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The biggest advance that could be made in 
medicine, is for full use to be made of 
existing knowledge.’ 


Lord Max Rosenheim 1954



Beyond the Individual 

Reclaiming a population health perspective 
Future challenges for Primary Care 

Ruth Thorlby April 2013 

Population health includes meeting the 
needs of those who are already ill (and 
already incurring costs in the hospital and 
social care system), as well as reaching 
out to those who are currently healthy but 
at risk of illness in the future. 



Background to FH 
•  FH is a genetic condition which causes high 

concentrations of cholesterol in the blood. 
•  FH autosomal dominantly inherited 
•  People with FH are at very high risk of CHD from a 

young age. Yet can be easily diagnosed and 
treated 

•  1 in 500 or around 120,000 people in the UK have 
FH, but only 15-20% of patients identified 

•  There has been a failure to implement NICE 
Guidelines on FH (CG71, 2008) in England  

•  Thousands are unaware they have the condition
  



Background: NICE FH Guideline (CG71) 

•  NICE FH Guideline (2008) shows cascade testing, 
using cholesterol and DNA tests in affected 
families, followed by high intensity statin therapy, is 
cost-effective and delivers optimum health 
outcomes 

•  Cascade testing most cost effective at £2,700 per 
QALY 

•  After NICE Guideline published, HEART UK 
established FH Implementation Team (FHIT) 



HEART UK work on FH 

•  Freedom Of Information study (2010) showed little 
progress on rolling out FH Guideline (as did RCP 
Audit) 

•  FH Toolkit developed (2010) to help implement 
Guideline 

•  Lobbying of key opinion leaders 
•  But progress in England slow... 



Why NICE Guideline not implemented 

•  Localised commissioning structure hampers 
development of FH services & access to genetic 
testing  
Ø  Too common for specialist commissioning 
Ø  Too rare for general awareness 

•  Lack of clinical awareness and understanding of 
FH 

•  Lack of lipid clinics & specialist services 
•  Lack of appropriate IT software for cascade 

screening & registering patient data 



Why NICE Guideline not implemented in 
England 

•  FH not a national priority (“flogging vs hanging”) 
•  Insufficient payback within 3 years 
•  “We don’t want to go looking for people” 
•  “potentially thousands with cholesterol >7.5” 
•  Genetic testing expensive, growing rapidly 
•  No English PCTs commissioned FH services - CCG’s 

need to be more pro-active 
•  Ironically, FH is a national priority in Wales, Scotland 

and Northern Ireland and cascade testing programmes 
based on genetic diagnosis have been launched  

“..a national disgrace”- Prof John Deanfield, Chair, JBS3 



HEART UK FH Report:  
Saving Lives, Saving Families 

Aims: 
•  Commission new health economic modelling to 

examine cost effectiveness of cascade testing 
•  Examine evidence & make recommendations to 

further implement of NICE FH Guideline 
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FH Report – Saving Lives Saving Families 

Compared four Strategies over a lifetime (30 to 85 
years) 

•  Strategy 1 - LDL-cholesterol based diagnosis and 
cascade testing  

•  Strategy 2 - DNA based diagnosis and family 
cascade testing 

•  Strategy 3 - DNA diagnosis and combined cascade 
testing strategy for DFH 

•  Strategy 4 - DNA diagnosis and combined cascade 
testing strategy for DFH and PFH 

 
DFH – confirmed on DNA testing PFH – confirmation by LDL-cholesterol testing 

 



QALYs and LYG gained per 1,000 index cases if relatives are followed from the 
age of 30 to 85 years for each screening strategy with optimal treatment. 

Strategy 1 Strategy 2 Strategy 3 Strategy 4 
Relatives tested up to second degree 
True 
positives 

730 1323 1371 1415 

QALY 8696 15770 16336 16857 
LYG 11854 21497 22269 22979 
Relatives tested up to third degree 
True 
positives 

808 1671 1723 1772 

QALY 9623 19908 20535 21116 
LYG 13117 27138 27992 28784 



FH Report findings 

•  Cascade screening more cost effective than not 
treating due to CV events avoided 

•  However, long-term view needed to reap benefits 
of screening through treating early and avoiding 
CV events.  



FH Report findings 

•  High intensity treatment, compared to low intensity 
or no treatment, results in greater reduction of LDL 
cholesterol and major CV events 

•  High intensity treatment will mean 101 CV deaths 
avoided per 1,000 FH patients (aged 30 to 85 
years), compared to no treatment  



FH Report findings 

•  If 50% of patients with FH are diagnosed & treated 
optimally over 55 year period, £94.7 million 
(£1.97m per 1,000 cases) can be saved by NHS, 
or £1.7m per year 

•  By not implementing cascade screening as 
recommended by NICE (identifying 50 per cent of 
potential relatives cases), NHS is losing £1.4m per 
year. 



FH Report findings: FH register 

•  To achieve maximum benefit from screening, 
national FH register required 

•  The cost of a national FH register is small. We 
estimated that FH register & cascade testing 
support software will cost the whole of NHS 
£149,274 per year 

•  PASS software, developed in Netherlands, is used 
to aid cascade testing process and as a patient 
register 

 



HEART UK recommendations 

1.  A national programme for FH in England under 
NHS England, featuring:  
Ø A dedicated network of HCPs 
Ø Clear referral pathways at the local level 
Ø  FH nurses to rollout the cascade screening process 
Ø Measurement of outcomes as the programme is rolled 

out. 

2.  UK-wide national patient register and database    
3.  Improved capacity of lipid clinics to manage 
4.  Increased education and training programmes. 



The Welsh model 

Other parts of the UK are doing better than England, 
with dedicated FH standards or programmes 
•  FH All Wales Cascade Testing Service features 

diagnostic service for FH & family cascade testing, 
with Welsh Assembly funding 

•  Multidisciplinary service links with lipid clinic 
provision, clinical genetics, paediatrics & laboratory 
testing. Service hosted by Cardiff and Vale Health 
Board. 



The Welsh model 

•  Service enables availability within Wales for 
referral to specialist lipid services and for genetic 
testing for FH 

•  Provides pathway for system of family testing for 
FH, including Welsh national database using 
PASS software.  

•  Based on Dutch experience, the service aims to 
identify 60 per cent of those affected in Wales 
over 10 years. 



The silver lining...  
Other England initiatives 

•  No ‘national’ FH programme in England, but CVD 
Outcomes Strategy ‘aspiration’ to find 50% of FH 
cases 

•  HEART UK series of 4 FH articles in PCCJ 
(2013-2104) 

•  The BHF awarding grant funding for FH cascade 
testing nurses in England, Scotland and Northern 
Ireland 

•  FH Quality Standard (QS41) – 8 Quality 
Statements for identification and management of 
FH patients 



Other initiatives:  
HEART UK FH Audit Project 

•  HEART UK working with Medway CCG and Sanofi 
•  Dr Peter Green, Chief Clinical Officer at Medway 

CCG, developed an FH audit prompt. Result - local 
GPs have identified substantial cohort of ‘possible 
FH’ 

•  Pilot: employ nurse to assess patients to determine 
if FH+ and refer to secondary care where 
necessary 

•  Project may yield positive findings about how 
primary care can better identify people with FH 



Other initiatives: Isle of Wight 

•  Lead: Dr Ali Al-Bahrani, Consultant Chem. Pathologist 
•  Support from Isle of Wight CCG (Dr Peter Randall – 

cardiovascular lead) and GPs with IT (Dr David Turner) and 
cardiology interests 

•  Eclipse to search patients with very high chol 
•  Started with one surgery, now moving on to 4th survey on the 

island 
•  Letters sent to patients, inviting appt with Dr Al-Bahrani 
•  Dr Al-Bahrani then assesses and treats where necessary, 

including referral for genetic test 
•  Of initial 100 patients screened, 29 FH index cases were 

positive 
•  Will move on to cascading through families cascade Nurse 

specialist part of South-central Steering group. 



Other initiatives:  
Wessex FH cascade testing service 

•  Leads: Prof Chris Byrne, Melanie Watson 
•  Funded by consortium of 8 CCGs (= 2.5 million 

people) 
•  FH clinic, includes mobile specialist nurse and 

genetic counsellor, with genetic tests in Bristol 
•  Diagnosis determined by hospital lipid specialist in 

consultation with nurse and genetic counsellor 
•  Project demonstrates capacity of CCGs to pool 

resources to est FH service for large population 
•  May share Standard Operating Procedure with 

others 



Other initiatives: National register 

•  AstraZeneca purchased 50 licences from PASS for 
use in England, Northern Ireland & Scotland 

•  HEART UK working with AZ to establish criteria for 
licences being awarded, to help ensure high 
standards 

•  First step to establishing national register for FH 
patients 



The relevance of FH to primary care 

•  FH not specified in QOF, but primary care is key to 
identifying and treating people with FH 

•  NHS Health Checks - people with total cholesterol 
>7.5 be considered as possible FH. 

•  Cinical databases hold past Cholesterol recordings 
•  Tie in with NHS Outcomes Framework:  

Ø Domain 1 prevent people dying prematurely;  
Ø Domain 2 enhance quality of life for people with LTCs;  
Ø Domain 4 positive experience of care 

•  Primary care gatekeepers for secondary care 
referral and possible genetic testing 

 



What can you do locally? 

•  Think of the possibility of FH 
•  Ensure referral and care pathway to lipid clinics 

well established & promoted in primary care 
•  Improve access to genetic testing – work with 

genetics service to set criteria & keep costs 
reasonable 

•  Include FH in local health promotion & awareness 
campaigns 

•  Ensure good patient access to patient materials 
http://heartuk.org.uk/files/uploads/documents/
HUK_InheritedHeartConditions_FH.pdf 

•  Apply for a PASS licence 
 



Conclusion 

•  The failure to implement the FH Guideline is 
Ø Costing Lives 
Ø Costing Money  

•  A missed opportunity to capture current 
generations, but also future generations, as FH will 
be known in affected families. The potential 
savings and long term health gains are therefore 
boundless  

The biggest advance that could be made in medicine, is for 
full use to be made of existing knowledge.’ 


Lord Max Rosenheim 1954
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