May 7, 2018
Zeke Smith, Chair
Oregon Health Policy Board
Dear Mr. Smith and Members of the Oregon Health Policy Board:
The Oregon Center for Children and Youth with Special Health Needs (OCCYSHN) is Oregon’s Title V
public health agency for children and youth with special health care needs. Children and youth with
special health care needs (CYSHCN) are those “who have 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 required by children generally.”1 OCCSYHN works to improve the health,
development, and well-being of Oregon’s CYSHCN population.
About one in five Oregon children has a special health care need. Recent estimates suggest that more than
one-third of Oregon CYSHCN under the age of 18 have public health insurance.2 To address the needs of
the substantial population of Oregon CYSHCN, we offer the following recommendations for the Oregon
Health Authority’s forthcoming contracts with Coordinated Care Coordination Organizations:
1. To improve integration of behavioral and primary medical care, and to ensure access to behavioral
health services:
a. “Increase statewide investments in integrated primary care and community-based preventive
behavioral health and early childhood social-emotional development programs, including
home visiting programs. It is critical to ensure sustainable payment levels for integrated
behavioral health services and to support a skilled, competent, and effective workforce.”3
b. Eliminate mental health carve-out models for primary care practices providing integrated
health care.”3
c. Require that CCOs “adequately cover a basic package of preventive services via an
alternative payment mechanism for integrated patient-centered primary care homes.”3
d. Include provisions to provide payment for alternative approaches to providing behavioral
health services, including tele-health approaches, to mitigate some of the impact of provider
shortages.
2. To improve cross-sector coordination of care, provide payment to primary care providers, or their
care coordination staff, for participating in the development of shared plans of care, with community
partners including public health, mental health, and education systems.
3. Require CCOs to develop and support alternative payment methods for CYSHCN to support teambased cross-systems care coordination and/or coordination between pediatric and adult providers
when a young adult with special health care needs is ready transition from pediatrics to the adult
system of health care. Cross-systems care coordination includes health, education, and community
service systems.
4. Partner with CCOs to establish a standard for pediatric care coordination. We recommend the
Standards for Systems of Care for Children and Youth with Special Health Care Needs.4 Standards
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and processes that work for CYSHCN work for all children on the community. We specifically
recommend highlighting these components of the standards:
a. Care coordination integrates community-based services and mental, oral, and physical health.
b. Care coordinators serve as members of the child’s health team, have ongoing relationships
with the families and other child health team members, provide appropriate resources to align
with the health literacy level, primary language, and culture of the CYSHCN and family,
assist in managing care transitions across settings and developmental stages, and assist in
managing care transitions across settings and developmental stages.
c. Care coordination centers around a plan of care that is jointly developed, shared, and
implemented among the child or youth, their family, members of the child health care team,
and others that are involved in their health and well-being.
5. Require in-network payment rates for specialty care when there is no specialist within the CCO’s
network. For example, consider a child with congenital heart disease who lives in Yamhill County.
The child needs a pediatric dentist who can administer anesthesia to a child with a heart condition,
and such a specialist is only available in Salem. The CCO should pay the Salem provider at innetwork rates. Ensuring equitable payment for services is necessary to ensure that families of
CYSHCN have access to necessary care across the state.
6. Require CCOs make clear both the CPT codes that are payable, and the documentation needed to
support that payment in a timely manner. OCCYSHN stakeholders describe extensive back-and-forth
regarding payment from CCOs to providers. This wastes professional time, and delays necessary care
for patients. For example, many families report difficulty getting necessary Durable Medical
Equipment (DME). Their physicians and allied health therapists have to resubmit requests for
authorization after repeated denials. Similarly, physicians working with Community Connections
Network (CCN) teams reported trouble being paid for established and approved codes. Repeated
communication with CCOs becomes almost the norm. Many have reported giving up, as the level of
effort becomes too great.
a. We perceive that an unintended consequence of removing the exclusions list is increased
back-and-forth between family/provider and CCO. Families need to know quickly if their
child’s DME is covered by their health insurance, so they can pursue other avenues for
funding, like DD services. Ideally, a clear decision tree would show care coordinators and
families of CYSHCN who are eligible for DD Services when the CCO will pay for DME, and
when DD Services will pay.
7. Assemble a list of adult health care providers who will accept a CYSHCN as they transition from
pediatric to adult health care, including the providers’ sub-populations of interest. Make this list
available to CCO Intensive Care Managers who broker referrals from pediatricians to adult health
care providers.
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8. Standardize language across all CCO handbooks. A primary complaint from parents to our Oregon
Family-to-Family Health Information Center is that since CCO’s are independent, each may “do
things differently” from the next. A specific example includes use of the term “Exceptional Needs
Care Coordinator” (ENCC) instead of “Intensive Care Manager.” Families associate the term
“intensive care” with hospital-based ICU care.
9. Require CCOs to make public the foci of their pediatric quality improvement (QI) projects and the
results of their QI efforts.
10. Require CCO nurse call lines and care coordination services to be sourced in-state to increase the
likelihood that they know about Oregon-specific resources. Care coordinators located outside of
Oregon are ill-equipped to refer to appropriate community resources, and at a minimum, should have
up to date and accurate resources.
11. Require CCOs to adhere to the Health Evidence Review Commission’s non-prenatal genetic testing
guidelines. Establishing an etiologic diagnosis is valuable in for CYSHN; it can not only guide
management, provide recurrence risks for the individual, but also can lead to treatment, and improve
access to diagnosis specific resources.5 Families tell us that, especially at the time of transition to
adult care, they are not eligible for services without a diagnosis. Genetic test technologies has
improved drastically; diagnoses can be achieved in a significant percentage of children with suspected
genetic disorders6 and can save costs by shortening the diagnostic odyssey.7 Among CCOs, we have
experienced disparate policies and decisions around coverage of genetic testing. Currently, CCOs
follow this guideline inconsistently.
12. Require CCOs to use the Western States’ Regional Genetics Network’s Centralized Advisory
Program to authorize genetics services. This HRSA-funded program helps payers choose the most
appropriate genetics tests in a timely fashion. Use of these evidence-based recommendations would
ensure that CYSHCN receive the right genetics tests at the right time.
https://www.westernstatesgenetics.org/project-activities/capags/
13. Require that CCOs adopt the Medicare coverage criteria for specialty enteral formula (B4149) to
provide safe and effective treatment for CYSHCN meeting those criteria. This formula category is
currently not covered.
14. Require that CCOs expand the coverage criteria for oral nutrition supplements to include formulas for
the treatment of metabolic diseases, such as those identified by Newborn Screening.
15. Require CCOs to (a) have Intensive Care Managers screen for incontinence needs, and (b) have staff
proactively educate providers on establishing medical necessity for Category I Incontinent Supplies
reimbursement. Stakeholders consistently report a financial burden on families of children over the
age of three who need diapers. For example, one parent of a medically complex adolescent told us she
regularly “makes rounds” to Salvation Army and Goodwill stores seeking diapers for her child.
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16. Require CCOs to maintain a list of vendors who accept the Oregon Health Plan (OHP) for disposable
items. If such a list already exists, then make it easily accessible to families on CCO websites.
OCCYSHN stakeholders share that CCOs often tell families that they will pay for an item, but that
families must find vendors on their own. Families are not always well-equipped to find vendors and
assess costs, resulting in wasted time for everyone involved.
17. Require CCOs to have their own support staff to assist members with billing issues, similar to the
Exceptional Needs Care Coordinators/Intensive Care Manager model. This would reduce long wait
times on the OHP customer service lines.
18. Require CCOs to publish their empaneling process and procedures, and accept qualified independent
providers. This would increase health care access, especially for mental health services.
19. Ensure parity for hippotherapy services, making it a covered benefit for children experiencing trauma
and other mental health diagnoses.
20. Require that CCOs provide and promote funding for parents of CYSHCN to attend one educational
conference or training related to the care of their child (through Health Related Services).
21. Develop a process to support families when their CYSHCN transitions between CCOs. Stakeholders
report that when families move from one CCO to another, they often “get lost in the shuffle.” It
would help to have a standardized plan that includes contact names at the new and former CCO, and a
process for transferring records.
We are profoundly grateful for the Oregon Health Policy Board and Oregon Health Authority’s extensive
effort to get public input for the next round of CCO contracts. Thank you for considering our
recommendations on behalf of Oregon’s CYSHCN and their families. Please let us know if we can
provide any additional information.
Sincerely,
Benjamin Hoffman, MD, Director
Tamara Bakewell, MA, Family Involvement Coordinator
Marilyn Berardinelli, Systems and Workforce Development Staff
Lydia Dennehy, Parent Partner
Gillian Freney, Communications Coordinator and Zetosch Fund Coordinator
Sheryl Gallarde-Kim, MSc, Assessment & Evaluation Research Associate
Alison Martin, PhD, Assessment & Evaluation Coordinator
Caroline Neunzert, MS, RN, CaCoon Lead Program Consultant
Robert Nickel, MD, Medical Consultant
Colleen Rawson, MSc, Systems and Workforce Development Staff
Charlotte Schley, Administrative Coordinator
Shauna Signorini, Oregon Family to Family Health Information Center Family Trainer
With additional expert input from:
Susan Filkins, MS, RDN, LD, Adjunct Professor
OHSU Institute on Development and Disability
Karen Kovak, MS, CGC, Genetic Counselor
OHSU Developmental Pediatrics
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