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1. Decision on taking business in private: The Committee will decide whether to

take item 4 in private.
 
2. Consideration of new petitions: The  Committee  will  consider  the  following

new petitions—
 

PE1714 on Interstitial Lung Disease and Home Management, and will take
evidence from—
James MacLachlan and Jean Watson, the West of Scotland ILD Support
Group; and
PE1715 on Closed-Containment for Salmon Farms in Scotland.
 

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

 
PE1700 on Progression of process for Section 30 order to hold Scottish
Referendum on Independence from the United Kingdom; and
PE1463 on Effective thyroid and adrenal testing, diagnosis and treatment.
 

4. Work programme: The Committee will consider its work programme.
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Public Petitions Committee 

3rd Meeting, 2019 (Session 5)  

Thursday 7 February 2019 

PE1714: Interstitial Lung Disease and Home Management  

Note by the Clerk 

Petitioner James McLachlan, Ivy Dodds and Jean Watson 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
provide funding to raise awareness of Interstitial Lung Disease and 
home management. 
 

Webpage http://www.parliament.scot/GettingInvolved/Petitions/PE01714 

Introduction 

1. This is a new petition that collected 348 signatures and 26 comments in 
support. The Committee will take evidence from two of the petitioners at this 
meeting, and is invited to consider what action it wishes to take. 

 
Background 

2. Interstitial Lung Disease (ILD) is a term which encompasses a number of 
different conditions that result in scarring (fibrosis) and stiffening of the 
interstitium in the lungs. The interstitium is a lace-like network of tissue that 
supports the alveoli (air sacs). Fibrosis causes the lungs to thicken and scar 
and this impedes the transfer of oxygen. As a result, the main symptom of ILD 
is shortness of breath, but people may also experience a cough, tiredness and 
weight loss. 

3. There are many conditions which cause ILD but the main causes include 
idiopathic pulmonary fibrosis and sarcoidosis.  

Epidemiology 

4. There is no centrally recorded data which estimates the number of people in 
Scotland who have ILD. However, the British Thoracic Society operates a UK 
registry for ILD which, as noted above, is sub-divided into two of the main 
causes; Idiopathic Pulmonary Fibrosis (IPF) and Sarcoidosis. Data from the 
most recent registry report and the British Lung Foundation sets out the 
following key statistics for each condition: 

Idiopathic Pulmonary Fibrosis 

• The prevalence rate of IPF in the UK is estimated to be 50 per 100,000 
people, with the highest rates in Northern Ireland, North West England, 
Scotland and Wales. 

http://www.parliament.scot/GettingInvolved/Petitions/PE01714
https://www.brit-thoracic.org.uk/document-library/audit-and-quality-improvement/lung-disease-registry/bts-ild-registry-annual-report-201516/
https://www.blf.org.uk/policy/the-battle-for-breath-2016
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• There are estimated to be over 30,000 people in the UK living with IPF and 
annually there are more than 5,000 new cases.  

• In 2012, over 5,000 people in the UK died of IPF. This is around 1% of all 
UK deaths over a year and represents 4.6% of all UK deaths from lung 
disease. 

• The reported median survival in IPF is 3 years from diagnosis. 

• IPF has a poorer prognosis than many cancers including colon, breast or 
ovary. Only 20% of IPF patients are reported to survive to 5 years post-
diagnosis. 

Sarcoidosis 

• There are estimated to be over 100,000 people in the UK living with 
sarcoidosis and around 4,500 new diagnosis each year. 

• Patients with pulmonary sarcoidosis account for up to one third of ILD 
patients in specialist respiratory clinics. 

• Around 170 people in the UK died from sarcoidosis in 2012. 

• Prevalence rates for sarcoidosis are higher in Northern Ireland, Scotland 
and London. This is thought to be down to a genetic predisposition to 
sarcoidosis. 

Treatment 

5. Treatment for ILD includes steroids and - for those with IPF - medicines that 
slow its progression (pirfenidone and nintedanib). Other treatments include 
pulmonary rehabilitation and oxygen therapy. Sufferers may also need practical 
support to carry out the activities of daily living. 

6. There are no Scottish clinical guidelines for ILD or any of its main causes. 
However, the National Institute for health and Care Excellence (NICE) in 
England produced guidance on Idiopathic Pulmonary Fibrosis. In the absence 
of Scottish guidelines, Scottish clinicians would be expected to pay heed to 
guidance produced by NICE. 

7. NICE also produced quality standards for IPF. The standards set out what 
people with IPF should expect from their care. There are no equivalent 
standards in Scotland. However, the National Advisory Group and the 
respiratory Managed Clinical Networks (see below) have local protocols and 
guidelines which may also be of relevance in the treatment of ILD. 

Scottish Government Action 

8. The Scottish Government established the National Advisory Group for 
Respiratory Managed Clinical Networks (NAG). The aim of the NAG is to foster 
respiratory health, improve the quality of care for patients with respiratory 

https://www.nice.org.uk/guidance/cg163
https://www.nice.org.uk/guidance/qs79/chapter/Introduction
http://www.knowledge.scot.nhs.uk/respiratory/national-advisory-group-(nag).aspx
http://www.knowledge.scot.nhs.uk/respiratory/national-advisory-group-(nag).aspx
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disease throughout Scotland and to encourage the implementation of good 
practice through the 14 local Managed Clinical Networks (MCN) which operate 
in each NHS board area. MCNs are coordinated networks of professionals 
involved in providing care across a region. 

9. The Scottish Government is also at the very early stages of creating a task group 
which will develop a respiratory plan for Scotland. There are no details yet on the 
terms of reference for the group or what the plan will cover. 

Scottish Parliament Action 

10. The Scottish Parliament has not undertaken any work specifically on ILD. 

Conclusion 

11. The Committee is invited to consider what action it wishes to take. Options 
include— 
 
• To write to the Scottish Government, seeking its views on the action called 

for in the petition 

• To identify and write to stakeholders to seek their views on the action called 
for in the petition. Stakeholders might include the National Advisory Group 
for Respiratory Managed Clinical Networks, Chest, Heart & Stroke Scotland, 
British Thoracic Society and British Lung Foundation. 

• To take any other action the Committee considers appropriate. 

SPICe/Clerk to the Committee 
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Public Petitions Committee 

3rd Meeting, 2019 (Session 5)  

Thursday 7 February 2019 

PE1715: Closed-Containment for Salmon Farms in Scotland 

Note by the Clerk 

Petitioner Mark Carter on behalf of Marine Concern 

Petition 
summary 

Calling on the Scottish Parliament to urge to urge the Scottish 
Government to ensure that the salmon farming industry solely utilises 
a closed-containment method with full water filtering in Scottish 
waters. 
 

Webpage http://www.parliament.scot/GettingInvolved/Petitions/PE01715 

Introduction 

1. This is a new petition that collected 384 signatures and 32 comments in 
support.  

 
Background 

2. Scotland is the largest producer of farmed Atlantic salmon in the EU and one of 
the top three producers globally (after Norway and Chile), producing 189,707 
tonnes in 2017. The table below is taken from the Scottish fish farm production 
survey 2017. It shows the increase in the production of farmed salmon in 
Scotland since 2008, (although a decrease is estimated for 2018) and the 
number of staff employed – 1,362 full time staff in 2017.  

 

 

https://www.gov.scot/publications/scottish-fish-farm-production-survey-2017/pages/2/
https://www.gov.scot/publications/scottish-fish-farm-production-survey-2017/pages/2/
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3. It has been estimated that the direct, indirect and induced impacts of salmon 
farming supports 10,340 jobs in Scotland (Highlands and Island Enterprise, 
2017).  

4. Atlantic salmon are anadromous. This means that in the early stages of life they 
live in freshwater. The main growth phase occurs in seawater and the adults 
return to freshwater to reproduce. Salmon farming therefore occurs in both 
freshwater (hatchery and nursery) and seawater (on-growing to harvest).  

5. The sea water phase occurs predominantly in open water cages on the west 
coast. The National Marine Plan (chapter 7) states that "there is a continuing 
presumption against further marine finfish farm developments on the north and 
east coasts to safeguard migratory fish species." 

 

6. There has been concern from some stakeholders that salmon farming in open 
water cages leads to significant environmental impacts, and that closed 
containment salmon farming (sometimes called Recirculating Aquaculture 
Systems - RAS) is required. An examination of many of the environmental 
impacts of salmon farming can be found in Review of the environmental 
impacts of salmon farming in Scotland (2018). 

7. This review says that by isolating fish from the natural environment, closed 
containment salmon farming provides security from diseases, infestations and 
predators and eliminate the risk of harming wild salmon. By retaining wastes, 
they prevent organic and nutrient impacts on the environment. They therefore 
address many of the environmental issues related to salmon farming in open 
sea cages.   

8. It also states – 

“… the energy costs for pumping and treating large amounts of water are 
high, about ten times those of net-pen rearing. Unless this energy is supplied 
from renewable sources, RAS will add to emissions of carbon dioxide. … the 

http://www.hie.co.uk/regional-information/economic-reports-and-research/archive/value-of-aquaculture-2017.html
http://www.hie.co.uk/regional-information/economic-reports-and-research/archive/value-of-aquaculture-2017.html
http://www.gov.scot/Publications/2015/03/6517/8
https://www.parliament.scot/S5_Rural/Inquiries/20180125_SAMS_Review_of_Environmental_Impact_of_Salmon_Farming_-_Report.pdf
https://www.parliament.scot/S5_Rural/Inquiries/20180125_SAMS_Review_of_Environmental_Impact_of_Salmon_Farming_-_Report.pdf
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removal of organic waste results in solid material that needs to be disposed 
of, and 100% nutrient stripping from recirculated water seems unlikely. RAS 
wastes will therefore continue to make some demands on environmental 
assimilative capacity; however, there is uncertainty as to the extent to which 
this may occur. Significant RAS will either be large floating structures or will 
occupy extensive land alongside lochs. At least one example of the former is 
in commercial development. The pressures and consequent environmental 
effects generated by such systems have yet to be researched, and might 
include disturbance by moorings and effects on seabirds, as well as the 
organic waste and nutrient issues already mentioned. Finally, there is the 
possibility of chemical inputs both from external antifoulants and 
chemotherapeutants in outflows.  …  It seems likely that the majority of 
salmon production in the sea will, for the foreseeable future, continue to take 
place in net-pens.” 

Scottish Government and Scottish Environment Protection Aagency (SEPA) 
action 

9. The Scottish Government’s 10 Year Farmed Fish Health Framework was 
published in May 2018. This document was produced by the Farmed Fish 
Health Working Group and identified seven work streams including: Information 
Flow and Transparency; Gill Health; Sea Lice; Cleaner fish; Production Cycle 
and on-Farm Management; Licensing Regime and Medicine Use; as well as 
Climate Change and Ocean Acidification. 

10. The salmon interactions working group was announced in June 2018. It 
examines and provides advice on the interactions between wild and farmed 
salmon. The Group is considering the conclusions from the Rural Economy and 
Connectivity Committee inquiry (see below), evaluating current Scottish 
Government policy and reviewing existing and planned projects around 
interactions as well as making recommendations and a delivery plan for the 
future. 

11. In August 2018, the Scottish Salmon Producers’ Organisation started 
publishing details of mortality rates for all salmon farms in Scotland. 

12. In September 2018 Marine Scotland published an updated summary of science 
on information relating to impacts of salmon lice from fish farms on wild Scottish 
sea trout and salmon.  

13. In October 2018 SEPA published details of the results of its Compliance 
Assessment Scheme for 2017 which includes regulatory compliance 
information for salmon farms. 

14. In November 2018 SEPA published a draft Finfish Aquaculture Sector Plan 
which includes proposals for a revised regime to strengthen the regulation of 
the sector; new standards for the organic waste deposited by fish farms; 
enhanced environmental monitoring and creation of a new SEPA enforcement 
unit; and a new approach to the sustainable siting and operation of fish farms 
that could allow for larger farms.  

https://www.gov.scot/publications/scotlands-10-year-farmed-fish-health-framework/
https://www.gov.scot/Topics/marine/Salmon-Trout-Coarse/salmon
http://scottishsalmon.co.uk/salmon-survival-mortality-data/
https://www.gov.scot/Topics/marine/Salmon-Trout-Coarse/Freshwater/Research/Aqint/troutandlice
http://apps.sepa.org.uk/compliance/
http://apps.sepa.org.uk/compliance/
https://consultation.sepa.org.uk/sector-plan/finfishaquaculture/
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15. At the same time, SEPA also published a research report on the evaluation of a 
new seabed monitoring approach to investigate the impact of marine cage fish 
farms.  

Scottish Parliament action 

16. In November 2018 the Rural Economy and Connectivity Committee published 
the report from its inquiry into Salmon farming in Scotland. A debate on that 
Committee’s inquiry is scheduled for Wednesday 6 February 2019. 

17. SPICe has published a briefing on Salmon Farming in Scotland 

18. A report was commissioned by SPICe in 2017 and undertaken by SAMS 
Research Services Ltd (SRSL) on a Review of environmental impacts of 
salmon farming in Scotland.  

19. The Environment, Climate Change and Land Reform Committee also 
undertook an inquiry into the environmental impact of salmon farming in 
Scotland in 2018. On 5 March 2018, the Committee wrote to the Rural 
Economy and Connectivity Committee regarding its inquiry into the 
environmental impacts of salmon farming. 

Conclusion 

20. The Committee is invited to consider what action it wishes to take. Options 
include— 
 
• To write to the Scottish Government and other key stakeholders the 

Committee identifies to seek their respective views on the action called for in 
the petition. 

• To refer the petition to the Rural Economy and Connectivity Committee or 
the Environment, Climate Change and Land Reform Committee Committee. 

• To close the petition under Rule 15.7 of Standing Orders on the basis that 
the Rural Economy and Connectivity Committee and the Environment, 
Climate Change and Land Reform Committee have recently published 
reports on this matter. 

• To take any other action the Committee considers appropriate, in the light of 
the Rural Economy and Connectivity debate on Wednesday 6 February 
2019. 

SPICe/Clerk to the Committee 

 

 

https://consultation.sepa.org.uk/sector-plan/finfishaquaculture/supporting_documents/Fish%20Farm%20Survey%20Report.pdf
https://consultation.sepa.org.uk/sector-plan/finfishaquaculture/supporting_documents/Fish%20Farm%20Survey%20Report.pdf
https://consultation.sepa.org.uk/sector-plan/finfishaquaculture/supporting_documents/Fish%20Farm%20Survey%20Report.pdf
https://www.parliament.scot/parliamentarybusiness/CurrentCommittees/107585.aspx
https://digitalpublications.parliament.scot/ResearchBriefings/Report/2018/2/13/Salmon-Farming-in-Scotland
https://www.parliament.scot/S5_Rural/Inquiries/20180125_SAMS_Review_of_Environmental_Impact_of_Salmon_Farming_-_Report.pdf
https://www.parliament.scot/S5_Rural/Inquiries/20180125_SAMS_Review_of_Environmental_Impact_of_Salmon_Farming_-_Report.pdf
https://www.parliament.scot/S5_Environment/Inquiries/20180305_GD_to_Rec_salmon_farming.pdf
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Public Petitions Committee 

3rd Meeting, 2019 (Session 5)  

Thursday 7 February 2019 

PE1700: Progression of process for Section 30 order to hold Scottish 
Referendum on Independence from the United Kingdom 

Note by the Clerk 

Petitioner Martin James Keatings on behalf of Forward as One 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
seek a section 30 order from the UK Government to enable it to bring 
forward legislation in the Scottish Parliament to hold a second 
referendum on Scotland's independence from the United Kingdom. 

Webpage parliament.scot/GettingInvolved/Petitions/PE1700 

 

Committee consideration  

1. The Committee considered the petition at its meeting on 13 September 2018. 

2. The Scottish National Party’s current position on a second referendum is given 
in an undated entry on its website— 

“The Scottish Government will not introduce legislation for an 
independence referendum immediately. At the end of Brexit 
negotiations the Scottish Government will set out its judgment on the 
best way forward and on the precise timescale of the people of 
Scotland having a choice on our future.” 

3. The Committee agreed to write to the Scottish Government to seek clarification 
on its position in relation to a section 30 order. 

4. The response from the Scottish Government states— 

“The petition asks for an update on the process of seeking a Section 30 
order to hold a referendum on independence. The First Minister has 
made clear that she will provide an update on the issue of an 
independence referendum when there is greater clarity about the terms 
of Brexit.   

I hope that the above information reassures the Committee that the 
Scottish Government will provide an update on the issues discussed in 
the petition when it is appropriate to do so.” 

5. It is anticipated that a further day of debate will take place in the House of 
Commons on a proposed Brexit deal in the middle of February 2019. 

http://www.parliament.scot/GettingInvolved/Petitions/ScotrefLegislation
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Engagement with the public 
 
6. Debate and discussion about the merits of a second referendum on 

independence will continue. These are and will continue to take place both 
within the Parliament and outwith the Parliament. Members of the public are 
able to engage in these debates and discussions in a number of ways 
including: contacting their MSPs, contacting the various political parties, taking 
part in or holding public meetings and demonstrations, placing information in 
public places and interacting on social media. Any debate in the Parliament will, 
naturally, be informed by views expressed through many different forums. 

Conclusion 

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

• to note the Scottish Government’s response; 

• to close the petition on the grounds that: the Scottish Government has 
clarified its position; there are likely to be many opportunities for the 
Parliament to debate the issue and for constituents to engage with 
Member; and that there are many channels through which the petitioner 
can continue to raise the issue; 

• any other action the Committee considers appropriate. 

Clerk to the Committee 

 

Annexe 

All written submissions received on the petition can be viewed on the petition 
webpage: parliament.scot/GettingInvolved/Petitions/PE1700 

 

 

 

 

http://www.parliament.scot/GettingInvolved/Petitions/ScotrefLegislation
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 Public Petitions Committee 

3rd Meeting, 2019 (Session 5)  

Thursday 7 February 2019 

PE1463: Effective thyroid and adrenal testing, diagnosis and treatment 

Note by the Clerk 

Petitioner Sandra Whyte, Marian Dyer and Lorraine Cleaver 

Petition 
summary 

Calling on the Scottish Parliament to urge the Scottish Government to 
take action to ensure GPs and endocrinologists are able to accurately 
diagnose thyroid and adrenal disorders and provide the most 
appropriate treatment. 

Webpage parliament.scot/GettingInvolved/Petitions/PE01463 

 

Introduction 

1. The petition was lodged in December 2012. It was first considered by the Public 
Petitions Committee in Session 4 with consideration continuing in Session 5. 

2. On 29 March 2018, the Committee published its Report on petition PE1463: 
Effective thyroid and adrenal testing, diagnosis and treatment.  

3. A debate on the petition was held in the Chamber on 4 December 2018. 

Committee consideration  

4. The report by the Committee focusses on— 

• guidance framework; 
• diagnosis and testing; 
• treatment; and 
• research. 

 
5. As Members will recall, the report recognises that while the majority of patients 

with hypothyroidism are diagnosed and treated successfully using standard 
treatment and testing regimes, there is a proportion of patients for whom this is 
not the case.  

6. The report also highlights the importance of patients being believed by 
clinicians when they raise ongoing symptoms in response to standard treatment 
or who do not respond to the extent that they feel sufficiently well.  

7. The Committee’s report recognises that there are differing views as to the 
evidential basis of both the current system of diagnosis, testing and treatment 

http://www.parliament.scot/GettingInvolved/Petitions/PE01463
http://www.parliament.scot/S5_PublicPetitionsCommittee/Reports/20180327_PE1463_thyroid.pdf
http://www.parliament.scot/S5_PublicPetitionsCommittee/Reports/20180327_PE1463_thyroid.pdf
http://www.parliament.scot/parliamentarybusiness/report.aspx?r=11824&mode=pdf
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and the changes called for in the petition. The report concluded that 
discussions about these differing views will, and should, continue. 

Committee debate in the Chamber 
 
Guidance framework 

NICE guidelines 
8. In its report, the Committee recognised that work is underway to develop a new 

guideline for thyroid disease. The report highlighted that it was encouraging that 
the final scope of this work included issues of concern raised by the petitioners 
and others who took the time to share their experiences. 

9. In summing up the debate, on behalf of the Committee, the Deputy Convener, 
said— 

“The committee welcomes the fact that the profile raising that has been 
brought about by the petition appears to have been influential in key 
sources of clinical guidance being produced or updated by professional 
bodies and national health authorities. The Scottish Government has 
acknowledged that work in raising awareness of hypothyroidism and 
the challenges that are experienced by patients, and the influence that 
those have brought to the additional sources of guidance that have 
been produced during the life of the petition. 

The committee welcomes the minister’s confirmation that NICE intends 
to develop a guideline on thyroid disease, with publication expected in 
November 2019. It hopes very much that the petitioners and others 
with an interest in the petition will engage in the development of such a 
guideline.” 

Endocrine learning module 
10. The petitioners have called for action to be taken to ensure that GPs are able to 

accurately diagnose thyroid and adrenal disorders and to provide the most 
appropriate treatment. The Scottish Government’s response to the report 
highlighted a meeting between the Minister for Public Health and Sport, and the 
petitioner, Lorraine Cleaver, which featured a discussion about stronger links of 
communication and consistency of approach between GPs. The Scottish 
Government stated that since that meeting— 

“...the Deputy Chief Medical Officer, Dr Gregor Smith, has met with 
representatives from NHS Education Scotland (NES) and I understand 
that an endocrine learning module has recently been produced for 
GPs. Dr Smith has asked the Chief Medical Officer’s (CMO) Speciality 
Adviser for Endocrinology to review this in light of the issues raised 
through the petition.” 

11. The British Thyroid Association has acknowledged that some patients continue 
to experience ill health on standard treatment, and the committee welcomes 
that as a positive step forward in bringing the issue to the attention of clinicians 
in mainstream endocrinology. 
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12. During the Committee debate in the Chamber, the Minister for Public Health, 
Sport and Wellbeing, Joe FitzPatrick, said— 

“My predecessor, Aileen Campbell, met the petitioner and Elaine Smith 
MSP in February this year [2018], when it was agreed that stronger 
communication and a consistent approach from GPs are important.” 

13. He added that the development of the endocrine learning module for GPs 
would set out helpful steps to diagnosis and pathways of care for GPs. 

Diagnosis and testing 

14. The Committee recognised in its report the importance of accurate and 
accessible public information for patients to inform their treatment decisions 
and options and is pleased that its work has resulted in updated public 
information regarding different testing options being made available on Lab 
Tests Online. 

15. The Committee recommended in its report that the Scottish Government 
brought the evidence received on the variation in thyroid testing in Scotland to 
the attention of the Scottish Clinical Biochemistry Managed Diagnostic Network.  

16. The Scottish Government’s response states that the network’s Demand, 
Optimisation and Innovation subgroup has agreed to review the evidence and 
report back to National Services Division. 

17. During the Committee debate in the Chamber, the Minister for Public Health, 
Sport and Wellbeing, Joe FitzPatrick, said— 

“In response to the committee’s final report on the petition, which was 
published in March [2018], the Scottish Government confirmed that the 
Scottish clinical biochemistry managed diagnostic network had agreed 
to review evidence in relation to variation in thyroid testing. I can now 
confirm that the network is in the process of developing a guideline, 
which I hope will be helpful. I am pleased that, through the hard work of 
the committee, Lab Tests Online-UK now also provides people with the 
relevant information about testing options”. 

18. In responding to the debate, committee member, David Torrance MSP, said— 

“I highlight the National Institute for Health and Clinical Excellence’s 
clinical knowledge summary on hypothyroidism, which is in line with 
both the British Thyroid Association position statement and guidelines 
of the Royal College of Physicians. I welcome its work to develop new 
guidelines on assessment and management of thyroid disease, which 
is due for completion by 2019. I also welcome the Scottish 
Government’s commitment to improve diagnosis and access to 
appropriate treatments for thyroid disorders. 

I welcome the continuation of discussions on development of future 
clinical guidance and public policy, and I look forward to further 
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consideration being given to development of a single national protocol 
for testing.” 

Treatment 

19. According to the British Thyroid Association, the standard treatment for 
hypothyroidism is synthetic T4 (levothyroxine). The standard treatment appears 
to work for most people because they can naturally metabolise T4 into T3, the 
active form of the hormone. The lead petitioner argues, however, that some 
patients are not able to naturally metabolise T4 into T3 and continue to 
experience symptoms despite receiving the standard treatment. 

20. The lead petitioner has raised concerns that clinicians may be reluctant to 
prescribe T3 to patients due to its high cost. 

21. During the Committee debate in the Chamber, the Minister for Public Health, 
Sport and Wellbeing, Joe FitzPatrick, said— 

“The guidelines make it clear that, if T4 is not working for an individual, 
the endocrinologist is able to prescribe T3.” 

22. Jackie Baillie MSP pressed the Minister on this issue, saying— 

“The Scottish Government cannot stand by and watch health boards do 
their own thing. Will the minister write to health boards this week to tell 
them to allow T3 to be prescribed? Will he monitor what happens 
afterwards? It is not enough to issue guidance and hope that the health 
boards follow it. The minister needs to be robust.” 

23. The Minister responded to this stating— 

“I absolutely will write to health boards to confirm that patients who 
need access to T3 under an endocrinologist can obtain it. That is 
important…I suspect that, if boards are not paying attention to me, 
many members will ensure that I am aware of that. If people cannot 
access the treatment that we all think and their endocrinologist says 
that they should get, I ask members to please write to me. We will 
chase that up, because some of the stories and experiences that we 
have heard about are unacceptable.” 

Research 

24. The Committee concluded in its report that better means of capturing patient 
experience need to be developed so that clinicians can deliver the Scottish 
Government's aim to promote ‘realistic medicine’ that ensures the most 
appropriate treatment is given to patients. The Committee therefore 
recommended that the Scottish Government develop guidance for listening 
exercises to ensure that they are designed in an impactful way and obtain best 
value for money.  
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25. The Scottish Government’s response stressed the importance of designing and 
delivering healthcare services based on the people who use these services and 
outlined a number of programmes which capture feedback. The response also 
referenced the Chief Medical Officer’s third annual report1— 

“…I would also draw the committee’s attention to the CMO’s third 
annual report, Practising Realistic Medicine, published on 20 April 
2018. It sets out a range of work, support and guidance that aims to 
help strengthen relationships between healthcare professionals and 
patients and promote more meaningful conversations to ensure people 
are able to make an informed choice about their treatment and care.” 

 
26. During the Committee debate in the Chamber, the Minister for Public Health, 

Sport and Wellbeing, said— 

“The Scottish Government’s chief scientist office is responsible for 
funding high-quality research projects to build capacity in the NHS and 
ensure that research in the NHS is carried out to a high standard. The 
chief scientist would welcome applications for research projects that 
are aimed at the management of hypothyroidism, which would be 
subject to the same independent rigorous review as other applications 
are. We would look to academic institutions to lead on well-designed 
research to address the evidence gaps, particularly on whether co-
prescribing of T3 and T4 might be helpful. I understand that the 
endocrinology community in Scotland would be happy to consider and 
assist with such proposals.” 

 
Other issues raised during the debate 
 
Health and Sport Committee 

 
27. During the debate, several Members acknowledged the work carried out by the 

Public Petitions Committee and suggested that work could be carried on by the 
Health and Sport Committee. 

28. Elaine Smith MSP, who has a long-standing interest in the petition, said— 

“It would be helpful if the Health and Sport Committee would consider 
undertaking a short inquiry into the issue, with direct evidence from the 
women who are taking T3 and the endocrinologists who are prescribing 
it. That would add to the work that the Public Petitions Committee has 
done.” 

29. David Stewart MSP added— 

“As a member of the Health and Sport Committee—I cannot speak for 
the rest of the members—I support a full inquiry by the Health and 

                                                           
1 http://www.gov.scot/Resource/0053/00534374.pdf 
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Sport Committee. My colleagues on the committee and in the chamber 
might wish to support me in that. 

30. Miles Briggs echoed these comments— 

“I support Elaine Smith’s important ask that the Health and Sport 
Committee undertake a short inquiry. It would be important to use that 
to follow up the conclusions and recommendations in the Public 
Petitions Committee’s report.” 

Pricing of T3 
 
31. As set out earlier in the paper, the Minister stated that he would write to health 

boards to confirm that patients who need access to T3 under an endocrinologist 
can obtain it. However, during the course of the debate it was suggested that it 
was not clinical reasons that were preventing the prescribing of T3, it was the 
cost. 

32. Jackie Baillie explained— 

“When we last debated the subject, the cost of 100 T3 tablets in the UK 
could be as much as £900. In Turkey, they cost the equivalent of £1.25 
and in Greece, they cost the equivalent of £3.24. That is a shocking 
difference. I know that the pricing of medicines is reserved, but it has 
been more than two years since the Competition and Markets Authority 
expressed that view. We still do not have a final decision and little has 
changed on the ground…” 

33. The Minister responded saying— 

“…the pricing of medicines is reserved to the UK Government. Scottish 
Government officials have worked with the Department of Health and 
Social Care in preparation for introduction of the UK-wide Health 
Service Medical Supplies (Costs) Act, which received royal assent in 
April 2017. The act sets out a range of measures to control the cost of 
drugs, including a power to limit the price of unbranded medicines—
generics—when competition in the market fails and companies charge 
the NHS unreasonably high prices.” 

34. As the issue of pricing is a reserved matter, the petitioners and MSPs may wish 
to raise this matter with relevant MPs in conjunction with the Scottish 
Government. 

Conclusion 
 
35. Following the publication of its report and the debate in the Chamber, the 

Committee is invited to consider what action it wishes to take. Options include 
(and are not necessarily exclusive)— 
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• noting that the Scottish Government has encouraged Members to 
contact it directly with issues around prescribing of medications for 
treatment of thyroid issues; 

• noting that the issue of pricing of medicines is a reserved matter and 
encouraging the petitioners and Members to contact their relevant MPs 
to raise this as a concern; 

• closing the petition but in so doing writing to the Health and Sport 
Committee to draw its attention to the calls made during the debate for a 
short, focussed inquiry; 

• any other action the Committee considers appropriate. 

Clerk to the Committee 

 

Annexe 

All written submissions received on the petition can be viewed on the petition 
webpage. http://parliament.scot/GettingInvolved/Petitions/PE01463 

Other activity 

Debate in the Chamber on a motion of Elaine Smith MSP, 22 November 2017 

Members’ Business debate on motion S5M-07373, in the name of Elaine Smith, on 
thryoid patients deserving fair treatment— 

http://www.parliament.scot/parliamentarybusiness/report.aspx?r=11214&i=102192&c=0&s=t
hyroid 

Parliamentary Questions 

Question S5W-16223: Miles Briggs, Lothian, Scottish Conservative and 
Unionist Party, Date Lodged: 26/04/2018 
To ask the Scottish Government which drugs are available through the NHS in 
England but not in Scotland, and vice-versa. 
 
Answered by Shona Robison (10/05/2018) 

Extract from answer: 
Medicines that have been approved for use in England and not Scotland: 

• Cabozantinib (Cometriq) 
• Pertuzumab (Perjeta) 
• Atezolizumab (Tecentriq) 
• Obinutuzumab (Gazyvaro) 
• Eculizumab (Soliris) 
• Etelcalcetide (Parsabiv) 
• Elosulfase alfa (Ataluren) 

http://parliament.scot/GettingInvolved/Petitions/PE01463
http://www.parliament.scot/parliamentarybusiness/report.aspx?r=11214&i=102192&c=0&s=thyroid
http://www.parliament.scot/parliamentarybusiness/report.aspx?r=11214&i=102192&c=0&s=thyroid
javascript:WebForm_DoPostBackWithOptions(new%20WebForm_PostBackOptions(%22MAQA_Search$gvResults$ctl00$ctl12$lnkIndividualQuestion%22,%20%22%22,%20true,%20%22%22,%20%22%22,%20false,%20true))
javascript:WebForm_DoPostBackWithOptions(new%20WebForm_PostBackOptions(%22MAQA_Search$gvResults$ctl00$ctl12$lnkIndividualQuestion%22,%20%22%22,%20true,%20%22%22,%20%22%22,%20false,%20true))
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The first five medicines are used to treat certain indications in thyroid, skin, breast, 
bladder and lymphatic cancers respectively. 

Question S5O-01546: Elaine Smith, Central Scotland, Scottish Labour, Date 
Lodged: 29/11/2017 
To ask the Scottish Government what action it is taking to improve the diagnosis and 
treatment of thyroid disorders. 
 
Current Status: Taken in the Chamber on 07/12/2017 

Question S5O-00594: Elaine Smith, Central Scotland, Scottish Labour, Date 
Lodged: 18/01/2017 
To ask the Scottish Government how many people with thyroid problems are not 
responding well to treatment with levothyroxine and what its position is on clinical 
decisions by endocrinologists to prescribe liothyronine to these patients. 

Answered by Shona Robison (25/01/2017) 
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javascript:WebForm_DoPostBackWithOptions(new%20WebForm_PostBackOptions(%22MAQA_Search$gvResults$ctl00$ctl14$lnkIndividualQuestion%22,%20%22%22,%20true,%20%22%22,%20%22%22,%20false,%20true))
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