
1

 NCCCollaborator

Using a Community-

Based Approach 

to Educate the 

African American 

Family               2

July 2009 
Volume 3, 
Number 2

Calendar

19-20

One of the major goals of the Regional 
Genetic and Newborn Screening Ser-
vice Collaboratives (RCs) is to improve 
access to genetic services by children 
and youth with heritable disorders 
and their families.  Yet, we all recog-
nize that those services are only one 
piece of the community-based sys-
tems of services that these individu-
als and families need in order to re-
ceive optimal care and lead full, pro-
ductive lives.  For many years it has 
been the mission of HRSA’s Division 
of Services for Children with Special 
Health Care Needs (DSCSHN), which 
funds the RCs, to help states put those 
systems in place for all children and 
youth with special healthcare needs 
(CYSHCN). CYSHCN are defined as 
“those children and youth who have 
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or are at increased risk for a chronic 
physical, developmental, behavioral, 
or emotional condition and who also 
require health and related services 
of a type or amount beyond that re-
quired by children generally.”  Ac-
cording to the National Survey of 
Children with Special Health Care 
Needs (2005), approximately 13.9% of 
children and youth under the age of 
18 in the United States are estimated 
to have special healthcare needs. 

In building systems of services, the 
DSCSHN fo-
cuses its work 
a rou nd t he 
achievement of 
six critical sys-
tems outcomes 

set out in the Healthy People 2010 
National Health Objectives to break 
down barriers to community inclu-
sion for people with disabilities:  

Family/professional partnership  ▪
at all levels of decision-making;
Access to coordinated ongoing ▪
comprehensive care within a 
medical home;
Access to adequate health insur- ▪
ance and financing to pay for 
needed services;
Early and continuous screening  ▪
for special health needs;
Organization of community ser- ▪
vices for easy use; 
Youth transition to adult health- ▪
care, work, and independence.

Prior to 2005, the DSCSHN awarded 
grants to address each of these six 
core outcomes separately.  In 2005, 
the DSCSHN announced a new pro-
gram, “State Implementation Grants 
for Systems of Services for Children 
and Youth with Special Healthcare 
Needs.”  The purpose of the pro-
gram was to implement the six sys-
tems components into a comprehen-
sive state-wide system of services for 
CYSHCN.  Statewide implementation 
grants have been funded in the fol-
lowing 34 States:  Arizona, Califor-
nia, Colorado, Connecticut, Florida, 
Hawaii, Ilinois, Indiana, Iowa, Kan-
sas, Maine, Maryland, Massachusetts, 
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A workshop titled Family Health 

History, Genetics and Health: Educating 

the African American Family  was 

developed to increase participants’ 

awareness of genetic-related and 

family health history information.
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Many diseases 
d i s p r o p o r -
tionately affect 
African Ameri-

cans, but some of them can be 
mitigated by lifestyle changes.  
With this in mind, Howard 
University engaged commu-
nity representatives to provide 
input into developing culturally 
appropriate genetics education 
materials as part of the Commu-
nity Genetics Education Network 
Project (CGEN).  As one of four 
projects funded by a five-year co-
operative agreement between the 
March of Dimes and the Health 
Resources and Services Adminis-
tration, Howard’s goal is to improve 
the genetic literacy of the participant 
communities by integrating genetic 
research activities into the local and 
national communities of African 
Americans and other people of color 
to facilitate their active participation 
in efforts to eliminate health dispari-
ties (NCC Collaborator, June 2007, De-
cember 2007, June 2008, December 
2008, or marchofdimes.com/genetics).  
The project is a community-based ef-
fort that focuses on underserved com-
munities in the greater Washington, 
DC metropolitan area.  

Educational Materials
A workshop titled Family Health His-
tory, Genetics and Health: Educating the 
African American Family was developed 
to increase participants’ awareness of 
genetic-related and family health his-
tory information. Two booklets, Race, 
Genetics, and Health and Planning for a 
Health Future: The Importance of Fam-
ily Health History, and a trigger video 
on family health history comprise the 

tools used in the work-
shops. The materials address the 
needs of low health literacy popula-
tions and contain interactive word 
games that can be used with chil-
dren and adults. They can be used 
in conjunction with the community 
workshop, in other group settings, or 
as stand-alone information.  In addi-
tion, a website (www.myfamilies.org) 
and toll-free number (1-866-455-0501) 
were created as resources for obtain-
ing additional information. 

Pilot Study
Howard recruited 178 residents from 
the DC metropolitan area at churches 
and recreation centers to participate 
in a pilot study that evaluated the 
implementation of educational work-
shops. Participants included the origi-
nally identified stakeholders as well 
as members of Zeta Phi Beta sorority. 
This organization had partnered with 
Howard on other genetics projects 
and was receptive to the family his-
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tory information. The participants 
completed pre- and post-tests, a 
workshop evaluation, a pledge form 
on positive lifestyle changes, and a 
two-month follow-up pledge assess-
ment. Preliminary data show satisfac-
tion with the workshops. Analyses 
are underway to evaluate changes 
in knowledge and follow through on 
pledge activities. 

Howard hopes that increasing genetic 
literacy and integrating genomics re-
search activities into local and nation-
al communities of color will increase 
their capacity for better informed 
healthcare decisions, advocacy for ac-
cess to genetics services, and achieve-
ment of health equity.
http://www.genomecenter.howard.edu/
community/welcome.htm
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the new england 
genetics collaborative

NEGC Working with 
Center for Medical 
Home Improvement
The New England Genetics Col-
laborative (NEGC) believes that the 
health of children and youth with ge-
netic conditions will be improved by 
full engagement of primary care and 
the successful implementation of the 
Medical Home principles, which are 
described by the American Academy 
of Pediatrics as “accessible, continu-
ous, coordinated, family-centered, 
comprehensive, compassionate, and 
culturally-competent care.”  Dr. Carl 
Cooley, a uniquely qualified national 
leader in Medical Home development 
and implementation and medical di-
rector of the Center for Medical Home 
Improvement (CMHI) in Concord, 
New Hampshire, agreed to lead our 
Medical Home Workgroup.  The Cen-
ter for Medical Home Improvement, 
which is funded in part by grants and 
contracts originating from MCHB, is 
also working with the MCHB-funded 
National Center for Medical Home 
Initiatives at the American Academy 
of Pediatrics.

A medical home, as defined by the 
CMHI, is a community-based pri-
mary care setting that provides and 
coordinates high quality, planned, 
patient and family-centered health 
promotion, acute illness care, and 
chronic condition management.  High 
quality care from a medical home is 
evidence-based, measurable, and sat-
isfying to receive and to deliver.  The 
NEGC and Dr. Cooley have assembled 

a broad group of primary care physi-
cians from New England and other 
regions with medical home experi-
ence, specialist leaders from metabolic 
disease programs, newborn screening 
program administrators or coordina-
tors, and parents of children with ge-
netic conditions identified through 
newborn screening.  The Workgroup 
is developing the general design for 
elements of a pilot program to test a 
new process of medical home-based 
longitudinal care for children with 
genetic conditions identified through 
newborn screening.  This includes the 
potential use of portable health plans, 
registries, planned care methods, ex-
plicitly articulated co-management 
with specialists, and transparent ap-
plication of family and patient-cen-
tered practices.  The NEGC Medical 
Home Workgroup has met several 
times to shape and define the ele-
ments of a successful pilot project for 
children with genetic disorders.

The group held an inclusive kick-off 
meeting in June, 2008.  The focus of 
this meeting was to develop a care-
planning tool between primary care 
physicians and specialists for chil-
dren with metabolic conditions iden-
tified by newborn screening.  At this 
meeting, the group also decided that 
the origin of the tool would often be 
the specialist, rather than the pri-
mary care doctor, because diagnostic 
confirmation of metabolic disorders 
usually takes place in the specialty 
setting. One explicit outcome of the 
meeting was the assertion that com-
munication should be facilitated in 
both directions, with roles for both 
the specialist and the primary care 
physician clearly defined.  The group 
is now finalizing the participation of 
two metabolic clinics for the initial 
phase of the project, and refining the 
tool and process before expanding to 
other sites.

The Medical Home pilot initiative is 
one example of a successful collabo-
ration between with NEGC and com-
munity experts, working together to 
improve the lives of families and chil-
dren with genetic disorders. 

To learn more about Dr. Cooley’s 
work with the Center for Medical 
Home Improvement, visit the website: 
www.medicalhomeimprovement.org.
More about the NEGC Medical Home 
Workgroup, including committee 
membership, meeting minutes, and a 
calendar of meetings, is available on 
the NEGC website:  www.negenetics.org.
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mation. This information is 
transferred to a proprietary 

flash drive that is accessible from any 
computer.  Emergency diagnostic and 
treatment information appear as soon 
as the flash drive is activated.  Other 
medical, health and personal infor-
mation is password-protected.  The 
three projects will evaluate: costs to 
create and maintain up-to-date health 
records; portability and durability of 
the flash drive; acceptance by primary 
and emergency health providers; and 
overall satisfaction with the system 
by the patients, parents and health-
care providers.  Most importantly, 
in this time of cost cutting and staff 
reduction, third-party payment us-
ing existing CPT codes will be closely 
monitored.

A second project will integrate care 
plans for children with special health-
care needs into a medical home coor-
dinated by a specialty care provider 
in collaboration with the primary care 
provider.  University of Maryland 
Medical Center, Brookdale University 
Medical Center and Albany Medical 

Center will incorporate 
existing tools of a medi-
cal home, many from the 
AAP National Center for 
Medical Home Imple-
mentation, including a 
comprehensive medical 
care plan, an emergen-
cy care plan and inter-
office communication 

NYMAC Evaluates 
Two Novel Strategies 
to Integrate Genetics 
into Primary Care
NYMAC is funding two projects to 
integrate specialty care with primary 
care for children with special health-
care needs.  The first, evaluation of 
Rubicon eHealth™ Manager in a clini-
cal genetics setting, is underway with 
software installation and staff training 
now occurring.  eHealth™ Manager 
provides an automated and portable 
personal health record for individu-
als and their families that includes a 
comprehensive eHealth™ Manager 
database of standardized patient 
charts, reports and letters.  Three NY-
MAC clinical genetics centers, Albany 
Medical Center, Children’s Hospital at 
Stony Brook and Children’s Hospital 
at Westchester Medical Center, suc-
cessfully competed to evaluate this 
system.  Patient medical information, 
including diagnosis, fact sheets about 
the disease and recent lab reports are 
entered into the database, primarily 
using drop-down boxes, up-loaded 
reports and additional attached infor-

Billing and payment for time needed to maintain 

coordination of care will be important, though 

timeliness of medical interventions, satisfaction of 

the family with the care of the child, and knowledge 

among the different medical care providers of actions 

taken by their colleagues will also be evaluated.

such as fax-back 
forms.  As with the first project, bill-
ing and payment for time needed to 
maintain coordination of care will be 
important, though timeliness of med-
ical interventions, satisfaction of the 
family with the care of the child, and 
knowledge among the different medi-
cal care providers of actions taken by 
their colleagues will also be evaluated.  
Approaches include: a web-based ap-
plication that is password-protected 
and accessible only with the consent 
of patients and parents; targeted out-
reach to the different primary-provid-
er populations in an urban setting; 
and use of pre- and post-intervention 
surveys to determine satisfaction and 
enhancement of care coordination.

The outcomes of these projects will be 
shared with the regional collaboratives 
and with the larger community of pri-
mary and specialty care providers.
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SOUTHEAST NBS & 
GENETICS COLLABORATIVE

Submitted by Courtney Coleman, MPH, Program Manager, SERC

Strengthening 
Connections to 
CYSHCN National 
Centers in the 
Southeast

According to Dr. Phyllis Sloyer, Divi-
sion Director of Children’s Medical 
Services at the Florida Department of 
Health, the MCHB-funded National 
Centers for services for children and 
youth with special healthcare needs 
(CYSHCN) are vital resources that are 
used regularly by the state of Florida. 
For example, Family Voices has been 
a key avenue for facilitating consumer 
involvement in important state proj-
ects and incorporating the Title V 
goal of promoting family-centered 
care. The Southwest NBS and Genet-
ics Collaborative (SERC) is currently 
evaluating the involvement of each 
southeastern state and territory with 
the MCHB Centers with the goal of 
disseminating best practices to state 
genetics professionals. SERC is also 
interested in furthering partnerships 
with these Centers in order to achieve 
specific project goals. 

SERC Consumer Alliance 
The SERC Consumer Alliance was 
formed in 2007 in response to our 
recognition of the critical role that 
consumers play in the regional col-
laborative. The Consumer Alliance 
holds annual meetings and regular 
conference calls, focusing on advo-
cating for  reimbursement/coverage 
for medical foods and fundraising ef-
forts.  Representatives from each state 
are involved, and they hold aware-

ness and fundraising events regu-
larly. Partnering with Family Voices 
benefits the families within the region 
through the sharing of existing tools 
and the integration of their activities 
into broader advocacy efforts being 
conducted in each state and at the na-
tional level. 

Medical Home
In 2008, the Medical Home Work-
group surveyed all state-level new-
born screening follow-up managers 
in order to assess their public health 
role after a newborn screening diag-
nosis, with emphasis on care coordi-
nation and linkage to medical homes. 
Results showed that in the Southeast 
region most infants with a confirmed 
diagnosis lack a true medical home. 

SERC is currently in communication 
with representatives of the National 
Center for Medical Home Implemen-
tation to identify opportunities to im-
prove linkages to the medical home.

Partnering with National Centers 
for CYSHCN is an important step in 
building effective projects to improve 
the healthcare of individuals with 
heritable disorders within the South-
east (see related article on the National 
Centers, page 10).
http://www.Southeastgenetics.org

Family Voices has been a key avenue 

for facilitating consumer involvement in 

important state projects and incorporat-

ing the Title V goal of promoting family-

centered care.
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Guiding Families 
to a Medical Home
The Region 4 Medical Home Work-
group, comprised of families and pri-
mary care providers from the Region’s 
seven states, has developed Family is 
the Center for the Medical Home: A Guide 
for Families with Children who have Heri-
table Conditions.  The goal of the Guide 
is to increase the capacity of families 
to work with their primary care pro-
viders to ensure that their children 
are being served using the medical 
home model.

The workgroup completed a system-
atic process to develop the Guide.  To 
avoid duplicating existing resources, 
group members examined materials 
developed for families on the impor-
tance of the medical home. Criteria 
developed by the Genetic Alliance 
for reviewing family-focused materi-
als were adapted by the workgroup 
and used to review both state-specific 
and national products.  Based on the 
review, one resource was selected as 
a model and was adapted to address 
issues specific to children with herita-
ble conditions.  Parents and other key 
stakeholders reviewed the Guide and 
made very useful recommendations, 
which have been incorporated.

The emphasis of the Guide is to edu-
cate parents about the potential ben-
efits available to children who receive 
care in the context of a medical home.  
It features a variety of topics including 

core principles of family-centered 
care and coordinated care. It is in-
tended to provide families with 
the information they need 
to advocate for the use of 
the medical home model 
within the primary care 
practices serving their 
children.  The Guide 
also includes an 
overview of genet-
ics and condition-
specific resources, 
and it provides infor-
mation about family 
support and profes-
sional organizations 
that are available 
both nation-
ally and in 
our region.  

The Guide aims 
to share with 
families and care-
givers of children 
who have a heri-
table condition 
the experiences 
of other families with similar situa-
tions.  This is done through tips for 
parents as well as tools, checklists, 
and templates to make navigating 
the healthcare system easier for fami-
lies and children.  A variety of quotes 
from families are also included.

Currently, final touches are being add-
ed to the Guide before it is marketed to 
advocacy and family support groups.  
Marketing efforts will begin with a 
webinar for interested parties to dem-
onstrate how the Guide can be used.  

The Guide will be available electroni-
cally through the Region 4 website; a 
limited number of paper copies will 
also be available.  Professional and 
support organizations will be wel-
come to provide a link to the Region 4 
website for access to the Guide. 
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Submitted by Lori Williamson MS, CGC, LGC, Co-Director and Project Manager, Heartland

http://www.heartlandcollaborative.org/

Strengthening the 
Medical Home 
for Patients with 
Genetic Conditions 
and Abnormal 
Newborn Screens

The project guidance from HRSA 
charges the Regional Collaboratives 
with addressing the need to strength-
en the medical home.  In response, 
Heartland is building on a pilot proj-
ect of an on-line educational module 
incentivized with continuing medical 
education (CME) credits paid for by 
Heartland.  As the Heartland’s con-
cept was being developed, we were 
introduced to Dr. Chuck Norlin, a 
pediatrician in Utah who has a web-
site with a medical home focus.  Af-
ter conversations with Dr. Norlin and 
with national and regional colleagues 
from the American Academy of Pedi-
atrics and the American Academy of 
Family Physicians, the Heartland’s ef-
fort to strengthen the medical home 
resulted in a “win-win-win” partner-
ship with the Medical Home Portal 
project (http://www.medicalhome-
portal.org/). 

The Medical Home Portal project 
provides “reliable information and 
resources to help physicians and 
parents care for children and youth 
with special healthcare needs.”  The 

partnership agreement allows Heart-
land to link to and use the site for 
its educational purposes, and in re-
turn, Heartland is developing seven 
diagnosis modules with CME for 
Heartland and Utah providers on a 
first-come, first-serve basis.  The win 
for providers and families is access 
to information and resources about 
common genetic conditions and met-
abolic disorders detected by newborn 
screening programs.  

Progress to date includes completed 
modules on Prader-Willi syndrome 
and medium chain acyl-coA dehydro-
genase deficiency (MCADD).  A mod-
ule addressing Fetal Alcohol Spec-
trum Disorders is in development.  
The remaining four modules will be 
determined following a survey of pri-
mary care providers in the region.  The 
Heartland staff continue to develop 
the questions for the CME credits and 
complete the documentation required 
by the American College of Medical 
Genetics to award the CME credits.  

As envisioned, the final product will 
provide links between the Heartland 
and Medical Home Portal websites, 
as well as links to specialty providers 
and patient/family resources in the 
Heartland states and to the primary 
care organizations’ state chapters in 
our region. 

We anticipate completion of this 
project within the year and encour-
age you to visit the website.  The 
Medical Home Portal not only con-
nects physicians and families with 
these services; it also promotes bet-
ter understanding of the included 
conditions and improved care for af-
fected individuals, resulting in ther-
apeutic partnerships built through 
shared knowledge and cooperation, 
all within the medical home model.  
We believe that our partnership with 
the Medical Home Portal responds to 
HRSA’s interest that the RCs’ efforts 
strengthen the medical home.

If you are looking for a support or advocacy 
organization in the Heartland, look no further!

The Heartland RC is pleased to announce that the Support and 
Advocacy Organization database has been uploaded to its website and 
be can accessed from 2 locations:
http://www.heartlandcollaborative.org/individuals-families/supportadvocacy.htm

 http://www.heartlandcollaborative.org/resources/supportadvocacy.htm

The database is searchable by state, type of organization and letter of 
the alphabet. The Heartland is grateful to the Advocacy Workgroup for 
spearheading the work behind this valuable resource.  Please contact 
Shona Whitehead at Shona-Whitehead@ouhsc.edu if you encounter any 
problems or have suggestions or updates for the database.
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Submitted by Celia Kaye, MD, PhD, PI; Joyce Hooker, Project Manager; and Liza Creel, MPH, Project Coordinator, MSGRCC

http://www.msgrcc.org/

Partnerships 
Promote 
Engagement of and 
Integrated Services 
for MSGRCC 
Families and the 
Navajo Nation

The Mountain States Genetics Re-
gional Collaborative Center (MS-
GRCC) has forged dynamic relation-
ships with a number of partners to 
address issues affecting the families 
we serve.  The MSGRCC’s successful 
project focusing on genetic services 
in the Native American population 
demonstrates the value of involving 
all stakeholders, acknowledging cul-
tural differences and identifying local 
champions for the issue.

In April 2009, MSGRCC hosted the first 
Community Conversation on Genetics 
with the Navajo Peoples.  For a num-
ber of complex reasons, most Native 
American tribal governments have in-
stituted a moratorium on genetic stud-
ies.  In order to begin to address the 
Native Americans’ concerns and fears 
about the impact of genetics on their 
peoples, MSGRCC is using community 
conversations to promote dialogue on 
genetics and newborn screening with 
the Navajos.  The purpose of the con-
versations is to: 1) help public health 
providers, researchers and community 
educators better understand how trib-
al members and leaders view genetics 
and newborn screening in relationship 
to their world view and spiritual be-
liefs; and 2) give public health provid-

ers, community educators and genetic 
researchers an opportunity to share 
with tribal members and leaders in-
formation about the science behind ge-
netics and newborn screening and to 
express their view about the potential 
value of modern genetics to the Navajo 
people.  The Navajos, who have a high 
incidence of certain genetic disorders, 
stand to greatly benefit from increased 
access to genetic services, but this ac-
cess has been limited by the continu-
ing controversy about genetic research 
among Native Americans.

Our partners in this project include: 
Diné College, the University of New 
Mexico School of Medicine-Depart-
ment of Pediatrics, the University 
of Arizona, the National Newborn 
Screening and Genetics Resource Cen-
ter, the National Coordinating Center 
and the Maternal and Child Health 
Bureau, Genetic Services Branch of 
HRSA. The Community Conversation 

on Genetics was planned and orga-
nized by Dr. Murray Brilliant, PhD, 
Professor of Pediatrics and Molecular 
& Cellular Biology at the University 
of Arizona.

Integral to the success of this and many 
other projects are the partnerships 
developed with family-based, com-
munity organizations.  The MSGRCC 
continues to collaborate with the Fam-
ily Voices National Center for Family/
Professional Partnerships (NCFPP).  
Trish Thomas, a Family Voices rep-
resentative from New Mexico, is a 
very active member of the MSGRCC 
Consumer Advocacy Workgroup and 
is an Advisory Council member. This 
partnership was especially valuable 
to planning the Navajo Community 
Conversation on Genetics.

In addition to the NCFPP relationship, 
MSGRCC has other affiliations with 
family organizations, including: 

Colorado Medical Home Initiative ▪
National Center for Cultural Com-▪
petence 
National Center for Hearing As- ▪
sessment and Management 

MSGRCC also funds activities direct-
ly addressing consumers and fami-
lies, including projects on the medical 
home and transition, and the role of 
telemedicine in the medical home.
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Submitted by Lianne Hasegawa, MS, CGC, Project Coordinator; Jacquie Stock, MPH, Project Evaluator; and 
Kerry Silvey, MA, CGC, Project Co-Director, WSGSC

http://www.westernstatesgenetics.org

Connecting with 
Maternal and Child 
Health Programs

Maternal and Child Health programs 
and issues are integral to the Western 
States Genetics Services Collaborative 
(WSGSC). The WSGSC was formed 
by the leadership of the region’s state 
genetics and newborn screening 
programs and is housed within the 
Hawai‘i Department of Health Mater-
nal and Child Health Program. Most 
of our states’ genetics programs re-
ceive support from the Maternal and 
Child Health Block Grant. Collabora-
tive participants include coordinators 
of state genetics programs, managers 
of state newborn screening programs, 
physicians involved in the Medical 
Home initiatives, and family leaders 
from state chapters of Family Voices. 

The WSGSC Medical Home and Fam-
ily Workgroups are developing a por-
table health record template specific 
for children and youth with genetic 
or metabolic conditions. The aim is 
for individuals with genetic condi-
tions and families of children with 
genetic conditions to have a summa-
rized version of their medical records 
available in case of emergency, when 
seeing a new healthcare provider, or 
when being admitted to the hospital. 
The Healthy and Ready for Work Por-
table Medical Summary was used as a 
resource to develop the WSGSC por-
table health record template. In addi-
tion, the WSGSC supported Washing-

We feel very lucky to have such a strong 

connection to the Maternal and Child 

Health community.

ton State in translating into various 
languages informational resources 
posted on the Washington State Medi-
cal Home website.

Our Practice Model activities are inte-
grated into many of our states’ other 
Maternal and Child Health programs. 
The Model implements and evaluates 
methods of delivering genetic servic-
es to areas “far away” from genetic 
centers and includes telemedicine 
and outreach clinics. In Hawai‘i, the 
outreach and telemedicine clinics 
are organized with the help of so-
cial workers, genetic counselors, and 
public health nurses from Maternal 
and Child Health or Children with 
Special Health Care Needs (CSHCN) 
programs, and the pediatric patients 
evaluated are often enrolled in the 
CSHCN Program. The majority of the 
patients seen in the Hawai‘i telemedi-
cine clinics are referrals for positive 
newborn screens, and the CSHCN 
Program social workers are at the re-
mote site with the families.

Members of the WSGSC Outcomes 
Workgroup incorporated Maternal 
and Child Health Bureau CSHCN 
performance measures into develop-
ment of the Outcomes of Genetic Ser-
vices Menu, a tool available on the 
WSGSC website, for use by anyone 
who wants to measure the benefits 
of genetic services from public health 
services to clinical services. 

We feel very lucky to have such a 
strong connection to the Maternal 
and Child Health community. The 
large number of WSGSC members 
with Maternal and Child Health back-
grounds provides our collaborative 
with a focused purpose and assures 
that state programs have a platform 
from which to express their views. 
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The Catalyst Center: Improving 
Financing of Care for Children 

and Youth with Special Health Care Needs (Catalyst) 
provides technical assistance and support to stakeholders 
at the federal, state and local levels in assuring adequate 
health insurance coverage and financing to meet the di-
verse needs of children and youth with special healthcare 
needs (CYSHCN) and their families. One in five Ameri-
can families cares for a child or youth who has special 
healthcare needs, and roughly 4% of these children are 
uninsured. Of the 96% of children who have some form of 
health insurance, for about a third of families this health-
care coverage is not adequate to meet their child’s needs.  
Stakeholders lack information and expertise to identify 
strategies to improve healthcare coverage for this high 
needs population. Although selected innovative cover-
age strategies have been tested, the evidence base for best 
practices is lacking and as a result families and children 
cannot access adequate healthcare coverage.

The goals and objectives of the Catalyst Center are to: 1) 
Cover more kids, reducing the number of CYSHCN who 
do not have health insurance; 2) Close benefit gaps and 
enhance coverage for CYSHCN who are underinsured; 3) 
Pay for additional services by financing services for CY-
SHCN and their families that insurance does not cover; 
and 4) Build sustainable stakeholder capacity to promote 
adequate coverage and financing of care.

Contact:  Meg Comeau, MHA, Director | voice: 617-638-1936
mcomeau@bu.edu | www.catalystctr.org

Champions for Inclusive Commu-
nities (ChampionsInC) Champions 
for Inclusive Communities is a lead-

ership and resource center designed to support states and 
communities in organizing services so families of chil-
dren and youth with special health needs (CYSNCN) 
can use them easily and families are satisfied. Multiple 
service programs—each with its own eligibility require-
ments, policies, procedures, and locations—can leave 
families feeling frustrated, overwhelmed and confused, 
as well as financially and emotionally strained. Families 
often face gaps in services due to agencies that provide 

Often, when looking for new ideas and resources to improve 

services, regional and local program leaders think nationally—

and even globally.  But, what if a program’s potentially most 

valuable partner is actually working in the same state?  What 

if your funding agency is funding other programs with prod-

ucts and goals so closely aligned to yours that collaborating 

would be natural win-win?  And what if you could be helped 

to make the critical connection with these programs?

The NCC wants to do that. We believe that the Regional 

Genetic and Newborn Screening Services Collaboratives can 

benefit greatly from working with six of the national centers 

funded by HRSA/MCHB’s Division of Services for Children 

with Special Health Care Needs.  Therefore, the NCC Collabo-

rator recently asked the Centers to introduce themselves to 

its readers. Who are these Centers and what are their goals?  

What is their current level of involvement with the NCC/RC 

system? What expertise, tools and resources do they offer? 

How can you interact with them?

After reading the informal conversations with the Catalyst 

Center, Champions for Inclusive Communities, the Healthy 

and Ready to Work National Resource Center, the Nation-

al Center for Family/Professional Partnerships, the National 

Center for Cultural Competence, and the National Center 

for Medical Home Implementation, we hope you will feel 

as though they have spoken directly to you. The NCC has 

enjoyed getting acquainted with these National Centers and 

their leadership—we know you will, too, and look forward 

to the creative partnerships and collaborations that you will 

forge together.

(( ((
-

-

Six Informal Conversations with the National Centers 
Working to Improve the System of Services for CYSHCN
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National Center for Cultural Competence 
(NCCC) The mission of the National Center 
for Cultural Competence (NCCC) is to increase 

the capacity of healthcare programs to design, implement 
and evaluate culturally and linguistically competent ser-
vice delivery systems. The NCCC provides national lead-
ership on addressing the nation’s growing diversity and 
persistent health disparities, and contributes to the body of 
knowledge on cultural and linguistic competency within 
systems and organizations. Major emphasis is placed on 
translating evidence into policy and practice for programs 
and personnel concerned with health and mental health-
care delivery, administration, education and advocacy. 

The NCCC provides training, technical assistance, and 
consultation; conducts research; and creates tools and oth-
er resources to support health and mental healthcare pro-
viders and systems. Through its work, NCCC collaborates 
with an extensive network of private and public entities 
to advance the implementation of cultural and linguistic 
competence. The NCCC provides services to local, state, 
federal, and international governmental agencies; family 
advocacy and support organizations; local hospitals and 
health centers, healthcare systems, health plans, mental 
health systems, universities, quality improvement orga-
nizations, national professional associations, and founda-
tions. In addition, the NCCC’s on-line training, publica-
tions, and products are accessed by tens of thousands of 
individuals each year.

Contact: Suzanne Bronheim, PhD, Technical Assistance Coordinator 
voice: 202-687-8914 | ronheis@georgetown.edu
www11.georgetown.edu/research/gucchd/nccc

(Family Voices) National 
Center for Family/Profes-

sional Partnerships (NCFPP)  The NCFPP provides leader-
ship on implementing the core component of a system of 
care for children and youth with special needs (CYSHCN), 
working to increase the capacity of families to partner in 
decision making at all levels.  The NCFPP works nation-
ally with Family-to-Family Health Information Centers 
(F2F HICs), the Family Voices (FV) network, other family 
leaders, youth and professional partners in implementing 
this core component. 

limited services or only serve certain types of children. On 
the other hand, duplication in services occurs when fami-
lies have multiple coordinators and service plans. Families 
also frequently face the challenge of needing to travel great 
distances to obtain specialized services rather than being 
able to have their needs met within their community.

Achieving MCHB Outcome 5, “community-based service 
systems will be organized so families can use them easily,” 
requires leadership from State Title V programs that sup-
ports systems building at the community level through 
the following: 

Community-level care coordinators, working with the  ▪
medical home and other private and public programs; 
State-level coalitions and councils to create policies  ▪
that foster collaboration; 
Community-level coalitions and councils to meet the  ▪
unique needs of their community;
Culturally competent practices, such as use of cultural  ▪
brokers.

Contact: Diane Behl, Co-PI | voice: 435-797-1224
behld@eiri.usu.edu | http://www.championsinc.org

Healthy & Ready to Work National Re-
source Center (HRTW)  HRTW focuses 
on helping youth with special healthcare 

needs, their families, and their providers effect a smooth 
transition for these youth from pediatric to adult health-
care.  The other major goals of HRTW are to: improve 
systems of services for youth and young adults; enhance 
their access to quality healthcare; and increase youth in-
volvement at both the individual and system level.  The 
HRTW website provides information, resources, and ex-
pertise to youth, families, and providers. HRTW has been 
a MCHB/DSCSHN federally-funded initiative since 1996.

Contact:  Patti Hackett, MEd, Co-Director and Founder
cell/text: 207-992-8254 | pattihackett@hrtw.org | www.hrtw.org



12

Q: How are you working with the Regional 
Collaboratives?

Catalyst:  Currently, we do not have any collaborations 
with the RCs, but we look forward to being helpful to you 
in the future.

ChampionsInC:  We share information via conference 
calls and post information on websites, per request.

HRTW:  HRTW has assisted the Heartland and New 
England RCs by reviewing products, policies and materi-
als; providing national and state resources; and identify-
ing current practice trends and model programs. HRTW 
staff has participated in onsite presentations, webinars, 
and conference calls with these regions. We are also ac-
tive participants in the National Transition Special Inter-
est Group.

NCCC:  We do not have any collaborations with the RCs 
at the present time.

NCFPP:  Over the years, FV parent leaders and staff of 
F2F HICs in several states have worked closely with their 
Regional Collaboratives.

The NCFPP and the Mountain States Regional Collabora-
tive (MSGRCC) have been involved in many joint activi-
ties. This includes developing a white paper on working 
with Native Americans and activities to increase mem-
bership of individuals from diverse backgrounds on vari-
ous committees.  One particularly noteworthy project, 
funded by the University of Arizona, focuses on elimi-
nating cultural barriers and fostering open communica-
tions among genetic researchers and Native Americans. 
This project has demonstrated the importance of openly 
sharing information to build trust and to create success-
ful family/professional partnerships that ultimately help 
families of CYSHCN (see MSGRCC report on page 8 for 
more information about this activity).  Trish Thomas, 
Family Voices Partnership Coordinator, is a member of 
the MSGRCC Advisory Committee and its Consumer 
Advisory Committee. 

The NCFPP engages in a variety of activities to support 
and promote family and youth/professional partnerships: 
1) establishing and facilitating the work of family leaders 
and youth through peer mentoring, training and technical 
assistance; 2) providing leadership through outreach, dis-
tance learning, development and dissemination of infor-
mation and materials; 3) contributing to the evidence base 
on the value of family/professional partnerships and fam-
ily-centered care through gathering and reporting infor-
mation including best practices based on family wisdom; 
and 4) reciprocal learning and partnership activities with 
MCHB national centers, grant programs, state and local 
CYSHCN/MCHB programs and other strategic partners.

Contact: Trish Thomas, Partnership/TA Coordinator
voice:  505-872-4774 x 6 | tthomas@familyvoices.org 
www.familyvoices.org

The National Center for Medical 
Home Implementation (NCMHI) 

The National Center for Medical Home Implementation, 
a program of the American Academy of Pediatrics (AAP), 
supports medical home implementation in order to en-
sure that all children and youth, including those with 
special healthcare needs, have the services and support 
necessary for full community inclusion. The AAP de-
scribes the medical home as a model of delivering pri-
mary care that is accessible, continuous, comprehensive, 
family-centered, coordinated, compassionate, and cul-
turally effective. The National Center for Medical Home 
Implementation, works to establish the medical home 
as the standard of care for all children in all settings by 
developing and enhancing resources that increase access 
to, awareness, and implementation of medical home and 
by enhancing partnerships and collaborations for medi-
cal home systems change in community-based settings.

Holly Griffin, Manager | voice: 847-434-7863 
hgriffin@aap.org | www.medicalhomeinfo.org.
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cal home measurement. Medical Home Visiting Profes-
sorships were awarded to these Regional Collaboratives: 
Mountain States Genetics Regional Collaborative Center; 
Region 4 Genetics Collaborative; and Western States Ge-
netic Services Collaborative.

We received overwhelmingly positive feedback about the 
Visiting Professorship Programs during this pilot year 
and plan to continue to offer the programs in the future.

In other parts of the country, family leaders in WA, OR, 
AK and HI have been engaged in partnership activities 
within Western States RC and parent leaders in MCH Re-
gions 2 (NY, NJ, PR, VI) and 3 (DE, DC, MD, PA, VA and 
WV) invited a representative from the New York-Mid-
Atlantic Consortium for Genetic and Newborn Screening 
Services (NYMAC) to present at last year’s regional lead-
ership conference about RC activities and opportunities 
for collaboration. Representatives from SPAN, NJ’s F2F/
FV, participate actively on several NYMAC workgroups. 
On the Consumer Education Workgroup, parents assisted 
with writing education materials to ensure ease of under-
standing and that the graphics represented more diversi-
ty.  They also worked with the Medical Home Workgroup 
to develop a resource guide around medical home in NJ.

In addition to focused work within specific RCs, the 
NCFPP facilitated a conference call in 2008 to help the 
NCC for the F2F HICs across the country learn about the 
work of the Regional Collaboratives.

NCMHI:  To increase the availability of genetics educa-
tion for pediatricians and medical home information for 
geneticists, the National Center for Medical Home Imple-
mentation, in collaboration with the National Coordi-
nating Center (NCC), piloted two visiting professorship 
programs this year, the Genetics Visiting Professorships 
(GVP) and the Medical Home Visiting Professorships 
(MHVP). 

The GVP was designed for AAP chapters interested in 
learning more about genetics. The GVPs address a broad 
range of topics that include the use of genetics in primary 
care; diagnosing and co-managing newborn screening 
disorders and other genetic conditions; utilizing new ge-
netic diagnostic technologies; and an update on the activ-
ities in the RC in which the chapter resides.  GVPs were 
awarded to AAP chapters in Georgia, Illinois, Montana, 
New York (Chapter 3) and Uniformed Services West. 

The MHVP was designed for RCs interested in learning 
more about medical home and addressed the following 
topics: defining a medical home, linking to medical home 
state teams, creating patient registries, care plan develop-
ment, transitions, connecting to community, and medi-

Q:  What opportunities exist for future collabora-  
 tions with the Regional Collaboratives?

Catalyst:  The Catalyst Center offers the following ser-
vices:

Creates resources (publications, topical conference  ▪
calls, annual meetings);
Answers technical assistance questions about health- ▪
care financing policy for CSHCN;
Guides stakeholders to data sources outside our own  ▪
work;
Connects those interested in working together to ad- ▪
dress complex financing issues.

Our particular topic areas of expertise include: 
Healthcare reform and CSHCN; ▪
The causes and consequences of family financial  ▪
hardship; 
The benefits of Medicaid buy-in programs and cost  ▪
estimates for them; 
Developing catastrophic illness in children relief funds;   ▪
Increasing familiarity and comfort with the structure  ▪
and vocabulary of the healthcare financing system; and
We also offer tools such as our online  ▪ State-at-a-Glance 
Chartbook on Coverage and Financing of Care for CSHCN, 
webcasts, and presentations to help increase effective 
utilization of data related to CSHCN.

ChampionsInC:  We would welcome the opportunity to 
disseminate information on ways that screening efforts 
are organized to ensure that families can easily access 
screening as well as follow-up, diagnostic and intervention 
services. For example, we are aware of communities that 
coordinate screening referrals via interagency screening 



14

petence plan; addressing legally mandated language 
access plans; engaging diverse communities in your 
work, etc.)
RCs can contact the NCCC with questions about infor- ▪
mation and resources to address cultural and linguistic 
competence within their organizations.
RCs can request review of materials and publications  ▪
for cultural and linguistic competence (extensive num-
bers of materials may require additional funding.)
NCCC can assist RCs in assessing cultural and linguis- ▪
tic competency. The NCCC has created self-assessment 
tools and processes for organizations and individuals 
to identify their strengths and challenges in imple-
menting cultural and linguistic competency. Measures 
address both practice and policy that are the founda-
tions for cultural and linguistic competency. 

NCFPP:  The NCFPP’s staff has expertise in promoting 
family and youth/professional partnerships and can help 
bridge collaborations between the RCs and family and 
youth leaders in the FV network, the F2F HICs, and Kids 
As Self-Advocates (KASA).  Staff and other family leaders 
are available to review RC materials to ensure the family 
perspective, cultural and linguistic competence, readabil-
ity level, and inclusion of youth, as appropriate. In addi-
tion, the NCFPP has developed a number of resources that 
may be useful to the RCs, including materials on Family 
Centered Care, Working with Diverse Populations, Part-
nering with Families in the States, Family and Youth 
Leadership Development, Understanding Title V, and 
Navigating the Health Care Systems for Families of CY-
SHCN. The NCFPP can assist the RCs in reaching families 
across the country by disseminating information through 
the FV and F2F HICs networks and through our monthly 
electronic newsletter, Friday’s Child. Finally, FV provides 
opportunities to present or share information at our bi/
annual National Conference, bi/annual regional confer-
ences and meetings around the country, and on topical 
calls with our networks of family and youth leaders.

NCMHI:  The National Center for Medical Home Imple-
mentation welcomes opportunities to help you with new 
or ongoing medical home initiatives within your region. 
Please do not hesitate to contact us with any questions or 
for technical assistance. 

clinics to help families connect to needed services.  An-
other example is integrated data systems that allow medi-
cal homes and other providers to monitor genetic screen-
ing and follow-up. We would like to highlight RC efforts, 
and ask you to disseminate our examples as well.

HRTW:  The HRTW team includes experts from a variety 
of fields, representing individuals who work in the area 
of transition of care or are parents or youth who have ex-
perienced the transition to the adult healthcare system.  
The team’s expertise is focused on four key areas:

Title V Leadership
State policy and practices, MCH Block Grant, and im-
plementing the 10 public health core functions.

Youth Involvement
Knowledge, skills and abilities needed by youth to be 
able to successfully transition throughout their lifespan; 
youth leadership with a focus on increasing youth voice 
in healthcare decisions and in influencing, creating and 
shaping national and state health policy.

Medical Home and Transition
Implementing the Joint Principles of Patient-Centered 
Care; financing and maintaining healthcare insurance 
post age 18; preparing for the difference between pe-
diatric and adult healthcare systems; and identifying 
reimbursement strategies. 

Interagency Partnerships
Working across agencies (e.g., education, health, labor, 
welfare, vocational, rehabilitation) to integrate pro-
grams for youth; assistance with eligibility process for 
programs such as SSI, Ticket to Work and health insur-
ance.

NCCC:  Please contact the NCCC for information about 
how your needs may fit into our current scope of work or 
whether they will need additional resources.
 

RCs can work with NCCC faculty to provide on-site or  ▪
webinar training for their staff and partners. (Topics 
could include basic concepts of cultural and linguistic 
competence; creating a cultural and linguistic com-
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Q: Which of your existing products, tools, or   
 resources would be useful to the RCs?

Catalyst:  All of the resources listed below can be found 
at www.catalystctr.org

Chartbook
State-at-a-Glance Chartbook on Coverage and Financing of 
Care for Children and Youth with Special Health Care Needs 
(January, 2007) 

Care Coordination 
Designing Evaluation Studies of Care Coordination Out-
comes for Children and Youth with Special Health Care Needs 
(August, 2008)

Fundamentals 
Why Health Insurance is Important to Children and Youth 
with Special Health Care Needs (July, 2006)

Medicaid as a Second Language: A Slightly Irreverent Guide 
to Common Medicaid Terms, Acronyms and Abbreviations 
(March, 2007)

Mandated Benefits: Essential to Children and Youth with 
Special Health Care Needs (June, 2008)

Family Opportunity Act (FOA) and Medicaid Buy-
In Programs
Reducing Under-Insurance for Children and Youth with Spe-
cial Health Care Needs through Medicaid Buy-In Programs 
(November, 2006) 

In addition to partnering with the National Center for 
Medical Home Implementation, do not forget to partner 
with the AAP chapters within your region! The AAP 
chapters are generally involved with medical home ini-
tiatives within their states and we have found that many 
pediatricians want to learn more about local genetics re-
sources that are available to them. It’s a win-win oppor-
tunity for everyone! To access contact information for the 
chapters within your region, please visit http://www.aap.
org/member/chapters/chaplist.cfm or for assistance in 
connecting with the chapters, please contact Holly Griffin 
at hgriffin@aap.org. 

Methodology for Estimating the Impact of State Implementa-
tion of the Family Opportunity Act (November, 2006) 
Frequently Asked Questions about the Family Opportunity 
Act’s Medicaid Buy-In Option (February, 2007)

Medical Debt and Family Financial Hardship
Payer of Last Resort: Medical Debt and Financial Hardship 
among Families Raising Children and Youth with Special 
Health Care Needs (March, 2007) 

Breaking the Link between Special Health Care Needs and 
Financial Hardship (February, 2009)

Paying for Additional Services
Relief Funds: A Safety Net for Children and Youth with 
Special Health Care Needs (August,2007)

Please visit the Catalyst Center website (www.catalystctr.
org) and sign up for our e-newsletter.  We look forward to 
being helpful to you.

ChampionsInC:
eNewsletter: ChampionsInC electronic newsletter is 
published twice each month. Past issues are also avail-
able on the website. To sign up for eNewsletter/view 
archived eNewsletters, go to:
http://www.championsinc.org/newsletter/

Champions InC Community Recognition program: 
http://www.championsinc.org/recognition/2009letter.cfm

Fact Sheets: 
Defining a System of Care for Children and ▪

 Youth with Special Health Care Needs
 http://www.championsinc.org/about/

Fact sheets on Transition ▪ :
 http://www.championsinc.org/transition/

Issue Briefs, including most recent ones on Dis- ▪
 parities and Coalition Building:
 http://www.championsinc.org/resources/issuebriefs/

Fact Sheet, Defining MCHB Outcome #5:  ▪
 \\EIRI2000\EIRI\Champions2\Publications\  
 Fact_Sheets\Defining_Outcome_5.pdf
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Getting Started…Planning, Implementing and Evaluating 
Culturally and Linguistically Competent Service Delivery 
Systems for Children with Special Health Care Needs*

Policy Brief: Cultural and Linguistic Competence in Family 
Supports*

Promoting Cultural Competency: A Self-Assessment Check-
list for Personnel Providing Services and Supports to Chil-
dren with Disabilities and Special Health Care Needs and 
their Families (Available in Spanish)*

*For clickable links to these guides, please visit the web at 
www.nccrcg. org/ and click on the NCC Collaborator icon.

NCFPP:  Family Voices Publications can be found online 
at www.familyvoices.org/catalog.php 

Our newest publication is Growing Your Capacity to Engage 
Diverse Communities by Working with Community Liaisons 
and Cultural Brokers; other publications of interest include 
Family-Centered Care Self Assessment Tools: Family, Provid-
ers, and User’s Guide; Parents Partnering with Managed Care 
Plans; Families Partnering with Providers; a family guide to 
telemedicine, Bridges not Boundaries; and a broad array of 
KASA publications, the newest being A Pocket Guide: How 
to be Involved in a Board or Council: Roles and Responsibilities.

Family Voices National Center is very open to assisting 
the RCs through creating, facilitating and/or participat-
ing in activities that promote family/professional partner-
ships. We also seek ways to collaborate with researchers 
and other professionals to develop tools and approaches 
to build an evidence base for the value of such partner-
ships in action.

NCMHI:  The National Center for Medical Home Imple-
mentation has many resources and tools available to help 
you learn about, and operationalize, medical home. 
 

Medical Home Website:
Please visit www.medicalhomeinfo.org to access such 
resources as medical home policy statements, provider 
and family tools, state pages, and other medical home 
publications.

MCHB Outcome #4: Screening: ▪
 http://www.championsinc.org/performance/pm3_
screening.cfm

HRTW:  There are a number of tools and reports on the 
HRTW website in each of the four area of expertise. Go 
to www.hrtw.org, click on Tools and Solutions or use the 
“search” feature.  Some examples of tools and reports fol-
low: 

Title V Leadership
REPORT: Review of Block Grant from 2005-2009 cap-  ▪

 turing policy, progress and trends implementing   
 transition services for CYSHCN.

REPORT: SSI Data by state since 1994-present ▪

Youth Involvement
TOOL:  ▪ Changing Roles for Families, Changing Roles   

 for Youth
TOOL:  ▪ HRTW Checklist (Do before age 10 and age 18)
REPORT: Youth Advisory Council: Progress and    ▪

 Trends Nationally

Medical Home and Transition
TOOL: I ▪ mplementing Transition Policy and Practices: 
Core Knowledge and Skills for Providers Checklist
TOOL:  ▪ Maintaining Health Care Insurance (post age   

 18, state-by-state laws)

Interagency Partnerships
DATA & Transition: NS-CSHCN, 2005-2006

NCCC:  
A Guide to Choosing and Adapting Culturally and Linguisti-
cally Competent Health Promotion Materials (Available in 
Spanish)*

And the Journey Continues…Achieving Cultural and Linguistic 
Competence in Systems Serving Children and Youth with Spe-
cial Healthcare Needs and their Families*

Bridging the Cultural Divide in Health Care Settings: The Essen-
tial Role of Cultural Broker Programs (Available in Spanish)
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eNewsletter:
Medical Homes@Work is a bi-monthly electronic news-
letter that provides all of the latest announcements 
on funding opportunities, meetings/conferences, new 
resources, and transitions and screening information. 
To subscribe to the eNewsletter, please email medi-
cal_home@aap.org. 
 
Building Your Medical Home Toolkit:
The National Center for Medical Home Implementation 
will soon be releasing the Building Your Medical Home 
Toolkit. The toolkit supports the development and/or 
improvement of a pediatric medical home. It also pre-
pares providers to apply for and potentially meet the 
NCQA Physician Practice Connections® Patient Cen-
tered Medical Home (PPC-PCMHTM) Recognition pro-
gram requirements. Each of the toolkit building blocks 
is cross-walked with the NCQA PPC-PCHM recogni-
tion “must pass” elements. To help practices assess 
their medical home capacity, the toolkit is organized 
into six building blocks that provide guidance for im-
plementation with links to downloadable tools: 

Care Partnership Support ▪  (addresses family access and 
communication)
Clinical Care Organization ▪  (addresses standards for 
practice organization and use of clinical informa-
tion)
Care Delivery Management ▪  (addresses the promotion 
of clinical care that is consistent with patient and 
family preference and scientific evidence)
Resources and Linkages  ▪ (addresses successfully link-
ing patient and families with community resources 
to help meet their needs)
Practice Performance Measurement ▪  (addresses the or-
ganization and promotion of safe and high quality 
care)
Payment and Finance ▪  (addresses the need to match 
quality care and NCQA recognition with payment/
solid return on investment)

If you have any questions about the toolkit, please 
contact Angela Tobin, Manager, Technical Assistance at 
atobin@aap.org. 

We’ve Moved!
As of June 20, 2009, the American College of Medical 
Genetics (ACMG), ACMG Foundation(ACMGF), and 
the NCC have moved into new offices two blocks 
from the Bethesda Metro stop, in the heart of down-
town Bethesda.

Please update your records with our new contact 
information:

7220 Wisconsin Avenue, Suite 300
Bethesda, MD 20814

(301) 718-9603 | voice
(301) 718-9604 | fax
(301) 718-2014 | ACMGF

Our email and website addresses remain the same:

ACMG:  acmg@acmg.net
     www.acmg.net

ACMGF: acmgf@acmgfoundation.org
     www.acmgfoundation.org

NCC:   ncc@nccrcg.org
     www.nccrcg.org
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Michigan, Minnesota, Mississippi, 
Missouri, Nebraska, New Hamp-
shire, New Jersey,  New York, Nevada, 
North Carolina, North Dakota, Okla-
homa, Oregon, Pennsylvania, Rhode 
Island, South Carolina, Wisconsin, 
Utah, Virginia, Vermont and West 
Virginia.  This initiative also supports 
grants to the District of Columbia and 
the Navajo Nation. Below is a map of 
the Regional Collaboratives with all 
state implementation grant awardees 
depicted along with their final year 
of funding.

In addition to the State Implementa-
tion Grants, DSCSHN supports a va-
riety of other programs and activities 
related to improving systems of ser-
vices for CYSHCN.  These include:

Family-to-Family Health Informa-
ton Centers (F2F HICs): These cen-
ters provide information, training, 
technical assistance and peer support 
to families of children with special 

National Center for Hearing Assess-
ment and Management (NCHAM). 
These National Centers, six of which 
are featured on pages 10-17, have ex-
tensive resources on their respective 
core outcomes and provide technical 
assistance to DSCSHN grantees.  

Partnering with the National Centers 
and the State implementation grant-
ees will allow the RCs to expand their 
circle of “go to” resources and pro-
vide new avenues for dissemination 
of RC activities and products.  These 
partners can also be valuable allies 
to the RCs as they move forward on 
improving access to genetic and new-
born screening services and ensuring 
that high quality genetic services are 
an integral part of an entire system of 
comprehensive, coordinated services 
for individuals and families with her-
itable disorders.  Now that’s a ticket 
for success!

healthcare needs so they can make 
better informed decisions about their 
children’s health and be better able to 
participate in systems-building activi-
ties in their communities and states.  
By June 2009, there will be an F2F HIC 
funded in every state and the District 
of Columbia. (See the March 2008 is-
sue of the NCC Collaborator for more 
information on the F2F HICs.)

National Centers: To support DSC-
SHN’s work in each of the six core 
outcomes, the Division funds several 
national centers.  These National Cen-
ters are as follows: the National Cen-
ter on Family Professional Partner-
ships (NCFPP); the National Center 
for Cultural Competence (NCCC); the 
Catalyst Center for Financing Care 
for CYSHCN; the National Center for 
Inclusive Community Integrated Ser-
vices for CYSHCN (ChampionsInC); 
the National Center for Medical Home 
Initiatives; the Healthy and Ready to 
Work National Center (HRTW) and the 

States with State Implementation Grants
2008
2009
2011
2012

Partnerships with State Implementation Grantees and National Centers..., continued from page 1
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Heartland Genetics and Newborn Screening Collaborative
 RC Board and Pre-Conference Meetings    Sep 16, 2009  Little Rock, AR
 RC Annual Meeting       Sep 17-18, 2009  Little Rock AR

The New England Genetics Collaborative (NEGC)
 Collaborative Council Meeting     Aug 12, 2009  Durham, NH
 Annual Meeting       Dec 3-4, 2009  Portsmouth, NH

Mountain States Genetics Regional Collaborative Center (MSGRCC)
Annual Meeting       Jul 15-16, 2009  Denver, CO

National Coordinating Center
WEBINAR: Moving NBS Into and Electronic 
Healthcare Environment      10:30 am - 12:30 pm  EST   Aug 3, 2009  

Residual DBS: Lightenting Rod for Science and Society 
Public Forum        Sep 23, 2009  Bethesda, MD

National Coordinating Center & Newborn Screening Transitional
Research Network
Joint Meeting: NBSTRN Clinical Centers Workgroup and
NCC/RC Long-Term Follow-up Workgroup    Sep 21-22, 2009  Washington DC Area

Southeast Newborn Screening and Genetics Collaborative (SERC)  
 Annual Conference        Aug 6-8, 2009  Asheville, NC

Western States Genetic Services Collaborative
 Collaborative Summit      Oct 14-17, 2009  San Francisco, CA

American Academy of Pediatrics (AAP)
National Conference and Exhibition    Oct 17-20, 2009  Washington, DC

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 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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National Coalition for Health Professional Education in Genetics (NCHPEG)
 Access to Credible Genetics Resources Network Meeting  Sep 22, 2009  Bethesda, MD
 Annual Meeting       Sep 23-24, 2009  Bethesda, MD

National Institutes of Health (NIH)
 State-of-Science Conference: 

Family History and Improving Health    Aug 24-26, 2009 Bethesda, MD

National Society of Genetic Counselors (NSGC)
 Annual Education Conference     Nov 12-15, 2009  Atlanta, GA

International Congress of Inborn Errors of Metabolism/
National Society for Inherited Metabolic Disorders (SIMD)
 Annual Meeting       Aug 29-Sep 2, 2009 San Diego, CA

Advisory Committee on Heritable Disorders in Newborns and 
 Children (ACHDNC)
 Meeting        Sep 24-25, 2009  Bethesda, MD

Secretary’s Advisory Committee on Genetics, 
Health & Society (SACGHS)
 Meeting        Oct 8-9, 2009  Washington, DC

NATIONAL CONFERENCES

ADVISORY COMMITTEE MEETINGS
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