	
	
	





Appendix A
Modified Simon Broome Diagnostic Criteria
 
Definite Familial Hypercholesterolemia: 
Total cholesterol levels > 290 mg/dL (7.5 mmol/L) or LDL-C > 190 mg/dL (4.9 mmol/L) in adults.
Plus at least one of the two:
1. Physical finding of tendon xanthomas in the patient or tendon xanthomas in a first- or second-degree relative
OR
2. DNA-based evidence of an LDL-receptor mutation, familial defective apo B-100, or a PCSK9 mutation. 

Possible Familial Hypercholesterolemia
Total cholesterol levels > 290 mg/dL (7.5 mmol/L) or LDL-C > 190 mg/dL (4.9 mmol/L) in adults.
Plus at least one of the two:
1. Family history of coronary artery disease (CAD) before age 60 years* in a first-degree relative or before age 50 years* in a second-degree relative
OR
2. Family history of elevated total cholesterol
a. > 290 mg/dL (7.5 mmol/L)§ in an adult first- or second-degree relative 
b. > 260 mg/dL (6.7 mmol/L)§ in a child, brother, or sister aged 16 years or younger*
 
*If age is not provided, will accept any family history of CAD/elevated total cholesterol.
§If total cholesterol values of relatives are not provided, will accept any history of high cholesterol, lipid problems, dyslipidemia, and hyperlipidemia.


















Appendix B 
Modified Dutch Lipid Clinic Network Diagnostic Criteria

Family History
	First-degree relative with known premature* coronary and vascular disease OR First-degree relative with known LDL-C level above 190§
	         1

	First-degree relative with tendinous xanthomata and/or arcus cornealis OR Children aged less than 18 years with LDL-C level above 190§
	   2

	
	
	


Clinical History
	Patient with premature* coronary artery disease
	2

	Patient with premature* cerebral or peripheral vascular disease     
      
	1


 Physical Examination
	Tendinous xanthomata 
	6

	Arcus cornealis prior to age 45 years‡    
	4


 
Cholesterol levels mg/dL (mmol/liter)
	LDL-C ≥ 330 m/dL (≥ 8.5)
	8

	LDL-C 250 – 329 m/dL (6.5 – 8.4)
	5

	LDL-C 190 – 249 m/dL (5.0 – 6.4)
	3

	LDL-C 155 – 189 m/dL (4.0 – 4.9)
	1


 
DNA Analysis
	Functional mutation in the LDLR, apo B, or PCSK9 gene
	8


 
Diagnosis (based on total number of points obtained)
	Definite Familial Hypercholesterolemia         
	> 8

	Probable Familial Hypercholesterolemia        
	6 – 8

	Possible Familial Hypercholesterolemia         
	3 – 5

	Unlikely Familial Hypercholesterolemia        
	< 3


 
*premature = < 55 years in men; < 60 years in women. If ages at which first-degree relatives presented with these conditions are not provided, will accept any history of coronary and vascular disease. If ages at which patient presented with these conditions are not provided, will accept any history of coronary artery, cerebral, and peripheral vascular disease.
 
§If LDL-C values of first-degree relatives are not provided, will accept any history of high cholesterol, lipid problems, dyslipidemia, and hyperlipidemia.
 
‡If age at which patient developed arcus cornealis is not provided, will accept any history of arcus cornealis.








Appendix C 
Make Early Diagnosis to Prevent Early Deaths (MEDPED) diagnostic criteria for Heterozygous Familial Hypercholesterolemia (FH)*


	
	FH is diagnosed if total cholesterol exceeds these cut points in mg/dL (mmol/L)

	
	
	
	
	

	Age (years)
	First degree relative with FH
	Second degree relative with FH
	Third degree relative with FH
	General population

	<20
	220 (5.7)
	230 (5.9)
	240 (6.2)
	270 (7.0)

	20-29
	240 (6.2)
	250 (6.5)
	260 (6.7)
	290 (7.5)

	30-39
	270 (7.0
	280 (7.2)
	290 (7.5)
	340 (8.8)

	>=40
	290 (7.5)
	300 (7.8)
	310 (8.0)
	360 (9.3)



*The total cholesterol cut points for FH is dependent upon the confirmed cases of FH in the family. If FH is not diagnosed in the family, then the cut point for diagnosis is as per “general population.”
















Appendix D
Patient Interview Questions

Cholesterol
1. Have you ever heard of the terms LDL and HDL cholesterol? 
(If yes) What do you know about each one?
2. Have you ever been told by a health professional at NDSM that you have high cholesterol?
(If yes) Since being told this, have you been taking medication for your high 	cholesterol?
(If yes) Do you know which medication you are taking? What is it?
(If no) What is a reason that you may not be taking a medication?
3. Have you ever heard of the term Familial Hypercholesterolemia?
4. Do you know why it is important to lower cholesterol levels?
(If yes) Why?
5. Do you know what actions you can take to lower your cholesterol?
(If yes) What are they?
6. Is lowering your cholesterol something that you believe is important for your health?

Education
1. Would you be interested in learning more about cholesterol?
2. Would you be willing to attend educational sessions? Peer support groups? Read a handout?
3. Which educational modalities would be most helpful to you, and why?



	
	
	



