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      The voices of millions of people, many children, living with rare diseases are often unheard. People living with rare di-seases are silenced through stigma and discrimination. Poetry gives its writers power through self-expression. In this ma-gnificent project, Dr Ramamoorthi teaches people who would otherwise be silenced to express themselves through poetry. By teaching poetry as a method of self-expression, the teacher gives voices to the silent. Not only are the poems eye-opening and heartrending, but this book includes a teaching guide so that the method is scalable. I wish for a world where people are valued for who they are and not for what they appear; this beautiful collection of poetry takes us one step closer.




      James A. Levine, MD, PhD, ProfessorPresident, Fondation Ipsen


    


  




  

    

      This collection of poetry was written by people impacted by rare diseases and is a testament to their resilience. The collection also serves as a work of support and inspiration for the rare disease community. Poetry captures the deepest feelings: despair and hope, uncertainty and understanding, as well as loss and love. The healing words of poetry can have a positive impact on both the reader and the poet.  These poems serve as a vision for a future with better diagnostics, better treatments and even cures. On behalf of the organizers of the UCSF Rare Disease Symposium, I want to thank all of the contributors to this thoughtful and heart-felt collection. Additional thanks to the Foundation Ipsen for their generous support.




      Charles Hart, PhD,Executive Director, Catalyst Program, UCSF
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      It was my pleasure and honor to work with these remarkable individuals who have demonstrated their amazing strength, resilience and grace in dealing with their rare diseases and how they are navigating life. When I embarked on this project, initially to get poems from people at Benioff Children’s Hospital in Oakland so their voices could be heard during the lunch hour of the Rare Disease Symposium, I had this naïve notion of just conducting a poetry workshop and pulling the poems out and the patients voices heard. I focused on developing a good lesson plan. However after that initial workshop and in subsequent workshops after Dr. Levine suggested I develop an entire collection I went on a journey with amazing individuals I had the pleasure to get to interact with. I realized they had serious medical issues, were in pain a lot of the time and had to make the workshops available when it was convenient for them and so I conducted these on zoom often one on one or sometime with two of them together. Also it was important for me to be vulnerable and share my own life challenges e.g my divorce and read some of my own poems exposing my wounds for them to feel a safe space to be vulnerable to share their precious work. 
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