
What’s a  
family worth?

I am pleased to welcome this toolkit to assist commissioners and 
healthcare providers in implementing NICE Guideline 71, Identification 
and Management of familial hypercholesterolaemia.

Familial hypercholesterolaemia (FH) is a genetically determined condition, 
which causes high levels of low-density lipoprotein concentration to be present 
in the blood. Those with the condition are at high risk of premature coronary 
heart disease (CHD), which can lead to a dramatic decrease in quality of life or even 
premature death. However, early diagnosis and correct management of the condition 
can dramatically reduce a patient’s risk of developing CHD.

Because of the genetic nature of FH, siblings and offspring of patients have 
a 50 percent chance of inheriting the condition. It is critical that family members 
of patients diagnosed with FH are tested, so that they too can benefit from 
management and treatment to help reduce their risk of developing CHD.

Around 1 in 500 people are thought to be affected by FH, meaning about 
120,000 people in England have the condition. However, to date only around 15,000 
people have been identified. With thousands of people unaware that they have 
FH or that their family members are also at risk, more must be done to bridge this 
diagnosis gap. 

This toolkit is designed to compliment the NICE guideline. It is an accessible 
document to help roll-out the key recommendations in your area. It includes 
useful summaries, example documents, templates and other resources to assist you 
in setting-up and maintaining a comprehensive service for FH.

As National Clinical Director for Heart Disease and Stroke I am proud of the 
improvements we have made to prevent the onset of cardiovascular disease in 
the general population. Now we must redouble our efforts to ensure that patients 
at high risk of coronary heart disease, such as people with FH, can benefit from the 
same levels of improvement.

I commend HEART UK – The Cholesterol Charity – for their ongoing work in helping 
people with raised cholesterol to better understand and manage their condition, and 
for the production of this important new document. 
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