
Symptom Duration prior toSymptom Duration prior to
Diagnosis in ESFTDiagnosis in ESFT

MoragMorag WhyteWhyte
BSG Conference February 2007BSG Conference February 2007



QuestionsQuestions

•• Symptom duration prior to diagnosis?Symptom duration prior to diagnosis?
•• What symptoms?What symptoms?
•• Time to Diagnosis from 1Time to Diagnosis from 1stst Health Care visit?Health Care visit?
•• No and type of visits?No and type of visits?
•• Tumour Volume (TV) at diagnosis?Tumour Volume (TV) at diagnosis?
•• MetastaticMetastatic Disease at presentation?Disease at presentation?
•• Outcome?Outcome?



StudyStudy

•• Retrospective review patients presentingRetrospective review patients presenting
to RHSC, Glasgowto RHSC, Glasgow

•• July 2001July 2001--August 2006August 2006
•• Histological diagnosis ESHistological diagnosis ES
•• 23 cases identified,12 cases male23 cases identified,12 cases male
•• Age range 13mthsAge range 13mths--16yrs 1mth,median16yrs 1mth,median

12yrs 2mths12yrs 2mths



Location of Primary TumourLocation of Primary Tumour

•• ParaspinalParaspinal -- 55
•• PelvicPelvic –– 4 (3M)4 (3M)
•• TibiaTibia -- 33
•• Chest wallChest wall –– 3 (1M)3 (1M)
•• FibulaFibula –– 22
•• FemurFemur –– 22
•• Other sitesOther sites –– 4 (1M)4 (1M)
•• MetastaticMetastatic disease present in 5 casesdisease present in 5 cases



Symptom DurationSymptom Duration

•• Obtained by parent/patient recall asObtained by parent/patient recall as
documented in case notesdocumented in case notes

•• Duration prior to histological diagnosisDuration prior to histological diagnosis
•• Range 8 daysRange 8 days-- 2424 mthsmths
•• Median duration 3Median duration 3 mthsmths
•• Mean duration 5.3Mean duration 5.3 mthsmths



11stst Health VisitHealth Visit

•• Patient recall in most cases (GP)Patient recall in most cases (GP)
•• GP or A+EGP or A+E
•• Time from visit to diagnosisTime from visit to diagnosis
•• RangeRange –– at diagnosis (6)at diagnosis (6)-- 9mths9mths
•• MedianMedian --2mths/4mths2mths/4mths
•• MeanMean -- 3.13mths/4.23mths3.13mths/4.23mths



No. and Type of VisitNo. and Type of Visit

•• Probable underestimateProbable underestimate
•• Minimum visit = 1Minimum visit = 1
•• Range 1Range 1--1111
•• Median 3 visits (4)Median 3 visits (4)
•• Mean 3.52 (4.4)Mean 3.52 (4.4)
•• GP/A+E(several)/Orthopaedics(6)GP/A+E(several)/Orthopaedics(6)
•• Urology/GeneralUrology/General

Paediatrics/Neurology/Paediatrics/Neurology/PhysioPhysio/Chiropractor//Chiropractor/
Sports Medicine Physician/SportsSports Medicine Physician/Sports PhysioPhysio



Symptom ProfileSymptom Profile

•• Pain+/Pain+/--swelling 21swelling 21
•• Pain 15Pain 15
•• Swelling 4Swelling 4
•• Limp 1Limp 1
•• TorticollisTorticollis 11
•• Voice change 1Voice change 1
•• SOB 1SOB 1
•• 3 cases anorexia/wt loss3 cases anorexia/wt loss



Tumour VolumeTumour Volume

•• Ascertained in 21 casesAscertained in 21 cases
•• 19 by MRI, 2 by CT scanning19 by MRI, 2 by CT scanning
•• Range 8.3mlRange 8.3ml--803ml803ml
•• Median 192mlMedian 192ml
•• Mean 246mlMean 246ml
•• 9 primary tumours >200ml at diagnosis9 primary tumours >200ml at diagnosis



Large Volume tumoursLarge Volume tumours

•• Range 235Range 235--803 ml803 ml
•• Symptom duration 6wksSymptom duration 6wks--1yr1yr
•• Median 5(3)Median 5(3) mthsmths, Mean 6.77(5.3), Mean 6.77(5.3) mthsmths
•• 3/9 diagnosed at presentation3/9 diagnosed at presentation
•• TTD from 1TTD from 1stst HV 0HV 0--9mths, No visits 19mths, No visits 1--66
•• 2 cases2 cases metastaticmetastatic at diagnosisat diagnosis
•• 8 alive off treatment July 028 alive off treatment July 02--Dec 06Dec 06
•• 1 still on treatment1 still on treatment



MetastaticMetastatic DiseaseDisease

•• 5 cases5 cases
•• 3 pelvic primaries, 1 chest wall, 1 thigh3 pelvic primaries, 1 chest wall, 1 thigh
•• TV in 4: 110,137,250,308mlTV in 4: 110,137,250,308ml
•• Symptom duration 3Symptom duration 3--7mths, median7mths, median

5(3)mths,mean 4.8(5.3)mths5(3)mths,mean 4.8(5.3)mths
•• 1 case diagnosed at presentation1 case diagnosed at presentation
•• TTD 1TTD 1stst HV 0HV 0--66 mthsmths, No visits 1, No visits 1--66
•• 1 DOD, 1 on treatment1 DOD, 1 on treatment
•• 3 OT July 023 OT July 02--May 05May 05



ConclusionsConclusions

•• 6/23 (26%) diagnosed at 16/23 (26%) diagnosed at 1stst presentationpresentation
•• 17/23 had protracted course17/23 had protracted course
•• TTD 1TTD 1stst HV 4/4.23 monthsHV 4/4.23 months
•• No visits 4/4.4No visits 4/4.4
•• ?Symptom duration longer in the group with?Symptom duration longer in the group with

TV>200ml but TTD from 1TV>200ml but TTD from 1stst HV 1.5/3.5mthsHV 1.5/3.5mths
•• Similar symptom duration and TTD from 1Similar symptom duration and TTD from 1stst HVHV

inin metastaticmetastatic group compared to whole groupgroup compared to whole group
•• 20 survivors but short follow20 survivors but short follow--upup



Further QuestionsFurther Questions

•• What is an acceptable symptom duration?What is an acceptable symptom duration?
•• What is acceptable professional delay?What is acceptable professional delay?
•• Does it matter?Does it matter?
•• What are the barriers to early diagnosis?What are the barriers to early diagnosis?
•• How to increase efficiency?How to increase efficiency?
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