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A Delphi Panel to Identify Optimal Clinical Outcome Measures (COAs) in Chronic Inflammatory 
Demyelinating Polyneuropathy (CIDP)

• CIDP is a rare autoimmune neuropathy, involving both cellular and humeral
components of the immune system,1affecting 2.81 per 100,000 people globally. 2

• CIDP is clinically heterogenous, with clinical subtypes divided into two main
categories – typical CIDP, characterized by symmetrical symptom distribution, and
atypical variants, characterized by varied regional and modular (motor or sensory)
symptoms.2-4

• Due to the heterogeneity of CIDP and variability of symptoms observed, no single
outcome measure can capture all relevant domains and diverse outcome measures
are needed to assess treatment response and disease progression.5-6

• There are no validated biomarkers for monitoring therapeutic response.6
• The lack of a universally agreed definition of a meaningful response in clinical

practice adds further complexity, with differing views between patients and
healthcare professionals.6,7
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Objective
This st udy seeks t o reach consensus on opt imal clinical assessment s t hat  
accurat ely and appropriat ely reflect  t he impact  of CIDP on pat ient s via a mult i-
st akeholder Delphi panel.

• This ongoing st udy st art ed in December 20 24  using a double-blinded modified
Delphi met hod (Figure 1): an est ablished met hod of elicit ing consensus from
expert s.8 ,9

• Preliminary result s from first -round survey from 18  HCPs and 13  PAGs (t ot al N=31)
are present ed here; full result s are expect ed by J uly 20 25.

• The remaining phases of t his research will include a second-round survey, and a
virt ual consensus meet ing.

• A nine-point  Likert  scale (from 1 [st rongly disagree] t o 9  [st rongly agree]) was used
during t he first  round.  Consensus was defined as ≥80 % of panellist s providing a
response of 7–9 (indicat ive of st rongly agree) or 1–3 (st rongly disagree)

• A st eering commit t ee compromising of t wo independent  neurologist  expert s and a
pat ient  advocacy group represent at ive ensured insight s were reflect ive of real-world
pract ice, were clinically valid, and were comprehensible t o a pat ient  audience.

“In the early stages, mobility, balance, and gait are particularly important, as these are critical for 
diagnosing the condition and evaluating the initial treatment response. In later stages, the focus shifts to 

functional independence, mental health, and sleep quality, which become more relevant as patients aim to 
maintain their quality of life and manage the long-term impacts of the disease.” –  HCP

• Consensus was reached for the following eight domains as the most important
outcome domains to consider when assessing therapeutic benefit (Figure 3).

•Over half of t he panel (63%; 12 HCPs and 7 PAGs) agreed t hat  improvement s in physical
domains are more meaningful, as t hey lead t o improvement s in ot her domains (such as t he
non-physical domains above).

•Overall, 4 3% of t he panel felt  all domains had a cyclical relat ionship wit h equal import ance,
however, t hese insight s were largely derived from pat ient  advocat es (not ed by 10  pat ient
advocat es and one HCP).

Figure 3. Domains where consensus was reached on importance for assessment (% agree)

Relative of importance of outcome domains

Applicability of COAs during routine assessments over time 

Demographic characteristics 
• A t ot al sample of 31 panellist s were recruit ed t hrough a t hird part y-fieldwork agency and a

pat ient  associat ion group using pre-defined screening crit eria.
• The panel comprised of 18  clinical expert s in neurology and 13  pat ient  advocat es from a

range of European count ries (Figure 2).

Analysis of Delphi panel Round 1 result s

Analysis of Delphi panel Round 2 result s

Delphi panel round 1: Online Questionnaire (n=31) – completed 

Delphi panel round 2: Online Questionnaire (n=31) - ongoing

Delphi panel round 3: Consensus Meeting (n=12) – to commence following round 2

Recruit ment  of 31 panelist s (18  HCPs and 13  pat ient s advocat es)

Inclusion criteria
 All clinical expert s were required t o have ≥2 years experience wit hin t heir role, t reat ing at

least  10  pat ient s wit h CIDP in t he last  12 mont hs. Clinical expert s were also required t o be
familiar wit h current  t reat ment  guidelines, and out come measures used in CIDP.

 Pat ient  advocat es included: individuals living wit h CIDP, t hose caring for an individual
living wit h CIDP, t hose who are pat ient  represent at ives for CIDP, or an individual
support ing t he family and caregivers of pat ient s wit h CIDP.

 All pat ient  represent at ives were required t o have an underst anding out come measures
used t o t rack disease progression for CIDP.

“Early on, the focus is on symptom control and emotional adjustment, while later on the 
important part is long-term quality of life, disease management, and the ability to be 

independent.” – Patient representative 

Earlier disease stage: 
Outcomes of interest include 
mobility, balance, and gait, 
important for doctors when 

evaluating how well a treatment 
works. 

Intermediate stage:
Utilisation of aids, relapse and 

remitting symptoms. 
Physical domains still of interest, in 
addition to activities of daily living. 

Advanced stage:
Outcomes shift to improving aspects of 
health-related quality of life (HRQoL), 

mental health, and functional 
independence 

Time 
progression

Relevance of physical impairment and disability related COAs
Results cont. 

INCAT

• Limited disease sensitivity
and ceiling effects

• Scoring system lacks
granularity

• Dependent on subjective
interpretation of the 
clinician

• Limited to muscular 
aspects of CIDP

I-RODS

• Subjectivity concerns due
to the patient-reported
nature of this PRO

• Lacks ecological validity;
response options are too
restrictive and may have
multiple reasons for not
being feasible

• Limited sensitivity for
minor improvements

• Lacks specificity to CIDP

MRC sum score

• Limited to muscular
aspects of CIDP

• Does no consider all
muscles and/or muscle
groups that may be
impacted by CIDP

• Limited sensitivity for
minor improvements

• Scoring system is non-
linear

• Inter-rater variability

• Among the HCP cohort only (n=18), consensus was reached for INCAT,
I-RODS and the MRC sum score as measures that can adequately
assess therapeutic benefit in patients with CIDP. However, HCPs
acknowledged their limitations (Figure 4).

Figure 4. Criticisms of physical disability and impairment related scales from the HCP cohort

Relevance and applicability of HRQoL measures

Relevance and applicability of symptomatic COAs for pain and fatigue
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Figure 5. Group responses relating to optimal assessments of pain and fatigue in patients with CIDP

Significant  out come domains t hat  must  be considered 
when assessing t reat ment  response in pat ient s wit h CIDP
include: 
•Physical domains (mobilit y, gait  and balance, manual
dext erit y and st rengt h, and upper and lower limb
funct ion),

•Socio-funct ional domains (funct ional independence,
act ivit ies of daily living and social part icipat ion),

•Sympt omat ic domains (pain),
•Cognit ive domains (cognit ive funct ioning),
•Overall HRQoL.

• When prompt ed t o consider how pain and fat igue can be adequat ely
assessed in rout ine pract ice, a variet y of responses were received (Figure 5).

Barriers to optimal assessment of therapeutic benefit

•When asked t o consider what  t he great est  challenges are when assessing
t herapeut ic benefit , several fact ors were ident ified as key challenges t hat
hinder assessment  (Figure 6).

Figure 6. Overview of the challenges when assessing for therapeutic benefit in patients with CIDP

While several out come measures exist  for several 
different  domains e.g., physical impairment , HRQoL, 
pain, and fat igue, exist ing COAs are considered t o  
have limit at ions. 

Furt her research is required t o underst and whet her a 
composit e out come measure can be developed t hat  
includes all key relevant  out come domains t o pat ient s 
wit h CIDP. 

Next steps
Based on insight s collect ed wit hin t he first -round of t his 
Delphi panel, a second-round survey is current ly in 
development , wit h survey complet ion expect ed by J une 
20 25, followed by a virt ual meet ing (wit h result s 
expect ed in J uly 20 25).

The second-round survey aims t o probe furt her on first  
round insight s, shift ing t he focus from out come domains 
t o specific scale it ems. 

The second-round survey also aims t o elicit  consensus 
on what  t ype of quest ions panellist s would like t o see 
included in a novel COA for CIDP, designed t o capt ure a 
range of out come domains considered import ant  t o 
bot h HCPs and pat ient s, alongside t heir t hought s on t he
relevance and appropriat eness of exist ing measures t o 
help opt imise CIDP management  and pat ient  care. 

Physical domains

Non-physical domains

Mobility, gait and 
balance (100%)

Upper and lower limb 
function (97%)

Manual dexterity and 
strength (97%)

Functional 
independence (94%)

Health-related quality 
of life (87%) Pain (84%) Activity and social 

participation (81%)
Cognitive functioning 

(81%)

• Only 38% of t he PAG cohort  report ed familiarit y wit h t he above scales.

Using consist ent  COAs over t ime allows clinicians t o 
ident ify improvement  or det eriorat ion, however, 
sympt oms of CIDP can evolve over t ime and t he 
relevance of domains may also t herefore change over 
t ime. The domains priorit ised for assessment  should 
remain flexible t o ensure out comes are meaningful.

2 2
2 2
– 1
1 –
– 3
1 3

– 1
1 –
1 3
2 –
3 3

13 18Total
There remains an unmet  need t o ident ify COAs t hat
are relevant  t o bot h clinicians and pat ient s, 
considering individual experiences and t he clinical 
het erogeneit y of CIDP.

Patient 
advocates

HCPPatient 
advocates*

HCP†

Figure 2. Panel composition

Despit e t his, over half of t he pat ient
advocat es (54 %) highlight ed t hat

t he t ype of assessments have not 
varied from aft er diagnosis t o 

present  day. 

Assessment of overall 
function and wellbeing in 

clinical practice was divisive

Is overall funct ion and 
wellbeing assessed 

during rout ine 
pract ice?  (n=31)

48 % 52%

Yes – 52% 

No   – 4 8 %

HRQoL was highlight ed as an assessment
conduct ed informally t hrough pat ient  
quest ioning/ recollect ion by 4 1% of t he 
panel, rat her t han t hough t he use of 
validat ed COAs. 

Among t he HCP cohort  only, bot h CAPPRI 
and SF-36 were considered valuable when 
assessing HRQoL in pat ient s wit h CIDP, 
alt hough, limit at ions of t hese measures 
were highlight ed. 

*10  pat ient s wit h CIDP, 2 caregivers and 1 pat ient  represent at ive
†11 neuromuscular specialist s, 3  neuropat hy specialist s, 2 general neurologist s, 1 neuromuscular and neuropat hy specialist  and 1 neuroimmunologist

Knowledge of a patients’ 
condition/status at baseline (prior to 

treatment) (10%) 

Clinical heterogeneity in CIDP precludes 
the use of a single metric that can 

capture all relevant outcomes (29%)

Lack of consistent and reoccurring 
therapeutic evaluations 
(standardisation) (16%)

Objectivity issues and misalignment 
of COAs scores with patient 

experience (23%)

Over half of t he panel (77%; 15  HCPs and 9  
pat ient s) agreed t hat  domains for assessment
should be
•adapted over time
•dependent  on t he disease stage
•reflect ive of t he evolution of symptoms

This
 m

ate
ria

l is
dis

trib
ute

d f
or 

sc
ien

tifi
c p

urp
os

es
 on

 J&
J M

ed
ica

l C
on

ne
ct,

 an
d i

s no
t fo

r p
rom

oti
on

al 
us

e


	A Delphi Panel to Identify Optimal Clinical Outcome Measures (COAs) in Chronic Inflammatory Demyelinating Polyneuropathy (CIDP)



