GenomeConnect Laboratory Report Wording 

We encourage clinicians and laboratories to add wording about GenomeConnect into testing reports, patient letters, and any other materials sent to patients. We have provided different wording options so that you can select the wording that works best for your practice and/or laboratory. If you decide to edit the wording, it is acceptable as long as the message and content remain consistent and accurate. If you would like us to review your wording, please send it to the GenomeConnect team, at info@genomeconnect.org. Please also let us know if you decide to add wording to your reports or letters so that we can recognize your efforts!
Samples of a Brief Overviews of GenomeConnect: 

1) An online research opportunity called GenomeConnect is available for the recipient of this genetic test to advance knowledge of genomic variants by sharing de-identified genetic and health information. Through GenomeConnect, the recipient of this test result could also connect with others with the same variant/condition and remain informed about other research opportunities. Please visit genomeconnect.org to learn more.

2) GenomeConnect is an NIH-funded online patient registry supported by the Clinical Genome Resource (ClinGen) project. Patients willing to share their genetic and health data (de-identified for privacy) to advance knowledge about their genomic variants, to connect with others with the same variant/condition and remain informed about other research opportunities can visit www.clinicalgenome.org/genomeconnect  or email the coordinator at info@genomeconnect.org to learn more.  

3) GenomeConnect is an NIH-funded online patient registry supported by the Clinical Genome Resource (ClinGen) project. Patients willing to share their genetic and health data (de-identified for privacy) to advance knowledge about their genomic variants, to connect with others with the same variant/condition, remain informed about other research opportunities, and potentially receive updates about their genetic test result can visit www.clinicalgenome.org/genomeconnect to learn more or visit www.genomeconnect.org to register.   

4) An online research opportunity called GenomeConnect (genomeconnect.org) is available for the recipient of this genetic test to advance knowledge of genetic variants by sharing de-identified genetic and health information. 
5) An online research opportunity called GenomeConnect (genomeconnect.org) is available for the recipient of this genetic test. This patient registry collects de-identified genetic and health information to advance knowledge of genetic variants.
Samples of Additional Wording that can be Added to the Above Descriptions:  
1) Genetic Test Result Updates: 

If your laboratory submits variants to ClinVar and a patient had a variant reported through testing, they could potentially receive updated variant classification information from GenomeConnect. If, through GenomeConnect’s ClinVar submission, the registry learns that the classification on the participant report is out of date compared to the laboratory’s current ClinVar submission for that variant, this information would be shared with participants that opt to receive it. The GenomeConnect team would first contact your laboratory and then would reach out to the participant. Sample wording is included below: 

Participating in GenomeConnect may also give the recipient of this test result the option to receive updates about their genetic test results. Over time, as we learn more about genetic changes, interpretations may change.  For example, a genetic change once classified as a “Variant of Uncertain Significance” can be changed to “Pathogenic,” or disease-causing based on new evidence. If a GenomeConnect participant chooses to receive updates, and GenomeConnect learns their genetic test results may be out of date, we will email them and refer them back to their doctor or a genetics provider in their area.

2) Language encouraging providers to give patients a copy of their report since a report is needed for GenomeConnect participation: 

Providing the patient with a copy of this report, required for GenomeConnect participation, is suggested.

 
