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Methodological Issues
Associated With Studying

an lllegal Act
Assisted Dying

Deborab L. Volker, PbD, RN, AOCN

The experience of receiving patient requests for assistance in prematurely ending life can
represent both an ethical and legal dilemma for nurses in the United States. Similarly, the study
of nurses’ involvement with such a sensitive topic also poses risks to the study participants,
the researcher, and the nursing profession’s covenant with society. The purpose of this article
is to explore methodological issues and approaches associated with studying an ethically and
legally sensitive issue, and to describe application of these approaches to a study of oncology
nurses’ experiences with receiving requests for assisted dying from terminally ill patients with
cancer. Key words: assisted dying, etbics, illegal act, oncology, research methodology

HE experience of receiving a patient re-

quest for assistance in prematurely end-
ing life can represent both an ethical and le-
gal dilemma for nurses in the United States,
where the right to personal control over the
timing and circumstances of one’s death re-
mains a controversial issue. Public opinion
polls reveal that that most adults favor the
right of terminally ill people to euthanasia and
physician-assisted suicide.! Yet public opin-
ion is at odds with the legal and ethical sta-
tus of these practices. Euthanasia is illegal in
every state; physician-assisted suicide is legal
only in Oregon. Furthermore, many profes-
sional organizations have published position
statements or codes that oppose euthanasia
and physician-assisted suicide.>”> Survey re-
search findings show that nurses do receive
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such requests and have prematurely ended
terminally ill patients’ lives. In Asch’s® study
of 852 critical care nurses, 164 (20%) acted on
requests from patients or family members for
assisted suicide or euthanasia by hastening pa-
tients’ deaths. Matzo and Emanuel’ reported
that 30% of their sample of 441 oncology
nurses had received requests from patients for
assisted suicide; 20 of their respondents ad-
mitted to injecting drugs to end a patient’s life
intentionally. Because little is known about
the context of these experiences or the ways
in which nurses respond to this ethically trou-
bling situation, research is necessary. Because
of the sensitive nature of this topic, the design
of such a research study warrants careful con-
sideration.

In all research endeavors, the protection of
study participants is paramount. When study-
ing ethically or legally sensitive topics, the in-
vestigator must be especially cognizant of all
issues that may impact study design. Lee and
Renzetti® described sensitive research topics
as those that pose a substantial threat to the re-
searcher or the researched. Threat may arise
because the topic explores an area of social
deviance, impinges on powerful social inter-
ests, or examines a deeply personal, sacred
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value held by study participants. The behav-
ior under study is likely to be “intimate, dis-
creditable, or incriminating.”8®® Examples
of socially sensitive topics include illegal drug
use, domestic violence, alcohol use during
pregnancy, and whistle blowing. Because of
the potential negative consequences of study
participation, research focused on a sensitive
topic must be designed with special atten-
tion to participant recruitment, data collec-
tion, and dissemination of study results.

Issues involving the design of socially sen-
sitive research have been discussed in a wide
variety of literature.®'® But no information
was located on design issues specific to study-
ing an illegal action committed by health
care professionals within the context of the
professional-patient relationship. Hence, the
purpose of this article is to (a) describe
methodological issues and approaches asso-
ciated with studying an ethically and legally
sensitive issue, and (b) describe application
of these approaches to a study of oncology
nurses’ experiences with receiving request
for assisted dying from terminally ill patients
with cancer. (See Table 1 for definitions of
terms used in this article.)

METHODOLOGICAL ISSUES
AND APPROACHES

Sieber'® recommended that risks or poten-
tial for harm be carefully assessed and antici-
pated during the planning phase for any study
and that “all feasible steps be taken to min-

Table 1. Definition of terms

imize risk and maximize acceptability.”®1>»
In a study of illegal professional behavior,
the potential for risk exists for study partici-
pants, the researcher, and society. Once risks
are identified, study design decisions can be
made to mitigate risk.

Participant risks

The protection of participant privacy is
the predominant issue in studying nurses’ re-
sponses to patient requests for assisted dy-
ing. Because of the ethical and legal sanc-
tions against assisted suicide and euthanasia,
nurses who reveal personal involvement in
assisted dying risk loss of professional licen-
sure, legal actions, imprisonment, and social
ostracism. Given these risks, potential study
participants may be reluctant to disclose any
experience with assisted dying. Nurses’ reluc-
tance to participate in ethically sensitive stud-
ies has challenged researchers who have stud-
ied assessment of patient abuse,!® effects of
professional discipline on nurses,' and the
experience of head nurse stress.?’ Although
these studies addressed sensitive topics, none
encompassed illegal activities.

Typically, a researcher addresses the issue
of privacy by promising to maintain partic-
ipant confidentiality within the mechanism
of informed consent. As an additional pro-
tection, an Institutional Review Board (IRB)
may waive the requirement for a signed con-
sent form. However, researchers can be sub-
poenaed by judicial authorities and legislative
bodies, and ordered to disclose information

Assisted suicide: Making a means of suicide available to a patient (eg, providing pills, weapon) with
knowledge of the patient’s intention. The patient who is physically capable of suicide
subsequently acts to end his or her own life, D

Active euthanasia: Someone other than the patient commits an action with the intent to end the
patient’s life, for example, injecting a lethal dose.>®D

Assisted dying: Any provision of aid to intentionally end life, including assisted suicide, active
euthanasia, advising a patient about specific strategies or available resources for ending one’s life,
assisting the patient with accomplishing suicide, or refraining from interventions to prevent or
dissuade the patient from taking his or her life.!7®4®




about research participants and information
obtained within the context of a study. For
example, DiFranza et al?! published a study
suggesting that cigarette advertisements fea-
turing the cartoon character, “Joe Camel,”
are recognized by young children and influ-
ence purchasing choices by teenagers who
smoke. All related study files and data were
subsequently subpoenaed by R.J. Reynolds,
manufacturer of Camel cigarettes.?> Because
Reynolds was embroiled in a civil lawsuit al-
leging that Joe Camel T-shirts and other para-
phernalia were distributed without the US
surgeon general’s warning about smoking,
the company sought confidential information
about DiFranza’s study participants. Other ex-
amples involving subpoena of research data
include civil lawsuits by manufacturers of
breast prostheses and diethylstilbestrol.?> In
all 3 cases, however, the study participants
were not involved in criminal activity.

The potential for subpoena of study data
that contains participant identity must be con-
sidered when planning a study design involv-
ing nurses and assisted dying. If participants
disclose involvement in an illegal act, both
state licensing authorities and criminal pros-
ecutors could seek information regarding the
nurses’ identities in order to pursue punitive
actions. In a study of processes used by nurses
to live with the dying, Maeve?* anticipated po-
tential disclosure of “rule bending” regarding
titration of pain medication outside of a physi-
cian’s prescribed parameter. Although Maeve
expected this type of professional judgment
to be supported by the Colorado Nurse Prac-
tice Act, she presented her proposed research
and informed consent process to the Col-
orado State Board of Nursing, who offered no
objections. However, Maeve informed both
the Board and her participants that reportable
incidents such as acts that represented seri-
ous bodily harm or death would be reported.
A study focused on intentional acts of hasten-
ing death would likely invite scrutiny from
licensing authorities if participant identity is
known. Thus, in addition to protecting study
participants from such harm, a study design
must also consider the risk that disclosure of
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identity can have on participant recruitment
efforts.

Researcher risks

The researcher’s risks are similar to partici-
pant risks, including loss of professional licen-
sure, legal actions, imprisonment, and peer
ostracism. If a researcher is aware that a nurse
engaged in an illegal action such as AS or ac-
tive euthanasia, does this knowledge obligate
the researcher to report the act to legal and
professional licensing authorities? The answer
to that question lies within state statutes that
govern professional nursing practice. For ex-
ample, the Texas Board of Nurse Examiners?’
Standards of Professional Practice state that
the registered nurse must comply with all fed-
eral, state, and local laws relevant to one’s cur-
rent area of nursing practice. Further, failure
to report violations of the Texas Nurse Prac-
tice Act or associated rules constitutes unpro-
fessional conduct. Hence, failure to report a
nurse who reveals assisting a suicide (felony)
or engages in euthanasia (homicide) is a vi-
olation of state law. Both civil and criminal
charges could be levied against the nurse re-
searcher who has knowledge of these illegal
activities yet refuses to reveal the identity of
an involved nurse.

Researchers also run the risk of impris-
onment for failure to comply with court or-
ders to supply participant data. For example,
ethnographer Scarce?® was imprisoned for 5
months after refusing to reveal the content of
research interviews conducted as a part of a
study of the radical environmental movement.
In this instance, the researcher was asked by
a grand jury to reveal whether he had inter-
viewed individuals accused of engaging in il-
legal activity. He unsuccessfully argued that
revealing such information would break his
promise of confidentiality to his participants,
violate his professional code of ethics, and
preclude future employment opportunities as
a researcher. Scarce concluded that there are
3 potential scenarios in which researchers
should anticipate potential imprisonment: (a)
if participants engage in illegal activity in the
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researcher’s presence; (b) if participants des-
cribe past activity that is illegal, or (¢) if the re-
search becomes a component of a legal action
and the researcher refuses to testify,20®128)

Certificates of confidentiality

Although threat of imprisonment should
not prevent research on sensitive topics, stud-
ies must be designed to prevent such threats
from becoming realities. Indeed, a researcher
must carefully evaluate the risks one is will-
ing to take to advance our understanding of
nursing practice. In addition to the usual pro-
cess of informed consent, a strategy that can
reduce both participant and researcher risks
associated with the study of a legally sen-
sitive topic is the US Federal Certificate of
Confidentiality.'* If a socially sensitive study is
designed such that the researcher must know
the identity of participants, use of a certificate
of confidentiality may be warranted. Issued by
the National Institutes of Health, this certifi-
cate helps researchers to protect the privacy
of participants in research projects by pre-
venting involuntary disclosure mechanisms
(eg, subpoenas) used by others who seek par-
ticipant identities and study data. Specifically,
federal law specifies that the certificate of
confidentiality

May authorize persons engaged in biomedical, be-
havioral, clinical, or other research (including re-

search on the use and effect of alcohol and other
psychoactive drugs) to protect the privacy of in-
dividuals who are the subject of such research
by withholding from all persons not connected
with the conduct of such research the names or
other identifying characteristics of such individu-
als. Persons so authorized to protect the privacy of
such individuals may not be compelled in any Fed-
eral, State, or local civil, criminal, administrative,
legislative, or other proceedings to identify such
individuals.?’”

Presumably, the certificate provides the re-
searcher with the ability to assure a potential
study participant that one’s identity will be
kept confidential.?®

Table 2% outlines types of projects both
eligible and not eligible for certificates of
confidentiality. Examples of study topics that
have used the certificates include battered
women,>? alcohol use during pregnancy,’! ge-
netic testing,>? and violence.??

Although certificates of confidentiality
have been used successfully in a variety
of situations, they do not provide absolute
protection against divulging a study partic-
ipant’s identity. Certificates are granted on
the basis of individual review and may not
be issued depending on the guidelines used
by the review body within National Insti-
tutes of Health (NIH). Review time for each
application may be lengthy and significantly
delay the research project. Also, there is

Table 2. Eligibility criteria for federal certificates of confidentiality.®

Projects eligible for a certificate:

standing, employability, or reputation

epidemiologic studies
e Genetic studies
Projects not eligible for a certificate:
e Projects that are not research-based
e Projects that are not approved by an IRB

e Studies that collect information on HIV, AIDS, other STDs, sexual attitudes, preferences, or
practices, alcohol use, drugs, or other addictive products, illegal conduct, or any other
information that could lead to social stigmatization or discrimination

o Studies that collect information that, if released, could be damaging to participant’s financial

e Research on psychological well being, mental health, biobehavioral interventions, and

e Projects that do not collect sensitive, potential harmful, or personally identifiable information




ambiguity regarding the range of situations
covered by certificates of confidentiality.
Questions arise regarding the researcher’s
legal mandate to report situations such as
child abuse, partner abuse, suicidality, and
homicidality.3¥-3° In addition, a certificate
of confidentiality is designed to protect the
researcher from forced disclosure of a partic-
ipant’s identity; it does not protect the study
participant from a researcher’s choice to
report voluntarily an illegal action. Indeed,
federal guidelines require that participant
consent forms include information about
the protections offered by a Certificate of
Confidentiality and that they do not prevent
voluntary disclosure of participant identity
by the researcher.?® It is vital for a researcher
to consider which actions one will not
voluntarily disclose and actions that will
be reported to authorities. These decisions
must be explicitly discussed with potential
participants within the informed consent
process. Although researchers may intend
initially to protect participant identities, they
may learn of illegal actions that cause them to
rethink this stand. For example, what if the
researcher learns that a nurse has engaged in
multiple acts of active involuntary euthanasia
in which neither patients nor families have
requested such action? Such individuals,
labeled as “angels of death” by the popular
press, may cause researchers to reconsider
their promises to maintain confidentiality.
Hence, the certificate of confidentiality may
not be an optimal choice for protecting
participants and researchers in a study of
assisted dying.

Only one study of assisted dying (specif-
ically, physician-assisted suicide) that cited
use of a certificate of confidentiality was
located.’” In this ethnographic study, 20
physicians from California and Washington
were interviewed about their experiences
with receiving patient requests for a prescrip-
tion for a medicine to help end life. Data col-
lection for this study was done in 1997. Sub-
sequent actions by the federal government
cast doubt on whether the NIH would be al-
lowed to continue to sanction such protec-
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tion for a study of assisted dying. For exam-
ple, shortly after Oregon legalized the prac-
tice of assisted suicide, the US House of Rep-
resentatives initiated an attempt to revise the
Controlled Substances Act (CSA) to allow the
Drug Enforcement Agency (DEA) to revoke
DEA registration of any physician who pre-
scribed controlled substances for assisted sui-
cide. Although this attempt was blocked by
then-Attorney General Janet Reno, Attorney
General John Ashcroft issued a subsequent di-
rective stating that prescribing a lethal med-
ication was contrary to the CSA.>® The state
of Oregon successfully challenged this direc-
tive in a district court; the case is now under
appeal.?®

Another concern about usefulness of a cer-
tificate of confidentiality is the potential for
Food and Drug Administration (FDA) involve-
ment. Although the certificate normally pro-
vides for confidentiality, data protected by a
certificate may be required to be disclosed to
the FDA as required under the Federal Food,
Drug, and Cosmetic Act.?® Hence, even if a
certificate were obtained, study participants
would have to be told that absolute confiden-
tiality could not be guaranteed. In sum, the
potential for FDA or other governmental inter-
est could have a chilling effect on participant
recruitment.

Anonymous data collection

Given that a certificate of confidentiality
does not confer absolute protection of study
participant identity, an anonymous data col-
lection process is an alternative to minimiz-
ing participant and researcher risks. The ad-
vantage of this approach is obvious: because
the researcher cannot link the story to a spe-
cific participant, there is no apparent risk
that compelled disclosure will result in ad-
verse consequences. Nurses who might oth-
erwise decline to participate due to risk of ex-
posure, embarrassment, or shame, might be
more open to telling their stories if they re-
main anonymous to the researcher. Methods
of anonymous data collection could include
interviews of participants who do not reveal
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their identities to the researcher and partici-
pant submission of written accounts of their
experiences.

Interviews of anonymous participants can
be obtained via “in person” interviews or via
electronic interview via the Internet. Personal
interviews pose a challenge because recruit-
ment and interview processes must make the
study known to potential participants and
provide a means for participants to speak
with the researcher, all without the researcher
having any knowledge of the participant’s
identity. This could be accomplished via re-
cruitment flyers posted during a professional
conference and provision of a private room
at that conference for potential participants
to be interviewed by the researcher. Partici-
pants would be asked to remove name badges
or any other personal identifying informa-
tion prior to entering the interview room. Of
course, an exclusion criterion for participa-
tion would be any previous contact with the
investigator. Although this data collection pro-
cess provides for an anonymous interview for-
mat, it relies on having a sufficient number of
conference attendees who have received re-
quests for assisted dying and do not know the
researcher, and a willingness of the attendees
to take time away from other conference ac-
tivities. Despite the anonymous format, par-
ticipants may still be reluctant to reveal their
engagement in unethical or illegal activity to
another nurse.

The Internet provides another possible
means for “electronic interview” of study par-
ticipants. Use of the Internet as a data col-
lection tool assumes that a sufficient num-
ber of potential participants have access to
the Internet and are comfortable using this
technology. Although electronic mail or live
chat venues provide for electronic dialogue
between participant and researcher, this
approach does not allow the researcher to
observe the nonverbal component of the in-
terview process. However, Web-based data
collection may yield more information on so-
cially sensitive topics than more traditional
methodologies because participants may as-
sume that their responses are more anony-

mous or secure.® Yet this assumption may
be erroneous, as preservation of participant
confidentiality cannot be guaranteed. Frankel
and Siang*! note that confidentiality can be
breeched during Internet-based data transmis-
sion and storage. Although the process of en-
cryption (translation into an encoded mes-
sage) may be used to protect responses, it
cannot protect a participant’s Internet Pro-
tocol (IP) address. Analogous to a personal
phone number, an IP address identifies a par-
ticular computer on the Internet. Hence, an
unscrupulous person could ascertain a par-
ticipant’s IP address (which leads to per-
sonal identity) and then its association with
an Internet site used to obtain socially sensi-
tive information.“® Confidentiality could also
be compromised if research participants use
e-mail systems or accounts that are monitored
by employers, linked to computer network
file storage systems, or shared by multiple
family members. Thus, if the Internet is used
for data collection regarding assisted dying,
potential participants must be informed that
data may not remain confidential.

An alternative to Internet-based data collec-
tion is collection of anonymous “pen and pen-
cil” written stories of nurses’ encounters with
requests for assisted dying. However, disad-
vantages of the anonymous submission format
must be considered. Provision of a written ex-
perience precludes any opportunity to probe
for additional detail. Again, the researcher
has no opportunity to observe the nonverbal
component of communication. The emotion
of the experience could be lost or diminished,
depending on the participant’s literary skills.
In short, the quality and quantity of informa-
tion shared rests solely with the participant.
Use of a written data collection format may
also be a barrier to recruitment, should a po-
tential participant decide that the format is
burdensome.

Risk to society and the nursing
profession

In addition to risks to the study partici-
pants and the researcher, a study of assisted



dying and nurses can pose a risk to soci-
ety. The ANA states that “nursing has a so-
cial contract with society that is based on
trust and therefore patients must be able to
trust that nurses will not actively take hu-
man life.*®® If a study reveals that oncol-
ogy nurses have assisted dying patients to end
their lives, some individuals might construe
these acts as undermining the nursing pro-
fession’s covenant with society. Further, re-
search on sensitive issues may be misinter-
preted or misused by parties with political
agendas contrary to the scientific aims that re-
searcher seeks to serve.'® A case in point is
the popular press’ interest in Asch’s study of
critical care nurses’ experiences with assisted
suicide and active euthanasia.® The New York
Times story headline stated, “1 in 5 Nurses
Tell Survey They Helped Patients Die.”? The
coverage was relatively balanced and included
an accurate synopsis of the study and quotes
from both the researcher and the author of
a rebuttal editorial by Colleen Scanlon,*® Di-
rector of the ANA’s Center for Ethics and
Human Rights. However, other groups with
more overt political agendas were more in-
flammatory in their reporting of the study.
For example, the Catbolic World News head-
line read “Nurses Say They Have Killed Dying
Patients.”* “Killing patients”is not part of the
nursing profession’s covenant with society to
care for the sick and vulnerable. The word
“kill”is not used within Asch’s original report.
Indeed, Asch stated that “I do not believe the
results of this study suggest that patients or
the public should fear or distrust critical care
nurses.”*®1378

One must also consider the risk to soci-
ety associated with not conducting research
of illegal activities. If barriers to conducting
such research prevent examination of the so-
cial and professional issues associated with
assisted dying, the status quo remains. That
is, members of the lay public may continue
to desire control over the timing of death
while the nursing profession espouses ethi-
cal mandates against assisted dying. Indeed,
the public expects nurses to practice in a sci-
entifically sound manner; as such, conduct-
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ing and disseminating research addresses that
mandate.

Researchers who engage in socially sensi-
tive research must be prepared for scrutiny by
diverse professional and lay parties who have
varying agendas and interests. Sieber'® rec-
ommended that researchers anticipate such
scrutiny and seek counsel from IRBs, pro-
fessional colleagues, attorneys, ethics com-
mittees, and the like. Although a researcher
cannot prevent misrepresentation, potential
harms can be anticipated and minimized
through study design decisions and careful
consideration of how findings are reported.

STUDY EXAMPLE

The qualitative study presented here
demonstrates application of the method-
ological concerns associated with studying
an ethically and legally sensitive topic. The
purpose of the study was to understand the
experience of oncology nurses who receive
requests for assisted dying from terminally
ill patients with cancer who seek to take
deliberate action to end their lives.!” This was
accomplished by collecting and analyzing
stories anonymously submitted by nurses
from throughout the United States.

Original study design

The purpose of the original study design
was to ensure capture of a potentially elu-
sive sample of oncology nurses, to collect
thick, detailed descriptions of receiving re-
quests for assisted dying, and to protect par-
ticipant identity. Given that the study focus
was on experiences of receiving requests for
assisted dying, both nurses who had acted
on requests and those who had not were in-
cluded in the study sample. Hence, one’s par-
ticipation in the study did not imply that an
illegal action necessarily was carried out. The
study method was designed in consultation
with dissertation committee members (in-
cluding nurses, an attorney, and a bioethicist),
an institution IRB chairperson, and members
from the target population of oncology nurse
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colleagues. Given that a federal certificate of
confidentiality could not guarantee absolute
protection of participant identity, a method
for anonymous study participation was de-
vised. Per Sieber’s!® recommendation to use
members of the target population to identify
participant concerns and to help formulate
ways to minimize those concerns, peer in-
put into the study design was invaluable. The
oncology nurses strongly advised use of an
anonymous format for 2 reasons: fear of legal
repercussions (loss of licensure) and poten-
tial embarrassment or shame with admitting
illegal activity to a nurse researcher. Nurses
worried about being negatively judged by a
peer for such behavior. Hence, a data collec-
tion procedure that excluded personal, “face-
to-face” contact was devised and approved by
an institutional IRB.

A purposive, national sample of registered
professional oncology nurses was recruited
via a letter to the editor published in the On-
cology Nursing Forum,*> a professional on-
cology nursing journal with a circulation over
27,000 at that time. Nurses who had experi-
enced requests for assisted dying were invited
to participate by contacting the researcher ei-
ther by collect phone call or by mail. Both
nurses who had assisted dying, and those who
had received requests to assist but declined,
were recruited.

Those interested in study participation
were mailed an information packet. Once the
packet was mailed, the researcher destroyed
all contact information about the packet re-
cipient. The study packet contained a cover
letter and instructions for sharing the expe-
rience with assisted dying. Potential partici-
pants were instructed to select 1 of 3 options
for telling their stories. The first option was
to submit an anonymous, written account of
either receiving a request for assisted dying or
engaging in an act to assist a death. An instruc-
tion form, demographic data sheet, and self-
addressed stamped envelope were provided
for this purpose. Respondents were advised
that the demographic information would be
used as group data only and not linked to in-
dividual stories. They were also cautioned to

leave no personal identifying information on
the return envelope. The second option for
sharing one’s story was via a tape-recorded ac-
count of the experience. Respondents inter-
ested in this option were asked to mail back a
tape recorder request letter. They then would
be mailed a small, hand-held tape recorder,
blank tape, instruction form, demographic
form, and prepaid envelope for returning the
tape. All identifying information about the re-
questing nurse would be destroyed as soon as
the packet was mailed.

The third option for participating was an
anonymous telephone interview by the study
investigator. Respondents interested in this
option were invited to complete a telephone
calling card request form and use the card to
place an anonymous call for an interview with
the investigator. Again, all identifying informa-
tion for calling card requests would be de-
stroyed after sending the card. Regardless of
the option selected, instructions for sharing
one’s story were the same (Table 3). Within
a 4-month time frame following publication
of the letter to the editor, only 3 individu-
als requested study packets. One individual
did request a telephone calling card but later

Table 3. Participant instructions for submit-
ting stories

Describe a situation in which you received a
request for assisting dying from a
terminally ill cancer patient. This can be a
situation in which you chose to assist or
declined to assist. Assistance could take
the form of actions to end life, such as
administration of a lethal drug dose,
advising a patient about specific strategies
or available resources for ending one’s life,
assisting the patient with an act to end his
or her life, or refraining from interventions
to prevent or dissuade the patient from
taking his or her life. Describe your
experience, including your thoughts and
feelings at the time and in retrospect, as
fully as you can. Please do not include any
information or details that could reveal
your own or your patient’s identity,7®%?




returned the card with a note declining to
participate. The other 2 individuals never re-
turned any further information regarding de-
sire to participate in the study.

Study modifications

Given the poor response to the initial plan,
a revised recruitment plan was initiated and
approved by the institution IRB. Potential par-
ticipants were recruited by a randomized, se-
quential direct mailing of study packets to
ONS members who identified themselves as
patient care providers. The accessible popu-
lation included 10,265 nurses in the “direct
patient care” and 2112 nurses in the “clini-
cal nurse specialist”(CNS) membership demo-
graphic categories. The study packet included
a cover letter describing the study, a descrip-
tion of how to share one’s story using an
anonymous, written format, a demographic
data sheet, and a self-addressed, stamped en-
velope. In order to maximize the potential
for response, the anonymous written format
was specifically requested because the re-
spondent would not have to disclose one’s
identity in order to receive a tape recorder
or calling card. Packet recipients were asked
to submit an anonymous, written account or
story of receiving a request for assisted dying
as outlined in Table 3.

Given the critical need to protect the pri-
vacy of participants, anonymity was rein-
forced by refraining from using a separate
consent form that asked for a participant’s
signature. All elements of informed consent
were included in the cover letter. Partici-
pant consent was inferred via completion
and return of the completed study tools to
the investigator. Participants were reminded
of the potential illegal nature of assisting
death, and apprised of the risk associated with
divulging such participation. All stamped,
addressed return envelopes had no identify-
ing marks other than a postmark upon re-
turn. The returned envelopes were destroyed
upon receipt. Participants were requested to
not include any identifying information on
or within any responses in order to pre-
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serve anonymity. Additionally, individual de-
mographic profiles of individual respondents
were not linked to their stories.

Three hundred packets were mailed ev-
ery 3 weeks until data analysis revealed re-
dundancy in submissions from study respon-
ders. A total of 1600 packets were mailed
out over a 4-month time frame; 1000 went to
direct care providers and 600 to CNSs. The
CNS group was purposively heavily sampled,
as a review of the first 10 stories submitted
revealed that Master’s-level-prepared nurses
provided much more detailed descriptions
of their experiences. Ultimately, 40 nurses
submitted 48 written stories of their ex-
periences of receiving requests for assisted
dying.

DISCUSSION

The original recruitment method used for
this study was unsuccessful. Lack of response
to this strategy may have been due to a vari-
ety of factors. Perhaps the journal readership
did not read letters to the editor, or those who
did did not qualify for the study. Given the po-
tential illegal nature of assisted dying, perhaps
the step of making direct contact with the in-
vestigator in order to obtain a study packet
was too threatening. Interested nurses had
to either provide their names and addresses
in order to receive a mailed packet, or ex-
press interest through direct contact and be
handed a packet. One of the potential partic-
ipants who did respond to the letter to the
editor left her name and address on my an-
swering machine and stated, “I understand
that this information will not be passed along,
and I'm counting on you for that” (italics is
used to convey vocal emphasis). Another po-
tential explanation was that making contact
to obtain a study packet required more effort
than potential participants were willing to ex-
pend. Additionally, once a potential partici-
pant received a study packet, another step,
which entailed contact with the researcher
had to occur in order to obtain a calling
card or tape recorder. No nurse chose the
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anonymous telephone interview method to
participate in the study, yet many of the
written stories submitted consisted of sev-
eral pages of typed, single-spaced detailed ac-
counts of their experiences.

Was the risk of talking about assisted dy-
ing too threatening despite an assurance of
anonymity? Perhaps. Although the study did
not reveal whether participants declined to
participate on this basis, underreporting is an
inherent limitation in all research on euthana-
sia and assisted dying.*® In future studies, the
use of a different recruitment strategy may
be warranted. In the recent study of physi-
cians’ responses to patients’ requests for as-
sisted suicide,?” physician participants were
recruited from 2 states where assisted suicide
is illegal. These individuals were identified us-
ing a snowball sampling technique: physician
“key informants” who had spoken on assisted
suicide in public forums provided names of
other physicians thought to have experienced
requests for assisted suicide. Perhaps nurses
could be recruited in a similar fashion. Ulti-
mately, trust in the researcher to protect par-
ticipant identity is critical. A snowball recruit-
ment method among professional colleagues
who already know and trust the researcher
may yield the best results.

Was the lack of nonverbal communication
that one otherwise gains in a “live” interview
detrimental to understanding the emotions as-
sociated with the experience of receiving a re-
quest for assisted dying? Certainly some of the
study participants had the skill to convey emo-
tion within their written responses. In addi-
tion to descriptive phrases, some stories were
punctuated with words in all capital letters,
double and triple underlining, liberal use of
exclamation points, and other devices to con-
vey emphasis of certain points. Others either
began or ended their stories with asides or ex-
planatory notes describing their emotions as-
sociated with recalling the patient scenarios
they shared. Although these techniques differ
from the traditional nonverbal cues an inter-
viewee may offer, they did communicate emo-
tion and emphasis beyond the details of the
story itself.

The study of socially sensitive issues can
have a larger, societal impact. Although stud-
ies of illegal actions could have a negative im-
pact on the covenant between the nursing
profession and society, the current study did
not generate headlines like those prompted
by the Asch®study. Indeed, the extensive
press coverage of Asch’s work may reflect
wider social acceptance of physician domi-
nance over nursing practice.¥” The lack of
press coverage of the current study may have
been due to the journal used for dissemina-
tion (Vew England Journal of Medicine ver-
sus Oncology Nursing Forum), media disin-
terest in reporting nursing research,*” and the
study design: quantitative survey with a large
sample (1139) versus qualitative with a small
sample (40). Also, the present study did not
focus on whether or not nurses reported as-
sisting death. Although some respondents re-
vealed that they had engaged in acts intended
to end life, the study focused on the mean-
ing of the experience of receiving an ethi-
cally troubling request. Instead of posing a
risk to the profession and society, the study
benefited both groups because it opened a
dialogue about an otherwise surreptitious ac-
tion, revealed the struggles that nurses engage
in when responding to patient requests for
help, and demonstrated a professional com-
mitment to improving patient care.

CONCLUSION

The methodological considerations asso-
ciated with investigating the experience of
nurses receiving patient requests for assisted
dying were presented in this article. Reso-
lution of the conflict between minimizing
participant risks versus advancing knowledge
was guided by one simple caveat: “. .. the eth-
ical priorities of nursing lie with the person
as respondent rather than the research.*8®47"
All methodological decisions were guided by
consideration for participants and minimiz-
ing risk to them. The challenges associated
with conducting socially sensitive research
are not insurmountable barriers. Careful



attention to study design can yield important
insights into otherwise hidden ethical and le-
gal dilemmas, move public discourse beyond
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polarized views to a more balanced consider-
ation of a divisive topic, and reveal new direc-
tions for future research.

REFERENCES
1. Taylor H. 2-1 majorities continue to support rights 16. Socolar R, Runyan DK, Amata-Jackson L. Methodolog-
to both euthanasia and doctor-assisted suicide. The ical and ethical issues related to studying child mal-
Harris Poll Web site. January 9, 2002. Available at: treatment. J Fam Issues. 1995;16:565-5806.
http://www.harrisinteractive.com/harris_poll/index. 17. Volker DL. Oncology nurses’ experiences with re-

10.

11.

12.

13.

14.

15.

asp?PID=278. Accessed December 4, 2003.

. American Medical Association Council on Ethical

and Judicial Affairs. Code of Medical Etbics: Cur-
rent Opinions with Annotations. Chicago: Ameri-
can Medical Association; 1997.

. American Nurses Association. Position Statement

on Active Euthanasia. Washington, DC: American
Nurses Association; 1994.

. American Nurses Association. Position Statement on

Assisted Suicide. Washington, DC: American Nurses
Association; 1994.

. Oncology Nursing Society. The nurse’ responsibil-

ity to the patient requesting assisted suicide. Oncol
Nurs Forum. 2001;28:442.

. Asch D. The role of critical care nurses in euthanasia

and assisted suicide. N Engl | Med. 1996;334:1374-
1379.

. Matzo M, Emanuel E. Oncology nurses’ practices

of assisted suicide and patient-requested euthanasia.
Oncol Nurs Forum. 1997;24;1725-1732.

. Lee R, Renzetti C. The problem of researching sensi-

tive topics: an overview and introduction. In: Ren-
zetti C, Lee R, eds. Researching Sensitive Top-
ics.Newbury Park, Calif: Sage; 1993:3-13.

. Anderson DG, Hatton DC. Accessing vulnerable pop-

ulations for research. West J Nurs Res. 2000;22;244-
251.

Goss GL. Focus group interviews: a methodology for
socially sensitive research. Clin Excell Nurs Pract.
1998;2(1):30-34.

Hall KJ, Osborn CA. The conduct of socially sensitive
research: sex offenders as participants. Crim Justice
Bebav. 1994;21:325-340.

Kavanaugh K, Ayres L. “Not as bad as it could have
been”:assessing and mitigating harm during research
interviews on sensitive topics. Res Nurs Health.
1998;21:91-97.

Lee RM. Doing Research on Sensitive Topics. New-
bury Park, Calif: Sage; 1993.

Lutz KE Shelton KC, Robrecht LC, Hatton DC, Beck-
ett AK. Use of certificates of confidentiality in nurs-
ing research. J Nurs Scholarsh. 2000;32:185-188.
Maeve MK. Methodologic issues in qualitative re-
search with incarcerated women. Fam Community
Health. 1998;21(3):1-15.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.
28.

29.

30.

31.

32.

quests for assisted dying from terminally ill patients
with cancer. Oncol Nurs Forum. 2001;28:39-49.
Sieber JE. Planning research: basic ethical decision-
making. In: Sales BD, Folkman S, eds. Ethics in Re-
search with Human Participants. Washington, DC:
American Psychological Association; 2000:13-26.
LaDuke S. The effects of professional discipline on
nurses. Am J Nurs. June 2000;100:26-33.

Frisch SR, Fowler-Graham D, Shannon V, Dembeck
P. Maintaining the anonymity of vulnerable subjects.
Can J Nurs Res. Winter 1990;22:51-60.

DiFranza JR, Richards JW, Paulman PM, et al. RJR
Nabisco’s cartoon camel promotes Camel cigarettes
to children. JAMA. 1991;266:3149-3153.

Barinaga M. Who controls a researcher’s files? Sci-
ence. 1992;256:1620-1621.

Black B. Subpoenas and science—when lawyers
force their way into the laboratory. N Engl J Med.
1997;336:725-727.

Maeve MK. Living With the Dying: Weaving Your
Work Into Your Life [dissertation]. Denver, Colo:
University of Colorado Health Sciences Center;
1995.

Texas Board of Nurse Examiners’ Rules and Regula-
tions Relating to Professional Nurse Education, Li-
censure and Practice, §211.1-223.1 (2001).

Scarce R. (No) trial (but) tribulations: when courts
and ethnography conflict. J Contemp Ethnogr
1994;23(2):123-149.

Public Health Service Act, 42 USC §163 (1988).
Marshall ME Menikoff J, Paltrow LM. Perinatal sub-
stance abuse and human subjects research: are pri-
vacy protections adequate? Ment Retard Dev Disabil
Res Rev. 2003;9:54-59.

National Institutes of Health. Frequently asked ques-
tions on certificates of confidentiality. March 15,
2002. Available at: http://grantsl.nih.gov/grants/
policy/coc/fags.htm. Accessed December 4, 2003.
Langford DR. Developing a safety protocol in qual-
itative research involving battered women. Qual
Health Res. 2000;10(1):133-142.

Chang G, Wilkins-Haug L, Berman S, Goetz M. Brief
intervention for alcohol use in pregnancy: a random-
ized trial. Addiction. 1999;94:1499-1508.

Newman B, Mu H, Butler LM, Millikan RC, Moorman



128

34.

35.

36.

37.

38.

39.

PG, King M. Frequency of breast cancer attributable
to BRCAL in a population-based series of American
women. JAMA. 1998;279:915-921.

. Maeve MK. Speaking unavoidable truths: understand-

ing early childhood sexual and physical violence
among women in prison. Issues Ment Health Nurs.
2000;21:473-498.

Haggerty LA, Hawkins J. Informed consent and the
limits of confidentiality. West J Nurs Res. 2000;22:
508-514.

Melton GB. Certificates of confidentiality under the
Public Health Service Act: strong protection but not
enough. Violence Vict. 1990;5(1):67-71.

Steinberg AM, Pynoos, RS, Goenjian AK, Sossanabadi
H, Sherr L. Are researchers bound by child abuse
reporting laws? Child Abuse Negl. 1999;23:771-
777.

Kohlwes RJ, Koepsell TD, Rhodes LA, Pearlman
RA. Physicians’ responses to patients’ requests for
physician-assisted suicide. Arch Intern Med. 2001;
161:657-663.

Ashcroft J. Dispensing of controlled substances to
assist suicide. November 6, 2001. Available at: http://
www.deadiversion.usdoj.gov/fed_regs/notices/2001
/fr1109.htm. Accessed December 4, 2003.

Vollmar VJ. Recent developments in physician-
assisted suicide. October 2003. Available at: http://
www.willamette.edu/wucl/pas/102003.html.  Ac-
cessed December 4, 2003.

40.

41.

42.

43.

44.

45.

46.

47.

48.

ADVANCES IN NURSING SCIENCE/APRIL-JUNE 2004

Rhodes SD, Bowie DA, Hergenrather KC. Collecting
behavioural data using the world wide web: con-
siderations for researchers. J Epidemiol Community
Health. 2003;57(1):68-74.

Frankel M, Siang S. Ethical and legal aspects of
human subjects research on the Internet. Novem-
ber 1999. Available at: http://www.aaas.org/spp/sfrl/
projects/intres/report.pdf. Accessed December 4,
2003.

Kolata G. 1 in 5 nurses tell survey they helped pa-
tients die. New York Times. May 23, 1996:A14.
Scanlon C. Euthanasia and nursing practice—right
question, wrong answer. N Engl | Med. 1996;334:
1401-1402.

Nurses say they have killed dying patients. Catholic
World News. May 23, 1996. Available at: http://www.
cwnews. com/news/viewstory . cfm?recnum=>550.
Accessed December 4, 2003.

Volker DL. Reader invites oncology nurses to share
their stories about assisted dying [letter]. Oncol Nurs
Forum. 1998;25:1497.

Emanuel EJ, Fairclough DL, Emanuel LL. Attitudes and
desires related to euthanasia and physician-assisted
suicide among terminally ill patients and their care-
givers. JAMA. 2000;284:2460-2468.

Maeve MK. A critical analysis of physician research
into nursing practice. Nurs Outlook. 1998;46;24-28.
Robley LB. The ethics of qualitative nursing research.
J Prof Nurs. 1995;11(1):45-48.



