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I NTRO D U CTI O N SYMPTOM ONSET, REFERRALS AND DIAGNOSIS e Dose adjustments, such as dose a.mount (C.IDP:43‘V.o,:IVIMN:6.0%)' or frequency (CIDP: 57%; MMN: 64%),
o o _ e Patients with CIDP indicated significantly more lower body symptoms (legs/feet) than patients with MMN were common and may further hinder patients” ability to maintain treatment schedules
* Chronic |r-1flammatory demyelinating polyradlculoneurqpathy (CIDP) (numbness/tingling, 87% vs 32%; weakness, 80% vs 58%; pain, 56% vs 16%, respectively; P < 0.05 for all)
and multlfocal 1oy n?gropathy (MMN) are rare acquired, immune- — All symptoms are patient-reported and therefore may not precisely align with expected clinical DISEASE BURDEN AND QUALITY OF LIFE
medlated.neuropathles ' _ . . o _ definitions of CIDP and MMN e Patients requiring caregiver involvement reported greater disability, based on INCAT scores (Table 1)
° CIDP mf‘;\nlfests a> PrOgressive, monop3ha5|c o el RS IE TEmITE, SiEEiie * Many patients experienced symptoms >6 months before receiving a diagnosis (CIDP: 51% MMN: 90%); e Men indicated significantly better Inflammatory Rasch-built Overall Disability Scale (I-RODS) disability
the peripheral nerves and nerve roots the delay was primarily caused by seeing multiple neurologists and long wait times for appointments scores than women (Table 1)
’ I\QMNhIS Ch;:acie”ZEd by pk:ogre55|lyt§, azsymmetrlc weakness and muscle (Figure 2) e Women indicated higher levels of anxiety and depression in the EQ-5D-5L (Table 1)
atrophy without sensory abnormalities
e CIDP and MMN are life-altering conditions that are often difficult to FIGURE 2: PATIENT SELF-REPORTED REASONS FOR DIAGNOSTIC DELAY IN TABLE 1: MEAN QUALITY OF LIFE MEASURES BY GENDER AND CAREGIVER
diagnose and are associated with a substantial patient burden* CIDP AND MMN INVOLVEMENT IN PATIENTS WITH CIDP AND MMN
e This study aimed to understand the effect of MMN and CIDP on quality of % Ranked #1 Mean Rank !
life (QoL) and to evaluate patients’ diagnostic and treatment journeys Had to see multiple neurologists 21% 2.0 . Caregiver
— Gender involvement
o Wait time to see neurologists 2.3
o |
5 Wait time for lab test results 2.4 . . . No.
— aregiver aregiver
M E T H O D S o Referred to wrong HCP type first 21% 2.2 8 8
G Uncertainty of diagnosis? 1.32 INCAT* Arm (Lower score = better QolL) 1.57 1.79 1.33
STUDY DESIGN Wait time to see PCP 3.8 INCAT Leg (Lower score = better QolL) 1.49 1.70 1.19
e This StUdy was conducted through |n5pire, an online Community platform _ _ INCAT® Total (Lower score = better QOL) 3.06 3.49 2.52
which enables members to share their disease experiences and treatment Had to see multiple neurologists 23% 2.2
outcomes with other patients® Wait time to see neurologists 2.2 I-RODS" (Higher score = better Qol) 35.05° 31.45 30.33 37.68"
e A mixed-methods cross-sectional design was used Wait time for lab test results 2.9 MMN-RODS® (Higher score = better QoL) 40.43 38.12 37.75 40.67
— The quantitative study findings were developed from a 30-minute online Referred to wrong HCP type first 2.3 EQ-5D-5L VAS: (Higher score = better Qol) 66.18 62.30 60.43 m
cross-sectional survey that was tailored using qualitative patient insights Uncertainty of diagnosis? 1.0P 8 d ' ' '
' ' ' : EQ-5D-5L Anxiety/Depression
e Included patients (>18 years old) must have resided in the US and have self Wait time to see PCP 39 Q ty/ P' ' 1.85 231" 2.28 1.81
reported MMN or CIDP (Lower score = less anxiety/depression)
2Caution: low base size
bOther (specify) response; not evaluated for ranking by all *Indicates statistical significance over other condition at 95% confidence level
SURVEY VARIABLES AND ANALYSES CIDP, chronic inflammatory demyelinating polyradiculoneuropathy; HCP, healthcare professional; MMN, multifocal motor Scoring ranges: °0—10; "Raw RODS score 0-48, transformed to final score 0-100; “0-100; “1-5
. . . . _ neuropathy; PCP, primary care practitioner Note: CIDP and MMN are combined for all measures except I-RODS and MMN-RODS, which were asked exclusively to patients with
e The cross-sectional survey included a variety of questions on: | | | CIDP and MMN, respectively
— working ability and caregiver support  Patients consulted with 23 healthcare providers (CIDP: 55%; MMN: 65%) and underwent several tests CIDP, chronic inflammatory demyelinating polyradiculoneuropathy; EQ-5D-5L VAS, EuroQol 5 Dimension 5 Level Visual Analog
. . (mean: 5.2) including electromyography (EMG), nerve conduction study, antibody testing, MRI and spinal Scale; INCAT, Inflammatory Neuropathy Cause and Treatment; (I-)RODS, (Inflammatory) Rasch-built Overall Disability Scale; MMN,
— symptom onset, referrals and diagnosis tap, before receiving a diagnosis multifocal motor neuropathy; Qol, quality of life
B tr.eatment e Most patients specified neurologists as the diagnosing and/or treating physician (CIDP: 92%; MMN: 97%); e Patients with CIDP onificant] ikelv th tients with MMN to indicate t of their di
— disease burden and QoL approximately half were neuromuscular specialists (CIDP: 54%; MMN: 57%) . |en.s wh , were stghitican Ymore _' €y a'n pz? |en-s wh O Indicate Impact ot thelr disedse
e Results f th titativel ad on their housing status, transportation habits or social life (Figure 4)
esults from the survey were quantitatively summarize e Patients frequently consulted other specialists, most often a physical therapist (CIDP: 26%; MMN: 32%)
to manage symptoms, although few sought mental health support (CIDP: 2%; MMN: 0%) FIGURE 4: IMPACT OF DISEASE ACROSS HOUSING STATUS, TRANSPORTATION
RESULTS TREATMENT HABITS AND SOCIAL LIFE
e Most patients received intravenous immunoglobulin therapy (1VIg) (CIDP: 75%; MMN: 74%); other T ST T T e e e e e e
. . : . : o/ % 1 82%* Citing Any Impact Across Situations Mentioned
STUDY POPULATION treatments reported include subcutaneous immunoglobulin therapy (SClg), oral and IV corticosteroids, = 69% L e e e e e e e e D2 a
, , _ , _ azathioprine and rituximab; some patients (CIDP: 2%; MMN: 13%) reported not having received treatment ~ 49% 3994 *
e Atotal of 173 patients with CIDP and 31 patients with MMN were included . _ _ _ _ _ o o %
o _ _ e More patients with MMN than patients with CIDP reported IVIg infusions of >4 hours; however, the pd - 21% 18%
* There were similar proportions of men (49%) and women (51%) in the impact of the infusion on daily life was relatively similar for both groups (Figure 3) a I e ——
CIDP cohort =) Impact to my Changed the Accommodations/ Moved or None
O personal way | get changes were change in my
e More women (55%) reported MMN than men (45%) FIGURE 3: INTRAVENOUS IMMUNOGLOBULIN THERAPY TIME AND INFUSION relationships/ around town/my made to my housing status
e The mean age was 58.9 and 57.6 years in the CIDP and MMN groups, IMPACT ON DAILY LIFEIN PATIENTS WITH CIDP AND MMN social habits transportation home because
respectively habits of my condition
, , o , , IVIg Infusion Time Infusion Impact on Daily Life
e Most patients identified as White/Caucasian (CIDP: 88%; MMN: 94%) e .
o 00 1 9N . g g 1
— Followed by Black/African American patients in the CIDP group (7%) _ 1% 2% Pm——————— - :-Z]_.cy_ \_I;r_ E;t;r:s_iv_e_li_x;e_n;i;;1' I._E'i%i E'E'Eg_A_n_y_ITEa_CE éc_rgs_s_sfl_]a_uffs_l\_ﬂfrlu_o_nfch
and Asian patients in the MMN group (13%) o § '45% : Z3T: : | 2270 Yery EXTEnSIVE, txtensive . 48% o
— I 4+ hours | — %
— Race/ethnicity was presented as a multi-select, generating results O % b ’ 17% 24% 299% 21% 16% °|F'||’ J - 23% o
over 100% 2 - L —
e The survey was administered approximately 5 years following diagnosis, 2 Tin[=1E 140 ik LrErzee i Accommodations/ Movec.j or NEmE
N - S personal way | get changes were change in my
on average . lL47% Very Extensive, Extensive j S relationships/ around town/my made to my housing status
§ o ARG | 86707 | aa—— social habits transportation home because
WORKING ABILITY AND CAREGIVER SUPPORT 3 19% 1 24% | 10% habits of my condition
e Approximately half of patients with MMN (48%) were considered full-time *Indicates statistical significance over other condition at 95% confidence level
employees compared with 23% of patients with CIDP, who were more likely B Very extensive B Extensive | CIDP, chronic inflammatory demyelinating polyradiculoneuropathy; MMN, multifocal motor neuropathy
to be medically unable to work (CIDP: 28%; MMN: 13%) W <2 hours with each mfusion before | el ip to returning  the fiay from work, school or social
] ) o ) ) ) B 2-4 hours to work, school or normal social functions functions on the day of my infusions
— Patients with CIDP or MMN frequently reported difficulties with performing B 46 hours B Moderate ¥ Minimal B Not at all
lower-body strength activities and dexterous tasks, respectively B 56 hours }Qf,ehdofj’rs”;'jibiglﬁfsﬁlf‘?b,e éggggfgogggg::;;gusuagfy g?ﬁyagggi;gh;g d
— Many patients reported caregiver involvement (CIDP: 61%; MMN: atleast halfaday - workor school oo cmostunchange C O N C L U S I O N S
52%), generally with housework (CIDP: 86%; MMN: 81%) and attending

*Indicates statistical significance over other condition at 95% confidence level

CIDP, chronic inflammatory demyelinating polyradiculoneuropathy; IVIg, intravenous immunoglobulin therapy;
MMN, multifocal motor neuropathy

medical appointments (CIDP: 59%; MMN: 44%) (Figure 1) Patients with CIDP and MMN experience burden related to diagnosis, treatment,

symptoms and functional limitations

FIGURE 1: CAREGIVER INVOLVEMENT IN PATIENTS WITH CIDP AND MMN DAILY ACTIVITIES Most patients with CIDP and MMN are debilitated to the extent that they require
some level of caregiver support

Caregiver Involvement Caregiver Responsibilities

Patients often cycle through 3 or more healthcare providers and undergo multiple

| can wash, bathe, independently dress. Some days | have trouble—it’s getting a lot better now—but using buttons, because rounds of testing before arriving at a diagnosis

No, 86% my hands were too tight, or too lacking feeling in my fingers. Frustrating things are opening a jar or something of that sort.
399 It’s humbling to need to ask someone for assistance to do the menial task that you never gave a second thought about prior.

Yes,
61%

e

Half of patients report seeing a neuromuscular specialist, with care being fragmented
>2% 52% — CIDP patient, age 60 across different specialty providers

This study, while limited by self-reported CIDP and MMN diagnoses, points to the
need to broadly educate providers on these neuropathies as patients continue to seek
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6% . . . . . .. . .
4% 4% ° information at various points of care; this can help optimize the patient experience
Complete Attend MD Drive me to Help with Manage Manage Make MD General Physical Other and improve outcomes
household appointments appointments personal medication/ medical appointments support support
chores hygiene nutrition bills

He [my husband] assists me a little bit with food prep...and he sometimes helps me with dressing, depending on what I’'m putting on, like | can’t put a
coat on very well. | have trouble getting it up over my shoulders. And then | have trouble with buttons. He definitely has to help me with showering

81% because I’'m just too unstable to get in and out of the shower. I'm OK when I’'m in there sitting down, but to get in and out and to dry myself, that’s
really hard. He has to help me like with my hair after | wash my hair. REFERENCES
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