Patient Survey Challenges Conventional Notions Regarding Symptoms and Experiences
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BACKGROUND
While rheumatoid arthritis (RA) has been studied for decades, many aspects
of the disease are not well understood. Like systemic lupus erythematosus,
RA manifests with a spectrum of symptoms that vary between patients and
may not be accurately reflected in current literature. The goal of this study
was to obtain greater understanding of the nature of RA as experienced by
patients.
Rheumatoid Patient Foundation (RPF) is a 501c(3) non-profit organization in
the U.S. dedicated to improving the lives of people with rheumatoid
disease. RPF is committed to creating pathways to better clinical care and
disease outcomes through education, awareness, and participation in
patient-centered research. For more information visit http://rheum4us.org.

METHODS
A 29-item web-based questionnaire was conducted in 2011 by a secure
survey system preventing multiple entries. The questionnaire included
mutliple-choice, multiple-response, and open-ended questions relating to
disease onset, symptoms, treatments, rheumatology care and personal
experiences. The questionnaire was completed by 1,465 self-reported RA
patients. 288 patients responded to an online poll with a follow-up
question on morning stiffness. Percentages and averages were used to
summarize the data.

RESULTS: THE PATIENT EXPERIENCE
Rheumatology Care

Fifty-two percent of patients reported that they had RA symptoms for
longer than a year prior to diagnosis. Twenty-two percent reported having
symptoms for five or more years prior to diagnosis.
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Twenty-three percent of respondents reported
that they experience the most joint pain and
stiffness in the morning – consistent with the
concept of “morning stiffness.” However, a
quarter of the respondents stated that the joint
pain and stiffness lasts all day and night, and
52% experience some or most of their joint pain
and stiffness in the evening or after a period of
activity.
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When asked what they wanted most out of their rheumatology care,
responses included the following excerpts:
“Understanding that the symptoms don't always make sense and that we need extra help
with the social impacts of the disease.”
“Compassionate care with a team approach to treating my disease and its symptoms, and
professionals who never downplay the role pain has in your daily life.”
“For my physician to ask about and listen to what I experience on a daily basis and how it
affects my life and try to improve the quality of my life.”

RA Pain
Sixty-eight percent of patients reported having zero pain-free days in an average
month. On average, respondents experienced only 2 pain-free days per month.
Thirty-one percent of survey respondents reported moderate to severe pain at
least 15 days out of the average month. These results parallel those of Strand, et
al.[1] who found 75% of respondents currently use pain relief medications, 72% of
whom still report experiencing daily pain.
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Sixty-nine percent of patients reported that they had tested positive for
either Rheumatoid Factor or anti-CCP. The remainder tested negative for
both, had never been tested, or did not know.

35%

One third of respondents stated that they Always or Usually have RA symptoms
that their rheumatologists do not believe or understand, which may indicate gaps
in doctor-patient communications and/or gaps in education.

DEMOGRAPHICS
The majority of participants were female (93%), and the median age was 47
years. A quarter of the patients surveyed had been diagnosed within the
past 12 months and the average length of time since diagnosis was 6.6
years. Ninety-four percent of all patients surveyed had been treated at
some point with DMARD or Biologic medications.

WHEN DO YOU EXPERIENCE THE MOST
JOINT PAIN & STIFFNESS?

11-20
21-30

10

31-40
41-50

8

51-60

6

Evening /
After Activity

65%

Avg Mild
Pain Days

Avg Moderate
Pain Days

Avg Severe
Pain Days

Most age groups experienced similar pain – with the exception of the oldest
group (aged 71+ years, n=11), which experienced higher pain levels. The length
of time since a patient’s diagnosis did not appear to have any effect on the
patients’ reported pain levels.
The top three factors cited as decreasing RA pain were medications, rest, and
heat. Medications were reported to decrease pain levels in 80% of respondents.
Physical activity increased pain for 67% of respondents, while 18% said activity
decreased pain. Other factors cited by a majority of respondents as causing an
increase in pain include frequent use of particular joints (68%) and emotional
stress (61%).

Eighty percent of patients reported that they sometimes have low-grade fevers,
and 99% reported sometimes experiencing RA-related fatigue. Patients who
experienced fatigue more frequently were more likely to experience low-grade
fevers as well.

Study Comparison
Some comparisons can be drawn between this study and a report from Strand, et
al. [1] on the impact of RA on women’s daily lives. The table below highlights key
aspects of each study’s population, methodology and results. Marked similarities
between the two further underscore the significance of these findings.
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Goal: to explore impact of RA on
women's daily lives and relationships

Goal: to obtain speciﬁc insights into
how the disease aﬀects patients and to
gain understanding of their broad
experience as rheumatoid disease
patients

RESULTS
75% currently taking pain relief
medications

65% take steroids, antiinﬂammatories, and/or pain relievers
in addition to disease treatment

I do not have any joint damage
/ I don’t know

67% “constantly look for new ideas to
address pain”

68% reported having zero pain-free
days in an average month

I have NOT had swelling without damage OR damage without swelling

Among the 75% of respondents who
were currently taking pain relief
medications, a high proportion still
reported experiencing daily pain (72%)

Among those who were taking disease
and symptom treatments, 68% still
reported experiencing daily pain
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HOW HAS YOUR RA RESPONDED TO MEDICAL TREATMENT?
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The majority of respondents (65%) stated that additional medications (i.e.,
steroids, anti-inflammatories and/or pain relievers) were needed beyond disease
treatment to address residual RA symptoms. Only 8% of respondents stated that
their symptoms were completely relieved by DMARD or biologic treatments,
while 36% of patients stated that they continue to live with a lot of symptoms
regardless of any treatments. These results are comparable to those of Wolfe with
regard to ACR/EULAR remission rate of “about 6%” in a study of 1400 patients
treated in the community. [2]
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I have had joint swelling without damage AND/OR damage
without swelling

Forty-two percent of patients reported that they generally experienced a weak
association or no association between visible swelling and other symptoms in
the same joint, such as pain, stiffness or weakness. Seventy-five percent of
respondents reported either experiencing joint damage without swelling or
dramatic joint swelling without damage, indicating that the two are frequently
unassociated.

71% reported they were less
productive at work because of RA, 23%
had to stop work altogether, and 17%
had to switch to part time

70% had to either modify their work
(37%) or became unable to work (33%)

Conclusions: “the majority experience
pain despite taking pain relief
medication.”

Conclusions: “Currently available
treatments are often insuﬃcient for
relieving the pain and other symptoms
caused by RA.”
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SUMMARY OF FINDINGS
Many of the results from this survey indicate patient experiences that fall
outside of the standard model of RA that is presented in current medical
literature. For example, although exercise is often touted as being beneficial
for RA by improving mobility and lessening symptoms, two thirds of the
participants reported that exercise caused an increase in RA-related pain.
The survey data also challenge the concept of “morning stiffness” that tends
to go away after a patient gets out of bed and begins his or her day. While
nearly a quarter of the respondents seem to follow this trend, the majority of
them do not, citing more pain and stiffness at different times throughout the
day.
There is also often a perception that joint swelling and damage are directly
related. However, the data suggest that patients do not report a clear link
between swelling and damage in a given joint.
The patient responses recorded from this survey indicate that the majority of
patients continue to live with pain and symptoms from RA, despite receiving
disease treatment. More than two-thirds of respondents reported living with
RA pain every day. The severity and frequency of RA pain did not change
based on age, except for the most elderly age group, and, remarkably, pain
patterns remained consistent irrespective of the length of time since
diagnosis.

CONCLUSION
The data collected from this survey indicate that patient experiences and
symptoms do not always mirror the archetype of RA that is traditionally
presented in literature. Additional research would be valuable to
challenge conventional thinking in these areas. Where discrepancies are
found, steps could be taken to educate the medical community and
broaden understanding of the varying ways RA presents itself in actual
patient populations and subsets.
It is also clear that currently available treatments are often insufficient for
relieving pain and other symptoms caused by RA, and that there remains
a significant portion of the patient population that does not respond to
existing treatments. Additional research should explore classifications of
various patient populations and subsequent responses to treatments.
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