Due date: July 15, 2025

System of Care Advisory Council — 2025 Strategic Planning Mini-Grants

Final Report

Grantee: Family and Community Together

Primary Report Contact (name and email): Amy Geoffroy, amy@factoregon.org

Describe feedback generated through your youth and family engagement activities. Submit
report to SOCAC (christy.j.hudson@oha.oregon.gov)

1. Information about children, youth and family members engaged (not including staff of
grantee)
a. Number of participants: 106 who answered a survey; 5 follow-up interviews with
people who navigate multiple systems.
b. Demographics of participants in aggregate (by race/ethnicity, gender, age, sexual
orientation, county of residence, disability status, language spoken, system-
involvement, insurance type).

Parents/primary caregivers (104), Youth/young adults (2)

21 counties were represented: Benton (3), Clackamas (15), Columbia (1), Curry (1),

Deschutes (3), Douglas (1), Grant (2), Jackson (7), Josephine (2), Klamath (1), Lane

(6), Lincoln (1), Linn (2), Marion (11), Multnomah (23), Polk (3), Umatilla (3), Union

(1), Wasco (1), Washington (17), Yamhill (2)

Disability of parent: 20/104 (19%)

= Respondents who shared how disability impacts their lives highlighted

challenges with mobility, work, and daily functioning, with several
specifically mentioning ADHD, mental health, or physical therapy needs.
Many expressed that disabilities add layers of difficulty to routine activities,
social interactions, maintaining employment or independence, and
reading/completing complex paperwork.

Disability of child/teens/young adults: 106/106 (100%)

Primary Language: English (93), Spanish (10), Russian (1), Romanian (1), Prefer not

to answer (1)

Race/ethnicity:
= 58/106 (54%) white only.
= 40/106 (38%) non-white/non-Hispanic.

5/106 American Indian/Alaska Native
4/106 Asian/Asian American

4/106 Black/African American
22/106 Hispanic/Latino

4/106 Multiracial

1/106 Other

= 9/106 (8%) prefer not to answer.
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e Insurance:
= Yes: 105/106 (99%)
e OHP (58/105)
e OHP and Private (27/105)
e Private Only (20/105)
= No: (1)
Any OHP (85/105)
e Ages of Represented Children: (multiple children in some households)
= Birth-5(15)

= 6-13(75)
= 14-17 (21)
= 18-25(13)

¢ Needs of Represented Children: (multiple children/needs in some households)
= |/DD: Yes (92/106).
= History of trauma: Yes (48/106)
=  Complex health needs: Yes (42/106)
= Mental/behavioral: Yes (63/106)
All needs: 20/106

e System Involvement:
= Child welfare: 15/106
= Education: 93/106
= |/DD: 46/106
= Juvenile Justice: 2/106 (3, but one later clarifies not involved)
= Mental and Behavioral Health: 54/106
= Physical Healthcare: 71/106
=  Public Health: 17/106
3+ systems: 48/106.

*

*Of the families navigating 3+ systems, 31% were non-white/non-Hispanic.

2. Summary of outreach efforts to inform youth/families about engagement opportunities.

Outreach to inform youth/families about engagement opportunities included sending a
targeted email to families/youth who had been in contact with our Support Line in the
previous 12-month period. This email went out to 1,415 unique people on June 11, 2025,
with a resend to non-openers on June 14, 2025. Together, these emails were opened by 451
people (32% of recipients). 140 people clicked into the survey, and FACT received 106
competed entries.

3. Summary of process to solicit feedback. Please include dates, locations and methods used
to engage community.
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Survey Dissemination:

In emails that went out on June 11 and June 14, 2025, FACT provided the overall purpose of
the SOC survey with a link to the survey and incentivized participation with $50 gift cards,
making it clear that the survey should not be shared beyond intended recipients. While the
survey was able to be submitted anonymously, to qualify for a gift card, participants were
asked to provide their name and the email address that the email was sent to for
verification. Seven respondents chose to remain anonymous.

At the end of the survey, respondents were asked to indicate if they would be interested in
a follow-up interview, which would earn them a second $50 gift card. 90/106 said they
would be interested.

The survey itself was designed to get high quality, relevant information using mixed-method
evaluation, including star rankings, multiple choice options, checkboxes, and free response
answers. FACT was able to filter responses and see trends by demographics, system
involvement, needs of children, and by using Al to highlight themes among free responses.

FACT asked a combination of overall system of care questions and then drilled down into
key questions for each system to ascertain what families valued, if those values were
reflected in the ability to receive appropriate care and services, and thoughts on how to
make that truer in each area and across all sectors. For example, families/youth shared
thoughts on how important family involvement is in decision-making, how involved they felt
in decision-making overall, as it pertained to each system, and what would help them
participate in the future. This process helped us see trends overall and how each system
ranked in how well families felt they were able to participate in decision-making. Where it
made sense, we used skip logic for some answers to some topics or based on previous
answers. Families answered questions around decision-making, understanding services and
options, accessing services close to home, diploma acquisition, independent living supports,
transition and future planning, cultural/linguistic responsiveness, physical health care, and
involvement in child welfare, juvenile justice, and mental/behavioral health services. We
concluded the survey by asking participants to share final thoughts about how they would
improve how services are coordinated and provided across agencies/systems and how they
would envision a new system of care.

Families were thoughtful in their responses, as evidenced by a high completion rate of all
guestions and an average time of 25 minutes spent on giving feedback.

Interviews:

Survey data and free-answer responses illuminated overall trends and prompted follow-up
questions. Filtering responses to highlight answers from people who navigate at least 3
different systems of care, FACT deduced barriers that some families experienced in
decision-making, in education outcomes, justice involvement concerns, and system
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coordination failures. We identified 10 people across different demographics and system
involvements to send interview requests. Ultimately, six interviews were conducted from
that group by phone.

Each interview explained the purpose of the SOC and how information would be used to
provide overviews of themes and trends. Interviewees were assured that specific examples
would be for context only, with no information provided that would be personally
identifiable. All interviewees agreed to these terms.

From there, we reviewed each person’s answers with them and asked for further details,
especially where they had expressed concerns or had an idea to share which needed more
context provided. Calls were not recorded. Note-taking was minimal to preserve family
privacy.

Note: We had initially budgeted 52,000 in incentives. After receiving 42 answers within the
first 24 hours, we increased that budget to 53,000 and changed gift card language to say we
would move to a drawing after the first 50 respondents. We then set aside 5500 of the new
incentive budget to support interviews and a drawing). People who answered the survey
after the first 50 gift cards were allotted saw a revised message that they would be entered
into a drawing for remaining gift cards due to the overwhelming response.

4. Please provide a summary of themes discussed — what solution-oriented ideas for
improving the system of care were shared? Feel free to include information on barriers
and challenges identified, and when relevant, if those barriers are experienced by certain
demographic/geographic groups more than others. Please organize themes utilizing
headers and or bullets.

Involvement In Decision-Making
While families felt that it was very important to be involved in decision making, they do not feel
equally supported or empowered in decision-making by different systems.

e Families felt most involved in decision-making in physical healthcare systems.

e Families felt least involved in decision-making across the education and child welfare
systems.

e Families whose children live in a foster or group home placement or a residential facility
were far less likely to feel included in any decision-making about their children.

Solution-focused ideas for improvement:

Families shared that they would feel better supported in decision-making if systems would
improve communication and collaboration, particularly from schools and service providers.
Many emphasized the importance of being heard and understood in conversations, especially
around their child’s needs, but felt like systems were non-transparent about available services
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and dismissive of family input at times. Increased support, respect, and shared decision-
making were key desires.

Families whose primary language is not English suggested that their participation in decision-
making would improve with more compassionate and inclusive systems that respect their
voices, involve them in decisions, and provide clear information in their home language. They
called for better access to local services, flexibility in educational supports, and tools like
binders, ROIs, and in-person meetings to improve coordination. Above all, they want to be
seen as partners—not obstacles—in their children’s care.

Understanding Services, Systems, and Options

Families want clear information about the services available to them under different systems.
Many report lack of understanding of the options available to them. Or, if they do know about
options, they face additional barriers in getting services in place for their children.

e Less than half of all families reported regularly understanding the services that their
children, teens, and young adults receive or are eligible for across all systems.

e For families navigating three or more systems, two-thirds do not understand services
and options in education, I/DD systems, or mental-health systems, and three-quarters
do not understand child welfare services and options.

Solution-focused ideas for improvement:

Families consistently called for simplified, coordinated, and transparent systems of support
that are easy to navigate. They want centralized access to clear, reliable information—such as
visual guides, brochures, videos—and person-to-person guidance from professionals who are
well-trained and genuinely helpful. Early outreach, especially at the time of diagnosis or
eligibility, is seen as essential to reduce confusion and help families feel more confident and
supported.

Families of color and those navigating multiple service systems described the process as
confusing, exhausting, and overly complex, with applications that are inaccessible even to
highly educated parents. They emphasized the need for simple, clearly explained information,
especially about all available services, not just a few—and direct communication from
knowledgeable care coordinators who can guide and clarify options. Families want culturally
responsive outreach, visual aids like infographics, and time with providers (e.g., short Zoom
sessions) to better understand what is available and how to access it. They also noted that
schools are often not helpful in connecting families to anything beyond basic material
resources.

In education, families across the board highlighted the need for clear communication from
schools about IEPs, rights, and available supports. They requested flowcharts, handbooks, and
recorded webinars to help them better understand special education processes. Many
emphasized the importance of respectful, collaborative relationships with school staff,
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adequate time in meetings, and advocacy support from someone who can help them navigate
decisions without jargon or barriers, as well as needed follow-up to agreed-upon next steps..

“When decisions are made at a team level, and then the professionals do not follow
through, it's difficult to feel like you're actually involved in the care. Everyone needs to
do their part for the decisions we jointly make to actually lead to care and services.” —
Parent, Jackson county

Across other systems—including Intellectual/Developmental Disabilities (I/DD), mental and
behavioral health, and child welfare—families described challenges with disconnected services,
overly complex paperwork, and a lack of clarity about who to talk to. They recommended
creating a single point of entry or a care navigator role to help families coordinate across
agencies and understand what services they're eligible for. Families also stressed the need for
plain-language materials, bilingual support, and more consistent communication from
providers to reduce stress, avoid missed opportunities for help, and keep conflicting
information to a minimum.

“I wish that I/DD would explain better or in detail with examples all the ways they can
assist. | feel we rarely use /DD for their services because we are not aware of how else
they can help. Communication with them is slow as well.” — Parent, Washington

“Getting help is almost impossible. You have to have law school degrees and a doctor’s
degree to find anything that may help. I’'m smart, but the applications for services are
absolutely stupid [and time-consuming.]” — Parent, Lincoln

Ease of Access Near Home

Families also overwhelmingly shared the importance of having services that are easy to
access and located near where they live and work. Yet less than half of respondents said they
could consistently access the services needed. A disproportionately high percentage of people
who said services were never or rarely available are from counties that are largely rural.

Solution-focused ideas for improvement:

Families overwhelmingly recommend expanding local provider availability, especially in
underserved areas. They emphasized the need for transportation assistance and "hubs" or
one-stop locations where multiple systems and services (e.g., health, education, disability
support) can be accessed together. Additional solutions included virtual visit options, culturally
and linguistically respectful providers, and services that specifically support single working
parents and families managing multiple complex needs. These changes would reduce travel
burdens, improve coordination, and foster more inclusive, community-rooted care.
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Educational Outcomes

Families also overwhelmingly want their kids with disabilities to graduate (e.g., receive a
regular Oregon diploma or a modified diploma, not a certificate of attendance or extended
diploma). But fully one-third of families of youth 14 and older either said their child was off
track to graduate or they did not know on track progress.

Solution-focused ideas for improvement:

The data suggests that schools should share diploma options early and keep families up to
date on progress more consistently. Additionally, families made clear that their children need to
be supported for academic and behavioral support needs through better trained staff,
tutoring, and follow-through on IEPs.

“Have professionals who understand Pathological Demand Avoidance and have the school
district offer a modified educational program. For instance, have the school district have a
teacher come to our home for home instruction since our daughter refuses to attend school in-
person and is also unwilling to do online school.” — Parent, Clackamas County

“Supports and security [are needed] so my child will actually do work in school, which he
currently does not do.” — Parent, Marion county

Independent Living, Self-Determination, and Future Planning

Most families feel strongly that youth with disabilities should be supported in self-
determination and independent living skill development. The few who did not answer
affirmatively use language indicative of ableist perceptions, and project timeframe limitations
do not allow sufficient analysis of the link between disability impact, societal and family
perceptions, and opportunities to practice independent living skills or self-determination.

But for the families who agree that these key concepts are important, the top areas of support
families need to help their children become independent include self-advocacy skills and
supported decision-making information. Families also strongly emphasized the need for
support for complex daily tasks—like managing money, transportation, cooking, and personal
organization—as well as help with activities of daily living (e.g., bathing, eating, dressing).
Additional high-frequency themes included access to specific health care needs management,
personal safety and emergency planning, and cultivating strong community relationships.
Accessible housing was another commonly mentioned need, especially for those planning long-
term independent living. Overall, families seek comprehensive, life-skills-focused supports
that promote safety, independence, and meaningful inclusion in the community.

However, fully two-thirds of families replied that their children did not receive non-parental
support to learn and practice independent living skills (or that they were unsure). For parents
with a child aged 14 or over, only one-third of respondents said their child was accessing
transition services (many did not know), and only 17% of families said their child had an active
plan for the future that was being supported.
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Solution-focused ideas for improvement:

Families shared that to help youth learn and practice life skills, they need more support
programs, including in-home assistance, trained personal support workers (PSWs), mentors,
and therapists who understand their child’s unique needs. Many emphasized the importance of
hands-on, real-world practice, such as role-playing, routine-building, and visual aids, alongside
early and ongoing services that extend into adulthood. Parents also asked for more
coordination between schools, ABA providers, and community and peer-based services, and
for life skills to be taught in schools by trained, full-time staff—not sporadically. Barriers
included lack of time, long waitlists, high costs, and insufficient provider training or follow-
through, all of which make consistent skill development challenging.

“Something that would help are appropriate services targeting these skills starting
during childhood so they can master these independent living skills over time and into
adulthood.” — Parent, Multnomah

“It would help if my son was able to have peers show him, or other adults who have the
same issues show how they manage things.” — Parent, Union

To support future planning, families emphasized the need for clear information and guidance
about post-high school options, including what transition programs actually offer. Many
called for early exposure to real-world experiences—such as job site visits, community college
tours, and mentorship—from staff or peers who can inspire and guide. Others highlighted the
importance of individualized, person-centered planning, life skills training, and follow-through
from transition and vocational services. Some families noted that current systems feel
unclear, under-resourced, or even dismissive—leaving youth without meaningful preparation
or direction.

“It helps when my child sees real examples of jobs and education options through field
trips, guest speakers, internships, or videos. Example: Visiting a community college,
hearing a former student share their story, or shadowing someone at work.” — Parent,
Multnomah county

“Since the systems are failing my son, we aren't counting on them to help with further
education and/or sufficient work opportunities. My son is interested in traditional
animation, computer animation, voice over acting, content creating, video game
production, and YouTubing. There are no qualified personnel in our area to teach him...
nor do professionals know where to send him to learn more. Career programs
underestimate him and funnel him to janitorial opportunities. Without leaders having
the vision and skills to support youth in areas of work that they are interested in, they
will likely not engage in employment opportunities. Additionally, for him to receive an
education beyond high school in these areas, he would need significant support at the
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college level. Our local colleges are not equipped to help in this area.” — Parent, Jackson
county

“Writing down specific goals and working with teachers and aides to achieve them.” -
Parent, Grant

“We signed up for PreETS but the person we were paired with hasn't really done much.”
— Parent, Marion

“l want an adequate school system that doesn’t “park” youth or have them do janitorial
jobs like recycling (BSD) or other meaningless tasks.” — Parent, Washington

“If he could access the transition services at the out-of-district school he attends, he
could remain in his community.” — Parent, Multnomah

“Having employers follow the ADA without being unfair about it or pressuring my
daughter to not ask for accommodations would help.” — Parent, Curry

Mental and Behavioral Health | Substance Use and Addiction

Of families navigating mental and behavioral health needs and substance use and addiction,
only one third of families report that youth have accessed needed services consistently. Then,
while receiving care, only half of children and youth accessed educational services consistently.
Children from three families out of 34 had to enter a residential program to get any mental or
behavioral services. The lack of qualified providers, especially ones who have any background
with youth with intellectual and developmental disabilities, was called out as a dire need.

Solution-focused ideas for improvement:

Parents want access to mental and behavioral health services from a young age so they can
intervene early and set a positive trajectory. They also need providers who understand 1/DD.

“Providers!!!! We don't even know where to start...everything is geared for 7 years or
above (if that...). There's so much focus on teenagers that pre-K and under are
completely left behind” — Parent, Multnomah county

“We were on countless waiting lists that never happened for behavioral therapy. Pretty
much any type or flavor of therapy, we were willing to try and not once were we
accepted. | was trying to survive, finding a way out of decades of physical abuse while
raising two kids. We were constantly lied to, and my child was entirely failed by 'the
system'in the schools and at the state level until DHS had no choice but to support
them [in a residential placement]. It was too late to save our family. | couldn't try harder
than | did. This isn't from a lack of a parent showing up, but one person just isn't
enough. From the time they were four, we tried to get help, and no services were
available to us. If there's no one to help with things you'd have to be specially trained to
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handle, these kids are lost. Show up. Provide trained professionals who understand
autism and trauma. It doesn't seem complicated. There's no net.” — Parent, Lane county

“l have a young child [who] should be able to access and receive mental and behavioral
health care services. It's crucial and a need. It has not been easy for us to find a
psychologist for our son since switching insurance. There are no Spanish Psychologists in
our area that are available either. Maybe providing the services at home or in a different
setting such as "Forward Stride" where they have Equine Assisted Psychotherapy
outside from an office setting which will help the individual be more comfortable, easy
to talk to, develop a skill at the same time while working on their mind, body and future.
Again, this is a service for which we are on a waitlist, and which is not provided where
we live.” — Parent, Marion county

Child Welfare | Juvenile Justice

Six respondents answered questions about the child welfare system. All six said it was critically
important to provide in-home services, but only three said this has been possible. While only
two families reported involvement with juvenile justice, both had youth with IDD and IEPs and
said they were very concerned that their children would end up in adult corrections facilities.
For families in either child welfare or juvenile justice systems, communication between
agencies (for example with school districts) is lacking.

Solution-focused ideas for improvement:

The survey did not yield many ideas for improvement to help youth stay at home besides
additional services, education, and returning children to parents if they are not going to “do
their job right.”

“Help when | call DHS about finding ways to make our home safer for a child that
elopes.” — Parent, Clackamas county

However, our interviews were able to provide additional context and illuminate a pattern of
lack of accountability, follow-through, or successful inter-system coordination for families
who navigate child welfare, mental health, and juvenile justice. Several interviewees made
repeated attempts to get young children any mental and behavioral health supports.
Ultimately, these services were just not available— either due to insurance, distance, lack of
providers and programs for very young and elementary aged children, and lack of experience at
the intersection of mental health and disability. One parent shared that no support was given
until her son became justice involved and a judge ordered residential placement where he
could receive counseling. This disabled, single parent with a history of trauma from abuse feels
that multiple systems —schools, mental health, child welfare, IDD, and juvenile justice - failed
her family: “[There was no] accountability to follow through, perform, and train... endless
waiting lists... stigmatizing mothers as failures [while] impossible hurdles are created.” — Parent,
Lane county
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Conclusion | Overall System of Care Suggestions:

Survey respondents and interviewees repeatedly stressed the importance of improving service
coordination and indicated preferences for a single point of contact, a hub, or a care
coordinator to help families navigate complex systems and ensure communication across
agencies like 1/DD services, schools, and mental health providers. Families frequently
described challenges with poor communication, duplicated or complex paperwork, and a lack
of transparency or collaboration. These factors place a significant burden on parents to
manage services themselves. There is also a strong call for local, accessible services—including
mobile options and fewer waitlists—as well as better information sharing, streamlined
processes, and culturally responsive outreach.

“We were deemed "too functional" for wraparound care a year prior to the day my son
was first arrested.” — Parent, Marion county

“Considering | do all the coordinating, agency involvement tends to make things more
complex and messier.” — Parent, Marion county

“Again, we are fighting for our lives. Trying to get approval for services and getting
doctors on the same page has been like pulling nails from new wood. | think that if we
were able to be approved for services, things in our life would be a lot smoother.” —
Parent, Columbia county

“l would like for IDD to have communication with my young adult with the school and
doctor offices.” — Parent, Deschutes county

“A single care coordinator and regular communication between agencies would improve
coordination. Shared care plans and joint meetings between |/DD and mental health
providers would help align goals and reduce confusion for families.” — Parent,
Multnomah county

Similarly, responses to the "magic wand" question reflect a strong collective vision for a
coordinated, compassionate, and accessible system of care that meets the holistic needs of
children and families. Families want simplified, integrated services—a system where case
managers, providers, and educators collaborate meaningfully, communicate openly, and relieve
parents of the burden of navigating disconnected agencies and duplicative paperwork. Major
recurring desires include shorter wait times, increased local access to qualified and culturally
responsive providers, transparent information sharing, ongoing support through trained
advocates, and genuine inclusion in education—all with a goal of reducing burnout, improving
outcomes, and treating families with dignity and respect.

“l would love to see more empathy, more collaboration, families having support, kids
having support, employees having support. Working together & being honest with each
other.” — Parent, Clackamas
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“l want less assessments that end up taking away services. If parents are asking for more
services or help for their child, it’s because we need it. Assessments like the ONA are
taking away or reducing our in-home help hours.” — Parent, Clackamas

“l would like to see clearly what rights my child has, and people who want to help them
with those. | would like to never again see bureaucrats say they care but then not
actually try to really accommodate since real inclusion takes hard work.” — Parent, Curry
county

“I would love to not have to cycle in and out of care. It is so frustrating to have 12 weeks
of services with one person and then go on waitlist again and again with new providers.
Insurance isn't setting us up for success. | also think finding providers and good
providers in North and NE Portland is a COMPLETE DESERT! It is so exhausting to have to
travel upwards of 35-45 min to go to one appointment. We are tired. We need more
providers near us. We're not alone in this.” — Parent, Multnomah county

“] want to see easier access to providers, early intervention and diagnosis. Family
support and education. When you adopt a puppy, you get a pamphlet. When your child
is diagnosed with intellectual disability, you are sent on your way to figure it out for
yourself. I'm college educated and still find navigating this system confusing. Maybe we
just have a bad Service Coordinator, but our son still hasn’t received any IDD services. |
don’t know how a person with intellectual disabilities could possibly access anything
without a strong advocate.” — Parent, Lane County

“I would love to see more therapy - speech therapist, occupational therapy - in our
community since we don’t have any.” Parent, Wasco

“I would see better communication skills taught in the beginning. Mental health would be
addressed early. Children need a better sense of self. Abusive people would not get into the
system of control.” — Parent, Multnomah county

“l would love to not have to research where and how to get services necessary for my daughter.
It would be nice to have a list of resources available from doctors or have a one-time
intake/evaluation form so | don’t have to fill one out with DHS and again with IDD and again
with the school. | would also love to have the school system held accountable for ensuring the
success of their students by more than the de minimus standard.” — Parent, Washington county.

5. Please describe any limitations or challenges experienced, and recommendations for
improving similar efforts in the future.

A significant limitation was the short turn-around time between when grant agreements were
signed and when reports were due. This limited our ability to do a lot of outreach or in-person
event planning, especially because the time period overlapped with an extremely busy staff
schedule.
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Additionally, materials that would help clarify better questions, in plain language, that grantees
could pull from to frame out their outreach and collection strategies would be appreciated.

A big challenge was also that, even with our attempts to explain the System of Care — and the
systems that make it up — in plain language, average families simply do not understand some of
the nuances of the language that government officials use. This report should clearly indicate
how out-of-their-depth families navigating a child’s disability feel, especially when they are
involved in multiple systems.

6. Is there anything else you’d like to share with the System of Care Advisory Council?

Appendix A provides a visual overview of each question from our survey and the answers given.
Note: for some of the questions, there is a large percentage of not-applicable-to-my-child
responses. The actual data set required significant manipulation and filtering to compare apples
to apples.
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