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Abstract 250

Background:  Information  and  education  are  recommended  for  patients  with

inflammatory arthritis including rheumatoid arthritis (RA) and spondyloarthritis (SpA).

However there is no consensus on which knowledge is essential to enhance patients’

self-management. The aim of this study was to determine such knowledge. 

Methods:  Based  on  published  knowledge  questionnaires(KQs)  collected  by  a

systematic literature review, a list of items was elaborated, classified in domains and

sub  domains.  A  Delphi  process  was  performed  with  rheumatologists,  healthcare

professionals  and patients in 2014-2015, selecting the items considered useful by

>50% of participants. 

Results:  3 published KQs were analysed: 2 for RA; 1 for SpA and 5 unpublished

KQs were also collected. In the KQs, 90 knowledge items were mentioned for RA

and 67 for SpA. The Delphi process involved 18 to32  participants in each round..

The 1st Delphi round enlarged the list to 322 items for RA and 265 items for SpA. The

second round selected 69 and 59 knowledge items for RA and SpA respectively, of

which 36 (52%) and 34 (57%) not present in the published KQs or were modified.

Key  domains  included  pharmacological  treatment,  coping  with  fatigue,  adaptative

skills to professional issues, patient-HP communication and shared decision making.

Conclusion: The present study provides a corpus of knowledge considered essential

for patients in the self-management of their arthritis. Many items were not present in

published KQs, reflecting recent emphasis on professional recommendations and the

patients’ perspective. Future work should lead to the development of new updated

KQs for patients with inflammatory arthritis. 

Total 1990



1. Introduction

Patient  education is recommended in the management inflammatory arthritis  (IA):

rheumatoid  arthritis  (RA)  and  spondyloarthritis  (SpA)  [1,2,3,4]. Specific

recommendations  on  patient  education  have  been  published  by  The  European

League Against Rheumatism (EULAR) [5],  reinforcing that patient education is an

integral part of standard care. The aim of patient education is to allow patients to

participate  in  their  own  care  and  manage  their  disease  in  order  to  improve  or

maintain their  quality of life [5-9].  Education includes a wide range of educational

activities based on a planned interactive process to help patients to acquire personal

skills [5,7]. Several educational needs have been identified such as knowledge and

management  of  the  disease, side  effects  of  treatments  and  corresponding  risk

factors,  non-pharmacological  treatment,  pain  control,  physical  exercises  and

behavior change [5,10-13]. Although patient education is not merely transmission of

knowledge, this phase is required. Moreover, assessing the patient’s knowledge is

part of the educational process and also part of the evaluation of the effectiveness of

educational interventions [6,7].  However, to date, there is no consensus on which

knowledge is essential for patients with IA.

Previous studies have led to the development of knowledge questionnaires (KQs) for

patients with RA [14-16] and SpA [17-19]. Moreover, more specific questionnaires

address medications such as methotrexate [20-21] or biologics [22-23]. Most of these

KQs, particularly the general KQs [14-17], were constructed before the biologics era

or before new issues such as comorbidities [24] or physical activity [25] had become

prominent. 

In this context, the aim of this study was to determine which knowledge is considered

essential for patients to manage their arthritis, as the acquisition of this knowledge

would be recommended as part of educational interventions in IA.   



2. Material and methods 

A steering  committee  consisting  of  2  rheumatologists  and  1  rheumatology  nurse

launched a multicentric survey through a 2-step process. In the first step, the steering

committee collected existing KQs through a systematic literature review of published

KQs and a non-systematic collection of unpublished KQs commonly used in France.

From these KQs, we elaborated a first list of items (list 1), classified in domains and

sub  domains,  for  instance  domain:  disease  knowledge,  sub  domain:  causes,

symptoms, evolution course, diagnosis…  

The  second  step  consisted  in  a  Delphi  process  with  the  participation  of

rheumatologists,  healthcare professionals  (HPs)  and  patients.  HPs were  selected

through  the  Patient  Education  Section  of  the  French  Society  of  Rheumatology

(http://sfr.larhumatologie.fr/)  on  a  voluntary  basis.  Patients  were  recruited  by  the

rheumatologists and HPs  with the following conditions: a diagnosis of  RA or SpA

including  psoriatic  arthritis  and  non-radiographic  spondyloarthritis,  ability  to  read

French and agreement to participate in the survey. No personal or medical data was

collected at any point and ethical approval was not necessary.

In the first Delphi round, participants were asked to enlarge on list 1 with as many

items as they considered important for self-management. The instructions were to

add items according to the recommendations of RA/SpA management [1-4] and their

own experience. The enlarged list (list2) passed through the 2nd Delphi round which

selected the items considered useful by more than 50% of participants. The items

with similar meaning were then grouped by the steering committee to obtain list 3.

Then, we compared the relative importance of the domains obtained in list 3 to the

domains  in  list  1  issued  from the  former  KQs.  We also  compared  the  domains

considered essential by participants for patients with RA versus patients with SpA. 

Statistical analysis: the analyses were computed using Stata (version 12, StataCorp,

College Station, USA).  Study sample was described by frequencies and associated

percentages for categorical data and by median and range [minimum-maximum] for

continuous data. Comparisons were performed using Chi2 or t tests as appropriate. 



3. Results 

Phase 1- literature review

Two patient KQs were found in the literature for RA patients, the Patient Knowledge

Questionnaire (PKQ) developed in 1991 [14] and the ACREU Rheumatoid Arthritis

Knowledge  Questionnaire  (questionnaire  developed  in  1997  [16].  A  more  recent

version of the PKQ was published in 2004 and validated in patients with early RA

[15]. One patient KQ was found in the literature for SpA patients, developed in 1998

[17]. A French survey using this questionnaire had been performed in France in 2004

[18]. Furthermore, 5 unpublished KQ were collected (3 for RA, 2 for SpA) among

multidisciplinary  education  teams  in  France,  one  of  which  has  been  used  in  a

randomized trial [26]. In total, 90 knowledge items were mentioned for RA and 67 for

SA  in  the  questionnaires,  which  mainly  included  knowledge  on  the  disease  and

treatments. (Table 1).

Phase 2 – Delphi process

In all, 218 participants responded in the Delphi rounds, 107 for RA and 111 for SpA

from 13 multidisciplinary teams dealing with IA across France,  in 2014-2015. The

number of participants in each round ranged from 18 to 32: 11-14 rheumatologists in

each RA and SpA round, 8-12 and 12 patients respectively and 6-7 and 7-10 HPs

respectively.  HPs  included  mostly  nurses.  Other  HPs  were  physiotherapists  and

occupational  therapists.  One  associative  patient  and  2  peer-patient  educators

participated in each round. Participants could be different from one round to another

to enlarge the representativeness of the sample. 

The 1st Delphi round enlarged the list to 322 items for RA and 265 items SpA (i.e., a

2.5 to 3-fold increase). The second round selected 135 and 92 knowledge items for

RA and SpA respectively. After the items with similar meaning had been grouped, the

final list of key knowledge (list 3) contained 69 items for RA and 59 items for SpA

(Table 1), 36 and 34 respectively not present in the published KQs or were modified.

There was no significant difference between the domains for RA and SpA in list 1 (p

= 0.42) nor in list 3 (p = 0.50).



Comparison of previous knowledge domains versus Delphi results

The knowledge domains were compared between list 1 and list 3 (table 2).  One of

the main significant results for both RA and SpA was a decrease of key domains

concerning the disease presentation: the participants showed a lessened interest for

causes and symptoms (supplementary tables 1 and 2). The overall number of items

concerning pharmacological treatments did not change for RA but biological disease

modifying  drugs  (bDMARDs)  were  now  included.  The  items  concerning

pharmacological treatments increased for SpA, due to the appearance in the list of

bDMARDs. The content of pharmacological strategy also changed for both RA and

SpA (supplementary tables 1 and 2). 

The number of items in relation with non-pharmacological treatment and self-care did

not change. However, sub domains of non-pharmacological treatment varied: less

joint protection for  RA, new occurrence of other treatments for SpA such as spa,

sophrology  or  yoga.  Within  SpA  self-care,  the  items  concerning  pain  self-

management  were replaced  by fatigue  self-management  (supplementary tables 3

and 4). 

Another significant change was the considerable increase of adaptative skills for RA:

patients’ pathway, relation with HPs, shared decision-making, the interest of patient

education and professional issues(supplementary tables 3 and 4). These skills had

not been mentioned in former KQs for SpA and made an appearance in List 3 (Table

2).

4. Discussion 

The  present  study  brings  important  information  regarding  what  knowledge  is

essential  to  patients  in managing their  IA.  Through a methodical,  formal  process

involving both a literature review and physician, HP and patient input, we identified

59 (for SpA) to  69 (for RA) knowledge items which should be included in patient

education processes.  The proposed updated list is in agreement with the currently-



recommended  management  of  IA  [1-4],  particularly  in  regard  to  the  new

pharmacological  strategies and bDMARD treatment.  This list  will  be helpful  when

assessing patient knowledge, and when setting up or evaluating patient education

processes.  Furthermore,  we  found  that  36  items for  RA and  34  items were  not

addressed in the published KQs or needed to be modified. This indicates that these

published KQs may be unadapted in IA, which reflects changes in knowledge but

also in healthcare providers’ strategies and priorities in the field of IA; 

Moreover,  if  knowledge is considered as part in  the acquisition of  new skills,  the

former KQs mostly included cognitive knowledge centered on the disease and the

symptoms i.e.,  on biomedical domains that  would be more useful to HPs than to

patients. Patient competences in chronic disease include cognitive knowledge, know

how (practical  skills) and  adaptative skills [6,7,27,28].  By involving patients  and a

large panel of HPs interested in patient education, we intended to cover a large scale

of  competencies.  Our  study  showed that  patients  knowledge should  not  only  be

focused on the disease and treatment but should also include a range of adaptive

skills: these include generic issues such as how to deal with the health system, the

patients’  pathway,  shared  decision-making,  the  possibility  of  being  helped  by  a

multidisciplinary team or the interest of patient education. Work issues were also put

forward because of the improvement in the patients’ health status since the biologics

era [29,30]. In our study, physical activity was recommended and not limited to home

exercise but included sports, and exercise in general especially for SpA patients in

concordance with the recommendations [25]. Other non-pharmacological treatments

were  also  mentioned  such  as  foot  problems  for  RA  patients  [31].  Self-care

management  included  the  management  of  fatigue  that  has  become an  essential

problem for SpA patients [32]. 

The strength of our study is to have involved a large number of HPs and patients

from  different  French  regions.  Some  patients  were  associative  patients  or  peer

patients participating in patient education programs, who had more knowledge of the

management of IA and a good perception of what were the other patients’ needs. As

a result,  the type of knowledge we found was closer to the general of concept of

health  competencies  and  may  better  answer  to  the  patients’  educational  needs

[12,13]. Some randomized trials have shown that educational programs based on the



patients’ educational needs are efficient [33] and have better results on self-efficacy

and health outcomes than current patient education programs [34-36].  By providing

a consensus-based knowledge corpus, our study will be susceptible to improve the

content of educational interventions in IA and patient counselling [37]. 

Another strength of the study was to put forward knowledge for SpA patients, which

had seldom been done in the literature before [38].The survey addressed patients

with spondylitis ankylosing but also patients with non-radiographic spondyloarthritis

and psoriatic arthritis. This is why glucocorticoid treatment and joint injections were

mentioned by the participants. 

Our study has some limitations. It has been conducted only in France, consequently

its validity should be tested in other countries. However, since patient education’s

main  objective  is  to  answer  patients  needs  on  self-management,  cross-cultural

differences  need  to  be  taken  into  account.   The  main  limitation  was  that  all

participants  were  not  perfectly  aware  of  the  current  recommendations  of  IA

management e.g. non-selected patients and also some of the nurses who may have

been prone to propose items according to their own experience only. Some domains

were  therefore  put  aside  by  the  Delphi  process,  such  as  comorbidities  in  SpA

(although these were retained in RA [24,28,39]. In SpA, patients and HPs were not

sufficiently aware of  comorbidities [38,40]  nor  of  the role of  tobacco consumption

[41]. However, the input of patients helped the emerging of knowledge that was of

importance  to  patients  though  not  represented  in  recommendations,  based   on

management strategies. 

In  conclusion,  the  present  study  provides  a  consensual  corpus  of  essential

knowledge for patients with RA and SpA in the self-management of  their  IA. The

corpus has been updated since existing KQs appeared obsolete.  Key knowledge

includes a large range of domains not only focused on disease and treatment but

also  on  other  aspects  of  disease  management  such  asself-care  of  fatigue  and

adaptive skills. Domains have changed over time, correlated to the recent emphasis

on  the  professional  recommendations  and  the  patients’  perspective.  This  study

opens the way to the development of new updated KQs for patients with RA and

SpA. 



Table 1 Domains f  knowledge in existing KQs and those obtained through Delphi

rounds: results are number of items per domain

RA SpA

Domains of knowledge Existing

KQs

Delphi

rounds

results

Existing

KQs

Delphi

rounds

results

Disease  knowledge

(general)

34 15 32 14

Cause of IA 8 4 6 2

Symptoms 12 4 16 4

Epidemiology 1 2 1 1

Natural history 7 4 4 3

Diagnosis 6 1 5 4

Pharmacological

treatment

22 22 14 19

Management strategy 2 3 5 3

DMARDs 6 4 0 4

Glucocorticoids 3 4 0 3

NSAIDs 6 5 8 5

Analgesics 4 5 1 2

Joint injections 1 1 0 2

Non  pharmacological

treatment, general

18 11 13 15

Home-based exercise 0 2 6 4

Physical activity 4 3 4 4

Joint protection 11 2 1 3



Other 3 4 2 4

Comorbidities, general 3 3 3 0

Osteoporosis 1* 1 1* 0

Cardiovascular disease 1* 1 1* 0

Other comorbidities 1 1 1* 0

Self-care  for  pain  and

fatigue

8 6 5 4

Pain 6 3 4 1

Fatigue 2 3 1 3

Adaptive  skills:

psychosocial,

professional  issues,

health care system

5 12 0 7

Healthcare  system,

communication  with  HPs,

interest  of  patient

education

0 5 0 2

Family life 4 3 0 2

Work issues 1 4 0 3

TOTAL 90 69 67 59

DMARDs: disease modifying drugs; NSAIDs: non steroidal anti inflammatory drugs



Table  2  Comparison between  domains  of  knowledge in existing KQs (list  1)  and

domains obtained through Delphi rounds (list 3)

RA SpA

Domains  of

knowledge

List 1

N/%

List 3

N/%

%

adjusted

change

p value

List 1

N/%

List 3

N/%

%  adjusted

change  p

value

Disease knowledge 34/38.8 15/21.7 -  44%

0.03

32/47.7 14/23.7 -50%

0.005

Pharmacological

treatment

22/24.4 22/31.9 + 31%

NS*

14/20.9 19/32.2 +54%

NS*

Non-

pharmacological

treatment

18/20 11/15.9 -  20%

NS*

13/19.4 15/25.4 +31%

NS*

Comorbidities 3/3.3 3/4.3 +  30%

NS*

3/4.5 0  NS*

Self-care  for  pain

and fatigue

8/8.9 6/8.7 -0.2%

NS*

5/7.5 4/6.8 -9%

NS*

Adaptive  skills:

psychosocial,

professional

issues,  health care

system

5/5,6 12/17,4 +  310%

0.02

0 7/11.9 New

occurrence

0.004

TOTAL 90/100 69/100 0% 67/100 59/100 0%

NS*       non-significant



Supplementary table 1 Rheumatoid arthritis. Essential knowledge on disease and 
pharmacological treatment

Domains (nb items )
Disease knowledge (15)
Etiology and risk factors 
(4)

Genetic predisposition (1), autoimmunity (1) smoking as 
risk factor  (2)
Triggering factors often reported : psychological trauma, 
stress, life events (2)

Symptoms (4) Inflammatory symptoms : swelling (1), night awakenings,
morning stiffness (1)
Fatigue (1)
Topography : hands, feet, symmetrical (2)

RA distribution in the 
population (2)

Women are more affected (2)
RA occurs  at any age, children may be affected (2)

Disease course (4) The risk of structural impairment is higher in case of high
disease activity. (1)
RA course includes periods of flares and remission (2)
RA is a chronic disease (2)
The risk of disability is nowadays lower due to new 
pharmacological strategies. (2)

Diagnosis (1) Difficulty of diagnosis (1)
Pharmacological 
treatment (22)
Strategy (3) The aim of RA management is remission or low disease 

activity(1)
RA management is based DMARDs and symptomatic 
treatments(1)
DMARDs prescription within the first months after the 
first symptoms improves the disease course (2)

DMARDs (4) Clinical and biological monitoring DMARDs is essential 
(1)
DMARDs must be  personalized with a shared decision 
with the rheumatologist (1)
Infections are the main adverse effects (AE) of biologics 
(1)
Patients should be aware of  side effects  of biologics(2)

Glucocorticoids  (4) Do not abruptly stop corticosteroids (1)
Fast effect, not  DMARDs. (1)
Diet measures are needed is case of corticosteroids 
treatment (reducing salt and sugar, more calcium and 
protein intakes). (2)
Corticosteroids may be prescribed for short period to 
help passing a flare or wait until a new DMARDFs 
becomes effective. (2)

NSAIDs  (4) NSAIDs have gastrointestinal (GI) AE: ulcer, gastritis. 



Black stools may be a symptoms of GI bleeding. 
Medications may be needed to prevent GI AE. (1)
NSAIDs mechanisms of action are different from those 
of Corticosteroids. (2)
NSAIDs are preferably used during flares. They can be 
stopped when flares are over. (2)
NSAIDs dose may be managed by the patient himself. 
However, patients should not use self-medication 
without the doctor’s advice.  (2)

Analgesics (5) Level 2 painkillers that are stronger than level 1, such 
paracetamol-codeine or tramadol-paracetamol. (1)

Association of analgesics and anti-inflammatory is 
permitted. (1)

Painkillers may be used before a potentially painful 
exercise(1)

Daily paracetamol consumption should not exceed 3 
grams/ day (2)

Intraarticular injections 
(2)

Rheumatologist may suggest an intra articular (IA) 
corticosteroid injections that may be preceded by a joint 
puncture.  (2)
IA injections is useful when a limited number of joints 
are involved. Otherwise the change of DMARDs strategy
should be considered.   (2)

(1) Items selected by > 2/3 participants 

(2) Items selected by > 50 % participants and < 2/3 participants



Supplementary table 2.  Spondyloathritis.  Essential knowledge on disease and 
pharmacological treatment

Disease knowledge
Etiology  and risk factors 
(2)

Genetic predisposition, HLA B27 is an important genetic 
factor (1) Triggering factor often reported: psychological 
trauma, stress (2)

Symptoms (4) Uveitis is associated with SpA. Uveitis treatment is 
urgent.  (1)

Topography : spine, heels, hips, anterior chest(2)

Inflammatory symptoms : night awakenings, morning 
stiffness(2)
Fatigue(2)

SpA distribution in the 
population (1)

First symptoms usually occur before 30 years old (2)

Disease course (3) SpA is a chronic disease (2)
SpA course includes periods of flares and remission (2)
Risk of spine permanent stiffness(2)

Diagnosis (4) Diagnosis is sometimes difficult. (1)

 X-rays may be normal. In this case, MRI and/ or 
ultrasound are useful for diagnosis(1)

Different features: axial /peripheral/enthesopathic (2)

HLA B27 antigen presence versus diagnosis (2)
Pharmacological 
treatment
Strategy (3) SpA management includes pharmacological and non- 

pharmacological treatments. (2)
Several NSAIDs  should be tried (2)
In case NSAIDs are not effective, biologics may be 
used. (2)

DMARDs, biologics (4) Biologics increase the risk of infections (1)

Biologics require precautions in case of surgery, dental 
care, vaccinations, child conception) and should be kept 
in the refrigerator (1)

DMARDs are not symptomatic treatments, delayed but 
long term action (2)

DMARDs clinical and biological monitoring (2)
NSAIDs  (4) There is an individual susceptibility to NSAIDs and the 

minimum effective dose should be sought (1)



NSAIDs have gastrointestinal (GI) AE, which varies 
according to NSAIDs. Black stools may be a symptoms 
of GI bleeding. (1)

NSAIDs should not associated with aspirin, oral 
anticoagulants, over-the-counter ibuprofen or another 
NSAIDs.  (1)

NSAIDs are at risk of cardiovascular diseases e.g 
hypertension and of renal impairment.  Some NSAIDs 
have greater cardiovascular risks than others (1)
NSAIDs are used to improve pain due to inflammation 
(2)

Glucocorticoids (3) Avoiding prolonged use of corticosteroids is 
recommended. (2)

Do not abruptly stop corticosteroids(2)

There are adverse effects of corticosteroids : weight 
gain, salt retention, facial swelling, hypertension, 
diabetes, delay  in wound healing (2)

Analgesics (2) Painkillers may be used during flares if NSAIDs are not 
effective. Different level of painkillers may be used 
according to the level of pain intensity.  (1)

Painkillers may be taken any time of the day e.g  before 
a potentially painful exercise or physical activity(2)

Glucocorticoids 
injections (2)

Joint injections may be useful(2)

Rest is recommended after a joint injection(2)

(1)Items selected by > 2/3 participants 

(2) Items selected by > 50 % participants and < 2/3 participants

Supplementary table 3.  Rheumatoid arthritis. Essential knowledge on non-
pharmacological treatment, comorbidities, self-care and adaptative  skills

non-pharmacological 
treatment
Home exercice (2) Home exercise include simple and easy gestures (1)



Home exercise may reduce morning stiffness. (1)

Physical activity (3) Physical activity has many benefits, e.g fatigue 
reduction, improvement of psychological well-being and 
self-confidence, osteoporosis prevention…(1)

Physical activity is a key element in the management of 
RA. (1)

Physical activity must be tailored according to the 
patient's condition.  (2)

Joint protection (2) Rest is recommended when flares are too painful. (2)

Joints should not be overstrained, e.g small finger joints.
(2)

Other non-
pharmacological  
treatments (4)

Rest orthotics are useful, particularly during flares. (1)

Good footwear is beneficial.  (1)

Hot or cold application can help reducing morning 
stiffness(2)

Healthy and diversified diet is recommended: not too 
much meat or dairy products, avoid dietary deficiencies. 
(2)

Comorbidities
Comorbidities (3) RA is a risk factor for cardiovascular diseases. (1)

Active RA is a risk factor for infections. Glucocorticoids 
increase the risk of infections. (2)

RA is a risk factor of osteoporosis (2)
self-care
Pain management (3) Pain self- management means a good knowledge of RA 

by the patient and a good knowledge of oneself. (1)

For pain self- management, it is useful to know the 
difference between pain due to inflammation and pain 
due to overuse. (2)

One should not wait for a high pain level before taking a 
painkiller. (2)

Fatigue management (3) Communication on fatigue is difficult. One should not 
feel ashamed to allow fatigue and accept help from 



other people. (1)

 Fatigue is a complex symptom, with many determinants
(1)

One should know how to split activities(2)
Adaptative skills

Relationship with health 
professionals (5)

Cooperation and communication between the 
rheumatologist and the physician are needed to improve
the patient pathway. (1)

Trustful relationship between the patient and doctors 
and health professionals is essential, enlightening the 
importance of an equal to equal dialogue, openness and
listening in order to promote a shared decision making. .
Patients should be allowed to acknowledge they do not 
understand the medical discourse. (1)

Patient associations can provide aid and resources. (2)

Patient education is useful. (2)

Patients should be told that they can ask help from 
health professionals: rheumatologist, GP, nurse, 
physiotherapist psychologist, dietician, occupational 
therapist, pharmacist, podiatrist, social worker, 
psychiatrist... (2)

Family life, social 
relationships, intimate life
(3)

Communication and understanding may be difficult with 
close ones (family, friends) partly due to the fact that RA
is no longer an obvious disease. (1)

Patient education is useful to share with other patients. 
(2)

RA has an impact on libido, sexuality, intimate life, and 
self-image. Dialogue within in the couple is essential. (2)

Work issues (4) Importance of maintaining professional life (1)

Having a tailored position in work may help to pursue an
active professionally life. (2)

Opportunities for professional rehabilitation. (2)

Disclosing RA within one’s workplace is not compulsory.
(2)



(1) Items selected by > 2/3 participants 

(2) Items selected by > 50 % participants and < 2/3 participants



Supplementary table 4. Spondyloathritis.  Essential knowledge on non-
pharmacological treatment, comorbidities, self-care and adaptative skills

Home exercices (4) Home exercises are part of SpA  treatment (1)

Exercises and stretching are beneficial for spine 
stiffness, as well as extension exercise for spine.  (1)

Rehabilitation programs may be useful as well as patient
education favouring home exercise.  (2)

Home exercise should be practiced regularly. (2)
Physical activity (4) Physical activity should tailored. . (1)

Physical activity is beneficial on health and 
psychological well-being. (1)
Mild pain allows physical activity. In this case, physical 
activity is not at risk of flares. (2)
Many sports are permitted not only swimming and 
walking. (2)

Joint and spine 
protection (3)

Daily postures are beneficial  (2)
Good bedding is useful. (2)
Occupational therapists give advice : for instance they 
propose ergonomic tools.  (2)

Other non-
pharmacological 
treaments (4)

Hot or cold application can help reducing pain. (2)

Relaxation, sophrology, acupuncture, yoga are of 
Interest(2)

Physiotherapy and massages may help(2)

Balneotherapy may be useful (2)
Comorbidities 0
self-care
Pain management (1) Patient education should include pain self- management 

(1)
Fatigue  management (3) Fatigue has many determinants:  inflammation and 

flares, medications, lifestyle, mood, sleep disorders. (1)

Tailoring activities helps to improve fatigue such as 
alternating moments of rest and exercise. (1)

Physical activity and training improve fatigue(2)
adaptative skills

Relationship with health 
professionals (3)

Follow-up should be regularly performed by the 
rheumatologist  with a communication between the 
rheumatologist and the GP (1)



It is of interest for patients to be aware all the potential 
health professionals of the patients’ pathway: 
rheumatologist, GP, pharmacist, physiotherapist, 
dietician, occupational therapist, social worker, 
psychologist. (2)

The patient should not hesitate to get in touch with 
health professionals and ask questions, e. by preparing 
the medical consultation (2)

Family life, social 
relationships, intimate life
(2)

Patients should not hesitate to explain and talk about 
their illness to their close ones. Communication is 
essential  (1)

SpA has an impact on family and social life  (2)
Work issues (3) Occupational therapy is useful in the workplace. For 

some patients professional rehabilitation may be 
important. (1)

Physicians at the work place may play a role for 
professional rehabilitation.  (2)

Opportunities for professional rehabilitation. (2)

(1) Items selected by > 2/3 participants 

(2) Items selected by > 50 % participants and < 2/3 participants
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