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Undoubted Need for Research in the Undoubted Need for Research in the 
Aftermath of DisastersAftermath of Disasters

Balancing act
Benefits to society

enhancement of knowledge
Effective postdisaster services

Protecting the rights of victims and survivors
Some question whether those exposed to trauma 
are able to mindfully consent to research not being 
able to anticipate the degree of distress that might 
accompany participation
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Institutional Review Board

The Institutional Review Board for the Protection of the Human Subjects 
(IRB) is responsible for the review of research that involves human 
participants. 
The purpose of IRBs is the protection of participants in research as well as 
protection for researchers conducting research involving human 
participants.

http://www.hhs.gov/ohrp/international/index.html#ethicalcde
1945 - Nuremberg Code – a result of Nuremberg trails exposing medical 
atrocities conducted during the World War II by Nazi medical personnel
1964 Declaration of Helsinki (continuously amended)

http://www.wma.net/e/policy/b3.htm
1966 - the United States Public Health Service issued regulations concerning 
seeking approval from a protection of human subjects review panels. 

Subsequently revised (1971, 1974) these rule led to the establishment of institutional 
review boards (IRBs) at research institutions receiving federal funding.
1972 - disclosure of the 30-year government supported Tuskegee Syphilis Study
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Institutional Review BoardInstitutional Review Board

1979 The Belmont Report
http://www.hhs.gov/ohrp/humansubjects/guidance/belmont.htm

Beneficence: To maximize benefits for science, humanity, and 
research participants and to avoid or minimize risk or harm
Respect: To protect the autonomy and privacy rights of 
participants 
Justice: To ensure the fair distribution among persons and 
groups of the costs and benefits of research

American Psychological Association Ethics Code (2002 version)

http://www.apa.org/ethics/code2002.html
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Recent ExamplesRecent Examples

Alfred P. Murrah Federal Building in Oklahoma City on 
April 19, 1995

Truck containing about 5,000lb of explosive material exploded in
front of the Murrah Federal Building in Oklahoma City.  A total of 168 
people died in the bombing, over 800 people were injured, and more 
than 300 buildings were destroyed or seriously damaged.  By some 
estimates, more than one-third of the nearly half-million residents of 
Oklahoma City knew someone who was killed or injured in the 
bombing

The IRB at University of Oklahoma Health Sciences Center was 
solely responsible for approving research on victims of the 
bombing

The World Trade Center disaster, 9/11 2001
No coordination
Research was reviewed by individual IRBs
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Research with Trauma Victims:Research with Trauma Victims:
4 Major Issues4 Major Issues

Concern about the decisional capacity of 
potential participants
Vulnerability of research participants post 
disaster
Evaluating the risks and benefits of 
research participation
The ability to obtain voluntary informed 
consent
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DecisionDecision--Making CapacityMaking Capacity

Capacity to make decisions concerning research 
participation is not an “all-or-none” phenomenon
Capacity required to consent to participation in research 
generally depends on the level of risk

Most often the risk is minimal (so do the individual benefits)
Studies of patients with acute stress disorder and 
posttraumatic stress disorder suggest that decisional 
ability in these individuals, as a group, is not significantly 
compromised

Even individuals who are extremely upset are generally able to 
make rational decisions about clinical care and research 
participation 
Nevertheless, be on the lookout for those few research 
participants whose decision making capacity may be impaired as 
a result of their traumatic experience
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VulnerabilityVulnerability
Vulnerable are groups that are “more likely than others to be misled, 
mistreated, or otherwise taken advantage of as participants in 
research studies”

Children
Prisoners
Pregnant women
Fetuses
Other populations whose ability to make voluntary and uncoerced 
decisions about research participation may be impaired

E.g. adults who are cognitively impaired or mentally disordered, and those 
who are economically or educationally disadvantaged

Labeling problem – should we talk about persons’ vulnerability 
instead of groups' vulnerability?
Expectations problem - disaster victims may wrongly construe 
research participation as means to receive help, aid, or other 
services
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Risk and BenefitsRisk and Benefits

Potential benefits in postdisaster research 
context:

awareness of material resources
information about medical and mental health services 
empowerment
learning and insight
kinship with others
feeling of satisfaction or value after participating
favorable attention from investigators



11

Risk and BenefitsRisk and Benefits

Potential risks in postdisaster research context:
physical harm
Inconvenience
legal action
economic hardship
psychological discomfort
loss of dignity
breach of confidentiality
unwanted media attention 
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Risk and BenefitsRisk and Benefits

Participants most susceptible to risk may be 
those:

with pre-existing distress or mental illness
who are age very young or very old
with history of multiple trauma exposures
with physical injury
from socially venerable groups

Having the same respondents in multiple or 
repetitive studies should be considered as 
increasing their risk
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Emotional DistressEmotional Distress

Emotional distress is a risk of disaster-focused 
research participation, but it is not unique to 
trauma studies
Participation may make people aware of their 
distress caused by the antecedent trauma
Major fallacy – ““retraumatizationretraumatization””

Research participation may upset respondents but it 
does not traumatize them as a disastrous event would
Majority of participants who experience strong 
emotional negative reactions do not regret or 
disapprovingly appraise research participation
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Example of a study investigating research participation and 
emotional distress issue: Griffin et al. (2003). Participation in trauma 
research: Is there evidence of harm? Journal of Traumatic Stress, 16, 
221-227

Examined participant reactions to different trauma 
assessment procedures in domestic violence (N = 260), 
rape (N = 108), and physical assault (N = 62) samples
Results indicated that participation was very well 
tolerated by the vast majority of the trauma survivors
Participants generally found that the assessment 
experience was not distressing and was, in fact, viewed 
as an interesting and valuable experience 
The findings suggest that trauma survivors are not too 
fragile to participate in trauma research even in the acute 
aftermath of a traumatic experience [based on Authors Abstract]
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Example of a study assessing reactions to research participation: 
Kassam-Adams, N., & Newman, E. (2005). Child and parent reactions 
to participation in clinical research. General Hospital Psychiatry, 27, 29-
35.  (also presented in Chapter 15)

Assessed reactions of injured children and their parents to research 
participation
Questionnaires were administered to 203 injured children (5-17) and 
200 parents participating in a study of acute posttraumatic stress.
52% of children and 74% of parents were glad they had participated
The most commonly reported positive aspect of participation was 
feeling good about helping others (77% of children, 90% of parents)
Distress from participation was rare (5% of children and parents).
Child age was associated with more positive appraisals of the 
research process and with greater trust in and information about
elements of informed consent
This study supports the feasibility of incorporating standardized 
assessment of participant reactions in clinical research protocols 
[based on Authors Abstract]
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Informed ConsentInformed Consent

All research should be viewed as optional, 
refusal to participate respected, and 
opportunities to withdraw at anytime provided
Avoid demand characteristics exerting pressure 
to participate (“implicit coercion”)

“Do the right thing” – patriotic and self-sacrificing
“Therapeutic misconception” – most research is not 
explicitly therapeutic

Compensation and other incentives
Enticement or fair exchange
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Twelve ThesesTwelve Theses
Collogan, L.K., Tuma, F., Dolan-Sewel, R., Borja, S., & Fleischman, A.R. (2004). Ethical issues pertaining to research 
in the aftermath of disaster. Journal of Traumatic Stress, 17(5), 363-372.

1. Disaster victims have the capacity to provide 
meaningful and voluntary consent

2. Capacity assessment tools should be utilized
3. Although disaster victims are not “vulnerable”

by default, explicit mechanisms must be in 
place for timely referral of participants in need 
for mental health consultations

4. Research proposals should be assessed for 
the uncertainty of the risk benefit ratio and for 
their potential for novel contribution to science 
and practice
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Twelve ThesesTwelve Theses
Collogan, L.K., Tuma, F., Dolan-Sewel, R., Borja, S., and Fleischman, A.R. (2004). Ethical issues pertaining to 
research in the aftermath of disaster. Journal of Traumatic Stress, 17(5), 363-372.

5. It is important to study the effect of research 
itself on participants in disaster-related 
research

6. Involve representatives of affected community 
in the research process

7. Guard against any possibility for “the 
therapeutic misconception”

8. Research settings should be safe and 
conducive to making an informed decision 
about participation
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Twelve ThesesTwelve Theses
Collogan, L.K., Tuma, F., Dolan-Sewel, R., Borja, S., and Fleischman, A.R. (2004). Ethical issues pertaining to 
research in the aftermath of disaster. Journal of Traumatic Stress, 17(5), 363-372.

9. Confidentiality and protection of the privacy of 
the participants are paramount

10. Train research staff to be sensitive and 
competent with emotional challenges faced by 
research participants

11. Participants should be informed of the results 
of studies in which they have participated

12. Coordinate and collaborate to minimize 
redundant research and participant burden
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