
 
Sanofi Genzyme Reflecting on 30 Years of Supporting Rare Disease Patients 
Worldwide 
 
Welcome to the PharmaVOICE Webcast Network. 

In this episode, I meet with Bonnie Anderson, Humanitarian Programs Head, Sanofi-Genzyme.  We speak 

about Sanofi’s humanitarian program for rare diseases and its patient impact.   

I’m Dan Limbach, your host and producer of the PharmaVOICE Webcast Network. 

Dan:  Welcome to the podcast program. Bonnie. 

Bonnie:  Thank you, Dan.  I’m excited to be here and to talk about the Sanofi-Genzyme Humanitarian 

Program. 

Dan:  Excellent.  So let’s dive in.  So this year marks the 30th anniversary of Sanofi-Genzyme’s Rare 

Humanitarian Program.   Can you tell us about the program and what initiated it or how did it get 

started? 

Bonnie:  I’m happy to do so.  I love this program, so I’m thrilled for this opportunity.  So to really think 

about this program we need to go back in time.  So back to 1991 and this program is really the vision of 

the late Henri Termeer who was the founder and former CEO of Genzyme, and there are many words 

you could use to describe Henri.  Henri was a pioneer, a visionary, but my favorite one is he was 

compassionate and he recognized at the very beginning that there would be patients in parts of the 

world that would need access to our treatments, but wouldn’t be able to access them through their 

healthcare system.  So he believes as a company we had a responsibility to create a mechanism to be 

able to provide that access, and here we are 30 years later growing this program, it’s expanded and 

evolved, but really still staying true to that original vision of Henri. 

Dan:  Outstanding.  What a great story.  So let’s talk about the present a little bit more.  What does the 

program look like today 30 years after its inception? 

 

Bonnie:  So many of the aspects of the program actually are the same as they were 30 years ago, but of 

course now we have expanded to include treatment for five different lysosomal storage disorders.  We 

have treated patients in more than 100 countries.  So geographically this is very much a global program 

and has expanded greatly over the years.  We have treated more than 3300 patients in those countries 

across those five lysosomal storage disorders.  So many things are the same and really stay true to our 

mission, which is to deliver our treatments to the best of our ability to patients that meet our criteria 

across the world. 



 
But we have also of course learned a lot over these 30 years and we’ve really streamlined the program, 

listened to the patient community and the physicians to make the application process as smooth as 

possible, certainly engaged with stakeholders on the ground in their countries to really make this an 

easy experience.  Even getting to the point that you have a rare disease diagnosis is so challenging.  So 

once you finally have that diagnosis and you know that there is a program that can help provide access, 

we don’t want to belabor that; we want to make this as smooth as possible. 

Dan:  So Bonnie, just for context, can you tell us a little bit about what lysosomal storage disorders are? 

Bonnie:  Lysosomal storage disorders are a family of rare genetic diseases in which the body has an 

enzyme deficiency and that can lead to a variety of problems.  In this program, we treat five different 

lysosomal storage disorders, including Gaucher, Fabry, Pompe, MPS I and MPS II. 

Dan:  That’s really something you can all be very proud of.  Let’s shift gears a little bit here.  What are 

some common barriers or challenges that the rare disease community faces in access to treatment? 

Bonnie:  So I think when we look at the rare disease community there is many challenges that exist and 

some of them in some countries are greater than others.  This is why I think it’s so important to have a 

focus and a partnership with different stakeholders.  So we work so closely with the Sanofi teams across 

the world, also with partner organizations, with patient organizations to be able to really understand the 

needs of the community.  Again, all goes back really to that initial diagnosis and a physician knowing that 

he may have a patient with a lysosomal storage disorder.  And many times their first treatment 

experience with an enzyme replacement therapy can be through the humanitarian program.  But again, 

that relationship and that commitment and sense of community is so important.   

And if I can I’d love to share a quick story about how that all came to be and a situation we actually had 

for a patient in Rwanda and we, again, worked very closely with our patient organizations.  And a few 

years ago I’m just at my desk doing my work and I get an email from Tanya from the International 

Gaucher Alliance, and she happens to be sitting at a conference next to a physician from Rwanda who 

thinks they might have a patient with Gaucher disease and in need of some support on the diagnostic 

aspect. 

So she contacted me because she’s like I know Sanofi-Genzyme can help with this.  I get her email.  I 

immediately contacted my medical person who’s actually based in Kenya, but supports Rwanda, and 

then they contacted the physician and of course there are some details through that whole process, but 

really in a short time later we were able to get our very first patient on treatment in Rwanda.  And so it’s 

really having that relationship with the community and then knowing that we can be a lifeline to be able 

to help patients across the world. 

Dan:  I love those stories where a happy coincidence turns out to be a great benefit to patients, so I 

thank you for sharing that story with us.  So Bonnie, you’ve talked about some of the challenges and 



 
now the program has reached over 100 countries where it’s serving patients.  Tell us more about how 

that works.  Do you have any stories to share with us? 

Bonnie:  Thank you Dan, and yes, I definitely have lots of stories.  One of the things I love most about 

this program is it’s not just about taking patients in the easy countries.  We have treated patients in 

more than 100 countries and let me tell you donating medicine is very complicated,  especially in some 

markets.  And we’ve been treating patients in countries like Cuba, Sudan, Mongolia, Haiti, all over the 

world and still finding our very first patients in some countries and this I have to say is when my team 

gets so excited – and if I can tell you a quick story here. 

So back in May, our medical contact reached out to us and he had his suspected very first patient in 

Nicaragua with Gaucher disease.  And this again, we get really excited because we know what to do.  We 

know how to address the challenge of getting the very first patient in a country.  So immediately we 

work with our medical contact who’s actually out of Guatemala and he’s facilitating not only getting the 

diagnostic test done, but educating the physician and making sure there’s an understanding of what 

treatment involves and how to monitor the patient.  Meanwhile, I’m on the phone with Global Health 

Partners who’s a long time partner with us that helped us with Cuba and Bolivia again, some other 

challenging countries. 

And I know he has lots of experience with Nicaragua, so I know he can help and I know this patient is 

severe and I know we need to move fast.  So getting the whole team on board, many people internally 

as well and involving that external partner we were able to within two months get this patient on 

treatment.  He had his first infusion at the end of July.  And what’s great is that they send us a photo and 

we can see the happy faces of his family and the young boy knowing that at that moment they have a 

chance for a different future.  And that’s really what this program is about.   

I’m sorry, I get emotional just thinking about it.  I get so excited that we have an opportunity to really 

change lives. 

Dan:  Well, that’s incredible.  Thank you for sharing that amazing story.  How does Sanofi-Genzyme help 

build healthcare ecosystems in areas where rare disease resources are unavailable and why is it so 

important that programs like the rare humanitarian program exist? 

Bonnie:  So providing humanitarian support to the rare disease community is a key component of 

Sanofi-Genzyme’s overall mission to not only create those sustainable treatment environments, but 

really help improve the lives of patients around the world.  And it’s so important to not only when I think 

about the patient that we have today but those of tomorrow.  In order to do that we really have to help 

countries be able to develop the in-country capabilities to be able to not only diagnose patients, but 

understand how do you access treatments, the benefits of treatments, monitoring patients and this can 

all be done by leveraging our Sanofi employees across the world, but also working with partners. 



 
And even a company as large as Sanofi I think has recognized that there are some geographies that are 

very challenging and we need to bring in those partnerships with people who have expertise in those 

markets.  So for example, in Egypt we’ve had a long time partnership with Project Hope going back to 

1999 and they help not only do training of physicians, understanding of what Gaucher disease is, we 

work with expert medical committees.  And really, now I would say the physicians in Egypt are some of 

the top experts in the world and we have had a great long time partnership with Project Hope and really 

have made a huge difference in the lives of Gaucher patients in Egypt and that’s just one example. 

I think there’s so many components to building a sustainable treatment environment and we are so 

happy to be one component in that where we’re able to help physicians have an understanding of the 

benefits of treatment, how to administer treatments and also of course, raising awareness and 

understanding how to diagnose a rare disease patient. 

Dan:  Excellent.  I can’t wait to see what the next 30 years hold for this program.  Bonnie, do you have 

any final thoughts you’d like to leave us with? 

Bonnie:  Yes.  I’d just like to say that I think there are so many great examples of how this program has 

impacted lives of patients and we love to hear the stories of patients getting married and getting 

education, contributing to society, even having families of their own and I think what’s great is when we 

look back on these 30 years.  We’ve had, of course, many changes in the world even with our company, 

right?  We’ve had changes in leadership, name changes.  However, I think this has been such a core 

component to the company and is really just part of our DNA helping patients who otherwise don’t have 

access to treatments.  It’s just something that we believe is the right thing to do and I certainly hope 

that Henri would be proud that 30 years later we are still continuing his legacy and really have seen the 

impact of this program around the world and look forward to the future. 

Dan:  As do I.  Well Bonnie, thank you for sharing with us today and I wish you all the success in the 

world and I can’t wait to see what this program has in store for us next. 

Bonnie:  Thank you so much, Dan. 

And that does it for this episode.  For more information about the Sanofi-Genzyme and the Rare 

Humanitarian Program, visit sanofi.com.  And don’t forget to check out our other podcasts, web 

seminars, white papers, videos, virtual panels, e-books and more at pharmavoice.com.   

 

Until next time, I’m Dan Limbach. 


