
Familial Hypercholesterolaemia (FH) Review in Primary Care: Supporting 
Identification, Diagnosis, Management and Coding 

EMIS / UCLP search 
to identify

Priority Two: 
Identification of 
FH- age and lipid 
profile:
• <30 years: TC >7.5 

or LDL-C >4.9 or 
non-HDL-C >6.0 
(mmol/L)

• ≥30 years: TC 
>9.0 or LDL-C >6.4 
or non-HDL-C >7.5 
(mmol/L)

Review medical records for patients coded as FH (see SNOMED codes listed below). 
Consider the following: 
1. Has FH been confirmed by genetic? If yes go to Q2, if no go to Q3 
2. If FH genetically confirmed: has the patient been reviewed  by lipid specialist in last 5 years? 

• If no recent review: consider Advice & Guidance (A&G) to ensure fully optimised.
• Has cascade testing been provided to family members? Lipid clinic may refer to genomics nurse clinic 

3. If FH is not genetically confirmed: amend coding (highlight code and replace with new code e.g. hypercholesterolaemia).  Add 
EMIS note that coding has changed, let patient know by letter / text message if a review as appropriate.  Use SNOMED codes 
listed in box below and review all of below: 

• Review lipid profile (high TC or LDL or non-HDL levels according to age may indicate FH- see priority 2 cohort below) 
• Review triglyceride (TG) level -  if >2.3mmol/L unlikely FH but need to investigate cause e.g. fatty liver and code for 

hypertriglyceridaemia)
• Review Simon Broome criteria (e.g. family history of MI <60 years, tendon xanthomata) or Dutch Lipid Clinic 

Network (DLCN) criteria
• Exclude secondary causes: e.g. alcohol >40 units/week, ALT >55, TG >5, HbA1c >53mM/M, TSH >15, CKD 3, liver failure, 

non-alcoholic fatty liver disease, and manage as appropriate (e.g fatty liver) 
• Consider CV risk : ensure QRISK score is up to date (if primary prevention): check BP, weight, lifestyle and blood tests: 

manage with appropriate interventions as indicated (e.g. if QRISK >10% start HIS) 
• Refer to lipid clinic (if lipid profile and Simon Broome criteria indicate FH but NOT if TG levels and secondary causes exclude FH) 

Review medical records and invite appropriate patients for a face- to- face screening appointment: 
1. Repeat full lipid profile (TC, TG, HDL-C, LDL-C) 
2. Shared decision with the patient to start HIS or escalate lipid management therapy as appropriate: 
3. Consider clinical signs of FH and family history: Simon Broome criteria or Dutch Lipid Clinic Network (DLCN) criteria
4. Rule out and manage secondary causes: e.g. high alcohol intake, liver impairment, high triglycerides, uncontrolled diabetes, 

hyperthyroidism, renal impairment and liver failure; also consider in females if TC increase is due to menopause or in pregnancy 
or breastfeeding. Add exception note to GP record alongside hypercholesterolaemia or “possible FH” code to show a primary care 
review has occurred. 

5. Refer to lipid clinic for genetic diagnosis as indicated- code as “possible” or “probable FH” in primary care record until clinic review
6. Signpost to patient information for FH and lifestyle interventions: Familial hypercholesterolaemia| British Heart Foundation

Potential Outcomes:

1. Use FH referral form 
to refer to specialist 
lipid clinic in 
secondary care as 
indicated: for 
diagnosis or 
management support

2. Ensure coding is 
correct for each 
patient adjust as 
required

 
3. Consider lifestyle and 

medication 
interventions and 
schedule follow up

Suggested SNOMED Coding: 
• Single gene FH: Familial 

hypercholesterolemia (disorder) 
SCTID: 398036000 Family history 
of familial hypercholesterolemia 
(situation) SCTID: 443454007 

• Other high cholesterol coding: 
Hypercholesterolemia (disorder) 
SCTID: 13644009 Family history: 
Hypercholesterolemia (situation) 
SCTID: 160314003 

Priority One: 
Review of 
patients coded as 
FH

https://uclpartners.com/our-priorities/cardiovascular/proactive-care/search-and-risk-stratification-tools/
https://www.mdcalc.com/simon-broome-diagnostic-criteria-familial-hypercholesterolemia-fh
https://www.mdcalc.com/calc/3818/dutch-criteria-familial-hypercholesterolemia-fh
https://www.mdcalc.com/calc/3818/dutch-criteria-familial-hypercholesterolemia-fh
https://www.mdcalc.com/simon-broome-diagnostic-criteria-familial-hypercholesterolemia-fh
https://www.mdcalc.com/calc/3818/dutch-criteria-familial-hypercholesterolemia-fh
https://www.bhf.org.uk/informationsupport/conditions/familial-hypercholesterolaemia#:~:text=Having%20FH%20means%20you%27re,birth%2C%20you%20may%20have%20FH.
https://www.bhf.org.uk/informationsupport/conditions/familial-hypercholesterolaemia#:~:text=Having%20FH%20means%20you%27re,birth%2C%20you%20may%20have%20FH.
https://www.bhf.org.uk/informationsupport/conditions/familial-hypercholesterolaemia#:~:text=Having%20FH%20means%20you%27re,birth%2C%20you%20may%20have%20FH.
https://www.bhf.org.uk/informationsupport/conditions/familial-hypercholesterolaemia#:~:text=Having%20FH%20means%20you%27re,birth%2C%20you%20may%20have%20FH.
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