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Introduction

After Hurricane Katrina battered Louisiana and the levees broke in New Orleans, it was discovered that a disproportionate number of resulting deaths were senior citizens and persons with disabilities (Fussell, 2006). As the public reacted to the horror of Katrina’s destruction and its high toll on human life, governments and communities at all levels determined to do better and ensure that all members of the public were part of emergency preparedness and response planning. 

To support this nationwide endeavor, the President signed legislation entitled The Post-Katrina Emergency Management Reform Act (PKEMRA) on October 4, 2006. The legislation contains directives to close emergency preparedness gaps for persons with disabilities in transportation, evacuation, sheltering and mass care. 


Specifically, PKEMRA and the Robert T. Stafford Disaster Relief and Emergency Assistance Act, along with Federal civil rights laws, mandate integration and equal opportunity for people with disabilities in general population shelters.  FEMA directs those involved in emergency management and shelter planning to understand the concepts of accessibility and nondiscrimination and how they apply in emergencies.  For example, emergency managers must recognize that people with disabilities are the most knowledgeable about their own needs. 
They also must understand that people with disabilities do not all require the same assistance and do not have the same needs. Persons with disabilities must have the same opportunities to benefit from emergency programs, services, and activities as people without disabilities. They have the right to participate in planning, training, and evaluation of programs and services.  Planners will ensure that all people are given appropriate consideration during emergencies. In addition, emergency programs, services, and activities must be provided at locations that all people can access, including people with disabilities. Communications must be accessible so that persons with disabilities receive the same information at the same time as others members of the public (Congressional Research Service, 2006).

Problem Statement
While emergency planning had to undergo a reset after Katrina to ensure that persons with functional and medical needs were included in the planning process, emergency managers discovered a bigger information gap as they realized they did not necessarily know how many persons had disabilities in their community or their location. 
In order to address this gap and locate community members who have functional or medical needs, emergency managers across the nation created “Special Needs Registries” which may also be called functional, medical or vulnerable needs registries. Registries are now found in small and large cities, rural and urban settings.  The question arises as to the effectiveness of the registries. Are the registries making a difference in emergency management decision calculations? Are emergency managers using the information found in the registries prior to, during or after emergencies? Are their decisions informed by the information contained in the registry? 

Literature Search

As discussed, registries became a subject of nationwide emergency management conversations following the signing of the Post-Katrina Emergency Management Reform Act in 2006. Persons with disabilities are a direct focus in the Act which establishes a Federal Emergency Management Agency (FEMA) position to advise the FEMA Director on matters related to emergency management and people with disabilities (Bea, 2007). 
Based on lessons learned from Hurricane Katrina, FEMA created the Comprehensive Preparedness Guide 301: Interim Emergency Management Training Guide for Special Needs Populations in 2008 which aims to help local and state governments develop emergency plans with and for persons with disabilities (FEMA, 2008). In addition, FEMA has promoted a guide, Comprehensive Preparedness Guide 101 that outlines how to create emergency plans for the “whole community” so that all stakeholders, including persons with functional and medical needs, are involved in emergency preparedness planning (FEMA, 2011).  The survey results that are discussed later appear to suggest however, that emergency managers are not familiar with the Comprehensive Preparedness Guide 301.

The US Department of Justice (2009) specifically mentions registries as a means for emergency managers to learn which persons may need assistance during emergency evacuations. The Justice department mentions that it is critical to ensure registry participation is voluntary and confidential and reminds registry developers to have a mechanism to continually update the databases and promote “the widest possible awareness and participation”.  The Department does not delve into whether the information will be used for operation, response or mitigation purposes by emergency managers, it only mentions evacuation efforts. 

Some of the literature that slightly touches on this research question includes Betty Morrow’s 1999 article on identifying and mapping community vulnerability.  Morrow uses the appellation of “vulnerability maps” but her description of such a map mimics that of a registry. She writes that by identifying and mapping vulnerabilities within a community, including persons who are vulnerable, emergency management decision-making is enhanced.  

William Metz, Paul Hewett, Jr., Julie Muzarelli and Edward Tanzman (2002) collaborated on identifying special needs households that need assistance for emergency planning. This is the type of information that could be captured on a registry and used as data information by an emergency manager.  The authors point out how difficult it was to maintain accuracy of registry data. Three months after initial data verification, almost fifty percent of individuals identified as having special needs could not be reached for verification or, had a change in their situation (2002). There are additional articles with a similar focus on identifying or maintaining information for a registry but still do not go to the heart of whether emergency managers are making use of the information on a registry. 

For instance, Cutter, Mitchell and Scott (2000) make the case that while people in some areas that may have high exposure to threats may be able to bounce back after a disaster faster than some populations that are not in the areas that are hardest hit. The authors note that socially vulnerable people living in an area that had less destruction may delay a community’s recovery as much as those living in the harder hit areas. Emergency managers need to consider mapping these factors when considering mitigation work and recovery planning or linking to a registry to drill down to specific persons’ data.

Cutter, Boruff and Shirley continue this topic with an article in 2001 focused on “Indicators of Social Vulnerability to Hazards.” In this article, risk intersects with mitigation to determine hazard likelihood. This hazard likelihood in turn is influenced by both geography and demographics or the “social fabric” of the community. Together, hazard and social fabric factors work together to determine overall vulnerability of the community.  It is clear that mapping persons with vulnerabilities is important and needed for emergency managers for informational purposes. Will emergency managers pay attention to the maps and use them during an incident? Are emergency managers using the information for response purposes or mitigation, recovery or general operations? 

J.I. Kailes and A. Enders (2007) explore a new type of framework to move emergency managers into a different method of management and planning based on an individual’s functional needs. They suggest using C-MIST which outlines the essential functional needs of persons during and after an emergency including communication, medical, independence maintenance, supervision and transportation. This framework links capacity to match against demographics. Kailes’ framework is referenced in FEMA’s Comprehensive Preparedness Guide 301. The authors imagine the use of “Functional Needs Support Teams” who would serve as expert resource and guidance officers to assist those with specific needs pre- and post-disasters. The authors do not delve into how the teams will be logistically ready without more detailed information on community members for preparedness and response purposes. The Kailes’ approach is pragmatic but does not show how to determine and link resources to population numbers, possibly reducing its effectiveness.

The US Census provides an alternative approach to a registry, though it is a less-detailed approach.  The Census (2007) provides aggregate information it has collected on persons with disabilities which can serve as a source of information for an emergency manager. There are serious issues with how disability information is collected via the US Census. It is a limited collection and double counts persons with multiple disabilities. It remains a vital question as to how supply levels for equipment, power, and transport to name a few, will be determined for persons with disabilities without accurate statistics. Using Census data, however, can serve as a building block of information for an emergency manager regarding persons with disabilities in a community.

David Hutton (2009) writing in “Putting the puzzle together: reducing vulnerability through people-focused planning” asserts that emergency planning for those who are vulnerable must change to planning with that population and thus ensuring the most vulnerable will take charge of preparing themselves for emergencies. His thesis suggests that vulnerability of a community will be reduced “through people-focused planning”.  This is similar to FEMA’s “whole community” framework. It is unclear if either approach will grow the numbers of persons, vulnerable or not, taking charge of their own emergency preparedness plans. 

FEMA’s focus on whole community approach comes with a rejection of the use of registries. FEMA’s current Disability and Integration Coordinator, Marcie Roth, consistently has listed her objections to registries. Roth has been quoted many times stating people fear losing control of their private information, do not believe registries are secure, that data integrity is difficult to maintain and evidence is not available to show registries’ capabilities during an emergency (FEMA’s Getting Real II Conference, 2012).  These are all valid points but still leave the question hanging as to how useful data will be gathered to assist emergency managers regarding their vulnerable community members. 
June Kailes, a well-known disability policy consultant, agrees with FEMA’s point of view. In a presentation at FEMA’s Getting Real II conference in 2012, Kailes outlined her objections to registries in her speech, Emergency Registries and Alternatives: Tools for Decision Makers. She states that evidence is not given for assertions that say registries are a model intervention and key component for potential usefulness when working with the disability community.  She notes that the National Organization for Disabilities (2009) has stated that communities should have registries as they are useful but has not offered any outcome evidence supporting this statement. Overpromise of response and underestimation of resources is Kailes’ concern when it comes to registries and response operations.  She states that registries are complex, having so many components including recruitment, enrollment, disclaimers, funding, maintenance, data management, privacy, storage and retrieval and response that operating a registry is exceptionally challenging. Kailes believes whole community planning is a better approach because community partners are the force multipliers in emergency preparedness, planning and response.  Kailes supports a comparative examination and analysis research for registry use outcomes. 

In 2008, the California Governor’s Office of Emergency Services Office for Access and Functional Needs surveyed 58 county emergency mangers regarding the use of registries in planning for persons with disabilities.  In the Report on Registries, 31 Counties reported not having a registry while 14 responded as having a registry. The registries had difference missions ranging from emergency evacuation to sheltering and notification.  They were rated as “ fairly effective” and “very effective” by respondents. Similar to Roth and Kailes’ concerns, emergency managers raised challenges regarding participant expectations, data maintenance, ownership of planning by individuals, privacy concerns and support of the overall program.

This year, Risoe, Schlegelmilch and Paturas, conducted a literature search that outlines the knowledge gaps and barriers to national preparedness for persons with medical dependencies (2013). They describe the overwhelming information gaps defining the medically-dependent population and their resource requirements needed during an emergency. The authors point out that the lack of nationwide shared definitions and evidence-based best practices for “locating, communicating with, transporting, sheltering, and ensuring the safe recovery of those with medical dependencies” are preventing emergency managers from meeting mandated planning requirements.
It is apparent after much review and research, there is a dearth of literature on the specific question of emergency managers and how they use special or functional needs registry information in their decision-making processes. While FEMA does not support the use of registries, a survey of actual users found them to be effective.  Regardless of whether one supports registries, there is an acknowledgement in the literature that no one has done a serious evaluation of the usefulness of registries. In addition, there is a shared concern that no one has been able to devise an efficient and effective mechanism to gather information on populations who, because of medical and/or functional needs, will need a higher level of assistance during an emergency. It appears that researchers have not focused on the use of registries in decision-making processes because they are still working on at the beginning of the process, developing shared definitions of what constitutes functional and medical needs. 
Primary Organizations Involved 

In order to address the questions posed herein, three special needs registries located in dissimilar geographic areas with different population demographics were chosen as the research Areas.  Resident emergency managers in each of the three areas were surveyed regarding their use of their registry and the data it contains. 
The three regions comprised two states and one area in a third state in the United States with varying geographic and demographic profiles. The first state, referred to as Area A, is located in the north of the United States and has both urban and rural centers, farmland and coastal communities with a population over eight million.  Area A’s registry has been in existence for over five years.  It has over 13,000 participants in its databanks. The registry is maintained by the state’s emergency management office but has a partnership with an organization that takes caller information if the caller does not want to self-register via the internet. An email is computer–generated every six months to remind participants to update their information. If there is no email affiliated with the account, they are called by the partner organization for an update. The registry’s purpose is listed as a tool for emergency responders so they can better plan to serve vulnerable persons in a disaster or other emergency.
The second Area state, Area B, is located in the Mid-west and has flat farmland and far more rural communities than urban centers with a total population of three million.  Its registry was created about three years ago and uses a web-based product that participants and emergency managers can access via the internet. At this time, it is hosting 400 participants.  The state owns the registry site but collaborates with an organization which handles calls and intake of registrant information, along with the updating of the registry data. The purpose of the registry as outlined on its website is to serve as a planning tool for emergency managers.

The last area, Area C, is in the mid-Atlantic region and features a coastal environment with rural and urban populations totaling fewer than two million.  This registry has been in use around two years and has just approximately1400 registrants. It is owned and maintained by a quasi-governmental agency. At this time, the registry agency updates the participant information annually using grants funds to pay for a part-time temporary position for this purpose. Once the grant ends, it will be the responsibility of localities in the region to update the information of the participants residing in their jurisdiction. The registry can be accessed on-line by registrants. Emergency managers access the data through WebEOC, an online incident management product. The purpose of the registry is described as a planning tool for emergency managers.

Choosing areas with different demographics and geography was important to ascertain if different cultures and attitudes or types of emergencies might play a part in the use of registry data for decision-making purposes for emergency managers. The survey’s purpose was to generate information regarding emergency managers’ use of registry data prior to, during or after emergencies in order to contribute to the discussion of the worth of registries as a tool for emergency managers in their decision-making processes. 

Discussion

The survey focused on the purpose of the registry, its functionality, its use prior to and post-emergencies, updating of information contained on the registry, and perceived effectiveness for decision-making purposes before and after emergency events (Appendix A). In order to secure agreements by the three regions to promote the survey, it was agreed that each region’s registry “owner” could add specific questions to grow their knowledge of the use of their registry.  In the end two or fewer questions were added to each Area’s survey.  The survey was developed with an end-goal of a minimum of 10 percent response rate per Area.  It was known in advance that in Area A the survey would go to county emergency managers with the request that it be forwarded to their 551 municipal emergency managers. It is unclear if all the emergency managers followed this request thus reducing the certainty of how many persons received the survey. The emergency managers who consider themselves day-to-day emergency managers, not fire chiefs and emergency managers, number under 100 in the state. The number of respondents for Area A was 50. Area B has 105 emergency managers. In that Area, 28 sent in survey answers. In Area C, there was a population of 14 emergency managers to whom the survey was sent. Thirteen responded to the survey request. Response rates could be calculated as 48 percent using 100 “day-to-day emergency responders” or 8.7 percent if using the entire potential emergency manager/fire chief positions in the Area. Twenty-seven percent in Area B responded and 93 percent in Area C.  At minimum, a total of 219 emergency managers received the survey and at maximum, 691 received it. The population sample size was the number of emergency managers in the Areas. Area A’s confidence level is 95 percent with a confidence interval of 13.5.  Area B’s confidence level is 95 percent with the confidence interval of 16. Area C’s confidence level is 95 percent with a confidence interval of 7.5. 

To qualify for the survey, the respondents had to have access to the registry data and serve in the emergency management field for the Area. Questions were formulated using multiple answers with one choice approach. Comment boxes were provided for questions that might elicit additional information or clarifications from respondents. The survey was analyzed via percentages in order to accurately determine the relative value of one option over another survey answers.

The survey comprised twenty-five questions (Appendices A-C) not counting the additional questions added by regional registry owners.  Each of the Areas was surveyed using the same questions but making use of different incidents in some of the questions as the regions differ in the types of emergencies they experience. In addition, the surveys addressed two recent notice incidents where the registry data conceivably could have been used prior to or after the event. Each set of responses was kept separate to gauge if there were differences in responses that might be attributed to discrete geography or demographics. 

According to the US Census, “Approximately 56.7 million people (18.7 percent) of the 303.9 million in the civilian non-institutionalized population had a disability in 2010” (Brault, 2012).  The three registries each reflect only between .17 percent and .08 percent of total population in their areas. While the research survey did not dwell on questions regarding outreach or registry recruitment, it is apparent the numbers on the registry do not reflect the statistic that just below twenty percent of the US population has a disability.  The participant numbers on each registry are not robust in relation to the overall population in each area.
The survey opened by asking respondents if they understood the purpose or mission of their registry.  The affirmative responses were in the high 80 and 90 percentiles. This is significant because if the purpose or mission of a resource is not understood, there is a high probability it will be not used. When asked if the registry met its purpose, there was a divergence in responses with almost as many respondents replying no or stating they did not know as those who responded yes. This is information into which registry owners may wish to delve. There appears to be a direct correlation between not believing the registry meets its purpose and use of the registry according to survey results.  


Significant trends did appear in the survey responses. For the two larger Areas, over 40 percent indicated they had not received training on how to access registry information.  In probing this issue, comments revealed the respondents had not received notice on any training or were new to their positions.  Respondents also disagreed on the whether they knew if the information on their registry had been updated within the last year or even how often it was updated. That split widened with additional negative responses when asked if they had received information regarding updating of the registry information. When asked if emergency managers believed that the information had been updated, the response rate shifted to around 50 percent replying yes and 50 percent saying no.  Only Area C respondents agreed unanimously that they knew their registry’s data had been updated in the past year. This apparent lack of knowledge has direct implications on use of registry information.


Over 50 percent of Area A respondents indicated they review registry data prior to, during or after an emergency event.  Area C responded with over 70 percent indicating they review the data. Area B meanwhile reported with 64 percent as never reviewing registry information data. Regionally, there were significant differences when questioned about understanding the processes involved in planning for special needs populations. Areas A and C had over 65 percent in the affirmative while Area B reported with 65 percent in the negative. In fact, when questioned about the use of their registry during a significant event, 89 percent in Area B reported not using the data during the event.


As the survey questions focused on using the registry for decision-making, replies were well over the 50 percent mark for Areas A and C when asked if managers use the registry for information purposes prior to a notice event.  This rate continued when asked if the registry met the emergency managers planning needs for persons with vulnerable needs. Area B had a significantly different response with over 88 percent indicating they do not use the registry for informational purposes to make advance decisions. This trend continued with 84 percent answering that the registry does not meet their planning needs for vulnerable persons. It may be of interest to note that this geographical area has different types of emergency events than Areas A and C.


On average, 70 percent of respondents indicated they do not visit their registries for decision-making purposes after an event. For specific events for two of the Areas, they reported an average of 56 percent using the data prior to the incident. During recovery from an emergency, use of registry information dropped by 30 percent across the board. Significantly, registry data is not used for mitigation purposes as reported by an average of 65 percent according to respondents across all three target areas. Yet, during events, Areas A and C survey data showed 75 percent of the respondents agreeing that the registry assists in their decision-making. At the complete opposite end of the spectrum, 76 percent of Area B respondents indicated they do not use the registry information for response decisions.


When asked if the registry data is helpful in response operations, Area replies mirrored the responses above with Areas A and C agreeing that the registry is helpful in operational decision-making while Area B respondents disagreed. Drilling into this series of questions, emergency managers agreed that a registry is not just for planning purposes but is useful for operational purposes with all three survey respondents giving high percentages over 75 percent and above in support of this statement. The inconsistency found in Area B’s responses on these two questions must be noted.

The last portion of the survey focused on how the registry data had been used during emergencies or disasters. Areas A and C reported over 61 percent used the information for outreach to residents to check on their plans for the upcoming emergency, followed closely by evacuation assistance. Area B reported using the data to determine possible transportation needs at 23 percent and outreach “welfare” checks at 11.5 percent with the majority of this area indicating they do not use the registry for operational response decisions.


When questioned what would encourage an emergency manager to make use of the registry, the number one response was to grow the data housed on the registry. Training on the registry was a close second with a wish for standardized reports and easy to use features next on the list. In addition, there was a desire by the respondents to conduct more outreach about the registry in their communities.  All three Areas provided completely different responses as to whether they use other methods for functional needs planning. Forty-five percent in Area A indicated using other ways to plan for vulnerable populations, closely followed by 33 percent stating they were unsure how to use the registry data for such planning. Thirty-eight percent of Area B respondents reported using other planning methods for vulnerable populations while over 75 percent of Area C reported that this question does not apply as they use the registry for operational response planning. 

Other reasons cited to increase the use of the registries included a need for instruction on planning processes for vulnerable populations, growing outreach to increase participation and closer coordination and communication on updating the data.  Administratively, survey respondents reported they did not consider the registry during their budget preparations but did use the registry aggregate data for grant applications. While each of the registries has a mapping capability, over 30 percent of survey respondents indicated the need for such a capability. Some of the questions on the survey permitted additional comments. The comments tended to explain why an emergency manager did not use the registry or list improvements that would encourage more use of the registry. Again, emergency managers centered their comments on the need for additional training, lack of access to the registry, lack of communication from those “owning” the registry, lack of participants on the registry and the static nature of registry data. 


If a comparison is made between the survey results and concerns raised by authors of articles on the subject of Special Needs Registries, it is clear that there are connections. The first challenge returns to the verbiage surrounding registry names. There continues to be significant discussion as to whether the registries should be called Special Needs Registries, Vulnerable Needs Registries, or Functional or Medical Needs Registries to name a few. All of these appellations are in use across the United States, but as of yet there is no official agreed-upon name or definitions of persons who should be candidates to be on a registry. Secondly, once a registry is operational, it is difficult to prevent the perception or assumption that a service will be provided if one is registered. In fact, some emergency management offices do offer services such as check-up calls and transportation to participants on registries. At the other end of the spectrum, there are registries whose sole purpose is to capture data to be used to develop plans for emergency managers. Thirdly, ensuring that data is robust and up-to-date is a continual concern noted by emergency managers. Not everyone who should be on a registry signs up. If a registry is the only tool used for planning for vulnerable populations, planning will be skewed as many people do not choose to sign-up, are unaware of the existence of the registry or do not perceive they should register.  


Special Needs Registries came into existence as a response to the deaths of high numbers of persons with disabilities during Hurricane Katrina. With the passage of legislation directing emergency managers to provide everyone with the same services, it made sense to create registries that would help emergency managers understand where persons with disabilities resided in their communities. It is recognized that capturing only the residence location of participants is a flaw as emergencies do not just occur when people are in their homes.


FEMA believes registries are not the answer to the challenge of ensuring emergency plans are in place for persons with disabilities. The agency developed the framework of “whole community planning” that focuses on ensuring inclusion of persons with disabilities when developing emergency plans. While this is helpful and encouraging, it does not begin to address the need to know where these persons live and to understand their specific functional and medical requirements. Some would argue that perhaps such granular detail is not needed. Planners can run Geographic Information System (GIS) maps based on population disability statistics and generate a close approximation of what is needed for emergency planning purposes. Other approaches under contemplation include having access to social service data, Paratransit data, and service provider information such as that housed by Meals on Wheels to capture the information needed by emergency managers.  Supporters of this approach believe the data would be current and detailed.

Proposed Solutions and Recommendations 

It is clear both from the literature search and surveys that best practices in the area of emergency planning for persons with disabilities has not yet been achieved, that it is a work in progress.  Even FEMA (2012) notes its 2008 Comprehensive Preparedness Planning Guide 301 is interim guidance “until reviews from the field are received”.  Until then, perhaps the survey results need to be examined through the construct of recommendations to make registries more useful to emergency managers and thus a more robust and effective tool. 

The survey results revealed that emergency managers do use the registry for decision-making purposes both in planning and response operations. It also is clear that there are some basic needs that could assist in making the registry a more useful resource. 


First, emergency managers should agree on the purpose of the registry and then ensure that current and new emergency manager users understand its purpose.  It is by understanding the purpose of the registry that users will be guided in how best to apply the tool. Secondly, it is important that there are policies in place regarding the updating of registry participants’ information. It must be clear how the data will be updated, how often this process will be undertaken and who is responsible for initiating the updating of the information.  The data must be continually updated or the registry tool will not be used by emergency managers.  Third, it is critical there is communication between the “owner” of the registry and its users. Emergency managers reported having no communications about trainings. They also reported receiving no information on updates or changes to the registry software.  In addition, communications were not received about updating the data contained on the registry. This type of information flow is a necessity. Without knowledge of when data was updated, emergency managers will turn away from using the registry, assuming that participant information is out-of-date.  


Another concern recorded in all three Areas, was the lack of information on opportunities for training. As with the knowledge about the status of the data housed on the registry, training information is a key factor to ensuring emergency managers understand how to access the registry data including running reports. Emergency management offices are often short-staffed. Trainings easily can be captured in a webinar or podcast so emergency managers who are new to their positions can download the training in order to be operational with the registry as quickly as possible. 


Emergency managers in all three surveys pointed out a concern about a lack of knowledge regarding planning processes for persons with disabilities. While FEMA pushes a whole community approach, there has not been a roll-out of best practices for emergency management planning for persons with disabilities. In the Comprehensive Preparedness Guide 101, FEMA explains how outreach to all areas of the community will result in a “list of lists” that will provide emergency management planners with “raw numbers” of persons with types of disabilities and potential services needed before and after an emergency strikes (FEMA, 2010). FEMA is careful to point out in the Guide that the differentiation between the “list of lists” and a registry:  A person chooses to sign-up for the registry while the “list of list” does not contain detailed information on anyone. The list captures aggregate data on persons with disabilities. One can argue that aggregate data is not going to provide the specific information that will needed for operational response decisions made by emergency managers for persons with disabilities.

Major Obstacles and Implementation Challenges to Recommendations

The question remains open as to whether registries are an asset or liability for emergency management planning.  People often are reluctant to provide their personal information as they worry their medical information will not be protected. They are apprehensive that their information will be stolen. Perhaps their functional or medical needs are temporary or they do not believe they need assistance even if it is clear they do need assistance.  Emergency managers have limited time and resources to conduct outreach on behalf of the registry and maintain the data. There are also cost obligations for the creation and maintenance of the registry.  Realistically, the workload associated with data updates should be reduced in the future as the population continues to grow proficient with internet-based services. Outreach and messaging may still remain costly both in time management and resource use.


The most challenging aspect of a registry is that people believe if they sign up, some sort of service will be delivered to them before, during or after an emergency. They do not appear to grasp the message that one must have a personal emergency plan; that a registry is a planning tool for emergency managers not a service delivery system. In addition, neighboring jurisdictions can cause confusion for residents if one jurisdiction does offer some sort of registry service and the other jurisdiction does not.  

Conclusion

Special Needs Registries are a complex solution to the on-going problem of integrating persons with special needs into a community’s emergency planning and response operations. Developed as an answer to the high number of deaths of persons with functional and medical needs8 during Hurricane Katrina, Special Needs Registries have not turned out to be the ideal solution to the emergency planning problem. FEMA has produced guidance to drive whole community planning, suggesting that by working with community organizations and agencies that support persons with disabilities, a “list of lists” can be developed that contains aggregate data on disability numbers.  When an emergency hits, aggregate data will not be enough to reach that person who needs evacuating but may not have a way to communicate.


Special Needs Registries have been in place in many communities for several years. It is difficult to find research delving into whether registries are used by emergency managers for decision-making purposes. In fact, research articles on this topic point out this lack of focus on registries and their efficacy. 


Three different areas were surveyed to gather data on the use of the registries by emergency managers. It is apparent that if a community has a registry it generally is considered as part of an emergency manager’s tool box. The survey returned clear results revealing that a majority of emergency managers use registry data both for planning and operational response purposes. In addition, emergency managers reported that a lack of understanding of the purpose of the registry and a lack of training were two significant reasons as to why they were not using the registry data for decision-making purposes. Both of these two issues easily can be resolved. If it is prohibitive to have quarterly trainings for new emergency managers, it is fairly easy to video the training and post as a web-based download for emergency managers.


The third area of concern regarding registries is the lack of resources emergency managers have to conduct outreach to their community to raise the profile of the registry. It is through public outreach and partnerships that emergency managers can grow participant numbers and develop robust data that will enhance their decision-making during emergencies. 

The research for this paper focused on the use of registries for decision-making purposes by emergency managers. It did not pose the question as to whether registries are the best solution for emergency preparedness planning for persons with disabilities. Based on the research results, emergency managers do use Special Needs Registry data as a tool for decision-making purposes for emergency planning and response operations for persons with disabilities. One can then infer that registries have changed the calculations that are made by emergency managers for planning and response. While Special Needs Registries are imperfect tools, they are part of the emergency management equation to help safeguard the welfare of persons with disabilities during times of emergencies.
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