
DISCOVERY 

Founded in 1996, The CDG Family Network Foundation, 
Inc. is a non-profit organization founded by parents 
seeking information and support for Congenital Disorders 
of Glycosylation. We exchange information with families 
and physicians, locate new families and raise awareness 
among the medical community.  The CDG disorders are a 
group of newly discovered metabolic diseases called 
“Congenital Disorders of Glycosylation ”.  CDG disorders 
cause abnormal tissue and organ development affecting 
the entire body, especially the function of the central and 
peripheral nervous system.  We believe CDG is under 
recognized and the true number of cases unknown. 
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2004 CDG Family Conference 

 
“Texas Two Step” 
Save These Dates 

�x June 11-14, 2004 

�x Crown Plaza Hotel, Dallas, TX 
 

Conference Activities: 
�x Clinical & Professional Presentations 

�x Board and Committee Member Training 

�x “How to get Involved” Seminar 

�x Family Bio’s 

�x Group Picture 
 
Conference Sponsorships Needed:***  
Lunch Partner (X3)   
Reception Raiser (X1)  
Dinner Dazzler (X1)   
***Sponsors will be featured in all materials 
distributed about/at the conference and 
mentioned in the next two newsletters.  
Sponsorship will be displayed and mentioned at 
each sponsored function.   
 
 
 

 
Annual Sponsorships* Needed:* 
Newsletter Sponsors (X4)   
Communications Sponsor(s)  
Airline Assister    
Public Awareness Sponsor(s)  
Media Sponsor(s)    
Office Space Supporter(s)   
Technology Partner(s)   
Postage Partner(s)    
*Annual sponsors will have the opportunity to be 
featured in newsletters and appropriate CDG 
functions if desired. 

Wish List** 

�x Postage Stamps (mail a roll of 100) 

�x Paper (copier, brochure, newsletter) 

�x Envelopes 10 x 14 

�x Office Supply Gift Cards 

�x AT & T Long Distance cards 

�x Airline Mileage (transferable) 
 

In Kind Contributions Needed:** 

�x Printing (Brochures, Info Packets etc.) 

�x Video Production 

�x Recording Studio Time/Equipment Usage 
 

**All contributions would be tax deductible 
donations to a non-profit organization 

 
 
 



 

  

 
Chris with Katie (Nurse Aide) at Conference 

A Parent’s Perspective – Conference 
Highlights 

By – Chris’ Mother – Donna Carter 

The CDG Family Network Conference in Minnesota 
was fabulous.  It was a good mix of information and 
sharing; the children were well taken care of; and the 
accommodations were nice, being next to the Mall of 
America wasn’t bad either.  We did not have a lot of 
extra time, but some of the folks stayed another night 
after the conference, what fun!  I though I would hare 
some of my notes and highlights for those of you who 
were unable to attend. 

The conference was a mix of new families and past 
conference attendee families.  The children with CDG 
ranged in age from babies to adults.  As usual, one of 
the best parts of the conference was getting to know 
all of these families.   

While the speakers provided a lot of good 
information, we also had plenty of time for informal 
conversations, comparing notes, learning what has 
worked for some and trading tales of success and 
struggles.  Hearts were touched by laughter and tears 
and the encouragement of one another.  Dr. Hudson 
Freeze and Dr. Donna Krasnewich are 
champions….they spend a great part of their 
professional time devoted to us.  We are so lucky to 

have them leading our parade to learn more about 
CDG. 

Dr. Freeze spoke with slides, to explain the 
mechanics of CDG from a chemical and biological 
perspective.  He is quite an interesting speaker and 
made it understandable for all of us.  Dr. 
Krasnewich’s presentation was a recap of a meeting 
in Sicily with a group of international physicians, 
experienced with CDG.  In their meeting they 
discussed some pertinent questions about CDG and 
Dr. Donna gave us the consensus of their discussions.  
Dr. Krasnewich was both coach and cheerleader; she 
candidly told us how to “handle” the doctors who 
hold back from what we parents know to be best for 
our children.   

 

 
Marnie – 1A and Sarah – NT at the conference 

 
Chad holding Seth at the conference 

 



 

  

Another Growth Opportunity 
By – Cindy Wren-Gray  

 Mother of Clara Wren - 1C 

 

On a personal note, this 
year provided new 
struggles for me as a 
parent of a child with a 
disability.  In sharing this 
with you, some may find 
it hard to read, others may 
identify and some may 
disagree completely. 

When we first learn of our 
child’s disability we are 
directed into programs, 

therapies, and infant or early childhood programs in 
our local communities.  It is here we form new 
friendships with parents of other children with 
disabilities.  These friendships provide us comfort, 
sharing our experiences about the many changes we 
must face and adjust to as parents of a child with a 
disability.  As our child grows each new challenge 
and joy is one we share with our new friends, creating 
a bond that sometimes only we as parents can 
understand.   

Over the past fifteen years those friends and I have 
shared many experiences.  Many of us have know 
other  since Clara was 7 months old.  Over the years I 
began to watch my friends bury their children.  At the 
beginning there were those of us who could still 
return home and hug our child and an unspoken 
silence and wonder existed…is my child next?  Who 
will be next?  I think we often have the same feelings 
in our small group of CDG families.  We observe on 
the list-serv the loss of one of our CDG children from 
our group and while we may have never met the 
parent in person, our pain, sympathy and curiosity are 
very real.  This year I found myself to be the last in 
the group – I attended the last funeral – there would 
be no more like those – as all of my friends from 
earlier times had now buried their children.  Clara is 
the lone survivor, what could this mean?  I was very 

confused, upset, lonely and frankly depressed.  It took 
several months for me to come to any understanding 
or desire to do such. 

What I now know is that there will be new friends of 
children with disabilities of all ages, and we too will 
share many things.  That my old friends still need me, 
they still need Clara.  That they too are learning a new 
path of being alone and that we can still discuss 
anything and be a support to each other.  That 
sometimes I am the only one who will say things to 
them no one else would dare say about their beloved 
child that is no longer here.  The reason is that trust, 
honesty and compassion never change once you have 
shared grief as deep as we have, and in those early 
days we all do grieve and sometimes do not even 
know it.  We grieve at the loss of spoken words, of 
steps not taken, of countless hours of abnormal sleep 
or no sleep at all, at missed social opportunities and at 
the loss of normalcy as we once knew it.  We all lost 
a child, the child we had expected, but in doing such 
we gained an opportunity to experience things and 
friendships as we could never have imagined.  I 
encourage you to reach out and create friendships in 
person or over the internet, as we all have much to 
share and learn from each other no matter where we 
are in our experience level today.  I have enjoyed 
meeting all of you; you teach me something every 
time we meet. 

Young CDG families inspire 
me with their enthusiasm and 
energy, families of older 
children help group me.  The 
battles fought and struggles 
survived teach me courage 
and compassion.  Families 
who have lost their children 
teach me about peace and 
going on, our life with our 
child no matter what age does 

not end with their death; it just becomes a difference 
and new experience.  My friends who have all lost 
their children teach me they live on forever in your 
heart, mind and family – it is just a new path, part of 
the road of Discovery. 



 

  

Medical Spotlight 
The following questions 
were asked of Erik 
Eklund, MD, PhD, and a 
Postdoctoral Fellow at 
The Burnham Institute at 
the 2003 Annual Society 
of Glycobiology Satellite 
Symposium by our 

president, Cynthia Wren-Gray. 

1) What is the most exciting thing you have 
seen happen in the field of CDG since 
becoming professionally involved?  On the 
research level I think the most exciting thing 
that happened since I got involved is the 
finding of a totally new subgroup in the CDG 
field, CDG-III.  On the clinical level, the 
increased interest and knowledge about CDG 
among clinically active pediatricians (shown 
by the large increase in CDG-1X children) is 
promising. 

2) What do you see is the greatest need to 
advance CDG in general?  Even though the 
knowledge of CDG is getting “out there”, I 
think that the most important advance in the 
near future in the CDG field would be a 
broadened awareness among physicians about 
CDG, putting the syndromes on the 
“differential diagnosis” map. 

3) What are the most valuable things parents 
can do for CDG?  Keep lobbying for the 
rights of your children by having dialogues 
with your physicians.  Together you can make 
the field advance.  Most physicians are eager 
to learn more about your children’s 
syndromes, but they may not always have the 
ability to stay completely updated.  The CDG 
Family Network Foundation is a great forum 
for discussion and exchange of experience.  If 
you have time, please ask yourself what you 
can do for the Network.  Together you are 
stronger. 

 

4) What one significant thing have you 
learned from a parent of a CDG child?  It is 
hard to choose once specific thing, since you 
are all making a tremendous effort in so many 
aspects.  One thing I have learned is how 
much devotion to a child can mean to the 
child’s progress and development in the “right 
way”. 

Contact Erik Eklund, MD, PhD at the Burnham 
Institute, 10901 N. Torrey Pines, Road, La Jolla, 
CA  92037; (858) 646-3100 ext 3677 or e-mail at: 
eklund@burnham.org 

The following questions were asked of Bradley S. 
Miller, MD, PhD, at the University of Minnesota 
at the 2003 Annual Society of Glocobiology 
Satellite Symposium by our President, Cynthia 
Wren-Gray. 

1) What is the most exciting thing you have 
seen happen in the field of CDG since 
becoming professionally involved?  The 
remarkable response of children with CDG-
1B to mannose. 

2) What do you see is the greatest need to 
advance CDG in general?  Broadened 
awareness among pediatricians in the United 
States about CDG. 

3) What are the most valuable things parents 
can do for CDG?  Advocate for their 
children’s general health needs. 

4) What one significant thing have you leaned 
from a parent of a CDG child?  The 
resiliency of the human spirit. 

 

Contact Bradley S. Miller, 
MD, PhD at The 
University of Minnesota, 
516 Delaware Street NE, 
Minneapolis, MN  55455; 
(612) 624-5409 of e-mail 
at:  mille685@umn.edu  

 



 

  

 

Traveling With Children With CDG 

 

Airport Security 
The U.S. Transportation 
Security Administration 
has released guidelines 
for people with 
disabilities who travel 
and must go through the 
security screening 
process.  This 

information is available on the internet at 
www.tsa.gov/public/display?theme=83, with general 
tips provided below. 

 

Before the Trip 
 If you require assistance at the airport, provide 

advance notice to the airline or your travel 
agent. 

 If you require a companion or assistant to 
accompany you through the security 
checkpoint to reach your gate, speak with your 
airline representative about obtaining a gate 
pass for your companion before entering the 
security checkpoint. 

 The limit of one carry-on and one personal 
item (purse, briefcase or computer case) does 
not apply to medical supplies, equipment, 
mobility aids, and/or assistive devices carried 
by a person with a disability. 

 Make sure all your carry-on items, equipment, 
devices, etc. have an identification tag 
attached. 

 Mobility aids and assistive devices permitted 
through the security checkpoint include 
wheelchairs, scooters, canes, walkers, 
crutches, prosthetic devices, body braces, 
augmentation and communication devices (i.e. 
Braille note takers or slate and stylus), dog 

guides, service dogs, hearing dogs, and 
diabetes-related equipment and supplies. 

 If you have a medical device (implanted on 
the interior or exterior of your body), check 
with your doctor prior to traveling to 
determine if it is safe for you to go through the 
walk-through metal detector or be hand 
wanded.  If your doctor indicates that you 
should not go through the metal detector or be 
hand wanded or if you are concerned, ask the 
screener for a pat-down inspection instead. 

 

Tips for the Screening Processing 
 If a personal search is required, you may 

choose to remain in the waiting area or go to a 
private area for your screening.  If you refuse 
either option, you will not be able to fly. 

 You should be offered a private screening 
before the beginning of a pat-down inspection 
if the pat-down will require the removal or 
lifting of clothing and/or display of a covered 
medical device. 

 You may request a private area for your 
personal search at any time during the 
screening. 

 You may ask for a chair if you need to sit 
down during the screening process. 

 You may request a pat-down in lieu of going 
through the walk-through metal detector or 
being hand-wanded.  You do not need to 
disclose why you would like this option. 

 If you have a disability condition or implant 
that you would like to remain private and 
confidential, ask the screener to please be 
discreet when assisting you through the 
screening process. 

 

 
 



 

  

 
Advisory Board 

  
Donna Krasnewich, MD, Ph.D. 

NIH/NHGRI/MGB 

Bldg. 10 10C101 

10 Center Drive MSC-1852 

Bethesda, Md. 20892-1852 

Ph: (301) 402-8255 

E-mail:  dkras@codon.nih.gov 

Hudson Freeze, Ph.D. 
Professor & founder of 

The Burnham Institute 

10901 N. Torrey Pines Rd. 

La Jolla, CA 92037 

Ph: 858-646-3142 

E-mail:  hudson@burnham-inst.org 

Sarah Jane Schwarzenberg, MD. 
Associate Professor of Nutrition  & Pediatrics University of 

Minnesota 

UMHC 185 

Minneapolis, MN 55455 

Ph: 612-624-1133 

Gert Matthijs, PhD. 
Center for Human Genetics 

Gasthuisberg, Herestraat 49 

B-3000 Leuven, Belgium 

Ph: 32-16-346070 Fax: 32-16-346060 

 
Jaak Jacken, MD, PhD. 

Department of Pediatrics 

University Hospital 

Gasthuisperg Herestraat 49, B-300 

Leuven, Belgium 

 

 

Marc C. Patterson, MD 
Professor of Clinical Neurology & Clinical Pediatrics 

 Columbia University College of  Physicians & Surgeons, 
Director of Pediatric Neurology 

The Neurological Institute #113 

710 West 168th Street 

New York, NY 10032 

Ph: 212-305-6038 

Ginny Paleg, PT 
The Hospital for Sick Children 

FOCUS Program Coordinator 

1731 Bunker Hill Rd, NE 

Washington, D.C. 20017 

Philip L. Pearl, M.D. 
Pediatric Neurologist 

Children’s National Medical Ctr. 

111 Michigan Ave., NW 

Washington, D.C.  20010-970 

Ph: 202-884-5439 

Fernando Scaglia, M.D. 
Assistant Professor 

Department of Molecular & Human Genetics 

Baylor College of Medicine 

6621 Fannin  CC 1560 

Houston, TX   77030 

Ph:  832-822-4292 

E-mail:  fscaglia@bcm.tmc.edu 

Bradley S. Miller, M.D., PhD 

Assistant Professor of Pediatric Endocrinology 

The University of Minnesota 

516 Delaware Street, NE 

Minneapolis, MN  55455 

Ph:  612-624-5409 

E-mail:  mille685@umn.edu 


