SESSION 14

Elaine Enarson

Course Title:    A Social Vulnerability Approach to Disasters

Session 14:       Health and Disability and Disaster Vulnerability           Time: 1 hour  

Objectives:

At the conclusion of this session, the students should be able to:
Objective 14.1
Relate disabilities and health problems to other risk  factors

Objective 14.2
Identify specific concerns of people with disability and health issues 

Objective 14.3
Critically assess traditional emergency management approaches to disability and health 

Objective 14.4
Identify resources and strategies for mitigating vulnerabilities those who live with chronic health problems and disabilities 

Scope:  

In this session, students are encouraged to avoid the “special populations” approach to people with chronic health problems and/or disabilities. An alternative approach is presented which focuses on the everyday living conditions, capacities, and structural barriers to independence in emergencies experienced by a large and growing segment of the population.  The session does not offer training on specific response needs for persons with functional impairments but focuses on planning strategies for mitigating these risk factors.

Suggested Readings:  

Instructor readings: 


1. Tierney, Kathleen, William Petak and Harlan Hahn. 1988. Disabled Persons & Earthquake Hazards. Boulder, CO: University of Colorado Institute of Behavioral Science, Program on Environment and Behavior, Monograph #46. [Introduction and Conclusion; Chapters 2 and 6.] 

2. Responding to the Needs of People with Serious and Persistent Mental Illness in Times of Major Disaster. 1996. Washington, D.C.: U.S. Department of Health and Human Services. [Selected readings, e.g. Marshall Rubin,  “Disaster Response In A Psychosocial Rehabilitation Program—A Hurricane Tolerance Test Of Structure, Philosophy, And Methodology,” pp. 55-64]

3.
Blaikie, Piers et al. 1994. Pp. 101-123 (Chapter 5, Biological Hazards) in At Risk: Natural Hazards, People’s Vulnerability, and Disasters. London: Routledge.

4.
Szasz, Andrew. 1994. Pp. 69-99 (Chapter 4, The Toxics Movement) in Ecopopulism. Minneapolis: University of Minnesota Press. 

5.
Erikson, Kai. 1994. Pp. 11-23 (Prologue) and pp. 226-242 (Epilogue: On Trauma) in A New Species of Trouble. New York: W.W. Norton.

6.
Parr, Arnold. 1987. “Disaster And Disabled Persons: An Examination Of The Safety Needs Of A Neglected Minority.” Disasters 11 (2): 148-159.

Student readings:


1.
Adamson, Robert. 1996. “Disabled And Disasters.” Emergency Preparedness Digest (October-December): 15-17.

2.
Parr, Arnold. 1997.  “Disasters And Human Rights Of Persons With Disabilities: A Case For An Ethical Disaster Mitigation Policy.” Australian Journal of Emergency Management (Summer): 2-4.

3.
Wisner, Ben. 2002 (forthcoming). “Disability And Disaster: Victimhood And Agency In Earthquake Risk Reduction.” In C. Rodrigue and E. Rovai (eds.).  Earthquakes. London: Routledge. Also available on-line through RADIX: http://online.northumbria.ac.uk/geography_research/radix/resources/disability_and_disaster_wisner.doc.
General Requirements:   Briefly review session objectives [Slide 2]

In class discussion, be especially alert to judgmental remarks about people’s abilities or resources in disasters. Throughout the session, encourage discussion of health and disability as social issues rather than individual problems. 

Students should prepare for this session by completing Student Assignment 14, which should be distributed at the end of the previous session.

Objective 14.1
Relate disabilities and health problems to other risk factors

Requirements: 
None

Remarks:

I. Chronic health problems and disabilities affect rising proportions of Americans 

A. How are the “disabled” or “sick” defined? [Slide 3]

   1.   By the general public?

Ask students to brainstorm a list of possible disabling health or mobility conditions. Be sure the discussion includes both cognitive and physical conditions, and distinguishes short- and long-term disabilities (e.g. advanced pregnancy vs progressive neurological diseases).

2.   By the National Organization for Disability [www.nod.org]? 

This agency  points out the difficulties defining and measuring the extent of disabilities, as people move in and out conditions associated with this social status. 
“There is dynamism in disability status both because of the transitory  character of health and because the connection between a person's impairment and subsequent loss of function is often determined by barriers in his or her physical environment.” [Fujiura 2001: 1]

3.   By the World Health Organization? 

Their definition: “Any restriction or lack (resulting in impairment) of ability to perform an activity in the manner or within the range considered normal for a human being.” [Adamson 1996: 15]

4.  By the Americans with Disabilities Act (ADA)? 

This legislation defines a person with a disability as:

· A person with a physical or mental impairment that substantially limits

      one or more major life activities; or

· A person with a record of such a physical or mental impairment; or

· A person who is regarded as having such an impairment.

5. By social scientists? 

From a sociological perspective, disability is the restricted ability to fulfill the expectations of appropriate social roles such as worker, spouse, or student [see Tierney, Chapter 1]

B. How do people become disabled or ill? [See Tierney, Chapter 1; Blaikie et    

      al., Chapter 5; Fujiura 2001]  [Slide 4]

1. Social labeling, with corresponding assumptions about independence and capacity in emergencies. People with disabilities (PWD) are often labeled “handicapped” based on visible characteristics though these may not in fact be disabling; in contrast, disabling characteristics may be invisible (e.g. deafness, chronic illness, back pain)

2. Genetic inheritance, accidents, violence, aging

3. Health and ability status are also impacted by the patterns of everyday life across the nation, which  vary substantially by race/ethnicity, social class, age/generation, and gender. These include:  

· Living and working conditions such as poor housing, impure water, inadequate sanitation, hazardous jobs and workplaces, inadequate protections from workplace pollutants, etc.

· Organization culture and practices of the nation’s health care systems (e.g., privatized hospitals and other institutions, for-profit drug industry, etc.) which distribute health care services disproportionately among the population

· Differing cultural, age, and gender norms regarding risk-taking, self-care and help-seeking

· Environmental conditions affecting public health [see below]

·  Cultural shifts resulting in reduced activity levels and consumption “choices” (heavily promoted through advertising) which endanger americans by putting their health at risk, e.g. alcohol and tobacco consumption, eating habits leading to obesity and other health risks, etc.

C. How many Americans live with poor health and/or disabilities?  

1. 
Census Bureau survey data from 1997 ranged from 13 percent (35 million people) to 20 percent of all Americans, depending on the breadth of the definition applied. [Fujiura 2001]

2. These surveys also indicated that nearly three out of four Americans over the age of 80 experienced limitations on functional activities of 

everyday life. 

3.  The 2002 World Health Report [available on-line from the WHO: 

     http://www.who.int/whr/2002/Overview_E.pdf ] indicates that in the most industrialized countries of the world, including the US, over a third of the overall “disease burden” is caused by five factors related to consumption: alcohol use, smoking, obesity, cholesterol, and high blood pressure. 
D.  Social trends increasing the proportion of Americans with impairments   

       [Slide 5]

1. Increasing longevity, leading to increasing chronic illness and physical and/or mental limitations

2. Increasing access to health care extending life (e.g., declining infant mortality among those with serious birth defects; treatment of chronic illness and accidental trauma leading to impairment)

3. Persistent and increasing workplace hazards (chemical and industrial toxins, pollutants, violence, computerization, etc.)

4. Increased exposure to air and water pollution 

5. Rising rates of homelessness and poverty which increase health risks and decrease access to preventative health care; Hart’s (1971) “inverse care law”[cited in Blaikie, 119] states that the least care is provided for those most in need

6. High rates of self-inflicted injury (e.g. firearms)

7. Lifestyle “choices” (substance abuse, unsafe driving or leisure activities) reflecting social isolation, depression, alienation  

8. “Diseases of affluence” [Gardner 2002: 13] such as cancer, diabetes and heart disease which are strongly related to rates of obesity, lack of exercise, and smoking as well as exposure to toxins 

E.  Illness and disability increasing due to exposure to hazards and disasters
      [Slide 6]

1. Disabling injuries increase vulnerability of disaster survivors to future disasters, e.g. amputations due to building collapse  

2. Disabling illnesses and psychosocial stresses inflicted on civilians and combatants during armed conflict, e.g. US government’s use of toxic defoliant Agent Orange in Vietnam 

3. Collective trauma from technological or human-agent disasters can be emotionally debilitating, e.g. gas spills, radiation leaks [Erikson 1994]  

4. Prolonged food scarcity and malnutrition following major environmental disasters (e.g. drought) undermine public health and disaster resilience 

5. Prolonged exposure to environmental toxins (e.g. hazardous waste, water and air pollution) increases incidence of debilitating illnesses, e.g.

· Union Carbide Company’s  gas leak in Bhopal changed “from a sudden calamity to a chronic cancer” [Rajan 1999: 257], killing thousands and disabling an estimated half a million people
· Increased cancer and neurological illness following the Chernobyl explosion in Ukraine and surrounding regions, with special effects on children later born to pregnant women
· Increased health problems among workers and their families exposed to hazardous working conditions, e.g. uranium miners in the Four Corners region, farm workers exposed to pesticides 
· Increased cancer, birth defects and other disabling illnesses reported in the US in regions with high exposure to contaminated environments, such as were experienced by residents of Love Canal, NY in the 1970s
II. Health and disability intersect with other structural barriers to resilience 

A. Some examples of intersecting vulnerabilities [Note: The instructor may want to use more or different examples.]  [Slide 7]

1.   Racial/ethnic status 

· Many health problems (e.g. diabetes, chronic asthma) higher among racial/ethnic minority populations 

· Exposure to toxins and pollutants higher among ethnic groups in hazardous occupations, e.g. Hispanic farm workers, Nnative American uranium miners, anglo coal miners

· African Americans have higher rates of disability than Anglos

2.   Gender

· Pre- and post-natal health needs increase childbearing women’s vulnerability 

· Women more than men live with chronic depression 

· Men more than women live with heart disease

· Women more than men exposed to risk factors increasing postdisaster psychosocial stress [Ollenburger and Tobin 1998] and to postdisaster violence [Wilson et al. 1998]

· Women are the fastest growing population of new HIV infections

3.  Socioeconomic status  

· Higher rates of physical and mental illness among poor and low-income people 

· Poverty associated with malnutrition and functional disabilities

· Restricted access to medical care, equipment, supplies, medicines, etc. among the poor and low-income  

· Lack of secure employment supporting recovery (insurance, time off for illness)

· Leisure-related injuries higher among higher-income Americans

· Disabled persons more likely to be unemployed and be poor 

“As both a consequence and cause, poverty has long been linked to disability. In the 1997 SIPP[the Census Bureau’s Survey of Income and Program Participation], 28 percent of adults ages 25 to 64 with a severe disability lived in poverty, compared with 8.3 percent for the general population. . . Americans with a disability are at a substantial disadvantage in employment, access to private health insurance, and levels of educational achievement.” [Fujiura 2001]

4.  Age 
· Infants and the frail elderly most susceptible and least resistant to pre- and postdisaster illness and injury

· Cognitive and physical impairments increase with age

· Functional limitations increase with age

· Caregiver stress increases in middle-age population caring for very young and very old

B.  Case study: intersecting vulnerabilities in a hurricane 

1.  
South Carolina households where physically disabled persons lived during Hurricanes Bonnie, Dennis and Floyd were found to comprise 14% (over 26,085 homes in the region) of the total studied by Mariek Van Wilkligen [2001]. 

These households were found to be:

· More likely than others to include elderly residents

· Somewhat more likely to include pets 

· More likely to reside in mobile homes

· More likely to experience property damage and damages which were substantially higher relative to per capita income  (80% of the per capita income in disabled households compared to 22.7% of per capita income in households not including persons with disabilities)

· No less likely than other households to have prepared their homes, stockpiled food, or rehearsed plans for evacuation

· Less likely to evacuate than other households, especially during bonnie and in the absence of mandatory evacuation orders

· Generally follow the same rates of evacuation as other households

· More likely to evacuate if they also included older persons  

· Reported transportation problems as a factor in deciding not to evacuate (by 29%) 

· Reported lack of shelter as a factor in deciding not to evacuate (11.7% of  the households with disabled persons which did not evacuate during Bonnie)

For discussion: 

Which of these findings (if any) surprises you? 

What stereotypes are challenged by the data? 

What do the findings tell you about the everyday living conditions of these residents?people?  

2. Letter from an earthquake survivor [Phillips 2002: 8]

“I was  not wearing my hearing aides that morning, of course, it was 4:31 a.m. After the shaking stopped, I was too afraid to get up. When my foot hit the floor, my bare feet felt every piece of glass that had broken. My neighbors interpreted everything via lip-reading for me regarding the radio announcements. My husband was out of town, I was alone and extremely scared; my husband is profoundly deaf, no one even told him there had been an earthquake or that Northridge was the epicenter. FEMA [Federal Emergency Management Agency] made no attempts to find an interpreter for me and the interpreter I had brought did not have the skills needed to convey my message.”

For discussion: 

What does this letter reveal about intersecting vulnerabilities? Imagine a letter she might write to FEMA. What would it say?

If you were writing a letter to local or national FEMA representatives after having heard her story, what specific suggestions for change would you include? 

Objective 14.2
Identify specific disability and health issues tending to increase 

vulnerability

Requirements:  None

Remarks:

I. People with disabilities and/or poor health often live in risky living conditions

   [Slide 8]

A. Tierney et al. [1988, Chapter 5]  found in a study of persons with disabilities in earthquake zones in California that housing is a key factor increasing vulnerability. Persons living with disabilities also tend to live
1. On lower incomes than no disabled counterparts

2. In unreinforced masonry buildings, i.e. older buildings with low-rent units near urban centers 

3. Outside caregiving institutions (nursing  homes, halfway homes) with legislated obligations to prepare for emergencies

4. Inside caregiving institutions which may lack features designed to enhance the safety of residents, e.g. provisions for the safe evacuation of people with mobility limitations,  nonstructural hazard mitigation, reserve water and power supplies, etc.

5. On their own (14% in this 1988 study lived alone)

6. With the social distance or stigma associated with being labeled “disabled” or “sick” in a society valuing self-sufficiency and independence (see below)  

B.  Severely ill and chronically ill people are at increased risk of:  [Slide 9]
1. Biological hazards (due to malnutrition, weakened immune systems, etc.) 

2. Life-threatening disruptions in medical care during emergencies, e.g. oxygen tanks, personal attendants, dialysis 

3. Deteriorating mental and physical health due to loss of caregiver support system, difficulties of evacuation and relocation, etc.

II. 
People with disabilities and/or poor health may be left more vulnerable by a disaster.  Social changes accompanying disasters can increase the vulnerability of those who live with disabilities and/or chronic health problems, by:  [Slide l0]
A. Increasing the social isolation of the disabled, who often live alone

B. Increasing rates of temporary disability among disaster survivors,  e.g.

visual impairment due to smoke

C. Causing injuries, trauma and post-disaster stress which can be disabling

D. Increasing public health hazards such as water contamination

E. Decreasing people’s access to health and daily living support services, e.g. caregiver networks, alternate transportation to day homes or health care services, etc. 

F. Increasing exposure to severe environmental conditions worsening preexisting illness

III. Stigma and stereotypes about health and disability are widespread in American society and likely to affect emergency management systems, priorities, and practices

A. Myths and realities: [Slide 11]

1.    Disabilities seen as visible “marks” of physical impairment, but:

· Cognitive or developmental disabilities and mental illness impact many more Americans

· Many impairments cannot be observed (hearing limitations, mental illness, heart disease)

2.    Disabled persons thought to reside primarily in institutions, but:

· The de-institutionalization and independent living movements resulted in many more persons with disabilities living dispersed through the community, in private single-occupant or group residences or on the street

3.    Disabilities assumed to make people dependent on others, but:

· Disabilities vary widely in intensity and levels of impairment, like illness 

· Compensatory abilities are likely to be developed

· The disabled or chronically ill may be more likely to take steps to protect themselves in emergencies and disasters

4.    Disabilities and chronic illness seen as stigmatizing “master identities” or 


dominant social roles (“the invalid” “the handicapped”), but

· Individual differences are more important than physical limitations

· Contexts affect impairment, e.g. only when hearing is essential are the deaf  

    impaired  

· Political skills and identities mitigate the sick and disabled role for many, 

    e.g. among aids activists, in the disability rights movement, etc.

· The disabled and ill often successfully “pass” as “normals” to avoid stigma

5.   Unhealthy consumption patterns, which undermine individual and collective       resilience to the health impacts of disasters, are perceived as individual choices rather than sociocultural risk factors, but:  

· Consumption patterns are deeply embedded in American culture and subcultures

· Corporate, not individual, decisions determine food content (e.g. salt content, types of fat, use of preservatives)

· Cultural norms are an unperceived risk to individual health (e.g. promotion of tobacco and alcohol use as marks of adulthood and social acceptance) 

B.  Stereotypes underlying dominant emergency management approaches 

     [Slide 12]

1. 
Disabled and ill persons often seen as a “special” group needing to be managed or cared for by  others

2.
The  “special needs” or “special population” approach on persons with functional impairments tends to:

· Reinforce or create dependency

· Displace focus from preventing problems to dealing with “special populations” as burdensome in an emergency 

· Ignore the resources of advocacy groups, e.g. local knowledge of the needs and the resources of  institutional programs, services, self-help groups, and individuals, including groups, agencies, and centers with  trained staff, stockpiled supplies, specialized equipment, etc.  

· Deprive those with functional impairments of equitable access to survival and recovery resources

· Undermine long-term recovery, e.g. by undermining independence, not meeting immediate needs, not understanding long-term recovery issues

C.  Specific characteristics or living conditions of those with disabilities and/or     

poor health may be neglected as a result  [Slide 13]
Little scholarly work has been conducted in the United States on disability and disaster. Case studies of disability issues during disaster conducted in other developed nations [e.g. Parr 1987;  Norman 2002] suggest a wide range of concerns to be addressed, such as those below: 
1. Evacuation

· Egress and access from all buildings for wheelchair users, sight-impaired, etc. 

· Emergency routes known and accessible 

· Capacity to evacuate needed equipment (wheelchairs must fit through doors, etc.)

· Early and accessible warnings to provide sufficient time for complex moves and arrangements (e.g. with caregivers)

2.  Preparedness

· Involving disabled persons and advocacy organizations in emergency exercises, planning, preparedness training, etc.

· Increasing capacity of health care providing groups and organizations to provide continuous care to the degree possible

· Stockpiling of needed supplies and equipment

· Recording medical needs and caregiver contact information

· Non-auditory/non-verbal/non-visual warning systems 

· ASL translators

3.  Emergency relief centers

· Knowledgeable volunteers trained to understand the needs and the capacities of disabled persons and the chronically ill

· Appropriate medical supplies and equipment

· Interpersonal support networks (e.g.  keeping family or paid caregivers near)

· Provision for animal care when needed by limited-sight evacuees with guide dogs, for example  

4.  Reconstruction/recovery

· Incorporating increased accessibility into public buildings (see Supplementary Considerations)

· Priority attention to functionality of health care facilities and systems

· Peer counseling 

· Trained health providers knowledge about specialized medical needs, violence against disabled women, respite care for personal care attendants, community-based health care systems, etc.

D. Case studies:  anecdotal evidence from the US


1.  Problems arising in the Northridge Earthquake (Parr 1997/8: 3)

[T]he kind of unique challenges experienced by persons with disabilities after the January 1994 Northridge, California earthquake …included being unable to evacuate by wheelchair due to fallen objects on the hallway floor of the flat, severe earthquake damage to the resource centre for persons with disabilities leaving 750 persons without support services, being turned away from emergency shelter because the staff could not communicate in sign language and in the case of persons with cerebral palsy because of suspicion of being on drugs or alcohol and being unable to shower for a week in a shelter because of lack of facilities for a person with quadriplegia.” 

For discussion: How could these problems have been prevented? Why do you think they arise?

2.  Proactive responses of persons with cognitive disabilities during hurricane          

     Andrew in Miami.

Rubin [1996] reported on a community mental health facility  emphasizing capacity building and staff/residence interdependence of staff and residents. Residents reported to interviewers that the event was challenging but not overwhelming:

“I went outside about 7:30 a.m. after trying to call Fellowship house. I then went to five other Fellowship House apartments to check on my friends. . . I f finally got Fellowship House on the phone about 1:00 p.m. and then caught a ride on the van in . . . I helped take water and food to al the apartments. . . I got an award fro my work. . . I felt it was important for me to help out here. . . I needed to be  here to help. . . This place is like a second family. You don’t walk out on family. If I’d go to live with my family, I’d be in their way. l I can do the most good here. I work with friends, not associates or employees. If I survived Andrew, I could survive Emily. I’m needed here. “(Rubin 1996: 58]

For discussion:  What do you learn from this account about the capacities and needs of people with cognitive disabilities? Do you think nursing homes could also provide a supportive atmosphere that focuses on identifying and developing the capacities of senior Americans with mobility barriers?  

IV. Caregivers for chronically ill and/or disabled persons are also highly vulnerable

A.  Caregivers are a diverse group which, in any given community, will include

1. Family members caring for other family members in their homes, e.g. older men caring for wives debilitated by stroke, women caring for disabled children of all ages; children caring for elderly parents  

2. Family members caring for foster children with disabilities or health problems 
3. Paid home health care providers and personal care assistants visiting the homes of disabled and chronically persons on a regular basis or living in 

4. Professional caregivers employed in hospice clinics, halfway homes, senior day cares and other residential and social spaces utilized by the disabled or ill

 B.  The safety and well-being of caregivers may be at increased risk 

1.  In the act of assisting persons who are dependent upon them
2.  When caregiving responsibilities conflict with personal safety or competing    

       obligations (especially for paid caregivers)   

B.  Intersecting vulnerabilities faced by caregivers may undermine their own    

       resilience (among others, see Abel and Nelson 1990)
1. Caregivers to the noninstitutionalized disabled and ill are predominantly female, though many men are also highly engaged in extended care of the homebound; the caregiving role exacerbates other gender-related risks in disasters

2. Long-term caregivers are often unable to continue in their job and experience loss of income, savings and other economic resources

3. They are often unable to pursue other social pursuits and become increasingly socially isolated

4. As income and social interaction decline, caregivers are subject to high levels of stress, depression, and related health problems 

5. Many caregivers for the homebound also experience health problems themselves and their own mobility may be limited

C. Caregivers for profoundly disabled, seriously ill, or terminally ill children, adults, or elders are vitally important in disasters but pose a special  challenge 
1.  Emergency communications may not reach them   

2.  Caregivers may lack the time, energy and resources to respond proactively 
3.  Their responsibilities to others will reduce the capacity of many caregivers  

     to, for example, prepare their residences, seek out post-disaster relief    

     assistance, or take part in local initiatives to reduce hazards and 
     vulnerabilities in their community
Objective 14.3
Critically assess traditional approaches to health and disability in emergency management  [Slide 14]
Remarks: 

I. 
Three approaches can be identified and critiqued  in emergency management today with respect to health and disability issues [Wisner 2002]
A.
 Exclusion, or no specific attention at any stage of the disaster cycle or in the training of emergency managers. This can easily lead to

1.
 Neglect of specific needs which can affect people’s ability to anticipate, prepare for, cope with, survive, and recover from disasters

2. 
Neglect of the capacities and resources of this social group 

3. 
Loss of opportunities for partnering with groups and organizations knowledgeable about the vulnerabilities and capacities of this  social group

B. 
Inclusion, with special services provided or planned for individuals with physical and/or mental limitations. This can lead to:

1.   Substantive assistance to individuals in a crisis, e.g. early evacuation 

2. 
Neighborhood-based analysis of living conditions putting some more at risk than others

3.    Needed modification of shelter services and warning systems, etc. 


           4.   Potential adverse consequences include: 

· Overly medicalized approach, focusing on providing physical assistance to meet immediate health needs (oxygen tanks, stockpiled medicines)

· Individualistic approach, focusing on the person rather than the group and organizational contacts and resources of the person 

· Guidelines for caregivers rather than decision-making for those with disabilities and health barriers

· Inadequate assessment of complex and inter-related needs (e.g. the senior widow with diabetes may need medicine but may also have a strong desire and socioemotional need to help others in an emergency situation)   

· Neglect of the self-care capacities of those with disabilities and health barriers

· Lack of collaboration with advocacy groups

· Reinforcement of stereotypes, e.g. of the disabled as dependents 

C. 
Participatory planning to empower persons with disabilities or health limitations in disasters. This can lead to:  [Slide 15]
1.   Increased self-organization among persons in these social groups as efforts increase within neighborhoods, living centers, group homes, caregiver associations, and social networks to provide input and information to emergency planners

2.  
Organizational collaboration between emergency managers and advocacy groups

3.  
Skills building to increase the disaster resilience of people living with functional impairments by mitigating unique hazards and increasing capacities and preparedness; services, products, guidelines, and other resources developed by, for, and with persons with mental and/or physical limitations are increasingly available

4.  
A rights-based approach to emergency management, in which persons with disabilities or health barriers are full and equal participants in planning and receive equitable and appropriate services

5. 
Empowerment of people living with disabilities and/or health barriers, e.g. through reduced social isolation and increased interaction with advocacy groups

6. 
Increased political visibility and strength of this group’s interests and concerns during emergency relief and long-term reconstruction 

II.  Student assignment responses
A.
Discussion questions
1.  How did students see these or other approaches to disaster and health/disability  demonstrated (or implicit) in the work of the groups or organizations they researched?

2.  What are the apparent strengths and weakness of these approaches from the  point of view of a person living with mental and/or health limitations?

3. How do these approaches challenge the notion of disability as a problem to be solved by  emergency managers? 

4.. Do the approaches students researched appear as effective in rural as in urban areas? What alternatives might be appropriate in smaller communities?  

Objective 14. 4
Identify resources and strategies for mitigating vulnerabilities among those who live with chronic health problems and disabilities 

Remarks:

I. 
Make necessary accommodations to ensure equity: FEMA’s legal obligations 

FEMA Policy No. 2-93 (updated March 12, 1999 by then Director James L. Witt) 

affirms the agency’s legal obligation to make necessary accommodations required to serve “all individuals equally” (see Supplementary Considerations).

II.  Critically evaluate and assess disaster policies, practices, plans, services, and 

operations to reduce the risk of undermining independence and reinforcing the 

presumption of “ableism”  [Slide 16]
A.   Equip facilities (evacuation centers, tent cities, temporary accommodations, 

       disaster assistance centers) with supplies and equipment appropriate to people of 

       all abilities

B.    Assess barriers to services in existing programs or other unintended and inequitable practices

C.
Identify and utilize the skills and resources of those with limitations, e.g. in public education presentations, design and operation of emergency centers, as postdisaster outreach workers, as peer counselors for survivors, etc.

D. Train staff and volunteers to recognize myths and stereotypes about the ill and disabled in disasters

E. Train staff and volunteers to recognize the unique needs of the ill and disabled in disasters

F. Affirmatively employ people with impairments in non-stereotypical positions
III. Adopt a human rights rather than “special needs” approach  
A. 
Parr’s [1987] perspective emphasizes the self-organization of the disabled in the context of the global human rights movement, as well as 

   1.    Negative experiences in recent disasters

   2.    Trends toward deinstitutionalization, mainstreaming, normalization,   

          community care, and independent living

B. 
Disability rights activists (see Supplementary Considerations ) focus on people with disabilities as: 

1. 
People first: “first and foremost citizens with equal rights and obligations with all other citizens” [Parr 1987: 2]

2.
 People with coping capacities,  e.g. greater risk awareness, tolerance of adverse conditions, and well-honed coping strategies 

3. 
Experts with local knowledge about those with health and disability concerns in the community, and specific needs and 

4. 
Persons motivated to participate in planning exercises and registry systems

5. 
A political constituency with potential influence over legislation, policies, and practices 

6. 
People with responsibility for their own dignity and independence in disaster contexts, to the best of their ability

C. For discussion:

Parr concludes (1987: 4):  “The paramount ethical principle is that those involved in disaster mitigation policy development  have a moral obligation to do what is necessary to enable persons with disabilities to exercise all their human rights on an equal footing with others.” 

Do you think emergency managers have this moral obligation?  Do you think this approach can or should be extended to those living with mental illness, HIV/AIDS, and other chronic illnesses?  

IV. Collaborate with local self-help and advocacy groups to reduce risk  [Slide 17]

A.  Recent disaster experiences spurred organizing within the disability community around disasters and emergency planning. These efforts offer emergency managers new resources and support for inclusive planning and practices. 


Some examples are:


1. The National Organization for Disability (www.nod.org). In the wake of  the events of September 11, 2001, this organization has an active interest in increasing the safety and empowerment of persons with disabilities in disaster contexts. 


Their  recently formulated Disaster Mobilization Initiative calls for concerted attention to consulting with the disability community at every stage of the emergency planning process. It also

· Offers strategies for emergency managers needing to identify and work with persons with disabilities in the local community

· Offers strategies for persons with disabilities for improving their own safety

2.
Following the 1994 Northridge earthquake, an emergent groups called Disabled People and Disaster Planning (DP2) involving persons with disabilities and individuals from disaster planning and response professions formed to develop recommendations for more inclusive and equitable planning.  Their website (includes practice-related guidelines for shelter managers and others (www.citycent.com/dp2).
3. 
Disability consultant June Kailes prepared fact sheets, checklists, and other “Tips for People with Disabilities” with support from the American Red Cross, Northern California Disaster Preparedness Network. It can be reviewed in  Spanish or English through the San Francisco Independent Living Resource Center website (www.ilrcsf.org/Publications/prepared/index.htm).   

4. 
A number of cities have implemented local registry plans. For one example, see the San Francisco Registry plan established following the Loma Prieta quake in collaboration with community organizations to address the disaster-related needs of seniors and persons with disabilities 



As described on-line (www.dph.sf.ca.us/ems/programs/disaster/default1.htm), the plan focuses on:

· Increased cooperation among relevant agencies 

· Outreach to those most likely to be isolated

· Strategies increasing independence

· Focus on preparedness and mitigation

· Collaboration with community-based organizations actively involved with this population   

Community-based and governmental  organizations involved in developing the plan included:

· Chinatown Disaster Preparedness Committee 

· Commission On The Aging 

· Community Health Network Health At Home 

· Dept. Of Human Services 

· El Bethel Senior Residence 

· Golden Gate Senior Center 

· Goldman Institute on Aging 

· In Home Support Services Consortium 

· Independent Living Resource Center 

· Kimochi 

· Mayor’s Office on Disability 

· Meals On Wheels of San Francisco 

· Mt. Zion Institute on Aging 

· Neighborhood Emergency Response Teams (NERT)

      B.  Strategies for collaboration
1. Who works in this area? Identify and contact local advocacy organizations, e.g. 

· Disease-based support groups (HIV/AIDS, MS, arthritis, etc.)

· Local service organizations such as hospice centers, visiting nurses association, home health worker agencies

· Disability rights organizations

· HIV/AIDS advocates and grassroots groups providing peer counseling and direct service (contact the local crisis line)

· Environmental justice groups involved with health issues

· National advocacy groups, e.g. National Black Women's Health Project

· Health promotion groups, often active on the state and local level in support of healthier (vulnerability reducing) consumption patterns

2. Working with these groups will support emergency managers in their efforts to: 

· Include residential facilities and advocacy groups in emergency exercises

· Help them integrate emergency preparedness ideas and resources

· Cross train responders and volunteers to increase awareness of local capacities and resources 

· Interorganizational networking (e.g. information exchange, field visits, student interns)

     C. Obstacles to cooperation [Slide 18]

1.  Integrated approaches involving state and local emergency offices and officials, advocacy groups, the American Red Cross and others are very new and can be difficult to implement. 

2.  Two informal on-line conversations about California’s experiences (Wallrich 1998, 1998a) suggest, among other possible obstacles, the following: 

· Conflict may arise over interpretation of the Americans with Disabilities Act with respect to provisions for accessible sheltering

· The ARC or other shelter managers may resist pressure to develop ADA-compliant sheltering and/or be unable to locate appropriate facilities

· Stereotyping about the presumed medical needs of persons with disability can be a barrier to communication and cooperation

· Advocacy groups and government agencies or programs may come into conflict, for example over the implementation of registry programs for the persons with disability, on-site provision of appropriate services, ensuring full accessibility (including communication and participation as well as physical access) to all emergency relief services, etc. 

 D. Selected resources 

1. 
Disability networks and associations. One example is:

· National Organization on Disability (www.nod.org) which since 1982 has promoted the full and equal participation of all persons with disabilities in all aspects of American life.   

NOD recently made available free of charge to emergency managers copies of their new publication Guide on the Special Needs of People With Disabilities for Emergency Managers, Planners and Responders (32 pp.). 

The Guide “describes the experiences of disabled individuals in community disasters, presents the results of a Harris poll on disability and disaster preparedness, discusses community disability disaster preparedness, offers tips for involving disabled communities in disaster planning and preparedness, examines evacuation planning for people with disabilities, and provides pointers for including this community in the recovery phase. A list of tools and resources for special emergency planning needs is also included.”

2. 
Professional association materials. One example is:

· Mental Health Workers Without Borders training manual Coping With Disaster (www.mhwwb.org/disasters.htm) stresses the diversity of American population.

· Also see the educational packet developed by the Lamar University School of Nursing and Special Needs Team following the 1997 Southeastern US ice storm (www.specialneedsdisasterplanning.org). It offers comprehensive guidance for identifying and meeting the needs of medically fragile and disabled persons in emergencies.
· The webpage of the national HELPU Fire and Life Safety Association (www.helpusafety.org) includes a comprehensive disability resource as well as specific publications fostering hazard mitigation and capacity building for persons with disabilities. Included are guides for wheelchair users, an emergency preparedness calendar for persons with disabilities, guidelines for preparing yards and vehicles before hurricane season, ideas for making shelters accessible, and related materials

3. 
Action-oriented academic reports. One example is:

· Disaster Mitigation for Persons with Disabilities: Fostering a New Dialogue by Peter David Blanck (1995). The 6-page publication  outlines seven key principles that should guide dialogue: 

· Accessible disaster facilities and services; 

· Accessible communications and assistance; 

· Accessible and reliable rescue communications;

· Partnerships with the media;

· Partnerships with the disability community; 

· Disaster preparation, education, and training; 

· And universal design and implementation strategies 

4. 
Government reports with policy recommendations. One example is:

· Disasters and the Disabled, Office of the United Nations Disaster Relief Coordinator 1983 (63 pp). The report suggests that courses in community health and disability prevention be included in the curricula of medical schools, and that governments should take the lead in disseminating  appropriate emergency guidelines through various public institutions and agencies. An item of interest is that of the 3,500 persons injured in the 1963 Skopje earthquake, 1,200 victims suffered a permanent disability.

5. 
 Disaster agency handbooks, manuals, preparedness checklists and other materials offering preparedness and response-related materials. One example is: 

· Red Cross Handbook: Disaster Preparedness for Disabled and Elderly People. 1985 (36 pp). The publication emphasizes personal preparedness for disasters and provides tips for disabled and elderly individuals in six different types of natural disasters. Also discusses neighborhood planning as a measure to mitigate potential  problems. Special information is provided for persons suffering from impaired mobility, hearing, and vision.

6.
City, county and state social services agencies, departments, and bureaus with responsibility for and accountability to persons with functional impairments. One example is:

· Disaster Preparedness For Persons With Disabilities, Improving California's Response:  A Report By the California Department Of Rehabilitation (April 1997). It includes issue identification, technical assistance, practice guidelines, and many other resource materials of potential use to emergency managers in other states.

7. State Office of Emergency Management with contact information for relevant groups and agencies and other materials and resources.   

Supplementary Considerations: 

1. FEMA Policy

              “The Federal Emergency Management Agency (FEMA) is committed

              to serving all individuals equally. This commitment extends to

              individuals with disabilities. In meeting the needs of individuals with

              disabilities, FEMA must provide access to Agency programs and

              activities that is equal to the access provided nondisabled persons.

              Sometimes it may be necessary to make accommodations to the

              known physical or mental disabilities of individuals with disabilities. 

              It is FEMA's policy, in accordance with Section 504 of the

              Rehabilitation Act of 1973, as amended, that no qualified individual

              with a disability shall be denied participation in or benefits from any

              program conducted by FEMA. It is the Agency's policy to make

              reasonable accommodations to the known physical or mental

              disabilities of members of the general public seeking services from

              FEMA. 

              In compliance with Title 44, Code of Federal Regulations, Part 16,

              FEMA is required to take all reasonable steps in making such

              accommodations for individuals with disabilities; all funds for any

              program or activity under review must be considered as available for

              making these accommodations. However, accommodations for

              members of the general public with disabilities are not mandatory if

              FEMA demonstrates that in providing such accommodations an undue

              financial or administrative burden will be created, or that the

              accommodation will alter the fundamental nature of the program or

              activity under review. If determined unwarrantable to provide

              accommodations for individuals with disabilities, a statement to that

              effect shall be provided by the Director, Office of Human Resources

              Management, who has been delegated authority to make the final

              decision in these matters. 

Student Assignment:

To prepare for this class, students are asked to conduct an internet search to locate and assess websites of advocacy and service groups working closely with people who live with chronic illness and/or disabilities.

Objective: To identify and assess the resources and capacities of local, regional, and national organizations knowledgeable about the limitations and capacities of persons with disabilities or chronic health limitations. To encourage emergency management partnerships at the local level with these organizations to reduce risk.

The assignment should be collected at the end of class so students may refer to their findings during class discussion. 

Part 1:
Conduct an internet search to locate at least 3 distinct organizations which work closely with people living with chronic illness and/or disabilities. These may include private or public agencies, or bureaus within them; community, regional, or national networks; and informal groups active in specific locales. They may provide direct services (e.g., meeting daily needs, low-cost medical assistance, etc.), political representation (e.g., lobbying elected representatives, advocating for civil rights, etc.), support services (e.g., community networks with similar groups, informal support groups, etc.) and/or prevention (e.g., fundraising to reduce health risks, grassroots organizing against environmental hazards impacting the health of residents, etc.). Often, a single group or organization will have multiple goals and objectives.

Part 2 (2-3 pages):

 For each of the 3 organizations, write a short summary of their:

· origins (history)

· goals (see above)

· specific objectives (activities)

· constituency 

· resources (what are its capacities?)  

Part 3 (1 page):
Taking one of the 3 organizations as a case study, write a  one-page action plan for local emergency managers. How might they collaborate with this group or organization? Your answer should include consideration of the following:

· what specific health hazards are addressed

· trends (increasing? decreasing? why?)

· areas of concentration (geographically? in particular populations?)

· specific concerns in disasters: what issues arise throughout the disaster cycle?

· how could these concerns be addressed through planning?  

· how can the activities and priorities of emergency managers and disability/health advocates be integrated?

· how could disaster planners and practitioners be accountable to this group?


         what other considerations do you think are important in this case? 
Study Questions:

1. Why do you think the “special populations” approach is so readily adopted? 

2. What social trends are increasing the disabilities and health limitations of Americans in the coming decades?

3. How do functional impairments specifically increase the vulnerability of persons with disabilities and/or chronic health problems? 

4. What other risk factors increase the vulnerabilities of persons with chronic ill health and/or disabilities?

5. The “disabled” and “sick” are not a homogeneous group, nor is functional impairment necessarily the most important predictor of a person’s needs or capacities in disasters.  What are some resources emergency managers can draw upon to learn more about these differences?  How could this information be utilized for planning purposes?

Exam Questions:

1. Taking the advocacy organization you analyzed in your homework assignment as a case study, explain how it reflects the special population approach, a human rights approach, or some combination of these or other approaches to the  disabled and ill in disaster contexts. How could their capacity to reduce these vulnerabilities be strengthened? 

2. Drawing on your knowledge of social class, gender, race/ethnicity, class, and age as factors impacting people’s vulnerabilities in disasters, how do health and disability issues relate?  

3. Using specific examples, explain three trends in contemporary American society which are likely to result in lower levels of functional abilities in disaster contexts.  What do you think could be done at the local level in emergency management organizations to anticipate and address concerns raised by increased disability and/or chronic ill health?  
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