
DBANEWSLETTER

Vo l u m e  8    N u m b e r  2  S p o n s o r e d  b y :
S p r i n g  2 0 0 8

1

Welcome!  
By: Dawn Baumgardner

We have made remarkable progress; 
we encourage you to read all the way 

through our amazing newsletter.
Please know that it is only with your 
continued support that we are able to 

reach our goals!

Attention DBA Investigators!
$1 Millon Research Funding Opportunity

There is so much to learn from a child…your child, my child, every child. A young peacemaker, 
poet, and author, the late Mattie Stepanek, eloquently wrote, “Unity is strength… when there is 
teamwork and collaboration wonderful things can be achieved.” The wise words of this remarkable 
thirteen year old young man exemplifies the relationship of two not-for-profit organizations dedicated 
to improving the lives of all Diamond Blackfan Anemia patients. 

The Diamond Blackfan Anemia Foundation, Inc. (DBAF) was founded in 1994 by parents of children 
with DBA. The mission of the Diamond Blackfan Anemia Foundation, Inc. is “to collectively and 
actively generate funds for the charitable and scientific purpose of furthering, by clinical study, 
laboratory research, publication and teaching, the knowledge of the disorder known as Diamond 
Blackfan Anemia (DBA). Our intentions are to share this knowledge, to inform, to lend support, and  
to communicate with all families of DBA patients.”

The U.S. Federal Government has issued a program announcement for The Department of Defense 
Peer Reviewed Medical Research Program (PRMRP). This year, a $1 million Congressional 

ReseARch hIghlIght  
By: Steven R. Ellis, Ph.D, Professor of Biochemistry, University of Louisville  
Research Director, Diamond Blackfan Anemia Foundation

It’s Official! DBA is a ribosome-based disease. Well, as official as anything can become in the 
world of science which basically means that there is a general consensus among workers in the 
field that DBA is caused by a failure in the production of ribosomes. This is particularly important 

Progress in Diamond Blackfan Anemia  

By: David Nathan, M.D., President Emeritus, Dana-Farber Cancer Institute 
Robert A. Stranahan Distinguished Professor of Pediatrics and Professor of Medicine, Harvard Medical School

Progress in our understanding of Diamond Blackfan Anemia has been astonishing in the past  
decade. We have known since its first descriptions that it is a genetic disorder with widespread 
effects on growth, bone and occasionally kidney development and above all on erythropoiesis. 

celebrating the 9th Annual DBA International consensus conference  

By: Sheldon H. Putterman, M.D., CME LLC / Beam Institute

Central to the professionalism of Health Care Providers is the concept of “lifetime learning” so as to 
assure that the most relevant information is available to the practitioner serving his or her patients. 
How fortunate are you, the families of Diamond Blackfan Anemia patients, to have such dedicated 
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Diamond Blackfan Anemia                When we all work together, anything is possible!



clInIcAl cARe hIghlIghts
CenteR FOR DIseAse COntROL:

CDC and DBA, Partnering to Improve Quality of Life
The Centers for Disease Control and Prevention (CDC) is the primary 
Federal agency for conducting and supporting public health activities 
in the United States. CDC’s focus is not only on scientific excellence 
but also on the essential spirit that is CDC – to protect the health of all 
people. CDC achieves its mission to ensure health protection through 
promotion, prevention, and preparedness. 

CDC’s Prevention Research and Awareness Activities
CDC has a lot of experience working in other hematologic diseases such 
as hemophilia, a hereditary bleeding disorder that affects about 20,000 
individuals in the US. CDC has demonstrated that coordinated specialty 
care provided through Hemophilia Treatment Centers resulted in 40 
percent lower mortality and hospitalization rates among hemophilia 
patients who visit a specialty center. By collecting information about 
medical outcomes and complications, new therapies and approaches 
can be developed to improve care. Also providing educational materials 
and programs can help patients and their healthcare providers to be 
more informed and assist families in engaging in activities to improve 
their health. These were the primary principles in initiating a CDC 
program for DBA.

Providing Information about DBA 
CDC together with nurses and doctors from DBA resource centers have 
developed a series of fact sheets for DBA families that will be on the 
CDC website soon. The brochure and fact sheets are:

Brochure and Fact Sheets
	 •	 DBA	Patient	and	Family	Brochure
	 •	 Chelation	Therapy	Fact	Sheet
	 •	 Provider	Fact	Sheets
	 •	 Corticosteroid	Therapy	Fact	Sheet
	 •	 Stem	Cell	(Bone	Marrow)	Transplant	Fact	Sheet
	 •	 Blood	Transfusion	Therapy	Fact	Sheet
	 •	 Resources	Fact	Sheet

To access the CDC website on DBA,  
visit http://www.cdc.gov/ncbddd/hbd/dba/default.htm 

For more information, contact Sally Owens, CDC at SOwens1@cdc.gov
Or call 404-498-6730

Clinical Resource Center network 
CDC is working with a network of Diamond Blackfan anemia (DBA) 
clinical resource centers to advance research and improve the quality  
of life of people with DBA. At these centers, specialists from many  
fields work closely with local health care providers to meet patients’ 
individual needs. 

The clinical resource center network aims to: 
 
	 •	 Provide	specialized	health	services	to	help	prevent	and	reduce	 
  complications of DBA. 
	 •	 Learn	whether	the	care	received	at	these	centers	makes	a	 
  difference in the lives of people with DBA. 
	 •	 Increase	awareness	of	DBA	among	other	doctors	to	improve	early	 
  diagnosis of people with DBA. 
	 •	 Gather	important	health	information	about	people	with	DBA	by	 
  encouraging patients to enroll in the Diamond Blackfan Anemia  
  Registry or DBAR. This information will help support research on  
  the genetics, treatment, and the way DBA effects people with  
  this condition. 

DIAMOnD BLACKFAn AneMIA 
national Resource Centers

schneider Children’s hospital 
Adrianna vlachos, MD 
Assistant Professor of Pediatrics 
Albert einstein College of Medicine
Head, Bone Marrow Failure Program 
Director, Diamond Blackfan Anemia Registry 
269-01 76th Ave., Room 255
new Hyde Park, nY 11040
Main number: 718-470-3024

university of texas southwestern Medical Center
George Buchanan, MD
Professor of Pediatrics 
5323 Harry Hines Boulevard
Dallas, TX 75390-9063
Director, Division of Hematology-Oncology
Department of Pediatrics
Main number: 214-456-2382

stanford university Medical Center
Bertil Glader, MD, PhD
Stanford University School of Medicine
lucile Packard Children’s Hospital
Professor of Pediatrics and Pathology
Division of Hematology/Oncology
1000 Welch Road, Suite 300
Palo Alto, CA 94304
Main number: 650-723-5535 

Children’s hospital Boston
ellis J.neufeld MD, PhD
Associate, Professor of Pediatrics
Harvard Medical School
Associate Chief, Division of Hematology/Oncology 
Karp Building, Room 08210
300 longwood Avenue
Boston, MA 02115
Main number: 617-355-82462



The Diamond Blackfan Anemia Foundation – “Who We Are”

The Diamond Blackfan 
Anemia Foundation, Inc. 
(DBAF) was established 
in 1994 by a group of 
concerned parents of 
young DBA patients 
who sought to become 
actively involved in 
supporting each other 

and in raising research funds. The fears and isolation of having a child 
diagnosed with a rare disorder, coupled with the frustration of not 
being able to attain information and the lack of “anything being done,” 
motivated six families to join forces and institute the DBAF.  The goals 
of the Foundation remain constant.  

We exist for you, the DBA patients and their families. We exist to 
support you and to inform you. We exist to fund scientific, laboratory, 
and clinical research that will further the knowledge, understanding, 
and the treatment of Diamond Blackfan Anemia. We exist not only for 
our families, but because of our families. Our DBA families continue 
to support the DBAF’s goals through their personal donations, tireless 
fundraising efforts, and involvement in various support groups, focus 
groups, and research initiatives. We are grateful to our families for their 
commitment to our mission. The DBAF strongly encourages all of our 

families to partner with us in making a difference in the lives of all DBA 
patients. We warmly welcome new board members and are always 
open to new ideas and initiatives. 

Thus far, the DBAF has partially funded approximately forty major 
research projects that have ultimately resulted in the establishment of 
the DBA national Registry, the discovery of defective “DBA genes”, a 
better understanding of DBA on both the molecular and genetic levels, 
the development of promising animal models, novel approaches to 
less toxic treatments, and encouraging advances towards successful 
therapeutic cures. Furthermore, we have cosponsored International 
Consensus Conferences sponsored by the Daniella Maria Arturi 
Foundation, and have sponsored national family retreats providing our 
families the opportunity to meet the “DBA experts” and other DBA 
families. (Please read the Camp Sunshine article in this newsletter!) 
Because our organization is staffed by volunteer parents, under the 
guidance of world-class medical professionals, we are very proud that 
all of the funds that have been raised by our wonderful families have 
been used to support these essential projects.  

We are proud of our accomplishments but recognize that our goal of 
a cure is not yet realized. Your participation is needed. To learn more 
about the DBAF, please contact Dawn Baumgardner at (716) 674-2818.

Daniella Maria Arturi Foundation – “Who We Are”

The Daniella Maria 
Arturi Foundation 
(DMAF) was established 
by Manny and Marie 
Arturi shortly after the 
death of their daughter, 

Daniella Maria Arturi, in 1996. When Manny and Marie learned they 
had a child with such an extraordinarily rare disorder it was extremely 
difficult to find information and experienced doctors in this area. They 
did not want the lack of information and alternative treatment protocols 
to affect any other child suffering with DBA. With this goal, Manny 
and Marie created the Foundation in order to improve the clinical care 
environment, disseminate information, and support research initiatives 
that would work toward a cure for DBA.
            
The primary focus of DMAF has been scientific, through the support of 
international medical conferences as well as domestic research and 
public awareness efforts. The foundation depends on its own funding 
purely from private donations enabled by an annual golf outing, silent 
auction and dinner hosted by Marie, Manny and vic Hadfield, the former 
new York Ranger hockey great that has been a key player in the fund-
raising efforts.  Through continued generosity, kindness and support 
DMAF has raised close to $1.8M dollars over the last 10 years.  The 
proceeds raised allow us to continue funding research projects that are 
making a difference in a wide range of areas including gene discovery, 
animal model experimentation, DBA national Registry efforts to track 

patients, development of cell lines, and ribosomal protein function 
studies.  

DMAF also coordinates the DBA Government Advocacy and Public 
Awareness campaign that works to educate Members of Congress 
and the agencies of the Department of Health and Human Services 
to understand the value of DBA research. These efforts, which were 
aided early on by a wonderful letter writing campaign from many DBA 
families across the country, have led to tremendous Congressional and 
Federal support that the entire DBA community can be proud of. The 
national Institutes of Health has now funded over $25M through the 
national Heart lung Blood Institute’s research grant dedicated to the 
study of DBA and related bone marrow failure research.  Additionally, 
$500,000 annually is provided within the President’s budget to fund the 
Center for Disease Control’s DBA Public outreach program, which has 
established the four DBA Centers across the country.  The U.S. Congress 
has also continued to show their tremendous support for advancing DBA 
research, which was demonstrated in a remarkable way on October 
15, 2007, through the passage of the DBA Bill, House Resolution 524. 
DMAF has long believed that studying DBA will have broader benefits 
to understanding links to other, more prevalent disease groups. This has 
been validated by the recent discovery that the ribosomal deficiency 
problem in DBA is linked to myelodysplastic syndrome (MDS). This 
discovery has greatly expanded the understanding of DBA and has 
opened up a new, exciting direction to this field of scientific research. 
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DBA sPotlIght

Robert J. Arceci, M.D., Ph.D
King Fahd Professor of Pediatric Oncology
Professor of Pediatrics, Oncology  
and the Cellular and Molecular Medicine Graduate Program
Kimmel Comprehensive Cancer Center at Johns hopkins
A physician/scientist who has concentrated his work in pediatric hematology and oncology,  
Dr. Arceci’s focus is on translational research in pediatric malignancies and serious blood 
disorders as well as optimizing comprehensive care for children and adolescents with cancer. 
He has been particularly involved in the development of novel therapeutic targets and 
immunotherapies to improve outcomes while reducing adverse side effects in patients with  
acute myelogenous leukemia.

Jason Farrar, M.D. 
Completed his undergraduate studies at Rhodes College in Memphis, Tn. He completed his 
medical training at the University of Arkansas School of Medicine. He completed his residency 
training in Pediatrics at the Children’s Hospital of Wisconsin before entering the Pediatric 
Hematology/Oncology training program at Johns Hopkins and the national Cancer Institute 
as a Clinical Fellow. He is currently an Instructor of Pediatrics and Oncology at Johns Hopkins 
with continued research interests in bone marrow failure and DBA, cancer predisposition and 
epigenetic changes in pediatric cancers.

Drs. Robert Arceci and Jason Farrar of Johns Hopkins University led 
an international team of researchers in the discovery of RPL35A as the 
first DBA gene to encode a protein of the large ribosomal subunit. This 
discovery indicated that any of the 80 ribosomal proteins genes of the 
human genome could potentially be DBA genes providing impetus for 
the large scale sequencing effort discussed in the accompanying article. 
Dr. Arceci, an Internationally-recognized pediatric oncologist, was 
drawn to DBA research after consulting on a DBA patient and realizing 
this patient had a relatively small chromosome deletion, which pointed 
the way to the RPL35A gene. Dr. Jason Farrar, a Pediatric Hematology/

Oncology Fellow at Johns Hopkins, took on the DBA project in the Arceci 
laboratory and the rest, as they say, is history. Their efforts, together 
with collaborators from Boston to Baltimore, london to louisville, and 
many points in between have led to yet another major advance in the 
field of DBA research. Dr. Arceci points out that the success of this and 
other research on DBA also critically depends on patients and families 
willing to share their stories and tissue samples. Drs. Arceci and Farrar 
plan to continue to do research on DBA thus adding to the growing list 
of scientists working for DBA patients and their families. Thank you Bob 
and Jason for your contributions now and in the future! 
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Welcome! Continued from Page 1

The Daniella Maria Arturi Foundation (DMAF) was established shortly 
after the death of Daniella Maria Arturi in 1996 by Daniella’s parents, 
Manny and Marie Arturi. The Mission of the Daniella Maria Arturi 
Foundation (DMAF) is to stimulate and support advanced Diamond 
Blackfan Anemia (DBA) research and clinical care initiatives, while 
increasing DBA awareness among the scientific, physician, and 
government communities. The collaboration of these efforts aim to 
enhance the understanding of DBA to make near term improvements in 
diagnosis, treatment, and direct patient care, while working toward a 
cure for DBA patients around the globe.

The DBAF and DMAF have worked closely over the years to fund DBA 
research projects and sponsor international scientific conferences. 
We are pleased to continue our joint efforts to publish the new DBA 
newsletter. Our intent is to inform our readers on a semi-annual basis 
of the ongoing news regarding Diamond Blackfan Anemia. Our hope 
is that you will find this publication a comprehensive, informative, and 
inspirational compilation of scientific, educational, and personal articles. 
The Diamond Blackfan Anemia Foundation and the Daniella Maria Arturi 
Foundation warmly welcome you to the first edition of our collaborative 
newsletter!

Do you have a story to share?  
Please send your story to dbafoundation@juno.com



YoUng InVestIgAtoR VIeWPoInt 
Thoughts about studying DBA from a Young Investigator  
By: Sioban Keel, M.D. 
University of Washington
Seattle, WA

Though my age doesn’t qualify me as terrifically young, I am actually 
only in the past two years transitioning to a research career after 
more than 10 years of medical training. The transition is incredibly 
challenging and exciting - though my current official job title (“acting 
instructor”) might make you wonder what exactly I do. I study red blood 
cell development in Dr. Jan Abkowitz’s laboratory at the University of 
Washington, and it was Jan who introduced me to Diamond-Blackfan 
Anemia and to the DBA community.

While DBA is rare, understanding its cause will likely offer big clues 
to many fundamental questions about how red blood cells grow. This 
makes DBA an important disease to study and attracted me to the 
field. This was elegantly realized this year at the American Society of 
Hematology Meeting when Dr. Benjamin ebert reported that dysfunction 
in another ribosomal protein causes a type of stem cell blood disorder 
in adults (MDS) with similarities to DBA. I am excited to see what links 

will be made next, and hopeful that I may draw some of them.

Intriguing questions make research interesting; but I’m also learning that 
good collaboration leads to answers, which is even more interesting. 
The DBA community has certainly embraced collaborative research. 
This is due in no small part to the efforts of Marie and Manny Arturi and 
the Daniella Maria Arturi Foundation (DMAF). I have participated in the 
Annual International Diamond Blackfan Anemia Consensus Conference 
in nYC for the past three years. While I was frankly scared to present at 
my first meeting, I quickly discovered that the DBA community welcomes 
new members and new ideas.  This conference has incredible science, 
an incredible cast of researchers, and is unique from other conferences 
as it gathers researchers and clinicians together in an informal setting 
with DBA families. For me, it holds the motivation to do research closely 
at hand and in doing so, it is a uniquely inspiring forum. I always leave 
new York excited to dig deeper into DBA.
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ReseARCh hIGhLIGht Continued from Page 1

given that ribosomes are arguably one of the most ubiquitous, important 
organelles in a cell. This consensus was reached based on a number of 
scientific discoveries of the past few years. There are now six examples 
of ribosomal protein genes affected in DBA. They include proteins of 
both ribosomal subunits large and small, suggesting that any of the 80 
genes in the human genome coding for ribosomal proteins are potential 
candidates for DBA genes. A consortium, led by the group at Schneider 
Children’s Hospital in new York and funded by the national Heart, lung, 
and Blood Institute, plans to sequence every ribosomal protein gene 
in patients in the north American DBA registry. The actual sequencing 
in this project will be carried out by the J. Craig venter Institute which 
was a major player in sequencing the entire human genome. Another 
important observation pointing to DBA as a ribosome-based disease 
came from a surprising front. Dr. Benjamin ebert in Boston was studying 
the refractory anemia associated with 5q-, a syndrome, a form of 
myelodysplastic syndrome that can progress to leukemia. Dr. ebert and 
colleagues were able to show that the refractory anemia associated 
with 5q- syndrome was caused by the loss of a ribosomal protein gene. 
The loss of this ribosomal protein gene results from damage to our 
DnA as we age. Thus, the anemia associated with 5q- syndrome can be 
considered an acquired form of DBA. 

Does it matter? So DBA has now been shown to be a ribosome-based 
disease, so what? By having the ribosome as the focus of DBA research 
it is now possible to move forward with much more directed scientific 
questions to learn more about the pathways by which a disruption of 

ribosome synthesis leads to cell death. Studies in another ribosome-
related disease, Treacher Collins syndrome (TCS), indicate that the 
protein p53 plays a central role in signaling cell death in cells where 
ribosome synthesis is disrupted. By inhibiting p53 function investigators 
can protect cells from the cell death arising from the ribosome 
deficiency in an animal model of TCS. Since p53 is a major protein in 
our anti-cancer defense, drugs that inhibit p53 may increase a person’s 
risk for cancer and therefore would not likely be an effective therapy 
for DBA. nevertheless, understanding the steps by which defects in 
ribosome synthesis signal to p53 activation may prove fruitful targets for 
drug development. 

Can it be that simple? All the evidence points to a reduction in the 
amount of certain ribosomal proteins as the root cause of DBA. One 
approach to DBA therapy would therefore be to increase the amount 
of the affected ribosomal protein. Radek Cmejla and colleagues have 
taken a page from the body builder’s manual as a possible therapy for 
DBA. It has been known for some time that the amino acid leucine 
stimulates ribosome synthesis in muscle, thereby increasing muscle 
mass. Cmejla and colleagues reasoned that if leucine was also able to 
stimulate ribosome synthesis in bone marrow cells that it might also be 
an effective therapy for DBA. While there have been some encouraging 
results published on their work, the number of patients treated is still 
very small and it is still too soon to know how effective this therapy will 
be. There is considerable interest in trying to develop a broader clinical 
trial on leucine therapy for DBA here in the US. 

DBA ICC Annual Meetings: has your reach information changed? 
Please e-mail lauren Carroll lcarroll@dmaf.org with your complete reach information.



Camp Sunshine 2008 Love Cup Trophy  
By: Bob Gunderson
in remission since age 6
Parent of DBA patient
Moderator of Blackfan-yahoo group 

Ah, springtime. The trees begin to bloom; the birds sing joyfully, 
the empty exjade bottles of winter give way to the fresh blood of a 
springtime transfusion. Spring-cleaning commences and, ever tidy, my 
feather duster makes a rare appearance. As I dust off all the mementos 
on my mantle, I wistfully dream of the one that is missing, the one 
that should have been, could have been. ever so close to realizing my 
ambition, to this day my soul yearns and my heart aches over the loss 
of that which is dearest to me, the Camp Sunshine love Cup Trophy. 
Yes, you heard correctly, the Camp Sunshine love Cup Trophy. Oh, go 
ahead and gloat, all you fiends in Phoenix and jesters in Jersey. I am still 
convinced you somehow cheated, give me a few years and I’ll figure  
out how!

What? Oh, that’s right; some of you have no clue of what I speak.  
Please allow me to explain, for those of you who have not had the 
experience of Camp. Camp Sunshine is the penultimate camp for 
chronically ill children, because it is actually the camp for chronically 
ill children AnD their families. I know of no other. located in beautiful 
Casco, Maine, on the shores of beautiful lake Sebago, Camp offers our 
families a week of relaxation, friends, food, and of course, games. The 
love Cup Trophy Games, to be precise. What about the kids, you ask? 
Who cares! You leave your kids in the care of many exceptional and 
devoted camp counselors, and become a kid yourself. Warning: Camp 
attendees are likely to contract long-term friendships at an alarming 
rate. Because we are such a small family in the DBA community, you get 
to see families you know and love. Or tolerate, whatever. Also, you get 
to know and love the volunteer camp counselors, and they get to fall in 
love with your children.

Did I mention the wealth of medical and research knowledge you also 
will receive? Usual attendees are the wonderful and dedicated Dr. Jeff 

lipton and Dr. Adrianna vlachos, as well as the amazing Dr. Blanche 
Alter from nIH, and a few chelation experts, like maybe Dr. Sujit Sheth 
and Dr. Gary Brittenham. They and others travel to Camp to meet with 
parents and patients and to share the latest news in the medical  
field. This is stuff you can’t get just anywhere, and all in one action 
packed week.

now, in case the official goings on aren’t enough to rave about, there 
are the “porch gatherings” most nights, incomparable and wonderful. 
Official goings on are daily activities for the kids while adults and 
parents attend scientific and medical sessions, games for the adults, 
group discussions for parents and adult patients, camp outs for the 
kids, a climbing wall, indoor pool, soccer field, putt-putt, volleyball, 
bonfire with toasted marshmallows, boating, teen center, lots of good 
food, and the list goes on and on. Oh, did I mention it is FRee??? You 
get yourself there; wonderful donors have happily given their money so 
you can experience the joy. And who are you to deprive them of that, I 
ask? Unofficial happenings are porch gatherings and developing lasting 
friendships with people who ACTUAllY UnDeRSTAnD your world (isn’t 
that cool?)!

And so back to the love Cup Trophy, the Holy Grail of Camp Sunshine 
adults. It’s maddening, it’s addictive, and it’s fun, even if you are a 
seasoned loser like me. So gloat away all you trophy holders – I own 
2008! The fix is in! Ah, I mean, the fun is um…pending! I would never 
cheat or bribe the judges or anything, not me……

So… Camp Sunshine, July 13- 18, 2008 – Be there! More information 
and an application are available at www.campsunshine.org.
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Attention DBA Investigators! Continued from Page 1

appropriation has been set aside specifically for “bone marrow failure 
disorder research”. Funding for an Investigator-Initiated Research Award 
focused on bone marrow failure disorder research can be requested for 
up to $900,000 total for the combination of direct and indirect costs for 
up to a 3-year performance period. 

The goal for this medical research funding is to “…support and advance 
the health and welfare of military personnel and all beneficiaries”. We 

encourage all DBA Investigators to take advantage of this opportunity! 
The mandatory Pre-Application Submission deadline is June 4, 2008. 
The Proposal Submission deadline will follow on July 2, 2008. For more 
information, contact Shannon Scott at Shannon@OBrienllC.com and 
review the Program Announcement and Application Instructions at 
http://cdmrp.army.mil/funding/prmrp.htm by clicking on “Investigator-
Initiated Research Award (Specific appropriation for bone marrow failure 
disorder research)”.

Please send questions to: dbafoundation@juno.com



nURses coRneR 
By: Ellen Muir, RN, CNS, CPON

Allow me to introduce myself. My name is ellen Muir. I have been a 
pediatric hematology/ oncology nurse since 1988. While I started work 
on a pediatric oncology inpatient unit, at Schneider Children’s Hospital, 
new York, I went back to school and attained my Master’s degree as a 
Clinical nurse Specialist. Since that time I was the Assistant nursing 
Care Coordinator on the inpatient Hem/Onc unit, worked as a staff 
member on the Bone Marrow Transplant Unit, became the Hem/Onc 
nurse educator and became certified as a pediatric oncology nurse 
through the Association of Pediatric Oncology nurses. 

In 1996 as a Clinical nurse Specialist at Mt. Sinai Hospital in 
Manhattan, nY I was introduced to Dr. Jeffrey lipton and Dr. Adrianna 
vlachos. At this time, I didn’t know much of Diamond Blackfan Anemia.  
I soon found out about the efforts of Dr. vlachos’ registry that she 
carried over from a fellowship project. 

In 1998, after having my twin girls I found the commute too difficult  
to Manhattan so, I came back to Schneider Children’s Hospital to work 
in the outpatient pediatrics hematology/oncology unit. Guess who  
was there when I came back? Dr. vlachos and Dr. lipton! Was it fate,  
or destiny? 

I say both! This is where I became expert at starting an Iv and gave 
4- 5 blood transfusions at one time. I also gave chemo to the oncology 
patients, which meant accessing mediport after mediport and broviacs.  
I could get blood from a stone, with a little creativity.

What does all this mean for the DBA nurse? I have been there and done 
that! If you have questions about blood, central lines, medications, side 
effects, or what the difference between a bone marrow and stem cell 
transplant are, I feel I can answer almost anything.

In a 20 hour work week, I help in coordinating the Diamond Blackfan 
Anemia Surveillance and Awareness Program (DBA SAP), which is 
federally funded to provide outreach to DBA patients nationally, with  
Dr. vlachos and DBA Registry staff.

Along with this I help to arrange visits for DBA patients and families to 
consult with Dr. vlachos in new York (a 2 day visit which includes the 

consult and research if interested).  I coordinate appointments with  
sub specialists as needed for each individual case. endocrine, 
cardiology, GI are some of the areas in which referrals have been made. 
We see approximately 14 DBA patients on a regular basis and manage 
their care.
 
The CDC has designated 3 other institutions as “DBA national Resource 
Centers” all having their own DBA nurse and physician set up for 
referrals similar to what we have. The detailed recommendations of the 
DBA SAP evaluation are communicated with the parents and physicians 
as well as anyone else who may benefit from this summary. For more 
information about the CDC DBA national Resource Centers, please go 
to www.cdc.gov and search Diamond Blackfan Anemia/DBA or see the 
CDC write up included in this newsletter.

education is a very large part of what I do. How many times have you 
gone for transfusion or lab work and the medical staff asks ‘what do you 
have again? Oh yeah, that’. It is part of my job to get the word out there! 
This rare group of patients exists and needs just as much help and 
attention as any other hematology/oncology patient.

Research is being done to find the genes for DBA. If the genes are 
found, a cure is not far behind! Please get involved! even if it is 
providing information to the registry. We have a few studies going on 
which require blood of the patient and the family members, please call 
for more information.

Did you know that we have a DBA nurse Hotline?
Toll free 1-877-DBA-nURSe (322-6877) or you can contact me by e-mail 
emuir@nshs.edu Please do not hesitate contacting me for anything! I 
am here for your benefit!
 
ellen Muir, Rn, Cns, CPOn has been a pediatric hematology/ 
oncology nurse since 1988. she has her Master’s as a Clinical 
nurse specialist is currently working with the CDC in 
coordinating the Diamond Blackfan Anemia surveillance and 
Awareness Program (DBA sAP) and works out of schneider 
Children’s hospital in Long Island new York.
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Daniella Maria Arturi Foundation – “Who We Are” Continued from Page 3

Through the DMAF’s DBA Annual International Consensus Conference, 
DMAF’s interaction with the international scientific and physician 
community has allowed us to become more directly involved in efforts 
to improve patient care. Coordination of the international experts in this 
field has resulted in a Clinical Care Consensus Document offering the 
latest opinions on how to diagnose and manage the care of patients 
with DBA. This document has been approved for publication within the 

British Journal of Hematology and will be on the internet for people 
to print for free. DMAF also continues to pursue the concept of an 
International Patient Data Registry.  The DMAF’s many collaborative 
efforts have helped us make great progress in furthering our mission 
to increase awareness and support DBA research to enhance the 
understanding of DBA and ultimately provide a cure for patients 
everywhere who are stricken with this disease. 



the PAtIent coRneR 
one Day 
By: Jason B. Rose, DBA Survivor
Keynote Speaker for the 9th Annual DBA ICC, March 2008

One day I dreamed of no longer 
needing to inject myself with 
Desferal and wait for 12 hours 
until the medicine was complete. 
One day I did not have to have 
my finger pricked with a needle 
to check my hematacrit. One 
weekend I no longer needed to 
be stuck with a needle and given 
a blood transfusion. One day I no 
longer had to take my Prednisone 
as a child which stunted my 
growth. One day I no longer had to 
worry about being susceptible to 
infections because my spleen I had 
removed remained inside of me. 

As the key note speaker at the 9th Annual Diamond Blackfan Anemia 
International Consensus Conference in new York City, I lived my dream. 
Sponsored by the Daniella Maria Arturi Foundation and the Diamond 
Blackfan Anemia Foundation, I thanked the doctors from around the 
world who continue to work hard to find a better treatment and cure for 
Diamond Blackfan Anemia. I told them about how I survived Diamond 
Blackfan Anemia for over 37 years and when I was 17 years old I went 
into spontaneous remission. no, I am not cured and my doctors have 
told me I could go into relapse. I am what I call a Diamond, one of the 
very few in remission. There are also Diamonds soon to be. 

At the conference I saw the incredible scientific progress made by the 
doctors who presented their new findings. I addressed the conference 
attendees and told them to never give up their Hope & Spirit the two 
greatest medicines a physician can give their patients. I told them to 
hold in their arms their DBA children, to look into their eyes of the DBA 
patients, to hold the hands of their adult DBA patients and tell them that 
they are committed to finding a better treatment and cure for Diamond 
Blackfan Anemia.

Thirty years ago we did not have 115 doctors, scientists and government 
officials gathered in one room to find a better treatment to help me. 
There was only my physician Dr. Morton Schwartzman and DBA experts  
Dr. Diamond and Dr. nathan on a long distance phone call with my 
parents talking about what they needed to do to keep me alive. Today 
the Daniella Maria Arturi Foundation and the Diamond Blackfan Anemia 
Foundations need your help to provide funding and other types of 
support for programs and services in your DBA communities. The  
best doctors, scientists, and medical researchers are working hard  
and determined to find a better treatment and a cure for Diamond 
Blackfan Anemia.

One day, every Diamond Blackfan Anemia patient, man woman, and 
child will hear these words, “We have found a cure.” Where will you be 
when you hear these words?
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Celebrating the 9th Annual DBA International Consensus Conference Continued from Page 1

care givers who each 
year meet to share 
the latest information 
available in their 
quest to do their best 
for their patients.

From the onset nine 
long years ago, 
concerned health 

care professionals have been given the opportunity to come together 
to share their knowledge through the support of the Daniella Maria 
Arturi Foundation and co-sponsored by the Diamond Blackfan Anemia 
Foundation since 2003.

During the past five years, the Annual Consensus Conference has tripled 
in the number of attendees. Researchers and care givers from around 
the world have assembled here in nYC to share the latest information 
from laboratory workbench studies to clinical care experiences. This 
meeting has become the Grand Central Station for sharing information 
being evaluated currently and through the interactions built on the work 
for the upcoming year. The meeting is a perfect model for showing how 
medical professionals educate themselves.

The American Medical Association and medical organizations around 
the world recognize the value of this consensus meeting and through  
the Beam Institute attendees are awarded Continuing Medical 
education credits.

Please forward your change of address or e-mail to continue receiving your newsletters to:  
dbafoundation@juno.com
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the PAtIent coRneR 
DBA Diagnosis Perspective  
By: Anu Narla, M.D., Fellow in Pediatric Hematology/Oncology, Children’s Hospital Boston, Dana Farber Cancer Institute

I sometimes wish that medicine were more like Gray’s Anatomy and not 
just because of Patrick Dempsey. On Tv, there is always an episode with 
a “medical mystery” and somehow the doctor always figures it out by 
the end of the hour no matter how rare or unusual the presentation. We 
see the doctor deliver the news to the grateful patient before the credits 
run and the next case begins.
 
When I walked into a patient’s room for the first time, I had absolutely 
no idea what was going on and not just because I was a medical 
student. The family wasn’t excited to see me; they did not want to talk 
about their daughter and her unusual anemia to yet another person in 
a white coat. It took us one week, not one hour, to figure out and then 
confirm that their child had Diamond-Blackfan anemia.
 
The starkest contrast from Tv was the moment after I delivered the 
diagnosis. There was a moment of relief for the parents that they now 
had a name for the condition but the story did not end there. It was 
immediately followed by a flurry of questions. What causes the disease? 
Can she be cured? What is the next step? 

There is no amount of reading or literature searching that can prepare 
you for the moment when a parent asks you if their child is going to be 
OK. Over the next month, we went through the handful of resources we 
could find and spoke to the few researchers working on the disease. 

We encouraged the family to join the national DBA registry, provided 
as much useful information as we could find, and discussed treatment 
options including steroids, blood transfusions and bone marrow 
transplantation. 

I knew, in my head, that I would meet many more patients during my 
medical training with more common diseases that need to be treated 
and research questions that need to be answered but, in my heart, I still 
wished I could do more for the little girl and the parents who were right 
in front of me. DBA may be a rare disease in the world but to that family, 
it had become the most important thing in their lives. 
I don’t know what ended up happening to the little girl but I hope that 
the next steps have been much easier than those first ones. 

My own journey has taken me from that month long rotation in pediatric 
hematology to a full-time fellowship in hematology/oncology at Boston 
Children’s Hospital. I have been doing research in the lab on novel 
treatment options for patients with DBA and it has been a privilege to 
work with an ever growing group of physicians, scientists, and patient 
advocates. 

It would be quite something to meet another new patient with DBA 
someday and be able to have it all figured out within an hour. 

Progress in Diamond Blackfan Anemia Continued from Page 1

More than forty years ago we learned that the failure of erythropoiesis 
(the making of red blood cells) could be ameliorated by the 
administration of ACTH or adrenocortical steroids. About twenty 
years ago we showed that erythroid progenitors are resistant to 
erythropoietin, that adrenal steroids reduce that resistance, that 
Diamond Blackfan erythroid progenitors develop apoptosis (early cell 
death) very rapidly in the absence of erythropoietin and that the red cells 
of DBA patients usually exhibit high levels of adenosine deaminase. This 
provides a useful test for the disorder. 

There matters stood until about ten years ago when a fortunate 
series of chromosome abnormalities revealed that about 25 percent 
of DBA patients have hypoactive mutations of the gene encoding 
ribosomal protein S19. later it was demonstrated that the patients 
are haploinsufficient for the protein (that is, they have roughly half the 
amount of this protein). Since then five other ribosomal protein genes 
have been found to be mutated in surveys of patients and it is likely that 
more are coming, because there are more than 80 ribosomal protein 
genes in humans. 

A defect in ribosomal proteins should lead to a reduction in the capacity 
of cells to translate messenger RnA into protein. But the residual red 
cells in DBA are well filled with hemoglobin. How, we have asked, can 
the defect in DBA be due to a failure of protein translation? That may be 
a foolish question because the few residual red cells that we see may 

have escaped the consequences of the mutation. 
Mouse models of DBA are also puzzling. Mice with a single ribosomal 
protein gene S19 knockout are perfectly normal and their cells have 
normal amounts of ribosomal protein. Therefore the unaffected mouse 
gene must amplify its output in response to the loss of its partner. And 
the lymphocytes of DBA patients also have normal amounts of RPS19, 
showing that in lymphocytes, the normal partner RPS19 gene can 
increase its output and thereby prevent haploinsufficiency. 

All of this suggests that steroid treatment may induce increased output 
of protein from the unaffected ribosomal protein gene in Diamond 
Blackfan Anemia, and that it would be highly productive to develop 
a screen for such activity so that less toxic drugs could be found that 
would be even more effective. 

Most recently we have learned that the profound anemia that 
characterizes the 5q- syndrome, one of the myelodysplasias, is actually 
caused by mutations in another ribosomal protein gene. That disorder 
can respond to a class of drugs called imides. So the Diamond Blackfan 
Anemia plot is rapidly thickening as advances in genetics coupled with 
creative and stubborn clinical research are peeling back the onion and 
approaching the core of the matter. 

nearly fifty years ago, Dr. Diamond urged his colleagues to keep working 
and remain hopeful - we will do exactly that. 



DBA capitol hill Update 
By: Shannon Scott & David O’Brien
O’Brien & Associates, LLC

2007 marked a significant year for DBA public outreach and advocacy 
efforts in Washington, D.C. The direct support by Members of Congress 
from across the country and the active involvement of the national 
Institutes of Health (nIH) and Center for Disease Control and Prevention 
(CDC) has continued to grow significantly. 

A few months ago, the DBA Community experienced a great honor 
when the many recent scientific and clinical care advancements that 
have been made in the DBA world were formally recognized by the 
United States Congress. 107 Members of the House of Representatives 
joined Congresswoman Carolyn McCarthy of new York in co-sponsoring 
House Resolution 524, “expressing the sense of Congress with regard 
to Diamond Blackfan anemia”, which passed on the House Floor on 
October 15, 2007. The DBA community has experienced extraordinary 
support from Congresswoman McCarthy and other congressional 
leaders including Congressman Tim Bishop and Senator Hillary Clinton, 
also of new York, and Senator Arlen Specter of Pennsylvania. each of 
them have dedicated time to helping Congress, the medical community, 
and the public understand the far reaching impact DBA research and 
outreach initiatives are having on improving the lives of DBA patients  
as well as helping define DBA’s links to more prevalent diseases 
facing Americans.

Congress has also put their strong support behind the DBA research 
and public health outreach efforts that are moving forward at the nIH 
and CDC. In the Fiscal Year 2008 labor, Health and Human Services 
Appropriations process, Congress included language praising the 
national Heart, lung, Blood Institute’s (nHlBI) research initiative, 

“Molecular Mechanisms Underlying Diamond-Blackfan Anemia and 
Other Congenital Bone Marrow Failure Syndromes”. Congress also 
approved $500,000.00 in federal funding to continue the CDC’s DBA 
Public Health Outreach Initiative, which was requested in President 
Bush’s Fiscal Year 2008 Budget. The CDC’s DBA program goals continue 
to focus on educating clinicians and blood disorder treatment centers 
about DBA and proper diagnosis. The program is also assisting with the 
advancement of the DBA Registry and its collaboration with the four 
DBA national Resource Centers has resulted in the development of  
a CDC DBA brochure, a CDC Fact Sheet on treatment modalities,  
and organized Clinical Care meetings with each Center’s dedicated  
DBA nurses. 

The Daniella Maria Arturi Foundation’s 2008 public advocacy efforts will 
continue to focus on keeping Congress and the relevant federal agencies 
informed and engaged in the advancement of DBA research and 
patient care programs. The Foundation will encourage advanced nIH 
research initiatives based on DBA’s scientific significance in new areas 
of ribosomal protein research and will also explore opportunities for 
nIH involvement in new DBA treatment trials. The Foundation will also 
continue to work closely with the CDC and the DBA national Resource 
Centers across the country to improve DBA diagnosis, physician and 
patient education and outreach, and the overall level of clinical care for 
DBA patients. 

To read House Resolution 524 (H.R. 525) go to this web-link::
http://thomas.loc.gov/cgi-bin/query/C?c110:./temp/~c110q8lPHf 
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The Promise of hope
By: Kathi Vroman
Parent of two DBA children and one non-DBA child
Director, Diamond Blackfan Anemia Foundation

As a parent of two DBA children I look for hope wherever I can find 
it.  Since the day our first DBA child was born I’ve prayed for a cure as 
well as asked just about anyone who’ll listen to me to pray for a cure.  
We’ve done clinical trials, visited religious sites, sprinkled our children 
with various and sundry holy waters and oils, pored over online medical 
research studies, visited holistic healers and tried countless nutrition 
and vitamin supplements.  We hound our hematologist regularly with 
the question, “Anything new with DBA?”  If someone told us there was 
a magical elephant in India that could heal rare diseases we’d start 
cashing in frequent flier points and book our flight.  no matter what, we 
keep our hope alive and know in our hearts there will be a solution.

But on March 8 – 10, 2008 with many thanks to The Daniella Maria 
Arturi Foundation’s tireless effort in putting together the annual 
International Consensus Conference (ICC), I received the first dose of 

real bona fide encouragement I’ve had in a long time.  As a Director 
for the Diamond Blackfan Anemia Foundation, co-sponsor of ICC, I was 
able to attend this amazing meeting where, researchers and physicians 
from all over the world share their information and studies – learning 
from one another and encouraging each other in leading edge research 
- and all related to DBA.  Make no mistake; I’m not a physician so after 
the first few sentences of each presentation my understanding of the 
scientific aspects is limited, to say the least.  But what I saw all around 
me was hope – in the faces of young researchers hanging onto to every 
word of every presentation.  I saw hope in the enthusiasm of the doctors 
there whose main focus was finding solutions for our little disease.  And 
it wasn’t just enthusiasm; it was the information, as you’ll see from 
various articles in this newsletter.  Tangible advances have been made – 
advances we can truly relate to and can imagine impacting our children.

Continued on Page 15



our DBA Journey By: Jeffrey M. Lipton, M.D., Ph.D & Adrianna Vlachos, M.D.

 

It has been an amazing journey for Diamond Blackfan anemia research!! 
Dr. Jeffrey lipton and Adrianna vlachos met with Manny and Marie 
Arturi 12 years ago to discuss advancing the field of DBA research. 
Through their tireless efforts the national Institutes of Health (nIH) 
sponsored a DBA Research Workshop in 2001. Following this workshop, 
the nIH sponsored a RFA (Request for Applications) grant for bone 
marrow failure syndromes that has funded many DBA investigators.

The era of Diamond Blackfan anemia (DBA) research has also been 
energized by the yearly DBA International Consensus Conference 
sponsored by the Daniella Maria Arturi Foundation (DMAF). The 
Diamond Blackfan Anemia Foundation (DBAF) joined DMAF in 2003 and 
has continued to co-sponsor our annual meeting. The first meeting of the 
DBA ICC was held in Miami, Florida in December 1998 in conjunction 
with ASH and had 16 eager participants. each year the enthusiasm 
and the meeting attendance have grown tremendously, as has the DBA 
research, evidenced by the 6 DBA genes that have been discovered. 
Researchers are investigating ribosomal proteins, looking at their 
structures and how the different mutations affect the protein. We are 
hoping this research will lead to new, targeted treatments for DBA. 
The conferences also enable clinicians to gain new insights into the 
present therapies, improving efficacy and diminishing their side effects. 
A number of registries are also tracking DBA patients who have entered 
remission, trying to piece together how and why remission occurs. now 
that 50% of patients can be identified by a mutation in a gene encoding 
a ribosomal protein, the ability to link clinical data with the gene 

mutation may provide important clues regarding remission, response to 
therapy, cancer predisposition and birth defects. 

each year at the DBA ICC investigators are honored for their 
commitment to DBA and the field of research. Past honorees have 
included Dr. David nathan, Dr. Jeffrey lipton, Dr. Adrianna vlachos, 
Dr. Gil Tchneria, Dr. Blanche Alter, Dr. Bert Glader, Dr. Steven ellis, and 
Dr. Sarah Ball. This year’s awardees were Dr. Melvin Freedman for 
his longtime efforts in DBA and Dr. Benjamin ebert for his new work 
in a pre-leukemic syndrome, myelodysplastic syndrome, linking it to a 
ribosomal protein mutation.

The DBA ICC was also the forum for the development of a consensus 
document, entitled “Diagnosing and Treating Diamond Blackfan Anemia: 
Results of an International Clinical Consensus Conference”. This article 
will soon to be published in the British Journal of Haematology and will 
be available to all physicians and families.

Clearly these are exciting times for DBA research!! We hope that 
researchers, working with clinicians and DBA families, will be able 
to answer some of the many questions about this disease. Thank you 
all for your part in the research, be it clinical information or blood or 
bone marrow samples, or both. The research will only provide a cure if 
everyone is working together and with the rarity of the disease every 
patient’s information is vital. 

Jeffrey M. Lipton, M.D., Ph.D 
Chief, Hematology/Oncology and Stem Cell Transplant, Schneider Children’s Hospital
Professor of Pediatrics, Albert Einstein College of Medicine
Investigator and Center Head, Patient Oriented Research and Professor,  
Elmezzi Graduate School of Molecular Medicine, The Feinstein Institute for Medical Research

Adrianna Vlachos, M.D. 
Head, Bone Marrow Failure Program 
Director, Diamond Blackfan Anemia Registry 
Associate Head, Stem Cell Transplant Program, Schneider Children’s Hospital 
Assistant Professor, Albert Einstein College of Medicine
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In life we are called upon to meet challenges on a daily basis, whether 
we are caring for our families, advancing our careers, supporting those 
we love, or even getting through our simple day to day interactions. let’s 
face it, finding the time to get to the grocery store can become a day’s 
mission at times!

It takes a special individual to rise above these already consuming daily 
commitments and still find the strength in yourself to give a little bit 
more.

non-profit organizations like ours depend on this strength. We share 
a special bond that draws us together through our passion for this 
cause and an understanding that our collective efforts will make the 

most substantial impact. It is in your continued support, in every form, 
whether volunteering, funding, or the sharing of your ideas, inspiration 
and expertise, that it is possible for us to continue to make meaningful 
DBA advancements!

Please know how deeply we hold our personal commitment to you to 
ultimately find a cure for Diamond Blackfan Anemia. Our mission is not 
over and we continue to need you. We hope that while you read about 
our progress that you feel wonderful for the very important role you 
are playing in this incredibly worthy calling and inspired to continue to 
support our missions. From the bottom of our hearts, thank you for your 
strength and continued giving. 

Your support = DBA success!
By: Lauren Carroll



Disclaimer: The Daniella Maria Arturi Foundation and Diamond Blackfan 
Anemia Foundation are grateful to all of the Congressional Members of the 
U.S. Senate and House of Representatives who have shown tremendous 
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senator hillary clinton’s Icc Welcome letter 



dedication to advancing the cause for Diamond Blackfan Anemia. The Founda-
tions appreciate all support and do not formally endorse political campaigns.
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congresswoman carolyn Mccarthy’s Icc Welcome letter



“the CELL” 
Diamond Blackfan Anemia Registry (DBAR) of north America  
By: Eva Atsidaftos, MA, Clinical Research Coordinator, Diamond Blackfan Anemia Registry

The Diamond Blackfan Anemia Registry (DBAR) of north America, 
launched in 1993, is a research tool dedicated to improving our clinical 
and epidemiologic knowledge about Diamond Blackfan anemia. The 
DBAR, headquartered at Schneider Children’s Hospital in new Hyde 
Park, new York, under the direction of Drs. Adrianna vlachos and Jeffrey 
M. lipton, serves as a resource for patients, families, clinicians and 
researchers to guide diagnostic and therapeutic decisions as well as 
provide a well-characterized database for research.

The DBAR has compiled a comprehensive database of clinical 
information from over 540 patients with DBA. After informed consent 
is obtained, the patients and/or their physicians complete a detailed 
questionnaire, and a review of medical records and telephone 
interviews are performed as needed to complete and clarify the 
information provided. All patient information remains confidential since 
it is entered into the database with no personal identifiers.

The DBAR has also established a tissue bank (DBA biorepository), where 
samples from DBA patients and their families (consisting of blood, 
saliva, and/or cheek swab samples) can be stored and be made  
available for research. The DBAR is also involved in several collaborative 
gene discovery studies, by providing patient samples as well as clinical 
information to scientists who are working to identify all the genes 
that cause DBA. One such scientist is Dr. Hanna Gazda from Children’s 
Hospital Boston. Dr. Gazda’s lab has been successful in identifying 
several new genes that cause DBA. Another collaborator is Dr. Robert 
Arceci from Johns Hopkins, whose lab has also been instrumental in 
identifying novel DBA genes. even with the new gene discoveries, only 
about 50% of the DBA genes have been identified thus far. 

Recently however, the DBAR, together with our collaborators, has been 
awarded a grant from the national Institutes of Health for a sequencing 
service to look at all 80 genes encoding ribosomal proteins in a large 
cohort of well characterized DBA patients. This grant will dramatically 
speed up the identification of the remaining “DBA genes” and ultimately 
shed light on the mechanisms that cause this disorder. We are also 
working with Dr. Monica Bessler from Washington University, St 
louis, MO, who is investigating the length of telomeres (the ends of 
chromosomes) in different bone marrow failure syndromes (such as 
DBA) to see if there is any correlation between telomere shortening  
and DBA.

since Diamond Blackfan anemia is such a rare disorder, every 
patient’s information is crucial in helping better understand 
the causes of the disease as well as finding the best treatment 
options for each patient. Please help in our efforts and enroll in 
the DBAR 

to enroll in the DBAR and participate in research studies  
please contact:

eva Atsidaftos, MA
Clinical Research Coordinator
Diamond Blackfan Anemia Registry
Schneider Children’s Hospital
269-01 76th Avenue
new Hyde Park, new York 11040
Tel. (718) 470-3610
toll-free 888-884-3227
http://dbar.org

DBAF Cordially invites you to  

  Camp Sunshine 2008
            July 13 - 18
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To register:

Phone: (207) 655-3800 • Fax: (207) 655-3825

e-mail: info@campsunshine.org

www.campsunshine.org



“the CELL” continued
Former Ranger captain hadfield helps Raise Millions For Rare Blood Disorder
By: Allan Kreda, Independent Writing and Editing Professional

vic Hadfield is best known to new 
York sports fans as a former member 
of new York Rangers’ famous Goal-
A-Game line of the early 1970s along 
with Rod Gilbert and Jean Ratelle.

Hadfield, who owns a golf education 
center near Toronto, these days also 
quietly donates time and sweat to 
the Daniella Maria Arturi Foundation 
to increase awareness and support 
research in Diamond Blackfan 
Anemia, a rare childhood disorder 
resulting from the failure of bone 

marrow to produce red blood cells. 

I attended the 2007 annual fund-raising event at the edgewood Country 
Club, River vale, new Jersey, where at least another $200,000 was 
raised to fund research. It was a very mellow event as Hadfield - joined 
by former Rangers eddie Giacomin, Gilles villemure, Dave Maloney 
and nick Fotiu - concentrated on raising money for the foundation. 
The evening’s focus was mostly on the advances made in battling this 
disease and what lies ahead on the scientific front. You almost needed a 
degree in biology to grasp the research complexities. 

Hadfield became involved when Manny Arturi, a business associate, lost 
a seven-month-old daughter to the disease in 1995. The former left wing 
vowed to start a charity golf tournament, which has become a decade-
long tradition for Hadfield and his hockey pals.

Hadfield’s efforts have helped generate about $1.8 million for the 
Foundation. “The best part of all this is watching vic watch slides and 
presentations about molecular biology,’’ said Marie Arturi, who smiles 
when she talks about daughter Daniella. “Here’s a former star athlete 
who gives and gives and gives.”

During their ordeal Marie and Manny Arturi were shocked to discover 
how little was known about DBA; how little research was conducted 
and how few physicians were aware of it and thus how little was known 
about clinical care related to it. 

now the medical community has taken notice as the American Society 
of Hematology has become involved. Clinical care centers have been 
created and over $25 million in federal funding has been provided for 
DBA and related bone marrow failure research.

“It’s really an honor to be involved,’” said the understated Hadfield, 
best known as the first Ranger to score 50 goals in a season which he 
accomplished in 1971-72. The world needs more quiet heroes like  
vic Hadfield.

Photo of Vic Hadfield by Bettmann/CORBIS

Disclaimer: The Diamond Blackfan Anemia Foundation, Inc and the Daniella Maria Arturi Foundation, its officers, directors and volunteers are not responsible for the information 
in this newsletter. The DBA newsletter is for informational purposes and does not constitute medical opinion or advice. Consult your personal physician as to whether any 
information in this newsletter may be useful in your specific case. 

Do you have a DBA event or Fundraiser in the future? 
Please send us your event details to be in included in our next newsletter dbafoundation@juno.com 
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the Promise Of hope Continued from Page 10

I have to confess I also felt just a little bit proud to be part of the DBA 
Foundation.  As I sat there, it was comforting to know that the DBAF had 
a role in starting off several of these projects by granting the physicians’ 
funds for their research.  I also felt proud that DBAF had helped the 
DMAF by providing financial support for the ICC.  But most of all, I felt a 
swelling of gratitude toward all the family and friends that have donated 
to DBAF– through local family fundraisers, memorial collections or 
just miscellaneous donations no matter the amount. The collaboration 
between the DBAF and the DMAF has proven a remarkable team and 
both foundations agree that we would never be this far in research 
without everyone’s hard work, heart, generosity & support.

I have no shame in looking for hope:  I brought a letter along from my 
son to read to the researchers asking them to keep working for a cure.  
After one presentation a researcher approached me to say how moved 
he was by the letter and promised me he would work hard for our 
children.  I gave him a picture of our boys and asked him to keep it in his 
lab to remind him of all the children counting on him and his staff.  He 
promised he would.  Hmmm, the promise of hope… the first step to a 
cure, that’s what I think.
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For those of you needing to contact or mail medical records  
to the Diamond Blackfan Anemia Registry (DBAR), please use 
the following information.

MAILInG ADDRess:
Diamond Blackfan Anemia Registry
c/o Dr. Adrianna vlachos / eva Atsidaftos,MA
Schneider Children’s Hospital
Division of Pediatric Hematology/Oncology and Stem Cell 
Transplantation
269-01 76th Avenue
new Hyde Park, nY 11040

tOLL-FRee PhOne nuMBeR:
1-888-884-DBAR
 
e-MAIL ADDRess:
Dr. vlachos can be reached by e-mail at:
avlachos@lij.edu

eva Atsidaftos can be reached by e-mail at:
eatsidaf@lij.edu

WeB ADDRess:
www.dbar.org 

DMAF 11th Annual  
Golf tournament  

Monday, October 6, 2008
Edgewood Country Club
River Vale, New Jersey

 For More Information Contact:
Vic hadfield

honorary Chairman
Vhadfield@golden.net

(905)257-2334

Looking  
Forward to 
seeing You!


