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1. Introduction 
 

arity does not equal silence. People suffering from a rare disease, or their relatives, are most often confronted with the immediate challenge of a lack of 
information, or its insufficiency, to such an extent that rarity of the condition and rarity of the information coincide: the rarest the disease, the rarest the 
information. But rarity and silence are not synonyms: health organisations working on rare diseases, including patients’ groups, have developed services and 
projects to improve information production, collection and delivery. 

How do these services operate? What are their sources, their means, their difficulties? What information is needed most frequently? How do they ensure good quality? 
Such were some of the key questions Eurordis investigated at the European level. 
To do so, we initiated series of interviews with people in charge of information services (qualitative survey, April-May 2003, hereafter referred as to “the interviews”), 
and we sent a questionnaire to 1402 organisations concerned by rare diseases in Europe (October-December 2003, hereafter referred as to “the questionnaire”). The 
exchange of experience and information also took place during national and European workshops (Paris in January 2003, Namur in May 2003, and Paris again in 
October 2003). 
These are the highlights of the results gathered.  

2. Main objectives 
his project explored the needs for information among rare diseases organisations and compared best practices for information delivery. 

 
Objectives of the study were:  

 To obtain an overview of the organisations concerned, their needs, information sources, information tools, services and expectations. 
 To define the most appropriate way to collect and disseminate this information. 

3. Methodology and target description 
3.1. The interviews 
 Target: 

31 Operators or administrators of information services in 9 countries: Belgium, Denmark, France, Germany, Italy, The Netherlands, Spain, Sweden and the United 
Kingdom. See annexe 1 for the list of interviewees. 

 Methodology 
Face to face interviews with a pre-formatted questionnaire, at the site of the information service, in English or in the language of the interviewee. Interviewers (1 to 
2 for each interview) were trained and used a standardised report form. 

 Fieldwork  dates 
From April to May 2003.  

 
3.2. The questionnaire 
 Target :  
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Organisations, in particular rare disease patient organisations in 20 countries. 
 Methodology:  

Once translated into Danish, Dutch, French, German, Hungarian, Italian, Portuguese and Spanish, the questionnaires were sent by Eurordis via its network to local 
rare disease organisations. It was a self-completion questionnaire. 

 Sample size:  
372 questionnaires were completed in 18 countries: : Belgium, Denmark, France, Germany, Italy, Netherlands, Portugal, Spain, Sweden, United Kingdom, 
Hungary, Estonia, Austria, Switzerland, Czech Republic, Ireland, Finland, and USA. 

 Analysis: 
Z Test on independent samples. When less than 55 data were available, statistical power was limited and therefore interpretation of results should remain cautious 
in this situation. 

 Fieldwork dates: 
From September 30th to December 8th, 2003. 

 Data processing and analysis were performed by Research International, Paris. 

4. Results of the questionnaire 
4.1. Description of organisations 

epresentativeness 
Questionnaires were sent to a total of 1402 rare disease organisations throughout Europe. 405 questionnaires were received, of which 372 were analysed. 

Reasons for not analysing 33 questionnaires were reception after completion of fieldwork (24 questionnaires), or non-valid questionnaires (9). For each country, a 
quota of questionnaires to analyse was defined based on the number of questionnaires sent (ratio between questionnaires sent to a country and questionnaires sent to 
all countries).  
As most questionnaires were distributed by the networks of National Alliances, geographic distribution reflects higher numbers of contact organisations for some of the 
Alliances. For example, the questionnaire was sent to 401 organisations in France (28% of total questionnaires sent), and as a result questionnaires from French 
organisations represent 22.9% of total analysed questionnaires. Even though some countries may be under-represented, return rates were rather similar for large 
population countries1 (22.8% ± 4.82) and higher in smaller population countries3 (37.2% ±14.74). 

egions 
 Countries were grouped into four regions: 

Northern Europe: Estonia, Denmark, Finland, The Netherlands and Sweden 
Central and Eastern Europe: Austria, Czech Republic, Germany, Hungary, and Switzerland  

                                                 
1 France, Spain, Italy, Germany and The United Kingdom 
2 Ranging from 18% to 27.6% 
3 Portugal, Estonia, Ireland, Denmark, Switzerland, Sweden, Belgium, Netherlands, Hungary 
4 Ranging from 22.5% to 51.9% 
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Southern Europe: Italy, Portugal, and Spain 
Western Europe: Belgium, France, United Kingdom, and Ireland 
 

ge and other characteristics 
 88% of respondents corresponded to the category of patient organisation. Other respondents (12%) were information services from research institutions, 

governmental organisations, health services for disabilities, or national help-line services. 
A majority of organisations were young, as 56% were less than 10-year old. Older organisations tended to be located in Northern Europe. The two dominant activities 
were information services (97% of responses), and services to patients (76%), followed by lobbying (52%) and research (41%). 
Of note, 62% of respondents were organisations dealing with a single rare disease. 5% of respondents declared to cover more than 50 diseases. 
 

mpact of employing paid staff 
32% of organisations employed paid staff, and when paid staff was employed, the number of paid staff was rather limited (1 to 4 employees for 63% of 

organisations employing paid staff). 
Overall, most organisations returned to volunteers (86%). Organisations that were able to employ staff were significantly older than organisations who declared no paid 
staff. There was a progressive relation with age of organisation: 11% of organisations of less than five year employing paid staff, 30% of organisations from 5 to 10 
year, and 47% for organisations of more than 10 year. 
The possibility to employ paid staff had an impact on the type of activities that organisations can provide: no influence in information services, but a significant impact 
on the capacity to provide services to patients (for 90% organisations with paid staff versus 70% when no paid staff), to lobby (61% versus 48%), to conduct or to fund 
research (23% versus 9%). 

unding sources 
Members, private donors and fundraising events were from far the main sources of funding (87%, 69% and 40% respectively), whereas institutional funding 

whether from regional, national or European bodies was much more limited (31%, 26% and 2% respectively). Other sources included foundations (22%), lottery (18%), 
charitable bequest and successions (16%), health insurance companies or agencies (11%). This indicates rare diseases organisations have to rely on their own forces; 
they receive limited support from public authorities. Interestingly, even though very few orphan medicinal products exist on the market, the pharmaceutical industry is 
as important as public authorities for supporting rare disease organisations, as 23% of them receive funding from industry. 
Only when organisations reached 10 year of age could they receive financial recognition from public authorities, as it was the case for 41% of more than 10-year 
organisations. Private donors followed the same logic, as their participation increased up to 79% when organisations were more than 10-year old versus 60% for less 
than five-year old organisations. 
When receiving funds from regional/local governments, organisations were more likely to employ paid staff (47% versus 23%), the same applied to National 
governments (44% versus 17%), fundraising events (56% versus 32%), and pharmaceutical industry (31% versus 19%). 
Actual sources and desirable sources of funding varied to a large extent. There was a high demand for national government and European Commission funding. 
National governments were expected to fund organisations by 86% of respondents, whereas they only fund 26%. For the European Commission, the gap was even 
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larger: desired by 70% of respondents, but reality for only 2%. Pharmaceutical industry funding was desired by fewer respondents (38%), which was in contrast with 
the relatively limited number of orphan drugs available and the very modest role of industry as a source of information (mentioned by only 11% of respondents). 
Regions that are competent for health care were more often solicited to fund organisations. 

urposes of funding 
Funding served three dominants purposes: projects (59% of organisations), information leaflets (59%), and meetings (50%). Secondary purposes were web sites 

(29%), training (26%), awareness campaigns (26%), help lines (24%) and networking (15%).  
 
4.2. Information sources 
Organisations were asked to mention what sources they were using to obtain information. By order of frequency, sources were: scientific conferences (66%), specialist 
doctors (60%), rare disease network (52%), medical advisory board (47%), medical press (46%), books and leaflets (36%, other support groups (30%). A second set of 
sources but much less often used was: your own doctor (17%), general press (16%), nurses and medical staff (14%), pharmaceutical industry (11%), and 
governmental organisations (10%).  
When asked to mention the three main sources they were using, respondents replied medical advisory boards (27%), specialist doctors (25%), and rare disease 
network (15%). All other possible sources were rarely quoted as main source of information (mentioned only by less than 8% of respondents). 
According to age of organisation, younger organisations more often relied on the rare disease network than older ones (64% versus 52%). Inversely, older 
organisations more often relied on scientific conferences (79% versus 53% for younger ones, average 66%).This highlights the important role of networks in facilitating 
the creation and the development of new patient organisations.  

ource of information in relation with source of funding 

Interestingly, sources of information slightly varied according to source of funding. For example, for organisations receiving support from the European 
Commission, rare disease networks and other support groups were more frequently mentioned as sources of information than organisations funded by pharmaceutical 
industry. For the later (organisations funded by industry), industry itself was a more frequent source of information. 

Qualitatively, all sources are not necessarily equivalent. Therefore we asked organisations to rank sources according to their reliability, from the enquirer’s perspective. 
By order of decreasing reliability, responses were: patient organisations (73%), doctors (56%), scientists and researchers (54%), web sites (39%), peers (19%), social 
services (12%), hospital staff (12%), and health magazines (8%). 

 
4.3. Information tools 

verall, all possible information tools were largely used: written leaflets, telephone advice, newsletters, web sites, group meetings, referring to an expert, emailed 
advice were used by 55% to 84% of organisations. Only person-to-person letters, medical texts and general purpose letters were less frequently used.  

In Central and Eastern Europe, the average number of information tools used by organisations was higher than in other regions (8 versus 7). 
Employing paid staff allowed information services to individualise response more than services with no paid staff: face-to-face meetings were more frequent (64% 
versus 51%), as were person-to-person letters (52% versus 40%). 
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elp lines 
A help line was run by 82% of respondents. Help lines were less frequent in Northern Europe (57% versus 82% in average), but in Northern Europe, where nation-

wide help lines exist, other organisations do not need to run their own.  
In 53% of cases, help line operators were trained. This was more often the case in Southern Europe where training is often a condition to receive funds. Another 
explanation is that organisations in Southern Europe being younger, more training may be needed. 
Unless created from the beginning of their activities, it can take more than 10 years before an organisation can operate a help line.  
In monitoring the help line, 81% of respondents declared the operators to be in a confidential area, 86% declared to keep track of enquirers to call them back, 76% 
used the information they collect to change policies or to improve care. 55% had guidelines on confidentiality. 
According to status of staff, whether paid or not, organisations often run a help line, but highest responses were obtained from organisations with paid staff (90% 
versus 79%). The main difference lid in operating hours: fewer organisations employing paid staff were able to open the line in the evening or during week ends. On 
the contrary, help lines run by paid staff mainly operated during office hours. 

ollecting and supervising information 

Central / Eastern Europe organisations scanned medical journals more often, and their advisory board was more involved in reviewing information. Volunteers to 
collate information were also more frequent. Western Europe organisations more often tailored the information they send to enquirers (true for 93% of them versus 
50% in Northern Europe). 

nformation provided 

Information provided covered a very large range of possible topics. Three dominant themes were highlighted: specific information on the disease (covered by 94% 
of respondents), information on expert doctors (by 80%), and on current research (69%). Medicinal products, including orphan drugs, were covered by 44% of 
respondents. 

Information provided can be categorised into two groups: information that is dependent from status of staff, and information that is independent from status of staff 
(paid or not). 

Information independent from status of staff included: information on disease, contacts with expert doctors, current research, treatment and clinical management, 
mechanics of the disease, and genetic services. 

On the other hand, information more often provided when staff was paid covered: information on welfare benefits (73% versus 53% when unpaid staff), psychological 
services (70% versus 52%), local support groups (68% versus 54%), centres of excellence (70% versus 45%), scientific conferences (58% versus 47%), equipment 
and devices (67% versus 43%), home care (52% versus 28%). 

There were some regional variations in the information provided, for example information on alternative and herbal medicine being almost exclusively provided in 
Central and Eastern Europe, or current research more often provided in Western Europe, special education needs in Southern and Western Europe, transport and 
auxiliaries in Northern Europe, etc. 
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4.4. Access to information 

here were four equally dominant modes for enquirers to contact the information service: web sites (88% of cases), health care professionals referring enquirer to 
service (86% in average, and up to 93% in Northern Europe), through other organisations (74%), and information displayed in clinics and hospitals (70%). 

Overall, medical centres did not seem to always welcome the presence of a group representative, as only 33% of such centres were declared to welcome one. This 
rate was higher in Southern Europe (44%). 

wareness campaigns to inform on rare diseases mainly consisted in conferences for interested parties (80% of respondents), and information to professionals 
(79%). Workshops for media and non-specialist professionals were secondary activities (42% and 41% respectively). Regional variations existed: awareness 

campaigns in Central / Eastern Europe more often used target information to professionals, workshops for non-specialist professionals and for decision makers, 
whereas Southern organisations more often used workshops/information tools for media, and Western organisations conferences for all interested parties. 

 
4.5. Information needs 

The enquirer 
he enquirer was a patient (54%), or a mother (40%). All other potential enquirers represented less than 2% of enquiries each (the father, the friend, the brother, the 
sister, the grandparent, the medical professional). The father for example was mentioned as an enquirer in only 2% of cases. The differential role of mother and 

father (40% versus 2%) was surprising. A possible explanation can be the distribution of roles between mother and father, the former as the carer, the latter as a 
source of revenues for the family. Fathers may sometimes deny the reality of the disease and thus  

The information needed 
t seemed important to verify whether information provided by services matched with information needed by enquirers. One obvious bias to determine this was that 
our survey did not ask enquirers to answer this question. Nevertheless, respondents did not seem to have difficulties in reporting information needs that they did not 

satisfy. 
Information needed by more than half of enquirers, in order of decreasing importance was specific information on the disease (94%), treatment/clinical management 
(72%), expert doctors (66%), prognosis (65%), current research (65%), psychological services (62%), and local support group (51%). 
Information less often needed was related to centres of excellence (49%), medicinal products (49%), welfare benefits (48%), genetic services (47%), understanding of 
the mechanics of the disease (41%), aids and equipment, devices and small accessories (35%), special education needs (34%), home care (30%). Other domains 
were mentioned by 20 to 30% of the respondents (clinical trials, scientific conference dates/registration, dietary products, alternative medicine, herbal medicine, 
transport, auxiliaries, community care, and respite care). 
There were a few domains where needs were greater than information provided: treatment and clinical management (needed by 72%, provided by 66%), and mainly 
prognosis (needed by 65%, provided by 41%). 
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There was a clear discomfort for information services to address issues related to the prognosis of the disease. This was well in line with the interviews of people in 
charge of information services, where a line divided services that refuse to address this question and systematically refer the enquirer to a medical opinion, whereas 
other services did not refuse to address the question, even though they realise how difficult it is. 
Lack of information was reported to impact care of the child (inappropriate for 63% of respondents when information is missing), to provoke isolation (63%), frustration 
(59%), and wrong decision-making (59%). Other possible impacts were powerless (49%), fear (48%), insufficient financial support (36%) and anger (32%). 
 
4.6. Perspectives 
The survey concluded with a series of questions related to information: there was a plebiscite for internet, and need for training was highlighted. This underlines and 
strengthens the utility of Eurordis PARD II and PARD III projects. In terms of perspectives, Internet seems to be an alternative and useful tool to increase awareness 
and improve communication between the organisations, although some problems of reliability and languages still remain. 
A focus should also be made on the training on internet and the help line in order to better manage the information. These improvements should enable organisations 
to better share information and then, to be more efficient in its collection and delivery.   
Telemedicine and telematics were certainly not a priority for rare disease organisations, as only 20% were familiar with these concepts. On the contrary, only 20% 
declared patient mobility not to be a problem in Europe. 
Another important mention is the language barrier, as it was a problem to access information on the internet for 70% of the respondents. 
 

5. Conclusions of the questionnaire 
Whichever the regions, the organisations: 

  mainly deal with information and services to patients 
  are generally rare disease patient organisations focusing on one disease 
  mostly work with volunteers 
  are highly supported by their members and to a lesser extent, by private donors 
  need funding for information leaflets, projects, meetings, and think national governments and the European Commission should fund information services.  

But there are clear differences between Northern, Central/Eastern, Western and Southern European countries in terms of age, area of activity, employment of staff, 
and funding sources/purposes. 

  Northern European countries are older, focused on lobbying. They do not work a lot with paid staff. They receive funding more from their national 
government and charitable bequest and successions and collect it more for meetings and networking. 

  Central European countries are more focused on services to patients and work more with volunteers. They are younger but still mature enough to cover 
their activity. They raise more money from health insurances. 

  Organisations in Southern European countries are the youngest ones.  They are more focused on information and employ more paid staff. They also raise 
more funding from regional and local government, especially to raise awareness and to develop their help line. 



 

 

 In Western countries, fundraising events are more often quoted; this is probably related to events like Telethon in France that benefits to many patient 
organisations. 

 
Region, maturity and activity are closely connected:  

  Northern European organisations are more mature and therefore more focused on raising money through lobbying.  
  Central/Eastern European ones are younger but they have settled organisations carying for patients themselves and their psychological needs.  
  Southern organisations are the youngest ones. They need to raise awareness, especially in the medical community. Therefore they are more focused on 

information delivery. They are really dynamic and involved in the development of their organisations.  
 In Western European countries, research activities are more frequent than elsewhere. 
 The main sources every organisation relies on to gain information about the disease are scientific conferences and specialists practitioners. But the most 

reliable source remains the patient organisations 
 There are two major reasons preventing people from giving information. The medical sphere is reluctant to provide the information, especially in Southern 

Europe, whereas social services, pharmacists or patient organisations suffer from a lack of information. 
 Specifically written leaflets and Internet are common means used by the organisations to deliver information. Nonetheless there are differences according 

to regions and consequently to the area of activity. Those focusing on care use more face-to-face meetings or one to one discussions (Central Europe) 
whereas those concentrated on lobbying logically use more group meetings (Northern Europe). 

 Most of the organisations have a help line but they use it very differently according to their maturity, their activity. Northern European organisations do not 
use it as a major tool. Indeed being not focused on information delivery or help to patients they don’t make the most of it. A possible explanation is the 
existence of centralised information service run by one organisation, like CSH (the National Centre on Rare Diseases) in Denmark: other groups do not 
need to operate their own information service. Contrary to Central and Southern European countries where the helpline turns out to be a precious tool 
enabling them to implement their activity.   

 Moreover, Central/Eastern and Southern European organisations seem to be more active in the collection and supervising of the information and people 
are trained to manage it. Central organisations largely use the internet. Western European organisations publish more newsletters.  

 The kind of information delivered also differs according to the nature of the organisation. Central European organisations, as they are more oriented to 
psychological support, provide naturally more information on welfare benefits or treatment management. Southern European organisations, as they are 
less developed, are like a relay between the patients and other organisations in providing information on centres of excellence or scientific conferences. 

 
6. Analyse of the interviews 
The list of the 31 interviewed information services is in annex 1. The nature of the organisations was different, with 14 groups specific to a single rare disease, 9 groups 
covering a thematic spectrum of rare diseases (like inherited metabolic diseases), 4 national help lines specialised in rare diseases, 3 national help line on disabilities in 
general, and one centre for various special medical needs. 



 

 

Only main comments are reported in this summary. For more detailed analyses, please read the manual published by Eurordis, “Information Services on Rare Diseases, A 
Manual to Guide for their Creation and Development”.  
 

bstacles and difficulties identified 
From the enquirer’s side 
- Difficulty to absorb information. The amount of information a person can absorb during a call varies from one person to the other. The operator should first evaluate 

the enquirer’s profile and the knowledge. 
- doctors do not give information about the disease, and rarely offer information on which organisation to contact (although 86% of respondents to the questionnaire 

declared patients reach the information service through their health care professionals) 
 
From the operator’s perspective 

- Information from internet should be used carefully (although only 43% of respondents to the questionnaire declared Internet was confusing and creating too much 
information) 

- To follow-up enquirers and enquiries requires procedures and systems that are sometimes time consuming. 
- The most delicate questions relate to severity of disease, natural evolution, prognosis, life expectancy and genetic risk. As described above in the survey (§4.4), 

the demand for information on prognosis is greater than what information services can offer.  
- Need to be regularly trained to remain competent in the areas of social, welfare and policy issues, as well as medical. 

 
From the information service or patient group’s perspective 

- At the time of creation, identifying sources of information and learning from other’s experience may be a problem.  
- It is crucial the information service consistently gives the same response to the enquirer, or to the family. This raises important difficulties due to the fact that any 

information leaves room to interpretation, and the same message can have different meanings from people from the same family.  
- To obtain “validated” information is a challenge. What is a complete validation process? When few information exist, what to do with data that are not dully 

validated? Even when experts are contacted to validate information, there is not always a consensus among them and scientific facts can be open for discussion. 
- Doctors do not always recognise the positive role of the patient organisation. 
- For small groups, most of activities are usually in the hands of very few people, the president and a couple of other people. This limits the ability to renew 

volunteers, and to rapidly provoke burn-out. When the president’s private place is used for most of service activities, then president’s privacy is no longer 
respected. As a matter of fact, not all information services have their own offices separated from private homes. 

 
Other comments stated that to employ paid staff facilitate more professional activity but with the risk to move away from grass roots. For very isolated people, 
organisations usually admitted their limits and plebiscite a joint effort with other on this issue.  
Among some successful activities conducted by information services, surveys on enquirer’s satisfaction quality of life were often mentioned. 
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trengths 
 When the information service is hosted by a patient driven organisation, interviewees usually agreed on the very positive input of patients in the information delivery 

and on the content of the information. For many rare diseases, most of patients are member of an organisation. In many instances, 50% to 70% patients suffering from a 
given disease are linked to a patient organisation. For example, 5500 to 6000 patients with Crohn’s disease are member of the national association in France, for a 
maximum prevalence of 10 000. Many organisations can establish working relations with researchers and health care professionals, thus creating solid links with experts 
they can rely on to select and validate information. 
 

roposals 
Pan-European conference on rare diseases. 

To promote reference centres on information, like the Danish Rare Disease Centre. 
Training school teachers and involving retired teachers in the information service as a liaison with school staff. 
 
For information services 
The transfer of knowledge from patients to patient group/information service is essential to ensure the group is the voice of the patients and is developing actions that 
answer their needs rather than a group driven solely by transfer of professional knowledge to patients which may not meet their needs. 
To publish disease package that contains flyers, leaflets, information on the disease and adapted to the level of knowledge of the enquirer 
As a general consensus, the importance to adequately train staff was emphasised by all interviewees. 
To develop a mentoring/partnering system to learn from a more experienced group in the same area of operation at regional, national or European level. 
To regularly review work process and organisation aims to be sure the group is still delivering information in accordance with its aim and needs. 
 
7. Conclusions 
This is the first evaluation of information services on rare diseases performed in Europe. It investigated a large sample of information services from 18 countries, through 
various methods. 372 responded to a quantitative study, and 31 qualitative interviews were conducted. In addition, 3 European workshops were organised on this subject, 
in parallel to pilot sessions in Hungary and Estonia to test the recommendations suggested.  
Not only the sample was large, but the scope of the investigation was ambitious: questions were asked on the nature of information services, their sources of funding, the 
way they operate, their needs, their tools, their difficulties, and their expectations. 
Results are extensive: despite limited means and resources, rare disease information services are able to provide information on all issues asked by enquirers, and this is 
a real challenge for rare diseases with very limited knowledge and information. Efforts to adapt to enquirers’ needs are real: operation hours, dedicated staff (volunteers or 
paid staff), training, collection of contact detail to send complementary information, sign-posting to other services or medical experts, illustrate these efforts. Information 
needs vary by region, reflecting European cultural diversity. Whether regional, national or European-wild, information services are all facing a common difficulty, as 
language is mentioned as the most frequent obstacle to access information. 
From this investigation, recommendations and principles were drawn. They are part of Guidelines for organisations providing information on rare diseases and a manual to 
guide their creation and development. The emphasis is laid on the quality of information and on the way it is delivered. Information must be selected and validated. People 
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delivering information must always put themselves in the enquirer's shoes so that they can adapt their answer to what the enquirer can hear and understand. It is indeed 
not sufficient to deliver some information for it to be understood. 
 
 
8. Context 
 

 Eurordis, the European Organisation for Rare Diseases, is a patient-driven network of rare disease organisations and individuals. Founded in 1997, Eurordis 
comprises 210 associations in 16 European countries (as of May 2004). 
 
Eurordis’ main mission is to build a strong pan-European community of patient organisations and people living with rare diseases, to be their voice at the European 
level, and - directly or indirectly - to fight against the impact of rare diseases on their lives. 

 
  These studies are one of the achievements of a project supported by the Rare Diseases Programme of the European Commission, and Association Française 

contre les Myopathies (AFM). 
  More information on: www.eurordis.org and www.europa.eu.int/comm/health  



 

 

Annexe 1 Interviewees, qualitative interviews 
 

Country Organisation Represented by Date and place 
    
Spain    

 
Asociacion Española 
de Porfiria 

Ms. Maria Rosario 
FERNANDEZ, president 14 April, Sevilla 

    
 ADAC Ms. Teresa BARCO 14 April, Sevilla 
    

 FEDER 
Ms. Nelly TORAL, social 
worker 14 April, Sevilla 

  
Ms. Maria DEL MAR, social 
worker  

UK    

 

Society for 
Mucopolysaccharide 
Diseases 

Ms. Christine LAVERY, Chief 
Executive Officer MPS Office 15 April 2003  

    

 

Xeroderma 
Pigmentosum- XP 
Support Group 

Ms. Sandra WEBB, Secretary 
and Administrator 

1st April 2003, Amersham, 
London 

    

 Contact a Family 

Mr. Mark ROBERTSON, 
National Advice and 
Information Manager CaF office, 16 April 2003 

    

 

Children living with 
inherited metaboic 
diseases (CLIMB) 

Ms. Lesley GREENE, Regional 
and Development Manager 16 April 2003 

Italy    

 UNIAMO 
Ms. Loredana NASTA, 
President 15 April 2003 Roma 

  
Ms. Renza GALLUPPI, 
Executive Director  

 
National Centre on 
Rare Disorders 

Dr. Domenica TARUSCIO, 
Director 16 April 2003 Roma 

    

 

ANPAMM ( 
Association Autism 
and Rare Metabolic 
Diseases ) 

Mrs. Lina Cerqua, Vice-
President 15 April, Roma 



 

 

    

 Prader Willi 
Mrs. Clara Bonaldo, Member 
of the Board 16 April 2003 Roma 

    

Netherlands    

 

Steering Committee 
on orphan drugs 
and rare diseases 

Ms. Sonja van WEELY, 
secretary 22 April 2003, The Hague  

  
Ms. Jolanda HUIZER, 
secretary  

 VSOP Ms. Jolanda HUIZER 22 April 2003, The Hague  

 

ADCA (Autosomal 
Dominant 
Cerebellair Ataxia) 

Mr. Marco MEINDERS, co-
founder 22 April 2003, The Hague  

    
Denmark    

 
Ehlers Danlos 
Support Group 

Ms. Betina BOSERUP, Founder 
and previous chairman of the 
Support Group, now member 23 April 2003, Copenhagen 

    

 KMS 
Ms. Birthe HOLM, 
Vicepresident 23 April 2003, Copenhagen 

    

 
Haemophilia 
association 

Dorthe LYSGAARD, Head of 
secretariat  23 April 2003, Copenhagen 

    

 

Centre for Rare 
Diseases and 
Disabilities Jane ØSTERSØ, social worker 23 April 2003, Copenhagen 

    
Sweden   25 April 2003 Agrenska   

 
Beckwith-
Wiedermann 

Ms.Helen DAVINDER, 
President  

 Ehlers Ms. Monica HEDMAN 25 April 2003 Agrenska   

 
Chromosome 
Disorder 

Ms. Rose Marie LARSSON, 
President 25 April 2003 Agrenska   

 
Ectodermal 
Dysplasia Ms. Anna WILNER, Treasurer 25 April 2003 Agrenska   

Belgium    



 

 

 Les Perce-neige Dr FROIDMONT 28 April 2003,  Namur 
  M. MARTIN  
    

 

ABMM (Association 
Belge des Neuro-
musculaires) Mr. Jean-Marie HUET 28 April 2003,  Namur 

    

 
Rare Disorders 
Belgium Mr. Robert GERARD 28 April 2003,  Namur 

    
Germany    

 Mukoviszidose e.V. 
Dr. Andreas REIMANN, 
Managing Director 30 April, Bonn 

  
Ms. Birgit DEMBSKI, helpline 
manager  

 BAGH Dr. Martin DANNER 30 April, Bonn 

 

Selbsthilfegruppe 
PXE 
(„Pseudoxanthoma 
elasticum“ or 
„Groenblad-
Strandberg-
Syndrom“) Mr. Peter HOF 30 April, Bonn 

  Ms. Maria HOF  
France    

 
Maladies Rares Info 
Services Ms. Anne SCHAETZEL 

5 May 2003, Paris at Eurordis 
offices 

  Ms. Marie-Claude BERGMANN  

 

Association 
François AUPETIT 
(AFA) Chargée de communication 

5 May 2003, Paris at Eurordis 
offices 

    

 
Alliance Maladies 
Rares Ms. Françoise ANTONINI 

5 May 2003, Paris at Eurordis 
offices 

  Ms. Isabelle GUY  
 



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.


