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Executive Summary 

In the wake of Hurricane Katrina, the emergency management response was criticized for its 

inadequate efforts to help individuals with special needs. As part of a larger project on 

preparedness, the North Carolina Division of Emergency Management is currently working to 

develop a model special needs registry.  Using interviews with officials from North Carolina 

counties with established registries, this paper identifies key features of registries, considers 

challenges and offers tools for other counties to use in the development of special needs registries 

based on the experiences of their peers. 



1 | P a g e  

 

Introduction 

After Hurricane Katrina, haunting images of the sick and elderly blistering in the New Orleans sun were held 

up as another example of governmental failure.  Anecdotes abounded about hospitals without power, and 

nursing homes that hadn’t been adequately evacuated.  A review of the death statistics reveals an equally 
grim picture.  Of the 1051 people who died as a direct result of Hurricane Katrina in Mississippi and 

Louisiana, 675 were elderly.
1
 Hurricane Katrina also revealed an emergency management system ill-

prepared to deal with medically vulnerable people of all ages.
2
 

NC House Bill 2432 requires the North Carolina Division of Emergency Management (DEM) to “study and 

develop plans to enhance disaster management capabilities at the county level.”  As part of this preparedness 
research, the General Assembly tasked DEM with “developing a model registry for use by the counties in 

identifying functionally and medically fragile persons in need of assistance during a disaster and in allocating 

resources to meet those needs.”
3
  Currently, twenty-six North Carolina counties have a registry program 

(Appendix A).  Nationally, a number of other states have registry programs at the county or state level 
(Appendix B).  This paper articulates the basic model associated with these registries, identifies key decision 

points and provides tools for counties as they work towards establishing or revising their special needs 

registries.   

Background 

Florida was the first state to develop special needs registries after Hurricane Andrew revealed an elderly 

population grossly underprepared for disaster.
4
 FL 252.355 requires counties to maintain registries of special 

needs populations, “persons who would need assistance during evacuations and sheltering because of 

physical or mental handicaps.”
5
  Utility companies are required to notify new residents about the registry, 

with annual follow-up notifications.  Many other agencies involved with vulnerable populations also work to 

disseminate information about the registry and enroll participants.  

With a risk profile similar to Florida, North Carolina also has a history of tracking populations with special 

needs.  Coastal counties like Dare and New Hanover have been tracking vulnerable residents for the past 
decade. Similarly, counties that abut McGuire Nuclear Base also maintained evacuation lists. The explicit 

establishment and use of registries has a shorter history, dating back to 1999.  Twenty six of 100 counties 

have special needs registries. Five were started in 1999 in reaction to Hurricane Floyd. The remaining 
twenty-one began between 2002 and 2008 (Appendix D).  

Other states have also followed Florida in setting up registries. Most employ a model similar to Florida, 
where counties are legislatively responsible for the registry.  Alternatively, Utah and New Jersey maintain 

statewide registries.  In some Texas counties, the cities within the counties run individual registries.  Overall, 

the county maintained approach is most common.  

Methods  

The research for this paper was completed in three phases: literature review, phone interviews and data 

analysis.  From my literature review, I gained a working understanding of the problem, identified core issues 

and developed questions for county representatives.  In addition, I completed a news search using NewsBank 

to identify trends in special needs registries as well as establish a general time trend for the emergence of this 
idea.  Finally, I completed interviews with county level representatives from North Carolina counties.  Of the 

twenty-seven counties that maintain registries, interviews were completed with eighteen, a response rate of 

70%.
6
 From these interviews, I synthesized responses into common features, challenges, and areas of 

concern that capture significant elements that should be addressed in the state model. Of note, Nash County 

recently changed the name of its registry.
7
 Officials were concerned that “registry” inaccurately conveyed the 



2 | P a g e  

 

responsibility of the county.  It is included in the analysis below. Pender County also had a registry at one 

time, but no contact could be made with a county representative.  As such, it is excluded from analysis. 

Model in Practice 

For most counties, the decision to establish a special needs registry came from the desire to better understand 

the vulnerable populations in the county, particularly for disaster sheltering purposes.  The other common 

purpose was to encourage additional individual preparedness for community members likely to need more 
time to prepare or evacuate in case of a disaster.  

Models in practice across the counties interviewed vary widely, from phone lists to GIS layers.  While the 
technology may differ, the core model and the challenges inherent with that model are similar.   

Determining Eligibility 

Determining eligibility was the first significant challenge mentioned by all counties.  Regardless of the 

definition of eligibility, evaluating the medical needs of a citizen is difficult from a piece of paper.  If too 
broad a definition is used, the registry becomes a less effective resource in times of disaster.  Alternatively, a 

narrow definition risks exclusion.  The Federal Emergency Management Agency (FEMA) definition of 

individuals with 
special needs is in 

Table 1.   

While the FEMA 
definition and 

definitions of the 

counties overlap, FEMA’s definition is much broader than the definition used by most counties.  No county 
interviewed included single working parent, non-English speaker or special dietary need in their definition. 

To solve this definitional issue, counties employ a number of techniques.  Some counties are of the opinion 

that if “someone wants to be on the registry, there is a reason for that,” and register them regardless of the 
severity of the medical condition.  Others, like Craven County, employ a narrow definition, stating that “we 

very quickly realized we couldn’t give everything to everyone with a medical problem.”  Craven County has 

eight registrants who have been identified as having no alternative source of help during an emergency. Pitt 

County falls between these two poles, and sorts registrants based on the critical nature of medical needs into 
high, medium and low priority. This approach was also recommended by Renaissance Computing Institute 

(RENCI) in a 2007 

proposal for a Regional 
Special Needs Registry 

in Eastern North 

Carolina.  In the 

document, RENCI 
recommends dividing registrants into three tiers. Table 2 summarizes those definitions.

9
 

 
The benefit of a tiered-system is that it allows for the registration of people with diverse needs, while 

prioritizing individuals with critical medical needs and allocating resources in an effective manner.  The use 

of local health care providers to make medical determinations is another approach that dovetails with the use 

of a tier-system.  In Carteret County, for example, Carteret Emergency Management works with Carteret 
General Hospital to determine what type of shelter best suits registrants.  Similarly, Nash County has a nurse 

at the Health Department make the appropriate determination for care at the time of the emergency 

declaration.   

Table 1: FEMA Definition of Individuals with Special Needs
8 

 Visually impaired  People without vehicles 

 Hearing impaired  People with special dietary needs 

 Mobility impaired  People with medical conditions 

 Single working parent  People with intellectual disabilities 

 Non-English speaking persons  People with dementia 

Table 2: RENCI Priority Tiers 

 Level 1 (High Priority): Patients requiring uninterrupted healthcare 

 Level 2 (Moderate Priority):Patients requiring medical services within 48 hours 

 Level 3 (Lower Priority): Patients requiring medical services within 7 days 
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Finally, the issue of long term care facilities is closely tied to these efforts.  While residents of these facilities 

are often medically vulnerable, the majority of counties interviewed did not include them in the registry.  In 
North Carolina, long term care facilities are required to annually update an emergency operations plan and 

maintain a list of all residents.  However, many interviewees stress the importance of including these 

facilities in planning for people with special needs.  First, the resources required by long term care facilities 

during a disaster are likely to overlap with those needed by individuals with special needs. Collaboration 
between agencies involved with emergency management and long term care facilities reduces the likelihood 

that all facilities and individuals in a community are planning on using the same three ambulances, an 

experience related by one coastal county.  Furthermore, long term care facilities can serve as a shelter for a 
person with a Level 1 need.   

Disseminating Information 

All counties report a high degree of collaboration between the agency responsible for the registry and other 

agencies involved with vulnerable populations.  Interviewees use a diverse set of techniques to disseminate 
information about the registry.  Counties are aggressive in getting the word out, giving forms to anyone who 

interacted with potentially eligible citizens, doing public education, setting up information at public events 

and using local television and radio stations to broadcast information. One of the most heavily used resources 
are home healthcare providers, who have both a clear understanding of the needs of their patients, but also 

the one on one relationship with patients to sit with them and help them fill out the form.  In addition, many 

interviewees acknowledge that local fire departments, paramedics and law enforcement officers are also 
excellent resources who know their “frequent fliers” well.

10
   

Encouraging Participation 

While issues of defining eligibility are challenging, getting participation was characterized as the most 

significant challenge.  At the time of interviews, 3,374 people were registered in registries across the 
eighteen counties interviewed.  In Polk County, where the registry has existed since 2006, no one has 

registered.  While the interviewee provided examples of citizens with special medical needs, including those 

who sought help from hospitals during Hurricanes Francis and Ivan, she calls her challenge the “not your 

business challenge.”  This was reiterated by many interviewees, who recounted experiences with eligible 
people who viewed the registry as “one more governmental intrusion.”  Others were concerned about their 

private medical information.  Finally, some interviewees experience push-back from community groups who 

feel that efforts to register vulnerable members suggest that they are incapable of adequately caring for their 
own.  Enrollment numbers for each county can be found in Appendix D. 

One risk associated with encouraging participation is the unintended consequence of discouraging individual 
preparedness. While they strive to be a resource, interviewees were quick to emphasize that these registries 

are a small part of a broader system and that individual preparedness is key.  To support this goal, many send 

out packages to registrants that include checklists for preparedness.  Others help applicants to develop 

individual preparedness plans. 

Updating Information 

While many interviewees admit that they would like to do more frequent updates, most struggle to do so, 

settling to complete annual updates at the beginning of storm season.  Small staffs, limited resources and a 
highly fluid population were cited as the largest barriers to updating information. Other techniques for 

updating information include the use of volunteer groups or interns to call through the registry, monitoring 

obituaries and frequent communication with hospitals and other health care providers.  Given the highly fluid 

nature of this population, interviewees are aware that information is likely to be outdated.  Although 
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registrants are asked to contact counties with changes, one interviewee noted that in her county, only one 

person had ever called to update their information.  

One benefit of frequent check-ups is the rapport built between the emergency management system and the 

individual.  In New Hanover County, for example, a group called RSVP (Retired and Senior Volunteer 
Program) calls in January and July to update information.  In addition to timely information, this also builds 

trust between the registrant and the county. In another county where the administrator checks up on 

registrants regularly, the administrator recalled an incident when the county opted not to activate the system 

because the incident wasn’t widespread.  She laughingly recalled people calling in and saying, “You haven’t 
called me yet!” Particularly in older populations, the knowledge that someone knows where you are can be 

comforting and for many counties the registry has served to build trust in the emergency response system.   

During Disaster 

When a hurricane threatens, these registries shift into action.  While the specifics vary between counties, 
registries are used as a means to identify individuals who may need extra time or help during a disaster.  As 

such, emergency officials begin using the registry information as soon as a storm is likely.  In some counties, 

information is put into a GIS layer and shared with emergency responders.  In others, employees begin 
calling through the list to check on registrants.  Employees check to see how the individual is preparing and 

what their plans for evacuation are.  At this time, counties compile lists of registrants with critical needs, 

such as people with a Level 1 medical need or without transportation.  In counties where hospitals and 
nursing homes serve as special medical needs shelters, those facilities will contact the individuals assigned to 

their beds to let them know when the shelter is open.  In many counties, registration in the registry can occur 

up until the evacuation is ordered.   Counties continue to check on registrants up until the storm to ensure that 

all plans are in order.   

The county remains involved after the storm as well.  In Craven County, for example, individuals on the 

special needs registry do not return home until someone is able to check their property.  In other counties, 
individuals with lower level needs receive check-ups and food deliveries from fire, police and EMS 

personnel. 

Areas of Concern 

Despite excellent collaboration between the department responsible for the registry and support agencies, 
communication disconnects still exist. In one county, the person listed on the form as the contact person was 

unaware of the program.  When I spoke with another employee of the county, they were able to give me 

superficial details about the program, but confirmed that the original contact was indeed in charge of the 
registry. 

Another area of concern surrounds the Health Insurance Portability and Accountability Act (HIPAA) and its 
application to both the registry and its use during disaster.  In a number of interviews, interviewees 

incorrectly stated that actions would constitute a HIPAA violation. According to the Department of Health 

and Human Services, HIPAA is not automatically suspended during a national or public health emergency.  

However, HIPAA does allow for “disclosures for treatment purposes and certain disclosures to disaster relief 
organizations.”

11
  In addition, providers can share patient information necessary for treatment; notify family 

members, guardians or other responsible parties of the individual’s location, condition or death; share 

information with disaster relief organizations necessary for response; or as part of a facility directory.
12

 
Practically, this means that as long as counties obtain permission from individuals to share information in 

case of emergency (all forms reviewed included such a signature), counties are HIPAA compliant.  
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Finally, many interviewees expressed frustration with the state.  Many felt that the definitions provided 

(“functionally vulnerable” and “medically vulnerable”) were too ambiguous.  In addition, frustration was 
expressed about the possibility of the state also establishing a registry.  Most interviewees held that because 

events “start and end” at the local level, registries were most appropriately suited for that level.  Finally, 

some counties understood that the state was going to provide new technology to develop these registries, 

upgrading many of the counties from the Access or Excel databases currently in use.  As of the time of these 
interviews, no plans had been confirmed with the counties to update this technology, some of whom had 

discontinued use of older systems in preparation.   

Tools for County-level Administrators 

Both the literature review and interviews yielded promising practices for other counties.  The list below 

represents a starting point for counties to establish successful special needs registries.  In addition, Appendix 

A includes a map of North Carolina counties with registries, to be used as a resource for counties seeking 

advice from counties with established registries. 

1. Determining Eligibility 

 Determine the purpose of your registry.  Is the primary use for sheltering?  Planning for 

evacuation? Every county has a different risk profile and the ultimate use of the information will 
determine the definitional requirements and detail of information collected. 

 Use a tiered system to prioritize registrants. Work with medical professionals to define specific 

conditions within each tier. 

2. Disseminate Information 

 Use your community resources.  Appendix E contains a list of all community resources 

mentioned during interviews. 

 Send out registration forms and information in utility bills. 

 Encourage individual preparation.  Provide information packets and help individuals develop 

their plans. 

3. Participation 

 Offer help with filling out the form at public events  

 Have an 18 point font form available.  14 point font is the minimum regulated large print font, 

but 18 point font “accommodates a larger audience.”
13

 

 Use volunteer groups to improve relationship building with potential applicants 

4. Maintaining Updated Information 

 Update information semi-annually.  Recruit volunteers to make phone calls. 

 Send Birthday Cards to verify address and remind registrants to update information 

 Track obituaries. 

 Communicate regularly with Police, Fire and EMS departments to remind them about the 

registry.   

 

Conclusion 
 

As county administrators seek to establish these registries using the tools mentioned above, it is important to 
recognize that special needs registries are not intended to supplant other preparedness efforts at the county or 

individual level. While special needs registries are an important part of preparedness, they should be viewed 

as one tool among many. As the enrollment numbers suggest, outreach remains limited.  However, low 
enrollment masks other positive outcomes of registries including improved community relationships, 

opportunities to encourage individual preparedness and better county-level understanding of vulnerable 

populations.  For these reasons, special needs registries are an undertaking worth pursuing. 
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Appendix A: North Carolina Counties with Special Needs Registries 

(Italics represent Interviewed Counties) 

Ashe Lenoir 

Brunswick Lincoln 

Buncombe Madison  

Carteret Nash 

Columbus  New Hanover 

Craven Onslow 

Cumberland Orange 

Dare Pamlico 

Durham Pasquotank-Camden 

Franklin Pitt 

Greene Polk 

Haywood Rowan 

Iredell Union 
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Appendix B: Other States with Registries 

State Level County Level 

New Jersey (2007) Alabama 

North Dakota (2009) Arkansas 

Utah (2006) California 

 Colorado 

 Connecticut 

 Florida 

 Georgia 

 Illinois 

 Kentucky 

 Maine 

 Maryland 

 Michigan 

 Missouri* 

 Nebraska 

 New York 

 Ohio 

 Pennsylvania 

 Texas** 

 Wisconsin* 

 Wyoming* 

  

* In Progress 

** Some city-by-city registries 
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Appendix C: County Representative Questionnaire 

Logistics 

 In what year was your registry established? 

How do people register? 

What county agencies or community groups administer(s) this program? 

How often is the information updated? 

How do you disseminate information about the registry? 

Specifics  

How many people are enrolled in the registry? 

How many people in your county are eligible to be enrolled? 

Definitions 

What is your definition of eligibility? 

Is there automatic enrollment? 

Use  

What do you do with the information during a disaster? 
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Appendix D: Summary of Interview Findings 

 

County Year 

Established 

Impetus Updates Care 

homes 

Number 

Enrolled 

Reported 

Number 

Eligible 

County 

Population1 

County 

Population 

over 65 

Population over 

5 with 

Disability2 

Ashe 1999 Hurricane Floyd Annual No 98 266 25,327 4,870 5,182 

Brunswick 2004*  McGuire Nuclear 

Station 

Annual  No 333 700-1000 93,887 17,093 18,239 

Buncombe 2007*  Vulnerability 

project 

Semi-annual  

No 

260 As many as 

2000 

222,881 33,964 37,377 

Carteret 2006  Annual No 233 Unknown 62,974 10,777 12,554 

Craven 1998 Workgroups/ 

Hurricane Floyd 

Constant  No 8 (Only enroll 

greatest need) 

Unknown 96,008 13,950 17,218 

Cumberland Unknown  Monthly  129 Unknown 306,503 27,383 49,600 

Dare 2004/2005* Hurricane Katrina Monthly No 150-200 Unknown 33,766 4,471 4,352 

Durham 1999  As Info changes No ~200 Unknown 250,407 23,319 32,378 

                                                   
1 Population Information from U.S. Census Bureau, From the American Community Survey, 2005-2007 American Community Survey 3-Year Estimates. Camden and Polk County data are drawn 
from Census 2000 because they are excluded from ACS surveys. 

2 Non-Institutionalized Populations 

*Many Counties had similar systems in place prior to the official establishment of a Registry  **Currently restructuring program. 
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County 

 

Year 

Established 

 

Impetus 

 

Updates 

 

Care 

homes 

 

Number 

Enrolled 

 

Reported 

Number 

Eligible 

 

County 

Population3 

 

County 

Population 

over 65 

 

Population over 

5 with 

Disability4 

Haywood 2005  Annual No None** Unknown 56,149 11,102 11,152 

Iredell 2003* McGuire Nuclear 

Station 

Annual No 220 Unknown 145,967 17,863 20,602 

Lenoir 1999  Semi-annual  183 Many More 57,079 9,012 13,456 

Lincoln 2008 McGuire Nuclear 

Station 

Annual Yes 25 400-500 71,155 8,567 12,197 

Nash*** 2005 Workgroup  Annual No ~109 Unknown 91,636 12,380 14,658 

New Hanover 2003  Semi-Annual No 715 Unknown 186,708 24,199 26,449 

Onslow 2005  Semi-Annual No 200-300 Several 

Hundred 

161,524 11,248 22,583 

Pasquotank-

Camden 

2002 Understand 

population 

Annual No 111 Unknown 46,309 6,008 7,688 

Pitt 1999 Hurricane Floyd Annual No 325 Unknown 148,337 14,308 21,497 

Polk 2006 Hurricanes 

Francis and Ivan 

N/A Yes 0 Unknown 18,324 4,325 4,099 

                                                   
3 Population Information from U.S. Census Bureau, From the American Community Survey, 2005-2007 American Community Survey 3-Year Estimates. Camden and Polk County data are drawn 
from Census 2000 because they are excluded from ACS surveys. 

4 Non-Institutionalized Populations 

***Nash County has changed the name of the program to ñSpecial Needs Sheltering Information Programò to more accurately reflect the role of the county. 
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Appendix E: Community Resources 

Home Health Agencies 

Meals on Wheels 

Hospitals 

Nursing Homes 

Doctor's Offices 

Fire Department 

Police Department 

EMS/ Paramedics 

Veteran's Administration 

Durable Medical Goods Companies 
Utility Companies (Do Not Disconnect 

list) 

Department of Social Services 

Council on Aging 

Places of Worship 

Rotary International 

Health Department 

Local Newspapers 

County and Local Television Stations 

Radio Stations 
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Appendix F: Death Rates from Hurricane Katrina, Louisiana and Mississippi adjusted 

Louisiana 

Age Group 

Total 

Deaths Census Pop. 

Standardized 

Death Rate 

per 100,000 

<5 1 381,826 >1 

6 to 10 1 342,142 >1 

11 to 15 5 350,154 1.43 

16-20 5 365,853 1.37 

21-30 13 612,296 2.12 

31-40 26 658,336 3.95 

41-50 75 650,982 11.52 

51-60 119 456,751 26.05 

61-75 196 440,690 44.48 

75+ 388 209,946 184.81 

Unknown 24  N/A 

Total 853 4,468,976 19.09 

 

Mississippi 

Age Group 

Total 

Deaths Census Pop. 

Standardized 

Death Rate 

per 100,000 

    

<5 1 204,364 >1 

5 to 9 0 216,920 0 

10 to 14 1 218,742 >1 

15 to 24 3 446,135 >1 

25- 34 9 381,798 2.36 

35- 44 14 425,372 3.29 

45- 54 39 361,981 10.77 

55- 64 36 245823 14.64 

65- 74 32 185,710 17.23 

75- 84 45 114,922 39.16 

85+ 14 42,891 32.64 

Unknown 4    

Total 198 2,844,658 6.96 
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Notes 

                                                   
1 Louisiana Department of Health and Hospitals, Mississippi Department of Health and Census Bureau; See 
Appendix F for detailed data 
2 Hoffman, 2008, Department of Homeland Security, 2006 and National Council on Disability, 2006. 
3 NC State Statute H2432 
4 Nordheimer, J. (1992). Hurricane Andrew: Workers try to track down elderly scattered by storm. The New York 

Times. Retrieved: http://query.nytimes.com/gst/fullpage.html?res=9E0CE5D6113FF93AA1575BC0A964958260 
5 Florida Statute 252.355, Registry of Disabled Persons. 
6 A copy of the Questionnaire is included in Appendix C. 
7 Personal Correspondence, Nash County Representative 
8 Federal Emergency Management Agency Definition of Special Needs Individual, Retrieved from: 

http://www.fema.gov/plan/prepare/specialplans.shtm 
9 Hammiel, J., Schiller, D. and Wheeler, B.  (2007). RENCI Coastal Impact on Public Health: At Risk Populations 

Regional Special Medical Needs Registry Proposal for Eastern North Carolina.   
10 A list of community resources is included in Appendix D. 
11 Department of Health and Human Services, Frequently Asked Questions.  Retrieved from: 

http://www.hhs.gov/hipaafaq/providers/hipaa-1068.html 
12 Office of the Secretary (2005). Hurricane Katrina Bulletin: HIPAA Privacy and Disclosures in Emergency 

Situations.  Retrieved from: http://privacyruleandresearch.nih.gov/pdf/HurricaneKatrina.pdf 
13 Sutton, J. (2002). A guide to making documents accessible to people who are blind or visually impaired.  

American Council on the Blind.  Retrieved from:  http://www.acb.org/accessible-formats.html 
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