Orphanet Report Series
S

Reports collection

2020 User Satisfaction Survey
of the Orphanet Website

! Inserm $ | o L o
: e PGcrien

La science pour la santé DS APEAMRRR 5061 [}
_ From science to health BrDg

Co-funded by
the Health Programme
of the European Union

nnnnnnnnnnnnnnn




TABLE OF CONTENTS

IMETHODOLOGY ...ttt ettt ettt sttt e et e sb e e sate e s bt e eabeesae e s abeeeaeeeabe e s e e sabeeeaeeeabeesseesabeesateenbeenseeenbeenaeeeane 3
RESULTS ettt ettt ettt ettt et ettt skt h e e a bt e bt e sab e e bt e eab e e st e s ab e e bt e e abe e st e eabeeeaeeeabe e b eesabeesabeenbeesabeenbeenaeeeane 4
Part 1: Methods and reasons for using the WebSIte .........occuieiiiiiiiiiie e 4
Question 1: How did you discover Orphanet? .......c.ueiiiiiiieiiiieee et e s saae e e e sarae e s s e 4
Question 2: What kind of device are you using to access Orphanet today? .........cccoccvvveieiiieeeecciiee e, 5
Question 3: How often do you Visit Orphanet?...........oooiiiii i 6
Question 4: Why do you usually consult Orphanet?............euviiiiiir i 6
Question 5: What sort of information are you looking for during this connection to Orphanet? ............ 8
Part 2: Your opinion on Orphanet’s products / services and its Website........ccceevvveeeeieeieieeeciee e, 10
Question 6: To what extent do you agree or disagree with the following statement?.........c..ccccc......... 10
Question 7: Orphanet provides data on rare diseases according to quality standards. These procedures
are available on the Orphanet WeDSItE .......oii i e 11
Question 8: How useful would you rank the following Orphanet services for your own use? ............... 11
Question 9: Overall, how satisfied are you with Orphanet?.......cccoccoiiiieii e 13
Question 10: How likely is it that you would recommend Orphanet to a friend or a colleague? ........... 14
Question 11: What should Orphanet do to better serve your Needs? ........ccoovecciiiveieeiie i 15
Part 3: More information @aboUL YOU .........eeiiiiieiee e e e e e e a s 18
Question 12: What country do you [ive iN/WOrK iN? ......ccueieiiiiiiiie et e 18
Question 13: In what capacity are you consulting the Orphanet website?........cccooveeeeeiiiiiiiiiieeeeeeeeeenn, 19
Question 14: Do you have expertise in rare diSEASES ?.......ccvveeeieeeeieiiiiieieeeeeeeereeirrreeeeeeeeseecsrreeeeeeeeeennans 24

Orphanet Report Series - 2020 User satisfaction survey of the Orphanet website
http://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet survey2020.pdf



http://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet_survey2020.pdf

METHODOLOGY

This year’s satisfaction survey has been conducted in one phase launched in February 2020 via a popup
window added to the first page users landed on. The survey was translated into the 8 languages of the
website (i.e. English, French, Spanish, Italian, Portuguese, Dutch, German and Polish) and was displayed in
the language of consultation via the pop-up. The survey was closed after 5 weeks of display on the website.
This survey was made of 14 questions split into 3 sections.

The on-line survey was designed using the online survey tool Survey Monkey, the questions focused on the
professional activity of the users, their habits when they visit the Orphanet website, their opinion of the
content as well as their overall satisfaction and their suggestions for improvement. A total of 14463 users
gave answers to the questions this year.

The results from all of the languages of the survey were consolidated and then analysed. The results of this
analysis are presented in this report with elements of comparison as regards last survey’s results. The number
of total respondants for each question in particular is given.

For any questions or comments, please contact us: contact.orphanet@inserm.fr
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RESULTS

Part 1: Knowledge of and reasons for using the website

Question 1: How did you discover Orphanet?

This question aimed to determine how respondents first learnt about Orphanet. Respondents could choose
as many choices they wanted. At least one response to this question was required. 14463 respondents replied
to this question, i.e. all of the respondents.

A large majority of our users (74%) discovered Orphanet via Google (Figure 1). Word of mouth has also
brought a significant percentage of respondents to Orphanet (14%).

The other vectors cited by users include scientific literature, rare disease related events, Wikipedia and
websites of patient organisations or hospitals.

How did you discover Orphanet?

Google NI 74%

Word of mouth (colleagues, friends, doctors, a patient with
0,
a rare disease, at a conference) I 149

Pubmed or Scientific literature [l 6%
Rare disease day [l 4,1%
I don't remember [l 3,7%
Wikipedia M 3%
Website of patient organisation or hospital Wl 2,7%
Social network (Facebook, Instagram...) B 2%
Newspaper/magazine/television/radio/movie [ 1,1%
Orphanet contacted me | 0,5%
Other or other search engine I 1,4%

0% 10% 20% 30% 40% 50% 60% 70% 80%

Figure 1: Mode of discovery of Orphanet by respondents (n=14463)
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Other or other search engine

As part of my studies I 32%
As part of my work I 29%
Other search engine [N 18%

Through a national institution (health insurance fund, health
institution...)

I 14%
Other NN 8%

Figure 2: Mode of discovery of Orphanet by respondents who chose “Other” (n=205)

Compared to last year, these results show a new and interesting access through scientific literature (6%) and
a continuing increase of access through Google (4 points more) while word of mouth is identical. The
remaining vectors are marginal as in the last survey compared to the first two vectors. These results are the
same in all the languages of the survey.

Question 2: What kind of device are you using to access Orphanet today?

This question was aimed at finding out more about the type of hardware used to access the site. Only one
response was possible and an answer was required. 14463 respondents replied to this question, i.e. all of the
respondents.

m Mobile device (smartphone, tablet)
= Computer

Figure 3: Mode of accessing Orphanet by respondents (n=14463)

78% of respondents accessed to Orphanet using a mobile device with an Internet connection (Figure 3). This
represents a progression of 8% compared to the previous survey and confirms the trend that more and more
people use a mobile device to connect to the Orphanet website, which follows the current trend in the use
of mobile devices. It should be noted that the Orphanet website is responsive by design.

Orphanet Report Series - 2020 user satisfaction survey of the Orphanet website
http://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet_survey2020.pdf



http://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet_survey2020.pdf

Question 3: How often do you visit Orphanet?

Only one response was possible and answer was required. 14463 respondents replied to this question, i.e.
all of the respondents.

Around 48% of those answering the survey are regular users, whereas 53% were visiting Orphanet for the
first time (Figure 4).

= More than once a week
= Around once a week
Once a year or up to 6 times a year

= Around once a month

= First visit
Figure 4 : Visiting frequency of respondents (n=14463)

There were still more first time users this year compared to last survey (53% compared to 44%) but also more
respondents than the last survey (14463 compared to 8097).

On the other hand, there is an increase in very regular users (2once a week): around 20% this year compared
to 12% in the last survey.

This trend is similar to that of last survey showing that people tend not to come back to Orphanet once they
find the information they want or that first time users are more likely to answer to this survey as regular
users already did last year or before.

But Orphanet seems to be becoming a tool used more and more regularly.

Question 4: Why do you usually consult Orphanet?

This question aims to determine what type of information visitors usually look for on Orphanet. It had not
been asked in the last surveys. It was possible to select several categories but the answer was not required.
6498 respondents replied to this question, i.e. 45% of the total respondents.

The top three usually consulted information categories are(Figure 5):
- learn more about a rare disease by reading its disease summary text (58%);
- find the clinical signs associated with a rare disease (53%);
- learn about rare diseases in general (52%).
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Why do you usually consult Orphanet?

To learn more about a rare disease by reading its disease summary text
To find the clinical signs associated to a rare disease

To learn about rare diseases in general

To learn about the disabilities related to a specific rare disease

To find which genes are involved in a rare disease

To find epidemiological data related to a rare disease

To read articles produced by other journals or learned societies on a rare...

To obtain the emergency guidelines associated to a rare disease

To see in which classification a rare disease is classified

To find the crossreference of a disease with other reference database...

To consult the directory of diagnostic tests

To consult the directory of centre of expertise

To find the ORPHA code of a rare disease

To see what is new since your last visit

To consult the directory of clinical trials

To consult the directory of patient organisations

To learn about Orphan drugs in general

To consult the directory of research projects

To consult the directory of Orphan Designations and drugs
To access datasets for research (Orphadata)

To read or access the Orphanet newsletter (OrphaNews)
To consult the directory of registries or biobanks

To contribute to Orphanet (by suggesting an update)

To register your activity with Orphanet

Other

I — 5 8 %6

e 53 %
e 50 %
I 35%
I 35%
I 29%
I 13%
I 13%

I 4%

S 13%

1%

I 11%

3%

3%

3%

I 3%

—— 7,5%

7Y%

N 55%

N 4,8%

N 3,4%

Bl 3,3%

m 1,6%

H 1,4%

W 1,9%

Figure 5 : Information sought usually by respondents during their connection to Orphanet (n=6498)

For studies

As patient with a rare disease/ family member / friends
For work

Search professional experts / contact details

Other

Other

I 34%,
I ) 6%
I )5%

— 6%

I 7%

Figure 6: Information sought usually by respondents who chose “Other” (n=122)
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Our visitors also usually look for information about the disabilities related to a specific rare disease (35%), to
find which genes are involved in a rare disease (35%), to find epidemiological data related to a rare disease
(29%), to read articles produced by other journals or learned societies on a rare disease (18%) and to obtain
the emergency guidelines associated with a rare disease (18%).

Regarding directories offered by Orphanet, the directory of diagnostic tests and of centres of expertise are
the most consulted usually (11%). 8% of respondents consult Orphanet to find the ORPHA code of a rare
disease.

Question 5: What sort of information are you looking for during this connection to
Orphanet?

This question aims to determine which kind of information visitors sought on Orphanet. Unlike the last
survey, it was possible to select several categories but an answer was not required. 6941 respondents replied
to this question, i.e. 48% of the total respondents.

This year, results show an increase in visitors consulting Orphanet to learn about rare diseases in general
(54% compared to 23%). This can be explained by the fact we allowed respondents to choose multiple
categories or because first time users are more likely to answer to this survey and mainly research general
information compared to regular users.

But we can see the same top three consulted products during this connection are as in the last survey:
information on rare diseases in general (54%), information on a specific disease (35%), and information about
clinical signs associated to a rare disease (18%) (Figure 7).

Our visitors also look for information on disabilities related to a specific rare disease (13%) and on genes
involved in a rare disease (10%), more so than in the last survey (1% for each category). This can be explained
by the fact we allowed respondents to choose multiple categories but also show a trend that people are more
and more interested in detailed information about a specific disease.

Articles produced by other journals or learned societies on a rare disease (8%), information about
classifications and epidemiological data related to a rare disease (7%) and the emergency guidelines
associated with a rare disease (6%) are also products for which people usually look.
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What sort of information are you looking for during this connection to Orphanet?

To learn about rare diseases in general

To learn more about a rare disease by reading its disease summary text
To find the clinical signs associated to a rare disease

To learn about the disabilities related to a specific rare disease

To find which genes are involved in a rare disease

To read articles produced by other journals or learned societies on a rare.
To see in which classification a rare disease is classified

To find epidemiological data related to a rare disease

To obtain the emergency guidelines associated to a rare disease

To find the crossreference of a disease with other reference database...

To find the ORPHA code of a rare disease

To consult the directory of centre of expertise

To consult the directory of clinical trials

To consult the directory of diagnostic tests

To consult the directory of patient organisations

To consult the directory of research projects

To learn about Orphan drugs in general

To access datasets for research (Orphadata)

To read or access the Orphanet newsletter (OrphaNews)
To consult the directory of Orphan Designations and drugs
To consult the directory of registries or biobanks

To contribute to Orphanet (by suggesting an update)

To register your activity with Orphanet

Other

1 —
I——— 3 5%

I 18%

I 13%
I 10%

. I 8%
I 3%

—— 7,7%

N 6%
. 5%
N 5%
N 4,3%
N 4,2%
N 4%
N 35%
N 3,5%
N 3%
Hm 3%
 24%
W 2,2%
H 1,6%
H 1,6%
H 1,6%
. 2%

Figure 7 : Information sought by respondents during their connection to Orphanet (n=6941)

Other

As patient with a rare disease/ family member / friends
For work

Search professional experts / contact details

For studies

Came across the site by chance / curiosity

Diagnostic assistance

Figure 8: Information sought by respondents who chose “Other” (n=138)

Other

6%

9%

12%
11%

20%
19%

24%

54%

Orphanet Report Series - 2020 user satisfaction survey of the Orp

hanet website

http://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet_survey2020.pdf



http://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet_survey2020.pdf

Part 2: Your opinion on Orphanet’s products / services and its website

This part of the questionnaire was aimed at deciphering our users’ global satisfaction about our website and
our products/services. This part also provided the opportunity for respondents to tell us what we should
improve or develop to better serve their needs. This question was only directed to those who answered that
it was not their first visit to the Orphanet site.

Question 6: To what extent do you agree or disagree with the following statement?

This question aimed to find out whether users found Orphanet website user friendly, easy to use and if the
information found was easily understandable. Respondents were asked to rate (++, +, -, --), to what degree:
- thessite is easy to navigate,
- the information was easy to find,
- theinformation found was easy to read and understand.

Respondents were asked to provide answers concerning the three statements but an answer was not

required. 6330 respondents replied to this question, i.e. 44% of the total respondents and almost the total
of regular users (48%; question 3).

To what extent do you agree or disagree with the following statements?

Y. 7% s

to read and understand . °
1%
1%

It is easy to find the information
| am searching for
1%
B Strongly agree Agree Disagree M Strongly disagree

Figure 9: Repartition of the respondents rate on the ease to use the Orphanet website and to understand the information found (n=6330)

These results show that most of the respondents (more than 90%) find that the Orphanet website is user-
friendly, that the information is easy to find and that once it is found the information is easy to read and
understand (Figure 9). A minority of respondents (4 to 7%) disagree or strongly disagree with these
statements. This is more than in the last survey (around 2%) but this can be explained by the fact that in the
last survey we proposed an intermediate category showing that 13 to 19% of respondents are ambivalent.

These results should, however, be related to question 8 and 11. In these questions, we asked how useful they
found Orphanet services and what Orphanet could do to better serve its users. Answers to these questions

Orphanet Report Series - 2020 User satisfaction survey of the Orphanet website
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showed that users do not know certain Orphanet functionalities or services and that Orphanet must make
further efforts to make its site even easier to use and clearer (e.g. more ergonomic).

Question 7: Orphanet provides data on rare diseases according to quality standards.
These procedures are available on the Orphanet website

This question aims to determine if Orphanet users were aware that procedures exist and if they were
interested in reading them. Indeed, Orphanet produces its data according to published procedures : data
collection, validation and publication is ruled by Orphanet Standard Operating Procedures according to
quality standards.

Answer was not required and 6188 respondents replied to this question, i.e. 43% of the total respondents
and almost the total of regular users respondents (48%; question 3).

Were you aware that Orphanet provides
procedures (data according to quality
standards)?

Are you interested in reading them?

= NO
= NO 63% YES
YES
Figure 10 : Repartition of the respondents about Figure 11: Repartition of the respondents interested in
knowledge of Orphanet procedures (n=6188) reading Orphanet procedures (n=6188)

The majority of respondents (65%) did not know of the existence of these procedures (Figure 10) but 63%
are interested in reading them (Figure 11).
This indicates that we should increase the visibility of these procedures on the website.

Question 8: How useful would you rank the following Orphanet services for your own
use?

This question aims to determine the utility and users’ knowledge of the various services/products offered by
Orphanet. Respondents were asked to rate (++, +, -, --) each services/products or to specify that they did not
know this service/product.

Answer was not required and 5413 respondents replied to this question, i.e. 37% of the total respondents
(the total of regular users respondents being 48%).
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How useful would you rank the following Orphanet services for your own use

Disease summary texts on diseases

Clinical signs associated to a rare disease
Epidemiological data

Classifications of rare diseases

Functional consequences of rare diseases (disabilities)

Inventory of genes involved in rare diseases

Articles produced by other journals or learned societies and...

Emergency guidelines

Orphanet Report Series - List of rare diseases
Orphanet nomenclature of rare diseases/ORPHA code
Directory of expert centres

Directory of medical laboratories/ diagnostic tests

Orphanet Report Series on the Epidemiology of Rare Diseases...

Disability factsheets

Directory of patient organisations

Cross-referencing of terminologies (OMIM, GARD, ICD...)
Directory of orphan drugs

Orphanet national websites

Directory of clinical trials

Orphanet Report Series: Disease Registries in Europe
Directory of research projects

Orphanet Report Series on Orphan Drugs

Orphanet Report Series: List of Research Infrastructures useful to...

Orphadata (downloadable Orphanet datasets)
Directory of registries
OrphaNews newsletter

ORDO: Orphanet Rare Diseases ontology

W ++ 4+

0%

e 23% 9%
e 6% 6%
s 33% 8% 5%
s 32% 9% 6%
s 30%  10% 6%
Iz 2% 10% 8%
e 33% 16% 7%

sz 30% 2% 12%
v 31% L 22% 12%
s 29% 0 26%  11%
s 30% 0 25% 0 11%
seemms 30% 0 25%  11%
g 28% . 28% | 11%
gz 30% 0 26%  13%
osemmss 27% 0 31% 0 13%
oz 26% 0 32% | 12% 5%
e 24% 0 38%  11% 4%
g 26% 0 31% 5%
22, 25% 0 34% 0 13% 6%
e 24% 3% 11% 4%

14%

10% 20% 30% 40% 50% 60% 70% 80%  90%

= | didn’t know this service - o --

100%

Figure 12 : Repartition of the respondents rate on utility and or knowledge of services/products offered by Orphanet (n=5413)

The most useful services for respondents (almost 90%) are disease summary texts and clinical signs
associated to a rare disease (Figure 12) followed by epidemiological data, classifications of rare diseases,
functional consequences of rare diseases (disabilities) and the inventory of genes involved in rare diseases

Orphanet Report Series - 2020 User satisfaction survey of the Orphanet website
http://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet survey2020.pdf

12



http://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet_survey2020.pdf

(around 80%).

Articles produced by other journals and published on the Orphanet website, Orphanet nomenclature of rare
diseases / ORPHAcodes and emergency guidelines are also very useful services for Orphanet users (at around
70%).

4 to 15% of respondents do not find certain products/services useful for their needs. These results should,
however, be considered in the light of the results of question 11, where we asked what Orphanet could do
to better serve its users : it emerges from this question that detailed information would be more useful for
some users.

Overall, the services/products offered by Ophanet are more useful than not for respondents.

The Orphanet Report Series on Registries, Orphan Drugs and Research Infrastructures and also the
OrphaNews newsletter are not well known to our users (around 30%). Orphanet should therefore increase
the visibility of these products and services.

Orphadata (downloadable Orphanet datasets) and Orphanet Rare Disease Ontology (ORDO) are the least
known products (almost 40%) maybe due to the fact that these services have their own access in addition to
the Orphanet website and that people who need these services do not come to the Orphanet website to find
them.

Question 9: Overall, how satisfied are you with Orphanet?

The global satisfaction of Orphanet website users was evaluated through this question. An answer was not
required and 5262 respondents replied to this question, i.e. 36% of the total respondents, the total of regular
user respondents being 48%.
Only one answer was possible plus a non-mandatory free field to add any comment that could explain the
answer. Comments were aimed at ascertaining in more detail what people think of Orphanet and were
provided by 598 individuals.

Overall, how satisfied are you with Orphanet

2% 1%

m Very satisfied
Somewhat satisfied
Somewhat dissatisfied

m Very dissatisfed

Figure 13: Global satisfaction of the Orphanet website users (n=5262)
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The vast majority of respondents were either very satisfied or satisfied with Orphanet with a total of 97%
responding positively (Figure 13), increasing by 4 points compared to the last survey (93%, n=4369).

The free comment field helped us to understand the reasons for satisfaction or dissatisfaction (Figure 14):
- 57% considered that information provided by Orphanet is useful and accurate, showing the same
trend as in the last survey.
- 2% of respondents were dissatisfied and 1% were very dissatisfied. The main free comments
explained that the information is not detailed enough and not updated enough, and the website is
not user-friendly enough.

Comments

9% 10% 10% 8%

] SO G
I

Useful and Easy access Information Website not Information Information Not enough Some

accurate to not detailed user-friendly not updated not always textina information
information information enough enough enough easily language is missing or
readable  otherthan out of date

English

Figure 14: Free comments of the Orphanet website users (n=598)

Question 10: How likely is it that you would recommend Orphanet to a friend or a
colleague?

This question was asked in order to determine Orphanet’s Net Promoter Score (NPS), which measures the
likelihood, on a 1-10 scale, that someone will recommend a company to someone else. The Net Promoter
Score was calculated by subtracting the percentage of customers having ranked this probability from 0 to 6
from the percentage of customers having ranked this probability from 9 to 10. Thus, results can go from -100
to +100.

Answer was not required and 5299 respondents replied to this question, i.e. 37% of the total respondents,
the total of regular users respondents being 48%.

Almost 63% of those responding turned out to be promoters as they responded with a score of 9 or 10, 29%
were passive (score of 7 or 8) and 8% were detractors (score of 0 to 6). This gives a NPS of 54.3 (Figure 15).

Orphanet Report Series - 2020 User satisfaction survey of the Orphanet website
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Figure 15: Orphanet Net Promoter Score (NPS) (n=5299)

To our knowledge, Orphanet is the only service dedicated to providing free information on rare diseases and
orphan drugs, that publishes its NPS. Thus, we cannot compare this score to other similar services but is
useful in measuring our customer satisfaction when tracked. This score increased by 6.5 points compared to
the last survey in 2018 (47.8, n=4199).

It is noteworthy that according to these results 63% of the respondents would recommend using Orphanet
while only 8% would not.

Question 11: What should Orphanet do to better serve your needs?
Comments were provided by 1047 individuals in response to this question, i.e. 7% of the total respondents.

Around 34% of those who provided comments were satisfied by the service provided by Orphanet and left
messages of encouragement and support for Orphanet’s activities (Figure 16).

The most frequent comments relate to the need for more detailed information (23%), a more ergonomic
website (14%) and more frequent updates (11%).
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What could Orphanet do to better serve your needs

Nothing / Continue like this I 34%
Detail information I 23%
More ergonomic website IEETEEEEEES——— 4%
Update information masssss—— 11%
More easily readable mmm 3%
More translated text mmm 2,2%
Diagnostic assistance mH 1,6%
Promote the website mm 1,5%
A specific newsletter mm 1,3%
Represent more countries across the world m 1%
Highlight Expert centers ™ 0,8%
Highlight Emergency guidelines ® 0,7%
More information on how to contribute B 0,6%
Other s 6%

Figure 16: Free comments on what could Orphanet do to better serve your needs (n= 1047)

1) Regarding the need for a more detailed information, Orphanet’s users were mainly interested in more
detail in disease summaries (36%, Figure 17).

Detail information on

Disease summary IE— 36%
Clinical Signs and Symptoms I 19%
General information TSN 15%
Treatment and patient care I 10%
Bibliography/Sources mmm————— 3%
Genes W 4%
Research mmmm 3%
Experts mmm 3%
Orphandrugs B 1%

Figure 17: Free comments on what could Orphanet do about expanded information (n= 239)

Many respondents also wanted the clinical signs and symptoms be more detailed (19%) and suggested that
pictures, or medical imagery, could be added to aid diagnosis, as well as the publication of clinical cases.
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Some comments concerned the reintroduction of the aid to diagnosis tool (Orphanet-Phenomizer tool) that
Orphanet took off-line following feedback from users has this tool was not sufficiently efficient. Orphanet is
testing a new aid to diagnosis tool in order to include it in Orphanet.

More general information about rare diseases interested Orphanet’users (15%) as did health policy and
health insurance. Orphanet provides information about rare diseases policies (link) but maybe it is not visible
enough on our website or not detailed enough.

Around 10% of Orphanet’susers would like more informations about treatments and patient care.

2) Regarding the need for a more ergonomic website (Figure 18), Orphanet’s users comment mainly about
the website layout (32%) and the site navigation (31%). The responses collected showed that some users
considere the website as not user friendly enough, which could explain the few negative answers to the
guestion 6 that some users find that the information is not always easy to find.

Respondents suggest to improve the presentation of the data in this complex database, and to highlight all
the resources linked to each disease. Users were also interested in having more information on how to
navigate.

It is worth to note that Orphanet offers some video tutorials to help understand the database and show how
to use the Orphanet website (Orphanet Tutorials) but maybe these tutorials are not visible enough on our
website.

More ergonomic website

Layout . 32%
Site navigation " 31%
Search bar NN 19%
Mobile app I 10%
Ingeneral [ o%

Figure 18: Free comments on what could Orphanet do about the website (n= 147)

Many comments were also on the search engine (19%) that is not performant enough and/or to complex to
use. Many users also highlighted the need to improve the search functionalities and the search engine: the
IT infrastructure is still being overhauled and hopefully this will improve in the near future.

3) The third most frequent Orphanet user request is that Orphanet update more frequently its data.
Concerning the update of disease summaries, some of them are now directly produced by European
Reference Networks (ERNs) who agreed to work with Orphanet and this new strategy has recently resulted
in @ much larger number of summaries being updated and enabled us to continue to improve the update
frequency of the abstracts.
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Concerning the updates of the expert resources (expert centres, patient organisation, medical laboratories
and their associated diagnostics test, research projects, clinical trials and registries), Orphanet is always
dependent on the good will of the professionals as they are the only ones that can update this data. This is
why Orphanet carries out an annual email campaign to professionals and ask them to update their data. In
parallel, professionals are able to update their data via the Orphanet professionals’ registration tool at any
time throughout the year.

Part 3: More information about you

Question 12: What country do you live in/work in?

This question was aimed at ascertaining the location of the users replying to the survey. Only one response
in a drop down menu was possible for this question. This menu contained the 250 countries of the ISO norm
3166-1 alpha-2.

This question was asked to everyone but an answer was not required and 11326 respondents replied to this
question, i.e. 78% of the total respondents.
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What country do you live in / work in?

ltaly I 22%
France I 17%
Mexico NI 11%
Brazil I 0%
Spain NN 6%
Germany I 6%
United States I 5%
Colombia m—— 4%
Argentina I 4%
Belgium mmmm 2%

Portugal W 1,4%

Canada W 1,4%

Chile mm 1,3%

Peru mm 1,3%

India mm 1,2%

Ecuador mH 1,2%

Switzerland = 1,1%

Venezuela mH 1,1%
United Kingdom mm 1%
Netherlands mE 1%
Algeria mH 1%
Austria M 1%

Figure 19: Top 20 countries replying to the satisfaction survey (n=11326)

The top ten countries replying to the survey were: Italy (n=2136), France (n=1584), Mexico (n=1067), Brazil
(n=839), Spain (n=572), Germany (n=555), United States of America (n=484), Colombia (n=418), Argentina
(n=366), and Belgium (n=183).

This is exactly the same top 10 countries as in the last survey.

Question 13: In what capacity are you consulting the Orphanet website?

This question aimed to determine the profile of Orphanet users. Seven categories were proposed (i.e.
healthcare professional, patient / family / patient organisation, researcher, industry, health care manager /
policy maker, education / communication and student), and a free text field was included for other types of
users. Respondents from the ‘other’ category were reassigned to one of the seven proposed categories when
appropriate.

Unlike last survey, it was possible to select several categories but an answer was not required. 11331 replies
were registered for this question, i.e. 78% of the total respondents.
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Figure 20 shows the distribution of respondents amongst these categories:

In what capacity are you consulting the Orphanet website ?

HEALTHCARE PROFESSIONALS (e.g. doctor, genetic counselor,

o . . I <2%
nurse, biologist, pharmacist, paramedical, etc.)

PATIENT/ FAMILY/ PATIENT ORGANISATION (e.g. patient,

: - : - A s
family member, friend of a patient, member of patient...
STUDENT (e.g. medicine or other) [ 21%

RESEARCHER (e.g. academic, clinical or basic research, _ 11%
industrial researcher, bioinformatician, health economist,... 0

EDUCATION/ COMMUNICATION (e.g. teacher, translator, o
journalist, webmaster, social worker, etc.) - 7

HEALTH CARE MANAGER/ POLICY MAKER (e.g. governmental . 2%
/ hospital / European administration, health services... 1

INDUSTRY ( biotech, pharmaceutical, ..) B 2%

OoTHER [ 3%

Figure 20: Types of Orphanet user (n =11331)

The largest category of respondents is the healthcare professional category (43%). The second largest
category of respondents is patients and their entourage, including patient organisations with 35% of
responses. Many students (21%) also replied the survey.

Around 60% of the ‘other’ category was composed of those visiting the site for their general knowledge or
curiosity (n=203). The rest of this category included majoritarily those who did not state their professional
category (n=137).

There is an increase in the percentage of patients and their entourage, including patient organisations
responding to the survey (35% this year, 26% last survey) and a slight increase in the percentage of healthcare
professionals (43% this year, 39% last survey). The percentage of students responding to the survey remained
stable.

Then, for each category, respondents were asked to choose the sub-category that would best describe them.
If they answered ‘other’ they were invited to state in which capacity they were answering. Only one response
was possible. Respondents from the ‘other’ category were reassigned when appropriate.
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Healthcare professionals (n= 4612):

Hospital or independent specialists represent by far the main category of respondents (45%) (Figure 21). All
together, 61% are medical doctors (compared to 71% in the last survey).

17% of the respondents belong to other healthcare professional categories (e.g. psychologists,
physiotherapists, dentists, paramedical, etc...), which represents a fairly large increase compared to last
survey (11%).

Other professional categories remain equally represented compared to last year.

Biologist General
3% practitioner
16%

Other
4%

Other healthcare
professional
17%

Genetic
counsellor
2%

Hospital or

independent

pharmacist
3%

Nurse
9%

Medical coder
1% Hospital or
independent
specialist

45%

Figure 21: Types of respondents qualifying themselves as health professionals

Patient / Family / Patient organisation (h= 3755):

Most of the people who selected this category are patients (42%) or family members of a patient with a rare
disease (41%) (Figure 22).The results are globally similar to those of the previous survey.

Other
5%

Family member

. of a patient
Pitzls/nt 41%
(]
Men;:)-irn:)f a Friend of a
pati patient

organisation
3%

9%

Figure 222 : Types of respondents qualifying themselves as a patient, part of a patient’s entourage or member of a patient organisation.

Orphanet Report Series - 2020 user satisfaction survey of the Orphanet website 21
http://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet survey2020.pdf



http://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet_survey2020.pdf

Students (n= 2306):

Medical students represent 68% of this category (Figure 23). The other respondents were students in biology,
dentistry, physiotherapy, genetics, etc. The results are almost similar as last survey with an increase of other
types of students (32% this year compared to 24% last one).

Other
type of
student
32% Medical
student

68%

Figure23: Types of respondents qualifying themselves as students

Researchers (n= 1130):

Academic researchers represent 71% of respondents of the research category (an increase in comparison to
56% in the last survey) (Figure 24). The percentage of social science researchers that responded to this survey
decreased compared to last year (7% compared to 12% in the last survey) as did the percentage of
bioinformaticians / biostatisticians (3% this year, 9% in the last survey).

Other
11%

Social sciences
researcher
7%

Industry researcher

4% —\

Health economist ___———
4%

Academic
researcher (basic,
preclinical or
clinical)

71%
Bioinformaticien/
biostatistician
3%

Figure 24: Types of respondents qualifying themselves as working in the field of research.
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Education / Communication (n=613):

In this category, teachers represented 53% of respondents (Figure 25). Social workers and administrative
education staff were the second most represented sub-categories with each 11% of respondents. The “other”
category included other professionals from the education sector, or professions linked to research and
communication (publisher, information scientist). The results are globally similar to last survey with an
increase in the number of teachers (almost 10 points more this year).

Other
9%

Webmaster / health
website manager
3%

Communication agency
3%

Translator
3% Education administration

11%

Journalist
4%
Teacher (primary,
secondary or higher
education)
53%

Librarian
3%

Social worker

11%

Figure25: Types of respondents qualifying themselves as working in education/communication.

Health care manager / policy maker (h=167):

In this category, 35% work in health services administration or insurance (public, private or administration)
and 32% in hospital administration (Figure 26). The results are globally similar to the last survey with an
increase of respondents working in hospital administration (20% in the last survey).

Hospital administration
32%
European administration
2%

Governmental
administration
16%

Health services
administration /
insurance (public, private
or administration)

35% Health inspector
6%

Figure26: Types of respondents qualifying themselves as working in the field of health care management/policy making.
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Industry (n=153):

52% of respondents work in the biotechnology or pharmaceutical industry and 26% are consultants in the
sector (Figure 27). Compared to the last survey, the percentage of respondents working in the biotechnology
and pharmaceutical sectors increased by 15 % while the percentage of consultants in industry decreased by
19 %.

Other

Investor / business
developer
11%

Biotechnology &
pharmaceutical
52%

Consultant for industry
26%

Figure 27: Types of respondents qualifying themselves as working in the biotechnology or pharmaceutical industry

Question 14: Do you have expertise in rare diseases ?

Respondents were also asked if they had an expertise in the field of rare diseases. An answer was not required
and 11103 respondents replied to this question, i.e. 77% of the total respondents.

Do you have expertise in rare disease?

Figure28 : Repartition of respondents considering having a expertise in rare disease.

41% responded that they had expertise in this field, of which 55% belong to the Healthcare professionals
category and 27% of the Patient / Family / Patient organisation category.
These results are similar to those of last year.
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For any questions or comments, please contact us: contact.orphanet@inserm.fr
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