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General Q&A, Comments

e What are your current strategies for engaging self advocates in initiative and program
planning and what new strategies are you considering for the next five year period?
Particularly around employment and community engagement.

o Self advocates are involved at every level of the Council and guide all decisions.
Seven of our Council members are self advocates

e Do you have a sense of how your grantees engage self advocate in program design for
awarded Council initiatives?

o [Each one is different but all grantees are required to answer this question in their
proposal and include self advocates in their program design, implementation and
evaluation. They then report in their final report about how that happened and
include satisfaction data from self advocates who were involved.



This was all very insightful. As a Residential Case Manager at To The Rescue we always
look into ways to see how we can improve. | am grateful to be able to listen in to this
meeting.

Thank you for sharing these results, very interesting!

Is the demographic data obtained through census data or is it through your survey
responses?

o There is a comparison of the census to the survey data as well as a comparison
of literature review to survey data in each section of the presentation.

Thank you for the information. | think, working with people with disabilities, it's easy to
get a lot of this information anecdotally, but to actually see the numbers behind it, seeing
who feels like they’re able to access different things, being treated with respect within
those services, | think it’s really enlightening to see where we're at as a state. Even
though we are a leader nationally, there are obviously still a lot of areas where we can be
improving and | think getting that information from people who are living it, experiencing
it everyday, is really valuable.

Comments/Questions by Priority Area

Education/Early Intervention

What | was going to add, in line with education, is that the Council should include
education within the state plan—not as a standalone effort, but as a collaborative priority.
Ideally, the Council would align with organizations that are already supporting families
and self-advocates in the IDEA space. In Colorado, we tend to operate in silos, so it’s
important that the Council lean on the organizations that are leading this work statewide,
especially when it comes to training and research. This approach strengthens the overall
impact without duplicating efforts.

The funding of early intervention in Colorado has gone through many different iterations
and there was a minor crisis this year where early intervention believed it was going to
have its funding reduced, but that ended up having a better outcome. | think making sure
the Council is advocating for stable funding for early intervention is really important. The
other thing | am hearing more about is our school districts that are further developing
their career and technical education programs and we know for awhile those were kind
of on the back burner, but now they are in the forefront again. The concern | have is are
students with IDD going to be included meaningfully in those educational programs so
that they have the same opportunities to earn an apprenticeship or certificate or have
opportunities for further employment after their high school career. So | would love to see
the Council do some research around those issues as well as some advocacy to make
sure that those students have access.



| was looking at the slide about Colorado banning physical restraints and having policies
against that, but | want people to know even though we have policies, that doesn’t mean
the schools are implementing them. Sometimes families are not informed that their kid
was secluded or restrained. They don’t get an incident report, they hear about it maybe
by another parent that noticed something, or their kid, but they never get a report.
Parents need to be able to navigate IEP and 504 plans. | do think there needs to be
more funding in educating families on how IEP works and why it's so important.

Do you have a sense of how the dismantling of the federal department of ed will impact
these efforts?

o Not yet, we are continuing to monitor

Generally, those <=21 have "better" services than those >21 regarding access to
continuing training/education, >21s who fall off a cliff. < 21 can access ARCs/ACLs can
help

Housing

There is a lot of movement on the Western Slope regarding accessible and affordable
housing. Particularly Western Colorado Alliance and GVIN (Grand Valley Interfaith
Network that includes Peace & Justice Center. They may be good groups to include for
partnering with DD Council.

In order to maintain housing if you don’t have extra support, section 8 vouchers or
unemployment that pays you really really well, you have to live in really poor areas or in
your own car in order to maintain housing these days. | am seeing a lot of people with
disabilities who don’t have employment living in their cars and in really bad
neighborhoods because housing is so expensive.

Those with high needs and/or behaviors (SIS 5-7) generally do not have access to a
host home, therefore they can only live with aging family caregivers/family. Also, having
a housing voucher is critical, but difficult to obtain. Having more housing options is
important - supportive roommates, concierge services, housing navigation, legislation
that would prioritize the IDD community for tax credits (LITECH, QAPS?) and housing
voucher priorities (811s?). | love that you are partnering with IHC.

There are many three bed staffed Personal Care Alternative Homes available in the DD
waiver that can meet the needs of individuals with high level needs including behavioral
and medical needs and the SIS 5-7 levels.

Transportation

Regarding transportation...lack of accessibility for rural areas. Jobs, participating in civic
(democratic) processes because there is also a lack of virtual options (this was



addressed in Montrose county recently with no response thus far). Also charter schools.
Gap and barrier; while there may be people who want to be in a charter school, it is the
parent’s responsibility, not the public school system here; forces people to remain in
public school even though it may not be the right fit and provides no choice.

There’s a huge gap in understanding the needs of the disability community in terms of
transportation. Right now there is no independent, unbiased group that is looking at
transportation and addressing what the needs are. We need an independent impact
analysis, and I'm hoping the Council can prioritize this, because there’s really nobody
else doing that. Fundamentally, for people to live independently, they need
transportation, and for people to work, they need transportation, so it really underlies a
lot of the other needs that people with disabilities have.

The cuts to access on demand seem very harsh

Employment

As far as employment goes, | am really concerned. It most certainly needs to be a part of
your 5 year plan. There are a lot of disincentives that are coming up that are hitting
people in every which way in terms of getting employment. One being the DVR waitlist, |
don’t know if it has gone into effect or will go into effect soon. That makes it more difficult
for people to get the services they need to find work. There is also a new HCPF policy
that would claw back earnings for anyone on the DD waiver who earns beyond the room
and board and personal expenses allotment. The proposed policy would claw back that
income to pay for some of their services. This makes a program that a lot of people rely
on for work unaffordable. There’s just so many things making it much more difficult than
it already is for people with disabilities to be employed.

On the Western slope, it's more or less a rural community. | find everyone working really,
really hard to make things happen, but there is lack of capacity to do it. It's a very grey
area right now because even though there are people who might want to do customized
employment or whatever, they just don’t have the capacity to meet the needs of the
individuals. | believe a lot of it, as probably other people on here think, there’s no
incentive for people to do this kind of work, particularly here where the pay is relatively
very low compared to the cost of living. Then that puts people in a position of “we hear
you want to do this customized employment or something that will meet your needs to
make you successful in employment, but we don’t have that space right now. There’s
fewer workers, so we can plug you all in this one area, but we can’t do anything above
and beyond.” So while the desire is there, the capacity is not.

| want to also chime in since | deal with young people for transitioning when it comes to
employment and from my 20 years of being in this work, the young people who are
successful getting jobs are the ones that have parents who are just working hard and
doing the hard work. So even though we have DVR, it's parents. | looked for the jobs, |
did those things. So if there’s going to be any funding, it definitely needs to be to parents,



because I'm just telling you without us, it just wouldn’t happen. | don’t know the adult part
yet, the older adults, but from teens to the young adults, that’'s what I've been
experiencing. So | don’t know what your Council could do, with Marcella talking about
capacity, | mean, would you guys even have the capacity to do something because |
think the desire is definitely there.

As a parent of a young man who is 22 and thinking about post secondary transition
world en route | think a lot of times what we find within the systems themselves, DVR
and different things, there is a lack of training as well. We try to be the voice for our
families and our self advocates explaining the need and the opportunity, but | do think as
we think about what the Council can do, and we know the Council doesn’t provide direct
services, and can’t, is maybe figuring out some partnering with some of the family led
groups that we have in Colorado. We do know the representation of the population
they’re serving, and how we can move the needle forward. It is the parents many times
and the self advocates themselves that find the job but then how do they get the proper
supports? Sometimes it does take the supports around you and not just the systems to
support it. A really key element is how do we train folks to understand exactly what the
families and the self advocates need when it comes to employment and how we can
build that capacity. We need to get business communities trained on what'’s possible for
our people with disabilities. Seeing what’s possible for our people with disabilities is key
as well.

For employment, some of it makes sense because of SSDI/DAC. If one cannot work full
time, the reasonable solution is to limit their hours so they can also get their SSDI

Regarding employment...DVR is going to a waitlist in 2026. Knowing other employment
supports that are available will be valuable

For employment, | think other agencies need to step up - DVR, COEF so CDDC can
focus on other priorities

Don't forget about your local workforce centers and the Disability Program Navigators
(DPNs) within them :)

Informal/Formal Services

This is something that is a new issue that has emerged this year not only in Colorado,
but around the entire country. That has to do with caretakers are suddenly taken by ICE
and a minor or an adult with a disability is left on their own or maybe even taken into ICE
themselves. There is no emergency plan on how to deal with this. People cannot choose
between supported decision making and legal guardianship if they don’t know about it.
Most people still do not know that there is a thing called supported decision making.
Some are going to court to determine whether someone needs legal guardianship or
somewhere along the lines so it gets into a grey area. | live in a smaller area where there
is a lot of Spanish speakers and there is a lot of fear right now. If there is succession



planning, it's about building bridges and having that trust with community members
already working in these spaces that look like them and sound like them.

I think that we still need to be emphasizing education around the difference between
guardianship and supported decision making. | think particularly not only the education
of families, but also education of case managers and education of transition people in
education because | think this is an area where often families are presented with
guardianship is your only option. So as much work as the Council has done, which has
been great over the last 10 years on supported decision making, | think there’s still a lot
of people who really don’t understand it or know what the possibilities are for people with
IDD, so | would encourage the Council to keep working in that area. | think we need
education for families around succession planning and how can families be thinking
proactively for when the primary caregiver is no longer able to care for the person with a
disability. What are some of the models out there of succession planning? Getting
people to think about what might work for their individual person, but also what are some
of the best practices or some of the models that are available in terms of doing that kind
of planning? | have seen the information on succession planning. | do think those are
both important issues that need to continue.

| am on an advisory committee for Developmental Pathways so | hear from the
community. There is an over reliance on aging caregivers in that independent living
space. Where that is the backstop for access to 24/7, and it’s just not sustainable for
those over 65, and also the paperwork related to that. I've also heard from families that
it's hard to reach case management to lodge a complaint. | don’t know if there’s a way to
standardize across all case management that if you have a problem you want to elevate,
here’s an obvious button to click, and if you’re Spanish-speaking or other
language-speaking, there’s a service that they might go to, so they can understand.

What exactly would informal services include?

o Along with case management that you would find in a formal service plan, some
examples of informal services are things that fit more in the meaningful life
model, so adaptive recreation, art, theater, self-expression, different things like
that that wouldn’t necessarily fit into one of these domains, but enhance life for
people with disabilities

Healthcare

I am a residential case manager and one thing | have noticed, when it comes to
healthcare is there are some resources out there but they’re not easily explained to
families and some of our members on how to navigate those systems, so it would be
nice to have an easy access to know what your options are so that when a family is in
crisis that there are options out there.



The state budget is going to be extremely impacted and | would just hope that the
Council could help advocate for fair and equitable cutting, maybe it's more across the
board but there’s a lot of discussion around children’s services versus who'’s on the DD
waitlist waiting on SLS services. There’s a big disparity in what is offered under those
waivers and | feel like there’s no one representing the DD waitlist 2,749 people waiting.
Everything from family caregivers with very high support needs, children getting cut 10%,
everyone is fighting for the limited resources that we have and everybody that’s not
represented by an agency or advocacy area is going to get lost and | feel like the DD
waitlist is getting lost in all this.

| was surprised by your numbers and hearing how many doctors don’t feel like they
really know much about the ADA or their responsibilities and the need for in home
caregivers to have more crisis knowledge. It was all very insightful and I’'m hoping that
moving forward there’s ways that we can support professionals to upskill in these areas.
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Session #3
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Final Poll For All Three Community Engagement Sessions

What Are The Top Three Items That Should Be Included In The
Council's 5 Year State Plan? Community Sessions #1-3.

3rd Choice [l] 2nd Choice |l 1st Choice

Healhcare Employment  InformalFormal Education/Early Housing Transportation
Services Intervention

All 8 Priority tems-DD Act
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