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Objective: Written summaries about visits with general practitioners’ have influenced increased

patient knowledge, satisfaction, recollection, and compliance, and strengthened the doctor–patient

relationship. All previous studies about this communication pre-dated the electronicmedical record

(EMR) era, and none examined views from parents of children with asthma. We explored parents’

perceptions about receiving a hard copy summary Letter immediately following the visit, with the

pediatric asthma specialist about findings and the care plan for their child.

Methods: A Parent Advisory Council helped inform this pilot study, an observational cross-

sectional electronic survey. Each Letter included a comprehensive summary of the child’s visit

with the specialist.

Results: Previous findings from patients about the benefits of receiving this Letter were

strongly supported by data from 51 participants. Interestingly, more than 54% of respondents

preferred receiving a hard copy Letter over an electronic copy, and 98% wanted other

clinicians to adopt this practice.

Conclusion: Parents of children with asthma value and want timely written information of

this nature from other clinicians.

Practice Implications: These results can influence further asthma research to promote

a change in the perceptions of clinicians, parents, and patients about timely access to health

information in the EMR era.
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Highlights
In this study, we explored parents’ perceptions about receiving a hard copy of an

asthma specialist’s summary EMR letter at the end of the consult visit.

What’s Known on This Subject

Sharing written communication following an asthma specialists’ visit with adult

patients has influenced an increase in their knowledge, recollection, compliance,

and satisfaction with care. To date, all previous studies about this communication

pre-date the electronic medical record (EMR) era, and none examined views from

parents of children with asthma.

What This Study Adds

Parents value and want to receive a hard copy of their child’s asthma specialist’s

EMR-generated summary letter at the end of the visit. They would like to receive

information of this nature in the future from other clinicians.

Introduction
Development of care partnerships with parents, caregivers, and children, a goal of

pediatric patient and family-centred care, have informed and improved the quality of
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pediatric self-management alliances and programs, including

those targeted toward children with asthma.1 Specifically,

improved oral and written communication by physicians in

pediatric asthma care have increased patients’ satisfaction,

improved health outcomes, reduced unnecessary use of

health-care resources,2,3 and enhanced patient adherence4 to

treatment. Providing parents with copies of General

Practitioners’ (GP) referral requests5,6 to specialists, or spe-

cialists’ summary Letters immediately at the end of the

child’s visit, for later review and discussion, are family-

centred care practices. Recent technological advancements

such as the availability of electronic medical records (EMRs)

can assist parents and clinicians to more readily access and

share health information with each other in a timely manner.

Since 2000, the National Health Service (NHS) in the

United Kingdom (UK) has recommended that clinicians’

share Letters with patients to increase patient satisfaction

and improve compliance,7 and to strengthen the doctor–

patient relationship.8–10 Patients have reported a high-level

of satisfaction with, and understanding of, the content

included in these Letters, an overall positive feeling

about receiving them,11–14 and better recollection of visit

discussions.7,15 Perkins16 conducted a survey and found

that patients who received Letters, asked more focused

questions at subsequent appointments and followed treat-

ment recommendations more closely because they had

greater understanding of those recommendations. Of par-

ticular note is the finding that improved communication

did not lengthen consultation times.17

The studies citedwere conducted in the pre-EMR era, and

none solicited views from parents or caregivers of children

with respiratory disorders. To address this knowledge gap in

current pediatric respiratory practice, we conducted a pilot

study to examine the perspectives of parents (term used

throughout and inclusive of caregivers) who received an

EMR-generated hard copy Letter (the “Letter”) from one

pediatric pulmonologist at the end of their child’s consult

visit for asthma. The Letter, addressed to the referring GP,

included a summary of the child’s presenting condition,

medical history, physical exam, and recommendations for

treatment, and was part of the pediatric pulmonologist rou-

tine practice. The objectives of this pilot study were to: (1)

survey parents’ perceptions about receiving a hard copy of

this Letter at the end of their child’s consult visit; (2) explore

parents’ reasons for reading the Letter; and (3) determine

whether parents wanted to receive this type of communica-

tion, and how, from other clinicians.

Methods
Aim, Setting, and Design
The aim of this pilot study was to examine parents’ percep-

tions about receiving a hard copy EMR-generated letter

from a pediatric pulmonologist at the end of their child’s

first asthma consult visit. This study was conducted between

October 2016 and October 2017 in Alberta, Canada, with

parents who attended a pediatric pulmonologist’s outpatient

clinic with their child. We chose an observational cross-

sectional survey design18 to examine and describe parents’

perceptions about receiving the Letter at the end of their

child’s visit with the specialist, so at one point in time.

Parent Engagement
At the inception of this study, the primary investigator sought

the expertise of the Lead (VV-W) of the Patient Engagement

Platform, Alberta Strategy for Patient Oriented Research

Support Unit (AbSPORU),19 to identify and support parent

volunteers in engaging as research partners20 on the Parent

Advisory Council (PAC) at the “Involve” level of

engagement.21,22 The three PAC members (a mother of two;

a father of two; a grandparent/caregiver) were not participants

in the study. They collectively provided feedback on the study

design, questionnaire development, data analysis, and disse-

mination of findings.22 Two PAC members lived in the city

where the study was conducted, and the third member lived in

a rural community 4 hours north of the city. All PAC mem-

bers had accessed various specialists, at numerous times as

part of the care of their children/grandchildren.

Questionnaire Development
The questionnaire chosen for the survey was adapted from

one used in a United States (US) study about the impact of

providing patients with access to their medical

information.23 Content validation was completed by enga-

ging with PAC members and 10 other parents who volun-

teered to evaluate questions for clarity and relevance to the

purpose of this study. Based on their input, the study team

with the PAC members, made revisions to seven questions

to enhance clarity (see Appendix A for the final version of

the questionnaire used in this study).

Recruitment and Data Collection
Following ethical approval for the study from two uni-

versity Research Ethics Boards (Athabasca and Alberta),

recruitment was initiated. Parents who consecutively

attended a pediatric pulmonologist’s outpatient clinic
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with their child for the first time for asthma evaluation

were invited to participate. At the end of the consult

visit parents received a hard copy Letter summarizing

their child’s visit. At this point the pulmonologist (IA)

explained the purpose of the study, provided them with

a copy of the study information letter, and invited them

to participate. Expressions of interest were confirmed by

parents providing their e-mail addresses on an enroll-

ment sheet. No other identifying information was col-

lected. Since the visit was over and the parents had

already received their Letters there was no coercion to

participate.

At the end of each week, one of the co-investigators

(JR) sent the online link to the questionnaire to those

who had provided e-mail addresses, requesting each to

complete the survey within 14 days of receiving it.

Consent was implied when participants completed and

submitted the questionnaire. As needed, one follow-up

email reminder was sent, after which, seven additional

days were provided for completion and submission of

the questionnaire. A parent could change his/her mind

and decline to participate by simply not submitting the

questionnaire. The decision to participate in the study or

not, had no bearing on the care received, since the

responses were aggregated with no linkage to identify-

ing information.

Study data were collected and managed using the

Research Electronic Data Capture (REDCap©) tools24

hosted and supported by the Women and Children’s

Health Research Institute at the University of Alberta.

Analysis
Descriptive statistics were used to summarize parent

perceptions of the format of, and information in, the

Letter, their experiences with reading and understanding

the Letter, and their preferences for receiving Letters

from clinicians in the future. Response options included:

1) Disagree, 2) Somewhat disagree, 3) Somewhat agree,

4) Agree, 5) Do not know. Agree or Somewhat Agree

responses were pooled when reporting endorsement of

statements. Spearman Rank correlations were used to: 1)

explore the perceived helpfulness of the Letter in terms

of facilitating parents’ care of their child, and 2) trust in

and open communication with, the pulmonologist.

Missing data were handled with pairwise deletion. All

statistical analyses were completed using IBM

SPSS 24.0.

Results
Sample
Over the one-year period assigned for recruitment, 160

parents of children with asthma were consecutively pro-

vided information about this study and 118 agreed to

participate and provided their email addresses. In total 51

(43%) submitted a completed questionnaire. Additional 11

incomplete questionnaires submitted were not included in

the analysis. To meet ethical requirements for this specific

study, no demographic data was collected and thus we

could not characterize incomplete or non-responders

from complete responders.

Descriptive Analyses
Of the 51 parents, over 90% agreed that the Letter they

received accurately summarized the visit and details about

their child’s condition, including medical history and physi-

cal examination findings (Figure 1). Over 80% of these

parents agreed that the information within the Letter was

helpful as a tool to learn more about their child’s medical

condition, further tests, and recommended treatments

(Figure 1). Parents’ experiences reading the Letter were

very positive (Figure 2) with the majority of parents (94%)

reporting a better understanding of their child’s condition

and improved recollection about future treatment plans.

A majority of parents also reported (Figure 3) feeling more

in control of their child’s health (80%) and better able to take

care of their child (82%). Most notably, a strong majority of

parents reported greater trust in the pulmonologist and that

the Letter facilitated open communication with him.

Almost all parents (98%) stated that they wanted to

receive similar Letters at future clinician visits (Figure 4).

One-third of parents stated that they would like the option

of adding comments to the Letter that was sent to their GP.

Interestingly, fewer than half of the parents wanted to

receive these Letters electronically (45.1%) or through

a secure website or mobile app (45.1%).

Correlational Analysis
Our results demonstrated that parents’ perceptions of an

improved understanding of their child’s medical condition

were moderately and positively associated (Table 1 and

Appendix B) with perceptions of their: ability to take care

of their child (rs=0.419, p<0.01); feeling more in control

of their child’s medical condition (rs=0.452, p<0.01); and

learning about their child’s condition and future tests that

might be ordered (rs=0.412, p<0.01; rs=0.324, p<0.05).
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Learning more about their child’s medical condition was

also moderate to moderately high and positively associated

with learning more about associated tests and treatments

related to the condition (rs=0.663 to 0.678, p<0.01).

Learning about treatments was moderately and positively

associated with parents’ reports of feeling better able to

remember the care plan, better able to take care of their

child, and feeling more in control (rs=0.385 to 0.424,

p<0.01).

Notably, perceived improved understanding and knowl-

edge about their child’s medical condition and feeling more

in control were moderately and positively associated with

higher levels of trust in the pulmonologist (rs=0.392 to 0.496,

p<0.01; rs=0.337 p<0.05). Also related to trust, were parents’

statements that were positively associated with being able to

openly communicate with the pulmonologist: understanding

and learning about the child’s medical condition (rs=0.420,

p<0.01); remembering the plan of care (rs=0.372, p<0.01);

and having trust in the specialist (rs=0.572, p<0.01).

Discussion
This pilot study focused on previously unexplored percep-

tions of parents of children with asthma (where commu-

nication and partnerships-in-care between parents and

physicians are so important3,4,17), with regard to the prac-

tice of providing each with a copy of the EMR-generated

specialist’s Letter to the referring GP, at the end of the first

asthma consult visit. Parents in this study indicated that

Figure 2 Percentage of parents who found the Letter “very helpful” or “helpful” for learning about aspects of their child’s condition.

Figure 1 Percentage of parents who “agreed” or “somewhat agreed” with statements about information provided in the Letter they received.
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their child’s medical condition was summarized accurately

in the Letter and that they were more familiar with their

child’s overall health condition because of the information

included in the Letter. As well, most parents understood

the terminology used, and wanted to receive similar

Letters at the end of clinician visits in the future.

There were positive associations across a number of

variables in our study such as, parents’ improved under-

standing of their child’s health, their perceived ability to

take care of their child, and their reports of feeling more in

control about their child’s overall health.

Concomitantly, parents reported trusting the pulmonol-

ogist more. The results of this study support the findings of

Damian,8 Saunders,9 and Tomkins10 who previously

reported that this practice of information sharing in

a Letter had resulted in increased patient satisfaction,

improved uptake of recommendations, and strengthened

doctor–patient relationships.

While patients in other studies have reported feeling

better prepared for their next appointments as a result of

having previously received a copy of the referral request

letter,6 have demonstrated improved adherence to treat-

ment, and reported the benefit of having time to plan

questions for next appointments,7,16 these were not vari-

ables assessed in the current study and should be explored

in future studies with parents. Clinicians’ time used to

prepare the Letter should also be assessed.

An unexpected result from this study was that the

majority of parents identified that it was less desirable

for them to receive the Letter electronically or through

Figure 3 Percentage of parents who “agreed” or “somewhat agreed” with statements about their experiences reading the Letter.

Figure 4 Percentage of parents who agreed with statements about preferences for receiving similar Letters in the future.
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a mobile app, compared to receiving a hard copy of the

Letter at the end of the visit. These results are worthy of

closer examination because the current climate in health-

care is such that many practices are being migrated to

online or electronic interfaces for improved accessibility

and reduced costs. Given the initiative in Alberta to build

a province-wide electronic health record system in acute

care settings to bridge online information sharing among

patients, caregivers, and clinicians, more research around

patient and parent preferences for accessing this informa-

tion online is timely.

The PAC members expressed frustration during post-

study meetings, that a practice so obviously beneficial to

parents and their children would most likely be restricted

and hindered from timely implementation in clinical

practice due to policies and procedures related to infor-

mation access, concerns about litigation, and the risk of

privacy breaches. They were also intrigued by parent

participants’ hesitancy to receive Letters in electronic

formats or through online portals. PAC members had

the following insights about this result: 1) concern for

information leaks and whether the use of the “cloud” to

store and share online information could have possible

impacts when applying for medical insurance etc.; 2)

preferences some had for the tangible paper Letter

which could be read together and easily shared with

other family members or caregivers; and 3) the sharing

of information online is so normalized now (for example,

online banking), that this may eventually become true of

medical information. Other important observation by our

PAC members were that 1) they had not realized what

was missing in their child’s care (ie, access to the Letter

from specialists) until they participated in this study,

and 2) the waste of time and money with the current

practice of needing to make an appointment with the

referring GP to hear the results of the specialist’s assess-

ment. They also suggested shortening the questionnaire

for future studies.

To date, all previous studies about this written com-

munication practice pre-date the EMR era, and no

researchers examined views from parents of children

with asthma. Providing the patient or caregiver with

a copy of a GP’s referral request5,6 or a specialist’s

summary Letter is a practice increasingly being adopted

in many Western countries. In fact, copying (ie, carbon

coping [cc.]) patients on such Letters has become man-

datory in some locales, such as in the UK and Israel. In

that respect, Canada is lagging behind.25 The results of

this study identify an opportunity to improve the patient

and family centredness of pediatric clinical care.26 As

one of our PAC members, Laura Saunders publicly

shared . . .

The thing that stood out in my mind was how little

involvement I have had in my health care. . . . I, a key

stakeholder, am not often in the loop regarding the man-

agement and delivery of the care I or my children,

receive.22

Limitations
To address ethical considerations of confidentiality and the

risk of coercion since the PI recruited all potential

Table 1 Spearman’s Rank Order Correlations Between Statements About Parents’ Experiences Reading the Letter (See Appendix B

for List of Statements)

Q1 Q2 Q3 Q4 Q5 Q6 Q7 Q8 Q9 Q10 Q11 Q12 Q13

Q1 1.000

Q2 0.140 1.000

Q3 0.317* 0.588** 1.000

Q4 0.103 0.419** 0.517** 1.000

Q5 0.026 0.452** 0.480** 0.878** 1.000

Q6 −0.142 −0.009 0.137 0.083 0.003 1.000

Q7 −0.140 0.412** 0.312* 0.332* 0.429** 0.043 1.000

Q8 −0.133 0.324* 0.275 0.215 0.299* 0.064 0.663** 1.000

Q9 −0.113 0.266 0.424** 0.385** 0.396** 0.043 0.678** 0.683** 1.000

Q10 0.071 0.133 0.115 0.067 0.121 −0.010 0.498** 0.601** 0.490** 1.000

Q11 −0.279* −0.056 −0.185 −0.073 0.009 0.127 0.116 −0.197 0.083 0.000 1.000

Q12 0.010 0.392** 0.190 0.198 0.337* 0.118 0.496** 0.232 0.212 0.143 0.097 1.000

Q13 −0.111 0.295* 0.372** 0.101 0.182 0.165 0.420** 0.081 0.206 0.004 0.069 0.572** 1.000

Notes: *Correlation is significant at the 0.05 level (2-tailed). **Correlation is significant at the 0.01 level (2-tailed).
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participants, no demographic data of participants were

obtained. Collecting and analyzing demographic informa-

tion such as age, income, relationship to child, education,

or ethnic/cultural background, would have helped to iden-

tify additional factors that could have influenced participa-

tion and responses. It is unknown as well, how recruitment

by the PI as the specialist, influenced overall and indivi-

dual participation and responses. We also acknowledge

that as this was a pilot study, it was necessarily a small-

size single-center study, with only a 43% response rate. As

a result, the findings have limited generalizability beyond

similar specialty clinics in Canada. Nonetheless, these

results do clarify this opportunity to provide improved

parent/child-centered care.

Conclusion
We anticipate that the results of this pilot study will help

influence both additional research and policy revisions, to

promote change in the perceptions of clinicians, parents,

and patients about ready access to health information of

this nature from clinicians. We also experienced the ben-

efits of engaging with parents as partners in asthma

research, through the Parent Advisory Council. They

helped ensure that the study design, questionnaire devel-

opment, analysis of data, and dissemination of results were

informed by their valuable perspectives as front-line sta-

keholders. Together, these results have the potential to

influence further study around this practice so as to posi-

tively shift not only asthma specialists’ standard practices

to include the provision of an EMR-generated letter for

parents at the end of every child’s visit, but indeed, how

research with stakeholder partners such as parents, is con-

ducted in the future.
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