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What was your research question? 
We know that there are children dying of Cystic Fibrosis in Africa, so we want to better understand how to help them. How do we start learning about cystic fibrosis in Africa? How do we build a team that can work together and share ideas? How do we do this with very little money? 

Why is this important? 
Cystic fibrosis, or CF, is a serious genetic disease that makes it hard to breathe, eat and grow. A genetic disease is something you are born with. It happens because of tiny changes in the instructions inside your body, called genes. These changes can make some parts of your body not work as well. CF is not yet well understood in Africa. This means some people get very sick or die. However, new medications are available in other countries that are allowing some children with CF to live long and healthy lives. We believe that every child born with CF, no matter where they are born, should have the same opportunities to live a long and healthy life. 

What did you do? 
We recognized that to solve this problem, we needed to gather a team of CF experts, doctors, scientists, and advocates from across Africa, and globally.  We sent a message with specific questions in both English and French by email and WhatsApp. Given that we all come from different countries and backgrounds, people communicate through different languages and cultural contexts, so we also wanted to ask everyone how they wanted to communicate with each other and what they needed from the network to participate. After this, we had a big online meeting. People shared their problems and ideas for helping people with cystic fibrosis. 

What did you find? 
Our from all over Africa (and the world) agreed that the five most important goals are:
1. Teamwork: We need to work together as a team, bringing together different people, from different countries with different expertise.
2. Spreading the Word: We need to tell people about this sickness in ways that make sense for their culture, context and life. We need to listen to the children and their families that are living with this disease. 
3. Making a Big List (Registry): We need to create one big list of all the patients in Africa (and what kinds of illness they have) so we can learn about the disease, from those who have it, in Africa.
4. Teaching and Tools: We need to train more doctors and nurses, and get good, low-cost tests for them to use, to help those living with the disease. 
5. Finding Funding (and global partnership): We need to finance our work and find collaborators who want to partner with us from around the world.

What does this mean and reasons for caution? 
If we work together as a big team across Africa and the world, by sharing our knowledge and tools, we are better able to help people with CF. 
We are looking for cheaper tests that can help find patients early.
However, we have a lot more work to do. We only spoke to a small group of people. We need to talk to many more doctors and clinics in different places. Join us in helping us grow, we need to:
· Get more doctors, nurses and researchers interested in joining us.
· Find money (and resources) to pay for our work. 
· Keep listening to the children and families who are living with cystic fibrosis. Their ideas are most important!

What’s next? 
We are looking forward to continuing to learn together. We are planning to help teach other doctors, nurses and researchers about CF. We are raising money for low-cost tests (sweat conductivity) to help diagnose patients and we are working together to build one big list (CF registry) of African patients. Most importantly, we are going to keep meeting and sharing ideas and help one another and those living with this disease in Africa. Come to our website  www.cysticfibrosisafrica.org to find out how you can help.

Original manuscript citation in PubMed
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