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Preamble: The “Chronic Pain, Mental Health and Self-Management 
Survey 2025” and the “Pain and the Mind, Entwined” report 
This report presents the results of the 2025 Pain Alliance Europe (PAE) survey on chronic 
pain, mental health, and self-management. It should be read alongside the earlier report 
“Pain and the Mind, Entwined”, which was developed before the 2025 quantitative survey 
data were available. 

“Pain and the Mind, Entwined” was conceived as a conceptual and narrative report. It 
draws on existing literature, publicly available evidence, expert input, and patient advocacy 
experience to describe the close interrelationship between chronic pain and mental health, 
and to frame key challenges in care, self-management, and policy. Its primary purpose was 
to articulate why mental health must be addressed as an integral component of chronic 
pain care and to establish a coherent advocacy narrative for Pain Alliance Europe. 

The 2025 survey was designed and conducted subsequently to empirically explore these 
themes at scale through a Europe-wide patient-voice dataset. The survey results provide 
descriptive quantitative evidence on the frequency and nature of mental health challenges 
associated with chronic pain, the extent to which mental health is discussed in pain care, 
and respondents’ experiences with access to services and self-management support. In 
this way, the survey operationalises and tests many of the propositions outlined in “Pain 
and the Mind, Entwined”. 

Taken together, the two reports are complementary. “Pain and the Mind, Entwined” 
provides the conceptual framework and interpretative context, while the survey report 
supplies structured, quantitative patient-reported data that illustrate the scale and 
consistency of these issues across a large, multi-country sample. The survey does not 
replace the earlier report; rather, it reinforces and substantiates its core messages with 
empirical evidence. 

Readers are encouraged to use the reports jointly. The conceptual insights from “Pain and 
the Mind, Entwined” support interpretation of the survey findings, while the survey results 
add specificity and evidentiary weight to the advocacy messages developed in the earlier 
report. Together, the two documents form a coherent and mutually reinforcing evidence 
base to support Pain Alliance Europe’s work on integrated pain and mental health care, 
patient empowerment, and policy engagement. 

The following report describes the findings of the “Chronic Pain, Mental Health and Self-
Management Survey 2025”. 
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Management summary: Chronic Pain, Mental Health and Self-
Management Survey 2025 
In 2025, Pain Alliance Europe (PAE) conducted a Europe-wide online survey on chronic 
pain, mental health and self-management. The survey was open from 16 May 2025 to 12 
November 2025 and was available in 11 languages. You find the English version of the 
survey in annex 5. 

After deduplication based on email address, the cleaned dataset contains 1.220 unique 
responses. Most respondents answered as patients (1.158; 94,9 %). This is an online 
convenience sample connected to PAE or its member organisations. Results are 
descriptive and should not be generalised to all people living with chronic pain in Europe. 

At a glance (n = 1.220) 

Indicator Value 
Daily pain (Q2.1) 1.021 (83,7 %) 
Pain intensity: score 7 (Q2.2) 331 (27,1 %) 
Pain intensity: score 8 (Q2.2) 301 (24,7 %) 
Pain interferes with daily life: Yes (Q2.3) 988 (81,0 %) 
No access to multidisciplinary pain teams: Never (Q2.9) 696 (57,0 %) 
Anxious or stressed due to pain: Often or always (Q3.1) 688 (56,4 %) 
Depressed or hopeless due to pain: Often or always (Q3.2) 568 (46,6 %) 
Main provider never asks about mental health (Q3.7) 470 (38,5 %) 

 

Pain burden is high in this sample. Most respondents report daily pain, and most report that 
pain interferes with daily life. 

Mental health impacts are commonly reported because of pain. More than half report 
feeling anxious or stressed often or always due to pain. Nearly half report feeling depressed 
or hopeless often or always due to pain. 

Care is often organised outside specialist multidisciplinary services. Most respondents 
report never having access to multidisciplinary pain teams. Chronic pain care is most often 
led by a GP or clinic doctor, followed by a specialist for a chronic disease. 

Many respondents say mental health is not routinely discussed in pain care. In question 
3.7, 470 respondents (38,5 %) report that their main provider never asks about mental 
health. 

Three questions have known translation differences in one language version. Sensitivity 
checks excluding the affected language version are summarised in the Translation 
considerations section. 
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Implications for PAE and partners 
These results support practical messages for advocacy, partnerships, and patient-facing 
support. 

• Promote integrated pain care that routinely addresses mental health. Use the “due to 
pain” findings to argue for mental health screening and clear referral routes in pain 
pathways. 

• Use the access gap to multidisciplinary pain teams as a core policy message. Advocate 
for service models that can work beyond specialist centres, including in primary care. 

• Support professionals with simple tools for conversations about mental health in the 
context of pain. Provide signposting to mental health and social support services. 

• Expand self-management support, including structured courses and digital options, 
and link them clearly to both pain management and mental wellbeing. 

• Use the results as patient-voice evidence in discussions with policymakers and 
professional bodies. Avoid population prevalence claims. Focus on the needs and 
experiences shown in this sample. 
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Methods and data quality 
The online survey, “Chronic Pain, Mental Health, and Self-Management Practices 
Questionnaire,” was administered via Google Forms from 16 May 2025 to 12 November 
2025. Responses were collected in 11 language versions and downloaded as separate 
country files, which were merged into a single consolidated dataset. In total, 1.241 
responses were received. Following deduplication based on email address, the cleaned 
dataset used for analysis comprises 1.220 unique responses. 

Dataset reviewed 
• Content: Deduplicated responses from the Chronic Pain, Mental Health and Self-

Management Survey 2025 
• Purpose: Descriptive analysis and advocacy reporting for Pain Alliance Europe (PAE) 
• File name: PAE_survey_deduplicated_2025-12-15_no-emails.xlsx 
• Source data tab used for these metrics: PAE survey 2025 results cleaned 

Dataset structure and size 
o Number of entries (rows): 1.220 
o Number of variables (columns): 58 
o Number of tabs/sheets: 24 
o Timestamp range: 2025/05/17 6:40:18 pm CET - 2025/11/23 4:50:39 pm CET 

GDPR and Pharmacovigilance Screening 
Email addresses and other directly identifying information were removed before analysis 
(see annex 3). Basic data quality checks were carried out, including duplicate checks, a 
review of missing data, and screening for obvious test or dummy submissions. No test 
entries or obvious dummy submissions were identified in these checks. 

The dataset was screened for reportable adverse drug effects. None were identified in this 
screening (see annex 4). 

Methodological limitations 
This is an online convenience sample of people connected to Pain Alliance Europe (PAE) or 
its member organisations. All data are self-reported and were not clinically verified. 
Responses may therefore be subject to recall bias and individual interpretation of survey 
questions. 

The survey did not collect information on sex or gender and did not include any personal 
unique identifiers for participants. For respondents who did not select “Patient” in the 
question “What is your role?” (Q1.1), the dataset does not allow conclusions as to whether 
they themselves are living with chronic pain. 
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The sample is not representative of the EU population. Findings should therefore be used 
as patient-voice evidence to illustrate experiences and needs within this group, and not as 
population estimates. 

Analyses in this report are descriptive. For single-choice questions, counts and 
percentages are presented for valid responses. For multi-select questions, counts and 
percentages are presented as a share of all respondents (n = 1.220). Percentages for multi-
select questions do not sum to 100%. 

Free-text answers were translated into English and grouped into broader themes using 
automated tools (including a customised ChatGPT) combined with manual review. This 
approach supports thematic summarisation but does not capture every nuance in 
individual responses. 

Some variables are derived for reporting purposes. For example, the variable “_3.4B Mental 
Health complaints Yes/No” summarises whether at least one mental health-related 
challenge was selected in question 3.4. Derived variables are used to simplify reporting and 
do not replace the original responses. 

Observed associations between variables should be interpreted with caution. The cross-
sectional survey design does not allow for causal conclusions. 

Translation considerations 
Translation differences were identified for three items in one language version. For 
transparency, the report presents the main results (including all language versions) and a 
sensitivity check excluding the affected language version. The sensitivity checks do not 
change the overall interpretation. 

Item Affected 
language 
version 

Affected 
respondents (n) 

Main analysis 
(inclusive) 

Sensitivity 
analysis 
(excluding 
affected 
language) 

Q3.5 Use of 
mental health 
support to cope 
with pain 

Spanish 26 n = 1.220. Most 
common 
answer: Yes 
701 (57,5 %). 

n = 1.194. Yes 
676 (56,6 %). 

Q4.3 Working 
with a 
healthcare 
provider on pain 
management 

Danish 171 n = 1.220. Most 
common 
answer: No 594 
(48,7 %). 

n = 1.049. No 
494 (47,1 %). 

Q4.6 Lifestyle 
changes made 
to cope with 
pain 

Italian 51 n = 1.220. Most 
common 
answer: Yes 
980 (80,3 %). 

n = 1.169. Yes 
959 (82,0 %). 
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For Q3.5, the Spanish wording omits explicit reference to mental health, so some 
respondents may have interpreted the question more broadly. For Q4.3, the Danish 
wording is narrower and focuses on consulting about self-management strategies. For 
Q4.6, the Italian version contains an English question text with translated examples. These 
differences are documented above so readers can interpret the affected items with care. 

Interpretation and limitations 
This report summarises the experiences of 1.220 respondents in an online convenience 
sample connected to Pain Alliance Europe (PAE) and its member organisations. 

For details on data validation, deduplication, and translation procedures, see Annex 2. 

The results point to a high burden of chronic pain in daily life and a strong mental health 
dimension. More than half of respondent’s report feeling anxious or stressed often or 
always due to pain (Q3.1). Nearly half report feeling depressed or hopeless often or always 
due to pain (Q3.2). 

The findings also suggest gaps in access and coordination of care. Many respondents 
report no access to multidisciplinary pain teams, and many report that mental health is not 
routinely discussed with their main pain provider. 

At the same time, respondents report using multiple self-management approaches and 
show interest in structured self-management support. Open questions highlight demand 
for better access to care, clearer information, and psychological support. 

Key limitations to keep in mind: 

• The sample is self-selected and not representative. Percentages should not be 
generalised to the wider population. 

• All data are self-reported and were not clinically verified. 
• Multi-select questions allow more than one answer, so percentages can exceed 100 % 

across categories. 
• Some results depend on how responses are grouped across languages. This simplifies 

reporting but can hide details. 
• Three items have known translation differences in one language version (Q3.5, Q4.3, 

Q4.6). Sensitivity checks are provided, but the affected items should still be interpreted 
with care. 

• Cross-tabulations in the appendix are descriptive and do not show causality. 
 
For lessons learned for the next survey, see Annex 1. 
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Descriptive results 

1.0 Survey language 
In total, 1220 respondents participated in one of the 11 language survey versions. The most 
used survey was the 'Dutch' version, with 366 respondents (30,0 % of valid responses). The 
second most frequently used version was 'English' with 219 respondents (18,0 %). 

The following answers have all been entered by the respondents. 

Survey language version Number of respondents Percentage of valid 
responses 

Dutch 366 30,0 % 

English 219 18,0 % 

Danish 171 14,0 % 

Greek 132 10,8 % 

Portuguese 122 10,0 % 

Finnish 78 6,4 % 

Swedish 52 4,3 % 

Italian 51 4,2 % 

Spanish 26 2,1 % 

French 2 0,2 % 

Romanian 1 0,1 % 
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1.1 What is your role? 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Patient' with 1158 respondents (94,9 % of valid answers). The second most frequent 
answer was 'Healthcare provider' with 23 respondents (1,9 %). 

Response option Number of respondents Percentage of valid 
responses 

Patient 1158 94,9 % 

Healthcare provider 23 1,9 % 

Not relevant 15 1,2 % 

Prefer not to answer 13 1,1 % 

Answering on behalf of a 
patient 

11 0,9 % 
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1.2 Age 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'51-65' with 546 respondents (44,8 % of valid answers). The second most frequent answer 
was '36-50', with 380 respondents (31,1%). 

Age group Number of respondents Percentage of valid responses 
(sorted on frequency) 

51-65 546 44,8 % 

36-50 380 31,1 % 

66-75 139 11,4 % 

26-35 99 8,1 % 

Over 75 33 2,7 % 

18-25 19 1,6 % 

Prefer not to answer 3 0,2 % 

Under 18 1 0,1 % 
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1.3 Respondents by country 
Respondents identified themselves as coming from 22 countries. As the questionnaire 
asked only for “Country” and did not explicitly specify the respondent’s country of 
residence or home country, responses may be subject to interpretation bias.  

Most responses mentioned EU member states, with the Netherlands, Denmark, Portugal, 
Greece, and Finland among the top five. This confirms that chronic pain and its mental 
health impact are European issues, not limited to a single country. 

Responses are unevenly distributed across countries. The most common country was the 
Netherlands with 412 respondents (33,8 %), followed by Denmark with 174 (14,3 %), 
Portugal with 122 (10,0 %), Greece with 116 (9,5 %) and Finland with 82 (6,7 %).  

Comparability between countries  

Because this is an online convenience sample recruited via Pain Alliance Europe (PAE) and 
its member organisations, and because country sample sizes differ substantially, 
comparisons between countries should be interpreted with caution. Country-level results 
should be treated as indicative and are most reliable when sample sizes are sufficient, 
while pooled findings provide the most robust overall picture for this dataset. 

Country Number of respondents Percentage  
Netherlands 412 33,8 % 
Denmark 174 14,3 % 
Portugal 122 10,0 % 
Greece 116 9,5 % 
Finland 82 6,7 % 
Belgium 63 5,2 % 
Italy 52 4,3 % 
Sweden 46 3,8 % 
United Kingdom 41 3,4 % 
Ireland 39 3,2 % 
France 25 2,0 % 
Cyprus 21 1,7 % 
United States 9 0,7 % 
Australia 4 0,3 % 
Germany 3 0,2 % 
Slovakia 3 0,2 % 
Brazil 2 0,2 % 
Austria 2 0,2 % 
Czech Republic 1 0,1 % 
Turkey 1 0,1 % 
Canada 1 0,1 % 
Norway 1 0,1 % 
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1.4 Educational level 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'University degree' with 581 respondents (47,6 % of valid answers). The second most 
frequent answer was 'High School/Vocational' with 357 respondents (29,3 %). 

Education Number of respondents Percentage of valid 
responses 

University degree 581 47,6 % 

High School/Vocational 357 29,3 % 

Post-graduate degree 136 11,1 % 

Other 52 4,3 % 

Middle School 43 3,5 % 

Prefer not to answer 35 2,9 % 

Primary education 16 1,3 % 

 

  



Chronic Pain, Mental Health and Self-Management Survey 2025 – results report 

Chronic Pain, Mental Health and Self-Management 20 / 110 
 

1.5 Family status 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Married or in a relationship' with 799 respondents (65,5 % of valid answers). The second 
most frequent answer was 'Single' with 273 respondents (22,4 %). 

Response option Number of respondents Percentage of valid 
responses 

Married or in a relationship 799 65,5 % 

Single 273 22,4 % 

Divorced or separated 99 8,1 % 

Widowed 38 3,1 % 

Prefer not to answer 11 0,9 % 
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1.6 Current employment status 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Unemployed' with 411 respondents (33,7 % of valid answers). The second most frequent 
answer was 'Employed full-time' with 345 respondents (28,3 %). 

Employment status Number of respondents Percentage of valid 
responses 

Unemployed 411 33,7 % 

Employed full-time 345 28,3 % 

Prefer not to answer 234 19,2 % 

Employed part-time 230 18,9 % 
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1.7 Time since diagnosis of chronic pain condition 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Over 10 years' with 569 respondents (46,6 % of valid answers). The second most frequent 
answer was '6-10 years' with 188 respondents (15,4 %). 

How long have people lived 
with their pain diagnosis? 

Number of respondents Percentage of valid 
responses 

Over 10 years 569 46,6 % 

6-10 years 188 15,4 % 

4-6 years 184 15,1 % 

1-3 years 154 12,6 % 

No diagnosis 60 4,9 % 

Less than 6 months 32 2,6 % 

7 months to 1 year 28 2,3 % 

Prefer not to answer 5 0,4 % 
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1.8 Time since diagnosis of mental health condition 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'No diagnosis' with 578 respondents (47,4 % of valid answers). The second most frequent 
answer was 'Over 10 years' with 281 respondents (23,0 %). 

Response option Number of respondents Percentage of valid 
responses 

No diagnosis 578 47,4 % 

Over 10 years 281 23,0 % 

6-10 years 106 8,7 % 

1-3 years 98 8,0 % 

4-6 years 80 6,6 % 

7 months to 1 year 29 2,4 % 

Less than 6 months 26 2,1 % 

Prefer not to answer 22 1,8 % 
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1.9 Daily medication for chronic pain 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Yes' with 812 respondents (66,6 % of valid answers). The second most frequent answer 
was 'No' with 369 respondents (30,2 %). 

Daily Medication Number of respondents Percentage of valid 
responses 

Yes 812 66,6 % 

No 369 30,2 % 

Not relevant 22 1,8 % 

Prefer not to answer 17 1,4 % 
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Chronic pain experience 

2.1 Frequency of pain 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Daily' with 1021 respondents (83,7 % of valid answers). The second most frequent answer 
was 'Several times a week' with 104 respondents (8,5 %). 

Frequency of pain Number of respondents Percentage of valid 
responses 

Daily 1021 83,7 % 

Several times a week 104 8,5 % 

Weekly 47 3,9 % 

Occasionally 40 3,3 % 

Prefer not to answer 8 0,7 % 
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2.1.1. Frequency of pain by time since diagnosis 
Across all diagnosis-duration groups, most respondents report daily pain. In the Excel 
dataset, the share reporting daily pain is consistently around 84,0 % to 86,0 % across 
categories, including 85,8 % among those living with chronic pain for over 10 years 
(488/569). This suggests that, within this respondent group, pain frequency remains high 
over time and does not meaningfully decrease with longer time since diagnosis. 

This cross-tabulation shows the share of respondents reporting daily pain (Q2.1) by time 
since diagnosis of a chronic pain condition (Q1.7). Percentages are calculated within each 
diagnosis-duration group. Small groups should be interpreted with caution. 

Time since 
diagnosis (Q1.7) 

Daily (n) Daily (%) Total (n) 

Less than 6 months 28 87,5 % 32 
7 months to 1 year 28 100,0 % 28 
1-3 years 133 86,4 % 154 
4-6 years 155 84,2 % 184 
6-10 years 161 85,6 % 188 
Over 10 years 488 85,8 % 569 
No diagnosis 25 41,7 % 60 
Prefer not to answer 3 60,0 % 5 

 

 

Base: all respondents (n = 1.220). 
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2.2 Pain intensity (0–10 scale) 
1220 respondents answered this question. The most common answer was '7' with 331 
respondents (27,1 % of valid answers). The second most frequent answer was '8', with 301 
respondents (24,7%). 

Pain intensity Number of respondents Percentage of valid 
responses 

1 4 0,3 % 

2 6 0,5 % 

3 37 3,0 % 

4 83 6,8 % 

5 134 11,0 % 

6 198 16,2 % 

7 331 27,1 % 

8 301 24,7 % 

9 72 5,9 % 

10 54 4,4 % 

 

 

Pain intensity (0–10 scale)   
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2.3 Impact of pain on daily life 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Yes' with 988 respondents (81,0 % of valid answers). The second most frequent answer 
was 'Sometimes' with 216 respondents (17,7 %). 

Response option Number of respondents Percentage of valid 
responses 

Yes 988 81,0 % 

Sometimes 216 17,7 % 

No 8 0,7 % 

Not relevant 5 0,4 % 

Prefer not to answer 3 0,2 % 
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2.4 Days of social/recreational activities missed in the last month 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'1-5 days' with 451 respondents (37,0 % of valid answers). The second most frequent 
answer was 'More than 15 days' with 289 respondents (23,7 %). 

Days of social/recreational 
activities missed 

Number of respondents Percentage of valid 
responses 

1-5 days 451 37,0 % 

More than 15 days 289 23,7 % 

6-15 days 247 20,2 % 

0 days 129 10,6 % 

Not relevant 83 6,8 % 

Prefer not to answer 21 1,7 % 
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2.4.1 Employment status and missed social or recreational activities (cross-
tabulation) 
Questions analysed: Q1.6 “1.6 Current employment status” and Q2.4 “2.4 How many 
days have you missed from your social/recreational activities (last month)?”. 

This cross-tabulation summarises how many days respondents reported missing social or 
recreational activities in the last month, broken down by current employment status. 
Percentages are calculated within each employment group using valid responses only. 

Two grouping approaches are shown below. Rule set B keeps the original response 
categories for both questions and is recommended for reporting. Rule set A is a simplified 
version that combines categories to support a shorter narrative. 

Rule set B (recommended): original response categories 

Employment 
status 
(Q1.6) 

0 days 1-5 days 6-15 days More than 
15 days 

Total valid 
(N) 

Employed 
full-time 

46 (14,3 %) 164 (50,9 %) 61 (18,9 %) 51 (15,8 %) 322 

Employed 
part-time 

33 (15,3 %) 85 (39,4 %) 47 (21,8 %) 51 (23,6 %) 216 

Unemployed 24 (6,4 %) 124 (33,2 %) 97 (25,9 %) 129 (34,5 %) 374 
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Notes (Rule set B): Valid responses only. Excludes “Not relevant”, “Prefer not to answer”, 
and missing values. The headline measure combines 6-15 days and more than 15 days. 

 

Rule set A (simplified): combined categories 

Employment 
status 
(combined) 

0 days 1-5 days 6+ days Total valid (N) 

In paid work 79 (14,7 %) 249 (46,3 %) 210 (39,0 %) 538 
Unemployed 24 (6,4 %) 124 (33,2 %) 226 (60,4 %) 374 

 

 

Notes (Rule set A): Employment is grouped into 'In paid work' (full-time or part-time) and 
'Unemployed'. Days missed are grouped into 0, 1–5, and 6+ days. Valid responses only. 

Recommendation: Use Rule set B for reporting because it preserves the original 
response options and is easier to reconcile with the dataset. Rule set A can be used as 
an optional summary view when a shorter message is needed. 

Conclusion: In this sample, missing social or recreational activities for 6 or more days in the 
last month was reported by 60,4 % of unemployed respondents (226/374). The 
corresponding shares were 34,8 % among those employed full-time (112/322) and 45,4 % 
among those employed part-time (98/216).  
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2.5 Types of pain experienced (grouped categories) 
Across 1.220 respondents, this multi-select question yielded 6.295 selections across 74 
distinct pain-type labels. The most frequently selected pain descriptors were joint pain 
(850/1220, 69,7 %), aching or throbbing pain (678/1220, 55,6 %), and widespread body pain 
(669/1220, 54,8 %). Headache or facial pain and stabbing or sharp pain were each selected 
by 652/1220 respondents (53,4 %). Overall, respondents often selected multiple pain 
descriptors, indicating that many experience more than one type of pain sensation. 

Respondents could select more than one option. Percentages are calculated out of all 
respondents (N = 1.220). As this is a multi-select question, percentages do not sum to 100 
%. 

Several response labels appear in multiple, near-equivalent wordings across language 
versions. To improve readability, the main results below use a harmonised set of labels 
(Rule set B), where clearly equivalent wordings are combined. The mapping used is listed 
after the results. 

Pain type (harmonised 
label) 

Selected (n) Share of respondents (%) 

Joint pain 850 69,7 % 
Aching or throbbing pain 678 55,6 % 
Widespread body pain 669 54,8 % 
Headache or facial pain 652 53,4 % 
Stabbing or sharp pain 652 53,4 % 
Burning pain 590 48,4 % 
Tingling or pins-and-
needles 

576 47,2 % 

Muscle cramps or spasms 569 46,6 % 
Shooting or electric-shock-
like pain 

475 38,9 % 

Abdominal or pelvic pain 457 37,5 % 
Diffuse or pulsating pain 65 5,3 % 
Migraine 3 0,2 % 

 

“Prefer not to say” was selected by 7 respondents (0,6 %). This option is not included in the 
ranking above. 
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Harmonisation rules used (Rule set B) 

Harmonised label Original labels combined 
Aching or throbbing pain Aching or throbbing pain; Dull or throbbing 

pain 
Burning pain Burning pain; Pain that feels like burning 
Shooting or electric-shock-like pain Shooting or electric-shock-like pain; 

Electric-shock-like or shooting pain; Pain 
that feels like electric shock; Stabbing or 
electric-shock-like pain 

Stabbing or sharp pain Stabbing or sharp pain; Pain like a stab or 
sharp pain 

Tingling or pins-and-needles Tingling or pins-and-needles; Numbness or 
tingling; Tingling or 'ants in the legs' (pins-
and-needles in the legs); Tingling or 'pins 
and needles' sensation; Tingling or 
crawling sensations 

Beyond the items shown above, there are 52 additional distinct pain descriptors that were 
each selected by fewer than 50 respondents. 
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2.6 Formal diagnosis of chronic pain condition(s) 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Yes' with 1007 respondents (82,5 % of valid answers). The second most frequent answer 
was 'No' with 213 respondents (17,5 %). 

Formal diagnosis of chronic 
pain 

Number of respondents Percentage of valid 
responses 

Yes 1007 82,5 % 

No 213 17,5 % 
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2.6.1 Types of chronic pain diagnoses 
This multi-select question was answered by 1220 respondents. The most frequently 
reported category was 'Other chronic pain diagnoses', mentioned by 719 respondents (58,9 
% of all respondents). Other common categories included 'Fibromyalgia' with 621 
respondents (50,9 %). 

Responses in different languages and with similar meanings were translated and grouped 
into broader English-language categories. Less common or ambiguous responses were 
grouped under "Other" categories. 

Types of chronic pain 
diagnoses (grouped 
categories) 

Number of respondents 
selecting this category 

Percentage of all 
respondents 

Other chronic pain 
diagnoses 

719 58,9 % 

Fibromyalgia 621 50,9 % 
Neuropathic or nerve pain 225 18,4 % 
Headache or migraine 198 16,2 % 
Back pain 90 7,4 % 
Neck or shoulder pain 89 7,3 % 
Pelvic or gynaecological 
pain 

32 2,6 % 

Arthritis or joint pain 19 1,6 % 
Cancer-related pain 2 0,2 % 
Widespread pain 1 0,1 % 
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2.7 Treatment setting for chronic pain (grouped categories) 
1.220 respondents answered this question. Responses were provided as open text. For 
reporting, responses were coded into grouped categories based on the reported treatment 
setting. The most common category was 'Primary care or private doctor' with 536 
respondents (43,9 % of all responses). The second most common category was 'Hospital or 
specialist clinic' with 338 respondents (27,7 %). 

 

 

 

Response option Number of respondents Percentage of all responses 

Primary care or private 
doctor 

536 43,9 % 

Hospital or specialist clinic 338 27,7 % 

Other or mixed settings 180 14,8 % 

No current treatment 121 9,9 % 

Prefer not to answer 45 3,7 % 
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Sensitivity check. Some responses include wording that suggests no current treatment but 
also mention a provider (for example, previous treatment with follow-up in primary care). 
Coding these as 'No current treatment' versus 'Other or mixed settings' changes the 
distribution slightly. The table below shows both coding rules. 

Category Primary 
analysis n 

Primary 
analysis % 

Strict no-
treatment 
coding n 

Strict no-
treatment 
coding % 

Primary care or 
private doctor 

536 43,9 % 536 43,9 % 

Hospital or 
specialist clinic 

338 27,7 % 338 27,7 % 

Other or mixed 
settings 

180 14,8 % 172 14,1 % 

No current 
treatment 

121 9,9 % 129 10,6 % 

Prefer not to 
answer 

45 3,7 % 45 3,7 % 

 

Conclusion. Most respondents reported receiving chronic pain care either in primary care 
or in a hospital or specialist clinic setting. 121 respondents (9,9 %) reported having no 
current treatment. 
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2.8 Main provider responsible for chronic pain care 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'GP / Health clinic doctor' with 549 respondents (45,0 % of valid answers). The second most 
frequent answer was 'Specialist (for a chronic disease)' with 232 respondents (19,0 %). 

Main provider responsible 
for chronic pain care 

Number of respondents Percentage of valid 
responses 

GP / Health clinic doctor 549 45,0 % 

Specialist (for a chronic 
disease) 

232 19,0 % 

Not relevant 170 13,9 % 

Pain specialist 139 11,4 % 

Hospital doctor 79 6,5 % 

Prefer not to answer 34 2,8 % 

Nurse 17 1,4 % 
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2.9 Access to multidisciplinary pain teams 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Never' with 696 respondents (57,0 % of valid answers). The second most frequent answer 
was 'Sometimes' with 169 respondents (13,9 %). 

Access to multidisciplinary 
pain teams 

Number of respondents Percentage of valid 
responses 

Never 696 57,0 % 

Sometimes 169 13,9 % 

Rarely 136 11,1 % 

Not relevant 123 10,1 % 

Often 40 3,3 % 

Always 36 3,0 % 

Prefer not to answer 20 1,6 % 
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2.10 Use of patient organisations 
In total, 1220 of 1220 respondents answered the question: Do you seek support from a 
patient organisation?”. The most common answer was 'Never', with 454 respondents 
(37,2% of valid answers). The second most frequent answer was 'Sometimes' with 341 
respondents (28,0 %). 

Response option Number of respondents Percentage of valid 
responses 

Never 454 37,2 % 
Sometimes 341 28,0 % 
Rarely 196 16,1 % 
Often 109 8,9 % 
Always 64 5,2 % 
Not relevant 47 3,9 % 
Prefer not to answer 9 0,7 % 

 

58,2% of respondents reported that they have at least sometimes sought support from a 
patient organisation, while approximately 37% indicated that they have never sought such 
support. These findings underline both the current relevance of patient organisations for 
people living with chronic pain and the potential to engage a substantial proportion of 
individuals who are not yet reached. 
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Mental health and relationships 

3.1 Anxiety or stress due to pain 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Often' with 504 respondents (41,3 % of valid answers). The second most frequent answer 
was 'Sometimes' with 393 respondents (32,2 %). Often 41,3% plus Always 15,1% equals 
56,4% reporting anxiety or stress due to pain “Often/Always” (n=688) 

Anxiety or stress due to pain Number of respondents Percentage of valid 
responses 

Often 504 41,3 % 

Sometimes 393 32,2 % 

Always 184 15,1 % 

Rarely 104 8,5 % 

Never 28 2,3 % 

Not relevant 7 0,6 % 

 

   



Chronic Pain, Mental Health and Self-Management Survey 2025 – results report 

Chronic Pain, Mental Health and Self-Management 43 / 110 
 

3.2 Depression or hopelessness due to pain 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Often' with 424 respondents (34,8 % of valid answers). The second most frequent answer 
was 'Sometimes' with 421 respondents (34,5 %). Often 34,8% plus Always 11,8% equals 
46,6% reporting feeling depressed or hopeless due to pain “Often/Always” (n=568) 

Response option Number of respondents Percentage of valid 
responses 

Often 424 34,8 % 

Sometimes 421 34,5 % 

Rarely 160 13,1 % 

Always 144 11,8 % 

Never 60 4,9 % 

Not relevant 9 0,7 % 

Prefer not to answer 2 0,2 % 
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3.2.1 Access to multidisciplinary pain teams and depression 
This analysis examines the relationship between access to multidisciplinary pain teams 
(Q2.9) and how often respondents feel depressed or hopeless due to pain (Q3.2). Only 
respondents who provided valid answers to both questions are included. 

Table 1. Distribution of depression frequency (Q3.2) by access to multidisciplinary pain 
teams (Q2.9). 

Q3.2 
Depres
sion 
frequen
cy 

Alw
ays 
(n) 

Alw
ays 
(%) 

Nev
er 
(n) 

Nev
er 
(%) 

Not 
relev
ant 
(n) 

Not 
relev
ant 
(%) 

Oft
en 
(n) 

Oft
en 
(%) 

Pref
er 
not 
to 
ans
wer 
(n) 

Pref
er 
not 
to 
ans
wer 
(%) 

Rar
ely 
(n) 

Rar
ely 
(%) 

Someti
mes (n) 

Someti
mes 
(%) 

Always 6 16,7 
% 

89 12,
8 % 

3 2,4 % 5 12,
5 % 

8 40,0 
% 

16 11,
8 % 

17 10,1 % 

Never 2 5,6 
% 

34 4,9 
% 

13 10,6 
% 

0 0,0 
% 

1 5,0 
% 

1 0,7 
% 

9 5,3 % 

Not 
relevan
t 

0 0,0 
% 

4 0,6 
% 

5 4,1 % 0 0,0 
% 

0 0,0 
% 

0 0,0 
% 

0 0,0 % 

Often 12 33,3 
% 

241 34,
6 % 

40 32,5 
% 

17 42,
5 % 

6 30,0 
% 

54 39,
7 % 

54 32,0 % 

Prefer 
not to 
answer 

0 0,0 
% 

0 0,0 
% 

1 0,8 % 1 2,5 
% 

0 0,0 
% 

0 0,0 
% 

0 0,0 % 

Rarely 3 8,3 
% 

93 13,
4 % 

21 17,1 
% 

7 17,
5 % 

1 5,0 
% 

15 11,
0 % 

20 11,8 % 

Someti
mes 

13 36,1 
% 

235 33,
8 % 

40 32,5 
% 

10 25,
0 % 

4 20,0 
% 

50 36,
8 % 

69 40,8 % 

In total, 1220 respondents provided valid answers to both questions. Percentages in Table 
1 are calculated within each MDT access group (column percentages). 

The figure summarises the proportion of respondents who report feeling depressed or 
hopeless due to pain either "Always" or "Often" in each MDT access group. 
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In this sample, frequent feelings of depression or hopelessness ("Always" or "Often") are 
common across all MDT access groups. The percentages in Figure 1 indicate whether 
respondents with self-reported access to multidisciplinary teams differ meaningfully from 
those without such access or who are unsure of their access. Given the observational 
nature of the data and the convenience sampling, these comparisons do not allow any 
conclusions about causality. 
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3.3 Impact of pain on relationships 
744 respondents (61,0 %) report that pain has affected their relationships with family, 
friends or colleagues. The second most frequent answer was 'Sometimes' with 370 
respondents (30,3 %). High rates of anxiety (60,8%), depression (56,0%), and social 
withdrawal (75,6%) were reported as challenges. This underlines that chronic pain is not 
just a medical issue but also a social one. 

Response option Number of respondents Percentage of valid 
responses 

Yes 744 61,0 % 

Sometimes 370 30,3 % 

No 87 7,1 % 

Not relevant 16 1,3 % 

Prefer not to answer 3 0,2 % 
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3.4 Health challenges experienced (raw categories) 
1220 respondents answered this multi-select question. The most reported challenges were 
social withdrawal (922 respondents, 75,6 % of all respondents), mood swings (783, 64,2 %), 
irritability (779, 63,9 %), anxiety (742, 60,8 %), and depression (683, 56,0 %). 

For reporting, response labels with the same meaning were combined. This includes 
merging three equivalent “prefer not to answer” labels into one category (n=5, 0,4 %). In 
addition, 55 respondents provided free-text entries that appear as unique raw labels in the 
dataset. These are not shown individually in the summary table due to low counts. 

Overall, social and emotional challenges are common in this sample of people living with 
chronic pain. Because this is a multi-select question, percentages do not sum to 100 %. 

Health challenges experienced 
(raw categories) 

Number of 
respondents 

Percentage of all 
respondents 

Social withdrawal 922 75,6 % 

Mood swings 783 64,2 % 

Irritability 779 63,9 % 

Anxiety 742 60,8 % 

Depression 683 56,0 % 

Not relevant 40 3,3 % 

Prefer not to answer 5 0,4 % 

Grief 2 0,2 % 

Other 2 0,2 % 
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3.4B Any mental health complaints (derived yes/no) 
The values in “_3.4B Mental Health complaints Yes No” are a derived interpretation of 
responses to “3.4.Please mark below any of the health challenges you may have 
experienced (Select all that apply)”. Respondents were coded “Yes” if they selected at 
least one mental health-related option in 3.4 (for example, anxiety, depression, mood 
swings, irritability, social withdrawal). They were coded “No” if they selected none of these. 
They were coded “Not answered” if they did not provide a usable answer to question 3.4.  

This derived variable summarises the presence of any mental health complaint based on 
the dataset column “_3.4B Mental Health complaints Yes No”. Among all 1.220 
respondents. 1.181 respondents (96.8 %) are categorised as “Yes”. 1 respondent (0.1 %) 
answered “No” and 38 respondents (3,1 %) answered “Not answered”.  

Almost all respondents are categorised as having at least one mental health complaint. 
This confirms that mental health problems are the rule rather than the exception among 
people living with chronic pain. A small share did not answer the underlying question, and 
only one respondent is classed as having no mental health complaint. 

presence of any mental 
health complaint 

Number of respondents Share of all respondents 

Yes 1.181 96,8 % 

No 1 0,1 % 

Not answered 38 3,1 % 

 

 

Interpretation note: The survey is an online convenience sample recruited through Pain 
Alliance Europe (PAE) and its member organisations. Respondents may therefore differ 
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from the wider population of people living with chronic pain, for example by being more 
engaged with support networks or more likely to respond when mental health is a salient 
issue. The finding that 96,8% reported at least one mental health-related challenge should 
therefore be interpreted as descriptive patient-voice evidence within this sample, not as 
a population estimate. Nevertheless, it provides a clear signal that mental health 
challenges are commonly reported among respondents living with chronic pain and 
warrants attention in care pathways and support services. 
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3.5 Use of mental health support to cope with pain 
In total, 1220 of 1220 respondents answered the question: “Have you ever sought mental 
health support to help you manage your chronic pain?”. The most common answer was 
'Yes' with 701 respondents (57,5 % of valid answers). The second most frequent answer 
was 'No' with 390 respondents (32,0 %). 

Answer option All respondents (n=1.220) Excluding Spanish 
(n=1.194) 

Yes 701 (57,5 %) 676 (56,6 %) 

No 390 (32,0 %) 390 (32,7 %) 

Considering it 97 (8,0 %) 96 (8,0 %) 

Not relevant 23 (1,9 %) 23 (1,9 %) 

Prefer not to answer 9 (0,7 %) 9 (0,8 %) 

  

Context for interpretation: In the survey, the Spanish wording omits explicit reference to 
mental health. Respondents using the Spanish survey (n=26) may have reported any help to 
manage chronic pain, not only mental health support. However, exclusion of the Spanish 
survey responses does not change the picture.  
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3.6 Mental health diagnosis before chronic pain 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'No' with 836 respondents (68,5 % of valid answers). The second most frequent answer was 
'Yes' with 259 respondents (21,2 %). 

Response option Number of respondents Percentage of valid 
responses 

No 836 68,5 % 

Yes 259 21,2 % 

Not sure 63 5,2 % 

Not relevant 54 4,4 % 

Prefer not to answer 8 0,7 % 
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3.7 Main pain provider asking about mental health 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Never' with 470 respondents (38,5 % of valid answers). The second most frequent answer 
was 'Sometimes' with 453 respondents (37,1 %). The categories Never” 38,5% and 
“Sometimes” 37,1% support the statement that mental health is not addressed 
systematically. 

Response option Number of respondents Percentage of valid 
responses 

Never 470 38,5 % 

Sometimes 453 37,1 % 

Always 208 17,0 % 

Not relevant 82 6,7 % 

Prefer not to answer 7 0,6 % 
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3.7.1 Being asked about mental health and confidence in self-management 
Respondents who report that their primary healthcare provider asks about mental health 
more routinely also report slightly higher confidence in managing pain on their own. Using 
only valid responses, 30,7 % of respondents are confident or very confident when the 
provider never asks (141/460), compared with 35,2 % when the provider always asks 
(70/199). This is a difference of 4,5 % percentage points. 

These figures describe associations within the survey sample. They do not establish cause 
and effect. They are nevertheless relevant because they support the case for routinely 
addressing mental health as part of chronic pain care. 

Provider 
asks about 
mental 
health 

Not 
confident 

Somewhat 
confident 

Confident Very 
confident 

Total valid 
(N) 

Never 123 (26,7 %) 196 (42,6 %) 92 (20,0 %) 49 (10,7 %) 460 
Sometimes 109 (24,5 %) 190 (42,8 %) 99 (22,3 %) 46 (10,4 %) 444 
Always 50 (25,1 %) 79 (39,7 %) 47 (23,6 %) 23 (11,6 %) 199 

 

Figure: Share of respondents who are confident or very confident in self-management, 
by whether the main healthcare provider asks about mental health. 

 

Notes: Questions analysed in this cross-tabulation: Q3.7 “3.7 Does your main healthcare 
provider ask you about your mental health?” and Q4.4 “4.4 How confident are you in your 
ability to manage your pain on your own?”. Valid responses only. The denominator excludes 
“Not relevant” and “Prefer not to answer” for both questions. Confidence combines 
“Confident” and “Very confident”.  
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3.8 Other healthcare providers asking about mental health 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Sometimes' with 582 respondents (47,7 % of valid answers). The second most frequent 
answer was 'Never' with 482 respondents (39,5 %). 

Other healthcare providers 
asking about mental health 

Number of respondents Percentage of valid 
responses 

Sometimes 582 47,7 % 

Never 482 39,5 % 

Not relevant 75 6,1 % 

Always 73 6,0 % 

Prefer not to answer 8 0,7 % 
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3.9 Types of other providers discussing mental health 
1220 respondents answered this multi-select question. The most frequently reported 
category was 'Other treatment setting', mentioned by 968 respondents (79,3 % of all 
respondents). Other common categories included 'General practitioner / primary care', 
with 425 respondents (34,8%). 

Responses in different languages and with similar meanings were translated and grouped 
into broader English-language categories. Less common or ambiguous responses were 
grouped under "Other" categories. 

Types of other providers discussing 
mental health (grouped categories) 

Number of 
respondents 

Percentage of all 
respondents 

Other treatment setting 968 79,3 % 

General practitioner / primary care 425 34,8 % 

Hospital or specialist clinic 130 10,7 % 
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3.10 Preferred interlocutors for mental health 
1220 respondents answered this multi-select question. The most frequently reported 
option was 'Specialist (for mental health)', mentioned by 529 respondents (43,4 % of all 
respondents). Other common options included 'Family / friends / partner' with 405 
respondents (33,2 %). 

The response options reflect translations of the original survey items. Similar concepts in 
different languages or with minor spelling differences may therefore appear as separate 
categories. 

Option (raw label) Number of respondents 
selecting this option 

Percentage of all 
respondents 

Specialist (for mental 
health) 

529 43,4 % 

Family / friends / partner 405 33,2 % 
Specialist (for a chronic 
disease) 

371 30,4 % 

GP / Health clinic doctor 351 28,8 % 
Pain specialist 330 27,0 % 
Hospital doctor 115 9,4 % 
Not relevant 109 8,9 % 
Nurse 104 8,5 % 
Prefer not to answer 22 1,8 % 
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3.11 Preference not to discuss mental health with GP 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'No' with 648 respondents (53,1 % of valid answers). The second most frequent answer was 
'Yes' with 200 respondents (16,4 %). 

Response option Number of respondents Percentage of valid 
responses 

No 648 53,1 % 

Yes 200 16,4 % 

Not relevant 196 16,1 % 

Considering it 145 11,9 % 

Prefer not to answer 31 2,5 % 
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Self-management practices 

4.1 Strategies used to manage pain 
Question analysed: 4.1 Strategies used (check all that apply) 

Respondents could select more than one strategy. Percentages are calculated out of all 
respondents (N = 1.220). As this is a multi-select question, percentages do not sum to 100 
%. 

Across 1.220 respondents, this question yielded 2.874 total selections across 301 distinct 
response labels (as entered). To improve readability, labels that were clearly equivalent 
across language versions were combined into a harmonised set for the main ranking. With 
this harmonisation, the responses correspond to 273 distinct labels. 

Strategy (harmonised label) Selected by respondents (n) Share of respondents (%) 
Medication 992 81,3 % 
Physical activity or exercise 850 69,7 % 
Physiotherapy 616 50,5 % 
mHealth applications 128 10,5 % 
Meditation or mindfulness 16 1,3 % 
Alimentazione 2 0,2 % 
Exercice 2 0,2 % 
Vila 2 0,2 % 
Psychologist 2 0,2 % 
Riposo 1 0,1 % 
Rest 1 0,1 % 
Chiro,  massage and 
reflexol. 

1 0,1 % 
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Top response labels as entered (no harmonisation) 

Response label (as entered) Selected (n) Share of respondents (%) 
Exercise 331 27,1 % 
Lichaamsbeweging 315 25,8 % 
Medication 298 24,4 % 
Medicatie 280 23,0 % 
Fysiotherapie 239 19,6 % 
Physical therapy 144 11,8 % 
Medicin 137 11,2 % 
Medication 
(pharmacological 
treatment) 

121 9,9 % 

Motion 107 8,8 % 
Fisioterapia 82 6,7 % 
mHealth apps 70 5,7 % 
For example, medication 70 5,7 % 
Fysioterapi 62 5,1 % 
Liikunta 50 4,1 % 
Farmaci 45 3,7 % 

 

Harmonisation rules applied (for the main ranking) 

Harmonised label Original labels combined 
Medication Farmaci; For example, medication; 

Medicatie; Medication; Medication 
(pharmacological treatment); Medicin; 
Medicinering 

Meditation or mindfulness Meditatie; Meditation; Mindfulness 
Physical activity or exercise Ejercicio; Esercizio fisico; Exercise; Fysisk 

aktivitet; Fysisk aktivitet og 
vinterbadning/isbade; Lichaamsbeweging; 
Liikunta; Motion 

Physiotherapy Fisioterapia; Fysioterapi; Fysioterapia; 
Fysiotherapie; Physical therapy; 
Physiotherapy; Sjukgymnastik 

mHealth applications App digitali; Apps de mSalud; Mobile 
health applications (mHealth); Sundheds-
apps til mobilenhed; mHealth applications 
(digital health apps); mHealth apps; 
mHealth-appar; mobiilisovellukset jne. 

 

Conclusion: The most commonly selected strategies were medication (992/1220, 81,3 %), 
physical activity or exercise (850/1220, 69,7 %), and physiotherapy (616/1220, 50,5 %). 
Many respondents selected more than one strategy, indicating that pain management is 
often multi-modal.  
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4.2 How effective do you find the following self-management strategies 
for coping with your pain? 
This section summarises how respondents rated the effectiveness of different self-
management strategies for coping with pain. All respondents (N = 1.220) provided a 
response for each strategy. Percentages are calculated out of N = 1.220 for each strategy. 

4.2 Effectiveness of seeking help for mental health 
Overall, 61,9 % of respondents rated seeking help for mental health as somewhat or very 
effective (755/1220). 

Response n Share (%) 
Very effective 290 23,8 % 
Somewhat effective 465 38,1 % 
Not effective 228 18,7 % 
Have not tried 237 19,4 % 
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4.2 Effectiveness of losing weight 
Overall, 47,4 % of respondents rated losing weight as somewhat or very effective 
(578/1220). 

Response n Share (%) 
Very effective 204 16,7 % 
Somewhat effective 374 30,7 % 
Not effective 339 27,8 % 
Have not tried 303 24,8 % 
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4.2 Effectiveness of physical exercise (walking, yoga, etc.) 
Overall, 79,8 % of respondents rated physical exercise (walking, yoga, etc.) as somewhat or 
very effective (973/1220). 

Response n Share (%) 
Very effective 453 37,1 % 
Somewhat effective 520 42,6 % 
Not effective 211 17,3 % 
Have not tried 36 3,0 % 
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4.2 Effectiveness of stopping smoking 
Overall, 32,3 % of respondents rated stopping smoking as somewhat or very effective 
(394/1220). 

Response n Share (%) 
Very effective 277 22,7 % 
Somewhat effective 117 9,6 % 
Not effective 192 15,7 % 
Have not tried 634 52,0 % 
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4.2 Effectiveness of increasing social activities 
Overall, approximately 50% (49,9 %) of respondents rated increasing social activities as 
somewhat or very effective (609/1220). 

Response n Share (%) 
Very effective 197 16,1 % 
Somewhat effective 412 33,8 % 
Not effective 426 34,9 % 
Have not tried 185 15,2 % 
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4.2 Effectiveness of improving sleep habits 
Overall, 73,0 % of respondents rated improving sleep habits as somewhat or very effective 
(891/1220). 

Response n Share (%) 
Very effective 452 37,0 % 
Somewhat effective 439 36,0 % 
Not effective 215 17,6 % 
Have not tried 114 9,3 % 
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4.2 Effectiveness of reducing alcohol consumption 
Overall, 43,8 % of respondents rated reducing alcohol consumption as somewhat or very 
effective (534/1220). 

Response n Share (%) 
Very effective 327 26,8 % 
Somewhat effective 207 17,0 % 
Not effective 205 16,8 % 
Have not tried 481 39,4 % 
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4.2 Effectiveness of other 
Overall, 37,5 % of respondents rated other strategies as somewhat or very effective 
(457/1220). 

Response n Share (%) 
Very effective 247 20,2 % 
Somewhat effective 210 17,2 % 
Not effective 162 13,3 % 
Have not tried 601 49,3 % 
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4.3 Working with a healthcare provider on pain management 
1220 respondents answered this question. The most common answer was 'No' with 594 
respondents (48,7 %). The second most frequent answer was 'Yes, sometimes' with 357 
respondents (29,3 %). 

 

Context for interpretation: The Danish wording in the survey (N=171) focuses on 
consulting regarding self-management strategies. This is narrower than general pain 
management as used in the other language versions. In the total analysis, the Danish 
contributions are included. A comparison table, with and without these contributions, is 
presented below. 

 

  

Answer option All respondents n=1.220 – 
% (n) 

Excl. Danish-language 
n=1.049 – % (n) 

Yes, regularly 18,6 % (227) 20,6 % (216) 

Yes, sometimes 29,3 % (357) 29,4 % (308) 

No 48,7 % (594) 47,1 % (494) 

Not relevant 3,0 % (36) 2,4 % (25) 

Prefer not to answer 0,5 % (6) 0,6 % (6) 
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4.4 Confidence in ability to self-manage pain 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Somewhat confident' with 496 respondents (40,7 % of valid answers). The second most 
frequent answer was 'Not confident' with 292 respondents (23,9 %). 

Confidence in ability to self-
manage pain 

Number of respondents Percentage of valid 
responses 

Somewhat confident 496 40,7 % 

Not confident 292 23,9 % 

Confident 263 21,6 % 

Very confident 136 11,1 % 

Not relevant 23 1,9 % 

Prefer not to answer 10 0,8 % 
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4.5 Frequency of physical exercise for pain management 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Occasionally (2–3x/week)' with 391 respondents (32,0 % of valid answers). The second 
most frequent answer was 'Rarely (1x/week)' with 243 respondents (19,9 %). 

Frequency of physical exercise 
for pain management 

Number of respondents Percentage of valid 
responses 

Occasionally (2–3x/week) 391 32,0 % 

Rarely (1x/week) 243 19,9 % 

Daily 242 19,8 % 

Frequently (4–5x/week) 171 14,0 % 

Never 132 10,8 % 

Not relevant 39 3,2 % 

Prefer not to answer 2 0,2 % 
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4.6 Lifestyle changes made to cope with pain 
In total, 1220 of 1220 respondents answered the question: “Have you made lifestyle 
changes to cope with pain?”. The most common answer was 'Yes' with 980 respondents 
(80,3 % of valid answers). The second most frequent answer was 'Considering it' with 98 
respondents (8,0 %). 

Context for interpretation: In the Italian translation (n=51), the question text remains in 
English, while examples in the follow-up item are translated into Italian. In the total 
analysis, the Italian contributions are included. A comparison with and without these 
contributions is found below. 

Answer option All respondents 
n = 1.220 – % (n) 

Excl. Italian-language 
n = 1.169 – % (n) 

Yes 80,3 % (980) 82,0 % (959) 

Considering it 8,0 % (98) 8,0 % (93) 

No 7,1 % (87) 7,1 % (83) 

Not relevant 2,5 % (31) 2,3 % (27) 

Prefer not to answer 2,0 % (24) 0,6 % (7) 
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4.7 Types of lifestyle changes  
1220 respondents answered this multi-select question. The most frequently reported 
category was 'Other lifestyle changes' with 1.035 respondents (84,8 %). This was followed 
by 'Increased physical activity' with 653 respondents (53,5 %). Percentages are calculated 
as a share of all respondents (n = 1.220). 

Responses across language versions were grouped into common reporting categories. As 
this is a multi-select question, respondents could select more than one option. Therefore, 
totals across categories exceed the number of respondents. 

Respondents most often reported lifestyle changes that were grouped under 'Other lifestyle 
changes' and 'Increased physical activity'. All other categories were selected by less than 
10 % of respondents each. Findings should be interpreted in the context of a multi-select 
question and grouping across language versions. 

Category (grouped 
categories) 

Number of respondents 
selecting this category 

Percentage of all 
respondents 

Other lifestyle changes 1035 84,8 % 
Increased physical activity 653 53,5 % 
Diet and weight 
management 

98 8,0 % 

Sleep habits 90 7,4 % 
Reduced alcohol 
consumption 

28 2,3 % 

Smoking cessation or 
reduction 

21 1,7 % 

Stress management and 
relaxation 

16 1,3 % 

Work-related changes 9 0,7 % 
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Open questions on challenges and support needs 

5.1 Biggest challenges in managing chronic pain 
Question 5.1 - Method and limitations: Free-text answers were coded into broad themes 
using keyword-based rules across languages (e.g. Dutch, Greek, Italian, Portuguese, 
Danish). Each respondent was assigned to the theme that best reflected the main 
challenge described. Answers that were highly specific, mixed or not clearly captured by 
the rules were grouped as 'Other or mixed challenges'. This approach summarises patterns 
but may misclassify some individual responses and cannot fully reflect the richness of the 
original free-text narratives. 

Challenge theme (coded 
English) 

Number of respondents % of all respondents 
(n=1220) 

Other or mixed challenges 787 64.5 
Fatigue, sleep and low 
energy 

114 9.3 

Work, education and 
finances 

90 7.4 

Daily functioning and self-
care 

73 6.0 

Access to care and 
coordination 

40 3.3 

Self-management and 
lifestyle 

38 3.1 

Understanding, stigma and 
support 

35 2.9 

Medication and side effects 19 1.6 
Pain intensity and 
unpredictability 

13 1.1 

Mental health and emotions 10 0.8 
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5.2 Additional resources or support needed 
Almost all respondents (n=1219) suggested at least one additional resource or form of 
support. Many answers are highly specific or combine several ideas. Still, key recurring 
needs include easier access to multidisciplinary pain care and rehabilitation, better 
primary and specialist medical care, psychological support, and easier access to effective 
treatments. Respondents also request clear information, financial and workplace support, 
digital tools, and peer support to help them manage pain and mental health challenges in 
daily life. 

Method and limitations: Free-text answers were coded into broad themes using keyword-
based rules across languages (e.g. Dutch, Greek, Portuguese, Danish, English). Each 
respondent was assigned to the theme that best reflected the paramount need described. 
Answers that were very specific, mixed or not clearly captured by the rules were grouped as 
'Other or very specific suggestions'. This summarises the main directions for additional 
support but cannot fully reflect the detail of individual responses, and some entries may fit 
more than one theme. 

 

Theme (coded English) Number of respondents % of all respondents 
(n=1220) 

Other or very specific 
suggestions 

789 64.7 

No idea or nothing specific 
mentioned 

111 9.1 

Access to multidisciplinary 
pain care and rehabilitation 
programmes 

73 6.0 

Better primary and 
specialist medical care 

67 5.5 

Psychological and mental 
health support 

51 4.2 

Easier access to effective 
treatments and therapies 

50 4.1 

Better information, 
education and guidance 

23 1.9 

Digital tools and online self-
management programmes 

15 1.2 
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Theme (coded English) Number of respondents % of all respondents 
(n=1220) 

Financial support and 
better coverage of care 

13 1.1 

Workplace adaptations and 
employment support 

11 0.9 

Peer support and patient 
organisations 

10 0.8 

Holistic, integrative and 
lifestyle-oriented support 

6 0.5 
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5.3 Content of a self-management course 
Almost all respondents (n=1219) suggested what they would like to see in a self-
management course. Many answers are very specific or combine several ideas, but 
common themes include practical content on physical exercise and physiotherapy, coping 
skills and acceptance, relaxation and psychological techniques, daily living and family life, 
as well as education about pain and mental health. Respondents also mention digital tools, 
pacing and goal setting, and peer support as important elements. 

Question 5.3 - Method and limitations: Free-text answers were grouped into broad themes 
using keyword-based rules across languages (e.g. Dutch, Greek, Portuguese, Danish, 
English). Each respondent was assigned to the theme that best reflected the primary 
aspect they mentioned. Answers that were highly specific, mixed or not clearly captured by 
the rules were grouped as 'Other or very specific suggestions'. This approach summarises 
the main directions for course content but cannot fully reflect the richness and nuance of 
individual suggestions. 

 

Theme (coded English) Number of respondents % of all respondents 
(n=1220) 

Other or very specific 
suggestions 

845 69.3 

No idea or no specific 
suggestion 

182 14.9 

Physical exercise and 
physiotherapy 

35 2.9 

Coping skills and 
acceptance 

29 2.4 

Relaxation, mindfulness 
and psychological 
techniques 

27 2.2 

Daily living, family and 
social participation 

25 2.0 

Education about chronic 
pain and mental health 

21 1.7 

Digital tools and ongoing 
follow-up 

18 1.5 
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Theme (coded English) Number of respondents % of all respondents 
(n=1220) 

Pacing, activity 
management and goal 
setting 

11 0.9 

Mental health, emotions 
and resilience 

11 0.9 

Peer support and group 
interaction 

6 0.5 

Medication management 
and working with 
healthcare providers 

6 0.5 

Lifestyle, diet and sleep 3 0.2 
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Future contact and advocacy 

F1 Perceived impact of a Europe-wide survey on visibility 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Yes' with 747 respondents (61,2 % of valid answers). The second most frequent answer 
was 'Don't know' with 361 respondents (29,6 %). 

Response option Number of respondents Percentage of valid 
responses 

Yes 747 61,2 % 

Don't know 361 29,6 % 

No 103 8,4 % 

Not relevant 5 0,4 % 

Prefer not to answer 4 0,3 % 
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F2 Perceived impact of the survey on policymakers 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Don't know' with 559 respondents (45,8 % of valid answers). The second most frequent 
answer was 'No' with 336 respondents (27,5 %). 

Response option Number of respondents Percentage of valid 
responses 

Don't know 559 45,8 % 

No 336 27,5 % 

Yes 316 25,9 % 

Not relevant 5 0,4 % 

Prefer not to answer 4 0,3 % 
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F3 Interest in receiving survey results 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Yes' with 971 respondents (79,6 % of valid answers). The second most frequent answer 
was 'No' with 210 respondents (17,2 %). 

Response option Number of respondents Percentage of valid 
responses 

Yes 971 79,6 % 

No 210 17,2 % 

Prefer not to answer 39 3,2 % 
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F4 Interest in participating in future surveys 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Yes' with 920 respondents (75,4 % of valid answers). The second most frequent answer 
was 'No' with 190 respondents (15,6 %). 

Response option Number of respondents Percentage of valid 
responses 

Yes 920 75,4 % 

No 190 15,6 % 

Prefer not to answer 110 9,0 % 
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F5 Interest in receiving PAE’s newsletter 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Yes' with 657 respondents (53,9 % of valid answers). The second most frequent answer 
was 'No' with 563 respondents (46,1 %). 

Response option Number of respondents Percentage of valid 
responses 

Yes 657 53,9 % 

No 563 46,1 % 
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F6 Permission to stay in contact (derived from email field) 
In total, 1220 of 1220 respondents answered this question. The most common answer was 
'Yes' with 877 respondents (71,9 % of valid answers). The second most frequent answer 
was 'No' with 343 respondents (28,1 %). 

Response option Number of respondents Percentage of valid 
responses 

Yes 877 71,9 % 

No 343 28,1 % 
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Annex 1: Lessons Learned for the Next Survey Wave 
The 2025 survey provides a strong patient-voice evidence base for advocacy, but it also 
highlights several practical lessons to strengthen future survey waves.  

1. First, the survey instrument should be further standardised across languages by locking 
a single English master version and applying systematic item-level translation quality 
assurance and piloting in each language before launch. This is important given the 
differences in wording identified in a small number of items in 2025, which required 
sensitivity checks during analysis. 

2. Second, sampling and fielding should be more actively governed. While the survey will 
remain an online convenience sample connected to Pain Alliance Europe (PAE) and its 
member organisations, the next wave should define target coverage across countries 
and languages and monitor the response mix during fielding. This would reduce over-
concentration in a small number of countries and improve the balance of responses for 
Europe-wide messaging. 

3. Third, data capture and structure can be improved. The next survey should consider 
adding missing core demographic variables, notably sex and/or gender, and introducing 
a privacy-safe unique respondent identifier to support deduplication beyond email-
based checks. Key open-response fields, such as country and treatment setting, should 
be further standardised to minimise post-hoc cleaning and recoding. 

4. Fourth, analysis and reporting processes should be specified in advance. Derived 
variables and grouping rules should be predefined and documented before analysis, 
with clear, consistent use of denominators for single-choice and multi-select 
questions. Clear reporting guardrails should continue to be applied, including 
avoidance of population prevalence claims and causal language. 
 

Taken together, these lessons support a next survey wave that remains feasible and 
advocacy-focused, while improving comparability, transparency, and robustness of the 
evidence generated. 
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Annex 2: Data Intake, Processing, and Quality Assurance 
This annex summarises the data intake, processing, and quality assurance steps applied to the 
Pain Alliance Europe (PAE) Chronic Pain, Mental Health, and Self-Management Survey 2025 
dataset. It is based on the dedicated Data Intake and Analysis Plan prepared for the survey and 
is intended to provide transparency on data quality without duplicating technical 
documentation. 

Data intake and integration 
Survey responses were collected via multiple country- and language-specific survey instances 
and exported as separate datasets. These exports were merged into a single consolidated 
dataset for analysis. After each processing step, row and column counts were checked to 
ensure structural integrity and to confirm that no variables or records were inadvertently lost or 
duplicated. 

Data validation and deduplication 
The consolidated dataset was screened for duplicate and invalid submissions. A small number 
of near-identical entries submitted within seconds of each other or with identical email 
addresses were identified and treated as technical duplicates. Other repeated contact details 
were assessed and considered to reflect genuine repeat participation rather than test or 
dummy entries. Additional checks were performed to identify placeholder values, implausible 
entries, or test responses; no evidence of systematic test or dummy data was found. 

Translation and harmonisation 
Responses collected in multiple languages were standardised into English using a rule-based 
translation and harmonisation approach to enable pooled analysis. For structured variables, 
response options were mapped to a common coding framework. Free-text responses were 
translated for thematic analysis. During this process, a small number of survey items with 
wording differences across language versions were identified and documented, and their 
results were interpreted with additional caution in cross-country analyses. 

Remaining data quality constraints 
Despite these quality assurance measures, some limitations remain. Not all free-text 
responses could be translated with full nuance, and aggregation may obscure individual-
specific detail. The survey was conducted as a non-probability, convenience sample and 
results were not weighted. Accordingly, findings should be interpreted as descriptive patient-
voice evidence rather than as population-level estimates. 

Conclusion 
Overall, the dataset used in this report is the result of a documented and reproducible data 
intake and quality assurance process. The steps described above support the internal 
consistency and credibility of the analyses presented, while the remaining limitations are 
transparently acknowledged. 
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Annex 3: GDPR Review of Deduplicated Survey Dataset 
This short report documents the findings of a targeted General Data Protection Regulation 
(GDPR) review of the dataset PAE_survey_deduplicated_2025-12-15_no-emails.xlsx. The 
purpose of this review was to confirm whether the dataset contains any personal data or 
identifiers that fall within the scope of the EU General Data Protection Regulation (GDPR) 
before sharing it with Pain Alliance Europe (PAE) or its partners. 

Dataset reviewed 
• Content: Deduplicated responses from the Chronic Pain, Mental Health and Self-

Management Survey 2025 
• Purpose: Descriptive analysis and advocacy reporting for Pain Alliance Europe (PAE) 
• File name: PAE_survey_deduplicated_2025-12-15_no-emails.xlsx 
• Source data tab used for these metrics: PAE survey 2025 results cleaned 

Dataset structure and size 
o Number of entries (rows): 1.220 
o Number of variables (columns): 58 
o Number of tabs/sheets: 24 
o Timestamp range: 2025/05/17 6:40:18 pm CET - 2025/11/23 4:50:39 pm CET 

Scope of the GDPR check 
The review focused on identifying any direct or indirect personal data, including but not 
limited to: 
• Names or initials 
• Email addresses or contact details 
• Postal addresses or precise location data 
• Free-text fields containing identifiable information 
• Combinations of variables that could reasonably enable re-identification of individuals 

Findings 
No GDPR-relevant personal data has been identified in the dataset. 

Specifically: 
• No names, email addresses, phone numbers, or postal addresses are present in any 

column. 
• The original email field used during data collection has been removed. The remaining 

field only contains a derived Yes/No indicator reflecting consent to future contact, 
without storing any contact details. 

• A full scan confirms that no email-like strings (e.g. containing the '@' character) are 
present anywhere in the file. 

• Free-text responses relate exclusively to health experiences, care needs, or self-
management practices. No personal identifiers were found in these fields. 

• Geographic information is limited to country-level responses. No city, postcode, street, 
or other granular location data are included. 

• Timestamp information, where present, cannot be linked to identifiable individuals and 
does not constitute personal data in this context. 
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• No variable combinations were identified that would reasonably allow re-identification 
of respondents. 

Assessment under GDPR 
Based on this review, the dataset qualifies as anonymised data under the GDPR. It does not 
contain personal data as defined under Article 4(1) of the GDPR and therefore falls outside 
the scope of GDPR obligations related to the processing of personal data. 

 

The dataset is suitable for internal analysis, sharing with partners, and use in advocacy 
materials, provided it continues to be used in an aggregated and descriptive form, as 
intended. 

Conclusion 
The file PAE_survey_deduplicated_2025-12-15_no-emails.xlsx does not contain GDPR-
relevant information. No further redaction or modification is required before attaching the 
dataset when sharing it with Pain Alliance Europe (PAE). 
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Düsseldorf, 2026 Jan. 26 

Annex 4: Pharmacovigilance Screening of Deduplicated Survey 
Dataset 
This annex documents a targeted pharmacovigilance (PV) screening of the dataset 
PAE_survey_deduplicated_2025-12-15_no-emails.xlsx. The purpose is to confirm whether 
the dataset contains any information that would constitute a reportable case under EU 
pharmacovigilance requirements, in particular EU Good Pharmacovigilance Practices 
(GVP) Module VI. 

Dataset screened 
• Source: Chronic Pain, Mental Health and Self-Management Survey 2025 
• Intended use: Descriptive analysis and advocacy by Pain Alliance Europe (PAE) 
• Data type: Deduplicated, anonymised patient-reported survey responses 
• File name: PAE_survey_deduplicated_2025-12-15_no-emails.xlsx 
• Source data tab used for these metrics: PAE survey 2025 results cleaned 

Dataset structure and size 
o Number of entries (rows): 1.220 
o Number of variables (columns): 58 
o Number of tabs/sheets: 24 
o Timestamp range: 2025/05/17 6:40:18 pm CET - 2025/11/23 4:50:39 pm CET 

Scope of the pharmacovigilance screening 
The dataset was screened against the minimum criteria for a valid Individual Case Safety 
Report (ICSR) as defined in EU GVP Module VI, namely the presence of: 
• An identifiable patient 
• An identifiable reporter 
• A suspected adverse reaction 
• An identifiable medicinal product 
In addition, the screening assessed whether any free-text or structured fields contained 
information that could reasonably be interpreted as product-specific safety data requiring 
follow-up or reporting by a marketing authorisation holder (MAH). 

Findings 
No pharmacovigilance-relevant content was identified in the dataset. 

Specifically: 
• No medicinal product names, active substances, brand names, or product identifiers 

are present. 
• No pharmaceutical company or marketing authorisation holder names are referenced. 
• No suspected adverse reactions, side effects, or drug-related events are described in 

structured fields or free-text responses. 
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• Medication-related questions are limited to high-level, non-product-specific items (e.g. 
yes/no daily medication use, perceived effectiveness of general strategies). 

• The dataset is anonymised and does not contain identifiable patients or reporters. 

Assessment under EU GVP Module VI 
Based on the screening results, the dataset does not meet the minimum criteria for a valid 
ICSR as defined in EU GVP Module VI. There is: 
• No identifiable medicinal product, and 
• No suspected adverse reaction. 
As a result, the dataset does not give rise to any pharmacovigilance reporting obligations 
for marketing authorisation holders, sponsors, or third parties. 

Conclusion 
The file PAE_survey_deduplicated_2025-12-15_no-emails.xlsx contains no 
pharmacovigilance-relevant information. It can be shared with Pain Alliance Europe (PAE) 
and its partners without triggering any obligations under EU pharmacovigilance legislation 
or EU GVP Module VI. 
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Annex 5: Chronic Pain, Mental Health, and Self-Management 
Practices Questionnaire - English Version 
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