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VERSION 1 - REVIEW 

REVIEWER Archie Bleyer, MD 
Oregon Health and Science University  
United States of America 

REVIEW RETURNED 29-Feb-2016 

 

GENERAL COMMENTS This report is a welcome contribution to the evolving adolescent and 
young adult (AYA)* oncology discipline. It is rich in suggestions for 
further development and clearly deserves more analysis and 
additional reports. Congratulations to the investigators.  
 
COMMENTS and SUGGESTIONS  
 
The upper age limit of the adolescent and young adult (AYA) age 
range in this report is 24 years. Yet, there are reasons to consider a 
higher limit, not the least of which is that the precepts developed in 
this report are also applicable above the age of 24. Reference 3 in 
the manuscript describes a two-year effort to review the challenge, 
with an upper age limit of 39. Reference 4 was based on the higher 
age limit. The greater potential the survey results to apply to prior 
age range is not discussed, and should be. In retrospect, it is 
unfortunate that the survey itself did not include an assessment of 
what the upper age limit should be.  
 
The results of this survey are only as good as the expertise of the 
panel. Apparently, the authors prefer to keep the identity of the 
expert panel confidential. It is unclear as to why the panel cannot be 
identified by name and institution. The list could be provided as a 
supplementary appendix. If, for whatever reason they cannot, as 
much description of the nature of the panel that can be provided 
without specifically identifying the individuals is too important not to 
have included.  
 
The largest group of panel respondents was“ medical doctors”. Not 
described is what how many were oncologists and, since this is an 
AYA oncology study, whether they were pediatric or adult-treating 
oncologists.  
 
Although there are many analyses of individual respondents, one 
general analysis that appears to be missing is the degree of 
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concordance, or lack thereof, between the 3 groups of panelists: 
doctors, nurses and other professionals. For example, there was 
only one skill rated among the top 5 needs bile 3 groups: being able 
to work in partnership with young people. Similarly, there was only 
one knowledge item rated among the top 5 file 3 groups: knowing 
the side-effects of treatment and how this might be different to those 
experienced by children or older adults. Conversely, only doctors 
thought that the ability to tell young people about all aspects of their 
disease was “top 5 communication skill”, being open to new ideas 
was a “top 5 attitude” characteristic, and issues related to death and 
dying during adolescence and young adulthood was a “top 5 
knowledge” requirement. This apparent discrepancy between 
physicians and other professionals, including nurses, should be 
recognized and discussed.  
 
*AYA is not used in the report, as is customary from the United 
Kingdom. Some reference to AYA should probably be made, 
particularly because "teenage" and "teen" include 13- and 14-year-
olds this study excluded them whereas the term AYA does not 
specify 13 and 14-year-olds.  

 

REVIEWER Fiona McDonald 
CanTeen, Australian 

REVIEW RETURNED 02-Mar-2016 

 

GENERAL COMMENTS Overall this paper presents an important piece of research seeking 

international consensus around key competencies for health care 

professionals who work with teenagers and young adults diagnosed 

with cancer. The methodology of the study is sound and the results 

have importance internationally. There are some sections of the 

paper that are unclear and revising these would substantially 

improve the readability of the paper and reduce the likelihood of the 

results being misunderstood. 

The paper deals with the issue of level of endorsement of 

competency statements and also how consistently different health 

care professionals endorse these statements. The term agreement 

seems to be used to describe consistency and while this is not 

incorrect, it is confusing as it is could also refer to the degree of 

endorsement. I feel that removing the word agreement from the 

paper and using alternatives such as consistency and endorsement 

would improve the clarity. For example, the term agreement is used 

when the median is greater than 7 and also to indicate that the 

MADM is high. 

Several times in the paper including in the results section of the 

abstract there is mention of the response rate in Round 2. It is not 

clear that this is based on the number of valid responses from 

Round 1 as the denominator and not the number originally 

registered. Page 8, lines 41 to 44 are unclear. It would be clearer to 

not combine round 1 and 2 in the same sentence when they are not 

using the same denominator and it should be clearer which 

denominator is being used. 

Method section 

In the Method section (page 7, lines 37-40) the list of competencies 
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is introduced. It would be helpful at this stage to provide further 

details such as the total number of competencies and the number 

within each of the themes. It would also be helpful at this point to 

refer to the Tables where these are listed and to mention the code 

system that is used to identify these. 

Page 7, line 44. Is 1 on the Likert scale used for strongly disagree? If 

so it would be better to indicate this or to order as “strongly disagree 

– strongly agree”. 

Page 7, line 57. Communication appears to be missing from the list. 

It is also not clear if panel members need to identify five items from 

each topic/theme or five overall. 

Page 8, line 8. What other “alternative formats” were used? 

Results section 

The large paragraph on page 9 is very wordy. It might help to group 

items by their category/theme (is there a term to describe the four 

groups?). It might also help to put the codes into the brackets and 

the words in the sentence. If the codes are not interested in the 

method, this is the first time they appear and it is not clear what they 

mean. 

Page 9, line 47. It would be good to say how many aspects of 

competence, not just “a number”. Also, I was unclear here what the 

differences where referring to. Does it mean there were differences 

between the professions in the level consensus? The next sentence 

(page 13, line 47) refers to nurses’ level of endorsement, so I 

thought perhaps this section is comparing the level of endorsement 

between professions? Using clearer and consistent terms will help to 

improve this section. 

Discussion section 

A brief description of the “approach” is needed before it is referred to 

in line 13. It is also not clear is the number of items listed for each 

topic are after round 1 or round 2. If after round 2 (which seems 

more useful), they would be better listed after the sentence on round 

2. 

Are the Practice guidelines referred to on page 17, line 26, from the 

UK? It would be good to mention this. 

Again, for the 5 top areas of competence mentioned on page 17, line 

51, it would help to be clearer that these are across each topic. 

Page 19, lines 3-5. It is not clear what is meant by “country 

representation was variable”. And the comment about a single 

respondent from Asia – does this refer to the number of countries 

from Asia?  

 

Figures 

There are a large number of figures in the paper and the different 

greys used to indicate the different bars are not clear. I am not sure 

if these are originally colour which could be clearer, but when 

viewing in grey scale they are not clear. This is particularly the case 
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for the various Figure 4s. 

 

Tables 

Tables 2, 3 and 4. The title does not refer to the Number (%) rating 

section of the Table and this is not described. 

General 

There are a number of instances where grammar or wording could 

be made clearer. Some suggestions for sentences which could be 

clearer are made below: 

Page 2, line 31. The phrase “top areas of competence” is unclear. 

How are top areas defined? 

Page 2, line 39. The words after “influence” do not flow smoothly. 

Page 4, line 10. Should be “since” not “in”? 

Page 6, line 25. “were” not “was” 

Page 6, line 30. Should this be “Participants of” not “Participants to” 

Page 8, line 13. “sent” rather than “distributed” 

Page 8, line 22. This sentence is unclear. I think perhaps that 

creating two sentences would be clearer and perhaps moving the 

calculate part from the start to replace given. E.g. “The 

strength/extent of agreement for each item was calculated as the 

group’s mean absolute…” This sentence also describes the concept 

of “strength of agreement” mentioned above and using a clearer 

term or single word here, and throughout, will reduce the likelihood 

of reader’s misunderstanding this concept. 

Page 8, line 35. Remove the word “had” 

Page 14, line 18. “for” rather than “about” 

Page 14, line 54. “Consistent with” rather than “Similar to” 

Page 15. Line 3. Sentence beginning “Doctors” sounds as though 

the doctors have greater consensus in being able to do the items 

listed. I don’t think this is what is meant? 

Page 16, line 3. Communication is missing from the list. 

Page 16, line 6. There are Four Figure 4s – this should be clearer. 

Page 17, line 33, 34 beginning “This may need professional ..” is not 

clear. 

Page 17, line 45. The sentence beginning “Statements” could have 

the word “The” before it. 

Page 18, line 7. Sentence beginning “So having first..” is unclear. 

Page 18, lines 35 to 40. The words “with” “across” and “between” 

are confusing. I feel that this is linked to the use of the word 

“agreement”. 

Page 18, line 51. Could add “needs of the” before “patient 
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population”. 

 

VERSION 1 – AUTHOR RESPONSE 

Reviewer: 1  

 

This report is a welcome contribution to the evolving adolescent and young adult (AYA)* oncology 

discipline. It is rich in suggestions for further development and clearly deserves more analysis and 

additional reports. Congratulations to the investigators.  

 

Thank you we are grateful to have been acknowledged for furthering the evidence base for AYA/TYA 

oncology. Dr Bleyer notes the difference between the UK and the rest of the world with regards to 

terminology. If the term ‘adolescent’ is preferred to ‘teenage’ we would be happy to change this.  

 

The upper age limit of the adolescent and young adult (AYA) age range in this report is 24 years. Yet, 

there are reasons to consider a higher limit, not the least of which is that the precepts developed in 

this report are also applicable above the age of 24. Reference 3 in the manuscript describes a two-

year effort to review the challenge, with an upper age limit of 39. Reference 4 was based on the 

higher age limit. The greater potential the survey results to apply to prior age range is not discussed, 

and should be. In retrospect, it is unfortunate that the survey itself did not include an assessment of 

what the upper age limit should be.  

 

In the manuscript we have used the term TYA but in all the documentation we circulated to 

participants we referred to AYA (as this is the term generally used outside of the UK). We did not 

specify an upper or lower limit in any of the information we circulated to request ‘experts’ as we were 

aware of the global variation in this definition. We have added as a limitation the perspective of 

competence was being viewed by experts working with a population with a varied age as there is no 

consensus on the definition of young adult. While gathering information on age variation in the survey 

would have been interesting, it was not within the remit of the aims of the study. This is an issue that 

is worthy of a study in its own right, and as the reviewers may be aware is a question being 

addressed by the ENCCA project (http://www.siope.eu/2014/07/23/encca-survey-european-experts-

teenage-young-adult-tya-cancer-services/) currently being reported.  

 

The results of this survey are only as good as the expertise of the panel. Apparently, the authors 

prefer to keep the identity of the expert panel confidential. It is unclear as to why the panel cannot be 

identified by name and institution. The list could be provided as a supplementary appendix. If, for 

whatever reason they cannot, as much description of the nature of the panel that can be provided 

without specifically identifying the individuals is too important not to have included.  

 

The information sheet sent to professionals stated: “Your participation will be kept confidential and 

anonymity can be assured. You will not be identifiable in any dissemination. Your contact details will 

be accessible solely by members of the research team on a secure, password protected server. 

When you have received the final report, your contact details will be deleted.” It was on this basis that 

they agreed to participate. We are therefore unable to release or publish these details.  

 

The largest group of panel respondents was “medical doctors”. Not described is what how many were 

oncologists and, since this is an AYA oncology study, whether they were pediatric or adult-treating 

oncologists.  

 

Whether or not a participant was paediatric or adult-trained professional is not unique to ‘medical 

doctors’ and could apply to nurses and other professionals. We agree this may have been an 
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important factor to have explored however, we did not request this information. We have added this 

as a limitation.  

 

Although there are many analyses of individual respondents, one general analysis that appears to be 

missing is the degree of concordance, or lack thereof, between the 3 groups of panelists: doctors, 

nurses and other professionals. For example, there was only one skill rated among the top 5 needs 

bile 3 groups: being able to work in partnership with young people. Similarly, there was only one 

knowledge item rated among the top 5 file 3 groups: knowing the side-effects of treatment and how 

this might be different to those experienced by children or older adults. Conversely, only doctors 

thought that the ability to tell young people about all aspects of their disease was “top 5 

communication skill”, being open to new ideas was a “top 5 attitude” characteristic, and issues related 

to death and dying during adolescence and young adulthood was a “top 5 knowledge” requirement. 

This apparent discrepancy between physicians and other professionals, including nurses, should be 

recognized and discussed.  

 

Within our discussion we have highlighted some of this variation, across both Rounds and present 

Figures for readers to consider also these differences.  

 

Reviewer: 2  

 

Overall this paper presents an important piece of research seeking international consensus around 

key competencies for health care professionals who work with teenagers and young adults diagnosed 

with cancer. The methodology of the study is sound and the results have importance internationally. 

There are some sections of the paper that are unclear and revising these would substantially improve 

the readability of the paper and reduce the likelihood of the results being misunderstood.  

 

Thank you for your comment.  

 

The paper deals with the issue of level of endorsement of competency statements and also how 

consistently different health care professionals endorse these statements. The term agreement 

seems to be used to describe consistency and while this is not incorrect, it is confusing as it is could 

also refer to the degree of endorsement. I feel that removing the word agreement from the paper and 

using alternatives such as consistency and endorsement would improve the clarity. For example, the 

term agreement is used when the median is greater than 7 and also to indicate that the MADM is 

high.  

 

The Delphi method is designed to gain consensus in agreement. Alternative words that have been 

suggested have different meaning. We have kept the term ‘agreement’ and have checked through the 

manuscript to ensure this is consistent throughout. In the analysis we clarify that the words consensus 

and agreement are being used interchangeably.  

 

Several times in the paper including in the results section of the abstract there is mention of the 

response rate in Round 2. It is not clear that this is based on the number of valid responses from 

Round 1 as the denominator and not the number originally registered. Page 8, lines 41 to 44 are 

unclear. It would be clearer to not combine round 1 and 2 in the same sentence when they are not 

using the same denominator and it should be clearer which denominator is being used.  

 

The denominator has been included for clarification.  

 

Method section  

In the Method section (page 7, lines 37-40) the list of competencies is introduced. It would be helpful 

at this stage to provide further details such as the total number of competencies and the number 
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within each of the themes. It would also be helpful at this point to refer to the Tables where these are 

listed and to mention the code system that is used to identify these.  

 

Additional text has been added to the methods to summarise the number of items within each area of 

competence. Reference to the relevant tables has also been included.  

 

Page 7, line 44. Is 1 on the Likert scale used for strongly disagree? If so it would be better to indicate 

this or to order as “strongly disagree – strongly agree”.  

 

The anchors on the Likert scale were [1] not important; [5] of moderate importance; [9] extremely 

important. The manuscript has been amended to include this.  

 

Page 7, line 57. Communication appears to be missing from the list. It is also not clear if panel 

members need to identify five items from each topic/theme or five overall.  

 

Communication has been added and the text has been amended to clarify that participants needed to 

identify five overall.  

 

Page 8, line 8. What other “alternative formats” were used?  

 

‘Alternative formats’ has been removed. The survey was available online or postal only.  

 

Results section  

The large paragraph on page 9 is very wordy. It might help to group items by their category/theme (is 

there a term to describe the four groups?). It might also help to put the codes into the brackets and 

the words in the sentence. If the codes are not interested in the method, this is the first time they 

appear and it is not clear what they mean.  

 

The text was already organised according to the aspect of competence. Changes to the brackets 

have been made as suggested and the paragraph has been split up.  

 

Page 9, line 47. It would be good to say how many aspects of competence, not just “a number”. Also, 

I was unclear here what the differences where referring to. Does it mean there were differences 

between the professions in the level consensus? The next sentence (page 13, line 47) refers to 

nurses’ level of endorsement, so I thought perhaps this section is comparing the level of endorsement 

between professions? Using clearer and consistent terms will help to improve this section.  

 

The text has been changed for clarification. It is unclear where the reviewer got the term 

‘endorsement’ as we have consistently used consensus or agreement.  

 

Discussion section  

A brief description of the “approach” is needed before it is referred to in line 13. It is also not clear is 

the number of items listed for each topic are after round 1 or round 2. If after round 2 (which seems 

more useful), they would be better listed after the sentence on round 2.  

 

‘Approach’ has been changed to ‘method’ and the numbers have been removed to facilitate 

understanding of the text.  

 

Are the Practice guidelines referred to on page 17, line 26, from the UK? It would be good to mention 

this.  

 

These are European guidelines. This has been added.  
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Again, for the 5 top areas of competence mentioned on page 17, line 51, it would help to be clearer 

that these are across each topic.  

 

Text has been added for clarification.  

 

Page 19, lines 3-5. It is not clear what is meant by “country representation was variable”. And the 

comment about a single respondent from Asia – does this refer to the number of countries from Asia?  

 

The sentence has been amended for clarification.  

 

Figures  

There are a large number of figures in the paper and the different greys used to indicate the different 

bars are not clear. I am not sure if these are originally colour which could be clearer, but when viewing 

in grey scale they are not clear. This is particularly the case for the various Figure 4s.  

 

The figures are presented in the format guided by the journal; online publication requests figures are 

in colour.  

 

Tables  

Tables 2, 3 and 4. The title does not refer to the Number (%) rating section of the Table and this is not 

described.  

 

This has been added as requested.  

 

General  

There are a number of instances where grammar or wording could be made clearer. Some 

suggestions for sentences which could be clearer are made below:  

Page 2, line 31. The phrase “top areas of competence” is unclear. How are top areas defined?  

 

The sentence has been amended for clarification.  

 

Page 2, line 39. The words after “influence” do not flow smoothly.  

 

The sentence has been amended  

 

Page 4, line 10. Should be “since” not “in”?  

 

This has been amended as requested.  

 

Page 6, line 25. “were” not “was”  

 

This has been amended as requested.  

 

Page 6, line 30. Should this be “Participants of” not “Participants to”  

 

This has been amended as requested.  

 

Page 8, line 13. “sent” rather than “distributed”  

 

This has been amended as requested.  
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Page 8, line 22. This sentence is unclear. I think perhaps that creating two sentences would be 

clearer and perhaps moving the calculate part from the start to replace given. E.g. “The 

strength/extent of agreement for each item was calculated as the group’s mean absolute…” This 

sentence also describes the concept of “strength of agreement” mentioned above and using a clearer 

term or single word here, and throughout, will reduce the likelihood of reader’s misunderstanding this 

concept.  

 

We have not changed this sentence as this is methodologically correct and describes precisely what 

we did.  

 

Page 8, line 35. Remove the word “had”  

 

This has been amended as requested.  

 

Page 14, line 18. “for” rather than “about”  

 

This has been amended as requested.  

 

Page 14, line 54. “Consistent with” rather than “Similar to”  

 

This has been amended as requested.  

 

Page 15. Line 3. Sentence beginning “Doctors” sounds as though the doctors have greater 

consensus in being able to do the items listed. I don’t think this is what is meant?  

 

Additional text has been added for clarity.  

 

Page 16, line 3. Communication is missing from the list.  

 

This has been amended as requested.  

 

Page 16, line 6. There are Four Figure 4s – this should be clearer.  

 

Additional text has been added for clarity.  

 

Page 17, line 33, 34 beginning “This may need professional ..” is not clear.  

 

This has been amended for clarity.  

 

Page 17, line 45. The sentence beginning “Statements” could have the word “The” before it.  

 

This has been amended as requested.  

 

Page 18, line 7. Sentence beginning “So having first..” is unclear.  

 

This has been amended for clarity.  

 

Page 18, lines 35 to 40. The words “with” “across” and “between” are confusing. I feel that this is 

linked to the use of the word “agreement”.  

 

The sentence has been amended for clarity.  
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Page 18, line 51. Could add “needs of the” before “patient population”.  

 

This has been amended as requested. 

 

VERSION 2 – REVIEW 

REVIEWER Archie Bleyer, MD 
Oregon Health and Science University  
Portland Oregon USA 

REVIEW RETURNED 21-Mar-2016 

 

GENERAL COMMENTS TYA AKA AYA ?  
Both AOK !  
...  
...  
...  
as long as the age range is specified.  

 

REVIEWER Fiona McDonald 
CanTeen, Australia 

REVIEW RETURNED 05-Apr-2016 

 

GENERAL COMMENTS Thank you for the opportunity to review this manuscript again and for 
taking into consideration my suggestions. I feel that the manuscript 
is excellent and look forward to reading it when it is published. 
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