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Data Sharing Guide for RareX 

On RareX, you have control over who and for what reasons your data is used. The decision is 100% a 
personal choice, and you should select whatever feels right for you! All data is de-identified.  

As a parent-led organization, we hope many international scientists, clinicians, organizations, and 
pharmaceutical companies take an interest in studying NALCN channel-related diseases and 
developing treatments and cures for our children. To this effort, reducing restrictions on data sharing 
and making data easy to access and use can encourage scientists and companies to include NALCN 
channel-related diseases in their research and drug development efforts. Below are the selections we 
recommend and the explanations behind them:   

Sharing Data for Different Types of Research 

 

 

For type of research, we recommend 
selecting General Research to be as 
broad as possible. 

This type of research focuses on 
understanding diseases, their causes, 
and how to treat or prevent them. 
Supporting it brings several benefits, 
including: 

• Improving health outcomes:  
• Developing personalized medicine 
• Innovating in health technology 

Other Kinds includes research on 
social, demographic, and genetic traits, 
as well as broader societal studies. 
Supporting these kinds of research is 
important for: 

• Understanding health disparities 
• Influencing public health policy 
• Improving research methodologies 
• Understanding genetic and 

environmental interactions 
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Other Limits on Data 

 For “Other Limits on Data,” we 
recommend selecting “No 
additional limits on research” to 
be as broad as possible.  

Rare diseases often lack research 
funding because they affect a 
small number of people, making 
them less attractive to many 
funding sources. However, 
commercial companies (like 
pharmaceutical and biotech 
companies) often have the 
resources and incentive to 
develop targeted treatments for 
these diseases. Limiting data use 
to non-commercial purposes may 
exclude pharmaceutical and 
biotech companies from being 
able to access and use data on 
NALCN channel-related diseases 
and instead focus their resources 
and efforts on other rare diseases 
that they have access to data on.  

 

 

 

Here is why we suggest not limiting data to only IRB-approved studies: 

- IRB approval is not always practical: Obtaining IRB approval for studies can often take 
months and cost money. Some small studies, especially pilot studies or exploratory research, 
may not be able to acquire IRB approval. Limiting research to IRB-approved studies could 
prevent new studies from accessing the data they need to generate initial findings to justify 
larger studies. 

- Support Collaboration: Some researchers, especially those working in smaller or emerging 
fields, may face delays in getting their studies reviewed or approved by an IRB, which could limit 
the collaboration between researchers or prevent innovative approaches from being explored 
quickly. 

- Support non-health-related research: IRBs are typically focused on protecting participants in 
medical or clinical studies. If the data access limitation applies only to IRB-approved studies, 
social scientist or non-health-related researchers might not be able to access important data.  



PAGE 3 

 

Final questions on data sharing 

Saying Yes to Patient Communication Connections will help Channeling Hope with 
communication efforts. This includes informing families of future data collection/research 
opportunities, sending appreciation to families for completing the surveys, and convening the patient 
community.  

 

Saying Yes to including summary data will help Channeling Hope with outreach efforts. Current 
dashboards include number of patients enrolled, geographic location, age groups, and ethnicity. This 
will greatly help Channeling Hope and RareX advocate among funders, organizations, and scientists to 
support our mission and efforts to better understand and development treatments for these diseases.  

 

Below are examples of how dashboards can be used.  

 

If you have additional questions about your decision, please email channelinghopefoundation@gmail.com. 
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