a run-on letter. 

Arguments from Harm 

It is often said, quite incorrectly, that incestuous relationships 
must necessarily cause harm.  The usual forms that such 
arguments take are as follows: 

False conflation with paedophilia 

Preservation of the family unit 

Maintaining the integrity of the gene pool 

It is offensive to many people 

Now, I will demonstrate that such arguments are either incorrect, 
or that there is one rule for incestuous people and one rule for 
everybody else. 

False Conflation with Paedophilia 

As should be obvious to anybody with functioning neurones, 
there is the world of difference between sexual activity between 
two consenting adults, and an adult forcing themselves on a 
child.  Essentially, it is the difference between sex and statutory 
rape. 

Oftentimes in the media, when there is a story about incest, it 
often involves an adult who has forced him or herself onto a 
child.  Now, this abhorrent behaviour would be equally abhorrent 
even if the adult and the child are unrelated. It is the paedophilia 
that is wrong, not the fact that they are related. 

Conflating what two consenting adults who happen to be related 
do in bed, with these disgraceful and disgusting activities is 
extremely offensive and upsetting to us, as well as wholly 
inaccurate.  To compare us to paedophiles who molest their own 
kids, as opposed to the kids next door, is akin to comparing the 
paedophile priest who molests his alter boys with the average 
gay man.  Nobody would argue that because some paedophilia 
is same-sex molestation that it has anything to do with 
homosexuality...so why would somebody assume that same 
family molestation has something to do with incest?  Seriously, 



this is the level of ignorance and stupidity we're facing as a 
community.  It's got to stop. 

Laws already exist to protect minors from sexual predation and 
grooming by adults.  Presumably, this legislation also covers 
adults who are related to the child.  There is no reason for 
double criminalization when doing so also criminalizes people 
who are harming nobody. 

The appropriate solution would be to discard the laws against 
incest, and to significantly increase the penalties for child 
molestation and sexual abuse.  This would act as a deterrent, 
and furthermore it would help to keep those who are a proven 
danger to youngsters off the streets for more substantial 
amounts of time.  Just as importantly, it would prevent innocent 
people from being locked up simply for loving each other. 

Preservation of the family unit 

There is a perception that incestuous relationships somehow 
undermine the family unit.  There are several flaws and 
inconsistencies within this argument which I am about to 
explain: 

This does not apply at all to incestuous couples, some of which 
did not meet at all until they were adults.  This is called Genetic 
Sexual Attraction, and around 50% of people who are reunited 
with their relatives whom they did not see since early childhood 
experience GSA feelings to some degree, although not all of 
them act upon it.  These people already have an adoptive or 
foster family who function as a traditional family, their biological 
family are therefore essentially strangers who they just met.  In 
this regard, GSA couples have more in common with regulars 
than you might imagine. 

In the instance of non-GSA couples, which are incest couples 
who were never separated and reunited, these couples build 
their romance on top of the existing family relationship.  It is not 
the confusion of roles and types of love that you imagine.  If 
anything, this serves to strengthen the family bond, not weaken 
it. 

In the instance of relationship breakdown, there are a variety of 
outcomes which mirror their regular counterparts.  The couple 
will either break up and leave the family relationship intact, or 
break up and go their separate ways.  This, much like with 
exogamous relationships, depend upon the reasons for the 
breakup and the people involved.  I may add here, that in my 
personal observation over the years, the majority of breakups 
have been down to the stress of having to keep a secret, coupled 



with unnecessary guilt induced by internalized societal 
prejudice. 

I must also note, that even if it were true that incest destabilizes 
the family unit, there are many things which do the exact same 
thing which are not illegal.  For instance, nobody is trying to 
outlaw divorce or adultery.  These can destabilize a family unit 
quite easily, but it is left to the individual to decide for 
themselves, the state does not regulate these things, and nor 
should it. The same, therefore, should be true of incest. 

Current legislation may break apart existing and functional 
family units.  For instance, if two persons enter a relationship 
who are related, and they have children from previous marriages 
(or even their own biological children), how does it serve family 
cohesion to split this couple up and remove the children from 
what is a loving home?  It doesn't.  The same rule should apply 
to incest couples that apply to everyone else: all children must 
be provided with a stable, supportive and loving home 
environment, in which they can thrive and become the happy, 
healthy and productive members of society that they should be. 

The traditional family unit is not erased from existence by 
acknowledging our existence and accepting us.  Exogamy will 
still be the norm, it is not as if half the population will suddenly 
turn incestuous if the laws against it are lifted.  No, this only 
appeals to a small percentage of the population.  This same 
asinine argument was raised with regards to homosexuality, and 
yet accepting gay marriage has not resulted in the downfall of 
traditional marriages, nor has it resulted in vast swathes of the 
population turning gay.  So if you can, take a lesson from 
modern history, and do not repeat the same mistakes in 
considering this petition. 

The preservation of the gene pool 

This argument is one of the most common, but also one of the 
most inconsistent.  We do not deny in any way that incest does 
increase the risk of a child being born with some congenital 
abnormality.  You may believe that it is necessary to prevent all 
instances of preventable abnormalities.  HOWEVER, consider 
this: 

Would you tell somebody with an inheritable illness that they are 
not allowed to have a relationship in case they get pregnant (or 
get somebody pregnant)? 

Would you insist that all pregnancies in which an abnormality is 
detected should be aborted? 



Would you outlaw sex for women who are pre-menopausal but 
over 40? 

Would you outlaw sex for drug or alcohol addicts? 

Would you insist that everyone take a genetic test before having 
sex in case their genes are incompatible? 

I'd wager that the answer to the above questions is no.  You 
would not interfere ordinarily with the personal and sexual lives 
of the population.  Such things are rightly and widely recognized 
as unnecessarily intrusive, and against human rights. 

For a start, having intercourse and producing a baby are two 
very different things.  It does not even apply to homosexual 
incest for a start, for obvious reasons.  However, contraception 
is widely available, cheap (sometimes even free), reliable, and 
safe for use by heterosexuals who do not wish to procreate. 

The risks of abnormalities in some of the groups I have 
mentioned, are the same as, or even greater than the risks for 
incestuous procreation.  So singling out and persecuting 
incestuous couples is discriminatory, unnecessary, and creating 
the very double standard I have mentioned. 

In short, we are being denied our human rights.  Surely you can 
see this now?  It should not take an Einstein to figure it out. 

It is offensive to many people 

There are a great many things to be offended about in our world, 
but the real question is: should people be protected from 
offence?  Does any person in the world have the right not to 
encounter things that may offend?  I would argue no.  Here is the 
reason why; People often have differing views on a variety of 
things.  They may be political, religious, economic, and yes, 
views also differ on human sexuality.  Somebody at some point 
is going to be offended by any given viewpoint or way of being, 
that is inevitable. 

Would it be acceptable to ban a political party because 
somebody takes exception to it?  Would it be okay to ban a 
religion because a lot of people hated it?  Would it be okay to 
ban political parties which believe in capitalism, socialism, 
communism, or even anarchism just because somebody 
complained?  Of course not.  People vote with their feet on what 
is popular and what isn't.  Likewise, it is not wise to ban an 
expression of human sexuality just because a lot of people just 
don't get it, fear it, or hate it.  Homophobes still exist, but do we 
cave into them and let them deny homosexual persons their full 



equal rights?  No, of course we don't, we let them know that their 
intolerant attitude is not tolerated.  I am suggesting that the 
same should apply to us. 

People have every right to feel offended by our existence, just as 
we have every right to exist.  Such is the nature of human life, we 
are not all the same and the inherent differences within different 
communities must be accepted and respected, even if not 
necessarily agreed with. 

All in all, none of these reasons supply sufficient basis for 
outlawing incest. 

Arguments from morality 

Now here is where the waters get even more murky, and much 
necessary questions must be raised with regards to how exactly 
we define morality, and whether indeed the law has a role to play 
in that.  With regards to consensual adult incest, there are a few 
schools of thought which would like to outline for you: 

Should incest be illegal on the basis that it is against religion? 

Should incest be illegal on the basis that its against nature 
(supposedly)? 

Should incest be illegal on the basis that it may set a bad 
example to future generations? 

Religious arguments 

Religion is often seen by some people as the arbiter of right and 
wrong.  Many people use their faith as a guideline in life, a 
rudder to steer them in generally the right direction.  For the 
most part, it appears to fulfil this purpose.  However, we must 
remember that Scotland is a DEMOCRACY, not a THEOCRACY.  
Huge difference right there.  Of course the state should 
accommodate the private practice of religion and not interfere 
with religion.  HOWEVER, nor should religion be influencing the 
state.  Therefore, to say that incest should be illegal because it is 
against ones religion would be to attempt to impose a theocracy. 

The state would, for instance, never seek to ban the sale of pork 
because it is against Jewish and Islamic law to consume it, nor 
would it ban the banks from charging interest on loans despite 
usury being prohibited by all three Abrahamic faiths.  We do not 
ban Halloween because it's a pagan holiday and not a traditional 
Christian festival.  Why?  Because we live in a multifaith 
democracy where all views are respected, and we live under 



ONE law. 

So, how do we choose our laws?  We appeal to secular thought, 
and in general the rule is that there should be a good reason for 
prohibiting something before it becomes against the law.  For 
instance, there is a good reason for prohibiting murder, 
therefore deliberately taking a life is illegal.  However, when it 
comes to incest, the reason appears to be disgust, not religion 
that is involved.  Religion is not, and should not be the reason 
for any act of legislation.  Rather, in modern society it is a 
smokescreen to disguise the real reason: disgust and 
discomfort with the idea. 

Nature arguments 

It is often said that incest is 'against nature' because 'animals 
avoid it?'  Really?  You  sure about that?  100% of the time, wild 
and domesticated animals never mate within their bloodline?  
The truth is far more complex, MOST animals have a small 
percentage of their population who mate with a close relative.  It 
is never a significant proportion of the population, nevertheless, 
it exists.  For this reason, it cannot be said that incest is 
unnatural.  On the contrary, it exists in nature, and are we as 
human beings not a part of nature? 

Furthermore, EVEN IF IT WERE TRUE that it's unnatural, I may 
point out that we daily enjoy things which are not natural.  Our 
electronic devices, our cars, even our pre-packaged and 
chemical laden foodstuffs.  In the face of that reality, 
'unnaturalness' cannot possibly be used as a valid reason for 
making incest illegal. 

Bad example arguments 

Quite naturally, we human beings worry about the precedent we 
set for future generations.  What examples do we set for them to 
follow?  What values are we handing down?  These things 
matter a great deal to be sure.  Nobody likes to think that society 
is going to encourage or allow something which is harmful 
becoming the norm. 

People raised these exact same concerns with regards to the 
legalization of homosexuality.  It has not lead to mass 
debauchery, rather it has lead to a greater understanding of the 
human experience of love. 

I would ask you how would a bad example be set by allowing two 
consenting adults who love each other but happen to be related   
settle down and get married?  How is that in any way negative?  
It is no different from any other couple! 



PE1458: REGISTER OF INTERESTS FOR MEMBERS OF SCOTLAND’S 
JUDICIARY  

Petitioner Peter Cherbi 

Date 
Lodged 

7 December 2012 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
create a Register of Pecuniary Interests of Judges Bill (as is currently 
being considered in New Zealand's Parliament) or amend present 
legislation to require all members of the Judiciary in Scotland to 
submit their interests & hospitality received to a publicly available 
Register of Interests. 

Previous 
action 

I asked that a register of judicial interests be created. All parties - the 
Judiciary of Scotland & Scottish Government refused to do so, saying 
there are no plans to create one. 

The Scottish Court Service & Judiciary of Scotland were asked for 
details of a register of interests for members of the judiciary in 
Scotland. 

Both have indicated there is no such register of interests for members 
of the judiciary in Scotland, none has existed and there are no plans 
to create one. Similarly there is no such register of hospitality for 
members of the judiciary. 

Therefore this petition calls on the Scottish Government to bring 
about a register of interests for all members of the judiciary in 
Scotland. 

Background 
information 

The Parliament of New Zealand is currently debating legislation to 
create a register of interests for the judiciary. I believe it is time for 
Scotland to move in the same direction and create a similar register of 
interests for the judiciary of Scotland and all its members, increasing 
the transparency of the judiciary and ensuring public confidence in 
their actions & decisions. 

The full details of the New Zealand Register of Pecuniary Interests of 
Judges Bill, which I believe should be looked at for a model of similar 
legislation in Scotland, can be viewed online here  
http://www.legislation.govt.nz/bill/member/2010/0240/latest/DLM3355
002.html . Dr Graham’s bill states : 

It is a time-honoured principle of Western democracy that public 
servants of every kind must be beyond reproach, and suspicion 
thereof. Public confidence in the standard of behaviour and conduct 
observed by leading servants of the people is a cornerstone of social 
harmony and political stability. A threshold of confidence to that end 
should ideally be enshrined in constitutional and legislative form. Little 



scope should be available for individual discretion or subjective 
perception. 

The principle of transparency in this respect pertains in particular to 
issues of financial (pecuniary) interest. Nothing undermines public 
confidence in a nation’s institutions and procedures more than 
suspicion that a public servant may have, and especially proof that 
one has, suffered a conflict of interest arising from a pecuniary 
interest in a particular dealing in which he or she was professionally 
involved. 

The correct balance in this respect appears to have been achieved 
over the years–the public interest in such annual statements is 
significant without appearing prurient, and few complaints have been 
voiced by those on whom the obligations are placed. There seems to 
be a general acceptance that such exercises are in the public interest 
and are neither unduly onerous nor revealing. 

No such practice, however, has been observed in the case of the 
judiciary. Recent developments within New Zealand’s judicial conduct 
processes suggest that application of the same practice observed by 
the other two branches of government might assist in the protection of 
the judiciary in future. 

Being obliged under law to declare pecuniary interests that might be 
relevant to the conduct of a future case in which one is involved would 
relieve a judge from a repetitive weight of responsibility to make 
discretionary judgements about his or her personal affairs as each 
case arises. Having declared one’s pecuniary interests once, in a 
generic manner independent of any particular trial, a judge may freely 
proceed in the knowledge that, if he or she is appointed to adjudicate, 
public confidence for participation has already been met. Yet care is 
to be exercised to ensure that the final decision is left to the individual 
judge whether to accept a case. There should be no intention of 
external interference into the self-regulation of the judiciary by the 
judiciary. 

This is the reasoning behind this draft legislation–the Register of 
Pecuniary Interests of Judges Bill. The purpose of the Bill, as stated, 
is to promote the due administration of justice by requiring judges to 
make returns of pecuniary interests to provide greater transparency 
within the judicial system, and to avoid any conflict of interest in the 
judicial role. 

I believe the same aims of the New Zealand legislation as quoted 
above, are compatible with the public interest in Scotland and to 
promote the due administration of justice by providing the public with 
greater transparency within the judicial system. 
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