


The suggestions in the HLRCC Handbook come from the most experienced 
research projects, which still are only 10 years old, and therefore do not yet have 
long-term follow-up experience. Some physicians are of the opinion that there is 
insuffi cient scientifi c data yet to defi ne fi rm recommendations. Recommendations 
presented in this handbook should be regarded as tentative, and will most likely 
change over time as more data becomes available.

•  MRI is recommended in order to minimize exposure to radiation.

•   CT should be reserved for times when they are needed to answer some 
specifi c diagnostic question or in planning surgery.

• Ultrasound of the kidney is not recommended, as ultrasound is very much dependent upon the 
quality of the machine and the skill of the operator. Ultrasound is better than nothing, but is 
unlikely to fi nd tumors less than 1 cm, leaving a wide opportunity for risk in HLRCC.

Upon HLRCC Diagnosis (At Any Age Greater Than 8)
• Full-body skin check by a dermatologist to note the location, number, and stage of skin bumps

• For all, MRI of the abdomen with thin cuts, looking for kidney tumors, noting number and size 
of any cysts or tumors seen

• Adults may be offered a CT scan as well as an MRI for their fi rst appointment in order to have a 
baseline scan for comparison with any later scans

• For women starting at the age of 21, annual examinations by a gynecologist to enable screening 
for fi broids. You should inform the gynecologist that you have the HLRCC condition, of any 
family history of fi broids and stress the importance of looking for even small fi broids.

For Children at Risk Under 8
Children are “at risk” if they are not genetically tested or if they are in the 3% of families which have 
clear evidence of HLRCC symptoms, but no DNA alteration can be found.

Annually from age 1
• Full body skin check by the pediatrician, noting any skin bumps. If present, refer to a 

dermatologist familiar with HLRCC

Annually beginning at age 8
• Full body skin check by the pediatrician noting any skin bumps. If present, refer to a 

dermatologist familiar with HLRCC

• MRI of the abdomen with thin cuts to check for any cysts or tumors of the kidneys. If present 
refer kidney issues to an urologist familiar with HLRCC.
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