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General overview

In the past years, thanks to the BMP grant, we have been able to conduct research into improving

access to personalized treatment for patients with pain due to rheumatic diseases.

Although we had some delays in the project due to maternity leave (September 2019 - February
2019) and because of the consequences of the COVID-19 pandemic, we have now managed to bring
the project to a successful conclusion. In this final report, we want to describe the results of our

project, as well as its implications for implementation.

Below you will find more specific information about the milestones, the budget, and the involvement
of patients and patient organizations in the project. We conclude the report with a short, general
summary of the findings of our project ‘Master Your Pain: Improving Access to Personalized

Treatment of Pain Due to Rheumatic Diseases’.

Milestones

Milestone 1.1:
Deliver script for animation about perpetuating factors of pain due to rheumatic diseases and

social consequences of having rheumatic diseases.

Using the latest scientific literature combined with our clinical experience of working with pain
patients, we have developed a script for the animation about perpetuating factors of pain due to
rheumatic diseases. This script has been extensively reviewed by a rheumatologist and by two
rheumatoid arthritis patients. Based on their comments, we have drawn up a final text, which was
previously sent to you on 13 June 2019 and was presented in the project status report (October

2019). You will find the Dutch and English script for our animation attached (Appendix A).



Milestone 1.2:
Deliver animation about perpetuating factors of pain due to rheumatic diseases and social

consequences of having rheumatic diseases.

The script was the basis for our animation about perpetuating factors and social consequences of
pain due to rheumatic diseases, which was again provided with feedback by pain patients. After
processing this feedback, we finalized the animation. To ensure that the animation is available to a
wide audience, we have created a Dutch and English version of the animation. The English version of
the animation can be found here: ; the Dutch version of the
animation can be found here: . We have received numerous positive
reactions to this animation, among others from a patients' association. We still offer our animation
for free to patient associations, for example to use it on their website. Also, the animation has been
included as part of a psycho-education exercise for our eHealth system Master Your Symptoms. This

exercise is already integrated in the eHealth intervention, as you can see in the screenshots below.

A screenshot of the complete list of exercises in our eHealth system, including ‘Meer leren over

ontstekingsreuma’ (translation: ‘Learn more about inflammatory rheumatism’)

gr!pmr Organisaties Onderzoeken Tags Quotes Media
lemand meevragen naar de dokter Geen
Je lichaam langs lopen ') 1 week
Jezelf motiveren om vol te houden Geen
Kijken naar gedachten en gevoelens 1 week
Meer leren over buikklachten B Geen
Meer leren over lichamelijke klachten - 1 H Geen
Meer leren over lichamelijke klachten - 2 H Geen
Meer leren over moeheid B Geen
Meer leren over ontstekingsreuma H Geen
Meer leren over pijn H Geen
Minder piekeren 1 week
Omgaan met dat waar je last van hebt 1 week




Two screenshots from the exercise ‘Meer leren over ontstekingsreuma’ (translation: ‘Learn more

about inflammatory rheumatism’)

@ Meer leren over ontstekingsreuma

1 | 3 Waar werk je aan met deze oefening?

In deze oefening krijg je informatie over ontstekingsreuma. Ook leer je meer over de gevolgen van ontstekingsreuma voor het dagelijks
leven.

Kijk naar het volgende filmpje om meer te leren over ontstekingsreuma en de gevolgen daarvan voor het dagelijks leven:

@ Meer leren over ontstekingsreuma
@ 2 | 3 Terugblik

Heb je het filmpje aandachtig bekeken? Beantwoord dan de volgende vragen.
Kijk het filmpje gerust nog eens terug. Je mag meerdere antwoorden geven op de vragen.

Van welke klachten heb ik met name last?

Wat heb ik geleerd over mijn lichamelijke klachten?

Wat heb ik geleerd over de gevolgen van mijn lichamelijke klachten?




Milestone 1.3:
Deliver number of participants for Master Your Symptoms and general characteristics (e.g. age,

gender, type of rheumatic disease) of these participants.

Patients were recruited via a local patient organization (i.e. Reuma Patientenvereniging Groningen;
www.rpv-groningen.nl), rheumatology departments of local hospitals and via our personal networks.
In total 12 patients agreed to participate in our study and signed the informed consent form. 3
Patients showed interest in participation, however, they did not meet the inclusion criteria (i.e. they

did not have pain due to inflammatory rheumatism or did not live in the Netherlands).

To our surprise, all participants were women; this is possibly because women are more likely to seek
help for psychosocial problems caused by pain. The mean age of our participants was 51.5 years
(Standard Deviation: 11.7; min: 34 — max: 37). The characteristics of the included patients are

presented in the table below (Table 1).

Table 1: General characteristics of participants, i.e. patients with pain due to inflammatory

rheumatism

PARTICIPANT AGE* SEX TYPE OF RHEUMATIC DISEASE

NUMBER

1 67 Female Rheumatoid Arthritis

2 34 Female Psoriatic Arthritis

3 34 Female Axial spondyloarthritis & Psoriatic
Arthritis

4 58 Female Rheumatoid Arthritis

5 63 Female Psoriatic Arthritis

6 55 Female Rheumatoid Arthritis

7 52 Female Rheumatoid Arthritis

8 56 Female Rheumatoid Arthritis

9 58 Female Rheumatoid Arthritis

10 35 Female Bechterew’s Disease

11 61 Female Rheumatoid Arthritis

12 45 Female Rheumatoid Arthritis

* Age at the time of starting to work with Master Your Symptoms



Milestone 1.4:
Description of the treatment trajectories and results of the interviews with participants about
whether Master Your Symptoms meet their needs, how the system could be further optimized for

this patient group, and possible implementation barriers from the patient’s perspective.

All participants (n=12) first completed a set of online questionnaires mapping out their quality of life,

and were screened for the presence of symptoms associated with depression, anxiety disorder or

burn-out. Patients received these results by e-mail (see example below), and were allowed to contact

the researcher/clinician in case of questions.

Anonymized example of feedback on the first results of Master Your Symptoms (in Dutch)

Beste,

Langs deze weg wil ik je graag informeren over de uitkomsten van de eerste vragenlijsten van
Grip.

In de eerste set vragenlijsten werd gevraagd naar je kwaliteit van leven en werden je
lichamelijke klachten uitgevraagd. Ook werd er gevraagd naar stemmingsklachten,
angstklachten en klachten bij een burn-out.

Deze vragenlijsten laten zien dat je je leven met gewrichtsklachten op lichamelijk gebied een
ruime voldoende geeft (score 85 uit 100; een 0 betekent dat je heel erg ontevreden bent, een
100 betekent dat je heel tevreden bent). Je sociale functioneren geef je ook een voldoende
score, namelijk een score van 75 uit 100. Er zijn vanuit Grip momenteel geen aanwijzingen
voor de aanwezigheid van een angststoornis, stemmingsstoornis of burn-out. Wel kan ik zien
dat je op dit moment enige stress ervaart in je dagelijks leven, mogelijk ten gevolge van je
huidige werksituatie.

Ik zal een nieuwe set vragenlijsten voor je activeren, waarmee we uitgebreider stilstaan bij de
gevolgen van je gewrichtsklachten voor het dagelijks leven. Na het invullen van deze
vragenlijsten laat ik je weten welke zelfhulpoefeningen Grip geselecteerd heeft voor je en
mag je zelf kiezen met welke oefening(en) je aan de slag zou willen gaan.

Ik laat het je weten als er een vervolgstap ingezet wordt. Als je tussendoor vragen hebt, mail
dan gerust. Uiteraard kunnen we ook altijd een belafspraak inplannen als je vragen of
opmerkingen bij Grip hebt.

Vriendelijke groet,
Denise

Patients were then asked once again to complete questionnaires, this time on the possible

perpetuating factors of their pain, such as dysfunctional thoughts, dysfunctional behavior, or



psychosocial consequences of the pain. All patients (n=12) completed these questionnaires. Patients
received feedback of the results by e-mail, in the format of a Master Your Symptoms profile and a
written explanation (see example below). The feedback also explained which self-help exercises were
selected by Master Your Symptoms. Patients were then allowed to choose which exercises they
wanted to work with. Of course there was a researcher/clinician present who, if desired, could think

along with the patients about the choice of exercises.

Anonymized example of feedback on the perpetuating factors of pain (in Dutch)

Beste,

Langs deze weg wil ik je graag informeren over de uitkomsten van de tweede set Grip
vragenlijsten. In deze vragenlijsten werden de gevolgen van jouw gewrichtsklachten voor het
dagelijks leven uitgevraagd. Op basis van deze uitkomsten kunnen we zelfhulpoefeningen
uitkiezen waarmee je vanuit huis aan de slag kunt gaan.

In de figuur hieronder zie je alle uitgevraagde gevolgen staan, met een uitleg erbij eronder
wat de scores betekenen:

Grip profiel

Alles-of-niets

R Stress
Sociale
steun

Relatie
huisarts

e

Emotie

Erkenning

Schaamte

Lichamelijke
sensaties

Hulpeloosheid

Ziekteangst
Bewegings:

Piekeren
angst

voelen doen

Op basis van het bovenstaande profiel, stelt Grip de volgende oefeningen voor waar je thuis

mee aan de slag zou kunnen gaan:

Oefeningen over Slaap:
- Slapen: Rust en regelmaat

gedrag

Z/

Hoge
eisen
stellen

Onregelmatig
eetpatroon

Slaap

Vermijding

Accepteren

Controle

Klachtgerichtheid

Oorzaak
klacht



- Slapen: Slaapkwaliteit verbeteren
- Slapen: Sneller inslapen

Oefeningen over emoties ten gevolge van de klachten:

- Grip op angst

- Grip op boosheid

- Grip op verdriet

- Het herkennen van emoties bij lichamelijke klachten

- Hoe emoties ervoor kunnen zorgen dat je dingen doet of laat
- Hoe emoties je lichamelijke klachten in stand kunnen houden

Met welke oefening(en) zou jij aan de slag willen gaan? Of zijn er andersoortige oefeningen
waar je graag mee aan de slag zou willen gaan, gerelateerd aan één van de andere thema’s
uit het profiel hierboven? We starten sowieso met een korte oefening waarin uitgelegd wordt
wat de gevolgen van een reumatische aandoening zijn voor het dagelijks leven.

Zodra ik je reactie heb, zet ik de oefeningen voor je klaar. Je kunt dan inloggen en met de
eerste oefening aan de slag gaan. Als je meerdere oefeningen uitkiest, kun je deze achter
elkaar doorwerken. Nadat alle oefeningen afgerond zijn, neem ik opnieuw contact op om te
bespreken hoe het werken met Grip bevalt en of je nog met nieuwe oefeningen aan de slag

wil gaan.

Als je tussendoor vragen hebt, mail dan gerust. Uiteraard kunnen we ook altijd een
belafspraak inplannen als je vragen of opmerkingen bij Grip hebt.

Vriendelijke groet,
Denise

Subsequently, each of the participants (n=12) started working with a set of self-help exercises. All
participants together carried out a total of 65 exercises. On average, participants completed 5.4

exercises (Standard Deviation: 2.4; Min: 1 — Max: 10).

Number of completed exercises

12

10

4 +— - I B B B | o I B B | Number of completed exercises



The participants chose a total of 29 different exercises. The most frequently chosen exercises were
'Introduction to Master Your Symptoms' (n=12), 'Learn more about inflammatory rheumatism'

(n=10), 'Sleep: rest and regularity' (n=5), and 'Sleep: improve sleep quality' (n=4).

In short: There was a lot of variation in the exercises chosen, emphasizing the importance of
personalized, tailor-made psychosocial treatment for patients with pain due to inflammatory

rheumatism.

Although patients each had their own reason for using Master Your Symptoms, most participants did

so in order to learn to cope better with pain caused by inflammatory rheumatism:

“Dealing with my complaints, | simply could not deal with it. After all these years | still asked myself, why me?”

(Female, Rheumatoid Arthritis, 68 yrs)

“My complaints have perhaps been there for 30 years. (...) Maybe it (Master your Symptoms, DH) is something for
me after all and | can look at it (dealing with pain, DH) with a fresh look. Maybe there are things | can do that |
don't do because I'm so used to it.”

(Female, Rheumatoid Arthritis, 58 yrs)

Some of them wanted to learn to cope better with the psychosocial consequences of having

inflammatory rheumatism, such as misunderstanding from family members and friends:

“You are very much alone in everything you feel in your body. People don't understand it, because - of course-
you don't see it on the outside. (...) There was a lot of misunderstanding, that was my reason for working with
Master Your Symptoms.”

(Female, Rheumatoid Arthritis, 57 yrs)

Lastly, patients wanted help with putting the advice of rheumatologists and nurses into practice,

especially in the context of 'accepting' the complaints:

“Rheumatologists, and in the beginning also rheumatology nurses, are still very much on the 'medical side'. While
you yourself, as a patient, are on the 'coping side' and on the 'emotion side' and on the 'acceptance side'. And

then they say: ‘Yes, you have to accept it’, but how? | don’t know how to do that.”



(Female, Rheumatoid Arthritis, 55 yrs)

Most patients indicated that they had benefited from the use of Master Your Symptoms:

“Yes, | still notice it (the benefits of working with Master Your Symptoms, DH) on a daily basis. Because when |
bump into something that video (Relaxation exercises, DH) jumps right back into my head: ‘let go, don't do it, calm
down’. And then things get better again. It is a self-reflection moment, about how am | supposed to deal with this.
I've managed to do that and that's a big difference. | honestly didn't expect it.”

(F, Rheumatoid Arthritis, 68 yrs)

"At certain times it did make me think about reassessing certain things for myself. How | approach things, or what
| could do better, that sort of things."

(Female, Rheumatoid Arthritis, 58 yrs)

In general, patients indicated that the exercises in Master Your Symptoms fitted well with their care

needs. In particular, the relaxation exercises and the exercises aimed at accepting the complaints

were highly appreciated:

“I thought the exercise with that video from that remedial therapist (relaxation exercises, DH) was fantastic. That
woman has a very clear and calm voice and that makes you calm, | liked that very much.”

(F, Rheumatoid Arthritis, 68 yrs)

“Accept it, see what you can still do. Stop telling every day what you can't do.”

(Female, Rheumatoid Arthritis, 57 yrs)

The patients also had suggestions for new exercises, which would be particularly applicable to patients

with pain due to inflammatory rheumatism:

1)

2)

Dealing with stiffness caused by the inflammation (and other common complaints of patients

with inflammatory rheumatism):

“1 go to a nurse twice a year and there you talk about everything but the 'doctor's things'. In winter, for example,
you are always very stiff. She just had a few very handy tips on what you can do with that. For example, before
you start doing something, just stand for five minutes in a shower that is as warm as possible and stretch your
muscles very slowly.”

(Female, Psoriatic Arthritis, 63 yrs)

Exercises aimed at the body, such as physiotherapy exercises:

10



“However, | would have expected more physical exercises. So | thought that was a bit of a pity, but apart from
that | did like to do it (Exercises in Master Your Symptoms, DH).”

(Female, Rheumatoid Arthritis, 58 yrs)

These suggestions provide practical starting points for adapting Master Your Symptoms to the needs

of patients with pain due to inflammatory rheumatism.

The patients foresaw multiple implementation barriers. First of all, some general implementation

barriers were mentioned, such as a lack of computer skills:

“Well, I'm not a whizzkid, but | go to work and work with my laptop (...). Then it's fine to do it (work with Master
Your Symptoms, DH). But for people who don't do that on a daily basis, | think they need guidance.”

(Female, Rheumatoid Arthritis, 53 yrs)

Second, patients indicated that although the subjects of the exercises were interesting, there was still
room for improvement in the exercises to prevent patients from dropping out. For example, some

participants found the exercises too general:

“If you have rheumatism, you don't always sleep well (...). And then | got those exercises about what you
can do when you can't sleep well. But | thought that was all very general, everyone can think of that for
themselves.”

(Female, Rheumatoid Arthritis, 53 yrs)

Other exercises were found to be somewhat lengthy:

"The instructional videos | get, for example, in the relaxation exercises, | find them very long. Really too long.”

(Female, Bechterew’s Disease, 35 yrs)

Thirdly, some patients had difficulty working on Master Your Symptoms because of their complaints,

such as fatigue:

“| started reading it (the first set of questionnaires, DH) and it was quite a lot of filling in, more than | thought. And

then you're busy and then you're tired and then | think 'oh yes that's still something | have to do""'.

(Female, Rheumatoid Arthritis, 58 yrs)
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Fourth, it was indicated that working with Master Your Symptoms could be (too) confronting for
patients with inflammatory rheumatism. This sometimes made it difficult for patients to work on

Master Your Symptoms, although they could also see its benefits:

"It confronts you with the fact that you are ill, that you have a disorder. (...) That could be one of the
disadvantages, but that's in contrast to what | just said: you can also see it positively and think 'it's going to
help me".

(Female, Rheumatoid Arthritis, 53 yrs)

"Rheumatism is always there, you're chronically ill. (...) If you do something like that (working on Master Your
Symptoms, DH), it's even more there. On the one hand, it should help you. (..) But it is also confronting. “

(Female, Bechterew’s Disease, 35 yrs)

Last but not least, some participants experienced drawbacks of the COVID-19 pandemic. For
example, one of the participants mentioned that she had less time to work on Master Your

Symptoms because of the pandemic:

"The fact that I did not do the exercises had nothing to do with the system. (...) I think, if it hadn't been for COVID-
19, | probably would have done it. But | have been so incredibly busy."

(Female, Psoriatic Arthritis, 34 yrs)

Participants also mentioned a number of facilitators for the implementation of Master Your Symptoms.

First of all, a number of practical facilitators were identified, aimed at making adjustments to the Master
Your Symptoms system. This concerns, for example, the sending of so-called 'push notifications', the

design of Master Your Symptoms, and helpdesk facilities:

"Then there was a flaw in the system and it was solved very quickly.”

(Female, Rheumatoid Arthritis, 53 yrs)

"I found the layout and layout very accessible, very nice and neat. "

(Female, Bechterew’s Disease, 35 yrs)

Secondly, almost all patients were of the opinion that a motivating supervisor could promote the
implementation of Master Your Symptoms. Contacts with this supervisor can take place face to face or via

video calls:

"I think that a combination of one-on-one conversations and this (Master Your Symptoms, DH) is a great
combination (...) Because then you can really make a plan (about how to deal with psychosocial problems, DH)
with each other."

(Female, Rheumatoid Arthritis, 55 yrs)
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"l immediately went into a lockdown in March (because of the COVID-19 pandemic, DH) and was already used to
not seeing people. So it didn't bother me to only have contact with my supervisor by mail. But | do think it is
sometimes useful (to meet face to face, DH), especially for getting to know each other. (...) And maybe it also
helps when you have questions.”

(Female, Psoriatic Arthritis, 63 yrs)

However, according to patients, the most important facilitator was the patient’s positive attitude towards

looking at the psychosocial consequences of pain caused by inflammatory rheumatism:

“The most important thing is to be open to it. (...) If you are not willing to do exercises or think about it, there is no
point in starting.”

(Female, Rheumatoid Arthritis, 68 yrs)

Last, all patients agreed that Master Your Symptoms is particularly suitable for patients who have

just been diagnosed with inflammatory rheumatism:

"I think that is incredibly nice, especially for people who were diagnosed not long ago. After all, it's actually about
learning how to deal with them (complaints due to inflammatory rheumatism, DH). And that is a process, certainly
in my case, that takes a while before you accept ‘it’s here and it won't go away"”.

(Female, Psoriatic Arthritis, 63 yrs)

In general, participants definitely saw the added value of offering Master Your Symptoms to patients

with pain due to inflammatory rheumatism:

"Because rheumatologists (...) look at your blood, inflammatory values, and things like that. And as a patient you
come there with your story and want to tell how you are doing, how you are experiencing it and how much it
bothers you. So you are always talking on a completely different level at that moment. (...) So if rheumatologists
were to use this (Master Your Symptoms, DH) as an instrument, that would be fantastic. That would be an
enormous added value.”

(Female, Rheumatoid Arthritis, 55 yrs)

"Apart from what it did for me, | think it (Master Your Symptoms, DH) is a very nice platform, eHealth solution. (...)
I think that this can definitely be a good tool for many people to be supported in their illness, their illness process.
And maybe it can give a bit of quality of life. Very nice, a very nice eHealth solution.”

(Female, Bechterew’s Disease, 35 yrs)

Milestone 1.5:
Description (including screenshots, if relevant) of the (proposed) adjustments to Master Your

Symptoms, based on the results of the interviews with participants.

In addition to the practical adjustments to Master Your Symptoms mentioned above, several
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suggestions for new exercises emerged in the interviews with patients and stakeholders (Table 2).

The aim of all exercises should be to promote self-management and increase self-awareness.

Table 2: Proposed exercises for patients with pain due to inflammatory rheumatism

EDUCATION

BODY

EMOTION
COGNITION

BEHAVIOR

SOCIAL
ENVIRONMENT

PRACTICAL
INFORMATION

Reliable information on inflammatory rheumatism, and how symptoms can
vary from person to person and from moment to moment

Reliable information on medication for inflammatory rheumatism, including
information on side effects, and the importance of therapy compliance
Reliable information on the effects of over-the-counter-drugs on
inflammatory rheumatism

Reliable information on somatic comorbidity in inflammatory rheumatism
Reliable information on nutrition and inflammatory rheumatism

Reliable information on alternative medicine and inflammatory rheumatism
Relaxation exercises using mindfulness and yoga

Resetting the sleep-wake rhythm

Physiotherapy exercises

Ergotherapy exercises

Dealing with fear of exercising

Reducing somatic fixation

Cognitive restructuring (thinking in terms of ‘may’ instead of ‘must’)
Exercising in case of pain due to inflammatory rheumatism

Finding a balance between mandatory activities and relaxing activities
Finding a balance between activity and rest

Dealing with misunderstandings in social relationships

Dealing with pain due to inflammatory rheumatism at work

Dealing with the taboo of chronic illness

Dealing with loneliness

Communicating with others about pain due to inflammatory rheumatism
Contact with peers, i.e. other patients suffering from pain due to
inflammatory rheumatism

Inflammatory rheumatism and sexuality

Information about (application of) resources, such as homecare

Tips for dealing with stiffness caused by inflammatory rheumatism

Some exercises are already embedded in Master Your Symptoms, such as relaxation exercises and

exercises aimed at sleep:
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Screenshot from the exercise ‘Relaxation exercise 1’
1: Hoe gespannen zijn je spieren op dit moment?
Nog een paar belangrijke opmerkingen voor je start aan deze tweede ontspanningsoefening:

- Zeg iedere keer als we overgaan van spanning naar ontspanning in jezelf ‘ontspan’. Op den duur zorgt het in
jezelf zeggen van ‘ontspan’ al voor ontspanning.

- Als er wordt gezegd: ‘Ontspan de spieren van de benen’, denk dan ook aan je benen. Richt dan ook alle
aandacht op je benen.

- Probeer tijdens de oefening rustig door te ademen.

Start nu met de oefening:

Ben je klaar met de oefening?

Ga eens bij jezelf na hoe het nu staat met de spierspanning.

Screenshot from the exercise ‘Sleep: resetting your sleep-wake rhythm’

Waarom deze oefening? A

Lichamelijke klachten werken verstorend. Ze kunnen bijvoorbeeld je slaap verstoren. Als je slecht hebt geslapen
en erg moe bent, wil je 's middags misschien het liefst even gaan liggen. Toch helpt dit vaak maar even. Op de
lange termijn blijkt dit niet helpend te zijn bij het herstel van je klachten.

Dat komt omdat je lichaam het beste werkt bij een vast ritme van slapen. Het lichaam weet dan wat het kan
verwachten en bereidt zich daar op voor. Als je op een vaste tijd naar bed gaat, dan weet het slaapcentrum in je
hersenen dat het bijna tijd is om naar bed te gaan. Je slaapcentrum maakt zich dan klaar om te gaan slapen.

Door deze rust en regelmaat bespaart je lichaam energie. Energie die het kan gebruiken voor herstel van je
klachten!

As mentioned before, patients explicitly indicated that they would like to see more physiotherapeutic
exercises in the system. In cooperation with a well-known physiotherapist (former chairman of the
Dutch association of physiotherapists), we are currently working on exercises aimed at body
perception. See the screenshots below for a first impression of these exercises. Unfortunately,
because of COVID-19, it has not yet been possible to record the videos and embed them in Master

Your Symptoms.

15



First impressions of the physiotherapy exercises; these exercises are supported by video clips in which
the exercises are demonstrated

Fasen van weefselherstel

Ontstekings Proliferatie Remodellerings
fase fase fase

72 - B | ST————————
tijd vanaf weefselschade
uren aagen weken maanaen
— 10% —
40%
70%
per van de h

0 1 2 3 B 5 6 F § 8 9 10

Pijnscore:

0t/m 2: Ga zo door, oefenen tot vermoeidheid

2 t/m 5: Rustig aan. Minder lang en intensief trainen tot de pijnscore is
afgenomen tot onder 2. Als de pijn erger wordt rust nemen. Kies eventueel
voor en andere activiteit.

5 t/m 10: Stoppen met de activiteit. Kies eventueel een andere activiteit.
Begin pas weer als de pijn helemaal weg is. Dan heel rustig weer opbouwen

0 1 2 3 4 5 6 7 8 9 10

Herstelmeter

0t/m 3: Niet belasten! Alleen pijnvrij bewegen

3 t/m 6: Rustig aan. Minder lang en intensief trainen tot herstel is
toegenomen tot 6 of hoger

6 t/m 10: Vooral lekker doorgaan!
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Milestone 2.1:

Results of the interviews with stakeholders for the implementation of Master Your symptoms.

After developing an interview scheme (Appendix B), we started interviewing the stakeholders. In
total we have conducted in-depth interviews with 24 stakeholders. All participants were recruited via
the websites of patient associations, personal networks, via rheumatology departments of hospitals,
and via professional’s associations. The characteristics of the included stakeholders are presented in

the table below (Table 3).

Table 3: General characteristics of participants, i.e. representatives from patient organizations, and

healthcare professionals in rheumatic care

PROFESSION N AGE % FEMALE EXPERIENCE
(AVERAGE, IN THE
IN YEARS) CURRENT
* ok POSITION
(AVERAGE, IN
YEARS)**
REPRESENTATIVE
OF NATIONALOR | 7 52.3 100% 6.7
LOCAL PATIENT
ORGANIZATION
RHEUMATOLOGIST | 6 45.0 50% 9.7
RHEUMATOLOGY | 2 48.0 100% 6.5
NURSE SPECIALIST
RHEUMATOLOGY | 4 49.0 100% 11.0
NURSE
RHEUMATOLOGY
NURSE 2 54.0 100% 23.0
CONSULTANT
PHYSIOTHERAPIST | 2 37.0 0% 15.5
MANAGER OF 1 45.0 100% 3.0
RHEUMATOLOGY
DEPARTMENT
TOTAL 24

* Age on the day of the in-depth interview
** Due to covid-19 we were not able to access all physically stored data in the hospital. The numbers mentioned here are

based on the data previously processed in our database.

In accordance with the guidelines for qualitative scientific research, the first 5 interviews were
written down verbatim. Two researchers (one psychologist interested in implementation, and one
psychologist interested in policy issues) independently coded these interviews for possible barriers
and facilitators of implementation in rheumatic care, and noted any other interesting

implementation topics. The two psychologists tried to find common ground in the themes, after
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which the interview schedule was adjusted accordingly and new interviews were conducted and
scheduled. This process was repeated until no new information emerged in the interviews, i.e. after

24 interviews.

All stakeholders indicated to be enthusiastic about the use of (online) psychosocial interventions in
patients with pain due to inflammatory rheumatism. They think it is important for patients to learn to

deal with their complaints and with the psychosocial consequences of pain:

"Well, I think that's a great idea. (...) Rheumatism treatment is getting better and better, in terms of medication.
Yet there are some people (...) who still have residual complaints. And those residual complaints are partly linked
to inflammation, but partly (...) they are unexplained complaints. (..). If people could work with such an eHealth
intervention way, yes, | would be eager to apply it in my own practice in order to gain experience with it.”

(Male, Rheumatologist, 42 yrs)

The stakeholders believe that such interventions should be used for several patient groups; not only
for patients with pain due to inflammatory rheumatism, but also patients with pain due to

fibromyalgia or patients with other chronic somatic complaints:

"If you are talking about getting to grips with (somatic, DH) complaints, then | think you can apply it (psychosocial
intervention, DH) widely. (...) Accepting it, learning to deal with it (...) It doesn't matter which chronic disorder
you have".

(Female, Rheumatology nurse consultant, 54 yrs)

The stakeholders mentioned several barriers and facilitators to the implementation of (online)

psychosocial interventions in rheumatology care.

Some barriers and facilitators were at the level of the intervention. For example, implementation is
facilitated if the content of the intervention fits the target group (see milestone 1.5). Also, the
intervention should be easy to use in terms of e.g. font and appealing design, and there should be a
good helpdesk function. The intervention should fit in with the normal working methods of the
professional; a link to the electronic patient file is highly appreciated. Although some stakeholders

indicated that it is an advantage if the intervention is offered online (facilitator), others indicated that
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online use is a barrier:

“There are a lot of patients that don't have a computer.”

(Female, Representative patient association, 67 yrs)

"You can communicate with your doctor without having to go to the hospital. In rheumatism, of course, fatigue
often plays a major role, as does the unpredictability of the condition. And then sometimes it's too much to have
to travel quite a bit to a hospital. (..). Perhaps (...) eHealth will make that easier."

(Female, Representative patient association, 51 yrs)

Regardless of whether the intervention is online or not, according to the stakeholders it helps if there
is scientific evidence for the use of the intervention, and if the intervention has been developed by a

reliable group of experts.

Moreover, as indicated earlier, it is appreciated if the intervention can be used for different patient
groups, not only for patients with pain due to inflammatory rheumatism, but also for patients

suffering from fatigue or patients with other rheumatic disorders/somatic disorders:

"There are a lot of applications that focus on one very specific disorder. (..) In the end you only have a handful of
patients in mind where you could use it, or sometimes even less than that. (...) | think this (psychosocial
intervention, DH) is something that should be, um, much broader than one disorder, so that you can immediately
think of many more clients.”

(Male, Physiotherapist, 30 yrs)

At the patient level, several barriers to implementation were mentioned, such as personal
characteristics of the patient. Higher age, language difficulties, and low literacy and computer skills
were seen as important barriers. Also, restrictions due to the patient’s somatic complaints were seen

as a possible barrier to implementation:

"For instance, my mother (who suffers from rheumatoid arthritis, DH). She has absolutely no grip strength. {...)
holding a computer mouse or a touchpad on the laptop, that's difficult".

(Female, Representative patient association, 49 yrs)

Particularly by professionals working in the hospital, it was mentioned that not all patients are open
to psychosocial interventions (barrier). They may find the intervention too confrontational, as it

confronts them with the consequences of their somatic complaints on psychosocial functioning:
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“Well, there are always people who do not need it (psychosocial interventions, DH). Because there is a group of
patients, for example, who don't really want to know that they are ill. They occasionally come to the hospital
and that's it. In between appointments, they just don't want to think about their illness. Working with
psychosocial interventions, of course, reminds them again and again of the fact that they are a patient.”

(Female, Rheumatologist, 39 yrs)

"I think an important barrier is, um, that if you recommend this, they (patients with pain due to inflammatory
rheumatism) will think: Now | really need to get to work on my illness.”

(Female, Rheumatology nurse specialist, 57 yrs)

Representatives of patients' associations emphasize that some patients will not need the

interventions because they are able to handle their complaints quite well:

“l think that for some patients it is not so, um, yes, they do not need it. They can manage themselves.”

(Female, Representative patient association, 42 yrs)

At the professional level, it is mentioned that care providers are sometimes not open to innovation

(barrier), because the increased time pressure in rheumatology care and a fear of change:

“l think that there really are people who, more out of fear of new things, are afraid of more work, more costs
and just a kind of extra service and fancy tool to the patient, without a great deal of benefits for the patient".

(Female, Rheumatologist, 39 yrs)

"It's not because of unwillingness, it's just because of precaution. New things, offering a new way of care is a
bit scary.”

(Male, Rheumatologist, 42 yrs)

On the other hand, it is helpful (facilitator) if the professional sees the added value of the innovation:

"(...) that it really has added value to another intervention that you already have.”

(Female, Rheumatology nurse specialist, 57 yrs)

Moreover, the professional should be open to discovering his or her own 'blind spots' (facilitator):

"I'm certainly open to looking at.. are there things that can make it a bit easier (for the patient, DH)? Because |
think: you have years of working experience (...). But then you can still reflect on: am | missing certain things?”

(Female, Rheumatology nurse consultant, 54 yrs)
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At the level of the social context, an important facilitator is that there should be sufficient support
for the intervention among colleagues; also, all professionals should be involved in implementing the
intervention. It is helpful if one of the professionals takes the lead in implementing the intervention.
There should also be sufficient support for the intervention between different (patient)

organisations. In general, it helps if the intervention is part of a care program:

A clear track, when to use it (intervention, DH) when not to use it. Clear inclusion and exclusion criteria, a clear
time schedule. (...) Yes | think that is very important".

(Male, Physiotherapist, 44 yrs)

At the organisational level, barriers are mentioned such as limited availability of rheumatology nurse

consultants, increased time pressure and continuous reorganisations in healthcare:

“ Because there is, of course, a system in which we have rheumatology nurse consultants, they are more focused
on the psychosocial part. (...) Anyway, not everyone visits a rheumatology nurse consultant as often and there is
more and more pressure on rheumatology nurse consultants.”

(Female, Rheumatologist, 39 yrs)

It is also mentioned that (online) psychosocial interventions are not covered by the national

guidelines for the treatment of inflammatory rheumatism:

"Our guidelines are based very much on the biomedical model of the disease, so that is very much about
measuring disease activity and very much about which medicines are used at which stage of the disease. It is very
much about inflammation of the joints and very little about the impact of the disease on daily life and how to deal
with it. (...) That is actually not yet embedded in the guidelines.”

(Male, Rheumatologist, 50 yrs).

On the other hand, it helps if general practitioners and rheumatologists work well together in
providing psychosocial care. After all, according to the stakeholders, some patient groups could be
treated in the rheumatology department for their psychosocial problems, while others should be
treated by the general practitioner. It also helps if there are good working agreements within one

department about who takes on which tasks regarding the implementation of the intervention.

Finally, at the economic and political level, important barriers are mentioned regarding funding,
such as the current Dutch funding system that does not cover psychosocial care. It would be helpful if
cost-effectiveness is demonstrated for the intervention, i.e. it leads to less healthcare consumption,

and that eventually costs that it will be covered by the healthcare insurer:
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“Anyway, | think what an organisation wants to hear, of course, is that it (the psychosocial intervention, DH) is
cost-effective. That it saves visits, that it saves expensive medicines.”

(Female, Rheumatologist, 39 yrs)

Milestone 2.2:
Scientific paper on implementation barriers of psychosocial treatment of pain in rheumatic

diseases.

The results of the in-depth interviews described above are incorporated into a scientific paper,
allowing us to share our results with scientists, policymakers, and others interested parties. The draft
version of the paper is annexed to this report (Appendix C). The final version of the paper will be

submitted for publication to an international scientific journal.

Milestone 2.3:

Implementation plan for use of Master Your Symptoms in rheumatology care.

The current findings, such as the findings from patient interviews and stakeholder interviews, have
been integrated into the implementation plan for Master your Symptoms. See Appendix D for a copy

of this implementation plan.

Patient involvement & Patient organization’s involvement

In this project, we have involved patients or patient organizations in every step of the research

process, i.e.:

* Developing the script for the animation (patients)

* Developing the animation itself (patients)

*  We recruited participants (both patients and stakeholders) via local patient organizations
and the Dutch national patient organization (patient organization)

¢ 12 Patients have tested our eHealth system Master Your Symptoms (patients)

* 7 representatives of patient organizations (for example chairmen, board members) were
interviewed in the context of research into possible barriers and facilitators of

implementation in rheumatology care (patient organization)
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Budget

As already discussed with the BMP office (see email dated 1 March 2019), we have slightly shifted
the BMP budget to make sure that we could finance the animation. In Table 4 you will find the
estimated costs of the project versus the actual project costs. As you can see, we managed to

complete the project successfully within the estimated budget

Table 4: Budget overview (estimates costs versus actual costs)

Estimated costs Actual costs
Staff Project - Part 1 & Part 2 €25.200 €19.861
Production costs: €5000,- €7228**
Animation
Production costs: filming of €2000,- o B
participants/studio rental
Travel costs & gift vouchers €1500,- €625,-
for participating patients
Total €32.200,- €27.714,-

** As the filming of participants will take place on location, there will be no costs for renting the studio. As previously agreed, this budget

has been transferred to the animation production budget.

Summary of findings

Thanks to the BMP Grant, we have gained important new insights with regard to improving access to
psychosocial care for patients with pain due to inflammatory rheumatism. Both patients and
stakeholders in rheumatology care describe a need for (personalised) interventions for psychosocial
consequences of pain due to inflammatory rheumatism. Implementation of such interventions can
be promoted by taking barriers and facilitators into account.

We would like to thank the BMP grant, the patients and stakeholders for their involvement in our

project.
Contact details

If you have any additional questions regarding this report, | am pleased to answer them via

d.j.c.hanssen@umcg.nl.
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Available upon request (
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