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Children with special health care needs (CSHCN) are a particularly vulnerable population who
use an array of mental health services.! CSHCN are at increased risk for chronic physical,
developmental, behavioral or emotional conditions and require health and related services
beyond that required by children generally.?

In the fall of 2016, with funding from the Lucile Packard Foundation for Children’s Health, the
National Health Law Program (NHeLP), with the assistance of consultant Andrea Berger, PhD,
surveyed a targeted group of those who work to provide access to services for CSHCN in
California. As described in more detail below, the survey identified access to mental health
care and counseling as the service most difficult for CSHCN in California to access.

NHeLP has identified three potentially overlapping groups of children who are most likely to be
CSHCN who experience difficulty accessing mental health care and counseling. They are
children under 21 in Medi-Cal who are: (1) receiving specialty mental health services from a
County Mental Health Plan; (2) involved in multiple systems, such as juvenile justice, child
welfare, developmental disability, and special education; or (3) receiving mental health
services from, or prescribed psychotropic or anti-psychotic medication by their Medi-Cal
managed care plan or other health coverage provider for a period of six months or more.

On May 18, 2017, NHeLP brought together stakeholders from around California to discuss the
survey findings, and identify opportunities to improve access for CSHCN, with a particular
focus on legal interventions. The goals of the convening were threefold: (1) to more clearly
identify the primary barriers CSHCN face in accessing mental health care and counseling; (2)
to identify the source of those barriers; and (3) make recommendations for addressing those
barriers. This document sets forth the survey findings and the legal framework for access to
mental health services for children in California, and proposes initial recommendations that
helped guide the convening to meet those goals.
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SURVEY ON THE COORDINATION OF SERVICES FOR CALIFORNIA CHILDREN WITH
SPECIAL HEALTH CARE NEEDS: HIGHLIGHTS

Overview

NHeLP, with the assistance of consultant Andrea Berger, PhD, surveyed a targeted group of
stakeholders, including legal advocates, child advocates, and family representatives who work
to provide access to services for CSHCN in California. The survey aimed to capture the most
serious needs, contributing factors, and possible solutions.

Survey Design
The survey was developed specifically for this project and covered:

e The level of challenge involved in procuring services,
e The barriers to procuring services,?

e Recommendations for improvement, and

e Participant demographics and background.

New survey items were pilot tested by six individuals to ensure that the items conveyed the
intended meaning.

Survey Sample and Administration

This survey did not use a random sample. Instead, the goal was to include input from a
broader group of individuals than could be invited to the convening. Therefore, the survey data
are useful for understanding the concerns for these respondents, but are not necessarily
representative of the population of advocates working with CSHCN in California.

The survey was administered online from October 7th through November 21st, 2016. NHeLP
sent email invitations to a purposeful sample of 237 legal, family, and policy advocates working
in California. These advocates were either known to NHeLP or recommended by others in the
field. During the administration period, participants received reminder emails and phone calls.
Of the 207 successful email invitations (i.e., emails that did not bounce back), 90 individuals
started the survey (43 percent) and 65 individuals completed the survey (31 percent).

Appendix A includes demographic and professional background data for all respondents with
completed surveys.

Key Findings

Respondents rated the degree of difficulty families in California have in obtaining various
services for CSHCN (Table 1). Ten services were rated as difficult or very difficult, on average,
to arrange. The service rated as most difficult to arrange, on average, was private duty nursing
(mean = 4.5). Mental health services were also rated as difficult to obtain (means = 4.0).
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Several respondents used the write-in section to express that degree of difficulty varies
depending on factors such as: type of insurance, type of specialty, and geographic region.

Table 1. How difficult is it for California families to obtain the following services for their
children with special health care needs?

Service Me

an
Private Duty Nursing 4.5
Home Health Agency Services 4.4
Orthodontic Care 4.3
Respite Care 4.2
Personal Care Services (e.g., IHSS) 4.2
Other Dental Care 4.1
Other Home Health Care 4.0
Behavioral Health Therapy Services (e.qg., 4.0
ABA Therapy) '
Mental Health Care or Counseling 4.0
Durable Medical Equipment 4.0
Communication Aids or Devices 3.9
Specialty Care: Other 3.9
Specialty Care: Neurology 3.8
Physical, Occupational, or Speech Therapy 3.8
Genetic Counseling 3.8
Substance Abuse Treatment or Counseling 3.7
Specialty Care: Urology 3.7
Mobility Aids or Devices 3.7
Specialty Care: Oncology 3.4
Hearing Aids or Hearing Care 3.4
Preventive Dental Care 3.4
Prescription Medications 3.2
Eyeglasses or Vision Care 3.1
Well Child Check Up 2.5

N= 65

Notes: Response options ranged from 1 (Very Easy) to 5 (Very Difficult). Write in responses
included: PTSD counseling, mental health services other than "talk therapy,” child care that
implements medical orders, medical services in school settings (pre-school through
postsecondary), and treatment for eating disorders.

Respondents were asked to choose one service that they found to be the most difficult for

families to obtain (Table 2). The most commonly selected services was mental health care,
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selected by 15 respondents.* The remaining findings in this report will include only the
respondents who selected this service as the most difficult. These findings will focus on the
barriers and possible solutions for arranging mental health care or counseling.

Table 2. Which service is most difficult to obtain for California children with special
health care needs and their families?

Service N

[
a1

Mental Health Care or Counseling

=
o

Behavioral Health Therapy Services (e.g., ABA Therapy)

Private Duty Nursing

Specialty Care: Neurology

Respite Care

Personal Care Services (e.g., IHSS)

Orthodontic Care

Durable Medical Equipment

Physical, Occupational, or Speech Therapy

Communication Aids or Devices

Eyeglasses or Vision Care

Home Health Agency Services

Mobility Aids or Devices

Substance Abuse Treatment or Counseling

Prescription Medications

R RRrRRRPRRINMN W W Ao

Preventive Dental Care

N= 65

NOTE: In the item instructions, respondents were told that subsequent survey items would be
based on the one "most difficult" service they selected in this item. Five respondents wrote in
that they could not pick just one service, one wrote in that medically trained child care was the
most difficult, and one wrote in that care coordination was most difficult. Respondents were
given the following options, but no one selected them as most difficult: Specialty Care:
Oncology; Specialty Care: Urology; Specialty Care: Other; Other Dental Care; Other Home
Health Care; Hearing Aids or Hearing Care; Genetic Counseling; Well Child Check Up.

Appendix A includes the demographic and professional background data for the respondents
who chose mental health services as the most difficult for families to obtain.

Respondents rated the degree to which they felt various barriers contributed to the challenge
in obtaining mental health services (Table 3). For the respondents who thought that mental
health services were the most difficult to obtain, the lack of a responsible person or program
was rated as the most challenging barrier (mean = 3.6).
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Table 3. How much of a barrier is each of the following for California families attempting
to access this service?

Barrier Mean
No one person or program responsible for ensuring access 3.6
Disagreements about who is responsible for providing or paying 3.3
Service authorization delays 3.2
Disputes about the extent of coverage 2.8
Program eligibility criteria 2.7
Program medical necessity criteria 2.6
No entitlement to service due to gaps between program coverage areas 2.2

Mental Health: n = 15

Notes: Response options ranged from 1 (Not a barrier) to 4 (Extreme Barrier). Write-in
responses included lack of providers, long walitlists, finding specific expertise, and overall
system complexity.

Of the respondents for mental health barriers, almost all reported that Medi-Cal managed care
plans were involved in obtaining services (87%; Table 4). In addition, over half reported that
county mental health plans (80%) and school districts (73%) were involved. For the mental
health respondents, the child welfare system was also typically involved (53%).

Table 4. What entities are typically involved in obtaining this service in California?

. Percent of
Barrier
Respondents

Medi-Cal managed care plans 87%
County mental health plans 80%
School district 73%
Child welfare system 53%
Medi-Cal fee-for-service provider(s) 47%
Regional centers 40%
Juvenile justice system 40%
Private insurance plans 27%
Medicare 13%
CCS (Cal Children Services Program) 7%

Mental Health: n = 15
Respondents were given the opportunity to describe how the barriers and entities interacted to

create difficulties for families in obtaining mental health services. Appendix B provides the full-
text responses and Table 5 includes a summary of responses. Many respondents found the
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long waits to be a barrier (33%) and also the difficulty in navigating bureaucracy (42%). Other
commonly reported challenges include delays in coverage and no one entity in charge.

Table 5. Describe how the barriers and entities you typically encounter interact to make
this service so difficult for families to obtain.

: Percent of

Coded Barriers Respondents
Difficulty navigating bureaucracy 42%

Long waits/Shortage of providers 33%
Delays in coverage 33%

No one entity in charge 33%

Not right specialty 17%
School district 8%
Therapists leave 8%

Mental Health: n = 12
Notes: Codes based on write-in responses. Only includes codes that appeared more than
once. Percentages sum to greater than 100 percent due to write-in responses.

When asked which advocacy strategies would best help with the challenges, respondents
most commonly selected administrative advocacy (20%; Table 6). Eight respondents wrote in
responses including improving provider availability and using a combination of strategies.

Table 6. Which advocacy strategy do you think would best address barriers to meeting
the needs of California children with special health care needs?

. Percent of
Strategies
Respondents

Administrative advocacy 20%

Litigation 13%
Additional agency guidance 13%
Legislative changes 7%
Consumer education 7%

More providers/Encourage providers to stay/ Incentives to providers 7%
Combination of strategies 20%

Mental Health: n = 15
Note: Only write in responses with n = 2 or greater are included. Percentages sum to over
100 due to write-in responses.

Access to Mental Health Services for Children with Special Health Care Needs



NHeLP | National Health Law Program

Summary
Key findings from this survey include:

e Degree of Difficulty- Mental health care was rated in the top 10 degree of difficulty for
families to obtain.

e Most Difficult- Respondents most frequently selected mental health care as the one
service that was the most difficult to obtain.

e Barriers- For the respondents who thought that mental health services were the most
difficult to obtain, the lack of a responsible person or program was rated as the most
challenging barrier.

e Contributing Factors- Many respondents found the long waits (due to the shortage of
providers), difficulty in navigating bureaucracy, delays in coverage, and no one entity in
charge to be contributing factors to the difficulty in arranging for mental health services.

e Advocacy- Respondents most commonly recommended administrative advocacy,
though a sizable portion recommended a combination of strategies.

LEGAL FRAMEWORK FOR PROVIDING MENTAL HEALTH SERVICES TO CHILDREN
WITH SPECIAL HEALTH CARE NEEDS IN CALIFORNIA

Many public entities, including jails, courts, schools, private health insurance plans, and
regional centers may provide mental health care and counseling services to CSHCN in
California. But Medicaid—known as Medi-Cal in California—is a predominant source of
coverage for CSHCN. > Moreover, Medi-Cal provides a strong legal entitlement to enrolled
CSHCN to ensure they have access to care, including mental health care, that they need.
Thus, NHeLP has identified three potentially overlapping groups of children who are most likely
to be CSHCN who experience difficulty accessing mental health care and counseling, which
served as the population of focus for the convening. They are children under 21 in Medi-Cal
who are: (1) receiving specialty mental health services from a County Mental Health Plan; (2)
involved in multiple systems, such as juvenile justice, child welfare, developmental disability,
and special education; and (3) receiving mental health services from, or prescribed
psychotropic or anti-psychotic medication by their Medi-Cal managed care plan or other health
coverage provider for a period of six months or more.

The current state Medi-Cal system can lead to fragmented, inefficient care that does not
always meet the needs of CSHCN. Thirty-seven percent of California children who need
mental health treatment fail to receive it.° Recent data from the Department of Health Care
Services (DHCS) indicates that only 6.6% of white children and 3.8% of Hispanic children
enrolled in Medi-Cal received at least one specialty mental health visit from 2014-15, despite
the fact that 13%-20% of children in the United States experience a mental disorder in a given
year.’ The data is even more bleak when we look at sustained access to services: only 5.1%
of white children and 2.9% of Hispanic children received five or more specialty mental health
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visits.® This data suggests that there is a significant access gap in terms of children’s access to
mental health care and counseling, and that the gap may be even more pronounced for
children of color, who are more likely to rely on Medi-Cal for coverage of these services.

Medi-Cal Mental Health Services

The California Medi-Cal program must provide mental health services to beneficiaries under
age 21 pursuant to the Early Periodic Screening, Diagnosis, and Treatment (EPSDT) mandate
of the Medicaid Act.® Since 1995, California has met this obligation in part through a 1915b
(“Freedom of Choice”) Medicaid Waiver that allows the state to provide Specialty Mental
Health Services (SMHS) through a separate closed managed care system where Medi-Cal
beneficiaries must receive mental health services through a single Mental Health Plan (MHP),
in most cases administered by each county.'® California most recently renewed its 1915b
waiver for a five-year period starting on July 1, 2015.**

Consistent with the federal EPSDT mandate, MHPs must provide a broader array of medically
necessary services to Medi-Cal beneficiaries under age 21. Specifically, MHPs must provide
services when they are necessary to correct or ameliorate a child’s illness or condition.*? In
addition, the law requires MHPs to provide mental health diagnostic services and treatment to
enrollees under 21 when they meet those medical necessity criteria, even when requested
services are “not otherwise covered ... specialty mental health services.”*® In practice,
however, new services are rarely covered as SMHS unless they are established pursuant to a
lawsuit.

In 2014, as part of the Affordable Care Act implementation, California expanded the availability
of mental health benefits in Medi-Cal for adults and brought the Medi-Cal scope of benefits in
line with benefits offered in private health plans.** California requires Medi-Cal health plans
(MCPs) to cover outpatient mental health services to adult beneficiaries with “mild to
moderate” impairment of mental, emotional, or behavioral functioning.15 There has been a
great deal of confusion about the “mild to moderate” standard among providers and Medi-Cal
enrollees alike.

The expansion of the scope of mental health benefits available to adult Medi-Cal enrollees
complicated the delivery and access to mental health care. Some mental health services are
offered through the Medi-Cal health plans (MCPs), while other service are only available
through County Mental Health Plans (MHPs), and other services are only available on a fee-
for-service basis. DHCS’s renewed 1915b Waiver clarifies the relationship between MHPs and
MCPs and introduces “mild to moderate” language to define the care MCPs are obligated to
cover, language that has not appeared in prior versions of the waiver.*® The expansion of
mental health services in the MCPs in 2014 also resulted in some additional mental health
services (non-SMHS) for children being covered by the MCPs — namely individual and group
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mental health evaluation and treatment (psychotherapy); outpatient services for the purposes
of monitoring drug therapy; and psychiatric consultation. *’

However, as far as children are concerned, DHCS’s guidance has clarified that the SMHS
services must be covered by MHPs regardless of the level of impairment, when they services
are medically necessary*® Nevertheless, lack of coordination between these different entities,
and confusion surrounding the role of each entity, translates to CSHCN being at risk of going
without care or receiving less care than their condition requires.

Memorandums of Understanding

Memorandums of Understanding (MOUs) between the MCPs and MHPs are the primary
vehicle for coordinating access to necessary and appropriate mental health services for
children enrolled in MCPs and MHPs. MHPs are required by regulation to maintain MOUs with
each MCP that cover a variety of elements concerning the coordination of beneficiaries’ care.*®
Unfortunately, California’s MOUs vary widely in content, detail, and structure between counties
and fail to meet the minimum requirements of the law. For example, in a recent survey, one-
third (33) of all MOUs fail to discuss one or more required topics, more than 20% failed to
cover two or more topics, and nearly 10% failed to cover three or more topics.>® While
coordination between the MCP and MHP is crucial, few county MOUs cover the topic in great
detail and most MOUs simply require each plan to identify a person responsible for care
coordination.”* DHCS has provided minimal oversight of the MOUs and the coordination
between MHPs and MCPs. Disconnects between the two systems result in children being
referred back and forth between the MCP and MHP, experiencing gaps in service or being
forced to change providers when the severity of the condition changes.

Grievance & Appeal System

Differences in the appeal and grievance systems between MCPs and MHPs has further
complicated navigating gaps for consumers and advocates. For example, consumers have
been required to exhaust the MHP internal appeal process before requesting a state fair
hearing, which only in the last month became a requirement for MCPs. In addition, MHPs are
not licensed by the Department of Managed Health Care (DMHC), which licenses most MCPs.
Thus, the DMHC independent medical review (IMR) process—which provides an external
clinical review process for denials of care by licensed plans—is not available when MHPs deny
care. In addition, the DMHC complaint process, which can provide external review of network
adequacy or access concerns, is not available for MHPs.

The MOUs with MCPs are required to address a dispute resolution process and the provision
of medically necessary services pending resolution of disputes.?” The MOUs are also required
to include a process for resolving clinical and administrative differences of opinion between the
MCP and MHP (including dispute resolution).?® These processes are not easily navigable and
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the differences in the dispute process between MCPs and MHPs have not been explained to
beneficiaries. Moreover, without the IMR process for denials of care by MHPs, CSHCN may be
left without adequate recourse to address serious issues.

CONVENING OF STAKEHOLDERS: SUMMARY AND HIGHLIGHTS

On May 18, 2017, NHeLP convened 21 advocates representing 17 organizations in Los
Angeles to discuss: (1) the barriers that impede access to mental health services and
counseling for CSHCN; and (2) solutions to address those barriers. Attendees represented
legal services organizations, policy advocacy organizations, and family advocates.

The convening began by reviewing the findings of the survey and identifying major themes.
Then, attendees broke up into small groups to discuss the specific barriers they encountered.
In those small groups, attendees identified underlying causes of the barriers they identified,
and categorized them into the following categories: gaps in existing law or policy, lack of
enforcement of existing law or policy, education or training deficits, and need for clearer
guidance on existing law or policy. After the small group discussion, attendees reconvened
and we discussed the findings of each group, and began to identify common themes.

While attendees broke for lunch, NHeLP staff analyzed the results of the morning discussion
and grouped the barriers identified into four main areas: (1) lack of coordination and continuity
of care; (2) lack of knowledge / confusion navigating the system; (3) lack of timely access and
appropriate specialists, inadequate screenings; and (4) lack of notice and transparency. When
attendees reconvened, we discussed this grouping and obtained feedback on it. Attendees
then again broke into four small groups, each small group tasked with tackling one of the
identified barriers. The small groups were asked to identify the best ways to address the
barrier, focusing on who needs to take what action to make a change.

Attendees then reconvened to share their findings and get feedback from other groups. NHeLP
then facilitated a discussion among the attendees to synthesize their recommendations, and
obtain input about which action steps could be implemented short term, medium term, and
long term. We closed the convening by briefly discussing what NHeLP would be doing to
memorialize the findings from the day.

As described above, convening participants identified four major areas that create barriers to
access to mental health services and counseling by CSHCN: (1) lack of coordination and
continuity of care; (2) lack of knowledge / confusion navigating the system; (3) lack of timely
access and appropriate specialists, inadequate screenings; and (4) lack of notice and
transparency. We will discuss each of these areas in more detail.
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Lack of coordination and continuity of care

As described in detail above, Medi-Cal mental health services are delivered by two different
entities—the MCPs and the MHPs. In some cases, CSHCN also receive mental health
services from their schools or Regional Centers. Because different services are provided by
different entities, each of which has different—but sometimes overlapping—Ilegal obligations,
coordination and continuity is key to ensuring that CSHCN get the full range of mental health
services that they need. Unfortunately, too often, the various entities do not work together in a
coordinated way, and fail to ensure continuity of care. In our discussion, we identified four
specific ways that the lack of coordination and continuity poses a barrier to access for CSHCN.

First, the entities fail to make complete and adequate referrals among themselves. For
example, a parent may suspect that his child has a mental health issue, and seek help from
the MHP. The MHP performs an initial screen of the child, and determines that the child is not
eligible for specialty mental health services. The MHP tells the parent that it cannot help his
child, but does not explain that the MCP (or school or Regional Center) may be able to provide
other mental health services to address the child’s need. Often, even if the MHP makes a
referral to another entity, it fails to provide a warm hand-off, or to give the parent or child
sufficient information to follow-through on the referral. The worst case scenario is when the
MHP refers the family to the MCP, and the child seeks care from the MCP, only to be told to go
back to the MHP for care. There are not adequate systems and structures in place to prevent
this kind of referring back and forth, nor is there one centralized entity responsible for handling
initial screening and referrals. Little, if any, data is kept by any of the entities involved to track
whether referrals are successfully completed. The referral problem is caused by a lack of clear
guidance about how the process should work and who is responsible for what, exacerbated by
a lack of monitoring and oversight.

Second, a related problem is that the entities themselves do not seem to share an
understanding of their scope of responsibility. In other words, it is not clear who is responsible
for what. This problem often causes problems with referrals, but it also creates gaps and
barriers more broadly. In terms of Medi-Cal, before and after 2014, MHPs have been
responsible for providing all specialty mental health services to beneficiaries when such
services are medically necessary. Nevertheless, confusion arose when MCP covered mental
health benefits were expanded in 2014, and DHCS issued guidance indicating MCPs were
now responsible for providing mental health services to beneficiaries with “mild to moderate”
mental health conditions. Under the EPSDT mandate that applies to children under age 21,
children are entitled to all medically necessary services to correct or ameliorate a mental
health condition. Many of those services are only available as specialty mental health services
through the MHPs. DHCS subsequently clarified through policy guidance to MHPs that
specialty mental health services must be provided to children when medically necessary,
without respect to any severity test or screening tool employed by the MCPs and MHPs.?*

Access to Mental Health Services for Children with Special Health Care Needs



NHeLP | National Health Law Program

Third, where there is overlapping responsibility to provide a service (perhaps the service could
be provided by an MCP or a school district), there is often confusion about which entity is
responsible first. This is especially true for children who have complex medical conditions,
such as eating disorders, that require a highly integrated and well-coordinated plan of care and
treatment. Often in these cases highly specialized (residential) treatment services may also be
needed which provide both a medical and mental health component. In these cases it is very
common for beneficiaries (and their parents/guardians) to be denied services by multiple
entities, each claiming it is the responsibility of another, causing delays in necessary care and
leaving families unsure where to turn for assistance. These types of cases have arisen across
the state and have frequently only been resolved through the state DHCS’ dispute resolution
process, yet the state has not provided any overarching guidance on how the various entities
involved should divide responsibility.

Fourth, there are few mechanisms in place to ensure that CSHCN can receive continuous care
from the same provider when their circumstances change. For example, MCPs and MHPs that
cover the same Medi-Cal service type (e.g. psychotherapy / counseling) are not required to
have an overlapping or congruent network of providers. Having the same network of providers
for such services ensures that beneficiaries do not have to change providers in the middle of a
course of treatment when the severity of their condition improves or worsens. Currently,
enrollees in MCPs have a right to continue care with their existing out-of-network providers in
certain circumstances.? Thus, in some cases where Medi-Cal beneficiaries have been
receiving care from a MHP contracted provider, and the severity of their condition decreases,
they will be eligible to continue seeing that provider from the MHP, even if the MCP is now
responsible for their care and does not contract with that provider. This right is not clearly
specified in regulation or policy, however. Moreover, there is no policy whatsoever regarding
continuity of care for beneficiaries whose care (within the same service type) moves from the
MCP to the MHP.

Lack of knowledge /confusion navigating the system

Given the lack of coordination among entities responsible for providing mental health services
and counseling to CSHCN as described above, it is no surprise that children and families
struggle to understand the system and navigate it effectively. In this area, we identified two
major barriers to CSHCN'’s access to mental health services.

First, there is little educational material available for children and families to explain basic
information about how to access mental health care and counseling. There also is not an entity
or agency charged with providing training or education to families. Indeed, the entities that
serve youth and families—including child welfare agencies, juvenile justice organizations,
schools, and regional centers—often do not understand themselves how the system works,
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which entities are responsible for providing mental health services and counseling under what
circumstances, and what steps families can take to access those services. As a result they
cannot educate the children and families with whom they interact, and often give them
misinformation. Children and families are left without basic information needed to access
mental health care and counseling.

Second, families lack assistance in navigating the system. Again, there is no entity charged
with helping families obtain the mental health services they need, nor is any entity responsible
for assisting families in identifying the options and choices for their child given their particular
circumstances. To the extent that some entities—a child’s MCP, for example—might have a
legal obligation to provide some information or assistance to children and their families—they
rarely provide sufficient information or assistance.

Lack of timely access & appropriate specialists, screenings are inadequate

Another problem arises when CSHCN are able to get to an entity that provides mental health
services and counseling: the entity fails to deliver the needed services. We identified three
primary barriers that happen at the point of service: lack of independent screenings, lack of
timely access, and a shortage of appropriate specialists.

First, when a CSHCN presents at an entity seeking services, the screening tools used to
determine which entity is responsible for providing services, and sometimes, what level of
service is appropriate, and sometimes, are often inadequate and independent. These
screening tools are used to determine the severity of a child’s need, and medical necessity for
services, which determines the entity that is appropriate to provide needed services. But the
state provides little oversight of the screening tools used by MCPs and MHPs, resulting in a
multitude of inconsistent tools used throughout the state. Moreover, there is no clear guidance
as to who should perform the screening; they are often performed by plan employees who
have a financial incentive to recommend the least amount of treatment possible or even to
assess a child’s condition in a way that makes another entity responsible for serving the child.
Moreover, if a child or family member disagrees with the result of the screening, there is often
no clear way to appeal the screening or obtain a second opinion from another clinician.

Second, when a CSHCN is referred for mental health care or counseling, often the wait for
services is lengthy—finding a provider and making an appointment can take weeks or months.
The MCPs are subject to timely access standards—they are supposed to make mental health
appointments available within 10 business days—but compliance with these standards is not
consistently monitored or enforced. MHPs will have to comply with timely access standards by
next year—DHCS has proposed to use the same 10 business day metric. Convening
participants generally agreed that 10 business days is an appropriate timeline for access to
services. Yet unless the standard is monitored and enforced, and consumers know that they
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may complain and appeal if a plan fails to make services available within the timeline, access
will not improve.

Third, one reason that timely access is a problem is that there are not enough mental health
providers in California—especially in certain regions—who accept Medi-Cal.”® Convening
participants identified one cause of this barrier as reimbursement mechanisms that limit
providers’ ability to contract with multiple plans or serve children in multiple settings.?” Another
cause of this barrier is an overall provider shortage: in many parts of the state, there simply are
not many mental health providers. The shortage is particularly acute for providers with
advanced training, like psychiatrists and psychologists.

Lack of notice & transparency

When CSHCN request mental health services, they often do not get written notice when their
request is denied or modified. As a result, there is little transparency about who is getting
services when, and what proportion of children who request services are ultimately getting
those services. We identified two main ways this issue arises.

First, sometimes the entity from which a child or family requests services does not issue any
written notice when it makes a decision to deny the service. This often happens when a family
makes an initial inquiry about the availability of services; the entity (usually the MHP, but
sometimes the MCP) performs some kind of screen and determines that the child does not
meet the medical necessity criteria for services. The family may be orally informed that the
child does not meet the criteria, but does not receive any information in writing. Sometimes,
this same problem occurs later in the process. For example, when a child has been receiving
mental health services, but the treating provider determines that the child’s condition has
improved and the child no longer requires services. Again, this information may be conveyed
to the child or family verbally, but no written notice is provided. Without written notice, families
do not understand the decision that is made, and do not know they can appeal it if they
disagree.

Second, sometimes the notice goes to the wrong place. This is a particular problem for
CSHCN in the foster care system, since the notice often issues to the child’s biological family,
but not the foster family with whom the child is living. Current notice protocols require the
notice to be sent to the child’s biological family, which creates this confusion.

FINAL RECOMMENDATIONS FOR IMPROVING ACCESS TO MENTAL HEALTH
SERVICES AND COUNSELING FOR CHILDREN WITH SPECIAL HEALTH CARE NEEDS
After the convening, NHeLP took back the information and suggestions provided by
participants, and worked to craft them into the series of formal recommendations that follow,
grouped by the time frame in which the recommendation can be implemented (short-term —
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within 6 months to one year; medium-term — within one to three years; or long-term — more
than three years). The recommendations are further sorted by the four types of barriers
convening participants identified.

Short-term recommendations
Our recommendations for the next six to twelve months follow:

1. Lack of coordination and continuity of care

1.a. Advocates should work with DHCS to issue and reaffirm guidance on overlapping

responsibility.
DHCS Medi-Cal Managed Care Division has previously issued guidance to clarify the roles
and responsibilities of MCPs relative to other entities that serve children enrolled in Medi-Ca
In addition, DHCS’ Mental Health Division recently put out clarifying guidance to the MHPs
explaining their responsibilities relative to the MCPs in providing mental health services to
children enrolled in Medi-Cal.?° While these guidance letters have provided significant clarity in
terms of the responsibilities of the various entities that provide mental health services and
counseling to CSHCN, confusion remains and MCPs and MHPs are often given conflicting
guidance by different Divisions within DHCS responsible for overseeing the different types of
plans. Short-term advocacy is needed to persuade DHCS to further clarify, in a consistent
manner, responsibilities of the entities involved in providing mental health services and
counseling to CSHCN, as a pathway to more consistent enforcement of those responsibilities.

28
l.

1.b. Advocates should work with DHCS to reaffirm and enforce guidance on continuity

of care for MCPs
Similarly, DHCS has previously issued numerous guidance letters about MCPs’ duty to provide
enrollees with continuity of care in a variety of circumstances.*® Yet, CSHCN frequently
experience gaps in care, even in situations under which they should be entitled continuity of
care under existing law and guidance. In the next year, advocates should work with DHCS to
affirm its prior guidance, monitor plan practices, and take enforcement action as needed when
plans fail to comply with that guidance, to ensure that CSHCN do not experience unnecessary
gaps in their care. Enforcement actions could include immediate corrective action, increased
monitoring and reporting requirements on the plan for a period of time, and financial penalties.

2. Lack of knowledge / confusion navigating the system
2.a. Support organizations that are already educating and training children and families
The need for training and education of CSHCN and their families is nothing new. Over the last
several years, many organizations have developed expertise in servicing CSHCN and their
families, and providing them assistance in navigating the mental health care system to access
the services they need. Rather than creating new programs to assist CSHCN and their families
to understand the system, we should amplify existing efforts. Immediately, funders, DHCS,
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MCPs, MHPs, schools, Regional Centers, and others must provide support and collaboration
with organizations that have this expertise.

3. Lack of timely access & appropriate specialists, screenings are inadequate
3.a. Study best practices in screening tools

As described above, some county screening practices hamper CSHCN from accessing the
mental health services and counseling they need. Yet other counties have fine-tuned their
screening processes and the tools they use to determine which entity should serve a child
based on the services they need and the severity of their mental health condition. Recently,
after a comprehensive study by UCLA, DHCS decided to require the statewide adoption of the
Child and Adolescent Needs and Strengths (CANS) screening and use of the Pediatric
Symptom Checklist — 35 (PSC-35) to measure outcomes by all MHPs in 2018. But there has
been no similar effort on to ensure that MCPs and MHPs use consistent and appropriate
screening tools on the front end—at the time a child presents for services. Thus, we
recommend convening a working group to systematically review existing practices and tools, to
identify those that work well. These best practices should be promoted for adoption around the
state.

3.b. Work with DHCS to monitor screenings and take enforcement action
As described in more detail above, too often counties’ screening processes themselves are
inadequate. Immediately, advocates should work with DHCS to identify deficiencies and take
enforcement action as appropriate. Enforcement action in this context could include immediate
corrective action, requiring the county to change its screening tools or protocols, requiring the
county to participate in increased monitoring and reporting for a period of time, and financial
penalties. Advocates should also encourage DHCS to develop robust monitoring protocols to
regularly review counties’ screening processes and correct problems.

4. Lack of notice & transparency
4.a. Ensure DHCS enforces existing rules about notice

Many of the issues identified at the convening related to notice appear to run afoul of existing,
long-established rules about due process. Immediately, advocates should work with DHCS to
enforce those existing rules by taking action against MCPs and MHPs that fail to provide timely
and adequate notice. Enforcement actions could include requiring plans to take corrective
action, increased audits of non-compliant plans over a period of time, requiring the plan to
participate in increased monitoring and reporting for a period of time, and financial penalties.
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Medium-term recommendations
Our recommendations achievable within 12 to 36 months follow:

1. Lack of coordination and continuity of care

1.a. Work with DHCS to issue guidance on referrals and include model practices
As detailed above, the various entities involved in providing mental health services and
counseling to CSHCN often do not have robust referral protocols in place. As a result, when a
family requests services from an entity that does not have the capacity to serve a CSHCN’s
specific needs, too often they are simply told no, but not referred to another entity that might
have the capacity to help. Over the next three years, DHCS could address this problem in two
ways. First, it should issue additional guidance, perhaps including model MOU language, to
clarify MCP and MHP obligations related to referrals.®* Second, it should collect model
practices and encourage all MCPs and MHPs to adopt those practices. Advocates should work
with DHCS to provide this guidance.

1.b. Work with DHCS to issue more detailed guidance on the scope of responsibility for

children’s mental health services between MHPs and MCPs
As discussed above, in 2016, DHCS released basic guidance on the roles of MHPs and MCPs
in providing mental health services and counseling to children.®* Advocates should work with
DHCS in the medium term, however, to issue more detailed guidance that addresses common
areas of confusion, and where collaboration between MCPs and MHPs is needed to ensure
that children receive all the services they need. For example, children with complex mental
health conditions, such as eating disorders, often need highly coordinated services that include
a range of mental health services and counseling, and related physical health services. DHCS
should address common scenarios that require multiple entities to work together to deliver
services to CSHCN to reduce confusion among those entities, which frequently delays the
delivery of appropriate services.

1.c. Work with DHCS to monitor and enforce MCP’s primary responsibility where there

is overlap
One of our short term recommendations is to work with DHCS to clarify its existing guidance
that states that, for children enrolled in MCPs, the MCP is responsible for coordinating all of
their health care needs, even when services are delivered by another entity.** Once DHCS
issues such guidance, advocates should work with the agency to monitor and enforce MCP’s
primary role. Advocates should push DHCS to work closely with its contracted MCPs to ensure
that enrolled CSHCN are receiving the full range of necessary services, including mental
health care and counseling services, from all entities obligated to serve them. DHCS should
work with the MCPs to develop protocols to oversee such services and work with other entities
involved in service delivery to coordinate.
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2. Lack of knowledge / confusion navigating the system

2.a. Convene a working group to develop model educational materials and training that

can be used and replicated in a variety of settings
One of our short term recommendations suggested providing more support to entities that are
already providing training and assistance to CSHCN and their families. Over the medium term,
we recommend bringing these organizations together to collaborate and develop model
materials and trainings. By developing a set of templates with common language that can be
used across the state and in a variety of settings (at Family Resource Centers, with Foster
Agencies, in Pediatrician’s Offices, at Legal Aid Organizations, etc.), a working group could
eliminate significant confusion, and provide training to CSHCN, their families, and those who
serve them, more efficiently and effectively.

3. Lack of timely access & appropriate specialists, screenings are inadequate
3.a. Work with DHCS to issue guidance on screenings tools for MCPs

Once advocates have identified best practices in screening tools, they should work with DHCS
in the medium term to provide more guidance to MHPs and MCPs on consistent and effective
screening. DHCS should require, or at least recommend, that MCPs and MHPs use the same,
effective tools for their initial screenings and referrals, and collaborate with each other to
ensure that they are using those tools consistently across plans. This guidance might include
recommending local best practices for collaboration, where DHCS or advocates have identified
a county that has a good process in place.

3.b. Work with DHCS to monitor and enforce existing network adequacy standards
DHCS is in the process of developing new network adequacy standards that will apply to both
MHPs and MCPs starting in July 2018. Advocates have been intimately involved in this
process and have given DHCS significant feedback on its proposed standards. When the new
standards become effective next year, Advocates should continue to work with DHCS to
monitor and enforce them, to ensure that CSHCN have the access to mental health services
and counseling to which they are entitled under the rules. Advocates should ensure that DHCS
is regularly surveying plans networks for compliance with geographic access and timely
access standards, and requiring corrective action when it identifies problems, including
requiring plans to pay for out-of-network care when no appropriate in-network provider is
available, requiring the plan to participate in increased monitoring and reporting for a period of
time, and financial penalties.

4. Lack of notice & transparency
4.a. Legislative change to allow notice to go to foster parents in certain situations
As described above, existing law prevents notices to go to foster parents in situations where a
child’s biological family retains the right to make decisions about the child’s health care. As a
result, foster parents sometimes miss important information about changes to a foster child’'s
services. Advocates should work with the legislature to address this problem in statute, and
Access to Mental Health Services for Children with Special Health Care Needs



NHeLP | National Health Law Program

ensuring that foster families receive copies of any notice about health care services for a child
in their care.

4.b. Work with DHCS to publicly post deficiencies and corrective action plans
As advocates work with DHCS to better monitor and enforce compliance with existing due
process rules, they should encourage DHCS to be more transparent about its processes. We
recommend that advocates work with DHCS to post any findings of due process problems on
its website, along with any corrective action it requires of a MHP or MCP. By making these
findings and decisions public, DHCS will increase public confidence in its role as overseer of
the plans, and will also provide consumers and advocates with useful information that could
inform consumers’ choices regarding plan enroliment and handling of grievances and appeals.

LONG-TERM RECOMMENDATIONS
Our recommendations achievable in more than 36 months follow:

1. Lack of coordination and continuity of care
1.a. Legislation to mandate referral protocols

In the long term, to address the referral issues described in more detail above, we recommend
that advocates work with the legislature to enact legislation requiring MCPs and MHPs to
follow set referral protocols. The legislation should proscribe MCPs and MHPs to perform a
thorough assessment of a child’s needs and the resources available, and provide a warm
hand-off, with follow-up to any other entity found to be responsible for providing some of the
services the child needs.

1.b. Legislation to expand availability of Continuity of Care
As described above, existing law and rules do not capture all of the situations where children
experience gaps in care. We recommend that over the next several years, advocates work
with the legislature to identify the various scenarios that lead to discontinuity and gaps, and
enact legislation to broaden the scope of the protections available.

1.c. Legislation and guidance to address contract and reimbursement limitations
One of the issues convening participants identified as hampering providers from ensuring
continuity of care for their patients are contract restrictions (e.g., a provider group enters an
exclusive contract with the MHP, and will not permit participating providers to provide services
through local MCPs, even to provide continuity for those who previously received care through
the MHP), and differences in reimbursement mechanisms (e.qg., facility-based reimbursement
vs. provider-based reimbursement). NHeLP has conducted a preliminary investigation into the
legal context for these limitations, but additional research is needed. Based on our preliminary
research, we believe that legislative changes will be necessary to address some of these
limits, and others may be changed through administrative policy or guidance. Over the next

Access to Mental Health Services for Children with Special Health Care Needs



NHeLP | National Health Law Program

few years, we recommend that some entity dedicate resources to more thoroughly investigate
these limitations or barriers, and work with the legislature and DHCS to address them.

2. Lack of knowledge / confusion navigating the system
2.a. Funding for navigators or consumer assisters

One of the great successes of the Affordable Care Act was the use of navigators and
consumer assisters to help consumers identify what programs they were eligible for and how
to access and enroll in them. Given the complexity of the mental health system in California
(arguably even more complex than the health care coverage system), a similar program to
help CSHCN identify available resources and avail themselves of the services they need could
significantly decrease many of the barriers CSHCN and their families encounter. Like the ACA
navigator and consumer assistance programs, a program aimed at access to mental health
services for children should build on existing organizational expertise and community
relationships. Over the long term, we recommend identifying funding for such a program and
developing a plan to implement it—possibly starting as a pilot program in certain counties.

3. Lack of timely access & appropriate specialists, screenings are inadequate
3.a. Increase reimbursement rates for mental health providers

Part of the reason that CSHCN experience access problems is that there are not enough
providers to serve them. Overall, California tends to have fewer mental health professionals
per capita compared to other states.** And only a portion of those providers participate in
Medi-Cal.®* Low reimbursement rates are frequently cited as a reason that providers do not
accept Medi-Cal.* This year, the legislature allocated funds to increase payment rates for
certain psychiatry services in Medi-Cal.®” We recommend that advocates work with providers
over the next several years to incrementally increase reimbursement rates for all Medi-Cal
mental health services. Increased rates will attract more providers to the program and will
allow for increased access.

3.c. Work across the health system to create and fund more training programs for both

licensed and unlicensed mental health providers
Finally, as described above, there are simply not enough providers to serve the mental health
needs of California’s CSHCN. A final long-term solution to this problem is to work with training
programs and universities to increase the number of slots available for people to seek training
to enter this field, and funding to encourage them to work with low-income, Medi-Cal-eligible
clients. Advocates and counties might start by working with California’s public colleges and
universities to identify opportunities to increase the number of students entering training to
practice in the mental health field. These efforts should not be limited to psychiatrists, but also
attempt to increase the number of other licensed professionals, mental health rehab
specialists, and other qualified providers such as parent partners and youth mentors.
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4. Lack of notice & transparency
4.a. Develop a data system to monitor and track compliance with notice rules

Over the long term, more data, and better systems will be needed to ensure that MCPs and
MHPs comply with state and federal notice rules. Advocates should work with the state to
develop a set of protocols to monitor and track adverse benefit determinations related to
mental health services for children, and notices associated with each decision by a MHP or
MCP. Advocates should work with DHCS to develop a database to implement these protocols
systematically and ensure that the data is captured over time. Advocates can then work with
DHCS to use the data to monitor MHPs and MCPs and take appropriate compliance action.

CONCLUSION

California’s CSHCN face serious barriers in accessing mental health services and counseling.
NHeLP’s work with legal advocates, policy advocates, and family advocates identified four
types of barriers that most hamper access: (1) lack of coordination and continuity of care; (2)
lack of knowledge / confusion navigating the system; (3) lack of timely access and appropriate
specialists, inadequate screenings; and (4) lack of notice and transparency. The
recommendations above can guide funders, advocates, and policymakers in addressing these
barriers and improving access for CSHCN in California. Changes are desperately needed to
ensure that CSHCN in California have full access to the mental health services and counseling
that they need.
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Agency, Children with Special Health Care Needs, https://mchb.hrsa.gov/maternal-child-health-
topics/children-and-youth-special-health-needs (last visited Aug. 21, 2017).

2 MARYBETH MUSUMECI, KAISER FAMILY FOUND., MEDICAID AND CHILDREN WITH SPECIAL HEALTH CARE NEEDS
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CARE NEEDS, 2009-10 at 4-5 (2011),
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