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Introduction

There are few validated instruments that assess the symptom
burden of skull base tumors (SBT) survivors, especially for patients
undergoing multimodality treatment for malignant and complex
benign tumors. MD Anderson Symptom Inventory (MDASI)! was
developed to assess symptom burden in cancer patients and
validated in 640 patients with both solid and liquid tumors. Our
aim is to understand the symptom profile and to explore the
utility for developing a skull base (SB) module of MDASI.

* |n phase |, patients with complex benign and malignant SBT
were recruited for individual, semi structured, qualitative
interviews. Patients were interviewed with open-ended
guestions about their experiences at diagnosis, during and
after treatment. Recruitment continued until saturation was
reached, defined as no new items in 3 consecutive interviews.

* Interviews were recorded, transcribed and reviewed by two
investigators to identify symptom items.

* In Phase ll, symptoms items generated from Phase | were rated
for relevance on a 4-point scale by an expert panel (EP) of
patients, caregivers, physicians and health providers. (Table 1)

* Descriptive statistics were used to analyze disease and
treatment characteristics, and symptom items.

 Symptoms assessed as relevant by the EP and mentioned in
the qualitative interviews by >20% of patients were included
for consideration for inclusion in the preliminary MDASI-Skull
Base for psychometric testing and cognitive debriefing.

 Twenty-nine patients were recruited for qualitative interviews,
evenly distributed across multiple SB subsites: sinonasal,
anterior skull base (e.g. meningioma, sinonasal tumor with
significant intracranial extension), central (e.g.
craniopharyngioma, pituitary tumor), lateral (e.g. acoustic
neuroma, paraganglioma) and posterior skull base (e.g.
chondrosarcoma, chordoma). (Table 2)

* Patients were treated with multimodality therapy: 60% had
two or more modalities of surgery, systemic therapy and/or
radiotherapy. (Table 2)

e Fifty-six items were identified from Phase | and classified as
attributable to the disease, the treatment or both (Table 3). Of
these, 25 were reported by >20% of patients. Of these, ten
were already present in the MDASI core: pain, fatigue, distress,
nausea, numbness/tingling, memory changes, loss of appetite,
sadness, sleep disturbances, drowsiness. Forty-nine items were
rated as > 2.0 by the EP. The 15 additional disease-specific
symptoms were identified: problems related to hearing, ear
ringing, ear blockage or draining, balance, dizziness,
attention/concentration, vision, smell, taste,
chewing/swallowing, voice/speech, stuffy
nose/crusting/drainage, nasal dryness, skin problems, changes
In appearance.

* The final preliminary MDASI-SB comprise of 34 items, including
13 core items, 6 interference items and 15 disease-specific
items. (Table 4)
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Table 1: Experts panel Table 3: Symptoms identified from interviews
Experts n Symptom ﬁisea;e TLeatm:;nt Dise:se & Trea;ment Expert panel
. mean score
Patients 12 :

_ Fatigue 4113818 |621| 19 65.5 3.23
Caregivers 12 Problems with hearing 3(103|12|414 13 44.8 3.15
Physicians: Pain 15|51.7 | 18 | 62.1 22 75.9 3.13

Endocrinology Ear blockage or drainage 1134 | 4 |138 4 13.8 3.04
Medical O | Nasal stuffy, drainage or crusting | 7 [24.1| 12 | 414 16 55.2 3
cdical Uncology Change in taste 4138124214 14 483 2.96
Neurosurgery 12 Disturbed sleep 1347|241 8 27.6 2.96
Ophthalmology Difficulty chewing and swallowing | 3 {103 | 9 | 31 11 37.9 2.94
Problems with vision 9 (31 | 131|448 18 62.1 2.91
Otolaryngology _
o Distress 5(17.2|11 | 379 | 13 44.8 2.91
Radiation Oncology Ringing in ear 2169 6 |207 7 24.1 2.89
Health providers: Drowsy 1|34 7 |24.1 7 24.1 2.87
Audiology Dizziness/vertigo 5 (17.2] 6 | 20.7 3 27.6 2.85
N hol Difficulty eating 1134 6 |20.7 6 20.7 2.83
europsychology Dry Mouth ol 0 | 5 |172] 5 17.2 2.83
Nursing 11 Problems with balance 7 1241| 7 |241 10 34.5 2.81
Nutrition ougning and chocking with Too . . . .
utritio Coughi d chocking with food | 1 | 3.4 | 3 | 10.3 4 13.8 2.81
Change in smell 4 (13811 | 379 13 44 8 2.79
Oral Surger
_ BEry Difficulty with voice and speech | 4 [13.8| 4 | 13.8 7 24.1 2.72
PhyS|ca| Thera Py Mucus in mouth and throat 0 O 2 | 6.9 2 6.9 2.72
Speech and Language Pathology Sadness 2 69| 9| 31 9 31 2.7
Memory changes 1|34 | 8 |276 9 31 2.7
.. Difficulty speaking (findingwords) | 1 | 3.4 | 3 | 10.3 4 13.8 2.7
Table 2: Cohort characteristics Change in appearance 8 [276| 14 | 448 | 15 51.7 2.66
Characteristics n % Difficulty concentrating 2169 | 7 |241 7 24.1 2.64
Sex Male 17 59 Nausea 4(13.8|10|345| 13 448 2.62
White 18 62 Dry eye 0 0 | 4 138 4 13.8 2.6
Black 3 10 Dry nose 0|1 0 2| 69 2 6.9 2.6
Race Hispanic 1 3 Limited mouth opening 0| 0 2 | 69 5 17.2 2.55
Nose bleeds 31103 2 | 6.9 4 13.8 2.53
Other 724 Mouth and throat sores ol 0 | 2]6869 3 10.3 2.47
Disease Disease free 18 62 Numbness or tingling 3(103[10(345| 12 41.4 2.43
Status With disease 11 38 Face droop 31103 3 | 103 5 17.2 2.43
Malignant 15 52 Dry Throat 0| 0 | 1] 34 1 3.4 2.43
Tumor Benign 14 48 Stiff/tight neck 0| 0 | 5172 5 17.2 2.4
Anterior 3 28 Skin changes 1134 | 6 |20.7 7 24.1 2.32
Site of Vomiting 3 110.3] 3 |10.3 5 17.2 2.3
Disease Central 724 Excessive tearing 134269 3 10.3 2.3
Origin Lateral 8 28 Muscle spasm ol o |1]34] 1 3.4 23
Posterior 6 20 Problems with teethandgums | 1 |34 | 2 | 6.9 3 10.3 2.26
I-1I 10 35 Loss of coordination 113410 0 1 3.4 2.26
Stage -1V 16 55 Loss of appetite 0 O 9 31 9 31 2.19
Feeling cold 0] O 1| 34 1 3.4 2.13
N/A 3 10
Active treat t 9 31 Sweating and hot flush 0] O 6 | 20.7 6 20.7 2.11
ctiVE reatmen Bite is off ol 0o | 3]103] 3 10.3 2.09
surgery 24 82 Loss of tears ol o | 1]34a]| 1 3.4 2.09
Endo 15 35 Tongue/throat spasm 1134]| 0 0 1 3.4 2.09
Treatment Open 14 30 Excess/frequent urination 0| 0 | 3103 3 10.3 2.06
Both 5 17 Constipation 11340 0 1 3.4 2.04
. Shoulder droo 1 (34| 0 0 1 3.4 1.83
Systemic Therapy 10 35 : 2P
Joint swelling 1134 |1 | 34 2 6.9 1.81
Number of 0 2 7 Hand/feet swelling 13401 0 1 3.4 1.81
Treatment 1 9 31 Diarrhea ol o |1]34 1 34 1.79
Modalities 2 12 41 Breast changes 21690 0 2 6.9 1.55
Receijved 3 6 21 Red eye 0 O 2 | 69 2 6.9 1.01

»7\%

MDASI Core Items Skull Base Specific Items
Pain Difficulty swallowing/chewing’
Fatigue Table 4: Preliminary MDASI-Skull Base Difficulty with voice/speech”
Nausea Change in taste
Disturbed sleep smel Ch_anges
: : Nose being dry
Distress/feeling upset MDASI Inte'rference Nose being stuffy/draining/crusting
Shortness of breath Wa'_k'_”g Dizziness/vertigo
Difficulty remembering Activity + Fall/balance problems
: Working (including housework) -
Lack of appetite Relations with other people -ar ringing
Drowsiness Eniovment of [ife Ear blockage/draining
Dry mouth J yIVIood Hearing problems
Vision problems
Sadness Attention/concentration problems
Vomiting Skin changes
Numbness/tingling Appearance changes

Conclusion

Patients with malignant and complex SBT treated with multimodality therapy experience wide-
ranging symptoms across multiple organ systems. A core group of symptoms are experienced by
most patients, regardless of disease subsite. These symptoms form the basis of the preliminary
MDASI-Skull Base, which will be validated with Phase Ill psychometric testing.
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