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Abstract 

Background:  The European Reference Network on Rare Multisystemic Vascular Diseases (VASCERN) was launched in 
2017 and involves, to date, 35 highly specialised multidisciplinary expert centres (from the 30 full Healthcare Provider 
members) coming from 11 countries and more than 70 patient organizations from 16 countries. The eHealth Working 
Group (WG) of VASCERN was set up to develop practical, patient-centred solutions and strategies for effective use of 
eHealth tools to answer the needs of patients with multisystemic vascular rare diseases.

The eHealth WG:  Following the identified patients’ needs and following the guiding principles of collaboration and 
patient-centredness, the eHealth WG was created with the following aims: to develop a mobile app to help patients 
find expert centres and patient organizations, and to develop resources (Pills of Knowledge, PoK) for training and 
education via digital platforms (eLearning). The mobile app includes, to date, functionalities that allow users to find 
expert centres and patient organizations across Europe in the area of rare multisystemic vascular diseases. Discussed 
app developments include personalized digital patient passports, educational material, emergency management 
guidelines and remote consultations. Regarding training and education, a variety of PoK have been developed. The 
PoK cover several topics, target several user groups, and are delivered in various formats so that they are easy-to-use, 
easy-to-understand, informative, and viable for delivery and sharing through digital platforms (eLearning) including, 
e.g., the VASCERN YouTube™ channel.

Conclusion:  Overall, the work carried out by the eHealth WG of VASCERN can be seen as a pilot experience that may 
serve as a basis to for collaborative development of patient-centred eHealth tools that answer the needs of patients 
with various rare diseases, not limited to rare multisystemic vascular diseases. By expanding the multidisciplinary 
approach here described, clinical and research networks can take advantage of eHealth services and use them as stra-
tegic assets in achieving the ultimate goal of ensuring equity of access to prevention programs, timely and accurate 
diagnosis and specialized care for patients with rare diseases throughout Europe.
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Background
The ongoing digital health revolution, supported by 
ubiquitous connectivity, enables new ways of delivering 
decentralized healthcare services through eHealth solu-
tions. The use of eHealth in the area of rare diseases (RD) 
holds promise to support service delivery and improve 
quality of care as well as patients’ self-efficacy and qual-
ity of life. Patients with RDs may experience difficulties in 
finding appropriate clinical expertise and they frequently 
have to travel long distances for their care, often facing 
language and cultural barriers as well as substantial finan-
cial burden [1, 2]. Because of the intrinsic characteristics 
of RDs (e.g., large number of disorders and syndromes, 
low individual prevalence, severity, often limited infor-
mation, and scarcity of therapies) the area of RD care can 
indeed benefit greatly from cross-border collaboration 
and from meaningful use of eHealth [3].

eHealth has the potential to provide innovative solu-
tions to health issues and may be viewed as a key ‘ena-
bling’ technology to improve care and the experience of 
care for those living with RDs. European policies pro-
mote the implementation and uptake of eHealth tools, 
supporting the development of digital infrastructures 
to facilitate cross-border health services and coopera-
tion [4]. The European eHealth Action Plan 2012–2020 
provides a roadmap to empower patients, HCPs, and 
citizens through modern devices and technologies, 
including a special focus on mobile health (mHealth) [5]. 
The eHealth Action Plan supports the use of eHealth to 
enable personalised, citizen centred healthcare, which 
can help reduce errors and costs, improve outcomes and 
quality of life, and decrease inequalities [5]. The eHealth 
Network is a voluntary network connecting national 
authorities responsible for eHealth set up by the EU to 
facilitate cooperation and information exchange across 
Europe [6], for example in the areas of cross-border 
exchange of health data including interoperability issues, 
privacy protection, standardisation, and mHealth [7]. 
The current ongoing discussion about eHealth and RDs 
is mainly focused on patient registries, telemedicine, 
and issues related to data sharing for clinical or research 
purposes [3, 8]. In addition to these strategical themes, 
it would also be important to develop new, patient-cen-
tered frameworks for the development of eHealth tools 
that can support patient awareness and knowledge.

In this article, based on our experience within the 
European Reference Network for Vascular Rare Diseases 
(VASCERN), we discuss how practical eHealth solutions 
can be implemented within a multidisciplinary European 
collaborative network for the benefit of patients with 
RDs. We present our approach to collaborative devel-
opment of patient-centred eHealth tools that can sup-
port patient awareness and cross-border healthcare and 

that may be used as a reference model to build scalable 
eHealth frameworks in the area of RDs.

VASCERN: The European Reference Network 
for Vascular Rare Diseases
To support sharing of expertise and cooperation in the 
area of RDs, the EU has launched the European Refer-
ence Networks (ERNs) [3, 8]. ERNs pool highly special-
ised healthcare providers (HCPs) across Europe with 
expertise on rare or low prevalence complex diseases or 
conditions. The aim of the ERNs is to promote the shar-
ing of expertise and facilitate cross-border consultation 
of the patients in reference centres, whenever necessary, 
to assure equity in access to healthcare for patients with 
RDs throughout Europe [1, 6, 9–16]. The first 24 ERNs 
were launched in 2017 as virtual networks enabling HCPs 
across Europe to access and share expertise for the care 
of patients with complex or rare disorders, and they gath-
ered at launch more than 300 hospitals and 900 highly 
specialised teams across Europe [17].

The ERN on Rare Multisystemic Vascular Diseases 
(VASCERN) addresses complex disorders and conditions 
that affect different types of vessels and are associated 
with multisystemic consequences [18, 19]. VASCERN is 
a multidisciplinary network of HCPs and Patient Organi-
zations (POs) that gathers 35 highly specialized multidis-
ciplinary expert centres from 30 HCPs from 11 countries 
(Belgium, Denmark, Finland, France, Germany, Hungary, 
Ireland, Italy, The Netherlands, Sweden, and the United 
Kingdom) and more than 70 POs from 16 countries. The 
structure of VASCERN is summarized in Fig. 1. The ERN 
is organised into thematic Working Groups (WGs):

•	 five RDWGs (Rare Diseases Working Groups), dedi-
cated to patient care in five different RD areas, with 
the aim of giving advice on challenging patient cases, 
collaborating on research, sharing expertise, and 
writing recommendations [18–23];

•	 the European Patient Advocacy Group, gathering 
patient representatives and POs from across the dif-
ferent RD areas to work together on issues of com-
mon interest, to maximize the interaction between 
VASCERN and European POs, to ensure a patient-
centred approach, and to disseminate information 
about health policies, good practices, and recom-
mendations directly to the patients and their families;

•	 three transversal WGs dedicated to general crossover 
activities: ethics, registry, and eHealth. The eHealth 
WG was established with the aim to develop guiding 
principles, technical specifications, requirements, as 
well as strategies for effective use of eHealth tools in 
the context of the ERN; and
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•	 the Communication Advisory Task Force, managed 
by the VASCERN coordination team.

The experience of the eHealth WG of VASCERN
The eHealth WG was devised as a central element in 
VASCERN to ensure effective use of digital technology 
within the ERN, and, in a broader context, to address 
the potential of eHealth for the benefit of stakeholders, 
the public, health policy makers, researchers and HCPs 
in the area of RDs, as well as the other ERNs [24]. Effec-
tive use of digital technology is crucial to enhance the 
intrinsic value of the ERNs and the expected benefits in 
the areas of service delivery, patient pathways, scientific 
evidence updates, patient support, training and learn-
ing [25]. The WG adopted a broad definition of eHealth 
in line with the World Health Organization (WHO) 

definitions and in line with the 2016 position statement 
of the European Society of Cardiology [26]. Specifically, 
eHealth is defined within the WG as the use of informa-
tion and communication technology—locally and at a 
distance—to deliver information, resources and services 
related to health which may reach a wide population, in a 
personalized manner [27, 28].

Guiding principles for effective use of eHealth: 
collaboration and patient‑centredness
The eHealth WG of VASCERN was created to bridge 
the overarching framework of the European policies on 
eHealth to the actual needs of patients and HCPs, in a 
collaborative and patient-centred way. Specifically, the 
aim of the WG was to identify and implement practical 
actions to support patient awareness and cross-border 
healthcare.

Fig. 1  VASCERN structure in the first two years of the ERN lifetime. VASCERN is organized into: five interconnected RDWGs (Rare Diseases Working 
Groups), the European Patient Advocacy Group (ePAG) at the centre of the ERN, and three transversal WGs: ethics, registry, and eHealth and the 
Communication Advisory Task Force, managed by the VASCERN coordination team. The figure also summarizes the main actions of the eHealth WG 
in collaboration with the coordination team and the ERN as a whole: development of a mobile app and development of pills of knowledge (PoK) 
delivered via digital media
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A collaborative approach is key to effective eHealth use 
as, whatever the health policy dimension (local, national, 
or trans-national) the use of eHealth as a strategic asset 
demands a coordinated approach. For example, to ena-
ble active collaboration between HCPs in the ERNs the 
EU introduced the Clinical Patient Management System 
(CPMS). The CPMS is a cross-border web-based plat-
form where HCPs from across Europe can share and dis-
cuss challenging cases and share expertise with the aim 
of advancing knowledge on rare or low prevalence com-
plex diseases for the benefit of patients. In VASCERN, 
there are currently 80 registered users on the CPMS 
across the 35 participating expert centres. To date, within 
VASCERN 49 challenging cases have been discussed and 
solved on the CPMS across the five RDWGs (25 cases 
related to paediatric and primary lymphedema, 10 to 
medium sized arteries abnormalities, 10 to heritable tho-
racic aortic diseases, and 4 related to vascular anomalies 
and hereditary haemorrhagic telangiectasia). An analysis 

of ERNs activity on the CPMS from the official ERN 
Project Status Report is reported in Fig. 2 (as of June 30, 
2020). Figure 2 shows that the number of users and the 
number of panels vary substantially across the ERNs as 
the different networks involve a varying number of HCPs. 
VASCERN is among the top six ERNs in terms of activity 
on the CPMS in terms of ratio between the number of 
panels and number of unique active users. Overall, since 
the launch of the platform in November 2017, there has 
been a regular increase in interest within VASCERN, and 
RDWGs that were initially slower in adopting this tool 
have recently increased their activity on the platform. 
Therefore, the overall adoption of the CPMS platform is 
growing and this will translate into increased knowledge 
sharing and increased number of patient cases success-
fully addressed through collaboration among experts in 
the ERN.

Patient-centredness is another pillar of VASCERN and 
a key principle followed by the eHealth WG. The WG 

Fig. 2  ERNs activity on the CPMS. Top panel: number of unique active users. Bottom panel: number of submitted panels ( source: ERN Project Status 
Report. June 30, 2020)
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was committed to making the best use of the available 
tools to answer the specific needs of patients with RD. As 
reported in the literature, the main patients’ needs can be 
summarized across five dimensions: coordination of care 
(e.g., finding an expert centre); diagnostic resources (e.g., 
getting accurate diagnosis, relying on top level profes-
sional education); treatments (e.g., receiving high quality 
healthcare and prompt emergency care); patient support 
(e.g., networking with POs, receiving reliable and under-
standable information); and innovative research (e.g., 
contributing to innovation) [29–32]. To identify the key 
actions of the eHealth WG, to be developed during the 
ERN lifetime, the above general needs were taken into 
consideration and, specifically, themes related to coordi-
nation of care, patient support, and diagnostic resources 
through professional training and education. This is also 
in line with the outcomes of a patient focus group organ-
ized by the ERN on Intellectual disability, TeleHealth and 
Congenital Anomalies (ITHACA). The focus group iden-
tified key themes in the area of patients’ access to experts 
for diagnosis and guidance to specialists for appropriate 
care and management, mapping relevant services in dif-
ferent countries, and patient centred provision of train-
ing and education programs for patients, families, and 
professionals, fully in line with the listed priorities of the 
eHealth WG [33].

In addition to the above list of needs and themes, a 
general principle followed by the WG was to facilitate the 
adoption of the proposed tools by making the informa-
tion/knowledge available, easy to understand, and usable. 
Following the above principles, and following a prelimi-
nary analysis of potential impact and feasibility within 
the ERN lifetime, the main objectives set by the WG were 
defined as:

1	 To develop a mobile app to help patients find expert 
centres and POs (the VASCERN mobile app);

2	 To develop resources (Pills of Knowledge, PoK) for 
training and education via digital platforms (eLearn-
ing).

The VASCERN mobile app
The VASCERN mobile app was devised as a modular 
platform, to be developed throughout the ERN’s life-
time via incremental upgrades and gradual inclusion of 
new services. The basic module of the app was designed 
to include service finder functionalities (finding the clos-
est HCP or PO for a given RD) and it was built follow-
ing a pilot experience by members of the eHealth WG, 
i.e. a mobile app (Explo-Rare) launched in 2015 to sup-
port patients with RDs to identify clinical centres in the 
Lombardy Region in Italy [18, 34]. Additional modules 

of the app will be developed in the future including, for 
example, personalized digital patient passports, tailored 
educational material, management of emergency calls, 
and remote consultation.

The VASCERN mobile app was launched in Janu-
ary 2019 and is available free of charge on the two lead-
ing markets, the iTunes app store and the Google Play 
store. The first version of the app has been developed 
in English and in August 2020 a second version, includ-
ing multiple EU languages, has been launched. The app 
includes a repository and service finder functionality to 
locate the closest HCPs and POs for a given RD in a given 
geographical area [34]. Furthermore, to help patients 
find detailed information about their conditions the app 
reports the orphacode and a link to the corresponding 
Orphanet database disease entry page for each RD. In its 
first version, the app’s repository maps all the HCPs that 
participate in VASCERN and several POs throughout 
Europe, both from VASCERN and from outside the ERN. 
The first version of the app included 35 expert centres 
and 46 POs from across 16 European countries. The sec-
ond version includes 76 clinical centres overall, compris-
ing  new VASCERN affiliated partner centres and several 
referral centres that cooperate with VASCERN expert 
centres, and 67 POs overall.

The app provides simple and essential information. 
For HCPs, the dataset includes contact details (name, 
address, contacts, opening hours, coordinator details 
and specialization), information about the RDs managed 
by the centre, a list of medical specialties available and 
services offered (e.g., exams, highly specialized diagnos-
tics, treatments, counselling, emergency call centre), and 
additional resources available (e.g., websites, social media 
pages and groups). For POs, the dataset includes contact 
details (name, address, contacts, opening hours, contact 
persons), the list of services offered (e.g., help line, con-
nection to social services, training and education), and 
links to other related POs. The app also shows cross-links 
between HCPs and POs that have well established col-
laborations. The app integrates seamlessly with built-in 
smartphone services and app callouts to provide related 
functionalities, for example geolocation, phone calls, 
messaging, or email. Figure 3 shows an outline of the app 
functionalities and a typical flow, as shown in the app 
tutorial: selection of the RD of interest, localization of the 
HCPs and POs in the area of interest, and retrieval of the 
related information, indications, and contact details.

A direct advantage of this type of app is that, with a 
simple and easy to use tool, a patient with multisystemic 
vascular RD can find expert centres and POs in different 
geographical regions across Europe. Patients can look for 
clinical centres and POs located not only close to where 
they live but also, for example, in different countries and 
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regions. This can be useful, for example, when moving to 
a new place or while traveling. Knowing in advance where 
to go to receive specialised healthcare can help improve 
patients’ self-confidence, safety, and quality of care as all 

the HCPs included in the app have gone through rigor-
ous validation at national level as part of the ERN appli-
cation process. Furthermore, by gathering information 
about several POs, including the smaller ones, the app 

Fig. 3  The VASCERN app. Top panel: outline of the main app functionalities. Bottom panel: the app user tutorial, showing a typical usage flow
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facilitates contact between patients and POs that may 
otherwise be difficult to find and get in contact to, par-
ticularly when the patient is far from home or when the 
PO does not have a strong present on the web or social 
media.

The first version of the mobile app was promoted via 
the ERN website and social media for an initial rollout 
and testing phase and it has been downloaded by more 
than 200 patients overall. Following positive feedback, 
the second version of the app, launched in August 6 
2020, will be promoted broadly through the ERN website, 
social media, POs, expert centres and their national net-
works. Examples of feedback collected during the rollout 
and testing phase from patients and clinicians are shown 
in Table 1.

Future developments
In addition to the service finder and disease informa-
tion functionalities currently available, further modules 
will be included in the app. For example, an individu-
alized module with the personal digital patient pass-
port. Conventional patient passports (also referred to 
as healthcare passports) are small paper documents 
(wallet-sized or pocket-sized) that people with a RD 
carry, to be shown to medical staff and doctors when-
ever needed, especially in case of emergency. Patient 
passports detail all the necessary information about the 
patient’s condition, healthcare needs, possible daily life 
and support mechanisms, and information about who 
to contact in case of need. Paper-based patient pass-
ports have been successfully developed and used in a 
range of settings by patients with various conditions 
(e.g., dementia, congenital heart disease, life-limiting 
diseases, or paediatric conditions), demonstrating a 
potential to improve quality of care and patient-doc-
tor communication [35–38]. In the area of RDs and 
vascular RDs, some POs have successfully developed 

paper-based patient passports, for example the French 
Association of Ehlers-Danlos Syndromes (AFSED), the 
German Ehlers-Danlos Initiative, the Loeys-Dietz Syn-
drome Foundation (LDSF), and the Northern Ireland 
Rare Disease Partnership (NIRDP). Compared to con-
ventional paper-based versions, digital patient pass-
ports can have several advantages. For example, they 
can be accessed at any time and place through internet 
connection or stored locally on the phone. Also, they 
do not tend to deteriorate in time, and are difficult 
to lose if stored in the smartphone or in the cloud. In 
addition, digital patient passports allow for the inclu-
sion of a large amount of information compared to 
paper-based ones, which present limited information 
to fit the paper size. Moreover, digital patient passports 
can be personalised and tailored to the patient’s needs, 
profile, and context, and can be adapted easily over 
time if needed, in a patient-centred way.

A pilot collaborative study of the eHealth WG and 
the Medium Sized Arteries WG of VASCERN has 
shown the feasibility of developing a digital passport or 
patients with vascular Ehlers-Danlos Syndrome (vEDS) 
[39]. However, further research is needed as digital 
patient passports may also pose new challenges, for 
example in terms of data management, patient privacy, 
informed consent, and control of shared data. In addi-
tion, digital passports may not necessarily fit the needs 
of every patient with the disease as, for example, people 
with limited digital skills and people not willing to use 
a smartphone to handle clinical issues might still pre-
fer to use conventional paper documents. Issues about 
confidentiality and ethical rules in various EU coun-
tries, remain to be solved. Further research and a sur-
vey among patients and POs will be needed to collect 
preferences, suggestions, and minimum requirements, 
in order to develop digital passports that can be tai-
lored to the needs of the different RDs covered by the 
ERN.

Table 1  Users’ feedback about the VASCERN app

App attributes Users’ feedback

Value “The VASCERN application is of great value for patients with rare diseases and for their physicians”
“All in all, the VASCERN application fulfils its aims, it can be a great help for patients and physicians”

Ease of use “The nearest centre with a profile of the particular disorder and its contact information can be 
found easily. Accessing the required information is straightforward”

“The app looks OK, easy and simple to use”
“Seems to be user-friendly and well-done”
“Good feeling, intuitive”

App functioning “The offered features like route planning to the Healthcare Provider and directing users to 
Orphanet for more information on the disease work perfectly well”

“Application works without greater problems”
“In general very clear and intuitive”
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Pills of knowledge (PoK) and eLearning
Following the principles of collaboration and patient-
centredness, the eHealth WG and VASCERN as a whole 
invested in the development of educational materials for 
patients, families, caregivers, and healthcare profession-
als (Pills of Knowledge, PoK) delivered via digital media 
(eLearning) and that may can be incorporated as edu-
cational utilities in future versions of the mobile app. In 
fact, due to scarcity of resources, scattered clinical cases, 
and limited knowledge sources in the area of RD, it is 
important that healthcare professionals, patients, and 
families are provided with widely accessible, consistent, 
easy to understand, and trustworthy information. To 
answer this need, some POs, HCPs, and medical pub-
lishers have developed resources about RDs that include 
information on RD pathopysiology, diagnosis, clinical 
management, treatment, as well as advice for daily life 
and leisure activities [40–43].

In VASCERN, the term PoK encompasses a range of 
educational materials for various target groups to be 
delivered via digital media (eLearning) in a collaborative 
way within the ERN. The role of the RDWGs is to provide 
medical knowledge, endorse and verify the content of the 
PoK, and fit the content to different target groups, collab-
orating with external experts whenever needed. The role 
of the European Patient Advocacy Group is to provide 
guidance about PoK directed to patients, families, and 
caregivers, suggesting solutions based on the target users’ 
needs. The ERN coordination team manages the valida-
tion and publication of PoK, followed by translation, sub-
titling, and communication-related activities. The role of 
the eHealth WG was to ensure that PoK are easy to use, 
easy to understand, and that the format is tailored to the 
target group and viable for delivery through digital plat-
forms (e.g., websites, social media, webcasting, portals, 
or mobile apps) so that they can be accessed (and shared) 
virtually anytime and anywhere.

A large variety of PoK have been planned to be devel-
oped throughout the ERN lifetime. Regarding content, 
the topics identified include, for example, “What is Herit-
able Thoracic Aortic Disease (HTAD)?”, “What is aortic 
root replacement?”, “what is the role of genetic counsel-
ling and family screening?” and so on. For topics that are 
relevant to more than one target group, different PoK are 
planned in order to adapt the content the average level of 
knowledge of the different groups. Similarly, considering 
the multisystemic nature of RDs in VASCERN, a range of 
healthcare professionals can be potentially interested and 
therefore the PoK content takes into account the differ-
ent medical specialties. Regarding the formats, PoK are 
planned in the form of brochures, booklets, short videos 
(2–5 min), and comics for children. In addition to these 
ad hoc developed PoK, relevant material from scientific 

meetings organized by ERN members, lectures, and 
material provided by POs is used and adapted to the dif-
ferent channels of delivery.

To maximise the potential reach of these materials in 
different types of audience, several means of delivery are 
used. PoK are made available on relevant websites (e.g., 
on the website of VASCERN, the websites of the HCPs 
and POs participating in the ERN, additional collaborat-
ing HCPs and POs in the area of multisystemic vascular 
RDs, and medical/professional associations), via social 
media and via professional social networks. The following 
social media are used by VASCERN to disseminate the 
PoK to a range of target audiences: Twitter (866 follow-
ers), Facebook (741 followers), LinkedIn (256 followers), 
and YouTube™ (437 followers). These figures demonstrate 
very good social media presence of the ERN as, for exam-
ple, considering the number of followers VASCERN is 
the second top ERN on LinkedIn (the top one, EpiCARE, 
has 285 followers) and the fourth top ERN on Twitter fol-
lowing EpiCARE (1518 followers), ERN Reconnect (1193 
followers), and ERN-RND (1096 followers).

Figure 4 shows the VASCERN YouTube™ channel. The 
channel contains, to date, more than 100 videos, includ-
ing various short educational videos as well as longer 
videos with more detailed content for different target 
audiences. Since its launch on October 30 2017, the VAS-
CERN YouTube™ channel has had a total of about 60′000 
views overall. The average number of views per video 
is equal to 522 (s.d. = 1625) and the average number of 
views per video per year is equal to 1650 (s.d. = 12,519), 
with 12 videos that had more than 1000 views per year. 
The five most viewed videos are: “Marfan Syndrome—
Diagnosis” (about 12,200 views in 2 years and 3 months), 
“Klippel-Trenaunay syndrome (KTS)” (about 8700 views 
in one month), “An Overview of Hereditary Haemor-
rhagic Telangiectasia” (about 8200 views in 2  years and 
5 months), “Vascular Ehlers-Danlos syndrome: Introduc-
tion and new criteria” (about 2900 views in 8  months), 
and “How can VASCERN help you?” (about 2100 views 
in 1 year and 6 months). The topics of the top five videos 
demonstrate interest in general aspects of specific dis-
eases (pathophysiology and diagnostic criteria) as well as 
interest into the ERN as a whole.

Limitations and future work
It is acknowledged that the above described actions car-
ried on by the eHealth WG represent a pilot experience. 
However, the experience of the eHealth WG provides a 
picture, albeit preliminary, of the practical steps that can 
be taken to develop patient-oriented, easy to use, low cost 
tools. In fact, shortage of funding is a common limita-
tion in the clinic and in research therefore it is impor-
tant to develop tools that are feasible both in terms of 
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implementation and in terms of delivery. The simplicity 
and the relatively low cost of the solutions here proposed 
are the basis for their potential scalability for widespread 
use. The use of widely available channels for dissemina-
tion, such as the web and social media, can partially help 
fill the gap associated with limited funding. In addition, 
a lively environment within the ERN, made up by clini-
cal experts who actively collaborate towards a common 
goal and by typically small, local POs that are eager to 
collaborate on a cross-national level and work to put the 
patient at the centre, is essential to make profit of each 
one’s peculiar expertise and ideas and to overcome limi-
tations due to limited time and limited funding. In this 
respect, it is essential that the coordinating team and 
transversal working groups put their efforts into ensur-
ing engagement of the participating institutions, both 
HCPs and POs, to have them acting as ambassadors in 
their local networks and communities. Our WG has fol-
lowed a human-in-the-loop approach that starts from the 
definition of the individual needs of patients and returns 
to patients with simple, usable, and patient-centred 
solutions.

Future work is needed to take full advantage of 
the potential of eHealth for vascular RDs and, more 

generally, for patients with RDs. Within VASCERN, it 
will be important to assess the impact of the mobile app 
and PoK/eLearning resources more deeply and it will 
be important to collect specific feedback from users 
through surveys that can be used to implement strate-
gies to improve these tools based on the users’ needs 
and expectations and maximize the benefits of these 
actions. For the VASCERN mobile app, in addition to 
developing individual digital patient passports and pro-
viding personalized access to PoK it will be important 
to assess the actual reach of the app and to monitor its 
trends over time, particularly after the launch of the sec-
ond version as the one here presented represents a pilot 
experience. It will be important to analyse, once that a 
significant number of app users will be reached, what is 
their geographical distribution and what are the practi-
cal benefits experienced, i.e. in terms of access to care, 
acquired knowledge, or self-efficacy. In this context, it 
will be important to address if, and how, the geographi-
cal distribution and the number of patients who use the 
app and get benefit from it will change following inclu-
sion of additional HCPs and POs in the ERN, for exam-
ple following the launch of the second version of the app. 
Gradual inclusion of additional expert centres that are 

Fig. 4  The VASCERN YouTube™ channel
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not members of VASCERN but are indeed recognized as 
part of an official national network when available (e.g., 
in France) and, in the absence of an official national net-
work, expert centres formally recognized by their peers is 
foreseen. This will allow to significantly expand the range 
of clinical services that patients can access to throughout 
Europe, on the basis of the principle of cross-border care.

In the area of eLearning, further developments of the 
PoK portfolio will be needed to cover a broader range of 
topics, formats, target audiences, and languages. Moni-
toring the impact of these new PoK (number of views, 
geographical distribution of followers, number of post 
shares on social media) will be essential to understand 
the optimal communication strategy and prioritize the 
PoK content. It will be also important to perform a survey 
among patients and healthcare professionals to address 
the learning outcomes of the PoK delivered and to under-
stand how healthcare professionals can incorporate these 
eLearning tools into their daily clinical practice.

Overall, the work carried out by the eHealth WG of 
VASCERN represents a pilot experience that has showed 
how patient-centred eHealth solutions can be practically 
developed in a collaborative manner and made widely 
available for the benefit of patients. This experience may 
serve as a model for other ERNs and, more generally, for 
the RD international community as the tools described in 
this article may be adapted to the needs of different RDs. 
Further research is needed to monitor the actual pat-
terns of patients’ access to care through ERNs that may 
be supported by tools such as the app here developed. 
Moreover, a Europe-wide effort is needed to measure the 
quality of health information and healthcare services that 
patients receive since the launch of the ERNs in Europe. 
Assessment of benefits should consider not only the 
medical and clinical outcomes domains but, also, overall 
patient wellbeing and satisfaction quality of life as well as 
awareness, self-confidence, efficacy, and engagement to 
understand how these outcomes indicators may change 
when accessible, easy to use, easy to understand digital 
tools are made available directly to the patients.

Conclusions

•	 Cross-border cooperation in the area of RDs, as 
promoted by the recent EU policies, has led to 
the establishment of ERNs in different RD areas. 
ERNs are designed as newly available resources for 
patients with complex, unmet needs as they can 
partially overcome some of the obstacles that RD 
patients face due to the geographical dispersion of 
expert centres. By pooling knowledge and exper-
tise across the EU, ERNs may contribute to easier 

access to diagnosis, quicker treatment and higher 
quality of healthcare throughout the EU. However, 
in order to realize the full advantage of this poten-
tial, further efforts will be needed in the medium 
and long term through specific research funding, 
industry involvement, and professional education

•	 Within VASCERN, the eHealth WG has been set 
up to advance the use of eHealth and mHealth to 
develop, in a collaborative way, novel patient-cen-
tred tools capable of providing information, train-
ing, and services to RD patients and healthcare pro-
fessionals.

•	 The eHealth WG has developed the first module of 
a mobile app that can be used to locate HCPs and 
POs for various RDs across Europe and to get gen-
eral information about multisystemic vascular RDs. 
By providing patients with up-to-date informa-
tion about where and how to find what they need, 
the app will contribute to improve healthcare for 
patients with RDs, in line with recent EU policies. 
Preliminary data collected in the app rollout and 
testing phase demonstrated the feasibility and value 
of the approach. Moreover, thanks to its modular 
nature the app is open to further developments 
(e.g., digital patient passports, inclusion of eLearn-
ing features).

•	 The eHealth WG has contributed to the develop-
ment of several Pills of Knowledge (PoK) for vari-
ous target groups and in various formats delivered 
via a range of digital platforms. Preliminary results 
showed that the PoK can potentially reach a large 
audience and that there is substantial interest in the 
areas of RD pathophysiology and diagnosis.

•	 The eHealth WG experience within VASCERN has 
shown that successful use of eHealth in the area of 
RDs requires more than just the development of 
new tools and that a collaborative approach is key 
to success. Additional key issues, such as imple-
mentation strategies, heterogeneity of systems 
across countries, legal and ethical concerns, and 
data protection issues, still need to be addressed 
to improve coordination and information sharing 
between HCPs, POs, and policy makers.

•	 The pilot experience of the eHealth WG can serve 
as a reference model and can potentially be scaled 
up to leverage the impact of the VASCERN and, 
more generally, of ERN and international collabora-
tive networks in terms of improved access to diag-
nosis, treatment, and high-quality healthcare for 
patients with multisystemic vascular RDs.



Page 11 of 12Paglialonga et al. Orphanet J Rare Dis          (2021) 16:164 	

Abbreviations
ERN: European Reference Network; EU: European Union; HCP: Healthcare 
Provider; PO: Patient Organization; PoK: Pills of knowledge; RD: Rare disease; 
VASCERN: European Reference Network on Rare Multisystemic Vascular Dis-
eases; WG: Working group.

Acknowledgements
The Authors wish to thank all of the Healthcare Providers and Patient Organi-
zations participating in VASCERN.

Authors’ contributions
AP (last Author) conceived the mobile app and is former eHealth WG chair and 
currently VASCERN app advisor for VASCERN. AP (last Author), AP (first Author), 
and RG supervised the development of the mobile app and collaborated with 
the eHealth WG in all the activities described in this article. AP (first Author) 
wrote the manuscript and provided expertise on digital technology and 
eHealth policies throughout the eHealth WG lifetime. GJ, MH and NB are the 
VASCERN coordinator, VASCERN Project manager and VASCERN Project officer, 
respectively, and supervise the ERN’s activities. LR is chair of the MSA WG and 
collaborated to the pilot evaluation of digital patient passports for patients 
with vEDS. LB is an ePAG patient advocate within the eHealth WG with exper-
tise in HHT. All authors read and approved the final manuscript.

Funding
This project has been supported by the European Reference Network on 
Rare Multisystemic Vascular Diseases (VASCERN)—Project ID: 769036, which 
is partly co-funded by the European Union within the framework of the 
Third Health Programme “ERN-2016—Framework Partnership Agreement 
2017–2021. This study is partially supported by Ricerca Corrente funding from 
Italian Ministry of Health to IRCCS Policlinico San Donato.

Availability of data and materials
Not applicable.

Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Author details
1 Institute of Electronics, Information Engineering and Telecommunications 
(IEIIT), Italian National Research Council (CNR), Milan, Italy. 2 Italian National 
Research Council (CNR), Institute of Biomedical Research and Innovation (IRIB), 
Palermo, Italy. 3 Department of Clinical Genetics, VASCERN HTAD European 
Reference Centre, Guys and St Thomas NHS Foundation Trust, London, UK. 
4 VASCERN Coordination Project-Team, Assistance Publique-Hôpitaux de Paris 
Hôpital Bichat-Claude Bernard, VASCERN HTAD European Reference Centre, 
Paris, France. 5 Asociación HHT España, Almansa, Spain. 6 VASCERN European 
Patient Advocacy Group (ePAG), Paris, France. 7 VASCERN Coordinator, Cardiol-
ogy Department, Reference Center for Marfan Syndrome and Related Dis-
eases, INSERM U1148 LVTS, Assistance Publique‑Hôpitaux de Paris, Université 
de Paris, Hôpital Bichat-Claude Bernard, VASCERN HTAD European Reference 
Centre, Paris, France. 8 Cardiovascular‑Genetic Center, IRCCS Policlinico San 
Donato, Via Morandi 30, 20097 San Donato Milanese, MI, Italy. 9 VASCERN 
eHealth Working Group, Past Chair, Paris, France. 

Received: 1 November 2019   Accepted: 3 November 2020

References
	1.	 European Commission. Report on the operation of Directive 2011/24/

EU on the application of patients’ rights in cross-border health care. COM 
(2015) 421 final. 2011. https://​ec.​europa.​eu/​healt​h//​sites/​health/​files/​
cross_​border_​care/​docs/​2015_​opera​tion_​report_​dir20​1124eu_​en.​pdf. 
Accessed 7 Aug 2020.

	2.	 Blöß S, Klemann C, Rother A-K, Mehmecke S, Schumacher U, Mücke 
U, et al. Diagnostic needs for rare diseases and shared prediagnostic 
phenomena: results of a German-wide expert Delphi survey. PLoS ONE. 
2017;12(2):e0172532. https://​doi.​org/​10.​1371/​journ​al.​pone.​01725​32.

	3.	 Taruscio D, Gentile AE, Evangelista T, Frazzica RG, Bushby K, Montserrat 
AM. Centres of expertise and European Reference Networks: key issues in 
the field of rare diseases. The EUCERD recommendations. Blood Transfus. 
2014;12(Suppl 3):s621–5.

	4.	 European Commission. EC Strategy - Digital Single Market Policies: Con-
necting Europe Facility. https://​ec.​europa.​eu/​digit​al-​single-​market/​en/​
conne​cting-​europe-​facil​ity. Accessed 7 Aug 2020.

	5.	 European Commission. eHealth Action Plan 2012–2020: Innovative 
healthcare for the 21st century. https://​ec.​europa.​eu/​digit​al-​single-​mar-
ket/​en/​news/​eheal​th-​action-​plan-​2012-​2020-​innov​ative-​healt​hcare-​21st-​
centu​ry. Accessed 7 Aug 2020.

	6.	 European Commission. Directive 2011/24/EU on patients’ rights in cross-
border healthcare. https://​eur-​lex.​europa.​eu/​LexUr​iServ/​LexUr​iServ.​do?​
uri=​OJ:L:​2011:​088:​0045:​0065:​EN:​PDF. Accessed 7 Aug 2020.

	7.	 European Commission DG Health and Food Safety, Public health. eHealth 
Network. https://​ec.​europa.​eu/​health/​eheal​th/​policy/​netwo​rk/. Accessed 
7 Aug 2020.

	8.	 EXPAND, PARENT Joint Action, and EUCERD Joint Action/RD-Action. 
Exploratory Paper on eHealth Strategies and Roadmaps supporting 
European Reference Networks and Rare Disease Policies. Dec 2015.

	9.	 Julkowska D, Austin CP, Cutillo CM, Gancberg D, Hager C, Halftermeyer 
J, et al. The importance of international collaboration for rare diseases 
research: a European perspective. Gene Ther. 2017;24(9):562–71.

	10.	 European Commission. 2nd Conference on ERNs (Report), Lisbon, Octo-
ber 2015. https://​ec.​europa.​eu/​health/​sites/​health/​files/​ern/​docs/​ev_​
20151​008_​frep_​en.​pdf. Accessed 7 Aug 2020.

	11.	 Héon-Klin V. European Reference networks for rare diseases: what is the 
conceptual framework? Orphanet J Rare Dis. 2017;12:137.

	12.	 Evangelista T, Hedley V, Atalaia A, Johnson M, Lynn S, Le Cam Y, Bushby 
K. The context for the thematic grouping of rare diseases to facilitate the 
establishment of European Reference Networks. Orphanet J Rare Dis. 
2016;11:17.

	13.	 Palm W, Glinos IA, Rechel B, Garel P, Busse R, Figueras J. Building European 
Reference Networks in Health Care. European Observatory on Health 
Systems and Policies a partnership hosted by WHO. 2013.

	14.	 European Commission DG Health and Food Safety, Public health. Euro-
pean Reference Networks (ERNs). https://​ec.​europa.​eu/​health/​ern_​en. 
Accessed 7 Aug 2020.

	15.	 2014/286/EU: Commission Delegated Decision of 10 March 2014 set-
ting out criteria and conditions that European Reference Networks and 
healthcare providers wishing to join a European Reference Network must 
fulfil Text with EEA relevance. Official Journal of the European Union, L 
147, 17.5.2014, p. 71–78.

	16.	 2014/287/EU: Commission Implementing Decision of 10 March 2014 set-
ting out criteria for establishing and evaluating European Reference Net-
works and their Members and for facilitating the exchange of information 
and expertise on establishing and evaluating such Networks Text with 
EEA relevance. Official Journal of the European Union, L 147, 17.5.2014, p. 
79–87.

	17.	 Wijnen R, Anzelewicz SM, Petersen C, Czauderna P. European Reference 
Networks: share, care, and cure-future or dream? Eur J Pediatr Surg. 
2017;27(5):388–94.

	18.	 European Commission. 3rd Conference on ERNs (Report), Vilnius, 9 March 
2017. https://​ec.​europa.​eu/​health/​sites/​health/​files/​ern/​docs/​ev_​20170​
309_​frep_​en.​pdf. Accessed 7 Aug 2020.

	19.	 Pini A, Tognola G, Paglialonga A, Hurard M, Gaetano R, Jondeau G. The 
European Reference Network in the field of the vascular rare diseases. In: 
Melissano G, Chiesa R, editors. Aortic dissection. Patients true stories and 
the innovations that saved their lives. Milano: Edi. Ermes; 2016. p. 89–97.

	20.	 VASCERN. The European Reference Network on Rare Multisystemic Vascu-
lar Diseases. Retrieved at: https://​vasce​rn.​eu. Accessed 7 Aug 2020.

	21.	 Shovlin CL, Millar CM, Droege F, Kjeldsen A, Manfredi G, Suppressa P, et al. 
Safety of direct oral anticoagulants in patients with hereditary hemor-
rhagic telangiectasia. Orphanet J Rare Dis. 2019;14(1):210. https://​doi.​org/​
10.​1186/​s13023-​019-​1179-1.

	22.	 Shovlin CL, Buscarini E, Kjeldsen AD, Mager HJ, Sabba C, Droege F, et al. 
European Reference Network For Rare Vascular Diseases (VASCERN) 

http://ec.europa.eu/health//sites/health/files/cross_border_care/docs/2015_operation_report_dir201124eu_en.pdf
http://ec.europa.eu/health//sites/health/files/cross_border_care/docs/2015_operation_report_dir201124eu_en.pdf
https://doi.org/10.1371/journal.pone.0172532
https://ec.europa.eu/digital-single-market/en/connecting-europe-facility
https://ec.europa.eu/digital-single-market/en/connecting-europe-facility
https://ec.europa.eu/digital-single-market/en/news/ehealth-action-plan-2012-2020-innovative-healthcare-21st-century
https://ec.europa.eu/digital-single-market/en/news/ehealth-action-plan-2012-2020-innovative-healthcare-21st-century
https://ec.europa.eu/digital-single-market/en/news/ehealth-action-plan-2012-2020-innovative-healthcare-21st-century
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=OJ:L:2011:088:0045:0065:EN:PDF
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=OJ:L:2011:088:0045:0065:EN:PDF
https://ec.europa.eu/health/ehealth/policy/network/
https://ec.europa.eu/health/sites/health/files/ern/docs/ev_20151008_frep_en.pdf
https://ec.europa.eu/health/sites/health/files/ern/docs/ev_20151008_frep_en.pdf
https://ec.europa.eu/health/ern_en
https://ec.europa.eu/health/sites/health/files/ern/docs/ev_20170309_frep_en.pdf
https://ec.europa.eu/health/sites/health/files/ern/docs/ev_20170309_frep_en.pdf
https://vascern.eu
https://doi.org/10.1186/s13023-019-1179-1
https://doi.org/10.1186/s13023-019-1179-1


Page 12 of 12Paglialonga et al. Orphanet J Rare Dis          (2021) 16:164 

•
 
fast, convenient online submission

 •
  

thorough peer review by experienced researchers in your field

• 
 
rapid publication on acceptance

• 
 
support for research data, including large and complex data types

•
  

gold Open Access which fosters wider collaboration and increased citations 

 
maximum visibility for your research: over 100M website views per year •

  At BMC, research is always in progress.

Learn more biomedcentral.com/submissions

Ready to submit your researchReady to submit your research  ?  Choose BMC and benefit from: ?  Choose BMC and benefit from: 

outcome measures for hereditary haemorrhagic telangiectasia 
(HHT). Orphanet J Rare Dis. 2018;13:136. https://​doi.​org/​10.​1186/​
s13023-​018-​0850-2.

	23.	 van de Laar I, Arbustini E, Loeys B, Björck E, Murphy L, Groenink M, et al. 
European Reference Network for Rare Multisystemic Vascular Diseases 
(VASCERN) consensus statement for the screening and management 
of patients with pathogenic ACTA2 variants. Orphanet J Rare Dis. 
2019;14:264. https://​doi.​org/​10.​1186/​s13023-​019-​1186-2.

	24.	 Eker OF, Boccardi E, Sure U, et al. European Reference Network for Rare 
Vascular Diseases (VASCERN) position statement on cerebral screen-
ing in adults and children with hereditary haemorrhagic telangiectasia 
(HHT). Orphanet J Rare Dis. 2020;15:165. https://​doi.​org/​10.​1186/​
s13023-​020-​01386-9.

	25.	 Paglialonga A, Gaetano R, Caiani EG, Jondeau G, Pini A. The eHealth Work-
ing Group of the European Reference Network for rare multisystemic 
vascular diseases (VASCERN). In: 4th European Congress on eCardiology 
and eHealth, November 8–10, 2017, Berlin, Germany.

	26.	 Gulhan I. A unique e-health and telemedicine implementation: European 
Reference Networks for rare diseases. J Public Health (Berl). 2019. https://​
doi.​org/​10.​1007/​s10389-​019-​01052-w.

	27.	 Cowie MR, Bax J, Bruining N, Cleland JGF, Koehler F, Malik M, et al. 
e-Health: a position statement of the European Society of Cardiology. Eur 
Heart J. 2016;37(1):63–6.

	28.	 World Health Organization. WHO e-Health resolution. 2005. https://​www.​
who.​int/​healt​hacad​emy/​news/​en/. Accessed 7 Aug 2020.

	29.	 World Health Organization. Status of eHealth in the WHO European 
Region. 2016. https://​www.​euro.​who.​int/​en/​health-​topics/​Health-​syste​
ms/e-​health/​publi​catio​ns/​2016/​fact-​sheet-​status-​of-​eheal​th-​in-​the-​who-​
europ​ean-​region. Accessed 7 Aug 2020.

	30.	 Dharssi S, Wong-Rieger D, Harold M, Terry S. Review of 11 national policies 
for rare diseases in the context of key patient needs. Orphanet J Rare Dis. 
2017;12(1):63. https://​doi.​org/​10.​1186/​s13023-​017-​0618-0.

	31.	 Young K, Kaminstein D, Olivos A, Burroughs C, Castillo-Lee C, Kullman J, 
et al. Patient involvement in medical research: what patients and physi-
cians learn from each other. Orphanet J Rare Dis. 2019;14(1):21. https://​
doi.​org/​10.​1186/​s13023-​018-​0969-1.

	32.	 Litzkendorf S, Babac A, Rosenfeldt D, Schauer F, Hartz T, Lührs V, et al. 
Information needs of people with rare diseases—what information do 
patients and their relatives require? J Rare Dis Diagn Ther. 2016;2:2.

	33.	 Oliveira P, Zejnilovic L, Canhão H, von Hippel E. Innovation by patients 
with rare diseases and chronic needs. Orphanet J Rare Dis. 2015;10:41.

	34.	 Smith M, Alexander E, Marcinkute R, et al. Telemedicine strategy of the 
European Reference Network ITHACA for the diagnosis and manage-
ment of patients with rare developmental disorders. Orphanet J Rare Dis. 
2020;15:103. https://​doi.​org/​10.​1186/​s13023-​020-​1349-1.

	35.	 Crocione C. Development of a mobile app in the context of the ERN on 
multisystemic vascular diseases (VASCERN). In: 9th European Conference 
on Rare Diseases and Orphan Products (ECRD), Vienna, May 10–12 2018.

	36.	 Leavey G, Abbott A, Watson M, Todd S, Coates V, McIlfactrick S, et al. The 
evaluation of a healthcare passport to improve quality of care and com-
munication for people living with dementia (EQuIP): a protocol paper for 
a qualitative, longitudinal study. BMC Health Serv Res. 2016;16(a):363.

	37.	 Mercy University Hospital. My Personal Health Passport© - for Paediatric 
Patients. https://​www.​muh.​ie/​index.​php/​for-​patie​nts/​my-​perso​nal-​
health-​passp​ort. Accessed 7 Aug 2020.

	38.	 SickKids. MYHEALTH Passport. https://​www.​sickk​ids.​ca/​myhea​lthpa​
ssport/. Accessed 7 Aug 2020.

	39.	 Royal College of General Practitioners. My Healthcare Passport. https://​
www.​rcgp.​org.​uk/​rcgp-​near-​you/​rcgp-​natio​ns/​rcgp-​north​ern-​irela​nd/​my-​
healt​hcare-​passp​ort.​aspx. Accessed 7 Aug 2020.

	40.	 Paglialonga A, Gaetano R, Jeunemaitre X, De Backer J, Loeys B, van de 
Laar I, Robert L, Jondeau G, Pini A. Development of a Multi-Purpose 
Mobile App for Patients with EDS. International Symposium of the Ehlers-
Danlos Syndromes, September 26–29, 2018, Ghent, Belgium.

	41.	 Loeys-Dietz Syndrome Foundation (LDSF). Medical Resources. https://​
www.​loeys​dietz.​org/​en/​resou​rces. Accessed 7 Aug 2020.

	42.	 Ehlers-Danlos Syndromes (EDS) Awareness. Webinars. https://​www.​chron​
icpai​npart​ners.​com/​webin​ars. Accessed 7 Aug 2020.

	43.	 Marfan Foundation. Patient resources. https://​www.​marfan.​org/​resou​
rces/​patie​nts/​patie​nt-​resou​rces. Accessed 7 Aug 2020.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

https://doi.org/10.1186/s13023-018-0850-2
https://doi.org/10.1186/s13023-018-0850-2
https://doi.org/10.1186/s13023-019-1186-2
https://doi.org/10.1186/s13023-020-01386-9
https://doi.org/10.1186/s13023-020-01386-9
https://doi.org/10.1007/s10389-019-01052-w
https://doi.org/10.1007/s10389-019-01052-w
http://www.who.int/healthacademy/news/en/
http://www.who.int/healthacademy/news/en/
http://www.euro.who.int/en/health-topics/Health-systems/e-health/publications/2016/fact-sheet-status-of-ehealth-in-the-who-european-region
http://www.euro.who.int/en/health-topics/Health-systems/e-health/publications/2016/fact-sheet-status-of-ehealth-in-the-who-european-region
http://www.euro.who.int/en/health-topics/Health-systems/e-health/publications/2016/fact-sheet-status-of-ehealth-in-the-who-european-region
https://doi.org/10.1186/s13023-017-0618-0
https://doi.org/10.1186/s13023-018-0969-1
https://doi.org/10.1186/s13023-018-0969-1
https://doi.org/10.1186/s13023-020-1349-1
http://www.muh.ie/index.php/for-patients/my-personal-health-passport
http://www.muh.ie/index.php/for-patients/my-personal-health-passport
https://www.sickkids.ca/myhealthpassport/
https://www.sickkids.ca/myhealthpassport/
http://www.rcgp.org.uk/rcgp-near-you/rcgp-nations/rcgp-northern-ireland/my-healthcare-passport.aspx
http://www.rcgp.org.uk/rcgp-near-you/rcgp-nations/rcgp-northern-ireland/my-healthcare-passport.aspx
http://www.rcgp.org.uk/rcgp-near-you/rcgp-nations/rcgp-northern-ireland/my-healthcare-passport.aspx
https://www.loeysdietz.org/en/resources
https://www.loeysdietz.org/en/resources
https://www.chronicpainpartners.com/webinars
https://www.chronicpainpartners.com/webinars
http://www.marfan.org/resources/patients/patient-resources
http://www.marfan.org/resources/patients/patient-resources

	eHealth for patients with rare diseases: the eHealth Working Group of the European Reference Network on Rare Multisystemic Vascular Diseases (VASCERN)
	Abstract 
	Background: 
	The eHealth WG: 
	Conclusion: 

	Background
	VASCERN: The European Reference Network for Vascular Rare Diseases
	The experience of the eHealth WG of VASCERN
	Guiding principles for effective use of eHealth: collaboration and patient-centredness

	The VASCERN mobile app
	Future developments

	Pills of knowledge (PoK) and eLearning
	Limitations and future work
	Conclusions
	Acknowledgements
	References


