
Nebraska LEND Project 
 
ORGANIZATION AND ADMINISTRATION 
  
University of Nebraska System and Medical Center
The University of Nebraska is Nebraska's only public university.  Founded in 1869, its 
land-grant heritage forms the foundation for the University's contributions to the 
educational, economic, and cultural fiber of Nebraska.  It is one of only two major 
universities in the state and the only university which offers a comprehensive program 
of education, service, and research in all of the major academic and professional 
disciplines.   
 
The Nebraska Medical Center is a comprehensive educational institution that is critical 
to the education of health care providers for the State of Nebraska and much of the 
surrounding region.  Many of its programs (transplantation, genetics, and cancer) are 
nationally and internationally recognized.  The UNMC is the only publicly tax-supported 
health sciences program in the state.  UNMC has an enrollment of over 2,700 students 
and over 1,000 faculty members.  It is composed of eight major units: The Colleges of 
Medicine, Dentistry, Nursing, Pharmacy and Graduate Studies; the School of Allied 
Health Professions; The Eugene C. Eppley Institute for Research in Cancer and Allied 
Diseases; and the Munroe-Meyer Institute for Genetics and Rehabilitation. [Appendix 
2A] 
 
Munroe-Meyer Institute
The Munroe-Meyer Institute (MMI) for Genetics and Rehabilitation is one of 35 
Leadership Education in Neurodevelopmental Disabilities (LEND) programs funded by 
the Maternal and Child Health Bureau for over 25 years to provide comprehensive 
interdisciplinary leadership training. MMI is also one of 61 University Centers of 
Excellence in Developmental Disabilities Education, Research and Service (UCEDD) 
funded by the Administration on Developmental Disabilities for administrative support of 
its effort to meet the needs of persons with disabilities. MMI is an interdisciplinary 
program with specialists in eighteen health and rehabilitation related fields (nursing, 
nutrition, psychology, public health, social work, developmental pediatrics, clinical 
genetics, molecular genetics, endocrinology/diabetes, dentistry, physical therapy, 
occupational therapy, education and child development, speech-language pathology, 
audiology, recreation therapy, health policy, orthotics and prosthetics (Brace Place) and 
health administration).     
 
The mission of Munroe-Meyer Institute is to improve the quality of life for persons with 
disabilities and for their families.  The Institute's extensive services, interdisciplinary 
education, research, technical assistance, and outreach programs have evolved with 
the support and guidance of consumers with the aim of promoting independence, full 
inclusion, and productivity of persons with disabilities to empower those individuals to 
exert greater control over their everyday lives.  The Institute provides interdisciplinary, 
family-centered services and supports for individuals with disabilities.  These services 
include the development of new and innovative ways to promote inclusion of the 



individual in the community. 
 
The Institute educates individuals and practitioners through interdisciplinary educational 
experiences conducted at the University of Nebraska Medical Center (UNMC), in the 
community, and through outreach training and on-site technical assistance in rural 
communities across Nebraska and the Upper Midwest.  Education of students and 
practicing professionals is of utmost importance to the mission of MMI so that these 
individuals can use their skills to meet the needs of rural and urban consumers and their 
families. 
 
MMI is a multifaceted organization with the two major areas of emphasis: genetics and 
rehabilitation. Pertinent to this grant are two major MMI programs - the Nebraska LEND 
Project and the Hattie B. Munroe Center for Human Genetics. 
 
The Nebraska LEND Project : Interdisciplinary Leadership Training Program 
The Interdisciplinary Leadership Training Program (ILTP) is currently under the co-
direction of Cynthia R. Ellis, M.D., who is an Associate Professor of Pediatrics and 
Psychiatry and Director of MMI's Department of Developmental Medicine and G. 
Bradley Schaefer, M.D., who is a Professor of Pediatrics and Director of MMI's 
Department of Genetic Medicine.  The program is completely integrated into the total 
teaching program of the Institute.  Both Dr. Ellis and Dr. Schaefer have extensive 
clinical, research, and educational experience with children with neurodevelopmental 
disabilities, serve as the Director of a primary discipline, and are members of the 
Institute's core coordinator's group.  As Project Directors, they assure that all 
programmatic aspects of the ILTP are fully integrated into the activities of MMI.  In 
addition, each of the relevant health discipline directors for the Institute is responsible 
for carrying out their portions of the Project's training objectives.  In the MMI 
administrative structure, each discipline director is responsible for all services and 
training within that respective discipline.  This ensures integration of the teaching and 
service components which is essential for training based on supervised practicum 
experience.  Overall coordination of Institute activities is provided by the Deputy 
Director, J. Michael Leibowitz, Ph.D., with the support of core coordinators, the LEND 
Directors and the MMI Family/Consumer Coordinator.  Interdisciplinary Research 
activities are coordinated by Wayne Stuberg, Ph.D., Clinical Services by Ms. Marsha 
Sullivan, Education by Ms. Pat Gromak, and Technical Assistance/Outreach by Joe 
Evans, Ph.D. 
 
The Hattie B. Munroe Center for Human Genetics
The Hattie B. Munroe Center for Human Genetics is a comprehensive, full service 
clinical genetics program. The Center for Human Genetics (CHG) is coordinated by Dr. 
Bruce Buehler (director) and Dr. Brad Schaefer (associate director). Administratively the 
center is organized into three sections: 
 
Clinical Genetics (section chief - Dr. Brad Schaefer).  This section provides direct 
medical care and counseling services for patients with congenital anomalies (birth 
defects), genetic disorders, and related disabilities. The staff of the Clinical Genetics 



sections represents one of the largest, most comprehensive providers of clinical 
genetics care in the country.  They currently staff over 30 multidisciplinary clinics 
throughout the state of Nebraska and South Dakota. Many of these clinics are the only 
such clinic of their kind in a 10 state region or in the nation. Many of these clinics have 
an international referral base. The staff also provides a tremendous amount of statewide 
continuing education for medical personnel and lay persons throughout the state.  
 
Cytogenetics (section chief Dr. Warren Sanger) The Hattie B. Munroe Center, Human 
Genetics Laboratories provides cytogenetic and molecular cytogenetic diagnostic 
services for physicians and residents from within the Nebraska as well as from 
surrounding states. These diagnostic services include diagnosis  for prenatal 
abnormalities, birth defects , and cancer diagnosis as well as disease monitoring. The 
laboratory and staff provide services from physicians and hospitals in Nebraska and 
adjacent states. In addition to the service activities of this laboratory, the staff provides 
education for medical students, nurses, graduate students, and post-doctoral students. 
This laboratory is also involved in various collaborative research projects with other 
departments and other institutions 
 
Molecular Genetics (section chief, Dr. Shelley Smith) The Hattie B. Munroe Center for 
Human Molecular Genetics conducts extensive research into the origin of multiple 
human genetic conditions. The faculty and staff have particularly strong expertise in 
neurosensory disorders, neurogenetic disorders, developmental biology and metabolic 
abnormalities 
 
Mid- America Genetics Education Consortium
The Mid-America Genetic Education Consortium (MAGEC) is a recently funded four 
state (Nebraska, Oklahoma, Arkansas and Kansas) collaborative for training genetic 
counselors. This program is the answer to a persistent shortage of genetic counselors 
throughout the central region of the United States.  The MAGEC masters program is not 
only innovative in the utilization of multi-institutional collaborations for a genetic 
counseling program, but it is also innovative due to its core use of distance education 
methodologies.  Genetic counseling masters programs typically have two significant 
components which includes the coursework and the clinical experience.  Traditionally, 
the coursework for genetic counseling programs have been implemented by using a 
conventional classroom setting.  MAGEC will apply Distance Education methodologies 
to the coursework facet of the Masters in Genetic Counseling program.   
 
The MAGEC genetic counseling program has many direct and indirect impacts.  The 
current 27 American Board of Genetic Counseling accredited programs average 
approximately 150 graduates annually.  The potential graduation of 16 students 
annually by MAGEC will increase the national number of genetic counseling graduates 
by more than 10%.  From a more local perspective, each state has an increased 
likelihood of recruiting and retaining genetic counselors.  This is due to several reasons.  
Not only do the previously stated explanations apply, but in addition, more individuals 
from the region would consider attending a program that is regionally available.  These 
same individuals are also more likely to work somewhere within the MAGEC states, 



contributing to the availability of regional genetics services. 
 
Administratively, the MAGEC project is based out of the University of Arkansas with Ms. 
Becky Butler, an Arkansas Genetic Counselor, as the Principal Investigator. Salient to 
this grant proposal, Dr. Brad Schaefer, the Co-director of the Nebraska LEND project is 
also the Medical Director for MAGEC. Dr. Schaefer's dual roles will undoubtedly allow 
for much easier coordination of the Genetic Counseling and LEND programs as 
proposed in this grant submission.  
 
PROGRAM SETTING 
 
Current Genetic Resources
The section of Clinical Genetics at MMI is a large active group of genetic health care 
professionals. The section is directed by Dr. Brad Schaefer. The section currently has 
four (4) MD Clinical Geneticists, two (2) PhD Medical Geneticists, seven (7) genetic 
counselors, and two (2) metabolic geneticists. All members of the section participate in 
a wide variety of disciplinary and interdisciplinary clinics throughout the region. General 
genetics clinics are conducted by all four clinical geneticists on site at MMI. The Clinical 
Genetics staff members participate in over 20 distinct interdisciplinary clinics at MMI and 
other hospitals within Omaha [Appendix 3]. Outreach clinical genetic services are 
conducted across the total expanse of Nebraska (Scottsbluff, Kearney and Winnebago) 
and central / western South Dakota (Rapid City, Pierre). Most recently, telemedicine 
consultative services have begun. The full range of MMI clinical genetic services is 
available to Nebraska and parts of South Dakota by telemedicine connections. In total, 
clinical genetics services are provided to over 4000 patients / families per year. 
 
The seven genetic counselors at UNMC are organized by areas of specialty / expertise. 
Two genetic counselors staff and support pediatric genetic clinics; two, prenatal 
services; one, cancer genetics; one, genetics and ethics, and one counselor directs the 
Title V funded Teratogen Information System (TIS). The TIS  is a comprehensive 
network that provides regional consultation for health care providers, local clinical 
services (including Fetal Alcohol Syndrome clinics), and national consultation to other 
Teratogen projects.  
 
All clinical genetics faculty and staff actively participate in genetics education. 
Educational offerings are provided to students and residents at the University, health 
care professionals across the state, and lay persons/ support groups. In total, clinical 
genetics personnel at MMI provided over 3,500 hours of training in clinical genetics and 
over 2,400 individuals participated in Continuing Education activities provided by clinical 
genetics faculty over the last fiscal year.          
Genetic Resources in the Nebraska LEND Project
A distinct advantage of the Nebraska LEND Project is that clinical genetics is intimately 
woven into every aspect of MMI activities. This is facilitated by the fact the Director of 
MMI, Dr. Bruce Buehler, is himself a clinical geneticist. Dr. Buehler was the Nebraska 
LEND director for 10 years prior to becoming the Chairman of Pediatrics. As noted 
above, Dr. Schaefer has been the director / co-director of the Nebraska LEND Project 



for the last 8 years. He too is a clinical geneticist, and the director of the MMI section of 
Clinical Genetics (and the direct supervisor of the genetic counselors). He is also the 
Medical Director of the Mid-America Genetics Education Consortium genetic counseling 
training program. Thus, in every conceivable permutation, clinical genetics and 
interdisciplinary activities for persons with disabilities are inseparable at MMI. This 
ensures that all of the 'current genetic resources' noted in the section above are part of 
the Nebraska LEND Project. 
 
Current Genetics Faculty in the Nebraska LEND Project
The current Genetics Faculty formally participating in the Nebraska LEND Project 
include Dr. Brad Schaefer (LEND Co-director and clinical geneticist) and Ms. Becky 
Anderson who is the bioethicist faculty person for the Nebraska LEND Project. Ms. 
Anderson is both a lawyer and a board-certified genetic counselor. 
 
Current use of Genetic Counselors in the Nebraska LEND Project
MMI genetic counselors currently contribute to the Nebraska LEND project in a variety 
of ways: 1) One of the genetic counselors is a representative to the MMI 
Interdisciplinary Education Committee 2) Genetic counselors share in the coordination 
of 3rd year medical students during a mandatory week at MMI during their pediatric 
rotation. The genetic counselor acts as a mentor for the medical student demonstrating 
the role of non-physician clinical services and principles of interdisciplinary care. 3) 
Genetic counselors provide didactic lectures for LEND trainees, and 4) Genetic 
counselors participate in most of the interdisciplinary clinics noted above. 
 
 
 



Information about genetics and LEND in Nebraska 
 
1) Strategies for delivering genetics information into training program? 
• A genetic counselor is a representative to the MMI Interdisciplinary Education 

Committee  
• Genetics topics in Core curriculum (etiology and genetics of MR, autism, CP, 

etc.) 
• Genetics courses available for LEND trainees  
• We offer 31 different interdisciplinary clinics that are coordinated and/or staffed 

by clinical genetics personnel . All clinics are accessible to LEND trainees 
• Genetic counseling as a non-physician MMI discipline 
• Weekly genetics case conference - elective attendance by LEND students 
 
2) What funding sources do you use to support these activities? 
• No LEND dollars specifically. Dr. Schaefer receives a small amount of salary 

support as Co-PI on LEND 
• Clinical genetics staff volunteer time on LEND activities. 
• Clinical genetics program funded by clinical revenues, grants, contracts, and 

foundation dollars 
 
3) What relationships were developed or expanded? 
• None specifically 
       
4) Lessons learned? 
• Almost everyone is interested in genetics 
• Genetics is central to most aspects of clinical medicine. This is especially true in 

neurodevelopmental disabilities 
• Medical genetics and genetic counseling should be a core discipline in a LEND 

program 
 
5) Suggestions for future? 
• Continue to find ways to further  integrate genetics into LEND programs 
• Resource sharing is vital 


