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‘I’m hurting, I want to kill myself’: rheumatoid
arthritis flare is more than a high joint count—an
international patient perspective on flare where
medical help is sought
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Thasia Woodworth6 and Susan J. Bartlett7

Abstract

Objective. People with RA have episodes of worsening disease activity (flares) that prompt them to seek

clinical review or medication change. This study explored patients’ perspectives of flare that prompts them

to seek medication review.

Methods. Fourteen focus groups across five countries comprised 67 RA patients. Transcripts were

analysed by several researchers and a patient, using inductive thematic analysis.

Results. Patients use flare for five different scenarios, including flare that prompts medical help-seeking,

where six themes were identified. In ‘Symptoms and early warnings’, pain is intense (wanting to die),

constant and persistent and considered a key feature. Systemic features predominate, including fatigue,

feeling generally ill (flu-like), physical and cognitive shut-down and social withdrawal. Warning signs (pro-

drome) comprise fatigue and flu-like symptoms. ‘Self-management of intensifying symptoms’ includes

pacing, heat/cold, rest and increasing medication, often without medical advice. Patients ‘Define this as

uncontrollable flare’ when clusters of unprovoked, persistent symptoms halt their ability to run daily life,

until prompted into ‘Seeking help when symptoms can’t be contained’. Underpinning themes are

‘Individual context’ (e.g. different symptom clusters) and ‘Uncertainty’ (e.g. when to seek help). Patients

report that the current patient global visual analogue scale (VAS) does not capture flare.

Conclusion. Patients use flare for multiple events and seek help for complex clusterings of intense,

unprovoked symptoms that defy self-management, not necessarily captured in joint counts or global

VAS. Flare terminology and definition have implications for clinical practice and trials, therefore further

research should establish a professional/patient consensus.
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Introduction

RA causes synovitis in multiple joints, pain, disability,

emotional and social burden, and pharmacological inter-

ventions aim to reduce inflammationl [1, 2]. Even with

good inflammatory control, there are episodes of

increased inflammation (flares), some of which lead to

changes in medication, yet there is no standardized def-

inition of RA flare. In clinical practice, medication change

is instigated after assessment of various clinical variables

of flare, such as the DAS, a weighted composite of
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swollen joints, tender joints, inflammatory marker and pa-

tient opinion [3]. In clinical trials, different combinations

and severity levels of variables are set for each trial, defin-

ing flare for entry criteria and disease worsening during

the trial (e.g. a specific increase in painful/swollen joints)

[4, 5]. This lack of a standardized flare definition makes

comparisons between clinical trials difficult and compli-

cates adoption into clinical practice.

OMERACT is an international group that uses data-

driven consensus to standardize definitions and core

variables for trials [6, 7]. At OMERACT 9 (2008), some

professionals suggested synovitis as the single compo-

nent to define flare [8]. However, it is the person with RA

who experiences flare and decides to seek clinical review

and at OMERACT 9 an informal discussion with 11 patient

delegates, suggested that not all patients experience

synovitis in a flare, but many experience systemic and

other symptoms [8]. People with AS report pain, fatigue,

immobility and altered mood in flare [9], but no qualitative

research has explored flare in people with RA.

In back pain, an exploration of commonly used termin-

ology with lay participants and health professionals

suggested that patients had significantly different under-

standing of many terms from those intended by profes-

sionals [10]. As flare is a precursor to major medication

change, mismatch between clinician and patient perspec-

tives might influence flare assessment and subsequent

treatment decisions. The aim of this study was therefore

to explore the patient perspective of RA flares that prompt

them to seek medical review.

Patients and methods

Adults with RA [11] and experience of flare were invited to

participate. Participants were purposively selected from

secondary care clinics of multiple clinicians, for a range

of characteristics that might reflect different flare experi-

ences: age, disease duration, disability (HAQ [12]), medi-

cation and patient global VAS (considering all the ways

your arthritis affects you, how well are you doing, very

well/very badly) [3].

Data collection

Qualitative research is the most appropriate method to

explore the breadth and depth of patient experiences,

and focus groups promote discussion among partici-

pants, allowing common experiences to be clarified and

diversity explored [13, 14]. Fourteen focus groups were

held (UK, Germany, USA, three each in Australia, two in

Canada), facilitated by local OMERACT flare researchers,

using a common interview schedule of neutral questions

developed by the steering group including user involve-

ment (J.M.) [15] (Table 1). As flare may not be a universal

term, it was initially described to groups as ‘the point at

which you want your medication reviewed’. Discussions

were recorded, transcribed and anonymized. German

transcripts were translated into English and then reviewed

by a second translator, enabling analysis across all coun-

tries, reflecting the international nature of clinical trials.

Analysis

Inductive thematic analysis ensures that findings are

grounded in the patient data by using a bottom-up

approach to search for common themes [16]. Transcripts

were read and re-read to gain overall understanding;

systematically examined for small units of meaning,

which were given descriptive labels (codes); codes

were explored for links and grouped to form larger con-

cepts; and then overarching themes. Analysis was itera-

tive, moving back and forth between transcripts, analysis

and subsequent focus groups to refine developing

concepts [16]. The first transcript was analysed inde-

pendently by S.H., T.S., S.J.B. and J.M., who then

agreed the developing codes. Subsequent transcripts

were analysed by S.H., with T.S. and J.M. providing add-

itional analysis, and then by team review. No new concepts

emerged after 11 transcripts (data saturation). As only

the facilitator’s contemporaneous notes were available

from Group G due to equipment failure, those data

were verified against the final findings. Approval for

study was obtained (Barking and Havering Research

Ethics Committee, UK, 08/H0702/67) and then each

country obtained approval from their respective Ethics/

Investigational Review Boards [Research Ethics Board,

McGill University Health Center (REB 09-017-PSY); Johns

Hopkins Institutional Review Board (NA-00027263);

Schlosspark-Klinik Institutional Review Board, Teaching

Hospital of the Charité, University Medicine Berlin;

Northern Sydney Central Coast Health Human Research

Ethics Committee (08/HARBR/174/175)]. All patients

gave informed consent.

Results

Fourteen focus groups comprised 67 participants with a

range of characteristics (Table 2). Analysis identified 295

TABLE 1 Focus group interview guide

(i) What happens to you when your disease is active?
(ii) How do you decide when it is so active that you might need your drugs changed?
(iii) Do you have different words for daily variation in your symptoms, bad patches and the point where you want your

medication changed?
(iv) How would you define this very active disease or flare situation?
(v) Do you get early warning signs that a flare is coming?
(vi) How do you manage a flare?
(vii) If we could measure this flare on a scale, what would the points on the scale say?
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flare codes, which could be grouped into 21 concepts and

6 overarching themes. There were no major differences

between the countries. Patients used the word flare to

convey multiple situations. Flare as a single symptomatic

joint, increased symptoms within normal variation,

increased symptoms from external causes (e.g. stress)

or flare from over-exertion (i.e. self-induced) are perceived

as having a cause and being manageable. The fifth use

of flare is characterized by unprovoked, increased

symptoms that are unmanageable, persistent and lead

to seeking help. This article explores that latter definition,

and six overarching themes comprised ‘Symptoms

and early warnings’, which lead to increased ‘Self-

management of intensifying symptoms’, and if this fails,

patients ‘Define this as uncontrollable flare’, which leads

to ‘Seeking help when symptoms can’t be contained’,

all underpinned by ‘Individual context’ and ‘Uncertainty’

(Fig. 1).

Symptoms and early warnings

Patients describe a depth and breadth of symptom

intensity and consequences that extend beyond a count

of painful, swollen joints. The concept of pain in multiple

joints was raised in every group, differentiated from

normal RA pain by its intensity, quality and constancy:

Ear piercing. Ear-shattering pain. It goes from just

aching, a dull background ache to an ear-shattering

pain (Group D, Patient 21)

Maybe that’s the difference for me that it [pain]

doesn’t let up. [. . .] it just is unrelenting (H37)

When it’s bad [pain], a lot of joints. I just feel that all

my body, my feet, my knees, my hands, even some-

times my hips and my shoulders, in my neck, you

know, like everything (O44).

Although patients experience joint symptoms of swelling

and heat, not all patients have, or do not perceive they

have, swelling:

I get sometimes in my ankles, in my toes, my feet feel

like they’re on fire you know? Whatever pair of shoes

I’ve got on they just don’t seem to go on my feet

because they’re all swollen (B11)

The joints, they were not warm, they were not swol-

len either, but I had the pain (N64).

Stiffness, both in joints and overall morning stiffness is

dramatic:

I feel I am stuck together with superglue, everything

is so stiff and won’t move (G30). I say I’m locked in a

box (G31)

I needed 2 hours in the early mornings to get going.

[. . .] But the increase in pain and morning stiffness

were extreme. [. . .] The simplest things like washing

or cleaning, combing my hair, all very tiring and

stressful (L48).

Function, such as mobility and ability to do daily chores is

profoundly compromised:

All I do when I have a flare-up is lie down, and get up

to go to the toilet, and it takes me half an hour to get

to the toilet (A5)

The simple little things, just trying to pick up some-

thing, I tend to drop things a lot more. It takes me a

lot longer to get ready in the morning, to shower, to

get ready, because I work full-time, and it is just the

amount of time that everything takes. So it really

affects you and your day (J38).

Fatigue is a key symptom, discussed in every group.

Flare fatigue differs from normal RA fatigue by its intensity:

You get very tired (D20). It’s killer fatigue to the point

where breathing is a real . . . it’s using energy just to

breathe (D21). You can sleep all day and night and

never feel refreshed (D19). Yes (D20). Never feel re-

freshed (D21)

I have this wipe-out feeling where even down to the

tips of my fingers I have got no strength or energy at

all [. . .] I mean I’ve been to bed and slept for three

hours in the middle of an afternoon, which isn’t me at

all (A1).

TABLE 2 Demographic data for focus group participants

Variable
Overall
(n = 67)

UK
(n = 18)

USA
(n = 10)

Germany
(n = 21)

Australia
(n = 13)

Canada
(n = 5)

Group label A, B, E F, H, K L, M, N C, D, G J, O

Female/male, n 57/10 14/4 9/1 16/5 13/0 5/0

Caucasian, n (%) 62 (92) 18 (100) 6 (60) 21 (100) 12 (92) 5 (100)

Age, years 57.0 (27�78) 58.1 (35�78) 56.7 (46�71) 55.8 (31�75) 61 (43�72) 48.8 (27�68)

Disease duration, years 14.5 (1�50) 15.6 (1�49) 11.1 (1�19) 8.9 (1�33) 23.4 (9�50) 17.8 (2�45)

Patient global VASa 3.94 (0�9) 4.28 (0.4�9) 1.3 (0�4) 5.05 (2�8) 3.52 (0.4�8.3) 3.8 (0.3�8.7)

Disability, HAQb 1.21 (0�3) 1.48 (0�2.5) 0.625 (0�1.5) 1.09 (0�2.375) 1.47 (0�3) 1.3 (0.125�2.5)

DMARD therapy, % 83.6 100.0 80.0 76.2 76.9 80

Anti-TNF/biologic therapy, % 44.8 22.2 80.0 33.3 61.5 60

Values are represented as mean (range), unless otherwise mentioned. a0�10, high bad. b0�3, high bad.
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Systemic features of flare are a major issue, primarily

flu-like symptoms and feeling bodily ill:

The shivering, feverish feeling. The evidence points

to ‘flu and you think it is, but it isn’t (L47)

I just felt ill. I just felt as if all my glands throughout

my body were up, plus the pain [. . .] I just talk about it

as making me feel bodily ill (C15)

A really terrible day is when I get up early and feel like

a tractor has run over me (L54).

Participation in normal life is unthinkable during flare, with

social withdrawal a feature for many people:

I’m just like an animal, go get in a cage somewhere

until it goes away and then come back out (H34).

Cognition is reduced and many groups discussed feeling

cognitively shut-down:

There are times when my thoughts seem like they’re

scattered, like I can’t rein them in (K41). Trouble with

concentrating! (K42). Right, less focus when you’re in

pain (K41).

Sleep is disturbed at night by pain:

I wake up in the night and have infernal pain and then

take an Ibuprofen and then put a cooling-bag on it

(N62).

Emotional distress is experienced by many, perhaps as a

consequence of the combination of physical symptoms,

feeling ill in oneself and inability to function. Such distress

includes tearfulness, irritability and frustration, and the

depth of desperation is evidenced by patients voicing a

desire to cut off joints, kill themselves or die:

I was crying, I was just crying and praying, and my

son came in and goes, ‘Dad! Mom’s crying!’ So they

took me to the emergency room, and they just gave

me some prednisone (K41)

I also find that I can’t be around people when it gets

really bad, because then I get into that sort of ‘shut

up whingers’ mode (D21)

And it’s a frustration that I feel within myself. [. . .] I

get angry at myself for being this way, because I

should be [. . .] I want to be normal (J38)

I’m hurting. Help me, I don’t want to feel like

this. When I go into my doctor and he says

‘Why are you in here today?’ I say ‘Because I can’t

function like this. I’m hurting, I want to kill myself’

(H36)

It’s a pain that all I want to do (and I don’t care who

does it, or anybody that’s willing to do it I will never

say I’ll sue you or anything), just get a knife, a saw,

an axe, anything, just get rid of it (D22).

Early warning of an impending flare is noticed by some

patients, particularly flu-like symptoms, fatigue or symp-

toms in particular joints:

You can usually feel then that you’re going to have a

flare-up just about to start because personally I

always feel kind of feverish you know, and I shiver

a lot and then I think I’m coming down with a cold

and think ‘I haven’t got a cold’. So having had a few

in my time I think ‘Yeah, that’s it’ and I say ‘I’ve got a

flare-up on its way’ and then invariably, unfortunately

I’m right (B7)

Most of the time it starts in my elbows and goes

through the body. So when I feel that both of my

elbows are hurting, this ripping pain, that is an indi-

cator to me to say ‘Damn, that is going to be a flare’

(M58).

FIG. 1 Main themes and underpinning themes of RA flare.
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Self-management of intensifying symptoms

Patients increase their usual level of self-management by

resting, pacing, applying heat or cold and escalating

medications such as gluco-corticoids, often without seek-

ing medical advice:

Listen to some music or think ‘Right that’s it, I am

going to put my feet up and get my DVDs on this

afternoon. I am not going to do anything else and

that’s it!’ (E27). I call it my duvet and chocolate day

(E23)

Where I used to say that I would stay a little longer in

the shop for half an hour, that doesn’t work anymore

because I couldn’t get home. [. . .] That’s the way it

is, it demands planning, especially when the rheuma-

tism is acute, a clear structure and an unholy amount

of self discipline (L54)

My wife asked yesterday ‘Do you want cool or

warm?’ We have to get a cool box or warm packs.

She gives them to me and then leaves me in peace

(L46)

I increase the prednisone, and take Panadol for the

pain. Once I feel better I then decrease the prednis-

one slowly, every two days. If I go to the GP [. . .] he

can’t do anything else (D18).

Self-management of early warnings or minor flares that

are perceived as having a cause may be successful,

with patients returning to normal RA life (Fig. 2).

Defining this as uncontrollable flare

This occurs with clusters of unprovoked, persistent symp-

toms that are not normal for their RA (Fig. 2):

Well, definitely, my joints are swelling a lot more, but

it’s lasting a lot longer, I get more pain, more fatigue,

like I’m having to make myself move (O44)

I would describe it as an attack [flare], the sudden,

unexpected occurrence. BANG! there it is. Without

having exerted myself, for no reason (N64)

It doesn’t go away as easily or readily, or the things

that you normally do to make it go away don’t seem

to ease it (H37)

I knew it wasn’t normal. [. . .] It was now impacting

my life. It was impacting what I could do, I didn’t

want to do anything. I was exhausted, I didn’t

want to go anywhere. It hurt. Everything just ached

(F29).

Seeking help when symptoms cannot be contained

The tipping point for seeking professional help is reached

when multiple symptoms cannot be controlled by even

increased self-management strategies, and patients

cannot run their normal lives (Fig. 2). They may be sup-

ported or prompted in this decision by family:

When it’s all over, along with the other symptoms

that I know I get with inflammation, that’s my per-

sonal tipping point (E26)

FIG. 2 Cycles of self-managing flare symptoms on the patient journey to seeking help.
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In such a place of despair I think ‘I just can’t go on

with this anymore’ and I’m trying this medication and

I’m trying to pace my working, I’m trying to have so

many hours sleep and I’m still waking up in pain. [. . .]

and it’s still not working (A5)

The reason that I end up running back to

[Rheumatologist] crying is, I’ve got 3 young children

and I teach and it’s where it gets to the point where I

can’t function any more [. . .] it’s got to the point

where I’m not coping, the household chores just

aren’t being done and I just beat myself up because

I can’t be like all the other mums and do little things

for the kids. [. . .] If it’s not me it’s my husband, he’ll

say ‘You need to go and get some reinforcement’

and usually I go to the GP (D21).

Individual context

This underpinned the four themes; for example, individ-

uals have different clusters or types of symptoms:

I go shivery cold, horrible cold (A6) That’s interesting,

the cold, because when I have a flare and there’s a

lot of pain I have a feeling that I’m burning up . . . my

whole body is hot . . . my skin is hot as well as the

actual painful bits . . . I feel as though I’ve got a very

high temperature (A1)

This is what I find frustrating when I come and see

the rheumatologist sometimes [. . .] I can’t convey

what I’ve felt [. . .] because I haven’t fitted into that

lovely, neat little box (B8).

Uncertainty

This also underpinned the four themes; for example,

uncertainty about whether this was a true flare:

But you never know when a flare starts whether it’s

going to be a mini thing that in a week will disappear

or whether it’s the ‘Grrrrr’, the killer (D21).

In terms of measuring flare, patients consider that the

current patient global VAS (3) is inadequate to capture

disease activity or flare, feeling that it asks about coping

rather than about disease state:

It’s about me as a person, how I think I am doing, not

just the arthritis [. . .] Yes if I was in a flare I would prob-

ably still say well ‘Yeah I am not doing too bad’ (E27)

Do you think that reflects how active your arthritis is?

(Moderator). No, not really because it’s the way you

cope with it, isn’t it as well? I mean you can be awful

can’t you, but still plodding on with it because needs

must (B8).

Patients favour a more direct global question, with an-

chors that allow them to judge flare against their normal

RA symptoms vs uncontrolled symptoms:

‘Are you having a flare-up?’ Get straight to the point!

(E23). Compared to how you normally are on aver-

age’ (E26)

What would be the words be at the beginning and

end of that scale? (Moderator). Controlled, uncon-

trolled (A6).

Discussion

Patients use flare to describe five situations: four that are

usually contained by self-management, and one that

relates to uncontrollable flare that prompts a request

for medical help. These multiple uses of the word flare

highlights the need for clinicians and patients to clarify

a common language concerning flare. Patients and pro-

fessionals may be describing different entities or simply

prioritizing different facets (e.g. fatigue vs synovitis) of a

single concept (inflammation) but the resulting potential

for confusion and misunderstanding may hinder shared

treatment decisions. It would be informative to conduct

similar research with professionals [10], to clarify their in-

tended meaning(s) of the word flare.

Flare that prompts patients to request clinical review is

experienced as a complex, multi-layered, whole body ex-

perience. The breadth and intensity of symptoms implies

that clinicians need to explore the patient’s flare experi-

ence in depth (feeling systemically unwell, emotional dis-

tress, wanting to die, inability to manage daily life) as flare

may not be captured adequately by traditional joint

counts, and not all patients prioritize, experience or

notice synovitis. Some patients report an early warning

prodrome (flu-like feelings, fatigue, pain). This might only

be appreciated with hindsight; therefore, further research

needs to capture symptoms prospectively, as a prodrome

could imply that early medical intervention might divert a

flare.

Within a background of daily self-management, patients

increase their strategies to tackle escalating symptoms.

As in other long-term conditions, patients increase medi-

cation (e.g. gluco-corticoids) without reference to their

clinician, which is highly pertinent to clinical care and clin-

ical trials [17]. People with RA interpret their increasing

flare symptoms within the context of individual normal

RA symptoms, and negotiate a journey from uncertainty

to legitimacy in seeking help, clarified through family dis-

cussion and failure of usual expert self-management. This

journey is seen in other long-term conditions, but identi-

fied largely in relation to help-seeking for the initial diag-

nosis [17�19]. As modern medication regimens provide

better inflammatory control, symptom patterns may

become more stable, and thus even small symptom

changes might become important early markers for re-

viewing medication. In AS, patients could identify their

personal flare pattern from sample graphs, and some pat-

terns suggested better outcomes [20]. Further research is

currently exploring these in individual RA interviews, and a

longitudinal study.

The inverse of the DAS improvement criteria has been

proposed as a measure of flare [21]. However, patients

require only small symptom changes to consider that dis-

ease activity is worsening, but large changes to perceive

that disease activity is improving [22]; therefore, DAS
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inversion would be inappropriate. Patients perceive that

the patient global VAS, used for a variety of purposes,

does not ask about coping disease state or flare; there-

fore, a patient-reported outcome measure (PROM) that

captures and defines flare needs to be developed [23].

Patients want a flare PROM to be anchored by their

normal daily RA symptoms, but only one qualitative

study has explored normal life with RA in the past 10

years (i.e. on current treatments) [24]. Those patients re-

ported a roller-coaster life but flare patterns or clusterings

were not explored, and other researchers are currently

quantifying these prospectively. A combined patient/pro-

fessional Delphi survey is now merging the patient data

presented here with traditional professional variables, to

seek consensus on uncontrollable flare definition and

inform PROM development.

The limitations of this study are that the participants

were mainly white, and other racial and ethnic groups

may have different experiences. The German transcripts

were carefully translated but would have benefited from

back-translation [25] or analysis in German. The strengths

of the study are its international breadth and robust ana-

lysis by several researchers, including a patient.

This novel insight into the patient perspective of un-

controllable RA flare reveals a multi-layered, complex

experience with intense, wide-ranging symptoms and

devastating consequences, such as a wish to die. The

common global VAS does not adequately capture flare,

which does not fit into that neat little box. This detailed

understanding of the patient’s flare experience and ter-

minology should enhance communication between pa-

tients and professionals, to help recognize early warning

signs, define thresholds for intervention, and improve out-

comes and quality of life.

Rheumatology key messages

. Flare is currently assessed by inflammatory mark-
ers, painful/swollen joints and patient global VAS
(doing well/badly).

. Patients experience uncontrollable symptom clus-
ters (physical, systemic, emotional, cognitive) and
consider the VAS inadequate.

. Assessment of flare should include patient experi-
ences to improve communication and management.
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