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Key lTakeaways

This GenAl-assisted analysis
demonstrated that gMG symptom
instability negatively impacted
patients and caregivers, affecting all
representations of the CSM framework
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Background

Predictable treatment programs may be
ﬂ Generalized myasthenia gravis (JMG) is a chronic, immunoglobulin G autoantibody-mediated neuromuscular disease associated with unpredictable, fluctuating muscle weakness"

utilized to address poor cognitive and
emotional responses to gMG, thereby
enhancing treatment experience and
resulting in sustained symptom control
for patients with gMG

2

,&%\ Patient Engagement Research Councils (PERCs) can be utilized to gather the perspectives of people living with and affected by a disease’

E:] While qualitative interview data are crucial to understanding the patient perspective and lived experience of gMG, analysis of these data is often complex and time-consuming®

Recent advancements in generative artificial intelligence (GenAl) and its underlying large language models (LLMs) may provide a promising opportunity to expedite the qualitative
analysis of textual data*®

Objective

'@ To use GenAl to explore patient and caregiver experiences of gMG symptom instability and unpredictability, and experiences with healthcare providers (HCPs)

M eth OdS Figure 1. Schematic of Leventhal’s Common-Sense Table 1. CSM framework applied to gMG and GenAl constructs
Model of Self-Regulation framework®’

This study was an in-depth qualitative analysis of focus group i . .. X
interviews involving individuals living with gMG or their caregivers CSMilliness Representation e GRS

Physical characteristics of an illness Prior iliness experience

who PartiCipated ina PERC (e.g., symptom severity, instability) (e.g., unsuccessful treatment) Emotional Representatlon

Impact of gMG on emotions (such as What are the ways patients describe the impact of gMG on mental health or emotions?

e Fifteen focus groups were conducted with patients with gMG fear, anxiety, sadness, or anger)
or their caregivers; focus group discussions were recorded and l Cognitive Representation
transcribed lliness Representations Identity gMG illness experiences, including What are patients' perspectives on gMG illness experiences, including most common symptoms, most troubling symptoms, patient knowledge
° InterV|eW transcrlpts were qualltatlvely analyzed to |dent|fy - N - ) y — ~N symptoms, beliefs, and knowledge about symptoms and triggers for symptoms, communication from care provider regarding symptoms~
themes related to the experience of I|V|ng with gMG Emotional representation OgNIIVE represc ation Beliefs about the origin of gMG symptom  What are patients' beliefs about the origin of gMG symptom uncontrollability such as gender, race, education, socioeconomic status, insurance,
Emotional responses that arise from an Thoughts and beliefs about an iliness Cause uncontrollability work, family responsibility, medication dose, antibody status?
D t | 1 d d b L th |’ C S M d | f illness, such as fear, anxiety, sadness, or anger Dimensions: ldentity, Cause, Timeline,
o ata ana ySIS. guide y Leventnal s qmmon— ense .O el o . ’ ’ ’ ’ , Consequences Timeline Perceptions about the duration What are patients' perspectives on the difficulty of managing healthcare needs, hospital visits (doctor visits, ER, travel, hospitalization, etc.),
Self-Regulation (CSM) framework®’ (Figure 1) was assisted using N J o\ J (chronicity) and burden of gMG scheduling visits for treatment, etc.?
, . .
Johnson & Johnson’s prlvate and proprletary GenAl tool Individuals' ; lability of What are the ways patients describe symptom & experience of instability or uncontrolled symptoms? What are the ways patients describe how
. .. . Controllability nMI(\;I uals sensg 0 Icocl{ntro abllity o satisfied or dissatisfied patients are with overall effectiveness of medication, ease of use, uptake, form of medication, type & route of drug
e Emotional and COgnItIVG representatlons of the CSM framework T SPAIE Sy e, (s Weling] Kreet e administration (intravenous, subcutaneous, oral), drivers for wanting to switch medication?

were applied to analyze the transcripts in relation to participants’ lliness self-regulation
gMG experience (Table 1) (e.g., coping strategies, ongoing evaluation of

coping strategies)

What are the ways patients describe the impact of the overall disease on relationships (social function), on ability to function, on ability to
sleep and feel rested, on their frustration with MG, on social activity, on ability to enjoy hobbies and fun activities, on meeting the needs of

. . . Consequences Impact of gMG on p.hys.ical, SPCi,aI: ghc their family, on having to make plans around their MG, on how they are bothered by limitations in performing their work (include work at home)
e GenAl OUtpUtS were validated using a balanced method with Jdentity refers to labeling ilness experiences, inoluding symptoms, beliefs, attitudes, and knowledge: Cause refers psychological functioning ofgagiviguals because of their MG, on losing some personal independence because of their MG (e.g., driving, shopping, running errands), regarding trouble
human supervision and manua| checking to ensure OUtpUtS were to beliefs about the origin or what led to the’”,ness’, Timeline refer’s to pe;cepﬁon about illness duration (ie. acute getting around public places because of their MG, and regarding having trouble performing their personal grooming needs due to MG?
. vs chronic); Controllability refers to beliefs about if illness can be cured or controlled; Consequences refers to beliefs
d p pI‘Opl‘Iate a nd dCCU I‘ate about illness impact, including emotional, occupational, physical, and social® CSM=Leventhal's Common-Sense Model of Self-Regulation, ER=emergency room, GenAl=generative artificial intelligence, gMG=generalized myasthenia gravis, MG=myasthenia gravis.
ReS u ItS Figure 3. Insights, themes, and representative participant quotes related to the experience of living with gMG in the context of the emotional and cognitive representations of the CSM framework

Figure 2. The majority of participants were White, female, and over 50 years old » , _ ,
A. Participants described a range of negative emotions related to gMG symptom

. og. s . . . . . . s B. Perspectives on gMG disease experience involved common symptoms, triggers, C. Participants believed various factors, such as gender, race, comorbidities, and
instability, including anxiety, depression, fear, isolation, and frustration; positive Ny . . . .
. . . ors and HCP communication work, influenced their experience with gMG symptoms
emotions were associated with support groups, resilience, and self-advocacy
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The emotional distress and anxiet y [ ] 9 p dep O
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. o . Frustration felt by patients and caregivers . en | start having symptoms, it goes really . . .
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i elps me through these things, and they’re my d their implications bv the patient affects me.” . . .
The importance of support systems and support group.” and their implications by the patien L ) The role of other illnesses influencing the
community in managing emotional health ’ disease experience
( h »
. “Stress is bad, heat is bad, riding in a car for a Treatment Management My out of network doctor ... wants [me] to be
. . Triggers for Symptoms long time is bad.” Factors on IVIG because my oral medications aren’t
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9 Female B h | ’ d 7 Poaltle o0k Communlcatlon with “We had an awesome support system with the experience With giis symptoms
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Graduate degree
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D. Participants noted their gMG timeline included frequent hospital visits and HCP E. Discussions of disease control highlighted perceptions of disease instability, F. Perspectives on consequences of gMG included negative impacts on patient
Data shown are number of participants. gMG=generalized myasthenia gravis. communication, as well as difficulty and stress regarding managing treatment treatment challenges, and treatment inconsistency quality of life, ability to work, and social function
Figure 4. The unstable nature of the symptoms gMG had impact on the eye - - - eye -
gure > & f ymp givit P Cognitive Representation: Timeline Cognitive Representation: Consequences
participants’ lives and affected all the representations of the CSM framework
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and medication
Hospital Visits S . ) ili i ( )
. P - | was in the hospital for 45 days of the Ablllty to I,:ung,t,lon “It's just annoying to try to do something simple
Experiences related to doctor visits, two-month period.” . . The disease impacts daily activities and the like wash four or five dishes or brush my teeth.”
emergency room visits, and hospitalizations \ J Experience of acute exacerbations that ability to perform tasks y :
lead to hospitalization or severe symptoms \ /
Scheduling Treatment Visits (. hare | e ( )
' had to plan, and we have one trip that's Ablllty to Sleep “She cannot go to sleep at night. It's not
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The disease affects sleep quality and the or six in the morning.”
ability to feel rested \ J

Insurance and Financial ( “The insurance companies love to mix it up and ) . . ( )
Barriers © comp b Frustration with MG ; et Foo e o
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costs of treatment, and financial implications y 9 imposed by the disease

Emotional Impact , \

of Healthcare “The waiting, | can't imagine ...That must have Social Activity “If I go line dance, if, | might get one dance out

Symptoms described as fluctuating,

been a stressful nine months.” and then I'm running out the door to head home

Emotional stress and anxiety related to \ J unpredictable, and often worsening over time The disease limits participation in social

Issues related to scheduling and planned pre-diagnosis that’s going to extend
attenqlng t.reatment sessions, including longer than two weeks.” Experience of acute episodes that require
infusions and appointments \ J immediate medical attention
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0w < o) L J
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/f;?/// QO{O . X \ Crisis M t ( \ Preferences regarding the form of medication Work Limitations “I would fall down at work, probably two or
9 9((/ . \ M FISIS IVianagemen “A crisis has to be so weakening, and in such (e.g., oral, intravenous, subcutaneous) The disease affects the ability to perform three times a week, and they're like,
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manage crisis situations related to the disease emergency room.” from home \ )
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s N\ Factors that motivate patients to consider Loss of Independence 9 couldn't climb stairs ... | couldn't pull up my
“l want to make sure that all of them are talking, switching medications The loss of personal independence in daily pants. | had troubnl.e just walking.”
and before | start any new medication, | make sure activities due to MG ’ ’
° ° \L J
Coordlnatlon Of Care all three [HCPs] are on the same page.”
The need for effective communication and “The anesthesiologist actually took the time to . ore [ )
coordination among HCPs and caregivers call me and explained to me that my doctor had Public MOblllty “I really couldn't navigate the grocery store.”
spoken to him, and we needed to have Experiences related to scheduling and Difficulties in navigating public spaces due « : -
a conversation because | had myasthenia.” attending treatment visits to MG symptoms \ ' have to be carefulin public. )
\_ J
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Treat tM t ( ) Personal Care ; :
M G inSta bilit Of disease reatmen anagemen “We got it to every 6 weeks and then we decided : : . I'had to use my arms, and I'd have to take §
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CSM=Common-Sense Model of Self-Regulation, gMG=generalized myasthenia gravis, HCP=healthcare provider. CSM-=Leventhal's Common-Sense Model of Self-Regulation, gMG=generalized myasthenia gravis, HCP=healthcare provider, IVIG=intravenous immunoglobulin, MG=myasthenia gravis, subQ-IG=subcutaneous immunoglobulin.
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