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1. INTRODUCTION
This is the third survey that Pain Alliance Europe (PAE) has conducted, in a series of questionnaires about the challenges
of living with chronic pain. In each survey, PAE analyses a different aspect of the impact of pain on the quality of life of
chronic pain patients in Europe.

2017 Survey on Chronic Pain
Diagnostics, Treatment and Impact of Pain

2018 Survey on Chronic Pain
Chronic Pain and Your Work Life

2019 Survey on Chronic Pain
Chronic Pain and Stigma

Approximately 20% of the adult population in Europe are affected by chronic pain2,6. This is defined as pain that persists
past normal healing time5. 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 pain1,6.

The 2019 survey is about stigma as a result of living with chronic pain, and covers various types of environment where
the perception of stigma was reported, detailing on different category of actions and interactions.
Stigma is defined as a mark of disgrace associated with a particular circumstance, quality or person. Feelings of guilt,
shame, judgement and embarrassment resulting from stigma can increase the risk for health issues such as anxiety
and depression4,7. It is therefore important, both as social problem and as a health problem3.

Questionnaire completion

6069 people
from

19 European countries

Available in

Czech � Danish � Dutch � English
� French � German � Greek �
Italian � Spanish � Norwegian
� Portuguese � Romanian �
Slovakian � Slovenian � Swedish

Open online from

February 2019
to

March 2019

Only 19 countries returned more than 50 responses but in the overall analysis all the responses returned by all the
respondents were considered. After the validation of the questionnaires, skipped answers were excluded from the
analysis, so the number of complete answers varies from topic to topic.
See final section ‘Conclusions’ on page 9 for statements with exact percentages.

2. SELECTED RESULTS

Figure 1. Distribution of the participants by gender and country, most respondents are female
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2.1 Have you ever felt any stigmatizing reaction or behaviour from someone, due to your chronic pain condition …?
Stigma experienced from family and friends
The level of stigma felt in the home and in various social groups was high. Even with husbands, wives and partners,
42% reported feeling stigma always or sometimes. In the wider family levels of stigma were higher. In the category
which was perceived as having the lowest level of stigma, ‘caregivers in the home’, there was a level of stigma of 30%.
Percentages are given for each figure showing how many replied to a question with ‘always’ or ‘sometimes’. Compare
the figures 2, 3 and 4 - with the very different figure 5.

4

Figure 2. With partners: 42% feel stigma

Figure 3. With relatives: 59% feel stigma

Figure 4. With friends: 60% feel stigma

Figure 5. Caregivers at home: 30% feel stigma

Stigma experienced in work environment
The figures show that a high level of stigma is felt from work colleagues, at 67% - figure 6.
From bosses or job managers, the stigma is almost as bad at 64% - figure 7.

Figure 6. With work colleagues: 67% feel stigma

Figure 7. With bosses/job managers: 64% feel stigma

Stigma experienced in public situations
The level of stigma perceived is high. The columns below show the situation in sporting and leisure activities; restaurants
and similar venues and general public spaces where the interaction with other people is anonymous.

Figure 8. Social situations, outside the home or work
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2.2 Do you agree or disagree with these statements on life experiences?
Respondents were asked to state whether they strongly agreed, agreed, disagreed or strongly disagreed to a wide
range of negative and positive impact statements.
The following three figures show the respondents’ perception to 10 different aspects of what people in their environment
might think about chronic pain patients.

Figure 9. Shows respondents’ reactions to negative impact statements - comments below

■■
■■
■■
■■

More than 88% think that their situation cannot be understood by people who do not have chronic pain.
Almost 90% have the impression that sometimes people don’t believe that they are suffering from chronic pain.
More than one third (37.56%) of the respondents feel patronized because of their chronic pain.
Only 32% report that they are able to live life in the way that they wish to.

Figure 10. Shows how respondents’ feel in social situations - comments on page 7
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■■ Over half (51.47%) of the respondents who provided valid answers feel inadequate when they are with people who
don’t have chronic pain.
■■ One third (31.72%) report that they stay away from social situations because of the embarrassment their presence
might cause to family or friends.

Figure 11. Shows the reaction of respondents regarding the perception from others - comments below

■■
■■
■■
■■

Three quarters (77.5%) state that people expect them to tolerate the pain better as time passes.
Nearly half (52%) report that their pain changes their appearance, indicating to other people that they have pain.
51.13% feel discriminated against because of their pain.
46.63% of the respondents who provided valid answers, expect people to categorize them as someone who cannot
achieve much in life, because they live with pain.

2.3 Pain levels and reduction in the quality of life
In general, chronic disease and chronic pain will cause a reduction to the person’s quality of life. Questions about how
long respondents have had a diagnosis of their underlying condition (if known) and how long they have had chronic
pain revealed that approximately one third of the respondents had been living with the problem for more than ten
years: 34.09% were diagnosed with the underlying disease more than 10 years ago and 32.06% have been having
chronic pain for more than 10 years.
Figure 12 below, shows level of daily pain reported by respondents where 0 is no daily pain and 10 is the worst
imaginable pain. The most common daily pain level reported was 7 with 50% of the respondents estimating their daily
pain level between 6 and 8.
Figure 13 below, shows the reduction in quality of life, where 1 indicates no quality of life at all, and 10 represents the
quality of life that the respondent had before the chronic pain condition started.
The ratios between male and female were consistent.
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Figure 12. Shows that the daily pain level reported by respondents (male and female) is high
(most of them reported a daily pain level of 7, where 10 is the worst pain imaginable).

Figure 13. Shows the reduction in quality of life (QoL), where 1 is a
serious reduction in QoL and 10 is no reduction in QoL

■■ 50% of the respondents estimate that, the level of the quality of life, after the pain condition started, is between 		
3 and 6 i.e. their lives are less than half as enjoyable.

Would you like to contribute to the
translation and dissemination process for
the next editions of PAE's surveys?
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Please notify us by email to
info@pae-eu.eu

3. CONCLUSIONS
Conclusions that can be drawn from the responses to the questionnaire (using only the valid responses for each
question):

There are many more female
respondents, 88.84% of the
respondents being females
and only 9.90% being males.

Nearly half the respondents
(42.44%) are between 36 and 50.

The age groups under 18 (0.98%)
and over 75 (0.70%) are very
poorly represented in the study.

Stigmatizing reaction or behaviour (‘always’ or ‘sometimes’) is reported from:

Family and friends

■■
■■
■■
■■
■■

partners (42.58%);
relatives such as brothers, sisters, uncles etc. (58.61%) and broader family such as cousins, nieces etc. (57.88%);
friends (58.42%);
caregivers at home (30.17%);
neighbours (47.79%).

Work environment

■■ colleagues at work (67.14%);
■■ bosses or job managers (64.31%).

Social and public environment

■■ peers in sporting and leisure activities (48.86%);
■■ service providers in restaurants/cafés and holiday situations (34.14%);
■■ in public (shopping malls, banks, restaurants, trains, bus stations, etc.) (46.86%).

Healthcare environment

■■
■■
■■
■■
■■

primary care physicians, GP or family doctor seeing them for their pain condition (58.68%);
hospital physicians seeing them for their pain condition (55.51%);
other physicians seeing them for other medical problems (61.69%);
nurses (44.10%);
any other allied or paramedic health professionals (38.11%).
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The questionnaire included many statements about how respondents feel that others view them - as people whose
lives are affected by chronic pain:
■■ Do you think the stereotypes about people with pain apply to you?
• 49.76% do think that these stereotypes apply to them, while 50.24% don’t.
■■ More than 88% think that their situation cannot be understood by people who do not have chronic pain.
■■ Almost 90% have the impression that sometimes people don’t believe that they are suffering from chronic pain.
■■ More than one third (37.56%) of the respondents feel patronized because of their chronic pain.
■■ Only 32% report that they are able to live life in the way that they wish to.
Regarding the impact of chronic pain on respondents’ social behaviour:
■■ Over half (51.47%) of the respondents who provided valid answers feel inadequate when they are with people 		
who don’t have chronic pain.
■■ One third (31.72%) report that they stay away from social situations because of embarrassment.
■■ Regarding the perception of the respondents towards the behaviour of people in their environment:
• 46.63% agree with the fact that they are categorized as someone who cannot achieve much in life, because
they live with pain - but of them 53.37% disagree.
• 77.5% report that they are expected to be able to tolerate pain better as time passes.
A high proportion of the respondents have had long-term and very painful chronic pain conditions:
■■ A third of the respondents have had the problem for more than ten years: 34.09% were diagnosed with the 		
underlying disease more than 10 years ago and 32.06% have chronic pain for more than 10 years;
■■ Most of the respondents, 323 (5.32%), estimated their daily pain level at 7 and the quality of life being at half, 		
compared to the period before the pain condition started;
A high proportion of the respondents have had long-term and very painful chronic pain conditions:
■■ The average level of the chronic pain is 7 (where 10 is maximum); and
■■ The quality of life has more than halved compared to the period before the pain condition started.
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6. PAE MEMBERS

AUSTRIA

EURAG Österreich

BELGIUM

European Network of Fibromyalgia Associations
FOCUS Fibromyalgie Belgique
Vlaamse Pijnliga

BULGARIA

ФЕДЕРАЦИЯ БЪЛГАРСКИ ПАЦИЕНТСКИ ФОРУМ
(Federation Bulgarian Patients Forum)

CYPRUS

ACT Healthy

DENMARK

Foreningen af Kroniske Smertepatienter

FINLAND

Suomen CRPS ry
Suomen Kipu ry

FRANCE

Association Francophone Pour Vaincre Les Douleurs
Fédération d’Associations Thera Wanka

GERMANY

Deutsche Schmerzliga e.V.
ICA Deutschland e.V.
Multinational Interstitial Cystitis Association
UVSD SchmerzLOS e.V.
Η Ελληνική Εταιρεία Αντιρευματικού Αγώνα

GREECE

(Hellenic League Against Rheumatism)

Σύλλογος Ασθενών με Ημικρανία & Κεφαλαλγία Ελλαδος
(Greek Society of Migraine and Headache Patients)

IRELAND

Chronic Pain Ireland
Endometriosis Association of Ireland

ITALY

Cittadinanzattiva
Fondazione ISAL

MALTA

No Pain Foundation

THE NETHERLANDS

Fibromyalgie en Samenleving
International Painful Bladder Foundation
PijnPlatform Nederland
Samenwerkingsverband Pijnpatiënten naar één stem
Stichting Pijn-Hoop

POLAND

Fundacja Chustka
Polskie Stowarzyszenie Pomocy Chorym na Szpiczaka

PORTUGAL

Associação De Doentes De Dor Crónica Dos Açores

ROMANIA

Myeloma Euronet Romania

SPAIN

Fibromialgia y Fatiga Crónica España
Liga Reumatolóxica Galega
Red Española para la defensa de los enfermos de fibromialgia, síndrome de fatiga
crónica y sensibilidad química múltiple
Sine Dolore Fundación

SWEDEN

Fibromyalgiförbundet
Reumatikerförbundet

UNITED KINGDOM

Arthritis and Musculoskeletal Alliance
BackCare
Pain Concern
Pain UK
Pelvic Pain Support Network
Trigeminal Neuralgia Association UK
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You may find the complete report on the PAE website
https://pae-eu.eu/pae-survey-2019-pain-and-stigma/
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