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1  |  INTRODUC TION

Family-centred care is an approach to healthcare delivery and eval-
uation that recognizes the collaborative partnership among pa-
tients, families and healthcare providers (IPFCC). Family-centred 
care benefits include improved care quality, improved patient 
safety, greater patient and family satisfaction and reduced costs 
(Charmel & Frampton,  2008; CPEM,  2007; Goldfarb et al.,  2017; 
Kuo et al.,  2012; Weingart et al.,  2011; Wennberg-Capellades 

et al.,  2021). Family-centred care is recognized as an integral part 
of quality care by national health professional associations and pub-
lic health policy organizations (American Nurses Association, 2016; 
Dudley et al., 2015; Institute of Medicine, 2001). Furthermore, the 
National Quality Forum determined that “measurement of person-
centered care” is a priority initiative for addressing the most impera-
tive national healthcare needs (Consortium, 2021).

Despite being a widely accepted approach, the delivery of family-
centred care varies across health systems (Mirlashari et al.,  2020; 
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Abstract
Aim: To identify the contextual factors influencing parents' assessments of the family-
centredness of care received during a paediatric emergency department visit.
Design: A qualitative cross-sectional case study.
Methods: We interviewed parents who were at their child's bedside during an emer-
gency department encounter. We independently coded the first 3 transcripts and met 
to discuss the coding structure and to refine existing codes, add new codes and de-
velop tentative categories. We repeated this process for every 3–5 transcripts until 
thematic saturation was reached.
Results: We conducted 16 interviews and identified 2 themes: (1) Not all parents ex-
pected physicians to provide family-centred care in the emergency department and 
(2) feeling overwhelmed and powerless influenced parents' perceptions of family-
centred care. Poor family-centred care worsened parents' sense of powerlessness 
and reinforced parents' low expectations from physicians. Similarly, low expectations 
and powerlessness exacerbated poor family-centred care. Interventions are needed 
to break this cycle and improve family-centredness of care.
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Oude Maatman et al.,  2020). Barriers to successful implementa-
tion include provider and family stress, competing demands and 
organizational challenges (Mirlashari et al.,  2020; Oude Maatman 
et al., 2020). Delivering family-centred care to parents or guardians 
(referred to hereafter as “parents”) in the emergency department 
(ED) setting poses additional challenges. Parents are in an unfamil-
iar setting, navigating an acute or serious illness and receiving care 
from providers with whom there is no existing relationship (Dudley 
et al., 2015). Dimensions of family-centred care that are important 
to parents in a paediatric ED care include support, coordination, 
respecting preferences, timely and attentive care, information and 
communication, pain management, providing a child-focused en-
vironment and continuity and transition (Byczkowski et al.,  2016). 
Conducting family-centred care interventions that target all of the 
family-centred care dimensions is difficult and infrequently done 
(Park et al., 2018). Additionally, comprehensively measuring family-
centredness of care as an outcome is inherently challenging. Most 
published family-centred care measures lack adequate validation 
(Epstein et al., 2005), and no family-centred care assessment tool is 
designed to be used for a paediatric ED encounter.

To inform the development of interventions and parent-reported 
assessment tools for family-centred care in the paediatric ED, we 
sought to explore how parents assess family-centredness of care. 
Prior research has examined parents' perceptions of the family-
centredness of care received in the ED (Byczkowski et al.,  2016; 
Wennberg-Capellades et al.,  2021), but research examining the 
factors that influence parents' assessments of family-centredness 
of care is lacking. Prior research highlights that patient-reported 
measurements of care experience and satisfaction are prone to 
bias (Dunsch et al.,  2018). Evidence suggests that potential fac-
tors influencing how patients assess the care received includes 
patient-physician gender concordance, language and ED operational 
factors (Carrasquillo et al.,  1999; Chekijian et al.,  2021; Goloback 
et al.,  2015). Improving our understanding of how parents assess 
family-centredness of care would inform effective strategies to 
improve both the delivery of family-centredness of care as well 
as the evaluation of this outcome. Our objective was to identify 
the contextual factors that influence parents' assessments of the 
family-centredness of care received in the paediatric ED. This pres-
ent qualitative study was conducted as part of a study to develop 
and evaluate an instrument to measure parent-reported family-
centredness of care received in the ED. Specifically, this present 
study was part of the cognitive interview phase of the instrument 
development procedures.

2  |  METHODS

We conducted a qualitative study using a cross-sectional case study 
design (Flick, 2007). We used semi-structured interviews and the-
matic analysis (Braun & Clarke, 2006). The cases of interests were 
events, specifically parents who experience the event of being with 
their child during an emergency department visit. The research team 

consisted of three female health services researchers with qualita-
tive expertise, including one paediatrician and one nurse. Sixteen 
interviews were conducted as part of the cognitive interview phase 
for developing the family-centredness of care instrument. We used 
an interview guide (Appendix  A) for the cognitive interviews that 
consisted of questions soliciting participants' overall reactions to 
the instrument as well as questions soliciting instrument content, 
comprehension, retrieval, response and usability. Participants were 
asked to “think aloud” as they completed the instrument, whereby 
the participant read each question out loud and described the 
thought process used to get to their answer. Participants were en-
couraged to expand upon their answers in order to develop an in-
depth understanding of their experiences and perceptions of the 
care received in the paediatric ED that informed their responses to 
the instrument items.

Eligible participants included parents who were at their child's 
bedside during an ED encounter within the recent three months. This 
timeframe extending out to three months was chosen to elicit infor-
mation on participants' ability to retrieve the necessary information 
from memory to answer the instrument items. Participants were 
English speaking and age 18+ years. We used convenience sampling 
(Richards & Morse, 2007) to recruit participants, followed by purpo-
sive sampling (Tongco, 2007) to achieve diversity among participants 
in regard to gender, age, race, ethnicity and education. We recruited 
participants in person and by flyers. In person recruitment occurred 
in the intensive care unit and acute care unit of a children's hospital in 
Northern California. This hospital is a 121 bed quaternary care chil-
dren's hospital and the referral centre for children across a 33-county 
region covering 65,000 square miles and serving over 1 million chil-
dren. The hospital routinely receives paediatric transfers from 30 
hospitals in the region. Approximately half of the hospitalized chil-
dren in this children's hospital are admitted from this hospital's ED, 
while the other half are transferred from a different hospital's ED.

Flyers were given to eligible participants in the children's hospital 
ED at the time of their discharge from the ED. All interviews were 
therefore conducted after completion of the ED visit. To facilitate 
recruitment by accommodating to the participants' needs and pref-
erences, interviews were scheduled at a time convenient to the par-
ticipant and using the participant's preferred mode (in-person versus 
telephone). All in-person interviews were conducted in a private room 
in the children's hospital. For telephone interviews, parents were in 
their own preferred setting such as their home or private office.

Sampling continued until we reached thematic saturation (Braun 
& Clarke,  2006). The interviewer (J. L. R.) maintained field notes. 
Participants provided verbal informed consent and received a $50 
gift card. Interviews were audio recorded, transcribed and reviewed 
for accuracy by the interviewer.

2.1  |  Analysis

Data were analysed concurrently with data collection, providing an 
opportunity to explore emerging themes. We analysed the data using 
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a combination of deductive and inductive strategies. We used an ini-
tial codebook of six a priori codes developed from the question-and-
answer model from cognitive psychology (Tourangeau, 1984). The 
research team reviewed completed instruments and transcriptions. 
We began by independently performing memo-writing and coding 
of the first 3 transcripts with the a priori codes. In this initial cod-
ing, we also identified emergent codes. Our team met to discuss the 
relevance and definitions of the coding structure and to discuss new 
topics from the inductive coding. We compared codes and discussed 
discrepancies to ensure consensus on application of codes, refine 
dimensions of existing codes, add new codes and develop tentative 
categories. We revisited earlier transcripts as new codes were iden-
tified and categorized the final 10 codes. This process was repeated 
for every 3–5 transcripts.

We drafted diagrams representing relationships among codes 
and concepts. We drafted summary statements of recurring, notable 
or outlier aspects of the data. We identified major themes by review-
ing our memos of emerging themes, diagrams, summaries and the 
final coded data. We continued this iterative process until thematic 
saturation (Braun & Clarke, 2006) was reached and we had critically 
evaluated the themes to understand the full range of variation in 
the phenomena. Additional strategies used to enhance trustworthi-
ness and rigour of the findings included investigator triangulation 
(Patton,  1999), deviant case analysis to seek alternative explana-
tions, the use of analytic memos and peer debriefing with regular 
meetings to share study findings and processes to identify bias (US 
Department of Health and Human Services, 2018). We reviewed the 
drafted diagrams, summaries and relationships between themes to 
develop a conceptual model. We used Dedoose version 8.3.41 for 
data management (SocioCultural Research Consultants, LLC).

2.2  |  Ethics

This study was approved by the [REDACTED] Institutional Review 
Board (#1436072).

3  |  RESULTS

The sixteen interviews were ~20–45 min in duration and conducted 
between August and November 2020. Nine interviews were in-
person, and seven were by telephone. Among the seven telephone 
interviews, three parents were at home during the interview, one 
was at work and three who were in the hospital. The child was pre-
sent for the hospital-based interviews; otherwise, no additional 
individuals were present during data collection. Table 1 shows the 
participant characteristics. The ED encounters referenced by the 
participants represented nine unique hospitals.

Two major themes and six subthemes emerged and are explored 
below. Participant quotes are provided to support the themes and 
sub-themes. Table 2 illustrates the themes and subthemes with ad-
ditional quotes.

3.1  |  Theme 1: Not all parents expected physicians 
to provide family-centred care in the ED

3.1.1  |  Experiencing inadequate physician 
engagement and communication:

Participants ubiquitously wanted ED care team providers to lis-
ten, share information, provide support and collaborate. However, 
many parents shared examples of inadequate engagement and com-
munication, even examples of being ignored or dismissed. These 
experiences caused the parent participants to expect that their 
interactions with their child's physicians will not be what they op-
timally desire from their ED visits. One parent shared, “They didn't 
seem to ask or care about how worried I was. They were very removed 

TA B L E  1  Interview participant characteristics

N (%)

Gender

Male 4 (25.0)

Female 12 (75.0)

Age, in years

</= 29 3 (18.8)

30–39 6 (37.5)

40–49 6 (37.5)

50+ 1 (6.2)

Race and Ethnicity

Non-Hispanic White 6 (37.5)

Latinx or Hispanic 4 (25.0)

Black 2 (12.5)

Asian 2 (12.5)

Other 2 (12.5)

Highest Education Attained

Less than high school 1 (6.2)

High school degree or GED 5 (31.2)

Some college or 2-year degree 3 (18.8)

4-year degree 5 (31.2)

More than 4-year degree 2 (12.5)

Relationship to the Patient

Father 4 (25)

Mother 12 (75)

Patient's ED Disposition

Discharged home 7 (43.8)

Admit to local hospital acute care unit 4 (25.0)

Transfer to different hospital acute care unit 3 (18.8)

Transfer to different hospital intensive care unit 2 (12.5)

Patient's Medical History

Chronic condition 4 (25.0)

No chronic condition 12 (75.0)

Abbreviations: ED—emergency department; GED—general education 
diploma.
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from it.Obviously, I'm very worried, I'm at the hospital with my child. But 
they downplayed it… it felt like it was just dismissed. So, I think they 
didn't actually understand how worried I was or how I was.It was as if I 
was bringing my car in to get serviced.” [#5].

Some parent participants spoke about effective physician-parent 
communication experiences but suboptimal physician-child commu-
nication. Parents recounted stories where the physicians spoke to 
the parent but not to the child, thus excluding the child. One parent 
shared, “I kind of wanted them to be more involving [my child] and the 
discussion as the patient… They did speak to him, but they also would 
speak past him… It would have been better to engage him.” [#8]. Other 
parents had positive physician engagement and communication, al-
though “the time with the actual doctor was very, very minimal.” [#2].

3.1.2  |  Nurses fulfilling expectations for 
engagement and communication:

The busy ED environment and limited time with the physician was 
a recurring topic discussed by participants. Some parents explained 
how the physician was too busy to be at their own child's bedside, 
but how their child's nurse fulfilled their needs for provider-parent 
engagement and communication: “Your doctor is very limited with 
their time… I felt like, when the nurses came back into the room being 
like, ‘So, this is what they think it is? And this is my question.’ So, they 
were still able to help educate me on what the plan was.”[#7]. Parents 
assessments of their family-centred care experience were thus posi-
tively influenced by the nurse-parent interactions.

Some parents explained that their limited interactions with the 
physicians were a consequence of the physician's competing de-
mands to care for other critically ill children. Some parents assessed 
their care experiences in context of the busy ED setting: “Well, based 
on how busy that the ER is, I do feel like we get the best care that we 
could receive.” [#11]. Other parents, however, perceived their brief 
interactions with their physicians to be signs of disrespect. For 
these latter parents, the nurse-provided family-centred care could 
not overcome their overall negative feelings about their ED experi-
ence. One parent explained how feeling disrespected impacted their 
assessment of the family-centredness of care: “Did your child's doc-
tor treat you with respect and make you feel valuable or important?… 
Sometimes you get somebody who comes into a room and you can tell 
they are just trying to get out of there as fast as they possibly can… It 
makes you feel bad and unimportant because it's very clear that they 
are just trying to move on… That can have a big influence on someone's 
perception of their experience… Even if everything was communicated 
properly and the care itself was good, if you feel like you were just sort 
of looked down upon or disrespected, or not important, you are going to 
walk away unhappy.” [#3].

3.1.3  |  Deprioritizing family-centred care principles:

Some parents expressed that they were so focused on the ultimate 
clinical outcome that they deprioritized family-centred care princi-
ples: “When I think about medicine and emergency room, I think more 
solutions and not feelings about how it all was… At the end of the day, I 

TA B L E  2  Interview themes with supporting quotes

Themes and subthemes Exemplary quote

Theme 1: Not all parents expected physicians to provide family-centred care in the ED

Experiencing inadequate physician engagement 
and communication

“I had other concerns that I did not feel like were getting addressed… I did not feel like I 
was told what was going to happen and if I was okay with it… I did not think that they 
were communicative with [my child] as much as I would've liked… and I think that kind 
of scared him a little bit because he was not giving the okay to them before touching 
his injury or doing things like that, which I think freaked him out.” [#9]

Nurses fulfilling expectations for engagement and 
communication

“[The nurses] were an important piece of making me have a more positive experience than 
they ever would have had if my interactions had only been with the doctor maybe.” 
[#7]

Deprioritizing family-centred care principles “I want to feel like whoever was taking care of my kid was knowledgeable and all of that. I 
guess secondly would come into the kind of more of the stuff of like was I heard… and 
if I felt I got input and things like that.” [#1]

Theme 2: Feeling overwhelmed and powerless influenced parents' perceptions of family-centred care

Feeling unable to understand their child's needs 
and receive information

“So, I had this recall to my emotional state in the hospital of just feeling very confused and 
not feeling that I was adequately helping my child.” [#5]

Pre-existing perceptions about the ED 
exacerbating emotions and influencing parents' 
assessments of care

“There is a huge difference in the care [at Hospital A] versus the care [at Hospital B], one 
hundred percent… I rated that one low.” [#4]

Emotions overshadowing the recognition of 
negative parent-provider interactions

“I felt like my ideas that I have for my son's problem and his illness, the doctors would 
not approve of that… They did not take my ideas into consideration… It was like [the 
doctor] just knew everything… I did not think about that [initially]… It did not register 
exactly… I had to re-think about the situation and what really happened.” [#12]

Abbreviation: ED—emergency department.
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want to go to the emergency room and—while I want to have all of those 
nice fuzzy feelings and all of that at the end, I want my kid fixed.” [#1]. 
Parents who deprioritized family-centred care principles tended to 
assess their experience in the ED more favourably.

Furthermore, some parents who identified that they had subopti-
mal experiences with their child's physicians justified the inadequate 
family-centred care. Parents rationalized that the physicians were 
busy or stressed and thus not expected to provide family-centred 
care. As one parent recalled, “I'm like, ‘Oh, give them the benefit of the 
doubt… Maybe it wasn't as bad as I recall it being and they were doing 
the best they could.’ I felt like I ended up trying to humanize them and be 
like, ‘Oh, it was a really stressful night in the hospital. I'm sure they did 
the best they could.’ So, I was just making excuses for them.” [#6].

3.2  |  Theme 2: Feeling overwhelmed and 
powerless influenced parents' perceptions of family-
centred care

3.2.1  |  Feeling unable to understand their child's 
needs and receive information:

Parents expressed general emotional states of feeling overwhelmed 
and unable to understand their child's needs. Being a parent with a 
child whose needs were beyond what the parent could directly ad-
dress was an uneasy feeling that left some parents feeling confused, 
afraid, and powerless. One parent explained, “You have this natural 
fear for your child, but then you're also confused on top of it… you're just 
in this powerless position.” [#5].

Some parents explained how their emotional state made it more 
challenging to effectively receive information from the care team, 
thus impacting parents' assessments of provider-parent communi-
cation. One parent explained the importance of doctors recognizing 
that the parent's baseline ability to understand medical information 
was low, and how that baseline was worsened by their heightened 
emotional state during the ED visit: “I just want [doctors] to actually 
understand. I took biology in high school and that was about it, and they 
need to kind of give me a further understanding… You're there in the 
middle of the night and you're completely sleep-deprived, so it does re-
quire more time for you to grasp it under duress.” [#15].

3.2.2  |  Pre-existing perceptions about the ED 
exacerbating emotions and influencing parents' 
assessments of care:

Some participants expressed their lack of trust in the ED where 
their child received care. Such distrust cause parents to feel even 
more anxious while in the ED: “Pediatrics at this rural hospital where 
they don't really deal with peds at all or have the supplies for peds. You 
know, it kind of put us on edge and got us a little uneasy. It was like, do 
they know how to put an IV in my daughter's arm? Or why did they just 
poke her three times and weren't successful at it?” [#14]. This distrust 

influenced the parents' assessments of the family-centred care 
received. These parents felt less confident in the clinical care and 
decision-making. Similarly, they expressed stronger dissatisfaction 
with the provider-parent communication that occurred.

3.2.3  |  Emotions overshadowing the recognition of 
negative parent-provider interactions:

Parents who felt confused and powerless during their child's ED 
visit expressed that their emotions overshadowed their recognition 
of negative parent-provider interactions. However, upon reflection, 
the parents realized that their ED experience was not as family-
centred as initially perceived: “But in the process [of reflection], it kind 
of made me second guess—it almost made me feel more negative about 
my experience… This brought up some stuff that I actually had kind of 
dismissed… It makes you think that maybe you had more to say… In an 
ER visit, there's so much rush going on, and there's so much heightened 
emotions… And as a parent you are confused, you are emotional, you 
are out… And although I walked out happy and I kind of forgot about 
that, [reflecting back] made me think about that… go back and think 
about things and question and go, ‘Oh, yes, I remember I kind of didn't 
like that'… I did feel uncomfortable.” [#13].

3.3  |  Conceptual model

Figure  1 presents a conceptual model that displays the relation-
ships between parents' expectations, powerlessness and the care 
received. It shows how parents' variable expectations for family-
centred care contributed to the inadequate family-centredness of 
care received. Inadequate family-centred care contributed to con-
fusion and poor understanding, and it reinforced parents' feelings 
of powerlessness: “They just pretty much came in and said, ‘Okay, we 
are going to transfer you to [Hospital A].’… We didn't really have a say in 
it. We probably would have preferred to have gone to [Hospital B], be-
cause we have family up there. But we weren't really given the option… 
Later we brought it up to the nurse, but she just kind of like, ‘Oh, well.’” 
[#4]. This powerlessness also exacerbated their poor experiences. 
One parent explained how their sense of powerlessness prevented 
them from advocating for more family-centred care: “I just actually 
wouldn't have felt comfortable asking for anything… It did not feel like a 
situation in which I was welcomed to ask for anything. I felt like I was an 
inconvenience.” [#5].

Parents' real-time identification of inadequate family-centred 
care did not generate resolution, often as a result of their sense of 
feeling powerless and perceiving that the care team providers did 
not want to hear their concerns or preferences. Some parents did 
voice their concerns; however, despite their efforts, the parents felt 
that they had no influence over what was happening. Inadequate 
family-centred care was also missed opportunities to mitigate par-
ents' feelings of powerlessness and lack of clarity on their child's 
needs. One parent explained how they left the ED with lack of 
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understanding and lack of empowerment to be able to care for their 
child: “I left overall our experience very unsure of the safety of my child… 
It felt like they were very much eager to get me out of there… I literally 
was like, ‘Okay my son's going to go home. He's going to die at home’… I 
didn't feel like I fully understood the scenario to feel empowered to take 
care of my child adequately after we left… I didn't feel like I had enough 
time with the doctors or feel like it was explained to me in a way that 
gave me an understanding of the problem to feel re-assured that I was 
capable of handling it.” [#5].

4  |  DISCUSSION

This study revealed two major themes regarding how parents as-
sessed their ED experience. First, not all parents expected physi-
cians to provide family-centred care in the emergency department. 
Second, feeling overwhelmed and powerless influenced parents' 
perceptions of family-centred care. Importantly, poor family-centred 
care worsened parents' sense of powerlessness and reinforced par-
ents' low expectations from physicians. Similarly, parents' low ex-
pectations and emotional state exacerbated poor family-centred 
care. This study suggests needed interventions to break this cycle 
and improve the ED family-centredness of care. Such interven-
tions can target parental expectations, confusion, understanding 
and powerlessness as well as enhance awareness among clinicians 
regarding their behaviours that facilitate inclusion and engagement 
with parents.

This study was conducted as part of a larger study aimed to de-
velop an instrument to measure parent-reported family-centredness 
of care received in the ED. Our participants shared how factors such as 
their expectations, confusion and powerlessness influenced the ways 
in which they assessed ED family-centredness of care. Therefore, 
these factors would likely influence the measurement of their experi-
ence in the instrument being developed. Specifically, parents with low 
family-centred care expectations may have inflated parent-reported 
experience measurements. Likewise, parents who are more confused 
and overwhelmed during the ED visit may overlook the negative ex-
periences and report better experience measurements.

Patient and family-reported experience measures are ubiq-
uitously used to assess the care provided in the ED (Male 
et al.,  2017). For example, the ED Consumer Assessment of 
Healthcare Providers and Systems (CAHPS) Survey measures pa-
tients' experience of ED care in order to collect information about 

patients' experience and identify aspects of care that could be im-
proved (Weinick et al.,  2014). The ED CAHPS includes items to 
gather demographic information of the individual completing the 
instrument. However, our present study highlights that additional 
unmeasured variables are potentially influencing the survey re-
sults. Future research is needed to include these variables in order 
to understand these relationships, such as mediation analyses to 
evaluate relationships between parent expectations [or confu-
sion or powerlessness] and parent experience. If parent-reported 
experience outcomes are mediated by such factors, we must 
understand these relationships in order to mitigate biases in the 
parent-reported measurement.

Future research should also examine the association of parent 
characteristics and their expectations, confusion, sense of powerless-
ness or perceived family-centredness of care received. Prior research 
has recognized that racial and ethnic minority parents report poor 
trust, lack of informative exchanges and inadequate education on 
their child's clinical needs (DeLemos et al., 2010; Martin et al., 2016). 
Children from non-English speaking families and from low-income and 
low-education households also have higher likelihood of not receiving 
family-centred care (Azuine et al., 2015). Diverse parent populations 
might also have different expectations and different experiences of 
confusion or sense of powerlessness. As additional research in this 
area advances, we must be cognizant of the importance of provid-
ing person-centred strategies that address structural racism and the 
unique needs of diverse groups. Further exploration of healthcare 
provider attitudes about and commitment to family-centred care 
would elucidate areas for intervention that advance capacity among 
providers to meet parental expectations for engagement.

4.1  |  Limitations

This study has several limitations. Transferability is limited by inclu-
sion of only English-speaking parents. Participants had potential re-
sponse bias with atypical perceptions due to particularly negative or 
positive experiences. Participants also had potential memory bias; 
we included participants who experienced their child's ED visit up 
to three months prior to the interview. This study did not include 
care team providers, since the focus of the study was on parents. 
The different methods of conducting the interviews (in-person ver-
sus telephone) might have also influenced the data collected. Finally, 
although the interviews were conducted by a researcher who was 

F I G U R E  1  Conceptual model 
displaying the relationships between 
parents' expectations, powerlessness and 
care received
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not an ED provider and had no prior relationship with participants, it 
is possible that the interviewer's role as a healthcare provider could 
have biased participant responses. Despite these limitations, this 
study provides insight into contextual factors that influence parents' 
assessments of ED family-centredness of care.

5  |  CONCLUSION

In summary, qualitative interviews found that parents inconsistently 
expected to receive family-centred care in the ED and that parents' 
confusion and poor understanding left parents feeling powerless. 
Based on the conceptual model, interventions aimed at improving 
family-centredness of care in the ED can target parental expecta-
tions, confusion, understanding and powerlessness.
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APPENDIX A

Interview guide for cognitive interviews
I want to thank you for taking the time to participate in this interview 
today to talk about our survey that evaluates family-centred care in the 
emergency department. My name is [name]. The purpose of this pro-
ject is to figure out how to make this survey better; we want to make 
sure it is easy to use and accurately measures family-centred care.

Based on what we learn from these interviews, we will update our 
survey to improve it. And our long-term goal is to use this survey to 
measure family-centred care in the emergency department with the 
hope that we can work towards making that ED experience more 
family-centred.

So, I keep saying “family-centered”—let us quickly talk about 
what that means. FCC is a way to provide health care that is based 
on a partnership between the patient, family, and providers. FCC 
in paediatrics recognizes the important role that the family plays in 
the child's health and well-being. FCC supports families in their car-
egiving and decision-making roles. FCC in paediatrics understands 
that your values and information are very important in making deci-
sions about your child's care. In FCC, families choose how to par-
ticipate in care and decision-making. Core concepts of FCC include: 
(1) Listening to and Respecting Experiences and Preferences, (2) 
Sharing Information, (3) Providing Support and (4) Collaborating and 
Encouraging Participation.

Interview Guide Question

I want to start by hearing your thought process as you go through the steps to take the survey. So please read the survey instructions and then 
each question out loud and describe aloud the thought process you used to get to your answer. Please mark/note any questions that are 
unclear to you or you think is not worded well. [show survey; do not interrupt; record duration (minutes) to complete; ask probes at the end]

•	 [for any Qs where not think aloud] How did you go about answering Q#? Tell me about what you were thinking?
•	 [for any Qs where hesitated] I noticed you hesitated before you answered Q#—what were you thinking about?
•	 [for any Qs where did not paraphrase] For Q#, can you tell me in your own words what the question is asking you?

Please tell me your overall thoughts or opinions about the survey.

How well, or not well, did the survey ask questions that are important to you?

Since the survey is measuring family-centred care, I want to know: In your opinion, what would a family-centred emergency department visit look 
like to you? What are the key things that need to happen in order for you to walk away feeling like that visit was very family-centred?

In what ways does this survey do a good job assessing family-centredness of care?
•	 What is missing?
•	 What questions, if any, should be removed because they aren't related to family-centred care?
•	 In what ways does the survey assess, or not assess, listening to and respecting experiences and preferences?
•	 In what ways does the survey assess, or not assess, sharing information?
•	 In what ways does the survey assess, or not assess, providing support?
•	 In what ways does the survey assess, or not assess, collaborating and encouraging participation?

How easy or difficult was it to fill out the survey?
•	 What questions, if any, were difficult to answer?
•	 [For each question] What about it was difficult?
•	 [For each question] How would you fix it?

How did it feel to answer these questions about that emergency department visit and choose 1 of the 4 answers: 
always-usually-sometimes-never?

This survey asked a lot of specific questions about that emergency department visit. How easy or difficult was it to remember those specifics?

What questions, if any, were you at all unsure of your answer?
•	 [For each question] Tell me more about that.

What do you think about in terms of the flow of the survey and how the questions are ordered?
•	 In what ways, if any, would you change up the order of the questions?

What do you think about the length of the survey and how long it takes to fill it out? [When you took it for the first time, about how many minutes did 
it take you?]

If you could make any other changes to the survey, what would they be and why?

Is there anything else that would be helpful for us to know about the survey?
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