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Introduction
• Chronic inflammatory demyelinating polyneuropathy (CIDP) is a

rare, autoimmune disorder of the peripheral nervous system 1-3

• CIDP is characterized by progressive muscle weakness and
impaired sensory function 4

• Standard of care options for patients with CIDP include
intravenous immunoglobulin (IVIg; typically  at an administration
center every 3 -4 weeks over approximately 3 hours),
subcutaneous immunoglobulin (SCIg; typically self -administered
at home 1-3 times per week) and/or corticosteroid treatment
(typically oral administration with regimens varying by patient) 5-7

• Many of the existing treatment options have limitations in terms
of safety and tolerability, including assorted short - and long -
term side effects 7, 8  and administration interfering with
patients’ daily, social, leisure and work activities 9

• Understanding the experience of CIDP and treatment
preferences directly from patients can inform patient -focused
drug development, and development of novel therapies 10, 11

• A conceptual model that visually represents the patient
experience of a disease can be used to communicate the
specific health experiences/concepts that are important for
novel therapies to address 12

Objective
• This study aimed to understand key CIDP patient experiences

to inform patient -focused drug development (PFDD)

Methods
• A preliminary conceptual model was iteratively developed

based on a targeted literature review (TLR) and an initial round
of 45 minute , web-assisted concept elicitation interviews 13

• Refinements to enhance the model’s comprehensiveness were
based on a second round of web -assisted interviews, which
included 60 minutes of concept elicitation

• The second round of interviews included additional
questions to explore select symptoms and impacts and
aspects of treatment experience

• Adult patients from the United States with a confirmed CIDP
diagnosis (as verified via patient portal screenshots, medical
paperwork, prescription photographs, and/or clinician -
completed forms) who were receiving IVIg, SCIg,
corticosteroids or were treatment naïve were recruited by a
specialist patient recruitment agency

• Interview recordings were transcribed verbatim and analyzed in
ATLAS.ti qualitative analysis software using content analysis
for concept elicitation (CACE) 14, 15

Results
• Twenty -eight interviews were conducted across two rounds,

see Table 1  for demographic and Table 2 health characteristics

• Participants reported many symptoms of CIDP, most
frequently: muscle weakness (n=27), numbness (n=26), fatigue
(n=23), loss of balance (n=23), tingling/pins and needles (n=19)
and nerve pain (n=15)

• CIDP symptoms negatively impacted participants’ daily lives
(n=28; primarily mobility, activities of daily living, fine motor
skills, sleep), emotions (n=27; including depression/sadness,
fear/anxiety/worry), hobbies/leisure (n=26; primarily
exercise/physical activity), relationships/social life (n=22),
ability to live without adaptations/support (n=19) and work
(n=18)

• Many of the reported advantages and disadvantages of IVIg,
SCIg and corticosteroids were specific to the attributes of each
treatment, however, most participants considered their
treatments successful because symptom control
(predominantly muscle weakness) resulted in improved health -
related quality of life

• Better efficacy, fewer side effects and reduced administration
burden were identified as unmet treatment needs by patients

• These findings were used to finalize a conceptual model of the
patient experience of CIDP (Figure 1)

• Key updates made to the interim conceptual model 13 included 
adding, re -naming or dividing concepts to better represent the 
patient -related findings ( e.g. clarifying that numbness, 
tingling/pins & needles and nerve pain were distinct sensory 
symptoms); using bold text to indicate which concepts were 
reported in n ≥14 interviews; separating general, medical center 
and home setting IVIg advantages and disadvantages

Table 1. Demographic characteristics (self -reported)

Characteristic Statistic (N=28)

Years of age, mean (SD); median [Range] 55.4 (17.3); 58.5 [23 –84]

Sex, n (%)

Male 14 (50%)

Female 14 (50%)

Race/ethnicity †, n (%)

White 18 (64%)

Black or African American 6 (21%)

Hispanic/Latino and White 2 (7%)

Asian 2 (7%)

Highest level of education completed, n (%)

College 4 years or more (College graduate) 9 (32%)

Advanced or graduate/postgraduate degree 9 (32%)

College 1 to 3 years (Some college or technical school) 6 (21%)

High school diploma or equivalent (Grade 12 or GED) 3 (11%)

Other: Nursing qualification 1 (4%)

Current employment status, n (%)

Working part time in paid job 7 (25%)

Retired 6 (21%)

Working full time in paid job 5 (18%)

Not working due to CIDP 5 (18%)

Not working due to medical problems other than CIDP 2 (7%)

Full-time homemaker 1 (4%)

Student 1 (4%)

Other: Self -employed 1 (4%)

Characteristic Statistic (N=28)

Years since diagnosis, mean (SD); median [range] 6.4 (5.4); 5.1 [0.0 –24.0]

Current treatments †, n (%)

IVIg, medical center 13 (76%)

IVIg, home 4 (24%)

SCIg, home 10 (36%)

Corticosteroids 3 (11%)

Rating of current health status, n (%)

Excellent 0 (0%)

Very good 4 (14%)

Good 13 (46%)

Fair 8 (29%)

Poor 3 (11%)

Primary type of medical insurance †, n (%)

Medicare 14 (50%)

Health insurance - employer 8 (29%)

Health insurance – individual market 4 (14%)

Medicaid 3 (11%)

Uninsured 1 (4%)

Other

COBRA Plan 1 (4%)

Tricare For Life 1 (4%)

Unspecified insurance type 1 (4%)

Table 2. Clinical characteristics  (self -reported)

† Not mutually exclusive, participants could select more than one category

† Not mutually exclusive, participants could select more than one category 

Figure 1: Conceptual model of the patient experience of CIDP 

Key
Bold = reported by n ≥14 of interview participants 

Domain relationships
Positive effect: Indicates improvement
Negative effect: Indicates worsening
Mixed effect: Indicates some concepts improve while others worsen

IMPACTS

Daily life
• Mobility
• Activities of daily living

• Self -care/hygiene
• Chores/errands
• Cooking/eating

• Fine motor skills
• Sleep

• Disturbed sleep
• Unable to sleep
• Increased duration

• Driving
• Unable to drive
• Modifications needed
• Reduced driving

• General functioning
• Leaving the house
• Doing anything at all

Hobbies and leisure activities
• Exercise/physical activity
• Hobbies
• Travel

Education
• Attendance
• Completing written work

Accessibility
• Assistive equipment
• Support needed from others
• Home adaptations

Relationships and social life
• Friendships
• Social events and activities
• Family relationships
• Romantic relationships
• Invisible illness burden
• Doctors/HCPs

Work
• Stopped working
• Completing tasks
• Accommodations needed
• Reduced hours
• Role change
• Loss of income

SYMPTOM EXPERIENCE

Muscular symptoms
• Muscle weakness
• Foot drop
• Paralysis

• Muscle
spasms/twitches

• Muscle cramping
• Muscle atrophy
• Muscle stiffness
• Tremors
• Contractures

Miscellaneous 
symptoms
• Loss of balance
• Fatigue/loss of

energy
• Body aches/pains
• Brain fog
• Gastrointestinal issues
• Poor circulation
• Weight changes
• Dizziness
• Impaired vision
• Loss of coordination
• Swelling
• Bladder issues
• Heart rate changes
• Breathlessness
• Loss of menstrual cycle
• Heat intolerance
• Speech impediment
• Charcot foot
• Cysts
• Hearing difficulties
• Heaviness in legs

Sensory symptoms
• Numbness
• Tingling/pins &

needles
• Nerve pain
• Electrical sensations
• Burning

• Loss of deep tendon
reflexes

• Other sensations
• Itching

MIXED EFFECT

MIXED
EFFECT

NEGATIVE
EFFECT

TREATMENT EXPERIENCE

IVIg - General
Advantages
• Supported by medical staff
Disadvantages
• Side effects
• Time burden
• Vein damage
• Reliant on medical staff
• Requires intravenous needles
• Additional drug burden
Efficacy: often successful

SCIg
Advantages
• Flexibility
• Independence/control
• Convenience
• Privacy
• Low time burden
• Minimal side effects
• Only uses subcutaneous needles
Disadvantages
• Injection site reactions
• Self -administration difficulty
• Time required
• Still requires needles
Efficacy: often successful

Corticosteroids
Advantages
• Convenience
Disadvantages
• Taste
• Side effects
Efficacy: low efficacy

IVIg –  Medical center
Advantages
• Feeling safe/supported in

medical setting
Disadvantages
• Travel burden
• Uncomfortable
• Lack of privacy

IVIg - Home
Advantages
• Convenience
• Comfortable
• Flexibility
Disadvantages
• Difficult to organize

POSITIVE EFFECT
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SUMMARY/CONCLUSION

• The final conceptual model of the patient experience of CIDP can inform PFDD by depicting the symptoms that patients consider  most important to treat, the impacts of these 
symptoms and perspectives on current treatment attributes

• Muscle weakness continues to be a particularly debilitating symptom of CIDP that impacts functioning across numerous aspects of patients’ lives

• For patients with CIDP, novel therapies that lessen treatment burden and side effects while targeting key symptoms are essent ial

• By clarifying the symptoms that matter most and patient -reported disadvantages of current treatments, this model underscores the  urgent need for therapies that meaningfully 
improve daily functioning and align with patient priorities

• These insights should guide innovation in CIDP to ensure future therapies deliver on outcomes that matter to patients
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Emotional - Negative
• Depression/sadness/despair
• Fear/anxiety/worry
• Frustration/annoyance
• Stress
• Low self -esteem/insecurity
• Embarrassment/shame
• Moodiness
• Self -pity
• Loneliness
• Helplessness/hopelessness
• Guilt
• Anger

Emotional –  
Positive
• Acceptance
• Relief
• Hope

CIDP unmet needs
• Knowledge of condition

• Prompt/accurate diagnosis
• Making own treatment choices
• Appointment burden
• Emotional support
• Practical support
• More clinical trials

Unmet treatment needs
• Needle -free treatment
• Treatment efficacy

• Stop progression/cure
disease

• Reduced pain
• Increased quality of life

• Cost burden
• Side effect burden
• Time burden

Please scan 
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This QR code is intended to provide scientific information for individual 
reference  and the information should not be altered or reproduced in any way.
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