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Introduction

A single focus group of deaf-blind adults was formed on behalf of CPB/WGBH’s National Center for Accessible Media (hereafter referred to as NCAM) to identify the inconsistencies that exist in emergency alert systems currently available to persons with disabilities.  The goal of the project was to determine ways to improve the accessibility and quality of these alerts and to devise new methodologies.  The findings of the study are detailed in the following report.

CPB/WGBH subcontracted the American Foundation for the Blind (hereafter referred to as AFB) to conduct focus groups with blind and visually impaired individuals.  AFB contacted the Helen Keller National Center for Deaf Blind Youth and Adults (hereafter referred to as HKNC) to gather focus group data from Deaf Blind individuals.  HKNC agreed and a group of five persons was assembled.
The topics of the focus group were the participants’ previous experiences with emergency alert and early warning systems in their home communities, access to and knowledge of assistive and adaptive technology which provide these messages, and reaction to a series of varied hypothetical emergency and disaster scenarios.

Five individuals participated in the group and were compensated $35.00 for their participation.  Two participants were between the ages of 18 and 29, one was between 30 and 39, another was between 40 and 54 and one was in the 55 and over age group.  Two reside in the Northeastern region of the country, one resides in the South, one is from the West and the final participant is from the Midwest.  All focus group members met the criteria for Deaf-Blindness. All participants are legally blind characterized as having less than 20/200 vision in the better eye when aided or having less than a 20 degree visual field. Deafness is characterized as inability to access any auditory input including environmental sounds when amplification is not utilized. All materials were provided in either large print of more than 20 point font or in contracted braille formats. 
Methodology

In the larger study on which this substudy was based, several focus groups of visually impaired or blind persons were formed, grouped by participants’ self-assessed proficiency using technology. For this phase, although there was to be only one group, the participants were also asked to self-assess their technology proficiency so that the researchers could know how they could be included in a range of that variable because it is relevant to the potential solutions for improved access to emergency alerts.  Two members of the HKNC group identified themselves as technologically proficient while the other three stated that they were non-proficient.  Following a brief introduction to the topic at hand, group members were reminded that technological proficiency was not a prerequisite for participation and that the wide array of skills each member brought to the table held its own importance in the discussion.  All panelists were students in the Center, a residential vocational rehabilitation program, and were members of an emergency and disaster preparedness class. This group meets for 12 weekly sessions of forty-five minute duration. The five current members utilize assistive technology and interpreting services to participate in discussions about all aspects of emergency and disaster preparation. The curriculum focuses on vocabulary, disasters that affect different areas of the country, how to set up a personal support network, emergency bag and disaster kit preparation, expectations in an evacuation situation, communication with first responders, use of personal and emergency alert systems, rental and homeowner’s insurance and different aspects of water and food safety. 

They agreed to participate in two hour-and-a-half long sessions after a short discussion with the moderator. In these sessions all participants were supported by RID certified tactile interpreters or utilized FM systems/assistive listening devices to facilitate communication. Two note takers were present for the sessions.
Findings

Interest in topic. 
The group was extremely eager to discuss the topic and expressed their appreciation for being included in the study.  It appeared from sidebar discussions, held prior to the first meeting, that most group members had never been asked for their input on this topic.  Two participants explicitly said that they had never been asked to contribute while the rest nodded in agreement, appearing to have experienced the same thing. 
Examples of situations.  
Most reported a negative opinion about current alert systems and the information they were able to receive.  This was not targeted to a particular medium or technology but was particularly true of televised alerts which they found to be very useful and necessary, but often unusable due to the speed at which information was given.  The lack of clarity and low volume of verbally reported messages were also points of contention. Many participants utilized hearing aids and other auxiliary devices such as FM systems. These aids and devices do not work as well when background noise is present.
Each individual was asked at the start of the session to recount a personal experience with either an emergency or with a disaster situation.  Two of the five participants identified their living areas as rural: all others stated that they were from urban environments.

One individual recounted being caught up in a tornado and having her home destroyed.  She did not hear any alerts via television and her county had no tornado warning system so no siren was sounded.  She was unsure if she would have been able to hear a siren had one been used, but she was later told that none was in fact given at the time.  Her father ran to her home and banged on the door to gain entry. She and her infant granddaughter were both hurt when the home exploded.
Other experiences reported were with flooding, hurricanes, lightning storms, snow emergencies, high winds, avalanches and droughts that fueled wild fires.  Three of the five participants live alone and the remaining two are planning to move into independent living situations, but are currently residing with family members.  Two individuals had never heard any alert messages at all. 
Main information sources. 
Family members were cited by all participants as the primary source of information. This fact was very troublesome to most individuals as they must rely on others to ensure their own safety. Two participants have recently signed up for e-mail alert services but remain concerned that in the event of a power outage they will have no means of contact with any information. One group member stated that she “tries her best to communicate with neighbors, but you can’t rely on them. I need information before a crisis. In my apartment, there was smoke once. The neighbors banged the door and I grabbed my coat and shoes and ran out. It helps to have neighbors for support but what if they were not home and a disaster struck, I do not know what I would do.” 
One-to-one contact with family and friends was also cited most often as a means to gain reliable information.  It was considered to be the only source of information for one individual who is Deaf Blind.  This respondent was a young female who was worried about accepting assistance from the public and even from government officials.  She feared that she might be taken advantage of, that she’d have no ability to communicate or that she’d be completely vulnerable to the will of others.  
Neighbors were also cited as a source, but not with assurance of their availability. One group member in her mid- 50s said, “I try to get information from neighbors, but I can’t depend on them even though they know I am blind and hard-of-hearing.  I really should have information beforehand if it’s possible.”

Media

As noted, the primary methodologies that participants cited as ways to receive emergency and disaster alerts were family and friends. Secondary in importance to those personal sources were a number of more impersonal media:  television reports, computer generated e-mail, cell and amplified phone service, community sirens and conventional radio announcements were cited.  There was no mention of National Oceanographic and Atmospheric Administration (hereafter referred to as NOAA) weather radios, automated phone calls from local government agencies (i.e. receiving an emergency alert warning from their county's Office of Emergency Management), satellite radio (i.e. Sirius or XM), ham radios, automated e-mail alerts or local media e-mail alerts.  Many of the participants had never heard of the above-mentioned options.  This was particularly true of the ham radio; none of the participants were familiar with this device.
Cable and conventional television alerts were cited as the second most reliable source of information.  Respondents stated that they found television news and alerts more accessible than conventional radio.  They could not always be sure where the radio broadcast was generated from and felt that local news channels were offering the best information for their area.  One person stated that she had difficulty with radio stations because few FM stations play news only formats.  All participants agreed that they would use radios in the event of a power outage as they can be run on batteries.

Overall, respondents cited the television as their primary non-personal method for emergency alert access, but it also drew the most complaints.  Respondents who could use their residual hearing stated that too much information was given all at once and at too quick a rate.  One respondent stated that the information was not repeated enough and was sometimes interrupted by the news or weather anchor people.  This made it nearly impossible to hear what was being said.  One respondent complained that television news people “often give conflicting information or sensationalize a storm for days before it arrives and then it turns out to be nothing.”  Thus, television runs the risk of not being taken seriously in those situations when information is truly needed.
Another aspect that was problematic for one individual was the testing of the Emergency Broadcasting System as the respondent could hear the loud beep of the alert but could not hear the portion that stated it was a test. Therefore this person stated that she “made a few crazy phone calls before I found someone to tell me nothing was wrong.”

The use of the Internet to gain information and to receive alerts was the area that respondents were most enthusiastic about. Both group members who reported that they were tech savvy reported that they used e-mail alert systems from weather websites. One used the www. weather.com alerts and the other was the NOAA website. This allowed them to gain information during the times that they were awake and on the Internet. They both check e-mail frequently throughout the day as it is a primary communication tool for them so these alerts are viewed as a positive feature. 

Computer use was cited as a positive development, although all group participants expressed anxiety about the cost of the technology required. One participant stated that although she knew she could use a computer she could not purchase one on her fixed income. They were interested in subsidies or other means to purchase technology that could be used for alert purposes. 
In community settings such as the chemical spill near the mall scenario or the museum scenario all respondents stated that they would look to others for information and would actively seek assistance. Uniformed officials were cited as a reliable source of information.  However, two guide dog users stated that they would try to find alternatives before using uniformed officials in emergency situations because of their fears of being forced to leave their dogs behind.  As one woman explained, “I would not ask you to leave your eyes behind in a time of crisis!” 

Respondents all noted that no single reliable alert system was in place at this time to meet the needs of people who are Deaf Blind. Suggestions to improve this situation were: 
· alert systems that vibrated when an emergency or disaster was approaching. These would be similar to pagers but would vibrate in a specific pattern (similar to a Morse code) to identify a type of event,  e.g.,. one long and two short vibrations for a tornado approaching the area; 
· more funding to assist persons who could not afford new technology such as a Sidekick system 
· and additional research to determine what alerts could assist fully Deaf Blind individuals in times of emergency or disaster. 


When discussing improvements for currently used alerting systems the group suggested that television alerts should have bulleted verbal and visual alerts that were full screen, slow moving text, used simplified language and perhaps a graphic to assist people with residual hearing and sight to “catch” the alert. 
Community settings were deemed to be the most “frightening” because respondents stated they could not receive any information when traveling alone. They did not like the idea that they must rely on someone else to ensure their personal safety.  However, in this situation the training of emergency personnel in basic communication techniques such as print on palm or finger spelling was the most requested accommodation. 

Conclusion


The participants stated that they enjoyed the discussions and hoped their comments would be beneficial. All reported a need to improve their own skills in this area. Several hoped that this discussion and further research would help to empower Deaf-Blind individuals and that in turn might improve the research into alerts that can benefit all Deaf-Blind as they continue to feel as if they must depend on others to provide information for them.


The staff of the Helen Keller National Center would like to thank you for the opportunity to provide input into this valuable project. We would like to continue to work together until all individuals can have equal access to information in all aspects of their lives.

####

APPENDIX

MODERATOR’S GUIDE

Introductory remarks

Thank respondents

Discuss purpose of focus group

Discuss confidentiality

Overview of “ground rules” for participating

Introductions

Identify self, where from, kind of community (rural or metro), and typical emergencies

encountered in one’s community

General Questions Re Alert Messaging

In the materials we sent you before the group, we asked you to think about the types of emergency alerts you’ve experienced in the past. By emergency alerts I mean some message received that indicated there might be trouble in your area right then, or at some point in the future.

Question:

Have you ever received a message like that?

Probe: What was it about?

Question:

How did you receive it?

Probe: Was it easy to access the message? Why/why not?

Probe: What would have made the message easier to access?

Question:

Did you do anything in response to the message?

Probe: If so, what? If not, why not?

Specific Scenarios

We talked a bit earlier about some of the situations that might arise, either locally or

nationally, that would result in emergency preparation, management, or recovery groups

sending out emergency alerts. I’d like to propose a few specific scenarios for discussion.

These scenarios include some potentially disturbing topics. Our discussion is not intended

to be in any way stressful. Should you feel at all uncomfortable, feel free to simply stop

participating/leave the call.

Imagine that you are in a shopping mall near your home. Mall management provides a public

address announcement, an announcement that comes through speakers throughout the

building. It states that there is a chemical spill in the area, and that everyone must evacuate.
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Questions:

If you encountered this message, what would you do first? Why?

You didn’t hear the message, but you're aware that people are moving toward the exits at a rapid pace, what would you do first?

Once outside, how would you go about getting additional information (how big was the spill, how large is the affected area, will buses arrive as scheduled, can you drive home or must you leave the area completely)?

Imagine that you live in the suburbs outside of a large city. During the time you’re visiting, a fire breaks out in the bus or train station a few blocks away from the Museum you’re visiting. The fire is substantial and as a result, the local bus and train schedules have changed, and many of the roadways have been either blocked off or rerouted.

Questions:

Thinking about the technologies and resources you have available when traveling, how

would you learn about this developing situation?

Would you receive any sort of official message from an emergency management group? How might you receive it? What technologies do you have on-hand that would be likely to receive an emergency alert for you?

What would inspire you to take action? What information do you need to take action that would lead to your getting home?

Would messages about this event differ from those you would receive about a natural disaster? In what ways?

Imagining the Ideal

I’d like you to imagine that it’s two years into the future. Federal, state, and local emergency preparedness teams have been working closely with disability groups to ensure that the emergency messages broadcast before, during, and after times of crisis meet the needs of persons with disabilities. I’d like you to imagine that they’ve done an amazing job, and that the messages and the technologies used to receive them are very suited to the information needs of persons with disabilities.

Question:

First, let’s talk about the emergency alert messages: If these future messages were ideally

suited for your disability, how would they differ from the messages you’re used to?

Probing questions:

Would they contain more, or less, information?

Would they be formatted differently?

Would they be delivered via one technology, or multiple technologies?

Question:

Now let’s talk about these technologies of the future. If you were envisioning an ideal device for receiving an emergency alert message, what would it be like?

Probing questions:

Would it be an existing technology, but improved somehow, or something wholly new? If changed, how would it be different from the technology as we know it?

How would this device suit your needs?

How would it suit the needs of non-disabled persons?

Closing remarks

We are now at the close of the session. I think we have had a very productive discussion. I know that we will be able to draw important information from your comments that will help us understand and improve the emergency alert messages that people with disabilities receive.

Does anyone have any final comments regarding any topic we covered tonight or some other topic of concern?

Thanks again for your valuable input.

PRELIMINARY QUESTIONS

Question 1: Emergency alert messages warn people that there might be local or global trouble occurring now or in the near future. People often receive these messages through TV, radio, or other devices that can receive messages.

Which of the following kind of technologies or devices do you use to receive news or alerts

about emergencies?

TV

Conventional Radio

Weather Radio

Computer: email, fax, instant message

Fax

Public announcement by an official moving through the area

Personal digital assistant (sidekick, Palm Pilot, etc.)

Cell phone

Satellite phone

Pager

Conventional phone

Other If a friend in the apartment hallway informs me.____________

Question 2: What steps have you taken or would you expect to you take when you learn about an emergency from these alerts?

Contact a friend

Contact a family member

Contact a local authority/government agency

Seek information on the Internet

Seek information on the radio

Other____________

Question 3: What I like most about emergency alerts I have experienced is:

Question 4: What I dislike most about emergency alerts that are available to me now is:

Question 5: Are there some alert devices you do not have because they cost too much?

Question 6: The information contained in emergency messages could be more accommodating of my disability if they:

Lastly, here's a scenario to consider. Please read it, and imagine how you might act if such a scenario occurred.

Imagine that you are at home. There is a storm forming that has a high likelihood of impacting affecting the area where you live with potential for damaging winds, and a great deal of moisture.

Imagine that the storm is two days away.

Would you receive any sort of "official" message from government?

If Yes, Which group(s)?

What information would lead you to take action?

Once you've been inspired to take action, what information would you need to guide the actions you take?

How would you monitor the storm's progress if you needed to go out to visit/check on a friend or shop for food?

In this scenario, we're imagining that there might be messages sent out before, during, and after the storm.

What is distinct about the messages sent out before the storm that sets those messages apart from the other types?

What is unique about the messages sent out during the storm?
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