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1. Children, Youth and Families Engaged:

Of 98 individuals who began the fall feedback, 58 completed the survey, and we had 48
verified unduplicated accounts for demographic purposes.

Role:
Parents/primary caregivers (41), Resource/Foster Parent (3), Youth/young adults (2), Other
family members (2)

County:

Benton (1), Clackamas (7), Crook (1), Deschutes (1), Douglas (1), Jackson (3), Josephine
(1), Klamath (1), Linn (2), Marion (6), Multnomah (11), Polk (1), Umatilla (2), Washington (9),
Yambhill (1)

Disability representation:
Disability of parent/foster parent/family member: 14/46
Disability of child/teens/young adults: 48/48

Primary Language:
English (42), Spanish (3), Russian (1), Vietnamese (1), Other (1)

Race/ethnicity:
White/Caucasian:15

American Indian/Alaska Native: 1
Asian/Asian American: 1
Black/African American: 2
Hispanic/Latino: 5

Multiracial: 1

Other: 1

Prefer not to answer: 22

Ages of Children: (multiple children in some households):
Birth-5years: 5| 6-13 years: 46 | 18-25 years: 6
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2. Summary of Outreach Efforts:

Reminder: In June 2025, FACT Oregon reached out to more than 1,400 families to learn
about their experiences with care and services for children and young adults with
disabilities. A total of 106 respondents participated, sharing ideas to help SOCAC shape its
new strategic state plan for 2026-2029.

Fall 2025: FACT Oregon conducted a second outreach effort in October 2025 to gather
feedback on SOCAC’s Draft 2026-2029 Strategic Plan.

e 1,590 families emailed (including all original respondents)
e Reminder email sent three days later

e 476 email opens; 98 survey starts

e 69 partials; 58 full completions (59% completion rate)

3. Summary of Process to Solicit Feedback.

Emails with a survey link:

October 25: Priority Group 1 invitation to Spring participants: 95 sent, 48 open, 26 clicked
October 27: resend to non-openers: 53 sent, 15 opened, 9 clicked

October 28: Secondary Group invitation to families we have supported: 1,460 sent, 319
opened, 51 clicked

October 30: resend to non-openers: 1,184 sent, 97 opened, 16 clicked

Electronic Survey collectors: opened from October 25-November 10.

Online Feedback session email:
November 11: invitation to the 11/12/2025 SOCAC feedback session: 119 sent.

Survey Design:

The survey employed a mixed methods design that combined multiple-choice and open-
ended questions to capture both quantitative and qualitative insights. To enhance validity,
reliability, and accessibility, each section of the survey included four standardized
questions—two multiple-choice and two open-ended—corresponding to each of
SOCAC’s Systems of Care goals and their associated strategies.

To ensure that families had the necessary background to provide informed feedback, the
survey included contextual information drawn from FACT Oregon’s June 2025 outreach
and SOCAC'’s Draft 2026-2029 Strategic Plan. At the beginning of the survey, respondents
were presented with FACT Oregon’s seven key themes identified during the June
outreach. Each section of the survey began with a clear description of the relevant
Systems of Care goal and its proposed strategies. Families were also given the option to
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review both SOCAC’s full Draft 2026-2029 Strategic Plan and a redacted version of
FACT’s June 2025 Outreach Report that had been previously shared with SOCAC.

Survey participants were asked to evaluate:

How well each goal reflected the needs of the disability community.
Whether the associated strategies supported their family’s needs.
What they believed should be the top strategies to achieve each goal; and

PoObd=

Any additional feedback they had related to each goal.

FACT Oregon analyzed the data by identifying statistically significant response patterns
in the multiple-choice items and conducting a qualitative thematic analysis of open-
ended responses to determine key themes, representative quotations, and unique
perspectives.

4. Summary of Themes and Feedback on Draft Strategic Plan

Goal 1: Improve access to coordinated, integrated, and community-based
systems of care.

Q2 Do you think Goal #1 reflects the needs of the disability community?

Not really 5.80% (4!\

Yes, somewhat 27.54% (19)

Yes, very much 66.67% (46)
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Q3 Do you think the strategies for Goal #1 will support your family’s needs?

I am not sure 1.45% (1) \
No, not at all 5.80% (4) a
Mot really 11.59% (8) "“\

Yes, very much 46.38% (32)

Yes, somewhat 34.78% (24)

Overall sentiment:

- 94.21%: Goal reflects disability community needs (Q2)
- 5.79% say goal does not reflect community needs
- 81.16%: Strategies support their family’s needs (Q3)
- 17.39%: Do not believe strategies will support their family

Overall, survey participants responded positively to Goal #1, with most agreeing that
the goal reflects the needs of the disability community and supports their family’s
needs. About 1 in 6 respondents, however, said they did not believe the strategies in Goal
#1 would support their family’s needs (Q3). This suggests that certain strategies may not
reach all segments of the community or address specific barriers facing some families.

Top Themes and Strategies to Achieve Goal #1:

Strengthen System Coordination and Communication

Families identified themes related to Strategy #2 as their top strategy for Goal #1.
Although families often did not explicitly name Strategy #2 as their top strategy, their free
response comments strongly aligned to this strategy. Respondents frequently described
disjointed systems, lack of communication among providers, and the burden placed on
families to piece together services. Families want systems to talk to one another and for
care navigation to be centralized, transparent, and family centered.

Address Access Barriers

Access barriers were a major concern among respondents, including geographic,
linguistic, financial, and eligibility-related barriers. Families emphasized that “access”
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cannot be achieved through expansion alone—it requires community involvement in
decision-making and community outreach to make service availability known. Not
knowing how to access services was represented in numerous responses, such as:

“Where do we go for help for our non-verbal autistic 7-year-old?”

“No one can tell me if what help is available in a holistic way--and no system is
willing to talk to the others--so | end up getting a tiny drop of supportin some areas
while my family falls further into crisis.”

Improve Workforce Development

Families’ free response answers were also highly related to Strategy #1. Families called
for trained professionals who understand disability and lived experience and
providers who give individually tailored and culturally responsive care. The quote
below captures the overall sentiment of participants:

“Empatia poner en el lugar de la otra persona. [Empathy means putting yourself in
someone else's place.]”

Additional Feedback Related to Goal #1

Clarify Implementation and Measurements of Success

Participants reiterated the importance of Goal #1 in free responses. While many
families believe in the vision of improving coordinated, integrated care, they frequently
expressed a need for more details about how the goal will be implemented and what
success will look like. Families urged SOCAC to make the goal achievable over
aspirational by grounding it in measurable, transparent outcomes that connect
explicitly to their feedback. Participants wrote:

“l do not see how Goal #1 directly flows from the 7 Key Themes or addresses the
needs expressed by us.”

“Where are these strategies implemented?”
“Are new standards expensive to implement?”

Quality and Specialization in Service Provision

Parents repeatedly described a vision of the System of Care that meets families where they
are at and is affordable, high-quality, and custom-tailored to meet specific service needs.

“Access isn’t just about having a provider or an open appointment, it means finding
someone who'’s actually qualified to help. My kid probably has ARFID, but can | find
anyone in-network who can diagnose or treat that? Nope. And when I've taken him
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to OTs who say they have experience, it becomes really clear they don’t. They try to
use a one-size-fits-all approach that doesn’t work for my kid at all. Out of
desperation, because you can only drive to so many places and try so many things,
we stick with it thinking it might help a little. But it doesn’t because they don’t
actually know what they’re doing.”

Address Gaps and Fragmentation Across Systems of Care

Families surfaced hard truths about persistent gaps that keep this vision out of reach,
capturing the pain of disappearing supports during transitions:

“The young adult is lost in the shuffle again. After school help vanishes.”

Such responses reveal how fragmented and disconnected systems leave families feeling
exhausted and unsupported, and they offer insight into ways that SOCAC can strategically
support Goal #1.

Goal 2: Promote the co-creation of equitable policy and systems by
providers and the youth and families they serve.

Q6 Do you think Goal #2 reflects the needs of the disability community?

I am not sure 3.45% (2}\

Not really 25.86% (15) \\

Yes, very much 50.00% (29)

Yes, somewhat 20.69% (12)
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Q7 Do you think the strategies for Goal #2 will support your family’s needs?

I am not sure 1.72% (1) \
No, not at all 10.34% (6) —

Yes, very much 37.93% (22)

Not really 22.41% (13) ——

Yes, somewhat 27.59% (16)

Overall sentiment

-70.69%: Goal reflects community needs (Q6)

- 25.86%: Do not believe the goal represents community needs
- 65.52%: Strategies support their family’s needs (Q7)

- 32.75%: Do not believe strategies will support their family

Overall, families expressed moderate support for SOC Goal #2, though opinions were
divided. A notable portion of participants remained unconvinced that Goal #2 would
support the disability community or their family, suggesting a need to revisit or give
clearer examples of how the goal’s strategies will directly benefit families and the broader
disability community.

Top Themes and Strategies to Achieve Goal #2

Frame Equity as Accountability and Transparency

In reflecting on Goal #2, families framed equity in terms of accountability and
transparency, viewing those as inseparable from family engagement across services
and systems. Across responses, participants expressed skepticism that SOC’s stated
commitments would lead to tangible improvements without meaningful inclusion of family
voice in creation, implementation, and ongoing evaluation. Respondent priorities most
often aligned with Strategy #1, with some participants referring to this strategy by name,
while others described it in essence by calling for genuine, ongoing collaboration that
respects lived experience as expertise.
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“It doesn't mean anything unless its created and upheld by people who understand
first or second hand the barriers and needs.”

“We are taking care of our child and overseeing their care 24/7. A provider sees
them for 20 or so minutes. We know what it is like all the time. We know what we
need and what we don’t need and what we need more of.”

Clarify Policy Intent and Data Use

A significant number of families expressed confusion about what “equitable policy”
means and uncertainty about how the strategic plans would address their specific
needs. Respondents consistently called for clearer definitions and concrete examples
showing how these plans connect to the needs of the disability community. Several
families also raised questions about what data would be collected and how it would be
used. Some respondents were unable to answer related questions because they did not
fully understand the intent of Goal #2 or its associated strategies.

Meaningfully Engage Family and Youth Perspectives

Respondents stressed the importance of youth and families’ inclusion in the development
of structures, as well as the importance of ongoing opportunities for community feedback
to ensure transparency and accountability.

“Families need to actually be listened to and not just ‘engaged’ in a way that checks
abox.”

Additional Feedback Related to Goal #2

Enhance Communication and Engagement Across Systems

When asked to provide additional feedback on Goal #2, a key theme across responses
centered on information sharing and collaboration with families and youth. Many
families emphasized the importance of involving youth directly in policy development and
community engagement, including exploring how technology can be used to increase
participation. Respondents frequently described feeling overlooked or excluded and
stressed that policymakers must actively engage with community members to ensure
their voices shape decisions.

“[T]he policy can’t just be black and white. There are many different disabilities and
spectrums and issues involved.”

“If everyone realizes [how] important it is to help this category of people”
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Be Transparent in Data Collection and Application

Several respondents raised concerns about data strategies, including questions about
how data are currently being used, how data will be collected for underserved and
underrepresented populations, and whether data are shared effectively across systems.
Others expressed doubts about whether data truly reflect the lived experiences of the
disability community.

“If families are going to trust these systems, we need to see real changes, not just
nice language.”

A small subset of respondents questioned the relevance of culturally specific strategies.

Goal 3: Create sustainable infrastructure that increases the System of
Care’s capacity and credibility.

Q10 Do you think Goal #3 reflects the needs of the disability community?

I am not sure 8.62% (5]\

Not really 6.90% (4]\

Yes, very much 50.00% (29)

Yes, somewhat 34.48% (20)

Q11 Do you think the strategies for Goal #3 will support your family’s needs?

I am not sure 10.34% (ﬁ]\

Mot really 10.34% (6) \

Yes, very much 48.28% (28)

Yes, somewhat 31.03% (18)
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Overall sentiment

- 84.48%: Goal reflects community needs (Q10)
- 8.62% unsure
- 6.90% goal does not reflect community need
- 79.31%: Strategies support their family’s needs (Q11)
- 10.34% strategies will not support family’s needs
-10.34% unsure

Overall, families responded positively to Goal #3, with most participants agreeing that
it reflects the needs of the disability community and supports their family’s needs. A
notable minority, however, selected “l am not sure” on whether Goal #3 reflects the needs
of the disability community or if the strategies will support their family’s needs. The rate of
uncertainty in responses suggests that some families may lack sufficient information
or clarity about Goal #3 and its strategies.

Key Themes and Strategies to Achieve Goal #3

Build Trust Through Transparency and Collaborative Governance

Families’ feedback to Goal #3 reflected a strong desire for transparency, collaboration,
and practical action that directly improves their daily experiences within systems.
Respondents emphasized the importance of family and youth involvement in decision-
making processes, consistent with Strategy #2 and Strategy #3. Many families see these
as essential to building trust and ensuring that systems remain responsive to real
community needs.

Enhance Service Capacity

Families described an urgent need for increased staffing, reduced waitlists, and more
qualified providers capable of offering person-centered care. Many respondents viewed
this as foundational to creating sustainable infrastructure and directly tied to Strategy #5.
Families also noted the value of technology in expanding access—whether through online
resources, improved coordination, transparent data sharing, or stable funding systems.

“More staffing for sure. I feel like there is such a high demand for care but not
enough providers. We have been on waitlists for well over a year, sometimes several
years. More and more people are being properly diagnosed but that means we need
more specialists, therapists, doctors, etc.”

“Too many systems in place currently, not enough people to actually help.”
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Connecting System Improvements to Family Priorities

Respondents also expressed that infrastructure improvements should maintain a clear
connection to family experiences. Several families cautioned that systemic
improvements are only meaningful if they result in visible, timely benefits for those
navigating the system every day.

“I can see that this goal is focused on strengthening the System of Care’s internal
structure, and that’s important. A solid foundation can help systems work better. At
the same time, | hope there’s a clear connection between this work and what
families are actually going through every day, especially families who are isolated,
overwhelmed, and just trying to keep going... If these strategies lead to better
access, less confusion, shorter waitlists, and more people who actually know how
to help, then that would make a big difference.”

Clarity of Language: Avoid Jargon

While respondents demonstrated alignment with several of the listed strategies, no
participants referenced Strategy #1 or Strategy #4 directly or indirectly. This may indicate
limited understanding or perceived relevance of those strategies to family needs and
priorities.

Mirroring patterns seen in responses to Goal #2, a notable portion of families reported
confusion about the language used to describe Goal #3. Respondents found phrases
such as “sustainable infrastructure” or references to SOCAC unclear or overly abstract.
Families expressed a preference for plain, accessible language and a desire for the plan
to explain how proposed changes will translate into concrete improvements in services,
access, and support.

“I'think you should get rid of all the fluffy terminology ‘sustainable infrastructure’—
just offer services and make them easy to receive.”

“I’m not sure. This is a lot of nice language toward a lofty goal, but | think that unless
there is more funding involved that goes toward meaningful training, we won’t see
this happen.”
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Additional Feedback Related to Goal #3

Strengthen Connections Within Communities

Families expressed deep concern for both their children and the broader disability
community. Respondents highlighted the disparities faced by rural families and young
adults, noting that these groups often feel overlooked and under-resourced. Many
emphasized the importance of community involvement and called for more opportunities
to connect through events such as town halls, community fairs, and other gatherings
that foster dialogue, share information, and strengthen relationships between families,
providers, and policymakers.

“It all goes back to relation, building relationships, earning support, happy people
have more capacity to get things done. People need to feel heard and valued.”

Several families also expressed gratitude and appreciation for the ongoing efforts to
support them, acknowledging the positive intent behind the goals. However, numerous
respondents continued to stress the need for clear and specific guidelines outlining how
strategies will be implemented and how families will directly benefit. Many shared feelings
of frustration with current structures, citing limited resources and insufficient
accountability. Families repeatedly called for stronger community-led oversight to
ensure transparency and sustained progress.

Goal 4: Transform the systems that serve children, youth, and families.

Q14 Do you think Goal #4 reflects the needs of the disability community?

I am not sure 8.62% (5)
No, not at all 1.72% (1) \

Mot really 1.72% (1) e

Yes, somewhat 17.24% (10)

Yes, very much 70.69% (41)
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Q15 Do you think the strategies for Goal #4 will support your family’s needs?

| am not sure 8.62% (5)
No, not at all 3.45% (2)\ \

Not really 3.45% (2)\

Yes, somewhat 18.97% (11)

Yes, very much 65.52% (38)

Overall sentiment

- 87.93%: Goal reflects community needs (Q14)

- 8.62% unsure

-3.44% say goal does not reflect community needs
- 84.49%: Strategies support their family’s needs (Q15)

- 8.62% unsure

- 6.9% say strategies would not support their family

Overall, families expressed strong support for SOC Goal #4 and its strategies.
However, a notable minority expressed uncertainty or said that strategies would not
support their families. This indicates a need for clearer communication about how Goal
#4 and its strategies translate into direct, tangible support for families.

Top Themes and Strategies for Goal #4

Prioritize Family and Youth Engagement

A significant portion of respondents expressed strong support for the strategies
associated with Goal #4. Families explicitly referenced all five strategies connected to
this goal, with Strategy #2 receiving the most direct and enthusiastic support.
Respondents valued Strategy #2’s emphasis on engaging families and community
members, noting that meaningful collaboration with those most impacted is essential to
building trust and ensuring equitable outcomes. Even among those who did not
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specifically name the strategy, many described priorities that closely aligned with it—
particularly the need for family and youth involvement in system improvement.

“Honestly all the Strategies are important and necessary in order to make the
changes you are proposing. | love that you are trying to get feedback/brainstorming
from the community as you update your definitions of the Systems of Care.”

Strategies #3 through #5 received moderate levels of support, with several respondents’
expressing particular excitement about the cohort model described in Strategy #5.
Families saw this approach as a promising way to ensure their feedback was utilized.

Workforce and Resource Development

Among respondents who did not explicitly reference a specific strategy, a substantial
portion echoed the intent of Strategy #4, emphasizing the importance of increased
funding, greater resource availability, and access to high-quality, well-trained, and
culturally responsive providers. These families saw investment in workforce
development and stable funding sources as critical to sustaining effective education,
mental health, and behavioral health system.

“To support youth with disabilities at the community level the funding might need to
be reallocated.”

“Asking families what would be most helpful. Letting us know what is practical or
what budget might look like for such changes. Hiring more caseworkers to help
lessen the load of DD services caseworkers.”

System Navigation and Communication Challenges

In contrast, Strategy #1 garnered the fewest direct references. While some families
expressed interest in more training and opportunities to better understand how to navigate
systems, others emphasized that they already know what is not working and want to see
tangible change rather than additional attention given to the failings. A small subset of
respondents also shared frustration and confusion regarding the language used in the
strategy development process, noting that overly technical or abstract wording can make
engagement and understanding more difficult.

“The system feels like a maze now, particularly for new families. Most of us learn
how to navigate through efforts of other families. More transparency would be very
helpful. Families are already overwhelmed, especially when they finally get to a
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point of a diagnosis. They don't need more appointments and games of phone tag
just to find out what kinds of resources might be available to them.”

Overlook of Families’ Vision

Overall, families consistently emphasized the need for systems that are easy to navigate,
transparent, and equitable, and that are supported by people who genuinely care and
understand each family’s lived experience. Respondents described current processes
as confusing and overwhelming, particularly for those facing intersecting barriers
related to language, transportation, or involvement in multiple systems. Families also
expressed a desire to stay connected as a unit, to see youth meaningfully engaged in
system design, and to see tangible increases in accessibility of resources.

“Insistir y hacerlo [Keep pushing and make it happen.]”

Additional Feedback Related to Goal #4

Streamline Access

Families consistently emphasized the importance of strong, sustainable capacities of
care and expressed a deep desire to access the services their children need without
unnecessary barriers. Respondents shared that access means more than simply
increasing available resources—it also requires creating low-barrier pathways for families
to use those resources effectively. Families identified challenges such as administrative
complexity, excessive paperwork, and restrictive eligibility processes that can make
obtaining supports overwhelming or unattainable.

“There might technically be funding out there, but the process to access itis so
complicated and frustrating that many of us give up. If | need something simple like
sensory tools, | have to get a prescription from a doctor, send it to insurance, wait
for a denial letter, and only then can | try to find another option. By that point, I’'m
burned out and end up just going to Amazon and putting it on my credit card,
because | don’t have time or energy for all the red tape.”

“If the system wants to be truly supportive, it needs to remove barriers, not create
more of them. A strategy focused on accessing resources should also include
simplifying how families use those resources, otherwise, it’s just support that looks
good on paper but doesn’t help in real life.”
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Ensure Wellbeing

One family highlighted the need to support and sustain the wellbeing of service
providers to prevent burnout and improve the quality of care. Another family expressed
the value of mentorship opportunities for children with disabilities, underscoring the
importance of community connection and long-term support networks.

Address Implementation Gaps and Systemic Distrust

Along with practical concerns, some respondents voiced disillusionment with the
broader strategic process and a sense of distrust toward government implementation.
These families felt that while the intent behind Goal #4 is promising, there remains a gap
between community feedback and meaningful, visible change.

“This goal was so discouraging to read. When SOCAC sought the feedback that was
used to develop the 7 Key Themes, | thought it was because the state was wanting to
implement change. We all know change is needed. This is just more study and talk
and report creation, plus a cohort that might make things better for a tiny group.”

“Parents need to understand. The system feels like they’re trying to trick us to not
know ourrights.”

Looking to the Future

Respondents also demonstrated future-oriented thinking, raising thoughtful questions
about how decisions would be made and evaluated moving forward.

“Curious how you'll decide which 3 reasons will have pilot programs and how you
will measure success (or lack thereof).”

“How will you make sure you are getting all different communities?”

Community Hope

Despite these concerns, a number of respondents expressed hope and gratitude,
recognizing the potential of Goal #4 to bring about meaningful, community-informed
change if implemented with equity, transparency, and accountability.

“Implementing the right structure of services in the government level will change the
perspective of people.”

Goal #4 is critical for creating lasting, positive change. Ensuring that reforms are
equitable, community-informed, and data-driven will help transform systems in
ways that truly meet the needs of children, youth, and families.”
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5. Please describe any limitations or challenges experienced, and
recommendations for improving similar efforts in the future.

One key limitation of this effort was the compressed timeline provided by SOCAC for
completing both high-quality community engagement and the comprehensive
quantitative and qualitative analysis of the data received. The short turnaround limited
the depth of outreach possible, particularly in engaging underrepresented communities
and allowing sufficient time for meaningful feedback collection and synthesis.

One challenge involved a high drop-off rate among survey participants. Several
respondents reported experiencing technical difficulties that caused the survey to close
unexpectedly or fail to save their progress. This may have reduced the overall completion
rate and limited the breadth of data collected from families who began but were unable to
finish the survey.

Looking ahead, FACT Oregon recommends several improvements for future efforts of
this kind. First, plain language materials should be developed and distributed to ensure
that community members can fully understand and engage with complex government
reports. Second, community partners should be provided with extended timelines or
clearer guidance to support thoughtful data collection and reporting. Allowing more time
and structure would help ensure that the final findings reflect the nuanced and authentic
priorities of the communities served, leading to more equitable and actionable
outcomes.

6. Anything else to share with the System of Care Advisory Council

FACT Oregon extends our gratitude to the System of Care Advisory Council for inviting us to
help ensure that the perspectives of families and children with disabilities are meaningfully
represented in the strategic planning process. We value this partnership and remain
committed to supporting efforts that promote disability justice and strengthen systems of
care across Oregon.



