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Idiopathic Multicentric Castleman disease (IMCD) is a subcategory of  Detailed participant characteristics are shown in
MCD, a rare lymphoproliferative disorder characterized by enlargement  Table 1. Of the 51 patients self-reporting
of the lymph nodes and lymphatic system. As no curative therapies clinician diagnosed iIMCD, 56.9% were female

Background

Table 1: Characteristics of Patients and Ability to travel
Caregivers participating in the IMCD survey

Diet

exist for IMCD, the primary focus of clinical management remains  with a mean age of 47.4 years (range, 22—78  ESEESIESEEEEEIS Satentbsspondens Emotional and psychological wellbeing

symptom control. Currently, no assessment of symptom burden exists  years). Of those who reported an informal = soaney i} Financial wellbeing

within this population. Incorporating patient and caregiver perspectives  caregiver (22/51), the patient's spouse was the  we 20 (43.1% N

on the impact of IMCD symptoms can faclilitate timely treatment, better  primarily carer (22/51). et 47419, 2210 78)

symptom monitoring, and early flare-up detection, leading to greater Lo e e v, e (50, o) Mobilty

patient satisfaction. Of the 36 patients (70.6%) who reported —Awtala e Pain/Discomfort

The aim of the StUdy was to establish a Comprehensive iMCD- receiving i-I\/ICD-dir.ected treatment—23/51 E.:S:pmymentstatusn(%) 20(5('79;@%) Personal relationships

centered symptom inventory from a patient perspective and to (45.1%) received an intravenous treatment and =5 s o voron sy siovances 5 Saxusl funciioning

quantify the impact of symptom burden on various aspects of daily =~ 13/°1 (25.5%) received a combination —Of *emicesparine sgom” _—

living. Secondly, to investigate caregivers’ perspective on patients’ intravenous and oral treatment. Approximately, — preernotiose o)

iIMCD-symptom burden and impact on the caregivers’ daily life. Only 25% of patients who received intravenous and S e e e Sl ordedueaton | | B

the methodology and results for the patients are presented in this oral treatment reported receiving an oral steroid. asen ~ " e 0 20 4 60 30 100
Of the 36 patients (70.6%) receiving IMCD  native Hawaiian or Other Pacific Islander 2 (3.9%) Percentage (%) of Sample (N = 46)

poster. More detailed results have been published elsewhere.!

Prefer not to answer 3 (5.9%)

0 /I - White 38 (74.5%)
treatment, 31 (86.1%) reported receiving an anti- e e N, — ]
interleukin- 6 monoclonal antlbody with the Disease Characteristics of patients Patient Survey No effect Slight effect Moderate effect Severe/very severe effect  Missing Responses
frequency of administration varying between = wonos

IMCD NOS 40 (78.4%) Fig. 3. Severity Impact of symptoms on aspects of daily life
. . . . ! - . - TAFRO 11 (21.6%) : : : : : L e : :
The Iiterative process followed I1s shown In F|g_ 1. The nitial literature once-a-week to once every Six weeks. Note: Sample sag&:{%- 46 atccounts for only those patients which reported experiencing symptoms, with five patients having reported not
: : : - : L : : =~ experiencing any i symptoms.
review (April 2020) identified the MCD-SS, the CarerQol-7D and the  Ordinal logistic regression analysis showed that = Netwecavngtestment = B (15.7%) Odds ratio (95% Cl)
- . . - - ' iy : L S ratio
SF-36 as existing relevant scales. Also identified were symptom the higher the number of symptoms', the more = {reine testhentiorivicd el ’
themes and these, together with their impact on daily life of patients likely the symptoms negatively impacted the & W PR o 0.72* (0.62 to 0.85)
and caregivers were explored further and validated by clinical experts. patient's daily life activities, shown across every MCD: diooathic mu Cast 5 MCD NOS
- - - . i : idiopathic multicentric Castleman’s disease; i ; _ _ _ 0.73* (0.63 to 0.85
Identification of publications and Exploration of themes Development and Refinement of Survey dally Ilfe aCtIVIty (OR <1’ Flg y 2) idiopathic multicentric Castleman’s disease not otherwise Emotional & psychologlcal We"'bemg ’ ( ° )
specified; SD: standard deviation; TAFRO: thrombocytopenia,
Preliminary Work anasarca, fever, reticulin marrow and organomegaly. General routine I 0.75* (0.65 to 0.88)
« Literature Review for identification of relevant publications ‘ A tOtaI Of 27 unlque Symptoms Were experlenced by the 51 patlents In the Week prlor tO Social lif ‘ 0.77* (067 to 088)
+ MCD-SS: Reviewed for idenification of key themes and , e completing the survey. Five patients experienced no symptoms. In patients reporting el e
to assist with shaping the symptoms specific questions Review of Survey Question Suitability . 0 0
e Corer ol 7D generdl thewies krimaling horis . Modical Expert Advice: Sexual Functon Questionnaire symptoms, tiredness was the most prevalent (78.4%), followed by weakness (41.2%), parsorial relationshiins 4 0.78* (0.68 to 0.89)
reqiv identification of sexual functioning th K@ . . .
. ::7?6 GZ:ysnwl function domain). used 1o valdate key pr:noﬁk;oun:x:?m:; eI::ve%t ofgpa:::zsei:ear.e?ée nlght Sweats (392%) and numbneSS/tlng“ng (373%) *
et « CDCN: review of questionnaire for representativeness | Sexual functioning ‘ 0.79* (0.7 to 0.9)
themes used in Patent Reported Outcomes of symptom expenience and usability by respondents Abdomiinal pain (n=13) ’ 30.8% 3110
Anxiety (n=13) 7.7% 23.1% *
‘ Bloating (n=8) | 12.5% 50.0% Financial we".being ‘ 0.82 (072 to 093)
alidation of Symptom experience themes epression in= i 82" (0.72to 0.
and Impact on Daily Life by Clinical Experts ¢ [[’)'f;'r:‘zs‘:'h(r(‘;l;; Dty Lo fravel
Overall themes 1o be explored in the survey, the symptoms *
expe:enced by |;31CeD [);(IZ’KS and thz nnv\p;ctnof tr:es‘;z(:)q Piloting of Survey Questions for accuracy Fever (n=2) Mobility _’_ 0.84 (0'74 to 0'95)
patients and their informal caregivers and appropriateness of responses Fo;get;umsss Enjg
eadacnes (n= %
. Ln;:‘;g?gf;: eri(?::(;c'ﬁ;t:;\:;:;?d e Impaired cognitive funcjcion (n=9) | Pain/discomfort ‘ 0.85 (075 to 096)
« Patient and Caregiver from the COCN piloted the Loss of appeFl’fe (n=10) )
questions for usability and suitabiity Na:is;:t/\;;rgzltzg( ;2;31 Worldeducation _‘_ 0.87* (0.77 to 0.99)
Numbness/tingling (n=19) T T 1 T T
Persistent itching (n=9) 06 07 08 09 1 0
Finalisation of Survey Questions Ethics Approval Shortness of breath (n=15)

Sluggishness (n=15)

EE)%N]_C;iﬁ;r?grY [?isg:sg\éiﬁ;gcgagjel I\I\I/(Iegv?rks; :\J/IE\E)e%/S Multicentric Castleman Disease Symptom Scale; Stupor/fse:?rfgc::::?;z 22;13 Worse as |.1um.bers of symptoms i'_]creases
IMCD: idiopathic Multicentric Castleman Disease; SF-36: Short Form 36 Sweating/hot flashes (n=18) Odds ratio with 95% confidence interval _ o
The questionnaire was developed in a stepwise manner to ensure Swollen |ym£?82:::z§:18 Fig. 4..Fo.rest plot of the odds. ratios of impact on daily life by MultlpI|C|ty of symptoms

i i ... ) Weakness (physical) (n=21) The multivariate regression model was adjusted by age, gender, and number of symptoms. *Level of significance was set at p<0-05
appropriate stakeholder (patient, clinician, caregiver and researcher) Weight gain (n=8) _— .
engagement before being piloted. Survey Monkey® was used as the eSS sy
platform for the survey and was available to patients from April to 0 20 40 %0 50 b o . . . . .
November 2021.This non-interventional study consisted of 45- Impact of Symptoms on Daily Life (%) This International IMCD survey is, to our kr_lowledge, the.flrst large survey to systematically
guestions (11/45 open-ended, 34/45 closed-ended pre-defined) H s.gm.y* Ht Fymys.yﬁt — evaluate the spectrum of symptomg experlenceq Dy patients and the |r_np_act_ of symptom
relating to symptomatology experienced, severity, and symptom impact | | | o | | o burden on _everyday_ life frgm thg pgtlent pers_pectlve. It r_10netheless _had limitations that need
on daily life in the past week (five severity level options, 0=no impact to F1g. 2 The_'mpaCt severity on daily life for 'MC_D patients SXpETIEN=INg a symptom _ to be _con5|de_red. Flr_s.tly, |dent|f|_cat|on O.f pa“e'.“ts for_ this survey relied on res_pondents _sglf-
A=severe impact). Data storage remained with Lumanity, and question ?;)rfp:)lgt?r:gp:ﬁes;zueﬂ?efysymptoms corresponds to the number of patients who reported experiencing the relevant symptoms one week prior to report!ng the”'. pracuugner_conﬂr.med d|agn05|s of IMCD a§ Oppqsed {o .d|rect phy3|c|an
responses were de-identified and saved on password-encrypted | | | - reporting or clinical documentation. Secondly, there were insufficient patient numbers to
servers. Ethics approval was obtained. Patients reported that their symptoms had a slight to moderate effect on their dalily life dlﬁerentla}te thg _|mpact by type_ of |MC_D. Thirdly, thpugh some treatment data were ca.ptured
| | | | | | (Fig. 2). The symptoms having the most severe impact on daily life included this was insufficient to determine the impact of this on symptoms and aspects of dalily life.
IMCD patients were recru_|t_ed via the_ Castleman Disease Collaborgtlve nausea/vomiting (60.0%), sluggishness (53.3%), weakness (physical) (52.4%), weight Lastly, COVID-19 restrictions may have impacted recruitment of patients.
Network (CDCN). To participate, patients had to be 218 years, patients  gain (50.0%) and stupor/feeling lethargic (50.0%) (Fig. 2). When looking closely at the .
had to have a practitioner-confirmed diagnosis of IMCD. Patient aspects of daily life most affected by these symptoms, a moderate to very severe impact
consent was obtained for those participating in the study. was reported on aspects of daily life that related to patient pain/discomfort (65.2%), In conclusion, this study outlines a methodical approach for creating patient-centered
Descriptive analyses were performed on closed-ended questions.  ability to travel (60.9%), sexual function (56.5%), emotional and psychological wellbeing surveys. Its primary achievement is the creation of an extensive symptom inventory for
Ordinal logistic regression analysis was used to assess the relationship  (52.2%), general wellbeing (52.2%), financial wellbeing (52.2%) and social life (50.0%) iIMCD. The survey's results reveal the far-reaching consequences of a high symptom burden
between number of symptoms and impact on different aspects of dally ~ (Fig. 3). | | | on various aspects of daily life, affecting patients. These findings have the potential to
life. The effect is reported as an odds ratio (OR) with 95% confidence  Ordinal Ioglstlc regression anaIyS|s_ shoyved that the hlg_her the number qf _s_ymptoms’, influence the refinement of diagnostic criteria, enhance clinical assessments, and guide the
intervals (p<0.05). All statistical analyses were conducted in SPSS v23,  the more likely t_he symptoms negatlvely impacted the patient's daily life activities, shown development of patient-focused treatment plans. Ultimately, these findings lay the
and logistic regression utilized Minitab version 20. across every dally life activity (OR<1,; Fig. 2). groundwork for our aspiration to establish the first-ever iMCD-specific symptom scale.
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