Appendix 25 - Issue Brief: Medical Home
Medical Home Issue Brief

Access to Medical Home
MCHB Goal: Children and youth have access to an accessible, family-centered, comprehensive medical
home.

Medical Home Definitions
According to the American Academy of Pediatrics, s Medical Home is…
o Accessible: Care is easy for the child and family to obtain, including geographic access and insurance
accommodation.
o Family-centered: The family is recognized and acknowledged as the primary caregiver and support for
the child, ensuring that all medical decisions are made in true partnership with the family.
o Continuous: The same primary care clinician cares for the child from infancy through young adulthood,
providing assistance and support to transition to adult care.
o Comprehensive: Preventive, primary, and specialty care are provided to the child and family.
o Coordinated: A care plan is created in partnership with the family and communicated with all health
care clinicians and necessary community agencies and organizations.
o Compassionate: Genuine concern for the well-being of a child and family are emphasized and
addressed.
o Culturally Effective: The family and child's culture, language, beliefs, and traditions are recognized,
valued, and respected
A medical home is not a building or place; it extends beyond the walls of a clinical practice

Importance of Medical Home to CYSHCN
Meeting the seven qualities of a Medical Home is essential to maintaining the health and well-being on
Children and Youth with Special Health Care Needs (CYSHCN). Medical Home also intersects with other areas
of support that CYSHCN need:
•

Family Engagement -The medical home recognizes the family as a constant in a child's life and emphasizes
partnership between health care professionals and families (Citation: AAP online)

•

Economic Stability -In addition, having a medical home is associated with less out-of-pocket spending
by families (Citation: AAP online).

Data on Medical Home (NSCH)
Medical Home for CYSHCN, from the National Survey of Children’s Health:
Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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o Only 42% of children in California receive their medical care in a medical home, and the proportion is
even smaller among children with special health care needs (38%)
o Nationally, children with private insurance are more likely to receive care in a medical home than are
publicly insured children (54% Vs. 29%)
o Most children in California (88%) at least have a usual source of sick care, privately insured children
more so than publicly insured (95% vs 80%)

This data is from the National Survey on
Children’s Health (2016/2017). To qualify
as having a Medical Home, children must
meet the criteria for adequate care on the
three components: personal doctor or
nurse, usual source for care, and family56.8% 57.8%
centered care. AND, any children who
needed referrals or care coordination must
43.2% 42.2%
meet criteria for those components in
order to qualify as having a medical home.
Children with a valid, positive response to
at least one component and the
remainder of the components were
missing or legitimately skipped are
categorized as having a medical home.
US California
o
Please note: the National Survey on
Children’s Health (NSCH) is representative of a little over 71,000 children nationally and only
approximately 1700 within California, the sample size for this was quite small and even smaller
for CYSHCN specially.
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Findings and Data on Medical Home from the Title V CCS Needs Assessment
CCS Needs Assessment Provider Survey (*Note: For medical home questions, survey results include only physicians
and nurses)

•
•

48.8%
home
28.0%

Consider their practice to be a medical home for CYSHCN based on AAP definition of medical
Do not

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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•

23.2%

Don't know/not sure

Are you currently part of a Health Plan that is supporting your practice to become a medical home?
•
•
•

21.3% Yes
32.0% No
46.7% Not sure/Don’t know

CCS Needs Assessment Key Informants on Medical Home for CYSHCN:
Key informant interviews were conducted with individuals from key organizations that serve CYSHCN or that
work with California Children’s Services (CCS).
Summary of comments on Medical Home for CCS and non-CCS CYSHCN:
*Note: key informants were read the AAP definition of Medical Home prior to this section of questions.
•

Not many children, CCS or non-CCS have a Medical Home:
o “Very few of the kids really have this. No one is driving a medical home plan for these families.”
o “Not many. All have a Primary Care Physician, and in Medi-Cal Managed Care, they all have one in theory,
but how functional in terms of the AAP definition, not very, not meeting.”
o “As defined, NONE, I don’t think our primary care providers are set up to do this.”

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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•

•

•

Other hospitals mentioned that work as Medical Homes:
o “Children’s hospitals and UC hospital – CCS designated centers. Both primary and specialty care all in the
same environment. One stop shop for the families. Every center has the capability but doesn’t want to put in
the resources. Funding from state and CCS to major centers (children’s hospitals). Centers should do this. In
Southern CA, way more centers than there should be because everyone wants a piece of the pie.”
o “Kaiser is a medical home. Working with kids who have Kaiser, challenge is when family wants a second
opinion or want to see doc outside of Kaiser for sophisticate procedure, can’t. But that was a while ago and
might have improved.”
If they knew of a Medical Home or worked with one, it was incomplete in some way:
o “For those in [redacted county name], coordinate the diagnosis for them, but that’s not the definition of the
full vision, but they are doing this.”
o “We ran a study, did a survey based on the AAP definition [of Medical Home], and figured out that only 44%
of CCS clients met criteria for a basic medical home.”
o “With this definition, very few, maybe 20% and I’m being generous. We have pieces, we might have access
to medical care, but might not be able to access early childhood education because of some health issue, or
because the family doesn’t feel comfortable. Then who supports family around that issue?”
Sometimes, FQHCs (Federally Qualified Health Centers) are considered Medical Homes for CCS clients:
o “I only know about CCS, all of our clients do because they are in the FQHC or RHC. For non-CCS, I don’t
know.”

Focus Group Comments on Medical Home for CYSHCN:
CCS Administrators Focus Group
•

•

•

CCS County Administrators did feel that many providers and Health Plans are trying to implement medical home
models and practices, but that they are not always successful:
o “I think the plan is trying to make that happen. It’s not happening. You can’t have it without all of the buy in.
They need to know what is expected of them. Nobody is informing them of that, there is a lack of education
of the appropriate people. No, it’s not happening.”
o “We’ve come up with a list of criteria for CCS medical homes that they [MDs] should meet, absolutely
required, and then just desired criteria—when we showed this to the MDs in the community they said they
couldn’t meet AAP criteria because the bar was too high, but they could meet our criteria. I think we are
going to have PCPs that are very interested in getting authorization because we can with our criteria and
definition. [County name] developed a tool to evaluate medical home, validated the tool and administered
it—the only problem is that it is entirely de-identified—but it does described the quality of medical home
services that kids in [county] are receiving.”
Some of the County CCS programs have their own protocols for trying to ensure that CYSHCN have medical
homes:
o “We had a person in our program who was running reports, so all of our kids in MTU have a medical home
and we have a monthly report that reminds us “does this kid have a medical home?” So we are always
reminding them. We only had one family that did not want a medical home. But because we have this
report, we work really hard on getting them a medical home. Our goal is for the definition above, but
sometimes is it just having a PCP—it depends on the care—of course our goal is to meet AAP definition—but
to some extent we just want to make sure they have somebody. We take what we can get and we are happy
that we can at least get the kids signed up for something.”
Medical home capacity varies based on where CYSHCN and their families live:

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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“I think the answer varies with the geographic region you are talking about. We are a very pediatrician-rich
community because of the hospitals that we have—have fed pediatricians into the community that have
stayed. We are pretty lucky in that the pediatricians in our community are pretty good at providing care
coordination, because our kids are low-income and the pay isn’t very good, and the private MDs can’t take
too many kids with Medi-Cal so FQHCs cover the gaps because they are not scared of the low
reimbursement rate.”
There are a lot of technical issues with implementing medical homes:
o “One of our big problems is cleaning up the medical home database and E47.The problem is that, and IT
people at the state know this, the medical home field can be completed by anyone that has access to E47,
and every time someone is added—that variation of that person’s name is added multiple times there can
be unlimited entries—the state is just beginning to work on this problem. Trying to clean that up. There is no
mechanism of making sure that a different county doesn’t enter the same MDs name in a totally different
way—it doesn’t allow us to map where our kids are going.”
o

•

Capacity/Resource Needs to Implement Medical Home
o

“Care coordinators and case managers. Have been told that there isn’t funding for that.”

o

“If the physician does take it on, you need licensed people because these are complex kids. Needs more
funding. MDs say they cannot afford to high more staff.”

o

“That’s why the MOU required that CCS staff go in and case manage, and the state’s intention was that Health
Plans would do that care coordination and case management, but that’s not happening.”


“Our plan has told us that it is not them it is the PCPs that do case management, but they didn’t tell
them that...”

Whole Child Model Medi-Cal Managed Care Plans Focus Group:
•

•

•

Some Health Plans are Medical Homes or provide the capacity for Medical Home:
o “They do at [Health Plan], they have a Medical Home, but they can also seek specialty care without requiring
permission or referral authorization from their Medical Home. We definitely want and encourage Medical
Home, but not necessarily in their capitated agreement without PCPs. We have one clinic that has been
certified.”
o “Medical Home is a philosophy of Medi-Cal Managed Care, most that transitioned were linked to a Medical
Home through their PCP and that was maintained. We promote that model of making sure that it is going to
the PCP. PCPs are not paneled, but all of the specialists are paneled.”
o “In terms of having a Medical Home, we feel better about people having ‘one stop shopping.’ We had
patients in CCS that didn’t know that they had appeal rights. Now they know, and I don’t think we’ve had
any grievances filed. We help them predominately to navigate the system.”
Primary care physicians (PCPs) from Health Plans are still learning how to work with CYSHCN:
o “Not every PCP is as comfortable with a complex kid—sometimes specialists like Lucile Packard are used to
that, they have PCPs that are used to it there.”
o “I have talked to a few PCPs, and prior to Whole Child Model I was told that sometimes they were left out.”
Partnering with PCPs or healthcare organizations has been a challenge and a benefit:

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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o

“We could all benefit from a relationship with Kaiser so we are trying to partner with them. Very few PCPs in
general that want to partner with us. When we have partnered with the Medical Home side of things, it has
been extremely successful when they see smaller groups of kids...there are a lot of different programs out
there that are trying to figure out how to partner with PCPs.”

CCS Provider Focus Groups:
•

CYSHCN do not consistently have Medical Homes:
o Sometimes reimbursement is part of the problem: “We’ve identified about 3,000 special needs children
in our program and only about 1,000 have an established medical home. Reimbursement plays a role in
that we don’t reimburse for case management. We feel that the PMD should be responsible. It would be
helpful if they could be reimbursed to do case management and care coordination.” (PMD = Primary
Medical Doctor)

•

CYSHCN can sometimes have Medical Homes through their Specialty Care Centers
o “Our program director way back when CCS required this, made sure we were set up to be what is now
called a Medical Home… In the past you didn’t get qualified as a SCC unless you had this in the past.”

•

If providers take on the Medical Home role, they feel that there are issues during transition with continuity of
care and that it may be unfair to the patient and the provider to set up an expectation that cannot be carried
through to adulthood:
o “If we do find one [an adult, primary care provider for a CYSHCN], we become a huge resource for that
primary care MD because they don’t understand the patient as well as we do.”

•

Even though PCPs are meant to be Medical Homes, they sometimes fall short of that because they end up…
o Serving as urgent care or being inconsistent in MH duties due to issues that sometimes include
funding limitations:
 “At least for our patients, the PCP ends up being their urgent care—we have one sided
information where we tell them what they need to do, but they don’t talk to us. They rarely get
them for well-child visits. Sometimes they see them for flu shots…”
 “They [primary care providers] are coming to us for all of the things that they need because they
have a money barrier, they [CYSHCN patients] have to come to us anyway, and when we give
them PCP things such as flu shots then they don’t have any reason to go to them.”
o Feeling unsure about how to treat children with complex medical issues:
 “Difficulties with Medical Home is that some pediatricians are really afraid of our patients—if
our patients are immunosuppressed that scares clinic pediatricians in the area. We don’t have a
list of the ones that will take them and do well, and we don’t know which ones will work with
our patients, and we also don’t know what insurance the good ones take. Pts in the farther flung
communities have a harder time…”

•

What Provider needs to provide a Medical Home:
o “We would need case managers that are skilled and know how to navigate through all of the systems
that serve children with special health care needs.”
o “Clinical nurse case managers are necessary; we need someone to be very responsive like that.”

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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o

In this case, they need a way to prevent burnout of nurse case managers: “Some concern about
burnout of nurse case managers because they see so many patients and have to be in three places at
once. Sometimes their jobs are also thankless and the “glory” goes to MDs for helping children.”

Additional Resources and Research on Medical Home:
•

•

•

Lucile Packard Education Issue Brief, Parent Survey: Most Valuable Components of medical home (Schor E. et al,
2018): This study found that among the components of medical home, parents most valued ready access to care
and receiving it in a family-centered way. This study also includes suggestions to improve Medical Home access
and availability.
Issue Brief: Survey: Quantifying Pediatrician’s Views on Caring for Children with Special Health Care Needs (Calvin
2017): Includes next steps for local agencies
How California’s Children’s Service Programs in the 21 Whole-Child Model Counties Engage with Families (Henry
2018): Includes next steps for local agencies

Findings and Data on Medical Home (Access to Care) from the Title V CCS Needs
Assessment
Access to Care
CSHCN Family Survey Results (Conducted by FHOP for the CCS Needs Assessment, 2019)

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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CCS Needs Assessment Administrators Focus Group:
•

•

“Difficulty accessing local services - with the rural nature of our county, our children and families must
travel anywhere from 4-6 hours to access specialty medical services. Because of this, our attendance to
appointments is difficult and it can be hard to maintain services without regular appointments. Our
families know the importance of attending regular appointments, but simply cannot make them due to
distance, weather, inability to take time off work, and having multiple other children with some also
having special medical needs”
“…we do pick up a lot of kids that have chronic infections in remote counties, we don’t send [those]
kids home sometimes because they won’t be able to get what they need out there—we can’t find
anyone out there that can do the dressing changes or get home care.”

Administrative Issues Affecting Access to Care:
CCS Needs Assessment Administrators Focus Group:
• Vast inequality between independent and dependent counties in regard to timeliness of
authorizations and opening cases
• Improved processing time needed for cases requiring ISCD review
• “Better communication from ISCD regarding eligibility, annual renewals, and eligibility for
new referrals. We are not receiving returned emails.”
• “Expiring annual renewals without a contact person to talk to. We have had three recently
that expired without contact from the state though we submitted documents three months
ahead of time.”
Workforce Issues Affecting Access to Care:
Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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CCS Needs Assessment Provider Survey
• 70% of Providers agree that the Medi-Cal provider network presents challenges in terms of the
availability and capacity of primary and specialty care providers - Provider Survey
CCS Needs Assessment Administrators Survey
• Of the 44 respondents to the CCS Administrators survey, 100% stated that there are challenges
in their program’s capacity to perform, including:
o Difficulty hiring and retaining staff (physical and occupational therapists, nurse case
managers, public health nurses, clerical staff)
o State capacity to approve SARs in a timely fashion for dependent counties
o Uncertainty if allocation to County CCS programs for WCM counties will be adequate to
cover minimum staffing standards
o Unanticipated and unfunded workload in WCM County CCS programs
• “There is unanticipated/unfunded workload remaining at the counties that was not planned as
part of WCM, such as AMRs [annual medical reviews] taking much longer than the Stateallocated 12 minutes, since the Health Plans are not able to provide medical records needed for
AMR. Counties are also chasing the Medi-Cal churn as clients fall on and off of Medi-Cal. Intercounty Transfers are significantly more complex, with difficulty obtaining records from the
Health Plan. Complexities of straddling communication with the Health Plans, use of SFTP for
constant PHI data transfer, weekly, monthly, quarterly meetings with the Health Plans to
troubleshoot and problem solve implementation and transition issues.”
Provider Rankings Barriers to Providing High Quality Care:
CCS Needs Assessment Providers Survey:

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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Access to Specialty Care:
CSHCN Family Survey Results (Conducted by FHOP for the CCS Needs Assessment, 2019)

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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•

19.2% of families report not being able to see at least one type of specialist in a quick and timely
manner

Type(s) of specialist(s) were you NOT able to see in a quick and timely manner

Family Focus Group:
Family’s experiences with specialists varies…
Some experience a great deal of trouble and delays in getting appointments with specialists:
• “Lots of trouble with getting an appointment with a specialist, 7 months it took to make the appointment—if they
switch doctors they have to start that wait time over. Even if this is for a life-saving procedure, DME or medication.”
• “Neurologist Specialist said that they don’t see children with autism so it took one woman a whole year before
seeing her son. One specialist lost the results and so I waited two hours for them to have the results faxed—then
the doctor gave the results in front of other people (not in private or confidential).”
• “I tried to see a specialist at [local children’s hospital] and they flat out told me that there were no appointments
there at all. [Hospital] told me that she was better off going somewhere else because they don’t have any
appointments at [local children’s hospital] with specialists at all.”
• “It took me six months to find out that my daughter didn’t have a brain tumor that would cause her to lose her
sight—all because they didn’t have enough appointments.”
• “Neurologist Specialist said that they don’t see children with autism so it took one woman a whole year before
seeing her son. One specialist lost the results and so I waited two hours for them to have the results faxed—then the
MD gave the results in front of other people.”
• “It took me six months to find out that my daughter didn’t have a brain tumor that would cause her to lose her
sight—all because they didn’t have enough appointments.”
Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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Some families have positive experiences with most types of specialists, but most families have trouble with dentists or
optometrists that are not well equipped to handle CYSHCN:
• “We have had mostly good experiences with specialists EXCEPT for dentists and optometrists.”
• “I had to wait five months for glasses that a 5 year old needed to see, Medi-Cal didn’t explain that if someone
could call the specialist on their own and pay cash, they will be seen.”
Family relationships with specialists vary, but they are best when specialists treat family members/caregivers like part
of the child’s care team, and they are best when they can establish trust:
• “The neurologist gave my granddaughter medication even when both me and my daughter disagreed that the
medication was right for her, and told her just to give her the medication, even though it messes up her stomach.
She [my daughter, the child’s mother] explained this to another doctor that would answer her questions and this
new doctor [a new doctor that was not the neurologist that gave her granddaughter the medication that upset her
stomach] said that the medication would have killed her granddaughter because it kills people with Mito.” Note:
Mito is short for a particular mitochondrial disease that this person was referring to.
• “My son has always seen specialist. Takes a long time to get the pharmacies to get approval for special formulas—
pharmacies sometimes have made me pay out of pocket before authorization. My specialist always sends things
before approval because she knows my son needs it.”
Changes to services provided by Specialists as a result of Whole Child Model:
• “It used to be great. WCM doesn’t guarantee that the specialists will stay. Specialists don’t want to bill a million
different medical plans.”
• “I was told that I had to call the specialists and tell them that they had to work with the PCP. It didn’t used to be that
way. In the past CCS, my case manager, they handled all that. We were able to see specialists when they needed to.”
• “In the past I had a case manager that helped me to get to specialists. Now I have a pediatrician that keeps trying to
make referrals that don’t get authorized.”

Data from the California Children’s Specialty Care Coalition (CSCC), 2019:
•

“In the United States, approximately 1 in 25 children are considered medically complex. The number of
children with complex health care needs is expected to double in the next decade, as advances in
technology and medicine reduce mortality rates.

•

These children typically require care by one or more pediatric specialists, as well as access to services
beyond the health care system.

•

Access to care is a multidimensional concept involving affordability, timeliness, frequency, geographic
proximity, and cultural sensitivity.”

In 2019, the CSCC conducted a survey of their membership and asked about. Below are their key findings.

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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Average patient wait time for the
following specialties that
exceeded 15 business days for
the 3rd next available initial
appointment

Average length of time CSCC members
have been recruiting for certain
subspecialties that exceed one year

PROVIDER COMMUNICATION
Data from Provider Survey (N = 188):
Communication with others serving the CCS Population:

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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Barriers to provider communication:

Strategies to Reduce Communication Barriers:

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY
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ACCESS TO MENTAL HEALTH SERVICES:
Data from Provider Survey (N = 188):

Family Focus Groups:
Families experience a lot of difficulties getting mental and behavioral health care for CYSHCN:
• Sometimes this is because there is a lack of quality providers in general, and specifically a lack of providers within
a child’s insurance network and mental and behavioral health providers that can specialize in CYSHCN conditions:
o “I called numerous times to get psychology or therapy for my son and I haven’t been able to find a good
one, I found one once that works in the regional center and she told my son that he was “almost graduated
from autism,” and even though she was nice and she gave him good tools I didn’t see a difference. CCS sent
two new references to me by email, but one didn’t answer my calls and the other was difficult to get into
contact with. It is hard to find a therapist for my son.”
o “There is no psychiatric facility here and parents have to sit in the hall at the ER until they have a placement
somewhere. Apparently they just built a facility. Still 35-20 minutes.”
Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
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o

o

•

“The entire mental health system in [county] is very poor. So many parents have called and they get no help.
Even with suicidal, self-harm children. We do have adults that are threatening to harm themselves and they
only give them a hold for an hour and then turn them out.”
“The assessment they asked me about if she is depressed, but I don’t know if I could figure that out because
she is non-verbal.”

Other times this is because behavioral health conditions are not covered, or the mental health condition is not
considered part of the CCS condition:
o “My daughter has multiple conditions that began with ADHD—it took six years to get proper machines for
breathing at night—we’ve had issues with specialists saying that my child’s needs are not medical, just
behavioral. They have told me all my children’s lives that if they didn’t have physical indicators of disability
that they are not a priority—many of my children have attempted suicide—many employers won’t hire
them with their disabilities. [Health insurance] has been one of the better places to bring them for mental
and behavioral health issues where this is covered by Medi-Cal.”
o “When my daughter tried to commit suicide, no hospital would take her for a psyche hold because she is
autistic.”
o “Not for my CCS child. CCS has said that it is not up to us to decide issues in mental health. CCS does not
cover autism. ”
o “Children with schizophrenia and bi-polar disorder are not being served by CCS and they are having a hard
time.”

Most seek out mental and/or behavioral healthcare from the county rather than CCS:
• “Sees county psychiatrist. Not CCS, Medi-Cal covers cost of psychiatrist only once a month.”
Most families have found that parents and family members are not offered mental and behavioral health care
through CCS or Health Plans:
• “I saw someone at [health plan] and my son did too through [county clinic] to help my son and I had to leave [health
plan] in order for my son to get mental health care. [County clinic] does 20 minute appointments and you wait for
hours.”
• “I don’t even know if I could get services.”
• “Nobody asks me about my mental health.”
• “The only people that asked me were my HHS workers when she was born and then the CCS, nobody at the [health
plan]. It was helpful in the beginning because I was depressed.”
• “Our grief continues, am I sad about my child every day? No, they bring great things. Then there are those sneak
attacks of grief that come and take you to the floor. So I think that mental health services would be great,
especially for our young parents. Their wounds haven’t scabbed over even though it will never really heal.”
• “Sometimes, but other times I’ve felt that I needed therapy and had no way of getting it. Social workers at [hospital]
give personal cell phone sometimes to help with my child. But not for me personally to get access to therapy.”
• “I have a therapist that is literally just helping me with paperwork to coordinate my child’s care, but we don’t talk
about my issues or how to cope with everything and keeping everything afloat.”

Additional Resources and Research on Mental Health:
•

Access to Mental Health Services for Children with Special Health Care Needs, Analysis and Recommendations.
(Coursolle A. 2017). Includes key findings of a survey of legal advocates, child advocates, and family
representatives. Some of these findings included:

Prepared by the Family Health Outcomes Project, UCSF
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Most Difficult- Respondents most frequently selected mental health care as the one service that was
the most difficult to obtain.
o 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.
o 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.
o Advocacy- Respondents most commonly recommended administrative advocacy, though a sizable
portion recommended a combination of strategies.
For low-income children, access to mental health care varies sharply by county. (Boyd-Barrett 2018)
“Telehealth Policy Barriers,” excerpts from a fact sheet created by the Center for Connected Health Policy (CCHP
2019). For Telehealth recommendations in improving access to mental health.
Psychosocial Factors in Children and Youth with Special Health Care Needs and Their Families. (Matson G. 2019)
Which includes suggestions for mental and developmental health screening.
o

•

•
•

Findings and Data on Medical Home (DME) from the Title V CCS Needs Assessment
Data from Provider Survey (N = 188):
How often issues related to DME present problems for your patients?

Comments from Family Focus Groups:

Prepared by the Family Health Outcomes Project, UCSF
CCS Title V Needs Assessment 2018-2020
Note: CCS Needs Assessment Family Survey results are PRELIMINARY

Medical Home Issue Brief
Families have had issues with getting access to supplies that are not Durable Medical Equipment (DME) with whole
child model health plans. There is miscommunication or lack of communication between CCS and health plans and
vendors:
• “I never had a problem with the diapers before, they would come all of the time and on time and then we started to
notice that they weren’t showing up. When June came, I called to find out and they said that she needed to get a
prescription from the vendor. When I called the vendor they said that due to the changes they were not contracted
with [health plan], and then I called CCS and they said that the vendor should be contracted and expected me to call
and figure out who they are contracted with. Then finally, I got a list for three places in [my county], and they all said
was “we don’t know why they keep referring you here, we don’t offer those services.” Then I finally called [health
plan] and they were explaining she didn’t qualify for drugs. I had to go back to the original vendor to get the list of
what they sent her in the past, and I had to go to the MD to get an authorization. Why do I have to keep asking for
something that they know my daughter has a lifetime need for? They didn’t even have my daughter’s chart in
front of them. That is what the state is paying for. Do they want to pay for people that aren’t sufficient at their job?
Or just cut everything? It is almost like they want to hide it from you, I feel like they’re not really there for you, why
do I have to fight so hard? I have to fight a battle every day.”
Families describe problematic practices:
• One mother describes experiencing medical fraud: “I was charged for medications that were covered by Medi-Cal
and then the place I was getting the medications was closed.”
DME is inconsistent across organizations, and lack of access to it outside of PT or MTU can result in a delay of
development for some CYSHCN:
• “Most of the programs seem to be working well. The guidelines are constantly changing for CCS, and they don’t
inform you. I went to college, but even for me it is confusing. The biggest issue that I had is that a lot of the
treatments are not consistent—there was a period of time when my daughter did not get any therapy (5 years old,
cerebral palsy) and I was given all of the excuses in the book. One thing is that they only allow you to get one
necessary medical equipment and then are only granted one when the child is actively able to use it, for example a
gait trainer. I had to get the regional center involved asking for medical equipment that CCS would not grant us (a
light gate trainer). In therapy—they give her all kinds of equipment to use and then they tell the parents to duplicate
it at home, but CCS won’t give them more than one piece of equipment—how are parents supposed to duplicate
therapy at home so that she doesn’t lose what she has gained. Single mother, has nobody else to help. Other
children w/ private insurance are surpassing my daughter and we lost a year because of CCS. A lot of the
“prescriptions” they grant have to be signed off by an MD and there are always delays due to this. Long wait
between prescription and administration, MDs sometimes don’t return authorizations don’t carry over, have to go
back to the new MD for a new authorization.”
Some families have positive experiences with CCS in regards to DME:
• “CCS helped us to get a wheelchair and delivered to the CCS office. [Our case manager] who was mentioned by two
other parents today—very helpful with getting a proper wheelchair timely.”

Comments from Provider Focus Groups:
Provider Experiences with DME Timeliness/Delays:
•

Within in-patient settings, providers have begun establishing workarounds to better accommodate patients—
sometimes at their own expense:
o “In the inpatient side, we have set up workarounds for when a patient could go home but [they] are just
waiting for equipment, we use internal funds to get the patient out of the hospital. This is because we see
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•
•

•

delays in DME. Medications and SARs can take days to get authorized, delays there as well. Historically we
did have patients that had to stay for longer, then we set up this fund to try to help with the issue, but they
are never reimbursed for this expedited service.”
Some providers have not ever heard of issues with reimbursement rates within their specific practices.
As was mentioned in the section prior to this one, there are issues with authorization that lead to delays in DME:
o Vendors sometimes take advantage of the system: “Some vendors seem to be adding lots of things, [a]
‘laundry list’ that seems to just be adding a lot to bill more when it isn’t something that a PT needs.”
o Vendors also sometimes withhold equipment if they are not paid: “[There was a] patient that has [health
insurer] and needed a safety bed and the vendor was trying to get three pieces of equipment and then held
the bed hostage because [health insurer] didn’t pay for it. Then the mom went on social media, and then
[health insurer] paid for it, and the child got the bed.”
Getting access to DME can sometimes be a geography issue, children in remote areas have less access:
o “We also don’t have a lot, but we do pick up a lot of kids that have chronic infections in remote counties, we
don’t send [those] kids home sometimes because they won’t be able to get what they need out there—we
can’t find anyone out there that can do the dressing changes or get home care.”

Provider Experiences with DME that is most difficult to get:
• Lyrica, most commonly used to treat fibromyalgia
• Formula
• G-Tube supplies
o Please note that all of the above actually fall under the category of supplies or medications, but these
were the answers of focus group participants.
o Also, these individuals mentioned that non-DME supplies were actually most difficult to get for them—
they had regular had trouble getting them added to the formulary.
• Home Health Care, which is also not necessarily DME, but the provider expressed that there are large delays in their
area.

Additional Resources and Research on DME:
•

Threading the Labyrinth: Why Children in California with Special Health Care Needs Endure Delays in Securing the
Medical Equipment and Supplies They Need (O’Sullivan, M. 2018) Includes summary on survey conducted on
accessing DME, summary regarding who pays for DME, processes for obtaining DME, and recommendations for
local and state providers of care.

Findings and Data on Medical Home (Telehealth) from the Title V CCS Needs
Assessment
Definitions:
What Is Telehealth?
California law defines telehealth as:
“The mode of delivering health care services and public health via information and communication
technologies to facilitate the diagnosis, consultation, treatment, education, care management, and selfPrepared by the Family Health Outcomes Project, UCSF
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management of a patient’s health care while the patient is at the originating site and the health care provider
is at a distant site. Telehealth facilitates patient self-management and caregiver support for patients and
includes synchronous interactions and asynchronous store-and-forward transfers.”
CCS Needs Assessment Provider Survey (Note: Only including responses for doctors and nurses for telehealth
questions)
Barriers to providing telehealth: (open-ended,
N = 95)
Themes and quotes:
•
•
•
•
•

Reimbursement for staff and resources
needed
Lack of patient access to needed
technology
Up to date and secure (HIPPA Compliant)
programs, portals, and electronic devices
“very time consuming when using an
interpreter”
“You can't do a physical exam”

What steps should be taken to reduce barriers to providing telehealth services? (open-ended, N = 72)
Themes and quotes:
• Improving reimbursement
• Funding for secure technology needed to provide telehealth
• “Eliminating the requirement that the telehealth services be provided at a health care center.
Wouldn't it be great to conduct telehealth visits using a patient's home???”
• “Having a city or county based location a patient could go for a telehealth visit if they do not
have access to the appropriate equipment or reliable internet connection”
• “Encouraging ALL families to sign up for MyChart at the time of all new appointments and at
the next available appointment when they haven't signed up yet.”
• “get up to date phone numbers at every encounter”

Additional Resources and Research on Telehealth:
•

“Telehealth Policy Barriers,” excerpts from a fact sheet created by the Center for Connected Health Policy (CCHP
2019). For Telehealth information on reimbursement, prescribing, licensing, and privacy/security. Some of the
findings include:
o There are reimbursement issues: “…a state law may require an insurer to pay for services if they are
delivered via telehealth if those same services were covered if delivered in-person, but the law may not
require the insurer to necessarily pay the same amount for that service in both cases.”
o Regulation of licensing for telehealth is up to each individual state.
o There are difficulties in ensuring that software is consistent and HIPAA compliant
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Prescribing medications to patients becomes more difficult via telehealth because it is not always
considered a valid method of establishing a relationship with a patient.
Realizing the Promise of Telehealth for Children with Special Health Care Needs (Vigil 2015) Summary on key
barriers, and recommendations on overcoming barriers to Telehealth.
o

•
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