



Simon Broome Children Registration Form 
Children are defined as under the age of 16 years.
Before entering data the child’s (or parent/guardian’s) signed consent to having their (de-identified) data included in the database should be obtained (see form XXX
). The clinician should keep this form for future reference.

The Simon Broome criteria for a clinical diagnosis of FH in a child less than 16 years of age are a total cholesterol above 6.7 mmol/l and LDL above 4.0 mmol/l.*
Plus for a diagnosis of Definite FH, Tendon xanthomas in patient or 1st or 2nd degree relative OR DNA-based evidence of FH.
Plus for a diagnosis of Possible FH, Family history of myocardial infarction below age 50 in 2nd degree relative, below age 60 in 1st degree relative, OR a Family history of raised cholesterol levels, above 7.5mmol/l in adult 1st or 2nd degree relative; above 6.7 mmol/l in child or sibling under 16.
* Note for a child relative of a patient with definite or possible FH NICE guidelines CG71 recommend that cut-offs developed by Starr et al are used. These are presented in chart form for 0-14 years and 15-24 years
, and while all children with levels in the “red” zone are considered very likely to be FH, those in the “Grey” zone have an uncertain diagnosis and follow-up is recommended 
Section 1: General information 
1) Has the patient or patient’s carer signed the consent form for their information to be added to the Register


1. Yes   FORMCHECKBOX 


No  FORMCHECKBOX 

2) Patient NHS number: [ Simon Broome Number Automatically generated ] 
3) Clinic type:


a. Adult Lipidology



 FORMCHECKBOX 

b. Adult Diabetology/Endocrinology

 FORMCHECKBOX 

c. Paediatric/ Metabolic Disease

 FORMCHECKBOX 





d. Other





 FORMCHECKBOX 

Please specify      
4)  Date of clinic      
5) Patient’s date of birth 
​​DD/MM/YYYY                       
6) Patient’s gender  
Male / Female

7) Ethnic group tick appropriate box

i. White
British 

 FORMCHECKBOX 

1. Irish

 FORMCHECKBOX 

2. Any other White background
 FORMCHECKBOX 

ii. Asian or Asian British
Indian
 FORMCHECKBOX 

1. Pakistani
 FORMCHECKBOX 

2. Bangladeshi
 FORMCHECKBOX 

3. Any other Asian background
 FORMCHECKBOX 

iii. Black or Black British
Caribbean
 FORMCHECKBOX 

1. African
 FORMCHECKBOX 

2. Any other Black background
 FORMCHECKBOX 

iv. Mixed
White and Black Caribbean
 FORMCHECKBOX 

1. White and Black African
 FORMCHECKBOX 

2. White and Asian
 FORMCHECKBOX 

3. Any other mixed background
 FORMCHECKBOX 

v. Chinese / Other ethnic groups
Chinese
 FORMCHECKBOX 

1. Any other ethnic group
 FORMCHECKBOX 

2. Not recorded
 FORMCHECKBOX 

Section 2: Diagnosis 
8) What were the lipid and lipoprotein measurements used to make the diagnosis?

9) Pre-treatment levels  

	10) Date
	11) Fasting
	12) Cholesterol
	13) HDL
	14) Trig
	15) LDL
	16) Lp(a)
	17) ApoB


	18) 
	19) 
	20) 
	21) 
	22) 
	23) 
	24) 
	25) 


a. What is the patient’s diagnosis? (Tick one option)
Definite Homozygous FH




 FORMCHECKBOX 

Definite Heterozygous FH




 FORMCHECKBOX 

Probable/possible FH





 FORMCHECKBOX 

b. Year of diagnosis?

    

10)  Is the family mutation known  


1. Yes   FORMCHECKBOX 


No  FORMCHECKBOX 

11) What is the family mutation ?
	
	LDLR
	APOB
	PCSK9
	LDLRAP

	DNA Change


	12) 
	13) 
	14) 
	15) 

	Predicted Amino Acid change
	16) 
	17) 
	18) 
	19) 

	Predicted promoter/splice defect
	20) 
	21) 
	22) 
	23) 


12) If the family mutation is known has the child been offered a DNA test?

i. Yes
 FORMCHECKBOX 


Month and year when offered     /    
ii. No
 FORMCHECKBOX 

13)  At the first clinic appointment what was the patient’s height and weight 
Height 
 FORMCHECKBOX 

Weight 
 FORMCHECKBOX 


14) Does the patient have a history of CHD ? 
Yes 

No 

 FORMCHECKBOX 


 FORMCHECKBOX 



15) If yes this is substantiated by a
Angiogram

b
Exercise ECG

c
 Other
??
16) Details of affected parent/relative
Cholesterol
      Age onset CHD
        Tendon Xanthoma  


 

mmol/l 
             years 

       y/n
Mother

Father 
Other* 

17) 1.7 Does the child have the clinical signs of :

a.  corneal arcus?                                  Yes 

No








 FORMCHECKBOX 


 FORMCHECKBOX 



b.  tendon xanthoma?
 

Yes 

No

 






 FORMCHECKBOX 


 FORMCHECKBOX 



Section 3: Assessment and Treatment
18) What was the date of the patient’s last (most recent) out-patient clinic appointment? 

19) At the latest clinic appointment what was the patient’s height and weight 
Height 
 FORMCHECKBOX 

Weight 
 FORMCHECKBOX 

20) What are the most recent lipid and lipoprotein results?
	21) Date
	22) Fasting
	23) Cholesterol
	24) HDL
	25) Trig
	26) LDL
	27) Lp(a)
	28) ApoB


	29) 
	30) 
	31) 
	32) 
	33) 
	34) 
	35) 
	36) 


21
What was the patient’s treatment at the time of the results)?  

a. Statin: 



       Yes
No

Atorvastatin 

 FORMCHECKBOX 

 FORMCHECKBOX 

Dose 
10-40mg

Fluvastatin

 FORMCHECKBOX 

 FORMCHECKBOX 

Dose 
20- 80mg
Pravastatin

 FORMCHECKBOX 

 FORMCHECKBOX 

Dose 
10-40 

Rosuvastatin 

 FORMCHECKBOX 

 FORMCHECKBOX 

Dose 
5-40mg

Simvastatin

 FORMCHECKBOX 

 FORMCHECKBOX 

Dose 
10- 80mg

Patient not receiving statin
 FORMCHECKBOX 

b. (if applicable) Please indicate the reason(s) that this patient is not 
receiving statin.  More than one option may be selected.  

i. Patient intolerant to statin





 FORMCHECKBOX 

ii. Patient / parent / carer declined




 FORMCHECKBOX 

iii. Child under 10 years






 FORMCHECKBOX 

iv. Child 10 and over of but risk low




 FORMCHECKBOX 

v. Other, please list






 FORMCHECKBOX 

22. Is the patient receiving any other lipid lowering treatment?

                                           Yes 
 FORMCHECKBOX 

No
 FORMCHECKBOX 

23. Only answer questions 23 (d-k) if answer to 22 is “yes”.
                                                    Yes
No  
                d. Resin






Cholestyramine
 FORMCHECKBOX 
 
 FORMCHECKBOX 

Dose 4-24g

Colestepol

 FORMCHECKBOX 
 
 FORMCHECKBOX 

Dose 1-7 tablets(625 mg
)
Colesevelam

 FORMCHECKBOX 
 
 FORMCHECKBOX 

Dose 1-7 tablets(625 mg) 

e. Ezetimibe



 FORMCHECKBOX 
 
 FORMCHECKBOX 



 
      f.  Fenofibrate

  
 FORMCHECKBOX 

 FORMCHECKBOX 

Dose
    
   

g.  plasma LDL-C apheresis 

 FORMCHECKBOX 

 FORMCHECKBOX 

h.   Other, please list


     
i. If the patient is receiving lipid lowering treatment what date was it  started?       
j.  If the following were measured before initiation of statin treatment please provide levels
	Date of measure
	creatine kinase
	 (ALT
	AST


	
	
	
	


k.  If the following were measured after initiation of statin treatment please provide levels

	Date of measure
	creatine kinase
	 (ALT
	AST

	
	
	
	


Section 5: Lifestyle
24. Is the patient a smoker?  

 Yes 
 FORMCHECKBOX 

No
 FORMCHECKBOX 

a.  If yes, when did they start 


 FORMCHECKBOX 


b. If yes, how many a day do they smoke?         FORMCHECKBOX 


25.  If the patient is female have they started menstruating?
Yes 
 FORMCHECKBOX 

No
 FORMCHECKBOX 


If yes age at first period 
 FORMCHECKBOX 

If yes are they taking an oral contraceptive Yes 
 FORMCHECKBOX 

No
 FORMCHECKBOX 

If Yes is it 
a  COC 


Yes 
 FORMCHECKBOX 

No
 FORMCHECKBOX 

b progestagen only 
Yes 
 FORMCHECKBOX 

No
 FORMCHECKBOX 

Pediatric doses

Atorvastatin: age 10-17 yrs, initially 10 mg once daily increasing after at least 



4 weeks to a maximum of 20 mg once daily



age 17-18 yrs, initially 10 mg daily increasing after at least 4                     



weeks to a maximum of 80 mg

Pravastatin: age 8-14 yrs 10 mg once at night, adjust to a maximum of 20mg            



age 14-18 yrs 10 mg at night adjusting to a max of 40 mg at night
Simvastatin: 5-10 yrs 5 mg at night increasing to a max of 20 mg at night



10-18 yrs initially 10 mg increasing to a maximum of 40 mg at night

�Provided by weblink


�Netscape We will provide these tables for the help notes


�NetScape - Please organise as a drop down menu


�Netscape, We will supply ranges


�We will supply ranges


� Help note will say  to cover procedures such as thalium scans etc


�Help note to say eg childs aunts or uncles or grandparents


We will need possibility of adding ?3 others





�Netscape, We will supply ranges


�See doses at end of form


�Help notes to say Only atrovastatin and pravastatin are licensed for use in childhood.  Atorva at a dose of up to 20 mg and prava up to 40 mg.  There are also indications based on age.  However, it is possible for other statins to be prescribed off licence and for those prescribed on-licence to be used at doses that are not licenced.


�Colestipol is only available as 5g sachets with a maximum dose of 30g/dly, although such a high dose is unlikely to be used in childhood


�Mary please alter ranges


�Only the 67mg “lipantil micro” is licensed for use in childhood – v v rarely prescribed


�We will provide ranges
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