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Introduction

1.1. Chronic Pain — Covid-19 pandemic

In this full report on the PAE 2021 “In-Depth Survey on the Impact of Covid-19 on The Quality
of Life of People with Chronic Pain” we go into more detail than was possible in the survey
conducted in June 2020. The pandemic has now influenced our lives for almost one year.

In this survey we are looking into the different aspects that can influence the lives of people
with chronic pain, along the lines of the biopsychosocial model of chronic pain. We conducted
this internet survey in seven European countries. We used PAE’s members and friendly
organisations to distribute the survey to people living with chronic pain.

Approximately 20% of the adult population in Europe are affected by chronic pain 2], This
is defined as pain that persists past normal healing time ). 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], 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 depression 7], |t is therefore important, both
as social problem and as a health problem 3!,

The total cost across Europe as a consequence of chronic pain in is estimated to be as high as
€300 billion 1. According to the Seoul Declaration on Safety and Health at Work: a safe and
healthy work environment is a fundamental human right 29, 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 . 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 P,

1.2. Data collection

Pain Alliance Europe (PAE) involved its member organisations in translating the English
guestions into Bulgarian, Dutch, French, German, Italian and Spanish. The online survey was
open from mid-December 2020 to mid-January 2021, and 970 citizens from these 7 European
countries 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.
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1.3. Survey

The survey was developed by PAE in collaboration with its members. The survey consists of
eight parts, with a total of 56 questions — see the appendix for the full questionnaire.
Representatives of PAE’s national member organisations were responsible for the translation
of the questionnaire from English into their local language. The collected data were analysed
by experts from the Business Faculty of Babes-Bolyai University, Cluj-Napoca, Romania.

1.4. Analysis

For all questions of the survey, frequency distributions (absolute and/or relative) are
presented. Throughout this report all relative frequencies (percentages) are determined by
reporting to the total number of the respondents who provided valid answers to that specific
question. In the case of the distributions of the answers with respect to country, gender or
age, the percentages were determined by reporting to the total number of the respondents
from a specific category (a specific country, a specific age group or gender, a specific answer).
In the case of continuous variables some parameters such as mean, median or mode are
determined. In the case of categorical variables, the mode is determined.

Regarding the distributions by country, for example, by French we refer to the respondents
who completed the questionnaire in the French language.

Some distributions by country, age or gender of some answers using average values were
performed (in the case of the quality of life). These average values represent only how the
respondents are placed with respect to some issues and do not represent the behaviour of
the entire population from where the samples were selected. All statistics that have been
made are referring only to the total number of valid answers and they don’t have the power
of inference (due to the lack of representativeness).
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2. Results

2.1. Statistics regarding the structure of the sample

In total 970 questionnaires were completed by the participants, but the number of answers
varies a lot from question to question as many were optional. Only 564 participants stated
which country they were from. Table 1 shows the distribution of participants by country.

Table 1. Number of participants by country

Total number of respondents: 563

Country Responses
Bulgaria 6 1.06%
France 79 14.01%
Germany 38 6.74%
Italy 23 4.08%
Netherlands 113 20.04%
Spain 64 11.35%
UK 241 42.73%
Total 564 100.00%
1,06%
14,01%
= Bulgaria
6,74% France
42,73% Germany
4,08% italy
Netherlands
Spain
= United Kingdom
20,04%

11,35%

Figure 1. Distribution of the respondents by country

Table 1 and Figure 1 shows that most responses come from United Kingdom 241 (42.73%).
Netherlands 113 (20.04%) and France 79 (14.01%).

The distribution of the respondents by gender is presented in Table 2 and Figure 2, and it
shows that most of the respondents are female 541 (85.71%).
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Table 2. Number of participants by gender

Total number of respondents: 631

Answer choices Responses

Male 87 13.79%
Female 541 85.74%
Other 3 0.48%
Total 631 100.00%

0,48%

= Male
Female
Other
85,74%
Figure 2. Distribution of the respondents by gender
The distribution of the respondents by age is presented below.
Table 3. Number of participants by age
Total number of valid answers: 631
Answer choices Responses
<18 1 0.16%
18-25 18 2.85%
26-35 55 8.72%
36-50 131 20.76%
51-65 199 31.54%
66-75 149 23.61%
>75 78 12.36%
Total 631 100.00%
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Figure 3. Distribution of the respondents by age

It can be seen from Table 3, that most of the respondents 31.54%, are between 51 and 65
years old. Over 75s are represented on the sample, being 12.36% of the total. The population
considered to be young is also represented in the sample: 2.85% of respondents are between
18 and 25 years old.

If we consider the group of active persons (26-65), then of the total number of the
respondents, 61.01% are in this group. On the other hand, the risk category (over 65),
represents 35.97% from the total number of respondents.

Table 4. Distribution of the respondents by gender and country

Gender

Country Male Female Other Total
Bulgaria 1 5 0 6
France 11 68 0 79
Germany 9 29 0 38
Italy 2 21 0 23
Netherlands 17 96 0 113
Spain 11 53 0 64
United Kingdom 29 210 2 241
Total 80 482 2 564
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Figure 4. Distribution of the respondents by gender and country

Regarding the gender and the country, Table 4 and Figure 4 show that most of the
respondents, 210, which represents 37.23% of the total, are female from UK. This percentage
represents 43.57% of the total number of female respondents.

Table 5. Distribution of the respondents by age and country

Age

Country <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Bulgaria 0 0 0 3 2 1 0 6
France 0 1 5 15 27 25 6 79
Germany 0 1 2 5 17 7 6 38
Italy 0 0 6 5 5 6 1 23
Netherlands 0 3 10 19 27 28 26 113
Spain 0 1 4 12 26 16 5 64
United Kingdom 1 8 23 52 77 51 29 241
Total 1 14 50 111 181 134 73 564

Table 5 shows the distribution of the respondents by age and country. 77 (13.65%)
participants are from UK with the age between 51 and 65.

Table 6. Distribution of the participants by gender and age

Gender
Age Male Female Other Total
<18 1 0 0 1
18-25 0 18 0 18
26-35 6 47 2 55
36-50 9 121 1 131
51-65 32 167 0 199




PAE-2021 Chronic Pain — COVID19 disease

66-75 18 131 0 149
>75 21 57 0 78
Total 87 541 3 631
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Figure 5. Distribution of the respondents by gender and age
Table 6 and Figure 5 show the distribution of the participants by age and gender. 61.92% of

the total number of female respondents are between 26-65 and 34.75% are in the risk
category.

2.2. Physical condition

2.2.1. Which condition causes the most pain?

In this section of the study, we asked what physical condition caused the participants the most
pain.

Table 7 shows the distribution of the different conditions causing chronic pain for the
respondents. In total, there were 953 responses and top three responses were:

e Fibromyalgia — 333 (34.94%);

e Arthritis, osteoarthritis or any other rheumatic disease — 100 (10.49%);

e Complex Regional Pain Syndrome/Reflex Sympathetic Dystrophy — 81 (8.50%)

These results are affected by the way the survey was distributed, via patient support groups.
As fibromyalgia associations are well represented within PAE, it is logical that they will provide
large proportion of the responses.
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Table 7. Distribution of the respondents

Total number of respondents: 953

Answer choices Responses
Temporomandibular Joint Disorders (TMD, TMJ) 13 1.36%
Chronic fatigue syndrome 46 4.83%
Headaches/migraine 27 2.83%
Stroke (cerebrovascular accident) 1 0.10%
Transient ischaemic attack 1 0.10%
Dementia 1 0.10%
Neuropathic pain (such as shingles/trigeminal neuralgia) 44 4.62%
Peripheral neuropathy (from diabetes, etc.) 11 1.15%
Low back pain 63 6.61%
Arthritis, osteoarthritis or any other rheumatic disease 100 10.49%
Ankylosing spondylitis 33 3.46%
Genetic problem (Marfan, hypermobility, etc.) 31 3.25%
Scleroderma or Raynaud’s syndrome 35 3.67%
Damage to neck nerve 9 0.94%
Damage to arm/hand/finger nerve 7 0.73%
Damage to leg/foot nerve 8 0.84%
Sciatica 9 0.94%
Fibromyalgia 333 34.94%
Complex Regional Pain Syndrome/Reflex Sympathetic Dystrophy 81 8.50%
Multiple Sclerosis 7 0.73%
Cancer pain 3 0.31%
Torso/thorax pain 3 0.31%
Abdomen and bowel 4 0.42%
Uro-genital pain 9 0.94%
Endometriosis and other gynaecological conditions 9 0.94%
Rare diseases 24 2.52%
Other known condition 32 3.36%
Unexplained reason 4 0.42%
No diagnoses 5 0.52%
Total 953 100.00%

2.2.2. Who diagnosed you?

Table 8. Distribution of the respondents

Total number of respondents: 948
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Answer choices Responses

Pain specialist 191 20.15%
Neurologist 108 11.39%
Rheumatologist 413 43.57%
GP 88 9.28%
Internist/specialist in internal medicine 49 5.17%
Other 99 10.44%
Total 948 100.00%

10,44% = Pain specialist

20,15%

5,17%
Neurologist

9,28%
Rheumatologist

11,39%
GP

Internist/specialist in internal
medicine

43,57% Other

Figure 6. Who diagnosed you?

Most of the respondents 413 (43.57%) were diagnosed with chronic pain by rheumatologists,
while 99 (10.44%) were diagnosed by ‘other’, meaning a health care professional was not
listed on this survey.

Table 9 shows the distribution of the respondents by country.

Table 9. Distribution of the respondents by age

Total number of respondents: 564

Country
Answer choice  Pain specialist Neurologist Rheumatologist GP Internist Other Total
Bulgaria 0 2 2 0 0 2 6
France 21 6 30 7 10 5 79
Germany 17 9 3 2 1 6 38
Italy 5 0 12 0 0 6 23
Netherlands 15 22 57 3 2 14 113
Spain 8 5 36 5 6 4 64
United Kingdom 46 25 109 30 7 24 241
Total 112 69 249 47 26 61 564
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Regarding gender, Table 10 shows that of the total number of female respondents (541),
45.84% were diagnosed by a rheumatologist and 19.60% by a pain specialist, while of the total
number of male respondents, 29.88% were diagnosed by a pain specialist.

Table 10. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
Pain specialist 26 106 1 133
Neurologist 24 55 0 79
Rheumatologist 22 248 1 271
GP 6 46 0 52
Internist/specialist in internal medicine 4 27 0 31
Other 5 59 1 65
Total 87 541 3 631

Regarding the risk category (over 65), from the total number of respondents in this category
(227), 40.08% were diagnosed by a rheumatologist and 23.35% by a pain specialist (Table 11).

Table 11. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Pain specialist 1 0 7 22 50 40 13 133
Neurologist 0 4 4 15 24 16 16 79
Rheumatologist 0 11 25 61 83 65 26 271
GP 0 1 8 9 16 9 9 52
Internist 0 0 3 10 6 8 4 31
Other 0 2 8 14 20 11 10 65
Total 1 18 55 131 199 149 78 631

2.2.3. How long you were diagnosed with chronic pain?

Table 12. Distribution of the respondents

Total number of valid answers: 952

Answer choices Responses

less than six months 27 2.84%
seven months to 1 year 29 3.05%
1-3 years 138 14.50%
4-6 years 192 20.17%
6-10 years 154 16.18%

11
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over 10 years 404 42.44%
no diagnosis 8 0.84%
Total 952 100.00%
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Figure 7. How long you were diagnosed with chronic pain?

Table 12 and Figure 7 show that most of the respondents — 404 (42.44%) — were diagnosed
with chronic pain more than 10 years ago, while fewer than 3% were diagnosed in the last six
months and only 0.84% have no diagnosis.

2.3. Medication and treatment

The objective of this part of the study is to see how the Covid-19 pandemic has influenced the
way in which people suffering from chronic pain had access to medication and treatment.

2.3.1. Are you using medication for your pain condition at this moment?

Table 13. Distribution of the respondents

Total number of valid answers: 948

Answer choices Responses

Yes 756 79.75%
No 192 20.25%
Total 948 100.00%

12
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Figure 8. Are you using medication for your pain condition at this moment?

When the questionnaires were completed, from the total number of the respondents, 756
(79.75%), were using medication for their pain condition.

Regarding female respondents, (444) 82.07%, were using medication for their pain condition
(Table 14).

Table 15 shows that, of the total number of the respondents over 65 (risk category), 80.61%
were using medication for their pain condition.

Table 14. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
Yes 72 444 2 518
No 15 97 1 113
Total 87 541 3 631

600
500
400
H Yes

300 H No

200

Male Female Other

Figure 9. Distribution of the participants by gender
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Table 15. Distribution of the respondents by age

Total number of valid answers: 631

Age

Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 14 34 111 176 120 63 518
No 1 4 21 20 23 29 15 113
Total 1 18 55 131 199 149 78 631
200
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100

20 m No
60
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28 A :
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Figure 10. Distribution of the participants by age

2.3.2. Are you using prescribed medications?

Table 16. Distribution of the respondents

Total number of valid answers: 752

Answer choices Responses

Yes 700 93.09%
No 52 6.91%
Total 752 100.00%

6,91%

= Yes

No

93,09%

Figure 11. Are these prescribed medications?
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Of the total number of participants who are using medication for pain, most are using
prescribed medication, 700 (93.09%), and only 52 (6.91%) are not using prescribed
medication.

Table 17. Distribution of the respondents by country

Total number of valid answers: 463

Country
Answer choice Bulgaria France Germany Italy Netherland Spain UK Total
Yes 4 59 29 19 74 55 185 425
No 1 4 4 0 14 2 13 38
Total 5 63 33 19 88 57 198 463

With respect to the country, Table 17 shows that most of the respondents in each country
are using prescribed medication: 93.43% of the total number of British respondents, 84.09%
of Dutch respondents, and 93.65% of French respondents are using prescribed medication.

Table 18. Distribution of the respondents by gender

Total number of valid answers: 518

Gender
Answer choice Male Female Other Total
Yes 68 410 1 479
No 4 34 1 39
Total 72 444 2 518

Table 18 shows that 94% of men are using prescribed medication and 92.34% of women.

34.86% of the respondents who are using prescribed medication are between 51 and 65
(Table 19). Also, we may observe that of the total number of the respondents who are using
prescribed medication (479) the age groups 51-65 and over 65 are almost equally distributed
(34.86% - 34.44%).

Table 19. Distribution of the respondents by age

Total number of valid answers: 518

Age
Answer choice 18-25  26-35 36-50 51-65 66-75 >75 Total
Yes 9 31 107 167 111 54 479
No 5 3 4 9 9 9 39
Total 14 34 111 176 120 63 518
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2.3.3. Are you using over-the-counter medications that you can buy in a pharmacy?

When it comes to whether respondents are using over-the-counter (OTC) medications that
can be bought in a pharmacy, Table 20 and Figure 12, show that 186 (24.73%) say they are
using OTC medications and 566 (75.72%) are not.

Combined with the response to the question “Are you using prescribed medication?” (see
Table 16, Figure 11) where 93.09% reported using prescribed medication, we can see that at
least 17% of the respondents are using both. This fact could lead to unwanted situations.

Table 20. Distribution of the respondents

Total number of valid answers: 752

Answer choices Responses

Yes 186 24.73%
No 566 75.27%
Total 752 100.00%

= Yes

No

75,27%

Figure 12. Are these over-the-counter medications that you can buy in a pharmacy?

2.3.4. Has access to your medicines been harder during the pandemic?

Access to medicines was harder during the pandemic for only 25.75% of the respondents,
while 5.35% don’t know if access was harder or not (Table 21, Figure 13).

Table 21. Distribution of the respondents

Total number of valid answers: 804

Answer choices Responses

Yes 207 25.75%
No 554 68.91%
| don't know 43 5.35%
Total 804 100.00%

16
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Figure 13. Has access to your medicines been harder during the pandemic?

Table 22. Distribution of the respondents by country

Total number of valid answers: 562

Country
Answer choice Bulgaria France Germany Italy Netherland Spain UK Total
Yes 1 13 7 11 11 10 81 134
No 5 61 30 10 85 54 149 394
| don't know 0 5 1 2 15 0 11 34
Total 6 79 38 23 111 64 241 562

Table 22 shows the distribution of the respondents by country. Most of the respondents do
not consider that access to medication was harder during the pandemic. Of the total (394),
37.81% are British, 21.57% are Dutch and 15.48% are French. However, from the 23 responses
from Italy we see that 11 people report that they find it more difficult to access medication
during the pandemic that it was before.

Table 23 shows that of the total number of female respondents (537), for 25.32% the access
to medicine was harder in this time of pandemic. Regarding male respondents (87), 24.13%
reported that the access was harder.

Table 23. Distribution of the respondents by gender

Total number of valid answers: 627

Gender
Answer choice Male Female Other Total
Yes 21 136 1 158
No 66 365 2 433
| don't know 0 36 0 36
Total 87 537 3 627
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Regardless of age, access to medicine wasn’t harder for almost all categories. Only
respondents between 18-25 reported that access was harder. Regarding the category
considered at risk (over 65), of the total number of the respondents (226), only 18.14% found
access to medicines was harder.

Table 24. Distribution of the respondents by age

Total number of valid answers: 627

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 9 15 46 47 33 8 158
No 1 8 29 82 139 106 68 433
| don't know 0 1 11 3 10 10 1 36
Total 1 18 55 131 196 149 77 627

2.3.5. Are you afraid to take any prescribed medication because of the COVID-19
pandemic?

As shown in the Table 25 and Figure 14, 695 (86.34%) of the respondents who provided valid
answers to this question are not afraid to take any prescribed medication.

Table 25. Distribution of the respondents

Total number of valid answers: 805

Answer choices Responses

Yes 76 9.44%

No 695 86.34%

| don't know 34 4.22%

Total 805 100.00%
4,22% 9,44%

= Yes
No

I don't know

86,34%

Figure 14. Are you afraid to take any prescribed medication because of the COVID-19
pandemic?
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Table 26 shows that, from the total number of the respondents in each country, the fear of
taking prescribed medication was: Spain (17.18%), France (17.72%), Italy (8.69%),
Netherlands (5.40%), UK (5.00%) and Germany (2.63%).

Table 26. Distribution of the respondents by country

Total number of valid answers: 561

Country
Answer choice Bulgaria France Germany Italy Netherland Spain UK Total
Yes 2 14 1 2 6 11 12 48
No 4 63 36 19 101 47 219 489
| don't know 0 2 1 2 4 6 9 24
Total 6 79 38 23 111 64 240 561

Regarding gender, of the total number of female respondents, 86.77% are not afraid to take
any prescribed medication, while 8.56% are afraid and 4.65% don’t know (Table 27). 5.81%

of male respondents report being afraid to take medication, and 91.18% state they are not
afraid.

Table 27. Distribution of the respondents by gender

Total number of valid answers: 626

Gender
Answer choice Man Woman Other Total
Yes 5 46 0 51
No 81 466 3 550
| don't know 0 25 0 25
Total 86 537 3 626

86.66% of the respondents considered to be in the risk category (over 65) are not afraid to
take any prescribed medication (Table 28).

Table 28. Distribution of the respondents by gender

Total number of valid answers: 626

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 1 3 14 14 15 4 51
No 1 15 50 113 176 126 69 550
| don't know 0 2 2 4 6 8 3 25
Total 1 18 55 131 196 149 76 626
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2.3.6. Are you afraid to take any over-the-counter medication that you can buy in the
pharmacy because of the COVID-19 pandemic?

As in the previous question, Table 29 and Figure 15 show that most of the respondents, 675
(83.44%) are not afraid to take any over-the -counter (OTC) medication.

Table 29. Distribution of the respondents

Total number of valid answers: 809

Answer choices Responses

Yes 98 12.11%

No 675 83.44%

| don't know 36 4.45%

Total 809 100.00%
4,45% 12,11%

= Yes

No

| don't know

83,44%

Figure 15. Are you afraid to take any over-the-counter medication that you can buy in the
pharmacy because of the COVID-19 pandemic?

Concern about taking OTC medication is reported as: Spain 29.41%, UK and France 22.05%,
Netherlands 13.23%, and Italy 7.35%.

84.94% of female respondents (Table 31) and 82.30% of the risk category (over 65) (Table 32),
are not afraid.

Table 30. Distribution of the respondents by country

Total number of valid answers: 562

Country
Answer choice Bulgaria France Germany Italy Netherland Spain UK Total
Yes 2 15 2 5 9 20 15 68
No 4 63 33 17 99 38 217 471
| don't know 0 1 3 1 3 6 9 23
Total 6 79 38 23 111 64 241 562
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Table 31. Distribution of the respondents by gender
Total number of valid answers: 628
Gender
Answer choice Male Female Other Total
Yes 11 63 0 74
No 69 457 3 529
| don't know 7 18 0 25
Total 87 538 3 628
Table 32. Distribution of the respondents by age
Total number of valid answers: 628
Age

Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 1 4 13 23 23 10 74
No 1 17 50 112 163 121 65 529
| don't know 0 0 1 6 11 5 2 25
Total 1 18 55 131 197 149 77 628

2.3.7. Since the beginning of the COVID pandemic, have you experienced delays or

obstacles in accessing any of the following

In this question, the respondents could choose as many answers as they wanted. In total,
there were 811 responses with one choice, and/or two choices or more. Table 33 and Figure
16 show the number of responses in the case of each possible answer that was offered.
We may observe that top three obstacles or delays reported by the respondents are:

e Appointments with healthcare professionals — 67.69%

e Treatments/interventions —33.66%
e None of the suggested — 28.37%.

Table 33. Distribution of the respondents

Total number of valid answers: 811

Answer choices Responses

An appointment with an HCP 549 67.69%
A medical device or medical equipment 59 7.27%
A treatment intervention 273 33.66%
Hospitalisation 101 12.45%
Your medicine(s) 158 19.48%
None of the above 230 28.37%
Other See below:

Comments in the open text box for “other” included:
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“I canceled an appointment with a specialist due to the lockdown, and they did not
understand why | would do that!”

17 x Physiotherapy, masseuse, Pilates, exercise class, heat therapy

10 x Tests (diagnostic) including re cancer, control of diabetes, pneumology re asthma:
“Delay in tests that supposedly | had to have rapidly.”

6 x Surgery

5 x Medical swimming/pool rehabilitation: “No hydrotherapy (It is all closed in Belgium
but also in Germany)”

5 x imaging appointments: MRR, Echo, Xray

4 x Non-pain related appointments for other problems (cataracts, heart, lungs);
Gynecology, ENT, GP

3 x Wheelchair services, foot healthcare, social care help, degree of Disability
Assessment, social worker

3 x Pain management program, injections

2 x Osteopath/chiropractic

Hospital Investigations also many issues in accessing medical appointments and
support of multi-disciplinary team. Was already experiencing issues pre-pandemic but
subsequently due to Covid pandemic there have been many further issues and
challenges accessing healthcare and hospital investigations and treatments.

I have 3 different consultants and all 3 have had to cancel their clinic so have not seen
any medical staff since Feb 2020. | usually am monitored every 3 months.

Transport to appointments

| would have liked to have met my cardiologist but did not feel it was safe to make an
appointment due to COVID-19.

Further tests and scans re my brain tumor which was diagnosed the week before
lockdown.
Health center emergencies
549
273
230
101
59
An appointment A medical device A treatment Hospitalisation Your medicine(s) None of the above
with an HCP or medical intervention (Other)

equipment

Figure 16. Since the beginning of the COVID pandemic, have you experienced delays or

obstacles in accessing any of the following...?
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2.3.8. Ifyou had an appointment with a healthcare professional and you decided to cancel
that appointment, why did you cancel it?

For the patients suffering from chronic pain, checking their health periodically is very
important. When the Covid-19 pandemic started, their behavior changed. The survey
included questions on what changes to their behavior regarding the appointments with their
doctors or healthcare professionals’ patients with chronic pain made.

There were 805 valid answers to this question. Table 34 and Figure 17 show some of the
reasons that contributed to canceling appointment.

The top three reasons given by patients for cancelling appointments are:
e Don't want to tire them —10.68%
Afraid to go to hospital —9.69%
Other (there was no facility to comment) - 15.03%
Not relevant (i.e. they had no appointment) was reported by — 59.13%

Table 34. Distribution of the respondents

Total number of valid answers: 805

Answer choices Responses

| am afraid to go outdoors (1) 32 3.98%

| am afraid to go to hospital (2) 78 9.69%

| don't trust digital communication (3) 12 1.49%

| don't want to tire them with my problems in this period (4) 86 10.68%
Other (5) 121 15.03%
Not relevant (6) 476 59.13%
Total one choice 805 100.00%

3,98%

9,69%

= I'm afraid to go outdoors

1,49%
= I'm afraid to go to hospital

10,68% , . R
I don't trust digital communication
| don't want to tire them with my
problems in this period
59,13%
= Other
15,03%

= Not relevant

Figure 17. If you had an appointment with a healthcare professional and you decided to
cancel that appointment, why did you cancel it?
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Table 35. Distribution of the respondents by country
Total number of valid answers: 564
Country
I-:rl::\;\;eer Bulgaria France  Germany Italy Netherlands Spain UK Total
(1) 0 5 2 2 13 26
(2) 1 7 6 9 6 10 a4
(3) 0 0 0 0 4 5 11
(4) 1 12 1 2 14 12 20 62
(5) 4 9 24 10 12 12 11 82
(6) 0 50 2 0 78 27 182 339
Total 6 79 38 23 113 64 241 564

Table 35 shows that after the options ‘no appointment’, the response for ‘other’ 82 (14.54%)
was the highest response. This was surprising, since the authors of the survey thought they
had offered all the most likely options.

As with the fear of taking medication, the response to the choices in this question varied a
great deal between countries and between options:

| don't want to .tire t.hem }Nith my problems I'm afraid to go to hospital
in this period
Bulgaria 16.67% 16.67%
France 15.19% 8.86%
Germany 2.63% 15.79%
Italy 8.70% 39.13%
Netherlands 12.39% 4.42%
Spain 18.75% 9.38%
U.K. 8.30% 4.15%
Table 36. Distribution of the respondents by gender
Total number of valid answers: 631
Gender
Answer choice Male Female Other Total
(1) 4 23 0 27
(2) 8 40 0 48
(3) 2 9 0 11
(4) 9 62 0 71
(5) 14 77 0 91
(6) 50 330 3 383
Total 87 541 3 631
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Regarding the distribution with respect to gender, Table 36 shows that from the total number
of female respondents (541), 330 (61.00%) had no appointment, 40 (7.40%) were afraid to go
to the hospital, while 77 (14.23%) had other reasons to cancel such an appointment.

The distribution for cancelling appointments - and this includes all those who gave ‘other’ as
their reason: 39% of the total number of female respondents had cancelled, men 42.53%.

Table 37. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
(1) 0 2 4 3 10 6 2 27
(2) 0 0 3 10 19 11 5 48
(3) 0 0 2 2 3 2 2 11
(4) 0 5 8 16 22 15 5 71
(5) 0 0 4 21 29 25 12 91
(6) 1 11 34 79 116 90 52 383
Total 1 18 55 131 199 149 78 631

Table 37 shows the distribution of the respondents with respect to age. Since the age group
51-65 is well represented in this study, we may observe that from the total number of
respondents in this age group (199), for 116 (58.29%) the reasons presented are not relevant
meaning that they had no appointment, while only 10 (5.02%) are afraid to go outdoors and
19 (9.54%) are afraid to go to hospital.

Regarding the risk category (over 65), of the total number of respondents in this group, 8.81%
cancelled appointments because they want to ‘tire them with my problems in this period’ and
7.05% because they were afraid to go to hospital. This compares to 12.90% and 6.99% for
these choices in the 26—-50-year-olds.

2.3.9. Thinking of access overall, how difficult, or easy has it been to obtain the healthcare
and services you needed since the beginning of the pandemic?

When it comes to access to healthcare in times of pandemic, for 35.24% of the respondent’s
access was the same as usual, while for 48.07% access was difficult or very difficult (Table 38,
Figure 11).

Table 38. Distribution of the respondents

Total number of valid answers: 803

Answer choices Responses

Very easy 33 4.11%
Easy 101 12.58%
Same as usual 283 35.24%
Difficult 266 33.13%
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Very difficult 120 14.94%
Total 803 100.00%
4,11%
14,94%
12,58%
= Very easy
Easy

Same as usual
Difficult

Very difficult
33,13%

35,24%

Figure 18. Thinking of access overall, how difficult, or easy has it been to obtain the
healthcare and services you needed since the beginning of the pandemic?

Table 39. Distribution of the respondents by country

Total number of valid answers: 564

Country
Answer choice Bulgaria France Germany Italy Netherlands  Spain UK Total
Very easy 0 3 4 1 4 1 7 20
Easy 3 18 11 3 12 7 20 74
Same as usual 0 38 14 8 48 16 77 201
Difficult 2 14 5 4 46 27 88 186
Very difficult 1 6 7 3 13 49 83
Total 6 79 38 23 113 64 241 564

Table 39 shows that 137 (56.84%) of the British found that access to healthcare in these times
was difficult or very difficult. On the other hand, almost half of the Dutch, 48 (42.47% of the
total number) consider that the access to healthcare was the same as usual.

With respect to the gender, Table 40 shows that for 268 females (49.53% of them), the access
was difficult or very difficult.
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Table 40. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Country Male Female Other Total
Very easy 5 18 0 23
Easy 15 62 0 77
Same as usual 31 193 1 225
Difficult 24 187 2 213
Very difficult 12 81 0 93
Total 87 541 3 631

Regarding age, if we consider the group considered to be at risk (over 65), of the total number

of respondents (227), for 45.37% access was difficult or very difficult (Table 41).

Table 41. Distribution of the respondents by age

Total number of valid answers: 631

Age
Country <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Very easy 0 1 0 5 8 4 5 23
Easy 0 2 5 11 19 25 15 77
Same as usual 1 5 22 40 82 50 25 225
Difficult 0 6 21 59 52 52 23 213
Very difficult 0 4 7 16 38 18 10 93
Total 1 18 55 131 199 149 78 631

2.3.10. Where or how are you currently receiving your pain management?

For this question, respondents could choose as many answers as they wanted. In total, there
were 810 responses. Table 42 and Figure 19 show the number of responses in the case of

each provider of pain management that was given as an option.

Top three sources of patients’ pain management are:
e General practitioner/family doctor — 50%
e Self-management —38.77%
e Painclinicin local hospital - 15.31%

However, not getting any care was reported by 16.05%.
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Table 42. Distribution of the respondents

Total number of valid answers: 810

Answer choices Responses
General practitioner or family doctor 405 50.00%
Local health centre 47 5.80%
Pain clinicin a local hospital 124 15.31%
Pain clinic in a university hospital 82 10.12%
Private hospital 48 5.93%
Self-management supported by my association 48 5.93%
Self-management 314 38.77%
| am not getting any care 130 16.05%
450 405
400
350 314
300
250
200
150 124 130
100 82
47 48 48
50
0
General Local health Pain clinicin Pain clinicin Private Self Self I am not
practitioner centre a local a university hospital management management getting any
or family hospital hospital supported by care
doctor my
association

Figure 19. Where or how are you currently receiving your pain management?

2.3.11. Since the pandemic has started, how frequent is your therapy?

As stated above, the pandemic changed many of our habits. Access to healthcare became a
more difficult. Therefore, is important to see if and how the pandemic changed the frequency
of the therapy that the people suffering from chronic pain are receiving. Table 43 and Figure
20 show that many respondents had no therapy, 304 (37.86%). However, over a quarter
(26.15%) are still getting therapy 1-5 times a year, and 12.08% are still getting weekly therapy.

Table 43. Distribution of the respondents

Total number of valid answers: 803

Answer choices Responses
Once a week 97 12.08%
More often than once a week 73 9.09%
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26-51 times per year 39 4.86%
13-25 times per year 80 9.96%
1-5 times per year 210 26.15%
Not relevant 304 37.86%
Total one choice 803 100.00%
350
304
300
250
200
150
100 73 80
0
Once aweek More oftenthan 26-51 times per 13-25 times per 1-5 times per year Not relevant
once a week year year
Figure 20. Since the pandemic has started, how frequent is your therapy?
Table 44. Distribution of the respondents by country
Total number of valid answers: 564
Country
Answer choice Bulgaria  France Germany Italy Netherlands Spain UK Total
Once a week 1 10 7 6 19 14 7 64
More often than 1 15 9 10 12 3 9 59
once a week
26-51 times per year 0 3 2 0 7 7 6 25
13-25 times per year 1 7 7 15 13 14 59
1-5 times per year 0 20 4 1 20 27 67 139
Not relevant 3 24 9 40 0 138 218
Total 6 79 38 23 113 64 241 564

Table 44 shows that of the total number of the respondents, 138 British people (24.46%) had
no therapy. The number represents 57.26% of the total British people who provided an
answer to this question.

With respect to the gender, 207 women (38.26% of the total number of females and 32.80%

from the total number of the respondents), the pandemic has produced no change in the
frequency of the therapy (Table 45).
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Table 45. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
Once a week 15 58 0 73
More often than once a week 13 50 0 63
26-51 times per year 2 27 0 29
13-25 times per year 7 59 0 66
1-5 times per year 23 140 1 164
Not relevant 27 207 2 236
Total 87 541 3 631

Table 46 shows that of the total number of respondents considered to be in a risk category
(over 65), 38.32% consider that was no change in the frequency of their therapy.

Table 46. Distribution of the respondents by age

Total number of valid answers: 631

Age
Country <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Once a week 0 2 4 5 27 24 11 73
More often than once a week 6 15 19 13 9 63
26-51 times per year 3 9 12 3 2 29

4 17 19 15 8 66
14 38 53 38 17 164
24 47 69 56 31 236

18 55 131 199 149 78 631

1-5 times per year
Not relevant

(bW O

0
0
13-25 times per year 0
0
1
1

Total

2.3.12. If you received home care (washing, changing bandages, etc) is this being continued
in the same way as before Covid-19?

Many of the people suffering from chronic pain receive home care due to their condition.
Therefore, is interesting to see how the pandemic produced changes in receiving such care.

Table 74 and Figure 21 show that for 88.38% of the respondents the question was not
relevant, meaning they didn’t receive home care, while for 48 (6%) the home care continued
in the same way as before the pandemic started, while for 3.88% this care had stopped.

Table 47. Distribution of the respondents

Total number of valid answers: 800

Answer choices Responses
Yes 48 6.00%
Partly 14 1.75%
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No 31 3.88%
Not relevant 707 88.38%
Total 800 100.00%
6,00%
1,75%
3,88%
= Very easy
Easy

88,38%

Same as usual

Difficult

Figure 21. If you received home care (washing, changing bandages, etc) is this being

continued in the same way as before Covid-19?

Table 48. Distribution of the respondents by country

Total number of valid answers: 564

Country
Answer choice Bulgaria France Germany Italy Netherlands  Spain UK Total
Yes 2 4 4 1 16 0 7 34
Partly 0 0 1 0 5 0 3 9
No 0 4 0 1 2 7 8 22
Not relevant 4 71 33 21 90 57 223 499
Total 6 79 38 23 113 64 241 564

Table 48 shows that from the total number of British respondents, 92.53% didn’t receive

homecare and for 3.32% the home care stopped during the pandemic.

Regarding the gender and the age, Table 49 and Table 50 show that, from the total number
of female respondents, 87.98% didn’t receive homecare and also 84.14% of the respondents
in the risk category (over 65).
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Table 49. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
Yes 5 34 0 39
Partly 0 9 1 10
No 2 22 0 24
Not relevant 80 476 2 558
Total 87 541 3 631
Table 50. Distribution of the respondents by age
Total number of valid answers: 631
Age

Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 0 1 6 11 11 10 39
Partly 0 1 1 1 4 3 10
No 1 2 6 7 7 1 24

Not relevant

17 51 118 180 127 64 558

Total

== (OO

18 55 131 199 149 78 631

2.3.13. Since the pandemic has started, how frequently has homecare been occurring?

Table 51. Distribution of the respondents

Total number of valid answers: 801

Answer choices Responses

Once a week 32 4.00%
More often than once a week 30 3.75%
26-51 times per year 0.50%
13-25 times per year 3 0.37%
1-5 times per year 1.12%
Not relevant 723 90.26%
Total 801 100.00%

Regarding the frequency of the homecare, 723 (90.26%) found the question to be not
relevant, meaning that they did not need any homecare.
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800 723
700
600
500
400
300
200

100 32 30
0 | ——

4 3 9

Once a week More often than 26-51 times per 13-25 times per 1-5 times per  Not relevant
once a week year year year

Figure 22. If you received home care (washing, changing bandages, etc) is this being
continued in the same way as before Covid-19?

Tables 52, 53 and 54 show the distribution of the respondents with respect to the country,
gender and age, didn’t need home care:

e 93.77% of British respondents.

e 89.64% of female respondents.

e 87.22% of the risk category (over 65).

Table 52. Distribution of the respondents by country

Total number of valid answers: 564

Country

Answer choice Bulgaria  France Germany Italy Netherlands Spain UK Total
Once a week 2 1 1 1 17 1 3 26
More often than 0 3 4 1 4 0 7 19
26-51 times per year 0 1 0 0 1 1 0 3
13-25 times per year 0 0 0 0 1 0 0 1
1-5 times per year 0 2 0 0 0 0 5 7
Not relevant 4 72 33 21 90 62 226 508

Total 6 79 38 23 113 64 241 564
Table 53. Distribution of the respondents by gender
Total number of valid answers: 631
Gender

Answer choice Male Female Other Total
Once a week 0 27 0 27
More often than once a week 4 18 1 23
26-51 times per year 1 2 0 3
13-25 times per year 0 2 0 2
1-5 times per year 1 7 0 8
Not relevant 81 485 2 568
Total 87 541 3 631
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Table 54. Distribution of the respondents by age

Total number of valid answers: 631

Age
Country <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Once a week 0 0 1 3 9 6 8 27
More often than onceaweek 0 0 2 5 6 6 4 23
26-51 times per year 0 0 0 1 0 0 2 3
13-25 times per year 0 0 0 1 0 1 0 2
1-5 times per year 0 0 1 3 2 1 1 8
Not relevant 1 18 51 118 182 135 63 568
Total 1 18 55 131 199 149 78 631

2.4. Feelings and psychological state

The Covid-19 pandemic suddenly appeared, causing the world to stop. Everything that
seemed normal before had to be re-evaluated. A walk, a meeting with friends, a movie, a
restaurant meal became impossible. These sudden changes have affected the psyche of
everyone, whether they are healthy or suffering from any sort of disease. The purpose of this
section of the survey is to evaluate these effects on those suffering from chronic pain.

2.4.1. How would you rate your quality of life before the pandemic, while living with
chronic pain?

In general, chronic disease and chronic pain cause changes in the quality of life. Therefore, it
is important to see how chronic pain is affecting the lives of the respondents by measuring
the reduction in their quality of life.

Table 55 and Figure 23 show the distribution of the respondents by the rating that they gave
to their quality of life before the pandemic.

Table 55. Distribution of the respondents

Total number of valid answers: 803

Answer choices Responses
0 8 1.00%
1 8 1.00%
2 37 4.61%
3 62 7.72%
4 89 11.08%
5 158 19.68%
6 158 19.68%
7 153 19.05%
8 98 12.20%
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9 26 3.24%
10 6 0.75%
Total 803 100.00%

* 0 represents no QoL and 10 represents the excellent QoL.
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Figure 23. How would you rate your quality of life before the pandemic, while living with
chronic pain?

The average rating given by the respondents to their QoL before the pandemic is 5.61 which
can be considered a satisfactory quality of life. 50% of the respondents estimate that the level
of the quality of life, before the pandemic, was between 4 and 7.

Table 56 show the distribution of the respondents by country. Top three countries with a
satisfactory QoL (a score of 5-6) before the pandemic, shown as a percentage of the
respondents from these countries, are:

e United Kingdom — 38.59% (16.49% of the total number of the respondents).

e Netherlands —41.59% (8.33% of the total number of the respondents).

e France —39.24% (5.50% of the total number of the respondents).

Table 56. Distribution of the respondents by country

Total number of valid answers: 564

Quality of life
Country O 1 2 3 4 5 6 7 8 9 10 Total
Bulgaria O 0 1 o0 1 0 1 2 0 0 1 6
France 0O 2 5 3 11 15 16 17 7 2 1 79
Germany 0O O 0 4 3 12 6 7 6 0 0 38
Italy 2 0 0 4 3 4 3 4 2 1 0 23
Netherlands O 0 1 4 10 18 29 31 17 3 0 113
Spain 1 0 2 10 10 12 13 7 9 0 0 64
United Kingdom 2 3 14 20 31 50 43 41 23 12 2 241
Total* 5 5 23 45 69 111 111 109 64 18 4 564

* 0 represents no QoL and 10 represents the excellent QoL.
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Regarding the gender of the respondents, 409 females (75.60%) of the total number of female
respondents) declared a satisfactory to excellent QoL (a score of 5-10), while 54 (62.07%) of
men reported the same level of QoL (Table 57).

Table 57. Distribution of the respondents by gender

Total number of valid answers: 631

Quality of life
Gender o 1 2 3 4 5 6 7 8 9 10 Total
Male 0 1 14 15 15 14 15 8 2 0 87
Female 5 5 22 37 63 106 111 103 66 19 4 541
Other 0O 0 O oO 0 2 0 1 0 0 0 3
Total 5 6 25 51 78 123 125 119 74 21 4 631

* 0 represents no QoL and 10 represents the excellent QoL.

Table 58 shows that from the total number of the respondents considered to be at risk (over
65), 86 (37.88%) declared a satisfactory QolL. Regarding the respondents considered to be
active (26-65), 40% from this category declared a satisfactory Qol before the pandemic.
Comparing with the average rating

e 52.99% from the total respondents in the active group, rated over the average.

e 55.95% from the total respondents in the risk group, rated over the average.

Table 58. Distribution of the respondents by age

Total number of valid answers: 631

Quality of life

Age 0o 1 2 3 4 5 6 7 8 9 10 Total*
<18 0O 0 O 0 1 0 0 0 0 0 0 1
18-25 0 1 1 1 1 2 6 2 3 1 0 18
26-35 2 0 1 1 7 16 9 13 6 0 0 55
36-50 0O 0 5 8 11 27 29 28 18 3 2 131
51-65 3 2 11 22 31 34 39 29 23 5 0 199
66-75 0 3 6 10 20 28 27 30 19 5 1 149
>75 0 0 1 9 7 16 15 17 5 7 1 78
Total* 5 6 25 51 78 123 125 119 74 21 4 631

* 0 represents no QoL and 10 represents the excellent QoL.
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2.4.2. How would you rate your quality of life now that we are living in a pandemic?

Table 59 and Figure 24 show the distribution of the respondents by the rating that they gave
to their quality of life during the pandemic.

Table 59. Distribution of the respondents

Total number of valid answers: 800

Answer choices* Responses
0 28 3.50%
1 71 8.88%
2 88 11.00%
3 133 16.63%
4 146 18.25%
5 138 17.25%
6 80 10.00%
7 50 6.25%
8 32 4.00%
9 21 2.63%
10 13 1.63%
Total 800 100.00%

* 0 represents no QoL and 10 represents the excellent QolL.
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Figure 24. How would you rate your quality of life now that we are living in a pandemic?

A decrease in this rating is to be expected at this time, and Table 59 and Figure 24 do indeed
show this reduction in the quality of life. During the pandemic, the average rating for the
quality of life is 4.15 points and 50% of the respondents had rated their quality of life between

3 and 5 points.

If we represent the ratings for the quality of life before and in times of pandemic, we obtain
a mirror image (Figure 25).
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Figure 25. Quality of life before and in times of pandemic

Tables 60 shows the distribution of the respondents by country. Top three countries were
most of the respondents rated their QoL below the average is the same with the one
presented in the previous section:

e United Kingdom — 64.73% (27.66% of the total number of respondents).

e France—55.96% (7.98% of the total number of respondents).

e Netherlands —38.94% (7.80% of the total number of respondents).

Table 60. Distribution of the respondents by country

Total number of valid answers: 564

Quality of life

Country o 1 2 3 4 5 6 7 8 9 10 Total
Bulgaria o 1 1 0 2 0 1 1 0 0 0 6
France 1 1 9 16 18 14 10 5 1 4 0 79
Germany 0 2 4 7 9 11 1 3 0 1 0 38
Italy 2 1 3 8 3 0 1 3 2 0 0 23
Netherlands 0O 2 6 10 26 27 23 9 8 2 0 113
Spain 3 9 6 15 10 9 5 3 3 1 0 64
United Kingdom 17 34 35 32 38 33 18 11 10 6 7 241
Total* 23 50 64 88 106 94 59 35 24 14 7 564

* 0 represents no QoL and 10 represents the excellent QoL.
In figures 25a-25f, we can see each country with showing the of QoL before the pandemic

compared to the QoL now, after a year of pandemic. In each country, it is evident how much
lower respondents find their QoL currently.
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Figures 25a-25f: The before and during Quality of Life for each country

Compared to the average rating, 58.41% of the total number of female respondents (50.08%
of the total number of respondents) declared a QoL below the average (Table 61).

Table 61. Distribution of the respondents by gender

Total number of valid answers: 631

Quality of life
Gender o 1 2 3 4 5 6 8 9 10 Total
Male 5 9 10 18 16 7 6 4 3 2 87
Female 20 45 61 88 102 94 57 32 21 14 7 541
Other 0O 0O O 0 1 2 0 0 0 0 0 3
Total 25 54 71 106 119 103 63 39 25 17 9 631

* 0 represents no QoL and 10 represents the excellent QoL.
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Figure 26. Quality of life before and in times of pandemic for male respondents
120

111
102 106 103
94
100 .8
8
66
61 63
; 57
45
37
4 32
20 22 21 19
2 14
A -
= |
0 1 2 3 4 5 6 7 8 9 10

W Before M During

o

o

o

o

o

Figure 27. Quality of life before and in times of pandemic for female respondents

Table 62. Distribution of the respondents by age

Total number of valid answers: 631

Quality of life

Age o 1 2 3 4 5 6 7 8 9 10 Total*
<18 0O 0 1 0 0 0 0 0 0 0 1
18-25 1 1 3 2 6 2 2 0 1 0 0 18
26-35 1 2 8 12 10 7 6 3 4 2 0 55
36-50 4 6 13 23 22 29 13 10 5 2 4 131
51-65 14 18 23 30 39 34 14 9 9 6 3 199
66-75 3 21 15 24 30 19 17 12 5 1 2 149
>75 2 6 8 15 12 12 11 5 1 6 0 78
Total* 25 54 71 106 119 103 63 39 25 17 9 631

* 0 represents no QoL and 10 represents the excellent QoL.
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Considering the risk category (over 65), of the total number of the respondents in this group
(227), 59.91% declared a rating of QoL below the average. Regarding the respondents
considered to be active (26-65), 58.44% of this category declared a rating of QoL below the
average (Table 62).
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Figure 28. Quality of life before and in times of pandemic for age 51-65 age segment

2.4.3. Has the Covid-19 pandemic affected your mood?

Table 63 and Figure 29 show how the mood of the respondents changed during the Covid-19
pandemic. For most — 530, representing 66.00% of total number of the respondents — the
mood in times of pandemic is ‘worse’ or ‘much worse’. For 30.64% there was no change in
the mood and for 3.36% the actual mood is better compared to how they felt before the
pandemic started.

Table 63. Distribution of the respondents

Total number of valid answers: 803

Answer choices Responses

It is much worse 148 18.43%
Itis worse 382 47.57%
Itis the same 246 30.64%
It is better 25 3.11%
It is much better 2 0.25%
Total 803 100.00%
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Figure 29. Has the Covid-19 pandemic affected your mood?

Table 64 shows the distribution of respondents by gender. From the total number of the
respondents, 360 (57.05%) are females for whom the mood became ‘worse’ or ‘much worse’
during the pandemic. This number represents 66.54% of the total number of female
respondents. Only 23 respondents (0.95% male and 2.69% female) report that their mood is
‘better’ or ‘much better’.

Table 64. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choices Male Female Other Total
It is much worse 11 103 0 114
It is worse 39 257 1 297
Itis the same 31 164 2 197
It is better 4 17 0 21
It is much better 2 0 0 2
Total 87 541 3 631

Table 65 shows the distribution of the respondents by age. For 64.67% of the respondents
between 26 and 65, the mood is ‘worse’ or ‘much worse’. For 63.43% of the respondents over
65, the mood is ‘worse’ or ‘much worse’ (Table 65).

Table 65. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choices <18 18-25 26-35 36-50 51-65 66-75 >75 Total
It is much worse 0 7 16 18 33 30 10 114
It is worse 1 10 22 68 92 74 30 297
Itis the same 0 0 15 40 64 43 35 197
It is better 0 1 2 5 9 2 2 21
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It is much better 0 0 0 0 1 0 1 2
Total 1 18 55 131 199 149 78 631

Table 66 presents the rating for the Qol given by the respondents during the pandemic and
the mood. 69.05% of the total number of the respondents who said that their mood during
the pandemic is ‘worse’ or ‘much worse’ (45.75% of the total number of respondents)
provided a rating for QoL below the average. Still, there are 30.94% (20.50% of the total
number of the respondents) for whom the rating was over the average rating.

Table 66. Distribution of the respondents by QoL during pandemic

Total number of valid answers: 800

Quality of life
Mood o 1 2 3 4 5 6 7 8 9 10 Total
Itis muchworse 15 36 33 25 18 5 3 5 1 5 148
Itis worse 9 28 45 73 84 71 33 14 11 7 382
It is the same 4 7 10 34 42 58 38 25 16 10 1 245
It is better 0 O 0 1 2 4 6 6 2 2 0 23
Itismuchbetter 0 0 0 O 0 0 0 0 0 2
Total 28 71 88 133 146 138 80 50 32 21 13 800
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Figure 30. The change in mood and QoL during the pandemic
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2.4.4. Has the Covid-19 pandemic affected your pain intensity?

Table 67. Distribution of the respondents

Total number of valid answers: 801

Answer choices Responses

It is much worse 95 11.86%
It is worse 338 42.20%
It is the same 344 42.95%
It is better 22 2.75%
It is much better 2 0.25%
Total 801 100.00%

2,75% 0,25%

11,86%
= |t is much worse
It is worse
42,95% It is the same
It is better
It is much better
42,20%

Figure 31. Has the Covid-19 pandemic affected your pain intensity?

Regarding pain intensity, Table 67 and Figure 31 show that for 433 representing 54.05% of
total number of respondents the pain is worse or much worse. For 42.95% it is the same and
for 3% the intensity of pain decreased.

Table 68. Distribution of the respondents by gender
Total number of valid answers: 631

Gender
Answer choices Male Female Other Total
Itis much worse 6 66 0 72
It is worse 32 228 2 262
Itis the same 44 236 1 281
Itis better 5 11 0 16
Total 87 541 3 631

Table 68 shows the distribution of the respondents by gender. From the total number of the
respondents, 294 (46.59%) are females for whom the pain intensity became worse or much
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worse during the pandemic. This represents 54.34% of the total number of female
respondents. Only for 16 respondents (0.79% male and 1.74% female) did the pain intensity
decrease during the pandemic.

Table 69. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choices <18 18-25 26-35 36-50 51-65 66-75 >75 Total
It is much worse 0 4 5 14 25 18 6 72
It is worse 0 12 26 51 77 71 25 262
It is the same 0 2 19 63 94 58 45 281
It is better 1 0 5 3 3 2 2 16
Total 1 18 55 131 199 149 78 631

Table 69 shows the distribution of respondents by age. For 52.86% of the respondents over
65, the pain is worse or much worse. For 51.42% of the respondents between 26 and 65, the
pain is worse or much worse.

Table 70. Distribution of the respondents by QoL during pandemic

Total number of valid answers: 800

Quality of life

Pain intensity o 1 2 3 4 5 6 7 8 9 10 Total
Itis muchworse 13 21 11 18 10 7 2 9 95
It is worse 6 32 51 70 59 62 27 16 9 4 2 338
It is the same 9 18 25 44 75 68 43 30 17 13 2 344
It is better 0O O 1 1 2 1 8 3 4 2 0 22
Itismuchbetter 0 O O 0 0 0 0 0 1 0 0 1
Total 28 71 88 133 146 138 80 50 32 21 13 800
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Figure 32. The change in pain intensity and QoL during the pandemic
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Table 70 presents the rating for the Qol given by the respondents during the pandemic and
the pain intensity. 67.20% of the total number of the respondents who said that the pain
intensity during the pandemic is worse or much worse (36.37% of the total number of the
respondents) provided a rating for QoL below the average. Still, there are 32.80% (17.75% of
the total number of the respondents) for whom the rating was over the average rating.

2.4.5. Has the Covid-19 pandemic affected how pain interferes with your daily routines?

For the patients suffering from chronic pain, daily routines are, in general, influenced by pain
intensity. Table 71 and Figure 33 show that for 31.96% the interference of pain in daily routine
is the same in times of pandemic as it was before. 35.33% declared that the pain interferes
somewhat and for 29.21% the pain interferes a great deal with daily routines.

Table 71. Distribution of the respondents

Total number of valid answers: 801

Answer choices Responses

It interferes a great deal 234 29.21%
It interferes somewhat 283 35.33%
It is the same 256 31.96%
It interferes less 22 2.75%
It interferes much less 6 0.75%
Total 801 100.00%

2,75% _0,75%

m |t interferes a great deal
31,96%

It interferes somewhat

It is the same

It interferes less

It interferes much less

35,33%

Figure 33. Has the Covid-19 pandemic affected how pain interferes with your daily
routines?
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Table 72. Distribution of the respondents by gender

Total number of valid answers: 631

Gender

Answer choices Male Female Other Total
It interferes a great deal 19 165 1 185
It interferes somewhat 35 194 1 230
It is the same 32 164 1 197
It interferes less 1 14 0 15
It interferes much less 0 4 0 4
Total 87 541 3 631

Table 72 shows the distribution of the respondents by gender. Of the total number of female
respondents, 359 (66.35%) declared that the pain interfered in some way with the daily
routines. This number represents 56.89% of the total number of respondents. Only for 18
female respondents (3.32%) was the interference less or much less.

Table 73. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choices <18 18-25 26-35 36-50 51-65 66-75 >75 Total
It interferes a great deal 0 8 14 35 64 46 18 185

It interferes somewhat 0 8 24 47 70 56 25 230

It is the same 1 2 13 46 60 41 34 197

It interferes less 0 0 2 3 4 5 1 15

It interferes much less 0 0 2 0 1 1 0 4
1

Total 18 55 131 199 149 78 631

Table 73 shows the distribution of the respondents by age. For 65.97% of the respondents
between 26 and 65, the pain interfered in a way with the daily routines. For 63.87% of the
respondents over 65, the pain interfered in a way with the daily routines.

2.4.6. Has the Covid-19 pandemic affected how you sleep?

Regarding the way in which the pandemic affected the sleep of patients suffering from chronic
pain, 54.00% declared that they sleep worse or much worse. For 43.50% sleep is the same as
before the pandemic and only for 2.50% has sleep improved during the pandemic (Table 74,
Figure 34).
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Table 74. Distribution of the respondents

Total number of valid answers: 800

Answer choices Responses

It is much worse 163 20.38%
It is worse 269 33.63%
It is the same 348 43.50%
It is better 20 2.50%
Total 800 100.00%

2,50%
20,38%

® |t is much worse
It is worse

43,50%

It is the same

It is better

33,63%

Figure 34. Has the Covid-19 pandemic affected how you sleep?

Table 75. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choices Male Female Other Total
It is much worse 13 108 1 122
Itis worse 21 190 1 212
Itis the same 52 229 1 282
It is better 1 14 0 15
Total 87 541 3 631

Table 75 shows the distribution of the respondents by gender. Of the total number of
respondents, 298 (47.22%) are females for whom sleep became worse or much worse during
the pandemic. This number represents 55.08% of the total number of female respondents.
For 46.90% (8.39% male and 38.51% female) sleep during the pandemic is the same or better.
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Table 76. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choices <18 18-25 26-35 36-50 51-65 66-75 >75 Total
It is much worse 0 6 11 23 40 33 9 122
It is worse 1 9 19 48 62 56 17 212
It is the same 0 3 23 58 92 54 52 282
It is better 0 0 2 2 5 6 0 15
Total 1 18 55 131 199 149 78 631

Table 76 shows the distribution of the respondents by age. For 47.28% of the respondents
between 26 and 65, sleep during the pandemic is the same or better. For 50.66% of the
respondents over 65, sleep during the pandemic is worse or much worse.

Table 77. Distribution of the respondents by QoL during pandemic

Total number of valid answers: 800

Quality of life

Sleep

o 1 2 3 4 5 6 7 8 9 10 Total

Itis muchworse 17 35 22 30 22 12 5 4 3 3 10 163

It is worse

4 20 43 52 48 48 29 13 6 5 1 269

It is the same

7 15 23 51 72 73 42 29 22 12 2 348

It is better

0O 1 0 O 4 5 4 4 1 1 0 20

Total

28 71 88 133 146 138 80 50 32 21 13 800
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Figure 35. The change in sleep and QoL during the pandemic
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Table 77 presents the rating for the Qol given by the respondents during the pandemic and
the quality of sleep. 67.82% of the total number of the respondents who said that the sleep
during the pandemic is worse or much worse, provided a rating for QoL below the average.

2.4.7. The Covid —19 pandemic may have caused you some of these problems. If so,
chose a maximum three:

Table 78. Distribution of the respondents

Total number of valid answers: 804

Answer choices Responses

Anxiety 402 50.19%
Nervous 118 14.73%
Irritability 201 25.09%
Listless 120 14.98%
Worries 284 35.46%
Depressed feelings 211 26.34%
Depression 139 17.35%
Insomnia 218 27.22%
Alcohol / substance / food abuse or addiction 54 6.74%
Not relevant 87 10.86%
Other 34 4.24%

At this question, the respondents could choose maximum three answers. In total, there were
804 answers. Figure 36 shows top three problems caused to the respondents by the Covid-19
pandemic:

e Anxiety —402 (50.19%).

e Worries — 284 (35.46%).

e Insomnia—218 (27.22%).

218
402 B Anxiety
Worried
Insomnia
284

Figure 36. Top three problems caused by the Covid-19 pandemic
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Table 78 shows that 34 of the respondents chose to write in the text box problems they
experienced that were caused by the pandemic, including:

e Loss of confidence

e Feeling low, feeling stuck and feeling controlled

e Isolation

e Loneliness

e Fear of death

e Frustration

e Loss of confidence and control

e Fatigue

e Sleep walking and falling over

e PTSD re-emergence

e More work and busier days

e Tiredness

e Anger

e Solitude

2.4.8. If you experienced any of the above problems are you able to speak with
someone about them?

Table 79 and Figure 37 show that of those who experienced any of the above problems, more
than one in four, 224 (28.14%), had no one they could talk to about their worries and
concerns, whilst 490 (61.56%) — were able to speak about with someone.

It is these kinds of problems that are at the root of the other results of reported in the survey,
such as the lowered Qol (2.4.1.), mood problems (2.4.3.), pain intensity (2.4.4.), concern
about how pain has interfered with daily life (2.4.5.), etc.

These responses provide proof that chronic pain is a bio-psycho-social phenomenon and each
aspect of these three areas interferes with the others.

Table 79. Distribution of the respondents

Total number of valid answers: 796

Answer choices Responses

Yes 490 61.56%
No 224 28.14%
Not relevant 82 10.30%
Total 796 100.00%
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Figure 37. If you experience any of the above problems are you able to speak with
someone about them?

Regarding the distribution of the respondents by gender and age, 61.36% of female
respondents and 63.21% of the number of male respondents were able to speak with
someone (Table 80). 60.35% of the respondents over 65, were also able to talk with someone
(Table 81).

Table 80. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choices Male Female Other Total
Yes 55 332 2 389
No 23 158 1 182
Not relevant 9 51 0 60
Total 87 541 3 631
Table 81. Distribution of the respondents by age
Total number of valid answers: 631
Age

Answer choices <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 14 39 86 113 96 41 389
No 1 4 12 32 66 46 21 182
Not relevant 0 0 4 13 20 7 16 60
Total 1 18 55 131 199 149 78 631
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2.4.9. If yes with whom?

Of those who were able to talk with someone about the problems that the Covid-19 pandemic
caused (490), 41.02% talked to a family member and 27.55% talked to a
specialist/professional (Table 82, Figure 38).

Table 82. Distribution of the respondents

Total number of valid answers: 490

Answer choices Responses

A specialist professional 135 27.55%
My family doctor 72 14.69%
Someone from my patient association 18 3.67%
A family member 201 41.02%
Other 64 13.06%
Total 490 100.00%

13,06%

m A specialist professional

My family doctor

Someone from my patient
association

A family member

41,02% .,
14,69% Other

3,67%

Figure 38. If you were able to talk with someone, with whom?

Table 83. Distribution of the respondents by gender

Total number of valid answers: 389

Gender
Answer choices Male Female Other Total
A specialist professional 14 89 0 103
My family doctor 11 44 1 56
Someone from my patient association 3 13 0 16
A family member 25 140 0 165
Other 2 46 1 49
Total 55 332 2 389
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Table 83 shows the distribution of the respondents by gender. From the total number of
female respondents, 42.16% were able to talk with a family member, 26.80% with a specialist
and 13.25% with the family doctor.

Table 84. Distribution of the respondents by age

Total number of valid answers: 389

Age
Answer choices 18-25 26-35 36-50 51-65 66-75 >75 Total
A specialist professional 4 15 30 34 15 5 103
My family doctor 2 1 10 16 18 9 56
zcsasrzi;r;;;rom my patient 0 1 0 6 7 2 16
A family member 8 17 35 47 39 19 165
Other 0 5 11 10 17 6 49
Total 14 39 86 113 96 41 389

Of the total number of the respondents at risk group over 65, 42.33% were able to talk with
a family member and 14.60% with a specialist.

2.4.10. If you are worried, what are your worries? Choose the top 3:

Table 85. Distribution of the respondents

Total number of valid answers: 802

Answer choices Responses

A loved one becoming infected 430 53.62%
Catching the virus, myself 358 44.64%
Going to a hospital or doctor's office 64 7.98%
Not being able to see my doctor 117 14.59%
Losing access to medications 113 14.09%
Not knowing when this will end 331 41.27%
Not being able to see family and friends 385 48.00%
Visiting locations where | might become infected 124 15.46%
My mental health 203 25.31%
Running out of food or essential supplies 34 4.24%
Financial problems 162 20.20%
Other 61 7.61%

We have 802 responses and Table 85 shows top three worries caused to the respondents by
the Covid-19 pandemic:

e Aloved one becoming infected — 430 (53.62%).

e Not being able to see family and friends — 385 (48.00%).

e Catching the virus, myself — 358 (44.64%).
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Figure 39. Top three worries

2.4.11. Have these worries increased over time of the pandemic?

For most of the respondents who declared that the Covid-19 pandemic produced worries, for
77.36% these worries increased over the time (Table 86, Figure 40).

Table 86. Distribution of the respondents

Total number of valid answers: 795

Answer choices Responses

Yes 615 77.36%

No 150 18.87%

| don’t know 30 3.77%

Total 795 100.00%
3,77%

18,87%

= Yes
= No

= | don't know

77,36%

Figure 40. Have these worries increased over time of the pandemic?
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With respect to gender, 77.77% of the total number of female respondents and 72.41% of the
total number of male respondents declared that their worries had increased during the
pandemic (Table 87).

Table 87. Distribution of the respondents by gender

Total number of valid answers: 630

Gender
Answer choice Male Female Other Total
Yes 63 420 2 485
No 19 98 1 118
| don't know 5 22 0 27
Total 87 540 3 630

Regarding age, 75.84% of the total number of the respondent between 26 and 65 and 77.87%
of the total respondents over 65 declared that the worries had increased during the pandemic
(Table 88).

Table 88. Distribution of the respondents by age

Total number of valid answers: 630

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 1 16 48 100 144 120 56 485
No 0 2 6 26 45 21 18 118
| don't know 0 0 1 5 10 7 4 27
Total 1 18 55 131 199 148 78 630

2.4.12. Have you participated in a patient association's forum/meetings on the web?

When it comes to the participation of the respondents in a patient association’s forum on the
web, 33.79% declared that they had not participated because they were not interested, while
16.83% found that this was really helpful (Table 89, Figure 41).

Table 89. Distribution of the respondents

Total number of valid answers: 796

Answer choices Responses

Yes, and it has been really helpful 134 16.83%
Yes, but | think it's not for me 51 6.41%
No, | haven't as I'm not interested in this 269 33.79%
Not relevant 342 42.96%
Total 796 100.00%
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= Yes and it has been really helpful

6,41%

42,96% Yes, but | think it's not for me
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in this

Not relevant

33,79%

Figure 41. Have you participated in a patient association's forum/meetings on the web?

2.5. Social situation

The purpose of this part of the study is to see if and how the social life of the participants has
been affected during the pandemic.

2.5.1. Have you felt stigmatized due to your chronic pain condition during this Covid-19
pandemic period?

Table 90 and Figure 42 show that of the total number of the participants who provided an
answer to this question (797), 56.34% have not felt stigmatized during this period of pandemic
and this is a gratifying fact, although 32.50% felt stigmatized.

Table 90. Distribution of the respondents

Total number of valid answers: 797

Answer choices Responses

Yes 259 32.50%
No 449 56.34%
| don't know 89 11.17%
Total 797 100.00%
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Figure 42. Have you felt stigmatized due to your chronic pain condition during this Covid-

19 pandemic period?

Only 11.39% of the French, 23.00% of Dutch report feeling stigmatized. Although numbers
are small, we can see that — from the total number of the respondents in each country —
31.58% of Germans, 38.17% of British, 42.19% of Spanish and 47.83% of Italians report feeling

stigmatized (Table 91).

Table 91. Distribution of the respondents by country

Total number of valid answers: 564

Country
Answer choices Bulgaria France Germany Italy Netherland Spain UK Total
Yes 2 9 12 11 26 27 92 179
No 3 61 24 11 73 29 122 323
| don't know 1 9 2 1 14 8 27 62
Total 6 79 38 23 113 64 241 564

Table 92 shows the distribution of respondents by gender. Of the total number of the
respondents, 48.33% represent female who haven’t felt stigmatized. This represents 56.37%
of the total number of females providing an answer to this question (Table 92).

Table 92. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choices Male Female Other Total
Yes 31 172 1 204
No 50 305 2 357
| don't know 6 64 0 70
Total 87 541 3 631
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Table 93 shows that most of the respondents between 26 and 65 — 208 (54.02%) haven’t felt
stigmatized due to their chronic pain condition during pandemic. Regarding the risk group, of
the total number of the respondents over 65 (227), 23.34% felt stigmatized due to their
chronic pain condition during pandemic.

Table 93. Distribution of the respondents by age

Total number of valid answers: 631

Age

Answer choices

<18 18-25 26-35 36-50 51-65 66-75 >75 Total

Yes 1 12 22 41 75 43 10 204
No 0 2 26 74 108 90 57 357
| don't know 0 4 7 16 16 16 11 70
Total 1 18 55 131 199 149 78 631

2.5.2. Do you feel this has increased over time of the Covid-19 pandemic?

Another good thing is the fact that 47.11% of the total of 796 respondents consider that
stigma has not increased since the start of the pandemic, compared to 32.29% who felt there
had been an increase in stigma (Table 94, Figure 43).

Table 94. Distribution of the respondents

Total number of valid answers: 796

Answer choices Responses
Yes 257 32.29%
No 375 47.11%
| don't know 164 20.60%
Total 796 100.00%
20,60%
32,29%
= Yes
No
I don't know

47,11%

Figure 43. Do you feel this has increased over time of the Covid-19 pandemic?
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Those who felt that the stigma has increased over the pandemic are distributed as follow
(Table 95): 17.72% of French respondents, 24.78% Dutch, 28.95% Germans, 37.34% British
and 34.38% of Spanish respondents.

Table 95. Distribution of the respondents by country

Total number of valid answers: 564

Country
Answer choices Bulgaria France Germany Italy Netherland Spain UK Total
Yes 1 14 11 11 28 22 90 177
No 3 50 23 9 62 24 100 271
| don't know 2 15 4 3 23 18 51 116
Total 6 79 38 23 113 64 241 564

Most of the female respondents — 257 (47.50%) — didn’t felt that the stigma has increased
over the pandemic (Table 96).

Table 96. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choices Male Female Other Total
Yes 29 171 1 201
No 44 257 1 302
| don't know 14 113 1 128
Total 87 541 3 631

Regarding age, the most representative age group who did not feel that the stigma has
increased over the pandemic is the 51-65 age group (95), which represents 47.73% of the
total number of the respondents in this age group and 15.05% of the total number of the
respondents (Table 97). Regarding the risk group, from the total number of the respondents
over 65 (227), 24.67% felt that the stigma has increased over the pandemic.

Table 97. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choices <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 1 12 23 41 68 45 11 201
No 0 1 23 58 95 78 47 302
| don't know 0 5 9 32 36 26 20 128
Total 1 18 55 131 199 149 78 631
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2.5.3. Has your social life been disrupted because of the Covid-19 pandemic?

The sudden appearance of the Covid-19 pandemic dramatically changed our social life
compared to the one that we used to know before. The lockdown period and the security
measures have created major disruptions. 89.56% of the total number of respondents,
declared that their social life was disrupted because of the pandemic. What is interesting is

the fact that 9.43% reported no disruption to their social life (Table 98, Figure 44).

Table 98. Distribution of the respondents

Total number of valid answers: 795

Answer choices Responses

Yes 712 89.56%

No 75 9.43%

| don't know 8 1.01%

Total 795 100.00%
9,43% L01%

u Yes
No

I don't know

89,56%

Figure 44. Has your social life been disrupted because of the Covid-19 pandemic?

Of the total number of respondents (503) gave an affirmative answer to this question. The

country distribution for most respondents is shown as (Table 99):
United Kingdom —42.74%.

Netherland — 20.47%.

France —12.92%.

Spain —12.12%.

France and ltaly were the countries where the greatest proportion reported no disruption
(reported to the total number of the respondents from these countries): 16.46% of French

and 13.04% ltalians.
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Table 99. Distribution of the respondents by country

Total number of valid answers: 564

Country
Answer choices Bulgaria France Germany Italy Netherland Spain UK Total
Yes 5 65 34 20 103 61 215 503
No 1 13 4 3 9 3 25 58
| don't know 0 1 0 0 1 0 1 3
Total 6 79 38 23 113 64 241 564

From the total number of female respondents, 89.64% consider that there was disruption in
the social life, while 87.35% of the total number of male respondents, consider the same
thing.

Table 100. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choices Male Female Other Total
Yes 76 485 2 563
No 11 51 1 63
| don't know 0 5 0 5
Total 87 541 3 631

With respect to age, 88.57% of the respondents considered to be active and 89.86% of those

considered to be in risk category consider that there was disruption in the social life (Table
101).

Table 101. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choices <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 1 17 53 119 169 134 70 563
No 0 0 2 12 28 14 7 63
| don't know 0 1 0 0 2 1 1 5
Total 1 18 55 131 199 149 78 631

In what follow our intentions are to see how this disruption influenced the quality of life
during the pandemic.

Table 102 shows that of the total number who felt that the social life has been disrupted

because of the pandemic (712), 58.42% provided a rating for their QoL below the average
(4.15 points).
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Table 102. Distribution of the respondents by QoL during pandemic

Total number of valid answers: 800

Quality of life
Disruption o 1 2 3 4 5 6 7 8 9 10 Total
Yes 23 60 84 121 128 128 68 44 26 18 12 712
No 3 10 4 9 14 9 10 6 6 3 1 75
| don't know 2 0 0 1 3 0 1 0 0 0 0 7
Total 28 70 88 131 145 137 79 50 32 21 13 794
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Figure 45. Disruption in the social life and QoL during the pandemic

2.5.4. In which areas do you find the disruption to be the biggest? Rate each situation from
0 to 10, where 10 is the most and 0 the least

It is interesting to see in which areas the disruption is the greatest or on the contrary the
least felt by the respondents. The situation is presented in Table 103 and Figure 46.

If we consider the top three areas where the disruption is the most, then we have:
e Close family contact — 155 (23.38%)
e Social clubs —113 (17.10%)
e Sports (active) — 87 (13.14%)

Regarding the areas in which the disruption is the least visible, top three is the following:
e Close family contact — 201 (30.32%%)
e Family contact —118 (17.82%)
e Social clubs —73 (11.04%)

We can see an interesting fact — two areas appear in both lists: close family contact and
social clubs.

A moderate disruption (5-6 points) was felt by the respondents in areas such as:
e Goingout—214(32.27%)
e Eating out—213 (32.07%)
e Recreation —208 (31.32%)
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Table 103. Distribution of the respondents by grade of disruption

Grade of disruption

Area 1 2 3 4 5 6 7 8 9 10 Total
Close family contact 201 74 41 27 32 21 25 36 51 155 663
Family contact 118 146 56 37 38 32 29 37 90 79 662
Relatives 31 74 111 95 69 72 61 76 46 29 664
Friends 56 89 105 89 41 35 74 71 59 45 664
Going out 36 40 72 8 111 103 90 58 37 31 663
Sports (active) 51 61 49 57 71 78 66 70 72 87 662
Sports (passive) 64 78 63 49 33 45 84 87 100 61 664
Eating out 26 30 61 89 105 108 94 85 45 21 664
Recreation 22 24 52 90 103 105 86 68 78 36 664
Social clubs 73 56 59 46 54 61 48 71 80 113 661
800
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300 I
200
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1
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M Close family contact M Family contact Relatives Friends
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M Recreation M Social clubs

Figure 46. In which areas you find the disruption the biggest? Rate each situation from 0 to
10, where 10 is the most and 0 the least
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2.5.5. Close family contact (children, partner)

With respect to gender (Table 104):

v' 31.13% of the female respondents and 28.95% of the male respondents, provided a
rating indicating that in this area where disruption was felt the least. This percentages
represents most of the female and male respondents.

v' 23.10% of the female respondents and 19.74% of the male respondents, provided a
rating indicating that in this area the disruption was felt the most.

v' 8.66% of the female respondents and 2.63% of the male respondents, provided a
rating indicating a moderate disruption.

With respect to age (Table 105):
v" Inthe category considered to be active: for 28.74% (most of them) the disruption was
felt the least, for 19.65% the most and 10.55% felt a moderate disruption.
v" Inthe category considered to be at risk: for 33.33% (most of them) the disruption was
felt the least, for 28.92% the most and 3.92% felt a moderate disruption.

Table 104. Distribution of the respondents by gender

Total number of valid answers: 563

Grade of disruption

Gender 1 2 3 4 5 6 7 8 9 10 Total
Male 22 10 5 2 1 1 7 5 8 15 76
Female 151 52 30 17 24 18 15 27 39 112 485
Other 0 0 0 0 1 0 0 0 0 1 2
Total 173 62 35 19 26 19 22 32 47 128 563
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Figure 47. Grade of disruption in close family contact by gender
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Table 105. Distribution of the respondents by age

Total number of valid answers: 563

Grade of disruption

Age 2 3 4 5 6 7 8 9 10 Total

<18 0 0 0 1 0 0 0 0 0 0 1
18-25 7 3 1 0 1 0 1 2 0 2 17
26-35 11 6 8 0 3 4 2 6 7 6 53
36-50 36 16 5 5 6 5 6 8 11 21 119
51-65 51 16 10 6 11 7 4 9 15 40 169
66-75 45 13 9 5 4 1 4 3 11 39 134

>75 23 8 2 2 1 2 5 4 3 20 70
Total 173 62 35 19 26 19 22 32 47 128 563
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Figure 48. Grade of disruption in close family contact by age

2.5.6. Family contact (parents, brothers, sisters)

With respect to gender (Table 106):

v" Most of the female respondents (23.68%) and most of male respondents (22.47%)
rated the disruption in this area with 2, indicating that they didn’t feel much
disruption in family contacts.

v' 15.46% of the female respondents and 21.05% of the male respondents, provided a
rating indicating that in this area the disruption was felt the least.

v' 14.02% of the female respondents and 5.26% of the male respondents, provided a
rating indicating that in this area the disruption was felt the most.

v' 9.07% of the female respondents and 18.42% of the male respondents, provided a
rating indicating a moderate disruption.

With respect to age (Table 107):

v In the category considered to be active: for 18.18% the disruption was felt the least,
for 15.25% the most and 9.97% felt a moderate disruption.
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v In the category considered to be at risk: for 12.25% the disruption was felt the least,
for 9.80% the most and 10.78% felt a moderate disruption.

v In both categories, most of the respondents — 22.29% of active category and 23.53%
of risk category rated the disruption in this area with 2, indicating that they didn’t feel
much a disruption in family contacts.

Table 106. Distribution of the respondents by gender

Total number of valid answers: 563

Grade of disruption

Gender 1 2 3 4 5 6 7 8 9 10 Total
Male 16 18 3 8 6 8 4 5 4 4 76
Female 75 109 40 25 25 19 22 29 73 68 485
Other 0 0 1 0 0 0 0 1 0 0 2
Total 91 127 44 33 31 27 26 35 77 72 563
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Figure 49. Grade of disruption in family contact by gender

Table 107. Distribution of the respondents by age

Total number of valid answers: 563

Grade of disruption

Age 2 3 4 5 6 7 8 9 10 Total

<18 0 0 0O O 0 1 0 0 0 0 1
18-25 4 3 4 1 1 0 1 3 0 0 17
26-35 10 9 2 1 3 4 1 6 8 9 53
36-50 25 31 4 8 8 3 3 5 10 22 119
51-65 27 36 13 13 9 7 10 10 23 21 169
66-75 17 32 14 8 6 2 6 7 27 15 134

>75 8 16 7 2 4 10 4 9 5 70
Total 91 127 44 33 31 27 26 35 77 72 563
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N



PAE-2021 Chronic Pain — COVID19 disease

140

120

100

80

60

4

o

2

o

1 2 3 4 5 6 7 8 9 10

<18 18-25 m26-35 m36-50 W51-65 m66-75 mW>75

Figure 50. Grade of disruption in family contact by age

2.5.7.

Relatives

With respect to gender (Table 108):

v

v

v

v

Most of the female respondents (15.88%) and most of male respondents (22.37%)
rated the disruption in this area with 3, indicating that they felt a bit of disruption in
contact with relatives.

3.92% of the female respondents and 3.95% of the male respondents provided a
rating indicating that in this area disruption was felt the least.

4.33% of the female respondents and 9.21% of the male respondents provided a
rating indicating that in this area the disruption was felt the most.

22.47% of the female respondents and 13.16% of the male respondents provided a
rating indicating a moderate disruption.

With respect to age (Table 109):

v

In the category considered to be active: for 3.52% the disruption was felt the least,
for 6.45% the most and 19.94% felt a moderate disruption. Most of the respondents
in this group (17.89%), rated the disruption in this area with 3 indicating that they felt
a bit of disruption in contact with relatives.

In the category considered to be at risk: for 4.90% the disruption was felt the least,
for 2.45% the most and 23.04% felt a moderate disruption. Most of the respondents
in this group (15.69%), rated the disruption in this area with 4, indicating that they
felt a bit of disruption in contact with relatives.
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Table 108. Distribution of the respondents by gender
Total number of valid answers: 563
Grade of disruption
Gender 1 2 3 4 5 6 7 8 10 Total
Male 3 6 17 13 7 3 6 7 76
Female 19 48 77 71 50 59 49 60 31 21 485
Other 0 0 0 1 0 0 0 0 1 0 2
Total 22 54 94 85 57 62 55 66 40 28 563
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Figure 51. Grade of disruption in relatives contact by gender
Table 109. Distribution of the respondents by age
Total number of valid answers: 563
Grade of disruption
Age 1 2 3 4 5 6 7 8 9 10 Total
<18 0 0 1 0 0 0 0 0 0 1
18-25 0 2 3 3 2 2 1 1 2 1 17
26-35 1 8 7 10 5 2 6 9 3 2 53
36-50 4 8 19 21 15 16 7 15 7 7 119
51-65 7 14 35 19 13 17 21 15 15 13 169
66-75 6 17 18 17 19 17 10 19 8 3 134
>75 4 5 11 15 3 8 10 7 5 2 70
Total 22 54 94 85 57 62 55 66 40 28 563
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Figure 52. Grade of disruption in relatives contact by age

2.5.8. Friends

With respect to gender (Table 110):

v" Most of the female respondents (14.43%) and most of male respondents (19.74%)
rated the disruption in this area with 3, indicating that they felt a bit of disruption in
contact with friends.

v' 8.87% of the female respondents and 6.58% of the male respondents provided a
rating indicating that in this area the disruption was felt the least.

v' 7.01% of the female respondents and 3.95% of the male respondents provided a
rating indicating that in this area the disruption was felt the most.

v' 10.72% of the female respondents and 18.42% of the male respondents provided a
rating indicating a moderate disruption.

With respect to age (Table 111):

v" Most of the respondents of these age groups — 15.25% active and 14.22% at risk -
rated the disruption in this area with 3 indicating that they felt a bit of disruption in
contact with friends.

v In the category considered to be active: for 11.43% the disruption was felt the least,
for 5.57% the most and 9.97% felt a moderate disruption.

v In the category considered to be at risk: for 3.92% the disruption was felt the least,
for 7.84% the most and 15.68% felt a moderate disruption.

Table 110. Distribution of the respondents by gender

Total number of valid answers: 563

Grade of disruption

Gender 1 2 3 4 5 6 7 8 9 10 Total
Male 5 8 15 7 8 6 11 10 3 3 76
Female 43 65 70 64 30 22 54 56 47 34 485
Other 1 0 0 O 0 0 0 0 0 1 2
Total 49 73 85 71 38 28 65 66 50 38 563
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Figure 53. Grade of disruption in friends contact by gender
Table 111. Distribution of the respondents by age
Total number of valid answers: 563
Grade of disruption
Age 2 3 4 5 6 7 8 9 10 Total
<18 0 0 0 0 0 0 0 0 0 1 1
18-25 2 5 4 1 0 0 1 0 2 2 17
26-35 12 7 5 5 1 1 6 6 4 6 53
36-50 17 15 20 18 5 7 11 13 8 5 119
51-65 10 24 27 19 12 8 19 24 18 8 169
66-75 3 11 21 18 14 9 17 16 13 12 134
>75 5 11 8 10 6 3 11 7 5 4 70
Total 49 73 8 71 38 28 65 66 50 38 563
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Figure 54. Grade of disruption in friends contact by age
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2.5.9. Going out (pub, theatre, film)

With respect to gender (Table 112):

v’ 4.74% of the female respondents and 6.58% of the male respondents, provided a
rating indicating that in this area disruption was felt the least, and the same
percentages are in the case of those who felt the most the disruption in this area.

v' 31.34% of the female respondents (most of them) and 34.21% of the male
respondents (most of them), provided a rating indicating a moderate disruption.

With respect to age (Table 113):
v In the category considered to be active: for 4.40% the disruption was felt the least,
for 6.16% the most and 29.62% (most of them) felt a moderate disruption.
v In the category considered to be at risk: for 6.37% the disruption was felt the least,
for 3.43% the most and 35.30% (most of them) felt a moderate disruption.

Table 112. Distribution of the respondents by gender

Total number of valid answers: 563

Grade of disruption

Gender 1 2 3 4 5 6 7 8 9 10 Total

Male 5 5 8 5 14 12 12 4 6 5 76
Female 23 29 50 67 80 72 66 48 27 23 485
Other 0 0 1 0 0 0 0 1 0 0 2

Total 28 34 59 72 94 84 78 53 33 28 563
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Figure 55. Grade of disruption in going out by gender
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Table 113. Distribution of the respondents by age

Total number of valid answers: 563

Grade of disruption

Age 1 2 3 4 5 6 7 8 9 10 Total

<18 0 0 0 O 0 0 0 0 1 0 1
18-25 0 1 0 5 3 2 5 0 1 0 17
26-35 1 2 8 9 11 8 3 7 3 1 53
36-50 6 6 13 17 20 11 19 11 9 119
51-65 8 12 11 20 25 26 28 16 10 13 169
66-75 9 12 17 21 29 15 16 5 4 134

>75 4 7 15 4 14 8 8 3 4 3 70
Total 28 34 59 72 94 84 78 53 33 28 563
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Figure 56. Grade of disruption in going out by age

2.5.10. Sports (active)

With respect to gender (Table 114):

v" Most of the female respondents (11.13%) and most of male respondents (17.11%)
rated the disruption in this area with 6, indicating that they felt more and more a
disruption in this area.

v' 7.83% of the female respondents and 9.21% of the male respondents provided a
rating indicating that in this area the disruption was felt the least.

v' 14.64% of the female respondents and 11.84% of the male respondents provided a
rating indicating that in this area the disruption was felt the most.

v' 21.86% of the female respondents and 31.58% of the male respondents provided a
rating indicating a moderate disruption.
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With respect to age (Table 115):
v In the category considered to be active: for 7.33% the disruption was felt the least,

for 12.02% the most and 24.34% felt a moderate disruption. Most of the respondents

in this group (13.20%), rated the disruption in this area with 5 indicating that they

start to feel disruption in the lack of sports.

Chronic Pain — COVID19 disease

v" In the category considered to be at risk: for 9.80% the disruption was felt the least,
for 17.16% the most and 19.12% felt a moderate disruption. Most of the respondents
in this group (10.78%), rated the disruption in this area with 6 indicating that they felt
more and more a disruption in this area.

Table 114. Distribution of the respondents by gender

Total number of valid answers: 563

Grade of disruption

Gender 1 2 3 4 5 6 7 10 Total
Male 7 3 9 4 11 13 5 9 76
Female 38 48 34 46 52 54 47 44 51 71 485
Other 1 0 0 1 0 0 0 0 0 0 2
Total 46 51 43 51 63 67 52 52 58 80 563
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Figure 57. Grade of disruption in active sports by gender
Table 115. Distribution of the respondents by age
Total number of valid answers: 563
Grade of disruption
Age 1 2 3 4 5 6 7 8 9 10 Total
<18 1 0 0 0 0 0 0 0 0 0 1
18-25 0 1 0o 1 1 7 2 1 0 4 17
26-35 7 4 1 6 6 8 5 4 6 6 53
36-50 7 6 9 11 14 14 19 8 16 15 119
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Figure 58. Grade of disruption in active sports by age

2.5.11. Sports (passive visiting games)

With respect to gender (Table 116):

v

v

Most of the female respondents (15.26%) and most of male respondents (15.79%)
rated the disruption in this area with 9, indicating a big disruption in this area.
10.51% of the female respondents and 5.26% of the male respondents provided a
rating indicating that in this area the disruption was felt the least.

9.70% of the female respondents and 7.89% of the male respondents provided a
rating indicating that in this area the disruption was felt the most.

10.51% of the female respondents and 11.84% of the male respondents provided a
rating indicating a moderate disruption.

With respect to age (Table 117):

v

In the category considered to be active: for 10.26% the disruption was felt the least,
for 11.14% the most and 12.32% felt a moderate disruption. Most of the respondents
in this group (14.08%), rated the disruption in this area with 8 indicating a big
disruption in this area.

In the category considered to be at risk: for 9.31% the disruption was felt the least,
for 6.37% the most and 7.35% felt a moderate disruption. Most of the respondents in
this group (17.65%), rated disruption with 9 indicating a big disruption in this area.
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Table 116. Distribution of the respondents by gender
Total number of valid answers: 563
Grade of disruption
Gender 1 2 3 4 5 6 7 8 9 10 Total
Male 4 8 8 7 3 6 11 11 12 6 76
Female 51 58 47 35 23 28 61 61 74 47 485
Other 0 1 0O o 0 0 1 0 0 0 2
Total 55 67 55 42 26 34 73 72 86 53 563
100
90
80
70
60
Male
50 Female
40 M Other
30
20
10
0
1 2 3 a 5 6 7 8 9 10
Figure 59. Grade of disruption in passive sports by gender
Table 117. Distribution of the respondents by age
Total number of valid answers: 563
Grade of disruption
Age 1 2 3 4 5 6 7 8 9 10 Total
<18 0 1 0 O 0 0 0 0 0 0 1
18-25 1 1 0o 1 3 0 4 2 3 2 17
26-35 5 6 6 3 2 2 7 4 8 10 53
36-50 11 10 12 7 9 10 11 18 17 14 119
51-65 19 22 14 13 7 12 20 26 22 14 169
66-75 12 19 16 11 2 8 26 13 19 8 134
>75 7 8 7 7 3 2 5 9 17 5 70
Total 55 67 55 42 26 34 73 72 86 53 563
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Figure 60. Grade of disruption in passive sports by age

2.5.12. Eating out

With respect to gender (Table 118):
v" 3.50% of the female respondents and 3.95% of the male respondents provided a
rating indicating that in this area the disruption was felt the least.
v" 3.10% of the female respondents and 2.63% of the male respondents provided a
rating indicating that in this area the disruption was felt the most.
v' 34.64% of the female respondents (most of them) and 30.26% of the male
respondents (most of them), provided a rating indicating a moderate disruption.

With respect to age (Table 119):
v" In the category considered to be active: for 4.11% the disruption was felt the least,
for 2.35% the most and 34.02% (most of them) felt a moderate disruption.
v" In the category considered to be at risk: for 2.94% the disruption was felt the least,
for 3.43% the most and 34.31% (most of them) felt a moderate disruption.

Table 118. Distribution of the respondents by gender

Total number of valid answers: 563

Grade of disruption

Gender 1 2 3 4 5 6 7 8 9 10 Total
Male 3 7 3 10 10 13 9 13 6 2 76
Female 17 18 49 64 83 85 65 56 33 15 485
Other 0 0 0 0 1 0 0 0 1 0 2
Total 20 25 52 74 94 98 74 69 40 17 563
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Figure 61. Grade of disruption in eating out by gender
Table 119. Distribution of the respondents by age
Total number of valid answers: 563
Grade of disruption
Age 1 2 3 4 5 6 7 8 9 10 Total
<18 0 0 0 0 1 0 0 0 0 0 1
18-25 0 0 1 4 2 3 0 3 2 2 17
26-35 1 3 5 5 11 11 6 6 4 1 53
36-50 7 6 15 8 20 18 18 15 8 4 119
51-65 6 8 13 26 23 33 20 23 14 3 169
66-75 5 4 14 17 24 18 21 17 10 4 134
>75 1 4 4 14 13 15 9 5 2 3 70
Total 20 25 52 74 94 98 74 69 40 17 563
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Figure 62. Grade of disruption in eating out by age
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2.5.13. Recreation (walking, biking, swimming)

With respect to gender (Table 120):
v’ 2.68% of the female respondents and 3.95% of the male respondents provided a
rating indicating that in this area the disruption was felt the least.
v' 4.95% of the female respondents and 3.95% of the male respondents provided a
rating indicating that in this area the disruption was felt the most.
v' 32.99% of the female respondents (most of them) and 27.63% of the male
respondents (most of them), provided a rating indicating a moderate disruption.

With respect to age (Table 121):
v" In the category considered to be active: for 2.35% the disruption was felt the least,
for 4.40% the most and 30.80% (most of them) felt a moderate disruption.
v In the category considered to be at risk: for 3.43% the disruption was felt the least,
for 5.39% the most and 34.80% (most of them) felt a moderate disruption.

Table 120. Distribution of the respondents by gender

Total number of valid answers: 563

Grade of disruption

Gender 1 2 3 4 5 6 7 8 9 10 Total
Male 3 3 6 10 13 8 7 9 14 3 76
Female 13 18 38 63 78 82 68 51 50 24 485
Other 0 O 0 O 0 2 0 0 0 0 2
Total 16 21 44 73 91 92 75 60 64 27 563
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Figure 63. Grade of disruption in recreation by gender
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Table 121. Distribution of the respondents by age

Total number of valid answers: 563

Grade of disruption

Age 1 2 3 4 5 6 7 8 9 10 Total

<18 0 0 0O O 0 0 0 1 0 0 1
18-25 1 0 1 0 4 3 1 3 3 1 17
26-35 1 3 5 9 6 10 11 1 4 3 53
36-50 3 6 8 17 15 22 19 14 14 1 119
51-65 4 6 14 29 30 22 18 13 22 11 169
66-75 4 4 7 13 22 26 20 18 11 9 134

>75 3 2 9 5 14 9 6 10 10 2 70
Total 16 21 44 73 91 92 75 60 64 27 563
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Figure 64. Grade of disruption in recreation by age

2.5.14. Social clubs (chess, checkers, photo, painting, modelling and so on)

With respect to gender (Table 122):

v' 11.34% of the female respondents and 10.53% of the male respondents provided a
rating indicating that in this area the disruption was felt the least.

v’ 14.43% of the female respondents (most of them) and 28.95% of the male
respondents (most of them) provided a rating indicating that in this area the
disruption was felt the most.

v' 17.73% of the female respondents and 11.84% of the male respondents provided a
rating indicating a moderate disruption.

With respect to age (Table 123):
v In the category considered to be active: for 9.67% the disruption was felt the least,
for 17.00% (most of them) the most and 18.47% felt a moderate disruption.
v In the category considered to be at risk: for 13.73% the disruption was felt the least,
for 15.20% (most of them) the most and 15.69% felt a moderate disruption.
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Table 122. Distribution of the respondents by gender
Total number of valid answers: 563
Grade of disruption
Gender 1 2 3 4 5 6 7 8 10 Total
Man 8 8 2 10 3 6 4 5 22 76
Woman 55 40 50 33 40 46 38 53 60 70 485
Other 0 1 0O o 0 0 1 0 0 0 2
Total 63 49 52 43 43 52 43 58 68 92 563
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Figure 65. Grade of disruption in social clubs by gender
Table 123. Distribution of the respondents by age
Total number of valid answers: 563
Grade of disruption
Age 1 2 3 4 5 6 8 9 10 Total
<18 0 0 0 O 0 0 1 0 0 0 1
18-25 2 1 3 1 0 0 1 2 4 3 17
26-35 4 5 6 5 5 3 6 4 6 9 53
36-50 3 15 14 7 7 13 6 12 19 23 119
51-65 26 15 17 14 14 21 11 14 11 26 169
66-75 20 13 8 11 10 13 10 16 17 16 134
>75 8 0 4 5 7 2 8 10 11 15 70
Total 63 49 52 43 43 52 43 58 68 92 563
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Figure 66. Grade of disruption in social clubs by age

2.5.15. Were there social events which you would like to go to but couldn’t participate
because of the pandemic?

Table 124 and Figure 67 show the social events in which the respondents were not able to
participate because of the pandemic. In this respect, most of them 429 (70.68%) were unable
to participate in birthdays celebrations and 190 (31.30%) could not attend funerals. 198
(32.62%) were unable to participate in social events other than those specified.

Table 124. Distribution of the respondents

Total number of valid answers: 607

Answer choices Responses

Wedding 130 21.42%
Funeral 190 31.30%
Anniversary 121 19.93%
Farewell party 58 9.56%
Birthdays 429 70.68%
Births 92 15.16%
Other 198 32.62%
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Table 67. Were there social events which you would like to go to but couldn’t participate
because of the pandemic?

2.5.16. Please select the top three challenges you have felt since the pandemic started?

We all must agree with the fact that living in pandemic times is challenging. We deal with
situations that we are not used to. In this respect, the respondents were asked to select top
three challenges that they have felt since the pandemic started.

The distribution of the answers is presented in Table 125.

Table 125. Distribution of the respondents

Total number of valid answers: 634

Answer choices Responses
Unde_r_—esUmann by medical profess!o.r1als of my chror.uc pain 303 47.79%
condition: how often and how much it impacts on my life

Increased risk of poverty and stigma 114 17.98%
Lack of adequate support in accessing, retaining, and returning 30 12.62%
to employment

Delayed access to diagnosis 163 25.71%
Inadequate treatment options 234 36.91%
The fact tha_t research has been paused or stopped by COVID- 137 21.61%
19/coronavirus

Reimbursement challenges 22 3.47%
The dlffI.CU|ty of assessing if the information | see is correct or 188 29.65%
misleading

None 104 16.40%
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Regarding the top three challenges, this is presented in Figure 68.
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The difficulty of assessing if the information | see is correct or misleading.

Figure 68. Top three challenges you have felt since the pandemic started

2.6. COVID 19 Pandemic

The purpose of this part of the study is to see if and how the respondents were exposed to
Sars-Cov -2 virus.

2.6.1. Have you been exposed to COVID-19/coronavirus?

Table 126 and Figure 69 show that of the total number of the respondents, 49.45% considered
that they had not been exposed to coronavirus, while 31.60% don’t know if they were. On the
other hand, 18.80% were exposed.

Table 126. Distribution of the respondents

Total number of valid answers: 633

Answer choices Responses

Yes 119 18.80%
No 313 49.45%
| don't know 200 31.60%
Prefer not to say 1 0.16%
Total 633 100.00%
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Figure 69. Have you been exposed to COVID-19/coronavirus?

Table 127 shows that 13.16% of German, 16.18% of British, 17.39% of Italian, 23.00% of Dutch
23.44% of Spanish and 26.58% of French, were exposed to the virus.

Table 127. Distribution of the respondents by country

Total number of valid answers: 564

Country
Answer choices Bulgaria France Germany Italy Netherland Spain UK Total
Yes 4 21 5 4 26 15 39 114
No 2 31 20 14 59 28 116 270
| don't know 0 27 13 5 28 21 85 179
Prefer not to say 0 0 0 0 0 0 1 1
Total 6 79 38 23 113 64 241 564
300
250
200
150
100
0 — . - . -
Bulgaria France Germany Italy Netherlands Spain UK
HYes HMNo | don't know Prefer not to say

Figure 70. Exposure to COVID-19/coronavirus by country
Regarding gender, from the total number of females who provided an answer to this question,

18.48% were exposed to the virus and from the total number of male respondents - 21.84%
(Table 128).

85



PAE-2021

Chronic Pain — COVID19 disease

Table 128. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
Yes 19 100 0 119
No 41 269 2 312
| don't know 27 171 1 199
Prefer not to say 0 1 0 1
Total 87 541 3 631
350
300
250
H Male
200 B Female
150 Other
100
50
A
0

Yes No

I don't know

Prefer not to say

Figure 71. Exposure to COVID-19/coronavirus by gender

With respect to age, exposure to the virus is the following (Table 129):

31.09% are between 51 and 65.
24.36% are between 36 and 50.
31.09% are over 65 (risk category).

Table 129. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 1 3 12 29 37 24 13 119
No 0 10 30 55 99 80 38 312
| don't know 0 5 13 47 63 44 27 199
Prefer not to say 0 0 0 0 0 1 0 1
Total 1 18 55 131 199 149 78 631
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Figure 72. Exposure to COVID-19/coronavirus by age

2.6.2. Have you been tested for Covid-19/coronavirus?

From the total number of the respondents, 46.76% had been tested for SarsCoV-2, while
52.45% had not been tested (Table 130, Figure 71)

Table 130. Distribution of the respondents

Total number of valid answers: 633

Answer choices Responses

Yes 296 46.76%

No 332 52.45%

Prefer not to say 5 0.79%

Total 633 100.00%
0,79%

= Yes
46,76%

= No
52,45%
0 Prefer not to say

Figure 73. Have you been tested for Covid-19/coronavirus?
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42.11% of respondents from Germany reported having been tested for Covid-19/coronavirus.
Respondents from France report 53.16% had been tested (Table 131).

Table 131. Distribution of the respondents by country

Total number of valid answers: 564

Country
Answer choices Bulgaria France Germany Italy Netherland Spain UK Total
Yes 5 42 16 10 56 28 109 266
No 1 37 21 13 56 35 132 295
Prefer not to say 0 0 1 0 1 1 0 3
Total 6 79 38 23 113 64 241 564
300
250
200
150
N
0 ] —

. —
0 I
Bulgaria France Germany Italy Netherlands Spain UK

Prefer not to say No HYes

Figure 74. Distribution of the respondents by country

Regarding gender, of the total number of females who provided an answer to this question,
47.31% were tested for the virus, and 45.98% of males (Table 132).

Table 132. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
Yes 40 255 1 296
No 46 284 2 332
Prefer not to say 1 2 0 3
Total 87 541 3 631

88



PAE-2021 Chronic Pain — COVID19 disease

600

500

400 H Yes

N
300 ©

Prefer not to say
200

Male Female Other

Figure 75. Distribution of the respondents by gender

With respect to age, exposure to the virus is the following (Table 133):
e 32.77% are between 51 and 65.
e 22.63% are between 36 and 50.
e 31.08% are over 65 (risk category).

Table 133. Distribution of the respondents by age

Total number of valid answers: 631

Age

Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 1 11 28 67 97 64 28 296
No 0 7 27 64 101 84 49 332
Prefer not to say 0 0 0 0 1 1 1 3
Total 1 18 55 131 199 149 78 631

200

180

160

140
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100 m No

80 M Prefer not to say
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0 D
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Figure 76. Distribution of the respondents by age
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2.6.3. Have you been diagnosed with Covid-19/coronavirus?

7.15% of the total number of respondents (629) had been diagnosed with Covid-19, while
92.73% had not. It is interesting that a small number of respondents declared that they
preferred not to answer this question (3, 0.48% in this case). This is probably because of the
fear of stigma.

Table 134. Distribution of the respondents

Total number of valid answers: 629

Answer choices Responses

Yes 45 7.15%
No 581 92.37%
Prefer not to say 3 0.48%
Total 629 100.00%

0,48% 7,15%

= Yes
No

Prefer not to say

92,37%

Figure 77. Have you been diagnosed with Covid-19/coronavirus?

From the total number of the respondents in each country, 12 (15.19%) of French, 11 (9.73%)
of Dutch and 12 (5.02%) of British, were diagnosed with Covid-19 (Table 135). If we reporting
to the number of the respondents who declared that they were tested in each country (Table
131), then we may observe that 11.01% of British tested, 19.64% of Dutch tested and 28.57%
of French tested were positive.

Table 135. Distribution of the respondents by country

Total number of valid answers: 562

Country
Answer choices Bulgaria France Germany Italy Netherland Spain UK Total
Yes 3 12 2 1 11 3 12 44
No 3 66 36 22 101 60 227 515
Prefer not to say 0 1 0 0 1 1 0 3
Total 6 79 38 23 113 64 239 562
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Figure 78. Distribution of the respondents by country

Regarding gender, of the total number of females who provided an answer to this question,
8.16% were diagnosed with Covid-19 (Table 136).

Table 136. Distribution of the respondents by gender

Total number of valid answers: 629

Gender
Answer choice Male Female Other Total
Yes 1 44 0 45
No 85 493 3 581
Prefer not to say 1 2 0 3
Total 87 539 3 629
600
500
400 M Yes
B No
300
Prefer not to say
200
-
A
0
Male Female Other

Figure 79. Distribution of the respondents by gender

With respect to age, 7.05% of the respondents between 26 and 65, and 7.48% over 65, were
diagnosed with Covid-19 (Table 137).
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Table 137 Distribution of the respondents by age

Total number of valid answers: 629

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 1 6 11 10 10 7 45
No 1 17 49 119 187 138 70 581
Prefer not to say 0 0 0 0 1 1 1 3
Total 1 18 55 130 198 149 78 629
200

150
Yes
100 H No
M Prefer not to say
i i
S

<18 18-25 26-35 36-50 51-65 66-75 >75

Figure 80. Distribution of the respondents by age

2.6.4. When a vaccine for Covid-19/coronavirus becomes available would you avail
yourself of it?

Now that the vaccination campaign is in full swing, is interesting to see that most of the
respondents, 344 (54.34%) are fully aware of the benefits of a vaccine and they want to be
vaccinated, while 312 (33.49%) don’t know or have some doubts. However, 11.53% declared
that they do not want to be vaccinated against SarsCov-2 (Table 138, Figure 81).

Table 138. Distribution of the respondents

Total number of valid answers: 633

Answer choices Responses

Yes 344 54.34%
No 73 11.53%
| don’t know 104 16.43%
It depends on... 108 17.06%
Prefer not to say 4 0.63%
Total 633 100.00%
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Figure 81. When a vaccine becomes available would you avail yourself of it?

From the total number of the respondents (even if is as small number of answers) in each
country, the number of those who are undecided or who don’t want to be vaccinated exceeds
the number of respondents who are willing to get vaccinated in France (67.09% - 32.91%),
Italy (52.17% - 47.83%) and Spain (53.13% - 46.87%).

The British (34.44% - 65.56%) and Dutch (40.71% - 59.29%) are more likely to get vaccinated.

Table 139. Distribution of the respondents by country

Total number of valid answers: 564

Country

Answer choices Bulgaria France Germany Italy Netherland Spain UK Total
Yes 2 26 20 11 67 30 158 314
No 3 19 7 1 12 4 20 66
Undecided 1 34 11 11 34 30 63 184
Total 6 79 38 23 113 64 241 564
250

200

150

100

) ; ﬂ J

- =

Bulgaria France Germany ltaly Netherlands Spain

HYes HNo Undecided

Figure 82. Distribution of the respondents by country
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From the total number of female respondents, 52.87% are willing to get vaccinated, while
47.13% are undecided or don’t want to be vaccinated (Table 140). In men, 64.37% will get the
vaccine, and 35.63% are unsure or do not want it.

Table 140. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
Yes 56 286 2 344
No 6 66 0 72
Undecided 25 189 1 215
Total 87 541 3 631
600
500
400 o Yes
No
300
Undecided
200
A
0
Male Female Other

Figure 83. Distribution of the respondents by gender

Regarding age, of the total number of the respondents in each group, the group most
determined to be vaccinated is those over 65 (63.87% - 36.12%). In the age group 51-65, the
opinions regarding vaccination are equally distributed (49.75% - 50.25%) (Table 141).

Table 141. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 1 7 30 62 99 85 60 344
No 0 0 5 14 34 13 6 72
Undecided 0 11 20 55 66 51 12 215
Total 1 18 55 131 199 149 78 631
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Figure 84. Distribution of the respondents by age

2.6.5. Do you believe you are more likely to contract Covid-19/coronavirus because you
have a chronic pain condition?

Regarding a possible correlation between the Covid-19 disease and the pre-existence of a
chronic pain, of the total number of respondents (633), the answers are almost equally
distributed between three categories.

Hence, 32.23% do not consider at all that they are likely to become sick because of their
chronic pain condition, 31.60% don’t know and 27.01% think so. Only 9.16% strongly believe
that they are likely to contract Covid-19 because of their chronic pain condition.

Table 142. Distribution of the respondents

Total number of valid answers: 633

Answer choices Responses

Not at all 204 32.23%
| don't know 200 31.60%
I think so 171 27.01%
Strongly believe | am 58 9.16%
Total 633 100.00%
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Figure 85. Do you believe you are more likely to contract Covid-19/coronavirus because
you have a chronic pain condition?

With respect to gender, as before, the answers are almost equally distributed between female
respondents (Table 143):

e 33.09% don’t believe at all.

e 32.34% do not know.

e 34.56% think so or strongly believe.

Table 143. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
Not at all 23 179 2 204
| don't know 23 175 1 199
| think so 32 138 0 170
Strongly believe | am 9 49 0 58
Total 87 541 3 631
250
200
B Male
150 B Female
100 W Other
0
Not at all I don't know I think so Strongly belive | am

Figure 86. Distribution of the respondents by gender
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Table 144. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Not at all 0 3 23 56 58 37 27 204
| don't know 8 16 35 66 48 26 199
| think so 5 12 29 57 51 15 170

2 4 11 18 13 10 58
18 55 131 199 149 78 631

Strongly believe | am

= J]O [~ |O

Column Total

Table 144 shows the distribution of the respondents by age. From the age group
e 26-65:30.38% don’t know, while 34.02% think so or strongly believe so.
e Over 65: 32.60% don’t know, while 39.20% think so or strongly believe so.

191,

Not at all | don't know | think so Strongly belive | am

250

200

150

100

50

H<18 m18-25 m26-35 36-50 m51-65 66-75 >75

Figure 87. Distribution of the respondents by age

2.6.6. How confident are you in your healthcare system's capability/capacity to treat
Covid-19 disease as well as your chronic pain and any comorbidities?

The Covid-19 pandemic has dramatically changed the perception of individuals regarding the
healthcare system. But this situation differs from country to country. In some countries the
system has been able to provide treatments for both categories (Covid and non-Covid
patients); in others, it was not able to. As we saw, the reaction of healthcare systems in
fighting with SarsCoV-2 was exemplary. Although, respondents’ confidence in their
healthcare systems was reported to be low.

Table 145 shows that of the total number of respondents (634), most of them — 459 (72.40%)
— are unsure or somewhat confident in their healthcare system. Only 7.73% declared that
they are extremely confident, while 19.87% have no confidence at all.
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Table 145. Distribution of the respondents

Total number of valid answers: 634

Answer choices Responses

No confidence 126 19.87%

Unsure 269 42.43%

Somewhat confident 190 29.97%

Extremely confident 49 7.73%

Total 634 100.00%
7,73%

19,87%

= No confidence
29,97% Unsure
Somewhat confident

Extremely confident

42,43%

Figure 88. How confident are you in your healthcare system's capability/capacity to treat
Covid-19 disease as well as your chronic pain and any comorbidities?

Table 146 shows the distribution of the respondents by countries.
e 27.39% of British have no confidence and 43.98% are unsure (70.37%)
e 21.05% of Germans have no confidence and 52.63% are unsure (73.68%)
e 15.62% of Spanish have no confidence and 31.25% are unsure (46.87%)
e 11.39% of French have no confidence and 55.7% are unsure (67.19%)
e 10.62% of Dutch have no confidence and 34.51% are unsure (45.13%)
e 8.7% of Italians have no confidence and 56.52% are unsure (64.65%)

Table 146. Distribution of the respondents by country

Total number of valid answers: 564

Country
Answer choices Bulgaria France Germany Italy Netherland Spain UK Total
No confidence 3 9 8 2 12 10 66 110
Unsure 3 44 20 13 39 20 106 245
Somewhat confident 0 23 5 8 49 27 51 163
Extremely confident 0 3 5 0 13 7 18 46
Total 6 79 38 23 113 64 241 564
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Figure 89. Distribution of the respondents by country
Most of the female respondents are unsure or somewhat confident in the healthcare system

in their country (73.56%), while 19.41% have no confidence at all (Table 147). Males reported
66.66% being unsure or only somewhat confident, and 20.69% having no confidence at all.

Table 147. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
No confidence 18 105 2 125
Unsure 35 233 1 269
Somewhat confident 23 165 0 188
Extremely confident 11 38 0 49
Total 87 541 3 631
300
250
200 B Mase
150 B Female
100 Other
: o
0
No confidence Unsure Somewhat Extremely
confident confident

Figure 90. Distribution of the respondents by gender
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Most of the respondents in each age group are unsure or somewhat confident in the
healthcare system (Table 148):

e 26-65:71.68%

e QOver65:74.89%

Table 148. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
No confidence 1 5 15 23 41 29 11 125
Unsure 0 6 22 68 90 52 31 269
Somewhat confident 0 5 15 31 50 62 25 188
Extremely confident 0 2 3 9 18 6 11 49
Total 1 18 55 131 199 149 78 631
300
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100
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No confidence Unsure Somewhat Extremely confident
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Figure 91. Distribution of the respondents by age

2.7. Using modern technology

Covid-19 pandemic stopped the world for a while. There were times when whole world was
in lockdown, so it is interesting to see how people suffering from chronic pain integrated
modern technology in their lives in order to find information, advice, treatments and so on.

2.7.1. How is modern technology integrated into your treatment of chronic pain during
the COVID-19 pandemic?

Regarding how the modern technology is integrated into the treatment of those suffering
from chronic pain, there were 634 answers. Almost half the respondents — 313 (49.37%) —
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used the telephone to get advice, while 175 (27.60%) declared that the modern technology is
not integrated into their treatment (Table 149, Figure 92).

Table 149. Distribution of the respondents

Total number of valid answers: 634

Answer choices Responses
Telephone appointment/advice 313 49.37%
Video consultation 66 10.41%
Email exchange with health care professional 42 6.62%
Use of interactive electronic health records 18 2.84%
Telemedicine mobile health platforms/mobile applications 20 3.15%
Modern technology is not integrated into my treatment 175 27.60%
Total 634 100.00%

= Telephone appointment/advice

27,60%
Video consultation

Email exchange with health care
professional

49,37%
Use of interactive electronic health
records

3,15% '

2,84% = Telemedicine mobile health

platforms/mobile applications
6,62% = Modern technology is not integrated

into my treatment
10,41%

Figure 92. How is modern technology integrated into your treatment of chronic pain
during the COVID-19 pandemic?

Regarding gender, of the total number of female respondents, 49.54% are using telephone
for appointments or advice, while for 27.54% modern technology is not integrated into their
treatment (Table 150). For men, these figures are 48.28% and 28.74%.

Table 150. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
Telephone appointment/advice 42 268 2 312
Video consultation 11 53 0 64
Email exchange with health care professional 3 39 0 42
Use of interactive electronic health records 4 14 0 18
Telemedicine mobile health platforms/mobile applications 2 18 0 20
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Modern technology is not integrated into my treatment 25 149 1 175
Total 87 541 3 631
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Figure 93. Distribution of the respondents by gender

As in case of the distribution by gender, we see the same situation in distribution by age. For
example, 48.57% of those between 26 and 65 are using telephone for appointments or advice,
and 28.05% say that modern technology is not integrated into their treatment. Regarding the
risk category (over 65) there is slightly more interest in telephone appointments/advice:
51.10% but the same proportion do not use modern technology: 28.19% (Table 151).

Table 151. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Telephone appointment/advice 0 9 22 57 108 77 39 312
Video consultation 0 4 5 16 22 14 3 64
Email e?(change with health care 0 1 1 10 7 10 3 42
professional
Use of interactive electronic 1 1 1 5 ) 5 3 18
health records
Telemedicine moblle h.ealt.h 0 0 0 6 5 4 5 20
platforms/mobile applications
Modern technology is not 0 3 16 37 55 39 25 175
integrated into my treatment
Total 1 18 55 131 199 149 78 631
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Figure 94. Distribution of the respondents by age

2.7.2. What would be your preferred digital management solution(s)? Choose 1 or 2
solutions:

Regarding preferred digital management solution, Table 152 shows how many respondents
chose each. In total, 634 participants gave a response to this question. Since there were 958
selections, many made the permitted two choices.

Table 152. Distribution of the respondents

Total number of valid answers: 634

Answer choices Responses

Telephone appointment/advice 200 31.55%
Video consultation 255 40.22%
Email exchange with health care professional 161 25.39%
Use of interactive electronic health records 79 12.46%
Telemedicine mobile health platforms/mobile applications 65 10.25%
| prefer personal contact 173 27.29%
None 25 3.94%

The top three of the preferred digital management solutions is presented in Figure 93.
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Figure 95. Top three preferred digital management solutions

It is interesting to see that even when personal contact is very difficult, still 173 (27.29%) of
the respondents prefer this type of contact.

2.7.3. Are you using modern communication means to help you stay in touch with
others?

It is a fact that the Covid-19 pandemic forced us to use more technology to stay in contact
with others, to communicate, to read news, and so on. Therefore, is not surprising that of the
total number of respondents (631), nearly all — 597 (94,61%) — are using modern
communication means to stay in touch with others (Table 153, Figure 96).

Table 153. Distribution of the respondents

Total number of valid answers: 631

Answer choices Responses

Yes 597 94.61%
No 26 4.12%
Not relevant 8 1.27%
Total 631 100.00%
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Figure 96. Are you using modern communication means to help you stay in touch with
others?

Table 154 shows that 92.95% of British respondents and 93.81% of Dutch respondents are
using modern communication means to help them stay in touch with others.

Table 154. Distribution of the respondents by country

Total number of valid answers: 564

Country

Answer choices Bulgaria France Germany Italy Netherland Spain UK Total
Yes 6 77 36 22 106 60 224 531
No 0 2 1 1 6 2 13 25
Prefer not to say 0 0 1 0 1 2 4 8
Total 6 79 38 23 113 64 241 564
300
250
200
150
100
) I l
o H m

Bulgaria France Germany Italy Netherlands Spain UK

HYes HNo Not relevant

Figure 97. Distribution of the respondents by country
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Regarding gender, 94.27% of female respondents and 96.55% of male respondents are using
modern communication means to help them stay in touch with others (Table 155).

Table 155. Distribution of the respondents by gender

Total number of valid answers: 631

Gender
Answer choice Male Female Other Total
Yes 84 510 3 597
No 3 23 0 26
Not relevant 0 8 0 8
Total 87 541 3 631

600
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400 H Yes
H No
300
Not relevant
200

Male Female Other

Figure 98. Distribution of the respondents by gender

With respect with the age, 93.83% of those over 65 are using modern communication means
to help them stay in touch with others (Table 156).

Table 156. Distribution of the respondents by age

Total number of valid answers: 631

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 1 17 52 128 186 141 72 597
No 0 0 1 3 9 7 6 26
Not relevant 0 1 2 0 4 1 0 8
Total 1 18 55 131 199 149 78 631
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Figure 99. Distribution of the respondents by age

2.7.4. What are you using to allow you to stay in touch with others?

Table 157 and Figure 100 show the number of the respondents who chose one gadget from
a combination of two, three or four. The total number of respondents is 621.

Table 157. Distribution of the respondents

Total number of valid answers: 621

Answer choices Responses
Computer/laptop 389 61.65%
Tablet 222 35.18%
Smartphone 548 86.85%
Other 24 3.80%

600

548

500

400

300

200

100

24

B Computer M Tablet M Smartphone Other

Figure 100. What are you using to allow you to stay in touch with others?...
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Table 158 shows the number of the participants who are using one, two, three or four types
of gadgets.

Table 158. Distribution of the respondents with respect to the number of gadgets that
they are using

One type of gadgets

Answer choices Responses
Computer/Laptop 36 5.71% 16.22%
Tablet 21 3.33% 9.46%
Smartphone 152 24.09% 68.47%
Other 13 2.06% 5.86%
Total 222 35.18% 100.00%

Two types of gadgets
Answer choices Responses
Computer/Laptop&Tablet 9 1.43% 3.36%
Computer/Laptop&Smartphone 201 31.85% 75.00%
Computer/Laptop&Other 2 0.32% 0.75%
Tablet&Smartphone 55 8.72% 20.52%
Tablet&Other 1 0.16% 0.37%
Total 268 42.47% 100.00%

Three types of gadgets
Answer choices Responses
Computer/Laptop&Tablet&Smartphone 133 21.08% 95.68%
Computer/Laptop&Tablet&Other 1 0.16% 0.72%
Computer/Laptop&Smartphone&Other 5 0.79% 3.60%
Total 139 21.08% 100.00%

All types of gadgets

Answer choices Responses
Computer/Laptop&Tablet&Smartphone&Other 2 0.32% 100.00%
Total 2 0.32% 100.00%
Grand total 631 100.00%

e 222 are using only one type of gadget, and most of them — 152 (68.47%) — are using
smartphones.

e 268 are using a combination of two gadgets and most of them — 201 (75%) — are using
computer/laptop and smartphone.

e 139 are using a combination of three gadgets and almost all are using
computer/laptop or tablet or smartphone.
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Table 159. Distribution of the respondents by gender
Gender

One type Male Female Other Total
Computer/laptop 5 31 0 36
Tablet 4 17 0 21
Smartphone 13 139 0 152
Other 0 13 0 13
Total 22 200 0 222
Two types Male Female Other Total
Computer/Laptop&Tablet 3 6 0 9
Computer/Laptop&Smartphone 32 167 2 201
Computer/Laptop&Other 0 2 0 2
Tablet&Smartphone 8 47 0 55
Tablet&Other 0 1 0 1
Total 43 223 2 268
One type Male Female Other Total
Computer/Laptop&Tablet&Smartphone 22 110 1 133
Computer/Laptop&Tablet&Other 0 1 0 1
Computer/Laptop&Smartphone&Other 0 5 0 5
Total 22 116 1 139

250

223
200
150
116
100
50

= One type = Two types Three types

Figure 101. Distribution of the female respondents by the number of gadgets

Table 159 shows the distribution of the respondents by gender. Regarding female

respondents, from the total number who provided an answer for each combination

69.50% are using smartphones.

74.89% are using a combination of smartphones and computer/laptop.
94.82% are using a combination of smartphones, computer/laptop and tablet.
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Regarding the age, from the total number of the respondents over 65 who provided an

answer for each combination
e 63.63% are using smartphones.

e 68.68% are using a combination of smartphones and computer/laptop.
e 92.15% are using a combination of smartphones, computer/laptop and tablet.

Table 160. Distribution of the respondents by age

Age

One type <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Computer/laptop 1 0 0 3 11 11 10 36
Tablet 0 0 0 1 9 7 4 21
Smartphone 0 6 15 34 58 31 8 152
Other 0 0 0 2 5 5 1 13
Total 1 6 15 40 83 54 23 222
Two types <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Computer/Laptop&Tablet 0 0 0 0 0 4 5 9
Computer/Laptop&Smartphone 0 11 26 40 56 48 20 201
Computer/Laptop&Other 0 0 0 0 0 2 0 2
Tablet&Smartphone 0 1 4 15 15 11 9 55
Tablet&Other 0 0 0 1 0 0 1
Total 0 12 30 55 72 65 34 268
Three types <18 18-25 26-35 36-50 51-65 66-75 >75 Total
g&?ﬁg;ﬂﬁ ;aptOp&Tab'et& 0 o 10 35 41 28 19 133
Computer/Laptop&Tablet&Other 0 0 0 0 0 1 0 1
(SILOOThpeurter/Laptop&Smartphone 0 0 0 0 ) 1 ) 5
Total 0 0 10 35 43 30 21 139
90
80
70
60
50
40
30
20
- B I

0

26-35 36-50 51-65 66-75 >75
H One type Two types Three types

Figure 102. Distribution of the respondents by the number of gadgets and age
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2.8. Employment and Income

The Covid-19 pandemic changed, maybe forever, the way in which companies think about the
way of working. Some of them have transferred their entire activities in online, using a “work
from home” system. Others applied a hybrid type of work and some continue the classical
way of working.

The purpose of this part of the study is to see how the pandemic influenced the work
environment of the participants.

2.8.1. Has the current situation interfered with your employment status?

Table 161 and Figure 103 show that of the total number of the respondents (630), 47.62%
were not working before the pandemic. 18.89% said the pandemic had affected their
employment states, and 32.54% said it had not.

Table 161. Distribution of the respondents

Total number of valid answers: 630

Answer choices Responses

Yes 119 18.89%

No 205 32.54%

| wasn't working before the pandemic 300 47.62%

| don't know 6 0.95%

Total 630 100.00%
0,95%

u Yes

No

47,62%
| wasn't working before the
pandemic

I don't know

32,54%

Figure 103. Has the current situation interfered with your employment status?
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Table 162. Distribution of the respondents by country

Total number of valid answers: 563

Country
Answer choices Bulgaria France Germany Italy Netherland Spain UK Total
Yes 2 16 4 9 26 12 39 108
No 4 7 24 6 32 29 75 177
L‘é"fzi:t working 50 10 8 54 23 127 272
| don't know 0 6 0 0 0 0 0 6
Total 6 79 38 23 112 64 241 563

Table 162 shows that many of the French (63.30%), British (52.70%), Dutch (48.21%), Spanish
(35.94%), Italians (34.78%) and Germans (26.32%) respondents weren’t working before the
pandemic.

With respect to gender, 51.66% of female respondents were working and for 19.81% of them,
the current situation interfered with their employment status. 47.22% women weren’t
working before the pandemic (Table 163). 51.72% of male respondents reported they were
working, and 13.79% said the situation had interfered with their work, and 48.28% were not
working before the pandemic.

Table 163. Distribution of the respondents by gender

Total number of valid answers: 630

Gender
Answer choice Male Female Other Total
Yes 12 107 0 119
No 33 172 0 205
| wasn't working before the pandemic 42 255 3 300
| don't know 0 6 0 6
Total 87 540 3 630
300
250
200
H Male
150
B Female
100 Other
50
A
0
Yes No I don't know | wasn't working
before the
pandemic

Figure 104. Distribution of the respondents by gender
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From the total respondents between 26 and 65 (group considered to be active), 59.74% were
working and for 22.59% the current situation interfered with the employment status, while
39.48% weren’t working before the pandemic (Table 164).

Table 164. Distribution of the respondents by age

Total number of valid answers: 630

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 4 16 33 38 25 3 119
No 0 5 22 52 69 35 22 205
| wasn't working before the pandemic 1 9 17 45 90 86 52 300
| don’t know 0 0 0 1 2 3 0 6
Total 1 18 55 131 199 149 77 630
300
250
200
150
100
50 q 4
0
No I don't know I wasn't working
before the
pandemic

m<18 18-25 26-35 36-50 m51-65 66-75 >75

Figure 105. Distribution of the respondents by age

2.8.2. If yes, what was the interference?

Table 165 shows further details from the respondents who said ‘yes’ to the previous
questions. A high proportion, 47 (39.50%) — consider that the reason for the interference was
different from the suggestions offered in the survey. They were not offered the opportunity
to say what the reason was.

Table 165. Distribution of the respondents

Total number of valid answers: 120

Answer choices Responses

| was fired/resigned from my work since the pandemic started (1) 13 10.92%
Was send on absent leave (furlough) with full payment
(employer or social security) (2)

Was send on absent leave (furlough) with some payment
(employer or social security) (3)

10 8.40%

15 12.61%
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Was send on absent leave (furlough) without payment (4) 9 7.56%

| am still working (5) 25 21.01%

Other (6) 47 39.50%

Total 119 100.00%
10,92% = | was fired/resigned from my work

since the pandemic started

8,40% .

’ = Was send on absent leave (friough)
with full payment (employer or
social security)

Was send on absent leave (friough)

12,61% with some payment (employer or
social security)

39,50%

Was send on absent leave (friough)
without payment

7,56%
= | am still working

= Other

21,01%

Figure 106. If yes, what was the interference?

42.05% of the female respondents and 40.23% of the respondents between 26 and 65 chose
other reason than described (Table 166 and Table 167).

Table 166. Distribution of the respondents by gender

Total number of valid answers: 120

Gender
Answer choice Male Female Total
(1) 1 12 13
(2) 2 8 10
(3) 2 13 15
(4) 1 8 9
(5) 4 21 25
(6) 2 45 47
Total 12 107 119
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Figure 107. Distribution of the respondents by gender
Table 167. Distribution of the respondents by age
Total number of valid answers: 120
Age
Answer choice 18-25 26-35 36-50 51-65 66-75 >75 Total
(1) 0 5 1 3 4 0o 13
(2) 0 3 2 2 3 0 10
(3) 0 3 4 4 4 0o 15
(4) 1 1 4 3 0O 0 9
(5) 2 2 6 9 4 2 25
(6) 1 2 16 17 10 1 47
Total 4 16 33 38 25 3 119
60
50
40
30
20
10 - [ ] - — -
0 | | — — — || —
| was fired/resigned  Was send on Was send on Was send on I am still working Other

from my work since

the pandemic
started

absent leave absent leave absent leave
(friough) with full (friough) with some (friough) without
payment (employer payment (employer payment
or social security) or social security)

N 18-25 M 26-35 36-50 H51-65 M 66-75

u>75

Figure 108. Distribution of the respondents by age
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2.8.3. If you remain at work was that:

Regarding the way in which respondents continued to do their activity, most of them (62.44%)
chose the answer ‘not relevant’ (Table 170, Figure 109) - meaning that they do not work or
were self-employed. Despite the changes in working practice that we hear is occurring during
the pandemic, it can be seen that 16.47% have to go to a workplace, and only 6.17% have
flexibility in working from home or at a workplace.

Table 170. Distribution of the respondents

Total number of valid answers: 583

Answer choices Responses

| have to go to my workplace 96 16.47%
| work from home 87 14.92%
Both - | have flexibility 36 6.17%
Not relevant 364 62.44%
Total 583 100.00%

16,47%

= | have to go to my workplace
14,92% | work from home
Both - | have flexibility
62,44% Not relevant

6,17%

Figure 109. If you remain at work was that:

Of the total number of female respondents, 16.66% had to go to their workplace, and only
5.62% have flexibility.

Table 171. Distribution of the respondents by gender

Total number of valid answers: 583

Gender
Answer choice Male Female Other Total
| have to go to my workplace 13 83 0 96
| work from home 10 77 0 87
Both - | have flexibility 8 28 0 36
Not relevant 51 310 3 364
Total 82 498 3 583
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Figure 110. Distribution of the respondents by gender
Since most of the respondents considered that the situations presented are not relevant, the

same thing is in the case of the distribution by age. Of the total number of the respondents
between 26 and 65; 20.81% had to go to their workplace.

Table 172. Distribution of the respondents by age

Total number of valid answers: 583

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
| have to go to my workplace 0 3 8 31 38 12 4 96
| work from home 0 4 13 25 25 14 6 87
Both - | have flexibility 0 0 6 14 10 5 1 36
Not relevant 1 11 27 57 116 95 57 364
Total 1 18 54 127 189 126 68 583
400
350
300
250
200
150
100
0
I have to go to my | work from home Both - | have Not relevant
workplace flexibility

H<18 m18-25 MW 26-35 36-50 W 51-65 M 66-75 >75

Figure 111. Distribution of the respondents by age
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2.8.4. Has your income out of work dropped since the beginning of the pandemic?

As shown in Table 173, of the total number of the respondents (604), 37.25% declare that
their income has not dropped since the pandemic started, while 14.40% weren’t that lucky.
It is very interesting that a high percentage declare that this question is not a relevant to

them, they have no work income (48.34%).

Table 173. Distribution of the respondents

Total number of valid answers: 604

Answer choices Responses
Yes 87 14.40%
No 225 37.25%
Not relevant 292 48.34%
Total 604 100.00%
14,40%
48,34% . Ves
No
Not relevant
37,25%

Figure 112. Has your income out of work dropped since the beginning of the pandemic?

Female respondents report that work income dropped since the beginning of the pandemic
(15.14%), for men the figure is 10.47% (Table 174).

Table 174. Distribution of the respondents by gender

Total number of valid answers: 604

Gender
Answer choice Male Female Other Total
Yes 9 78 0 87
No 28 197 0 225
Not relevant 49 240 3 292
Total 86 515 3 604
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Figure 113. Distribution of the respondents by gender

If we consider the group age considered to be active on the labor market (26-65), 16.75%
declared that their income has dropped since the beginning of the pandemic. (Table 175).

Table 175. Distribution of the respondents by age

Total number of valid answers: 604

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 2 8 25 30 18 4 87
No 0 7 27 57 77 39 18 225
Not relevant 1 9 20 46 86 80 50 292
Total 1 18 55 128 193 137 72 604
200
180
160
140
120 Yes
100 m No
80 W Not relevant
60
40
0
<18 18-25 26-35 36-50 51-65 66-75

Figure 114. Distribution of the respondents by gender
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2.8.5. If yes how much did your income drop?

For this question, only 129 answers were valid. From this number of respondents, we see
almost equal percentages for those who declare a cut in the income of 10% (27.13%) and 25%
(26.36%). Since in at the previous question, only 87 participants declared a cut in theirincome,
the percent of 17.83% declaring a 100% percent dropping in the salary can be interpreted as
people who lost their jobs.

Table 176. Distribution of the respondents

Total number of valid answers: 129

Answer choices Responses
10% 35 27.13%
25% 34 26.36%
50% 18 13.95%
75% 19 14.73%
100% 23 17.83%
Total 129 100.00%
17,83%

= 10%
25%

14,73% 50%

75%
100%

13,95% 26,36%

Figure 115. If yes how much did your income drop?

From the total number of female respondents, for 48.64% the income dropped with 10%
and/or 25%, while 19.82% lost their job (Table 177).

Table 177. Distribution of the respondents by gender

Total number of valid answers: 129

Gender
Answer choice Male Female Total
10% 8 27 35
25% 7 27 34
50% 1 17 18
75% 1 18 19
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Figure 116. Distribution of the respondents by gender

In the age group considered to be active (26-65) the situation is the following (Table 178):
e for 28.26% the income dropped with 10%.
e for 25.00% the income dropped with 25%.
e 18.47% lost their job.

Table 178. Distribution of the respondents by age

Total number of valid answers: 129

Age
Answer choice 18-25 26-35 36-50 51-65 66-75 >75 Total
10% 1 7 9 10 4 4 35
25% 1 4 7 12 9 1 34
50% 0 0 7 8 3 0 18
75% 1 1 6 4 5 2 19
100% 3 5 4 8 3 0 23
Total 6 17 33 42 24 7 129
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Figure 117. Distribution of the respondents by age

2.8.6. Do you receive any other income besides the payment for work?

When it comes to extra income, from the total number of the respondents (597), 21.11%
receive other income besides the payment from work, while 41.54% don’t (Table 179, Figure
124).

Table 179. Distribution of the respondents

Total number of valid answers: 597

Answer choices Responses

Yes 126 21.11%
No 248 41.54%
Not relevant 223 37.35%
Total 597 100.00%

21,11%

37,35%
u Yes

= No

= Not relevant

41,54%

Figure 118. Do you receive any other income besides the payment for work?
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19.48% of the total number of female respondents receive an extra income (Table 180) while
of the total number of the male respondents, 31.40% receive an extra income.

Table 180. Distribution of the respondents by gender

Total number of valid answers: 597

Gender
Answer choice Male Female Other Total
Yes 27 99 0 126
No 26 222 0 248
Not relevant 33 187 3 223
Total 86 508 3 597
600
500
400 H Yes
E No
300
H Not relevant
200
- A
A
0
Male Female Other

Figure 119. Distribution of the respondents by gender

Table 181 shows that of the total number of the respondents considered to be retired (over
65), 17.64% have extra incomes (beside pension), and 50.49% consider the problem of extra
incomes not relevant.

Table 181. Distribution of the respondents by age

Total number of valid answers: 597

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 3 9 26 52 28 8 126
No 0 10 30 60 83 47 18 248
Not relevant 1 4 16 42 57 59 44 223
Total 1 17 55 128 192 134 70 597

123



PAE-2021 Chronic Pain — COVID19 disease

200
180
160

140
120 Yes
100 H No
80 H Not relevant
6
4
’ s
A

<18 18-25 26-35 36-50 51-65 66-75

o O O O

Figure 120. Distribution of the respondents by age

2.8.7. If yes, has this other income dropped?

Table 182 shows that this extra income, remains at the same level for 87.30% of the total
number of the respondents (126), while for 10.32% even this income has dropped during the
pandemic.

Table 182. Distribution of the respondents

Total number of valid answers: 126

Answer choices Responses

Yes 13 10.32%

No 110 87.30%

Not relevant 3 2.38%

Total 126 100.00%
238%  10,32%

= Yes
= No

Not relevant

87,30%

Figure 121. If yes, has this other income dropped?
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Table 183 shows that for 11.11% of the total number of female respondents, the extra income
has dropped, while for 85.85% the extra income has not dropped. The situation for men is:
7.47% report the extra income has dropped, and for 92.59% it has not.

Table 183. Distribution of the respondents by gender

Total number of valid answers: 126

Gender

Answer choice Male Female Total
Yes 2 11 13
No 25 85 110
Not relevant 0 3 3
Total 27 99 126

500

450

400

350 H Yes

300 E No

250

200 M Not relevant

150

. A

50 A

Male Female Other

Figure 122. Distribution of the respondents by gender

Table 184 shows that for all age group, their extra income hasn’t dropped much.

Table 184. Distribution of the respondents by age

Total number of valid answers: 126

Age
Answer choice 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 0 2 7 2 2 13
No 3 9 22 45 25 6 110
Not relevant 0 0 2 0 1 0 3
Total 3 9 26 52 28 8 126
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Figure 123. Distribution of the respondents by age
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2.8.8. Have you ever felt that you are being paid less than you deserve in your job
(wages / salary) due to your pain condition?

Table 185 shows that of the total number of respondents, 38.76% consider that they are paid
less than they deserve, while for the same percent, the question is not relevant.

Table 185. Distribution of the respondents

Total number of valid answers: 614

Answer choices Responses
Yes 238 38.76%
No 138 22.48%
Not relevant 238 38.76%
Total 614 100.00%
38,76% 38,76%
= Yes
No

22,48%

Not relevant

Figure 124. Have you ever felt that you are being paid less than you deserve in your job
(wages / salary) due to your pain condition?
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Table 186 shows that 37.40% of the total number of female respondents consider that they
are paid less than they deserve, while 23.47% consider that they are paid fairly. For men,
48.27% consider they are discriminated again, and 17.24% consider they are paid fairly.

Table 186. Distribution of the respondents by gender

Total number of valid answers: 614

Gender
Answer choice Male Female Other Total
Yes 42 196 0 238
No 15 123 0 138
Not relevant 30 205 3 238
Total 87 524 3 614
600
500
400 M Yes
E No
300
M Not relevant
200
- A
y 4
0
Male Female Other

Figure 125. Distribution of the respondents by gender

Considering the active group (26-65) of the total number of the respondents, 43.68%
respondents consider that they are paid less than they deserve, while 24.21% consider that
they are paid fairly (Table 187).

Table 187. Distribution of the respondents by age

Total number of valid answers: 614

Age
Answer choice <18 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 0 6 23 49 94 51 15 238
No 0 5 15 42 35 30 11 138
Not relevant 1 6 17 38 67 61 48 238
Total 1 17 55 129 196 142 74 614
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Figure 126. Distribution of the respondents by age

2.8.9. Do you feel that your chronic pain condition had an impact on lowering your total
annual income (salary and/or other income)?

Table 189 shows that of the total number of respondents, 38.64% consider that their chronic
pain condition had an impact on lowering their total annual income, while almost same
percent, state that the question is not relevant.

Table 189. Distribution of the respondents

Total number of valid answers: 616

Answer choices Responses

Yes 238 38.64%
No 138 22.40%
Not relevant 240 38.96%
Total 616 100.00%

38,76% 38,76%

u Yes
No

Not relevant

22,48%

Figure 127. Do you feel that your chronic pain condition had an impact on lowering your
total annual income (salary and/or other income)?

Table 190 shows that 41.21% of the total number of females consider that their chronic pain
condition had an impact on lowering their total annual income, while 19.02% do not consider
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that. For men, 40.38% consider their pain was relevant and 30.77% do not think it affected
their income.

Table 190. Distribution of the respondents by gender

Total number of valid answers: 400

Gender
Answer choice Male Female Other Total
Yes 21 143 0 164
No 16 66 1 83
Not relevant 15 138 0 153
Total 52 347 1 400
180
160
140
120 H Yes
100 No
80 Not relevant
60
40
20
0
Male Female Other

Figure 128. Distribution of the respondents by gender

Considering the active group (26-65) of the total number of the respondents, 38.17% consider
that the chronic pain condition had an impact on lowering the total annual income, while
23.65% do not. (Table 191).

Table 191. Distribution of the respondents by age

Total number of valid answers: 400

Age
Answer choice 18-25 26-35 36-50 51-65 66-75 >75 Total
Yes 5 9 37 46 44 23 164
No 2 6 17 34 15 9 83
Not relevant 4 11 30 51 39 18 153
Total 11 26 84 131 98 50 400
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Figure 129. Distribution of the respondents by age
3 DISCUSSION

From the enormous amount of work which has been done, we are able to make some conclusions
from this. This survey shows the many things that need to be improved, we will limit ourselves to
one main conclusion regarding each section of the survey. In this way we open the way for
discussion on what must be done to improve the situation for people living with chronic pain in
Europe.

3.1 Statistics regarding the structure of the sample
The main conclusion from this section is that females were over-represented in the replies.

3.2 Physical condition

A startling conclusion in this section is that almost everyone who replied (925 out of 952) stated they
had to wait so long to get a diagnosis, they were already a ‘chronic pain patient’ according to the
IASP criteria before they got their diagnosis.

3.3 Medication and treatment

Although this was a section with many questions, the answers to which provided many things to
think about, one response was remarkable. It calls for further research as it could potentially create
dangerous situations: 752 of the total number of responders, 948, are using medication for their
pain condition of which 700 are using prescribed medication. However, when the same group (752)
were asked whether they use over-the-counter (OTC) medication, 128 answered that they do use
OTC medication.

This could indicate that people are using both prescribed and OTC medications with or without the
knowledge of the prescriber. Such use can cause serious health problems.

3.4. Feelings and psychological state
This section, which deals with the person as a whole, has some interesting findings.
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One can argue whether 5.61 is a satisfactory quality of life (QoL) or not (where the range is 0 for no
Qol and 10 the best imaginable). Assuredly, a rating of 4.15 is not.

However, what is most striking, and it is worth thinking about the causes of this, is the fact that from
the total valid responses 796, 224 stated they had no one to talk to about their problems.

This is a shocking figure as this is firmly in contrast with the multimodal / multidisciplinary approach
to managing chronic pain. If you can’t deal with your feelings, the likelihood of finding a satisfactory
intervention which can lead to self-management is almost zero. It also explains the decreasing score
for QolL, and all other issues surveyed.

3.5. Social situation

We noticed that the disruption caused by the pandemic raises some interesting figures which call for
further research. What is very obvious, from the figures, is the fact the humans are a social species.
The social disruption is most reported in those areas where there was interaction between people
who are not really close to each other.

3.6. COVID-19 Pandemic

The figures in this segment are not shocking figures. The only eye-catching item is that respondents
in general have no confidence or are unsure if the healthcare system can handle this pandemic as
well as managing their chronic pain or any other co-morbidity.

3.7. Using modern technology

What is notable in this section is that most of the responders are using more than one device for
staying in contact with others. However, a large number of respondents also indicated that they
prefer personal contact with the healthcare professional.

3.8. Employment and Income

We can see that despite the urgent request to work from home almost half of those who are
working had to go to the workplace. AlImost half of those who reported a drop in income stated that
this was a loss of 50% or more.

4. CONCLUSION

After seeing this long report, reading the introduction, discussion and conclusions it is obvious that
all these results are open for interpretation, discussion and are fuel for more research. That is fine
and perfectly normal. However, we need to keep in mind that these results came from people with
chronic pain and show how they experience this situation.
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6. APPENDIX

The questions in the survey.

Physical

1)

2)

3)

Which condition causes you the most pain?

Temporomandibular Joint Disorders (TMD, TMJ)
chronic fatigue syndrome

Headaches/migraine

Stroke (cerebrovascular accident)

Transient ischaemic attack

Dementia

Neuropathic pain (such as shingles/trigeminal neuralgia)
Peripheral neuropathy (from diabetes, etc)

Low back pain

. Arthritis, arthrosis and rheumatism

. Ankylosing spondylitis

. Genetic problem (Marfan, hypermobility, etc)
. Scleroderma or Raynaud’s syndrome

. Amputation and phantom limb

. Damage to neck nerve

. Damage to arm/hand/finger nerve

. Damage to leg/foot nerve

. Sciatica

. Fibromyalgia

. Complex Regional Pain Syndrome/Reflex Sympathetic Dystrophy
. Mutlple sclerosus

. Parkinson’s disease

. Multiple myeloma

. Chemotherapy-induced pain

. Cancer pain

. Torso/thorax pain

. Abdomen and bowel (gastrointestinal)

. Uro-genital pain

. Endometriosis and other gynaecological conditions
. Rare diseases

. Other known cause

. Unexplained reason

. No diagnosis

Who diagnosed you?
Pain specialist
Neurologist
Rheumatologist

GP

Internist/specialist in internal medicine
Other

How long ago were you diagnosed with chronic pain:
Less than six months

Seven months to 1 year

1-3 years

4-6 years
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6-10 years
Over 10 years
No diagnosis

Medication / treatment

4) Are you using medication for your pain condition at this moment?
Yes
No

4b)  Are these prescribed medications?
Yes
No

4c)  Are these over-the-counter medications that you can buy in a pharmacy
Yes
No

5) Has access to your medicines been harder during the pandemic?
Yes
No
| don’t know

6) Are you afraid to take any prescribed medication because of the COVID-19
pandemic?
Yes
No
| don’t know

7) Are you afraid to take any over the counter medication that you can buy in the
pharmacy because of the COVID -19 pandemic
Yes
No
| don’t know

¥ 8) Since the beginning of the COVID pandemic, have you experienced
delays or obstacles in accessing any of the following (indicate all that apply)
An appointment with an HCP (primary care doctor, pain specialist, nurse, etc)
A medical device or medical equipment
A treatment intervention
Hospitalisation
Your medicine(s)
None of the above
Other — please comment

9) If you had an appointment with a healthcare professional and you decided to
cancel that appointment, why did you cancel it?

Because I'm afraid to go outdoors

I'm afraid to go to the hospital/professionals' office

Because | don'’t trust digital communication

| don’t want to tire them with my problems in this period

Not relevant
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10)

11)

12)

13)

14)

Thinking of access overall, how difficult or easy has it been to obtain the
healthcare and services you needed since the beginning of the pandemic?
Very easy

Easy

Same as usual

Difficult

Very difficult

Where or how are you currently receiving your pain management? (tick all
applicable)

General practitioner or family doctor

Local health centre

Pain clinic in a local hospital

Pain clinic in a university hospital

Private hospital

Self management supported by my association

Self management .

| am not getting any care

Since the pandemic has started, how frequent is your therapy?
Once a week

More often than once a week

26-51 times per year

13-25 times per year

1-5 times per year

Not relevant

If you received home care (washing, changing bandages, etc) is this being
continued in the same way as before Covid-19?

Yes

Partly

No

Not relevant

Since the pandemic has started, how frequent has the homecare been
occurring?

Once a week

More often than once a week

26-51 times per year

13-25 times per year

1-5 times per year

Not relevant

Your feelings and psychological state

15)

16)

17)

How would you rate your quality of life before the pandemic, while living with
chronic pain? 0-10

How would you rate your quality of life now that we are living in a pandemic? 0-
10

Has the Covid-19 pandemic affected your mood?

It is much worse
it is worse
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18)

19)

20)

21)

22)

23)

it is the same
it is better
it is much better

Has the Covid-19 pandemic affected your pain intensity?
It is much worse

it is worse

it is the same

it is better

it is much better

Has the Covid-19 pandemic affected how pain interferes with how your daily
routines?

It interferes a great deal

It interferes somewhat

It is the same

It interferes less

It interferes much less

Has the Covid-19 pandemic affected how you sleep?
| sleep much worse

| sleep worse

| sleep the same

| sleep better

| sleep much better

The Covid =19 pandemic may have caused you some of these problems. If so
chose a maximum three:

Anxiety

Anxious

Nervous

Irritability

Listless

Worried

Depressed feelings

Depression

Insomnia

Alcohol / substance / food abuse or addiction
Not relevant

Other (please specify)

If you experience any of the above problems are you able to speak with
someone about them?

Yes

No

Not relevant

If yes with whom?

Yes, a specialist professional

Yes, my family doctor

Yes, someone from my patient association
Yes, a family member

Other

Not relevant
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24)

25)

26)

If you are worried, what are your worries? Choose the top 3:
A loved one becoming infected

Catching the virus myself

Going to a hospital or doctor’s office

Not being able to see my doctor

Losing access to medications

Not knowing when this will end

Not being able to see family and friends

Visiting locations where | might become infected
My mental health

Running out of food or essential supplies
Financial problems

Other

Have these worries increased over time of the pandemic?
Yes

No

Don’t know

Have you participated in a patient association's forum/meetings on 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

Not relevant

Social situation

27)

28)

29)

30)

Have you felt stigmatized due to your chronic pain condition during this Covid-
19 pandemic period?

Yes

No

Don’t know

Do you feel this has increased over time of the Covid-19 pandemic?
Yes

No

Don’t know

Has your social life been disrupted because of the Covid-19 pandemic?
Yes

No

Don’t know

In which areas you find the disruption the biggest? Rate each situation from 0
to 10 where 10 is the most and 0 the least

Close family contact (children, partner)

Family contact (parents, brothers, sisters)

Relatives (cousins, nieces, uncles, aunties and so on)

Friends

Going out (pub, theatre, film)

Sports (active)

Sports (passive visiting games)

Eating out

Recreation (walking, biking, swimming)

Social clubs (chess, checkers, photographing, painting, modelling and so on)
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31)

32)

Were there social events which you would like to go to but couldn’t participate
because of the pandemic?

Wedding

Funeral

Anniversary

Farewell party

Birthdays

Births

Other

Please select the top three challenges you have felt since the pandemic
started?

Under-estimation by medical professionals of my chronic pain condition: how often
and how much it impacts on my life

Increased risk of poverty and stigma

Lack of adequate support in accessing, retaining, and returning to employment
Delayed access to diagnosis

Inadequate treatment options

The fact that research has been paused or stopped by COVID-19/coronavirus
Reimbursement challenges

The difficulty of assessing if the information | see is correct or misleading.

None

The Covid-19/coronavirus

33)

34)

35)

36)

37)

Have you been exposed to COVID-19/coronavirus?
Yes

No

Don’t know

Prefer not to say

Have you been tested for Covid-19/coronavirus?
Yes

No

Prefer not to say

Have you been diagnosed with Covid-19/coronavirus?
Yes

No

Prefer not to say

When a vaccine for Covid-19/coronavirus becomes available would you avail of
it?

Yes

No

Don’t know

It depends...

Prefer not to say

Do you believe you are more likely to contract Covid-19/coronavirus because
you have a chronic pain condition?
Not at all
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Don’t Know
I think so
Strongly believe | am

38) How confident are you in your healthcare system's capability/capacity to treat
Covid-19 disease as well as your chronic pain and any comorbidities?
No confidence
Unsure
Somewhat confident
Extremely confident

Using modern technology

39) How is modern technology integrated into your treatment of chronic pain
during the COVID-19 pandemic?
Telephone appointment/advice
Video consultation
Email exchange with the healthcare professional
Use of interactive electronic health records
Telemedicine mobile health platforms/maobile applications
Modern technology is not integrated into my treatment

40) What would be your preferred digital management solution(s)? Choose 1 or 2
solutions:
Telephone appointment/advice
Video consultation
Email exchange with the healthcare professional
Use of interactive electronic health records
Telemedicine mobile health platforms/mobile applications
None | prefer personal contact
None

41) Are you using modern communication means to help you stay in touch with others?
Yes
No
No relevant

42)  What are you using to allow you to stay in touch with others?...
Computer/laptop
Tablet
Smartphone

Employment /income

43) Has the current situation interfered with your employment status?
Yes
No
| wasn’t working before the pandemic
Don’t know

44) If yes what was the interference?

Yes, | was fired/ | resigned from my work since the pandemic started
Was send on absent leave (furlough) with full payment (employer or social security)
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45)

46)

47)

48)

49)

50)

48)

49)

Was send on absent leave (furlough) with some payment (employer or social
security)

Was send on absent leave (furlough) without payment

| am still working

Other

If you remain at work was that:

I have to go to my workplace: office / hospital / etc.
| work from home

Both - | have flexibility

Not relevant

Has your income out of work dropped since the beginning of the pandemic?
Yes

No

Not relevant

If yes how much did your income drop?
10%

25%

50%

75%

100%

Do you receive any other income besides the payment for work?
Yes

No

Not relevant

If yes has this other income dropped?
Yes

No

Not relevant

With how much did that drop?
10%

25%

50%

75%

100%

Have you ever felt that you are being paid less than you deserve in your job
(wages / salary) due to your pain condition?

Yes

No

Not relevant

Do you feel that your chronic pain condition had an impact on lowering your
total annual income (salary and/or other income)?

Yes

No

Not relevant

Research
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50) Do you think that research on chronic pain is still going on?
Yes
No
Don’t know

51) Were you involved as a person with chronic pain in a research project before
the COVID -19 pandemic started?
Yes
No
Not relevant

52) If yes are you still involved in that research project?
Yes
No
Research stopped
Not relevant

General

53) In which country do you live?
Austria
Belgium
Bulgaria
Croacia
Republica of Cyprus
Czech Republic
Denmark
Estonia
Finland
10.France
11.Germany
12.Greece
13.Hungry
14.Ireland

15. Italy

16. Latvia
17.Lithuania
18. Luxemburg
19. Malta

20. Netherlands
21.Norway
22.Poland

23. Portugal
24.Rumania
25.Serbia
26.Slovakia
27.Slovenia
28.Spain
29.Sweden

30. Switzerland
31.UK
32.0ther

CONOUNHEWN =

54) Gender?
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Man
Women
Other

55) How old are you?
Under 18
19-25
26- etc.
Over 70

55) Do you want to receive the report in English about this survey when we have
done the analysis?
Yes
No
56) Do you want to participate in follow up survey
Yes
No

If 55 or 56 is a ‘yes’ please provide an email address here ............

Thank you.
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