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importance throughout the Northwest region and Alaska. Articles in

this issue describe systems and processes, demonstrating how connec-
tions within the maternal and child public health system support the health of
individuals and families living in rural and frontier areas.

Articles by Mary Selecky, a long-time Washington State public health
professional, and Shelly Gilman, the mother of children with special needs,
describe how health professionals and families must work together in sys-
tems that are changing rapidly in order to achieve their goals. Administrators
must preserve systems even though funding is shrinking, while families must
learn how to access the services they need. Teri Thalhofer emphasizes how
important parnerships and collaborations are for public health profession-
als serving families in rural and frontier areas. Carolyn Gleason explains the
“safety net” of federally funded primary care programs. Sheri Hill describes
the federal regulation, Early Intervention Services for Children with Disabili-
ties: Individuals with Disabilities Education Act Part C, and Mary Perkins
discusses details of those services in Washington State school districts. Mi-
chael Neufield describes the challenges of discharging infants from a Neo-
natal Intensive Care Unit to home when that home is in a isolated rural area.
Medical homes are critical for helping these families care for their infants.

Reports from each of the states illustrate how maternal and child pub-
lic health programs are meeting the needs of children living in rural areas.
Yvonne Goldsmith describes research in which results are inconclusive as
to the causes of high rates of iron deficiency and anemia in Alaska Native
children. Dieuwke Dizney-Spencer explains that while children with special
health care needs fair better by many measures in Idaho State than nation-
ally, access to medical services in isolated areas of the state continues to be a
challenge for families. Beth Gebstadt and Heather Morrow-Almeida show-
case three maternal and child health initiatives to increase access to health
care services for families living in rural areas of Oregon State. Carol Miller
and Teresa Vollan describe a pilot campaign, Learn the Signs. Act Early,
to raise awareness of developmental milestones of children. The campaign
targets Spanish-speaking, Hispanic parents living in rural and frontier areas
of Washington State.

This is the first of two issues focusing on rural health, a topic of great
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Updates

We welcome Kate Besch and Carolyn Gleason to

the editorial board. Kate provides support services

for children with special health care needs at North
Public Health Center, Public Health - Seattle & King
County, Seattle, Washington. Her previous work expe-
rience includes case management and public health,
home visiting, and school nursing.

Carolyn Gleason is regional maternal and child
health consultant, Maternal and Child Health Bureau,
Health Resources and Services Administration Region
X, United States Department of Health and Human
Services. Carolyn previously served on the editorial
board from 1990 through 2002.

A special thanks to Jane Rees: this will be her last
issue as faculty lead on the editorial board. Dr. Rees
joined the board in 2006.
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The Northwest Bulletin is published electronically
twice a year in the spring and fall. Subscribers receive
notice of publication via email that contains a link to
the new issue.
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Editorial . . .

Rural Public Health at a Crossroads

Mary Selecky hen | came to the Northwest in the 1970s | knew very little about
Wrural health. | had been an assistant dean of students at an East
Coast university when | decided to “go west” with some friends.
By chance, that cross-country trek led me to Colville, Washington—a very
rural area of the state that I still call home today.

Armed with my degree in history and political science, | lead the local
Economic Development District for a few years. | was then hired by Dr. Ed
Gray, a local physician and health officer, to administer Northeast Tri-Coun-
ty Health District in Colville and worked there for 20 years. Dr. Gray and
another person from that community, Dr. Bill Foege, played major roles in
my public health career. Dr. Foege ended up leading the Centers for Dis-
ease Control and Prevention and was instrumental in eradicating smallpox.
While many of us fear change and try to avoid it, these two physicians are
among the best at recognizing change on the horizon and preparing for it.

Rural Health Yesterday and Today

A lot has changed since the 1970s, and a lot has not. | don’t think there has
ever been a time when funding was plentiful for rural
public health. As long as | have been doing this work
there has never been enough money for local health
departments, hospitals, doctor’s offices, and clinics in
rural areas—yet most communities somehow make it
work. Providers and people who direct rural health fa-
cilities have to be extremely creative. A friend and col-
league of mine was the administrator for a small rural
hospital. Then as now, they struggled to keep the doors
open. One of the things they were best known for
was the great pizza they made in the hospital kitchen.
c HA N G ES There was no pizza place in town, so they started sell-

ing pizza pies out the back door to make ends meet.
Now that is a creative solution to a funding challenge.

Rural communities, however, have changed, along
A H EAD with their needs and expectations for health care. Not

: that long ago, most people who lived in rural com-

munities were long-time residents. In the last 20 years,
many rural areas have seen an influx of people g




cities to “get away from it all.” Many of these same
folks bring their urban expectations with them. They
want more than many rural health care facilities can
deliver. In many cases the system has tried to grow
and adapt to meet these new needs and expectations,
but it takes a lot of appointments for a hospital or
clinic to justify and afford state-of-the-art equipment
common in city health care settings.

Today, we are at a critical crossroads. Government
financial support on all levels is drying up and it is
clear that many rural health care facilities, including
local public health agencies, will not succeed unless
they change. The decisions we make today will affect
our public health system long after most of us have
moved along. Today’s leaders stand on the shoulders
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and integrated health care. Granted, it’s a huge un-
dertaking, the work will not be easy, and we may not
succeed on every level, but | am confident that we are
better off deciding what our public health future will
be as opposed to letting the circumstances of the day
decide for us.

We have seen a regional approach succeed with
Emergency Medical Services and Trauma Care, we
have seen it succeed with public health emergency
preparedness efforts, and it is time to consider it in
rural public health.

In Summary

All of us who work on rural health issues have gotten
pretty good at figuring out creative ways to make
most health services available to people

We are better off deciding what our public health future will be
as opposed to letting the circumstances of the day decide for us.

of people like Dr. Gray and Dr. Foege. We must pro-
vide the same solid foundation, vision, and leadership
for those who come after us.

Agenda for Change

In Washington State we have put together a work-
group of some of our most experienced local, state,
and federal public health leaders, referred to as Re-
shaping Governmental Public Health in Washington
State, to develop what we call the Agenda for Change.
The agenda sets three primary goals: sustain our past
successes, confront emerging challenges, and use our
resources most efficiently and effectively. Defending
programs we have at all costs is not going to lead to
future success. It will damage our credibility, which is
among the most valuable assets we have.

Of course setting goals is just the start; real
change requires much more. We have developed an
“action agenda” that clearly identifies the areas we
will focus on, and the steps we will take to assure our
public health system of tomorrow is a result of criti-
cal thinking and focused actions. We cannot let luck,
chance, and politics dictate what our system becomes.

The “action agenda” focuses on protecting people
from diseases and other health threats, changing poli-
cies and systems to build healthy communities and
environments, and partnering with hospitals, clinics
and others to improve access to quality, affordable,

in those communities. However, rural
communities have to recognize times

are changing. We have to be willing

to sit down at the table, evaluate our
strengths and weaknesses, build on those
strengths, and let someone else do work we are not as
good at or can no longer afford. Those decisions are
very hard to make, but we must make them. ¢

Mary Selecky has been Secretary of the Washing-
ton State Department of Health since March 1999,
serving under Governors Chris Gregoire and Gary
Locke. Her first position in public health was as the
administrator for the Northeast Tri-County Health
District in Colville, Washington, a position she held
from 1979 to 1999. As secretary, Mary has made
tobacco prevention and control, patient safety, and
emergency preparedness her top priorities. She is
known for bringing people and organizations together
to improve the public health system and the health of
people in Washington State.

Email: Doh.secretary@doh.wa.gov
Telephone: 360-236-4030
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Innovative Approaches to Maternal
and Child Health Services in a Rural
Health District

cated along the beautiful Columbia River in North Central Oregon.

Serving one rural (Wasco) and two frontier (Sherman and Gilliam)
counties provides an interesting set of challenges. Its population of 27,505
is spread over an area of 4,449 square miles in small towns and communi-
ties. Traditionally agricultural, many families live on isolated farms and
ranches. Delivering maternal and child health services requires flexibility
and collaboration.

Teri L. Thalhofer N orth Central Public Health District is a small health department lo-

Shared Service Delivery

Our staff consists of three public health nurses well-versed in all areas of
public health. One of our nurses with over 35 years of experience visits
pregnant women, infants at risk of developmental delay, and children with
special health needs requiring nursing case management. She also is the
school nurse for several small districts, immunization coordinator for the
district, and a family planning counselor. Another nurse provides home vis-
iting and Healthy Start services. Our third nurse sees clients in the largest
population center in the district, The Dalles. She also supports the Commu-
nity Connections Network, a multidisciplinary team providing coordination
for children and youth with special health care needs and works closely
with the local Oregon State Department of Human Services office to coordi-
nate services for children at risk for abuse or neglect.

We provide WIC (Special Supplemental
Nutrition for Women, Infants, and Chil-
dren) services not only in our main office in
The Dalles but throughout the district. Our
staff speaks Spanish fluently—an asset in
the outlying clinics. Previously we found
that families who spoke only Spanish were
not accessing services due to perceived
language barriers. As word spread that we
spoke Spanish, more families began access-
ing services. Along with providing nutrition
education and vouchers, staff are able to
assist families find other services, in¢luding
immunizations and family planning.
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We also provide immunization services at our
main office in The Dalles on a walk-in basis, five
days a week. This allows families in town to shop or
for appointments to more conveniently access servic-
es. Immunization services are also provided by rural
health clinics, Federally Qualified Health Centers,
and private providers.

through home visiting services

Early in our meetings, participants came to a
consensus on how to direct referrals to different
programs. A mother or child with any medical condi-
tion is referred to a public health nursing program.
Because Oregon Healthy Start serves first births only,

women delivering their first child

and desiring home visits are referred
to a local Healthy Start program. All
subsequent births are referred to a
local Early Head Start program. To

Because communities are small and no one is anonymous,
people form long-term relationships. We frequently visit
siblings, cousins, and even children of our early clients

One of the great rewards of serving rural commu-
nities is seeing the outcomes of our work. Watching a
child for whom we provided home visiting services as
an infant become a successful high school student is
powerful reinforcement for our efforts. Often, because
communities are small and no one is anonymous,
people form long-term relationships. We frequently
visit siblings, cousins, nieces, nephews, and even
children of our early clients.

Collaborative Partnerships

None of our work would be as effective or efficient
without collaborations and partnerships. With only
two prenatal provider offices and one hospital in the
district, communities need to be creative with time,
money, and resources. Prenatal providers routinely
screen women, with their written consent, using the
Healthy Start questionnaire. Providers of health and
social services meet regularly to review programs to
ensure that families receive appropriate referrals and
to avoid duplication of services. Participants in the
meetings include home visiting nurses, the Healthy
Start program provider, Head Start and Early Head
Start staff, Early Intervention staff, and health promo-
tion staff from the local Federally Qualified Health
Center. Advantages to this regular review include:

¢ Health and social services providers are more
knowledgeable about other programs

¢ Medical providers can obtain services for their cli-
ents as each of the participating programs passes
along referrals, with client consent

¢ Families are not offered multiple programs

¢ Families do not need to remember the names of
specific programs, just that programs are provided

help guide the process, we con-

sidered the mission of each of the
programs and the pieces—starting with health, then
a safe environment, then educational readiness—that
need to be in place for a child to be ready to learn.

Maternal and child health professionals assisted

us with our community health assessment and have
become champions and ambassadors for additional
public health services in the community. During
the HLN1 outbreak, we were able to quickly access
schools as points of distribution because the commu-
nity was already familiar with our services as a result
of our partnerships.

In Summary

Cooperation and flexibility allow us to effectively
serve our communities. Resources are limited: col-
laborations and partnerships allow more families to
access appropriate services. ¢

Teri Thalhofer, RN, BSN, is director of the North
Central Public Health District, which serves Wasco,
Sherman and Gilliam Counties in north-central
Oregon. After receiving a BS degree in nursing from
the University of Portland, she practiced at Oregon
Health and Science University, Portland, in high risk
labor and delivery. She relocated to The Dalles and
began her public health nursing career in 2000 as a
maternal and child health home visiting nurse. She
currently serves on the Wasco County Commission on
Children and Families and as co-chair the commis-
sion’s Early Childhood Committee. In September 2011
she was named by Governor Kitzhaber to the Early
Learning Council.

Email: terit@co.wasco.or.us
Telephone: 541-506-2600


mailto:terit@co.wasco.or.us
http://www.oregon.gov/OCCF/hso/index.shtml
http://www.ode.state.or.us/search/results/?id=41
http://www.oregon.gov/OCCF/hso/index.shtml
http://www.ohsa.net/
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Federally Funded Primary Care
Programs in Rural Areas: A Safety
Net of Providers

Carolyn Gleason and Beryl Co-
chran, Terry Cumpton, Cherri
Pruitt, Debra Wagler, Kathy
Watters

ho are the “safety net” providers of primary care services for
Wvulnerable maternal and child health populations in your rural

community? The answer may be: Community Health Centers
(CHC), Federally Qualified Health Centers (FQHC), Tribal Clinics, Indian
Health Service (IHS) Clinics, Rural Health Clinics (RHC), Critical Access
Hospitals (CAH), Accountable Care Organizations (ACO), a combination of
these, or “none of the above.”

State and local health departments along with maternal and child health
programs are essential components of this safety net, focusing more on
infrastructure-building, and population-based and enabling services. Ma-
ternal and child health professionals are well-positioned to collaborate with
primary care safety net programs with the common goal of improving the
health of individuals and populations with lower costs. This article de-
scribes the most common federal grant and incentive programs for primary
care in rural areas.

Health Resources and Services Administration Health
Center Program

Perhaps one of the most widely known
types of federally funded safety net
programs is the Health Resources and
Services Administration (HRSA) Health
Center Program. A health center grantee
must be a public or private non-profit
entity and must serve populations with
limited access to health care, regardless
of ability to pay.

Target populations include the low-
income, the un- or under-insured, those
with limited proficiency in speaking Eng-
lish, and those living in areas with popu-
lations insufficient to attract any private
practice. Most health centers serve the
entire community. Some health centers
focus on meeting the needs of a) migrant
and seasonal farmworkers, b) those who



are homeless, and c) those living in public housing.

All HRSA-funded health center sites are eligible
for designation as a FQHC for the purposes of en-
hanced reimbursement for Medicaid and Medicare
services (see side bar). For more information about
the HRSA Health Center Program, see http://bphc.
hrsa.gov/.

Indian Health Service Funded Clinics

Also common in rural areas are clinics funded by the
Indian Health Service (IHS) directly (IHS clinics) or
through contracts to tribes (tribal clinics). The IHS
provides resources for comprehensive health service
delivery systems for American Indians and Alaska
Natives who belong to federally recognized tribes.
Some tribal clinics have agreements with IHS that al-
low them to serve those who are not American Indian
and Alaska Native when there are no or limited other
providers in the area. In Region 10, a number of tribal
outpatient clinics also qualify for and receive HRSA
Health Center Program funds.

Rural Health Clinics

The Rural Health Clinic (RHC) Program was estab-
lished in 1977 to address an inadequate supply of
physicians serving Medicare and Medicaid beneficia-
ries in rural areas. The program provides qualifying
clinics with payments from Medicare and Medicaid
on a cost-related basis. These clinics are required to
provide out-patient primary care services and basic
laboratory services, and be staffed at least 50% of the
time with at least one mid-level practitioner, such as
a nurse practitioner, physician assistant, or certified
nurse midwife. Clinics can be public, private, or non-
profit. For more information on requirements for the
RHC Program, see www.cms.gov/minproducts/down-
loads/rhcfactsheet.pdf.

Critical Access Hospital

The Flex Program, created by Congress in 1997, al-
lows a small rural hospital to be designated as Criti-
cal Access Hospital (CAH) and offers “Flex” grants
to states to implement initiatives to strengthen the
infrastructure of rural health care. These hospitals
receive cost-related reimbursement from Medicare
and, in some states, from Medicaid. A CAH must be
located in a rural area that is a specified distance from
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Continued on Page 9

Health Center Terminology

It is not uncommon for a Health Resources
and Services Administration (HRSA) Health
Center Program grantee to be called a Com-
munity Health Center (CHC) or Federally-
Qualified Health Center (FQHC). However,
these terms are not interchangeable. Each
has a specific meaning in relation to finan-
cial benefits and oversight.

Community Health Center

The term “CHC” is not defined in the HRSA
Health Center Program statute, and there is
no universal agreement on its meaning. It is
commonly used to refer to grantees who tar-
get underserved communities or populations.

Federally-Qualified Health Center

A “FQHC,” as defined by the Centers for
Medicare and Medicaid Services (CMS)
statute, is an organization or entity approved
for enhanced reimbursement. Three types

of entities are eligible to apply to CMS for
reimbursement as a FQHC:

¢ Individual clinic sites of HRSA Health
Center Program grantees. A single grant-
ee with multiple clinic sites may consist
of multiple FQHCs.

¢ Individual sites of FQHC “look-alikes.”
These organizations meet all require-
ments to receive grant funds under the
HRSA Health Center Program but do not
receive grant funds.

¢ Qutpatient health clinics associated with
tribal or Urban Indian Health Organiza-
tions. The Indian Health Service admin-
isters and oversees operations of these
organizations.

Eligible sites are required to complete an
extensive enrollment process with Medicare
and its state Medicaid agency to be approved
as an FQHC. Additional information can be
found at: www.cms.gov/center/fghc.asp.



http://bphc.hrsa.gov/
http://www.cms.gov/mlnproducts/down-loads/rhcfactsheet.pdf
http://www.cms.gov/mlnproducts/downloads/rhcfactsheet.pdf
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another hospital. They may operate primary care clin-
ics, are required to provide 24-hour emergency care,
have a small number of acute and nursing care beds,
and must maintain a low average-length-of-stay for
acute care patients. For more details on CAHs, see
www.cms.gov/MLNProducts/downloads/CritAccess-
Hospfctsht.pdf.

Grants are also provided to states with critical
access hospitals to provide technical assistance with
quality improvement, financial and operational im-
provement, and health system development, including
emergency medical services targeted specifically to
the needs of CAHs. States participating in the Flex
Program are required to have a rural health plan. For
information on a particular state’s program, contact
your State Office of Rural Health (see the directory
at www.hrsa.gov/ruralhealth/about/directory/index.
html.)

Emerging Payment and Care Models in
Rural Areas

The Center for Medicare and Medicaid Innovation at
CMS has the resources and flexibility to rapidly test
innovative care and payment models, and encourage
widespread adoption of practices that deliver better
health care at lower costs. Most initiatives are focused
on primary care; several can benefit rural providers.

Section 3022 of the Patient Protection and Afford-
able Care Act created the Medicare Accountable Care
Organization (ACO) Shared Savings Program. In this
program, Accountable Care Organizations (ACOs)
are described as groups of doctors, hospitals, and
other health care providers who provide coordinated,
high quality care to their Medicare patients, avoid
duplication of services, and prevent medical errors.
One model, specifically designed for rural providers,
offers an advance payment of projected savings to
organizations whose ability to achieve success would
be improved with access to capital. For more informa-
tion, see http://innovations.cms.gov/initiatives/aco/.

Oregon State’s proposed Coordinated Care Orga-
nizations (CCO) Program for Medicaid enrollees is
an example of a state model similar to the Medicare
ACO model. Beginning in 2012, CCOs will coor-
dinate physical, mental, and dental health care for
people with Medicaid in an entire community.

The Affordable Care Act provides states with
a new Medicaid option to provide “health home”
services for enrollees with chronic conditions. In
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November 2010, CMS issued guidance and a tem-
plate to states to streamline the approval process for
establishing health homes in their Medicaid programs.
See www.cms.gov/smdl/downloads/SMD10024.pdf
for more details. ¢

Carolyn Gleason is the maternal and child health
consultant for Health Resources and Services Ad-
ministration, Maternal and Child Health Bureau,
Division of State and Community Health, Region

X, Seattle, Washington. The following people also
contributed to this article: Beryl Cochran, Project Of-
ficer, Health Resources and Services Administration’s
Bureau of Primary Care, Seattle; Terry Cumpton,
Regional Rural Health Coordinator, Centers for
Medicare and Medicaid Services, Seattle; Cherri
Pruitt, Maternal and Child Health Consultant, Health
Resources and Services Administration, Maternal and
Child Health Bureau, Division of State and Communi-
ty Health, Region VIII, Denver, Colorado; and Debra
Wagler and Kathy Watters, Project Officers, Health
Resources and Services Administration, Maternal and
Child Health Bureau, Division of State and Commu-
nity Health, Rockville, Maryland.

Email: cgleason@hrsa.gov
Telephone: 206-615-2486

RESOURCES

HRSA Health Center Program

Health Resources and Services Administration
www.hrsa.gov

Directory of State and Regional Primary Care Asso-
ciations (PCA)
www.nachc.com/nachc-pca-listing.cfm

Directory of State Primary Care Offices (PCOs)
http://bhpr.hrsa.gov/shortage/hpsas/primarycare-
offices.html

FQHC Program
CMS - Federally Qualified Health Centers Center
www.cms.gov/center/fghc.asp

IHS Funded Clinics
Indian Health Service website
www.ihs.gov/

Continued on Page/10
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Rural Health Clinics (RHC) Emerging Payment and Care Models in
CMS fact sheet, “Rural Health Clinic” Rural Areas
www.cms.gov/minproducts/downloads/rhcfact- CMS — Medicare ACO Shared Savings Program
sheet.pdf www.cms.gov/sharedsavingsprogram/01_Over-
CMS - Rural Health Clinics Center view.asp#TopOfPage and http://innovations.cms.
www.cms.gov/center/rural.asp gov/initiatives/aco/
CMS fact sheet on ACOs and how they will work in
Critical Access Hospitals (CAH) rural areas
CMS - Critical Access Hospital Fact Sheet www.cms.gov/MLNProducts/downloads/ACO_
www.cms.gov/MLNProducts/downloads/CritAc- Rural_Factsheet ICN907408.pdf
cessHospfctsht.pdf Oregon’s Coordinated Care Organizations: Frequently
Asked Questions
State Rural Health Programs www.oregon.gov/OHA/OHPB/health-reform/
Directory of State Offices of Rural Health (SORH) docs/cco-faq.pdf?ga=t
and State Rural Health Associations (SRHA) HR 3590 - Patient Protection and Affordable
www.hrsa.gov/ruralhealth/about/directory/index.html Care Act
HRSA Rural Health home http://democrats.senate.gov/pdfs/reform/
www.hrsa.gov/ruralhealth/index.html patient-protection-affordable-care-act-as-
passed.pdf

Developing and Influencing Policy for the
Public’s Health

Michael R. Fraser, PhD, CAE

Monday, May 7t, 2012

4:00 - 5:30 PM

Hogness Auditorium, Health Sci-
ences Building, University of
Washington, Seattle

Dr. Fraser is the CEO of the Association of Maternal
and Child Health Programs in Washington, DC. He

is former deputy director of the National Association
of County and City Health Officials and was regional
program manager with the Centers for Disease Con-
trol and Prevention. In 2002, he received a distin-
guished service award from US Department of Health
and Human Services for his emergency response work For more information, contact Carmen Velasquez at
after the 9/11 terrorist attacks. carmv@u.washington.edu

Courtesy of Michael Fraser

Sponsored by the Maternal and Child Public Health Leadership Training Program, Northwest Center for Public Health Practice, Depart-
ment of Health Services, Department of Epidemiology, and the School of Public Health, University of Washington, Seattle


http://www.cms.gov/mlnproducts/downloads/rhcfact-sheet.pdf
http://www.cms.gov/mlnproducts/downloads/rhcfactsheet.pdf
http://www.cms.gov/center/rural.asp
http://www.cms.gov/MLNProducts/downloads/CritAc-cessHospfctsht.pdf
http://www.cms.gov/MLNProducts/downloads/CritAccessHospfctsht.pdf
http://www.hrsa.gov/ruralhealth/about/directory/index.html
http://www.hrsa.gov/ruralhealth/index.html
http://www.cms.gov/sharedsavingsprogram/01_Over-view.asp#TopOfPage
http://www.cms.gov/sharedsavingsprogram/01_Overview.asp#TopOfPage
http://innovations.cms.gov/initiatives/aco/
www.cms.gov/MLNProducts/downloads/ACO_Rural_Factsheet_ICN907408.pdf
www.oregon.gov/OHA/OHPB/health-reform/docs/cco-faq.pdf?ga=t
http://democrats.senate.gov/pdfs/reform/patient-protection-affordable-care-act-as-passed.pdf
mailto:carmv@u.washington.edu

Northwest Bulletin: Family and Child Health

The Challenges of Discharging an Infant from a
Neonatal Intensive Care Unit When Home is Far
from Specialized Care

Michael D. Neufeld, MD

intensive care unit (NICU) is always a challenge, but it is even

more difficult when the family lives in a rural area where health
care resources are limited. Rural areas have shortages of pediatricians and
other primary care providers and almost no specialty care providers, such
as speech and physical therapists and home health nurses. Families often
must travel long distances to obtain specialty care at considerable personal
and financial costs. The cost of travel and time away from work is espe-
cially burdensome because children in rural areas are more likely to live
in poverty. Though parents from rural areas learn how to take care of their
infants at the NICU before discharge, this is just the beginning of a difficult
adjustment for these families.

D ischarging infants with complicated problems from the neonatal

Preparation For Discharge Begins at Admission

Social workers are key to planning and preparing for discharge, beginning
with an assessment of the family’s resources and needs when their infant is
admitted. Social workers also assist in obtaining financial support as well as
providing emotional and mental health support, when needed.

Education is essential to ensure that parents are capable and confident in
caring for their infant at home. Everyone helps prepare parents for dis-
charge: nurses, social workers, physicians, nurse practitioners, respiratory
therapists, pharmacists, physical and occupational therapists, nutritionists,
and lactation consultants.

As discharge nears, parents often room
with their infant and provide most of the
care in order to anticipate what the process
at home will be. Usually both parents learn
how to care for their infant though this
may be difficult or impossible for par-
ents with limited resources who live long
distances from the NICU and have other
children to care for.

A Complicated Home-Coming

Prior to discharge from the hospital, e
health care agencies need to be contacted



and arrangements made for medical equipment to be
delivered to the home and for the family to be taught
its use. Discharge, travel time, and equipment de-
livery must be carefully coordinated. Home health
nurses can be very helpful in the transition from hos-
pital to home life, but pediatric home health services
in rural areas are limited.

The most important aspect of post-NICU care is
establishing a patient- and family-centered medical
home. This involves identifying a primary care pro-
vider who is comfortable taking care of an infant who
may have complex medical needs and requires co-
ordination of care with multiple specialists. Because
pediatricians have extensive training in anticipating
problems and caring for these infants, we generally
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an ophthalmologist at least every five years through-
out life. Infants also may need to see a pediatric
surgeon for follow-up if they have had bowel surgery
or if they need hernia repair.

In Summary

Having a premature infant or infant that requires

care in a NICU is very difficult for families. If their
home is far from that NICU, the challenges of separa-
tion and travel begin at birth. Most NICU graduates
do very well, but they are at higher risk for ongoing
medical problems and learning difficulties when they
reach school age. It takes a team of health care work-
ers along with federal, state, and local public health
programs to support these families. ¢

Having a premature infant or infant that requires care in a NICU
is very difficult for families. If their home is far from that NICU,
the challenges of separation and travel begin at birth.

suggest that parents find a pediatrician. However, in
many rural areas, there are no pediatricians.
Fortunately, most family physicians are great at
coordinating care and accessing resources, but parents
need to partner with their family physician and also
be proactive in getting care. If parents participate in
an early intervention program, their service coordina-
tor will be able to help them. (For more information
about early intervention, Individuals with Disabilities
Education Act Part C, see articles on pages 13-15.)

Pediatric Specialists

Most pediatric specialists practice in urban areas
though they may establish outreach clinics in moder-
ate-sized communities in rural areas. Unfortunately,
specialists are usually available only once or twice a
month so clinic appointments may be difficult to ob-
tain. Pediatric pulmonologists are the most common
specialists seen by NICU graduates, helping manage
chronic lung disease in infants needing oxygen or
ventilators.

Most infants discharged from the NICU, especial-
ly the most premature infants, should have on-going
formalized neurodevelopmental follow-up in addition
to developmental screening by the primary care pro-
vider. Very premature babies should be examined by

Michael D. Neufeld, MD, MPH, is a
clinical associate professor of pediat-
rics in the Division of Neonatology at
the University of Washington School

of Medicine; and an affiliate faculty
member in the Maternal and Child
Public Health Leadership Training
Program at the University of Washington School of
Public Health. He is an attending physician at the
University of Washington Medical Center neonatal in-
tensive care unit and is medical director of the neona-
tal intensive care unit at Providence Regional Medi-
cal Center, Everett, Wash. His interest is in long-term
neurodevelopmental outcomes of premature babies.

Email: mdn@uw.edu
Telephone: 206-987-6325

RESOURCES

The Center for Children with Special Needs
Seattle Children’s Hospital
http://cshcn.org/

Early Support for Infants and Toddlers
Washington State Department of Early Learning
www.del.wa.gov/development/esit/Default.aspx

National Center for Medical Home Implementation
www.medicalhomeinfo.org/

National Rural Health Association
www.ruralhealthweb.org/

Washington State Medical Home
http://medicalhome.org/

Continued on page 13
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What is Early Intervention (Individuals with
Disabilities Education Act Part C)?

Sheri L. Hill

T hree new videos, funded through the Ameri-
can Recovery and Reinvestment Act, can help
answer this question and others about early in-
tervention. They can also be accessed through Wash-
ington State’s Early Support for Infants and Toddlers
Program at www.del.wa.gov/esit

Babies Can’t Wait. This 2:41 minute video gives
a short overview about how to connect with Early
Support for Infants and Toddlers the early inter-
vention program in Washington State. The video
describes the steps parents can take if they are con-
cerned about their child’s development. It emphasizes
that no doctor referral is needed and screenings and
eligibility evaluations are at no cost to families. www.
youtube.com/watch?v=JoaFNGmSU5U

Early Support for Infants and Toddlers (ESIT)
Guiding Concepts. This 3:11 minute video reviews
the guiding concepts for early intervention in Wash-
ington State. The state developed and adapted these
materials from national principles with extensive
community involvement. This work was a part of a
Statewide System Improvement Project funded by the
American Recovery and Reinvestment Act. The video
highlights the important role of relationships and

families. www.youtube.com/watch?v=yGgAOZrvQQ
U&feature=related

Child Outcomes Step by Step. Early interven-
tion falls under the Individuals with Disabilities Edu-
cation Act. As a result, the Office of Special Educa-
tion Programs requires that all state early intervention
(Part C) and preschool special education (Part B/619)
programs report on these outcomes as part of their
annual performance report. The University of North
Carolina, Chapel Hill, has developed an 8:42 minute
video that explains and provides examples of these
outcomes. These explanations also help you under-
stand “the point” of early intervention. www.fpg.unc.
edu/~eco/pages/videos.cfm ¢

Sheri L. Hill, PhD, is an early childhood policy spe-
cialist and served as the system improvement project
coordinator for Washington State’s early intervention
(Part C) program, Early Support for Infants and Tod-
dlers. She is a member of the editorial board of the
Northwest Bulletin.

Web site: www.earlychildhoodpolicy.com
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Early Intervention Services: Building a System of
Equitable Services Across Washington State

Mary Perkins

ince 1985, Washington State has been a part of

the Federal Part C (then Part H) of the Indi-

viduals with Disabilities Education Act, which
mandates services for children with developmental
delays or disabilities through the age of two years,
and their families. The purpose of the law is to ensure
that parents, who are concerned about their child’s de-
velopment or have a child with a disability, can access
the services they need for evaluation, support, and

acts as a coach or consultant to adults in the family.
While some children do require direct, regular, hands-
on therapy, many who are eligible for services do

not. Service providers in rural areas may have limited
experience with either very young children or with a
more coaching oriented approach.

Transportation. Families with children who need
more intensive services often must travel to urban ar-
eas. For example, a family who lives in Grays Harbor

County with a child who has a hearing im-

pairment may have to travel to Tacoma or

A plethora of services does not always guarantee quality. In
rural areas, collaborations among health professionals offer
unique opportunities to positively influence the amount and
the quality of services.

Seattle for specialized audiology services.

Opportunities
A family-focused coaching approach.

treatment. The law provides funding for infrastructure
to access a variety of federal, state, local, and private
services. While multiple services, including state and
privately funded neurodevelopment centers, exist in
the urban areas of the state, such a wealth of services
is lacking in most of our rural counties. What are the
challenges and opportunities for increasing services in
rural areas?

Challenges

Capacity. Physicians who can diagnose disabilities,
along with therapists, teachers, and social workers
trained to work with children who have developmen-
tal delays or disabilities and with their families, are in
short supply in rural areas and often have to serve a
large geographic area. Because of this shortage, fami-
lies often must travel to services rather than having a
service provider come to their home.

Training. Those willing to provide services for
children and their families often are trained to work
one-on-one with older children or adults; however,
working with young children usually requires work-
ing with families. The physician, therapist, or teacher

Limitations on service providers’ time

requires families to step into the gap. One
evidence-based approach includes an interdisciplinary
team to consult with a single “primary service pro-
vider” who works directly with the family. (See page
15 for information about the primary service provider
model.) We are seeing better outcomes for children
with this approach. Implementing the approach, how-
ever, still requires trained personnel who are often
unavailable in rural areas.

Involvement of multiple agencies. In rural areas,
service providers who work in different agencies
and practices are likely to know one another. They
often serve on the same committees, attend the same
churches, and shop in the same grocery stores. Many
eyes may be on a child and, as a consequence, fami-
lies are less likely to slip through the cracks.

School districts in the mix. In September of
2009, the Washington State Legislature mandated
that, as a part of the early intervention service system,
school districts serving children who have develop-
mental delays or disabilities, aged 3 through 21 years,
also participate in serving children through age two.
Districts may provide services directly or through a
contract. This mandate has increased the amount of



funding as well as the number of therapists and teach-
ers available to work with families.

Issues of access to quality early intervention ser-
vices will continue to exist in rural and frontier areas
of our state. Urban areas will always be “resource
rich” but a plethora of services does not always guar-
antee quality. In rural areas, collaborations among
health professionals offer unique opportunities to
positively influence the amount and quality of ser-
vices. While building capacity through training in
evidence-based practice may continue to be an issue,
the use of technology for professional development
should help solve that problem as we build a system
of equitable services across our state. ¢

Mary Perkins is retired but continues to work as a
contractor for the Educational Service District 112,
Vancouver, Washington. She also serves on the serves
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on the Washington State Early Learning Advisory
Council. She began her career as a Head Start teach-
er and coordinator for professional development for
Region X at Portland State University, Oregon, and
then became an early childhood special education
director for Yakima Public Schools, Washington. Be-
fore retiring, she was the early learning director for
Educational Service District 113, Tumwater, Wash-
ington, where she managed professional development
for public school staff in five counties and directed
the Infant Toddler Early Intervention Program, Grays
Harbor, Washington.

Email: Mperkins1912@comcast.net
Telephone: 360-943-6740

RESOURCES
National Early Childhood Technical Assistance Center
www.nectac.org/partc/partc.asp

The Primary Service Provider Model

Mary Perkins

he evidence-based primary service provider

model for service delivery in early interven-

tion shows significant promise in Washington
State. The model uses a team approach to working
with the child and family but instead of multiple ser-
vice providers inundating a family, as often happens
when the child has multiple developmental needs, one
service provider takes the lead in interacting with the
family. This provider typically has the skills to best
meet the needs of the child and is usually the person
on the team who has established the best relationship
with the family.

The primary service provider gives information
and support to the family and helps the child gain
skills to participate in family life through coaching
and modeling behaviors. The approach incorporates
learning into the daily routines and activities of the
family so that there are multiple times for the child
and parents to practice new skills. The other mem-
bers of the team act as consultants and may respond
to questions from the provider and the family or visit
the family to provide direct support. They may also
become the primary service provider as needs change.

As the needs of children identified for early inter-

vention are often developmental rather than therapeu-
tic, this service delivery model enables specialists,
including physical, occupational, and speech and
language therapists, to work directly with children
and families most in need while, at the same time,
consulting with children and families not requiring
regular, specialized services. ¢
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Raising Children with Special Health
Care Needs in a Rural Area

of motherhood, however, met the reality of three of our four children

Shelly Gilman I have wanted to be a mother for as long as | can remember. My dreams

receiving a diagosis of autism. Our excitement for our future when my
husband and | married has met the reality of caring for our children with
special health care needs. And while living in a rural area has its advantag-
es, the lack of access to pediatricians trained to screen children for devel-
opmental disabilities and to services and support creates challenges not

encountered in urban living.

A Missed Window of Opportunity

From the moment our second child was born, we knew something wasn’t
quite right. He would shriek at a high pitch for hours and would not be
comforted. He lacked the ability to suck which made feeding difficult. He
had to be treated for jaundice for over a week, and an early illness resulted
in thrush, which we continuously treated for the next 18 months. He re-

The Gilman Family, left to right; Zachary, Shelly, Matt,
Brendan, Reina, and Melody

ceived diagnoses of torticollis and eye motor
problems, and had hernia surgery, all before
he reached the tender age of five months. He
had nine months of uninterrupted ear infec-
tions, until tubes were placed in his ears at 18
months of age. As he got older, he was slow
to talk and wanted to spend time alone, play-
ing with trains for hours.

I brought these and many other concerns
to my pediatrician and was reassured that he
was fine. It was pointed out that he had good
eye contact, which seemed to make all of
my other concerns nonexistent as far as that
practitioner was concerned. By the time he
was over four years of age, when other com-
munity members began commenting about his
behaviors, | called early intervention.

When the autism consultant visited our
home, there was very little doubt that my
child had a developmental disability that
should have been diagnosed long before.



Later, | found a child psychologist in a distant town
who confirmed the diagnosis of autism and referred
us to a geneticist who diagnosed this genetic disorder.
We had missed a window of opportunity for early
intervention. Had our pediatrician been trained in
screening for developmental disorders our son would
most likely have gotten help earlier.

Finding Services During My “Spare
Hours”
It has been challenging to care for and raise three

children with special health care needs. As we learned
that our children had autism, I desperately needed
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person because of the distance, being able to com-
municate any time of the day with other parents who
have children with special needs is priceless.

A Reevaluation of Our Goals and
Expectations

Rural life has advantages for my children. A develop-
mental therapist works directly with them at home as
opposed to their going to a clinic for therapy. This has
been instrumental in discovering antecedents to their
behaviors. Last summer, we had an outing a family
orchard, where they learned about orchard work and
animals, and, in the process, worked toward their
therapeutic goals.

Over the years, | have had to re-

We had missed a window of opportunity for early intervention.
Had our pediatrician been trained in screening for
developmental disorders perhaps our son would have gotten
help earlier.

evaluate my goals and expectations for

my children. 1 would like to see them as
happy, functional adults, with the skills

to maintain a job and social life. | do

an entity or an agency that could help me navigate
services but was told that no such entity existed in our
area. Therefore, navigating services fell upon me be-
fore my children woke up in the morning or after they
went to bed at night. Eventually, we were fortunate to
find respite care through Lifespan Respite. It wasn’t
until my third child received a diagnosis of autism
that | became aware of Oregon State’s Developmental
Disabilities Services and found a qualified service
provider through that agency. She has been a God-
send and has probably saved our marriage.

Throughout this process, | was told by agencies
that schools should be providing certain services and,
by the schools, that agencies should be providing ser-
vices. At other times, | was told that a certain services
were provided in urban areas but not in rural areas or
that services were funded state-wide but not found
within our community.

Finding Support Through the Internet

I was desperate for support from others who were
facing the same struggles. | tried organizing a sup-
port group in our community but found the logistics
daunting. Many parents could not attend because
they couldn’t find child care. Eventually, I found an
online support group based in a town in another state.
Although we are not able to attend most functions in

not want them to go through life living

on government disability. This is chal-
lenging, as most of the needed therapy services are
just not available in our community. Also, we have
had to make agonizing decisions about what therapies
our children can receive based upon what we can af-
ford.

Nonetheless, we are committed to helping our
children and other families with children with special
needs in our community. We are determined to do
everything within our means to raise our children to
become happy, well-adjusted adults who will be as-
sets to their communities. ¢

Shelly Gilman lives with her husband and four
children in Nyssa, Oregon. Shelly has a bachelor’s
degree in music therapy from Utah State University,
Logan, and is currently working on a master’s degree
in a related field. She is a family liaison for Malheur
County, Oregon, and enjoys juggling schedules, hunt-
ing good deals, and performing as principal clarinet-
ist in the Treasure Valley Wind Symphony.

Email: mgilman@g.com
Telephone: 541-212-1716
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Rural Health in the Northwest Region

hile the Northwest region has a few highly
populated urban areas, it mostly consists
of sparsely populated, geographically

isolated rural and frontier areas. This isolation creates
significant challenges to ensuring that all women and
children have access to routine preventive care as
well as acute medical and specialty care.

Geography also represents a barrier to obtaining
care for children and youth with special health care
needs. Families often have to travel to urban areas to
obtain specialty care for their children’s needs. Dental
and mental health services are the most difficult to
access: providers in geographically isolated areas are
often not trained to provide care for these children.
This lack of specialty services requires creative solu-
tions on the part of the states. For example, Idaho’s
Children’s Special Health Program provides partial
funding to bring specialty physicians from Oregon to
clinics in the northern and eastern parts of the state.

Health Professional Training

Most of the Northwest region is designated as a
Health Professionals Shortage Area. The region’s two
teaching hospitals are located at the Oregon Health
and Science University, in Portland, Oregon; and at
the University of Washington, in Seattle, Washington.

Fortunately, many collaborations exist between
these teaching hospitals and the states to train health
professionals. For example, the WWAMI regional
medical education program, a partnership between the
University of Washington School of Medicine and the
states of Washington, Wyoming, Alaska, Montana and
Idaho, provides publicly supported medical education
for those states.

The Alaska Dental Health Aide Therapist Initia-
tive, a collaboration between the University of Wash-
ington School of Medicine and the Alaska Native
Tribal Health Consortium, trains Alaska Native dental
health technicians for community-level dental disease
prevention in underserved Alaska Native populations.
The Oregon Health and Science University is Alaska’s
partner in the Newborn Metabolic Screening Program,
as well as in a research study of carnitine palmito-
yltransferase 1 deficiency funded by the National
Institute of Health.

Alaska

In Alaska, approximately 75% of communities, in-
cluding the state’s capital of Juneau, are not connect-
ed to the road system. Health care delivery consists of
three separate systems: state and local governments;
the Alaska Native Tribal Health Consortium, funded
by the US Indian Health Service; and federally funded
military hospitals and the Veteran’s Administration.

Local governments consist of the Municipality of
Anchorage and the North Slope Borough, which oper-
ate local health departments with limited services.
The US Department of Health and Social Services
offers a wide range of health assessment and disease
prevention services through 20 public health centers
and itinerant nursing services. The Alaska Native
Tribal Health Consortium provides primary care at
village clinics, primary and mid-level primary care at
regional hospitals, and tertiary care at the Alaska Na-
tive Medical Center in Anchorage.

A number of innovative systems have been created
to overcome high transportation costs and lack of
skilled health care professionals in rural and frontier
communities, including the Community Health Aide
Program, the Alaska Dental Health Aide Therapist
Initiative, and the Behavioral Health Aide Project.

Idaho

The state has an average population density of 19
persons per square mile. However, half of the state’s
44 counties are considered frontier, with an average
of less than seven persons per square mile. Eighty
percent of the land is either range or forest, and 70%
is publicly owned. Approximately 66% of the popula-
tion reside within one of the seven population centers,
with the rest residing in towns, farms, and ranches
radiating out from these centers.

The state’s seven public health districts are or-
ganized around these population centers. The Idaho
Department of Health and Welfare, Division of Public
Health, administers public health statutes and pro-
grams. The health delivery system is composed of the
seven public health districts, 12 Community Health
Centers, one Federally Qualified Health Center, and
five Tribal and Indian Health Service Clinics.



Oregon

The state is largely a rural and frontier state geograph-
ically. Although the percent of the population living

in rural areas of the state declined from 70% to 20%
in the 20" century, the total number of rural residents
has increased slightly since early in the century. The
overall population density of Oregon is 37 people per
square mile, ranging from 1,518 persons per square
mile in Multnomah County to seven persons per
square mile in frontier areas. National Forest Service
lands and Bureau of Land Management lands cover
approximately 46% of the state. Oregon’s public
health statutes and programs are administered by the
Public Health Division (Oregon Health Authority):
each of the state’s 36 counties is a designated health
authority. The health delivery system is composed of
33 county health departments, one health district serv-
ing three small rural counties, 93 Federally Qualified
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Health Centers, 57 Rural Health Clinics, 15 Migrant
Health Centers, 11 Tribal and Indian Health Service
Clinics, and 54 School-Based Health Centers.

Washington

The state has an average population density of 101
persons per square mile. Approximately 75% of

the population is concentrated west of the Cascade
Mountains, with the three most populous coun-

ties being King, Pierce, and Snohomish. Population
density ranges from 913 persons per square mile in
King County to less than four persons per square mile
in Garfield and Ferry counties. Washington has 39
counties forming 35 independent local health jurisdic-
tions funded with varying amounts of federal, state,
and local dollars. Washington’s public health statutes
and programs are administered by the Department of
Health. ¢

On-Line Training Opportunity. . .

Life Course Nutrition: MCH Strategies in

There is growing evidence that nutrition and
growth in early life—during pregnancy,
infancy and childhood—has an impact on
chronic disease in adulthood. When state and local
public health departments take steps to ensure the
nutritional health of mothers and children they invest
in the future health of the communities they serve.

This module, based on a life course framework,
is designed to help public health leaders describe the
role of maternal and child nutrition in population
health and identify actions they can take to create
equitable access to healthy foods and food environ-
ments. After completing this module, participants
should be able to:

¢ Describe the role of maternal and child health
(MCH) nutrition in the health of populations

¢ Access resources for assessment, assurance, and
policy development for MCH nutrition

Public Health

< |dentify ways to integrate MCH nutrition within
state and local public health agencies

¢ Apply the principles of the life course framework
for population-based public health actions and
initiatives

This course is offered through the Northwest
Center for Public Health Practice at www.nwcphp.
org/training/courses/nutrition.

Presenters: DonnaB. Johnson, Elizabeth Adams, Marion
Taylor Baer, Leslie Cunningham-Sabo, Dena Herman.

9 Northwest Center for Public Health Practice
¥ SCHOOL OF PUBLIC HEALTH + UNIVERSITY OF WASHINGTON
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Iron Deficiency and Anemia in Alaska Children

Yvonne Wu Goldsmith

nemia caused by iron deficiency is the most
Acommon type of anemia. Among infants and

children, iron deficiency can affect motor
and mental development. Among women, maternal
iron deficiency anemia might cause low birth weight
and preterm delivery. High rates of iron deficiency
and anemia among Alaska Native individuals living
in rural areas, particularly in the southwest and north
where a subsistence lifestyle is common, have been
well documented for many years. Iron deficiency in
Alaska Native children living in rural areas is ten
times higher than national guidelines. Studies indicate
that inadequate nutritional intake may not be the only
cause of the deficiency.

For our study, we collaborated with Alaska WIC
to analyze hemoglobin level data for 50,964 children,
aged six months through five years, for years 1999-
2006 . Children aged 6 to 11 months had the highest
prevalence of anemia (28%). Prevalence decreased
with increasing age. In all age categories, children
living in the rural southwest and north had the highest
prevalence of anemia. Alaska Native children had a
40% higher risk for pediatric anemia.

Previous studies have found that one-half to two-
thirds of cases of pediatric anemia in southwestern

The Alaska Special Supplemental Nutrition
Program for Women, Infants and Children
Women, Infants, and Children (WIC) is a
federally funded, supplemental nutrition
program for low-income, at-risk popula-
tions, including children, aged five years and
under, and pregnant and postpartum women.
All participants receive a hemoglobin test to
check for presence of anemia.

Alaska Department of Health
and Social Services

Alaska were associated with low ferritin levels, mean-
ing iron deficiency was the most likely cause. The
patterns of anemia found in this study support those
findings. However, nutritional iron deficiency cannot
be the only causal factor. Alaska Native populations
living in the southwest and north have a high preva-
lence of anemia yet have iron-rich subsistence diets
that exceed the US recommended dietary allowances.
Iron deficiency and anemia may have evolved among
some populations as a protective factor against infec-
tious disease, thus having a genetic basis. Could it

be that Alaska Native individuals have adapted to an
iron-rich subsistence diet by lowering iron absorption
and that a switch to non-traditional diets led to iron
deficiency? If so, anemia and iron deficiency should
be greater outside the regions with the greatest reli-
ance on subsistence diets—the north and southwest.
This is not the case: living in the north and southwest
is a risk factor.

The etiology of iron deficiency and anemia among
Alaska Native rural children remains unknown.
Future research may focus on the prenatal period or
early infancy. ¢

Yvonne Goldsmith, MS, tracks health indicators and
engages in research on maternal, child, and fam-

ily health for the Alaska Department of Health and
Social Services, Division of Public Health. She also
serves on the editorial board of the Northwest Bulle-
tin: Family and Child Health.

E-mail: Yvonne_goldsmith@health.state.ak.us
Telephone: 907-269-0344
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Lack of Medical Specialists Creates

Barriers to Care

Dieuwke Dizney-Spencer

needs (CSHCN) fair better by many measures

than these children do nationally. As a percentage
of all children, the state has 2.5% less CSHCN than
the national average of 13.9%.(1) Per student special
education spending is more than 5% higher than the
national average.(2) A greater percentage of CSHCN
are enrolled in Medicaid than the national average,
and 100% of the state’s pediatricians accept Medicaid
coverage.(2) More of these children have a primary
care provider and more of their families report that
their care is “family centered” than the national aver-
age.(2)

However, access to medical services in geographi-
cally isolated areas of the state continues to be a
challenge for families with children who have certain
conditions. Idaho has only two pediatricians per hun-
dred children, as compared to the national average of
more than seven per hundred.(2) There are no prac-
titioners of several medical specialties in the state.
Those specialists who are in the state mostly practice
in the southwestern region where the capital city of
Boise is located. The Idaho Children’s Special Health
Program, using Title V funds, brings in physicians
with metabolic and genetic specialties from Oregon
State to provide much needed specialty services for
CSHCN. In the 2010 Idaho Maternal and Child Health
Five-Year Needs Assessment Survey, the number one
need identified by providers, parents, and organiza-
tions was “improve access to medical specialists for
children with special health care needs.”

I n Idaho State, children with special health care

Survey Casts Stark Light on Problems

The Idaho Children’s Special Health Program sur-
veyed a convenience sample of families with CSHCN
as part of the five-year needs assessment. Results

of the survey were released through the two parent
organizations who work with these children: Idaho
Parents Unlimited and Idaho Families of Adults with

Idaho Department
of Health and Welfare

Disabilities. The survey examines geographic lack of
access to medical specialties in the state; some of the
results cast a stark light on the problem. A full 66% of
the respondents answered “yes” to the question “Does
traveling to visit your child’s medical specialist pres-
ent your family with difficulty?” When asked “Has
your child ever missed an appointment with his or her
specialist for travel-related reasons?” 39% responded
“yes.

When families were asked how how many miles
they had to travel to visit their child’s medical spe-
cialist, one quarter had to travel over 100 miles, and
more than half of those had to travel over 250 miles.
Of the families who had to travel over 100 miles to
reach their specialist, 12% had to visit their specialist
more than twice per year.

Idaho has more than the national average of school
absences for CSHCN.(1) While we have no correla-
tive data, it is likely that a lack of medical specialists
contributes to the number of days of school missed. ¢

Dieuwke A. Dizney-Spencer, RN, MHS, is chief of
the Bureau of Clinical and Preventive Services in the
Idaho Department of Health and Welfare, in Boise.
She is a member of the editorial board of the North-
west Bulletin: Family and Child Health.

Email: SpencerD@dhw.idaho.gov
Telephone: 208-334-0670
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Increasing Access to Services in Rural Areas

Beth Gebstadt, Heather Morrow-Almeida

regon State has developed a variety of ma-
O ternal and child health initiatives to increase

access to health care services for families
living in rural areas of the state. Three are highlighted
below.

Early Hearing Detection and Intervention
Program. In Oregon, only hospitals with more than
200 births per year are mandated to perform newborn
hearing screenings. As a result, rural counties with
low population densities or high out-of-hospital births
have high rates of unscreened infants. Using birth cer-
tificate data, the Oregon Early Hearing Detection and
Intervention Program developed a system to monitor
the status of hearing screening, diagnostic evalua-
tion, and early intervention enrollment for infants.

Oregon Department
of Human Services

gible children with undocumented immigrant parents
into a health insurance plan (Healthy Kids/Oregon
Health Plan). The program funds five safety net health
entities representing 14 different sites in 11 counties.
In two years, community health workers have reached
over 12,000 families with information about health
insurance coverage and enrolled more than 6,500
vulnerable children. Analysis of project data indicates
that over 80% of children enrolled through the project
live in rural areas of the state.

Project LAUNCH is an initiative of the US Sub-
stance Abuse Mental Health Services Administration
to promote healthy child development and well-be-
ing through an integrated system of family and child
wellness campaigns, prevention efforts, and treatment

services. Project LAUNCH is being pilot tested

In two years, community health workers have reached
over 12,000 families with information about health
insurance coverage and enrolled more than 6,500
vulnerable children.

The program can then identify counties with low rates
of hearing screening and diagnostic evaluation and
implement strategies to improve screening. These
strategies include:

¢ provide equipment, training, and technical assis-
tance to hospitals with no screening capacity so
that they can begin screening and reporting

¢ partner with midwives to provide education to
their clients about newborn screening

¢ partner with public health nurses to provide
screening for their communities

The Children’s Health Equity Outreach Proj-
ect, a federally funded grant shared by the Office of
Family Health and Office of Healthy Kids, enrolls eli-

in Deschutes County, which includes both
small urban and rural communities. The project
includes evidence-based home visiting and par-
enting services, as well as integrated primary
care and mental health services at three school-
based health centers. These child and fam-

ily support services may be the only services
families who live in the more rural parts of the county
receive. Workforce development is also an essential
element of Project LAUNCH. Lessons learned from
this pilot project will be shared throughout Oregon
and with the other 24 national demonstration sites. ¢

Beth Gebstadt, MPH, MS, is manager for Project
LAUNCH and Heather Morrow-Almeida, MPH, is

a system and policy specialist. Both are with the
Maternal and Child Health Section, Office of Family
Health, Oregon Public Health Division.

Email: Beth.gebstadt@state.or.us
Telephone: 971-673-1495

Email: heather.morrow-almeida@state.or.us
Telephone: 971-673-1883
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Learn the Signs. Act Early.

Carol L. Miller, Teresa Vollan

he Washington State Department of Health’s

Children with Special Health Care Needs Pro-

gram won a competitive grant from the CDC
to pilot a campaign to raise awareness of developmen-
tal milestones of children. Learn the Signs. Act Early
targets Spanish-speaking, Hispanic families with
children under the age of four years who live in rural,
underserved, and designated Health Professional
Shortage Areas—areas where migrant populations in
particular have difficulty accessing primary care.(1)
While the main audience is Hispanic parents, the cam-
paign also targets health care and child care providers
and others who work closely with this population. The
goal is to raise awareness of milestones, thus prompt-
ing parents to seek assessment. This campaign is part
of a larger effort to develop a system for universal
screening in Washington.

Hispanic residents often face serious obstacles to
accessing health care including lack of providers and
insurance, long distances to providers, and language
and cultural barriers. In Washington, Hispanic chil-
dren, aged 17 years and younger, are significantly
less likely to have a usual source of care, to receive
family-centered care, or to have a medical home,
compared with non-Hispanic White children.(2)
National studies suggest that limited English skills are
associated with difficulties accessing health care,(3)
children not receiving needed medical care,(4) and
medical misdiagnoses.(4)

In addition, Hispanic children are less likely to
receive a diagnosis of a developmental delay and
be referred to a provider.(5) Increasingly, there is
evidence that autism spectrum disorders are often di-
agnosed several years after the onset of symptoms or
are misdiagnosed even though experienced clinicians
can accurately diagnose autism spectrum disorders in
children as young as two years.(6) Early detection and
treatment of developmental delays leads to a better
quality of life later in life.

Northwest Bulletin: Family and Child Health

Washington State
Department of Health

Using a multi-cultural educational outreach,
the campaign encourages parents, clinicians, and
caregivers to use development milestones to gauge
a child’s development starting at three months
of age and to seek medical attention if they have
concerns. It also raises public awareness of devel-
opmental differences through Spanish radio talk
shows, public service announcements, bus posters,
and promotion within Head Start, WIC, and other
programs. The CDC is evaluating these campaigns
in four states. ¢

Carol L. Miller, MPH, is a consultant with the
Children with Special Health Care Needs Health
Program, and Teresa Vollan, MPH, is an epidemi-
ologist, both with the Department of Health.

Email: carol.miller@doh.wa.gov
Telephone: 360-236-3572
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Resources . ..

Alaska Center for Rural Health
http://acrh-ahec.uaa.alaska.edu/

Alaska Office of Rural Health
State of Alaska Health and Social Services
www.hss.state.ak.us/dph/healthplanning/rural-
health/default.htm

Idaho Rural Health Association
www.idahorha.org/

Maternal and Child Health Data Book 2011: Alaska
Native Edition.
www.epi.hss.state.ak.us/mchepi/mchdata-
book/2011.htm

National Center for Frontier Communities
www.frontierus.org/index-current.htm

National Organization of State Offices of Rural
Health
www.nosorh.org/

National Rural Health Association
www.ruralhealthweb.org/

National Rural Health Resource Center
www.ruralcenter.org/

National Rural Recruitment and Retention Network
www.3rnet.org/default.aspx

The National Survey of Children’s Health: The
Health and Well-Being of Children in Rural Ar-
eas: A Portrait of the Nation in 2007.
http://mchb.hrsa.gov/nsch/07rural/

Office of Rural Health Policy
Health Resources and Services Administration,
US Department of Health and Human Services
www.hrsa.gov/ruralhealth/

Rural Assistance Center
www.raconline.org/

Rural Behavioral Health Programs and Promising
Practices, June 2011.

Office of Rural Health Policy,

US Department of Health and Human Services
www.hrsa.gov/ruralhealth/pdf/ruralbehavioral-
manual05312011.pdf

Rural Health Research Findings
Agency for Healthcare Research and Quality,
US Department of Health and Human Services
www.ahrg.gov/browse/ruralra.htm

Rural Health Section
Washington State Department of Health
www.doh.wa.gov/hsqga/ocrh/

Office of Rural Health and Primary Care

Northwest Bulletin: Family and Child Health

Idaho Department of Health and Welfare
http://healthandwelfare.idaho.gov/default.
aspx?Tabld=104

Oregon Office of Rural Health
Oregon Health and Science University
www.ohsu.edu/xd/outreach/oregon-rural-health/
index.cfm

What is Rural?
National Agriculture Library
US Department of Agriculture
www.nal.usda.gov/ric/ricpubs/what_is_rural.
shtml

WWAMI Rural Health Research Center
http://depts.washington.edu/uwrhrc/index.php

MCH®

y N\ ey e‘
NAVIGATOR \ ’ A Training Portal for MCH Professiomals . J

MCH Navigator is a portal to training op-
portunities for maternal and child health
professionals and students. On the web site,
you will find archived webcasts and webi-
nars, instructional modules and self-guided
short courses, video and audio recordings
of lectures and presentations from university
courses and conferences.

Chart your professional growth pathway
MCH Navigator helps you determine where
you are now, where you want to be, and the
best route to get there. You can identify the
skills and competencies needed to meet your
goals and find the learning resources appro-
priate for those goals. Learning categories
include: MCH 101, MCH conceptual models,
management, communication, epidemiology,
leadership, MCH planning cycle, and targeted
MCH populations and topics.

MCH Navigator
http://navigator.mchtraining.net/
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