- [Melissa] Who knewyou were gonna have to
listen to me again?
I'm here with Shari Myers today who's also
with The Partnership who'sgonna introduce herself
in just a minute, but welcometo "Collaborate to Educate:
How Planners, EmergencyManagement, and Communities
with Access and FunctionalNeeds Can Communicate."
Next slide, please.
We are still The Partnership for Inclusive
Disaster Strategies and I still look
the way I looked mostly.
Maybe a little bit worse for wear
than I was an hour and a half ago.
Would you like to introduceyourself, Shari Myers?
- I'm Shari Myers.
I'm the Disaster Operations Coordinator.
I just turned it on, I thought.
Am I just not close enough to it?
- Yeah.
- [Shari] Okay.
I'm Shari Myers, I'm theDisaster Operations Coordinator
for The Partnership.
I am a Caucasian womanwith wild, crazy gray hair.
I am wearing a green striped shirt
and my pronouns are she/her.
- [Melissa] Okay, thank you.
Next slide, please.
And our agreements and goals are the same,
especially the having fun,so please keep doing that.
Next, please.
And today's goal specificallyfor this session,
what we would like yourlearning objectives as it is,
by the end of the session, we'd like you
to better understand ways to utilize
the National PlanningFramework as a common language.
Shari's gonna talk to you about that.
Identify and interruptdisability bias and ableism.
I'm gonna talk about that.
Include the disability communityin emergency management.
We're gonna both talk about that.
And how to collaborateacross sectors to save lives.
Next, please.
Again, please avoid using acronyms,
or at least say what the abbreviations are
so we all understand, and we all do it
and it's all shop talk, but let's try
to explain it to everyone so we all know
what we're talking about.
Next, please.
First term I wanna talk about is access
and functional needs, andthis comes under the acronyms.
And Sadie did a really good job
of talking about accessand functional needs.
She's great.
I know she's still in the roomtoday, but that was great.
And sometimes the term gets problematic.
Let's talk a little bit about that.
Sometimes it can be forgottenthat people with disabilities
are members of a legally-protected class
with rights that other people with access
and functional needs don't have.
Now, I'm an older adult.
That will be an accessand functional need.
I'm also not protected as an older adult.
I have legal rights assomebody with a disability.
So sometimes it gets lostthat people with disabilities
have legal rights, so I wantyou all to keep that in mind.
Next, please.
And common language and understanding
is really important.
This is about collaboration.
What's the first step to collaboration?
Communication.
To communicate successfully,you want a common vocabulary.
You wanna know what the wordseveryone's talking about
and you want an appreciationof each other's needs
and priorities and see peoplethrough their own lens.
And today's audience is diverse.
You're from all kindsof sectors and agencies
and organizations thatI just love, love, love
that you're all heretoday, so the material
might be your review for some of you,
going, "Why is she going over this?
I've known this for 20 years."
Well, other people don't andthere might be some stuff
that other people have knownfor 20 years that you don't,
so just we all have to hear things
that we might have heard before and people
are gonna learn new stuff for everybody.
It'll be something new for everybody.
And sharing information is how we begin
to develop collaborative relationships.
Questions before we get started really?
With that, I will turn it over to Shari.
- [Shari] Thank you, Melissa.
So we're gonna talk a little bit
about the National Planning Framework,
and I know a lot of youare familiar with it,
but some of you won't be.
So if you already know it, youcan help others at your table
understand it and bethere to answer questions.
But we'll start with
a question for you.
How familiar are you with theNational Planning Framework?
So we're gonna do a show of hands.
Not at all familiar?
Okay. Somewhat familiar?
Very good. And very familiar.
Great.
- [Melissa] Can you sayit by how many people
are responding to each of those?
- [Shari] I'm gonna say thatwas about 10 to each one,
and I'm sorry I didn't count.
So the National Planning Frameworks
describe how the wholecommunity works together
to achieve the National Preparedness Goal.
The National Preparedness Goal
is a secure and resilient nation
with the capabilities requiredacross the whole community
to prevent, protect against, mitigate,
respond to, and recover from the threats
and hazards that pose the greatest risk,
and that would be the greatestrisk within your area.
And I'm just gonna sayat this point in time,
I think we all could experience
just about any kind of hazard.
With the changes that are happening,
you know, it gets warmerand warmer in the summertime
and sometimes we havereally severe winters
and sometimes we have no winter at all.
I live in Minnesota and year before last,
winter before last, wehad 90 inches of snow.
Last year we got maybe a foot and a half
and went through some severedrought in the spring,
and now flooding as itrains and catches up.
What is whole community?
The concept of whole community is one
of the guiding principlesof emergency preparedness.
It means two things, involving communities
in the development of local, state,
and national preparednessplans and guidance
and ensuring communitystakeholders' lived experience
and subject matter expertise are reflected
in the content of thematerials that are distributed
and the planning that's done.
The National Preparedness System outlines
an organized six-part processfor the whole community
to move forward with theirpreparedness activities
and achieve the NationalPreparedness Goal.
The National Preparedness System,
the six components areidentifying and assessing risk.
Two, estimating capability requirements.
Three, building andsustaining capabilities.
Four, planning to deliver capabilities.
Five, validating capabilities.
How well did it go?
Did we meet those capabilities?
Did we expand on them?Did we improve them?
And then six is reviewing and updating,
which also has a lot to dowith continuous improvement.
What went well? Whatcould be improved upon?
And some of you will be familiar
with the National IncidentManagement System,
or NIMS, N-I-M-S, guidesall levels of government,
non-governmental organizations,and the private sector
to work together toprevent, protect against,
mitigate, respond to, andrecover from incidents.
It also provides stakeholdersacross the whole community
with the shared vocabulary,systems, and processes
to successfully deliver the capabilities
described in the NationalPreparedness System.
And then we have ourEmergency Support Functions.
And I know that Illinois has its own set
of, I believe you call them annexes,
and so these may be alittle bit different.
I'm gonna go with the nationalones as described by FEMA.
So the Emergency SupportFunctions, or ESFs,
provide the structure for coordinating
federal interagency supportfor a federal response
to an incident.
So when there's a declared disaster,
those are the Emergency SupportFunctions that are used.
They describe the federalcoordinating structures
that group resources and capabilities
into functional areasmost frequently needed
in a national response.
Excuse me one second.
The Emergency SupportFunctions, there are 15 of them,
and there will be a linkyou'll see on these slides
when you get a copy for FEMA's ESF list
and that will explain it more fully.
We're primarily going toconcentrate on ESF six
and ESF eight.
States, as I said before,may have different ESFs,
and ESFs are only as good aseach individual function's
communication with the rest.
So I'll go through these real quickly.
Emergency Support Functionone is transportation,
ESF two is communications.
ESF three, public works and engineering.
ESF four, firefighting,
ESF five, information and planning.
ESF six, mass care, emergency assistance,
temporary housing, and human assistance.
ESF seven, logistics.
ESF eight, it's publichealth and medical services.
ESF nine, search and rescue.
ESF 10, oil and hazardousmaterials response.
ESF 11, agriculture and natural resources.
ESF 12 is energy.
ESF 13 is public safety and security.
ESF 14, cross-sectorbusiness and infrastructure.
And ESF 15 is external affairs,
communication with the community at large.
So Emergency Support Function six
at the state and local levelmay include mass care and...
I apologize, I haven't saidnext slide once, (laughs)
but you all are keeping up with me.
Sorry about that.
So ESF six at the state and local level
may include mass care, which is feeding,
sheltering, reunification,and distribution
of emergency supplies.
It may include emergency assistance,
which would be financial assistance.
Sometimes, as an example,you may see a program
that's instituted forrapid financial assistance
to help people who may justneed a few hundred dollars
to go stay with family orfind a temporary solution
until they're able to return home
if they have damage to their homes.
It also includes humanservices, assistance with health
and mental health needs, and the Disaster
Supplemental Nutrition Plan,which we refer to as D-SNAP.
Emergency SupportFunction eight may include
provision of medicalcare and human services
to those affected, disease surveillance,
environmental public health actions
to reduce the public healtheffects on the community,
and education and training toenhance community resilience
to respond to a disaster.
Illinois Emergency Operations Plan
is focused on addressing theseven community lifelines
identified by the FederalEmergency Management Agency:
safety and security,food, water, and shelter,
health and medical,energy, communications,
transportation, and hazardous material.
So including disabledpeople into ESF six planning
is very important to helpensure that needs are met
in mass care and human services.
So that would apply tothings like accessibility
of shelters, points of distribution,
service delivery sites for recovery,
and other types of programs and services.
For ESF eight, it's importantto focus on supporting
the rights and needs of disabled people
to live in their community.
So focusing on communityservices, not just acute care.
So whose responsibility is sheltering?
It's always local or county government.
Sometimes the state alsohas responsibilities.
Local governments maycontract with other entities,
such as American Red Crossor the Salvation Army.
Sometimes county manages the shelters
and other entities like RedCross Supplement Services.
So that would be a partner-managed shelter
typically is how they refer to that.
And then there are popup shelters.
So those may be faith-based organizations,
community organizationsthat will open up a shelter
specifically kind of atthat micro-local level.
So do we have any questions?
Okay.
- Yes, my name is Libby Oxenham.
I've heard that in Florida,
they didn't have shelterby the American Red Cross.
It was another companythat handled the shelters.
So the state decided
to use that company toset up the shelters,
and I think it's very important
for the state to check and make sure
that they're following,because maybe that company
or some shelters mightnot be in compliance
with all of the laws.
So I was curious about that,
if you know anything about that.
- [Shari] So in anotherlife, I was the Disability
Integration Coordinatorfor the American Red Cross
and I was there during that time.
If I'm not mistaken, thatwas the county's decision.
It was Lee County specificallythat was running this shelter
and they contracted with the group.
And Red Cross did havepeople in the shelter,
volunteers in the shelterwho were supporting as well
for most of the time thatthat shelter was open.
There were many accessibility issues
and in after-action witha lot of the disability
stakeholder organizations,those were reported out,
recorded, documented,and are being addressed
in the hopes that that won't happen again.
Thank you. Great question.
Any others?
Okay, Melissa, I will turn it over to you.
- [Melissa] Thank you so much,
and we still have fabulous prizes.
- [Shari] Oh.
- [Melissa] I'm just gonna gooff the script for one second.
I wanted to review something, and this
will be in your slides, and people,
I wanna talk a littlebit more about access
and functional needsthat, again, in review
from what Sadie said,people with disabilities
are part of access and functional needs,
but it also includeschildren, older adults,
people with limited English proficiency,
people with unmet transportation needs,
and people experiencing houselessness,
and run the language and acronyms.
We talk about AFNs andit's really important
we talk about people withaccess and functional needs.
I am never an AFN.
No human being is ever an AFN.
We're people with accessand functional needs.
And I just wanted to beclear, I was clear about that.
Okay, so why is understandingableism and bias important?
Again, why is she here? (laughs)
If we can go to the next slide, please.
Sorry.
So understanding ableismand bias is important
because it's critical to understand
how to communicate with disabled people
and disability-led organizations.
So if you're doing somethingthat's unconsciously biased
that you don't wanna do, thenyou wanna know about that.
It also enables you to identify
and interrupt individualbias, individual ableism,
and it helps you work on systemic ableism.
Stuff I was talkingabout in the last session
about the 1135 waivers.
Knowing that's systemic ableism
basically helps you deal with that.
And it provides you a frame of reference
for the experience of disabled people.
So I just wanted to talka little bit about why.
Next, please.
So what all is ableism?
Ableism is oppression based on physical,
mental, intellectual, cognitive, sensory,
or other ability or perceived ability.
It's the belief thatnot having a disability
is superior to having a disability
and the belief that non-disabled people
are superior to disabled people.
That's my definition.
There's a million otherdefinitions out there.
I did not coin the word ableismin any way, shape, or form,
but I've been using it sincethe late 1970s. (laughs)
Dating myself again here.
So just wanted to make sure that everyone
had a clear understanding of that.
Bias? You probably knowwhat bias is already.
Bias is prejudice andfavor or against one thing,
person, or group compared with another,
usually in a way considered to be unfair.
Implicit bias, sometimescalled unconscious bias,
is bias that occurs whenwe have negative attitudes
toward people or associatestereotypes with them.
And I don't believe that most people,
any people get up in the morning
and rub their hands together and say,
"I'm gonna be ableist topeople with disabilities today
and I'm gonna discriminate against them
and it's gonna be so fun!"
No, we don't know what we're doing.
We don't understand it.
Okay? Next.
The next slide, it talksabout intersectionality.
How many of you have heardthe term intersectionality?
Okay, I see about 10 of you maybe.
Intersectionality is a coin termed
by Dr. Kimberlé Crenshawand it's a framework
designed to explore theinterlocking effects of race,
class, gender, and othermarginalizing characteristics
like disability thatcontribute to social identity
and affect health.
And we have a graphic nextto it, to the right of it,
of what looks like anasterisk with each person
with an overlapping linerepresenting the following
marginalized characteristics:their sex, race,
ethnicity, religion, age,disability, gender, geography,
culture, income, sexualorientation, and education.
Okay? That's intersectionality.
And The Partnership alwaystries to look at things
through an intersectional lens.
Next, please?
So let's look at someexamples of ableism bias
that happen during disasters.
Telling a disabled person theymust go to medical facility.
Telling someone they needto go to the nursing home.
Telling someone they needto go to the hospital
when they don't have hospital needs.
Believing that disabled livesare less worthy of rescue.
And assuming that disabled people
don't have the ability to consent.
We're talking about guardians and stuff,
and when there's a guardian, that guardian
legally has the authority to consent,
but getting the person'sconsent whenever you can
and assuming just maybesomeone has a speech disability
and making the jump from there.
Oh, they have a speech disability.
They must have an intellectual disability,
and if they have anintellectual disability,
they don't have the ability to consent.
Not necessarily the case.
Next.
This is how ableism ismanifested in disasters.
Sometimes our assumptions, we assume
the world is as it should be and is just.
We assume that disasternotifications by sound are equitable
'cause we're forgettingthat lots of people
don't hear sound or interact with sound.
The assumption that signlanguage interpreters
are readily available.
Anybody involved in planning events
probably knows that's not the case.
Assuming that physical accessonly applies to buildings.
Points of distribution, orPODs, must be accessible,
even when they're outdoors.
The point of distributionwhere you get your food,
you get your ice, you getyour medical supplies,
you get those thingsare sometimes outside.
The assumption thattransportation is accessible.
I don't know what the standard is.
Probably accessible in Chicago.I'm not positive of that.
In most of Illinois, you're not
gonna have accessible rideshare.
In Connecticut, I cannever use rideshare service
like Lyft or Uber or anyof those rideshare services
'cause they're not there.
So when you're lookingat behavior or systems,
try to start thinking aboutis this behavior a reflection
of bias or ableism?
And if you think it is,what can I do to interrupt?
How can I take this colleagueof mine that I respect
and like and they're my friend
and point out that that was an expression
of bias or ableism?
Public humiliation is never a good idea,
so you don't wanna do it publicly.
You wanna take somebodyaside and think about
how you interrupt it, howyou can get the person
to understand it.
Again, I have three or fourhours I do on bias or ableism.
I could do a whole day on that,
so this is the condensed version.
So I'm gonna have you do, I want you
to think about this scenario.
Give you a few minutes to think about it.
Maybe talk about at yourtable for a few minutes.
Coworker tells you thatwhile they understand
that people withdisabilities may not wanna go
to nursing facilities, 'cause nobody wants
to go to a nursing home, they think
that people are saferthere, especially now
that there's so much debrisaround with the disasters.
It increases people's risk of falling
with all the garbage that's around
that people can trip over.
Think about that.
Just think about that withyourselves for a couple minutes.
How do you respond?
This person cares, this person gets it.
They're saying they'rebetter off at an institution.
What would you say?
Mic runner?
And Sadie Martinez is the mic runner!
Thank you, Sadie.
What would you say if someone said that?
Yes.
Would you say yes, that's a great idea?
Okay, okay.
Oh, sorry.
Sadie, there's someone.
Sadie, someone's speaking.
- So I guess...
Oh, my name is Kay.
I guess one way that Iwould really start out
this conversation is thatthat impacts everyone.
There is so much debris around
and it's a risk of falling for everyone,
so we should probably worryabout cleaning that up
and making sure we have a response to that
as fast as possibleinstead of singling out
a single group of people,because something that helps
one group of people is gonnaend up helping everyone
and I don't want to trip on debris either.
- [Melissa] Yes.
I mean, yes, if someone's debris...
I'm less likely to trip overdebris because I don't walk.
You know, and there's all kinds of things.
That's a great...
You get a fabulous prize. You get a top.
Do we have a fabulous...
Oh, I'm so sorry to make you run down.
We have a fabulous prize person.
So you get a top youcan spin at your desk.
You can spin it and play with it now.
Thank you so much.
And see me for your fabulous prize.
Okay, so what else would people say?
Sadie's running towards someone.
I guess she's...
I see the hand now.
Yay!
- My name is Lauren.
So what I would probably tell this person
is that, just go froma practical standpoint.
If we start overcrowdingthese nursing homes
and long-term care facilities with people
who don't necessarily need to be there,
it does not make itsafer, because the staff
can easily get overworked and overwhelmed.
We saw that with COVID. (chuckles)
- [Melissa] That is great!You get a fabulous prize!
Anyone else?
Lemme tell you a story.
I have a friend who usesa power chair and a vent
and she went to the shelter.
We live in the same townand she went to the shelter,
and we checked the shelter out for access
and the access was great 'cause they had
a lift up above four stairs.
You go into the building,there's a little lobby.
You have a lift up fourstairs. It was great.
We checked this before Iwas doing disaster work.
We thought it was great.
So she went to the shelter and we had
like an eight-day poweroutage, and they said to her,
keep in mind she uses avent and a power chair,
and they said to her,"The lift wouldn't work."
She's like, "Well, whydoesn't the lift work?"
The generator won't power the lift
and nobody had checked that.
So that shelter was notphysically accessible
to anyone who couldn'twalk up five stairs.
And she said, "Well, what should I do?"
"Well, it's not a problem!"
"Good, why isn't it a problem?"
"You can just go to thenursing home down the street."
What I didn't tell you about my friend
is she's also an attorney whouses a vent and a power chair
and she's like, "No,we're not having that,"
and she filed a complaint, butit would've been easy for her
to just go down the streetand get really sick,
and a nursing home is a dangerous facility
for somebody using a vent.
And she had the privilege to say no.
She had the resources to say no.
She had the education, shehad all of those things,
but if she didn't know the difference
and she wasn't comfortablestanding up to authority,
it might've been very, very different.
So you wanna support people in...
It was really easy to say she needs
to be in a nursing facility.
Well, that day she wasliving in her house.
And I think that mightbe one of the strategies.
Where were they living the day before?
Just something to think about, okay?
Makes sense?
Any other ideas, thoughts?Things you could say?
It's hard to explain tocolleagues why nursing facilities,
particularly if they work in them,
aren't good places for peopleand how people get sick
and people get sicker andpeople can die, so thank you!
Next, please.
So ableism is manifestedwhenever there is non-compliance
with disability-rights laws.
So when you're not incompliance with the ADA and 504,
you're being systemically ableist.
That's not to say you're an ableist person
or you're a bad personor you should be punished
or anything like that.
It's saying some biggersystem did something
without consciously being aware of it.
And that looks likepeople refusing to admit
a service animal to a disaster shelter
because we don't want animals here.
Now, more and more shelters admit pets
and that's changing,which is a good thing.
Not providing paper orelectronic materials
in accessible format.
It's a manifestation of ableism.
And again, it's no personsaying, "I'm gonna be ableist
and oppressed people."
Not providing sign language interpreters
or video remote interpreting, VRI,
and using inaccessiblespaces for disaster shelters,
disaster recovery centers,and points of distribution.
Ableism's also steeped insystems of disaster preparedness
in response and recovery.
It's reflected in institutional bias
like we talked about before,practices and policies
that make it easier for usto be institutionalized,
such as the 1135 waiver.
You don't have segregatedshelters in Illinois.
In some states, Florida is one of them
and there's like three other states.
Florida is one where it'sstatutorily mandated.
They have segregated, airquotes, special needs.
People with disabilities are not special.
It's whether something'sequitable or integrated or not.
And there's sheltersthat aren't integrated.
That's a reflection of systemic ableism.
I'm gonna talk about thenext subject very briefly,
and I think she's outof the room right now.
June Kailes, who spoke to you earlier,
is an expert in why disasterregistries are a bad thing.
They presume everyone's at home.
They presume that everyonecan be accounted for.
They are not effective and they give
people with disabilities a falsesense of hope and security.
Just know the disaster registries are bad.
And I promised her I'd called her.
Maybe that's why she's not here.
Oh, you are here. Where are you?
What's that? Ah, she's wayin the back of the room.
So June is the person ifyou have other questions
about that, you can just ask her. (laughs)
How do you interrupt systemic ableism?
How do you change a law or policy
when you're just oneperson doing one thing,
working on your thing?
What you wanna do is work and plan
before the disaster like always.
You wanna review the emergencyoperations plan, or EOP,
with disability stakeholders and partners.
You wanna create and implement a plan
to address the systemic ableism,
what you're gonna do toaddress systemic ableism.
And you wanna support activities
and initiatives that will helpdismantle systemic ableism.
Next.
And just wanted to give a wordto you here about language.
Language evolves and morphs and changes.
It's okay to use person-first language
like person with a disability.
It's also okay to useidentity-first language
like disabled person.
More and more people right now
are claiming identity-first language.
I'm old enough that thecorrect way of speaking
was identity-first.
I call myself a disabledperson, and someone said
people with intellectualdisabilities fought really hard
for us to be calledpeople with disabilities,
so I changed it topeople with disabilities,
and now it's going back to identity-first,
to disabled people.
So it's not a set-in-stone thing,
but either of those things is correct.
You wanna avoid euphemismslike differently-abled.
First time I heard that, I was sitting
next to a wheelchair userand she went, (gasps)
"Makes it sound like we can fly." (laughs)
We can't. I don't haveany different abilities.
There's some abilities I don't have,
but I really don't havedifferent abilities.
Euphemisms, like Isaid, differently -bled.
Dated terms like handicapped.
Handicapped isn't a slur as I see it,
but what it says to meis you're not keeping up
with the times and what's going on.
It dates you.
Terms that may viewed as patronizing.
"Hi, baby, sweetie. How are you today?"
It has a tone that goeswith a lot of the time.
You've heard it.
Also avoid language that presupposes
a negative, like victim of.
I'm not a victim of my wheelchair.
My family is often a victim of my scooter
when I roll over their toes.
They are wheelchair victims. I am not.
Suffering from.
I'm not suffering from cerebral palsy.
That's my disability.
I might be sufferingfrom the heat or the cold
or the weather or the climate or you know,
whatever's going on,or being in an airport,
all of those kinds of things.
I might be suffering from thosebut not from my disability.
You wanna avoid languagethat groups people.
The mentally ill.
Mentally ill is problematicfor lots of people,
but you don't wanna group people either.
The disabled.
And as I was saying before, the AFNs.
You don't wanna grouppeople by your language.
And next, please, you wannatake an anti-ableist approach,
so how do you do that?
How do you start?
You learn to identifyableism and bias, what it is.
You learn to mitigate it and interrupt
disability bias and ableism.
You understand the legalobligations of your organization
to disabled people.
You prioritize hiring us.
The best way to developan anti-ableist approach
is to hire people with disabilities.
That does more than allthe training in the world.
You want to have us there.
You want people withdisabilities to feel safe,
'cause most disabilitiesor many disabilities
are not visible.
They're not apparent, those disabilities.
You wanna have peoplefeel safe in identifying
that they have a disabilityand what their needs
for reasonable accommodationare if they need it.
You wanna include subject matter experts
and disability-ledorganization in all aspects
of planning and implementation.
You got that?
We gotta be at all yourtables all the time.
Questions!
Questions?
We need to get our blood sugar up.
There should've been moresugar out there. (laughs)
So I'm gonna turn itback over to Shari now.
Is that correct?
- [Shari] So now we'regonna talk about including
the disability community, andwe have an activity for you.
So our scenario is you're told
that you need to have representatives
of the disability communityat your next meeting,
so our questions for youare who do you invite?
How do you get people to attend?
What steps do you take tomake the process accessible?
And so you can maybe talkfor a couple of minutes
at your table, or you know,you can raise your hand
and give us some ideas.
- So my name is Toni and we don't really
have answers to this.
We just talked about howwhen you do it incorrectly,
sometimes it doesn't feel good
when you feel likeyou're targeting someone
who visually looks like they are disabled.
And I aligned this to if you are trying
to bring together adiverse group of people
and you're targetingsomeone because, well,
I know that person'sLatino, so lemme go ask them
to come be on this committee.
So we didn't have really great answers,
but we just kinda wentdown that rabbit hole
of boy, we could really offend some people
if we don't do it the right way.
- [Shari] And I would say to that you look
for stakeholder organizations,people that already identify
as, you know, having adisability, who are eager
to bring their subject matter expertise
and lived experience to the table.
Oh, fabulous prize.
You get a Rubik's Cube.
I don't do this as often as you do.
- Yeah.- Next table, over here.
- The general discussion -
My name's Mike.
The general discussion was more about
how do we get people to attend?
We pretty well have a goodidea, a grasp of who to invite
and possibly the steps to take,
and maybe the example is here even.
How do you get people to attend?
We know what the issues are.
You know, we know thatyou can change the hours,
you can offer food, you can offer prizes.
You know, we talked about using Zoom
or something equivalent.
How do you get the public or those people
that need to attend thesemeetings to help you to come?
It's a common problem we see, you know,
both in employment and in volunteering.
- [Shari] Mm-hmm. That's a good point.
And I will share an examplefrom a group in Maui
working recovery that a lot of them
are younger women withchildren and they provide
food and childcare asoften as they're able
when they're setting up a meeting,
and it's working out very well for them.
They have a lot higher participation.
But great points, thank you.
- [Melissa] Any prize?- [Shari] Yes.
Give him a dinosaur.
You get a dinosaur.
Next.
- Hi, my name's Sue.
Everything that everybodysaid obviously is fantastic,
but I think just taking the first step
and making that phone callto see if there's, you know,
the people that youknow in your community.
Maybe those people mightknow other individuals
and it could cascade to whereyou might have more people
than you bargained for.
- [Shari] Mm-hmm. Good point.
And you get a star Slinky.
We probably have time for one more group.
- (inaudible)- [Shari] Yes.
You all were having a great discussion.
I was eavesdropping.
- I feel highly intense today,
so there's gonna be a lot to say.
Just wait. (laughs)
I think that since our goal here
is to just kinda tap intothat lived experience
of people in the disability community.
Depending on the sizeof your organization,
let's say you work at like a hospital
or like a larger long-term care facility
or a school or, youknow, an entire district,
sending out maybe like a flyer
just to everybody, you know, all inclusive
that says, "We are looking for people
to join these committeesthat have lived experience.
If you have livedexperience in these areas,"
maybe give some examples,'cause some people,
they might have a disabilitybut might not know
that yeah, that isconsidered a disability.
And there's a lot ofsituations where, you know,
I come into contact withpeople and you know,
even I used to work in mental health
and they were like, "Idon't have a disability."
Well, that's considered a disability,
but you know, let's change the language,
since that's not whatyou want it to be called.
- [Melissa] Right.- Okay?
So maybe you don't usethe word disability.
Maybe just use lived experience.
And then you may have anincreased number of participants,
volunteers to step up and help you out
with that committee thatyou're putting together.
- [Shari] That's kindof that same cascading
effect that you're-
- Yeah.- [Shari] -talking about too.
Yeah. Great, thank you.
And you get a whistle,but you have to promise
not to use it duringthe conference. (laughs)
Okay, so let's move on to talk
about making your meeting accessible.
So you need to ensure that invitations
are in accessible formats.
Request information on anyaccommodations required
for full participation in the meeting.
And these also, youknow, can just be listed
as, "Is there anything you need
to fully participate in this meeting
and get as much out of it as possible?"
And that kind of broadensyour audience a little bit.
Book language-access providers,
such as sign languageinterpreters or CART captions,
and provide print and electronic materials
in accessible formats.
But when you're sending outthose invitations by email,
just be sure that, youknow, if you're including
any kind of infographics or, you know,
pictures or anything like that,that you are describing them
and making certain thatsomeone who's using
like a screen reader will know everything
that's in the content of that email.
You should also assessyour venue for access
by a trained accessauditor, someone who knows
what to look for in that venue.
And then during the meeting,you wanna maintain access.
A lot of times whenwe're doing conferences,
people don't always push chairsall the way in at the table,
and so some of our pathsof travel become blocked
and you have to kind of reset things.
And so just being aware of those things
and making them part of yourhousekeeping at the beginning
when you're telling people, you know,
kinda the rules of the road.
Ensure that the venue is on a bus route
and that there is anaccessible path of travel
to the venue from the bus route
and verify that the venuehas ample accessible parking.
Invite disability-led organizations.
Disability-led organizationsare those organizations
where the majority of boardand staff are disabled people,
and disability-led organizationsmay be single disability
or cross-disabilityfocused and it's important
to invite both types.
Inclusive disaster planning strategies.
Connect with the disability community
by contacting Centersfor Independent Living,
which a lot of you are familiar with,
the Statewide Independent Living Council,
which creates the StatewideIndependent Living Plan
for your state, and otherdisability-led groups.
And we are available to talk with you
about what some of those othergroups might look like too.
And a lot depends tooon what your focus is,
but those are all good places to start.
So I'm gonna stop there andturn it over to Melissa.
- [Melissa] Okay.
Centers for Independent Living.
The good news is you have the State
Independent Living Councilwith a booth across the hall
and they might be in this room.
And the Centers for IndependentLiving are here in this room
and across the hall here today.
So for those of you wonderingwho do I reach out to?
They're here, so that isreally, really exciting
and I'm thrilled about that.
Can you tell I'm a former Center director?
I love Centers for Independent Living.
CILs are disability-led, cross-disability.
That means it's people with all different
kinds of disabilities.
They're locally-administered.
They're run locally. Very, very locally.
And they're not-for-profit organizations.
They're not state agencies.
They're not beholden tothe federal government.
That's where they get their funding,
but they're not state agencies.
They're not federal agencies.
And CILs provide advocacy and support
to assist people withdisabilities of all ages
to live independently and fully integrated
in their communities.
People will sometimes say,"Well, how many people
live at this Center forIndependent Living?"
No, the goal is so that peoplecan live in the community.
And I get why it's confusing language,
so just know that about CILs.
Next slide, please.
Independent Living philosophy,and this is just a thumbnail
and I'm leaving lots out, but this is just
to whet your appetite for it.
Independent Living philosophyaccepts what's called
the social model ofdisability, which means
that disabilities don'tneed to be fixed or cured,
rather society needsto remove the barriers
and create inclusive,non-ableist environments,
that ableism and disabilitybias need to be mitigated,
and that disabled peoplehas should have the right
to self-determination, equal opportunity,
and full participation and equity.
Next, please.
Disabled subject matter experts.
And I talked about thisa little bit before.
While everybody with a disability
is an expert in their own experience,
absolutely, positively. Noteverybody with a disability
is or should be expected tobe a subject matter expert.
That's a lot to put on someone.
What if I wanna be an astrophysicist?
I wouldn't be an otherwisequalified person with disability.
That couldn't happen.
What if I said I knew nothingabout Independent Living
or disability rights?
I'm just someone whohappened to use a scooter.
Or what if I didn't wanna work?
Or what if I'm a stay-at-home parent?
You know, all of those kinds of things.
So you wanna ask about anindividual's qualifications
when technical expertise is needed.
So you just say, "Jane uses a wheelchair.
They must know all about whatan accessible bathroom is,
and probably they know aboutsign language interpreters
and what blind people need too."
Ask if they're qualified,and if they are qualified,
understand it's not somethingthat's easily learned.
You have to study and develop expertise
and you need to compensatepeople for their time.
A lot of work has goneinto them learning that
and you wanna be respectful of people
and pay them for their time and expertise,
'cause nobody trains usas a disabled person.
We don't get a manual when we're born,
so you know, we have to gofigure it out on our own.
You wanna plan and partner
with disability-led organizations.
Include disability-ledorganizations, or DLOs,
in all, and this is in allcaps, aspects of planning.
Not just access and functional needs,
but all your aspects of planning.
So you don't wanna have a groupthat deals with disability.
When my state dealt with COVID,
I was put on the communication committee
that did public relationsand nothing else.
There needed to be someonewith disability stakeholders
in every aspect of it.
You wanna include people back and forth.
And you wanna include organizationswhich represent people
with all types of disabilities.
Try to create opportunitiesfor partners to convene
and lead planning meetings,preparedness events,
and exercises and drills.
So you want thosedisability organizations?
Maybe they take the lead.
Conferences.
Invite people with disabilitiesto your conferences as well.
When you have events,
invite the Centers for Independent Living.
Invite the StateIndependent Living Council.
Ask the State Independent LivingCouncil across the corridor
to send out flyers and brochures.
So the electronic materialmight be appealing.
They might overlooksomething you sent them,
but if the Independent LivingCouncil send it to them,
the Statewide IndependentLiving Council sent it,
it might get more attention.
Go, "Oh, this is somethingpertaining to us."
So just remember that. Remember that.
Go to disability community tables.
Invite yourself.
They're not shy. Don't you be shy either.
Ask to come.
Start and continue to build relationships.
Like I said, go to theirannual picnic or whatever.
Build relationships with themin blue-sky times if you can.
Get on their mailing lists.
So what works?
Disability community informed planning
for preparedness response and recovery.
Disability community informed training
for emergency responders and managers.
That's really important.
Real time, real peopledrills and exercises
and acknowledgement ofindividual and community agency,
mutual aid efforts, and resilience.
That's really important.
Questions!
We definitely need moreblood sugar bits. (laughs)
But there's still more fabulous prizes
and I'm gonna turn it back over to Shari.
- [Shari] Thank you.
So now let's talk abouthow we can work together
to save lives.
First I'm gonna tell you a story.
In a disaster not too long ago,
a person had to sit and sleepin their mobility device
for 10 days at a government-run
medical special needs shelter,which led to severe edema
in their legs.
The Partnership was ableto assist in the delivery
of an appropriate bed for them
provided by the American Red Cross.
These things should not happen.
So collaborating inclusively.
Identify the problemsolvers, people who come up
with solutions, people who havegreat ideas for innovation,
ways to partner andcollaborate to get things done.
Who's already servingthe disability community
in disasters and emergencies?
Establish a shared purpose.
What's the goal?
For example, access, equity, safety,
replacement of equipment, makingaccommodations for people.
Agree on a plan of action.
Who does what with what and for how long?
And that's about identifyingcapacity and capabilities,
what a group brings to the table.
How long can they bring it?
Because resources, includingtime and humans, run out.
Disasters are hard and theyget very difficult for people.
You can burn out.
I have, and you have to take a break.
But knowing who can bethere and who can bring what
and do what and at least having an idea
of how long everybody can sustain that.
Will they need to takea break here and there?
Also, implementing and exercising
the plan you come up with.
Practice, practice, practice, practice.
And evaluating the plansand exercises regularly.
What works? What needs improvement?
What can we maybe take adifferent perspective on
and come up with somethingtotally new by way of a plan.
Other ways to engage
disability-led organizations as partners.
There's something called anovernight shelter exercise
where you can set up ashelter and encourage people
within the community, notjust people with disabilities,
but bringing people into that shelter
to find out what it will be like.
You know, how's it gonna work?
What do you maybe need to do differently
when you're actually opening up a shelter?
It also helps you understand the facility
that may be chosen andis it really accessible
or is it some place thatneeds to not be used
and do we need to look at something else?
Participating in tabletop exercises
like the one we're doing tomorrow.
Getting lots of different perspectives
on how to make things workin response and recovery.
Participation in large-scale exercises.
There was recently anational mass-care exercise.
Our directors, German and Shaylin,
were able to attend that,and Priya was there as well,
and got to have a lot ofinput and provide feedback
and also do some educatingof some of the folks
who were there.
CERT training.
Community Emergency Response Teams
are a critical piece of response
and encouraging people with disabilities
to become CERT-trainedis a really good way
to get their perspective on things
and to have people who can interact
with those folks in thecommunity who may need
a different way ofresponding to their needs.
I'll tell you a quickstory about CERT training.
I had a friend who was a triple amputee.
She was about to do CERT training
and they said, "Okay, sowe need you to tell us
what we need to change or alter for you."
And she said, "How 'bout this?
Train me the same wayyou would anyone else
and I'll let you know ifthere's anything that I need
or that I can or can't do."
She went through the whole thing
the way it's normally delivered
and got certified immediately.
FAST training like Junetalked about this morning.
Very important way for ourcommunity to contribute
and an important way to get that guidance
and technical assistanceand lived experience.
Community preparedness events.
These, I think, are so, so important,
because the better prepared we are,
obviously the better we survivewhen the balloon goes up.
Working with CILs, putting oncommunity preparedness events,
other disability-led organizations,
being there to do those events
where you may beproviding a weather radio,
things that are not always easy to come by
when you're trying to build a kit.
One of the approaches that we take
is low and no-cost ways to build that kit
and kind of building it up over time,
because not everybody can go out
and put together a go bag anda kit all in one fell swoop.
Effective approaches for better outcomes.
Hold regular meetings withstakeholders from across sectors
and across the disability community
to identify barriers andcreate collaborative solutions.
Stakeholders includeemergency management agencies,
public health, decision andpolicy makers, disability-led
and disability-relatedorganizations, schools.
All of the groups thatare represented here
are important stakeholdersin these meetings
and planning sessions and makingthings go better next time.
And now I'm gonna talk quicklyabout promising practices.
In Washington state, there is a coalition
on inclusive emergencyplanning, which is a statewide
cross-disability advisorygroup that works with state
and local emergencymanagement stakeholders
to build disabilityaccessibility and inclusion
into all aspects of emergency management.
This group is funded by a grant
from the Washington Department of Health
Executive Office of Resiliencyand Health Security.
So there's another littlelesson there in, you know,
go look for funding.
Look for people who are lookingfor innovative solutions,
who are supportingdisabilities-led organizations,
who are supporting, youknow, response initiatives
and that kinda thing.
There's grant money out there.
So another promising practice, in Florida,
the CIL network has comea very, very long way
in becoming a cohesive group of people,
group of agencies thatrespond to disasters.
In October of 2018, Hurricane Michael
struck the Florida Panhandle.
It's a devastating Category 5 storm.
The Florida StatewideIndependent Living Council
and the CIL networkencountered many barriers
to meeting the needsof disabled survivors.
Since then, they've collaboratedwith emergency management
and public health to removemany of these barriers.
Major milestones have beenthat the Florida SILC director,
Statewide IndependentLiving Council director,
has a seat in theEmergency Operations Center
and the CILS have accessto state housing resources
so that they can assistin finding accessible,
affordable, transitionalhousing and permanent housing.
So any questions?
We really should've had thatcandy on the table, man.
(Shari laughs)
So now we have another activity for you.
Ideas for your community.
Is this me or you?
- [Melissa] Yeah.
- [Shari] You?- [Melissa] Yeah.
- [Shari] Thought so.- [Melissa] It doesn't matter.
We can do this together, Shari.
- [Shari] We can.
- [Melissa] (laughs) So the activity...
See, you're not asking questions,so you're gonna do work.
The activity is ideas for your community.
Discuss with your tablehow emergency management,
public health, including hospitals
and the disability community,and public schools,
can collaborate to improve resilience.
How will you change orexpand disaster planning
based on what we've discussed today?
And what organizations or individuals
might you add to your planning group?
And assign a spokesperson,because there's still
tons of fabulous prizes.
- (inaudible)
- [Shari] No.
(Shari laughs)
- Okay, I'm going ahead,
even though there's background noise.
- [Melissa] Mm-hmm.
- We discussed, in regardsto what we could do
for our community, I thinkwe're rather unique here
'cause we already know each other.
We didn't have to networkto a certain extent.
We believe we have the mechanism
to be able to get everybody together
and start to bring up how we need
to get people with theAFN more involved with us,
including the IndependentLiving organizations
and anybody else that wouldhave specific interests,
and we could start a grassroots effort
to review what wealready have as a county,
or we also, some of usserve multi-county areas,
and then decide steps that we need to take
to modify any plans or procedures
to make sure that everything's covered,
including inventory resources,where the interpreters are.
Again, we're lucky in SangamonCounty being the capitol
that we have many of those resources
located within an houror so, but we still need
to identify 'em and do better at that.
- [Melissa] Right. Great.
- And that's basically about it.
- [Shari] Thank you. Who's next?
Don't be shy.- [Melissa] The prize.
Prize.
- [Shari] A prize for you.
Let's do that.
Okay, don't be shy, y'all. Come on.
Somebody tell us what you came up with.
Ricky? Go ahead.
Well, we have a mic coming your way.
- So I did mention that for us,
it really hit hometoday when you guys said
we have a plan for you, not with you.
We have a lot of folks thatare getting up there in age,
they're in assisted livingfacilities and stuff like that.
We do have plans for them obviously;
an an EOP is required. But itis for them, not with them,
and I think we needrepresentation at the table
from these facilities inorder to make a better plan
to make sure it's actuallygonna work as well.
- [Shari] Great. Youget two fabulous prizes.
- Hi, my name's Lisa, andjust to build on that,
and then take thosepartners and then put them
in our exercises, 'causethey're often very missed
when we're exercisingour plans to get to that.
So I would say wedefinitely need to include
them in our exercises.
- [Melissa] I wanna clap now, so I'm
giving you hands clapping.
(all laughing)
Thank you.
- [Melissa] We got two minutes, I guess.
- [Shari] Okay, we have about two minutes
left for this session.
- [Melissa] Yeah, so we need to close.
- [Shari] Okay.
Wanna discuss-
- We're interns for theIllinois Pharmacist Association,
so we don't really havelike super high roles
where we're at, but wediscussed including places
like SILC and Centersfor Independent Living
because we know there's alot of pharmacies closing
and that's gonna create an extensive need
but be under-resourced.
So if we have these otherorganizations in place,
we can all work together to figure out
how to meet the needs of everybody.
- [Shari] Yes.
- [Melissa] And you get a Rubik's Cube.
- [Shari] Yes, and I'm just gonna say,
I'd like to give youall a round of applause.
Thank you so very much.
- [Melissa] And I wannapoint out to resources.
Again, Equipped forEquality, which is your
Protection and Advocacy office.
Illinois Council on onDevelopmental Disabilities.
Disability and Human Development,
which is a University Center on
Excellence in Developmental Disabilities.
Statewide Independent Living Council,
and the Illinois Centerfor Independent Living,
and I wanna give Luthie, ourfabulous prize runner, a car.
So you get a new car for yourself-
- For me?
- [Melissa] - for giving outprizes. Yes, that is for you.
- [Shari] All right!
- [Melissa] Thank you all so much.
And we have the next panel coming.
- Thank you.- [Shari] And our last slide
has our contact information.
You got Melissa's from the one before,
but mine is up there tooand we're both available
to answer any kind ofquestions you may have
or listen to any new ideas anytime.
Thank you again.
