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                “Mom found NF Midwest, she calls them our life ring and for good reason, they saved us in more ways than they or anyone else could imagine.  We were no longer alone.  They sent us information, talked to us gave us a breath when everyone else seemed to have taken it away.  Trust me when I say my NF is much easier with them in my corner. ”

-Myshell
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                “..we reminded ourselves to not get overwhelmed by the info and just to take it all in stride as much as we can. I think when it’s all new to you, it all sounds so scary. Which is why it was so nice to meet other families with happy kids and adults with NF. ”

-Sue
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                “I received both of your packets in the mail yesterday and I wanted to say THANK YOU! The NF packet provided me with so much information I cannot thank you enough. When we got his diagnosis in November we had never even heard of NF so this has all been a bit of a whirlwind for us. Thank you for providing me with the tools to pass along to his teacher and my family! ”

-Jessica
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                “{The Walk} was more like a party, than I walk. Enjoyed it so much!” – Kate
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                “Thanks for giving me information to guide me in the right direction. I can do this because you have given me the tools to get started. Other websites send me in circles leaving me with more questions than I began with. So once again THANK YOU FOR CARING.” – S.E. Age 29
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                Volumetric Measurement of Tumors in Neurofibromatosis

                
    Posted By NF Midwest | On March 6th, 2015


                At NF Midwest’s annual symposium in October 2014 we invited Eva Dombi, MD, from the National Cancer Institute to present information about how a newer technology called volumetric measurement is used to measure tumors in neurofibromatosis. The transcript from her presentation is now available online on our website.

What is Volumetric Measurement and How is it Used

[image: Volumetrics Slide JPG]Internal plexiform tumors in neurofibromatosis type 1 can be very difficult to measure using traditional methods. This is because they often have varying, undefined edges. They are usually composed of segments or lobes and may have trunks that branch out in different directions. Small tumors in critical spaces, where the smallest changes are relevant, such as those found in NF type 2, can also be difficult to measure.

Because they are hard to measure, researchers and clinicians have found it difficult to accurately tell how much these tumors shrunk or grew when conducting clinical trials. This makes it difficult to assess the true effect of a new drug.

To solve this problem a new measurement method was developed called volumetric MRI analysis. This is NOT a type of MRI, but rather a trained specialist with a special computer system that is able to analyze the images of the tumor provided by MRI scans to come up with a volume to the tumor.

As a very basic description of how the volumetric measuring works… A computer program helps to identify the contour of the tumor on every MR-image that shows tumor. The outline of the tumor is verified and the volume within that contour is calculated by the program.

The National Cancer Institute (NCI, part of the National Institutes of Health – NIH) and Massachusetts General Hospital (MGH) are currently the only institutions that have the skills and technology to take MRI scans and measure the volume of an NF tumor in this way.

In order to perform volumetric analysis, the MRI may be done almost anywhere but the images have to be done a certain way. The MRI scans need to be of high quality and must be done using a technique called a STIR sequence.  The images also must include the entire tumor and all parts of the tumor must be imaged with the same image parameters…for instance, at the same angle and image resolution. Small NF2 related tumors are best imaged with high resolution T1 post contrast sequence. If the MRI is done in this way, they may be sent at any time to the NCI or MGH for analysis.

The important thing to understand is that an MRI can be done at another institution as long as it uses the correct parameters. It is the scans that are measured and analyzed. Also, it takes two MRIs, with a period of possible growth or shrinkage between them to establish any useful information. In other words, two MRIs need to be compared to each other.

Volumetric analysis is currently mainly done on tumors from patients who are in a clinical trial or have the potential to be in a clinical trial.

For more information about volumetric measurement and when needed, please talk to your NF specialist.

Here are some slides that might help you to understand volumetric measurement a little more.

Transcript Slides
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            The resources on this site should not be used as a substitute for professional medical care or advice on Neurofibromatosis. Users seeking information about a personal genetic disease, syndrome, or condition should consult with a qualified healthcare professional.

                    

    



		
		
			
				

				

				
							
				

			
			

						
			
			
		[image: ]

[image: ][image: ]


 [image: fb-share-icon]




[image: ][image: Visit Us]
[image: Follow Me]
[image: Tweet]




[image: ]

[image: ]

[image: ][image: ]

[image: Share]





					
				                
                

                
                



		
			
	




















        


