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Outline

• Cholesterol is important (particularly FH)
• National recognition
• Progress with cholesterol/FH nationally
• Levers for change
• Conclusions
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Launched 29th September 2016 (World Heart Day)
https://www.gov.uk/government/publications/cardiovascular-disease-getting-serious-about-prevention



https://www.gov.uk/government/publications/cardiovascular-disease-getting-serious-about-prevention

CVD: Getting Serious about Prevention



https://www.gov.uk/government/publications/cardiovascular-disease-getting-serious-about-prevention
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FH Key Facts
• Heterozygous FH is common (1:250 in UK)
– >150k adults and 50k children under 18 in England have FH

“There are about 35,000 children and young people 
with diabetes in the UK” (96% Type 1). 
Diabetes Facts & Stats. Diabetes UK (2014)



FH Key Facts
• Heterozygous FH is common (1:250 in UK)
– >150k adults and 50k children under 18 in England have FH

• It runs in families as autosomal dominant 
– 50% of offspring affected

• It is serious
– 50% of men have MI by age 50, and 30% of women by age 60

• It is under diagnosed (especially in those under 35 yrs)
– Only ≈6% of all cases known 
– <50% of the population have access to an FH service
– Cascade testing is effective

• Treatment is safe, effective & (mostly) cheap
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Progress with FH
• FH Steering Group

• Meetings
– Meetings with Bruce Keogh (NHSE) & Duncan Selbie (PHE)
– NHSE Senior Management Team 9th (April 2014)

– Kings Fund FH Meeting for Commissioners (24th November 2014) 
– FH Session at BCS Annual Conference (Manchester, June 2015)

– PHE/NHSE FH Conference (5th November 2015)
– Academy of Med Sciences Stratified Medicine Roundtable (17th March 2016)

– NHSE Board (25th May 2016)
– NHS Expo presentation (7th September 2016)

– Deputy CMO Roundtable Meeting on Cholesterol (14th Nov 2016)
– NHSE FH Roundtable meeting  (10th March 2017)

– NHSE Medical Directorate MAG (20th June 2017)
– Various AHSN and Clinical Networks meetings

• PASS Software / National Data collection
• 7 New Genomic Laboratory Hubs [Oct 2018] & the 100k Genome Project



Principles for the NHS Genomic 
Medicine Service 2018/19 to 2020/12

1. To ensure comprehensive and equitable access to genomic 
medicine as part of routine clinical care for the population of 
England

2. To improve the quality, value and sustainability of care by providing -
prompt and precise diagnosis
- personalisation of interventions
- a step change in prevention
- active participation of patients. 

3. To support learning, research & development through new collaborative 
partnerships between the NHS and with academia and UK life science 
sector and international collaborators; 
- new diagnostics, treatments & devices, better patient access to clinical trials.

4. To build the political, ethical and moral trust in genomic medicine
- ensuring security of patient data & materials,
- appropriateness of care, upholding the values of the NHS Constitution
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Progress with FH
• FH Steering Group

• Meetings
– Meetings with Bruce Keogh (NHSE) & Duncan Selbie (PHE)
– NHSE Senior Management Team 9th (April 2014)

– Kings Fund FH Meeting for Commissioners (24th November 2014) 
– FH Session at BCS Annual Conference (Manchester, June 2015)

– PHE/NHSE FH Conference (5th November 2015)
– Academy of Med Sciences Stratified Medicine Roundtable (17th March 2016)

– NHSE Board (25th May 2016)
– NHS Expo presentation (7th September 2016)

– Deputy CMO Roundtable Meeting on Cholesterol (14th Nov 2016)
– NHSE FH Roundtable meeting  (10th March 2017)

– NHSE Medical Directorate MAG (20th June 2017)
– Various AHSN and Clinical Networks meetings

• PASS Software / National Data collection 
• 7 New Genomic Laboratory Hubs [Oct 2018] & the 100k Genome Project

• BHF Funding (£1.5m+) – 27 FH Nurses, 12 UK locations, >2,600 new cases diagnosed
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Progress with FH
• FH Steering Group

• Meetings
– Meetings with Bruce Keogh (NHSE) & Duncan Selbie (PHE)
– NHSE Senior Management Team 9th (April 2014)

– Kings Fund FH Meeting for Commissioners (24th November 2014) 
– FH Session at BCS Annual Conference (Manchester, June 2015)

– PHE/NHSE FH Conference (5th November 2015)
– Academy of Med Sciences Stratified Medicine Roundtable (17th March 2016)

– NHSE Board (25th May 2016)
– NHS Expo presentation (7th September 2016)

– Deputy CMO Roundtable Meeting on Cholesterol (14th Nov 2016)
– NHSE FH Roundtable meeting  (10th March 2017)

– NHSE Medical Directorate MAG (20th June 2017)
– Various AHSN and Clinical Networks meetings

• PASS Software / National Data collection 
• Genomic Centres & the 100k Genome Project

• BHF Funding (£1.5m+) – 27 FH Nurses, 12 UK locations, >2,600 new cases diagnosed
• NICE Update [Nov 2017] and Implementation Guide (NHSE/PHE/BHF/HEART-UK) [August 2018]
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https://www.gov.uk/government/publications/familial-hypercholesterolaemia-implementation-guide



Outline

• Cholesterol is important (particularly FH)
• National recognition
• Progress with cholesterol/FH nationally
• Levers for change
• Conclusions
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§ 44 Footprints
§ Populations: 0.3-2.8m
§ CCGs per footprint 1-12

Sustainability & Transformation Partnerships (STPs)
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The NHS in England is to get an 
extra £20bn a year by 2023 as a 
70th "birthday present", 
Theresa May says.

It means the £114bn budget will 
rise by an average of 3.4% 
annually - but that is still less 
than the 3.7% average rise the 
NHS has had since 1948.

17th June 2018



5 Priorities at core of NHS Long 
Term Plan:

• Mental Health 
(especially children)

• Cancer

• Cardiovascular Disease

• Children’s services 
(especially prevention & inequalities)

• Reducing health inequalities

18th July 2018



Conclusions
• The importance of cholesterol/FH as a risk factor is 

now more widely appreciated
– Focus on prevention, CVD RightCare packs, STPs, Health 

Checks, AHSNs/Networks etc.
• Relevance of FH to CVD risk and the ‘Genomics’ 

(Personalised Medicine) agendas will help drive 
better access to genetics

• Refreshed NICE Guidance & collaborative 
Implementation Guide should raise profile of FH

• Challenge is to establish consistent pathways for 
detection & management of high cholesterol/FH in 
a devolved system of health & social care
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