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VERSION 1 - REVIEW 

REVIEWER Xin Li 
Nanjing Medical University  
P.R. China 

REVIEW RETURNED 09-May-2016 

 

GENERAL COMMENTS Overall, this is a very interesting and challenging analysis of the 
requirements and access needs of patients to their hospital 
electronic health record. Only a few issues need consideration:  
1. The authors choosed the cystic fibrosis population as the 
research sample. Because the CF is a chronic disease, the results 
of this paper only represent the views of some patients with chronic 
disease. Therefore, the study design is not appropriate to answer 
the research question. The title needs rewording as follows: The 
requirements and access needs of patients with chronic disease to 
their hospital electronic health record: results of a cross-sectional 
questionnaire survey. On the other hand, the study limitations should 
be discussed adequately.  
2. The authors should add a table to describe the characteristics of 
the respondents.  
3. In the page 10 line 48, "wasommitted" should be changed to "was 
ommited". 

 

REVIEWER Ari Mwachofi 
Brody School of Medicine, East Carolina University, USA 

REVIEW RETURNED 31-May-2016 

 

GENERAL COMMENTS This paper addresses an important issue relating to efficient and 
effective us of EHRs. The findings could be invaluable to planning 
improvements in EHRs‟ effectiveness and in active patient 
engagement in their health care. The findings have implication 
beyond health care.  
 
The paper could be improved by a clearer examination and 
discussion of:  
1. Logic behind the selection of the four themes and 15 functions 
and how they relate to effectiveness and efficiency  
2. Clearer discussion of the study design and the reasons in support 
of the design – including patient recruitment  
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3. Sample selection/recruitment of patients – discuss possible 
implications of excluding/not recruiting patients due to their current 
health conditions/severity of their conditions  
4. A more organized/focused discussion of the results with short 
summaries of each finding  
5. What is the point at which you consider majority 50% or 60% ? 
For example more than 80% of the patients thought access to 
information and knowledge to be very important, important, or quite 
important and only 19.4% thought it to be unimportant. Maybe the 
results could be reported in two categories – important and 
unimportant.  
 
6. Since the electronic age is relatively new, it would be important to 
discuss the possible effects of lack of knowledge or experience with 
certain functions – e.g. differences in ratings for value for relaying 
information on areas that influenced their immediate clinical 
management, and ratings on access to information and knowledge 
portals – could this be due to lack of experience with access to 
information and knowledge?  
7. As above – it is important to discuss differences in function rating 
in relation to patients‟ ages because the reported age range is 17-58 
years. The younger ones might have greater familiarity with the 
electronic age that the older patients  
8. “In contrast the ability to comment on experience of care and to 
comment on errors or omissions in the ECR were ranked lowest. In 
total 7.5% of patients did not rank this section or had„spoiled‟ scores 
due to inaccuracies”. – is this due to the question format? Could it be 
due to patients‟ lack of understanding/experience with this function, 
or patients‟ age – older less familiar with electronic age  
9. Discussion section could be reorganized around functions, patient 
rankings of the functions and the policy and practice implications for 
the rankings 

 

REVIEWER Sarah Collins 
Brigham and Women's Hospital, Boston, MA, USA 

REVIEW RETURNED 15-Jun-2016 

 

GENERAL COMMENTS This manuscript describes portal functionality and prioritization of 
requirements analysis from the patient perspective for a population 
of cystic fibrosis patients. Performing this type of patient-centered 
requirements analysis is important early in the development stage of 
a patient portal/PHR. The authors should consider the following 
revisions:  
1. A response rate of 98.5% was achieved. Please comment on 
factors that may have led to this exceptionally high response rate.  
2. page 7 line 54 states: "Due to small numbers within some 
categories" Please clarify what categories are being referred to. 
From the example in brackets it appears to be Likert scale 
categories but it is not clear.  
3. Aligned with #2 above, please provide a more detailed description 
of the questionnaire. Were the functionality options presented the 
same across all 4 themes? Please provide a list of each functionality 
for each theme from the survey. It is apparent from the results 
tables/figures that there was much overlap, but not 100% overlap 
and it is not clear why that would be.  
4. Some of the functionality listed in Figure 1 appears to be specific 
to Cystic Fibrosis (i.e., lung function, CRP). Please comment on the 
generalizability of the list of functionality to other populations and 
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how this study could be repeated for comparison to other 
populations given the specificity of the questionnaire.  
5. page 11 line 43-45 - "Comment on errors of omissions" was not 
ranked the lowest in Figure 3, but was ranked 2nd lowest in Figure 
4. However, the lowest functionalities from Figure 3 are not included 
in Figure 4. please explain this discrepancy. 70% percent ranked 
'Comment on errors of omissions' as very important/important in 
Figure 3, more than ranked "feedback on service experience" as 
very important/important. Please interpret why the lowest ranked 
items still receive high scores for very important/important and, given 
those findings, is the ranking a useful measure? How should the 
ranking be interpreted and used? Also, please confirm if these 
results can be compared given that some of the functionality 
appears to be missing from the ranking in figure 4 (i.e., advance 
directives and organ donation).  
5. page 11, line 47 Please provide a detailed explanation for "spoiled 
scores' due to inaccuracies" in the methods and how this was 
determined and the impact on validity of results.  
6. page 13, line 9. How did the results "demonstrate real 
engagement"? The survey only asked about their perceptions, not 
their use. Please explain and support this comment with evidence or 
remove.  
7. page 14, line 12-15. The brief discussion around patients entering 
information related to food/activitiy/mood/QOL seems to assume that 
this should happen. While the authors acknowledge that their data 
did not address the reasons patients might rate these functions less 
favorably, there appears to be an assumption that there would be a 
benefit to patients in gathering these data, presumably in advance of 
an office visit. The authors may want to discuss/explore those 
assumptions and evidence to support them. If this information is 
entered in advance of a clinic visit would it be reviewed before the 
visit? If it is only reviewed/discussed during the visit what is the 
incentive to patients to take their own time to enter it in advance? 
What is meant in this context by maximizing future engagement? 
Please clarify assumptions or cite evidence if maximizing future 
engagement is intended to benefit patient care and outcomes or 
have other benefits in this context. Also, please clarify what type of 
scales should be integrated into EHRs.  
8. page 15, line 3-5. This sentence about work that has already done 
to incorporate patient's own videos and experience is confusing as it 
was not mentioned previously and is not clear when/how it relates to 
this work. Please provide more detail and context of how it relates to 
the present study.  
9. page 15 line 46. This sentence is confusing as a concluding 
sentence because the study did not evaluate patient, social, clinical 
and organizational contexts. It is assumed by this reviewer that the 
authors included this sentence as reference to future work that 
should be done, but that is not clear or specifically stated in the text - 
please clarify. This study evaluated patient perspectives only and 
the conclusion should be specific to those methods/results.  
10. Please review for spelling errors  

 

VERSION 1 – AUTHOR RESPONSE 

Response to Reviewer 1 Reviewer Comment Response  

Point 1 The authors chose the cystic fibrosis population as the research sample. Because the CF is a 

chronic disease, the results of this paper only represent the views of some patients with chronic 

disease. Therefore, the study design is not appropriate to answer the research question. The title 
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needs rewording as follows: The requirements and access needs of patients with chronic disease to 

their hospital electronic health record: results of a cross-sectional questionnaire survey. On the other 

hand, the study limitations should be discussed adequately. We agree and accept this comment. The 

title has been changed as suggested.  

„The requirements and access needs of patients with chronic disease to their hospital electronic 

health record: results of a cross-sectional questionnaire survey „  

 

Within the discussion we have also acknowledged this as a limitation of the study.  

„The study itself has inherent limitations. We have used a single chronic disease as a research 

sample, although it has multi-system involvement and is likely to reflect a number of individual factors 

that influence patient response, specifically in relation to clinical priorities, stage of illness, number of 

comorbidities, and social support. This data was not collected, although we aimed to minimise these 

confounders by recruiting a representative patient sample from consecutive appointments and clinics 

and succeeded in recruitment of a broad age group, proportionate in gender, with a wide range of 

disease severity evidenced by lung function as measured by FEV1 (%)of 15-120%. Underpinning 

explanations for patient responses were also absent, where qualitative responses may have offered 

greater depth and clarification to the responses we obtained‟.  

 

 

Point 2 The authors should add a table to describe the characteristics of the respondents Thank you 

for your comment and we would have inserted but are restricted by the journal guidelines that limit us 

to 5 tables and figures ie  

„We recommend your article does not exceed 4000 words, with up to five figures‟ We have therefore 

been required to insert in the text or lose valuable information within a theme of the questionnaire  

Point 3  

 

 

In the page 10 line 48, "wasommitted" should be changed to "was ommited". We have noted this and 

it has been corrected in the script  

Response to Reviewer 2 Reviewer Comment Response  

Point 1 A clearer examination and discussion of  

Logic behind the selection of the four themes and 15 functions and how they relate to effectiveness 

and efficiency Thank you for your comment and we have inserted a section within the discussion to 

address this  

Four themes were included in the questionnaire; perceived value, access needs, sending of 

information to the EHR and communication and feedback. This choice was based on previous 

research which indicates that patients value novel content relevant to their immediate and ongoing 

care, place critical importance on access to information, including clinical measures and resources 

that help in management of their condition,[23] and desire content which enables communication with 

clinicians and contains a high level of functionality.[14] Other included functions were those already 

shown to be related to improvements in effectiveness and efficiency, including improved self-

management and access to appointment scheduling and repeat prescriptions requests,[14], improved 

rates of medication adjustment in chronic conditions associated with access to clinical data,[26] 

enhanced patient safety through identifying medication list errors [27] and increased patient 

satisfaction and experience of care facilitated by communication links within the EHR[14] All 

contributed to a robust questionnaire design.  

 

Point 2 Clearer discussion of the study design and the reasons in support of the design – including 

patient recruitment  

Thank you and we accept this comment. Within the methodology more detail has been included :-  

 

1. A statement regarding purposive sampling (Page 5)  
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2. Further support within the methodology for patient recruitment within the cystic fibrosis unit (Page 

6) „The regional unit also had an established EHR in use since 2007 with > 400 codes accounting for 

all aspects of clinical care, which were registered under the systematised nomenclature of medicine 

clinical terms (SNOMED CT) [19-20] and 9 years of digital data use. The technology was therefore 

robust, whilst providing unique digital data unavailable to other patient groups with chronic disease 

within the same hospital. This infrastructure offered the capability for delivering patient requirements 

and secure data sharing and a practical context for recruitment of this sample‟.  

 

3. Further detail about the sample through (Table 1) and supporting results which indicates a broad 

range of disease severity evidenced by lung function measures of 15-120%  

 

4. And further acknowledgement of limitations but also the diversity of the sample within the 

discussion  

The study itself has inherent limitations. We have used a single chronic disease as a research 

sample, although it has multi-system involvement and is likely to reflect a number of individual factors 

that influence patient response, specifically in relation to clinical priorities, stage of illness, number of 

comorbidities, and social support. This data was not collected, although we aimed to minimise these 

confounders by recruiting a representative patient sample from consecutive appointments and clinics 

and succeeded in recruitment of a broad age group, proportionate in gender, with a wide range of 

disease severity evidenced by lung function measures of of 15-120% (FEV1). Although underpinning 

explanations for patient responses were absent, where qualitative responses may have offered 

greater depth and clarification, the use of a cross-sectional questionnaire enabled rapid feedback 

from an adequately powered sample of the clinic population.  

Point 3 Sample selection/recruitment of patients – discuss possible implications of excluding/not 

recruiting patients due to their current health conditions/severity of their conditions  

Thank you for your comment. The questionnaire incorporated 58 questions in total and 15 rank 

functions and so we were mindful of respondent burden for patients who were acutely unwell. Patient 

have intensive monitoring and attend 2 monthly out-patient appointments. As we have noted above 

we have tried to address your comment by including lung function for the sample. This indicated a 

wide breadth of disease severity with mean lung function lying in the mid- range of 65%. This was 

addressed in the following insertion within the results and discussion  

 

Methods (Page 6)  

Eligibility criteria for participation were: a) a diagnosis with cystic fibrosis b) attending the Adult 

Regional Unit for Cystic Fibrosis for routine care c) aged 16 years and over d) and at a time of clinical 

stability, in order to minimise further respondent burden at a time of acute illness. No exclusion criteria 

were stipulated  

Results (page 8)  

Patient characteristics are shown in Table 1. Patients attend routine 2 monthly appointments and 

were noted to have a wide range of disease severity, mean FEV1 65.5% (± 25.1), ranging from 15% 

to 120%, and at all stages of the disease spectrum.  

Discussion (page 18)  

….we aimed to minimise these confounders by recruiting a representative patient sample from 

consecutive appointments and clinics and succeeded in recruitment of a broad age group, 

proportionate in gender, with a wide range of disease severity evidenced by lung function measures 

of 15-120% (FEV1).  

 

Point 4 A more organized/focused discussion of the results with short summaries of each finding  

We have introduced short summaries as suggested– highlighted at the end of each section and have 

highlighted the key words that have introduced each section of the questionnaire in turn, including  

o General introduction  

o Value,  
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o Engagement in sending information  

o Communication through the EHR  

o Ranking of function  

Conclusion  

This study has enabled us to establish those functions most important for patients, and has informed 

the preliminary design of an integrated hospital healthcare record for future testing and evaluation in a 

population with chronic disease  

 

Point 5 What is the point at which you consider majority 50% or 60% ? For example more than 80% of 

the patients thought access to information and knowledge to be very important, important, or quite 

important and only 19.4% thought it to be unimportant. Maybe the results could be reported in two 

categories – important and unimportant.  

We agree accept your comment and had already collapsed the 6 categories to 3 in total to aid 

understanding of the data. We could have reduced to 2 categories, although believe 3 gives greater 

sensitivity and detail in understanding the range of ratings by respondents than given by two.  

 

Point 6 Since the electronic age is relatively new, it would be important to discuss the possible effects 

of lack of knowledge or experience with certain functions – e.g. differences in ratings for value for 

relaying information on areas that influenced their immediate clinical management, and ratings on 

access to information and knowledge portals – could this be due to lack of experience with access to 

information and knowledge? Thank you for your comment and we agree that It is possible that a lack 

of knowledge or experience with certain functions of the EHR may have influenced responses. The 

following has been inserted in the discussion  

 

Although we did not evaluate further, one possible explanation is that our population is young, has 

had exposure to the EHR interface during clinical consultations for 9 years and the ability to gain 

familiarity with graphical presentations and lists of clinical measures at every appointment. In contrast 

knowledge portals in CF are relatively new and there is limited evaluation of access and use, with one 

study indicating that only 35% of patients with cystic fibrosis report the internet to be a source of 

information.[37].  

Point 7 As above – it is important to discuss differences in function rating in relation to patients‟ ages 

because the reported age range is 17-58 years. The younger ones might have greater familiarity with 

the electronic age that the older patients  

Thank you for your comment and we acknowledge this.  

 

Results:  

The impact of age on rating of functionality was also examined using multinomial regression analysis 

(not important/very unimportant as the reference category) Age was not predictive of any rating for 

individual functions with the exception of sending food and enzyme, pain and also exercise diaries to 

the EHR. [Table 3]. With increasing age patients were less likely to consider it very important to send 

a food/enzyme diary to the EHR, compared to not important/very unimportant [OR 0.91 [CI 0.86 to 

0.96, p<0.001]. Similarly for pain diaries [OR 0.94 [CI 0.89 to 0.99, p<0.02], and exercise diaries [OR 

0.95 [CI 0.91 to 0.998, p<0.04], patients were less likely to respond that this was important compared 

to unimportant with increasing age.  

Discussion:  

Of note was the minimal impact of age on either ranked response or rated response. With the 

exception of repeat prescription requests which had higher ranked scores in adults > 50 years and 

were therefore regarded as a lower priority than for younger adults, no differences were observed in 

the ranking of individual functions across age groups in the study. Similarly, age had no influence on 

rating of responses, with the exception of symptom diary completion, where the ability to send pain, 

exercise and food and enzyme diaries was likely to be regarded as more important with age. 

Symptom diaries have been shown to be a useful means to enhance self-monitoring and maintain 
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clinical status through early intervention (Finklesteinn, 1992), but can also be ocnsidered time 

consuming and burdensome. It suggests that with maturity patients may acknowledge their value 

more.  

 

Point 8 ““In contrast the ability to comment on experience of care and to comment on errors or 

omissions in the ECR were ranked lowest. In total 7.5% of patients did not rank this section or had 

„spoiled‟ scores due to inaccuracies”. – is this due to the question format? Could it be due to patients‟ 

lack of understanding/experience with this function, or patients‟ age – older less familiar with 

electronic age Thank you and we accept this comment. An acknowledgement has been included 

within the limitations of the study:-  

 

Discussion:-  

Over 7% of patients did not rank or had spoiled scores for the section on experience of care and on 

errors or omissions within. This was primarily due to the question format where patients attempted to 

rate rather than rank responses. Respondent burden is also an important consideration. Ranked 

function was reduced to 15 items, but fewer items may have proved more optimal. These 

observations are important in rationalising future questionnaire design  

 

Point 9  

And point 4 together Discussion section could be reorganized around functions, patient rankings of 

the functions and the policy and practice implications for the rankings  

 

Thank you for this comment. We have organised according to functions and patient rankings  

We have also inserted additional text to address policy and practice implications:-  

Discussion:  

The ability of ranked scores to inform future practice and policy recommendations remains important. 

Access to clinical measures, list of medications, and full summary record were ranked highest by 

patients but require accurate interpretation to be of use.[39] Health literacy and numeracy skills may 

serve as barriers to full utility of the patient portal, which suggests that clear lines of responsibility and 

dedicated resources are available to ensure implementation of EHR is effective. This includes 

education on the safety and privacy mechanisms of the EHR to preserve confidentiality of data and 

practical, visual data that highlights normative limits and enables correct interpretation. Early 

improvements in adherence and medication uptake have been shown with EHR. The tracking of 

medication lists and prescription data has clear potential for correct cost retrieval from providers and 

financial savings [19] as does more open discussion with patients about their treatment uptake. This 

has particluar relevance in chronic disease where adherence is reported as being as low as 50% 

across conditions.[40] It may promote EHR as a powerful tool for medication tracking from both the 

patient and provider perspective. Reorganisation of working practice to accommodate these areas 

alongside clinician workflow have already been raised and will require shifts in resource and working 

practice as EHR develops.  

 

Reviewer 3  

Point 1 A response rate of 98.5% was achieved. Please comment on factors that may have led to this 

exceptionally high response rate. We agree this was a high response and have acknowledged this 

within the discussion:-  

Discussion  

„The strengths of this study are also apparent. A high response rate of 98.5% was aided through long 

term patient collaboration and familiarity with clinical research in our department.‟  

Point 2 Page 7 line 54 states: "Due to small numbers within some categories" Please clarify what 

categories are being referred to. From the example in brackets it appears to be Likert scale categories 

but it is not clear.  

Thank you for your comment - The Likert scale (1-6) has been clarified  
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Methods  

Participants were asked their views regarding personalised access to their EHR across 4 themes, 

each containing a number of functions for which patients were asked to answer on a 6 point Likert 

rating scale: Very important (1); Important (2); Slightly important (3); Ordinary (4); Not important (5); 

Very unimportant (6); with the same scale used for each function within each of the 4 themes  

 

Results:  

Due to the small numbers within some of the 6 Likert categories, these were collapsed further to 3 

categories by combining the following: [Very important/important; quite important/ordinary; not 

important/very unimportant]. These categories were then utilised throughout the analysis.  

 

Point 3 Aligned with #2 above, please provide a more detailed description of the questionnaire. Were 

the functionality options presented the same across all 4 themes? Please provide a list of each 

functionality for each theme from the survey.  

 

 

it is apparent from the results tables/figures that there was much overlap, but not 100% overlap and it 

is not clear why that would be.  

Thank you for your comment and to clarify  

Methods  

Yes, the functionality options were presented in the same way across all 4 themes within the 

questionnaire and directly relate to each of the functions represented in Table 1, Fig1, 2, 3, 4. The 

functions are directly transposed into each, giving a full representation of every functionality we asked 

respondents to rate within the questionnaire  

 

Patient views about personalised access to their EHR: Participants were asked their views regarding 

personalised access to their EHR across 4 themes, each containing a number of functions for which 

patients were asked to answer on a 6 point Likert rating scale: Very important (1); Important (2); 

Slightly important (3); Ordinary (4); Not important (5); Very unimportant (6); with the same scale used 

for each function within each of the 4 themes. In total 58 questions were posed and patients then 

asked to rank 15 function in order of importance for them from 1-15 The themes incorporated were :-

…….  

Each title within Tables and Figures has also been altered to state this eg  

Table 2 Patients rating of value they placed on items within an EHR according to functional categories 

of the questionnaire  

 

We were unsure here what was meant. There was overlap between Table 1 and Fig 1 only ie the 

value patients placed on the EHR (Table 1) and the access they wished to have (Fig 1). They appear 

similar but ask different questions based on evidence we have used from the literature (inserted for 

reviewer 2)  

 

Fig 2 and 3 were independent and Fig 4 asked for a ranking rather than rating and so it asked 

patients to prioritise rather than rate functionality  

 

In contrast to the rating of function which provides a measure of importance for each item, ranking 

enables patients to prioritise function, providing additional information that aids in development of the 

EHR. Patient knowledge and understanding  

Point 4 Some of the functionality listed in Figure 1 appears to be specific to Cystic Fibrosis (i.e., lung 

function, CRP). Please comment on the generalizability of the list of functionality to other populations 

and how this study could be repeated for comparison to other populations given the specificity of the 

questionnaire.  

 on M
ay 16, 2023 by guest. P

rotected by copyright.
http://bm

jopen.bm
j.com

/
B

M
J O

pen: first published as 10.1136/bm
jopen-2016-012257 on 14 O

ctober 2016. D
ow

nloaded from
 

http://bmjopen.bmj.com/


We agree with your comment and support this with the following  

Discussion (1)  

This choice was based on previous research which indicates that patients value novel content 

relevant to their immediate and ongoing care, place critical importance on access to information, 

including clinical measures and resources that help in management of their condition,[23]  

Discussion (2)  

Importantly, the list of functionality is not generalisable to all populations. We concentrated on key 

measures that our population recognise and understand. However many of our patients have multiple 

systemic complications relating to the disease. However, up to 40% of our population have diabetes 

and in this patient group parameters such as blood glucose, renal function, blood results will be 

relevant and common to other diseases.  

Point 5 page 11 line 43-45 - "Comment on errors of omissions" was not ranked the lowest in Figure 3, 

but was ranked 2nd lowest in Figure 4. However, the lowest functionalities from Figure 3 are not 

included in Figure 4. Please explain this discrepancy.  

 

70% percent ranked 'Comment on errors of omissions' as very important/important in Figure 3, more 

than ranked "feedback on service experience" as very important/important.  

 

Please interpret why the lowest ranked items still receive high scores for very important/important 

and, given those findings, is the ranking a useful measure? How should the ranking be interpreted 

and used? Also, please confirm if these results can be compared given that some of the functionality 

appears to be missing from the ranking in figure 4 (i.e., advance directives and organ donation).  

We understand your comment.  

We added specific functionality for our patients with cystic fibrosis in Fig3 (ie organ donor wishes and 

advanced directives ) but when we came to ranking we incorporated those elements that are more 

widely used across other studies ie errors/omissions in the record  

For ranking purposes there is no literature to inform respondent burden and above which the ranking 

structure becomes too difficult for patients to complete. We have added this explanation to the 

discussion. In all we asked 58 questions and so had to prioritise those that were of greater 

generalisability  

 

Methods (1)  

Patients were then asked to rank 15 function in order of importance for them from 1-15 to inform 

priorities and development of the EHR. Functions were chosen according to their generalisability to 

other populations with chronic disease and limited to a number considered to be feasible for patients  

 

Discussion: This has been clarified in the discussion to reiterate/clarify these are 2 different measures 

that provide different information  

Discussion (1)  

In contrast to the rating of function which provides a measure of importance for each item, ranking 

enables patients to prioritise function, providing additional information that aids in development of the 

EHR.  

Discussion (2)  

In total 7.5% of patients did not rank this section or had „spoiled‟ scores due to inaccuracies 

(attributable to rating functions on a 1-15 scale rather than ranking these in order) . They were not 

different in age [30.0 (±8.9) versus 33.3(±10.2) years, p=0.25], median number admissions [1 (range 

0-8) versus , 1 (range 0-4) p=0.97 ,p=0.97], nor proportion of male gender [47% male versus 49% 

male, Χ2(1)=0.2, p=0.79)] for non completers compared to completers – therefore only available data 

was analysed.  

 

Point 6 page 11, line 47 Please provide a detailed explanation for "spoiled scores' due to 

inaccuracies" in the methods and how this was determined and the impact on validity of results.  
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Thank you and we accept this comment. An acknowledgement has been included within the results 

section and limitations of the study:-  

Results:  

In total 7.5% of patients did not rank this section or had „spoiled‟ scores due to inaccuracies 

(attributable to rating functions on a 1-15 scale rather than ranking these in order) . They were not 

different in age [30.0 (±8.9) versus 33.3(±10.2) years, p=0.25], median number admissions [1 (range 

0-8) versus , 1 (range 0-4) p=0.97 ,p=0.97], nor proportion of male gender [47% male versus 49% 

male, Χ2(1)=0.2, p=0.79)] for non completers compared to completers – therefore only available data 

was analysed.  

Discussion:-  

It is also important to note that 7.5% of patients did not rank or had spoiled scores for the section on 

experience of care and on errors or omissions within. This was primarily due to the question format 

where patients attempted to rate rather than rank responses. Respondent burden is also an important 

consideration. Ranked function was reduced to 15 items, but fewer items may have proved more 

optimal. These observations are important in rationalising future questionnaire design  

 

Point 7 Page 13, line 9. How did the results "demonstrate real engagement"? The survey only asked 

about their perceptions, not their use. Please explain and support this comment with evidence or 

remove.  

We accept this comment is confusing.  

This has been removed. The sentence had tried to address the high respondent rate – using 

engagement in these terms, but response rate has been addressed for reviewer 2  

 

Point 8 Page 14, line 12-15. The brief discussion around patients entering information related to 

food/activity/mood/QOL seems to assume that this should happen. While the authors acknowledge 

that their data did not address the reasons patients might rate these functions less favorably, there 

appears to be an assumption that there would be a benefit to patients in gathering these data, 

presumably in advance of an office visit. The authors may want to discuss/explore those assumptions 

and evidence to support them.  

 

 

If this information is entered in advance of a clinic visit would it be reviewed before the visit? If it is 

only reviewed/discussed during the visit what is the incentive to patients to take their own time to 

enter it in advance? What is meant in this context by maximizing future engagement?  

 

Please clarify assumptions or cite evidence if maximizing future engagement is intended to benefit 

patient care and outcomes or have other benefits in this context.  

 

Also, please clarify what type of scales should be integrated into EHRs Thank you and we agree this 

requires greater clarity and is addressed in the discussion below  

 

The review of exercise, dietary intake and pancreatic enzyme replacement diaries are therefore 

important elements of care that aid monitoring of weight and lung function which are predictors of 

survival.[36-37] With depression present in up to 33% of the adult population with cystic fibrosis, 

consensus guidance also advocates routine screening for anxiety and depression.[38] Our study did 

not address the reasons why patients might rate these functions less favourably, but to engage 

patients more fully in their care, it is likely a variety of considerations should be addressed. Concise 

and validated scales such as the Patient Health Questionnaire (PHQ- 9), General Anxiety and 

Depression Scale (GAD-7) and a number of pain scales have already been shown to be successful in 

patient management.[39-40]  

 

We have tried to address this in the text above and have added below  
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They are simple measures that have the potential for integration into the EHR alongside an alert 

system for patients who might require early intervention ahead of clinic appointments  

 

 

Maximising future engagement has been modified fo clarity within the text above it states  

….to engage patients more fully in their care  

 

We acknowledge and have added the PHQ-9and GAD-7 scales in the text  

Concise and validated scales such as the Patient Health Questionnaire (PHQ- 9), General Anxiety 

and Depression Scale (GAD-7) and a number of pain scales have already been shown to be 

successful in patient management.[39-40]  

Point 9 Page 15, line 3-5. This sentence about work that has already done to incorporate patient's 

own videos and experience is confusing as it was not mentioned previously and is not clear when/how 

it relates to this work. Please provide more detail and context of how it relates to the present study. 

We have removed this as we agree it is not relevant here  

Point 10 Page 15 line 46. This sentence is confusing as a concluding sentence because the study did 

not evaluate patient, social, clinical and organizational contexts. It is assumed by this reviewer that 

the authors included this sentence as reference to future work that should be done, but that is not 

clear or specifically stated in the text - please clarify. This study evaluated patient perspectives only 

and the conclusion should be specific to those methods/results.  

Thank you and we agree with your comment. We have changed the concluding sentence to better 

reflect the study  

 

Patients placed high importance on communication, viewing practical clinical measures and 

medication management. Further work to implement patient access to the EHR and appraise its 

impact are ongoing  

Point 11 Please review for spelling errors We have re-checked the text throughout for spelling errors 

and corrected these  

 

 

VERSION 2 – REVIEW 

REVIEWER Ari Mwachofi 
Department of Public Health  
Brody School of Medicine  
East Carolina University  
Greenville, NC 27834  
USA 

REVIEW RETURNED 05-Aug-2016 

 

GENERAL COMMENTS Good Revision  
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