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PART 1: TECHNICAL REPORT 

Section 1: Project Details – full 18 months  

Objectives:  
 

1. To set up a website with database for European health professionals in the field to 
include those entries listed in annex 7 of the “integrated work plan 2002” and to 
keep the information current. 

2. To facilitate clinicians in primary, secondary and tertiary care in rapidly identifying 
appropriate diagnostic and treatment centres/clinicians with particular expertise in 
specific rare congenital anaemias when referral or advice is needed.  

3. To facilitate patient access to information about their condition by providing an easy 
to understand information pamphlet in their language. This would be available on-
line from the website for doctors to download for patients and their relatives. 

4. A personal Medical Alert Card (MAC) will also be provided for patients to carry with 
them containing their name, condition, current medication, their doctor’s telephone 
number, the website address and an emergency contact telephone number. 

5. To make advances in the understanding of genetic mechanisms in congenital 
anaemias to improve early detection. Our project will create a core of expertise 
within the community and rapidly disseminate its findings by means of a web-based 
database. 

6. To promote the surveillance of congenital anaemias by studying epidemiological 
data for countries and local geographical areas.  

7. The final aim is to offer a much-improved service for patients in every aspect, from 
reducing detection time to providing a reliable service that will be standardised 
across the European Community. 
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Expected Results: 

 
1. Improved detection time and uniform approach for prevention, diagnosis and 

treatment of rare congenital anaemias 
2. Establishment of referral centres of excellence/experts to provide professional 

assistance and information throughout the European Community 
3. Provision of readily available information for patients about their disease; A personal 

MAC will aid a prompt response in case of emergency 
4. Provide an officially endorsed Website and restricted access database for 

professionals to provide an on-line forum and member newsletters. 
5. Epidemiological data studies to monitor occurrence of congenital anaemias for 

countries and local geographical areas and create a registry for rare congenital 
anaemias. 

6. Promote the exchange of information between the different research groups in order 
to contribute to improve the better understanding of molecular and genetic 
mechanisms of congenital rare anaemias. 

 

Work plan  
 
Month-by-month plan: 
 

1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 
 a d  b   e  c   

 
Key: 

 
 Purchase of equipment and “paper” design of website. 

 
 Work with IT Professional to a) start website design, b) put pre-release version on-
line for comment by steering committee and c) add any finishing touches before the final 
release. 

 
 d) 1st ENERCA Symposium to agree with steering committee on website and 
database content and interim report production. e) 2nd ENERCA Symposium open to all 
partners for comment on pre-release ENERCA site. 

 
 Website and database design and modification. 

 
 Website follow-up visits after pre-release version. 

 
 End of project report and website on-line. 
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Section 2: Progress and Performance 

 
A. Preparation activities: 
 
(Essential for project start up. Not necessarily in this order but all done in the first 2 months 
of the project) 
 All 36 members were informed that the project had been accepted and a steering 

committee was formed from 1 representative in each country (see annex 1 – steering 
committee list). This was the fairest way to choose the team to direct the project. In 
some countries there is only one member and in others, there can be up to 8. This 
means each country is equally represented and where there is more than one member 
in the country, it promotes the establishment of “within-country” networks. 

 The office space was acquired and conditioned. (Furniture, lighting, air-conditioning, 
decoration, telephones...) 

 The photocopier/fax and computer were ordered. 
 The advertisement and interviews were done to find the secretary. This process was 

started a couple of weeks before start so that she could start officially on day one. 
 Contracts were drawn up for the coordinator and secretary. 
 The first Symposium was planned and flights and hotel booked. 

 
 
B. Meeting objectives set:  
 
1. To set up a website with database for European health professionals in the field to 
include those entries listed in annex 7 of the "integrated work plan 2002" and to keep the 
information current. 
 We have created a web portal for patients and professionals working in the field of rare 

congenital anaemias. It is online for comment at: www.enerca.org . 
 The website contents were agreed by everyone in the first symposium. This was: the 9 

members of the steering committee, the project head, the project coordinator and the 
project secretary (See annex 2 – minutes for symposium I). Ricard Huguet, the “then” 
project head from Software AG (the IT company) was also there and he ran a 
workshop with the group to help define the group’s IT needs. (The Software AG project 
head was later changed to Ivan Pellicer) 

 The data base fields specified in annex 7 of the "integrated work plan 2002" are 
included along with some more suggested by ENERCA members (see annex 3). It 
was decided that many of the fields could be combined in one document (the technical 
description) instead of having them as separate entries. (see annex 5) For example: 1, 
2, 3a, 5, 6, 7, 8, 9, 10a and sometimes 13 and 14 too. 

 Our members have provided some of these technical descriptions but most of them are 
provided by links, IE: to the OMIM database. The group discussed this in symposiums I 
and II and agreed that this was the best way to avoid duplication of efforts (see 
annexes 2 and 4 – minutes for symposiums I and II) The links to OMIM will be updated 
automatically by them so the information will always be current and maintenance for 
the ENERCA team is kept to a minimum. (See also part F: Deviations from work 
specified in contract)   
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 The registry for rare congenital anaemias was created during Symposium I and revised 
in later discussions. The current version can be found in annex 6 although, as new 
forms of rare congenital anaemias emerge, this list will be subject to change in the 
future. 

 The general design for the website and database can be found in annex 7. 
 
2. To facilitate clinicians in primary, secondary and tertiary care in rapidly identifying 
appropriate diagnostic and treatment centres/clinicians with particular expertise in specific 
rare congenital anaemias when referral or advice is needed.  
This objective is met largely by the ENERCA extranet (The “registered users only” part of 
the ENERCA website and database). In collaboration with the 36 members we have 
incorporated many more features than originally planned and feel that this will be a really 
useful tool for them, especially in cases where there is little or no experience and data 
available.  
These features are listed below: 
 Full list of specialist centres and experts with services offered. This aids doctors in the 

search for specialist advice, specialist services, referrals, etc. We have included full 
contact details of each centre and specialist and the area of expertise for each 
specialist. These records are organised into countries and then listed by cities.  

 Doctors are able to download a technical description of each illness included in the 
project. This helps doctors who are new to the field or who simply have not had a 
patient with this condition before.  (See also comments made in 1, above) 

 
3.  To facilitate patient access to information about their condition by providing an easy 
to understand information pamphlet in their language. This would be available on-line from 
the website for doctors to download for patients and their relatives. 
 This is the MAC. See section 4 below 

 
 
4. A personal Medical Alert Card (MAC) will also be provided for patients to carry with 
them containing their name, condition, current medication, their doctor's telephone 
number, the website address and an emergency contact telephone number. 
 It will be a simple, easy-to-understand description in their language displayed together 

with their name, condition, current medication, their doctor's telephone number, the 
website address and an emergency contact telephone number. 

 Some of the details will be added by the doctor before printing. The additional personal 
details will have to be added by hand so that no personal data is stored in accordance 
with the data protection act. The final design is shown in annex 8. 

 The aim of this document is twofold: i) it serves to inform the patient and provide a 
reliable fact sheet for them in their language ii) it speeds up response time in an 
emergency by facilitating contact details and diagnosis to the emergency team. 

 The concept of a MAC was very popular within the group. Most people agreed that it is 
something that is needed and, as such, were in favour of it’s development.  

 The system has been set up to make MAC production quick and easy but the doctor 
concerned must do it from within the extranet. The patient is able to download the 
same description of their own accord from the open part of the website but it will not 
have the contact details or the medical information. In this way, a patient is unable to 
demonstrate diagnosis of a particular condition without the doctor’s consent. 
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5. To make advances in the understanding of genetic mechanisms in congenital 

anaemias to improve early detection. Our project will create a core of expertise within 
the community and rapidly disseminate its findings by means of a web-based 
database. 

Our project is not a research project. This objective refers to the promotion of the transfer 
of knowledge within the group. This is vital in cases where there is little or no data 
available. The various centres involved in the project already exist but the project serves to 
bring them together in an officially recognised way so that they can better serve each other 
and Europe. The collective experience of the group is a rich information source available 
for all those working in the field. They only need to register in the website to access the 
data and the specialists. 
 Through the forum and virtual notice board they can share knowledge and experience, 

cases of interest, doubts or ask advice to a group of about 70 experts in 14 countries. 
 The “find a partner” option on the virtual notice board promotes the joint application of 

European projects so they can build upon their current knowledge.  
 In the bibliography section, they can a wide range of relevant publications. Again, the 

group has been asked for recommendations here. 
 At the time of writing, there are about 70 users registered on the website from 14 

countries. There are also about 100 experts published in 10 countries. 
 There are an average of about 200 different visitors to the site every month. As you can 

see from the graph below, at the start of the project, there were a lot of visits made by a 
relatively small number of people. Now, the situation is changing: there are more and 
more new visitors each day.  

 
 
 
 The use of the MAC for epidemiological data collection, helps the experts quickly 

identify the centres where there is a patient with a specific condition. For example: If a 
doctor has a case of pyropoikilocytosis and he has no experience with that condition, 
he can look at the stats produced by the MAC and find the other European centres 
that have pyropoikilocytosis patients and subsequently the doctors details from the 
expert registry. 
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6. To promote the surveillance of congenital anaemias by studying epidemiological data 
for countries and local geographical areas.  

 There is an area for displaying the abstracts of any existing epidemiological 
publications. References have been requested from each centre and searched for 
amongst the specialist press. 

 The database provides dynamic, up-to-the-minute data for each centre participating in 
project. This is achieved via the MAC. (See annex 9)  

 The idea of using the MAC for epidemiological data capture met with a very mixed 
response in both the symposiums. (See section F: deviations from work specified in 
contract) However, the system has been set to produce two types of statistical report: i) 
illness, by race, by number of patients or ii) illness by country, by centre, by number of 
patients. 

 
7. The final aim is to offer a much-improved service for patients in every aspect, from 

reducing detection time to providing a reliable service that will be standardised across 
the European Community. 

• Patients have access to an informative, officially endorsed website. At present we have 
the support of the Generalitat (Government of Catalonia), the Ministerio de Sanitad 
(Spanish Government) and the Institut de Salud Carlos III in Madrid (official Spanish 
research organisation). We are actively seeking more collaborators at present. We 
hope this will give them a sense of security when they access the site. 

 There is a full list of specialist centres organised by country and then by city, complete 
with contact details. This helps patients find a centre near their home. 

 They also have access to a list of national and international patient support 
organisations and other related links which can offer them further information and 
advice. 

 In the patient notice board, patients can contact people in a similar position and parents 
can share their experiences. It is hoped that, at best, this will facilitate the 
establishment of patient support groups and, at worst, it will help patients to contact 
others in the same situation. 

 See objective 3: Illness description  
 See objective 4: MAC 
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C.  Appropriate use of funding 
(See PART 2: financial report) 
 
As you can see from the attached financial report, we have made huge savings on the 
predicted expenses and this is with the inclusion of vat in the budget. (Annex 22) 
 
 
D. Adherence to time plan: 
 

1. Overview:  The ENERCA project has been run according to the plan sent in the 
original proposal.  

2. The late start and finish of the website / database work: 

The work started a few weeks later than planned and finished much later than 
planned. The principal causes are listed below: 

 The process of preparing the ENERCA office took longer than planned which 
delayed project start. 

 We were forced into changing the IT company chosen. We had significant doubts 
about the company specified in the contract and, as such, are now working with 
Software AG. 

 When we ordered the PC for the office, they company sent one with a lower 
specification and without some of the extra components requested. The process of 
correcting the mistake and installing the new components has delayed our 
progress. 

 Software AG said it was a good idea to wait until after Symposium I. In this way, 
they could present their proposal and agree it directly with the steering committee. 

 The head of project for Software AG was changed halfway through the work so the 
whole design / analysis stage took much longer than normal. Consequently there 
were several discrepancies between the work agreed with the first head of project 
and the work delivered by the second. 

 The current situation is that the work has been finished according to the original 
agreement and some small modifications have been incorporated after discussion 
in symposium II (see annex 4) 

 

3. Symposium I  

This was held in Hotel Antemare from 23rd –25th January and was attended by all the 
steering committee and the ENERCA head of project, coordinator and secretary. It was 
very successful and some of the conclusions drawn have been mentioned here. The 
official minutes are available if necessary. 

 

4. Italy feedback trip 

The coordinator visited 4 of the Italian members in Milan on the 2nd of June. The 
meeting was very useful to confirm the present state of the work. Again official minutes 
are available (see annex 10). 
 

5. Belgium and Germany feedback trip  
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Belgium: 

The coordinator visited 2 of the Belgian members and a Belgian collaborator in 
Brussels on the 28th  of July. The meeting was very useful to confirm the present state 
of the work. Again official minutes are available (see annex 11). 

Germany: 

The coordinator visited 1 of the German members and 4 German collaborators in 
Gottingen on the 29th of June. She also spoke to 2 more members by phone whilst 
there to get their feedback too. The meeting was very useful to confirm the present 
state of the work. Again official minutes are available (see annex 12). 

 

6. Sweden and Denmark feedback trip 

Sweden: 

The coordinator visited the Swedish member in Umea on the 8th of August. The 
meeting was very useful to confirm the present state of the work. Again official minutes 
were prepared and are available (see annex 13). 

Denmark: 

The coordinator visited the Danish member in Copenhagen on the 9th of August. The 
meeting was very useful to confirm the present state of the work. Again official minutes 
were prepared and are available (see annex 14). 

 

7. Portugal feedback trip 

The coordinator visited 2 of the Portuguese members in Lisbon on the 22nd of August. 
The meeting was very useful to confirm the present state of the work. Again official 
minutes were prepared and are available (see annex 15). 

 

8. France and England feedback trip 

England: 
 
The coordinator visited 3 of the English members in London on the 26th of September. 
The meeting was very useful to confirm the present state of the work. Again official 
minutes were prepared and are available (see annex 16). 
 
France: 
 
The coordinator visited 4 of the French members in Paris on the 30th of September. 
The meeting was very useful to confirm the present state of the work. Again official 
minutes were prepared and are available (see annex 17). 
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E. Subcontractors 
 Xerox - hire of photocopier.  

No problems. 
  
 Betagamma - PC.  

Company changed due to serious doubts about working practices. Eventually ordered 
through ID group who are subcontracted by Hospital Clinic. Problems detailed in section 
D above.  
 
 Betagamma - Website / database / design / consultation 

Company changed due to serious doubts about working practices. See section D, above. 
Software AG was chosen as a replacement since it has ISO 9000 certification and we felt 
this would give some protection. Unfortunately this was not the case. See also section F. 
 
 Telefónica - Spanish telephone service provider 

No problems. Originally we contracted two telephone lines but this was later changed to 
one, as there was no real need for two. 
 
  Ibis Copistería - offset printers for business cards, posters, etc. 

No problems. 
 
 Ultramar Express - Organisation of travel needs: flights, hotels, etc. 

Significant problems. Negotiations with this company over the organisation of Symposium I 
resulted costly in both money and time. As soon as this stage was completed, a change 
was made to Viajes El Corte Ingles. The service has improved in every aspect. 
 
 Hotel Antemare - Symposium I conference facilities 

No problems. 
 
 Web Studio – Hosting 

Company changed on the advice of IT contractors. Now Hostalia Internet. No problems. 
 
 Web Studio – Domain 

Company changed on the advice of IT contractors. Now Nominalia. No problems. 
 
• Debat traductores 
No problems 
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F.  Deviations from work specified in contract 
 
1.  Exploitation and dissemination activities.  
a) Congresses  
We have been actively promoting the project in national and international congresses. This 
has involved poster presentation (see annex 18) and has generated a lot of interest within 
the community, especially in terms of motivating experts to register in the website. We 
have also used these conferences as an opportunity to network with other groups working 
in the field. 
 
We have presented in: 
 

• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

XLIV Reunión Nacional AEHH, 17-19 October 2002, Tarragona (Spain) 

14th Meeting of the European Association for Red Cell Research, 24-28 
April 2003, Roscoff (France) 

8th Congress of EHA (European Haematology Association), 12-15 June 
2003, Lyon (France) 

Alliance - Maladies Rares (European Conference on Rare Disorders and 
Disabilities), 16-17 October 2003, Paris (France) 

17th Meeting of the ISH (International Society of Haematology) – European 
and African Division, 7-10 September 2003, Graz (Austria) 

XLV Reunión Nacional AEHH (Asociación Española de Hematologia y 
Hemoterapia), 23-25 October 2003, Santiago de Compostela (Spain) 

VI Congrès Català de Cienciès de Laboratori Clínic – ACCLC, 4-6 March 
2004, Perpignan (France) 

 
b) Sponsors  

We have been promoting the project in our search for sponsors and, to this end, have 
prepared a PowerPoint presentation (see annex 19) We would like to believe that this 
process has also provoked an interest into research of these illnesses. 
The search has been successful so far in that we have received: 

o Loan of Projector, notepads and biros from BIO-RAD 
o Payment of Domain (10 years) From MERCK 
o 600 Euros from ROCHE (used for the meeting room and a special dinner in 

Symposium I and for photocopier toner and 1 month’s hosting)  
o Logistic support from Generalitat 

We are still actively seeking sponsors for many reasons. We believe it will lead to a 
better service to the members and to the community, to a reduction in the funding 
requested and to potentially securing the future of ENERCA. 
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2. Project Quality Assurance 
 

 We have obtained permission to add various seals of quality to the website: Generalitat 
(Government of Catalonia), the Ministerio de Sanidad (Spanish Government) and the 
Instituto de Salud Carlos III in Madrid (official Spanish research organisation).  

 Sr. Andreu Vidal, Webmaster for the Generalitat, made a full assessment of website: 
Usability, completeness etc. before closing the deal with SOFTWARE AG. 

 
 

3. Added value for centres involved and for Europe 
 

• 
• 

• 

• 

• 

The on-line forum opens up communications between the various experts. 
The virtual notice board for the patients helps them get in contact with other people in 
the same condition as themselves. It is hoped that it will also help bring people 
together to establish support groups too. 
The “find a partner” option on the virtual notice board encourages cooperation and 
helps to forge collaboration agreements when applying for multi-centre grants. 
The MAC also offers the users an anonymous “patient locating” device. The use of the 
MAC for epidemiological data collection helps the experts quickly identify the centres 
where there is a patient with a specific condition. For example: If a doctor has a case 
of pyropoikilocytosis and he has no experience with that condition, he can look at the 
stats produced by the MAC and find the other European centres that have 
pyropoikilocytosis patients and then subsequently find the doctor’s details from the 
expert registry.  
The fact that a centre can use the statistical functions of the MAC for its internal 
“stocktaking” of the patients provides a good argument for that centre joining 
ENERCA. 

 
 

4. The technical descriptions 
 

 It was decided that many of the database fields could be combined in one document 
(the technical description) instead of having them as separate entries. (see annex 5) 
For example: 1, 2, 3a, 5, 6, 7, 8, 9, 10a and sometimes 13 and 14 too. 

 
Our members have provided some of these technical descriptions but most of them are 
provided by links, IE: to the OMIM database. The group discussed this in symposiums I 
and II and agreed that this was the best way to avoid duplication of efforts (see 
annexes 2 and 4 – minutes for symposiums I and II) The links to OMIM will be updated 
automatically by them so the information will always be current and maintenance for 
the ENERCA team is kept to a minimum.  
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5. The MAC 

 
• 

• 

Patients’ descriptions: 
At the time of writing, very few patient descriptions had been received.  Unfortunately, 
this means that this part of the project will not be carried out to completion. The group 
were asked to help with this aspect but the only suggestion received was to put a link 
to established sites to save duplication of efforts. This is a valid argument but the way 
the database compiles the MAC document means that you must input a text, not a 
link. This defeats the objective of providing them with the description and makes 
controlling the languages that are available impossible. Depending on the country of 
residence and socio-economic level of the patient, maybe they won’t even have 
access to a computer. The thinking behind this objective was to help the patient by 
providing them with a description. A link cannot do this. (See annex 8) 

 
Epidemiological data collection: 
Some doctors said it was impossible to implement this system in their country due to 
restrictions caused by the data protection act. We then devised the system for 
maintaining patient data confidential and removal of the need to enter the family name.  
(See annex 9) Again people said that, depending on the nationality of the patient; they 
may spell their name differently every time, thus creating a new record upon each 
entry. In theory, the system should reject duplicates but if the name is spelt differently, 
the record will not be considered a duplicate.  
 
There were also several comments about the scientific value of the statistics 
produced. It was pointed out that unless every centre in a given country participates in 
the MAC data collection, the data would be of little or no value since all the cases need 
to be captured. Most people agreed with this but said they might use the “find a 
patient” and “stocktaking” capabilities of the system. (See point 3. Added value for 
centres involved and for Europe) 
 
In the second symposium, held in November 2003, the members present discussed 
the race box. They made several suggestions and finally agreed that the list of races 
should be more detailed. Unfortunately when they were asked, at a later date, to 
specify a new list, nobody was able to provide one. As such, it has been left the same 
as before. 

 

6. Collaboration agreements 
In the congresses and symposiums attended, contact was made with Eurordis, 
Orphanet and Feder. At the time of writing, a collaboration agreement has been drawn 
up with Eurordis and Orphanet (see annex 20) and negotiations are underway with 
Feder.  
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7. Changes to the budget (see PART 2 for details) 
The total amount requested has not changed but some modifications have been made 
and they are listed below: 

Telephone bills have been included in the budget (see Part 3: Bills for services 
rendered)  

• 

• 

• 

• 

• 

The head of project and coordinator attended the “Alliance - Maladies Rares 
(European Conference on Rare Disorders and Disabilities”, 16-17 October 2003, Paris 
(France). This was not on the original budget but permission was requested and 
granted for this trip. (See annex 21) 
VAT needs to be included in the budget since it represents a cost to the company and 
cannot de reclaimed. A letter to this effect has been sent to the Commission and has 
been approved (see annex 22) 
Eventually it was decided to rent the PC instead of buying it. The amount requested 
remains the same. 
Some of the trips were combined to save money. This means that sometime more 
than one day of subsistence has been claimed. The net saving is substantial.  
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Section 3: CONCLUSIONS 

Overall the project has been a success. The time plan has been adhered to and, with the 
exception of a few minor changes, the objectives have been met. We have made 
significant savings compared with the original amount requested. (See part 2) The 
members are also happy with the progress that has been made in these 18 months. Some 
of them were already working together but ENERCA has served to reinforce these 
alliances and to bring together new experts working in this field. There is a vast 
discrepancy between the various member states in the services available to both patients 
and specialists working in this field and there is an increasing interest from specialists. It is 
important to continue to promote the project in congresses and industry so that more 
people become aware of its existence. The feedback we have received about the project 
has been very positive from both ENERCA members and people from industry. People 
have said that the site is attractive, very complete and very easy to use.  Collaboration 
agreements with groups like Eurordis also help to strengthen the ENERCA network. 
 
At the time of writing, there are about 70 users registered on the website from 14 
countries.  Communication between these experts has been facilitated greatly as has been 
demonstrated by the many queries we have received during the course of the work. These 
queries usually relate to the location of an expert or a centre for a specific condition. All 
these experts are able to interact through the web portal via the forum or the notice board. 
Alternatively, they can simply consult the expert or centre registry and phone or mail the 
person directly. As well as doctor’s queries, ENERCA has also received queries from the 
patients. The site receives an average of about 200 different visitors every month with 
more and more new visitors each day. These visitors may be patients, experts or indeed 
anyone from the general public. Patients have requested specialist advice and 
consultations and ENERCA has put the patients in contact with their nearest specialist. 
Given that ENERCA has only been online for a relatively short time, these queries really 
serve to demonstrate the respect that ENERCA has received in the community. Whilst it 
continues to serve the community well in this way we feel our efforts have been justified. 
 
There are currently about 100 experts listed from 10 countries. When the affidavits were 
sent out during the original partner search, there were many doctors who returned the form 
too late. These doctors have now been invited to join and many have even offered their 
services on a “non-official” basis to the original members. 
 
On a more negative note, there have been problems with some members of the team.  
These problems arose for a couple of reasons. Firstly the affidavits were signed somewhat 
“blindly” in the project proposal stage. The experts were keen to be involved in the project 
but weren’t aware at the time what that involvement would imply. They simply signed the 
form. If an expert doesn’t have his institute’s backing, it is very difficult for them to later 
dedicate the time necessary to assure the project’s success. Some of the experts 
collaborated wholeheartedly with the work whilst others have not yet registered in the 
extranet and indeed, have never even communicated with the base in Barcelona during 
the course of the project. The differences in work carried out by each member then, are 
vast, and inevitably the burden of the majority of the work has been carried by a relatively 
small group of people, who aren’t necessarily the best qualified for the job. 
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Secondly, it is important that everyone in the group agrees the project objectives. Due to 
time constraints at the proposal stage, the proposed members were presented with a 
project overview when they signed the affidavits and this was then adjusted and defined in 
the first symposium. This meant that some of the experts didn’t seem to get as involved 
with the project as expected. They maybe didn’t feel like it was “their” project. On several 
occasions during the course of the work, their advice and suggestions were sought but the 
overall impression received was that some of the objectives (i.e.: the MAC) were never 
really accepted, whilst there were things that they would have liked to do that were not 
included in the original plan. The net result of this problem with the members is that a) 
some of the objectives were not achieved and b) some of the work was not carried out to 
the desired level of quality. 
 
With hindsight, a solicitor should have been included in the budget to oversee the 
contracts for the work carried out by third parties, especially for the IT work. This 
represented a large part of the funding requested and really needed a tighter control. 
There were several problems with the company, even though they have ISO 9000 quality 
control. There were also problems with late delivery of work, disagreements over the work 
to be carried out (detailed in section D. Adherence to time plan), the price, and the 
secretary and coordinator designed most of the website (layout and colours). The 
company cut several corners with the work and the final service received bore no 
resemblance to the services offered in the original consultation. There were also problems 
with the company for PC rental. 
 
In summary then, these 18 months have served to demonstrate that there is a lot of 
interest amongst the experts in this area and that there is also a corresponding need for 
more work to be done. The group is now established on a more secure basis and I have 
no doubt that they will continue to work together in the future. The website is still relatively 
new and so the next stage will be see how much use the web site gets on the both levels: 
patient and doctor and to identify new group needs and to work together to meet them. 
The site is open to more data and its administration is really easy. We specifically 
requested a site that would be easy to maintain and would not require advanced IT skills. 
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Section 4: FUTURE ACTION 

 Negotiations will continue with FEDER and other groups to look for collaboration 
agreements.  

 A second proposal for a SANCO grant has been prepared with new objectives to take 
ENERCA into the future. 

 Meetings will continue with the Generalitat to continue our close collaboration with them. 
 Further contact will be made with the Ministerio de Sanidad to see our collaboration 

prospects. 
 Continuing efforts will be made with possible sponsors. 
 The head of project will continue to actively promote ENERCA in national and 

international congresses.  
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This report was produced by a contractor for Health & Consumer Protection Directorate General and represents the views of the
contractor or author. These views have not been adopted or in any way approved by the Commission and do not necessarily
represent the view of the Commission or the Directorate General for Health and Consumer Protection. The European
Commission does not guarantee the accuracy of the data included in this study, nor does it accept responsibility for any use made
thereof.


	In the congresses and symposiums attended, contact was made with Eurordis, Orphanet and Feder. At the time of writing, a collaboration agreement has been drawn up with Eurordis and Orphanet (see annex 20) and negotiations are underway with Feder.

