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- Data were drawn from the Adelphi Real World Disease Specific Programme™, a cross-sectional survey with retrospective data collection of
physicians and their adult patients diagnosed with NF1-PN in Germany, Italy, Spain, and the UK between June-November 2025.

* Neurofibromatosis type 1 (NF1) is a rare condition, that can be
Inherited or occur spontaneously owing to a mutation in the NFIT

tumour suppression gene'.
« The DSP methodology has been previously described4~, validated®, and proven consistent over time”.
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NF1and are often associated with burdensome symptoms such as » Participating physicians reported data for their next consecutive consulting adult patients with NF1-PN.

pain and impact to motor function2. . , , , , . o, . :
* Physicians completed electronic record forms capturing patient demographics, clinical characteristics (including ECOG score), perceived

- NF1-PN typically develops during childhood, although PN can severity, and PN specifics (including surgical interventions).

continue to grow into adulthood?. o , , ,
* Descriptive analyses were conducted for the overall cohort, and by country. Freqguencies (%) were calculated for categorical or ordinal

variables and mean (standard deviation [SD]) or medians (interquartile ranges [IQR]) were calculated for continuous variables.

« All data were reported by physicians

Impact the disease may have on adult patients.
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reduction in work hours (30%).

CONCLUSIONS

tissue disorders

- Among employed patients, productivity loss was evident: mean work absence was 1.7 days per month
overall, with country means ranging from about 1.1 days in Italy to 2.1 days in Germany.

* Physicians reported that patients most commonly had =1 PN in the legs (46%), with a mean (SD) of 3.3
(3.6) PN in the legs for these patients (n=132). Of the patients with =1 PN in the spine (24%), the largest PN
was internal in 84% of cases compared to 30% being internal for the legs.

Adults with NF1-PN in selected European countries experienced a high burden of disease

that extends well beyond clinical symptoms, affecting daily tunctioning and work. « Approximately one-third of patients experienced impairment in basic activities of daily living and over

half experienced impairment in instrumental activities of daily living. » The most clinically relevant PN were also in the legs (26%); reasons for classifying these PN was due to

their location (45%), size (41%) and symptoms such as pain (40%).

Over a third of the patients report functional impairment, often affecting core activities of

their daily life. . Patient demographics and clinical characteristics can be seen split by country in Table 1.

NFI1-PN Severity

« At survey date, physicians reported that 65% of patients had scores of 1-4 in the Eastern Cooperative
Oncology Group (ECOG) scale, meaning almost 2/3 of the sample experienced some level of restriction. ‘

« Further details on PN locations are summarised in Figure 2.
Figure 2. PN profile of NF1-PN patients (n=329)

Half of the patients experienced pain as a symptom, associated with a persistent
symptomatic burden.

a. Location of PN(s) b. Location of most clinically significant PN
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Half of patients experienced an impact on employment, with a third reducing work hours,
contributing to economic burden through lost productivity.

* Physicians perceived NF1-PN to be moderate-very severe in 37% of cases as seen in Table 1.

These findings highlight the humanistic, clinical and economic burden for adult patients
with NF1-PN , underscoring the importance of comprehensive care and an optimal

Table 1. Characteristics of NF1-PN patients
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describe the impact of NF1-PN on adult patients in selected European countries. month*, (n=T19) (n=48) (n=33) (n=24) (n=14) interventions. Reasons for NF1-PN related surgery are summarised in Figure 3.
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*Of patients employed at time of survey; Basic activities of daily living: ambulating, feeding, dressing, personal hygiene, toileting; Instrumental activities of daily
living: transportation, managing finances, shopping and meal preparation, housecleaning and home maintenance, managing communication with others,
managing medication; ECOG, Eastern Cooperative Oncology Group; IQR, Interquartile Range; N, Sample Size; SD, Standard Deviation

Symptomatology

« Pain (50%) and skin-related disorders (40%) were the most common NFI/NF1-PN-related symptoms as
reported by physicians across the study population.

* In Spain, 41% of patients experienced anxiety, compared to 26% in Germany, 19% in Italy, and 33% in the
UK. A large proportion of patients experiencing motor dysfunction was reported in Germany (39%).

« A symptom breakdown is shown in Figure 1.
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-This real-world study was based on a pragmatic rather than true random sample; in addition to the
inclusion criteria, while minimal, physician and patient participation was influenced by willingness to
complete the questionnaires; furthermore, several variables related to the impact on daily life, were
physician reported, which may not fully capture patients’ lived experience.
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