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Background, Introduction, Aims, Data collection and Analysis 

 

Background 

Pain Alliance Europe (PAE) is a non-profit umbrella organisation of 42 national and regional 

associations in 17 European countries. We are concerned with people in pain, regardless of the 

underlying condition, or type of chronic  pain. Our aims include raising awareness of pain in all area, 

and providing a voice for people in pain at European levels in collaboration with  clinicians, scientists, 

policymakers and politicians. The surveys have been carried out since 2017 which contribute to these 

aims. In fact the 1st survey conducted in 2017 also addressed diagnosis and treatment of chronic 

pain. 
 

Approximately 20% of the adult population in Europe is affected by chronic pain [2],[4]. This is defined 

as pain that persists past normal healing time [3]. This includes 153 million people suffering from 

migraines or other disabling headaches, 200 million with musculoskeletal disorders and 100 million 

people experiencing other forms of chronic pain [1],[4].  

 

The total cost across Europe as a consequence of chronic pain is estimated to be as high as €300 

billion [6]. According to the Seoul Declaration on Safety and Health at Work: a safe and healthy work 

environment is a fundamental human right [8]. It is also recognised that a work environment not only 

should be safe and healthy but also supportive and inclusive for those with difficulties due to mental 

and/or physical illness [9]. Having a job is often not only essential for people’s social and economic 

security, but also work and colleagues are important for one’s life-fulfilment, self-esteem and 

personal development [7]. 

 

Introduction and Aim 

This short report is based on a survey conducted by Pain Alliance Europe (PAE) in 2021 on “Diagnosis 

and treatment of chronic pain.” The survey aimed to take a snapshot of the road to diagnosis and 

subsequent treatment for people living with pain in Europe.  

 

One area that is relevant to many in the pain community is the impending deadline to implement the 

World Health Organisation’s (WHO) International Classification of Diseases (ICD)- 11 coding within 

health systems across the world. The deadline is January 2022. This is because pain is coded both as 

a primary condition, in its own right, or secondary as in a symptom of another condition which caused 

the pain. The survey with the help of EFIC used the ICD coding for both primary and secondary pain 

conditions. Patients were asked where they saw themselves fit it, for the 1st time.  

 

Stigma about pain and mental health conditions is unfortunately a reality that people still face in 

relation to chronic pain. From feedback received from our previous surveys it was abundantly clear 

that patients want to be able to name their condition, they want to be able to see there are others 

like them out there. This is especially true if the one asking the questions is a strong participant of 

the pain community ie a patient advocacy group.-PAE have attempted to make the survey and this 

short report as accessible as possible with cultural sensitivity  and inclusivity at its core. 

 



PAE-2021  Chronic Pain – Diagnosis and Treatment 

Data collection and analysis 

 

PAE conducted the internet survey in fifteen European languages. The survey was distributed online 

to people living with chronic pain through PAE’s network of member organisations and other allied 

stakeholders in the pain community.   

 

The questions were created by the PAE board, and the survey was distributed via SurveyMonkey. It 

was available online during May 2021 and citizens from all over Europe completed the questionnaire. 

After the validation of the questionnaires, skipped answers were excluded from the analysis of 

certain questions, resulting in a varied number of complete answers for each question.  

 
In total, 2203 questionnaires were completed by the participants, but the number of answers given 
to each question varies. Because 7. Chronic widespread pain Fibromyalgia had the majority of 
respondents, this will be analysed separately, where possible.  
For the purposes of the short report the other diagnoses we shall discuss are categories 4. Spinal or 

cervical pain and 5. Limb specific Chronic secondary musculoskeletal pain because these have the 
next highest number of answers. Also, our interest was to study categories 14 and 15 because here 

are included central, and peripheral neuropathic pain, called Chronic Neuropathic Pain in the interest 

of brevity, and where possible the results for all 19 categories as a total omitting category 7 will be 
mentioned. The 1-20 diagnosis categories are explained in detail in the diagnosis section in due 
course. 
 

The collected data was analysed by experts from the Business Faculty of Babeș-Bolyai University, 

Cluj-Napoca, Romania. 

 

 

The core questions that we wish to address in this short report are as follows: 
• Who answered the survey?  

• How did the pain begin?  
• How long did respondents experience pain before they approached a healthcare professional 

about it?  
• Which diagnosis was given? 

• Who gave the diagnosis?  

• Did the health professional also provide information about pain and pain management at this 

stage? How? 

• How long was the time between the first visit to a healthcare professional and receiving, if 

any, a diagnosis?  

• Has the family doctor referred them for specialist therapy? 
• Are the respondents currently receiving treatment? 

• Is the treatment as good as expected? 

• Are respondents using self-management? 

• Is the self-management treatment as good as they expected?  

• To date how long has the pain lasted?  

• What are the average daily pain levels respondents are experiencing? 

• Have people in pain also experienced psychological problems? 
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Who answered the survey? 

 
In total 2203 respondents answered the survey. 48 carers for someone in chronic pain responded to 

the survey, 2.18% of the total  2203 respondents. While the clear majority 97.82% of respondents 

were patients themselves. The number of responses varies from question-to-question, as some 

questions were skipped by participants. Translations were conducted by PAE’s member 

organisations. 

 
 
 
 
 
 
 
 
 
 

 
 
 
 
1377 participants specified the country they are from. As seen in the chart below the countries with 
the most responses are Norway, UK, and Denmark. Countries that were chosen by 30 respondents 
or more are: 

 
 

 
 
 
 
 
 
 
 
 

Countries with more than 30 respondents 

Country Respondents % 

Belgium 32 2.32 

Denmark 163 11.84 

Finland 49 3.56 

France 42 3.05 

Greece 53 3.85 

Ireland 73 5.3 

Netherlands 70 5.08 

Norway 371 26.9 

Portugal 71 5.16 

Spain 94 6.83 

Sweden 90 6.54 

UK 190 13.8 

Less than 30/Other 79 4.43 
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With respect to age, we have also 1379 responses. As shown in the chart below people in the age 
ranges over the age of 50 accounted for the most amount of responses totalling 68.17%. 30.96% 
were adults aged 18-50, 20.5%  of whom were 36-50 years old,  and 12 young people (0.87%) under 
the age of 18 also responded. 

 

 
 
 
 

0,87%

34,3%

8,7%
20,5%

1,7%

24,2%

9,7%

under 18 51-65 26-35 36-50

18-25 66-75 over 75
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 from under  
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How did the pain begin? 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Respondents could chose from a selection of 8 ideas of how the pain may have started. Other could 
be chosen if the idea was not in 1-8 options. In total there were 2199 valid answers. Pain with gradual 

onset was the most commonly chosen response. Almost 11% of people in pain said they did not know 
how their pain started, which is a little mysterious. This raises many questions for example which 
type of help or healthcare they sought. 
 
7. Chronic widespread pain Fibromyalgia the top 3 causes of chronic pain are: 

• Pain with gradual onset – 46.80% 

• Traumatic event – 7.53% 
• Secondary to another health condition – 6.23% 
• 25.58% from the respondents declared other or unknown causes. 
•  

In the other 19 categories, the top 3 causes of chronic pain are: 
• Pain with gradual onset – 17.80% 

• Genetic condition – 14.15% 

• Secondary to another health condition – 13.35% 
• 29.45% from the respondents declared other or unknown causes 

 
4.  (137 answers)  the top 3 causes of chronic pain are: 

• 23.36% pain with gradual onset 
• 17.52% secondary to another health condition 

• 10.22% pain post-surgery 
• 24.09% other or unknown causes 

•  
5. (265 answers) the top 3 causes of chronic pain are: 

• 29.43% pain with gradual onset 

• 13.21% genetic condition 

• 7.55% secondary to another health condition and accident 
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• 24.91% other or unknown causes 
•  

15&16. Chronic Neuropathic Pain (95 answers)  the top 3 causes of chronic pain are: 
• 24.21% secondary to another health condition 
• 11.58% accident or pain post-surgery 

• 23.16% other or unknown causes 
 
 
Details in relation to specific diagnoses and how they began are found in the upcoming section under 
diagnosis. 
 
 

 
 

How long did you experience pain before you approached a healthcare professional about it?  

 
In almost all categories of pain, the patients experienced the pain for more than a year before seeking 

help. Only in the categories 11 and 16 most of the patients declared that they experienced the pain 
for less than one month. This is both worrying and difficult to understand. Chronification of pain by 
definition occurs with 3-6 months or past the normal time healing is expected to take place. 
Therefore many of our respondents were experiencing chronic pain before they even sought help, 
never mind diagnosis.   
 
We didn’t ask why people waited in the survey as recognising and capturing the themes of people’s 
decision process is more suitable to a qualitative enquiry where themes are recognised from 
examining individuals perspectives  and  experiences. This survey aimed to quantify the figures as a 
point to start from. 
 

 
 
Regarding the recurring categories in discussion, how many people according to subsequent 
diagnosis waited the longest time, over a year? 

241 

177 

170 

175 

1.337 

< 1…

< 3…

< 6…

< 1 year

> 1 year

Number of People

How long people waited before seeking 

medical help for their pain
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• 7 Chronic widespread pain Fibromyalgia (1053 answers) – 78.44% more than a year 

• All other 19 categories (1044 answers) – 48.85% more than a year 

• 4. L.S. Chronic Secondary Musculoskeletal pain (128 answers) – 35.93% more than a year 

• Spinal or cervical pain (244 answers) – 57.79% more than a year 

• 14&15 Chronic Neuropathic Pain (74 answers) – 37.84% more than a year 

 
From the total number of respondents who declared that they experienced the pain less than one 
month before seeking medical help (239 answers), most of them, 20.92%, have 7. Chronic 
widespread pain Fibromyalgia. 
Regarding the patients who experienced pain more than a year until a diagnosis (1336 answers), most 
of them, 61.83%, are also diagnosed with 7. Chronic widespread pain Fibromyalgia. This is partly due 
to the majority cohort having one diagnosis. It highlights that each person’s experience of a journey 
toward a diagnosis is individual, and there can be a spectrum of experiences within one diagnosis.  
 
Without considering 7. Chronic widespread pain Fibromyalgia, from the total number of respondents 
who declared that they experienced the pain for less than one month (189 answers), most of them, 
17.46%,  have 4. L.S. Chronic Secondary Musculoskeletal pain.  
Regarding the patients who experienced pain for more than a year until a diagnosis (510 answers), 
most of them, 27.65%, are in Spinal or cervical pain. We aimed to give patients the opportunity to 
share which diagnosis they believed they had. It was possible to select 1 type of pain diagnosis from 
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a total of 68. Of the 2199 responses . The most encountered diagnosis was fibromyalgia (1075 – 48.89%). 

1,77%
0,45%

0,09%
0,05%

0,32%
0,09%

0,91%
0,18%

2,09%
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0,05%
0,05%
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0,36%
0,73%

0,41%
0,64%

0,73%
0,18%

0,45%
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0,77%
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0,14%
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5,14%
1,27%

1,64%
0,77%

0,00% 1,00% 2,00% 3,00% 4,00% 5,00% 6,00%

Chronic primary musculoskeletal pain

Chronic primary cervical pain

Chronic primary limb pain

Chronic migraine

Complex regional pain syndrome type 1 and 2

Chronic neuropathic cancer pain

Cancer pain

Chronic pain after musculoskeletal injury

Whiplash

C.C. neuropathic pain assoc. with spinal cord injury

C.C. neuropathic pain assoc. with multiple sclerosis

Chronic neuropathic pain after peripheral nerve injury

Chronic painful radiculopathy

Other known cause

No diagnosis

0,32%

0,05%

1,05%

0,77%

0,86%

0,32%

1,00%

4,77%

2,00%

0,50%

3,18%

1,00%

0,64%

0,09%

0,55%
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1,05%
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1,82%

2,46%

0,55%

0,23%

0,05%

1,00%

1,27%
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Chronic secondary orofacial pain

Chronic dental pain

Trigeminal neuralgia

Chronic neuropathic orofacial pain

Headache or orofacial pain

Persistent pain attributed to traumatic injury to the head

Musculoskeletal chest pain

Spinal pain

Cervical pain

Thoracic spine pain

Low back pain

Sciatica

Radiculopathy

Symptom or complaint of the chest

Complaint of the shoulder/ side/ ribs/ armpit

Symptom or complaint of the hip

Complaint of the knee

Complaint of the leg or thigh/ ankle/ foot or toe

Complaint of the arm/ elbow/ wrist/ hand or finger

Ehlers-Danlos syndrome

Benign Joint Hypermobility Syndrome

Chronic primary visceral pain

Chronic primary chest pain syndrome

Chronic primary bladder pain syndrome

Chronic primary pelvic pain syndrome

Chronic primary abdominal pain syndrome

Was a diagnosis given, which one? 
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The distributions of the other diagnoses are presented in the charts below. 
 

Diagnosis Responses 

Chronic secondary orofacial pain 7 0.32% 

Chronic dental pain 1 0.05% 

Trigeminal neuralgia 23 1.05% 

Chronic neuropathic orofacial pain 17 0.77% 

Headache or orofacial pain attributed to chronic secondary 
temporomandibular disorders (not migraine - see below) 

19 0.86% 

Persistent pain attributed to traumatic injury to the head 7 0.32% 

Musculoskeletal chest pain 22 1.00% 

Spinal pain 105 4.77% 

Cervical pain  44 2.00% 

Thoracic spine pain 11 0.50% 

Low back pain 70 3.18% 

Sciatica 22 1.00% 

Radiculopathy 14 0.64% 

NB Symptom or complaint of the chest 2 0.09% 

Symptom or complaint of the shoulder / side/ribs / armpit 12 0.55% 

Symptom or complaint of the hip 21 0.95% 

Symptom or complaint of the knee 23 1.05% 

Symptom or complaint of the leg or thigh/ankle/ foot or toe 39 1.77% 

Symptom or complaint of the arm / elbow/ wrist/ hand or 
finger 

40 1.82% 

Ehlers-Danlos syndrome 54 2.46% 

Benign Joint Hypermobility Syndrome 12 0.55% 

Chronic primary visceral pain 5 0.23% 

Chronic primary chest pain syndrome 1 0.05% 

Chronic primary bladder pain syndrome 22 1.00% 

Chronic primary pelvic pain syndrome 28 1.27% 

Chronic primary abdominal pain syndrome 6 0.27% 
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Chronic widespread pain/Fibromyalgia 1075 48.89% 

Chronic primary musculoskeletal pain 39 1.77% 

Chronic primary low back pain (Nonspecific low back pain) 10 0.45% 

Chronic primary cervical pain 2 0.09% 

Chronic primary thoracic pain 1 0.05% 

Chronic primary limb pain 7 0.32% 

Chronic primary headache or orofacial pain 2 0.09% 

Chronic migraine 20 0.91% 

Chronic tension-type headache 4 0.18% 

Complex regional pain syndrome type 1 and 2 46 2.09% 

Chronic bone cancer pain 2 0.09% 

Chronic neuropathic cancer pain 1 0.05% 

Radiotherapy induced pain 1 0.05% 

Cancer pain 2 0.09% 

Multiple myeloma 2 0.09% 

Chronic pain after musculoskeletal injury 8 0.36% 

Chronic pain after surgery 16 0.73% 

Whiplash 9 0.41% 

Chronic central neuropathic pain  14 0.64% 

Chronic central neuropathic pain associated with spinal cord 
injury 

16 0.73% 

Chronic central post stroke pain 4 0.18% 

Chronic central neuropathic pain associated with multiple 
sclerosis 

10 0.45% 

Chronic peripheral neuropathic pain (such as diabetic pain or 
pain following shingles - herpes zoster) 

7 0.32% 

Chronic neuropathic pain after peripheral nerve injury 17 0.77% 

Chronic painful polyneuropathy 10 0.45% 

Chronic painful radiculopathy 3 0.14% 

Rare diseases 50 2.27% 

Other known cause 113 5.14% 
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Unexplained reason 28 1.27% 

No diagnosis 36 1.64% 

Unknown 17 0.77% 

Total 2199 100.00% 

Some diagnosis options were not selected, they are: 

Marfan Syndrome, Chronic primary epigastric syndrome, Chronic primary temporomandibular 
disorder pain, Burning mouth syndrome, Chronic visceral cancer pain, Chronic pain after burn 
injury, Phantom pain, Amputation pain, Chronic central neuropathic pain associated with brain 
injury, Phantom limb syndrome. 
 

Categories of Diagnoses 

Category Description ICD-11 Code Values 

1 Chronic secondary headache or orofacial 
pain 

MG 30.6 1,2,4,5 

2 Trigeminal Neuralgia 8B82.0  3 

3 Headache disorders: disease of nervous 
system  

8A84.1 6, 37, 39 

4 Chronic Secondary Musculoskeletal Pain 
(specific limb pain) 

MG 30.3 14-19 

5 Spinal or cervical pain ME 84 8-12, 31-33 

6 Developmental anomalies (connective 
tissue) 

LD 28 21,22 

7 Chronic widespread pain - Fibromyalgia MG 30.01 29 

8 Chronic primary visceral pain MG 30.0 23-28 

9 Chronic primary headache or orofacial pain MG 30.03 35 

10 Chronic primary Musculoskeletal pain MG 30.02 30, 34 

11 Chronic Regional Pain Syndrome 1&2 8D8A.0  40 

12 Chronic cancer related pain MG 30.10 42, 43, 46, 48 

13 Chronic post cancer treatment pain MG 30.11 45 

14 Chronic post surgical or post traumatic pain MG 30.2 50, 51, 54 

15 Chronic central neuropathic pain MG 30.50 55-59 

Was a diagnosis given, which one? 
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Categories of Diagnoses 

Category Description ICD-11 Code Values 

16 Chronic peripheral neuropathic pain MG 30.51 60-63 

17 Rare diseases   

18 Other known cause/ unlisted   

19 No diagnosis   

20 Unknown or unexplained reason   

 No response  20,25,36,38,41,44,
47,49,52,53,57,64 

 
 
 
 

 
Despite the jargon used and !CD-11 grouping, there were responses to all but 10 diagnosis options. 
The diagnoses that had, at least, one answer were grouped into 20 categories as detailed in the 
previous table. The purpose for that is to have specific data coded with ICD-11 coding. While this 
may not be especially important to the person living with the pain, it is beneficial for examining 
best practices in comparison with what is actually happening in the Europe. This provides the 

opportunity to highlight areas where diagnosis and treatment need to improve or nationally what is 
working well. 

 
The top 5 most commonly reported pain diagnoses are: 

Category Type %  

7 Chronic widespread pain - Fibromyalgia 48.9 

5 Spinal or cervical pain 12.1 

4 Chronic Secondary Musculoskeletal Pain (specific limb 
pain) 

6.2 

18 Other known cause/ unlisted 5.1 

10 Chronic primary Musculoskeletal pain 3.1 

 

 
The collected data reflects the strong base of people with fibromyalgia that PAE has developed, yet 
this also could be seen as a limitation.  There is plenty of space for PAE to reach out to national 
patients groups in other pain categories to strengthen every voice. 
 
The category that had the most amount of carer responses was Spinal or cervical pain. For 9 patients in the 
5. Spinal or cervical pain category of diagnosis, the questionnaire was completed by a carer. This 
represents 3.40% from the total number of respondents in this category. The rest of the carer’s 
responses were spread out among all the categories. 
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This question was designed to capture which medical professionals patients believed could and in their case 
did provide a diagnosis. It is important that we understand how people living with pain think or define 
diagnosis. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
There are some surprising results… can a physiotherapist, or nurse diagnose chronic pain? We need to 
consider the purpose of diagnosis here. Is it to unlock a pathway of treatment? Maybe it’s needed for social 
insurances purposes. On a person level though diagnosis is the confirmation that something is happening to 

Who gave the diagnosis? 
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your body, it has a name and there may be other people going through the same which helps in relation to 
stigma. 
 

For 7. Chronic widespread pain Fibromyalgia, the diagnosis was given by: 
• 45.30% - doctor specialised in pain 

• 27.35% - hospital doctor 
• 17.40% - family doctor  

 
In the other 19 categories, the diagnosis was given by: 

• 35.50% - hospital doctor  

• 26.96% - doctor specialised in pain 

• 11.30% - family doctor  

 
4. L.S. Chronic Secondary Musculoskeletal pain (137 answers) 

• 31.39% - hospital doctor  
• 29.93% - doctor specialised in pain 

• 13.87% - family doctor/other 
 

Spinal or cervical pain (265 answers) 
• 33.20% - hospital doctor  

• 30.94% - doctor specialised in pain 

• 14.34% - family doctor/other 

 
15&16. Chronic Neuropathic Pain (95 answers) 

• 35.79% - doctor specialised in pain  

• 33.68% - hospital doctor 

• 10.53% - surgeon 
 
 
 
 
 

How long was the time between the first visit to a healthcare professional and receiving, if any, 
a diagnosis?  

 
 

From the total number of respondents who declared that the time between the first visit to a health 
care professional and the moment of receiving a diagnosis it was less than six months (427 answers), 
most of them, 33.72%, have 7. Chronic widespread pain Fibromyalgia. Regarding the patients who 
declared that the time between the first visit to a health care professional and the moment of 
receiving a diagnosis it was more than 10 years (384 answers), most of them, 60.16%, are also in 7. 
Chronic widespread pain Fibromyalgia. 
 

Excluding Fibromyalgia, from the total number of respondents who declared that the time between 
the first visit to a health care professional and the moment of receiving a diagnosis was less than six 
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months (283 answers). Most of them, 21.91%, are living with 5. Spinal or cervical pain. Regarding the 
patients who declared that the time between the first visit to a health care professional and the 
moment of receiving a diagnosis it was more than 10  years (153 answers), most of them, 23.53%, 
are in category 6. Developmental anomalies (e.g. Ehlers Danlos Syndrome) 

 
For category 7. Chronic widespread pain Fibromyalgia, the time between the first visit to a health 
care professional and the moment of receiving a diagnosis was 

• 26.02% between 1 and 3 years 

• 21.94% over 10 years 
• 16.24% between 4 and 6 years 

• 0.57% have no diagnosis 
 

In the other 19 categories, we obtained: 
• 27.11% in less than 6 months 

• 19.73% between 1 and 3 years 

• 15.61% between 7 months and 1 year 

• 5.08% have no diagnosis 

 
In the 4, 5 and 15-16 categories, the situation is the following: 
 
4. L.S. Chronic Secondary Musculoskeletal pain (128 answers) 

• 45.31% in less than 6 months 

• 19.53% between 7 months and 1 year 

• 16.41% between 1 and 3 years 

• 3.90% have no diagnosis 
5. Spinal or cervical pain (244 answers) 

• 25.41% in less than 6 months or between 1 and 4 years 

• 15.98% between 7 months and 1 year 

• 12.30% over 10 years 
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• 4.51% have no diagnosis 

15&16. Chronic Neuropathic Pain (91 answers) 
• 36.26% in less than 6 months 

• 20.88% between 1 and 3 years  

• 16.48% between 7 months and 1 year 

• 2.20% have no diagnosis 
 
Further analysis is needed in terms of the timeframe respondents are referring to. From the data of 
how long people refrained from seeking medical help, to waiting for diagnosis, in contrast to how 
many years people have had pain we can learn which years or decades patients are referring to.  We 
can then paint the picture of the patients’ journey. This of course would also be interesting see on 
an individual national basis.  
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In total there were 1379 valid answers from which 718 for 7. Chronic widespread pain Fibromyalgia 
widespread pain fibromyalgia and 659 for the other 19 categories. In all categories, most of the 
respondents said that they didn’t get enough information about pain, and per total, there are 74.11%. 
 
 

Has your family doctor/local practice given you a referral to specialist therapy? 

 

 

In total at this analysis there were 2030 valid answers from which 1033 for 7. Chronic widespread 
pain Fibromyalgia and 997 for the other 19 categories. 
 
In the 7. Chronic  widespread pain fibromyalgia, most of the respondents – 505 (48.89%) – declared 
that they haven’t been offered this, while 362 (35.04%) were offered this, and they have had this 
specialist therapy. 
In the other 19 categories, most of the respondents – 435 (43.63%) – declared that they haven’t been 
offered this, while 364 (36.51%) were offered this, and they have had this specialist therapy 

 
In the other categories the situation is the following: 
 
4. L.S. Chronic Secondary Musculoskeletal pain (116 answers) 

• 31.03% were offered this, and they have had this specialist therapy 

• 51.72% haven’t been offered 
5. Spinal or cervical pain (237 answers) 

• 40.51% were offered this, and they have had this specialist therapy 
• 33.76% haven’t been offered 

 

Yes
24,4
%No

74,1
%

1,5%

Yes No N/A

On diagnosis, did you get enough information about pain and pain management from the 
healthcare professional that gave the diagnosis? 
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15&16. Chronic Neuropathic Pain (88 answers) 
• 42.05% were offered this, and they have had this specialist therapy 
• 46.59% haven’t been offered 

 

Are you having any kind of treatment from a healthcare professional: medication, 
physiotherapy, massage, or any other? 

 
 
In total there were 2095 valid answers from which 1053 for 7. Chronic widespread pain Fibromyalgia 
and 1042 for the other 19 categories. 
 
Most of the respondents (1672 – 79.81%) are having a treatment from a healthcare professional, as 
follows: 

• 7. Chronic  widespread pain fibromyalgia (1053 answers) – 77.21%  
• The other 19 categories (1042 answers) – 82,44% 

• 4. L.S. Chronic Secondary Musculoskeletal pain (128 answers) – 91.41% 
• 5. Spinal or cervical pain (244 answers) – 82.38 % 

• 15&16. Chronic Neuropathic Pain (91 answers) – 84.61% 

 

 

Yes
44,8
%

No
54,2
%

1,0%

Yes No N/A

Have you received any help from healthcare professionals in understanding how chronic pain 
affects daily life? 
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 Is your treatment as good as you expected? 

 
After we excluded the respondents who answered ‘no’ as not receiving treatment, we obtained, in 
total at this analysis, 1647 valid answers from which 629 represented 7. Chronic widespread pain 
Fibromyalgia widespread pain fibromyalgia and 1018 for the other 19 pain categories. 
 
 
 
 
 
 
 
 

For all categories, most of the respondents consider the treatment as partially good.  
• 7. Chronic widespread pain Fibromyalgia (629 answers) – 56.60% 

• The other 19 categories (1018 answers) – 56,78% 

• 4. L.S. Chronic Secondary Musculoskeletal pain (117 answers) – 54.70% 

• 5. Spinal or cervical pain (227 answers) – 61.23% 

• 15&16. Chronic Neuropathic Pain (94 answers) – 57.45% 
 

 Are you using self-management? 

 
 

In total at this analysis there were 2029 valid answers from which 1033 were for 7. Chronic 
widespread pain Fibromyalgia and 996 for the other 19 categories. 
 

In the 7. Chronic widespread pain Fibromyalgia, most of the respondents – 347 (33.60%) – declared 
that they are not using self-management, while 17.42% are using self-management guided by a 
healthcare professional and the same percentage decided to to visit a person for acupuncture, 
hypnosis, mindfulness, Tai Chi or diet. 26.14% are using other methods than described. 
 
For the other 19 categories, most of the respondents – 323 (32.43%) – declared that they are not 
using self-management, while 27.71% are using self-management guided by a healthcare 
professional. 19.28% are using other methods than described. 
 
In the other categories the situation is the following 
4. L.S. Chronic Secondary Musculoskeletal pain (116 answers) 

• 35.34% are not using self-management 

• 25.00% are using self-management guided by a healthcare professional 

• 17.24% are using other methods than described. 
5. Spinal or cervical pain (237 answers) 

• 38.82% are not using self-management 
• 26.58% are using self-management guided by a healthcare professional 

• 18.14 are using other methods than described 
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15&16. Chronic Neuropathic Pain (88 answers) 
• 28.41% are using self-management guided by a healthcare professional  
• 21.59% are using other methods than described 

• 32.95% are not using self-management  
 
 

 Is self-management as good as you expected? 

 

 
 
 
 
 
 
 
 
 
 

After we excluded those who answered ‘No I am not using self-management’, for this analysis there 
were 1359 valid answers from which 686 for 7. Chronic widespread pain Fibromyalgia and 673 for 
the other 19 categories. 
For all categories, most of the respondents consider that the treatment is partially good. The 
percentages are the following: 

• 7. Chronic widespread pain Fibromyalgia (686 answers) – 59.47%  
• The other 19 categories (673 answers) – 56,61% 

• 4. L.S. Chronic Secondary Musculoskeletal pain (75 answers) – 52.00% 
• 5. Spinal or cervical pain (145 answers) – 60.00% 

• 15&16. Chronic Neuropathic Pain (59 answers) – 55.93% 
 

How long has your pain lasted? 

 
 

There were 2096 valid answers to this question, 1053 for 7. Chronic widespread pain Fibromyalgia 
and 1043 for the other 19 categories. 
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How long has your pain lasted? 

 
 

For the 7. Chronic widespread pain Fibromyalgia, the pain lasted as follows 
• 69.04% for over 10 years 

• 14.06% between 7 and 10 years 

• 11.50% between 4 and 6 years 
In the other 19 categories, we obtained: 

• 56.95% for over 10 years 
• 16.40% between 4 and 6 years 

• 11.70% between 1 and 3 years 

•  
In the 4, 5 and 14-15 categories, the situation is the following: 
 
4. L.S. Chronic Secondary Musculoskeletal pain (128 answers) 

• 39.84% for over 10 years 

• 18.75% between 4 and 6 years 

• 17.97% between 1 and 3 years 
•  

5. Spinal or cervical pain (244 answers) 

• 61.89% for over 10 years 

• 12.70% between 4 and 6 years 

• 12.30% between 7 and 10 years 
•  

15&16. Chronic Neuropathic Pain (91 answers) 
• 54.95% for over 10 years 

• 24.18% between 4 and 6 years 
• 9.89% between 7 and 10 years 
 

 
Further analysis is needed in terms of the timeframe respondents are referring to. From the data of 

how long people refrained from seeking medical help, to waiting for diagnosis, in contrast to how 
many years people have had pain we can learn which years or decades patients are referring to.  We 
can then paint the picture of the patients’ journey according to that period of time. If people are 
living with pain over 10 years would they live the same experience now in 2021? Perhaps, for 
example,  there have been improvements in diagnostic timeframes at national level. 
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Average daily pain level on VAS scale: where 1 no pain - 10 worst possible pain 

 
 

For this question we have 2100 valid answers. The average daily pain level declared by the 
respondents was 6.36. 50% from the respondents declared a level of daily pain between 5/10 and 
8/10, and 25% of 9/10 or 10/10. 
2097 valid answers were provided for this question. From which 1053 were for 7. Chronic widespread 
pain Fibromyalgia and 1044 for the other 19 categories.  
 
However, it must be noted that pain levels are not only subjective but also highly personal to each 
individual. It is perilous to assume if 276 people with fibromyalgia measure their daily pain as a 7/10 
then, 26% of all people with Fibromyalgia will have the same pain levels. In the same thread, if one 
person noted the lowest daily average pain score, an association between the lowest pain levels and 
a certain condition is not helpful or indicative of the nature of pain. 
 
 

• For the 7. Chronic widespread pain Fibromyalgia, the average daily pain level is 6.33, most of 
the respondents in this category – 276 (26.21%) – declare a daily pain level of 7. 

• For the other 19 categories, the average daily pain level is 6.40, most of the respondents – 
256 (24,52%) – declare a daily pain level of 7. 

• For the 4. L.S. Chronic Secondary Musculoskeletal pain (128 answers), the average daily pain 
level is 6.84, most of the respondents in this category – 30 (23.44%) – declare a daily pain 

level of 8. 
• For the 5. Spinal or cervical pain (244 answers), the average daily pain level is 6.45, most of 

the respondents in this category – 55 (22.54%) – declare a daily pain level of 7. 

• For the 15&16. Chronic Neuropathic Pain (91 answers), the average daily pain level is 6.35, 
most of the respondents in this category – 20 (21.98%) – declare a daily pain level of 6. 
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Has chronic pain caused any psychological problems? 

 
 

To understand which mental health issues arose for people in pain as a result of chronic pain we 
provided 6 specific response options, an opportunity to choose all of the 6, or another issue not 
provided. to capture how our respondents viewed it. 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
The Table below shows the percentages of respondents in each category, that choose one, two or 
three psychological problems. 
 

Category One problem 
Two 

problems 
Three problems Total 

7 27.58% 23.68% 48.75% 718  

All 19 35.96% 21.70% 42.34% 659  

4 48.05% 22.08% 29.87% 77  

5 33.10% 21.38% 45.52% 145  

15-16 42.59% 22.22% 35.19% 54  

 
 

 

✓ One psychological problem 
 

In total at this analysis there were 435 valid answers from which 198 for 7. Chronic widespread pain 
Fibromyalgia and 237 for the other 19 categories. 
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In the 7. Chronic widespread pain Fibromyalgia, most of the respondents – 86 (43.43%) – declared 
that the chronic pain caused them sleep problems and 40 (20.20%) declared that the chronic pain 
caused all of the above-mentioned psychological problems. 
In the other 19 categories, most of the respondents – 79 (33,33%) – declared that the chronic pain 
caused them sleep problems. 
43.24% from 4. L.S. Chronic Secondary Musculoskeletal pain and 37.50% from 5. Spinal or cervical 
pain declared that they have some sleep problems due to the chronic pain, 
while in 15&16. Chronic Neuropathic Pain, most of the respondents, 39.13%, declared that they have 
all the above problems. 
 

✓ Two psychological problems
 

In total at this analysis there were 313 valid answers from which 170 for 7. Chronic widespread pain 
Fibromyalgia and 143 for the other 19 categories. 
In the 7. Chronic widespread pain Fibromyalgia, most of the respondents – 62 (36.47%) – declared 
that the chronic pain caused them listlessness and sleep problems and 49 (28.82%) declared that the 
chronic pain caused depression and sleep problems. 
In the other categories the respondents most of the respondents – 27 (18.88%) declared that the 
chronic pain caused them anxiety and sleep problems 

 

✓ Three psychological problems
 
In total at this analysis there were 629 valid answers from which 350 for 7. Chronic widespread pain 

Fibromyalgia and 279 for the other 19 categories. 
In the 7. Chronic widespread pain Fibromyalgia, most of the respondents – 93 (26.57%) – declared 

that the chronic pain caused them depression, anxiety, and sleep problems and 88 (25.14%) declared 
that the chronic pain caused depression, listlessness, and sleep problems. 
In the other categories the respondents most of the respondents – 96 (34.41%%) declared that the 
chronic pain caused them depression, anxiety, and sleep problems. 
 
 
We would like to address this topic in more detail in the long report, especially further analysis as to those 
respondents that answered as having all of the psychological troubles listed. The original survey asked more 
questions in this area which would provide a more rounded view of the impact psychological issues caused by 
chronic pain can have on peoples’ lives. 
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Conclusion 

 

 

The results of the survey highlighted in this short report suggest a significant impact of chronic pain 
for European citizens. Considering the results on how long respondents had to wait to get a 
diagnosis, the period over which they experienced pain, and the lack of information once 
diagnosed. This may especially be due to a lack of early diagnosis and timely intervention. 
Additionally, respondents themselves indicate that treatment did not match their expectations.  
However, many people were not self-managing. 

Therefore, more insight is needed towards patients ’needs and preferences with respect to their 
treatment. Responsibility lies also with patient groups to advocate and encourage people in pain to 

seek medical help sooner. 

To gain a better understanding into the underlying mechanisms behind these findings and relate 
these to the different health care systems at place at national level a more extensive analysis is 
needed and will be detailed in the long report. Whether national health services are available to 
meet those needs is a topic for another survey 

It is an encouragement for PAE to continue this research, improving the relevance of the questions 
and adapting the survey following the feedback received from the respondents, in preparation fo 
and thus bringing their contribution to the improvement of the quality of life of pain patients.  

 

 

Gaps, Limitations, Plans 

 
 
 

Typically a short report is a concise version of a full report, in the interest of time we flipped this 
around. We used our inquiry into writing a brief report based on 15 questions we thought would be 
most pressing. In this process we recognised some of the less significant data collected but 

moreover many areas that will benefit from more thorough and varied analyses. 
 

For example : in terms of diagnosis there was a significant amount of time between first contact 
with a healthcare professional and diagnosis. We want to see how that relates to how long people 
waited before they sought medical help, and if the type of professional giving the diagnosis is a 
predictor of how quickly a diagnosis happened. Also how long were people in pain overall in 
relation to how long they waited for diagnosis. 
 
Through the analysis we also recognised that we need to work closer with EFIC in refining where 
specific conditions fit within ICD-11 as a whole not just in relation to chronic pain. We want the 
data to be comparable with national data sets once ICD-11 is implemented. Some limitations also 
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arise from translating so widely as the language and complexity of the questions needs to be 
understood in 15+ languages 
 

Some areas we plan to include in the long report are: 
All questions bi-laterally analysed by country, gender, age and diagnosis 

A  comparison of data from the 2017 survey on same topic 
A deep look at the frequency of treatment and perceived effectiveness 

A specific section with questions around engagement with patient group services. 
Testing the robustness of the responses that would also help fortify our findings. 

 
An executive summary will be composed from a combination of feedback from this short report 

and key developments from the long report.  
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The original survey for Patients Report on Diagnosis and Treatment 2021: 

 
 
Section 1 - Your chronic pain condition 

*1 Who is completing this survey? Are you answering as: 
Patient with chronic pain 
Carer for someone with chronic pain 

 
* 2. What caused your chronic pain?  

1. Sports injury 
2. Injury at work  
3. Accident 
4. Traumatic event 
5. Pain post-surgery 
6. Genetic condition 
7. Secondary to another health condition e.g. cancer or MS 
8. Pain with gradual onset 
9. Other 
10. Unknown  

 
* 3. Have you received a diagnosis that explains your chronic pain? 
Have you received a diagnosis that explains your chronic pain? 
1) Chronic secondary orofacial pain 

2) Chronic dental pain 

3) Trigeminal neuralgia 

4) Chronic neuropathic orofacial pain 

5) Headache or orofacial pain attributed to 

chronic secondary temporomandibular 

disorders (not migraine - see below) 

6) Persistent pain attributed to traumatic injury 

to the head 

7) Musculoskeletal chest pain 

8) Spinal pain 

9) Cervical pain  

10) Thoracic spine pain 

11) Low back pain 

12) Sciatica 

13) Radiculopathy 

14) Symptom or complaint of the chest 

15) Symptom or complaint of the shoulder / 

side/ribs / armpit 

16) Symptom or complaint of the hip 

17) Symptom or complaint of the knee 

18) Symptom or complaint of the leg or 

thigh/ankle/ foot or toe 

19) Symptom or complaint of the arm / elbow/ 

wrist/ hand or finger 

20) Marfan Syndrome 
21) Ehlers-Danlos syndrome 
22) Benign Joint Hyper-mobility Syndrome 
23) Chronic primary visceral pain 
24) Chronic primary chest pain syndrome 

25) Chronic primary epigastric syndrome 

26) Chronic primary bladder pain syndrome 

27) Chronic primary pelvic pain syndrome 

28) Chronic primary abdominal pain syndrome 
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29) Chronic widespread pain/Fibromyalgia 

30) Chronic primary musculoskeletal pain 

31) Chronic primary low back pain (Nonspecific 

low back pain) 

32) Chronic primary cervical pain 

33) Chronic primary thoracic pain 

34) Chronic primary limb pain 

35) Chronic primary headache or orofacial pain 

36) Chronic primary temporomandibular disorder 

pains 

37) Chronic migraine 

38) Burning mouth syndrome 

39) Chronic tension-type headache 

40) Complex regional pain syndrome type 1 and 2 

41) Chronic visceral cancer pain 

42) Chronic bone cancer pain 

43) Chronic neuropathic cancer pain 

44) Chemotherapy induced pain 

45) Radiotherapy induced pain 

46) Cancer pain 

47) Cancer post-surgical pain 

48) Multiple myeloma 

49) Chronic pain after burns injury 

50) Chronic pain after musculoskeletal injury 

51) Chronic pain after surgery 

52) Phantom pain 

53) Amputation 

54) Whiplash 

55) Chronic central neuropathic pain  

56) Chronic central neuropathic pain associated 

with spinal cord injury 

57) Chronic central neuropathic pain associated 

with brain injury 

58) Chronic central post stroke pain 

59) Chronic central neuropathic pain associated 

with multiple sclerosis 

60) Chronic peripheral neuropathic pain (such as 

diabetic pain or pain following shingles - 

herpes zoster) 

61) Chronic neuropathic pain after peripheral 

nerve injury 

62) Chronic painful polyneuropathy 

63) Chronic painful radiculopathy 

64) Phantom limb syndrome 

65) Rare diseases 
66) Other known cause 

67) Unexplained reason 

68) No diagnosis

* 4. Who gave you the diagnosis?  
Family doctor or municipal health clinic 
Hospital doctor 
Doctor who specialises in pain 
Surgeon 
Nurse 
Physiotherapist 
Other healthcare professional 
None 
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* 5. Did you receive a diagnosis before or after 2017? 
Before and during 2017 
2018 or after 
 
* 6. How long did you experience this pain before you approached a healthcare professional about it?  
Less than one month 
Less than three months 
Less than six months 
Less than a year 
More than a year 
 
* 7. How long was it between your first visit to a healthcare professional about your condition and getting a 
diagnosis?  
less than six months 
seven months to 1 year 
1-3 years 
4-6 years 
7-10 years 
Over 10 years 
No diagnosis 
 
* 8.  How long has your pain lasted?  
Less than a year 
1-3 years 
4-6 years 
7-10 years 
Over 10 years 
 
* 9.  Average daily pain level on VAS scale: where 1 no pain - 10 worst possible pain? 
 
Section 2 - Treatment for your chronic pain 
 
* 10. Are you having any kind of treatment from a healthcare professional: medication, physiotherapy, 
massage, or any other? 
Yes 
No 
 
11.  From whom or where are you getting your treatment? (Choose up to 3) 
University pain clinics 
Hospital pain clinics 
Private pain clinics 
A different hospital department 
A family doctor/practice/municipality health clinic/private sector doctor 
A physiotherapist/chiropractor/osteopath or similar 
Complementary therapist: acupuncture/hypnotherapist, etc. 
Other 
 
12.  Is your treatment as good as you expected? 
Yes 
Partly 
No 
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This question is not applicable to me 
 
* 13. Are you using self-management? 
Yes, guided by a healthcare professional (in person or online) 
Yes, guided by a patient organisation (in person or online) 
Yes, guided by an interactive/ non-interactive internet programme or app 
Yes, I have chosen to visit a person for acupuncture, hypnosis , mindfulness, Tai Chi, diet   
Other 
No 
 
14.  Is this treatment as good as you expected? 
Yes 
Partly 
No 
This question is not applicable to me 
 
15. Has your family doctor/local practice given you a referral to specialist therapy? 

Yes, I was offered this, and I have had this specialist therapy 
Yes, I was offered this but due to my own personal issues I have not accepted this offer (therapy centre too 
far away, etc.) 
Yes, I was offered this, but the hospital/physical centre hasn't accepted me as a patient 
No, I haven't been offered this 
This question is not applicable to me 
 
16.  What was that therapy called? (Optional answer - up to 50 characters) 
 
17.  How many months were you treated by your family doctor/local practice, before you were referred 
specialist therapy? 
1-3 
4-6 
7-12 
13-18 
19-24 
25-36 
37 or more 
This question is not applicable to me 
 
18.  How many visits were you able have at that specialist therapy clinic?  
1-2 
3-5 
6-10 
11 or more 
This question is not applicable to me 
 
19.  When was the last time you received specialist therapy? 
I'm having specialist a therapy at present  
1-6 months 
7-12 months 
13-24 months 
25-36 months 
Over 3 years ago 
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This question is not applicable to me 
 
20.  How frequent is - or was - your specialist therapy? 
Once a week 
More often than once a week 
26-51 times per year 
13-25 times per year 
6-12 times per year 
1-5 times per year 
This question is not applicable to me 
 
* 21. Has chronic pain caused any psychological problems for you? (Choose up to 3) 

1. Depression 
2. Anxiety 
3. Nervousness 
4. Listlessness 
5. Alcohol, substance, or food abuse or addiction 
6. Sleep problems 
7. All of these options 
8. Other 
9. This question is not applicable to me 

 
* 22.  Did you seek help for these problems from a health professional? 
Yes, from my family doctor/local practice/municipality service 
Yes, from a psychologist/psychotherapist 
Yes, from a social worker 
Yes, from my family and/or friends 
I sometimes feel low in mood, but I don’t feel any need for help 
This question is not applicable to me 
 
* 23.  Have the psychological problems had an impact on: 
Family life 
Social life 
Work 
Sports 
All of these options 
Other 
This question is not applicable to me 
 
Section 3 - Learning about living with chronic pain 
 
* 24.  Have you attended a pain management group (groups of patients) led by a professional at a local 
health care centre or hospital pain management venue? 
Yes, and it has been really helpful 
Yes, but I think it's not for me 
No I haven't, the closest group is too far away 
No I haven't as my condition is too bad to travel 
No I haven't as I'm in institutional care 
No I haven’t as I’m not interested in this 
This question is not applicable to me 
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* 25.  Have you attended any patient group meetings for your condition - either in person or online? 
Yes, and it has been really helpful 
Yes, but I think it's not for me 
No I haven't closest group is too far away 
No I haven't as I’m in too bad a condition to travel 
No I haven't as I'm institutional care 
No I haven’t as I’m not interested in this 
This question is not applicable to me 
 
* 26.  Have you participated in a patient association's forum, on Facebook, or the web? 
Yes, and it has been really helpful 
Yes, but I think it's not for me 
No I haven’t as I’m not interested in this 
This question is not applicable to me 
 
* 27. At the beginning of your illness, did you get enough information about pain and pain management 
from the healthcare professional who diagnosed you?    
Yes 
No 
This question is not applicable to me 
 
* 28. Have you received any help from healthcare professionals in understanding how chronic pain affects 
daily life? 
Yes 
No 
This question is not applicable to me 
 
29. What sort? (Choose a maximum of 3) 
Leaflet(s) about chronic pain 
Pain book(s) 
Verbal information 
Possibility of meeting with a peer person (another person with this pain)  
Other  
N/A    
 
Section 5 - About you 
 
* 30. Country 
Austria 
Belgium 
Bulgaria 
Croatia 
Republic of Cyprus 
Czech Republic 
Denmark 
Estonia 
Finland 
France 
Germany 

Greece 
Hungary 
Ireland 
Italy 
Latvia 
Lithuania 
Luxembourg 
Malta 
Netherlands 
Norway 
Poland 

Portugal 
Romania 
Serbia 
Slovakia 
Slovenia 
Spain 
Sweden 
Switzerland 
UK 
Other 

 
* 31. Gender  
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Male 
Female 
Non-binary 
Prefer not to say 
 
* 32.  Age  
Under 18 
18-25 
26-35 
36-50 
51-65 
66+ 
 
33.  Do you think this kind of all-European survey would get more visibility for chronic pain 
Yes 
No 
Don’t know 
 
34.  Do you think this survey will help politicians and decision-makers to see the large-scale problem of 
chronic pain? 
Yes 
No 
Don’t know 
 
35. Have you participated in any of previous surveys from Pain Alliance Europe (PAE)? 
Yes  
No 
Don’t know 
 
36. Do you recall which one?  
2017 - Diagnosis and treatment (similar to this one) 
2018 - Work and income 
2019 - Stigma and chronic pain 
2020 - eHeath and mHealth - use of technology 
2020 - COVID and chronic pain 
Yes I have, but I cannot recall which survey it was.  
 
37. To help PAE focus on the area of advocacy for the next year of how life is for people living with chronic 
pain, tell us which aspect of life with chronic pain should it be? (Choose up to three) 

1. Access to quality healthcare 
2. Access to affordable healthcare 
3. Diagnosis 
4. Existing treatments 
5. New treatments 
6. Self-management 
7. Financial support 
8. ICD-11 
9. Stigma 
10. Employment 
11. Disability 
12. Carers 



PAE-2021  Chronic Pain – Diagnosis and Treatment 

13. Provision of understandable pain information 
14. Mental health 
15. Pain prevention 
16. Similarities between EU countries/differences between EU countries 
17. Lobbying 
18. e-Health, m-Health, electronic patient records, patient registries, etc. 
19. I don’t know 

 
38. Would you like to receive the report (in English) about the results of this survey? 
Yes  
No  
 
39. Would you like to take part in further research? 
Yes  
No 
 

Thank you for your participation. 


