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PROCEEDINGS

       >> Good afternoon!  Thank you for joining us today, for "Emergency

Registry:  An Objective Analysis Tool."

     I would like to inform everyone that this call is being recorded.  This

webinar today is presented by the National Association of County and City Health

Officials, or NACCHO.

     This is presented by the Health and Disability Projects Learning Community

on Emergency Planning and Preparedness for People with Disabilities.  NACCHO's

Health and Disability Project is supported by the National Center on Birth

Defects and Developmental Disabilities at the Centers for Disease Control and

Prevention.

     We are here today with NACCHO's Preparedness Team.  Participants are in a

listen-only mode.  If, at any point, you need assistance from the operator, you

can press *0.  The recording and slides will be made available after today's

presentation.  The slides were also made available yesterday.

     To ask questions or make comments during the webinar, please use the "chat"

feature on your screen.  If you are participating using the ready-talk webinar,

the chat feature is on the left side of your screen.  If you're participating

using the CART transcription service, the chat is on the right side of your

screen.  Type in any questions or comments, and the moderators will be able to

see and respond to your questions.

     If you are unable to type in questions, press *0 to talk with the operator.

Time permitting, we may open the line for questions and comments.  In that

event, the operator will offer further instructions on how to get in cue.  I

have taken enough of your time this afternoon.  I want to now turn it over to

June Isaacson Kalies and Alexandra to present.

     June?

     >> June:  Hello.  Hi and welcome!  I appreciate the opportunity to be here

today for the seminar on "Emergency Registries, an Objective Analysis Tool."

Right now, I'm advancing the slide.  The next slide will have my contact

information.  I may need help advancing the slide.  At the moment, the mouse

just kind of froze.

     Are you there?

     >> I got it for you.

     >> So you have my contact information.  I'm June Isaacson Kalies.  Work

helps to ensure that the needs of people with disabilities and others with

access and needs are integrated into health care and emergency planning,

response, and recovery systems.

     My consulting practice actually started way back in the mid '70's, and I

work primarily as a trainer and speaker, author, policy analyst.  And you know,

in the emergency world, I'm probably best known for my work in conceiving,

promoting, and moving the emergency world toward -- from the vague special needs

focus to operationalizing access and needs for planning and response.

     And this is also included, conceiving and working with the state of

California and other states, to adopt and implement the use of a Functional

Assistance Service Team, or FAST, as we refer to 9.

     Next slide, you will see the "casual" me.  But actually, rest assured, I

did dress up for this presentation.                                   2

     So, next slide.

     I'm also the Associate Director of the Center for Disability and Health

Policy at Western University Health Sciences in Pamono, California.  And you

have the website there, as well, for the Center.

     So next slide.  And my slides are not advancing on my screen, but I hope

yours are.  I wanted to just take a moment and talk about, who is this

population?  And a definition that I really like from the World Health

Organization really defines "disability" broadly.  And actually it talks about

it being an umbrella term, and conceiving of persons functioning and disability

as really a dynamic interaction between health condition and factors like the

environment and personal attributes.

     So really it talks about disability conditions as being nearly universal

and relevant to most people at some point in their lives so the point is, when

we just use census data, we really don't paint a true picture of all people with

disabilities and others with access and essential needs who are affected during

and before emergencies.  So when we use this broader brush stroke coupled with

the legal mandate, including people with disabilities the emergency world does

pay more attention.

     >> Really, there's a definition I like from Altman and Burnstein.  It talks

about the survey of people in the U.S. and looks at more of a 30% number in

terms of basic cognitive, sensory or emotional issues.  So I think painting that

broad-brush picture of who this population is is very important.

     Next slide.

     The focus today is not registry in its ambiguous sense.  It is a very vague

term.  Generally it's lists of databases of people for a broad range of services

like registry of resource personnel skills and services like CERT, Citizen

Emergency Response Team, Citizen Core, VOAZ, which is Voluntary Organization of

Disasters or human service personnel like the Medical Reserve Core or nationally

what they call Emergency Systems for Advanced Registration of Voluntary Health

Professionals.  I never guest that right unless I read it.

     But the focus of this material is only what you see on the slides.

Registries that offer people with disabilities and others with access and

functional needs the chance to preregister for emergency assistance before

and/or during an emergency.

     So I want to take a moment and maybe get a snapshot of who we're talking to

here.  These are quick poll kinds of questions.  The first that we would like to

know is, primarily, do you or the group of you listening together and

participating together, do you work in emergency planning and management?  Do

you work in public health?  Or primarily in a disability community or other?

     So you can actually vote right there on the screen.

     Hey, well, it looks like at the moment public health had 51.  Emergency

planning and managers have 34 and disability community at 18.  And 5 are

"other."  I'm sure that number will keep changing.  So we will move on to the

next question, which is:  Do you think registries are a good idea?

     Go ahead and vote.

     Okay.  Then you will see the graph come up.  It looks like yes wins at

65, undecided is next at 35.  And no is about 21.  But those numbers will keep

changing.

     Okay.  We move on to the next question:

     Do any of the communities that you work with have a registry?  Are any of

the communities that you work with planning for a registry?

     >> Actually the next question is do they have a registry.

     >> Okay.  Thank you.  Sorry about that.

     >> It's okay.  So we have yes at about 53.  No is about 44.  And unsure at

22.

     So now that next question, are any of the communities you work with

planning a registry?

     We have yes at 38.  No at 27.  And unsure at about 48.

     The last question:

     Are you willing to share registry experiences and outcomes, either positive

or negative, on this call if time allows, or privately over the phone or by

email?  And you do have our email information in the contact slide.

     Okay.  I need to be careful what I ask for because we have 25 yes's on the

call and 50 private.  So okay.  Very good.

     Thank you.

     That gives us a good picture of you.  We appreciate your help with this.

     So next slide.

     Our motivation regarding our work is to move from a shallow end to take a

deeper dive, given our frustration about the world of registries stemming from

our observations that registries are often pointed to as a simple and sound

solution and a key component and model intervention for helping people with

disabilities and others with access and physical needs in an emergency.  And

many documents do refer to their potential usefulness without any accompanying

evidence or guidance.  One example is, if the community does not possess such a

registry, creating one should be considered since it can be an extremely useful

tool.  It's from a well-known disability organization that will not be named

here.

     Next slide.

     So Alexandra, who you will hear from in a few minutes, and myself, since

about '08, in our free time, and I can hear some of you snickering about that

and laughing, but in our free time we have been exploring this complex issue

through informal interviews, reading, and a lot of debating with each other.

And overall, we find that there is an oversimplification of this complex issue,

that the guidance is shallow, that there's an overpromise of response and an

under estimation of resources and a significant lack of outcomes evidenced.

     Now, some of the ideas I presented before and some of you have heard me

talk about this before.  But our information here, our material, is

significantly changed due to the integration of a lot of new learning and new

thinking.  So this material is a preview of a paper which we are planning to

purchase in a peer reviewed journal, so it can be easily found through searches.

So we're looking for you, our audience, for your thoughtful reactions, one.

Two, if you have any volunteers out there that might want to review a draftsman

you script, and if so, you can contact us by email.  And, three, ideas,

especially from you emergency managers and planners out there regarding any

strong journals that we could get this information out quickly, compared to the

Joe logic time which sometimes takes to the get something published in an

academic or hard copy journal.

     So you want to cover today -- next slide -- we want to preview of elements,

some of the elements in the tool.  And really add object activity to this very,

very emotional issue.  And just by way of example, in terms of the kind of

emotionality that surrounds the issues, we have been collecting through

interviews reaction to registries from both the disability community and the

emergency community, and I must have five pages of reactions here but I'm just

going to give you a sample, just a few comments.

     For example, from the disability community:

     There's express concern that registries give people a false sense of

security, even when they come with educational efforts and very clear

disclaimers.

     They objected to the inherent registry bias that most people with

disabilities are easy to locate because they are homebound.  That is, they do

not acknowledge the diverse population just like everyone else, people will

work, volunteer, play, pray, shop, eat, travel, et cetera.  Some stated it's a

lot about us without us, meaning the intended users are not included in planning

for managing the effort.  And some claim registries are inadequate approaches

authorized by managers who don't really understand the complexity of the

disability-related emergency services.  So some direct quotes were I want them

to know where I am and I want to be rescued.  Another quote:  Is this a genocide

list?  And then from the emergency management world:  The act of creating a

registry does not increase response capacity but focusing on integrating

community stakeholders and response does.  Another comment:

     These services to evacuate all with special needs and challenges will be

eliminated during an actual incident, just as will resources in general in

response to a fire sized disaster.  A concern is that people may rely more on

being evacuated from understanding their first be sent which could be having

their own evacuation plan with friends and others.  And another comment, you

have to set up a system that is realistic.  Registries don't work.  That sets up

the feeling that government is going to come rescue you, and that's not

happening.

     So, Alexandra, I wanted to deepen the discussion by acknowledging that

registries have very diverse and complex elements, which includes funding and

administration, recruitments of registrants, enrollment disclaimers, and data

management, like how to collect the private issue, retaining the data, storage

and retrieval of the data, as well as response capacity and response to

commitment.  So there's a lack of, as I said before, any research-based guidance

on when, if and how to operationally sustain registries.  So this material is

our attempt to fill the gap until this research happens, by offering a more

objective criteria for assessing these complex issues involved in deciding

whether to be very in operation lies a registry.

     Next slide:  A reminder to urge you to proceed cautiously before endorsing

a registry.  So think about these elements.  And next slide, take away begin, to

advocate that the art, the science and pros and cons be critically evaluated.

     So on to our tool.  Our first criteria is is the registry a planning tool.

Our thinking is a registry could not -- complete data about geographic

distribution patterns.  It's really not an effective planning tool, as there's

very little to no chance that everyone needs to be included in the planning

process will ever register, making it not representative and making it -- so

data collection and registration used for planning and access services should

more accurately be called survey.  And there are better tools and resources to

be use tore planning.  There are census, community service data, there's

administrative and program data, all kinds of GIS tools that help to identify

locations of population clusters.

     I'm looking at daytime numbers and nighttime numbers of populations in

cities and wherever there have been to be a large number of seniors or large

number of sub commit prayer.

     >> When we pledge -- we say if it's a planning tool, stop here.  That a

"registry" is a response tool.

     So, next slide, the GIS staffing remind us.  So emergency planners need a

registry in order to know people exist, then there's a problem.  So the second

criteria in our analysis question is, does the planning include -- and I'm on

slide 20 now.  Does the planning include all of those affected, including

potential registrants and emergency responders?  Because there needs to be

clarity of expectations, of resources and capacity, working together to help

blend and reconcile the resource management perspective needed to compared to

the registrants' expectations compared to the capacity per each school and

hazard type so that brings us to the next of criteria of which we focus on,

which is, what type of emergency is the registry for?  Is it for individual and

911 calls, I would think debris removal, that you [inaudible].

     >> Is what it will do and will not do clearly stated.  For example,

registry is specifically designed for use in unclear would be common every day

events.  Well, I have no clue what that really means.  Or maybe something clear,

small emergencies like a house fire or a power outage.  Next slide deals with

disclaimers and expectations.  So registries use disclaimers to address

situations where there's a mishmash between the registrant expect tanks and

their needs and the responders' resources and time frame in which things will

occur so the questions really drill down on, you know, what is the performance

expectation here?

     Because the problem is, often with these disclaimers, is that it leaves the

registrant never knowing what they could and could not expect any a given

emergency.  And will they get information?  Will they get assistance?  And if

yes, when.  So an example is that maybe more of you could relate to, if you do

any kind of international training, and something I didn't know, but the U.S.

department, the state department, has a travelers registry called SMART.  And

SMART stands for smart travelers enrollment program.  It's tree and the purpose

is for traveling internationally or living in a foreign country.  So it allows

you you to enter your information about your trips abroad so that the department

can, quote, better assist you in an emergency, unquote.  So the question

remains, as for board registrants in a number of situations, would you real

sickly to affect or find and evacuate you, for example, a hostage situation at

the Iran border or a ferry boat sinking in Pakistan or a hotel bombing in India.

So a really careful look at expectations and disclaimers.

     Next element that we look at is something that we rarely hear about.  And

that is, when it will not work, what are the breaking points?  Clearly stated?

     So for small size emergencies, maybe more.  What about immediate, large or

catastrophic events?  Don't even answer for the commercial side product,

response systems like Personal Emergency Response Systems, PERS, that have a got

in -- if that service representative is contacted or staff of a human services

is contacted in a large-scale event, can they actually do the promised hand-off

to a response agency?  Because for the commercial products, there's a call

center in the middle that will probably not work in a major, large, or

catastrophic event.  The other issue is timing, and the type of warning.

     Now, we had a great experience this was weekend, last week, with Irene, a

slowly developing storm, with a lot of prewarning.

     But what about short warnings?  Tsunamis?  And fires.  And we also had an

experience last week, particularly of you on the East Coast, which I would say,

welcome to my world, which is no-warning earthquakes.  So again it's very hard

to look at where registries are not working and clarification to the registrant.

     Next slide, we have an element about the resources.  Is it sustainable?  Is

there funding for the long-term?  For many years?  Or is it just a one-year

funded project?  So continuing resources may not give you a choice to maintain.

So this is a big question, not fun or easy to adopt.  Second we spoke of

response-capacity.

     Our resources -- are resources in place to meet the needs of registrants?

Can the registry responders deliver on the programs of help within a specific

time frame, distance, and location?  Will the available resources meet the needs

for different sizes of emergencies, and different.  And another element included

here is, how and when is it tested?  Is the test in grills, exercises and real

events?  And are the test results documented?  The success and failure outcomes.

And are there plans to improve without the process?

     >> So next slide.  This is really to have people stop, that a few answers

are fuzzy, are unclear, then it's really time to step back and take another

look.  Are there other alternatives that should be looked at and we're going to

talk about that in a moment.

     Part two, the next slide, of the registry tool, deals with more of the

operationalizing elements.  One of the specifics about updating privacy data

management, managing the out reach and recruitment and more specifics about the

disclaimers.  So if we have time, we will get through that.  But after the Q and

A, or if there's a lag in the Q and A, we can get to some of those details.  But

you wanted to move now to having a look at the flowchart that we have been

working on.  So Alexandra, over to you.

     >> Alexandra:  Thank you, Jen.

     I'm going to try to go back to slide 7.

     >> I will get right there.  Hang on.

     >> Okay.  And I'm going to apologize in advance.  And I will pick the phone

up.  If you hear helicopters in the background, we have a pretty significant

wildfire.  I'm at the University of Montana and we have a pretty significant

wildfire about 10 miles down the road and they're dipping out of the river, so

the helicopters are busy working on an emergency.  Fortunately, there have been

no evacuations yet, although there are homes in danger.

     So I'm Alexandra at the University of Montana.  I have been working with

June on these issues but the way I got involved primarily is that I worked in

Armenia for the Red Cross after the earthquakes in '88 and '89 and not there as

a consultant but as a real worker, helping to set up a rehabilitation unit for

people who are injured, spinal cord injured after the earthquake where 50,000

people died.  So seeing on the ground what it's like and the long-term results

is providing a long-term issue with the wheel interest the preparedness and et

cetera.  Can we go back to slide 37?

     >> Yep, hang on just one second.

     >> You're not expected to read this.  I'm going to go through the different

parts.  Butt one thing that I would like you to notice on our flowchart for kind

of how this works together is that there's a circle in the bottom right-hand

corner.  And it says "whole community planning."  I don't want to give the

impression that using a registry is an alternative to whole community planning,

but in some cases after you have done a careful self assessment, a registry can

be an adjunct to whole community planning.

     One of the things a registry is not is a way to solve your special needs

problem, which is something I heard at a big emergency management conference in

Michigan.  The person walking down the hall saying, well, now, I'm going to the

session because maybe this will be an answer to my special needs problems.  It's

like, registries are not an answer to your special needs problems.  But it can

be a useful response.  So I'm going to try and advance my own slide.

     That work?

     Okay.

     >> Yes Alexandra:  Step one of the flowchart of registry self assessment.

This is on deciding on an emergency registry.  Step one is really looking at,

why are you doing it?  Why are you developing a registry?

     So identify the registry purpose.

     If the registry purpose is planning, as June has already said, you should

probably just stop right there.  Because it's not a good planning tool.  There's

much more appropriate planning tools, as June was discussing.  And if you do use

it as a planning tool, any voluntary registry is only going to get a part of the

population, not sure which part of the population, and it will probably lead to

very inadequate planning.  It's much better to go directly to whole community

planning, which June will be talking about later.

     However, I'm going to try these marketing tools, the registry is a response

tool.  Very often when we talk about registries, you ask people who the registry

is for, and they start talking about who is going to be in the registry.

     A registry is a response tool.  It is not -- shouldn't be identified by who

is in it.  That's step one.  Your first thing, why.  Identify your registry

purpose.  And of course very clear about that.  And on the Anchorage, the

website said their registry is for planning and for evacuation.  I would -- I

think we -- the conclusion for planning it's not a good planning tool but for

evacuation, it might be quite useful.

     Next.

     So step two in the flowchart, the next thing after why, we already know

you're going to response, it's like, are you planning to use it for all hazards,

scales and warnings?  I think there's plenty of evidence on this one already

that it doesn't work for all hazards, scales and warnings.  At some point, the

scale and the warnings will overwhelm the ability to use such a tool.

     So if you're planning to use a registry for all hazards, scales and

warnings, just stop and proceed directly to whole community planning.

     Step three, if we know the response, we need to identify when.  You need to

identify when the registry can be used.  So you have got the identified hazards,

scales and warnings, when the registry will be used.

     And that's clear, not just to the people who are planning the system, but

to the responders and to the people who will be registering in the system.

Everybody needs to be clear, so the expectations are not ambiguous.

     So you have got the identified hazards, scales, warnings when the register

will be used.

     You can go to the next step.

     If however, for the identified hazard scales and warnings when the registry

will not be used, you have identified your breaking point.  And the breaking

points will lead you to the identified hazards scale and warnings when the

registry will not be used.  And for those hazard, scales and warnings, you need

to go to whole community planning.

     But let's assume that you have the hazard, scales and warnings when the

registry will be used.  Then you can proceed to step four.

     >> Step 4, you need to be clear about who it will be used for, for which

population.  I mean there are some registries that are only used for people with

mobility impairments.  There are criteria on them.  You need to be clear who

your registry will be used for.  All of the participants in this need to know,

from the planners to the responders and to the registrants, all need to be clear

who is in and who is out, and you have identified your eligible voluntary

registrants.  Then you will proceed with the process of thinking this through.

For the people who are not eligible or who are eligible but don't register you

need to proceed to whole community planning.  This is another break point.  So

you have identified why, you have identified when, you have identified who.  You

know who the eligible voluntary registrants are going to be.  Your next step is

to question them with some of the issues that we raised have a lot more

questions to ask in the actual checklist.  Should you develop a registry or not?

If you think that you want to proceed, that you looked at all of the other

issues around acceptability and funding and feasibility, adequacy, flexibility,

there's a set of questions for each of those, interoperability and

collaboration, consistency in standardization of products, completeness and et

cetera, if it seems that that will meet the needs and you have got resources and

ongoing funding and it will be a good adjunct to the rest of your response

tools, then we ask you to go on and complete the registry self assessment, and

part two which gets a lot more into the details of systems operations and

confidentiality, data collection and updating protocols, content of data about

the registrants, the messaging, out reach, recruitment, et cetera.  But before

you do any of those, and that's usually where the discussions on registries land

is in these operationizing it without really giving you an opportunity to

consistently sit down and think through the whole process laid out in the

flowchart.  At this point it may meet all of your criteria but either you think

it's too responsive -- I mean when L.A. looked at it, I think they were talking

about a $14 million a year budget.  And if you decide not 0 to develop one, you

go immediately to whole community planning.

     Just is just to look at 22 sets of colors.  The self assessment goes

through the yellow line and I will read through them.  It's the why, the when,

the who, and the decision doesn't meet your needs.  It doesn't mean you don't

get involved with whole community planning.  It just means this is going to be a

good adjunct for you.

     All of these boxes here are leading to direct community planning.  But if

you understand it's very clear how you're going to use it as a response tool.

You have identified your hazard scales, warnings when the registry will be used.

You know who your eligible voluntary registrants that you're going to out reach

to and you have decided this will meet the other criteria and will be a good

adjunct tool, then you go on to looking at the operational question.  But it

really is not very effective.  Go to rooking at how to operationallize one of

these until Yukon sessionally have it clear, then all of the players agree that

this is a pathway you want to take.  So June, back to you with whole community

planning.

     >> June:  Okay.  Thanks, Alex.

     So even if you do choose to develop a registry, I think the point is worth

stating again that not everyone will register.  So you still have to plan for

and account for those who do not register and our collection of information in

the community, we have a number of emergency managers who have said to us and

researchers have said we're aware of this many people in our community but the

number that register are minute compared to the number that we're aware exists.

So either way, we do have to look at a whole community planning, which is, I

like to say, doing better together.  And it's basically focusing on that

broad-brush definition of "inclusiveness."

     So this is really an area that you will be or you already have been hearing

a lot about, which is connecting the access of the whole community to increase

and improve chances of a good response.

     So really involves engagement and the leveraging of community-based, faith

based organizations, private industry, trade source, social and fraternal

groups, neighborhood associations, businesses, schools, ethnic centers, other

civic organizations that have routine and direct ties to the local community.

And these, in fact, are the organizations that really do provide the bulk of

services in that community every day.  So to the extent that they are prepared

and included, could continue to be the primary provider of services following an

event.  So Sarah back to you for the next slide.

     >> I got it.  If you can't see it, I have got it.  So whole community

planning is really acknowledging that government has limitations of capability

and the real focus on the resources of community partners are three sectors as

we say.  So it really looks beyond traditional governments approach and all

thinking government can solve disaster management challenges on its own.  And

it's really acknowledging that even small and medium sized events can be helped

when government expands its reach and delivers services more efficiently by

partnering with the community.  And also, next slide, in large scale disasters,

the need for survivors always out weighs the collective resources, capacity and

capabilities of government at all levels.  So next, whole community planning is

really how effectively you, we, can engage with government and leverage

resources out here that we can bring to help with the successful community

response.  So community partners, next slide, can do a whole lot in terms of

their involvement and participation.  So local collective action, as I say, of

and by, as well as warn about individual that live in the local areas, really

does become the leading edge of production.

     So the recommendation is that the organizations really be included that

have that connection to credibility with and maintain the records and lists of

the specific statements of people, who might easily fall through the cracks.  So

all of these community partners, their roles could include triaging lists for

response, and specifically prioritized lists by involving people with their

permission in helping to determine what their risk is and establishing some

criteria to prioritize the response, to reach those in greatest needs and those

might be people who, these community partners know are the most isolated

geographically or less viable support team in the same or nearby location, like

family, friends, neighbors are unable to use or access, alert, warning and

notification systems, or are transportation dependent.  These are organizations

that also may have good two-way communication check-in systems with these

people.  With individual detail.  They would know who to contact within a

community.  And these are also groups that can provide good guidance, education

and training, accessible materials and clear realistic, helpful, customized

sometimes to the specific population, groups, formats needed, language, et

cetera.  These community partners can also offer mitigation assistance, and, as

well, can offer assistance with public warnings and customizing the kind of

messaging that is offered to the community in terms of those alerts.

     So next slide, the client referral pattern slide.  It's really critical to

note that there are many who are not on any list.  And there's also a

significant overlap of people who are not on any list.  And this overlap of list

as well as those who are not on many, must of course integrated into the

planning.

     The next slide just reminds us that this will take continuing cooperation,

coordination, collaboration and communication through whole community planning.

     Any next point, just before we begin to open it up for discussion, part of

whole community planning and looking at other alternatives to registries is

really acknowledging newer technology.  This is a favorite quote of mine:  "the

future lies before us, like paths of pure white snow.  Be careful how we tread,

for every step will show."

     Next slide.

     So, in terms of innovation, forward thinking, we need to plan for a Mobile

society.  Very few people are truly homebound and any of you have a handle on

those numbers we would like to hear from you.  But with registries being

dependent on fixed locations, fixed precise locations, will it really work,

especially if there's a short warning or no warning again?

     Technology is rapidly moving.  Our expectation of response capacity.  Next

slide.  Will registries become the equivalent planning of using audio cassettes,

floppy disks, old telephones?  Next slide.  8-track stereo.  Wite-Out.  Really

old technology.

     Or -- will we focus, should we focus on communication technology that

allows people, particularly people with access and functional need, people with

disabilities, to no longer be confined by a small area of home-based safety?

Today people are more freely able to navigate the community and, in the

commercial world, take their personal alert response systems with them into

those communities, Jitterbug, New Life alert, and with next generation of 911

and everything that is going on with yes DC, I think that meaningful and forward

thinking in this area is really key.  So the next slide is about the investment

in our infrastructure, in software and technology.  The investment really needs

to be made that will be operational and effective for the long-term.  Spending

our limited resources on a registry system which cannot do what it says it will

do is a waste of time and money.  Given the shifting emergence in planning

paradigm, in conclusion and in quickly evolving technologies, we project, the

two of us, that beginning in 2022, or earlier, you know, readers of this archive

will think, how odd they had to write about something so obvious!

     So existing products and newer prototypes of technology to achieve this

anywhere, any time communication and location identify system for assistance,

they exist.  It's the funding, to make the technology ubiquitous, affordable and

universal, that lasts.  So it's all about thinking in the future tense, which

means, making some better decisions, looking at our strategies, policies and

outcomes, not only for today but really for the future so to conclude before we

go to questions.  To reinforce what we said before, there's little known about

registry effectiveness and most of it is truly anecdotal.  So we need an

objective examination of all of these elements, the true costs, what it really

takes for sustainability, and the effectiveness of producing the promised

outcomes and issues around stale ask size and warning.  And where are the real

promising practices out there.  And also objective examination of how dangerous

are registries given the claim that they provide a false sense of security that

defer registries from developing their own registry plans even when we are

crystal clear about the disclaimers, written in the most basic plain language.

     You also need from researchers a comparative effectiveness of looking at

registries versus already existing systems and all of the new technology to

registries for response.

     So until then, again, be cautious, be careful, in endorsing and advocating

for registries.  It's really not a simple issue.

     We have given you some resources in the next several slides, including an

explanation of an article that we did early on about moving away from "special

needs" to more of an operational approach to looking at functional needs.

     So I think it's time to go back to you, Sarah, to look at some questions

that have come in.  And then if we have time, we will go to some comments from

people about their own experience with successes or failures and positive and

negative registry issues.

     Sarah, over to you.

     >> Sara:  Thank you June and thank you, Alexandra, for your wonderful

presentation.

     We have received a number of questions via the chat function.  I want to

remind everyone on the line that, if you have any questions for June and

Alexandra, if you are participating via Ready Talk, the chat function is on the

left side of your screen.  If you are participating via the CART transcription,

the chat function is on the right side of your screen.  If you have any

questions please send those over.

     June, we have had a number of questions regarding your statement that the

registry tool should not be used for planning, and a number of folks would like

you to elaborate on that.  So I was wandering if you could do that?

     >> June:  Sure.  I think we can both take that on.

     I will start.  But the message is, it's not -- you are preparing for select

few who choose to register.  And is that really an inclusive planning tool?  Or

is that just focusing on a select few?  What about the people that don't choose

to register?  Do they get a second or a non-prioritized response?  That's part

of the meaning.  It's not really about being very clear and inclusive of who is

involved and who needs to be integrated into planning response.

     Did you want to add anything?  Alexandra?

     >> Alexandra:  I think sometimes the idea of using this for planning works.

I mean if it's not a voluntary registry and you actually do have the whole

population, like be sex offenders, it would be good for whatever you're using a

community registry for planning or whatever you're doing in the community.  But

when it's voluntary and you don't have everybody in, especially if it's to be

used more for one kind of hazard, it makes it -- you don't know if you're

planning for the group.  There are resources you can look at, spacial and

temporal, like where and when people are different places.  But there was a

study from Anniston, Alabama, where Aragon Labs did a huge amount of out reach

but for the most part that system would be beyond the affordability of many

local jurisdictions when they're planning.

     And I think June' point about using the best tool -- it's like, if you put

enough money at one of these, maybe you could make it a good planning tool if

you could go out and get all of the people involved the way they did at

Anniston, really get almost the entire population.  But if you don't have the

resources and you are on location and your communities, to really do that, it's

probably a much better I'd to go and look for alternatives that you can afford,

that you can sustain and that will give you the most accurate information for

the kind of emergencies that you have identified that you're going to use the

registry for.

     Sarah, back to you?

     >> Share':  Sure.  I think we will probably see a few more questions about

that.  I'm going to wait for them to roll in.

     Meantime we also had a number of questions, and you did sort of address

this towards the end, but we had a number of questions asking about evidence,

empirical evidence of results of registries.  We also had a question, Alexandra

had stated there's no evidence of having worked with all hazards and so if you

guys could address some of those questions?

     That's as much of this as anecdotal.  But consider that you can use it for

everything, it's probably going to mean you're not going to use it for much of

anything.

     There's one interesting concept in the chatroom about parsing terms when

you don't say you use it for planning, you actually say you don't use it for

your only planning tool and that's actually an interesting point, of using it --

you know if it were integrated in.  Say you're got this registry of people, and

there's a certain amount of information, but you're going to integrate that into

your other planning tools, and some places have great planning tools -- I mean

that actually might be a useful approach.  And I think we should consider

putting that in.  But so much of what I think when we talk to folks and listened

is that they do want to use it as their only planning tool for special needs

population.  Registries will solve their special needs problem -- as if it were

a "problem."  And that becomes very problematic.  Any discussions folks might

have about how to get across the message that, if this could be an element of

planning?  And June, one of the things that we didn't say was the increased use

of the term by FEMA and other groups and the orientation toward whole community

planning.  And if you Google "whole community planning" and FEMA online, you can

see there's a move in that direction.  This is not just something we're making

up.  It's really looking nationally and internationally at how people are

considering doing that, so I think that the idea -- I think that you're right.

That word, looking at -- this is your only planning tool for people with access

and functional needs, it's not going to work.  But -- and the evidence behind

it?  There's so little written material on this right now.  It's almost all

anecdotal.  But when we talk to people, like the California -- there's been a

couple of California surveys that Richard did on the California emergency

management folks, and they were the ones saying this won't work for all.

     >> June:  We had a number of situations and reports in California at public

hearings, and from the community where registries did exist, but for example in

the '07 wildfires, they were not able to access the data.  They were not able to

access the computers or the hard copy.  And in other counties, they never

operationallized the registry.  They just moved on without it.  So a couple of

times it existed but they could not get the data, or it wasn't used.  Registries

have also come and gone quite a bit out here in the west.  So again not

research.  We're all anecdotal reports.  And the evidence that was mentioned

earlier about Anniston, Alabama, I have to caution you, that's an example of a

registry that was made to disappear after a while.  But it was also a registry

that got a huge amount of funding, a huge amount, that in today's world would

probably never happen.  So back to you.

     >> Let me ask a follow up a number of folks have asked.  If a registry is

not the tool that a local jurisdiction is not going to use, how would they plan

for what resources they would need in the event of a disaster?

     A lot of people have asked, you know, so there are things that they are

going to need; they're going to need numbers, so how do they plan without having

this tool.

     >> How do they find out how many people are in the communities they're

serving?

     >> Sarah:  Right.

     >> Well, there's census data and you can find out.  The one I think is

interesting, when you look at age spread on people and you look at naturally

occurring retirement communities, where they see how many older people are

living in areas, but I think, even with using some of the -- even when you try

to define them according to functional needs and the American community survey

does that, and the break down isn't sufficient for some communities, I mean

there is a place for local surveys.  But you call them surveys, not registries.

     >> June:  We talked about the broad-brush definition.  As I look at the

survey and the census data, it does leave a of segments out that are not

counted, for a number of reasons that we could spend the next decade on listing.

But I think, you know, there's enough to go on in terms of the inclusiveness and

using the organizations that could help with the response in the community that

already have a connection to those who affiliate for some support services, kind

of moves you along in a more inclusive way.  The data only goes so far.  We can

count on the communities having a significant amount of functional needs,

whether it's 15%, 20%, or 30%.  We know that this is part of every community,

functional needs.

     >> Can we go to the question of -- there's one of them in about that you

can use registries as a mechanism for educating the people that register about

their personal preparedness plans.  And, June, you alluded to some of that when

you were talking about, and, you know, the Anniston registry was really, they

meant to work themselves out of business in it, by helping people develop

personal preparedness skills.  In some ways that's an interesting approach to

registries.  If folks feel they are to the point they're going to register, it

may be very amenable to learning more about how they can be personally prepared,

and that is actually one of the operational questions.  It's like, if you're

going to consider a registry, look at the ways to use that as a training fool

for the individuals in it.

     >> Sarah:  I have a couple of clarification questions.  I would like you to

clarify what would be occurring by 2022.

     >> June:  Oh, the crystal ball question.  I think the way technology is

going, there will be much greater cart to actually have a sense of locating

people in the anyway, any time connection so that we don't have to about at

about registration being a location specific entity.  So if people actually are in

need of help, for -- if people actually are in need of help, there's a way to

make the contact.  Because what a lot of registries don't do now, there's no

built in two-way communication systems.  So there is a concern that, if you are

on a registry, it means we are going to go check on you.  But what if you got

help?  And what if that is a wasted trip by a responder, because there was no

two-way kind of communication built in?  So the 2022 that I'm kind of looking at

focusing on is a much -- hopefully more accurate and precise way of being able

to tell people who truly need the help.  Because again, people on registries may

or may not in an event actually need the help because they were helped by a

neighbor, a colleague, a friend, whatever.

     >> So let's go back to the technology a bit then.  It seems -- you started

alluding to it but let's go a little further into the personal emergency

response systems.  You have probably all seen the things on television, the life

alert system, the pendant, you hit it, the model is that it then goes into a

call center and the call center helps locate the other ray resources.  They will

call 911 or stay open the line with you.  If you are not familiar with that, you

may have on star on your card.  Or it goes into a call center.  So we have

technology going.  Think of that as a business model for registries.

     You're paying, as an individual, or your family is paying, a fee to have --

to be registered with a service that will help get you assistance in a personal

emergency.  So think of that as a business model for a registry.  That you pay

for, it's how you're dealing with risk.  The complaint has been that in the

last -- with the Life Alert "I have fall be and I can't get up," you

had to be so many feet when your base unit at home so it could only help you

when you were at home.  

    Well, in the last 18 months, the model has changed where, now based on cell phone systems, and it's only as good as your proximity to the cell phone, it can also help provide that business model registry when you're not at home and not near your "base unit."  I think that the changes that we have already seen in 18 months are just going to keep increasing.  Because once one company got the model based on cell phones, the rest of them started coming in, and I think we will see that trend continue so they will base on existing technologies.  And they're presenting more than one model.  

     You know, that's still a call-center-based model.  There's another one out that, you

program your phone, you buy their phone, it has little response button on the

back and you program your phone, so in you have had a stroke and you can't talk,

you hit it and it's will go out to the numbers that were assigned out.  And if

nobody with answer one of those it go to a list of phone numbers that you have

programmed in.  And it could go to your emergency number.  Those kind of models

are showing up in a short period of time, taking advantage of technology.  And I

think looking at those -- in some ways, registries has we are discussing them

here, managed bit the emergency management community would be a response to how

do you get public sector -- for people that either can't afford that kind of

business model of approach.  And I think that the technology is only going to

keep advancing with that.

     >> June:  The focus for the public model, the noncommercial model, there

will be a migration of this same kind of technology.  So, for example, there may

be a way for me to activate to call for help through a number of different

applications and whatever kind of personal assistance device that we carry with

us to the next several years.  So I think it will really revolutionize the way

that we think about how we get help to people.  A whole new way of really taking

advantage of that to-way communication check in system.

     >> Right.  And the future one, there was a comment a lot of our seniors

don't want anything to do with, you know, the technology.  It's like, but, we're

all getting older.  I'm 65 and I love toys.

     >> And we are.  Let me remind you of this -- difficult thought to

comprehend but we are the people of tomorrow.  And we're not going to let go of

all of the technology that we are so dependent on today.  We won't give that up

when we magically turn 65 or 70.

     >> I didn't turn my cell phone in when I got 65.  And I'm fascinated by the

Jitterbug, which is -- one of its primarily marketers areas is AARP.  They are

now offering an array of other monthly services you can buy and one of them is

the emergency response.  They picked right up into this.  So I think that, you

know, in 10 years, the people who are a different age will be there and

expecting, so it's planning for tomorrow rather than trying to make it work with

the call boxes, you know, of yesterday.  But it makes it frustrating in between.

Because if you're going to invest public dollars in this and you want to use

them more effectively now, it's difficult to know when -- you know, in which

direction you should be going.  But some of the them --

     >> I think, too, there's so much going on right now, next generation 911.

And we really have a close eye on the Net in regulation building as well as the

build out for the infrastructure of IPAW, integrated alert warning systems.  And

FEMA -- you know you can read all about it on the FEMA website.  That is going

to be a 10-year build out but that's what we need to be looking at.

     So I am a dreamer.  I am a techno luster.  There's no question about it.

Butt I think, looking forward, it's really critical in this area as we plan for

building something that is not going to happen next week.

     >> Alexandra:  I think one of the things looking at some of the places

where the registry information is, they're still calling it registry but the

information is integrated into the 911 call center databases and there are these

added value ones that go in.  You know, when the information is there and

available to the responder and it's got a systematic approach of going out,

they're calling it that in the several place he that we talk to.  It seems like

a really interesting approach to put additional information on your access to

functional needs.  For example, I need a sign language interpreter, I don't

speak English.  If the responder actually knew that.  But the other side of that

is what June was talking to us about.  If the person is not home when the

responder is going out to that address, it's like, you don't want to waste

precious responder resources, and we certainly don't want to put responders at

risk of trying to rescue somebody who is not there.  So they're complicated and

that's why it was like trying to systematically think through, with not just

having a bunch of planners coming and not really including either regime strands

or responders on how they're doing it but it just seems like a good idea of

having everybody looking at this together in a consistent fashion before we

throw dollars at it that could be put -- we have to find the most effective way

to spend the money.

     >> I want to ask you one last question, and it's only fair since you asked

everyone else, and then we can wrap up.  One participant asked if the presenters

are for or against disability registration.

     >> June:  I think in some cases they could be useful.  But the registrant

expectation and the response capacity and resources need to be in very close

synch, or it's going to cause huge problems.

     >> I think for me the quote from Craig Fugate keeps ringing in my ears.  We

have to plan for "real" and not "easy."  And I think registries work for the

"easy," the small events.  There, they work.  But I think for the medium, large,

and the catastrophic events, I don't think they're going to to really work well.

     So it's an "it depends" answer from me but leaning toward planning for

"real" and not "easy."

     >> Sarah:  Excellent.  Do you guys have any final thoughts that you would

like to share?

     >> Do we get a are transcript of the chat?  There's been a lot of

interesting discussion.  There are some very informed people out there.

     >> Yeah.  All of the participants and everyone who registered will be

receiving a copy of the recording as well as we can send in a copy of the chat

and the presentation.  And so the presenters will also be getting a copy of

that.

     >> June:  I guess my last words is, I apologize for not getting to what I

did want to get to was hearing from some of you about the positives and the

negatives and I would make a plea that maybe we could do more of a Part II

interactive discussion, if it's possible using this technology soon to pick up on

a lot of you that were willing to share.  A lot of you!  So those are my last

words.

     >> Well, thank you everyone.  That concludes our presentation today.  Thank

you for joining us.  If you're interested in subscribing to our newsletter email

disability@NACCHO.org or if you have any other questions about today's

presentation or feature presentations in this project.

     Thank you.

     [Time dismissed is 4:28ET].
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