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Figure 1.

Search Strategy to Identify Relevant Articles

| Primary search | | Secondary search |
| Literature search: ethical issues related to suicide | | Literature search: ethical issues inherent to suicide research |
I I
Article selection strategy: Article selection strategy:
title > abstract = text title > abstract > text

Articles included from original PubMed search (n = 217)

PubMed, “all fields”: ((ethics OR *ethic*) AND suicid*) AND (English[Language] OR T T T

French[Language]) luded (n = '
November 6, 2013: n = 3686; May 5, 2015: n = 197 Excluded (n = 168) Questionable Included (n = 46)
Total: n = 3883 _ o (n =49)
Primary exclusion criteria:
|
Excluded (n = 3655) (1) articles that did not detail ethical

. Excluded after further consideration after
) ) o concerns inherent to research and . A
Primary exclusion criteria: being reviewed for relevancy (n = 3)

Questionable (2) articles that referenced suicide but did

i i = Exclusion criteria:
(1) written in any language other than (n=184) not elaborate on specific issues faced by . -
the primary focus was not on suicide

English or French; .
research participants, researchers, or research.

research ethics board members.

(2) not related to ethics; or

(3) clinically oriented papers (describing Final sample of literature included in scoping review of ethical
clinical or psychosocial aspects of suicide). issues related to suicide research (n = 46)
This includes case studies,

(4) articles focusing on the portrayal of Excluded
suicide in the media or in governmental afte‘r furth-er Included (n = 217)
o . . . consideration
legislation (including suicide on the Internet), _
(n=11)
(5) articles outl.m.lng .reg'ul'atlons to deal with — Exclusion
suicidal individuals, criteria:
the full text
(6) articles for which the full text is not was not
available Online, and accessible.

(7) articles discussing the ethical issues of
euthanasia, late-stage dementia, physician-
assisted dying, and end-of-life decision-
making.




Table 1.
Representation of Charting Strategy (“Issues mentioned”) and Other Information about the Included Articles (“Type” and “Groups focused on”)

Swiiey Jo Siyauaq wisl-buo]

SUONDAJIP 81NN} PUE SUOIEPUBLUILIODaY

X

sdnoJb [einyjnd o1y19ads ul AJijigisea]

Role of

research-

er

auaAJgul 01 Aing

Apnis Bulubisaq|

SJaydJeasal Uo usping

Barriers to
research

(g¥1) p1eog malnal [euonnIsuL 10 934

njauag 10 X1y

XX X| X|X

SJa11a( SIAYIIBASIY|

X

uone|ndod

Barriers for

participants’

involvement in
research

Ssau|njLIeH

JUBSUOD

X

JUBWIINIORY|

X[ X|X] X

0121309 Jo uondaouoasiw onnadesay |

X| X| X]| X

ewbng

Issues with methods used

|eJaua9)

X

X

sabua|leyds 10y

X

Ajjenuapyuod)

aInseaw awoINQ

X| X[ X]| X]X

$921N0SaY|

uonesuadwo))

uondada(

Knowledge

YdJessay

99110e1d 1599

uoISN|oxa 0} anQ

djay Buipasu asoyy J0 UoIEIIUAP]

X| X| X| X] X

S)UB0Sa|0Pe 10 YINOA]

S[enpIAIpU| panealag

S13Y2Jeasay

18U10|

$]0J3U02/S[ENPIAIPUI PAARBISGUON

eluaiydoziyas ‘sejodiq ‘eluew ‘uoissaidaq

lep1ains Ajsnoiaaid o Apuaiing

Sjusled

s1aquial (g3y) peoq SoIyI8 Yosessay

SIauoslid|

s1s160j0yaAsd

[ed112108L)} 10 [enidaouo))

X X

paseq-malAlalu|

paseq-aireuuonsanb 1o -AsAIng

(1L0Y) Ie13 pa]013u0d paziwopuey

(an11eLIRU JO [PWIOY) MBINDY

ot

T

T

€T




14

15

16

17

18

19

20

21

22

23

24

25

26

27

28

29

30

31

32

33

34

35




o X X
N X X X
o X X X
. X X X X X X
< X X X | X X X | X[ X X X
X X X X X X
. X X X X X X X
. X X
X X X
. X X | X X X X X X
X X X X X X | X| X X X[ X]| X X | X

An X represents an ethical issue that was discussed or acknowledged in each paper, even if the issue was mentioned only in passing and was not the main focus of the paper. A
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Table 2.
Issues with Methods Used

Topic Findings Unaddressed issues

Psychological ¢ |IRB/REB members’ concerns about causing ¢ What does harm entail?

autopsy studies harm to participants made it difficult to * Are certain aspects of participation
conduct research. perceived as more harmful than others?
e Empirical studies reported that the majority of e The articles did not discuss coping

interviewed participants did not experience negative strategies, services offered to bereaved
effects from their involvement, while a minority did  individuals, or identifying risk factors

report negative views. that could partially account for
® Participants found their involvement therapeutic ~ respondents’ differing views.
and hoped it would help others in the future. e Participants sometimes mentioned

e Obtaining consent, recruitment, study design, and problems during the interview
determining which support services to offer to upset (e.g., lack of support services) that
individuals were challenging. were not further investigated

¢ In a few instances, participants became visibly or discussed within the articles.
upset and were asked if they wanted to continue.

¢ Most authors concluded that psychological

autopsies were appropriate and safe.

Randomized controlled  ® RCTs were mostly conducted to examine the ® Are there other RCT designs that
trials (RCTs) effectiveness of psychopharmaceuticals. suicide trials could be modeled on
e Focused primarily on study design, authors were  that would be more effective?
divided about whether RCTs were appropriate for e What strategies have researchers
suicide research but remained optimistic that in other domains used to combat
well-designed studies could be acceptable. similar problems (e.g., low
* What constituted an appropriate control group recruitment)?
(e.g., a placebo, treatment-as-usual, or e What is the most acceptable form
psychotherapy group) was heavily debated. of outcome measure that could be
e Variability is introduced in study designs due to used in these sorts of trials?

the lack of a standard of care for suicide in clinical
settings, researchers’ opinion of the acceptability
of suicide, services available in community settings.
* Ensuring external validity of trials is difficult (due
to their short duration, low number of participants).
e Some authors expressed concern that suicidal
individuals could be exposed to harm due to strict
protocol adherence.
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Table 3.

Involvement of Participants in Research and Associated Ethical Issues

Topic

Findings

Unaddpressed issues

Vulnerability of
research participants

e Suicidal individuals are often excluded
from the very research that is designed to
help them.

e Research is seen as being both directly
and indirectly harmful.

e Empirical findings suggest that asking
participants about their suicidal thoughts
did not increase the frequency of their
occurrence.

e Qualitative or participatory research
strategies would be useful to engage suicidal
individuals and obtain data about what they
find acceptable.

® Should research restrictions be relaxed if the
link between suicidal ideation and suicide
attempts is not clear?

® How can the direct and indirect harms be
mitigated through study design?

® How can we facilitate the inclusion of suicidal
individuals or those who are considered to have
the same or similar vulnerabilities in research
trials?

Individuals who do not
want to participate in
research

e There are great uncertainties about (1)
whether to permit suicidal individuals who
want to withdraw from research to do so
and (2) what researchers should do if
someone who is suicidal refuses to join
their research trial.

e It is often difficult to determine individuals’
actual risk of death and their competence
to consent to or withdraw from research.
This poses problems for resource
allocation, among other things.

e There is a risk of classifying suicidal
individuals as nonsuicidal and vice versa.

e There is a lack of focus on nontherapeutic
research.

e What options are provided to those who do
not want to participate in research?

® What happens when individuals are not
considered competent to withdraw from

research and, presumably, are therefore not
competent to give their consent to continue
being involved?

® Does the discomfort with allowing potentially
suicidal participants to withdraw from
therapeutic research indicate that researchers
have muddled the distinction between therapy
and research?

o |If researchers believe that suicidal participants
should remain in their trials for their own benefit,
has clinical equipoise been breached?

e There is very little discussion of what should be
done if suicidal individuals are inadvertently
recruited to research that is not about suicide.

Involving youth
participants

e |t is inappropriate to extrapolate findings
from adult studies to youths.

e Recruiting youths is almost impossible
due to concerns about vulnerability.

® Many researchers in this area are also
physicians, which could introduce a
conflict of interest.

e The lack of a clinical standard of care
means that there are inconsistencies in
the attention that youths receive.

e Confidentiality was described as the
most challenging issue when working
with this population.

® Do researchers have an obligation to involve
parents or report the findings of studies to them?
e What do researchers do if other sensitive
information about the youths (e.g., abuse) emerges
during the interviews?

e Is anonymous reporting acceptable for
discussing these sensitive issues in minors?

e What are researchers’ obligations toward

youths involved in suicide research?

continues on next page
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continued from previous page

Topic Findings Unaddressed issues
Suicide research in e The discussions were focused on the e What does suicide signify to members of
specific cultural groups  acceptability of psychological these cultural groups?
autopsies in specific cultural groups. e What care or services are available to
e The stigmatization and legal status of individuals should they feel suicidal?
suicide in other countries can make e What can or should be done when suicide
individuals reluctant to participate and research reveals larger problems?
impose additional hurdles for research
approval.

e Qutside researchers can make individuals
feel more at ease (i.e., able to speak with a
member outside of their community) or
more uncomfortable (i.e., suspicious of
motive, distrusting).

Table 4.
Role of Researchers in Ensuring Ethical Research Practices

Topic Findings Unaddressed issues
Monitoring negative ® Researchers disagreed about the extent  ® Should researchers have different obligations
study outcomes to which they were responsible for toward their participants based on the type
monitoring negative outcomes in their of research?
participants. ¢ Guidelines are needed.

* A lack of guidance on this subject meant
that decisions were often based on
researchers’ subjective opinions.

® Some articles considered a researcher’s
background to determine how responsible
the researcher was for participants, with some
authors arguing that everyone involved in this
research should have a clinical background.

e It was difficult for researchers who had a
clinical background to separate their
obligations as researcher from their
obligations as a health care professional.

How studies were e Researchers’ opinions about the morality ® Guidelines are needed.
designed or acceptability of suicide affected how e What is the best way for researchers to
they designed their study (e.g., whether it indicate their own perspective on suicide? How
involved rescue procedures). would this affect the ethical evaluation of the
study?
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Table 5.
Recommendations and Future Directions for Research

Topic Findings

Expanding areas of study e Using alternative study designs and research approaches could help facilitate
advances in suicide research.
e Work should be done to uncover what services or treatments individuals receive in
community settings so that this can be fed into the RCT design.

Overcoming barriers to ¢ IRBs and REBs need more education about the harms caused by suicide research.
suicide research e Guidelines for suicide research are needed.
e Researchers should outline their own positions about suicide because the assumption
that suicide is a manifestation of a mental illness means that many ethical issues are

overlooked.
Ensuring the well-being of e There should be opportunities within and outside of research teams for researchers
researchers to debrief and explore their emotions related to research.

e |t is important that researchers ensure that they are prepared to handle this
type of emotional work.
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