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Patients, family members and providers perceive family-
administered delirium detection tools in the adult ICU as feasible
and of value to patient care and family member coping:
a qualitative focus group study

Selon les patients, les membres de la famille et les fournisseurs de
soins, les outils de détection du delirium administrés par la famille
à l’USI pour adultes sont envisageables et utiles pour les soins aux
patients et les membres de la famille : une étude qualitative auprès
d’un groupe de discussion
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Abstract

Purpose While studies report on perceptions of family

participation in delirium prevention, little is known about

the use of family-administered delirium detection tools in

the care of critically ill patients. This study sought the

perspectives of patients, their family members, and

healthcare providers on the use of family-administered

delirium detection tools to detect delirium in critically ill

patients and barriers and facilitators to using family-

administered delirium detection tools in patient care.

Methods In this qualitative study, critical care providers

(five physicians, six registered nurses) and participants

from the Family ICU Delirium Detection Study (seven past

patients and family members) took part in four focus

groups at one hospital in Calgary, Alberta.

Results Key themes identified following thematic analysis

from 18 participants included: 1) perceptions of

acceptability of family-administered delirium detection

(e.g., family feels valued, intensive care unit (ICU) care

team may not use a family member’s results, intensification

of work load), 2) considerations regarding feasibility (e.g.,
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insufficient knowledge, healthcare team buy-in), and 3)

overarching strategies to support implementation into

routine patient care (e.g., value of family-administered

delirium detection for patients and families is well

understood in the clinical context, regular

communication between the family and ICU providers, an

electronic version of the tool).

Conclusions Patients, family members and healthcare

providers who participated in the focus groups perceived

family participation in delirium detection and the use of

family-administered delirium detection tools at the bedside

as feasible and of value to patient care and family member

coping.

Trial registration www.ClinicalTrials.gov (NCT03379

129); registered 15 December 2017.

Résumé

Objectif Bien que certaines études rapportent les

perceptions concernant la participation de la famille à la

prévention du delirium, on connaı̂t peu l’utilisation d’outils

de détection du delirium administrés par la famille dans les

soins aux patients gravement malades. Cette étude a

cherché à connaı̂tre les points de vue des patients, des

membres de leur famille et des fournisseurs de soins de

santé concernant l’utilisation d’outils de détection de

delirium administrés par la famille pour dépister le

delirium chez les patients gravement malades. Nous nous

sommes aussi intéressés aux obstacles et aux éléments

facilitateurs d’une utilisation d’outils de détection du

delirium administrés par la famille dans les soins aux

patients.

Méthode Dans le cadre de cette étude qualitative, les

fournisseurs de soins intensifs (cinq médecins, six

infirmières) et les participants de l’Étude sur la détection

familiale du delirium aux soins intensifs (sept anciens

patients et des membres de leur famille) ont participé à

quatre groupes de discussion dans un hôpital de Calgary,

en Alberta.

Résultats Les principaux thèmes identifiés à la suite de

l’analyse thématique de 18 participants étaient les suivants : 1)

les perceptions de l’acceptabilité de la détection du delirium

administrée par la famille (p. ex., la famille se sent valorisée,

l’équipe de soins intensifs (USI) pourrait ne pas utiliser les

résultats d’un membre de la famille, l’augmentation de la

charge de travail), 2) les considérations concernant la

faisabilité (par ex., connaissances insuffisantes, endossement

par l’équipede soins), et 3) les stratégies globales pourappuyer

la mise en œuvre de cette modalité dans les soins de routine (p.

ex., la valeur de la détection du delirium administrée par la

famille pour les patients et les familles est bien comprise dans le

contexte clinique, la communication régulière entre la famille

et les fournisseurs de soins intensifs, une version électronique

de l’outil).

Conclusion Les patients, les membres de la famille et les

fournisseurs de soins de santé qui ont participé aux

groupes de discussion ont perçu la participation de la

famille à la détection du delirium et l’utilisation d’outils de

détection du delirium administrés par la famille au chevet

comme étant faisables et utiles pour les soins aux patients

et les membres de la famille.

Enregistrement de l’étude www.clinicaltrials.gov

(NCT03379129); enregistrée le 15 décembre 2017.

Keywords focus groups � delirium � critical care �
ICU

Delirium is a common complication of critical illness in

patients admitted to the intensive care unit (ICU)1 and is a

strong predictor of worse health outcomes in this already

vulnerable patient population. Family members who

witness delirium symptoms often experience emotional

distress, feelings of anxiety, and helplessness.2,3

In response to the complex burden of delirium for patients

and their family members, critical care medicine societies

have prioritized prompt facilitation of guideline-concordant

care (e.g., early mobility-based rehabilitation, sleep

disruption policies, and agitation and sedation protocols)

into clinical practice as a first step towards improving patient

outcomes.4,5 In addition, routine delirium monitoring using

validated tools is recommended for all ICU patients.6 While

to date, such monitoring has largely been performed by

trained healthcare professionals,7,8 family members at the

bedside may be more apt to notice delirium symptoms in the

sick patient than a healthcare professional who was

previously unknown to the patient.9 In addition, assisting

with caregiving tasks like delirium detection at the bedside

may offer family members a sense of purpose and serve as a

protective mechanism to reduce the stress-related

complications of critical illness.10
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Recent studies showed that administering two family-

administered delirium detection tools (Family Confusion

Assessment Method [FAM-CAM] and Sour Seven) among

critically ill patients is feasible but has fair but lower

diagnostic accuracy than clinical assessments using the

Intensive Care Unit Delirium Screening Checklist

(ICDSC) and Confusion Assessment Method for the

ICU (CAM-ICU).11 Nevertheless, perspectives and

expectations of family members and the ICU team on

delirium detection by the family have not been explored.

As such, the current study’s primary objective was to better

understand stakeholder perceptions of family participation

in delirium detection at the bedside and to describe

perceived barriers and facilitators to incorporating this

practice into patient care.

Methods

Study design

This study was part of a larger mixed-methods study

validating family-administered delirium detection tools at

Foothills Medical Centre ICU (Calgary, AB, Canada)

between December 2017 and March 2019.9,11 The cross-

sectional study included once-daily family-administered

delirium detection for up to five days, using the FAM-

CAM and Sour Seven questionnaires. The ICU regularly

screens for delirium once per shift using the ICDSC12 and a

multidisciplinary team discusses delirium daily (as part of

the ABCDEF bundle) during rounds, which a recent study

reported that 23% of families attended.13 We used a

qualitative descriptive approach14 with data collected from

focus groups with Canadian critical care medicine

physicians, registered nurses (RNs), and patient and

family members in accordance with the Consolidated

Criteria for Reporting Qualitative Research (Electronic

Supplemental Material [ESM], eAppendix 1).15,16 The

University of Calgary Conjoint Health Research Ethics

Board approved this study (Ethics ID: REB16-2060).

Selection and description of participants

We used convenience sampling including patients and

family members who participated in the larger study11 and

indicated interest in participating in a follow-up focus

group (patients: 9.6% [21/218]; family members: 23% [34/

147]) (Figure). Patients or their family members were

adults (C18 yr), able to understand English, and able to

provide informed consent. We invited patients or their

family members using the contact information they

provided (e-mail or telephone). Physicians and RNs were

sent an e-mail by their direct supervisor to ask if they

would like to participate in a focus group; those who were

interested contacted the study team directly. Because

people in different healthcare roles may have different

perspectives on family-administered delirium detection,

three distinct focus groups were recruited: previous ICU

patients and family members; ICU RNs who provide

bedside care that includes routine delirium assessments;

and physicians who provide care to ICU patients (ESM,

eAppendix 2).

FIGURE Flow diagram of selection of patients and family members for focus groups
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Focus group guide

A multidisciplinary research team (patient partner [C.F.],

intensivist [T.S.], RN [K.S.], research coordinator [K.K.],

researcher [K.F.] and qualitative research expert [J.P.L.])

created a semi-structured interview guide based on

research experience, relevant literature,17,18 and three

predetermined categories of interest: 1) use of family-

administered delirium detection tools at the bedside, 2)

important features (e.g., design, functionality) to be

considered in tools used by family members, and 3)

barriers and facilitators to implementing family-

administered delirium detection tools into routine patient

care. Categories of interest and associated questions were

presented to a provincial working group of delirium

stakeholders (ICU decision makers, clinicians, RNs, and

researchers) who had no prior involvement with the

research program for feedback and as a measure of

quality control. An interview guide was then drafted, and

pilot tested on four occasions by way of independent

interview with a former ICU patient, family member, RN,

and physician. The interview guide was iteratively refined

in response to the first three pilot interviews, with no

further edits to the guide required after this point (see ESM,

eAppendix 3).

Data collection

Prior to each focus group, participants were sent an e-mail

containing information about the focus group objectives,

the consent form, and copies of the family-administered

delirium detection tools we would be discussing (FAM-

CAM and Sour Seven Questionnaire)17,18 for their review.

Participant consent was obtained by the research team prior

to the start of each focus group.

For all focus groups, an observer took notes (K.K.) on

non-verbal cues (e.g., head nodding, emotional reactions,

key points, or recurring themes) without active

participation. All focus groups were audio recorded,

transcribed verbatim, de-identified, and imported into

NVivo-12 (QSR International, Melbourne, Australia) for

data management.

Data analysis

Data analysis incorporated both directed deductive

thematic analysis19 using a grounded theory approach,

but guided by a catalogue of predetermined objectives

(e.g., to understand stakeholder perceptions and opinions of

acceptability and feasibility of family-administered

delirium detection in the ICU) derived from the parent

study.11,20 We used a data-driven inductive approach to

coding.21 This approach complemented our research

question by allowing our working knowledge of the

topic22 to guide the overall structure of focus group

discussions, while also permitting themes to emerge

directly from the data.23 The coding process included two

coders (J.P.L., K.K.) who carefully read all transcripts

before coding half the data set to generate initial codes.

Coders then switched transcripts so that all were coded in

duplicate. Coders searched for themes by collating codes

across the data set and met biweekly for two months to

refine themes and discuss analysis. Descriptive study

reports summarizing major findings of the focus groups

were produced in the final analysis meeting. All

participants were provided with a copy of the study

report to review and comment on as a form of member-

checking to ensure accuracy, credibility, and validity.

Results

Twenty-one patients, 34 family members, seven ICU

physicians, and 180 ICU RNs were invited to participate

TABLE Characteristics of patients and family members

Patients

Age (n) Sex (n) Admission class (n) Time since ICU discharge (n) ICU LOS (n)

56-70 yr (1) Male (1) Trauma (1) \ 3 months (1) 1-3 days (1)

71-85 yr (1) Female (1) Medical (1) 7-12 months (1) 1-2 weeks (1)

Family members

Age (n) Sex (n) Relationship to patient (n) Admission class (n) Time since ICU discharge (n) ICU LOS (n)

56-70 yr (3) Male (2) Spouse (4) Medical (5) 3-6 months (2) \ 1 week (2)

71-85 yr (2) Female (3) Sibling (1) 7-12 months (3) 1-2 weeks (2)

[ 2 weeks (1)

ICU = intensive care unit.
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through an e-mail invitation. The physician (n = 6, 1 hr)

and RN (n = 5, 2 hr) focus groups were moderated by an

experienced facilitator (N.Z.). Patient and family member

focus groups (n = 4, n = 3, 2 hr each) were moderated by a

patient partner (C.F.) with experience planning and

facilitating focus groups.

When asked about their perceptions of the level of

delirium knowledge the average family member would

have when a patient is admitted to ICU, participants across

all focus groups unanimously suggested that most family

members would likely have a low to moderately low level

of pre-existing knowledge (i.e., would score 1-3 on a five-

point Likert scale where 0 indicated no delirium knowledge

and 5 indicated very knowledgeable). In addition, most

patients and family members described learning about the

meaning of their family member’s delirium by searching

the term online or by reading pamphlets presented to them

by the research study team.

Three main themes and associated subthemes related to

family-administered delirium detection at the bedside were

identified in the data: 1) perceptions of acceptability (i.e.,

likes, dislikes, and potential implications) of the approach,

2) considerations related to feasibility (i.e., barriers and

facilitators related to tool use), and 3) suggested strategies

to support implementation into routine patient care (i.e.,

how to improve use of the tool).

Family-administered delirium detection—perceptions

of acceptability

Participants across all focus groups discussed their

perceptions of the acceptability of employing family-

administered delirium detection tools at the bedside in the

ICU (see ESM, eAppendix 4). There was a high level of

agreement across ICU providers (RN/MD) and patient and

family members that family-administered delirium

detection tools have the potential to positively impact the

care of sick patients by providing an opportunity for

someone who knows the patient better than the healthcare

team (family member) to weigh in on changes and

subtleties related to the patient’s overall demeanor and

wellbeing (e.g., more or less irritable than normal).

‘‘…the family knows the very subtle details about the

patient’s personality and level of function far better

than anybody who has only been with them for few

days or couple of weeks’’-ICU physician

In addition, ICU healthcare providers, patients, and family

members suggested that family members may derive

feelings of personal value and self-worth from being

actively involved in care of the sick patient.

‘‘If [family-administered delirium detection] were

used to disseminate information to the caregiving

team, I would think it…I would feel valued’’ -Family

member

‘‘Because I figured I’m not a physician or a nurse, I

don’t have a role here…but you feel like maybe if

you had these tools, that could have been a role in

rounds, to let me give [the ICU care team] an update

on delirium.’’ -Family member

Finally, ICU providers noted that involvement in ICU care

could serve as a protective mechanism against post-ICU

mental health issues in family members, while family

members described that the increased knowledge of

delirium they gained through participation in the study

made them more likely to recognize the signs and

symptoms of delirium in their family member and

understand that symptoms would eventually subside.

‘‘… families of patients who are delirious have

adverse mental health effects themselves…
something like [family-administered delirium

detection] could help.’’ -ICU physician

Intensive care unit providers expressed some concerns

about the use of family-administered delirium detection at

the bedside. Intensive care unit RNs highlighted that

involving families in patient care may intensify their

workload (since RNs would likely be receiving added

information about delirium from the families). This

concern was echoed by physicians who questioned

whether teams would have the capacity to meaningfully

communicate with family members about the information

present in the detection tool. In addition, some physicians

suggested that participation in delirium detection may be

anxiety-provoking for certain families and that the

currently used ICDSC24 may be just as effective as

family-administered delirium detection without the

potential for added complications. Finally, one family

member expressed discomfort and hesitation in answering

the questions posed in the delirium detection tools when

the patient is sedated, intubated, or non-communicative.

‘‘…unsure of how to answer the questions because I

think they were too detailed for our situation because

he was incommunicative, intubated, sedated… ‘‘ -

Family member

Family-administered delirium detection—

considerations regarding feasibility

During the focus groups, participants discussed the

feasibility of using family-administered delirium

detection tools at the bedside. Top barriers described by
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physicians were insufficient knowledge on the part of the

healthcare team regarding the tool’s purpose, and

uncertainty about what to do with the results of family-

administered delirium detection tools. Physicians also

worried that if scores were misinterpreted by family

members (e.g., probability of presence of delirium vs

severity of condition), uptake by clinicians could be

negatively impacted. Similarly, ICU RNs highlighted

healthcare team buy-in (i.e., acceptance of the tool or

willingness to actively support its use), lack of training

(e.g., easy to understand explanations of how to use and

interpret the results of the tool) for all stakeholders (ICU

team, family members), and the extra time it would take to

educate stakeholders in preparation for implementation of

the practice, as top obstacles to feasibility. Top barriers

described by patient and family members included staff

seeing the tool as a burden or as non-important (e.g., staff

exhibiting signs of a judgemental attitude when submitting

the form), family members who speak English as a second

language (i.e., difficult to translate an already complex

topic into a different language), and only having options of

yes/no answers when a preferred response may be ‘‘not

applicable’’ or ‘‘don’t know.’’ In addition, a small number

of patient and family members described the number of

forms involved in the process as overwhelming and the

lack of information they received back from the healthcare

team (i.e., acknowledgment or interpretation of the score)

as disheartening or frustrating.

‘‘If the staff handling it had any kind of judgemental

attitude, that would be bad.’’ -Family member

In each focus group, participants described specific

facilitators that they perceived would assist stakeholders

to overcome identified barriers. Of note, physicians

highlighted education, group terms of reference regarding

aspects of patient care the tool would inform (i.e.,

diagnosis, prognosis and/or treatment), and an accessible

platform of administration (i.e., electronic) as key

facilitators. Intensive care unit RNs emphasized the use

of a simple tool with plain language, mandatory training

for healthcare teams, and local champions who are early

adopters of the tool (i.e., to promote its use). Finally,

patients and families described education related to

delirium and an explanation of how to use the tool as top

facilitators. They also mentioned clear and specific

questions and a predetermined feedback loop to ensure

that they have an opportunity to learn about what the

results of the tool mean (and any clinical actions taken in

response) as top facilitators.

‘‘I would want…whoever’s in charge of my [family

member] to know my responses because they may

totally disagree or go, ‘Oh, I hadn’t notice that

today’…we could have a discussion about it.’’ -

Family member

Strategies to support implementation of family-

administered delirium detection into routine patient

care

Participants were largely in favour of working towards

identifying overarching solutions to facilitate the

implementation of family-administered delirium detection

into routine patient care. Top reasons given for this

perspective included: 1) family-administered delirium

detection may be a means to mature the way delirium is

considered in the clinical context (physician focus group),

2) that it may give family members a sense of purpose and

position their voice as an important part of the care team

(RN focus group), and 3) that clinicians will have more

information to work with to treat their patients

(patient/family focus group). When asked to describe

overarching strategies that would help to facilitate and

sustain this process (distinctly different from conversations

surrounding barriers, e.g., insufficient knowledge, and

facilitators, e.g., targeted education, to tool use that were

unique to each stakeholder group), we identified three main

strategies across all focus groups: 1) the value of family-

administered delirium detection for patients and families is

well understood in the clinical context (e.g., outlined in

educational materials that are given to all stakeholders and/

or are posted in the unit); 2) communication between the

family and ICU healthcare provider about the tool,

meaning of the results, and plan is predetermined and

streamlined (e.g., offer daily rounds as an ideal time point

to anchor this communicative exchange); 3) an electronic

version of the tool is offered whenever possible (i.e., to cut

down on overwhelming and unnecessary paperwork). In

addition, an important strategy provided by all ICU

providers that was not present in the patient and family

focus groups was mandatory training for all members of

the healthcare team to bolster understanding and buy-in.

Discussion

After showing feasibility, acceptability, and validity of two

family-administered delirium detection tools in the ICU

setting,9,11,25,26 we conducted a focus group study to

explore perceptions of family participation in delirium

detection among critical care stakeholders. Our findings

indicated support for the engagement of family members at

the bedside. In the context of delirium detection, this

support largely hinged on the notion that family

participation in care has the potential to positively impact
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patient health outcomes (e.g., earlier delirium detection and

management using non-pharmacologic strategies) and the

experiences of family members (e.g., by granting them

voice and purpose in the clinical process).

Previous research has shown that family participation in

patient care is largely acceptable to patients, family

members, and healthcare providers in the ICU.27-29 For

example, an observational study exploring the perceptions

and opinions of ICU stakeholders found that most families

(97%), patients (77%), and healthcare providers

(physicians: 100%; RNs: 90%) were supportive of family

participation in care at the bedside and believed that it may

have reduced symptoms of anxiety and depression and

increased family satisfaction.28 This is like the current

study, where healthcare providers felt family participation

in ICU care could protect families from post-ICU mental

health issues. Moreover, family members’ increase in

delirium knowledge and participation in ICU care made

them feel valued, which may increase family satisfaction.

Previous research has shown that family members of

critically ill patients are willing to assist with non-

pharmacologic delirium prevention activities and that

families feel their presence helped patients through

symptoms of delirium).30 These findings are like the

current study where families felt family-administered

delirium detection provided clinicians with more

information to treat their patients. Research surveying

physicians’ use of the ABCDEF bundle reported that

families are involved in delirium prevention activities 67%

of the time, and that when families participate in care there

is higher prevalence of interventions to reduce and treat

delirium.31 Finally, a recent systematic review reported

that patient- and family-centred care increased family

satisfaction, increased understanding of their loved ones’

medical status, and reduced negative mental health

outcomes in the patient and their family.32

Though family participation in patient care has been

identified as a priority,33 several barriers need to be

considered prior to evaluating this strategy as a way to

improve patient- and family-centred outcomes. For

example, previous research on open ICU visitation

showed that increased family presence can disrupt RNs’

workflow and delivery of care.34 These findings align with

results from the current study, which identified a similar

concern in RNs and physicians. Family presence at the

bedside may also have negative implications for patients

experiencing delirium. For example, a qualitative analysis

on pain, agitation, and delirium management reported that

RNs perceived family presence to agitate patients or

prevent patients from resting properly.35 Registered nurses

and physicians did not express this concern in the current

study. Moreover, RNs described that family-administered

delirium has the potential to meaningfully engage families

at the bedside and that their increased understanding of

delirium may be helpful. A recent randomized-controlled

trial with 1,685 patients reported that increased family

visitation did not increase the incidence of delirium during

their ICU stay.36

Educating families on pain, agitation, and delirium and

including families in multidisciplinary team discussions

was identified as an important facilitator to improving the

quality of patient care.35 The provision of indirect

education, through leaflets or informational videos, has

also been identified as a strategy to reduce RN-led

education on patient care activities, thus minimizing

additional burden that would otherwise be placed on

nursing staff.37-39 During the Family ICU Delirium

Detection Study, each admitted patient and their family

received a pamphlet on symptoms of delirium, delirium

risk factors, and prevention and management using non-

pharmacologic strategies. Nevertheless, as indicated by

families, patients, and healthcare providers, these

approaches should include communication between the

family member and ICU healthcare providers to provide

clinical context during delirium-related conversations.

Registered nurses and physicians indicated that family-

administered delirium detection may be anxiety-provoking

and may add more burden to a family who may be

overwhelmed. Developing a standardized third-party

approach to education provides families with space to

engage or decline participation based on (potentially

shifting) desires for the clinical interaction. This is

important because as with all family engagement

strategies, family-administered delirium detection may

not be desired by all (including patients). Future studies

evaluating family-administered delirium detection as a

strategy to improve patient- and family-centred outcomes

should be co-designed with key stakeholder groups (e.g.,

RNs, physicians, patients, and families) to ensure

acceptability and appropriateness of the study protocol.

These studies should explore whether providing education

on the FAM-CAM and Sour Seven improves a family

member’s confidence and ability to detect delirium using

these family-administered tools.

The strengths of this study include that focus group

guides were co-designed by patients, researchers, and

clinicians and tested in a pilot study. The patient and family

focus groups were moderated by a patient partner. There

are limitations to consider when interpreting the findings of

our study. First, this is a single-centre qualitative study

including 18 participants, which has implications for the

transferability of results. It is possible that additional focus

groups (even within a single centre) would have yielded

additional themes. Second, the number of participants

included in this study was dependent on the agreement of

participants in the parent study to participate in a follow-up

123

364 J. P. Leigh et al.



focus group. Third, it is possible that patient or family

caregiver’s perspectives were missed as the focus groups

included patients and family members together in one

session. Fourth, our sampling frame was small and, as such,

we were unable to achieve adequate representation of

urban/rural, sex, gender, education, and socioeconomic

status. Finally, it is possible that important perspectives

were missed, given that participants may have been

motivated to participate as a result of mostly positive or

mostly negative experiences.40 Nevertheless, this study

offers important insight into stakeholder perceptions of

appropriateness related to the conduct of family-

administered delirium detection as well as barriers and

facilitators associated with engaging family members in

delirium detection at the bedside. The focus groups

provided an opportunity for facilitated group discussion,

often creating a synergy of ideas for improving family-

administered delirium detection.

Conclusion

Patients, family members, and healthcare providers who

participated in the focus groups perceived family-

administered delirium detection as feasible and of value

to patient care and family member coping. Actively

involving family members in delirium detection at the

bedside may improve outcomes and experiences for both

patients and family members. Nevertheless, several

identified perceived facilitators and barriers need to be

addressed before family-administered delirium detection is

implemented into routine patient care. Given the small

sample size, this work is hypothesis-generating and further

studies with larger and broader samples are warranted.
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