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This issue of the NCC Collaborator 
provides the first collective overview 
of the RC mini-grant and pilot proj-
ect activities. The products address 
a broad range of clinical and labora-
tory genetics and newborn screening 
service needs and embody the true 
meaning of collaboration at each step. 
Perhaps nobody says it better than 
Heartland RC medical geneticist G. 
Bradley Schaefer, MD, FAAP, FACMG, 
“My experience with the Pilot Project was 
positive in so many ways. I… mentor[ed] 
a junior faculty member through the re-
search process [and our] data… demon-
strated an important public health issue: 
poor compliance with established national 
standards. This project led to a submitted 
publication [as] part of a series of invited 
reviews in a special edition of a key Genet-
ics journal.”

Read on; we know you will enjoy 
this issue!

Calendar
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Submitted by Judith Benkendorf, MS, CGC, National Coordinating Center for 
the Genetics and Newborn Screening Regional Collaborative Groups 

Pilot Projects and Mini-Grant 
Activities Showcase Unique 
RC Expertise

At the inception of the National Coor-
dinating Center/Regional Collabora-
tive (NCC/RC) system four years ago, 
the seven RCs entered into cooperative 
agreements with the Genetic Services 
Branch, MCHB/HRSA with a broad 
charge that included bringing quality 
genetic services to local communities by 
strengthening capacity and infrastruc-
ture, and by building linkages between 
primary care, public health, genetic spe-
cialists and families. The “what” and 
the “how” left room to be responsive to 

the unique needs and expertise of the 
RC. This would allow each RC to capi-
talize on its strengths and find its niche 
in the NCC/RC system. The vision was 
to develop a series of activities, prod-
ucts and systems through pilot projects 
and mini-grant initiatives that could 
be shared and 
even replicat-
ed nationally, 
through the 
NCC.

Expanding Genetic and NBS Services Through Multifaceted Partnerships

Culturally Competent 
Approaches to Improve  
Genetic Literacy Among 
Asian-American Women
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Submitted by Amy Schwartz MPH, Project Manager, NEGC

http://www.negenetics.org/

the new england 
genetics collaborative

NEGC Mini-Grants 
Address Health 
Professional Education

The New England Genetics Collab-
orative (NEGC) has funded multiple 
innovative new projects through its 
competitive mini-grant application 
process, spanning research, educa-
tion and community development.  
This report shines our spotlight on 
two projects that address clinical 
education in caring for children and 
families with genetic disorders.

The Patient-As-Teacher Project 
Implemented by the Medical Outreach 
Service of Tufts-New England Medical 
Center, the Patient-As-Teacher Project 
addresses the issue of educating non-
geneticists in New England about 
caring for a child with a metabolic 
condition. The project utilizes the ex-
periences of patients with metabolic 
disorders and/or family members, 
who serve as educational resources 
for non-genetic medical providers 
and medical students. Speakers pro-
vide valuable first-hand insights by 
presenting their perspectives on liv-
ing with the disorder, their diagnostic 
journey, and their encounters with the 
health care system.  The Patient-As-
Teacher Project is building a library of 
resources across a diverse set of meta-
bolic conditions by creating a speaker 
registry and putting the people who 
experience these conditions at center 
stage. To date, the project has recruit-
ed over 25 future speakers.

“For physicians who must learn about 
hundreds of conditions in order to 

keep pace with the rapidly changing 
field, the opportunity to put a face 
and a story with a genetic condition 
is invaluable,” says Susan Waisbren, 
PhD, psychologist for the Metabo-
lism Program at Children’s Hospital 
Boston and the Patient-As-Teacher 
Project’s endorsing member of the 
NEGC’s Collaborative Council.  The 
project also hopes to encourage medi-
cal students’ interest in metabolic ge-
netics as a career choice, eventually 
alleviating the current shortage of 
metabolic physicians.

Incorporating Genetics and 
Genomics Into Your Curriculum 
A new genomics training resource 
has been developed for nurse edu-
cators entitled Incorporating Genetics 
and Genomics Into Your Curriculum.   
The training was a collaborative effort 
by Dr. Susan Capasso of St. Vincent’s 
College, Bridgeport, CT and the Con-
necticut Department of Public Health’s 
Genomics Office. Dr. Capasso delivers 
the self-paced, online training in four 
modules; the National League for Nurs-
ing awards four CEUs upon success-

ful completion of 
the series.   This 
free online train-
ing is available at 
http://ct.train.org 
or www.nege-
netics.org.  The 
four modules 
include: Chro-
mosomal Dis-
orders, Modes 
of Inheritance, 
Family History 
Development, 
and Integration 
of Genetics into 

Nursing Curricula.  Participants take 
a pre- and post-test and quizzes fol-
lowing modules 1-3.  An evaluation 
completes the training series.

Further information can be found on 
the NEGC website or by contacting 
Amy Schwartz, NEGC Project Man-
ager at amy.schwartz@unh.edu.  
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Submitted by Katharine B. Harris, MBA, NYS Genetic Service Program Administrator, NYMAC Project Director

http://www.wadsworth.org/newborn/nymac/ 

NYMAC Mini-Grants 
Focus on Specialty 
Care and Teratogen 
Information Services
In the first funding cycle NYMAC 
awarded two-year mini-grants to spe-
cialty care centers to develop and im-
plement case management databases 
for children with conditions identified 
through newborn screening (NBS) that 
are receiving on-going care. Programs 
were charged with using the databases 
to improve case management for all 
patients in their practices. Ten sub-
contracts (see red flags on map) were 
awarded to providers of metabolic, 
endocrine and metabolic services; two 
went to centers coordinating all NBS 
screen positive referrals.

By the end, most had established func-
tional databases and some had deter-
mined that data could be incorpo-
rated from their existing electronic 
medical record systems.  In addition, 
the Alfred I. duPont Hospital for Chil-
dren (DE) used a liaison genetic coun-
selor to coordinate services between 
the state newborn screening service, 
duPont Hospital and other specialty 
care centers treating children with 
more complex conditions.  Children’s 
Hospital of Philadelphia improved 
identification of special service needs, 
including translation, family service 
and home care referrals.  They also 
formed a Parent Advisory Council 
and Peer-to-Peer Parent Support ac-
tivities, and established a quarterly 
newsletter.  University of Rochester 
established a formal parent-to-parent 
network.  St. Joseph’s Regional Medi-
cal Center (NJ) was able to track ser-

vices for screen positive infants and 
their families as well as timely receipt 
of lab results.  The metabolic program 
at Mount Sinai Medical Center (NYC) 
developed family information pack-
ets for each specific metabolic disease.  
The English language packets were 
translated into Urdu, Spanish, Rus-
sian, French, Arabic and Mandarin.  
Virginia Commonwealth University 
used the database to identify barri-
ers to appropriate care including lan-
guage, literacy, transportation, hous-
ing and finances.  Such identification 
facilitates referrals to appropriate out-
side services.

Also in the first cycle, grants were 
awarded to three Teratogen Infor-
mation Services (see blue flags on 
map) for improving infrastructure 
and public awareness.  A meeting 
of members of most of the services 
was held in Washington, DC in April 
2007.  Information sharing, including 
identification of similar successes and 

frustrations, was found to be most 
valuable.  The Ferre Institute’s Preg-
nancy Risk Network (NY) installed a 
Teratogen Inquiry form on their web-
site that enables collection of required 
information before talking to a pa-
tient or provider.  They also notified 
the 3,000 NYS prenatal care providers 
about their services, providing book-
marks with their contact information 
to the offices.  The Southern New Jer-
sey Perinatal Cooperative produced 
a DVD about teratogen services that 
was distributed among other Terato-
gen Information Services and made 
available to the Organization of Tera-
tology Information Services (OTIS).   
Magee Women’s Hospital (PA) used 
the funds to upgrade their computer 
system and genetic information data-
base.  They also instituted the means 
to collect reproductive outcome data 
on exposures reported by patients 
seeking teratogen information.
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Submitted by Phaidra Floyd-Browning, RN, Project Manager and Hans C. Andersson, MD, FACMG, Co-PI,  
Southeast NBS and Genetics Collaborative 

SOUTHEAST NBS & 
GENETICS COLLABORATIVE

A Genetics Emergency 
Preparedness Plan

Over the years, standardized ap-
proaches to emergency preparedness 
have been developed by various gov-
ernment agencies to provide guidance 
for populations who might experience 
local or regional emergencies. These 
protocols have not focused on the 
needs of those with rare genetic con-
ditions and the inherently specialized 
clinical care that they require. These 
protocols also fail to address their 
caretakers, and the genetics laborato-
ries that are necessary to maintain the 
health of patients with an inherited 
disorder of metabolism. 

As part of the Southeast Region 
(Region 3) HRSA-funded Newborn 
Screening and Genetics Collaborative, 
an Emergency Preparedness Plan has 
been created to offer emergency pre-
paredness guidelines specific to those 
in the genetics community.  This 
plan, created by Hans C. Andersson, 
MD, Co-Principal Investigator of the 
HRSA Region 3 grant, and emergency 
preparedness expert, William Perry, 
is available for all regions to consider 
as a model and can be downloaded 
from the Southeast NBS and Genet-
ics website.  The document focuses on 
the elements necessary to maintain 
continuity of care in the event of an 
emergency.  The plan addresses these 
needs from the perspective of 1) the 
medical service provider and the nu-
tritional service provider (collectively, 
the clinician); 2) the diagnostic service 
provider (the laboratorian); and 3) the 
individual patient and/or their care-
giver and guardian (the consumer). 

Emergency preparedness 
is an ongoing activity 
that should be reviewed 
and refined each year.

The Region 3 plan draws upon several 
basic preparedness principles:

All emergencies occur locally•	  and 
must be responded to by local re-
sources. The local individuals who 
will be urgently affected must 
make preparations for emergencies 
themselves; no regional or federal 
response can replace actions tak-
en by genetics centers to prepare 
themselves and their patient popu-
lations.  

Redundancy at every level is an es-•	
sential principle: an effective plan 
must allow for replacement of all 
equipment, personnel, and data 
in the event an emergency. For ex-
ample, backup sources of specialized 
medication and medical foods should 
be identified. Alternative communi-

cation methods (e.g., satellite tele-
phone, citizen band/amateur trans-
mitting radio) should be planned 
for in the event of loss of the usual 
telephone and Internet access. 

Remotely accessible medical/laboratory •	
records are an important resource in a 
disaster that forces the evacuation 
of the genetics center.  Numerous 
methods exist which allow backup 
copies of essential medical records 
to be made.  Having access to these 
records facilitates an easy transi-
tion of care from one genetics cen-
ter to another.

Recommendations are made that •	
each center develop an individual-
ized plan and perform self-efficacy 
exercises to identify weaknesses 
and areas for improvement.  

Emergency preparedness is an ongo-
ing activity that should be reviewed 
and refined each year.  Lessons learned 
and feedback about how adequately 
the plan addresses the emergency 
needs is critical to constant improve-
ment of the plan.

 http://southeastgenetics.org).



Helping Parents and 
Professionals Learn 
about Newborn 
Screening

In order to maximize the utility and 
effectiveness of newborn screening, 
stakeholders throughout the health-
care services system—including con-
sumers—need a good understanding 
of the newborn screening process.  A 
sound understanding goes beyond 
awareness that a blood spot screen is 
routinely done on all newborns in the 
United States.  It includes the necessity 
for quality blood spot collection; the 
implications of a positive screen; the 
importance of both expedient notifi-
cation of the parents and the primary 
care provider; timely follow-up by re-
screening or diagnostic consultation; 
and resources for accessing informa-
tion, services and supports related to 
newborn screening and specific ge-
netic conditions.

The Region 4 Genetics Collaborative 
Education Workgroup engaged in 
a consensus process to identify the 
most pressing education issues across 
Region 4 states regarding newborn 
screening.  Overwhelmingly, work-
group members identified education 
about the entire newborn screening 
process as a priority. The workgroup 
selected two populations on which 
to focus education efforts: expect-
ant parents and healthcare providers 
working with expectant parents.

In order to reach both populations, 
the group developed an online course, 
Newborn Screening: What Caregivers 
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Submitted by Sally J. Hiner, BS, LSW; Senior Project Coordinator, Region 4 Genetics Collaborative  

http://region4genetics.org/

Need to Know.  The course is designed 
for prenatal care providers, childbirth 
educators, and other healthcare pro-
fessionals who work with expectant 
parents.  The purpose of the course 
is to educate healthcare professionals 
and provide them with information 
that can be used to raise expectant 
parents’ awareness of the newborn 
screening process. The course helps 
caregivers fulfill their essential role 
of assisting parents in becoming in-
formed and prepared before their 
baby’s newborn screening.  

To develop course content, the work-
group reviewed existing educational 
materials and coursework.  To in-
crease relevance to Region 4, each 
workgroup member provided infor-
mation specific to her state.  Links 
to information for individuals from 
states outside Region 4 were added to 
assure value to a broader consumer 
base.  The course was drafted, and 
then reviewed by workgroup mem-
bers and Region 4 healthcare provid-
ers serving expectant parents. The 
initial draft was revised based on 
comments from the field and the final 
version was used to obtain approval 
for continuing education units (CEUs) 
for nurses.

The course prepares learners to:
locate state-specific newborn •	
screening information 
identify important aspects of •	
newborn screening programs
discuss the purpose and benefits •	
of newborn screening with  
parents  

Course content includes: 
laws/legislation •	
components of newborn screening •	
programs
newborn screening results•	
specimen collection•	
repeat screens/repeat specimen •	
collections 
follow-up procedures•	
newborn hearing screening •	
tips for communicating with •	
parents 
newborn screening resources  •	

To date over 500 nurses, physicians, 
genetic counselors and nursing stu-
dents from 29 states have completed 
the course. Learners are tested on 
course content and must score 80% or 
higher in order to receive CEUs.

The online course is available on the 
Region 4 Genetics Collaborative web-
site.  The course, provided at no cost, 
offers free CEUs for nursing.   
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Submitted by Lori Williamson, MS, CGC Co-Director and Project Manager, and Shona Whitehead, BA, 
Program Coordinator, Heartland Genetics and Newborn Screening Collaborative

Pilot Project Program 
Thrives in Heartland RC 

Background:  Since its inception, the 
Heartland Genetics and Newborn 
Screening Collaborative has fostered 
small pilot projects throughout its 
eight-state region.  The rationale for 
this program is threefold.  First, col-
laboration between at least two states 

is required to promote new, collab-
orative relationships. Second, the 
program encourages investigators to 
propose creative solutions to regional 
and national priorities.  And, finally, 
the pilot projects provide initial data 
that can be used to apply for larger, 
external grants.  Now in its fifth cycle, 
the pilot project program has funded 
13 projects. 

Process: Each year, the Regional Co-
ordinating Center and the Heartland 
Advisory Board identify regional 
funding priorities that are outlined in 
the HRSA guidance or were discussed 
at the annual regional meeting.  The 
priority areas usually address issues of 
access, education, newborn screening

Continued on page 9

Pilot Project States Co-PIs Priority Addressed Outcomes

Newborn screening (NBS) 
educational module

MO
IA

Sara Copeland
Dorothy Grange

Education
NBS

Web-based education on Heartland website (	▪ http://www.
heartlandcollaborative.org/education/familyeducation.htm) 

Reduce disparity of NBS lab services  
in the Heartland region

IA
MO

Stanton Berberich
Patrick Hopkins

NBS Heartland back-up testing project	▪
2 abstracts accepted for oral presentation at 2008  	▪
APHL NBS and Genetics Testing Symposium

Telehealth genetics clinics in  
rural Missouri

MO
AR

Donna Nale
Becky Butler

Access MO Dept of Health has continued the telegenetics  	▪
services and expanded to include PKU
Hosted regional conference on telegenetics	▪
Submitted abstract to national teleconference meeting	▪

Development and implementation  
of state genetics plans

KS
ND
SD

Lisa Butterfield
 

Infrastructure ND state plan 	▪
KS state needs assessment 	▪

Family Health History PSA MO
KS

Debra Collins Education Two PSAs on web site (	▪ www.kcfamilyhistory.org)
Approximately 75 unique visitors per month to the website	▪
Spanish version added in 2006	▪

Studies of food motivation in  
Prader-Willi syndrome

KS
MO

Cary Savage 
Merlin Butler

Health outcomes Submitted an R21 NIH grant application 	▪
Two conference presentations	▪
Two manuscripts in preparation	▪

Clinical guidelines for  
Down syndrome

NE
OK

Mark Fergeson
Brad Schaefer

Medical home
Health outcomes

Manuscript submitted	▪

Assessing parenting capacities  
and stress in NF1

OK
TX

Larry Mullins
Bart Moore
Gene Hallford  

Medical home Ongoing	▪

Expanded NBS: if we offer it,  
will they come?

OK
AR

Gene Hallford 
JoAnn Bolick

NBS
Education

Ongoing	▪

Genetic testing for maple syrup urine 
disease in Mennonite communities

MO
IA

Charlotte L. Phillips 
Sara Copeland

NBS
Education

Abstract accepted for poster at 2008 APHL conference	▪

Heartland multi-state teratogen 
education project

NE Beth Conover Education 300 resource books distributed; 50 additional requested	▪

Missouri’s Electronic Child  
Health Profile

MO Nancy Hoffman Infrastructure
NBS

Recommended for funding	▪

Newborn Screening—What 
Providers and Parents Need to Know 

MO Sharmini Rogers
J Jefferies
Julie Raburn-Miller

NBS
Education

Recommended for funding	▪
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Submitted by Joyce Hooker, Project Manager and Celia Kaye, MD, PI, Mountain States Genetics  
Regional Collaborative Center (MSGRCC) 

MSGRCC Completes 
Study of Stability of 
Analytes and Enzymes 
in Stored Blood Spots

In response to the Mountain States 
Newborn Screening Committee’s re-
quest, MSGRCC funded Dr. Marzia 
Pasquali to research the proper stor-
age of dried blood spots from new-
born screening. This study is now 
providing the evidence-based data 
needed for newborn screening labo-
ratories and states on this subject, and 
it is especially timely with the move 
into population-based expanded new-
born screening. The project also had 
the endorsement and cooperation of 
Dr. Harry Hannon at CDC. 

Dr. Pasquali evaluated the stability 
of the analytes/enzymes as measured 
by tandem mass spectrometry and 
by traditional methods of screening 
for biotinidase deficiency, congenital 
adrenal hyperplasia, cystic fibrosis, 
congenital hypothyroidism and ga-
lactosemia over a two-year period, 
under various environmental condi-
tions. The stability of enzymes/ana-
lytes was tested at 4 different temper-
atures: room temperature, 4˚C, -20˚C, 
-70˚C. The blood spots were stored at 
these temperatures in 1) plastic bag 
with a desiccant; and 2) under vacu-
um. The two sets at -20˚C were split 
in two different subgroups, with and 
without physical separation of sam-
ples. There were a total of 10 different 
storage environments. The analysis of 
the blood spots was done immediate-
ly, after spotting the filter paper, and 
at regular intervals after that, for a to-

tal of 16 analyses 
within 24 months. 

The conclusions of this proj-
ect showed storage of blood spots for 
a prolonged period of time (up to 2 
years) can result in significant change 
in concentrations of acylcarnitines, 
amino acids, enzymes and other 
analytes depending on the storage 
temperature.  Storage at room tem-
perature results in the highest change 
(especially for short-chain acylcarni-
tines and enzymes), while storage at 
-20˚C and -70˚C results in the lowest 
change. Results obtained from blood 
spots stored under vacuum were not 
significantly different from those 
obtained from blood spots stored in 
bags with a desiccant. 

These data can be used to determine 
the best storage conditions for residual 
blood spots. Storage under vacuum has 
the advantage of reducing the space 
necessary for retaining specimens.  
Freezers at -20˚C are also easier and 
less expensive to obtain. Depending 
on how states want to use the resid-
ual blood spots, these data can guide 
planning for storage needs. 

A published abstract describing the 
results of this project was presented 
at the 2008 SIMD conference1.  Dr. 

Marzia Pasquali PhD, FACMG is Pro-
fessor of Pathology (Clinical) at the 
University of Utah School of Medi-
cine and Medical Director, Biochemi-
cal Genetics and Supplemental New-
born Screening at ARUP Laboratories 
in Salt Lake City Utah.  

1 Richardson L, Morlan NJ, Dobrowol-
ski P, Pasquali M (2008)  Effect of pro-
longed storage on the concentration 
of amino acids and acylcarnitines in 
blood spots. Molec Genet Metab 93:260 
(Abs. 74).

http://www.msgrcc.org



Collaborative Relationships

Integration Process Structure Purpose

Low Communication Network, roundtable Dialogue and common understanding. 
Clearinghouse for information.  Explore 
common and conflicting interests.

Contribution Support group Mutual exchanges to support each other’s 
efforts. Build mutual obligation and trust.

Coordination Task force, council, 
alliance

Match and coordinate needs, resources, 
and activities.  Limit duplication of services.  
Adjust current activities for more efficient and 
effective results.

Cooperation Partnership, 
consortium, coalition

Link resources to help parties achieve joint 
goals.  Discover shared interests.  Build trust 
by working together.

High Collaboration Collaborative Develop shared vision.  Build inter-dependent 
system to address issues and opportunities.  
Share resources.

8

screening) in Guam and the western 
states is a complicated mix of private 
and public, for profit and non-profit, 
clinical and academic, children and 
adults. For several reasons, genetic 
services, more so than other special-
ties, involves extensive public systems. 
Sylvia Au, MS, CGC and Kerry Silvey, 
MA, CGC have both served as genet-
ics clinicians and in leadership posi-
tions in public health genetics. This 
dual experience contributes to their 
understanding of the importance of 
reaching out to representatives from 
this public-private mix. They under-
stood that each group’s voice and 
cooperation is necessary to improve 
genetic services over the lifespan. As 
Co-Directors of the Western States 

Public Health and 
Medical Genetics: How 
the West is Winning

Come January, our new President of 
the United States will move into the 
White House. Who is that new Presi-
dent? As you read this, you now know 
the name of that man, yet none of us 
knows completely who he is in terms 
of steering our nation’s health. What 
dreams does he have? What ideas will 
he follow? How will he start to work 
for the health of every person in the 
country? Specifically, how will he 
work for the health of those with or at 
risk for genetic conditions? Whoever 
our President is, he can look West for 
inspiration on how to begin creating 
our nation’s future genetic health. The 
Western region’s approach to dream 
building is somewhat like the West 
itself—expansive, inclusive, big vi-
sion, a little wild, but always with an 
eye on practical necessity. As people 
from varied ancestry worked together 
in the western United States, Hawai’i 
and Guam, people of diverse occu-
pations and roles in life are working 
together successfully in the Western 
States Genetic Services Collaborative 
(WSGSC) for the health of children 
and families who are at risk for or 
live with genetic conditions. “Every-
body in the pool!” is not just a call to 
fun in the West. That motto is also an 
approach to insuring that everyone 
interested in genetic health has a say 
in planning and working for the indi-
vidual health of our citizens.

Who is “everyone?”  Like the current 
United States health care system, ge-
netic services (including newborn 

Submitted by Jacquie Stock, MPH, Project Evaluator and Lianne Hasegawa, MS, Project Coordinator, Western States 
Genetic Services Collaborative

Figure 1.  Theoretical model used to guide evaluation of Western States 
Genetic Services Collaborative.

Source:  Program Development and Evaluation, University of Wisconsin-Extension, Cooperative Extension, “Evaluating 
Collaboratives—Reaching the Potential”, Madison, Wisconsin, July, 1998, http://learningstore.uwex.edu/pdf/G3658-8.pdf, 
last accessed November 27, 2007.

Genetic Services Collaborative, Kerry 
and Sylvia planted the seed for col-
laboration by including the following 
groups in collaborative work: state 
public health leaders in genetic ser-
vices and newborn screening, medi-
cal geneticists, genetic counselors, 
specialty dietitians, primary care 
providers, and families who are at 
risk for or living with genetic condi-
tions. Building and expanding such 
an inclusive community of stakehold-
ers continues to be part of the ongoing 
work of the collaborative.  

What has this mix of people achieved? 
In part, the WSGSC measures success 
using a theoretical model of collabo-
ration shown in Figure 1. 
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In 2007, western states’ leaders in 
public health genetic services and 
newborn screening reported in key 
informant interviews to collaborative 
evaluation staff that the processes of 
“communication” and “contribution” 
(Figure 1) are a major success of the 
WSGSC.  The Collaborative success-
fully implemented a Communication 
Plan that includes hosting an an-
nual in-person stakeholder Summit; 
periodic alerting of collaborators to 
“Wiki Updates” on the Collabora-
tive website; organizing and hosting 
informational webinars and sharing 
telephone conferences; e-mail alerts; 
workgroup teleconferences and GOF-
MBCA (good old-fashion manage-
ment by calling around). The Com-
munication Plan was achieved by a 
combination of public and private 
funds and volunteer participation by 
stakeholders. Yet, on the collabora-
tive relationships’ continuum of in-
tegration, communication is just the 
foundation for completely integrated 
collaboration. What success has the 
WSGSC had in cooperative and col-
laborative projects?

The Practice Model of the Western 
States region is an initiative where pub-
lic health agencies, private non-profit 
organizations and genetics providers 
combine resources to enact a shared 
vision of improving access to genetic 
services for families who live far from 
genetics specialists. From 2005 to the 
present, projects within the Practice 
Model initiative have provided at 
least six hundred specialty genetics 
consultations to families in Alaska, 
Guam, Hawai‘i, Idaho, Oregon and 
Washington. Families received these 
genetics consultations during out-
reach or interactive videoconference 
visits provided by medical geneticists, 
genetic counselors, or specialty dieti-
tians who practice at tertiary centers 
in Honolulu, Portland and Seattle. 
Among a sample of families who re-
sponded to a satisfaction survey about 
the Hawai’i outreach project, twenty-
five percent reported they would not 
have received genetic services at all, 
had they not participated in the Col-
laborative’s outreach project.

With the shared vision of improving 
the public’s access to accurate and 
timely information about genetics, 
family representatives, primary care 
providers and public health represen-
tatives worked together to create and 
share a list of peer-reviewed resourc-
es that provide educational informa-
tion about various topics in genetics.  
These resources are posted on the 
WSGSC website, and Family Voices 
leaders and Family-to-Family Health 
Information Centers in the western 
states will disseminate information 
about this listing of educational re-
sources. This successful project is an 
inter-dependent approach to sharing 
informational resources that can be 
used in the future as emerging dis-
coveries in the field of genetics are 
translated into clinical practice and 
shared with families.  

When our new President turns to im-
proving the health of the nation, we 
believe that looking at how the West 
is winning genetic healthcare for its 
people with inclusion of all interested 
groups in planning work, open com-
munication and a willingness to share 
resources might well inspire him! 

Heartland, continued from page 6

RC program enhancement, infrastruc-
ture, advocacy, improved health out-
comes, and medical home.

A request for proposals is dissemi-
nated via the regional list-serv and 
on the Heartland website.  Four re-
viewers are selected for each appli-
cation (a content expert, advocate(s), 
an external reviewer and one other 
reviewer).  No reviewer can reside in 
the same state as the applicant. Re-
viewers score the applications based 
on relevance to the funding priori-
ties, merit and potential impact of 
the project, soundness of the project 
design, qualifications of the inves-
tigators, evaluation and dissemina-
tion plans, inclusion of medical home 
principles (where warranted), and in-
clusion of patients/family members.  

After ranking the applications based 
on scores and collating the reviewers’ 
comments, the Heartland Advisory 
Board recommends selected projects 
for funding.

Results: All eight states have par-
ticipated in a pilot project and all 
reviewers completed evaluations in 
each cycle.  Project outcomes include: 
six abstract submissions; three proj-
ects that expanded; three submitted 
manuscripts; and one application for 
external funding.  Completed prod-
ucts also include a teratogen resource 
notebook, web-based family health 
history education, web-based educa-
tion for selected conditions included 
in NBS, and the North Dakota state 
genetics plan.

Conclusions: The Heartland Pilot 
Project Program is a resourceful, in-
novative, and effective way to ad-
dress regional priorities and build 
collaborations.

http://www.westernstatesgenetics.org

www.heartlandcollaborative.org

Genetic Alliance Activities 
Allow RCs to Network 
Nationally from Home

Do you get the Genetic Alliance Weekly 
Bulletin?  Subscribe now to this up-to-the-
minute snapshot of organizations, activities, 
and events in the genetics community. 
To sign up for the bulletin or have your 
organization or event featured, send an 
email to: membership@geneticalliance.org.

Genetic Alliance also offers information 
and a forum for discussing genetics 
and advocacy topics in the forefront of 
the healthcare in three webinar series: 
Strategies for Success, Meet Your 
Neighbors, and Hot Topics. View 
upcoming sessions at:  
www.geneticalliance.org/webinars.



sian-American women who 
are at risk for bearing chil-
dren with birth defects or 

genetic disorders face 
genetic literacy barriers in accessing 
prenatal genetic screening tests and 
using genetic information.  To fill the 
gap, the Charles B. Wang Community 
Health Center (CBWCHC), with fund-
ing from the March of Dimes (MOD) 
and the Health Resources Services 
Administration (HRSA), developed 
culturally and linguistically appropri-
ate genetics education interventions 
for Chinese and Korean women and 
their families.

CBWCHC is a federally qualified com-
munity health center whose mission 
is to provide quality, culturally and 
linguistically relevant and affordable 
health care to underserved Asian-
Americans in the metropolitan New 
York area.  In 2005, CBWCHC became 
a partner in the Consumer Genetics 
Education Network Project (CGEN).  
Funded by HRSA and administered 
by MOD, CGEN is a five-year proj-
ect charged with improving genetic 
literacy in underserved populations.  
CBWCHC is one of four community 
partners across the United States who 
are developing and implementing 
population-specific genetic literacy 
initiatives (see NCC Collaborator, June 
2007, December 2007, and June 2008, 
or marchofdimes.com/genetics).

Program Activities
CBWCHC’s prenatal patient popula-
tion mainly consists of recently arrived 
Chinese and Korean immigrants who 
typically are uninsured, low income, 
and have low levels of acculturation 
and limited English proficiency.  They 
face various barriers in accessing the 
US health care system and mainstream 
health information, particularly com-

plex genetics infor-
mation.  Therefore, 
CBWCHC devel-
oped strategies to 
provide genetics 
education to this 
group that ad-
dressed their specific cultural and 
language needs.

Development of culturally and lin-
guistically appropriate genetics 
education materials
Four Chinese/English brochures were 
developed, focusing on topics that 
generated the most questions from 
CBWCHC’s prenatal patients: amnio-
centesis, maternal serum-triple screen, 
thalassemia, and genetic counseling 
and testing. Two of the brochures 
(genetic testing and counseling, and 
amniocentesis) were translated into 
Korean, and a brochure about fam-
ily health history was recently de-
veloped.  The brochures were de-
veloped with the needs of prenatal 
patients in mind, and provide clear 
and simple explanations.  To ensure 
the brochures were culturally and 
linguistically appropriate, they were 
evaluated through focus groups with 
CBWCHC’s prenatal patients. To date, 
more than 5,000 brochures have been 
disseminated to patients and com-
munity members.

“Genetics 101” workshops for CBW-
CHC’s genetic counseling patients
“Genetics 101” workshops were de-
veloped and implemented for at-risk 
prenatal patients who were referred 
to genetic counseling at CBWCHC.  
Before seeing the genetic counselor, 
the patient attends a workshop con-
ducted by a bilingual health educa-
tor.  The curriculum provides basic 
genetics education so that the patient 
has a better understanding of ge-

netic concepts and the genetic coun-
selor can focus more on the patient’s 
specific health issues. Enabling the 
patient to obtain and process infor-
mation prior to meeting with the 
genetic counselor also increases the 
patient’s sense of empowerment and 
ability to make pregnancy manage-
ment decisions. Preliminary out-
comes indicate that the workshop 
may be an effective model, resulting 
in better informed patients and more 
meaningful encounters between the 
genetic counselor and patient.  Based 
on the highly promising results, a 
more formal evaluation will be con-
ducted to fully assess the interven-
tion’s outcomes.

For more information about the pro-
gram please contact Sandra Tana-
mugsukbovon at stanamug@cbwchc.
org. To download copies of the bro-
chures, go to http://www.cbwchc.org/
hrs/he/he.html and click on “Wom-
en’s Health.”

www.cbwchc.org
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Culturally Competent Approaches to Improve  
Genetic Literacy Among Asian-American Women

Submitted by Deborah Hong, MPA, Health Education Program Coordinator,  
Charles B. Wang Community Health Center



11

Submitted by Deborah Hong, MPA, Health Education Program Coordinator,  
Charles B. Wang Community Health Center

Mountain States Genetics Regional Collaborative Center (MSGRCC) 
Medical Home Visiting Professor Conference   Feb 6, 2009  Phoenix, AZ

 Workgroup Meetings: Consumer Advocacy and Public Health Feb 7, 2009  Phoenix, AZ
 NBS Workgroup Meeting      Feb 8, 2009  Phoenix, AZ
 Metabolic Consortium Meeting     Feb 20-22, 2009  Denver, CO
 Annual Meeting       Jul 15-16, 2009  Denver, CO

Heartland Genetics and Newborn Screening Collaborative
 RC Board and Pre-Conference Meetings    Sep 16, 2009  Little Rock, AK
 RC Annual Meeting       Sep 17-18, 2009  Little Rock AK

National Coordinating Center (NCC)
 Committee Meeting       Jan 6-8, 2009  Bethesda, MD
 Emergency Preparedness WG Meeting    Jan 9, 2009  Bethesda, MD

Southeast Newborn Screening and Genetics Collaborative (SERC)   
 15th Annual Metabolic Camp     Jun 22-27, 2009  Atlanta, GA
 Annual Conference        Aug 6-8, 2009  Asheville, NC

American Academy of Physicians (AAP)
Future of Pediatrics Conference     Feb 27- Mar 1, 2009 Anaheim, CA
National Conference and Exhibition    Oct 17-20, 2009  Washington, DC

American College of Medical Genetics (ACMG)
  Annual Clinical Genetics Meeting     Mar 25-28, 2009 Tampa, FL

American Public Health Association (APHA)
 Annual Meeting       Nov 7-11, 2009  Philadelphia, PA

American Society of Human Genetics (ASHG)
 Annual Meeting       Oct 20-24, 2009  Honolulu, HI

Association of Maternal & Child Health Programs (AMCHP)
 Annual Conference       Feb 21-25, 2009  Washington, DC

Association of Public Health Laboratories (APHL)   
 Annual Meeting       May 5-8, 2009  Anchorage, AK

Association of University Centers on Disability (AUCD)
Annual Meeting       Nov 7-9, 2009  Washington, DC

Genetic Alliance
 Annual Conference       Jul 17-19, 2009  Bethesda, MD

 NCCCalendar
REGIONAL/NATIONAL COORDINATING  CENTER MEETINGS

NATIONAL CONFERENCES
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Contact Information:
NCCRCG  |  c/o American College of Medical Genetics  |  9650 Rockville Pike  |  Bethesda, MD  20814-3998
Tel: 301-634-7127  |  Fax: 301-634-7275
acmg@acmg.Net  |  www.nccrcg.org
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National Association of Pediatric Nurse Practitioners (NAPNAP)
 Annual Conference       Mar 19-22, 2009  San Diego, CA

Smmer Institute in Public Health Genetics    Jun 22-26, 2009  Seattle, WA

Advisory Committee on Heritable Disorders  
in Newborns and Children (ACHDNC)
 Meeting        Feb 26-27, 2009  Bethesda, MD
 Conference Call       May 12, 2009

Secretary’s Advisory Committee on Genetics, 
Health & Society (SACGHS)
 Meeting        Mar 12-13, 2009  Washington, DC 

Meeting        Jun 22-26, 2009  Washington, DC
 Meeting        Oct 8-9, 2009  Washington, DC

NATIONAL CONFERENCES

ADVISORY COMMITTEE MEETINGS
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