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Mapping
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Manuscripts (See Below)
 + Exhibition Posters
 + Documentary Filmmaking

LIFT partnered with leading pharmaceutical company Bristol 
Myers Squibb and a patient advocacy organization FORWARD—The 
National Databank for Rheumatic Diseases to conduct a post-
marketing, mixed methods study grounded in ethnography to 
explore the burden of disease (safety and lived experience) for 
adults living with Rheumatoid Arthritis (RA). 

There are innumerable traditional quantitative and qualitative 
studies aimed at understanding burden of disease (BOD) in the RA 
space. However there have been few efforts to corroborate and 
correlate the results of the two different methodologies using 
ethnography.

RA is traditionally assessed using standard surveys/questionnaires 
to evaluate clinical progression, outcomes, and physical function. 
While these methods uncover a great deal of information, they 
are often unable to delve deeper into the lived experiences of RA, 
which are important to the patient but are rarely quantifiable.

This study employed a mixed method design, combining 
quantitative research analysis with ethnographic in-home 
interviews with adult patients with RA. We observed and interacted 
with patients and their family members in the context of their 
everyday lives. Participants also completed a questionnaire that 
combined the Health Assessment Questionnaire and the Visual 
Analogue Scale for pain and fatigue.

The insights team developed a comprehensive narrative that was 
shared with our client partners through a set of deliverables. Those 
outputs took the form of a designed ethnographic insights report, 
2 published manuscripts, multiple patient personas, a detailed 
patient journey map, and a documentary film. Our client partners 
also gained a rich understanding of RA patient and caregiver 
perspectives on the coping strategies required to live with chronic 
pain, the factors that affected their feelings of success, the validity 
of patient-reported measures, and more.

MANUSCRIPT CITATIONS

 + Shaw Y, Zhang C, Bradley M, Simon 
TA, Schumacher R, McDonald 
D, Michaud K. Acceptability and 
Content Validity of Patient-Reported 
Outcome Measures Considered From 
the Perspective of Patients With 
Rheumatoid Arthritis. Arthritis Care 
Res (Hoboken). 2021 Apr;73(4):510-
519. doi: 10.1002/acr.24156. PMID: 
32004411

 + Shaw Y, Bradley M, Zhang C, 
Dominique A, Michaud K, McDonald 
D, Simon TA. Development of 
Resilience Among Rheumatoid 
Arthritis Patients: A Qualitative Study. 
Arthritis Care Res (Hoboken). 2020 
Sep;72(9):1257-1265. doi: 10.1002/
acr.24024. PMID: 31282121
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  PERSONAS & JOURNEY MAPS

WORK SAMPLES

  EXHIBITION POSTERS

Mixed Methods Research 
Uncovering Burden of Disease  
The Ethnographic in-home immersions were conducted with adult patients with RA. We 
observed and interacted with patients and their family members in the context of their 
everyday lives. Participants also completed a questionnaire that combined the Health Assess-
ment Questionnaire (HAQ) and the Visual Analog Scale (VAS) for pain and fatigue.
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The purpose of mapping the RA Illness Journey is to high-
light both the medical experience and the patient’s emotional 
experience at each key stage of the journey in order to under-
stand strategic opportunities to connect with and support 
patients and address their needs. We hope to deconstruct the 
patient’s journey through medical and emotional depictions 
of distinct phases in a way that enables a more empathetic 
understanding of the RA patient. 

An illness journey is made up of meaningful moments. 
These are moments of opportunity for the brand to positively 
change the course of the journey for patients. Understanding 
the emotional journey and its key moments of significance 
lets you look for opportunities when patients are most in need 
and represents the greatest opportunity to forge a meaning-
ful connection with them. This could include speaking to the 
patient at that key moment through messaging and creative, 
or it could include providing a program or initiative that 
meets the need at that moment.

A BUMPY ROAD. Living with RA is a difficult journey with 
many challenges. These challenges could include intense 
pain, swelling and fatigue, limited functionality, lack of under-
standing around RA, fear, uncertainty, lifestyle changes and 
compromises, motivational challenges, severe loss, loneliness, 
unpredictability, and other far-reaching effects. 

THE RA ILLNESS 
JOURNEY

(FIGURE 1)
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PHASES OF THE JOURNEY. In our mission to explore the lived experience of RA 
patients and their clinical and emotional experiences with the condition, we have 
identified a series of phases that help define their illness journey. (Figure 1)

 + Phase 1 - Life Before Illness: Healthy, active lifestyle. 

 + Phase 2 - Occasional Symptoms: Something’s not right—they don’t feel like them-
selves. May notice sporadic fatigue, stiffness, or discomfort.

 + Phase 3 - Escalated Symptoms: Signs become symptoms, they begin questioning 
themselves and doing their own research on the web, but they don’t make connec-
tion between fatigue, stiffness, and pain and RA. May be misdiagnosed by PCP, 
causing further delay, frustration, and worry.

 + Phase 4 – Delayed Diagnosis: Delayed diagnosis may occur due to a combination 
of the patient struggling to describe symptoms and the physician incorrectly 
reading the signs.

 + Phase 5 - Diagnosis: Shocked and terrified, but relieved to finally have a label to 
put on it. The first response is to gain a better understanding through research and 
talking to others. They want answers to key questions. Prognosis? Treatments? 
Expectations? They fear the worst— “becoming crippled” and “losing their 
independence.”

 + Phase 6 – Initiation of Treatment with DMARDs: 

 + 6a – Nonbiologic DMARDs: Steroids to ease the severe pain “get me back on my 
feet.” DMARDS (1 or 2) are prescribed initially, MTX being the standard. Feel better 
but not good enough. Loss of identity happens as they can’t perform roles and fulfill 
responsibilities. 

 + 6b – Biologics: Perceived as the “next level” of treatment. A preventative measure 
to fight the disease and alter its course. Feels better in a matter of weeks, bringing 
a sense of getting their life back or returning to normalcy. Practicing cautious opti-
mism, as they balance newfound hope against a new set of risks.

 + Phase 7 – Evaluation of Treatment: During this phase, patients continue to take 
the treatment regimen and evaluate how well it is working for them. They also 
have to manage challenges they may encounter in adhering to their medication 
regimen. Once patients reach phase 6, initiation of treatment, they cycle between 
phases 6 and 7 as they try to find an effective combination of medications. 

KEY PHASES OF THE JOURNEY
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Introducing Margaret:  
a semi-fictionalized case study.
BELOW, THE NARRATIVE OF MARGARET IS USED TO ILLUSTRATE THE DYNAMICS WITHIN EACH PHASE OF THE JOURNEY. 
MARGARET’S NARRATIVE IS BASED PRIMARILY ON A SINGLE PATIENT’S NARRATIVE BUT ALSO INCORPORATES DETAILS  
FROM OTHER PATIENTS’ NARRATIVES. 

At 36, Margaret has a full, intensely busy life focused on juggling the 
many pleasures and responsibilities of work and family. She has been 
married to her husband for 12 years, she is the mother of two children 
(ages 5 and 8), and she runs a counseling center where she works 40 hours 
per week as a mental health therapist. She loves engaging with people 
and especially helping others get through rough periods of their lives. 
Despite a full plate, Margaret prides herself on being an excellent mom and 
staying engaged in her children’s busy lives at school and through their 
extracurricular activities like baseball and ballet. She has a solid marriage 
and a close circle of friends, built primarily through neighborhood and 
school connections. Margaret likes to keep things “as simple as possible” 
but also strives to do everything well, whether it’s assisting her clients, 
helping with her kids’ homework, gardening in the backyard or taking a 
weekend camping trip with her husband and kids. Her high standards and 
the demands on her time often create stress, which can manifest as spikes 
in pain, stiffness, and fatigue. Margaret was diagnosed with RA eight years 
ago and describes it as the “biggest life event” she’s ever experienced. The 
onset of the disease caused her to spiral into a severe depression, but with 
the help of medication, she has been able to gain control over her disease 
and her life. The deepest emotional impact for Margaret is when the RA 
compromises her ability to be the mom that she wants to be. Margaret’s 
illness journey has been a very bumpy road with many challenges along 
the way, but overall, she is enjoying her bustling life as she continues to 
learn how best to live with and manage her disease. 
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THIS CAN’T BE NORMAL MISUNDERSTOOD SHOCKED  
AND AFRAID

LIVING  
A HALF LIFE

PROMISE OF 
SOMETHING MORE

SATISFIED  
BUT AWARE

RELATIVELY 
STRESS-FREE A LITTLE “OFF”

patient need : : patient need : : patient need : : patient need : : patient need
LIFE BEFORE ILLNESS OCCASIONAL SYMPTOMS ESCALATED SYMPTOMS DELAYED DIAGNOSIS DIAGNOSIS NONBIOLOGIC DMARDS BIOLOGICS EVALUATION OF TREATMENT

CLARITY VALIDATION CONNECTION GUIDANCE REASSURANCE CONTROL PEACE OF MIND

MARGARET FEELS EARLY 
WARNING SIGNS BUT 
ATTRIBUTES THEM TO 
EXPLAINABLE CAUSES

UNABLE TO FULFILL 
HER ROLE AT WORK

PATIENT AND 
PHYSICIAN STRUGGLE 
TO COMMUNICATE

PATIENTS CAN GO DIRECTLY 
FROM STUPEFIED TO 
DISTANCED TO DEPRESSED 
WITHOUT ANYONE TO 
TURN TO WHO REALLY 
UNDERSTANDS WHAT 
THEY’RE GOING THROUGH 

PATIENTS SEE MTX AS A 
REASSURANCE THAT THEIR 
DISEASE CAN BE SOMEWHAT 
CONTROLLED OR, AT LEAST, 
THAT THEY HAVE THE 
POTENTIAL TO STOP IT FROM 
GETTING MUCH WORSE.

PATIENT AS COPILOT UNPREDICTABLE FUTURE

HEALTHY LIFESTYLE HIT THE DRUG STORE
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meet margaret : : a semi-fictionalized case study

DISMISSED DESCENDING INTO 
DEPRESSION

FINALLY GETTING 
ANSWERS

ESTABLISHING A 
TREATMENT PLAN

TRIAL AND  
ERROR SKIP AND SEE

“I didn't go to the doc-
tor a lot. I was healthy 

as can be. I was picture 
of perfect health.”

“When I was pregnant with my 
first child, I began having really 
intense pain in my hips and my 

knees. And then it started happen-
ing just everywhere.”

“I went to the OBGYN ... and she 
was like, ‘Well, you’re pregnant! 

These are pregnancy hor-
mones. I mean, they can just do 
strange things to women, and 
you know, there’s not a whole 

lot we can do.’”

“I’m hating life right now at a 
point where I shouldn’t hate life 
because I have a newborn baby. 
At this point, I still didn’t have a 
diagnosis. I still didn’t have an 
answer to what the pain was.”

“And I think at that point, I had 
had so many people tell me 
it’s arthritis. Like, I was like, 

okay it’s arthritis, now what? 
I wanted answers. I wanted to 

know what to do.”

“I didn’t want to go off prednisone. 
I told him, ‘Don’t take this away 

from me.’ So, I think we upped the 
methotrexate. He said, ‘Let’s give 

it another four weeks.’ I came back 
four weeks later, and he said, ‘This 
methotrexate stuff is not working.’”

“I was constantly telling my 
doctor, ‘It [Enbrel] doesn’t work, 

I’m not getting better.’ But I think I 
had pretty high expectations, like I 
thought this was going to make it 

go away! So we switched. 

“My anxiety was through the roof 
while I was on Humira, and it’s 

because it was the most painful 
injection that I had had of all of the 

injections. I would take an injection. 
It would be great. I would feel pretty 
good for about a week. And then the 

anxiety would start the second week. In her own words...

MEDICAL EXPERIENCE

EMOTIONAL EXPERIENCE
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RA LIVED 
EXPERIENCE
RA SYMPTOMS

 + Physical pain also brings to surface a range of emotions such as anger, sadness, 
low self-esteem, and loss of autonomy, which can trigger a downward spiral of 
emotions and stress, which in turn causes physical pain (see section “Stress  
and RA” below).

“I knew a little bit [about RA when I was diagnosed]. I had just taken an immunobiology course and 
we had gone over autoimmune diseases. I actually took it in the fall when I was trying to get diag-
nosed and figure out what was going on. And so I just had all this coursework studying autoimmune 
diseases, so that made it a lot worse because I had this awareness through school and I had studied 
it. I knew what it meant, and it felt like a death sentence when I found out from the doctor.”  

– SUSAN, 27, BECOMING EMOTIONAL

SOCIAL PAIN
A patient’s “RA identity” is alien to the patient as well to family members and 
friends, and it hurts everyone. Social participation can be painful due to this dispa-
rate personality.

 + A patient’s RA identity is more dependent and less self-assured than their true 
identity. This creates dissonance between who they truly are and what RA has 
done to them. When the disease is active, patients often withdraw from social life 
in order to not reveal this identity to others.

 + Not only do the patient’s social interactions reduce over time along a diminishing 
curve, but spouses also tend to restrict their social life, pained by the loved one’s 
pain, and can experience social deficits in their own life due to the increased levels 
of worry and caregiving responsibility.

“I think it’s discouraging me from planning ahead as much. I used to kind of lay out the week and 
stuff, but sometimes it’s like, will he feel like doing this or not? So like, if there’s an interesting lecture 
somewhere or a book review or something like that, I can almost guarantee that he’s probably not 
going to be doing it. And so, sometimes I just won’t go, or sometimes will go to things on my own, or 
sometimes plan it with somebody else because I can’t predict if he’s going to go with. And that’s hard. 
Because I don’t know how he’s going to feel.” – (SPOUSE OF) WARREN, 80

“Like, we were hermits when we moved here; we 
did not leave the house. My husband came home, 
he took care of me, and that was it. So we still 
don’t have a lot of friends in this area because 
we were so used to just depending on each other 
that it’s hard even to make friends now.” – SUSAN, 27

DIFFICULTY IN COMMUNICATING 
SYMPTOMS TO OTHERS.
Patients often found it challenging to 
communicate about their symptoms 
with others. Their symptoms, which 
transcend previous experiences of 
illness and pain, are difficult to describe 
with words and comparisons to other 
experiences:

“It’s not like any other pain, so I can’t come up with 
a description or a good adjective or—I really can’t, 
because it’s not. It’s. I can’t even describe it. It’s 
not like. Well, okay, this is the closest I can get: 
you know when you hit what’s called your funny 
bone. You know that sharp pain you get and you 
don’t want to laugh but you feel like crying. Okay. 
Kind of like that. At times. But. It’s really hard to 
describe. [...] It doesn’t compare to any other kind 
of pain I’ve ever had.” – TINA, 68

This difficulty of communicating about 
symptoms affected their interactions 
with healthcare providers and may have 
delayed diagnosis for some patients.

“And I went to my doctor several times, my 
primary care doctor, and I just kept telling her 
I don’t feel well, and it’s really hard to go to a 
doctor and say, ‘I just don’t feel good.’ You want 
to have pain here or something that they can 
work with! But to just say, ‘I don’t feel well,’ you 
get to feeling, ‘Well, is this doctor going to start 
to be skeptical of me because I kept going back 
because I just didn’t feel well?’ But this wasn’t 
like me. I never had anything like that before. 
And this doctor knew me also. So it took about 
three months of me going to her [before I was 
referred to a rheumatologist].” – ANN, 65

Patients also described having their 
symptoms doubted or discounted 
by others. One patient found that her 

symptoms were initially dismissed by 
different healthcare providers:

“So that summer, I had an internship at a hospital 
working in a research lab, and by the middle of 
the summer, I was having difficulty holding a 
pipette. And I couldn’t really work effectively in 
the lab. And by the end of the summer, my arms 
were going numb and I was having trouble driv-
ing, and we didn’t know what was going on. So I 
went to go see a doctor when I came home after 
my internship because it was so busy, and I was 
just trying to get through the internship, and the 
doctor told me that I was in a car accident and 
that I was lying to them and that I needed to get 
physical therapy and go do physical therapy and 
then we’ll figure out from there.” – SUSAN, 27

Susan attributed the dismissiveness of 
some healthcare providers to her youth: 

“Because when you’re younger, they 
usually kind of dismiss you. [...] Doctors 
just dismiss the problem. You’re young, 
you’re fine, you just don’t feel well.”

The fluctuation and migration of RA 
symptoms defy everyday understandings 
of illness and injury, leading some 
people to assume that RA patients 
are “faking it.” One patient’s 8th grade 
physical education teacher refused to 
accept a note from her doctor explaining 
why she wouldn’t be able to participate in 
the class. 
 
 

“When you have a good day, you 
know, and then all of a sudden the 
next day you have a bad day, and 
then it’s easier for the teacher to 
be like, well you were just fine 
yesterday, even though I had a note 
from my rheumatologist saying I 
couldn’t do these things. You still, 
you know, are trying to fail me [in 
physical education class].” – LISA, 28

PAIN AND FATIGUE are the most commonly described symptoms, but patients also 
reported swelling, stiffness, weakness, heat in their joints, redness, physical deformi-
ties, nodules, bone loss, fever, numbness, general malaise, and unpredictable “flares.” 

In addition, patients reported sequelae related to RA, such as pericarditis, inflamed vocal 
chords, depression, Sjogren’s syndrome, temporomandibular joint dysfunction, and bron-
chiectasis. These sequelae also had significant impact on patients’ quality of life.

RA IS UNPREDICTABLE.
Symptoms vary from person to person 
and can change from day to day. 
Patients understand that the disease is 
causing inflammation in the joints and 
that is what is leading to the variety of 
symptoms they experience. Patients say 
there is no discernable pattern to their 
symptoms and often describe the RA as 

“migratory” or the “wandering disease,” 
and they are confounded by this trait of 
the condition. The pain can change over 
course of a single day—even within a 

matter of hours—in terms of intensity 
level and type of pain. This unpredict-
ability is a severe threat to both physical 
and emotional well-being. Aside from 
unpredictability in day-to-day symp-
toms, RA patients experience periods of 
increased RA activity. These periods are 
collectively referred to as “flares.”

“There is no pattern, only that it’s migratory, that it 
can get different sides of the body. Usually it’s more 
in one than the other for me. And I’ll get it in the foot, 
or the ankle, and then that foot will be fine the next 
day, but the other foot is bothering me.” – WARREN, 80

TOTAL PAIN 
RA symptoms can cause significant 
suffering across several dimensions of 
patients’ lives. Pain is often pervasive 
and can lead patients to experience 

“total pain.” Total pain is a sum total of 
physical, emotional, and social pain.

PHYSICAL PAIN
Physical pain is a constant, and man-
aging it becomes the central element of 
patients’ lives.

 + Pain is a constant presence in their 
lives, and managing it on a daily basis 
is a draining experience, as it is a very 
resource-intensive activity.

 + Pain interferes with their everyday 
lives, limiting their ability to do sim-
ple things around the house, take on 
responsibilities, be independent, and 

ultimately live the lives they want  
to live.

 + Over time, patients become in tune 
with their bodies as they learn to 
live with intense chronic pain and to 
manage their behavior in a way that 
minimizes pain onset.

EMOTIONAL PAIN
Deep-seated emotional pain surfaces 
even in the absence of physical pain. 

 + Persistent pain results in emotional 
vulnerability, evoking deep-seated 
emotional pain. It can trigger past 
memories when they felt similarly 
vulnerable; for example, when 
speaking of pain, patients often 
bring up unaided emotionally pain-
ful memories of earlier struggles 
with their disease.  

 
 
 
 
 

“This is all based on what I’ve read, heard, seen that it can manifest itself 
in so many different ways, and you can be doing your normal stuff one 
day, and all of a sudden, for whatever reason, the next day you’re show-
ing three or four symptoms that you didn’t have before. Or conversely, 
you may be diagnosed with having it and go years without showing any 
symptoms.” – RICH, 58

In their own 
words…
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Study



  DOCUMENTARY FILMMAKING

You Can’t See Arthritis (Click  Thumbnails to Open Video Player)

Living with RA is a difficult journey with many challenges. We found that RA patients 
may use more than one coping strategy, depending on the moment, but typically one or 
two of the strategies are used most often, depending on the individual’s own values and 
mental makeup.
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THANK  
YOU

MARKETING. designed.

Our mission is your mission. 
 

To UNDERSTAND the community you serve 
through a lens of human centeredness.

To THINK about and maximize the impact 
your strategy can have on business goals as 
well as consumer competency, well- being, 

and community health.

To IMPACT positive financial, clinical, and 
strategic outcomes while educating and 

nurturing a more competent and loyal  
community of healthcare consumers.


