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Coping with Disaster: A guide for families and others who support to adults with cognitive disabilities

Editor’s note: the following is excerpted from an article released about 6 weeks after the attacks which occurred in the United States on September 11, 2001. However, the reactions and coping tools described here can be used effectively in other difficult situations as well. The article was taken from the Project Cope (www.projectcope.net) website which is no longer active. Reprinted by permission.

Please note that these recommendations are directed toward individuals with cognitive disabilities who did not directly experience trauma or loss.  For those who did, we recommend material more specific to treatment for acute stress or dealing with grief.  

Reactions to Trauma

Adults with cognitive disabilities varied in their understanding of the events of September 11th.  Many reacted with shock, sadness, anxiety, and anger.  Some did not have the ability to verbalize their feelings, yet showed changes in their behavior.  Others showed no awareness of the events, but were clearly upset by the reactions of people in the household.  Still others had no visible reaction.  Family members, support providers, and adults with cognitive disabilities gave us the following examples of specific reactions:  

· Fear.  A common reaction was concern for family members and a desire to call them.  Some were distressed if they were unable to make immediate contact.  Others were afraid to take public transportation or were worried that their homes were not safe.

· Confusion and misunderstanding.  Some did not understand the scope of the event at all, but were frightened by the images on the television, just as they would be of a scary movie. Others thought the attack was happening again each time it was replayed on television.

· Upset about disruption of routine.  Many people were upset by changes in routine following the trauma.  This was particularly so when preferred activities were cancelled or favorite television programs were not shown. 

· Withdrawal.  Several individuals were described as not reacting to the trauma, except that they appeared to be more detached.  Others appeared to be upset, but refused to discuss it. 

· Increase in problem behaviors.  A number of family members and support providers reported outbursts of behaviors that had not been a recent problem.  Two men began to hit themselves during a group discussion of the attack.  For both men, this was at higher rates than either had shown in several months.  A woman kept repeating “I didn’t do it” whenever the events were discussed.  Another man, historically prone to angry outbursts, threw a chair when he heard someone discussing the attack.

· Distractibility.  A number of people reported having difficulty focusing on chores at home and tasks at work. 

· Disturbed sleep.  Several people reported difficulty in falling asleep, having trouble staying asleep, or waking up early in the morning.  Some had disturbing dreams.  For many, these sleep problems were associated with watching television news just before going to bed. 
Supporting Recovery and Coping 
There are a number of specific strategies that can be used to assist individuals with cognitive disabilities in coping with the disaster.  Note that at this time – six weeks after the attacks – there are two factors likely to be influencing people’s reactions to the events of September 11th.  The first is the individual response of each person to the disaster and ongoing events.  The second includes the responses of family members, co-workers, housemates, and support providers.  The following strategies should be considered over the next two to three months:  

· Check understanding.  Monitor reactions as events continue to occur and are shown on television.  Ask and answer questions using language the person understands.  Listen carefully to questions and conversations.  Ask open-ended questions, for example, “What are people at work saying about this?”  Give plenty of time for answers.  Check frequently for misinformation or misconceptions.  Repeat correct information patiently as often as necessary.  

· Maintain routines.  Continue scheduled activities and maintain familiar routines as much as possible.  Try not to cancel activities unnecessarily.  If world events result in continuous news coverage, watch a videotape, or turn off the television and play a board game.  

· Acknowledge fears.  Check on what people are feeling.  Use picture cues for those who might have trouble with verbal expression.  Correct misunderstandings that may be contributing to fears.  Many people are now concerned about anthrax.  Review the advice of public officials.  Provide realistic reassurance about the risk of exposure or infection with anthrax.  Consult a physician if concerns persist.  

· Look at context for expressions of fear.  Determine whether repeatedly expressing “fear” might have developed into a way to get attention or avoid an activity.  If so, schedule specific times and places to deal with fears.  Channel worries into these discussions.  

· Make sure all people feel safe in their homes.  Review the household evacuation plan.  Update a checklist of essentials for each member of the household, with medicines, favorite possessions, names and phone numbers of family members, and whatever else might be taken on an overnight trip.  Review checklists with each person.  Use actual items if the person doesn’t understand the link between the checklist and the actual items.  Reassure those who use wheelchairs, have difficulty walking, or are visually impaired that someone will assist them.  People who live in supported apartments may not have a support provider when they need to evacuate.  It is important, therefore, that they have the checklist and know exactly who to call and where to go if necessary.  Provide constructive outlets for those who are concerned – for example, restock the first aid kit and make a list of emergency phone numbers.

· Rehearse the evacuation plan.  Practice the plan calmly so that it is familiar and less likely to cause anxiety.  Understand that this practice may initially increase anxiety because it is a change in routine or a reminder of unpleasant events.  Use the rehearsal as an opportunity to practice ways of remaining calm when stressed.  After several practices, anxiety usually diminishes and following the plan becomes more automatic.  Conclude the practice with a positive activity.  Comment on examples of successful coping.   
· Family contact.  During stressful times, encourage individuals to contact family members or friends on a regular basis.  Develop a schedule to ensure their availability.  Support providers who are not family members need to have a list of family contacts available.  Should there be an evacuation, contact the family immediately. 

· Be aware of individual reactions.  Listen to what people say and do.  Discuss events on an individual basis.  Large group discussions can be counterproductive for some individuals, as others in the group may be too distressed or make insensitive comments.  Tune in to body language.  Provide opportunities for individuals to express their feelings in the ways most comfortable for them.

· Limit exposure to television news broadcasts.  Repeated viewing can increase fear and make it harder for some to cope.  Avoid watching news programs for several hours at a time or before going to bed at night.  This is especially important for those who are having sleep problems.  Structure the exposure that does occur.  Provide a time to talk about what was seen.  Conclude with two or three positive points as a transition.  Talk about how somebody coped or how things are OK here. 
· Monitor the environment.  Support staff, family members, co-workers, and housemates will have their own reactions to ongoing events.  Watch for the effects this may have on individuals with cognitive disabilities.  Minimize contact with others who may be upsetting.  Encourage anyone continuing to have strong reactions to seek help. 
· Encourage the use of general coping skills.   Look for opportunities to prompt the use of coping skills.  Ask questions like “What should you do when you are upset?” Look for answers like “Talk to somebody” or “Use my relaxation.”  

· Focus on active coping and doing.  Helping others is coping.  Participate in community disaster relief efforts.  It is not too late to help.  There will be many helping opportunities over the next few months, especially as many return to routines and volunteerism becomes less prominent. 

· Monitor reactions to ongoing events.  Reactions wax and wane as events evolve.  Concerns about bioterrorism may grow.  Consult reputable news resources.  Listen to statements by authorities and public health officials about risk.  Avoid sensational coverage of events.

When to seek professional help

It is normal to react to stress.  Typical responses include changes in mood, interests, and activities.  We usually expect, however, that people will return to their usual lives in one to two months after exposure to a traumatic event.  If they continue to have stress-related problems for longer than this time, we recommend referral to a mental health professional.   

The September 11th attacks were unprecedented in our nation’s history.  Because of this, we expect that many more people will have mental health concerns.  For adults with cognitive disabilities, we suggest referral if: 

· fear or sadness interfere with daily living,

· anxiety or stress reactions persist,

· problem behaviors appear to be increasing rather than decreasing, 

· sleeping difficulties continue, or

· distractibility interferes with normal functioning. 
When making a referral, ask that the mental health professional have training in both stress disorders and cognitive disability. 

This guide is a product of Project Cope of the Westchester Institute for Human Development (WIHD), a University Center for Excellence in Developmental Disabilities Education, Research, and Service at the Westchester Medical Center in Valhalla, NY.  The guide was written by Marilyn Vitale, M.A., Daniel Crimmins, Ph.D., and Anne Farrell, Ph.D.  They were assisted by Jeanne Nesselroth, Ph.D., and Philip Smith, Ph.D.   We wish to thank the consumers, parents, support providers, and colleagues who contributed to the guide.  

Emergency Preparedness and People with Disabilities: a Guide for Churches

Barbara Vos
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Public Health Supervisor
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As we remember the first year anniversary of Hurricane Katrina, one of the most painful memories is seeing the despair of people with disabilities. The pictures of people struggling to survive this catastrophe will remain in our hearts and minds.

Preparing for an emergency is extremely important for everyone, especially for people with disabilities.  According to the U.S. Census Bureau, 20 percent of the people in our churches and in our communities have a disability.  One of the greatest lessons to be learned from the Katrina catastrophe is that, "Hope is not a plan" (Anderson Cooper, CNN).  Hoping that we will never have to face an emergency is like building a house on the sand.  I want to challenge churches to consider their role in preparing for an emergency.

It is important to have realistic expectations of service during and after an emergency. While first responders, public health professionals and emergency managers have a commitment to serving you, there will not be enough people or equipment to handle large emergencies.  Therefore, it is

important for everyone to have an emergency plan.

Churches are vital links to people with disabilities.  I recently attended a national conference where public health professionals reported on their experiences in responding to the needs of people with disabilities during Hurricane Katrina.  I am happy to report they recognized the efforts of church organizations as being vitally important.  I would hope that if disaster strikes within our classis, the same could be said for us.

Here are some suggestions for churches to consider:

1. Designate someone to be the coordinator to make sure the special needs of people with disabilities are addressed.  Remember that if no one is in charge, no one is responsible either.

2. Identify those in your church and/or community who might have special needs before, during and after a disaster or emergency.  As an organization in a community, churches do the best job of knowing who currently has special needs within their congregations and often within their

community.

3. Provide services for people with disabilities during and after a disaster. In post-disaster situation, volunteers provide many important services.  Many of these volunteers come from churches.  If you are willing to help, get some training ahead of time in the basics of dealing with people with disabilities. This training is important so that volunteers treat neighbors with

disabilities with respect and dignity.  You might be asked to respond to requests that may be essential for day-to-day living for persons with disabilities. 

4. Assist with accessible transportation during and after a disaster. Even in non-emergency situations, people with disabilities are three times as likely as those without disabilities to consider inadequate transportation a problem.

5. Meditate on Luke 6:31 and 36 "Do to others as you would have them do to you...Be merciful just as your Father is merciful."  How would you apply this to serving your neighbors and members of your congregation with disabilities?

6. If your church is willing to consider assisting with this urgent need, contact either your county's public health department or the emergency management coordinator for your county.

The National Organization on Disabilities website is a good source for further information: www.nod.org.

Emergency Preparedness and People with Disabilities: a Guide for People with Disabilities

Barbara Vos

Member of First Wellsburg CRC

Public Health Supervisor

Marshall County, Iowa

This article focuses on how a person with a disability can make their personal preparations for disaster.  

All individuals, with or without disabilities, can decrease the impact of a disaster by taking steps to prepare BEFORE an event occurs. Results from focus groups conducted by the National Organization on Disability's Emergency Preparedness Initiative (EPI), indicate that people with disabilities need to be more self reliant in emergencies. 

You are in the best position to know your abilities and needs before, during, and after a disaster. There are many sample planning templates and checklists available to guide you. However, your plans must fit your own unique circumstances. 

Start today! You can take small steps every day to become better prepared. Learn about how emergencies can impact you and your community. Identify your resources, make a plan, and create a "ready kit" and a "go kit". Be sure to use some of the other resources that are listed at the end of this article. Start today to become better prepared, safer and more secure. 

Be Informed 

1. Learn about the types of hazards that may impact your community (blizzards, earthquakes, tornadoes, hurricanes, floods, and so on). You can get information from your local Emergency Management Office. 

2. Find out what emergency plans are in place in your community, workplace, service agencies, etc. Look over whether those plans have considered your specific needs. 

3. Identify what the plan is for notifying people when a disaster may be on its way or is actually occurring. 

4. Consider how a disaster might impact your daily routines. Make a list of your specific needs before, during and after a disaster.

Identify your Resources 

Make a list of family, friends, co-workers, personal attendants, service providers and others who can be part of your plan. Include people both in and out of your immediate neighborhood or community, like a relative in another state. Talk to these individuals and ask them to be part of your support network (at least 3 people in each important location e.g. home, workplace, etc.). 

Tip: Ask yourself what resources you rely on regularly and determine how a disaster might effect your use of them.

* Do you use communication devices? 

* Do you depend on accessible transportation to get to work, doctor's appointments, or to other places in your community? 

* Do you receive medical treatments (e.g. dialysis) on a regular basis? 

* Do you need assistance with personal care? 

* Do you rely on electrically dependent equipment or other durable equipment? 

* Do you use mobility aids such as a walker, cane, or a wheelchair? 

* Do you have a service animal? 

Create an Emergency Plan 

1. Work with your support network to make a plan. You should have a plan at home, work, school, or any place you spend time regularly. 

2. You should make a plan that includes hazards that can impact your community. Apply contingencies you use daily to deal with power outages or transportation delays or breakdowns. This will help you as you consider larger disasters such as hurricanes, earthquakes, floods and terrorism. 

3. Create a communication plan. Make sure you and your support network have each others contact information and alternate ways to communicate if phones are not working (such as an assigned meeting place, using pagers, email or other technology not reliant on phone lines). 

Tip: For individuals who use telecommunications relay services, look into different options to use as back-up including: dialing 711 (nationwide), CapTel (captioned telephone), internet-based relay (through computer, text pager, PDA, etc.), and/ or video relay services (through broadband). 

4. Make an evacuation plan for home, work, school, etc. Identify a primary and secondary way to evacuate the house or building. 

Points to Consider: Your personal situation. 

* If you require assistance to evacuate, create a plan with the assistance of your support network. 

* If necessary, look into evacuation assistive devices, or the installation of ramps at emergency exits. Identify an area of rescue assistance (where public safety officials can assist you) in any building you visit regularly. Contact the building safety director for help. 

* If you require accessible transportation to evacuate an area, identify resources both public and private.

5. Plan for different ways of sheltering. Consider what you can do to safely shelter-in-place. Consider how to shelter with friends and family. Finally, consider how a shelter designated for the public would meet your demands. 

Tip: See information below about making a "ready kit" and "go bag". 

6. If you receive regular services (home health care, transportation, dialysis), make a plan with each service provider. Learn about their disaster plans and how to contact them in an emergency. Work with them to identify back-up service providers.

Checklists and other resources 

Be Ready: Create a ready kit and a go bag. 

You should create a comprehensive "ready kit" with the many supplies necessary to self-sustain for a period of time. Also create a "go bag" containing your most essential items to take with you if you must leave immediately. 

Include in your kit: Items on this list can be included in both the ready kit and go bag. It is up to you to decide the most essential items to include for you and your family. 

* 3-day supply of non-perishable food and manual can opener. Make sure the food meets your dietary requirements. 

* 3-day supply of water. Plan for 1 gallon per person per day, but you may need more, consult with your doctor. 

* Medical equipment and assistive devices (glasses, hearing aids, catheters, augmentative communication devices, canes, walkers). Label each with your name and contact information. Be sure to have extra batteries and chargers. 

* Medications, including a list of the prescription name, dosage, frequency, doctor and pharmacist. Also consider if medications need to be refrigerated and if so, bring a cooler with an ice pack or other coolant system. 

* List of emergency contact information including your support network members in and out of the region, service providers, etc. 

* Copies of important documents (birth certificate, passport, licenses, insurance information, proof of address). 

* Extra set of keys. 

* Flashlight and radio with extra batteries. 

* Cash, credit cards, checkbook, ATM card 

* Sanitation and hygiene items. Including soap, denture care, absorbent pads, etc. 

* Items for infants, such as formula, diapers, bottles, and pacifiers. 

* Supplies for a service animal including food, identification tags, proof of up-to-date vaccinations, and veterinarian contact. 

* Clothes, blanket, pillow. 

* White distress flag or cloth, whistle, flashlights and/or glow sticks. 

* Basic first aid kit. 

* Identify your disability-related or health condition need by writing it down or wearing medical alert tags or bracelets. 

Where to find more information 

Many of these agencies provide materials in large font, audio or video cassettes formats, and different languages. 

American Red Cross 

www.prepare.org • www.redcross.org 

Canadian Red Cross

www.redcross.ca

call your local chapter 

(Original article on www.nod.org funded by Department of Education Grant #H235J040002 and Department of Justice Grant #2004-TH-0003)

Entire Issue of the Journal Impact Devoted to Disability and Emergency Preparedness

Impact, issue 20, number 1 is available for free at http://ici.umn.edu/products/impact/201/default.html

Editor’s note: the following information is taken from Impact’s introduction to this issue.

When disasters occur people with disabilities are often among those most in harm’s way. In many cases this is because the planning and processes in place to respond to disasters and emergencies haven’t made adequate provision for people with disabilities. In this Impact issue we seek to address that need for greater inclusion of people with disabilities in disaster preparedness, response, and recovery efforts by providing strategies, stories, and resources that we hope will be of use to disability service providers, advocates, individuals with disabilities, families, and policymakers. Through personal stories, reflections on lessons learned from previous disasters, reviews of what works and doesn’t work in policies and procedures, and a variety of preparedness checklists we hope to give readers information they can use to evaluate and improve disaster preparedness where they live, work, and participate in their communities. Whether it’s doing personal emergency planning, organizing neighbors into a circle of support for one another in case of an emergency, ensuring that local and state disaster planning agencies include input from people with disabilities, or evaluating the disaster preparedness of the agency or organization in which we work, we can each take steps to make sure that when the next disaster or emergency occurs, no one is left behind.
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Resources

• www.nod.org/resources/PDFs/epiguide2005.pdf: This extensive guide, produced by the Emergency Preparedness Initiative of the National Organization on Disability, assists people with disabilities and community planners in preparing for emergencies. The following list of resources is included in the guide.

• www.nod.org/emergency: National Organization on Disability links and information about disaster information and people with disabilities.

• www.ready.gov: Department of Homeland Security’s emergency preparedness information website.

• www.preparenow.org: California site but general links on disasters and special needs.

• www.easter-seals.org: s.a.f.e.t.y. first evacuation program.

• www.jan.wvu.edu/media/emergency.html: Job Accommodation Network emergency evacuation for employees document called Employer’s Guide to Including Employees with Disabilities in Emergency Evacuation Plans.

• www.nbdc.com: Emergency evacuation checklist for people with disabilities in the workplace. (Search bar on left of homepage; type emergency evacuation checklist.)

• www.cdihp.org/evacuationpdf.htm: The Center for Disability Issues and the Health Professions’ guide for people with disabilities and other activity limitations called Emergency Evacuation Preparedness: Taking Responsibility for Your Safety. For publication visit website or call (909) 469-5380, TTY (909) 469-5520.

