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Abstract

Ethics committee members and researchers have deliberated about the risk-benefit ratio of
researching sensitive issues such as psychiatric symptoms. Although research has suggested that
inquiring about psychiatric symptoms in research generally does not cause harm, these findings
have primarily arisen from cross-sectional studies. We examined whether this generalized to
repeated, daily assessments of psychiatric symptoms. We collected daily survey data on
psychiatric symptoms over 90 days from a sample of 206 (150 women) college students. A subset
of the sample (/7= 80) provided reactions to study participation administered on the 90t day.
Individuals who did not complete the 90t day survey reported higher levels of suicidal ideation
and hopelessness than those who did. For individuals who completed the 90™, final assessment,
reactions primarily fell within the neutral to positive range, with variation depending on their
baseline levels of psychiatric symptoms and identification as religious. This study adds to past
work by demonstrating that individuals who remained in the study had neutral to positive
experiences. However, participants with greater suicidal ideation and hopelessness were likely to
attrit, warranting caution in assuming a low risk-benefit ratio of these studies. Management of
risks involved in repeated assessment studies may be informed by this work.
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Introduction

Repeated measure designs such as ecological momentary assessment and daily diary
methods are increasingly being used to understand the causes and variation of psychiatric
symptoms within or across days. Although these methods afford the research benefits of
increasing external validity, reducing recall bias, and establishing temporal associations
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(Bolger, Davis, & Rafaeli, 2003; Shiffman, Stone, & Hufford, 2008), little is known about
the possible risks and benefits these methods pose to participants. The Protection of Human
Subjects Common Rule requires institutional review boards (IRBs) to determine whether a
study’s anticipated societal and direct benefits outweigh risks to participants and whether
these risks are aptly minimized (United States Department of Health and Human Services
[HHS]; 2009). Despite these provisions, evaluation of risks and benefits of psychiatric
research remains challenging (lltis et al., 2013; Lidz & Garverich, 2013). Possible reasons
include the subjective nature of weighing risks and benefits and tendencies for IRB members
to assign more risk to studies on psychiatric symptoms due to stigmatization (Lakeman &
FitzGerald, 2009; Luebbert, Tait, Chibnall, & Deshields, 2008; Oldham, Haimowitz, &
Delano, 1999). Research that delineates the risks and benefits of research involving repeated
assessment of psychiatric symptoms would inform the review process of these studies.

Several studies have assessed risks and benefits of participation in research on psychiatric
symptoms such as suicidal behaviors, suicidal ideation, nonsuicidal self-injury, depressive
symptoms, hopelessness, posttraumatic stress disorder (PTSD) symptoms, and alcohol and
drug use. Research on these psychiatric symptoms using various designs and samples has
demonstrated that a majority of participants do not experience increased distress or
symptoms (Biddle et al., 2013; de Beurs, Ghoncheh, Geraedts, & Kerkhof, 2016; Gibson,
Boden, Benson, & Brand, 2014; Harris & Goh, 2017; Jacomb et al., 1999; Jorm, Kelly, &
Morgan, 2007; Langhinrichsen-Rohling, Arata, O’brien, & Bower, 2006; Law et al., 2015;
Muehlenkamp, Swenson, Batejan, & Jarvi, 2015; Mathias et al., 2012; Reynolds,
Lindenboim, Comtois, Murray, & Linehan, 2006; Rivlin, Marzano, Hawton, & Fazel, 2012;
Roth et al., 2017b; Smith, Cukrowicz, & Poindexter, 2010; Whitlock, Pietrusza, &
Purington, 2013). For individuals who do experience distress, personal experience with
psychiatric symptoms appears to increase this possibility (Jacomb et al., 1999; Jorm et al.,
2007; Langhinrichsen-Rohling et al., 2006; Whitlock, Pietrusza, & Purington, 2013).
However, participants have also reported experiencing perceived benefits from research on
psychiatric symptoms, including improved mood (Biddle et al., 2013; Gibson et al., 2014)
and motivation to increase healthy behaviors (Roth et al., 20173).

Although research across various populations has shown that researching psychiatric
symptoms generally does not cause harm, and may even provide some benefits, most studies
assessed symptoms at only one time point. Given the increased usage of ecological
momentary assessment and daily diary methods, additional tests of the generalizability of
these findings to studies employing these methods are necessary, as they involve more
opportunities to cause harm. Further, among studies on psychiatric symptoms employing
repeated measures, assessments were infrequent (three to five time points; Mathias et al.,
2012; Muehlenkamp et al., 2015; Smith, Cukrowicz, & Poindexter, 2010), with exception to
one study that assessed symptoms up to five times a day for two weeks (Law et al., 2015).
Finally, as explored in past work (e.g., Whitlock et al., 2013), identifying characteristics of
people for whom repeated assessment may cause greater emotional harm could inform
researchers about appropriate procedures to minimize harm. Whitlock and colleagues (2013)
found no differences in reactions across racial, gender, or sexual orientation identities. An
additional test of these findings and exploration of another demographic factor (i.e.,
identification as religious) will add to our understanding of who may experience greater
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harm or benefit from repeated assessment of psychiatric symptoms. In particular, people
who identify as religious may experience greater discomfort with a study repeatedly
assessing mental health symptoms, as prior research has shown this population experiences
greater stigma about mental health (Eisenberg, Downs, Golberstein, & Zivin, 2009).

The purpose of the present study was twofold: 1) to replicate prior work showing a low risk-
benefit ratio for studying psychiatric symptoms in a study involving daily assessment of
such symptoms over 90 days, and 2) to describe for whom such research might cause greater
risk. First, we aimed to explore participants’ reactions to the research by examining the
percentages of participants having positive, neutral, and negative experiences in the study.
We did not have a clear a priori hypothesis regarding these percentages due to lack of precise
percentages identified in the literature. Second, we aimed to explore sociodemographic
differences in these reactions, including age, gender, race, identification as religious, and
baseline levels of suicidal behaviors, suicidal ideation, nonsuicidal self-injury, depressive
symptoms, hopelessness, PTSD symptoms, and alcohol and drug use. Given the limited
research regarding this question, this aim was also exploratory.

Materials and Methods

Participants

We screened 1,338 undergraduate students in introductory psychology courses at a large
southeastern university to participate in a larger study on proximal correlates of suicidal
thoughts and behaviors that collected daily surveys for 90 days. Thirty-three percent of these
students were eligible and completed the baseline phase. Two-hundred and six participants
completed at least three daily surveys (7= 206), the minimum needed for the larger study
aims. A subset (7= 80) of this overall sample completed the 90t assessment day, during
which the measure of reactions to study participation was administered. See Table 1 for
descriptives of the overall sample and subsample that completed the 90t day.

Procedures

The research study received institutional review board approval. Participants were recruited
via a southeastern university’s Introduction to Psychology subject pool. Study participation
was confidential (i.e., subject identities were known but not shared); however, identifiable
information was never linked to their baseline and daily data (i.e., data were anonymous). A
brief eligibility questionnaire assessed inclusion criteria (designed for the larger study aims):
a) 18 years or older, b) consumed alcohol within the past month, and c) ever thought about/
attempted suicide. Eligible individuals provided informed consent and completed a baseline
survey online. The baseline survey assessed variables related to suicide risk including
interpersonal needs, alcohol and drug use, capability for suicide, history of suicidal thoughts
and behaviors, nonsuicidal self-injury, history of physical and sexual aggression
victimization and perpetration, psychiatric symptoms. Participants who wanted to complete
the second phase of the study entered their e-mail address in a separate survey (which was
kept confidential). Data were made anonymous by requiring participants to create their own
identification codes to link baseline and survey data—a 7-letter unique identifier (Yurek et
al., 2008). The daily surveys were sent each day at 6 AM, with a reminder at 12 PM, for 90
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Measures

days. Each survey asked participants to recall their previous day’s behavior (i.e., from the
time they awoke until the time they went to sleep).

The daily surveys assessed constructs similar to the baseline survey but in a briefer format,
including interpersonal needs, alcohol and drug use, perceived capability for suicide,
suicidal thoughts and behaviors, nonsuicidal self-injury, emotional states, and perpetration
and victimization of aggression. Participants answered between 40 and 63 items, depending
on whether they endorsed certain behaviors (e.g., if drug use was endorsed, type of drug was
inquired about). Participants were compensated 75 cents to one dollar per survey, depending
on time of study enrollment. Participants with 75% daily compliance were paid an additional
$10, totaling to $77.50 to $100 in compensation. Incentive was increased five months into
data collection to improve compliance.

Baseline measures related to the present study aims collected demographic information and
history of alcohol use, drug use, depressive symptoms, hopelessness, PTSD symptoms,
suicidal ideation, suicidal behaviors, and nonsuicidal self-injury. The 10-item Alcohol Use
Disorders Identification Test (AUDIT) is a reliable and valid measure that assessed alcohol
use and problems over the past year, with total scores ranging from 0 to 40 (Saunders,
Aasland, Babor, De la Fuente, & Grant, 1993). The AUDIT had good internal consistency in
the present study (a = .81). The Drug Use Disorders Identification (DUDIT; Stuart, Moore,
Ramsey, Kahler, 2004), a reliable and valid 14-item questionnaire, assessed drug use with
seven classes of drugs (e.g., stimulants) and problems in the previous year. Total possible
scores range from 0 to 52. The internal consistency for the DUDIT in the present sample
was acceptable (a =.74).

The 20-item Center for Epidemiological Studies-Depression Scale (CES-D) assessed past-
week depressive symptoms. Total scores range from 0 to 60. The CES-D has been found to
be reliable and valid (Radloff, 1977), and its internal consistency in the current sample was
good (a =.90). Hopelessness was measured using the Brief Hopelessness Measure-
Negative, which consists of two items assessing hopelessness on a 5-point scale (1 =
absolutely disagree to 5 = absolutely agree). Total possible scores range from 2 to 10. The
BHM has demonstrated convergent validity with the Beck Hopelessness Scale (Fraser et al.,
2014). Good internal consistency was shown in the present sample (a = .81). PTSD
symptom severity was assessed using the 20-item PTSD checklist for the DSM-5 (PCL-5;
Blevins, Weathers, Davis, Witte, & Domino, 2015). The PCL-5 is on a 5-point scale (0 =
“Not at all” to 4 = “Extremely”), with total possible scores ranging from 0 to 80. The scale
has been found to be reliable and valid, and demonstrated good internal consistency in the
present sample (a = .94).

Nonsuicidal self-injury was assessed using the 15-item Deliberate Self-Harm Inventory
(DSHI; Gratz, 2001), a questionnaire that assesses deliberate injury of body tissue without
intent to die. Items were on a yes-no scale, with total possible scores ranging from 0 to 15.
The scale has demonstrated good validity and reliability (Gratz, 2001) and demonstrated
adequate internal consistency in the present sample (a = .69). The severity of past-week
suicidal ideation was assessed using the 4-item Hopelessness Depression Symptom
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Questionnaire-Suicidality Subscale (HDSQ-SS; Metalsky & Joiner, 1997). Total possible
scores range from 0 to 12. The scale has demonstrated reliability and validity in a prior
sample of college students (Metalsky & Joiner, 1997) and in the present sample (a =.91).
Regarding suicidal behavior, participants indicated whether they have never attempted
suicide, attempted suicide once, or attempted suicide more than once. History of aborted,
prevented, or interrupted suicide attempts was assessed via items modeled from the
Columbia-Suicide Severity Rating Scale and Child and Adolescent Services Assessment (C-
SSR; CASA,; Brent et al., 2009; Burns, Angold, Magruder-Habib, Costello, & Patrick, 1997;
Posner et al., 2011; Posner, Oquendo, Gould, Stanley, & Davies, 2007; e.g., “How many
times have you ever started to do something to end your life but someone or something
stopped you before you actually did anything?”). Items were on a 7-point Likert scale (0 =
none to 6 = more than twenty times). The items were combined with the suicide attempt
item, with total possible scores ranging from 0 — 25. The scale had marginally acceptable
internal consistency (a =.69).

On the 90t day, participants completed the Reactions to Research Participation
Questionnaire (RRPQ; Newman, Willard, Sinclair, & Kaloupek, 2001), a 23-item
questionnaire that assesses five domains of reactions to participation: participation (i.e.,
willingness and voluntary nature of study; four items; total possible score 4 — 20), personal
benefits (i.e., participants gained something meaningful from participation; four items; total
possible score 4 — 20), emotional reactions (i.e., participation was emational; four items;
total possible score 4 — 20), perceived drawbacks (i.e., participation costs; six items; total
possible score 6 — 30), and global evaluation (i.e., was the research useful and ethical; five
items; total possible score 5-25). Participants were instructed to “complete the following
items about your research experience.” Each item was rated on a 5-point scale (1 = strongly
disagree to 5 = strongly agree). Higher scores on the participation, personal benefits, and
global evaluation subscales indicated more positive experiences. Higher scores on the
perceived drawbacks and emotional reactions indicate more negative experiences (i.e., more
drawbacks and greater emotional reactions). The subscales have shown acceptable to good
internal consistency in prior samples (DePrince & Chu, 2008), as well as in the present
sample (as =.73-.96).

Data Analytic Strategy

Demographics and study variable descriptives were computed and compared across
subsamples (those who did not complete the 90" day survey and those who did). We ran a #-
test to examine differences in number of daily assessments completed between individuals
who completed the 90™ day assessment and those who did not. To explore our first aim to
identify percentage of individuals having negative, neutral, and positive study experiences,
we collapsed RRPQ item responses of strongly disagree and disagree into a “disagree”
category and strongly agree and agree into an “agree category” and left the “unsure”
category as is. We then ran frequencies on each item. To test our second aim, we examined
correlations of reactions to research participation with the baseline continuous variables of
PTSD symptoms, depressive symptoms, hopelessness, suicidal ideation, suicidal behaviors,
nonsuicidal self-injury, alcohol use, and drug use. We used #tests to examine differences in
research reactions across the dichotomous variables of gender, race (non-White compared
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Results

with White, due to low sample size within non-White race/ethnicities), and identification as
religious (yes/no).

Descriptive analyses regarding how many daily assessments participants completed revealed
the following: Overall sample: M= 35.64 days (SD = 28.50), Mode = 3; 90t day
completers: M=59.12 days (SD = 25.98), Mode = 90; 90" day non-completers: M= 20.73
days (SD = 19.28), Mode = 3. The mean differences in days completed between 90t day
completers and non-completers were significant #(204) = -12.27, p < .001. Participants who
did not complete the 90t day reported greater levels of hopelessness (Cohen’s ¢ =0.45) and
suicidal ideation (Cohen’s d =0.56) at baseline than those who completed the 90t day
survey (See Table 1). Most participants who completed the 90th day survey agreed on items
regarding voluntary and willing participation (85-95%; See Table 2). A smaller, but still
majority, percentage of participants agreed that there were personal benefits to participating
(62—75.9%). Similarly, most participants did not perceive drawbacks to the study (62.5—
88.8%). Results varied more across the emotional reactions subscale, with 46.8 to 53.2% of
the sample disagreeing that they had an emotional reaction; 11.3 to 27.8% stating they were
unsure, and 19 to 41.5% agreeing that they experienced an emotional reaction. Finally, most
participants found the research to be useful and ethical (92.5-95%).

Regarding our second research aim, correlations revealed that hopelessness was negatively
associated with the perceived benefits subscale (r= -.22 p=.049), suggesting that people
with higher levels of hopelessness perceived less benefits of the study. Suicidal ideation (r
=.25, p=.03) and suicidal behaviors (r=.29, p=.01) were positively associated with the
emotional reactions subscale, suggesting that people with more severe suicidal ideation and
more frequent suicidal behavior experienced greater emotional reactions to the study.
Alcohol use and problems were positively associated with the perceived drawbacks subscale
(r=.26, p=.02), suggesting that people with greater alcohol use and problems perceived
greater drawbacks to the study. Depressive symptoms were negatively associated with the
participation subscale (r= -.27, p=.03), suggesting that people with depressive symptoms
rated the voluntary nature of the study less positively. Suicidal behaviors were positively
associated with the global evaluation subscale (r= .28, p=.012), suggesting that people
with a greater frequency of suicidal behavior had a more positive, overall evaluation of the
study. Individuals who identified as religious experienced greater emotional reactions in the
study (M= 11.87, SD = 3.57) compared with individuals who did not identify as religious
(M=19.84, SD=3.33); t(75) = -2.52, p=.014. PTSD symptoms, nonsuicidal self-injury,
and drug use were not associated with any of the reactions subscales. There were no gender
or race differences in the subscales. In short, hopelessness, suicidal ideation, alcohol use,
depression, and identification as religious were associated with at least one of the reaction
variables, with each association suggesting potential for a more negative experience for
individuals high in these variables. However, individuals with greater frequency of past
suicidal behaviors were more likely to view the study as potentially useful.

We wanted to gain a clearer picture of the severity of negative reactions among people high
in hopelessness, suicidal ideation, suicidal behavior, alcohol use, depression, and
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identification as religious. Put simply, we aimed to describe the severity of negative
reactions among people with high levels of these symptoms. Therefore, post-hoc regression
analyses were run to examine the mean levels of the relevant reaction variables for
individuals highest in hopelessness, suicidal ideation, suicidal behaviors, alcohol use, and
depression, as well as people who identified as religious. Using standardized versions of the
variables, we recoded each variable such that “0” equaled high levels of the respective
variable (e.g., standardized depressive symptoms variable — 1 = high depressive symptoms; 0
on religion variable = practices a religion). We recoded these variables in order to examine
the degree of negative reactions among people with the highest levels of the respective
correlates of such negative reactions. The variable (e.g., depressive symptoms) was then
entered as a predictor, and the respective reactions variable (e.g., participation) was entered
as the criterion variable. The intercept was used to determine the average levels of the
criterion variable for individuals high in the predictor variable. The intercept was then
divided by the number of subscale items (e.g., four items for the participation scale) to
interpret the mean relative to the 5-point scale of the RRPQ (1 = strongly disagree to 5 =
strongly agree).

For individuals high in hopelessness, the average of the personal benefits variable was 3.44,
close to the “unsure” anchor. For individuals high in suicidal ideation, suicidal behavior, and
who identified as religious, the respective averages of the emotional reactions variable were
3.21, 3.01, and 2.96—each close to the “unsure” anchor. For individuals high in alcohol use
and problems, the average of the perceived drawbacks variable was 2.25, close to the
“disagree” anchor. For individuals high in depressive symptoms, the average of the
participation variable was 3.95, close to the “agree” scale.

Discussion

The present study is an important addition to the literature regarding the risks and benefits of
participation in studies employing repeated assessments of psychiatric symptoms. For
individuals who completed the 90, final day, reactions to participation generally fell within
the neutral to positive range, mirroring past work (e.g., Biddle et al., 2013; Gibson et al.,
2014; Law et al., 2015; Whitlock et al., 2013). However, participants with higher levels of
suicidal ideation and hopelessness did not complete the 90t survey, suggesting that our
participants’ reactions may not generalize to more distressed samples. This finding warrants
caution in assuming a low risk-benefit ratio of these studies.

Also similar to past work, individuals high in hopelessness, suicidal ideation, alcohol use,
and depressive symptoms were more likely to rate participation less positively (Jacomb et
al., 1999; Jorm et al., 2007; Hesse et al., in press; Whitlock et al., 2013). Our work also
added a novel finding that individuals who identified as religious may rate such participation
less positively. This may be due to greater mental health stigma among individuals who
identify as religious (Eisenberg et al., 2009). However, exploration of these data suggested
that participants were “unsure” at worst regarding risks and benefits. Specifically,
individuals high in hopelessness were unsure about experiencing personal benefits from
participation, and individuals high in suicidal ideation/behavior and who identified as
religious were unsure about their experience of emotional reactions during participation.
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Thus, although participants who completed the final survey may have uncertainty about the
extent to which study participation provided personal benefits or generated negative
emotion, other aspects of participation were generally positive. However, the results of these
exploratory analyses may be bound to this sample. Additionally, individuals who identify as
religious are more dubious to receiving mental health treatment due to their beliefs. Further,
from a cognitive dissonance standpoint (Festinger, 1957), participants who completed the
90t day may be less likely to evaluate the study negatively such that their attitudes are
consistent with their behavior. However, the study’s financial compensation might have
reduced this inclination.

A similar concern is that the participants who completed the 90 survey had less
hopelessness and suicidal ideation at baseline compared with participants who did not
complete the 90t survey. The effect sizes for these differences ranged from small to
medium, suggesting that these differences are not trivial. Participants with greater
hopelessness and suicidal ideation may have experienced repeated assessments more
negatively and hence did not complete the daily assessment phase and 90t survey. Indeed,
among those who completed the final survey, participants high in suicidal ideation were less
certain about their emotional reactions during participation, and individuals high in
hopelessness were uncertain about personal benefits of participation. To address this
possibility of a higher risk-benefit ratio among individuals with higher suicidal ideation or
hopelessness, researchers could address this explicitly. During informed consent,
investigators can emphasize that individuals experiencing current suicidal ideation and
hopelessness may find participation more distressing and less personally beneficial and
emphasize that initiating or continuing participation is not mandatory. Additionally, the
present study conducted informed consent electronically. Future studies involving repeated
assessment of sensitive issues may benefit from the use of in-person informed consent to
ensure participants fully understand the procedures, risks, benefits, and voluntary nature of
the study.

Limitations of the present study included the small sample of undergraduate students with a
history of alcohol use and suicidal thoughts and behaviors who completed the 90t day and
thus the reactions to participation survey. Future work could improve on this limitation by
attempting to contact participants who attrit to complete an exit survey on their reactions to
participation and reasons for discontinuing. Future repeated assessment studies of
psychiatric symptoms could also use qualitative methods to clarify participants’ experiences
in an in-person or phone debriefing session. Additionally, the design of the present study did
not allow for determining whether it was repeated assessment, assessment of sensitive
issues, or both, that impacted reactions to participation. Future work could randomly assign
participants to conditions, such as by repeated or cross-sectional assessment and by neutral
or psychiatric issues, to clarify the unique impacts of these design aspects. Finally, although
this sample consisted of a particularly vulnerable population including individuals with
histories of suicidal thoughts or behaviors, it may not generalize to samples with greater
variability in psychiatric symptoms, age, race, gender, and other sociodemographic
variables.
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Descriptives and comparisons of subsamples

Table 1.

Did not Complete 90t Day (n = 126) Completed 90" day (n=80)  Effect Size
n % n % p Cramer’s V
Gender 19 .095
Women 89 70.6 61 79.2
Men 37 29.4 16 20.8
Race/ethnicity 45 .065
Non-Latino White 106 84.8 63 78.8
Latino or Non-White 19 15.2 17 212
Sexual Orientation 42 .069
Heterosexual 110 87.3 65 82.3
Gay, Lesbian, Bisexual, Other 16 12.7 14 17.7
Usual residence .25 12
With friends/roommates 85 69.1 48 60.8
With spouse/family 22 17.9 22 27.8
Alone 16 13 9 11.4
Academic Level .06 21
Freshman 87 69 55 69.6
Sophomore 23 18.3 14 17.7
Junior 11 8.7 1 13
Senior 5 4 8 10.1
Yearly Household Income .95 .06
Less than $50,000 43 38.4 30 39.5
$50,000-$100,000 31 27.7 21 27.6
$100,000-$150,000 19 17 11 14.5
$150,000-$200,000 6 5.4 6 7.9
Greater than $200,000 13 11.6 8 10.5
Practice a religion? .46 .07
Yes 79 64.2 46 59
No 44 35.8 32 41
M SD M sSD p Cohen’s d
Age 19.05 2.39 19.21 3.40 43 .10
Depressive Symptoms 29.20 10.64 26.42 9.92 A1 27
Hopelessness 3.38 2.58 2.33 211 .003 45
PTSD Symptoms 28.52 17.81 25.20 17.55 19 19
Alcohol Use and Problems 9.85 6.27 8.38 5.74 .10 .24
Drug Use and Problems 441 5.41 5.18 7.08 .39 12
Nonsuicidal Self-Injury 1.79 1.96 1.70 1.99 74 .05
Suicidal Ideation (past week) 1.30 2.06 0.37 1.09 <.001 .56
Suicidal Behavior (past year) 1.76 2.23 1.68 1.96 .81 .04
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Note: Chi-Square and Cramer’s V analyses conducted on dichotomous and nominal variables, respectively. Cramer’s V used for effect sizes for
both dichotomous and nominal variables. 7-tests conducted on continuous variables.
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Table 2.
Descriptives of Reactions to Research Participation Questionnaire
M SD % Disagreed % Unsure % Agreed
Participation Subscale 17.13  3.42
1. | like the idea | contributed to science 421 0.96 5 7.5 87.5
2. I was glad to be asked to participate 410 0091 5 10 85
3. | felt I could stop testing at any time 4.38 0.93 6.3 1.3 925
4. Participation was a choice | freely made 4.44 0.93 5 0 95
Per sonal Benefits Subscale 15.01 3.70
5. 1 gained insight about my experiences through research participation 4.44 0.93 8.9 29.1 62
6. | gained something positive from participating 3.80 1.06 11.4 19 69.6
7. | found participating beneficial to me 3.84 0.97 10.1 139 75.9
8. | found participating in this study personally meaningful 3.57 1.01 15.2 24.1 60.8
Emotional Reactions Subscale 1091 3.66
9. The research raised emotional issues for me that | had not expected 2.82 1.17 46.8 17.7 354
10. I experienced intense emotions during the research session 2.54 1.05 53.2 27.8 19
11. I was emotional during the research session 2.72 1.15 494 17.7 329
12. The research made me think about things | didn’t want to think about 2.84 1.25 475 11.3 415
Per ceived Drawbacks Subscale 1245 355
13. The study procedures took too long 221 0.97 71.3 175 11.3
14. Participating in this study was inconvenient for me 191 0.72 88.8 6.3 5
15. I found participating boring 243 1.02 62.5 175 20
16. | found the questions too personal 1.97 0.63 88.8 10 13
17. Knowing what I know now, | would participate in this study again if given the ~ 3.95 1.01 8.8 15 76.3
opportunity
18. Had | known in advance what participating would be like, I still would have 4.01 1.00 10 75 825
agreed to participate
Global Evaluation Subscale 2143 391
19. | think the research is for a good cause 429 0.86 3.8 3.8 92.5
20. 1 believe this study’s results will be useful to others 4.19 0.83 3.8 3.8 925
21. 1 was treated with respect and dignity 4.27 0.83 3.8 1.3 94.9
22. | trust that my replies will be kept private 431 087 5 0 95
23. | understood the consent form 4.36 0.82 3.8 25 93.8
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