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As of January 31st, 2016 CoRDS represents: 

• 2164 fully enrolled participants 
• 286 rare diseases 
• 50 U.S. states 
• 47 countries 

• 26% of enrolled participants with biospecimen records 
• 92% of participants willing to be contacted for clinical trials 
• 15% of participants are actively and/or were previously engaged in a clinical trial 
• 69% of participants completed all 7 required CDEs for a Global Unique Identifier (GUID) 
• 23% of participants completed 6/7 required CDEs  

 
 

 
 
 
 
 
 
 
 

 
 
 

Mission & Purpose 

Dimensions, Metrics and Participant Profiling 

 
These figures and diagrams are only offered to illustrate the potential power of the CoRDS Registry’s database. 
 
Parents and Legally Authorized Representatives (LARs) complete more common data elements than those enrolling 
themselves. 
 
Our Patient Enrollment System (PES), launched in June 2015, has drastically improved our ability to partner with 
new disease-specific PAGs and maintain a steady growth within the registry. 
 
A comparison between the age of diagnosis and age of first symptom onset may reveal trends between cohorts of 
symptoms and the probability of being diagnosed. These illustrations are aggregated with the CoRDS general 
questionnaire. These trends are likely a result of a multitude of factors, such as: physical abnormalities vs. hidden 
genetic markers. 
 
In this example, we have compared the disability scale rating (created in conjunction with the National Ataxia 
Foundation) between two ataxias along with age of participant at the time of the disability rating. We have found 
that Friedreich Ataxia participants tend to rate their disability as more severe than Machado-Joseph Disease and 
that both seem to get progressively worse with age. 
 
Another example of how the CoRDS Registry can benefit the public health field is by comparing the symptoms 
between diseases to identify overlapping conditions. Rare diseases exhibit a spectrum of phenotypes. If an 
overlapping relationship can be identified, this may warrant future research studies and even could support the 
increasing popularity of drug repurposing. This is just one potential method that may help our rare disease 
communities accelerate research. 
 
A large part of our growth has been due to social media efforts. Connecting rare disease participants to create new 
communities focused around fostering understanding and awareness of their disease is the short-term goal. Long-
term goals for each disease-specific registry include collecting enough participant data and/or contact information 
to support researchers efforts to initiate clinical trials. 
 

Findings 

Resources 

For more information, contact: 
The CoRDS Team 
(877) 658-9192  
cords@sanfordhealth.org 
Or visit: www.sanfordresearch.org/CoRDS 

Top 10 Represented Diseases 

Participant Status Report 

Resemblance Between Disease Symptoms 

 

A Patient Registry for all 
Rare Diseases 

Investigation of Top 4 Represented Diseases 

Like us @ http://on.fb.me/218AqaH  Enroll @ http://bit.ly/1oJDX1j  Follow us @ http://bit.ly/1RNVAZV   

The Coordination of Rare Diseases at Sanford (CoRDS) is an international registry and centralized data resource designed 
to accelerate research with rare diseases. The registry: 
Provides researchers, who have IRB approval, access to de-identified data.   
Collates information to create an opportunity for conducting a comparative analysis, thereby improving the 
understanding and treatment for each rare disease. 
Notifies participants if research opportunities become available. 
Offers a secure online portal to collect and store participant data providing: 
- Feature to allow comparison of participants’ metrics  
- Automated email notifications 
- Populated fields from previous questionnaire, providing user-friendly interface 
- Capability to save questionnaires and complete at participant’s convenience  
- Secure control of participants’ data through withdrawal or de-identification at any time 
Features future Patient Enrollment System (PES) updates: 
-    Document upload 
- Ability to consent participants in multiple languages through use of short form 
- 1-step enrollment process 
Service to disease-specific Patient Advocacy Groups (PAGs) to develop natural  
history studies: 
- Free service 
- PAGs are able to regulate their data 
- Monthly generated reports  

Stage 0.0: Normal. 

Stage 1.0:  
Minimal signs detected by physician during screening. Can run or jump without loss of 

balance. No disability. 

Stage 2.0: 

Symptoms present, recognized by the participant, but still mild. Cannot run or jump 

without losing balance. The participant is physically capable of leading an 

independent life, but daily activities may be somewhat restricted. Minimal disability. 

Stage 3.0: 

Symptoms are overt and significant. Requires regular or periodic holding onto 

wall/furniture or personal aide, avoids walking in open spaces or use of a cane for 

stability and walking. Mild disability. 

Stage 4.0: 

Walking requires assistance of a walker, Canadian crutches, two canes, or other aids 

such as walking dogs. Can perform several activities of daily living.  

Moderate disability.  

Stage 5.0: 
Confined but can navigate a wheelchair. Can perform some activities of daily living 

that do not require standing or walking. Severe disability.  

Stage 6.0: 
Confined to wheelchair or bed with total dependency for all activities of daily living. 

Total disability. 

1. Friedreich Ataxia (115)  6. Kawasaki Disease (64)   
2. Isolated Klippel-Feil Syndrome (111)   7. Spinocerebellar Ataxia Type 6 (62) 
3. Behcet Disease (101)   8. Wolf-Hirschhorn Syndrome (56)   
4. Spinocerebellar Ataxia Type 3 (Machado-Joseph Disease) (87) 9. Spinocerebellar Ataxia Type 2 (49)  
5. Cornelia de Lange Syndrome (74)  10. Oculocerebroneal Syndrome (42) 

% of Participants - Outer circle represents the number and/or percentage of participants to complete the given number of CDEs 
% Range I am enrolling myself (1207) I am enrolling an adult who is not cognitively able (158) I am enrolling my child (633) NULL (200) 

90-100 2.90% 72.15% 61.77% 15.50% 

80-89 72.58% 20.25% 33.65% 65.00% 
70-79 22.04% 0.63% 0.47% 2.00% 

60-69 0.91% 6.96% 4.11% 16.00% 

50-59 2.90% 0.00% 0.00% 1.50% 

<49 1.58% 0.00% 0.00% 0.00% 

Symptoms Shared indicated with X 

X X 

Friedreich 
Ataxia 

Behcet’s 
Disease 

Klippel-Feil 
Syndrome 

 
 

 

  

Standardize Rare 
Disease Data & Common 

Data Elements (CDEs) 

Curate Disease-Specific Data Via 
Contracted PAG Partnerships 

Contact Registry 

Behcet’s Disease 

Mouth ulcers 

- 

Impaired balance and movement 

X 

Inflammation of joints 

- 

Heart problems 

X 

Friedreich Ataxia 

Vision impairment 

- 

Lack of motor control  

X 

Loss of sensation in the extremities 

- 

Slurred speech 

- 

Klippel-Feil Syndrome 

Short neck 

- 

Low posterior hairline 

- 

Restricted movement of head/neck 

- 

Cardiovascular anomalies 

X 
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Participant Status Report, July 2010 - January 2016 

Total Participants Enrolled Participants Enrolled (per month)

1. Klippel-Feil Syndrome Alliance 
2. National Ataxia Foundation 
3. 4p- Support Group 
4. International WAGR Syndrome Association 
5. Mucolipidosis IV (ML4) Foundation 
6. Corenila de Lange Syndrome Foundation 
7. Stickler Involved People 
8.Kawasaki Disease Foundation 
9. Klippel-Feil Syndrome Freedom 
10. Functional Neurological Disorder (FND) Hope 
11. LMSarcoma Direct Research Foundation 
12.Hyperacusis Research Limited, Inc. 
13. Marinesco-Sjogren Syndrome Support Group 
14.Kawasaki Disease Foundation Australia 
15. Kleine-Levin Syndrome Foundation, Inc. 
16. Rare Genomics Institute 
17. Kabuki Syndrome Network 
18. Bohring-Opitz Syndrome Foundation, Inc. 
19. Hypersomnia Foundation, Inc. 
20.  Soft Bones, Inc. 
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