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Online supplementary file 1 Definition of patient education and research questions for the
systematic literature review

Definition of patient education:

Patient education is a planned interactive learning process designed to support and enable
people to manage their life with inflammatory arthritis and optimise their health and well
being

Research questions:

1.

8.
9.

How is PE organized in published studies from 2003 — to date? (availability, accessibility,
frequency, duration, by whom)

What content is used in PE programs? (If any, which theories and models are used?)
What are the learning goals for PE described in the literature?

Which techniques are used in PE? (i.e. self-help courses, books, e-health, SMP, CBT,
mindfulness, goal management, stress management, individual consultations with HPs,
peer contacts, role models, motivational (interview) discussions, exercise therapy,
lifestyle changes)

Which modes and methods of delivery are used for PE? (Individual, group, e-health,
face-to-face education, etc.)

Who (professionals, lay persons, organisations) deliver what type of PE (see question 1)
and what skills or qualifications (in the subjects and pedagogics) do they have?

Which patients have participated in PE studies? (demographics, disease characteristics,
health literacy)

Which outcomes are reported for evaluation of PE? (including cost-effectiveness)

What are the effects of PE on knowledge, skills, attitudes and coping abilities?

10. What are the patients’ needs/expectations/preferences for PE?

PE = patient education, SMP = self management program, CBT = cognitive behavioural
therapy, HP = health professional



Online supplementary file 2: Systematic literature search

The systematic literature search was conducted by the research fellow (HAZ) and a medical
librarian, guided by an epidemiologist (AvT). The following databases were searched: Ovid
Medline, EMBASE, Cochrane Library, Psycinfo and CINAHL. Relevant keywords, free text
words and terms were selected and defined for a search strategy combining patient
education (PE) AND patients with inflammatory arthritis (IA). The search was limited to
studies on adults (age > 18), published between January 2003 and September 2013 (date of
search), written in English, German, French or Spanish. No limitations regarding geographical
area was applied

Systematic reviews and meta-analyses

A separate search was conducted for systematic reviews and meta-analyses in the databases
Ovid Medline and EMBASE. The same search terms were applied as well as the limitations
regarding languages and years of publication. However, the studies were not limited to
adults because relevant studies may be indexed without age-specifications.

Medline search strategy. (The same strategy, with an adjustment to the correct thesaurus,
was used in searching the other databases)

1. exp Behavior Therapy/

2. self management.mp. [mp-=title, abstract, original title, name of substance word, subject
heading word, keyword heading word, protocol supplementary concept word, rare disease
supplementary concept word, unique identifier]

3. exp Health Behavior/

4. cognitive behavioural therapy.mp. [mp=title, abstract, original title, name of substance
word, subject heading word, keyword heading word, protocol supplementary concept word,
rare disease supplementary concept word, unique identifier]

5. behaviour change.mp. [mp=title, abstract, original title, name of substance word, subject
heading word, keyword heading word, protocol supplementary concept word, rare disease
supplementary concept word, unique identifier]

6. exp Self Efficacy/

7. exp Relaxation Therapy/

8. Stress, Psychological/

9. stress management.mp. [mp=title, abstract, original title, name of substance word,
subject heading word, keyword heading word, protocol supplementary concept word, rare
disease supplementary concept word, unique identifier]

10. exp "Power (Psychology)"/

11. empowerment.mp. [mp=title, abstract, original title, name of substance word, subject
heading word, keyword heading word, protocol supplementary concept word, rare disease
supplementary concept word, unique identifier]

12. exp Counseling/

13. exp Exercise Therapy/



14. exp Health Promotion/

15. exp Information Dissemination/

16. exp Pamphlets/

17. exp Patient Education as Topic/

18. exp Patient Participation/

19. exp Patient-Centered Care/

20. exp Professional-Patient Relations/

21. exp Self Care/

22. exp Teaching/

23. exp Teaching Materials/

24. (educat: adj (patient: or consumer: or health:)).tw.

25. (information adj (patient: or consumer: or health:)).tw.

26. (advice adj (patient: or consumer: or health:)).tw.

27. consumer health information.tw.

28. (shared decisionmaking or informed choice).tw.

29. (patient adj3 education).ti,ab.

30. (patient adj3 information).ti,ab.

31. (education adj2 programs$).ti,ab.

32. (leaflet$ or bookletS or pamphletS or poster$).ti,ab.

33. ((written or printed or oral) adj3 information).ti,ab.

34. academic detailing.ti,ab.

35. training programs.ti,ab.

36. (professional patient relation: or physician patient relation: or doctor patient relation: or
nurse patient relation: or physical therapist patient relation: or physiotherapist patient
relation: or occupational therapist patient relation).tw.

37. (professional patient interaction: or physician patient interaction: or nurse interaction: or
physiotherapist patient interaction: or physical therapist patient interaction: or occupational
therapist patient interaction).tw.

38. (patient physician communication: or patient doctor communication: or patient nurse
communication: or patient physical therapist communication: or patient physiotherapist
communication: or patient occupational therapist communication).tw.

39. (patient professional relation: or patient physician relation: or patient doctor relation: or
patient nurse relation: or patient physical therapist relation: or patient physiotherapist
relation: or patient occupational therapist relation).tw.

40. (patient professional interaction: or patient physician interaction: or patient doctor
interaction: or patient nurse interaction: or patient physical therapist interaction: or patient
physiotherapist interaction: patient occupational therapist interaction).tw.

41. or/1-40



42. exp arthritis, rheumatoid/

43. ((rheumatoid or reumatoid or revmatoid or rheumatic or reumatic or revmatic or
rheumat$ or reumat$ or revmarthrit$) adj3 (arthritS or artrit$ or diseasS or condition$ or
noduleS)).tw.

44, (felty$ adj2 syndrome).tw.

45, (caplan$ adj2 syndrome).tw.

46. stillS disease.tw.

47. bechterews disease.tw.

48. exp Spondylarthropathies/

49. (ankylosS or spondylS).tw.

50. (bekhterev$ or bechterewsS).tw.

51. (Marie adj struempell$).tw.

52. exp Arthritis, Psoriatic/

53. (psoria$ adj (arthriti$ or arthropathS)).tw.

54. ((arthriti$ or arthropath$) adj psoria$).tw.

55. undifferentiated oligoarthritis.tw.

56. (inflamms$ adj5 (arthritS$ or arthrop$)).tw.

57.0or/42-56

58.41 and 57

59. exp clinical trial/ or comparative study/ or consensus development conference/ or
evaluation studies/ or meta-analysis/ or multicenter study/ or twin study/ or validation
studies/ or exp epidemiologic study characteristics as topic/

60. study.ti.

61. trial.ti.

62.59 or 60 or 61

63. 58 and 62

64. limit 63 to "review articles"

65. 63 not 64

66. limit 65 to (french or english or german or spanish)

67. limit 66 to last 10 years

68. limit 67 to ("adult (19 to 44 years)" or "young adult and adult (19-24 and 19-44)" or
"middle age (45 to 64 years)" or "middle aged (45 plus years)" or "all aged (65 and over)"



Online supplementary file 3: Categories of evidence and Strength of recommendations

Categories of evidence

Category Evidence

1A From meta-analysis of randomized controlled trials

1B From at least one randomised controlled trial

2A From at least one controlled study without randomisation

2B From at least one type of quasi-experimental study

3 From descriptive studies, such as comparative studies, correlation studies, or case
control studies

4 From expert committee reports or opinions and/or clinical experience of respected
authorities

Source: Dougados et al. EULAR standardised operating procedures for the elaboration,
evaluation, dissemination, and implementation of recommendations endorsed by the EULAR
standing committees. Ann. Rheum. Dis. 2004;63(9):1173

Strength of recommendations

Strength Directly based on

A Category 1 evidence

B Category 2 evidence or extrapolated recommendations from Category 1 evidence

C Category 3 evidence or extrapolated recommendations from Category 1 or 2
evidence

D Category 4 evidence or extrapolated recommendations from Category 2 or 3
evidence

Source: Dougados et al. EULAR standardised operating procedures for the elaboration,
evaluation, dissemination, and implementation of recommendations endorsed by the EULAR
standing committees. Ann. Rheum. Dis. 2004;63(9):1174
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Education for people with
inflammatory arthritis

INTRODUCTION

Patient education is a planned interactive learning process designed to support and enable people with
inflammatory arthritis to manage their life and optimise their health. Patient education activities include
giving help and advice on healthy living and how to stay well. Receiving patient education helps people to
manage their own illness and to have better health and well-being.

EULAR recommendations give advice to doctors and patients about the best way to treat and manage
diseases. EULAR has published in 2015 recommendations on patient education for people with
inflammatory arthritis. Inflammatory arthritis is a group of conditions where the joints become stiff and
painful due to the immune system attacking the body’s own tissues and causing inflammation. The main
conditions include rheumatoid arthritis, spondyloarthritis/ankylosing spondylitis and psoriatic arthritis.

Doctors, nurses, health professionals and patients worked together to develop these recommendations.
Including patients in the team ensured that the patient point of view was integrated in the
recommendations. The authors looked especially at the evidence on what type of patient education is
provided, who provides it and how it is provided. They also looked at the evidence on how well patient
education works.

WHAT DO WE ALREADY KNOW?

The concept of patient education has changed over the years. In the past, patient education meant that
doctors provided information and patients were passive recipients of this information. Nowadays, patient
education means more than just giving information, and patients are encouraged to be more involved in
decisions about their care. Patient education can improve people’s knowledge and ability to cope with
their disease.

WHAT DO THE RECOMMENDATIONS SAY?

The recommendations fall under two main principles. The first is that patient education should be
interactive and designed to support people in managing their disease and to improve their health and
quality of life. The second is that communication and shared decision-making are essential. This means
that patients should have a say in their treatment and management of their disease and be encouraged to
take decisions with their doctor and other health professionals.

Overall, there are eight recommendations. Each recommendation is based on available scientific evidence
or expert opinion. The more stars a recommendation has the stronger the evidence is and the more
important it is that you and your doctor follow it.

One star (*) means it is a weak recommendation with limited evidence.

Two stars (**) means it is a weak recommendation with some evidence.
Three stars (***) means it is a strong recommendation with some evidence.
Four stars (****) means it is a strong recommendation with a lot of evidence.

o Patient education should be a part of normal care for people with inflammatory arthritis.****
This will make sure that you understand your disease and that you are involved in your care and
decisions about your treatment. Informed patients are more likely to be able to manage it.



e Patient education should be offered more than once.**
You should get patient education when you are first diagnosed, and again each time you change your
medicine or if your health condition or personal needs change.

e The content of patient education should be designed according to the needs for each person.****
The patient education you get should be tailored to your personal needs and expectations. Some
people will want to know more about certain aspects of their disease than others.

o Patient education might be given in a variety of different ways.****
Some people might respond best to one-to-one education, while others might learn best in a group or
online, and further support. Phone calls or written materials may also be needed.

e Patient education should be based on theory and evidence.****
Some patient education may be supported by scientific evidence or educational theories. Others may
be based on ancient practices such as yoga or meditation. The aims of each are to improve well-being.

o Patient education should be evaluated.*
Patient education programmes should be evaluated. When the evaluation is done, the outcomes used
must reflect the programme objectives.

o Patient education should be delivered by health professionals e.g. doctors, nurses, psychologists,
physiotherapists and/or trained patients as part of a team.**
It is important that the people giving patient education are trained in proper techniques.

e People providing patient education should be trained and maintain their knowledge and skills.**
It is important that the people giving patient education are trained and have the right knowledge and
skills in order to provide high-quality education.

Overall, the recommendations say that it is important for you and your doctor or health professional to
work together to manage your disease and get the best possible results from treatment. If you have an
inflammatory arthritis these recommendations will give you some guidance on what to expect from
providers of patient education.

If you have any questions or concerns about your disease or your medication, you should speak to your
doctor or a health professional involved in your care.

This is the patient version of the EULAR recommendations for patient education in people with
inflammatory arthritis. The original publication can be downloaded from the EULAR website:
www.eular.org.
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