
Clinical and Experimental Rheumatology 2020Clinical and Experimental Rheumatology 2020; 38: 428-435.

Quality improvement for rheumatoid arthritis care: 
results from a focus group

M. Forman1, C. Leatherwood1, M.D. Iversen1-3, D.H. Solomon1,3, S.P. Desai1,3

1Division of Rheumatology, Immunology and Allergy, Brigham and Women’s Hospital, Boston, MA; 
2Department of Physical Therapy, Movement & Rehabilitation Sciences, Northeastern University, 

Boston, MA; 3Department of Medicine, Harvard Medical School, Boston, MA, USA.

Abstract
Objective

Complex treatment decisions in rheumatoid arthritis (RA) affect aspects of patients’ physical, psychological and 
emotional well-being. We aimed to identify key attributes of patient-centered rheumatologic care for adults with RA 

through a qualitative study using patient focus group discussions in order to guide quality improvement efforts around 
optimisation of disease management.

Methods
3DWLHQWV�ZLWK�5$�ZHUH�UHFUXLWHG�IURP�D�ODUJH�DFDGHPLF�PHGLFDO�FHQWUH�UKHXPDWRORJ\�FOLQLF�DQG�LWV�DIÀOLDWH�VLWHV�RYHU�RQH�

month and allocated into focus groups led by an experienced moderator. Focus groups were held until thematic saturation 
ZDV�UHDFKHG��3DWLHQWV·�UHVSRQVHV�ZHUH�H[DPLQHG��FDWHJRULVHG�LQWR�WKHPHV��DQG�FRGLÀHG�LQGHSHQGHQWO\�E\�WKUHH�UHYLHZHUV��

We extracted statements identifying common themes from transcripts. 

Results
Thirteen patients with RA were recruited and allocated into three focus groups. Mean age was 59.1±10.1 years and 
average RA disease duration was 17.8 years. All participants had experience taking at least one disease-modifying 

anti-rheumatic drug (DMARD). Following reviewer analysis of patients’ responses, six common themes about quality 
5$�FDUH�ZHUH�LGHQWLÀHG�LQFOXGLQJ��WKH�UROH�DQG�XVH�RI�VHOI�PDQDJHPHQW�VWUDWHJLHV��WKH�FOLQLFDO�HQYLURQPHQW��WKH�KHDOWK�
care delivery process, attitudes towards medication, insurance and medication access issues, and the impact of disease 

on lifestyle.

Conclusion
Themes uncovered in focus group discussions related predominantly to the clinical environment and patient-provider 
FRPPXQLFDWLRQ��7KHVH�SUHOLPLQDU\�UHVXOWV�LGHQWLÀHG�WKH�QHHG�WR�LQFRUSRUDWH�RSHUDWLRQDO�DVSHFWV�RI�KHDOWK�FDUH�GHOLYHU\�

into our assessment of the RA patient experience and formed the basis of a RA quality improvement programme targeting 
medication optimisation. 
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Introduction
Rheumatoid arthritis (RA) is the most 
FRPPRQ� DXWRLPPXQH� LQÁDPPDWRU\�
arthritis in adults, affecting 1.3 mil-
lion people in the U.S. (1-3). RA may 
EH� FKDUDFWHULVHG� E\� LQÁDPPDWLRQ� DQG�
destruction of synovial joints, and often 
causes debilitating pain and inability to 
perform daily tasks. The total annual 
societal cost of RA, which consists of 
insurance claims data, estimated costs 
of work-loss to employers, adaptations 
to home and work environments, and 
lost productivity is $19.3 billion (4).  
Over last two decades, the use of target-
ed therapies has dramatically improved 
RA management and high adherence to 
5$�WUHDWPHQW�KDV�LPSURYHG�HIÀFDF\�RI�
therapy (1). However, adherence to RA 
medications is 30–80% due to treatment 
complexity, and the severity of poten-
tial medication side effects (5).  As pa-
tients with RA must learn how to effec-
tively manage their illness throughout 
their life, it is important to understand 
the challenges they face. Importantly, 
the American College of Rheumatol-
ogy’s “treat-to-target” framework for 
RA management uses validated disease 
assessment tools to guide the treatment 
of early disease but is ineffective in the 
absence of medication adherence (6-8). 
Medication optimisation is of para-
mount importance in the treatment of 
RA due to medication side effects and 
high cost of many disease-modifying 
anti-rheumatic drugs (DMARDs). It 
implies that the appropriate medication 
is chosen for a patient in accordance 
with the patient’s lifestyle and prefer-
ences. Medication optimisation also 
emphasises time-sensitive patient eval-
uation for response to medication treat-
ment, another key feature of treat-to-
target (6, 7). This study aims to identify 
key attributes of good quality, patient-
centered rheumatologic care for adults 
with RA to ultimately guide quality 
improvement efforts around healthcare 
delivery and disease management.

Methods
Setting 
This qualitative study used a focus 
group approach. Focus groups are a 
method used to gather patient percep-
tions, opinions, beliefs and attitudes on 

D� VSHFLÀF� WRSLF��7KLV� VWXG\�ZDV� FRP-
pleted at an academic medical cen-
WUH� DIÀOLDWHG�ZLWKLQ� D� ODUJH� KHDOWKFDUH�
system. Human Subjects approval was 
sought and waived through an exemp-
tion for quality improvement by our in-
stitution’s Institutional Review Board 
(IRB). Patients were eligible if they 
were at least 18 years of age, had a di-
agnosis of RA, were willing to partici-
pate in a focus group, and had experi-
ence taking RA medications.

Focus group design and recruitment
A behavioural scientist (MDI) experi-
enced in focus group methodology de-
veloped the moderator guide (Table I) 
with input from the research team and 
led the focus group sessions.  Focus 
groups were designed to include 4–8 
participants who had varying RA dis-
ease duration and severity. The research 
team asked physicians to recommend 
patients for the focus groups. Twenty 
patients were recommended and con-
tacted by the research team via phone 
and/or email, if available. Four patients 
did not respond to the invitation to par-
ticipate, two declined participation due 
to the distance needed to travel, and 
one patient who tentatively agreed to 
participate was unable to join due to a 
VFKHGXOLQJ�FRQÁLFW��8OWLPDWHO\�����SD-
tients participated in this study.
Three focus groups of adults with a 
diagnosis of RA were conducted with 
each focus group consisting of 3–6 
English-speaking patients. Attendance 
at the focus group sessions implied in-
formed consent. Focus groups lasted 
60–70 minutes, were audiotaped, and 
conducted until thematic saturation was 
reached. Thematic saturation is reached 
when no new themes are discovered 
during the focus group sessions (9). A 
medical transcriptionist not involved 
in the study transcribed all focus group 
audiotapes. The transcriptionist re-
PRYHG�DOO�SHUVRQDO�LGHQWLÀHUV�IURP�WKH�
transcripts. The study team provided 
remuneration for parking and lunch to 
patients for their participation. 

Data analysis
Members of the research team, a be-
havioral scientist (MDI), a rheumatol-
ogy fellow (CL), and a research assis-
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tant (MF), independently examined and 
coded the transcripts, blinded to each 
other’s results. The team used open 
GDWD� FRGLQJ�� GHÀQHG� DV� WKH� SURFHVV� RI�
breaking down, examining, comparing, 
conceptualising and categorising data 
the transcripts for themes and catego-
ries (10). The team then met to discuss 
themes and categories and used a nor-
mative group process to reach consen-
sus regarding discrepancies in coding.  
In phase two, the team returned to the 
transcripts to identify quotes to illustrate 
the themes demonstrated in Table II.

Results
The mean age of the thirteen partici-
pants was 59.5 (range 28–73 years), 
with an average disease duration of 
17.8 years. Ten patients (77%) were 
female, 11 (85%) were Caucasian, one 
was African-American, and one was 
Asian. Four participants (31%) com-
pleted high school, one (8%) completed 
VRPH�FROOHJH��ÀYH�������JUDGXDWHG�FRO-
lege, one (8%) completed a post-gradu-
ate degree, and data was unavailable for 
two of the participants (15%).
Six major themes with subthemes were 
LGHQWLÀHG�IURP�WKH�WUDQVFULSWV�(Fig. 1). 
7KH� PDMRU� WKHPHV� LGHQWLÀHG� LQFOXGHG�
self-management strategies, impact of 

disease on lifestyle, clinical environ-
ment, health care delivery process, at-
titudes towards medication, and issues 
related to insurance as described as   
follows: 

1. Role and use of self-management 
strategies 
This theme addresses the role of per-
sonal self-care strategies patients used 
to manage their illness. Patients ar-
ticulated concern about how to iden-
tify the proper diet and exercise to im-
prove their RA symptoms. They were 
not always familiar with the resources 
available to learn about managing their 
illness, and often requested more in-
formation about disease management 
from their rheumatologists. 
Patients expressed positive and nega-
tive opinions about the information 
physicians provided to them about 
self-care. One female patient stated, 
“Making sure I get more rest. That was 
something that I wish my doctor would 
tell me.” Many patients agreed that they 
would prefer if their rheumatologists 
would provide more information about 
RA self-management strategies. As an-
other patient remarked, “So they (medi-
cal staff) are very engaged in trying to 
bring other ideas… to people who have 

RA at these (support group meetings). 
… I pay a lot more attention to what I 
think I should be doing to manage my 
disease…” This patient was referring 
to the nurse-led support groups offered 
at the clinic to help patients learn self-
management strategies. These state-
ments suggested that patients may be 
receptive to learning about self-care 
through other clinical providers such as 
nurses or medical assistants.

2. Impact of disease on lifestyle 
Nine patients reported concerns about 
how their diagnosis and medications in-
terfere with their daily tasks, aging, and 
setting realistic treatment goals. One 
male patient noted that he feared being 
limited in his daily activities due to his 
disease progression and aging, stating; 
“But last year was the worst year of my 
life. I couldn’t golf anymore. I couldn’t 
ride my motorcycle. I couldn’t kayak. I 
had a hard time doing anything… Do I 
worry about my future?  Yes.” Another 
female patient remarked, “I’m always 
active. So, I struggle with the pain, but 
I push my way through it because I just 
don’t want it [RA] to take control of 
PH�µ��,Q�WKHVH�FDVHV��SDWLHQWV�LGHQWLÀHG�
fears about how their RA would limit 
them. 
Participants also discussed the monthly 
nurse-led RA support groups as a meth-
od of learning about and coming to 
terms with their diagnosis. One female 
patient explained her attitudes towards 
support groups: “But maybe hearing 
other people’s experiences and what 
WKHLU�ÁRZ�WKURXJK�WKH�PHGLFDWLRQ�ZDV��
what happened to them. ‘Oh, this didn’t 
work, so then I tried this, and that really 
helped.’ I can maybe see myself doing 
that occasionally, but not in any sort of 
structured way. But if there was a re-
source or other patients willing to talk, 
or something like that, I might use that 
in a more casual way.” 
Another patient explained why she did 
not consider support groups useful: 
“I’m not big into talking to other people 
about it. I’m not big into support groups 
– I feel like it’s kind of dwelling on it, 
dwelling on the disease, where I just 
want to see my doctor for my appoint-
ments, take my medicine, and just like 
be done.”

Table I. Moderator guide.

A trained focus group monitor used this guide to lead all three focus group sessions. 

Themes and questions for sessions:
Topics
��� RA medication experiences, attitudes, and perceptions
��� Attitudes and experiences as an RA patient in the clinic 
��� Attitudes towards a “team approach” to care and what they envision for a “team approach” 

Moderator questions:
1. What is your experience with taking RA medication(s)?
2. What are your goals for taking your RA medication(s)?
3. What has been your experience discussing your RA treatment goals with your rheumatologist?  
1. What are the pros and cons of having this discussion? 
4. What has been your experience discussing your RA treatment goals with your with other clinic 

providers?
5. What are some challenges you face taking your RA medications?
6. +RZ�GR�\RX�GHÀQH�WUHDWPHQW�VXFFHVV"��
7. What has been your experience in the clinic?
8. Are there any things you would like to see happen differently in the clinic?
9. In what ways could we streamline or enhance your clinic experience?
10. What “team approach” to your RA care do you want or are willing to engage in?
11. How would you feel about having a clinical person, other than your rheumatologist help you 

with your RA treatments?
12. How would you feel about using an electronic patient portal prior to scheduled visits to share 

information with your rheumatologist and rheumatology team members?
13. Are there any other thoughts you would like to share with us about your RA treatment experi-

ences before leaving?
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Table II. Categorisation of quotes by theme and category. 

Theme Category Quotes 

Self-management strategies Complementary approaches “If you go on a food regimen and you change your diet –  and you cleanse your blood, that you’ll get bet-
ter, but {my doctor} didn’t want to hear that. But I didn’t know if I wanted to live through the pain.” 

  “I think resources on things like workouts that are good for people with arthritis, or groups of other arthri-
tis patients that kind of want to work together”

  “But one thing that really helped was, I got an exercise bike. And just getting on that bike in my house, 
for 5–10 minutes, making myself, no matter how miserable I felt, the stimulation – it kind of helped my 
metabolism”

&OLQLFDO�HQYLURQPHQW� 6WDII�UDSSRUW�DQG�RIÀFH�FOLPDWH� “0\�ÀUVW�H[SHULHQFH�ZDV�DZIXO��7KH�SHUVRQ�IRUJRW�VKH�KDG�SXW�PH�LQ�D�URRP�DQG�,�ZDV�WKHUH�²�DIWHU�WKH�
ÀUVW�KRXU��,�VKRXOG·YH�JRQH�RXW�DQG�VDLG�KH\��ZKDW·V�JRLQJ�RQ"�6KH�MXVW�IRUJRW�DERXW�PH�LQ�WKHUH�DQG�WKH�
doctor thought I missed my appointment.” 

  “Nice parking facility…and that young woman who is down there is so friendly”. 

  “I mean, it’s usually a nurse or medical assistant that’ll bring me in… they’re all just very pleasant, very 
nice. 

  “I think those [time trackers] are really silly – I feel like I’m at the Outback Steakhouse when they give 
you those”. 

  “I liked it better in the old building, I have to say, because I think we were closer… if (the nurse) wasn’t 
busy, I just knock on her door and say, “Hi, how are you?” And talk to her and tell her if I was having a 
problem. I felt like I could talk to her. Now I’m over here, in this building, everybody’s separated”

  “Especially when you have people coming in that could possibly be in pain and be feeling miserable, and 
then you’re confronted with someone [clinic staff] who looks more miserable than you feel.” 

  “For myself personally, I’ve had trouble getting through [on the phone]. And if you do get through, the 
person will connect you to a dead line or someone that’s not answering.” 

 Care coordination “I wish there was more of a team thing, well, if something hurts, then go see this other doctor or – I feel 
like I have a doctor for every part of my body… I don’t have this feeling that everybody’s kind of working 
on my whole body together.” 

  “She [insurance liaison] printed out to me the three best and sent it to me so I could look at it before I 
actually signed on.”

  “A lot of times the nurse has already done some homework prior to the doctor calling me back. So, I think 
the staff down there is really good.” 

  “The doctors here at XX hospital work very well. The point is though with the blood tests that’s something 
that could be improved.  I try to coordinate blood tests between the different doctors (myself)”.  

  “If it is a decision about which medication to take or to increase my medication or to deal with a side ef-
fect, I would frankly refuse to deal with a nurse or pharmacist.  I would say, no I want to talk to the doctor”. 

  “When I picked up the MTX at the pharmacy I looked at it and it says do not take alcohol.  And I say to the 
pharmacist my doctor didn’t tell me I couldn’t drink. She was great (the pharmacist).  She said, I’m going 
to tell you that this is a recommendation and especially when you are new on it, I would recommend that 
you do not drink.  So, I didn’t drink for 6 weeks.”  If she had said to me, oh, you can go ahead and drink, 
and it said on the medication don’t drink, I probably would not have done that without the doctor knowing 
and asking the doctor.” 

  “I like that [my rheumatologist] talks to my primary. My primary talks to [my pulmonologist]. They all 
talk about this. So, they work together to try to help me through it.” 

  “It’s every four months I have to come in, which feels like a lot.” 

Health care delivery process Technology and communication “You get these reports. And there is something in the reports you don’t understand. So, you just choose 
from a dropdown menu a question about results and type a quick email.”  

� � ´6R��DW�WLPHV��WKH�PHGLFDWLRQ�LVQ·W�DOZD\V�GRLQJ�ZKDW�LW�QHHGV�WR�GR��EXW�ZLWK�D�OLWWOH�DQWL�LQÁDPPDWRU\�RU�
prednisone from time to time to calm things down and things are – you know – pretty much at a steady 
rate. But {my doctor} is just wonderful to work with. She listens really well.” 

  “I think Patient Gateway’s great. I love looking at my test results and I get a prompt every time something 
new is posted. So, I love it.” 

  “I’ve been having a problem with, with Patient Gateway. I get kicked out of it a lot when I’m signed in.”

� � ´,�UHPHPEHU�ZKHQ�WKH�ÀUVW�SDWLHQW�JDWHZD\�VWDUWHG��$QG�,�ZDQWHG�WR�VHQG�D�QRWH�WR�KHU�LQVWHDG�RI�ERWKHULQJ�
KDYH�KHU�FDOO�DQG�WDON��DQG�,�KDG�D�TXHVWLRQ��,�WKRXJKW�VKH�FRXOG�MXVW�DQVZHU�LW��%XW�,�FDOOHG�KHU�RIÀFH��DQG�
I asked her assistant if she was on patient gateway and if I could e-mail her, and she said yes. And I did, 
and then she called me annoyed that I used that mechanism”

  “Patient Gateway. I mean the doctor’s really responsive. Because in the past I’ve always had to go through 
a nurse to get a response back in the newer practices, and it’s not like that here” 

 Trust “My doctor here has been very wonderful working with me as a team to really discuss things and try to 
balance everything.”

  “But my doctor’s done a really good job of putting it all into context, um, and saying, “Here’s the risk,” 
and, again, monitoring, which feels really frequent for me, because it’s every four months I have to come 
in, which feels like a lot. But it all makes sense and it’s all worth it.”
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3. Clinical environment 
Patients commented on physician ac-
cessibility and the clinical care environ-
ment. A few patients expressed worries 
that physicians are too busy and that 
they rush patients through their clini-
cal visits. However, one patient noted 
time constraints are prevalent in medi-
cal care today saying, “That’s [time 
limits] a disturbing aspect of medical 
care. And I think it is not affecting care 
here.” Another patient added in re-

sponse, “Don’t mess with a successful 
system. I know you’re under a lot of 
SUHVVXUH�WR�FXW�FRVWV�DQG�EH�PRUH�HIÀ-
cient, but I think that the rheumatology 
GHSDUWPHQW�LV�H[WUHPHO\�HIÀFLHQW�µ�
Some patients expressed concerns 
about provider accessibility especially 
in urgent situations. One female pa-
tient who was having a negative reac-
tion to her medication described her 
interaction with the clinic staff: “No-
body gets to see the wizard. I wanted 

to ask a fairly, I thought, generic ques-
tion. If someone has symptoms such as 
this, should they not get an infusion? I 
could not get through to a nurse. … I 
said, ‘Never mind. Thanks.’ It was as 
if his (scheduler) goal was to just get 
me off the phone without bothering the 
nurse. I was very frustrated.”  In these 
examples, patients emphasise the im-
portance of accessibility and ease of 
communication with their physicians 
and nurses. 

Theme Category Quotes 

Attitudes towards  Balancing RA symptoms and “No, I need my prednisone.” And for my arthritis and for my chronic cough. I just want to
medications medications stay active. I do not want to be crippled or wheelchair or anything like that… I don’t want to depend on 

anybody. I’ve always been independent, and I just want to stay independent”.

  “Since I have RA, I go months without a drink… I miss it somewhat but maybe I’m worried that the other 
side is much worse. That is, has a bad effect on your medication and that is terrifying to me… I mean, that 
would be like you’re really shooting yourself in the foot to do that, right?” 

� � ´<RX�NQRZ�LW·V�NLQG�RI�OLNH�SOD\LQJ�ZLWK��\RXU�PHGLFLQH���DQG�,�ÀQG�LW�D�FKDOOHQJH�VRPHWLPHV�EHFDXVH�,�
don’t like to take pills, so I am always trying to take less.” 

  “My doctor added that just don’t drink on the days that you’re taking medication because it could interfere 
ZLWK�WKH�HIÀFDF\�RI�LW�VR��\RX�NQRZ��PDNH�VXUH�WKDW�\RXU�GDXJKWHU·V�ZHGGLQJ�LVQ·W�JRLQJ�WR�EH�RQ�WKH�GD\�
that you take your six pills...And I found that to be reassuring.”

 Fear  “I don’t like side effects, they are scary…I know it’s not good for you, but every time they take me off the 
prednisone, I get knocked down.”

  “I live a very active life and would like to keep that. But I do have some other medical conditions that 
don’t allow me to venture to taking some of the stronger medications right now, and I have a son at home 
on chemotherapy for Crohn’s, who has some very severe rare medical conditions, so we have to be careful 
that we don’t catch infections and bring them home to him.”  

  “But again, a sort of mental idea that I can’t do something that I’ve normally done bothered me... my 
freedom was being imposed upon”

Issues related to insurance Insurance company control “I haven’t had any [issues with access]. Um, I also do the methotrexate and leucovorin, and 
 over medications   it was like the miracle drug from the beginning.” 

  “Midstream for what I considered to be no reason at all, just because of cost, you have to switch... You 
start the whole approval process all over again... That stuff can be a little taxing”

Lifestyle Social support  “I’m enjoying this [focus group] big time because I’ve never been able to sit with other people that have 
it [RA].” 

   “And going on vacation through the airport. I could barely walk, and my girlfriend wanted to get me a 
wheelchair.” 

 Aging differently/Setting realistic “My mother is frail. Some of it is she thinks going up stairs is exercise. I wanted to be able to exercise so 
 expectations I wouldn’t be in that situation. I wanted to not wake up in the night in pain”. 

  “I wanted to be able to do everything that I usually do without discomfort other than that old-age type 
discomfort” 

  “Just try to be able to walk correctly, go to the gym, do some limited exercise. So, what I did was I adapted 
to that. So, I tried to take some long walks. And then if I go to the gym I do the elliptical and do the station-
ary bike and do some weightlifting. And that’s all I try to do.” 

 Treatment goals “right now, I consider myself lucky because I’m being able to do things again.” 

  “I got to that point where I couldn’t even drive, and my – different medicines, I would be on it for six 
months to see if it would work and they just weren’t working. And so there was a point in time where my 
hands and wrists were so bad that I couldn’t even drive myself anywhere.” 

  “I want to be pain free. I’m very active – very active. I got six grandchildren and I’m always running here 
and there, and I’m very active in my church and plus, I’m in school-school for ministry.”

  “And my goal was to hopefully, not have to go on that and to not get better and then get worse again after 
ÀYH�RU�VL[�\HDUVµ�

   “I think it’s not have to walk with a cane. You know, be able to walk briskly, get outside. You know, play 
with my grandkids and-and that’s it. And the other stuff is a nice dream, but…you have to realise that you 
can do what you can do, and the pain isn’t worth it.” 

The research team categorised statements using open data coding and used a normative group process to reach consensus regarding discrepancies in coding. Quotes from the focus 
group transcripts were organised in Table II. 
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4. Health care delivery process
7KLV�WKHPH�UHÁHFWV�WKH�HIIHFWV�RI�WHFK-
nology and communication on patient 
care and the role of trust between pa-
tients and their health care providers. 
Patients expressed their general ap-
proval for the patient portal system that 

enables them to check their clinical 
visit notes and allows them to connect 
with their physicians over email. How-
HYHU��D� IHZ�SDWLHQWV�GHVFULEHG�GLIÀFXO-
ties adapting to an electronic system. 
One woman stated, “Would my mother 
EH�DEOH�WR�ÀJXUH�LW�RXW��HOHFWURQLF�FRP-

munication system)? No. If you are not 
English speaking, you might have a 
problem … I’m kind of a luddite, I have 
to have my children set up my printers.” 
Another patient noted that the elec-
tronic system enhanced her communi-
cation with her physician. “I was really 
surprised that I could have access to the 
doctor when I want to. I mean, she’s re-
ally good with emails. I love the whole 
(electronic communication) system … 
My doctor gave me very helpful bro-
chures. She drew pictures … When she 
decided on methotrexate … She listed 
all the reasons why we would start 
there. So, I felt pretty well informed.” 
Patients also commented on how they 
trust their physician to involve them in 
their RA treatment decisions. “My doc-
tor thought I was really sensitive to (the 
idea of taking medications regularly) 
and let me come to grips with the idea 
before pushing meds on me… I feel 
like it’s a partnership. I retain a lot of 
FRQWURO��«� ,� DOVR� IHHO� VR�PXFK� FRQÀ-
dence in (my) doctor’s knowledge that 
I don’t necessarily feel like I need to 
know everything. I can trust (the doc-
tor’s) judgment.”
Another patient praised the use of 
shared decision making in her discus-
sion with her rheumatologist: 
“I love that [my doctor] had questions 
that were more qualifying, like not, 
how do you feel? It’s like, how far can 
you walk? Those types of questions. 
And, I think at the early onset of arthri-
tis, maybe there could be an emotional 
gauge, too. I mean, they do ask you 
those questions about, like, have you 
felt sad? Are you blue?”

5. Attitudes towards medications 
A main concern expressed was how to 
determine when DMARD side effects 
were more severe than the pain caused 
by RA. One patient explained, “I’m 
just trying to take as little medicine 
as possible – but be without pain…I’d 
rather deal with the pain than the weird 
side effects…you feel sick or tired…
and more serious issues as well.” 
Another patient noted that when her 
medications begin to relieve her RA 
symptoms, she is tempted to discon-
tinue treatment due to concerns about 
medication side effects: “Sometimes a 

Fig. 1. Categorisation of 
statement themes. 
Statements relating to the 
six themes were categorised 
and counted to quantify 
their contribution to focus 
group discussions.  

Fig. 2. Cyclical model of RA management.
When patients are feeling well, they focus on impact of RA on daily tasks (theme 1). When they need 
PHGLFDO�DWWHQWLRQ��ZKHWKHU�LW�LV�IRU�URXWLQH�YLVLWV�RU�GLVHDVH�ÁDUHV��WKH\�RIWHQ�VHHN�FOLQLFDO�DVVLVWDQFH�
(theme 2). The third major theme, “treating RA”, demonstrates that when a patient shifts to an experi-
ence of illness, they often seek treatment of their RA with medication. 
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little bit of denial creeps in there and 
you’re saying, ‘Gee, do I really need 
to take this with the side effects, and 
everything, if I’m feeling so good?” In 
these examples, side effects of medica-
tions were indicative of poor adherence.
Some patients could tolerate side ef-
fects or remained unaffected by them. 
One male patient noted, “Well, there’s 
always side effects. You go to get your 
tooth taken out, and you’re going to 
sign a paper in case you die on the chair. 
Everything is a gamble and you don’t 
know…I haven’t experienced anything 
yet.” 

6. Insurance and medication access 
issues
Since many patients were approaching 
eligibility for enrolment in Medicare, 
they expressed concern about switch-
ing medications due to medication cov-
erage gaps. A few patients stated that 
WKH\�KDG�GLIÀFXOW\�ZLWK�LQVXUDQFH�FRY-
erage for certain biologic medications 
and had to discontinue medications that 
were improving their condition. One 
female patient explained, “It is really 
frustrating when the insurance com-
panies can dictate [medications]. The 
doctor says, “You should be on this. 
This is what’ll work for you,” and then 
the insurance companies, who know 
very little about me…and yet they send 
me out a letter saying, “We’re decid-
ing that you can’t have that medicine 
anymore.  You feel like you don’t have 
– and your doctor doesn’t even have 
a hundred percent control over your 
disease or your treatment of your dis-
ease.” In this example, insurance cov-
HUDJH�RI�PHGLFDWLRQV� LV� LGHQWLÀHG�DV�D�
major barrier to treatment. 

Discussion
Six themes emerged from the focus 
groups and can be further divided into 
three overarching categories: 1) Living 
with RA (self-management and impact 
of disease on lifestyle), 2) Managing 
RA (clinical environment and health 
care delivery process), and 3) Treating 
RA (attitudes towards medications and 
insurance and medication access is-
sues). These overarching themes relate 
to one another in a cyclical fashion (Fig. 
2). When patients are feeling well, they 

become concerned with their disease 
state and focus on impact of RA on daily 
tasks (theme 1). When they need medi-
cal attention, whether it is for routine 
YLVLWV� RU� GLVHDVH� ÁDUHV�� WKH\�PD\� VHHN�
clinical assistance to help them manage 
their disease (theme 2). The third major 
theme, “treating RA”, demonstrates that 
when a patient shifts to an experience of 
illness, they seek treatment of their RA 
with medication. Once they have been 
treated for their RA, patients would fo-
cus on tasks of daily living and so on. It 
is possible to use this paradigm to view 
the nature of managing many other 
chronic illnesses.
A few proposed models are used to il-
lustrate the challenges of living with 
chronic illness such as RA. The cycli-
cal model we describe is similar to the 
Shifting Perspectives Model (11), which 
describes chronic illness in a sociocul-
tural and psychological context, in that 
patients are constantly shifting between 
experiencing states of wellness and ill-
ness and provides insight into the themes 
LGHQWLÀHG�LQ�RXU�VWXG\��$GGLWLRQDOO\��RXU�
focus group themes were consistent 
ZLWK� WKH�ÀQGLQJV�RI�)OXUH\�et al. 2014 
(12), who reported that when a patient’s 
RA symptoms are well-controlled by 
their medication, their RA shifts to the 
background, and when a patient’s dis-
HDVH�LV�ÁDULQJ��WKHLU�GLVHDVH�VWDWH�VKLIWV�
to the foreground. In our study, patients 
reported that when they are feeling 
“good”, they do not feel they need their 
medication, and patients struggle to bal-
ance medication side effects with RA 
symptoms, especially pain. 
2XU� ÀQGLQJV� DOVR� UHYHDOHG� WKDW� WKH�
health care delivery process and the 
clinical environment were key drivers 
of patient satisfaction, with over 50% 
of all statements pertaining to those two 
themes (Fig. 1). Therefore, it is impor-
tant to examine how healthcare deliv-
ery can be optimised to treat the patient 
and their symptoms. Patients stressed 
the importance of physician accessi-
bility and shared decision making in 
their treatment. They cited aspects of 
the physical clinic environment such 
as long wait times and feeling rushed 
through their clinical encounters as 
negative aspects of their care. These 
concerns identify a need to incorpo-

rate operational aspects of health care 
delivery into our assessment of the RA 
patient experience, and to explore qual-
ity improvement interventions that can 
LQÁXHQFH� SDWLHQWV·� H[SHULHQFH�ZLWK� UH-
ceiving rheumatologic care. 
Patients also noted that the implementa-
tion of an online patient portal helped 
ease communication with their provider 
and alleviated the stress of schedul-
ing and commuting to in-person clini-
cal visits. There is evidence that online 
patient portals increase patient engage-
ment and improve health outcomes in 
the general population (13). In our sam-
ple, patients favoured online communi-
cation with their physicians over phone 
communication. This was a surprising 
ÀQGLQJ� FRQVLGHULQJ� WKH� PHDQ� DJH� RI�
our participants. Previous studies have 
demonstrated that factors such as age, 
education level, and health literacy are 
VLJQLÀFDQWO\�UHODWHG�WR�SDWLHQW�SRUWDO�XV-
age and that older RA patients are less 
likely to login to online patient portals 
(14). 
Our participants also stressed the im-
portance of shared decision-making 
and a strong patient provider relation-
ship when choosing a treatment regi-
men. Patients reported feeling more in 
control of their disease when physicians 
asked questions about their emotional, 
social, and psychological well-being 
and included these factors in the deci-
sion to change treatment. Kvrgic et al.’s 
(15) investigation of patient-provider 
discordance in RA found that disease 
activity measures do not always pro-
vide a full picture of patients’ subjec-
WLYH�H[SHULHQFHV�RI�LOOQHVV��7KLV�ÀQGLQJ�
was supported by Acebes et al. (16) 
who found rheumatologists prefer more 
objective measures of remission while 
patients prefer subjective measures of 
remission. This discrepancy between 
provider and patient views of disease 
activity and remission supports a shared 
decision making approach to RA care. 
Similarly, Hulen et al. 2016 (17) and 
Barton et al. 2018 (5) advocated for a 
discussion between patients with RA 
and their provider regarding treatment 
JRDOV��2XU�ÀQGLQJV�DOVR�GHPRQVWUDWH�SD-
tients’ desire to feel a partnership with 
their physician by having these patient-
centered conversations about treatment. 
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Strengths and limitations 
The use of an experienced modera-
tor to lead focus groups strengthened 
the data quality. Focus group discus-
sions, unlike individual interviews, 
stress the importance of social inter-
action between participants in form-
ing attitudes and perceptions about a 
common issue. The moderator merely 
prompts the group discussion rather 
than leading the discussion (18). In this 
way, focus groups can reveal a more 
patient-centered understanding of an 
aspect of healthcare. Understanding 
the challenges facing individuals who 
have a chronic disease such as RA from 
the patients’ perspective offers greater 
meaning and relevance to quality im-
provement research.
There were also limitations to this 
study. We recruited patients from a 
large academic health care system 
within the United States and thus opin-
ions and perceptions of these patients 
cannot be generalised to patients from 
other countries or from other health-
care systems. Physician recommended 
patients for focus groups and this re-
cruitment process may have introduced 
a bias towards gathering data on pa-
tients who had strong, trusting relation-
ships with their rheumatologists, and 
WKHUHIRUH� WKHLU� YLHZV� PD\� QRW� UHÁHFW�
the challenges of newly diagnosed pa-
tients. Similarly, all participants needed 
to have experience taking DMARDs to 
be included in the study, so the themes 
GHVFULEHG�LQ�WKLV�JURXS�PD\�QRW�UHÁHFW�
the opinions of patients who do not 
take medication for their RA. Since 
the focus groups were only conducted 
in English, we cannot generalise these 
results to the non-English speaking RA 
population – especially because this 
study had a large emphasis on patient-
provider communication. Though the 
moderator demonstrated objectivity, 
there is possibility of reporting bias if 
participants selectively reported infor-
mation in the direction they perceived 
as of interest to the moderator. 

Conclusion and future directions
2XU� ÀQGLQJV� GHPRQVWUDWH� WKH� IHDVL-
bility and utility of employing focus 
groups to collect patient-centered per-
spectives on RA care delivery. These 
results helped inform a quality im-
provement initiative to optimise treat-
ment satisfaction within the academic 
rheumatology practice. These data 
support the literature on the viabil-
ity of patient engagement in research, 
and demonstrates the utility of patient 
involvement rather than its tokenism 
(19). Furthermore, this study encour-
aged a conversation among providers 
about the importance of documenting 
patient’s functional goals for treatment. 
In future studies, we plan to compare 
physician documentation of patient 
goals and shared decision making with 
patient perceptions of treatment satis-
faction and shared decision making. 
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