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.SELF-ADVOCACY

Speak up for yourself.

Opportunity to use your own voice.

Having your voice heard.

Self-advocacy means able to be heard.

What is advocacy? Us, right here!

An unheard voice.

| like my own voice.

Advocating for myself and others; having boundaries respected; being seen

and heard.

To stand up for myself and being the person that | want to be, not let

everyone define just because I'm disabled.

Most important is our life and being the people we want to be.

Self-advocacy means being able to ask for and receive support the way |

want them.

Building skills to set boundaries and navigate new needs and situations.

Learning skills from each other.

Partnership

Getting together.

Getting comfortable speaking up.

Speaking up for yourself, making sure your needs are met, speaking up for

others.

Treated like your opinions matter. Being a part of the conversation.

To be included in decision making.

Community outreach — open all platforms and equality.

Giving voice to your own wants, needs, desires in life and voicing what may

hinder those goals to get support when needed to achieve them.

Advocacy means having your hopes and dreams, and that which you find

challenging you can have help.

o Letting wishes, dreams, and values be known.

o Making my own decisions. | like to follow my own path. Help out people with
their goal. | have my own goal. | never give up on myself or other people. |
like to support other people’s roles and goals.

o When | am feeling overwhelmed, | speak to that and ask for what | need
(take a break, go for a walk, etc.).

o Not being badgered by others or made fun of. Participating in groups that are
important to me.

o Learning about self-advocacy resources. Know to navigate the system so we

can connect and advocate for our community.
o Self-advocacy means freedom of choice. \
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o Getting groups together help bring self-advocacy to the Oregon Coast and
have a voice in what individuals want.

o What is most important to you? Being positive! R-E-S-P-E-C-T! Belonging!!
Relationships. Sense of community! Freedom!

o Connecting with current self-advocates. Outreach to new counties,
resources, and other non-profits.

o Being a leader, networking at outreach events with others. Advocacy
activities around other counties. Being a president is the biggest
accomplishment to me.

o Taking the reins, taking back control, and making your needs known so that
others aren’t assuming control over your life and taking away your agency.

o Being able to do, say, and think whatever we want.

o Being the “captain” of your own destiny. Giving voice to my needs, wants,
desires, hopes, fears and actions. | am the judge of my life and what my
daily activities shall be!

o Being a voice for equity in our community. Getting needs met.
Communicating needs.

o Programs and services for those who fall between the categories of not
disabled and not “disabled enough” for the services that exist. Peer mentor
programs? Life skills support but not a DSP?

o More support and inclusion of those who have complex communication
challenges.

o Starting where a person is; even learning what the word “advocacy” means —
from daily choices to laws that impact our lives.

o Self-advocacy is the action of speaking up for yourself. Being assertive

about your needs, knowing what resources are available and knowing your

rights.

Able to tell my needs and have people listen to me.

Knowing your needs and how to express them.

Call to attention.

Being able to make the changes you want in your life and having control

over your life.

Being proud of who you are. Knowing you have the power to make a

difference. Celebrating your unique strengths.

o Having space, skills, and support to ask/say what you need and make it

happen.

Speaking for yourself and taking charge of your life.

o Being heard and respected as the expert in what you need and helping
others get what they need.

o Honesty é
\
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o Perspective sharing.

o Individuals who are directly impacted by local, state, and federal laws
speaking up for themselves and their rights.

o Self-advocacy means speaking up for my needs and wants for myself and
those who cannot speak for themselves.

o Learning to advocate for myself and letting that learning enrich my support
work with other people, and vice-versa.

o Self-advocacy makes sure action is made for all voices. It's been a long
history of not being heard and we now demand ACTION.

o Empowerment. My voice represented. Engagement in policy.

o Being able to have a voice. Having a say in what is best for self. Giving a
voice to those who may not feel comfortable sharing.

o Helping new people become self-advocates.

o Learning so | can become a better person.

o Speak up for yourself.

o Help one another.

o It's a lot of work. Lots of things! Telling your story.

o Self-advocacy means not letting other people decide what’s best for you.

o Self-advocacy means everyone has a voice and is able to make their needs
and wants known to others, and those needs and wants to be met.

o Speak up for me and other people. Teach other people about self-advocates.

Bring more people to self-advocate groups.

o Self-advocacy means telling others what you want and need, and ensuring
your needs are met. It means being assertive enough to stand up for
yourself against discrimination and bullying.

o We want to be ourselves — It's been like 50 years, got people not telling us
what we can and can’t do.

o Repeating the same messages and not seeing things change.

o Do you have places and opportunities to have their voice heard to have
changes happen? Yes and no, because you get the runaround by people
passing you from one person to another with no help or resources.

o Self-advocacy is essentially being willing to negotiate your personal interests
at the table.

o What does self-advocacy mean to you? Being a leader, supporter, and
advocator. Bringing back information to other advocators. Being on an
advocacy board. Bringing information back to self-advocates. Wanting
information. Networking, research. Attend trainings, meetings, conferences,
learn new skills and tools.

o Educating others about who | am and how and why | make my own

decisions!
\4




o What is most important to you? Connecting with other self-advocates to
make a community board in my area for self-advocates to learn how to
advocate for others in the local community and group homes, and other
services and I/DD programs.

o Self-advocacy: The person with lived experience advocating for themselves!
Empowering yourself to follow your dreams! Advocating for the broader
group! Collaborating!

o Rejecting what the future looks like by creating better standards for today.

o Self-advocacy is gaining skills to feel empowered to advocate for yourself!
Making your own choices! Freedom to make bad choices!

o Learning about the different walks of life.

o All of these because each one affects the other.

o Doing things on your own.

o What is important? Choices — the power of our lives. Career/work. Hiring
workers/caregivers. Place to live. All aspects of life are interconnected.

o Independence.

o Most important is that we are ourselves, and to be independent.

o Ways to get around; being able to get places without relying on my parents.

o Transportation; ways to get around. Schedule. Reliance on and schedule of
public transportation.

o Transportation

o Accommodations and access.

o Relationships, having a voice.

o Family

o Relationships and relationship rights.

o Building relationships — choosing your people and services.

o Relationships with DSPs, with partners. Improve communication.

o Meeting other people.

o Relationships. | like choices.

o Strong, long-term relationships with DSPs.

o Health. Friendships. Being out in the community and building relationships.

o Money and financial security.

o Money and housing. You need a good place to live and money to have a

place to live.
o Housing, money to live like an adult. You have no money to live on. The state
requires so much money for foster homes and group home to care for me.

Accessibility. | cannot always get around everywhere. It is just not enough
resources for help and support for that. é
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Housing for everyone.
Most important: Housing.

Self-advocacy to help me live on my own someday.

Housing, independence, money, being included.

My job. Because | get paid, and | love my co-workers.

Boss

Safety

Health

Health: Having people who can help me take care of my health and get to
the doctor.

Better primary care.

Health. The importance of health and getting better care because | think
some things get overlooked because some people aren’t able to speak up
and ask the right questions. And doctors aren’t asking or kind of prodding
and trying to find more information on their own.

Health and healthcare.

Access to healthcare coverage. What to do.

Better explanations for healthcare.

Access to affordable dental care coverage.

Topics important to self-advocacy: Education.

I’'m interested in policy changes regarding children with disabilities in the
schools.

Self-advocacy gets my foot in the legislative door.

Teaching others about self-advocacy. Advocacy at the Capitol.

| like to go places. | know the senators.

Being able to advocate for your personal needs and wants to help yourself
live a full, inclusive life.

Most important: Money, Health, Housing, Relationships, Transportation.
Helping others and helping myself. Things change. Teaching others.
Having a voice. Transportation. Meeting new people.

My family, my health, my sanity.

Health, housing, money.

Housing, Health, Relationships. EVERYTHING!

Social groups, disability job searching, health, self-care.

Asking questions to clarify needs (Is my paycheck ready? Can | add an hour
of work? What time will the bus be here? Secret Santa?). Relationships.
Take photos. | like to paint, swim, go places, to spend time with my family.
It is to advocate for myself in any area of my life, both personal and social.

Self-Advocacy means changing the systems that oppresses us, pushing for
\4
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Self-Advocacy to me means access to education, being given the same
opportunities as anyone else. People giving me the time and support to learn
things teach me about political self-systems and how it impacts me, my
community, my services.*

For me, being a self-advocate is that by acquiring services and
accommodations in my community and state, | can navigate both the school
and public service system to assert my rights as a disabled person.*

How to protect children when they are adults, how to take care of those of
the networks from sexual abuse.”

How to care for those whose money is not taken away by social security.*

| am addressing my concerns or a difficult situation, something we will have
to talk about to advocate for oneself who can learn it in any field.”

Regional Reps: Pushing the limits and kicking the dust.*

Boundaries, Respect, Education, Professional, Access, Assistive Tech.*
Housing Instability — Food.*

Housing, rent control, systems education, including why it is important to our
community now these systems control the rules and funding for our support
and services.”

Getting paid just like everyone else in the room.*




| SOCIAL JUSTICE: ABLEISM

o What is ableism? Stereotyping people with disabilities.

o What is ableism? When the server assumes | won'’t be paying for myself
when I’'m out with a friend.

o What is ableism? When my teacher said | couldn’t get a job. When | went out
and got one that day!

o What is ableism? When people with disabilities can’t get married.

o What is ableism? Social justice: “forcing” people to get a guardian; lack of
“professionals” making real change.

o What is ableism? When a boss tries to take advantage of a person with
disabilities.

o What is ableism? Verbal abuse.

o Ableism is the conscious/unconscious biases against a person with a
disability. It's a form of discrimination.

o We want to learn more about how to self-identify ableism. We are naturally
so trusting.

o Speak out to agencies who cause ableism and educate them (i.e.: go to
housing authority advocate for system transparency and ease).

o Addressing implicit bias within systemic change, exploring those. What is
assumed to be true and what are the consequences of that?

o Including voices of those with lived experience. Diversity of support.
Engagement in community needs.

o As support, step back, listen, and watch. Doing for others who can do it
themselves. Mindful of others and listening to others. Don’t ask me.

o 1. 1say “no thanks” politely, know they mean well. 2. Ableism is the
assumption if it works for you, it works for everyone. 3. Microaggressions
and pitying. 4. Leadership is role-modeling what must be done and how it
must be done. 5. People need to ask before helping but also willing to offer
whatever help the person needs.

o When you deal with ableism how do you move forward? | want to make
people happy. What is ableism? What is leadership? People.

o Ableism: Bullying in school; accommodation in education; teachers and
students; discipline in schools; job applications inaccessible; housing
applications inaccessible. What kind of workshops: concepts like ableism —
talking with organizations about what ableism is.




o Ableism to me is bullying. Go to school to be mentor. Leadership to me is
advocate, set the meetings and inform. Also stand beside you.

o Self-advocate by advocating for self and others for jobs in community. Have
a voice. Have people to continue to speak up for self. Discriminators need to
be talked to and educated.

o What | could say is one of my friends who | know well, he’s got spina bifida.
And he works at a store but his boss changes all the time and he can’t
access the online version so he can’t connect to it. Heeds transportation
through a bus system to pick them up right from door to door. He keeps
telling himself it doesn’t work but they’re not understanding that.

o Ableism: | was just thinking that training for business and community
members on how to treat people with disabilities, how to be inclusive. |
believe grocery stores and other businesses that weren’t known in the
community - like everyday businesses.

o Disability rights curricula which was signed in 2004 which states that all
schools from elementary all the way to high school must teach about civil
rights movement, the disability rights movement that happened here in the
United States. That has not happened. There’s no schools that do that to my
knowledge and that’s another layer. That’s important not just for personnel
but for kids with disabilities. Gives info to kids with disabilities that they do
have a right. There is a history. And there is advocacy in there. Even though
most students aren’t disabled in schools, it doesn’t matter. It’s still good for
them to be there. Cause even those who don'’t ook like they have a
disability, that person could still have one if it could be missed. And then that
excludes them because there’s not enough information and the person gets
failed in school or whatever. Just because they’re misunderstood and being
told they’re just being lazy, or whatever when they’re actually not. They have
a valid reason for it. There are a lot of teachers, whether it’s in special
education or in regular classrooms, speech pathologists. All personnel that
work in schools. They would also be highly beneficial to have these types of
trainings. Professionals such as bad teachers. Plus, special education is the
largest body of students that they work with. It's important they learn about
ableism and how to interact with people who have disabilities.

o 1. Try to speak up for self; reach out to someone that can help advocate. 2.
Discriminating people with disabilities. 3. Training that can help community
understand their rights as someone with a disability. 4. To lead, guide,
advocate; to be the voice/justice for the disability.



o Go get help. Workshops on not discriminating against disabled persons.

o What to say when ableism occurs: That's not acceptable. I'm not going to put
up with this.  am an adult.

o Help with mental issues and want assistance with helping. Building
confidence. Walk-ins, check-ins, wanting to understand, tap into uniqueness.

o Ableism — | would like to see public schools introduce these ideas to
students before graduating high school. Bring greater understanding and
inclusivity to the community.

o Address in our schools at a young age — get rid of “pre-conceived” models.
Parents tell their children not to stare.

o Train providers to ask before they act. Check your micro-ableism. Don't
make assumptions. Ask customer’s opinions. Check in with customer.

o Social Justice: What is Leadership? Lead like Rainbow Dash!

o Social Justice: What do you want to see? Social groups, sometimes you
need to start the groups! Peer to peer / family to family.

o Bullying. Go to schools to mentor students. Leadership is an advocate, set
up meetings. Stand alongside me.

o ldentify our experience of discrimination. Talk about what we can do about it.

Find ways to share our stories of discrimination even though we have laws

against discrimination with community leaders, educators, servicers.

Discrimination

Assumptions

Bad influence — troublemaker.

Educate, engage in conversations, and hold people accountable. Ableism is

any action that treats someone else as less than because they have a

disability regardless of whether physical or invisible. Workshops around

micro-ableism — how to spot it, how to address, and how to support.

Leadership means mentoring, guiding, and being an example to others. |

would like to see people be treated with respect and given choices to make

decisions. Have ableism called out and changes made in our communities to
support everyone. Ex.: ensure sidewalks are accessible and crosswalks
have visual and auditory cues.

o When you deal with ableism, how do you move forward? Letting it go. What
is ableism? Size, age. What kinds of workshops and trainings do you want
for our community? | would like to see an ableism workshop. What is
leadership? Leading the way. How would you like to see ableism be
addressed in our community and services? More support about ableism.

O
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o Racism and ableism often go hand-in-hand.

How to move forward? Talk to the person.

o Speak up about it. Make sure to have the conversation. System of
discrimination and prejudice against people with disabilities. Ableism 101:
How to confront ableism. Leadership is a combined effort to make things
better for all. Talk about it.

o When dealing with ableism the best thing to do is talk about it.

o Ableism and Services: Accessibility must beat the forefront in planning. Plain
language used for all documents. People with disabilities working in
services.

o Address in services ... Have training for everyone who gets services.

o Housing and Ableism: Apartment elevator broken. Contacted news outlet to
bring awareness about this access issue.

o Ableism Question: Bathrooms that aren’t accessible — advocated to make
changes at work.

o Trainings: what to say and what not to say to people experiencing

disabilities.

Accessibility workshop. Intersection of ableism.

Workshops? Basic education on what ableism is.

Workshops? Bring multiple community groups together.

Workshops? Encourage corporations to support advocacy groups.

Everyone at our table would love to have a workshop we could attend to

learn how to better deal with ableism.

More education about ableism for our DSPs and PCWs so they are well

informed.

o We need more trainings on ableism microaggressions! “You’re so inspiring!”,
“She’s so articulate!”, when people talk to the DSP first! Or when people use
a childish voice. NO “MENTAL AGE” B.S.!!!

o Microaggression vocabulary. Teach how hurtful words can be.

o Workshops for our community: Training for provider on diversity and ableism;
first responder training on |/DD community; judicial branch training on 1/DD
community.

o As a DSP, | return the focus to the person I'm supporting. Ableism is
assuming someone can’t do everyday things. | think training for DSPs should
include how to redirect people in the community. Leadership is setting an
example and modeling behavior. | would love to see DSP training about
redirecting back to the person being supported.

o Best Quote: “More education on navigating the system”.
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Make college more accessible!

Lead by example. More community access.

o Leadership is collaborative and involves listening to those who are being led
to ensure that everyone’s needs are met, and everyone can do what’s asked
of them.

o What is leadership to you? Leadership is being a leader on a board who is
educated with information on helpful and useful skills, topics. Trained
advocate that serves as a leader to other self-advocates.

o What is leadership? Being a role model to those in need. And to be
supportive and assisting the best you can to help the people or the group or
community the best way you can.

o Leadership: Keep people informed; solidarity standing alongside you;
facilitates meetings; mentorship; advocates. Addressing ableism: Speak out;
talk to housing authority to advocate for system transparency.

o Leadership? Modeling; having people to explain hard topics; teaching
advocacy.

o How would you see yourself as a leader?” Hearing from them so you
understand what they want and what you can do about it. How should
ableism be addressed in community and in our services? Have a lot of
people out in the world to reach everyday community. Remember how big or
small — groups, individuals — I'll just to get everyone informed — be a part of it
and also put yourself in there. Put yourself in a person’s shoes and then
you’ll know how hard it is to be like us. Raise awareness about ableism.

o Leadership to me is like someone you know and help you. And they know
what they’re doing.

o Leadership is someone that can explain tough questions. Is honest,
compassionate, and has others’ best interests in heart.

o Thinking outside the box. Accepting differences.

o How to move forward: Self-care; communicate with one another about when

ableism happens. What kinds of workshops and trainings: Hands-on classes.

| want more legal help with discrimination! Banned from bowling. | want
better outreach for my community. Dating - willing and able life partners.

Give grace and benefit of the doubt.

Education without shame.

Grace for yourself after teaching, leading and let others know your needs.

Communities to be educated in what ableism is about! Treat individual with

dignity and respect.

To respect the disability and to have equal opportunity to be treated with

dignity.

o When people need help, help them.
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When dealing with ableism — how do you move forward? You prove them
wrong.

What kinds of trainings and workshops for our community? How to treat
people with disabilities. Treat them as normal even though | know some
people don't. Is a term normal as | see it. | respect that. But just being able to
pay attention to each person. And to get to know what they need. Put
everyone in the same category because not one person is the same.

What is ableism? Being judgmental, criticizing, discriminating and not seeing
the person for who they are as a whole.

If faced with ableism — | prove them wrong and tell them to watch me.

My things are things like relationships because if it wasn'’t for the Arc |
wouldn’t know the people | know.

I've had to speak up for myself a lot when the people told me no, | can’t do
this. | can’t do that, because | have no arms and legs, | have hands and feet.
So, people look at me and think I'm not smart. But when they don’t get to
know me, they don’t see I’'m capable of doing stuff.

| could do more than what people think. My physical appearance didn’t make
people say no | can’t do something or work somewhere.

Other “isms” within the ableist group: What is a norm? What is normal?
Relationships — better integration between — whoops — neuro “normal” and
neuro “diverse”.

What kinds of workshops and trainings do you want for our community?
Outreach with other advocates in the community.

Ableism is not believing ABA survivors when they say that this ableist
intervention has traumatized them / is traumatizing.

Accessible education means the abolishment of PBIs.

If I had been labeled earlier as Autistic, | would have been able to take the
classes | had.

Giving examples, have experienced self-advocates like LR give trainings and
share experiences on all kinds of topics.
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Equitable access to info.

| am missing information.

As a person with autism, | feel like in the handbook of life, | feel like my book
is missing pages.

Why are we just now talking about this?

Boundaries within roles.

Scenario practice.

Take your time. Take all the time you need to get to know yourself.
Alternatives to sex.

Truthful and factual information about one’s body. All beings are sexual
beings. Not avoiding the hard info but reporting facts.

Difference between different types of relationships, can be confusing — what
is appropriate.

Learn about different kinds of relationships: friends, professional, community,
sexual/lover.

It makes relationships hard. Not sure how to bring up hard topics.

| am not sure how to deal with secrets and what’s OK to keep private.

You have to watch out for arguments that could ruin dating relationships, can
cause damage to each person that can cause a conflict of problems and not
be able to let it go!

What would help now? Honesty and how to earn trust. Videos to learn what
does a healthy relationship look like, how to set boundaries, how to
recognize abuse, and what respect looks like.

Better wisdom, TEDx videos. Learning to speak up.

Therapy, talking to family with a facilitator.

Music therapy. Mindfulness.

Providers (DSPs/PSWSs) who specialize in this field.

| think having a support group and education for those who do not have
family/natural support. A place for people to have safe, accessible education
and support. How to know what'’s legal and consensual. Trauma-informed.
Sex positive. Support line for people to call when there is an issue, they
need help in. (Resources and support line, not therapists).

It has affected me in my current relationship. My parents have taught me a
lot, and | have support providers that have helped. | felt like | have had to
navigate my trauma and insecurities a lot. Luckily, | am young, so | see
changes, but there is still a lot of need for improvements.




Wished you learned? How to choose a partner.

What do you wish you learned? More health classes for people with
disabilities. How does it affect you? Having a disability in a relationship. What
would help? How to date, a dating class, a relationship class.

What you wish you learned: About staying safe and learned in school or from
others. Dating and meeting someone who does not have a disability. Had
more opportunities when | was younger, communication skills. Opportunities
to host a social hour for single people.

How to meet partners. How to Date. Dating language — how to ask people
out. Organized social meetups.

Be safe like the other people — friends. Don’t walk with a stranger. Do not
steal candy from the baby. Would like to learn more about sex life —
romance. Kissing on the lips. Will you marry me?

Belonging — realistic expectations; dating significant other; searching;
neurotypical / neurodivergent — can the 2 meet — dating.

Love on spectrum: I/DD + I/DD, non-I/DD; age differences.

How has not learning enough about relationships and staying safe made
things harder for you? Being shy in general for me. Just getting to know
people gradually. Didn’t have it on my terms. | was over sheltered growing
up. Didn’t have the freedom to interact with others and learn from others.
Boundaries and beyond; what do you wish you'd learn and what things about
relationships and staying safe? In school or from others? How to use
protection safely and how to have healthy relationships.

Not learning made it harder to build relationships.

A lack of socializing didn’t help. Having a class offered by people with DD,
someone you’re comfortable hearing that info from. Someone who is trusted.
What would help you learn more about relationships and staying safe now?
Good support, friends, those who understand and better guidance. Those
are all really great. Just having skills on how to make sure that people
respect your boundaries. In setting boundaries.

Personal research on healthy relationships. Finding like-minded peers.
Everything negative relationships is going to happen again.

Wished you learned? How to say what's OK and what'’s not for them.
Wished you learned? To watch out for people who will take advantage of
you.
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(1) Psychological fundamentals of a relationship. (2) Not knowing when to
walk away. (3) Social and relationship psychology class in school.

(1) Lack of education in institutions — said it was dirty and bad. (2) Old man —
time has passed. - Finding out my attraction later on in life. - Discovering
more about my life later on. (3) Advocating for healthy relationships.

(1) Learn more about how to meet potential partners. Ask people on a date.
(2) Lack of knowledge — what first steps to take? (3) Learning about
online/in-person learning opportunities.

(1) I wish | had learned that there are more than one type of romantic
relationships and how to stay safe in a non-heteronormal relationship. (2)
Not learning this caused me to be in unhealthy relationships. (3) Listening to
other people’s stories about relationships

(1) How do we learn or identify when someone does not really care or like
you? (and manipulation): (2) Appropriate relationships. (3) Be healthy in
relationships by not being pressured.

(1) The fine line between persistence/stalking. (2) I've had some folks
misinterpret my behavior and intentions. (3) Continued education.

(1) How to set healthy boundaries. (2) Allowed people to take advantage of
me. (3) Boundaries.

Boundaries and Beyond “Belonging”: What you wish you learned: Healthy
relationship; dating; safe sex; know about STDs and prevention; learn to be
open, talk openly.

What would help? Teach more people about sex education. Accessibility to
learning. Having a wide range of speakers on the topic.

How it affects you: Not having education in school. Possibly getting STI.

It is hard to get out of a relationship. Hard to know when to keep quiet.
Help? Sex ed for adults. Learn about how to build trust.

Sex education for prepubescent youths.

Talking to kids before sex starts.

Relationships more difficult not learning about sex education from parents.
Sex ed in school.

Wished you learned? How to be in a relationship. About STDs. How to use a
condom.

Wish you had learned: Sex ed; no sex ed in school, no info on STls, more
than just showing how to put a condom on, domestic violence and good
relationship not discussed. Impact of level of education: sexual abuse / toxic
relationships, making relationships a lot harder, arguments/conflict
resolution.



o O

O O O O O O

O

Sex education — just how to put a condom on. Make relationship a lot harder
like sexual abuse and bring in toxic relationship. Learn about toxic
relationships more. Get help if you are getting into bad relationship. Take
class about sex education. It will be helpful.

Lack of education about right and wrong relationships. What would help?
Learn more about relationships; learn more about sex ed; get resources:
Planned Parenthood, taking classes about sex ed.

Reproduction services explained (forced sterilization), should be their choice.
If having children — should be able to keep if they want to.

Safe sex with kids under 18. Sex education.

Learning about “parasocial” relationships; relationships online with people
who are not friends (dangerous).

How can | learn about online relationships where | can be scammed?
Navigating Internet relationships. How do we know who is safe? How do we
meet others? The conversation never ends.

Computer safety. Need more classes for ALL ages. Cannot learn it all in high
school. Things evolve rapidly so education needs to keep up. Funding for
continued sex ed.

Curriculum — justice, identity, bodies that look different.

What do you wish you learned? How to not be taken advantage of. Knowing
your worth. It's okay to say no. Setting boundaries is okay. How to be in a
good relationship. How to move on and stay positive.

Learn about boundaries; saying no or stop ... and what to do when people
don’t respect what you say.

When children start asking questions, it’s time to give answers. Online
predatory behavior should be part of the curriculum.

Help me learn about what manipulation is.

What we wished we learned: How to stay healthy in a relationship. How to
stay safe. Pregnancy prevention.

To stay safe.

Consent should be enthusiastic.

Ways to communicate “no”.

Grooming education.

How to recognize grooming. What are the signs.

| wish | had learned to recognize coercive/grooming behavior before it was
too late for me.

| didn’t recognize it was abuse/grooming until years later, so | had a really
unhealthy framework for relationships that | had to work through.

Tell enough, stay away bad people.



Education more on healthy relationships, being close to someone. Starting to
move on with a guy | know to go slow. Learning/experience with abuse with
family/related.

Fighting a lot, being in bad relationships, stayed in bad relationship too long.
Abuse then happened. Didn’t know | could say “NQO”. Taking classes about
sex ed helpful even now.

| wish | had more autonomy to learn about myself. | wish my parents gave
me room to be myself. Being with partners | couldn’t be open with. | have
been put into situations where | was mistreated. It has affected my self-
esteem/self-worth. Having a safe place for neurodivergent people to be
vulnerable without fear of scrutiny.

Not knowing can be scary, and not understanding what is happening can
result in abuse.

Abusive signs. Bullying. Didn’t talk about violence or steps to stay safe. How
to report a crime. I've had very bad relationships. Never could speak up for
myself ‘til after. | was always embarrassed about sex ed. Hate “justice
system” because it's a joke!

How to tell what unhealthy, abusive behavior is, not just the black and white
state definitions of abuse. How to know when a relationship is not working.
How to recognize red flags.

How to know when a relationship is unhealthy, when and how to leave an
unhealthy relationship. How to know my needs and boundaries in
relationships. Example: Am | willing to date someone with different political
beliefs. How to endure in a relationship. What am | willing to change?

Have support, education, resources that specialize in this topic to help me
navigate legal issues: myself being the abuser; myself as the person who
has experienced abuse. Court provider. Paperwork.

Full inclusive comprehensive sex education that is more than heterosexual,
cisgendered penetration sex to have babies. We need education on sex and
relationships from people who: are disabled and trans; queer; different
cultures.

| think the kink community needs to be more explicitly inclusive of disabled
people of all stripes. | think we need to be giving disabled kink/sex educators
more opportunities to use their voices and educate.

| think a queer-inclusive, body positive/inclusive sex ed class that
emphasizes healthy communication, and consent would have been very
helpful.
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“Baggage”’

PTSD

If you get married, you can lose half your income. That is why (losing
benefits) | don’t get married.

Marriage. How to bear my words.

Belonging: ABA survivors are at risk for abuse. Compliance training does not
allow for children to say no or consent.

Listen to PBIS survivors.

*SP: Although | have needs, | have feelings.*

*SP: That there are groups with necessity so as not to be so afraid.*

*SP: This type of information is more important.*

*SP: | would like videos in Spanish we need more events like these.*

*SP: It is very important for Hispanic people; we need to be more informed.*



- DD SERVICES

o Broaden the range of who qualifies and how they qualify. Make schools
aware and have someone who qualifies come from the school settings.

o Local offices need to be very well versed in all services and how they work.

o When a disabled person is eligible for services, a complete list of available
services is needed.

o Less traumatic system. Believe us when we say it is happening to us. Stop
denying us what we need when we say we need it.

o A person-centered plan. Service animals. Community job. How can others
support me.

o Stop messing up insurance.

o Advocacy is often not taught until adulthood. The process should begin with
smaller steps at a young age. Starting at the level of DD would have more
impact on the trajectory of government-level authority and reception. All
children, especially I/DD children, are taught to dismiss their needs for the
“greater good”.

o My personal agent is a funny and friendly guy. If | need to get a hold of him,
he will talk to me about the issues.

o My case manager is very helpful.

o Brokerage PAs turnover. PA changing several times a year, making it hard to
build relationships (and County SC too).

o Listen. Have conferences with community leaders, school boards, police, fire
departments. Reach out and send information to legislators. Making mileage
reimbursement to PSWs, DSPs that take clients to doctor’s appointments.
(They are not in an institution.) They are not in a medical facility, hospital, or
nursing home. There is a difference.

o My brokerage agent does not involve my team in my ISP. | want support staff
to be involved.

o More advocacy and outreach coordinators; full time; each brokerage; each
CME; similar to UCP of Oregon’s position.

o Redefine DD Services to the standard WE want.

o Resources/funding for personal vehicles and/or wheelchair vans. Better
standards for providers and the work they do, making it a career with growth,
better skill sets. Honor and learn from our experiences; we have a lot of
systemic traumas.

o More flexibility during my assessment.

'ﬁ:’“




o Respect other identities. Universal income. Universal healthcare. Universal
housing. Emergency prep trainings.

o Sexual surrogacy/sexology/sexual partner therapy. Pet care/resources.
Better social-sexual supports; providers who specialize and are trained in
this field.

o Better provider trainings that are self-advocate lead.

o Less caseloads, more person-centered planning. Less wait times.
Respectful, culturally specific services. Point person or hotline for abuse and
reporting; people have the ability to keep name off report due to retaliation.

o More advocacy opportunities and events, more inclusivity when the state
host events/conferences. Actually firing providers who do not meet the
standard of a provider. Trainings to know my rights. Knowing my choices in
services.

o Make sure all my support documents follow me to VR.

o Ask CMEs to empower families and individuals. Require DD Services to
share all DD opportunities. Stop DD Services from thinking they are the
gatekeepers. Whether DD Services CMEs agree or not, they must share.

o At what age do individuals learn about DD Services? Explanation need more
in-depth of services. What different types of disabilities? Give options to
schools to provide individuals going out in the world. Community leaders,
services need to be educated on DD Services.

o We need more resources for finding and keeping quality PSWs/DSPs.

o We liked the video! It would be a great way to preview the activity. Graphics
— we liked the people, but the people waved too much.

o Was the guide easy to understand? Yes, the video was easy to understand.
Was not able to see the guide; the link/QR code went by too fast.
Presentation was too quick — missed the QR for the guide.

o Was the guide easy to understand? Yes. The video to help us out. Was the
video easy to understand? Yes, you need to take time to show us and teach
us how to use it.

o The video was easy to understand. The guide is easy to understand.

o Share these videos with agencies.

o Outline arms more. Too much waving. Graphics need to have the people
actually sit on the couch and type on keyboard.

o Good — clear communication and explanations. Same real-life videos.

o Video feedback: good advocacy tool.

o Will there be training for case managers based on these videos? ' "‘
I'"



o Video should be shown in schools.

o More people more and need more visuals and easy words so people can
understand.

o Consider removing the word “compass project” from the title of the guide.
Too much jargon.

o The ODHS self-advocate DD Service guide is not super-comprehensive or
helpful. Many people know what they want and need but struggle to put them
to words. This is how decisions get made for people they don’t want. Lists,
brainstorming, help putting things to words can help!

o On the video feedback — the more visual, the better.

o Maybe there’s a way to have a character look more like they’'re saying the
words. Also, less text would be good; maybe one word at a time.

o From council on DD: Planning your way to work — See overlap with this DD
Services video. See how these videos could be modules as part of the same
thing. Something good for kids to have access to all of this info. Be great if
we can all work together ... planning meetings to be on Zoom.

o 1.Yes. 2. Yes. 3. The dancing girl getting DD Services. 4. It didn’t say what
to do if you're denied services.

o Question 1: Was the guide easy to understand? It's easy to understand.

o 1. Captions on the video would be helpful. 2. Put tags next to person
speaking, i.e.: SC/PA in the video.

o Will the guide reference Life Course tools and framework? Connect person-
centered plan to ISP in video.

o | liked the video. It is strange — | don’t understand it. It went too fast. Would
like to be able to pause the video.

o Can you add a video on info for people with acquired disabilities (before 21
but not at birth)?

o Was it easy to understand? Yes, from our table. Was the video easy to
understand? Yes.

o Video — why are the only children services mentioned CIIS? (More kids love
DD Services than those in CIIS.)

o The guide was easy to follow. The video was easy to follow. | liked
everything about the video.

o | like that the images show many different types of people and people of
color.

o Task: visually filling out the documents on video.

Izz"\
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Please close caption the video. Make sure case management are getting
information out to all families/clients. There isn’t consistency on who shares
what with whom. It feels like it's only accessible to those who “know”. It’s
very gatekeeping feeling.

Video: Clarify that Isabella has been found eligible (while is required to
access services).

DD Services: very quick presentation. We need a guide at each table!
Replay the video so we can respond.

Too simplistic regarding grade level: 3"9? We can at least attempt to answer
the question.

Video: Where did Isabella’s cane go? Physical and DD representation is
great, but Isabella’s cane went away?

Petition to give Isabella’s cane back.

*SP: Flexibility.

*SP: Clarity.

*SP: Clear understanding of what services are available to users.

*SP: Consistency.

*SP: Plain language.

*SP: Programs in practice matches program in theory.




FINANCIAL SECURITY
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More accessible benefits counseling. Future and end-of-life planning.
Wanting to change the federal policy that limits the changes our state system
can do. Example: employers unable to put wages in ABLE trust due to
federal legislation.

Concerns — tracking rules, staying up on income verification, staying eligible
for services? Is there a one-stop shop for resources and staying on top of
these things?

Visual for savings. Projections for retirement and planning now.

What can help improve financial security? Education: the knowledge about
how to do it.

What helps? Understanding my expenses.

What are your financial concerns? | have a hard time saving money.
Better/improved asset limits so | can live without losing my supports and
services. Classes on SSI/SSDI, asset limits on regular schedule since
people are always entering services at different times.

Being able to link your GoFundMe to ABLE account or special needs trust so
it doesn’t count against my SSI. ABLE account / special needs trust.
Financial planning event for advocates/family supports (people of your
choice).

Power mapping and what the state does and controls and can change and
has to advocate for change. Federal system: what it does, what it controls,
what it changes, how to advocate for change.

Classes to help people understand our financial systems (state/federal).
More money!

More education about how to save money.

ABLE websites need to be updated ... less complicated.

More availability of Section 8 vouchers for housing.

More availability of assisted living for people under 55 years.

Increase asset limits.

Barrier SS and Medicaid/Medicare puts on those with disabilities.

Remove the barriers.

GoFundMe or other non-taxable ways to get money.

| have payee to have guidance to be more. Education or take a finances
class or training.
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Concerns about money? What could help with those? Concerns about not
having enough money. Have to borrow money. Staff supports on money; |
don’t know what it looks like. Food stamps. Credit unions with card controls
and can turn cards off and on.

What are your concerns? What can we do to improve financial security for
self-advocates? 1. Open an ABLE account. 2. Open a savings account
and/or checking account.

What can we do to improve financial security for self-advocates in Oregon?
Starting open a new ABLE account.

What could help with those concerns? Setting up an ABLE account.
Financial concerns: Could ABLE accounts go away?

Open an ABLE account.

Transition to adulthood — guardianship pipeline needs to be stopped.

Job protection. Connecting people with rights organization so people are
treated properly.

Expand access to vocational programs, employment supports. Increase
access to financial education.

What can we do to improve financial security for self-advocates in Oregon?
Employment Opportunities. Being given a chance to show what you can do.
Concerns: running out of money; not enough money to pay my bills; have to
borrow money. Don’t know what would help. Need more budgeting help.
My concern is losing my SSI. How to solve it is sign up for ABLE account that
way you don’t lose your benefits.

Interested in creating or setting up ABLE account — oregonablesavings.com .
Click on “Let’s Go”; a form opens up.

Have a training session to set up an ABLE account and go through the
materials (including Plan Disclosure booklet and Participation Agreement)
and to have a person assigned to you have from ABLE account to help with
the process.

More info, offered more often. LOVE the $100 incentive to start an account!
ABLE account helps people.

How to access. | have difficulty using my ABLE account.

Remove income limits to receive SS, Medicaid, and DD Services. Increase
ABLE account limit. Reduce barriers and red tape when trying to access
SNTs.
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Holding federal agencies accountable (i.e.: SSN) to not cancel benefits due
to their accounting errors! No marriage penalty.

Tell people more about the resources they can ask about if they’re
employed: i.e.: $5,000 savings account.

Training on budgeting. Peer supports. 401(K) — we should do this! Remove
asset disqualification — SSI — EPD.

| am just learning about keeping and using my accounts wisely.
Unfortunately, I'm overdrawn. In the past my mother and sister mismanaged:
stole my money. Also, | have post-traumatic stress!

Barriers to access to programs like vocational rehabilitation — was denied
services after missing one appointment due to physical access barriers.
What are your concerns? Don’t have an ABLE account for one, and don't like
asking for help for anything. Been trying to decide on this. Have symptoms of
Functional Movement Disorder and may have to purchase Medicaid
equipment to get around and be out in the community.

Do these accounts make interest? What advantages does Arc get for
managing account? Do people with payees get to get into ABLE?

*SP: Who could help me make this account my son can own his house and
have DDI services - Thank you

*SP: That there are more months or centers, information help offices to be
able to fill out the application on the ABLE account.

*SP: Medical health

*SP: House

*SP: How to manage your money.

*SP: Take care that other people do not take advantage of them.




HOUSING
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Money (x5)

More money (x2)

Money for rent or mortgage.

Money to afford my own place.

Money and supports.

Money — affordable rent makes things more accessible.

Need money. Education on how to get there.

More money for 1%t and last deposit.

Money/vouchers.

Grants

Grants to access housing via fees and deposits and monthly charges.
Loans

Financial support (x2) .

Financial support and assistance.

A voucher and/or rent assistance.

More vouchers.

More housing vouchers.

Rent vouchers for all/partial rent.

Cheaper rent (x3).

Lower rent (x5).

Lower rent cost.

Reduced rent.

Lower cost — more choices.

| would like to use rental assistance for all people regardless of age or
disability so everyone can have a home of their choice.

Affordability

Affordable

Affordable housing.

Yay! Affordable housing.

For it to BE AFFORDABLE.

Affordable housing so my 3 adult children can move out and afford to live on
their own.

Affordable housing/rentals for people on fixed income and food allowance.
Rent that | can afford.

Affordable rent without compromising the quality living environment.
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Affordable and accessible housing (x2).

Subsidized/affordable housing.

Taxes and accessibility housing.

Down payment assistance and lower interest rates!

More affordable houses available for families/personal ownership.
Affordable houses, not just apartment complexes.

Not just affordable housing in apartment complexes, but affordable houses in
our communities.

Low income.

Mixed income.

We need more mixed-income housing! And infill housing development in city
centers.

Better health care and job security to remain in housing

Universal design.

Universal design so all my friends can visit!

More resources with retrofitting housing with assistive technology for more
independent living.

More housing resources/options and retrofitting housing with assistive
technology to give more independence.

24-hour support; supported living or in-home supports and/or natural
supports and/or technology.

Better floor plans.

Appropriate size.

More accessible floor plans in PDX.

Accessible floor plan.

Wider doorways (x2).

Widen doorways.

A ramp! And really sturdy, reliable handrails that | can depend upon.
A wheelchair accessible apartment for lower than low income.

At least 1 working elevator.

Larger doors & hallways.

Fully accessible bathroom.

Lower sinks.

More space behind toilets so caregivers have room to help client.

An accessible bathroom (x2).

Walk in shower (x2).

Ramps (x2)
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Lower counters (x2).

Also, lower sinks and carpet.

Single level. No stairs. Open shower.

Accommodations — no more denials for use of “reasonable”.

Ability to get to the house.

Maintenance of the house.

Responsive landlords to do repairs/maintenance.

And make sure that all of the repairs get done — all the way.

Regular home improvements.

Home-y & beautiful. Nice plants.

Affordable, accessible, more than a 1 or 2-bedroom apartment. | want a
home, a place to own and age gracefully in.

Age-friendly housing to be able to “age-in-place”.

Understanding, empathetic landlords.

Landlords willing to make accommodations.

Landlord who understands my disability/support needs when experiencing
crises.

Understanding managers for people with disabilities and their rights.
Affordable housing that will accept dogs — all service animals and emotional
support animals; they are valuable to our lives.

My emotional support animal cat named Tweaker.

Smart (Wi-Fi) housing.

Having a yard would be nice!

Housing that | can access.

*More* accessible housing.

Location

Accessible location.

Access to community.

Accessible to my community.

To access.

Safe & welcoming environments.

Close to transportation in a walkable location/neighborhood.

Housing close to transportation and communities.

Public transit nearby.

Transportation access (bus routes, crosswalks, level sidewalks, etc.).
Support worker.

Room for my caregiver/personal support.
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Housing for DSPs co-located with housing for people with disabilities.
DSP/PSW WORKFORCE!

Close to family.

Family support.

Community, independent options. No group homes.

Group homes limit people with disabilities able to have money for other
things and keeping bills down.

More opportunities to access independent/semi-independent living.
Financial stability. Independence and autonomy. Support services are
usually included with affordable housing.

Assisted living for young adults.

Create and enhance house/room sharing; co-housing with I/DD community
and those aging in place!

Roommates

Resource to match with housemates or roommates to live in community
housing that is not a licensed setting but shared living.

Ownership (x2)

Home ownership.

Section 8 for home ownership.

More info on home rent-to-own programs.

Assistance for home ownership and home maintenance. Too high costs and
hard to improve credit and afford it all — need several jobs or a side-hustle if |
want it to be real.

People need quicker options to get into housing. Possibly temporary options
before a more permanent solution, such as tiny homes.

Transitional housing.

Place to live.

More housing, shorter waitlists.

Education.

Information.

More information available to communities on how people can qualify for
programs for homes and apartments.

More accessible information about tenant rights and responsibilities.
Website with listings of available housing.

Access to house building information.

Access to home ownership information.

Accessible classes about housing.
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More pr about organizations.

Support finding affordable housing and completion of applications.
Someone to help me to access more info on houses.

More supportive planning to access housing resources. If someone has a
someday goal of independent housing, help them get on waitlist now
because it takes so long to get services.

A network to know what'’s available and when affordable housing is available.
Understanding all service models.

Skills training to learn what | need to live on my own.

| need financial freedom, accessible applications, support to find what works
for me and information!

More management training or class. Bring mindset. HUD — Housing Authority
education and training more.

Education about housing rights.

Partner with a legal aid or pro bono attorneys to be a resource for people
with disabilities who are experiencing discrimination or tenant right issues.
Reforming State Policy!

Advocate in person — in Salem.

Advocate for increased (even more than the 2025 bill) accessible housing
required at new builds that receive state funds.

Legislators need to be educated in what is important to individuals in the
communities. ALL communities.

Talk with my state and fed senators and reps in person.

Culturally specific resources.

Culturally supported housing so | can feel accepted as who | am.

Remove restrictions that force advocates, people with disabilities.

Addiction counseling, and mental health services.

I’'m in the house my mom and dad bought. They left it to my brother and I.
What can we do to improve housing for self-advocates in Oregon? We need
more emergencies back door for escape for fire or other emergencies that
happen in our company!

Units on Air B&B!

My apartment has stairs. No rear access/emergency exit. No storage area!

| want to move to my own home including HUD — Rent walking-in closet,
walk-in bathroom, Wi-Fi, laundry room, need ramp for walker, no stairs.

| rent through housing? $165 a month house? Want a garage. Too many
rules! (with) renting.
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Socialism vs. barbarism. No more capitalist profit motives. More progressive
well-run community homes (“group setting” homes) on the coast.

What can we do to improve housing for self-advocates? More group homes
on the coast.

HUD paid — electric. Garbage included in rent with voucher. Maintenance.
Cleaning crew lives in an apartment building. Rent + deposit, first + last
month’s. Cleaning deposit.

Wait list at Housing Authority is too long.

To find an apartment of my own, not have to wait on Jackson County
Housing Authority.

*SP: We don't want our children as homeless

*SP: Housing down cost for our special needs children, other than a long
waiting list

*SP: 1 do NOT want our families to live on the street because they cannot
pay rent,

*SP: Everyday rents get more expensive.

*SP: That the waiting list is not so long

*SP: Lower the price for people with disabilities.

*SP: That they have support in the native language for the person who is
requesting it.

*SP: That they do not have too much of a waiting time to get to housing for
people with disabilities.

*SP: That the applications are more accessible in all languages.



