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Introduction: This survey aimed to characterize the patient experience with disease and immunoglobulin (Ig) treatment including 
quality-of-life in those with a neurologist-confirmed diagnosis of Chronic Inflammatory Demyelinating Polyneuropathy (CIDP).
Methods: CIDP patients (n=42) from the United States (n=31) and Europe (n=11) with Ig treatment experience completed an online 
20-minute questionnaire, followed by virtual 60-minute in-depth interviews. Interviews were recorded, transcribed verbatim, and 
analyzed using NVIVO 12 qualitative data analysis software.
Results: Patients reported substantial delays between initial symptoms and CIDP diagnosis (median 2 years, range 0–15 years), and 
a profound impact of disease across physical, social, and psychological domains. Physical impact included inability to perform 
everyday tasks such as household chores and need to utilize assistive devices (eg walkers, wheelchairs). Patients reported substantially 
reduced social and leisure activities, and associated emotional impact due to social isolation and loss of independence, especially loss 
of driving ability. The majority retired and/or went on disability within a year of CIDP diagnosis. Notwithstanding some delays in 
initiating Ig treatment, both Intravenous Immunoglobulin (IVIG) and Subcutaneous Immunoglobulin (SCIG) were generally perceived 
as highly effective with 69% of patients reporting vast improvements in physical function, including renewed strength, restored ability 
to walk and perform everyday tasks, and reduced pain. SCIG patients (24%) expressed a preference for SCIG due to its ease of use and 
minimal disruption to daily life. Overall, 36% of patients reported their physicians ceased their Ig therapy, reduced dose or dosing 
frequency upon CIDP symptom improvement, with 33% of those patients subsequently worsening, but recovering upon returning to 
the original dose. Patients expressed a desire for continuing Ig treatment due to fear of disrupting its benefits.
Conclusion: Patients reported substantial impact of CIDP across physical, social, emotional and employment-related domains. 
Patients reported being highly satisfied with Ig therapy and committed to continuing treatment.
Keywords: SCIG, IVIG, infusion burden, immunoglobulin therapy, Ig, quality of life

Introduction
Chronic inflammatory demyelinating polyneuropathy (CIDP) is the most common chronic immune-mediated inflamma
tory polyneuropathy, characterized by a disordered immune response to the peripheral nerves.1–3 In the United States, the 
estimated annual incidence of CIDP is 1.6 per 100,000 people, while the prevalence has been estimated at 8.9 per 
100,000 people.4,5 The pathophysiology of CIDP is yet to be fully elucidated and is widely acknowledged to be 
multifactorial.6 CIDP is characterized by generally symmetrical proximal limb weakness by and sensory symptoms 
with a slow onset.1,2,7,8 The European Academy of Neurology/Peripheral Nerve Society (EAN/PNS) criteria for CIDP 
specifies clinical progression for more than 2 months and electrodiagnostic evidence of peripheral nerve demyelination; 
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response to immunosuppressive or immune-modulating therapies, imaging, cerebrospinal fluid analysis and nerve biopsy 
can provide supportive evidence.9

Patients will typically present with worse quality of life, physical function, and disability as the disease progresses.9– 

11 One study found that only 27% CIDP patients were professionally active and 40% had difficulty with physical 
functions such as walking.12 A Serbian study of CIDP patients found a marked reduction in quality of life, particularly in 
relation to physical domains but also mental domains, including motor function, severe fatigue, depression, and 
unemployment.13 A population-based CIDP study found that 75.6% had disability in their upper limbs, only 41.5% 
could walk independently, 26.8% needed unilateral support, and a minority needed bilateral support or a wheelchair.14

Prompt diagnosis and treatment initiation before the disease progresses can avoid high levels of disability and 
irreversible axonal damage and therefore help maintain patients’ quality of life.13,16 Therapy goals focus on improvement 
and relapse-free maintenance preventing worsening muscle function and disability.17 Typical first-line treatments for 
CIDP include immunoglobulin, plasma exchange, and corticosteroids.4,9,18 Immunosuppressant or other immunomodu
latory agents may be prescribed when first-line treatments are inadequate, including azathioprine, cyclophosphamide, 
ciclosporin, and methotrexate.18 Immunosuppressant treatments are associated with an increased risk of infections and an 
increased risk of certain malignancies.19

For immunoglobulin treatment, the initial dose is usually 2 g/kg, intravenously (IVIG) over two to five days followed 
by 1 g/kg at 3 week intervals. Eftimov 2013 reviewed IVIG treatment in CIDP (8) RTCs, 322 participants:19–26. The 
review found that within 6 weeks of IVIG treatment onset there was clinically significant improvement in disability (as 
determined and defined by the trial authors respectively). Another study considered all systematic reviews of randomized 
controlled trials of any treatment for any form of CIDP (5 trials, 269 participants) and found intravenous immunoglobulin 
produced more short-term improvement in disability than placebo.17

SCIG is an alternative to IVIG, with comparable long-term efficacy in CIDP,27–29 however it provides greater conve
nience with the ability to self-administer at home. In patients with immunodeficiencies, SCIG is associated with improved 
health-related quality of life (HRQL) and treatment satisfaction versus IVIG30–37 and more stable serum IgG levels.38 There is 
a lower incidence of systemic adverse events with SCIG compared to IVIG both in patients with immunodeficiency38 and 
CIDP.28,29,39 Local-site reactions are more common with SCIG than IVIG, but these are mostly well-tolerated and abate with 
subsequent infusions.27,40,41 CIDP patients opting for SCIG may prefer this due to the independence and flexibility associated 
with self-infusion, whereas IVIG preference may be a result of familiarity and reliance on a healthcare professional for 
infusions.27,42,43 Almasri et al39 conducted a meta-analysis that included 22 studies with data from approximately 1400 CIDP 
patients, and found a strong preference for SCIG due to its convenience and practicality, as well as significant improvements 
in functional outcomes, reduced adverse events, and better quality of life compared to IVIG.

Immunoglobulin therapies have been shown to maintain health status, quality of life44 and remission in CIDP 
patients.21,45,46 However, even on therapy a proportion of CIDP patients relapse.21,43 Further, whilst immunoglobulin 
treatment has therapeutic benefits to CIDP patients, it is also known for adverse events, which may be transient or long- 
lasting. Serious adverse events are rare, and include severe skin reactions, venous thrombosis, kidney failure, and 
hemolytic anemia.47 However, IVIG is most associated with mild-moderate symptoms including headache, nausea, rash, 
or influenza-like symptoms17 (Eftimov 2013). The Oaklander 2017 systematic review of randomized controlled trials (5 
trials, 269 participants) concluded adverse events were more common with IVIG than placebo.

This study investigated CIDP patient perspectives on quality-of-life impact and benefit of immunoglobulin therapy. 
This study expands on prior research which primarily focused on physical symptoms and functional limitations. It aims 
to offer a more holistic view of the patient experience and highlight opportunities to improve patient-centered care.

Materials and Methods
Survey
The research was conducted from March 2024 to August 2024 in accordance with privacy and data protection codes of 
conduct. The survey stage recruited 31 patients with CIDP from the USA, and 11 patients with CIDP from Europe (UK, 
France, Germany). The survey comprised a 20-minute online questionnaire.
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The survey aimed to characterize Ig in CIDP treatment to understand and quantify the quality-of-life impact of IVIG 
and SCIG. To do this, the survey included a range of different question types, including: pre-coded (multiple choice) 
questions, dichotomous (yes/no) questions and rating scales as well as open-ended responses.

Specifically, the questionnaire included standardized scales to quantify CIDP-specific activities and social participa
tion, the Inflammatory Rasch-built Overall Disability Scale (I-RODS),48 as well as scales to assess overall symptom and 
functional status: Patient Acceptable Symptom Scale (PASS),49 Patient-Reported Outcome Measurement Information 
System (PROMIS) Physical Function (PF) Short Form (SF)-11a,50 and the Work Productivity and Activity Impairment 
General Health (WPAI-GH).51 Results of these standardized scales were calculated according to guidelines and scoring 
instructions provided in the respective manuals/ handbooks for each tool.

Several strategies were employed to mitigate potential biases in survey responses. Participants were recruited from 
multiple sources to ensure a diverse and representative sample of CIDP patients across the USA and Europe. The survey 
was carefully designed to avoid leading or suggestive language. Participants were assured of the anonymity and 
confidentiality of their responses, which encouraged honest and unbiased reporting of their experiences. The survey 
focused on recent experiences and current treatment regimens to reduce the potential for recall bias.

The survey data were intended to provide descriptive context rather than to draw definitive comparisons or 
conclusions, and statistical significance was not assessed due to small sample size. Means, medians, and ranges were 
calculated where appropriate to aid descriptive results. Therefore, the findings are exploratory in nature.

In-Depth Interviews
After survey completion and proof of diagnosis confirmed, these same 42 patients were interviewed for the qualitative 
stage. Data were analyzed using NVivo 12,52 a qualitative data analysis software. The interviews were transcribed 
verbatim and imported into NVivo. A thematic analysis was conducted, where initial codes were generated and then 
grouped into broader themes (Supplementary Materials Table S1). NVivo’s query functions, such as word frequency, 
matrix coding, and text search, were employed to identify patterns and relationships within the data.

The process followed Braun and Clarke’s six-phase framework for thematic analysis.53 First, all interview transcripts 
were read and re-read to ensure immersion in the data. A line-by-line analysis of the transcripts was then performed, 
generating initial codes. Codes were developed inductively, based on the content of the data, and were not pre- 
determined. Criteria for code inclusion were based on relevance to the research objectives, such as patient-reported 
impacts of CIDP, experiences with Ig therapy, and treatment preferences. The initial codes were reviewed and grouped 
into categories based on similarities and patterns. These categories were further refined into overarching themes. 
Subthemes were developed within each theme to capture more specific aspects of the data. To ensure the reliability of 
the coding process, all of the transcripts were double-coded by a second or third researcher. Discrepancies in coding were 
discussed and resolved through consensus, and the coding framework was refined accordingly. Data saturation was 
reached after analyzing 42 transcripts, as no new themes or subthemes emerged during the final stages of coding. An 
individual patient level “saturation table” was created in order to track this. The final themes and subthemes were 
reviewed to ensure they accurately represented the data and aligned with the study objectives.

Study Cohort and Exclusion Criteria
The 42 patients with CIDP (USA n=31, Europe (UK, France, and Germany) n=11) were recruited via a mixed-method 
approach using specialist research panels and recruitment, digital outreach via patient associations and physician 
referrals. All patients were validated through written confirmation from their physicians of diagnostic tests being 
completed to provide their formal diagnosis of CIDP. Only patients who answered all survey questions were included.

Respondents were asked a series of screening questions to confirm that they were eligible (Figure 1) to take part: all patients 
must have been over the age of 18; must have had at least one of the following tests for CIDP: nerve conduction, EMG, lumbar 
puncture, nerve biopsy; must have been officially diagnosed with CIDP by a physician; a neurologist or neuromuscular specialist 
must have either made the formal CIDP diagnosis or currently manage their CIDP; must have (currently or in the past) used IVIG 
or Hizentra® SCIG; must have used their SCIG for one month minimum or IVIG for 3 months minimum. After survey 
completion, those who screened-in were further asked to provide medical proof of their diagnosis, in the form of a letter from 
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their treating physician or test results confirming CIDP. A mix of current IVIG users, current SCIG users, and lapsed IVIG/SCIG 
users were recruited. Patients were recruited to ensure a diverse sample in terms of time since diagnosis, ranging from recently 
diagnosed (2 years or less) to those diagnosed over 12 years ago. While no hard quotas were set for specific time categories, 
efforts were made to achieve a broad representation of patient experiences across different stages of the disease. Minimal SCIG 
users were recruited compared to IVIG in order to prevent bias in the sample towards patients preferring SCIG. In total, 190 
patients were screened, with 42 enrolled in the study. Rejected terms (consent/industry affiliation) (n=72) and proof of diagnosis 
not provided (n=40) were the two main reasons for exclusion. A large proportion of those excluded for lack of proof of diagnosis 
were due to a misunderstanding of those with similar conditions, eg Guillain–Barré syndrome/Acute Inflammatory 
Demyelinating Polyneuropathy (AIDP).

Results
Respondent Characteristics
In total, 42 patients with CIDP were enrolled in the study. Respondent characteristics are summarized in Table 1 (further 
information provided in Supplementary Materials Table S2). Almost half respondents were in the 46–64 age category 
(48%). There were more female patients (67%) in the total cohort than male (33%). Two thirds of respondents were 
either on disability or retired, and two thirds utilized assistive devices in their everyday life. Twenty-six patients were 
currently receiving IVIG, 10 were currently receiving SCIG, and 6 were lapsed Ig users. For PROMIS PF SF-11a, 
a t-score of 50 corresponds to the general population mean (SD of 10). Thirty-six % had a t-score between 21 and 33 
(indicative of severe limitations in physical functioning), 43% had a t-score between 34 and 44 (mild to moderate 
impairment), and 21% had a t-score between 45 and 58 (within average range of impairment).

Survey
Numbness of the hands or feet, tingling, and weakness in the hands were most commonly reported symptoms of CIDP 
(Figure 2A). Forty-five percent of the total cohort rated their current state as satisfactory using the PASS tool, however 
only 17% of lapsed Ig users rated their current state as satisfactory. CIDP was reported with a wide range of serious 
symptoms that affected physical function; loss of balance/co-ordination (60%), pain (48%), fatigue (38%), and weakness 

Figure 1 Recruitment of Chronic Inflammatory Demyelinating Polyneuropathy (CIDP) patients in USA and Europe.
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Table 1 CIDP Patient Characteristics

Respondent Characteristics Total
(n=42)

Summary n

Age, % (n)
18–45 years 29% (n=12)
46–64 years 48% (n=20)

65+ years 24% (n=10)

Employment, % (n) 
Work full time 17% (n=7)

Work part time 14% (n=6)
Retired 26% (n=11)

On disability 40% (n=17)

Unemployed 2% (n=1)

Sex at birth, % (n)
Female 67% (n=28)
Male 33% (n=14)

Location
US 74% (n=31)

EU 26% (n=11)

Time since CIDP diagnosis, % (n)
2 years or less 12% (n=5)

3–5 years 36% (n=15)
6–8 years 21% (n=9)

9–11 years 21% (n=9)

12+ years 10% (n=4)

Time between first symptoms and diagnosis, % (n)
2 years or less 76% (n=32)
3–4 years 12% (n=5)

5 years or more 12% (n=5)

Current CIDP treatment, % (n)
IVIG 62% (n=26)

SCIG 24% (n=10)
Corticosteroids 14% (n=6)

Plasma exchange 2% (n=1)

Traditional immunosuppressive medication* 10% (n=4)
Rituximab 5% (n=2)

Length of time taking current medication, % (n)
3–6 months 3% (n=1)

6–12 months 14% (n=5)
1–2 years 11% (n=4)

More than 2 years 72% (n=26)

Patient-Reported Outcome Measurement Information System (PROMIS) Physical Function (PF) Short Form 
(SF)-11a banding
21–33 36% (n=15)
34–44 43% (n=18)

45–58 21% (n=9)

(Continued)
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in hands/fingers (31%) were the most important reported current symptoms to obtain relief from through medication 
(Figure 2B).

Evaluation of I-RODS revealed that even the simplest activities, ie, those with lowest item weighting on this Rasch- 
ordered scale, such as washing the upper body, reading a newspaper or book, or going to the toilet were not possible to 
perform without difficulty for 29–38% of patients (Figure 3A). The median I-RODS score was 55/100 (IQR 33), with 
clusters around centiles 31–40, 51–60, and 71–80 (Figure 3B).

For those who were working, the Work Productivity and Activity Impairment (WPAI) mean score for impairment 
while working due to CIDP is 30% (Figure 4A). A fifth of working patients missed work due to CIDP-associated 
problems in the past seven days, of which 14% missed 26 or more working hours (Figure 4B).

Table 1 (Continued). 

Respondent Characteristics Total
(n=42)

Summary n

Patient Acceptable Symptom Scale (PASS), % (n)
Considering current state as satisfactory 45% (n=19)

Work Productivity and Activity Impairment General Health (WPAI-GH), mean (n)
Absenteeism (work time missed) 12% (n=13)

Presenteeism (impairment while working) 30% (n=13)
Overall work productivity loss 38% (n=13)

Activity impairment 58% (n=42)

Notes: *Traditional immunosuppressants include: mycophenolate, azathioprine, cyclosporine, cyclophosphamide, methotrexate.

Figure 2 Percentage of respondents (A) ever experiencing each CIDP symptom, and (B) reporting most important current symptoms to obtain relief through medication.
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Figure 3 (A) Percentage of respondents scoring each activity as “possible, without difficulty” without the help of others or special equipment, (B) Inflammatory Rasch-built 
Overall Disability Scale (I-RODS) centile scores by frequency.
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On a structured 5-point scale, 31% of respondents agreed that their close relationships are always or often strained 
due to CIDP, 38% agreed that they always or often felt isolated or alone, and 50% agreed that they were always or often 
embarrassed that they can no longer do things they used to do (Figure 5).

The vast majority of patients (69%) reported significant improvements in physical function with initiation of IG 
therapy, such as increased strength and ability to walk and raise arms, reduced pain, and stabilization of their condition 
(Figure 6A). About 74% of patients reported their current status of symptoms is stable, with another 5% whose 
symptoms continue to improve (Figure 6B).

IVIG users reported a mean number of 2.2 days per month on which they received infusions. SCIG users reported 
a mean number of 4.3 days per month (Figure 7). However, the administration time for each infusion was significantly 
shorter for SCIG than the several hours required for IVIG infusion.

Thirty-six % of patients noted that their Ig treatment was either discontinued or their dose lowered after stabilization 
of their symptoms. Of those patients, 1/3 (n=3) reported they then deteriorated (Figure 8). However, these patients had 
further adjustments and stabilized.

Figure 4 For those who work (n=14) (A) Percentage impairment while working due to CIDP (Work Productivity and Activity Impairment General Health (WPAI-GH) 
mean scores), (B) Hours missed from work due to problems associated with CIDP during past seven days.

Figure 5 Percentage of respondents rating the emotional effect that CIDP has on their life.
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Figure 6 (A) Symptom experience since first being on current treatment, (B) Current status of CIDP symptoms.

Figure 7 Days per month each immunoglobulin treatment required for total respondents, IVIG users, and SCIG users.

Figure 8 Percentage of respondents who had an improvement in their symptoms after starting Ig (A) HCP reaction to the improvement of symptoms (Total n=25; IVIG 
n=20, SCIG n=5), (B) Change in symptoms for those who had a decrease in dose/frequency of infusion or paused infusions (Total n=9; IVIG n=9, SCIG n=0).
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Thematic Analysis
The initial coding involved line-by-line analysis of the transcripts, resulting in 82 initial codes. These codes were then 
reviewed and grouped into 21 categories based on similarities and patterns. Through iterative analysis and refinement, 
four major overarching themes emerged: (1) Impact of CIDP, (2) Ig therapy impact, (3) patient reported adjustments to Ig 
dosing and treatment continuation following symptom stabilization, (4) future wishes to continue Ig treatment related to 
fear of deterioration. A summary table of themes can be found in Table 2.

Table 2 Summary of Key Themes, Subthemes, Results and Patient Quotes

Main Theme Subtheme Key Results Representative Quotes

Impact of CIDP Diagnostic 
challenges

Median 2 years delay in diagnosis; 
misdiagnoses common; lack of HCP 

knowledge.

“He sent me home with no medication… just 
said, come back when you need a wheelchair”.

Symptom 

severity

Severe symptoms before treatment: 

pain, numbness, weakness, fatigue.

“It felt like a potato peeler was going over me at 

all times”.

Physical 

function and 
daily life

Loss of balance, inability to perform 

tasks, reliance on assistive devices.

“I used to love cooking, but I can’t stand up that 

long”.

Employment 66% unemployed due to disability or 
early retirement.

“I officially am no longer working, I am on 
disability now”.

Emotional and 
psychological 

impact

Stress, isolation, fear of relapse, and 
feeling burdensome to family.

“Living with a chronic illness like CIDP means you 
have to constantly adjust your expectations”.

Ig therapy impact Effectiveness of 

treatment

69% report significant improvement in 

physical function; 74% stable symptoms.

“One of the best moments after starting IVIG was 

when I could walk around the block with my 

walker”.

Patient 

preference and 
satisfaction

SCIG preferred for convenience; IVIG 

preferred for familiarity.

“SCIG was amazing. Super easy… no headaches, 

no nausea”.

Practical 
considerations

IVIG: time-consuming, requires clinic 
visits. SCIG: self-administered, less 

disruptive.

“IVIG therapy is effective, but it’s quite time- 
consuming”.

Emotional 

response to Ig

Improved emotional well-being with 

effective treatment; stress from side 

effects/logistics.

“It gave me the ability to live my life. It allayed all 

of the symptoms”.

Adjustments to Ig dosing 
and treatment continuation

Deterioration 

after dose 
adjustment

36% had dose reduced or paused; 33% 

of those deteriorated but recovered 
after dose restoration.

“I started to feel weaker and couldn’t do as 

much”.

Fear of dose 
adjustment

Patients fear both treatment breaks and 
dosing adjustments due to risk of 

relapse or worsening.

“I’ve been on IVIG for so long, and it works for 
me. I’m afraid to switch to SCIG because what if 

it doesn’t work as well?”

Lack of 

understanding 

of adjustments

Patients unaware of why HCPs adjust 

doses; decisions often not explained.

“They changed my dose [….] I don’t know why”.

Patient-led 

discontinuation

Some patients discontinued Ig due to 

inconvenience but remained stable

“I ask my doctor if I can stop IVIG”.

(Continued)
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Impact of CIDP
Patients mentioned physical, social, and psychological impacts of CIDP. Figure 9 presents a thematic model illustrating 
the relationships between the identified themes relating to IG impact as self-reported by the patients. Thematic analysis of 
the transcripts revealed CIDP has a severe impact on patients’ lives, and patients reported that their symptoms are 
responsible for these life changes.

Diagnostic Challenges
Patients reported how diagnosing CIDP could be a lengthy and complex process. There were reportedly several years 
between onset of first symptoms and CIDP diagnosis, with this cohort waiting a median of 2 years (range 0–15 years). 
Diagnosis journey was reported to be often characterized by initial misdiagnoses and the necessity for multiple medical 
consultations and tests. One of the themes that emerged was that patients felt that doctors were not knowledgeable 
enough on the condition, with some patients who supplemented medical professional opinion with their own online 
research.

On misdiagnosis and feelings of neglect, a female SCIG user from the US stated:

We did the EMG and the nerve conduction testing and [my doctor] even went as far as to take a muscle biopsy, and somehow 
this man came up with SMA as my diagnosis. He basically told me that I would be in a wheelchair by the time I’m 18, and to 
come back when I needed him… He sent me home with no medication of any sort and just said, come back when you need 
a wheelchair. 

Disappointment, anger, and depression were commonly reported expressions of feeling of HCP neglect: A male SCIG 
user from the US stated:

[My doctor] has not contacted me to see how I have been doing on the SCIG, if I’ve improved, if I’ve declined, nothing. I have 
not heard a peep out of him. I’m really very disappointed and actually very angry. I know I’m not his only patient, but I feel like 
I completely fell off the planet as far as this doctor’s concerned. 

These feelings of neglect were reported in all countries of our cohort. A male IVIG user from France stated:

It’s going to be three months now they’ve been looking for a neurologist. At the moment, a doctor for lungs signs off on my Ig 
treatment, but he told me, ‘That’s the last time, I don’t have the right to sign treatments that aren’t from my specialty. We have to find 
a neurologist, and if you don’t have a neurologist, I don’t know what we will do’. So, that’s it, I’m in total vagueness for now. 

Table 2 (Continued). 

Main Theme Subtheme Key Results Representative Quotes

Future wishes to continue Ig 
treatment related to fear of 
deterioration.

Fear of relapse Strong desire to continue Ig therapy 

due to fear of relapse or loss of 
independence.

“I plan to continue with IVIG as long as it remains 

effective and manageable”.

Concerns 
about long- 

term 

sustainability

Worries about Ig losing effectiveness 
over time or becoming unsustainable.

“What if the treatment stops working?”

Reluctance to 

switch 
therapies

IVIG users hesitant to try SCIG due to 

fear of disrupting efficacy.

“I’ve heard about SCIG, but I’m hesitant. IVIG has 

kept me stable, and I don’t want to mess with 
that”.

Commitment 
to Ig therapy

Patients view Ig as essential for 
maintaining quality of life and preventing 

decline.

“It’s been a better option compared to previous 
treatments, and right now, it’s the best choice for 

me”.
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Symptom Severity
Thematic analysis revealed that the impacts of CIDP stem from its debilitating symptoms. Prior to diagnosis, patients 
frequently recounted a gradual onset of symptoms which collectively contributed to a progressive decline in physical 
function. Severity of symptoms was reported to be significantly worse before starting IG treatment compared to after, and 
part of the satisfaction with IG therapy came from the fact that symptoms were often extremely severe at the time of 
diagnosis.

A female IVIG user from the US discussed her severe symptoms before starting Ig therapy:

I was about a day or two away from being on a ventilator, so it was a 10 out of 10 for severity… the pain was unbelievable. 
I could hardly handle having any clothing on me or blankets at the hospital… it was excruciating. It just felt like a potato peeler 
was going over me at all times. 

A male IVIG user from the US stated: 

I remember the onset of my symptoms vividly. It was like a sudden storm that swept through my body, leaving me paralyzed 
and uncertain of what the future held. 

Figure 9 A thematic model illustrating the patient reported impacts of CIDP as they relate to IG treatment. 
Note: Thematic analysis based on patient narratives.
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Physical Function and Daily Life
That CIDP imposes significant physical constraints, affecting patients’ ability to perform everyday tasks, emerged as 
a key theme. Many individuals reported challenges in executing household chores, such as cooking and cleaning, due to 
diminished strength and dexterity. Unprompted, loss of driving ability was mentioned frequently by respondents.

Representative of the symptom burden, a female IVIG user from the US noted:

I used to love baking, I used to love cooking, but I can’t stand up that long. I can sit and do it, but it’s not the same. Plus the fine 
motor skills, I’m not good with a knife anymore. 

A female IVIG user from France stated how CIDP limited their ability to engage in household tasks: 

When I really reach the end of the infusion’s effects, then it’s catastrophic, I have a big fatigue coming, I see it, when I want to 
cook, I struggle enormously to cut. And the problem is that I’m someone very hyper and I want to continue living like I was 
before…I get tired enormously. 

Two thirds of the cohort were not employed, due to either disability or early retirement resulting from CIDP symptoms. 
Most patients who went on disability did so within a year of their CIDP diagnosis. Some had to modify their job roles 
due to symptoms.

A male SCIG user from the US had to give up a job he was passionate about:

With the CIDP I’ve become immobile, and I am in a wheelchair, so it made things difficult because I was a choreographer. That 
was my love and my passion and that is the one thing that has been taken away from me. I officially am no longer working, I am 
on disability now. 

A female IVIG user from the US describes modifications to their job as a result of CIDP symptoms: 

I am a Certified Nursing Assistant, I have my license. I must let my bosses know I can’t be with anybody that needs walking 
assistance because I can’t support them the way that they need. At one time it become an issue where I was actually written up 
for calling out of work so much. 

Emotional and Psychological Impact of CIDP
The emotional and psychological toll of CIDP was substantial; patients reported experiencing stress and frustration due 
to their inability to perform tasks independently and living with a fear of relapse. They reported their support systems, 
including family and friends, played a role in providing emotional support and practical assistance, helping patients cope 
with the psychological challenges of living with CIDP. However, caregivers typically were the patient’s spouse or adult 
children, and some patients reported feeling burdensome to their families.

A female IVIG user from Germany discussed living in fear of relapse:

I think the hardest part is the psychological burden. Living with a chronic illness like CIDP means you have to constantly adjust 
your expectations and deal with the fear of relapse. It’s not just the physical limitations, it’s the mental toll it takes on you. 

CIDP’s impact on mobility and energy levels can limit participation in social and leisure activities, leading to social 
isolation. Respondents reported their loss of driving ability hindered their ability to perform errands and social outings. 
Patients often expressed concerns about their future, particularly regarding their ability to maintain independence and 
engage in meaningful activities.

A male IVIG user from the UK spoke about isolation caused by the emotional impact of CIDP:

I’m quite an outgoing person, but I became very withdrawn. And because of the weakness in my legs during that first summer 
[after diagnosis], it almost stopped me from going out. It was almost like having had the lockdown and all the effects of that. 
I wasn’t going out at all, socializing, partly because I didn’t feel like it, because of how I felt mentally. Your mind starts playing 
tricks with you, you start to get extremely worried. 
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Disease Management
Effective management of CIDP involves a multifaceted approach. Patients often utilize assistive devices, such as canes 
and wheelchairs, to maintain mobility and independence. Only one fifth of respondents have never used assistive devices, 
with 62% currently using them due to CIDP.

A female SCIG user from the US described her wheelchair use:

I can walk independently to an extent. I can’t walk if it’s grocery shopping, I have to be the one that pushes the cart. If it’s an 
airport, I still have to use my wheelchair. I either have to use my wheelchair typically, or I have to sit a lot. 

A male IVIG user from France uses a cane: 

I use a standard cane to help me walk. It’s not always easy, but it allows me to get around and do things. 

Ig Therapy Impact on Quality of Life
Ig is credited with improving quality of life through relief of CIDP symptoms. While both IVIG and SCIG are seen as 
being highly efficacious, SCIG is seen as more convenient.

The majority of patients in all countries were treated promptly. The US experienced delays in a minority of patients 
(5/31 having had a delay of 1 or more years), whereas all EU patients began IG within a year of diagnosis. Germany was 
the fastest with all patients starting treatment immediately after diagnosis.

Effectiveness of Ig Treatment
Both IVIG and SCIG are generally perceived as effective in managing CIDP symptoms. Some had a considerable 
improvement in physical function since beginning treatment. The degree of effectiveness can vary, with some patients 
experiencing more significant benefits than others, and a small subset lapsing Ig treatment.

A female IVIG user from Germany went from wheelchair bound to walking independently:

One of the best moments after starting IVIG was when I could walk around the block with my walker. It felt like a huge victory 
after being wheelchair-bound for so long. Another high point was going to the supermarket without any mobility aids. These 
small victories mean a lot and give me hope. 

The survey included only a very small number of patients (n=4) who lapsed Ig treatment due to a lack of efficacy. All 
continued to deteriorate on Ig and were discontinued by their HCPs. Of these four patients, two tried IVIG only and two 
tried both IVIG and SCIG. Only one experienced any positive effect of Ig on their symptoms initially, but it was mild, 
and efficacy declined until it no longer had any effect on their symptoms.

Patient Preference and Satisfaction
Satisfaction was closely linked to the perceived effectiveness and convenience of the treatment. Both IVIG and SCIG are 
rated highly by patients overall (both rated an average of 6 on a 7 point scale, with 1 being not at all satisfied and 7 being 
completely satisfied). Patients remain committed to Ig due to its efficacy. Many patients express a preference for SCIG 
due to its ease of use and minimal disruption to daily life, however not all IVIG patients are eligible to receive SCIG. 
Some patients are averse to the idea of the self-administered needles of SCIG.

A female SCIG user from the US discussed her commitment to SCIG despite her aversion to needles:

While I hate taking it, I really can’t knock it. It does what it’s supposed to do when I take it the way I’m supposed to, and it 
doesn’t give me the really bad headaches the way that the IVIG did. 

A female lapsed user of SCIG and IVIG from the US discussed her preference for SCIG: 

SCIG was my savior… SCIG was amazing. Super easy. I can’t say enough good things. Honestly convenient. I think the best 
thing about SCIG, there were no headaches. There was no nausea. All the things that I had when I had IVIG, I didn’t have, and 
I didn’t have that roller coaster, that crash. 
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Corticosteroids were used as an initial treatment or in combination with Ig therapies for some of the patients. Patients 
held negative views on steroids overall and frequently reported concerns about the long-term side effects. Side effects 
patients experienced included: weight gain, mood swings, insomnia, bone density loss, risk of infections, hypertension. 
The majority of patients who tried steroids also reported a lack of efficacy.

A female IVIG user from the US discussed her wariness of steroids due to potential side effects:

When I first started doing IVIG, they did a steroid treatment, and I was freaked out about that because of the side effects of 
steroids. So that was discontinued pretty quickly, just because my doctor also agreed it wasn’t a long-term solution at that time. 
It was just the once and I didn’t notice any improvement. 

Plasmapheresis was less commonly used by patients and was typically reserved for cases where Ig treatments are 
ineffective (lapsed users). There was a common desire amongst patients for improved treatment options that offer greater 
efficacy with fewer side effects and less disruption to daily life.

Practical Considerations
The logistics of Ig treatment, including scheduling and frequency, were recurring considerations for patients. IVIG was 
often described by patients as time-consuming and usually requires travel to an infusion center, where it is administered 
by healthcare professionals. They reported this can be disruptive to daily life, as it involves long sessions and recovery 
time. Often IVIG patients reported planning their week around infusions.

A male IVIG user from Germany discussed the time considerations of the treatment:

The IVIG therapy is effective, but it’s quite time-consuming. It requires frequent visits to the clinic, and each session takes 
several hours, which can be exhausting. 

Patients reported often struggling to balance treatment schedules with their personal and professional lives. IVIG was 
occasionally mentioned in the context of delaying household tasks, as patients are not able to walk around when 
receiving their infusions. Financial and insurance issues were also reported to impact treatment decisions, some IVIG 
users reported having to switch brands. Patients reported that SCIG offers greater convenience than IVIG, as it is self- 
administered at home and takes significantly less time, allowing for less interference with daily routines.

Emotional and Psychological Impact of Ig
The emotional response to Ig treatment was closely tied to its perceived effectiveness and the burden of administration. 
Successful management of symptoms through Ig treatment was reported to lead to improved emotional well-being. 
Conversely, side effects and the logistical challenges of treatment was reported to contribute to stress and frustration.

A female IVIG user from the US expressed her very positive feelings for Ig:

It gave me the ability to live my life. It allayed all of the symptoms. It gave me back my energy. It gave me back my life. 

Patient Reported Adjustments to Ig Dosing and Treatment Continuation Following 
Symptom Stabilization
Patients were largely unaware of why their HCPs made treatment decisions such as changing doses or treatment pauses. 
Some recalled dose adjustments when they first started IVIG to optimize tolerance, but they were unaware of the details 
of this. They had more awareness of changes to their treatments due to adverse events or insurance changes, but not 
regarding symptom management. Exact dosing schemes were not collected, as patients were generally unaware of the 
specifics of their Ig regimens. In the interviews, all the current Ig users reported they are currently stable and have not 
experienced deterioration since dosing was optimized, other than the known factor of wear-off between doses that occurs 
with IVIG but not SCIG.

One third of lapsed users were mild CIDP cases who had improvement and stabilized on IVIG. Their discontinuation 
was patient-led; they requested their HCPs discontinue IVIG due to the inconvenience and discomfort of the treatment 
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and remained stable upon discontinuation. Both spoke positively of the efficacy of Ig, crediting it for their stabilization, 
and noted they would try it again in the instance of a future deterioration.

Future Wishes to Continue Ig Treatment Related to Fear of Deterioration
Most patients expressed a strong desire to continue Ig therapy, driven by its efficacy and a fear of symptom deterioration 
if treatment were discontinued. Some patients expressed concerns about the long-term sustainability of it, citing fears of 
“relapse” with the treatment losing effectiveness over time. Fears include losing their ability to live independently and 
quality of life. Many described Ig therapy as essential for maintaining their current level of functioning and preventing 
further decline.

A female IVIG user from the US stated:

I plan to continue with IVIG as long as it remains effective and manageable. It’s been a better option compared to previous 
treatments, and right now, it’s the best choice for me. 

Many patients were averse to treatment breaks due to fears of deterioration. They did not understand the need for 
a treatment break if the Ig was efficacious and tolerable and often reported they would go against the recommendations of 
healthcare professionals to take breaks.

A male SCIG user from Germany discussed his wariness of treatment breaks:

I would always continue taking it. The doctors actually recommend from time to time to take a break, but why should I stop? 
It’s an authorized medication that, if I take it regularly, I won’t have any deterioration. 

The fear of deterioration was so strong that, despite the benefits of SCIG, some IVIG users were wary of trying SCIG in 
case the change will disrupt the Ig’s efficacy.

A female IVIG user from the US stated:

I’ve been on IVIG for so long, and it works for me. I’m afraid to switch to SCIG because what if it doesn’t work as well? I don’t 
want to risk a relapse. 

Another female IVIG user from the US expressed the same concerns:

I’ve heard about SCIG, but I’m hesitant. IVIG has kept me stable, and I don’t want to mess with that. What if SCIG doesn’t 
work the same way? 

Discussion
Many patients with CIDP are not satisfied with the care they receive. Diagnosis is long and arduous, characterized by 
misdiagnosis leading to delays in treatment and declining physical function. Frequently several physicians will be seen 
before diagnosis is finally confirmed. Patients have reported being hospitalized before physicians took their concerns 
seriously and tested them for CIDP. Even post-diagnosis, patients often feel ignored by healthcare professionals, and may 
struggle to make appointments or feel listened to by their doctors. The multinational CIDP survey conducted by Querol 
et al54 found a shorter median diagnostic delay of 6 months (IQR 3–12 months) compared to the median diagnostic delay 
of 2 years in this study, possibly due to differences in study populations or healthcare systems. However, the conclusions 
were the same regarding a lengthy diagnosis journey and many experiencing initial misdiagnosis. Incorporating 
standardized diagnostic criteria and early referral to neuromuscular specialists will help address the diagnostic delays.

The major impacts of CIDP stem from the debilitating effect on physical function. Decline in the ability to walk 
independently, use their hands and arms, and fatigue, all result in difficulties carrying out household tasks, hobbies, and 
their jobs. This results in increased reliance on family members to fill the role and take on these household tasks. In this 
cohort, 43% of patients reported having ever experienced fatigue, and Querol et al54 found FACIT fatigue scores of 35.0 
(suggesting significant fatigue). Two thirds of the cohort were not employed, due to either disability or early retirement 
resulting from physical function impairment from CIDP. Similarly, in a large global survey, 44% of patients with likely 
CIDP reported stopping work due to symptoms.55 For some patients, the use of wheelchairs and other assistive devices 
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led to increased isolation in the home. Therefore, physical function is their primary concern, and a treatment’s efficacy in 
this regard would be the primary motivator for patients and physicians. The median I-RODS score was 55 for this cohort, 
slightly lower than the median score of 62.5 found in Querol et al54 and the median score of 67 found in Peric et al,56 but 
all indicate moderate disability. The average PROMIS, PASS, or WPAI scores for CIDP patients have not been 
systematically reported in the published literature to date.

Patients self-assess their severity of CIDP based on their symptoms- their physical function, pain levels, and fatigue 
levels. Patients reported that, by contrast, their HCPs do not elicit patient reported ability to conduct tasks of daily living, 
such as ability to raise arms/hands, and perform household tasks, when assessing their CIDP severity. Instead, HCPs 
perform strength and reflex tests, though do sometimes ask about ability to walk. Although the measures differ, CIDP 
severity and treatment efficacy are still ultimately assessed using measures of physical function, with patients very rarely 
asked how they are emotional feeling. A more holistic approach can better capture the true burden of CIDP and guide 
treatment decisions. Beyond reflex and strength tests, clinicians could evaluate patients’ ability to perform daily tasks and 
their emotional well-being. Integrating mental health support into CIDP care, such as counseling or support groups, can 
help patients cope with these challenges and improve their overall well-being.

In general, most Ig patients remain committed to Ig due to its efficacy. Fear of relapse also contributes to strong 
commitment to Ig. All the SCIG patients in the cohort had first tried IVIG; those patients expressed a preference for 
SCIG due to its convenience and shorter infusion times. It also does not have a common issue with IVIG that the effects 
begin to wear off before the next treatment dose. On the other hand, some patients on IVIG were reluctant to try SCIG, 
due to fears of disrupting efficacy. Patients held very negative perceptions of alternative treatment options, such as 
corticosteroids, plasmapheresis, and immunosuppressants, due to their side effects and long-term issues that may result 
from them. Healthcare providers should consider patient preferences, lifestyle, and treatment goals when selecting 
between IVIG and SCIG. For patients who will remain on IVIG, strategies to minimize the burden of frequent clinic 
visits, such as home infusion programs, should be explored. Furthermore, comprehensive education on the benefits and 
administration of SCIG to address patient concerns will enhance shared decision-making in those who are eligible to 
switch to subcutaneous treatment.

Patients with CIDP are generally highly satisfied with Ig therapy due to its efficacy and the lack of alternative 
treatment options. However, 36% of patients reported that their Ig treatment was either discontinued or their dose reduced 
after symptom stabilization. Among these, one-third experienced deterioration but restabilized upon dose increases, while 
only a few ceased Ig therapy completely after achieving remission. This highlights the importance of exercising caution 
with dose reductions or treatment cessation, as these adjustments carry a risk of deterioration in some patients. 
Reluctance to alter a treatment perceived as effective may also act as a barrier to treatment optimization, emphasizing 
the need for careful monitoring and individualized treatment plans. Healthcare professionals should engage in shared 
decision-making with patients, ensuring they understand the rationale for treatment changes and the potential risks of 
discontinuation. Transparent and empathetic communication is essential to alleviate patient fears, which often stem from 
their reliance on Ig therapy to maintain physical function and quality of life.

This study focused on patient-reported experiences with dose adjustments and their perceived impact on symptoms 
but did not collect exact dosing data, limiting detailed analysis of dose-response relationships. High-dose immunoglo
bulin therapy has been associated with higher response rates and clinical improvement, with minimal increases in serious 
adverse events.57–62 These findings support the clinical utility of high-dose regimens in selected patients, particularly 
those with active or relapsing disease. However, as recommended by the European Academy of Neurology/Peripheral 
Nerve Society,8 the minimal effective dose should be sought in every patient to ensure individualized care and 
responsible use of healthcare resources. Ig therapy is costly and globally limited in supply, underscoring the importance 
of dose optimization. Future research should investigate the long-term outcomes and cost-effectiveness of different 
dosing regimens to inform evidence-based recommendations. Incorporating patient-reported outcomes into routine 
clinical assessments may further align treatment decisions with individual patient priorities, such as maintaining 
independence and minimizing disruptions to daily life.

Although a cohort of lapsed users were recruited, the recruitment strategy for this study required participants to have 
received at least one month of SCIG or three months of IVIG treatment, which may have introduced a selection bias 
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favoring patients who responded to Ig therapy. This criterion was implemented to ensure that participants had sufficient 
experience with Ig treatment to provide meaningful insights into its impact on their quality of life and symptom 
management. However, this approach may have excluded patients who discontinued treatment early, potentially skewing 
the satisfaction findings toward more favorable outcomes. As a result, the generalizability of the findings, particularly 
regarding treatment satisfaction, may be limited to patients who tolerate and respond to Ig therapy. Future studies should 
aim to include a broader range of patients, including those who discontinued treatment, to provide a more comprehensive 
understanding of patient experiences with Ig therapy.

Future research should explore strategies to address patient concerns or fear of relapse, which may hinder their 
treatment optimization. This can be done through education, patient support groups, and shared decision-making in CIDP 
management. Qualitative research focusing on patient-provider communication could identify best practices for discuss
ing treatment changes in a way that reduces fear and enhances patient confidence. Developing decision aids tailored to 
CIDP patients, which present treatment options and their implications in an accessible format, may also support more 
informed and collaborative decision-making. No single PRO instrument fully captures all relevant aspects of patient 
experience in CIDP, and further validation of disease-specific tools is needed.

While prior research has largely concentrated on the physical symptoms and functional limitations of CIDP, this study 
explored the perspectives of CIDP patients regarding the quality-of-life impacts and benefits of immunoglobulin therapy, 
broadened the scope of the patient journey. By examining themes such as diagnostic challenges, experiences with Ig 
treatments, and long-term disease management, this study provides a more holistic understanding of the lived experiences 
of individuals with CIDP.

Limitations
The present investigation is a survey among patients with CIDP having received treatment with IVIG or SCIG. The 
selection of patients having received Ig therapy for a least some time may have resulted in a selection bias towards 
patients who respond well to Ig therapy. Results reflect the patients’ perception and recall bias may be present in patient- 
reported outcomes. Further, objective clinical data was not available to validate perceptions. The cross-sectional study 
design inherently limits its causal inferences. The sample size limits statistical power, and the data is exploratory in 
nature. Results should not be extrapolated to a broader population. Exact dosing data was not collected, which prevents 
a detailed analysis of dose-response relationships. While we aimed to recruit a diverse sample of patients with varying 
durations since CIDP diagnosis, we did not set specific quotas for each time category. As a result, the distribution of 
patients across different stages of the disease was not controlled. This may limit the ability to draw conclusions about 
how disease progression specifically influences patient experiences and treatment perceptions.

Conclusion
The findings underscore the need for improved patient-centered care, including better communication between patients 
and healthcare providers. CIDP affects multiple aspects of the patients’ lives, and they relate each of these back to their 
symptoms. When assessing both the severity of their CIDP and the effectiveness of treatment, patients relate these to the 
severity of the symptoms they experience. Interviewed patients were highly satisfied with Ig, and patients were 
committed to IVIG due to fears of disrupting efficacy despite the benefits of SCIG.

Ethics
Centralized ethics committee Pearl IRB reviewed this study protocol and granted an exemption prior to study start (2024-0212). 
The guidelines outlined in the Declaration of Helsinki were followed in this study.

Participants were informed about the confidentiality and data protection policy at the beginning of the online screener. 
The research complied with local data protection in each country and was carried out within the codes of conduct of the 
Market Research Society (MRS), the British Healthcare Business Intelligence Association (BHBIA), and the European 
Pharmaceutical Market Research Association (EphMRA).

Informed consent (recorded) was obtained from the study participants at the beginning of the online screener and again 
at start of interview. Written informed consent (electronically via online platform) was obtained from the study 
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participants at the beginning of the online screener. The information was shown on the first pages of the online survey, 
where they were given the option to consent and proceed with the survey or decline and close the survey. Only after 
consenting did they begin the study screener. Consent was recorded for each participant. Before the interview began, the 
consent information (same as from screener) was repeated, and consent was verbally confirmed a second time (video 
recorded). Consent explicitly included publication of anonymized results.

The study sponsor (CSL Behring) was not involved in data collection or analysis, which was conducted independently 
by Bryter to mitigate bias. The sponsor gave input into the study design and reviewed the manuscript drafts. Appropriate 
data analysis was conducted to mitigate bias/competing interests.
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