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1 INTRODUCTION 
 
The Gender Harmony Project was created as an HL7 International Work Group (GHWG) to address difficulties 
faced by clinicians to consistently, accurately and completely capture “sex” and “gender” terminologies in health 
records, and to achieve consensus with respect to data elements, value sets and code systems in general. The 
survey entitled “HL7’s Gender Harmony Project Feedback Survey” was a 2020 work product associated with the 
GHWG to elicit feedback to proposed vocabulary from the LGBTQIA+ community, clinical and technical 
stakeholders.  

2 DATA COLLECTION  
 

The survey was created and managed by Roz Queen, GHWG Member and hosted by Survey Monkey. The survey 
asked input on the GHWG proposed set of values for when recording Gender Identity in clinical systems. The 
survey was open until September 30, 2020. Survey participants were informed GHWG defines Gender Identity as 
“an individual’s personal sense of being a man, woman, boy girl, or something else.” Proposed values were 
provided in Table 1 below, those highlighted yellow, being the minimum binding for any/all conformant systems. 
 
Table 1. The GHWG Gender Table for the HL7 Gender Harmony Project Feedback Survey 

Description Synonyms Definitions 

Male 

Man 
Male gender 
Male/man 
Masculine 

Gender identity indicating male persona. When Recorded this may be 
specific to the jurisdiction where the record was created. 

Female 

Woman 
Female gender 
Female/woman 
Feminine 

Gender identity indicating female persona. When recorded this may be 
specific to the jurisdiction where the record was created. 

Non-binary 

Non-binary gender 
Nonbinary 
Non-binary 
Gender nonconforming 
Enby Gender identity that is neither a male or female persona 

Non-disclosed gender Choose not to answer No gender identity specified 

Trans Transgender   

Transgender male/man 

Transgender man 
Transgender male 
Transman 
Transmasculine See privacy note 

Transgender female/woman 

Transgender female 
Transgender woman 
Transwoman 
Transfeminine See privacy note 

Cisgender male/man 
Cisgender man 
cisgender female See privacy note 

Genderqueer Non-binary    
Genderfluid     
Sister-girl     

Brother-boy     

Two-spirit     
Pangender     

Gender neutral 

Genderless 
Agender 
Neutrois   

Gender diverse Gender nonconforming   
Unsure Questioning   

Third gender     
Bigender     
Demigender     

Transfeminine 
Transfem 
Trans fem   

Transmasculine 
Transmasc 
Trans masc   
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The survey included 3 fixed response (“FR”) questions and 4 Open-Ended Response (“O-ER”) questions. There 
were no required answers and consequently, no one answered every question.  
 
Respondent First Name/Last Name/Email Address was not collected, however, some individuals (or the groups 
they represented) felt strongly enough about the content of the survey that they submitted contact information 
anyway and requested follow-up.  
 
We have no record that they were ever contacted, but it is recommended that they be contacted if work 
continues and/or another survey is designed. 

3 DATA ANALYSIS  
 
3.1 Fixed answer responses 
 
3.1.1 Quantitative Analysis 
 
For all fixed-response survey questions, gross response data was summarized using COUNTIF and COUNTA 
formulas in Excel. Data points and corresponding percentages of total responses for each question were then 
plotted to simple bar graphs to depict trends at a glance. The total of Question Responses vs. Questionnaire 
Respondents is also provided for each question for information and reference.  
 
Basic statistical analysis (charts & tables) were then subjected to in-depth analysis (mean values, standard 
deviations, t-tests, sentiment scores, effect sizes, and binomial proportion confidence intervals) for both fixed 
answer and open-ended responses. 
 
3.2 Open-ended responses 
 
3.2.1 Quantitative Analysis 

 
For all but Question 7, a basic quantitative analysis was performed for all O-ERs by manually categorizing text 
strings into primary categories, to get a sense of general trends then quantified similarly to that described in 
3.1.1.  
 
This OER quantitative analysis was then broadened through each qualitative analysis, respectively, as described 
in 3.2.2. Additionally, the qualitative analysis attempted to calculate both ordinal- and interval-based statistics 
for Likert-type questions. Factor analysis could not be run, however, as the sample was not over 150 (Pallant, 
2005). Therefore a t-test was run instead.  

 
3.2.2 Qualitative Analysis 
 
The Qualitative Analysis consisted of 2 parts. First, O-ERs were manually reviewed and an additional subject 
matter (SME) expert consulted for second opinion, to remove inherent bias from the interpretation to the 
greatest extent possible, in accordance with academic research guidelines. 
 
Additionally, each O-ER was then analyzed by sentiment analysis (Sentiment Analyzer, 2020). This is the 
application of natural language processing (NLP) to ‘identify, extract, quantify and deconstruct subjective 
information’ (Wikipedia 2020) in free text strings or ‘blobs’. The statistical results of these analyses are listed 
within the quantitative analysis, but the interpretation(s) are listed in qualitative analysis. A more in-depth text-
based analyses could be run using a program like Dedoose or NVIVO, but no licenses for those programs were 
available to the authors. 
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4 SURVEY QUESTIONS 
 
4.1 Question 1 – “Is the gender table accurate?” 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
4.1.1 Quantitative Analysis 

 
Question 1 was answered by 90 of the 93 respondents. Fifty-nine percent (59%) of the respondents 
were generally positive about the table where twenty-nine percent (29%) felt it was very accurate 
(n=26) and thirty percent (30%) felt the list to be somewhat accurate (n=27). Nineteen percent (19%) 
responded with neutrality towards the table (n=17) with twenty-two percent (22%) indicating it was 
somewhat (n=12) or very inaccurate (n=8). 
 
The sum of scores mean is 3.59 (σ = 1.27); however, it is important to consider that Likert scale data is 
ordinal and so some statisticians believe that calculating a mean or standard deviation is not valuable 
(Wu and Leung, 2017). 
 
From this we can approximate that Cohen’s d is 0.514947. A medium effect size for Cohen’s d is 0.5. 
Because d is larger than the difference in standard deviations between a constructed control group 
(with a score of neutral, 3) and the sum of scores standard deviation of 1.27, the outcome of any 
statistical tests involving question 1 can be considered non-trivial. 

 
4.1.2 Qualitative Analysis  

 
This question approximates a Likert scale and includes correct language to analyze general sentiment. A 
Likert scale is a psychometric tool commonly used in research, to scale responses into gradated ‘ratings’ 
(Wikipedia 2020). However, the question should be a declarative statement to avoid bias (Losby and 
Wetmore, 2020).  
 
It is difficult to interpret overall sentiment given a lack of knowledge concerning response rates and 
benchmarking. Because denominators are not known, variance and reliability cannot be calculated to 
any degree of certainty. 
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4.2 Question 2 – “Is the gender table list of values complete?” 
 

 

 
 
4.2.1 Quantitative Analysis 

 
Question 2 was answered by 87 of the 93 respondents. Positive responses totaled fifty-five percent 
(55%) of which thirty percent (30%) felt it was very complete (n=26) and twenty-five (25%) felt it mostly 
complete (n=22). Nineteen percent (19%) responded with neutrality (n=16) with twenty-six percent 
(26%) percent of respondents suggesting it was somewhat complete (n=14) or not complete at all (n=9). 
 
The sum of scores mean is 3.48 (σ = 1.35); however, it is important to consider that Likert scale data is 
ordinal and so some statisticians believe that calculating a mean or standard deviation is not valuable 
(Wu and Leung, 2017). Combining results of questions 1 and 2 can allow us to analyze the data using 
interval-based methodologies, however. We can assume that the null hypothesis is that the sentiment 
of questions 1 and 2 is above neutral (3). Neutral when combining scores is 6 (3 + 3 for each). The mean 
value of questions 1 and 2 combined is 7.12 (σ = 2.26). The critical value is 1.663 (85 degrees of 
freedom). Our t-value is -4.69377. Therefore, we cannot reject the null hypothesis at a significance level 
of < 0.00001 in a one-tailed (upper-tailed) hypothesis. This means that the results of question 1 and 2 
are not significantly above neutral. A parametric test was appropriate in this circumstance as both Q1 
and Q2 were considered to be approximately normal, therefore their sum was as well (as the sum of 
two independent normally distributed random variables is also normal). 
 
From this we can approximate that Cohen’s d is 0.407224. A medium effect size for Cohen’s d is 0.5, so 
the effect size here is considered to be between small (0.2) and medium. Because d is larger than the 
difference in standard deviations between a constructed control group (with a score of neutral, 3) and 
the sum of scores standard deviation of 1.35, the outcome of any statistical tests involving question 1 
can be considered non-trivial. 

 
4.2.2 Qualitative Analysis 
 

Like the first question, this question approximates a Likert scale and includes correct language to 
analyze general sentiment.  
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Again, the question should be a declarative statement to avoid bias (Losby and Wetmore, 2020). It is 
difficult to interpret overall sentiment given a lack of knowledge concerning response rates and 
benchmarking. Because denominators are not known, variance and reliability cannot be calculated. It 
was noted at least once that this question should be rewritten. 
 

4.3 Question 3 – “How do you feel about the gender table?” (O-ER) 
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4.3.1 Quantitative Analysis 
 

The quantitative analysis of Question 3 sought to loosely aggregate the issues raised by 48 respondents. 
Of these respondents, the majority of concerns focused on incomplete, incorrect or confusing 
terminology (42%), degree of complexity (31%) and implementation issues like list upkeep/maintenance 
(19%). The 4 outlier issues included terminology interpretation (expressed by a parent), data 
organization and privacy concerns (8%). 
 
Sentiment analysis revealed that the majority of opinions were negative (with 73.60% confidence) 
(Sentiment Analyzer, 2020). 

 
4.3.2 Qualitative Analysis  
 

For Question 3, 51.6% of respondents provided a response of significant length; 79.6% of respondents 
included a non-null response. Most of the answers overlapped with terminology concerns, those were 
considered in the quantitative and qualitative sections of Question 6 in order to make this report less 
confusing. 
 
Other interesting observations about feelings directly related to the gender table include 10 (16.9%) 
persons including material which was openly transphobic or political in nature, 6 (10.1%) thought they 
were not knowledgeable enough to answer the survey’s various questions, and 7 (11.8%) had concerns 
over whether some terms may go out of date or could be considered offensive. 
 
However, the clearest trend was that persons answering the survey were unsure what the survey itself 
was asking or supposed to be asking (12 respondents; 20.3%). 

 
4.4 Question 4 – “Should this value set include “Girl” and “Boy”?” 
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4.4.1 Quantitative Analysis 

 
Question 4 was answered by 88 of the 93 respondents, where 61% (54 respondents) indicated they 
would not want “Girl” and “Boy” included in the value set whereas the balance of respondents were 
fairly evenly split between “yes” (20%) and “other (please specify)” (18%). 
 
Calculation of the binomial proportion confidence interval (removing “other”, which may introduce 
some bias), shows that the underlying population proportion of “Yes” answers is between 16% and 36% 
(with 95% confidence). 
 
For the qualitative analysis of “Other”, see section 4.4.2 which follows. 

 
4.4.2 Qualitative Analysis – “Other (please specify)” (O-ER) 
 

The general trend for “other (please specify)” answers was confusion.  
 
Individuals were not sure about the context of the question being asked and therefore did not know 
how to answer. This confusion leaked over into other free-text questions and was therefore difficult to 
quantify.  
 
However, a couple of individuals indicated that the values were either (a) implicit via an “age” category; 
or (b) possible answers only if age was a factor. 

 
4.5 Question 5 – “What data elements would you like to see modified? And how?” (O-ER) 
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4.5.1 Quantitative Analysis 

 
Question 5 is consistent with the sentiment captured in the first bar of Question 3 (n=20), where 56% of 
respondents in this later question (n=27) went on to discuss terms/terminology requiring attention.  A 
further 7 respondents noted that EMR data collection, at registration and/or elsewhere was more 
important (15%). Three respondents (6%) said the list requires authoritative review from both 
community (LGBTAI+) and international perspective whereas another respondent was concerned about 
data collection arising from regulation and/or the need to abstain to collect data for reasons of privacy, 
safety or human rights (2%). 
 
Sentiment analysis revealed that the majority of opinions were negative (with 68.60% confidence) 
(Sentiment Analyzer, 2020). 

 
4.5.2 Qualitative Analysis  
 

For Question 5, 51.6% of respondents included non-null answers. Design-related answers included 
asking for the ability to input free-text or should include significantly more options (15 respondents; 
25.3%) and the ability to select multiple options (2 respondents; 3.4%). 

 
4.6 Question 6 – “What needs improvement? Please mention specific section(s) and/or 

definition(s)” (O-ER) 
 

 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

4.6.1 Quantitative Analysis 
 

For Question 6, an average of 1.3 respondents (2.2%) made 33 concrete suggestions. The most common 
suggestions were culturally-specific gender identities (such as hijra; 5 respondents, 8.4%) and an open-
ended ‘other’ answer (such as an “other (please specify)”; 7 respondents, 11.8%). Note that suggestions 
were made in all free-text answers, so these represent collated suggestions. The top five answers 
respondents wanted to remove were: transman (4), transwoman (4), transfeminine (3), transmasculine 
(3), and gender nonconforming (3). 
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Sentiment analysis revealed that the majority of opinions were negative (with 97.40% confidence) 
(Sentiment Analyzer, 2020). 

 
4.6.2 Qualitative Analysis 
 

For Question 6, 49.5% of respondents included non-null answers. Generally, respondents wanted more 
complete definitions and use cases for terms in the table (19 respondents; 32.1%). 

  
4.7 Question 7 – Other comments and/or suggestions (O-ER) 

 
4.7.1 Quantitative Analysis 
 

A quantitative analysis of Question 7 was not conducted, but the sentiment analysis illustrated that the 
majority of opinions were negative (with 84.90% confidence) (Sentiment Analyzer, 2020). 

 
4.7.2 Qualitative Analysis 

 
Forty-three percent (43.0%) of respondents included non-null answers. As expected, there was a 
decreasing trend with each new free-text question. 
 
Four individuals felt strongly enough that they broke confidentiality and included their emails as part of 
Question 7, as they wanted to be contacted to help with the project or critique it significantly. 
 
Many respondents asked for an organ inventory (4 respondents; 6.8%) and inclusion of pronouns (7 
respondents; 11.8%). 
 
Questions 6 & 7 also received the largest series of transphobic responses, such as: 
 
 “We should not let the sexual politicians dominate the clinical utility of data definitions.” (Q7) 
 “We should not be hijacked by vociferous minority lobbying.” (Q6) 
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5 GENERAL OBSERVATIONS 
 

• The authors believe the survey did not include enough stakeholders and focus groups. 
o It is difficult to know what expertise the respondents may have had (or not had) or from what 

perspective they spoke (i.e. community, clinician, IT, etc.).  
o Denominators and response rates are difficult to calculate from the survey without sufficient 

estimates of group size and composition. 
 

• The survey attracted respondents from the United States, Canada, New Zealand, and Australia (deduced 
from information included by the respondents themselves).  

o Internal surveys will typically receive a 30-40% response rate, while external surveys receive a 
10-15% response rate on average. However, for this survey, it was unclear and undocumented 
how the survey was released, what survey groups were included, if it was “internal” or 
“external” or both, if it was distributed synchronously or asynchronously, or otherwise. For 
example, a future survey could include some form of “how did you hear about this survey?” or 
even customized links for different arms (based on responses), so that data are easily 
disaggregated. Disaggregation in the survey in its current format is not possible. 

o The authors note that IP address information was collected by Survey Monkey but not included 
in the analysis because respondents didn’t explicitly provide consent to share location 
information as part of an agreement to participate in a study.   

 
• Respondent ‘Open-ended response’ (O-ER) suggestions ranged from tables needing review to more 

culturally-specific identity terms, including definitions for all terms, designing a hierarchical classification 
system for entities, and allowing free-text and multiple-choice in Registration and EMR data collection. 

o Additionally, a number of respondents asked for clarity about project scope, including the goal 
of the survey, why certain questions were asked and why. 
 

• Four respondents (6.8%) indicated that they were happy to have nonbinary options available. This 
indicative of the general trend that creating the survey and table is a good first step. But the general 
negativity surrounding survey design, questions and content were enough to raise concern about the 
survey’s general applicability.  

 
• The lack of collection of general sentiment and/or demographics is also a large limitation. Usually 

surveys like this will include a “scoping” question, like “Do you think gay people should be able to get 
married?” or “Do you think transgender people are discriminated against?”. These sorts of questions 
easily allow (for the most part) for homophobic or transphobic opinions to be parsed out and scrutinized 
separately, as they may not be relevant. Demographics are also essential to proving that the tables are 
widely applicable and not geographically limited. The current status seems to be Eurocentric, but it is 
difficult to prove that. Further, customized links and targeted arms allow us to say more certainly 
whether medical professionals and LGBTQIA+ persons answered the survey, rather than strictly relying 
on survey respondents to be answering in good faith. Controversial topics, such as transgender 
inclusion, tend to garner extremely negative opinions, and it is possible (if not very likely) that 
respondents may “fake” an identity (such as stating that they are a physician) in order to lead credence 
to non-medical (and discriminatory) opinions. Even in the case of persons being in such roles, the 
scoping questions are necessary due to the existence of LGBTQIA+ hate groups.  

 
• For quantitative analyses, ranges for recommendations were not specified beforehand and, because 

these scales were often Likert-based or Likert-like (question 1 and question 2), acquiescence bias is a 
strong possibility, meaning that respondents have a tendency to select a positive response option more 
frequently. But given the number of negative responses and lack of cutoff points discussed beforehand 
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(and the aforementioned lack of response rate), it is impossible to conclude with any degree of certainty 
whether the answers are indicative of positivity or negativity. For a more meaningful analysis, questions 
using a Likert-like scale should be asked again with more specifications regarding what is a “good” score 
and what is a “bad” score. Further, Likert-like questions are most effective when questions are 
declarative and given numeric values (such as a 1 to 5 scaling). For the survey, it is also unclear if a pilot 
was run before to test the appropriateness of the survey questions. 

 
• By far the biggest issue was specificity. Participants were extremely confused about what was being 

asked and why. It was unclear if this was “gender identity” in addition to “assigned sex at birth” (ASAB) 
or if it was meant to supplant both of these fields; many were confused as to how these data would be 
used in practice as well. The privacy component also confused participants. Several participants noted 
these issues: “What is the purpose for collecting this information[?]” and “be specific about what it is 
[you need] and why you need it”. One particular participant noted that the issues went deeper, saying: 
“The table doesn't even follow HL7 guidelines for the creation of a vocabulary or value set.”  
 

• It is unknown whether the survey was approved by any institutional review board (IRB) or other 
advisory group.  

 
Creation/adoption of a new set of complete tables which follow HL7 guidelines is a necessary first step before 
running a new survey. A set of tables incorporating feedback from this survey has been posted by the sub-
committee to the “Proposed value sets for use in the gender harmony project” page on Confluence.  
 
Therefore the results of this report should be considered preliminary, at best. 
 

6 RECOMMENDATIONS 
 

1. Option 1 – Design a new survey with tables incorporating the preliminary feedback from this analysis, 
and running a new survey with a wider selection of focus groups and stakeholders, which also obtains 
institutional review board approval and the approval of HL7. Where administration of a new survey with 
institutional board approval, HL7 approval, and gathering of necessary stakeholders will like take 
anywhere between 4 and 8 months to complete. 

2. Option 2 – Adopt the HL7 Balloting Sub-Committee suggested approach which takes into consideration 
Clair Kronk’s Suggested v. 1 Tables 1, 2, 4 & 6 endorsed by the Vocabulary Survey Sub-Committee (see 
also Appendices) that will also be presented during the October 19, 2020 GHWG meeting. Note: the 
Suggested Tables, Version 1 are included in the HL7 Balloting Sub-Committee document. 

3. Option 3 – A reasonable compromise encompassing Options 1 & 2. 
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