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Expanding and Informing 
Journalistic Coverage of 
Rare Diseases

In 2021, with newsrooms around the world riveted 
by the impact of COVID-19, the world’s healthcare 
journalists found it daunting to pitch to their editors 
any stories that were not related to the virus. Yet at the 
same time, health reporters and editors were thirsty for 
compelling stories about topics other than COVID-19 
— especially ones that gave hope to pandemic-weary 
audiences.

Covering rare diseases is a particular challenge for 
journalists because the word “rare” itself implies 
the topic is not of particular interest to mass-market 
audiences. On the contrary, the number of rare disease 
patients and those who love and care of them may 
easily number half a billion people – and the advances 
being made in diagnosis and treatment are of interest to 
man more.

Against this backdrop, the National Press Foundation 
with the support of the Ipsen Foundation tackled this 
challenge by organizing a three-day online conference 
to inform journalists about recent scientific progress 
in understanding, diagnosing and treating and writing 
about rare diseases with nuance and sensitivity. 

Twenty fellows were then selected and offered the 
opportunity to travel wherever they needed to do the 
stories they deemed most important to their audiences. 

This volume brings together some of their extraordinary 
reporting. Their work includes newspaper, magazine 
and science journal articles, video, online stories, radio 
broadcasts and moving photographs.  The fellows’ 
work comes from the United States, Central and South 
America, Europe, Africa and Asia. 

For Radio Sweden, Anna Larsson reported that 
new genomic techniques have given 1,000 to 2,000 
Swedes new genetic diagnoses and brought clarity 
to their mysterious symptoms. U.S. Freelance 
biomedical journalists Bob Rohr wrote about advances 
in phenylketonuria and Meeri Kim’s story about 
acute myeloid leukemia offered hope in the form of 
information about emerging research.

This volume also includes stories on rare diseases from 
across Africa. In Kenya, Mactilda Mbeny wrote about 
microcephaly, debunking the widespread belief that 
the condition is caused by witchcraft. Ridwan Karim 
Dini-Osman produced a six-minute radio feature about 
the availability of rare disease treatment in Ghana for 
the PRX program “The World,” which has a worldwide 

reach. And Clement Edward Msiska filed a poignant 
account of a family with a rare form of hemophilia for 
Malawi’s Capital One Radio network.

We hope that this selection of articles will give offer 
patients and their families solace in knowing that 
readers and listeners around the world care about their 
fate. And we offer all resources and videos from the 
training free to download from the National Press 
Foundation website, in hopes they will inspire other 
journalists around the world to cover this vital topic. 

National Press Foundation thanks the Ipsen Foundation, 
in particular Dr. James Levine and Yannick Tanguy, for 
their unfailing support.

Sonni Efron 
CEO, National Press Foundation, Washington D.C.

Because we can’t  
wait longer

The Fondation Ipsen is committed to improve the 
condition of people living with a rare disease and to 
raise public awareness about their daily lives. 

Because living with a rare disease can be difficult or 
even very difficult. 

Because a rare disease is not always easy to diagnose, 
whether because of a lack of knowledge or a lack 
of resources. As you will see in this book, not all 
countries have the same resources to support patients, 
unfortunately. 

Because seeing your health decrease is a terrible ordeal, 
especially if there is no treatment. Because living with a 
difference is not easy, especially in communities where 
norms are suffocating and draconian. 

Because living sick without doctors being able to 
determine a diagnosis is a leap into the unknown. 

It is for all these reasons that this book exists. 

It is for all these reasons that we have selected all these 
talented journalists: to bring you testimonies from all 
over the planet to enable you to understand, if not to 
join in, the daily fight of 300 million people who live 
with a rare disease.

You can now prove by your commitment that these 
persons are not alone. 

Yannick Tanguy, PhD 
Fondation Ipsen, Paris.
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Sandra 
CUFFE
Guatemala

4↑ Contents



5↑ Contents



6↑ Contents



7↑ Contents



8↑ Contents



Ridwan Karim Dini-Osman is a 
multiple award-winning development 
journalist and news anchor based in 
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Dini-Osman is a Pulitzer Centre 
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a 2021 fellow of the University of 
Rhode Island’s Metcalf Institute 
Annual Science Immersion 
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the 2021 International Center for 
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He holds a Bachelor’s Degree in 
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Kelechukwu Iruoma is a multi-
award-winning Nigerian freelance 
journalist with five years of 
experience in investigative, 
development and solutions 
journalism. His works on global 
health, environment, education, 
social justice, politic, and business 
have been published by Al Jazeera, 
Thomson Reuters Foundation, NPR, 
The Fish Site, African Business 
Magazine, TRT World, Global 
Sisters Report, among many others. 
Kelechukwu is a committed journalist 
who speaks for the voiceless. 

Kelechukwu has won local and 
international awards for his work on 
environmental crime, corruption, and 
social injustice. Last year, he emerged 
the overall winner in the Business 
Category of the West Africa Media 
Excellence Conference and Awards 
(WAMECA). He was recently 
announced as the runner-up for the 
Society of Environmental Journalist 
Reporting Awards on Environment.

Kelechukwu 
IRUOMA
Nigeria
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Meeri N. Kim, Ph.D. is a freelance 
science and health journalist 
based in Pasadena, CA. She 
contributes regularly to a number 
of news publications including The 
Washington Post, Inside Science, 
CURE Magazine, and Optics & 
Photonics News. Her work has also 
appeared in VICE’s Tonic, HuffPo, 
The Philadelphia Inquirer, and Slate.
com. Meeri enjoys writing about 
the intersection of technology and 
medicine. She has written about 
the use of virtual reality for pain 

management, people with diabetes 
hacking their own insulin pumps, and 
how virtual assistants can help the 
elderly feel less lonely.  
 
Meeri received her Ph.D. in 
physics with a dissertation focus on 
biomedical optics and neurology 
from the University of Pennsylvania 
in 2013. In her free time, she enjoys 
hiking with her dog Zeus, exploring 
the city on her bike, and eating 
dessert. 

Meeri N. 
KIM
USA
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Anna Larsson has studied journalism 
at the University of Gothenburg. She 
also studied medicine at Karolinska 
Institutet in Stockholm for three 
years. She is employed as medical 
reporter at Swedish National Radio. 
Her duties are mainly to cover 
news in the field of medicine and 
health care. She has published radio 
documentaries, reportages and 
articles on the website of Swedish 
Radio. 1999 came her first book 
about caring for elderly relatives 
(partly documentary)  - ‘Med varmt 
hjärta och vässade klor’. 2009 she 

was rewarded the Söderbergska 
journalistpriset for integrity, 
knowledge and high quality in 
journalism. She also got awarded for 
reportage on children’s cancer 2018. 
She is a pHd student at Karolinska 
institutet with the subject ‘Medicine 
and the Media’, now preparing for 
disputation. 2020-2021 most of her 
working time at the newsdesk has 
been dedicated to the effects and 
future of the corona pandemic.
Anna Larsson lives in Stockholm.
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Sweden
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Mactilda Mbenywe is a Health and 
Science Journalist at The Standard 
Group a Mainstream Media House 
in Kenya, for the past four years, 
Mactilda has transformed Health 
Reporting in Kenya. Apart from her 
passion for health, she has been a 
key pillar in reporting Gender issues, 
especially issues touching on the 
vulnerable groups in society. 
Mactilda has also worked at Nation 
Media Group another Mainstream 
Media house in East Africa.

She is a member of The Association 
of Media Women in Kenya 
(AMWIK) and The Media for 
Environment, Science, Health and 
Agriculture (MESHA) she holds 
Honors in Journalism Studies from 
Maseno University and is currently 
a Masters Degree Student in 
Communication Studies at the same 
university. 

Mactilda 
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Kenya
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Clement Msiska is a Social and 
Governance Journalist working with 
Capital Radio Malawi since 2016.
He holds a Bachelors Degree in 
Journalism and Mass communications 
obtained at Pentecostal Life 
University (PLU) in 2021 and a 
Diploma in Journalism obtained at 
the Malawi Institute of Journalism 
(MIJ) in 2013.
Before Joining Capital Radio, 
Clement worked as a communications 
assistant (internship) for Youth 
for Development one of the local 
organisation working towards the 

advancement of young people. 
Clement also worked as an intern 
for Matindi Radio for a period of six 
months, during his time at Matidi 
Radio, he was assigned to report on 
governance issues.
Over the years, he has won two 
awards, one in health (Tuberculosis) 
reporting courtesy of the World Bank 
in Malawi (in 2018) and another one 
on the promotion of human rights 
courtesy of the United Nations Office 
on Drugs and Crime UNODC in 
Malawi (2019)
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William Newton is a healthcare 
reporter for GlobalData Healthcare 
and Clinical Trials Arena covering 
drug development in rare diseases, 
central nervous system diseases, 
ophthalmology, and head and neck 
cancers. His work focuses on the 
implication of clinical trial results 
on drug advancement, approval and 
uptake, and insurance coverage. 
Previously, he worked at the 
healthcare information firm Close 
Concerns, where he covered breaking 
news in diabetes therapeutics and 
technology for the company’s 

industry-facing publication. He 
graduated Williams College in 
2020 and worked as a News Editor, 
Executive Editor, and Managing 
Editor of the Williams Record. 
Outside of health journalism, William 
enjoys ultimate frisbee, basketball, 
and crosswords.

William 
NEWTON
USA
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Marielba Nunez is a freelance 
Venezuelan journalist, based in 
Caracas,
specialized in health and science. Her 
recent work has been focused on
portraying the complex humanitarian 
emergency in her country. She has 
worked as reporter and editor in 
Venezuelan print and digital media, 
mainly in the newspaper El Nacional, 
where she coordinated the sections 
of science, society and in-depth 
journalism. She has also collaborated 
with national and international media 
outlet as Armando.Info, Scientific 

American in Spanish and Scidev. She 
holds a bachelor’s degree in Social 
Communication from the Universidad 
Central de Venezuela, a master's 
degree in Science Communication 
from Universitat Pompeu Fabra, 
Barcelona, Spain, and was selected 
as a Knight-Wallace fellow at the 
University of Michigan 2020. She 
wrote chapters for the books As   nos 
toc   vivir. Historias que est  n detr  s 
de la pobreza (UCAB, 2006) and 
Unbias the news. Why diversity 
matters for journalism (Hostwriter, 
2019).
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Venezuela
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My name is Esther Oluka, a 
journalist working with the Daily 
Monitor, a print Newspaper in 
Kampala, Uganda. I ventured 
into Journalism, professionally, in 
2012 soon after graduating with a 
Bachelors degree in arts in Mass 
Communication at Uganda Christian 
University (UCU), a learning 
institution in Uganda. 
One of the areas I love writing about 
is health because it’s relatable and by 

writing stories on the subject, they 
make an impact on people’s lives in 
one way or another. 
I am delighted to be part of this 
fellowship program covering Rare 
Diseases. I hope to learn a lot from 
other colleagues during the program 
as well as understand more about the 
subject. 

 

Esther 
OLUKA
Uganda

73↑ Contents



74↑ Contents



75↑ Contents



76↑ Contents



77↑ Contents



Erin Prater is a veteran 
communications professional with 
more than 20 years of experience in 
writing, editing, content planning, 
social media/website management 
and page/graphic design for 
newspapers, magazines and 
publishing houses. She currently 
serves as the assistant city editor at 
The Gazette in Colorado Springs, 
Colo., where she also covers 
education, health and the military. 
Aside from The Gazette, her work 
has been published on Military.com 
and in Stars and Stripes, among 
other publications. She has earned 
a graduate certificate in health 

communication and promotion 
from Washington State University's 
Edward R. Murrow College of 
Communications, as well as a 
certificate in copyediting from the 
University of California at San Diego. 
She is currently pursuing a master of 
public health with a focus in health 
education and promotion through the 
University of Alabama.
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USA
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Bob Roehr is a freelance biomedical 
journalist based in Washington, DC 
who has written extensively for 
The BMJ, Leaps Magazine, New 
Scientist, Scientific American and 
other publications. Beginning in 1993 
and continuing for fifteen years he 
was Washington correspondent for a 
dozen gay newspapers, the lead ones 
being The Bay Area Reporter (San 

Francisco) and Windy City Times 
(Chicago). An historic focus of his 
reporting has been the biological, 
environmental, and social factors of 
HIV and infectious diseases; more 
recently it has expanded to include 
the human microbiome and an 
ecosystem approach to health. 

Bob 
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USA
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Anna Sawerthal is an editor at 
the Austrian daily newspaper „Der 
Standard“, at the international desk. 
Her main focus of interest is Asian 
affairs. She received her MA degree 
in Tibetan and Buddhist Studies from 
the University of Vienna and studied 

cultural transfer processes between 
Asia and Europe for her Ph.D. degree 
at Heidelberg University in Germany. 
She has travelled extensively in 
Asia, and the Himalayan region in 
particular.

Anna 
SAWERTHAL
Austria
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Limpho Sello is full-time journalist 
attached to Lesotho Times and 
Sunday  Express newspapers based in 
Maseru Lesotho.
She started her career eight years ago 
and has keen interest on health related 
issues. She holds an Associate Degree 
in Journalism and Media.
The award-winning journalist is 
working hard to grow her brand name 
both nationally and internationally.
Limpho has written general news, 
politics, health, social and human 
rights issues until she moved and 
found passion in heath and social 
issues. She is a recognised senior 
Health and Social issues Journalist 

in the country. She has received 
recognition from the Ministry of 
health where she scoped her first 
award as a best health reporter in 
2016; appreciation award from the 
Lesotho Nurses Association in April 
2021 and overall winner of 2021 
LNIG/MISA Lesotho Women in 
Media Awards. 
Limpho has been fortunate to become 
part of the 52nd  Training Course for 
Young African Journalists in Cairo, 
Egypt in2018. She participated at 
the Breaking Down Borders Africa 
Youth summit in Johannesburg, South 
Africa in 2019, and the 3rd Southern 
Africa Youth Forum (SAYoF)2021 in 
August 2021, as a panellist.

Limpho 
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Stephen Tsoroti is a journalist from 
Zimbabwe. He is a versatile writer 
who reports on a number of beats 
that including health, environment, 
politics, human rights, arts and 
culture, and developmental issues. 
Some of his articles have resulted 
in policy shifts at government level 
and sparked national debate in 
Zimbabwe. Since working as a full 
time and as a freelance journalist, 
Stephen’s work has been published in 
his home country and abroad. He has 
won several journalism awards and 
fellowships that includes;   Journalist 
of the Year Award (Zimbabwe 

Biodiversity Award 2000), Best Idea 
Awards (The British Council Arts 
Competition Award 2000), Journalist 
of the year Award (Environment 
Africa Award 2015), World Bank 
Investigative Journalism fellowship 
Arusha Tanzania (2004), National 
Press Foundation: Journalist to 
Journalist health fellowship (2015), 
Money Trail Illicit Financial Flows 
Investigation Project Grant recipient- 
Journalismfund.eu (2019),Thomson 
Retuers Foundation fellow,-
COVID-19 Crisis Reporting Hub – 
sub-Saharan Africa (2020). 

Stephen 
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David Wahlberg has been the 
health reporter at the Wisconsin 
State Journal in Madison since 2005. 
He previously covered health and 
other topics at the Atlanta Journal-
Constitution, Ann Arbor (Mich.) 
News, San Bernardino (Calif.) Sun 
and Wausau (Wis.) Daily Herald. 

At the State Journal, his projects 
on patient safety, rural health care, 
doctor discipline, organ transplants 
and cancer research have won 
national awards.

David 
WAHLBERG
USA
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About Fondation Ipsen
There are 7,000 rare diseases affecting 300 million people worldwide. 75% of patients are child-
ren. 1 in 2 patients do not have an accurate diagnosis. A quarter of patients wait 4 years to get a 
diagnosis. Our program brings together world experts to improve this dire situation.

About The National Press Foundation
The National Press Foundation is a 501(c)(3) whose mission is to “make good journalists better.” We 
educate journalists on the complex issues of the day and train them to use the latest reporting tools 
and techniques. The foundation recognizes and encourages excellence in journalism through its 
awards and fellowships.

Since 1976, the foundation has provided in-person professional development opportunities to thou-
sands of editors, producers and reporters, helping them better understand and explain the effects of 
public policy on readers and viewers. All NPF programming is free and on the record.

National Press Foundation is funded by journalism organizations, foundations, corporations and 
individual benefactors. We are grateful to our funders who are listed here.

Prior to the novel coronavirus, NPF programs were held in the nation’s capital, around the United 
States and overseas. During the global pandemic, we are offering all-virtual training, and continuing 
to bring journalists together with leading authorities to discuss significant issues ranging from health 
and economics to politics and policy. NPF produces digital curriculum from these fellowships and 
briefings that are posted to our website, allowing journalists across the world to access the best 
expertise and enhance their reporting.

Journalists are currently under fire, overworked, underpaid, and too often threatened with violence. 
The landscape for media continues to deteriorate with widespread layoffs, newsroom closures, 
mistrust, and disinformation. Against this grim background, the National Press Foundation’s mis-
sion—making good journalists better—has become more necessary than ever.

About the collaboration
The National Press Foundation and Fondation Ipsen plan to select and train a delegation of the 
world’s leading journalists to focus on Rare diseases. The goal of this meeting is to connect leading 
Science journalists to patients, scientists, caregivers and patient groups.

The National Press Foundation and Fondation Ipsen will select a group of international journalists 
to participate in a four-day training program to offer them the opportunity to interact with scientific 
experts and learn better ways to communicate information on rare diseases to the general public 
(detection, diagnosis, molecular biology, symptoms, etc.). The convening will reveal newly published 
scientific information and facilitate interaction between journalists, scientists and patients.
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In an era of global social media, rampant disinformation, and distrust of experts, the role 
of well-educated science and medical journalist is more critical than ever. 

Today, journalists do not merely inform the public of new scientific advances. They must 
provide critical context and model a dispassionate attitude and a long-range outlook that 
can boost public confidence. At best, they awaken compassion.

Sonni Efron 
CEO, National Press Foundation, Washington D.C.

The plight of patients with rare diseases is a critical unmet need of patients in healthcare. 
The statistics are frightening; there are 7000 rare diseases in the world that affect 
350,000,000 people. One in eleven Americans has a rare disease. Three-quarters of 
patients with rare diseases are children and only half of patients receive an accurate 
diagnosis. The average delay for a patient to receive a diagnosis with a rare disease is  
1 1/2 years. It is deeply concerning that one in four patients with a rare disease waits four 
years for an accurate diagnosis. There is an urgent need to communicate knowledge and 
expertise in the field of rare disease detection.

James A. Levine 
MD, PhD, Professor, Fondation Ipsen, Paris


