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Preface 

 

 

“ReumaNet and the member organisations give loads of information to patients, but 
does ReumaNet also realise that it can gather valuable information for health care 
takers, policy makers and industry?” 

Quote of a participant World Arthritis Day Symposium 2013 

This quote made the board of ReumaNet think. We do know what patients 
want, but do others know too? This thinking resulted in a large scale 
questionnaire among people with rheumatic and musculoskeletal diseases 
(RMD’s). ReumaNet now has a clear view of what people think about their 
care, their relation with health care takers and the tasks and responsibilities of 
patient organisations.  

711 people took the time to fill in the survey. This gives us a unique view on 
the care of people with RMD’s anno 2015. In this English summary you can find 
the most important results. If you need more info in English, please do not 
hesitate to contact ReumaNet at Info@ReumaNet.be 

 

Gerd Jacobs 
Chair ReumaNet vzw 
Spring 2016 
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Introduction 

 

 

For many decades, several patient organisations have put a lot of effort in 
offering quality information for people with chronic conditions, also in 
rheumatology.  

Platform 

Since 2006 five patient organisations (PO’s) and three working groups (see p. 
24) have collaborated in the platform ReumaNet. This platform wants to 
improve the quality of life of all people with RMD’s.  

On October 12th 2013 ReumaNet organised a symposium in Antwerp for 
World Arthritis Day. Using the theme ‘We Want to know’ we offered 
information on rheumatic conditions but also on overall topics such as work, 
moving and psychological support.  

Throughout the years it became clear that people living with a chronic 
condition day in day out develop a certain expertise. This knowledge is 
valuable for health care providers, policy makers and pharmaceutical industry. 
Improving the quality of care means listening to the needs of patients.  

Expectations for the future 

To gather this knowledge and opinions of people with RMD’s, ReumaNet 
developed a survey together with its patient organisations and partners (= 
health care providers and industry: see page 23 for a list of ReumaNet’s 
partners.) In 41 questions we gauged for the vision of patients on their current 
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health care and their expectations for the future. Subjects such as information, 
patient-doctor relationship, compliance and the use of PO’s popped up. 
Because of the collaboration with the different partners, these questions and 
their answers were also relevant for these stakeholders.  

Symposium 

The results of the survey were presented during the ReumaNet symposium in 
Antwerp on Saturday, October 10th 2015. The numbers and figures clearly 
show that the expertise of patients can be worthwhile listening to when 
discussing improving health care systems.  

Working strongly together towards better standards of care starts with 
listening to all stakeholders and act to it.  
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Set up 

 

 

The survey was developed in close collaboration with different stakeholders 
(PO’s, health care providers and industry). Mediplanet helped us with the 
online system and collecting and processing the data.  
 

Online 

The final questionnaire consisted of 41 questions which were put online mid-
February 2015. Websites, social media (Facebook, Twitter), flyers, ads in 
magazines and electronic newsletters and personal emailing’s were used to 
announce the survey and ask people to participate. By end of June the survey 
was closed. 711 people had filled in the questionnaire.  

 

Analysis 

Mediplanet analysed the responses not only 
globally, but also taking into account  

 Condition 
 Age 
 Time since diagnosis 

Open questions were processed by 
ReumaNet staff and volunteers personally.   
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Opinion of the health care providers 

In August and September also health care providers were also asked to fill in a 
short survey. It asked for their ideas on patient information and 
communication.  

 

Checking 

ReumaNet’s board and its partners then discussed the final results as a 
preparation for the symposium. The different stakeholders would get a chance 
to give a reply to the results and present the possible efforts they would do in 
the future to enhance the level of care.  

Afterwards, the results were made public on the website and in the different 
magazines of the member PO’s. Together with the partners, appointments 
were made to keep the spirit high to improve health care in the near future.  
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Results 

 

 

Participants 

 
The survey aimed at people with an RMD. Age did not matter. People were 
asked personally to fill in their RMD, it was not verified by a medical doctor. 
Furthermore we asked for time since diagnosis and gender. 

Most of the participants were female. The largest group (43%) was in the age 
group of 51 till 65 years old. Only three per cent was younger than 26. 
Rheumatoid arthritis was mentioned mostly as condition. Participants could 
appoint more than one RMD, other comorbidities were not taken into 
account.  



9 
 

 

76% got the diagnosis more than five years ago. 15% got a diagnosis between 2 
and 5 years ago, 6% between 6 months and 2 years and 3% less than 6 months 
ago. Conclusions based on time of diagnoses are therefore somewhat biased.  
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Information 

 
Consultations run pretty fast sometimes, so patients end up leaving the medical 
practice still with a lot of questions.  Often they get information that is not 
tailor made and in difficult medical terms. Less than half of the patients feels 
well informed (48%) about his condition, only 34% about his treatment and 
medication.  

Patients with spondyloarthritis believe they are quite well informed (60%), 
while specially fibromyalgia patients (54%) are in need of quality information on 
treatment and medication.  
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51% is looking for info on new medication and treatment options and they 
want to be informed about their future perspectives.  

Furthermore there seems to be a gap in info around social support from 
government. People do not know what they are entitled to, do not know 
where to go or believe these special services are not meant for them.  

 

 

 

 

 

 

 

Some interesting numbers: 

 57% of patients (pts) <35y needs info on social support 
 86% of pts with diagnosis <2y needs info on future 

perspectives. 
 44% of CTD- and Fibro pts want to know more on 

scientific research 
 50% of pts with diagnosis <6m want to learn about work 

possibilities 
 44% of Fibro pts want to know more about their rights as 

pts 



12 
 

Treatment 

 
75% say always to take medication as prescribed. Numerous studies however 
have shown that compliance is much lower. Patients are often inclined to give 
socially acceptable answers.  

Reasons for not taking medication as prescribed are fear of side effects and the 
effects of the drugs on the body. Especially new patients want to know about 
these items before starting therapy. 33% point out the effects are too low as a 
reason not to take the medication as prescribed.  

Participants are not interested in devices, apps, text messages … to remind 
them to take their medication.  
63% say they have to take their medication for the rest of their lives, 31% does 
not know how long the therapy will last. For young people this number is as 
high as 44%. This means patients still know too little about their treatment. 

24% are treated with biologics, but what is more surprising is that 12% does 
not even know whether they are treated with a biologic or not. This surely 
shows a lacuna in information transfer.  
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Scientific research 

 
Scientific research is an unknown topic for most patients. Nevertheless, study 
results could be valuable for patients. On our  ReumaNet website we try to 
keep patients up to date by publishing translations of lay versions of EULAR 
and ARD (Annals of Rheumatic Diseases) publications and recommendations.  

The survey shows 50% wants more research in the area of fatigue. Also 
heredity and causes of RMD’s score high.  

57% is willing to participate in scientific research, 33% has doubts. 

 

 

 

 

 

 

 

 

 

 

 

Subjects for scientific research: 

 Fatigue   360 people 
 Heredity   210 people 
 Causes of RMD’s  121 people 
 Side effects medication 114 people 
 Pain    104 people 
 New medication   
 Course of disease   
 Psychological factors 
 Comorbidities 
 Diet 
 Work 
 Exercise 
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7.4/10 

  Relationship rheumatologist 

 

78% visits the rheumatologist more than twice a year. 
18% of fibro-  and 12% of OA patients do not see a 
rheumatologist.  

58% of the consultations take less than 20 minutes.  

 

Rheumatologists score an overall 7.4/10 

Remarks from participants: 
- 

“I feel misunderstood, the doctor does not believe me.” 
“The doctor does not take enough time, there is no physical exam.” 

“Decisions are not always clear, everything needs to be done quickly.” 

+ 
“I get the info I need.” 

“I can ask anything, we decide together what is best for me.” 
“I can visit him whenever I need to.” 

 

Time and willingness to listen are crucial factors to make patients feel 
comfortable. 

A consultation today is still very traditional, with blood results being discussed 
as well as medication. Patients however also want to talk about future 
expectations and learn about treatment options.  
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8.1/10 

 

 

 

 

 

 

 
 

Relation other Health care providers 

 

Often, a multidisciplinary team is needed to give the patient the best treatment 
options. The survey contained questions about the relationship of the patient 
with other HCP’s such as physiotherapist, general practitioner and pharmacist. 

Physiotherapist 

61% visited a physiotherapist in the past year. 
People with AS outnumbered all the others. 81% 
of AS patients regularly pays a visit to the 
physiotherapist.  
42% has a session multiple times a week, 16% only 
goes when necessary.  

 

Some numbers: 

Young patients want to discuss: 

 Social life (71%) 
 Heredity (59%) 
 Work/school (53%) 

Young adults want to talk about: 

 Heredity (46%) 
 Sexuality and pregnancy (41%) 
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8/10 

The physiotherapist scores 8.1/10 in the survey.  

Remarks from participants: 
-  

“The physiotherapist does not know enough about my disease.” 
“I do not feel any positive changes.” 

+ 
“He listens, gives advice and shows interest in learning more about RMD’s.” 

“He teaches me what my abilities still are.” 
 

General Practitioner 

Most Flemish people always turn to the same GP. 
Nothing different for people with RMD’s: 99% 
always visits the same.  

The GP scores 8/10. 

 

Remarks from participants: 
-  

“The GP believes all my pain is situated between my ears.” 
“The GP does not know enough about my RMD.” 

 
+ 

“The GP knows me well, as a patient but also as a person.” 
“The GP listens to what I have to say, he takes his time.”  
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6/10 

8.1/10 

Communication Rheumatologist - GP 

Although both GP and rheumatologist score quite 
well, communication between these two could be 
much better.  
The survey participants give a mere 6/10 for 
communication between GP and 
rheumatologist. No less than 40% gives a score of 
5 or less. It is quite striking to note that a lot of 
people do not even know whether there is 
communication between the two or not. A multidisciplinary approach however 
is crucial when treating people with RMD’s.  

Remarks from participants: 
-  

“There is no communication.” 
“Only incomplete reports are sent.” 

“The GP and rheumatologist do not share the same opinion.” 
“It takes too long before reports are delivered.” 

+ 
“The GP may always contact the rheumatologist.” 

“They both agree on my condition and the treatment.” 
 

Pharmacist 

96% of the respondents say they always visit the same 
pharmacist. In most cases the care taker knows the 
conditions of his/her patients (84%).  
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This group of HCP scores 8.1/10  

Remarks of participants: 
- 

“The pharmacist does not listen to me, it is pure commercial business.” 
“I have to wait for my medication, as they are not available right away.” 

 
+ 

“I can ask all kinds of questions about medication and side effects.” 
“The pharmacist takes his time, he does not sell so called wonder drugs.” 

 

 

  Patient organisations 

 

In Flanders there are several large patient organisations (PO’s). Also in the field 
of rheumatology people can rely on the expertise and experience of peers.  

82% of the participants of the survey believe PO’s should mainly focus on 
spreading information among patients. Furthermore they should act as patient 
advocates to address policy makers and HCP’s about the concerns of people 
with RMD’s (76%). 64% thinks PO’s should be able to help out with 
administrative workload. Only 2% believe PO’s are not useful at all.  
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To be able to fulfil these expectations, PO’s need a solid base. People expect 
correct and complete information. Staying up-to-date demands a constant 
effort. 80% therefore believes PO’s need financial support from the 
government.  

In 2014 ReumaNet started a collaboration with other large PO’s. Together, 
they developed the concept of the Patient Expertise Center, where the 
patient is the key factor and patient expertise is used to enhance health care 
and make it more efficient. If you want more information on this concept, 
please contact Info@ReumaNet.be  

49% of the survey participants is a member of a PO. 13% admits never to have 
heard about a PO for his/her condition. 
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7.4/10 

Questions @ doctors and pharmacists 

 

Mediplanet launched a small survey in Summer 2015 among doctors and 
pharmacists (online survey). 95 doctors and 139 pharmacists agreed or 
disagreed with the following quotes: 

 

 

 

 

 

Next, the participants had to give a score between 1 and 10 for patient-doctor 
communication.  

82% believe patients are more assertive. Not more than 48% believe their 
patients stick to the prescribed treatment as they should. And only 47% 
believes patients are well informed. 86% believes there is time and opportunity 
to ask questions during visits. 

Doctors and pharmacists score themselves 7.4/10 for patient-doctor 
communication. 

 

 

 

 My patients today are more assertive than before 
 My patients are well informed about their condition 
 My patients take their medication as prescribed 
 I plan enough time and space during visits to answer 

my patients’ questions 
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Conclusions 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

People with rheumatic and musculoskeletal 

diseases… 

 Want more information and discussions on 

treatment and therapies 

 Want more information and discussion on future 

disease expectations 

 Are afraid of side effects of medication 

 Do not need to be reminded to take medication 

 Want to see ‘fatigue’ on the research agenda 

 Are moderately satisfied with the 

rheumatologist (7.4/10) and satisfied with 

GP/pharmacist/physiotherapist (8/10) 

 Want more communication between GP and 

rheumatologist (6/10) 

 Believe PO’s to be useful for spreading 

information among patients and advocacy work 

towards policy makers 
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The results of this large survey were well received. Working points were clear 
and give all stakeholders the necessary stimuli to work together to enhance 
quality of care and quality of life for people with chronic conditions, 
particularly those with RMD’s.  

 

ReumaNet, together with the member PO’s, partners and other PO’s outside 
rheumatology, will try to work on these points to consider. 

The survey learned us about the bottlenecks, about items people are waiting 
for: more transparency, more focus on the future, more communication. 
Together with all stakeholders ReumaNet will deal with these points as from 
today. 
These results are a first wake up call, it is important to stay awake and turn to 
action. People with RMD’s, and all people with chronic conditions deserve a 
place in society like anyone else: in school, at the work place, at the GP’s, in 
the neighbourhood, in the pub and in the hospital. 

 

Together we are stronger! 
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Thank you! 

 

 

Doing a survey is not an easy job.  Luckily, we could count on a lot of 
support from our different partners:  

 

 

 

 

 

 
Mediplanet took care of the final results. A big thank you for that. 
Merci, Laurent!  

 

Thank you to anyone who was in one way or another involved in this 
survey. It looked like a steep mountain, but we made it to the top!  

And of course thank you to all 711 patients and 234 health care 
providers who made the effort of filling in the questions. No results 
without them! 
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ReumaNet is a platform for:  

 CIB-Liga vzw for patients with Connective Tissue Diseases 
 PPP vzw : Patient Partners Program 
 RA-Liga vzw for patients with Reumatoid Arthritis 
 VLFP vzw : Vlaamse Liga voor Fibromyalgie Patiënten 
 VVSA vzw: Vlaamse Vereniging voor SpondyloArtritis 
 ORKA : Parents of children and adolescents with an RMD 
 Jong en Reuma for young people with RMD’s 
 Bewegen met Reuma  

 
 
Gifts for the foundation VRIENDEN VAN REUMANET are 
welcome: BE10 0000 0000 0404 , Koning Boudewijnstichting 
with the following note: 014/0530/00086 
 

 

ReumaNet vzw . Bresserdijk 75, 2400 Mol 

info@reumanet.be   www.reumanet.be 

IBAN: BE46 7340 1617 2636 – BIC: KREDBEBB 


