RE: Collecting Duct Carcinoma

by GrahamL on Sat Aug 04, 2012 11:56 AM

Quote | Reply 

To give people some hope, I had a radical nephrectomy in Jan 2010 to remove a 6 cm kidney cancer. It was diagnosed as a Collecting Duct Carcinoma. Metastasis to the removed adrenal was later diagnosed as Papillary 2 RCC. I have recovered to good health in retirement (now aged 69) with regular CT scans. My CDC was related to a very rare genetic condition called Hereditary Leiomyomatosis and Renal Cell Cancer (HLRCC) caused by a mutation in the Fumarate Hydratase (FH) Gene - see www.hlrccinfo.org which is the web site of the HLRCC Family Alliance of which I am now Vice Chair.

Best wishes to All

Graham

by GrahamL on Wed Jun 19, 2013 10:03 AM

Quote | Reply 

You can see my previous post last August and I am still going strong.

As you are going to the NCI/NIH they will have tested for a Fumarate Hydratase (FH) mutation which is is associated with some Collecting Duct Carcinoma(CDC).  In just a few % they cannot find a FH gene mutation, but there are other symptoms which convince them that it is HLRCC In France they discovered some people with HLRCC in which the only symptom was kidney cancer.

Best wishes to your Dad

by GrahamL on Wed Jun 19, 2013 02:30 PM

Quote | Reply 

The majority of kidney cancers are not genetic, but a small proportion of each sub-type are. So a few Clear Cell are associated with VHL, a few Chromophobe are associated with BHD Syndrome and a few Papillary II and Collecting Duct Carcinoma are associated with HLRCC.  These are are all rare or ultra-rare conditions which are unknown still to many clinicians, who won't ever see a case in their lifetimes

RE: Collecting Duct Carcinoma

by caprina on Wed Jun 19, 2013 03:16 PM

Quote | Reply 

There has been at least 15 people on my fathers side of the family who have died from Kidney cancer. Some died in the 1970's and 1980's. They just didnt know about types of cancer back then. The Physicians definitly think it is genetic. We are of Italian descent. The prioblem is that when the gene pool is not diluted, then you are more prone to conditions.

