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• Supports intramural clinical 
research conducted by the 
Institutes and Centers of the 
NIH 

• Creates and disseminates 
standards and innovations for 
conducting clinical research 

• Creates and demonstrates 
models for clinical research 
training and career 
development for all disciplines  
 

NIH Clinical Center: 
America’s Research Hospital 



• Acute care hospital and ambulatory 
care center with over 650 direct care 
CRNs  

• An additional 275 RNs work with 
investigators as research nurse 
coordinators 

• 200 NP’s/PA’s provide direct care 

• Staffed at a level to support precision in 
patient care and data collection 

• Clinical care requirements are protocol-
driven 
 

Nursing Practice  
at the NIH Clinical Center 



 Personal Development 
 Staff Genetic/Genomic Knowledge Needs 

Assessment 
 Genetics/Genomics in Practice Assessment 
 Policy Genetic/Genomic Content 

Assessment 
 Staff Development  
 Plans for Genetic/Genomic Integration 
 Anticipated Obstacles and Challenges 

 



 Identified Core Staff to serve as experts for 
CCND and Institutes 
 

 Performed initial knowledge self-assessment 
◦ Identified key questions from survey 

 
 Examined own beliefs and attitudes regarding 

Genetics/Genomics 
◦ Book club 



 Kathy Calzone, RN, PhD, APNG, FAAN 
 Georgie Cusack, RN, MS, AOCNS® 
 Ellen Eckes, RN, MSN, ARNP, FNP-BC, CCRN 
 Kathy Feigenbaum, RN, MSN, CDE, CGRN  
 Sharon Flynn, RN, MS, ANP-BC, AOCNS®, 

BMTCN® 
 Jean Jenkins, RN, PhD, FAAN 
 Julie Kohn-Godbout, RN, MSN, PMHCNS-BC 
 Gwen Wallen, RN, PhD 

 



 Francis Collins 
◦ The Language of Life 
◦ The Language of God 

 Bryan Sykes 
◦ The Seven Daughter s of Eve 
◦ Adam’s Curse 

 James Watson 
◦ Double Helix 

 Brenda Maddox 
◦ Rosalind Franklin: The Dark Lady of DNA 

 Rebecca Skloot 
◦ The Immortal Life of Henrietta Lacks 
 



 Assessed attitudes, practices, receptivity, 
confidence, and competency in genetics and 
genomics 

 
 Gathered test/re-test validation data to 

further refine Genetics and Genomics in 
Nursing Practice Survey instrument  



CCND =158     RR=26% 
Institute=192   RR=50% 



 Identified current practice across all 
environments (inpatient, day hospital, 
ambulatory) 

 
◦ Established Genetics/Genomics Special Interest Group 

(SIG) 
 

◦ Kick-off meeting in March 2013 to introduce results of 
OHSRP-approved Genetic/Genomic Survey 
 

◦ Clinical Nurse Specialists conducted focus groups in 
2014 with inpatient and outpatient representatives from 
each practice environment (medical-surgical, behavioral 
health, oncology, and critical care) 



 How would you want educational information 
about genetics/genomics presented to you? 
 

 What resources do you feel you need to feel more 
competent about genetics and genomics in your 
practice? 
 

 What are your barriers to knowing/understanding 
educational material being presented to you? 
 

 What do you recommend to increase 
genetics/genomics understanding/education in 
our practice? 



 Reviewed current policies within NIH 
 
◦ Evaluated current NIH policies for gaps in 

Genetic/Genomics 
 
◦ Assessed the potential for standardization of 

Genetic/Genomic language in Informed Consent 
document across Institutes 
 
◦ Assessed the potential of standardization of 

incidental findings across NIH  



Increased Knowledge of Genetics/Genomics for nursing staff working at 
the NIH, Clinical Center 

 
◦ Designed and distributed monthly posters to announce specific 

genetics/genomics competency initiatives 
 Special Interest Group Meetings 
 Gene Splash Documents 
 Education Flyers  
 

  
◦ Presented preliminary results of Pre-Survey and Retest Validation to NIH, 

CC staff and Institute staff 
  

◦ Developed, implemented and evaluated Introductory and Intermediate 
Genetics/Genomics Courses 

 
◦ Developed and Implemented Introductory and Intermediate 

Genetics/Genomics Competencies at NIH, Clinical Center 
  



Increased knowledge of Genetics/Genomics 
for nursing staff working at the NIH, Clinical 
Center 
 
◦ Incorporated genetics education into core courses 

and protocol education sessions 
 
◦ Encouraged staff to provide Genetic/Genomic in-

services at unit level- core team, research nurses 
and clinical educators 
 

◦ Developed and implemented a website for 
Genetics/Genomics education 
 

 
 





#1: Patterns of Inheritance 
#2: Pharmacogenomics 
#3: Eye Color 
#4: What are the Chances of Type 1  
      Diabetes 
#5: What are the Chances of Type 2 
      Diabetes 
#6: What are the Chances of  
      Gestational Diabetes 
#7: Chromosome Abnormalities 
#8: Sudden Cardiac Death 
#9: Clotting Abnormalities 
#10 Pheochromocytoma 

Adapted from South Shore Hospital in Boston, Mass 



 
Introduction to Genetics/Genomics in 

HealthCare 
 

 Video: Welcome to the Genome Era 
 Cells to Genes 
 From Genes to Proteins 
 How Genes Work 
 Mutations and Health 
 Inherited Genetic Conditions: 

Inheritance Patterns and 
Understanding Risk 

 Pedigree Activity 
 Genetic Testing 
 Genetics and Genomics Resources 
 Genetics and Genomics in Current 

Practice 
 Jeopardy 

 
 

 
Intermediate Genetics/Genomics in 

Healthcare 
 

 Welcome and Pre-Course Learning 
Assessment 

 Review Key Concepts from 
Introduction Course 

 Integration of Genomics into Nursing 
Practice 

 Incidental Findings 
 Ethical, Legal, and Social Implications 

of Genetics and Genomics 
 Gene Therapy 
 Genetics and Genomic Case Studies 
 Epigenetics 
 Pharmacogenomics 
 Genetic Consultation 
 Assessing the Research Participant’s 

Knowledge of Genetics and Genomics 
 













• Test Scores 
 

• Course Evaluations 
 
• Facilitator Guide Feedback 
 











Incorporated genetics and genomics 
information into registered nurse practice 
◦ Core team attended educational sessions to increase 

knowledge awareness of genetics and genomics and to 
identify strengths and areas of improvement 
 Genetics Short Course 
 MINC Kick-Off Meeting 
 Pharmacogenomics in Clinical Practice Seminar 
 Explored Online education websites to validate own 

knowledge and competency in using sites 
 G2C2 website 
 G3C website 

 



 Incorporated genetics and genomics 
technologies into registered nurse practice 
◦ Core team introduced websites to SIG to identify best 

resources for education 
 

 Established culture of inquiry around Genetics 
and Genomics 
◦ Identified staff to participate in Genetics/Genomics 

initiatives 
 Genetics Short Course 
 G2C2 Beta Site Testing 
 G3C Beta Site Testing 
 Mentorship in teaching courses 

 



 Competing CRN competency priority 
◦ Marketing, communication at Nursing Practice 

Council and at Nursing Leadership forums 
 

 Dedicated time for initiative 
◦ Establish set dates and times for meetings 

 
 Administrative support of activities 
◦ Dedicate staff from Research and Practice 

Development-average 2-4 hours/week for meeting 
minutes, virtual community support 





Fall 2012 
• Core Team attended 

Method for Introducing a 
New Competency (MINC) 
Kick off Meeting 

• Developed MINC Action 
Plan 
 

2013 
• Core team training  
• Genetics Survey  
• Genetics Special Interest 

Group  
• Introduction of Marketing 

Initiatives  
• Introductory 

Genetic/Genomics Course 
Development  

• MINC Action Plan Update  
 

2014 
• Introductory Genetics 

Course Implementation 
• Focus groups conducted 

by CNS and Educators  
• Introductory Competency 

Development 
• Intermediate Course 

Development  
 

Program Implementation 



2015 
• Introductory Genetics 

Competency 
Implementation 
(Mandatory)  

• Intermediate Genetics 
Course Implementation 

• Intermediate Genetics 
Competency Development  

• NIH Policy Discussions  
 

2016 
• Intermediate Genetics 

Competency 
Implementation 

• Advanced Genetics 
Course Development 

 

2017 
• Repeat 

Genetics/Genomics 
Survey 

• Advanced Genetics 
Course Implementation 

 

Program Implementation 



 Educate and validate all nurses in Introductory 
Genetics/Genomics Competencies by end of 
2016  
 

 Repeat Genetics/Genomics Survey in 2017 
 

 Educate and validate select nurses in 
Intermediate Genetics/Genomics Competencies 
by end of 2017 
 
 

 Incorporate Advanced Genetics/Genomics 
Education Series in 2017 
 



 
 Calzone, K., Jenkins, J., Culp, S., Caskey, S., & 

Badzek, L. (2014). Expanding RN Scope of 
Practice: A Method for Introducing a New 
Competency into Nursing Practice. Journal of 
Nursing Regulation, 5(1), 40-47.  

 
 Jenkins, J., Calzone, K., Caskey, S., Culp, S., 

Weiner, M., & Badzek, L. (2015). Methods of 
Genomic Competency Integration in Practice. 
Journal of Nursing Scholarship, 47(3), 200-210.  
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