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Abstract
Objective
To gain insight into the management and treatment of rheumatoid arthritis (RA) from the perspective of patients with
moderate to severe disease.

Methods
We recruited patients with moderate-to-severe, active RA who were either biologic naive or biologic experienced
(i.e. receiving biologic therapy) and then surveyed their perceptions of their disease and its management through a
questionnaire. The survey was administered by computer-assisted telephone interview of patients in 9 countries (n=586)
and covered diagnosis, treatment, physician interaction, and lifestyle with RA. Mean age at onset of RA symptoms was
41 years, with an average time to diagnosis of 3 years.

Results
Most physician-patient communication centered on symptoms and treatment rather than the impact of RA on quality of life
(QoL). Biologic users had significantly more “good” days per month than biologic-naive patients (71% vs. 61%). Of all
patients, 22% reported high levels of pain on the day of the interview. A majority of patients considered their lives to be
controlled by RA, despite the fact that they were receiving the current standard of care. Although potentially eligible for
biologic therapy, as defined by a broad set of criteria for this investigation, 62% of biologic-naive patients were not aware
of biologic therapies.

Conclusion
The Rheumatoid Arthritis: Insights, Strategies & Expectations (RAISE) survey describes how patients with moderate to
severe RA view their disease and which issues are critically important to them. Despite substantial impact on QoL and
emotional health, a minority of patients discuss these issues with their physician. Also, despite improvements afforded by
biologic therapy, continuing symptoms and pain occur in a proportion of RA patients.

Key words
biologic treatment, healthcare survey, rheumatoid arthritis, disease management

Clinical and Experimental Rheumatology 2013; 31: 350-357.



RAISE patient needs survey / I.B. McInnes et al

lain B. McInnes, MD, PhD, FRCP
Bernard Combe, MD, PhD
Gerd Burmester, MD

Please address correspondence

and reprint requests to:

Prof. lain B. McInnes, MD, PhD, FRCP,
Institute of Infection, Immunology

and Inflammation,

Glasgow Biomedical Research Centre,
University of Glasgow,

120 University Place,

Glasgow G21 8QQ, United Kingdom.
E-mail: iain.mcinnes@glasgow.ac .uk

Received on June 1, 2012; accepted in
revised form on December 3, 2012.

© Copyright CLINICAL AND
EXPERIMENTAL RHEUMATOLOGY 2013.

Funding: financial support for this survey
and manuscript was provided by Merck,
Sharp & Dohme Corporation, Whitehouse
Station, New Jersey, USA.

Medical writing and editorial assistance
was provided by Jacqueline M. Mahon,

M .A., of Synergy Medical Education, LLC.
This assistance was funded by Merck
Sharp & Dohme Corp., a subsidiary of
Merck & Co., Inc., Whitehouse Station,
NJ, USA.

Consultancy fees were paid to members of
the RAISE Patient Needs Survey steering
committee and panel.

Merck employees did not participate in
any discussions of the steering committee
or panel.

No payments were made to authors for the
writing of this article.

Competing interests:

1. McInnes has honoraria and grant
support from MSD, Pfizer, BMS, and Roche;
B. Combe has received consulting fees
from MSD and BMS; payment for board
membership from Pfizer, Schering-Plough,
Roche, and UCB; and speaker bureau
payments from BMS, Pfizer, Schering-
Plough, Roche, and UCB.

G. Burmester has received honoraria

for lectures and consultancies from MSD
Germany.

Introduction

Rheumatoid arthritis (RA) is a progres-
sive disease characterised by chronic
inflammation, leading to irreversible
structural articular damage, deformity,
disability, and reduced quality of life
(QoL). RA prevalence is estimated at
0.5% to 1% of the population in North
America and northern European coun-
tries and 0.3% to 0.7% in southern Eu-
ropean countries (1). Treatment with
disease-modifying anti-rheumatic drugs
and biologic agents has transformed
the management of RA and provided
benefit to many patients. Nevertheless,
patients with RA are still likely to expe-
rience substantial physical and psycho-
logical consequences from their disease
(2, 3). Understanding the views of RA
patients — their perceptions of the dis-
ease and its treatment — could provide
insight valuable to the design of novel
therapeutic strategies and to the desig-
nation of therapeutic priorities.

Large data sets describing patient at-
titudes toward RA are scarce, particu-
larly outside clinical trials. The Rheu-
matoid Arthritis: Insights, Strategies
& Expectations (RAISE) survey was
designed to gain insight into the man-
agement and treatment of moderate to
severe RA from the patient perspective.
The primary objective was to charac-
terise both biologic-naive and biologic-
experienced patients’ views on unmet
clinical needs in RA and, secondarily,
to assess any meaningful differences
between these two groups.

Materials and methods

Survey development

The Steering Committee (I. McInnes, B.
Combe, G. Burmester) for the RAISE
Patient Needs Survey guided develop-
ment of the survey with input from 53
expert rheumatologists in 9 participat-
ing countries: Canada, France, Ger-
many, Greece, Italy, The Netherlands,
Spain, Sweden, and the United King-
dom. The questionnaire was developed
through a qualitative phase that includ-
ed in-person interviews of RA patients
and input from expert rheumatologists.
This phase aided question formulation,
generated items for inclusion, and re-
fined language for optimal patient un-
derstanding. Rheumatologists partici-
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pating in survey development provided
additional questions that they believed
were pertinent to patients in their coun-
try, ensured the accuracy of the ques-
tionnaire after translation into local
languages, and provided feedback at
all stages. Additional input and review
were sought from Arthritis Consumer
Experts, a patient organisation in Cana-
da. The final survey included questions
focused on diagnosis and referral, in-
formational needs regarding RA and its
treatment, living with RA, and patients’
experience with their current therapy.

The research process complied with
standards of the International Chamber
of Commerce (ICC), European Society
for Opinion and Marketing Research
(ESOMAR), and Council of American
Survey Research Organizations (CAS-
RO). These standards include codes
such as: research shall be legal, honest,
truthful and objective; organisations
shall manage panels to achieve the
highest possible research quality; and
data stewardship shall be in accordance
with appropriate scientific principles.

Patients

Patients were eligible to participate if
they were =18 years old, had been di-
agnosed with RA, and had provided
informed consent. Both biologic-naive
and biologic-experienced patients were
included in the survey, to obtain data
from a broad spectrum of patients with
active RA. Biologic-naive patients were
included if they were potential candi-
dates for biologic therapy. The entry cri-
teria for these candidates, developed by
the RAISE Patient Needs Survey Steer-
ing Committee and expert rheumatolo-
gists, included either a Disease Activ-
ity Score in 28 joints (DAS28) >3.2 or
an acute-phase response, plus erosive
disease and moderate-to-severe, active
RA.Biologic-experienced patients were
included if they were receiving either a
subcutaneous or an intravenous tumour
necrosis factor inhibitor (TNFi).
Physicians who typically treat patients
with RA identified patients meeting the
eligibility criteria and issued written
invitations to participate in the RAISE
survey. Patients indicated willingness
by scheduling an interview with the
third-party interviewer. Patients again
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indicated willingness by calling at the
scheduled time for the interview and
giving verbal informed consent prior
to being interviewed. Physicians were
unaware of which patients, from those
they had invited, elected to participate.
Neither the Steering Committee nor the
panel of 53 consulting rheumatologists
was involved in identifying patients for
participation.

Survey execution and data analysis
The final, quantitative phase of the
survey was administered by Insight
Research Group USA (7 Cedar Street,
Suite D, Summit, NJ 07901, USA) from
October through December 2008 us-
ing a moderator-guided phone-to-Web
methodology. These computer-assisted
telephone interviews were 30 to 45
minutes long. All patient-reported data
were de-identified and held by a third
party not involved in data interpreta-
tion. Analysis was performed on com-
posite data sets. Parties involved in data
interpretation had access only to the
composite data, not individual patient
data. The Quantum package (SPSS,
Inc) was used to set up standard cross-
tabulations and statistical analyses of
the data. A 2-tailed test on column pro-
portions was used to determine the 95%
confidence interval for data comparison
between countries and between patient
groups, and the standard error was used
to calculate significant differences on
means.

Results

Data shared here is specific to the needs
of the global/general RA patient. It is
expected that data specific to the indi-
vidual participating countries will be
disseminated in a separate paper.

Demographics

A total of 586 patients participated in
the survey. Of the 65 patients from each
of the 9 participating countries (except
Germany, n=66), 30 patients were bio-
logic naive and 35 patients (Germany,
n=36) were currently receiving a TNFi
— etanercept, adalimumab, or inflixi-
mab. Survey participants were mostly
female (77% vs. 23% male), with a
mean age of 56 years; biologic-naive
patients were older than biologic-ex-

Table I. Patient Demographics.

Characteristic Total Biologic Naive Biologic Experienced
(n=586) (n=270) (n=316)
Female 77% 78% 7%
Age (mean, years) 55.6 57.4% 54.1
Living in care/nursing 4% 6% 2%
care facility
Living at home alone 19% 21% 18%
Self-reported health status
Good/very good/excellent 68% 64% 71%
Somewhat poor/very poor 32% 36% 29%
With hand disability 49% 50% 48%
Prescription medications Currently taking: Ever taken:

currently taking / ever taken
for RA**

methotrexate, 51%"
anti-inflammatories, 45%
oral corticosteroids, 36%
leflunomide, 11%

methotrexate, 37 %"
anti-inflammatories, 36%
oral corticosteroids, 36%
leflunomide, 21%
injected steroids, 19%
gold, gold salts, 19%
hydroxychloroquine, 17%
sulfasalazine, 16%

*p=0.05 vs. corresponding subgroup.

**Only medications taken by =10% of patients are included here. Patients may have taken more than 1.
“Importantly, these percentages for methotrexate reflect patient difficulty in remembering medications
when asked by a non-medical person (non-rheumatologist) over the telephone. For example, several
names for methotrexate in Germany include Lantarel, Metex, and MTX-Hexal. Such variance does not
facilitate collection of accurate patient demographics.

perienced patients (57.4 vs. 54.1 years,
p=<0.05). Disease duration (mean years
since diagnosis) was 10.23 years for bio-
logic-naive patients and 12.61 years for
biologic-experienced patients (p<0.05).
Overall, 4% of patients lived in a care
facility (Table I), with significantly
more biologic-naive than biologic-ex-
perienced patients living in such a facil-
ity (6% vs. 2%, p<0.05). Most patients
(72%) also used some form of nonpre-
scription therapy, including physical
or occupational therapy, exercise, and
nonprescription medication.

Diagnosis and referral

The self-reported mean age at presen-
tation of RA symptoms was 41 years;
biologic-naive patients were older at
symptom onset than biologic-experi-
enced patients (45 vs. 38 years). Patients
were diagnosed with RA within 3 years
of symptom onset, and at the time of the
survey, had been living with the disease
for an average of 11.5 years. Primary
care physicians (PCPs) were the first
point of contact for 73% of patients
(n=428), although a majority of patients
(77%; n=451) were formally diagnosed
with RA by a rheumatologist. Ongoing
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care was usually provided by a rheuma-
tologist, especially when a biologic had
been prescribed (92% biologic experi-
enced vs 86% biologic naive, p<0.05).
Among patients who originally saw a
PCP for their symptoms, the mean time
to referral to a specialist was 5 months
(20.3 weeks). Following referral, the
mean time to receive an appointment
with a specialist was 4.3 weeks; no
patient reported waiting more than 8
weeks.

Patient informational needs

and support

We defined topics that patients most
frequently discussed during their last 2
appointments with the physician (Fig.
1). A majority (93%) reported discus-
sion of symptoms. Biologic-experi-
enced patients were more likely to dis-
cuss symptom improvement with their
physician than were biologic-naive
patients (64% vs. 53%, p<0.05). Dis-
cussions around treatment were also
common (78%), with medication dos-
ing most frequently discussed (57%),
followed by administration of medi-
cation (44%) and availability of other
treatments (40%).



Approximately 56% of patients re-
ported discussing the impact of RA on
life quality, most commonly the ability
to perform daily activities (44%). Less
frequently discussed was the impact
of RA on patients’ social interaction
(32%), work (25%), and personal rela-
tionships (22%). Only 32% of respond-
ents discussed their overall emotional
health with their physician. Overall,
most patients (93%) felt that their phy-
sician spoke to them about RA in terms
that were easily understandable.
Whereas 23% of patients reported rely-
ing solely on their physician for infor-
mation regarding RA, more than 75%
of patients also obtained information
from other sources. Of those using other
sources (n=451), most used the Internet
(41%), print media (36%), and patient
leaflets (33%) (Fig. 2). Compared with
biologic-naive patients, significantly
more biologic-experienced patients re-
ceived information from print media
(40% vs. 31%) and the Internet (47%
vs. 35%; all comparisons p<0.05). Only
21% (n=124) of patients reported re-
ceiving information from patient sup-
port groups or RA patient associations; a
significant difference between biologic-
experienced and biologic-naive patients
was observed (24% vs. 18%, p<0.05).
Of all those using other sources, 66%
reported that they were very satisfied
or extremely satisfied with the quality
of information available to them; how-
ever, one-third of patients felt a need for
better sources of information about the
management of RA.

Living with rheumatoid arthritis

Patients assessed how many “good”
days (waking with no or mild pain/dis-
comfort) and “bad” days (waking with
a lot of pain/discomfort) they experi-
enced per month. Prior to their current
therapy, patients reported that approxi-
mately one-third of days per month
would be considered “good” days, but
when reporting based on their current
treatment, 66% of days per month were
considered “good” (Fig. 3). Not surpris-
ingly, the proportion of “good” days
per month on current therapy was sig-
nificantly greater among biologic-ex-
perienced patients than biologic-naive
patients (71% vs. 61%, p<0.05).
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Fig. 1. Discussions between physician and patient during last 2 office visits. All patients (n=586) were
asked to specify topics discussed during recent conversations with their physician as they related to
symptoms, treatment, or impact of rheumatoid arthritis (RA) on their lives.
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Fig. 2. Sources of information about RA used by patients. All patients (n=586) were asked to name
sources, other than their physician, from which they obtain information about their disease and treatment.
Note that patients receiving biologics are likely to be more interested in additional information than those
not receiving biologics, and our data support this conjecture. *p=<0.05 vs. corresponding subgroup.

Patients rated the level of pain they
were experiencing at the time of the
interview, and 25% of biologic-naive
and 19% of biologic-experienced pa-
tients reported high levels of pain
(p=<0.05). Moreover, 23% of patients
reported that they currently felt the best
they could feel (27% biologic experi-
enced vs. 19% biologic naive, p<0.05),
whereas 75% believed they could feel
better (71% biologic experienced vs.
79% biologic naive, p<0.05).

Over half of the participants (51%) stat-
ed that their lives were controlled by
RA, and 35% stated that nothing could
be done to stop disease progression
(Fig. 4). Most respondents believed
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that their physician was doing every-
thing in his or her power to manage the
disease; however, biologic-experienced
patients were significantly more likely
to concur with this view than biologic-
naive patients (89% vs. 77%, p<0.05).
Patients stated that their current medi-
cations were critical to controlling their
RA, but a significant difference was ob-
served between biologic-experienced
and biologic-naive patients (89% vs.
78% ,p<0.05).

Approximately 30% of patients reported
that they had feelings of discouragement
(33%), anxiety (34%), anger (31%), and
depression (30%), which they believed
to be related to RA. Moreover, 58% of
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Fig. 3. Biologic treatment increases the proportion of “good” days to “bad” days. Both biologic-naive
(n=270) and biologic-experienced (n=316) patients were asked how many “good” days versus “bad”
days they experienced in a month on their prior treatment and on their current TNFi treatment for RA.

TNFi, tumour necrosis factor inhibitor. *p=<0.05 vs. corresponding subgroup.
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Fig. 4. Patient attitudes about RA. All patients (n=586) were asked their level of agreement on specific
statements about RA. *p=<0.05 vs. corresponding subgroup.

patients reported frustration that they
could no longer perform their premorbid
activities. Half of patients reported that
their ability to participate in sports was
negatively affected by RA; a negative
impact was also reported with regard
to pursuing hobbies (44%), performing
household chores (43%), getting ad-
equate rest or sleep (36%), and address-
ing family needs (31%). A negative im-
pact on relationships with friends and
family due to RA was reported by 22%
of patients; a negative impact on partici-
pating in sexual activity was reported by
22% of biologic-experienced and 16%
of biologic-naive patients (p=<0.05).

Use of biologic therapy

1. Biologic-experienced patients’
views on biologics

Of the 316 biologic-experienced pa-
tients surveyed, most (71%) had a high
level of participation in the decision to
start biologic treatment; 14% did not
participate in the decision at all. All
patients received a large quantity of in-
formation about biologic therapy at the
time of prescription, particularly regard-
ing frequency of dosing and how the
product is administered (97%); fewer
patients reported receiving information
about short-term side effects (73%) and
overall safety (65%). The majority of
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respondents (98%) understood most or
all of the information provided.

About 75% of patients receiving subcu-
taneous biologics responded that they
performed the injection themselves;
however, approximately 25% did not
self-inject, but instead relied on caregiv-
ers, physicians, nurses, or other health-
care providers. Of those who self-inject
(n=228), approximately 12% described
the process as somewhat or very diffi-
cult. Overall, few respondents reported
having a problem either preparing or
administering their injection, but 17%
of patients stated that they need some
help preparing the injection and ap-
proximately 22% reported needing at
least some help administering it.

The majority of biologic-experienced
respondents reported that their current
medication was satisfactory for most
aspects of managing their disease. Re-
duced pain and swelling was the most
cited benefit (77%), followed by easy
and convenient dosing (69%), good
tolerability (66%), ability for self-ad-
ministration (63%), fewer flares (53%),
and decreased fatigue (43%). Dosing
frequency was an important factor in
respondents’ willingness to consider
a different biologic: 8% found it to be
one of 3 top drawbacks of their current
medication. Of respondents receiving
subcutaneous biologics (n=271), 24%
reported experiencing pain on injection
and 20% experienced irritation at the
injection site. Of the 45 patients receiv-
ing their biologic intravenously, 9%
reported experiencing irritation at the
infusion site.

2. Biologic-naive patients’ views

on biologics

Of the 268 biologic-naive patients par-
ticipating in the study, only 38% were
aware of biologic treatment options for
RA, mostly through medical staff and
the media. The majority of biologic-
naive patients would be willing to try
an injectable biologic medication if it
stopped progression of RA (89%), was
considered an important advance in
treatment of RA (87%), allowed them
to experience fewer symptoms over a
longer period of time (86%), provided
more immediate pain relief (85%), re-
quired less frequent dosing (81%), and
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Table II. Suggestions for implementation of RAISE survey findings.

e Consider that consistent efficacy and reduced frequency of administration are drivers in the
patient decision about using a biologic for the first time or switching biologics.

e Encourage your patients to discuss with you the impact RA has on their lives and their overall

emotional health.

e Try to allow your patients a few moments to focus on issues beyond symptoms and treatment.
Schedule appointments more frequently if a patient seems to require additional attention.

e Be alert to whether disease activity warrants accelerated therapy. These patients could poten-
tially experience improved QoL with a biologic.

¢ Even with biologic therapy, some patients still have pain. Consider adjuvant pain medication.

e Patients want lots of information about their disease and available treatments. Physicians could
prepare handouts with current information about reputable web sites, global organisations, and

journal/magazine articles.

Sample Web Sites:

American College of Rheumatology: www.rheumatology.org/
European League Against Rheumatism: www.eular.org

National Institute of Arthritis and Musculoskeletal and Skin Diseases:
www.niams.nih.gov/Health_Info/Rheumatic_Disease/default.asp
National Rheumatoid Arthritis Society: www.nras.org.uk

Major universities with rheumatology centers in your area

was easy to use (73%). For 76% of all
patients (both biologic experienced and
naive), the most frequently reported
feature that influenced or would influ-
ence willingness to switch biologics or
try a biologic for the first time was con-
sistent effectiveness.

Treatment and unmet needs
Biologic-experienced patients were
asked about the impact of RA on their
lives both before they began receiv-
ing biologic therapy and currently. The
majority agreed that since receiving a
TNFi, their symptoms have improved
over what they experienced on non-
biologic therapy (91%), as did their
overall QoL (89%), including the abil-
ity to perform and enjoy daily activi-
ties. All patients were questioned about
treatment options, and significantly
more biologic-naive patients compared
with biologic-experienced patients ex-
pressed a definite need for improve-
ment (42% vs. 27%, p<0.05).

Discussion

The RAISE Patient Needs Survey as-
sessed patient perceptions about living
with moderate to severe RA and char-
acterised the unmet needs of both bio-
logic-experienced and biologic-naive
patients. The importance of consider-
ing measures of health-related QoL
and other patient-reported outcomes
is increasingly being recognised. (4, 5,

6) Although the results of the RAISE
survey are not readily comparable to
clinical assessments of health-related
QoL, they do provide valuable insight
regarding the patient perspective. For
example, RAISE results show that con-
sistent efficacy and reduced frequency
of administration are drivers in consid-
ering whether to switch biologics or
use a biologic for the first time.

In agreement with other patient-percep-
tion studies (2, 3), the RAISE survey
demonstrates the substantial negative
impact of RA on QoL and emotional
health. Globally, only 32% of patients
discussed their overall emotional health
with their physician and approximately
half discussed the impact RA had on
their lives, supporting results of other
studies showing that many physicians
do not address these issues (7, 8). Our
survey did not explore the reasons that
these QoL topics were discussed less
frequently than symptoms or treat-
ment; however, country differences
suggest that variations in frequency
of physician visits and length of time
scheduled per appointment may impact
the ability to focus on issues beyond
symptoms and treatment. Furthermore,
we recognise that individual patients
vary in their desire to address private
concerns and distinct elements of their
lifestyle during consultations with their
physician. In future studies of this type,
it will be important to ascertain wheth-
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er it is the patient or the physician who
initiates discussions around QoL when
they do occur.

Although few differences existed be-
tween groups in the survey, biologic-
experienced patients reported having
more “good” days in a given month
than did patients who were not receiv-
ing biologics. Although this is not un-
expected given the difference in thera-
py, it is concerning that biologic-naive
patients were, as detailed in the study
design, experiencing a level of disease
activity that may have warranted ac-
celerated therapy. These patients could
have potentially experienced improved
QoL.

While significantly more biologic-
naive than biologic-experienced pa-
tients reported high levels of pain at the
time of the interview, approximately
20% of biologic-experienced patients
also reported high levels of pain. Clini-
cal evaluations of disease activity were
not performed or collected prior to the
survey, and it is unknown whether this
reported pain was specifically due to
RA or to other coexisting conditions.
This may be an area worth exploring
in future studies. These findings agree
with the results of other patient-per-
spective studies showing that despite
biologic therapy, patients were still in
pain and continued to experience mul-
tiple symptoms (9-11). In most cases,
the impact of RA on various aspects
of patients’ lives was not different be-
tween the 2 patient subgroups; surpris-
ingly, however, significantly more bio-
logic-experienced than biologic-naive
patients reported that RA had a sub-
stantial negative impact on their abil-
ity to participate in sports and sexual
activity. Symptomatic benefits associ-
ated with biologics over non-biologic
therapies suggest that biologic-experi-
enced patients would experience less
negative impact in these areas. It is
possible that biologic-experienced pa-
tients have achieved a certain level of
symptomatic response and are there-
fore willing to report on different con-
cerns than biologic-naive patients, who
may still be focused on reporting the
pain, discomfort, and immobility they
are experiencing, rather than issues re-
lated to other aspects of QoL.
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Specific to patients receiving subcu-
taneous biologics, 20% of patients
reported pain on injection; and pain,
stinging, and discomfort at the injection
site were cited as the main drawbacks
of their therapy. In a study focusing on
injection-site burning and stinging with
biologics, patients’ medical charts re-
vealed a 17% incidence of burning and
stinging, but when specifically asked
by their physician, 58% of patients
reported that they had experienced
some of these types of reactions (12).
Note that during the time this study
was completed, only 2 subcutaneous
TNFi products were available for the
treatment of RA; evaluation of newer
agents may extend these findings (12).
However, both studies demonstrate the
value of physicians having specific dis-
cussions with patients regarding ele-
ments of their disease and treatment.

Our survey results show that a majority
of patients seek additional information
beyond what their physician provides;
these data also support the trend to-
ward increasing use of the Internet in
this endeavor (13-15). Since one-third
of patients reported dissatisfaction
with the quality of Internet and other
information, physicians should suggest
specific Web sites and print media so
that patients are accessing accurate and
unbiased information (Table II). Ad-
dtionally, since 62% of candidates for
biologic therapy were not aware of bi-
ologic therapy for RA, physicians can
address this unmet educational need.

Our survey has a few limitations.
While we classified patients according
to whether or not they received bio-
logic agents, further study of patient
variables such as age, severity of dis-
ease, socioeconomic status, and marital
status, and alignment of these variables
with communication preferences and
unmet needs, may be beneficial. Ad-
ditionally, we excluded patients with
mild disease under the assumption
that management and treatment are not
prominent issues for patients with inac-
tive RA, and therefore they are unlikely
to have in-depth, experienced perspec-
tives regarding their disease. We also
did not assess patients for fibromyal-
gia, and the presence of this disorder
could have affected the results. Lastly,

use of the Health Assessment Ques-
tionnaire (HAQ) would have facilitated
comparison of survey results and clini-
cal data. Our survey did include several
questions about the ability to perform
daily activities (e.g. hobbies, house-
hold chores, ability to dress): 60% of
biologic-naive patients and 55% of
biologic-experienced patients reported
experiencing limits on daily activities
most days. The inclusion of HAQ in fu-
ture studies can expand upon the data
collected here.

The results of this large-scale patient
survey provide key insights into how
patients with moderate to severe RA
view their disease and which issues are
of critical importance to them. These
results demonstrate that opportunities
for improvement exist in patient-phy-
sician consultation on disease impact
on patients’ lives and emotional health.
Understanding these results may allow
rheumatologists to widen their own
perspectives, looking beyond signs
and symptoms to become more aware
of their patients’ concerns and unmet
needs.
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