


Introduction

❑ Patient reported experience is central to evaluating quality of 
care in the NHS

❑ Incorporating a PROM into clinical practice improves 
processes, outcomes and satisfaction with care

❑



Background

❑ Sarcoma: cancer of connective tissue

▪ Occur in any location in the body

❑ Over 130 different subtypes

▪ Soft tissue sarcoma, bone and gastrointestinal

❑ Develops from birth onwards

❑ Treatment can includes CTx, RTx, surgery, PBTx

❑ 5 year survival – 55%

❑ No sarcoma-



Aims

❑ Develop and validate a measure reflecting patient experience 
to guide clinical practice and consultation

❑ Explore if/how the Sarcoma Assessment Measure (SAM) can 
be used as an outcome measure



Phases of development



Target population
Cancer Type Stage Metastases Recurrence Surgery Duration 

of Illness

Type of 

Treatment

Clinical Trial

Socio demographic 

variables:

Age 

(<25; 25-40; 41-65; 

>65)

Gender

Race

Income Level

Education Level

__ __ __ __ 

Place of care 

(specialist centre)

& 

Geography 

(distance from follow 

up appointments)

Bone

Limb 1-4 Size Yes/No Amputation

Limb 

preservatio

n/ other

None or RT

<2; 2-5; 

>5

Chemo for 

relapse 

Chemo for 

cure

Yes/No

Pelvis/spine

Craniofacial

GIST

Surgery or adjuvant 1-4 Size Yes/No Yes/No <2; 2-5; 

>5

Yes/No

Advanced

Soft Tissue Sarcoma

Extremity 1-4 Size Yes/No Yes/No <2; 2-5; 

>5

RT/ Chemo Yes/No

Retroperitoneal 

Head and Neck





Conceptual basis of SAM

❑ “…subjective, multidimensional and dynamic. It is unique to each individual and 
includes aspects of physical, psychological and social function. It is dependent upon 
not only the stage of development but also the illness trajectory. This involves the 
achievement of goals and aspirations and the constraints imposed through ill 
health and treatment” (Taylor et al. 2005 JCN)

▪ Physical wellbeing

▪ Emotional wellbeing

▪ Social wellbeing

▪ Financial wellbeing

▪ Sexuality 





Patient expert review

❑ Participants 

▪ n = 250 

▪ 51% Male

▪ Aged 17 - 89 years

▪ STS = 59%, BT = 36%, GIST <1%

❑ Calculated an impact score (importance + frequency)

❑ Top scoring impact items retained (≥5/≥6 for emotion)





Stage 3: pre-testing (content validity)

❑



Content validity results

❑ Items with a CVR score <.31 were discarded 

❑ 22 ITEMS identified  

▪ Physical wellbeing: 7 items

▪ Emotional wellbeing: 10 items

▪





Sarcoma Assessment Measure (SAM)







Is SAM valid?



What next?

❑
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SAM is funded by Sarcoma UK and stage 1 received additional 
support from the Bone Cancer Research Trust

Our thanks to the funders and all the patients and healthcare 
professionals who have participated to date

Email: uclh.enquiry.sarcomaresearch@nhs.net
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