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Cross Party Group Heart Disease & Stroke 

DRAFT Minutes of Meeting: 26th November 2019 

Including Annual General Meeting 

 

Attendees: 

Colin Smyth MSP (Co-Convener) 

Alexander Stewart MSP (Co-Convener) 

Katherine Byrne, Chest Heart & Stroke Scotland (Secretariat) 

Dr John Sharp (speaker) 

Janet Reid (speaker) 

Dr Anna Maria Choy (speaker) 

Louise Taylor (speaker) 

Damian Crombie, Astrazeneca 

Sarah Smith, Chest Heart & Stroke Scotland 

Mary Galbraith, BeatSCAD 

Marion Butchart, Novartis 

Carolyn Deighan, NHS Lothian Heart Manual 

Deborah Tinson, NHS Lothian 

Gillian Donaldson, NHS Borders 

Diane Yellowlees, NHS Borders 

Lynn Watson, NHS Lothian 

Chris Macnamee 

Hazel Murch, CRY 

John Dean, NHSG 

Andy Yorston, CRY 

Jill Nicholls, NHS Tayside 

Rebecca Newey, NHS Tayside 

 

1. Welcome and introductions 

 

2. Network for Inherited Cardiac Conditions (previously ‘FANS’) – presentation by Dr Anna Maria 

Choy, Clinical Senior Lecturer, University of Dundee 

 

• Dr Choy explained the different types of inherited cardiac conditions and the impact that 

they have on families through complications and risk of sudden death. 

• There are a range of ways to prevent or reduce risk of sudden death, particularly the use of 

familial genetic testing. A multi-disciplinary approach can lead to better outcomes. 

• FANS – the Familial Arrhythmia Network for Scotland – was designated a national service in 

2008. Its objectives included raising awareness, improving diagnosis, treatment and 

counselling, translating new findings into clinical practice, and to collect data. 
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• FANS has now been renamed National Inherited Cardiac Conditions Scotland – NICCS.  A 

national multi-disciplinary steering group is in place, and it has a national advisory role in 

developing guidelines and standards, improving pathways, education, audit and research. 

• FANS’ achievements included establishing specialist services, national agreed guidelines 

and specifications for services, educational programmes and public awareness raising. 

• The Miles Frost Fund and British Heart Foundation provided funding for a specialist nurse 

service  

• FANS has had a positive impact on the rates of referrals for genetic testing which showed a 

significant increase from 2005. Positive results average around 35%. 

• Future priorities for NICCS include young people with inherited cardiac conditions, patient 

and family support, ongoing education, training consultants, nurse specialists, clinical 

capacity. 

 

3. Tackling the impact of heart Failure – Presentation by Dr John Sharp, Consultant Clinical 

Psychologist, National Advanced Heart Failure Service 

 

• John is the only clinical psychologist attached to a heart failure service. 

• Heart Failure is a fast growing syndrome due to people living longer, and surviving heart 

attack etc.  It’s most common in over 65s, with 45% having a life expectancy of just 1 year, 

and the majority 4-5 years. 

• There is an unpredictable stepped reduction in function as the condition progresses towards 

advanced heart failure.  Sometimes a heart transplant is the only possible cure, but Scotland 

does very few transplants, less than 20 per year 

• Heart failure impacts on people’s quality of life, causing pain, discomfort, anxiety, and 

depression. It limits their ability to engage with the usual positive aspects of their lives, 

impacting on people’s sense of identity, and their emotional and psychological wellbeing. 

• Depression impacts on 5% of the entire population.  For people living with heart failure this 

increases to 20% with clinical depression, and a third showing symptoms. 

• There is a pathophysiological link between depression and heart health, and so there is a 

corresponding impact on morbidity and mortality rates of people with heart failure, and 

increased hospital readmissions. 

• People with heart failure should be regularly screened for depression, but a national audit 

demonstrated rates are very low.  The Scottish Government funded (through the Heart 

Failure Hub) a pilot project to tackle this, enabling John to work with NHS Forth Valley to 

introduce systems and training for screening.  This successfully led to an increase in 

screening rates from 10% to 82%, doubled the numbers of people identified as living with 

depression, and tripled the numbers receiving intervention.  The pilot demonstrated the 

substantial improvement that a small investment could bring. 

• The pilot linked with national strategic priorities in healthcare such as Realistic Medicine and 

providing a person-centred approach.  The evidence of its impact was highlighted to other 

health boards, but once funding finished services regressed back to previous levels of low 

screening, and there is no lasting legacy of the project.   
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Heart Failure Specialist Nursing – Janet Reid, Chair of the Scottish Heart Failure Nurse Forum 

• Heart Failure nurses have a particularly broad role, including advanced clinical assessment, 

investigations and diagnosis, non-medical prescribing, supporting palliative care, and patient 

and carer education and support.  When they identify someone as requiring psychological 

support there is often nowhere to refer them onto, due to the lack of clinical psychologists. 

• Despite caseloads almost doubling, there has been no corresponding increase in the 

numbers of heart failure nurses.  Many heart failure patients (particularly those with 

preserved ejection fraction) are often elderly, and an ageing population means numbers are 

expected to increase, but heart failure nurse services are not structured to manage those 

patients. 

• People with congenital heart disease are living longer, and are at risk of developing heart 

failure, as are people with valvular heart disease whose lifespans are also increasing. 

• Different types of services have developed in order to cope with increasing and changing 

caseloads, such as carrying out virtual reviews, working within multi-disciplinary teams, 

providing more clinics and less time consuming home visits.  

• Heart failure nurses are a highly skilled workforce.   They should be Band 7 nurses but some 

are not receiving the appropriate grading and salary, with some health boards not recruiting 

at that level or downgrading posts.  

• There is no robust audit data for patients with heart failure, and as a consequence it’s 

difficult to get good quality improvement projects underway.  

• Other issues include lack of workforce planning.  A significant proportion of heart failure 

nurses are approaching retirement, and they need to develop skills and experience over a 

long period of time.  

• Most of the Scottish Government’s investment in advanced nurse practitioners is within GP 

practices, not cardiology specialist nurses.  A report on Transforming Nurses’ Roles is due to 

be released, but there is no matching funding. 

Cardiac rehab for patients with heart failure – the REACH-HF pilot – presentation by Louise Taylor, 

Head of Service, Heart Manual Department NHS Lothian 

• Cochrane reviews have evidenced the benefits of cardiac rehab on heart failure patients, 

leading to reduced readmissions and improved quality of life.  SIGN guidelines advise that 

patients should be offered cardiac rehab, but there is limited access to cardiac rehab for 

people with heart failure, with only 1 in 20 in the UK attending. 

• To address the low numbers of patient attending cardiac rehab, the Reach-HF pilot project 

has evidenced a cost-effective home-based rehab model which increases access and 

improves quality of life. 

• It has been funded by the National Institute for Health Research to provide a multi-centred 

randomised control trial to assess its effectiveness and cost-effectiveness. 

• The model is delivered over 12 weeks at home by a trained health professional, both face-

to-face and via the phone.  It aims to support self-management and provide a structured 

exercise programme.  It has now been implemented in 4 beacon sites in England, the results 

of which are still being gathered, together with patient feedback.   
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• REACH-HF is now looking to test implementation in 3 Scottish Health Boards during 2020.  

Charity funding has been identified.   

Questions and discussion 

➢ People with diabetes are at greater risk of developing heart failure. Is there a role for early 

detection through proactive screening?  

 

➢ A recent project in NHS Tayside was developed demonstrating the need for heart failure 

management in GP practices which sees patients before hospital, following their diagnosis 

through ECG. SIGN guidelines advise there should be an annual review of heart failure patients 

but this isn’t happening.   

 

➢ Diagnosing and treating patients with multi-morbidities can be challenging, particularly when 

symptoms can mirror each other as with heart failure and IPF (idiopathic pulmonary fibrosis, a  

life-limiting lung condition).  Heart failure nurses have a broad skill base but no in-depth 

expertise in other conditions.  The symptoms of COPD can similarly mimic those of heart failure, 

and require diagnosing through blood tests which check oxygen levels.  

 

➢ Mental health supposedly has parity with physical health but there has been no investment in 

psychological support within heart failure and cardiology more widely, which is deeply 

frustrating to health professionals.  In comparison, psychological support for cancer patients has 

significant resources, though other conditions such as diabetes receive very little. 

 

➢ It’s vital that the physical and mental impacts of heart failure aren’t managed in isolation – 

people should be at the centre of care.  Heart failure admissions are one of the most common 

cause of hospital admissions which are expensive to the healthcare system.  Resources are not 

being directed to where they are needed such as psychological support and rehabilitation. 

 

➢ There is ongoing pressure in Health Boards to direct resources elsewhere.  Cardiology is an 

expensive area of healthcare because of technical procedures and interventions, but that is at 

the expense of properly resourcing the workforce.  There is a psychological impact to those 

interventions too, with the implantation of devices such as ICDs leading to two-thirds of people 

with clinical anxiety.  But no dedicated routine psychological screening or care is provided.   The 

cost of such interventions should incorporate the whole care of patients, not just the implant 

itself. 

 

➢ The work of the Heart Failure Hub is renowned internationally, but Scotland’s the only country 

in the UK not to be involved in the national cardiac audit.  Data is vital in order to measure 

outcomes and identify the correct treatment.   Coordination and leadership is needed. 

 

➢ The National Advisory Committee on Heart Disease and the cardiology community more widely 

is increasingly frustrated about lack of progress.  There is a widespread culture of successful 

pilot projects (such as John Sharp’s work in NHS Tayside) which provide strong evidence of 

improvements to care, but health boards not delivering changes. The Scottish Government has 
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no formal structures in place to influence health boards to fund and deliver new models of care. 

Issues such as lack of psychological support are brought up every year by patients at the Heart 

Failure Patient Conference, with no improvement seen. 

 

➢ Janet Reid led a pilot project in NHS Lothian for inpatient heart failure care which also provided 

robust evidence of improvements that were not sustained once the pilot finished. There are 

similar issues within other areas of cardiology, including inherited cardiac conditions where 

specialist nurses are evidenced to improve detection levels but their provision is patchy. 

 

 

4. Annual General Meeting 

 

• The Co-Conveners Alexander Stewart MSP and Colin Smyth MSP confirmed that they were 

happy to continue in those roles.  Both were nominated and seconded as Co-Conveners into 

the next year. 

• The MSPs who have confirmed they will remain members are Brian Whittle (Conservative), 

Emma Harper (SNP), Jeremy Balfour (Conservative), Alison Johnstone (Green), Rachael 

Hamilton (Conservative) and Bob Doris (SNP). 

• Chest Heart & Stroke Scotland will step down from providing the Secretariat role.  This will 

be taken on by the British Heart Foundation Scotland. 

• A discussion followed about possible issues to be considered at meetings of the Cross Party 

Group in 2020.  These included SCAD (spontaneous coronary artery dissection), 

early/proactive diagnosis, and mental health. 

• A suggestion was also made whether MSPs could be identified who would be willing to 

‘champion’ particular cardiac conditions in Parliament. 

 

 

 

 

 

 

 


