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Strategies to Share 
• Recruitment Registries On-line tools 

• Integrating UCEDD & IDDRC approaches 

• Partnering with community organizations 

• Fragile X Registry: A case study & replication manual 

• Effective communication strategies for finding, 
enrolling and retaining participants with disabilities 

• Working with self-advocacy organizations to improve 
credibility, maximize participation, and respectful 
consent practices, as well as  

• Tools for working with IRBs/Ethics Committees  

• Consenting persons with disabilities 

 



Context 

• Family-centered research and registries 
are national issues of interest. 

– National Institutes of Health 

– Centers for Disease Control 

– Rare Diseases Network  

• Recruitment is an emerging art/science 

http://www.cdc.gov/
http://rarediseasesnetwork.epi.usf.edu/index.htm


What is a “registry” and what 
decisions are involved? 

• Volunteers? Research projects?  

• Contact info? Descriptive?  

• “Vetted?” Self-enrollment?  

• Who “owns” the families?  

• How will it be maintained?  

• Local, Regional or National?  

• Competing or Collaborating? 

 



National Institutes of 
Health Rare Diseases 

Clinical Research Network 

Affiliations with: Angelman Syndrome Foundation 
           Prader-Willi Syndrome Association, USA 
           Williams Syndrome Association 

 



Recruitment Strategies 

• Network  

• Plan with participants in mind 

• Think like a volunteer 

• Simplify!!! 
 

 



Network Recruitment 

Who you 

have contact 

with 

Other people at 

Vanderbilt who 

have contact 

with the people 

you are looking 

to recruit 

Community 

places, groups, 

or 

professionals 

who have 

contact with 

your potential 

volunteers 

Media options, 

including 

advertising,  

new media like 

websites, chat 

rooms, 

&  national 

websites  



Network 
1. On-campus:  

a. Contacts:  

i. Susan Gray School 

1. flyers in racks 

2. In-service: Fall 2006 

3. Michelle about home-visitors 

4. SGS parent newsletter item? (AUG?) 

ii. Center for Child Development  

1. Dissemination committee approval?? 

2. Provide to Dr. Lisa Craft for Infant toddler clinic 

3. Acrylic flyer display in waiting room 

4. Stickee for take home (cost?)  

iii. Down Syndrome Clinic 

1. Melissa Webb --Sent pdf flyer to DS children 

2. Left flyers with her  

iv. Pediatric Acute Care Clinic—DOT 6
th

 floor 

1. Acrylic flyer display +stickies in waiting room 

v. VBWC  

1. Acrylic flyer display in waiting room+ stickies 

2. Identify SLPs who work with this age: 

3. Meet with team DELAY until 10/07  

4. Take flyers to them DELAY until 10/07 

vi. VKC collaborators: 

1. More than Words project—Nick Bennett 

2. PSEP (at 1st inquiry) DELAY until 10/07 

3. Typically developing research teams DELAY until 10/07   

vii. VUMC broadcast email with Lynnette’s help (hold until 9/07) 

DELAY until 10/07 

viii. Newsletters 

1. Discovery--Jan 

2. VCH news release (Jan Rosemergy on dissemination plan) 

(hold until 9/07) 

 

2. Studyfinder: 

a. Text 

b. Flyer in PDF 

c. Approval 

d. Copies of flyers to Lynnette 

 

3. Community efforts: 

a. City Paper—check on rates DELAY 

b. Parent Support groups: 

i. Newsletters and email lists  

1. NAAEYC 

a. Flyers at workshops 

b. conference presentation (changed mind) 

Nicole 

COMPLETE! 

Lynnette 

Recruitment 
Plans 



Plan with participants in mind 

• Who are they?  

• What do they need that we can offer? 

• Would they be willing to do that?  



Think like a volunteer 

• What’s my motivation? 
– Altruism 

– Hope 

– Money 

• What information do I need to make the 
decision to call? 

• What do they know about what we are 
asking them to do, and what will we need to 
explain in more detail? 

 



Messages 

1. Messages addressing awareness, fear, trust 

– WE CARE ABOUT YOU  

 

2. Messages addressing benefits 

– YOU BENEFIT FROM VOLUNTEERING 

 

3. Messages specific to minorities 

– WE WANT TO PARTNER WITH YOU 

 

4. Messages reporting on results   

– YOU HELPED US GET RESULTS 

 

 



SIMPLIFY! 

• Language 

• Information 

• Visuals 
 



     Obstacles to volunteering? 
 

1. Lack of awareness/understanding  

2. Fear of side effects, pain 

3. Lack of trust (Tuskegee)  

4. Time & inconvenience 

5. Cost of travel, parking, childcare 

6. Culturally inappropriate materials 

7. Family pressures 

 

Obstacles in blue can be best overcome with the help of community partners. 



Recruitment Pitfalls  

Finding all the ways it doesn’t work 

Study Design  
Point of view 
Motivation 
Language problems 
Money 





Go online to sign your 
family up for studies–  

Your participation can help 
shape our research!  

We contact you 
when a study fits! 

www.kc.vanderbilt.edu/RFP  

http://www.kc.vanderbilt.edu/RFP


RFP 

• Registry with ~2400 people 

• Contact information and preference 

• Individual descriptors and Family connections 

• Source for eager volunteers 

• Promoted at events 



ResearchMatch.org 



Family-Friendly Research Approach 
You are the smiling face of the 
Vanderbilt Kennedy Center. 

You are the caring hands of the 
Kennedy Center.  

You are a valuable resource to families and to the Kennedy Center. 

•Confidentiality in Research Tip Sheet 

•Conducting Family-Friendly Research Tip Sheet  

http://kc.vanderbilt.edu/kennedy_files/ConfidentialityTipsandResourcesOct2010.pdf
http://kc.vanderbilt.edu/kennedy_files/ConductingFamily-FriendlyResearchTipsandResourcesOct2010.pdf
http://kc.vanderbilt.edu/kennedy_files/ConductingFamily-FriendlyResearchTipsandResourcesOct2010.pdf
http://kc.vanderbilt.edu/kennedy_files/ConductingFamily-FriendlyResearchTipsandResourcesOct2010.pdf

