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Abstract

Background: Collection of patient-reported data has been demonstrated to improve asthma 

outcomes. One method to collect information is through the electronic patient portal. In practice, 

patient portal use in pediatrics and, specifically for asthma management, has had low uptake.

Objective: To understand parental/caregiver experience of pediatric asthma care management, 

and perceptions of the use of patient portal questionnaires before the clinic visit.

Methods: We conducted semi-structured interviews with caregivers of children 5-11 years old 

with asthma in the UCLA Health System. We included patient portal “users” (n=20) and “non-

users” (n=5). Interview questions were developed based on clinic visit workflow with a focus on 

perceived usefulness and ease of use to complete pediatric asthma questionnaires in the patient 

portal before the visit. Interviews were audio-recorded, transcribed, and codes were generated 

from themes using constant comparative analysis.

Results: We identified eight themes related to caregiver-physician communication, perception 

of portal questionnaires, facilitators, and barriers to portal questionnaire use. A salient finding 

was that caregivers considered the portal questionnaire as a tool to be integrated into the visit to 

facilitate a conversation about their child’s asthma. Caregiver portal-based questionnaire use was 

more likely if the ongoing data entered was accessible to caregivers to track and update, and if 

caregivers were reassured the clinicians would use questionnaire responses during the visit.

Conclusion: Caregivers of children with asthma are more likely to complete a patient portal 

intake questionnaire before the visit if they trust their responses will be used during the visit to 

inform care.
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Introduction

Self-reported data from patients about their condition and treatment, also known as 

patient-reported outcomes (PROs), are especially relevant for patients with chronic 

medical conditions1-3. Several studies have demonstrated benefits of PROs for asthma 

management4-6. Asthma is an ideal condition to incorporate patient-reported information 

because of symptom variability and socioenvironmental factors that contribute to symptom 

control7. A clinician’s comprehensive understanding of these factors is crucial to deliver 

optimal care8.

Technology can facilitate collection of this patient-reported data, ideally entered through the 

electronic patient portal to file directly into the patient’s medical record9,10. Capturing data 

within the electronic health record (EHR) before the visit allows the healthcare provider to 

integrate the patient reported information immediately into the visit and focus on the care 

plan rather than asking the patient or caregiver information-gathering questions during the 

limited encounter time. Health questionnaires completed via patient portals in pediatrics 

have not been studied extensively and there is concern the concept has not been widely 

accepted11. In a multicenter study of a patient portal for pediatric asthma management, 

consistent use of the resource was low at <3%12. Usability has been recognized as a key 

feature for end-user adoption of clinical informatics tools and should be a driver of the 

implementation approach13-16.

Currently, a knowledge gap exists in our understanding of how to increase parental/caregiver 

(referred to as “caregiver” throughout manuscript) engagement of the portal for patient-

entered data entry in the domain of pediatric asthma management. To this end, we chose 

the consolidated framework for implementation research (CFIR), with particular focus on 

the individual, to guide our inquiry into this gap17. The goal of our study was to learn the 

current caregiver experience surrounding pediatric asthma care management and perceptions 

of completing questionnaires about their child’s asthma through the patient portal before the 

clinician visit.

Methods

Participants

We conducted semi-structured interviews18 with caregivers of 5-11-year-old children with 

an asthma diagnosis (based on ICD code and caregiver confirmation) from November 29, 

2020 to June 3, 2021. All children had UCLA Health System outpatient clinic visits within 

the last two years. To ensure we included caregivers with a wide range of portal experience, 

we interviewed portal “users” and “non-users” proportional to our portal activation rates, 

which increased during the COVID-19 pandemic. All clinics use a common electronic 

health record (EHR) vendor, Epic Systems. The patient portal is Epic Systems’ “MyChart” 

branded as “MyUCLAhealth” for the UCLA Health System and will be referred to as the 

“patient portal” throughout the manuscript. At this time, the patient portal is available in 

English-only; therefore, our study included only those who participated in English.
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Setting

The UCLA Health System in Southern California includes 27 primary care clinic sites 

that serve pediatric patients (18 family medicine or medicine/pediatrics, 9 pediatrics) and 

8 subspecialty locations, including allergy and pulmonology. We recruited across these 35 

clinics that represent a mix of payers including private (primarily PPO or UCLA network) 

and community-based (primarily Medicaid) insurance.

Data Collection

We first developed research questions based on our goals to understand caregiver 

experiences with questionnaires, as well as to understand key concepts like perceived 

usefulness and ease of use of the patient portal to answer asthma questionnaires. The authors 

developed the interview content based on the pragmatic experience of a caregiver preparing 

for a pediatric asthma visit through group consensus discussion; and guided by our research 

questions, we generated the final interview guide (See Appendix Text). For the purposes 

of this study, pragmatism refers to the direct connection between the study methods and 

the research goal of learning actionable ways to modify processes that affect caregiver 

experience, and to explore perceptions of an existing patient portal with design and use 

constraints. This is grounded in the Creswells’ description of pragmatism as “truth is what 

works at the time” as we explored parents’ interactions with their physicians, patient portal 

use, and visit questionnaires.19

Interviews were conducted via Zoom video/telephone service with 1-3 participants per 

session. Two members of the research team were present, a facilitator (S.F.) and note-taker 

(M.K.R.). Participants chose pseudonyms and were instructed to avoid using their child 

or clinician’s names during the discussion to protect confidentiality. Interviews were audio-

recorded and transcribed with any personal identifiers removed. Participants were consented 

for this UCLA IRB approved study prior to participation (IRB# 20-000347). Data sharing 

is not applicable to this article as no datasets were generated or analyzed during the current 

study.

Analysis Plan

Two team members (S.F. and I.R.) independently reviewed the transcripts with a constant 

comparative methods two-step analysis approach20,21. First, the transcripts were reviewed to 

apply general themes based on the content of the interview guide. Next, the transcripts 

were sorted by theme and then coded independently. Coding refers to the process of 

further defining the broader themes in to detailed sub-themes (i.e., codes). Group consensus 

was used to finalize the code definition and application with differences adjudicated via 

discussion, and with the input of a third team member (M.K.R.) as needed. Finally, 

we identified themes that appeared to be the strongest drivers to increase the likelihood 

of caregiver use of the portal to answer portal questionnaires before the visit. We also 

noted questionnaire features recommended by participants to facilitate ease completing the 

questionnaire. Dedoose version 8.0.35, a web based application for qualitative and mixed 

method research data analysis, was used to manage data coding22.

Ross et al. Page 3

Pediatr Pulmonol. Author manuscript; available in PMC 2023 January 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Results

Twenty portal users and five portal non-users were interviewed. Participants were from a 

variety of backgrounds in Los Angeles County (Table 1). Most participants were female, 

with an age range of 28 to 53 years. A small percentage of participants (28%) were 

confirmed to have completed an asthma or other questionnaire via the portal before the 

clinician visit. All had reliable internet connections whether via laptop, desktop, or mobile 

device at home.

Overall, there was overwhelming support for the idea of completing an electronic 

questionnaire on the portal that files responses directly into the child’s electronic health 

record before the patient visit. Caregivers deemed it efficient and “convenient” due to the 

direct transmission of information to doctors for review as well as the ease of access on 

MyChart. Key themes are reported below with details of all themes and codes defined in 

Table 2.

Perceived purpose and utility of questionnaires

Caregivers had a variety of opinions about the utility of medical visit questionnaires. Some 

imagined the doctor prepared a care plan based on the questionnaires, but most viewed them 

as a perfunctory step within the clinician visit. “I will scramble to get it through as quickly 
as possible. If the scribbles are not legible, I don't really care…it's taking away from the 
valuable time with the doctor.” Often caregivers were unsure what happens to questionnaires 

after the visit and queried if doctors ever read or enter them into the medical record: “They 
don't ask you any questions about what you filled out; I don't know how that survey's being 
used.”

It was acknowledged that asthma questionnaires can serve as an educational tool for both 

caregivers and clinicians. For caregivers, the questions indicate what is important to evaluate 

at home, identify knowledge gaps, and assist behavior change that could help their children. 

One participant highlighted “it helped me understand the doctor’s thought process…on how 
asthma is treated and what's important…and differences between the rescue medication and 
maintenance medication and so forth.” On the other hand, some caregivers pointed out that 

the standardized content could serve as a topic guide during the visit to keep the clinician 

on track. “I would actually find a lot of value in that form, because those are questions that 
really weren't addressed (by the doctor about my child’s asthma).”

Intrinsic motivators and facilitators to complete questionnaires

The most salient motivator for caregivers to complete the questionnaire before the visit 

is whether the caregivers trusted their child’s clinician would review the answers to the 

questionnaire with the caregiver during the visit, “it's a two-way street that contributes to the 
process” and one participant noted “if it’s a good doctor, they’re probably double-checking 
it.” One participant suggested if: “The doctor could summarize, ‘Okay, it seems like these 
are the triggers. Is this correct what you wrote on the form?’ Then, they can say, ‘Is there 
anything else that you want to discuss that maybe wasn't on the form?’” If the questionnaire 

was not supplemented by discussion and review with them, the caregivers felt disappointed. 
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Caregivers noted that the clinician reviewing the questionnaire responses is what gives the 

questionnaire actual purpose and provides “positive reinforcement” if the information will 

be used.

Many caregivers communicated that an important motivator to complete questionnaires 

before the visit would be if they were informed of a reason to complete it, such as it could 

save time during the clinic visit or help them remember what they wanted to review at 

the visit. Caregivers would be “incentivized” to complete the portal questionnaires before 

the visit if the clinic “communicated the value or importance (of the questionnaire) to the 
parent.” Caregivers supported the possibility of the clinician spending less time asking them 

questions during the visit, and instead could focus on their child and caregiver priorities 

for the visit. The portal questionnaire could be an opportunity for caregivers to contemplate 

their answers and to reflect on questions to ask the clinician they otherwise may forget at 

the visit. Many caregivers conceptualized an open-ended repository for their own notes in 

the portal to store their thoughts in preparation of the visit because sometimes caregivers 

arrive with “a blank mind and just go off instinct of what we’re there for today instead of 
remembering what happened a few days ago.”

Another motivator to complete the questionnaire via the portal before the visit was the 

benefit of being able to carefully answer questions without distractions in the clinic. Many 

caregivers illustrated hectic scenes in the waiting room, trying to balance a clipboard and 

their children, while struggling to remember medical history details. We perceived a tone of 

ease when discussing the idea of a “pre check-in” or completing forms and questionnaires 

ahead of the visit. They imagined less pressure and frustration if they could complete the 

questionnaire at their own leisure and would be less likely to make mistakes. Regarding the 

pre check-in questionnaires commonly used at UCLA, one participant shared, “when we get 
the notifications, we try to do those ahead of time, just so that we don't need to worry about 
it there.”

In addition, the idea of completing serial questionnaires as part of a system for tracking their 

children’s asthma experience or related events, and medication use was attractive to many 

caregivers. Caregivers’ desire to understand what treatment is and is not working, and what 

environmental context affects their child’s asthma illustrated with the information they are 

reporting already. Caregivers noted the portal questionnaire was more likely to be completed 

if their child’s asthma symptoms were not controlled or they had worsening asthma so some 

imagined the information could serve as a dashboard for parents/caregivers and clinicians 

to track their child’s health and medication effectiveness over time. Access to the tracked 

information is considered reciprocation for taking the time to input the information as one 

participant explained: “Maybe that's a little bit of a selfish advantage, but I think that's 
something as parents to get the validation we're making the right choices and see it with 
actual data.”

Barriers to completing questionnaires

The most common reason caregivers did not use the patient portal was because they were 

unaware it existed. These caregivers said they would be interested in using a portal in 

general and to complete questionnaires prior to visits. One non-user perceived a negative 
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attitude from the front desk staff which deterred them from signing up for the portal, even 

though they had intended to enroll after the visit.

Another barrier was discomfort disclosing sensitive information. Caregivers felt self-

conscious that responses could expose less than perfect care of their children and 

unflattering realities of home life. “I have the feeling of parental guilt and think ‘Oh, no, did 
I give (his medication) to him every day?’” Some topics are easier to discuss than others; 

caregivers acknowledge difficulty “opening up” about allergens such as cockroaches in the 

home. One participant reflected, “I don't care if it's embarrassing, I just want to help my 
child” but pointed out that others may not feel the same. Two caregivers expressed some 

hesitation that their health information in the portal may not be secure, but that would not 

deter their use overall.

Most caregivers, portal users and non-users, imagined they would access the portal via the 

MyChart smartphone app but would prefer to sit down at a computer to complete longer 

questionnaires. Finding time to complete the questionnaire was seen as a potential but not 

major barrier. The primary concern was procrastination “some people are procrastinators and 
just forget,” so forgetting to complete questionnaires was seen as the most likely barrier. To 

address this, reminders to fill out the portal questionnaire are appreciated “with everybody’s 
busy schedule, constant (subtle) reminders help.”

Caregiver suggestions

Technical specifications/features—Reminder notifications to complete the portal 

questionnaire were strongly encouraged, as mentioned above. Caregivers preferred 

reminders via text message, ideally with a direct link to the questionnaire. The most 

common preference was to be informed about the questionnaire at the time the visit is 

scheduled, then at one week, 72 hours, and 24 hours before the visit if the questionnaire 

had not been completed. One caregiver suggested a countdown display of days left until 

their child’s doctor will review the chart before the visit. A personalized message with 

an explanation of the portal questionnaire’s purpose was preferred “if in the appointment 
reminder there was a line that the survey will specifically ‘help Dr. X in your child's care,’ 
as opposed to the nurse or the generic reminder.” They also would like to be informed 

about how much time they should expect to spend on the questionnaire before they start to 

fill-it out. Caregivers suggested a progress tracker in the questionnaire to know how many 

of the questions remain as they are completing it. Some recommended a ‘save’ function to 

complete the questionnaire in multiple sittings if needed and would that option before they 

begin completing the questionnaire.

Caregivers value efficiency as they complete online questionnaires. One example suggested 

was the questionnaire auto-populate with pre-existing medical and demographic data 

contained in the EHR data. Caregivers expressed frustration about having to write-in 

the fields of existing visit questionnaires’ repetition of static medical questions such as 

medications and family history “I still get asked the same questions about information that 
has not changed.” Caregivers also want the questionnaire interface to include anything that 

reduces the number of clicks.
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Flexibility of the questionnaire function and layout is also important to caregivers. While 

pre-written responses to designate with one-click are preferred, caregivers also recommend 

the option to enter free-text answers. They felt strongly about describing the reason for their 

visit in their own words and what was happening at home with their child’s asthma.

While the MyChart and electronic patient portals are convenient for most, caregivers 

recognize that not everyone has access to reliable Wi-Fi or a cell phone data plan. Caregivers 

were aware of the “digital divide” and highlighted that those who were not technologically 

savvy, did not have access to technology (including hardware or internet), or were unable to 

use the portal in English would be at a disadvantage. They suggested considerations be made 

such as mailing a print version with a return envelope or to complete the questionnaire over 

the phone with a staff member prior to the visit.

Integration of questionnaires into the clinical encounter—As highlighted above, 

it was very important to caregivers that clinicians acknowledge answers provided in the 

questionnaire and address their primary concern: “I think it does start from surveys like that, 
where you can address it with your pediatrician.” Caregivers suggested this would encourage 

sustained use of the portal questionnaires over time, encourage a sense of teamwork, and 

build trust. One participant noted, “If the doctor goes over it with you, then you feel like it 
was worth the time and effort versus if you go in and they don’t. If I’m filling out a form 
that’s 11 pages, I’m going to hope that the doctor looks at it.”

The more caregivers trust their clinician and feel that the clinician values what they 

share, the better the chance for open communication channels, which one participant 

highlighted: “There's a lot of back-and-forth making sure she (the doctor) understands 
what the situation…I don't feel we're being talked down to, or she's being preachy so I’m 
comfortable enough to ask the questions.” When caregivers feel a rapport with the clinician, 

they are more comfortable asking important questions, answering honestly, and identifying 

shortcomings in areas they may need to focus on. This was summarized by one participant 

as “if the parent doesn’t feel like you (the doctor) trust them, the parent’s not going to trust 
the physician.”

Discussion

Caregivers of children ages 5-11 years old with asthma in the UCLA Health System support 

the concept of completing an asthma questionnaire through a patient portal before their 

child’s asthma visit if they see the information is incorporated into the visit. They envision 

the portal questionnaire as a tool to enhance the relationship with the provider and care for 

their child’s asthma. While this is a paradigm shift for patients to provide information ahead 

of the visit, motivators to complete the questionnaire before the visit include its convenience, 

a distraction-free option to answer questionnaires, the possibilities of tracking data, and an 

opportunity to feel like a partner and team member in their child’s asthma care.

Of critical importance for long-term use would be for caregivers to observe the proven value 

of answering questionnaires before the visit and how it will contribute to their child’s asthma 

management. Ideally, they would witness clinicians incorporate the caregiver-supplied 
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data into the visit and actively discuss the reported concerns. Our participants reported 

barriers to complete questionnaires that include a lack of awareness about the portal, 

embarrassment about living conditions, fear of reporting incorrect information, preferring 

phone or assistance with the questionnaire, and busy lifestyle/procrastination.

During our interviews, caregivers strongly emphasized that understanding why they are 

being asked to complete questionnaires before the clinic visit and knowing clinicians would 

use the information during the visit to improve asthma care would encourage the portal 

questionnaires’ use and build trust. This is consistent with the patient-reported outcome 

(PRO) literature that an important factor to build trust is if the medical practitioner models 

the most conscientious effort possible.23,24 In recent years, training for clinicians regarding 

best practices to implement PROs into a clinical encounter have been developed primarily 

in oncology, but easily translated to other conditions such as asthma.25,26 This approach 

of involving the families is aligned with the NIH asthma guidelines that emphasize a 

“partnership in care” as a primary pillar of management27.

Eschlar et al’s group highlighted the importance of a positive relationship with the clinician 

to encourage form completion28 and this is especially important with sensitive topics. such 

as living conditions, financial strain, stress, and adherence. Choosing questionnaire wording 

can also ensure families feel comfortable responding. Clinicians can ameliorate caregivers’ 

discomfort by acknowledging topics can be sensitive, and they ask not to judge but to 

ultimately help the child’s asthma.

Recommendations of preferred portal features from participants include the ability to record 

observations about their child’s asthma between visits as well as track and display their 

child’s asthma progress over time. Encouraging families to take notes and ask clinicians 

questions about their care has been demonstrated to improve communication with clinicians 

in the inpatient setting29. The increased use of information technology (IT) to capture PRO 

data longitudinally has been implemented through various methods including web-based, 

inhaler trackers, social media, text messages, mobile applications, portal30,31.

Our study was limited in that it was a small cohort performed at a single academic teaching 

hospital and in English only. While we attempted to interview a diverse range of families, 

we did not capture a representative number of Hispanic/Latino participants within the UCLA 

System or Southern California. All participants had reliable access to internet and were 

above the federal poverty level. Caregivers who agreed to participate in our study over 

Zoom may be different than families who declined. Participants may have felt pressure to 

participate in the study or answer favorably if their child was currently a patient in the 

UCLA Health system. Due to the COVID-19 pandemic, we conducted our interviews over 

Zoom rather than in-person, which may have limited our ability to discover rich information 

through deeper discussions.

While electronic portals have demonstrated improved asthma management, uptake and 

regular use can be suboptimal12,32. Barriers reported in previous studies include difficulty 

learning a new process, lack of computer or reliable internet access, poor clinician 

relationship, difficult interface, and the sentiment that the medical team should be in 
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charge of collecting information; facilitators include personalization, easy-to-use interface, 

efficient, and encouraging family involvement with the healthcare team12,28,33-35. Our 

findings highlight the importance of understanding the end-users’ needs and expectations 

beyond the technical build. Built-in feedback loops and an iterative design philosophy that 

incorporates quality improvement and implementation science approaches as well as user 

experience design are more likely to lead to a successful implementation and sustainability.

Caregivers are likely to complete a patient portal asthma questionnaire before their child’s 

visit if they understand the questionnaire purpose, and if clinicians acknowledge and discuss 

caregiver answers related to the care plan during the visit. Caregivers are also interested 

in features to track their child’s asthma medications and symptoms over time. Future 

directions include studying adolescent self-reported data. Currently we are designing a 

patient portal intake questionnaire to deliver patient-entered data into an EHR-based clinical 

decision support (CDS) system to deliver recommendations to the healthcare provider for 

discussion with the family during the visit. We prefer to frame this approach beyond the 

traditional concept of CDS as a “partnered” decision support by using caregiver-informed 

data to provide recommendations to clinicians and families for enhanced pediatric asthma 

management.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Table 1.

Participant demographic characteristics

Demographics n=25 (100%)

Gender

Female 18 (72%)

Male 5 (20%)

Not disclosed 2 (8%)

Age (years)

20-29 1 (4%)

30-39 5 (20%)

40-49 17 (68%)

50-59+ 2 (8%)

Race

African American/Black 5 (20%)

Asian 4 (16%)

White 10 (40%)

Other/Mixed/Not disclosed 6 (24%)

Ethnicity

Hispanic/Latino 7 (28%)

Not Hispanic/Latino 18 (72%)

Time child at UCLA (years)

0-2 2 (8%)

>2-4 3 (12%)

>4-6 8 (32%)

6+ 12 (48%)

City Median Income <$59,000*

Yes 6 (24%)

No 18 (72%)

Unknown 1 (4%)

Highest education level

High school graduate/GED 5 (20%)

Associate degree 2 (8%)

College graduate (BA or BS) 10 (40%)

Graduate/Professional degree 8 (32%)

Insurance

PPO/HMO via employer 18 (72%)

Covered California exchange 1 (4%)

Government funded 6 (24%)

Specialist care for asthma

Yes 14 (56%)

No 1 (4%)
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Demographics n=25 (100%)

Gender

Unknown 10 (40%)

Completed any paper questionnaires before

Yes 20 (80%)

No 1 (4%)

Unknown 4 (16%)

Completed any portal questionnaire before

Yes 7 (28%)

No 6 (24%)

Unknown 12 (48%)

Portal User

Yes 20 (80%)

No 5 (20%)

Reliable internet at home

Yes 24 (96%)

Unknown 1 (4%)

Preferred way to access MyChart (n=20)

Phone App 16 (80%)

Computer (desktop/laptop) 4 (20%)

*
Department of Housing and Urban Development (HUD) “very low-income level” for family of 4 in Los Angeles County
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Table 2.

Themes, codes, and representative quotes from the interviews

Themes Codes Example Quotes

Communication 
preferences with 
doctors

• Back-and-forth 
discussion

• Information doctor 
needs

• What caregivers want 
included in the 
questionnaire

• The specialist calls me: "Do you have any questions? What's 
going on? How do you feel?" And for that reason alone, I will 
stay at UCLA because she reassures me.

• Pediatricians need to understand there are different types of 
asthma, and that it can present differently in different kids.

• The questions that are particularly important are how long the 
child's been experiencing symptoms, under what conditions, if 
they were environmental or related to that.

Current perceptions 
of visit check-in

• Negative perceptions 
of filling out 
questionnaire during 
visit

• When I was in the office trying to fill out the form, do the 
appointment and trying to talk to the doctor, I was frustrated, 
flustered and unhappy.

Caregivers’ 
priorities during 
child’s asthma visit

• Information needed or 
wanted from doctor

• Having the support of our doctors has been really awesome and 
giving us the information written out has been very helpful.

• Just making the parent feel like you trust them.

Perceived utility 
of asthma 
questionnaires

• Don’t know how 
questionnaire is used

• Caregivers’ impression 
of the questionnaire

• I've seen doctors not read the forms that we filled out in the 
waiting room. They don't really seem to have time to go through 
the form and it's sat there. Sometimes, as I left, it's still in the 
clipboard. It's more like, did they even read it? I don't find the 
purpose of them.

• I filled everything out, it was quite long.

Motivation 
for caregivers 
to complete 
questionnaires 
before visit

• Effect of demonstrated 
use on motivation

• Value of doctor 
reviewing the 
questionnaire before 
visit

• Value of reviewing the 
questionnaire during 
visit

• Communicating that this is information the doctor will need 
going into the consultation…I think knowing what its utility is, 
that it’s going to make the consultation more constructive and 
efficient would probably motivate me.

• I think it would be beneficial to have that before, so that the 
doctor does have time to read it

• Go through it with us - all the questions - and then if there was 
anything that came up in red, to get more details.

Anticipated 
facilitators 
to complete 
questionnaires in 
portal

• Questionnaire entered 
directly into EHR

• Questionnaire ease of 
use

• Benefit of 
questionnaire 
flexibility

• Benefit of portal

• Tell them they only have to do it once and then it goes into the 
system.

• It'd be nice to have a very specific form as it pertains to asthma, 
where you can actually pull that up and get straight to that 
conversation of what are the issues and how we can address 
those things.

• Make it all click, like click this box. The more I have to annotate, 
the more I might skip.

• If you consider the option to fill out the form and save it and 
keep working later is going to be the best idea.

• It is helpful with… Because you have all your appointments on 
there to remind you like, "Oh, when is my appointment." And 
then, you do check. That's what I do like about it.

• It’s more convenient and then you could save the earth, cut out 
paper.

Anticipated barriers 
to complete 
questionnaires in 
portal

• Questionnaire 
language

• Education level is a big thing. I think computer literacy is a big 
thing.
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Themes Codes Example Quotes

• Issues with caregivers’ 
prioritization of 
questionnaire

• Unreliable technology

• People are just procrastinators, and they just forget - they mean 
to do it, it's not on purpose.

• Apps crashing or connectivity or what not. I think that is a 
barrier and that's applicable across the board.

Caregiver 
suggestions for 
portal questionnaire 
features

• Alert/reminder 
preference

• Questionnaire fill 
modality

• Suggestions for portal 
interface

• Support for patient 
information tracking

• Text messages are ideal. People don't check email as often. And 
with text messages you can leave it unread, so it'll remind you.

• Leaving a space to put whatever comments you want for your 
physician - it’s always helpful to have that option.

• A function that you could save and continue because it’s going 
to be difficulty to sit and focus for longer questionnaires.

• If there's something on My Chart that can say you've used it 
less this quarter, or we're back to using it on a weekly basis, or 
something that could help us diagnose, is the child's condition 
getting better? I think that would be really helpful for us to see 
the results of all of those questionnaires added together.
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