

Table 1: Unit cost and source for resources used by RDEB patients 
	Resource used
	Unit cost
	Source

	Personnel: EB specialist and non-specialist hospital staff
	See Tables 11.1.2, 11.2.2 and 11.3.2
	Jones et al32 reported cost per working hour for hospital-based doctors, nurses and allied health professionals, 2023/2024 prices. 
[NB: all unit costs used in our paper are listed in Table S1]

	General ward bed day 
	£710
	Guest et al33 used National Schedule of Reference Costs 2016-17 to report bed cost including general diagnostic tests, prescribed medication and generalist clinician time.
We inflated their unit cost to 2023/24 prices using the NHS Cost Inflation Index reported by Jones et al,32 section 12 ‘pay and prices’

	Patient accommodation, for those not requiring clinical care, bed day
	£100
	GSTT34 charge for single room in Simon Patient Lodge.
http://gti/services/essentia/operations/accomm/stthomas/stthomaspatientaccommodation/simon-patient-lodge.aspx [accessed on 10/2/2026]

	EB wound care dressing materials
	£250
	Jeffs et al3 reported annual materials cost of £78,000 for individuals with RDEB-S (2020 prices)
We inflated that cost to 2024 prices using the NHS Cost Inflation Index reported by Jones et al,32 section 12 ‘pay and prices’, then calculated the daily cost as 1/365th of £91,212)

	EB-specialist wound care dressing time
	£253
	Jeffs et al3 reported a median weekly dressing change time of 18 hours. 
We calculated the daily time as 1/7th of thatand included an extra 20% each for 2 ward nurses unfamiliar with EB dressing changes: Band 5 nurse, Band 4 healthcare assistant (hourly rate as per Jones et al32

	Histology: Biopsy for SCC
	£219
	National Cost Collection Data Publication: National Schedule 23-2442, Code Path 02. https://www.england.nhs.uk/publication/2023-24-national-cost-collection-data-publication/
[accessed on 10/2/2026]

	Contrast fluoroscopy 
	£178
	National Cost Collection Data Publication: National Schedule 23-2442, code RD30Z. https://www.england.nhs.uk/publication/2023-24-national-cost-collection-data-publication/
[accessed on 10/2/2026]

	EB blood panel for complex patients
	£77
	We were unable to identify a cost for an EB blood panel, so assumed a cost of £7 per test with 11 blood tests per panel.

	Ferinject, one 500mg dose
	£96
	NHSBSA Dictionary of Medicines and Devices45 provided cost of £477.50 (5 units); price static since 2019. https://shorturl.at/7eBqi. [accessed on 10/2/2026]

	Balloon dilator
	£197
	NHS Supply Chain Online Catalogue46 cost for typical product used by both EB services: Boston Scientific “Balloon - PTA Large Vessel (IR) /12-6/5.8/75” used for oesophageal dilatation, £204 (2026, one price regardless of size). We deflated this to 2024 price, £197, using the NHS Cost Inflation Index reported by Jones et al,32 section 12 ‘pay and prices’.
https://my.supplychain.nhs.uk/catalogue/product/fre673 [accessed on 10/2/2026]

	Mini gastrostomy tube
	£371
	NHS Supply Chain Online Catalogue46 cost for typical product used by both EB services: MiniONE “Capsule Non-Balloon Button 14FRx1.5cm”, £384 (2026, one price regardless of size). We deflated this to 2024 price, £371, using the NHS Cost Inflation Index reported by Jones et al,32 section 12 ‘pay and prices’.
https://my.supplychain.nhs.uk/catalogue/product/fan85184 [accessed on 10/2/2026]



EB=epidermolysis bullosa; RDEB=recessive dystrophic EB; NHS=national health service; RDEB-S=severe RDEB



Table 2: Summarising expert’s information regarding EB-specialist (a) outpatient clinics, (b) interventions
Table 2a: Summarising expert’s information regarding EB-specialist outpatient clinics for children and young people/adults 
	Clinic 
	Type of Patient
	Capacity 
	Clinic frequency
	Additional resources used
	Patient Attendance

	EB-specialist clinics for children at Great Ormond Street Hospital (GOSH)

	EB MDT ward-based clinic 
	Most severely affected complex babies and children, typically RDEB-S
	8
	Weekly 
	Bed stay (day case); EB bloods 
	Minimum 2 appointments per year, more if needed

	EB half day clinic 
	Mildly affected patients, typically RDEB-I
	6
	1-2 clinics per week
	None
	Minimum 2 appointments per year, more if needed

	EB Podiatry clinic 
	Disease severity varies; often with milder symptoms
	9
	Monthly
	None
	As required 

	EB-specialist clinics for young people/adult participants at Guy’s & St Thomas’s NHS Foundation Trust (GSTT)

	EB MDT Clinic 
	Most severely affected complex adult patients, typically RDEB-S
	5
	Monthly
	EB bloods
	Minimum 2 appointments per year, more if needed

	EB mini clinic 
	Less severe disease with some complex needs, typically RDEB-I, RDEB-Inv 
	8
	Once or twice monthly as needed
	EB bloods
	Minimum 2 appointments per year, more if needed

	EB half day clinic 
	Mildly affected patients, typically RDEB-I
	35
	Monthly
	None
	Minimum 2 appointments per year, more if needed

	EB Podiatry clinic 
	Disease severity varies; often with milder symptoms
	9
	Twice monthly
	None
	As required 

	EB CNS clinic 
	Disease severity varies; often more mildly affected and/or specific problems e.g. chronic wounds, typically RDEB-I 
	17
	Once or twice monthly as needed
	None
	As required 

	EB iron infusion clinic 
	More severe disease, typically RDEB-S
	4
	Monthly 
	None
	As required 


CNS=clinical nurse specialist; EB=epidermolysis bullosa; MDT=multidisciplinary team; RDEB=recessive dystrophic EB; RDEB-I=intermediate RDEB; 
RDEB-Inv=RDEB inversa; RDEB-S=severe RDEB



Table 2b: Summarising expert’s information regarding EB-specialist interventions for children and young people/adults 
	Intervention
	Type of Patient, age range 
	Setting
	Frequency of intervention
	Additional resources used
	Bed stay1

	Release of hand contractures 
(Hand surgery) 
	Mainly severely affected.
From early childhood  
	Inpatient stay 
	Repeated throughout life according to need and patient preference 
	EB bloods x1 (preparation stage)
	4 days

	Release of digit
(Hand surgery)
	Mainly severely affected.
From early childhood 
	Inpatient stay
	Repeated throughout life according to need and patient preference
	EB bloods x1 (preparation stage)
	4 days

	COD–Theatre: post hand surgery, under GA / RBS 
	Mainly severely affected.
From early childhood  
	Inpatient or day-case 
	Typically, 2-3 sessions 
	None
	Typically, day case 

	COD–Ward
(post hand surgery)
	Mainly severely affected.
From early childhood  
	Day-case, GOSH
	Typically, 3 sessions with EB CNS
	None
	Day case 

	COD–Outpatient 
(post hand surgery)
	Mainly severely affected,
≥18 years  
	Outpatient, GSTT
	Typically, 12 sessions with hand therapist 
	None
	0

	Biopsy of SCC
	Mainly severely affected.
From teenage years
	Outpatient, GSTT;
Day case at GOSH under GA (rare event) 
	Frequently repeated throughout life according to need
	None, GSTT
GOSH, bloods 
	GOSH=daycase;
GSTT=0

	Removal of SCC 
	Mainly severely affected.
From teens onward; rarely in children 
	Inpatient, GSTT 
	Multiple procedures may be required over the patient’s lifetime notably in RDEB-S 
	EB bloods x1 (preparation stage)
	3-5 days depending on SCC size (GSTT); very rare event at GOSH

	Oesophageal dilatation
	Mainly severely affected; occasional milder cases.
From 2 years upwards
	Day-case
	Repeated throughout life; typically, every 6 months as needed but can be done more frequently 
	None
	1 day case 

	Gastro tube insertion
	Mainly severely affected; occasional milder cases.
From 2 years upwards
	Inpatient stay, GOSH
	Usually once in a lifetime 
	EB bloods x1 (preparation stage)
	5 days (GOSH); rare event in adults

	Dermatology admission
	All age groups
	Inpatient stay
	Repeated throughout life according to need
	EB bloods x1 (preparation stage)
	7 days
(variable)

	1 daily general EB wound care dressing changes carried out by ward staff, from inpatient bed stay day 2


CNS=clinical nurse specialist; COD=change of dressing; EB=epidermolysis bullosa; GA=general anaesthetic; RDEB-S=severe recessive dystrophic EB; RBS=regional block with sedation; SCC=squamous cell carcinoma

Table 3: Cost of personnel required for EB-specialist clinics, including contact and non-contact time (hours) 
Table 3a: Cost of personnel contact and non-contact time (hours) for EB-specialist clinics for children 
	GOSH clinics
	MDT EB clinic
	EB half day clinic
	EB Podiatry clinic

	Personnel
	C (hr)
	NC (hr)
	Cost1 (£) total
	C (hr)
	NC (hr)
	Cost1 (£) total
	C (hr)
	NC (hr)
	Cost1 (£) total

	Consultant Dermatologist2
	8
	4
	£1,452
	4
	2
	£726
	0
	0
	£0

	Consultant Dermatologist2
	8
	4
	£1,452
	0
	0
	£0
	0
	0
	£0

	Consultant Dermatologist2
	8
	4
	£1,452
	0
	0
	£0
	0
	0
	£0

	Consultant Ophthalmologist2
	4
	2
	£714
	0
	0
	£0
	0
	0
	£0

	Consultant Dentist2
	4
	2
	£714
	0
	0
	£0
	0
	0
	£0

	Registrar – Paediatric3
	8
	1.6
	£538
	4
	0.8
	£269
	0
	0
	£0

	Registrar – Paediatric3
	8
	1.6
	£538
	0
	0
	£0
	0
	0
	£0

	Registrar – Dental3
	4
	0.8
	£269
	0
	0
	£0
	0
	0
	£0

	EB CNS Band 73
	8
	1.6
	£643
	4
	0.8
	£322
	0
	0
	£0

	EB CNS Band 73
	8
	1.6
	£643
	0
	0
	£0
	0
	0
	£0

	EB CNS Band 63
	8
	1.6
	£538
	0
	0
	£0
	0
	0
	£0

	Dental Nurse Band 43
	4
	0.8
	£178
	0
	0
	£0
	0
	0
	£0

	Dental Hygienist Band 53
	4
	0.8
	£206
	0
	0
	£0
	0
	0
	£0

	EB Dietician Band 8A3
	8
	1.6
	£710
	0
	0
	£0
	0
	0
	£0

	Hand therapist Band 8A3
	4
	0.8
	£355
	0
	0
	£0
	0
	0
	£0

	Hand therapist Band7
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Optometrist Band 63
	4
	0.8
	£264
	0
	0
	£0
	0
	0
	£0

	Physiotherapist Band 73
	4
	0.8
	£317
	0
	0
	£0
	0
	0
	£0

	Podiatrist Band 73
	0
	0
	£0
	0
	0
	£0
	8
	1.6
	£634

	Psychologist Band 8A3
	8
	1.6
	£710
	0
	0
	£0
	0
	0
	£0

	Social Worker Band 6
	4
	0.8
	£264
	0
	0
	£0
	0
	0
	£0

	Clinic healthcare assistant Band 3
	8
	0
	£256
	4
	0
	£128
	0
	0
	£0

	Clinic Receptionist band 34,
	8
	4
	£384
	4
	2
	£192
	05
	0
	£0

	Admin Support Band 4
	0
	4
	£148
	0
	0
	£0
	0
	0
	£0

	Total personnel cost per clinic, £
	
	
	£12,745
	
	
	£1,636
	
	
	£634


	1 Calculated in UK pounds sterling (2023/24 prices) using cost per working hour reported by Jones et al32 as listed in Table S1
2 Non-contact time calculated from clinical time at a ratio of 2:1
3 Non-contact time calculated from clinical time at a ratio of 5:1
4 Variable non-contact time: 2:1 for MDT EB clinic and EB half day clinic; 4:1 for EB Podiatry clinic 
5 No receptionist required for podiatry clinic as running alongside other EB clinic so can share reception staff 


CNS=clinical nurse specialist; EB=epidermolysis bullosa; GOSH= EB-specialist clinics for children at Great Ormond Street Hospital (GOSH); MDT=multidisciplinary team; RDEB=recessive dystrophic EB 

Table 3b: Cost of personnel contact and non-contact time (hours) for EB-specialist clinics for young people/adults 
	
GSTT clinics
	MDT EB clinic
	EB mini clinic
	EB half day clinic

	Personnel
	C (hr)
	NC (hr)
	Cost1 (£) total
	C (hr)
	NC (hr)
	Cost1 (£) total
	C (hr)
	NC (hr)
	Cost1 (£) total

	Consultant Dermatologist2
	5
	2.5
	£908
	4
	2
	£726
	4
	2
	£726

	Consultant Dermatologist2
	5
	2.5
	£908
	4
	2
	£726
	4
	2
	£726

	Consultant Dermatologist2
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Consultant Ophthalmologist2
	2.4
	1.2
	£428
	3
	1.5
	£536
	0
	0
	£0

	Consultant Plastic Surgeon2
	4
	2
	£714
	0
	0
	£0
	0
	0
	£0

	Registrar – Dermatology3
	0
	0
	£0
	4
	0.8
	£269
	4
	0.8
	£269

	Registrar – Dermatology3
	0
	0
	£0
	0
	0
	£0
	4
	0.8
	£269

	Registrar – EB Fellow3
	8
	1.6
	£538
	4
	0.8
	£269
	4
	0.8
	£269

	Junior doctor FY23
	8
	1.6
	£365
	0
	0
	£0
	4
	0.8
	£182

	EB CNS Lead Band 8A3
	8
	1.6
	£720
	4
	0.8
	£360
	4
	0.8
	£360

	EB CNS Band 73
	8
	1.6
	£643
	4
	0.8
	£322
	4
	0.8
	£322

	EB CNS Band 73
	8
	1.6
	£643
	4
	0.8
	£322
	4
	0.8
	£322

	EB CNS Band 73
	8
	1.6
	£643
	4
	0.8
	£322
	0
	0
	£0

	EB CNS Band 73
	8
	1.6
	£643
	0
	0
	£0
	0
	0
	£0

	EB CNS Band 73
	8
	1.6
	£643
	0
	0
	£0
	0
	0
	£0

	EB Dietician Band 8A3
	8
	1.6
	£710
	4
	0.8
	£355
	0
	0
	£0

	Hand therapist Band 8A3
	5
	1
	£444
	4
	0.8
	£355
	0
	0
	£0

	Optometrist Band 63
	3
	0.6
	£198
	4
	0.8
	£264
	0
	0
	£0

	Physiotherapist Band 73
	5
	1
	£396
	4
	0.8
	£317
	0
	0
	£0

	Podiatrist Band 73
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Psychotherapist Band 8A3
	5
	1
	£444
	4
	0.8
	£355
	0
	0
	£0

	Clinic healthcare assistant Band 4
	8
	0
	£296
	4
	0
	£148
	4
	0
	£148

	Clinic Nurse Band 5
	8
	0
	£360
	4
	0
	£180
	4
	0
	£180

	Clinic Receptionist band 34
	8
	4
	£384
	4
	2
	£192
	4
	2
	£192

	Admin Support Band 43
	0
	4
	£148
	0
	4
	£148
	0
	0
	£0

	Total personnel cost per clinic, £
	
	
	£11,176
	
	
	£6,164
	
	
	£3,964

	1 Calculated in UK pounds sterling (2023/24 prices) using cost per working hour reported by Jones et al32 as listed in Table S1
2 Non-contact time calculated from clinical time at a ratio of 2:1                                 
3 Non-contact time calculated from clinical time at a ratio of 5:1
4 Variable non-contact time calculated from clinical time at a ratio of: 2:1 for MDT EB clinic, EB mini clinic and EB half day clinic; 4:1 for EB Podiatry clinic and EB nurse clinic; 3:1 for IV Infusion clinic 


CNS=clinical nurse specialist; EB=epidermolysis bullosa; GSTT=Guy’s & St Thomas’s NHS Foundation Trust; MDT=multidisciplinary team; RDEB=recessive dystrophic EB
Table 3b(continued): Cost of personnel contact and non-contact time (hours) for EB-specialist clinics for young people/adults 
	
GSTT clinics
	EB Podiatry clinic
	EB Nurse clinic
	Iron infusion clinic

	Personnel
	C (hr)
	NC (hr)
	Cost1 (£) total
	C (hr)
	NC (hr)
	Cost1 (£) total
	C (hr)
	NC (hr)
	Cost1 (£) total

	Consultant Dermatologist2
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Consultant Dermatologist2
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Consultant Dermatologist2
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Consultant Ophthalmologist2
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Consultant Plastic Surgeon2
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Registrar – Dermatology3
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Registrar – Dermatology3
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Registrar – EB Fellow3
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Junior doctor FY23
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	EB CNS Lead Band 8A3
	0
	0
	£0
	8
	1.6
	£720
	0
	0
	£0

	EB CNS Band 73
	0
	0
	£0
	8
	1.6
	£643
	3
	14
	£268

	EB CNS Band 73
	0
	0
	£0
	8
	1.6
	£643
	0
	0
	£0

	EB CNS Band 73
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	EB CNS Band 73
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	EB CNS Band 73
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	EB Dietician Band 8A3
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Hand therapist Band 8A3
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Optometrist Band 63
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Physiotherapist Band 73
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Podiatrist Band 73
	8
	1.6
	£634
	0
	0
	£0
	0
	0
	£0

	Psychotherapist Band 8A3
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Clinic healthcare assistant Band 4
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Clinic Nurse Band 5
	0
	0
	£0
	0
	0
	£0
	36
	0
	£135

	Clinic Receptionist band 35
	86
	26
	£320
	86
	26
	£320
	36
	16
	£128

	Admin Support Band 4
	0
	0
	£0
	0
	0
	£0
	0
	0
	£0

	Total personnel cost per clinic, £
	
	
	£954
	
	
	£2,326
	
	
	£531

	1 Calculated in UK pounds sterling (2023/24 prices) using cost per working hour reported by Jones et al32 as listed in Table S1 
2 Non-contact time calculated from clinical time at a ratio of 2:1        
3 Non-contact time calculated from clinical time at a ratio of 5:1
4 Non-contact time calculated from clinical time at a ratio of 3:1         
5 Variable non-contact time calculated from clinical time at a ratio of: 2:1 for MDT EB clinic, EB mini clinic and EB half day clinic; 4:1 for EB Podiatry clinic and EB nurse clinic; 3:1 for iron Infusion clinic
6 Only needed if clinic run independently to other EB clinics, otherwise staff can be shared with other clinic


CNS=clinical nurse specialist; EB=epidermolysis bullosa; GSTT=Guy’s & St Thomas’s NHS Foundation Trust; MDT=multidisciplinary team; RDEB=recessive dystrophic EB

Table 4: Summary costs for EB-specialist outpatient clinics for children and adults (£, 2024 prices)
	Clinic
	Total clinic personnel cost, £1
	Number of patients per clinic
	Personnel per appointment cost, £1
	Day case stay, £1
	Other resource, £1
	Appointment cost per patient, £1

	Appointments for children at Great Ormond Street Hospital (GOSH)

	Multidisciplinary team EB clinic 
	£12,745
	8
	£1,593
	£710
	£771
	£2,380

	EB half day clinic
	£1,636
	6
	£273
	£0
	£0
	£273

	EB Podiatry clinic
	£634
	9
	£70
	£0
	£0
	£70

	Appointments for young people and adults at Guy’s & St Thomas’s NHS Foundation Trust (GSTT)

	Multidisciplinary team EB clinic 
	£11,176
	5
	£2,235
	£0
	£772
	£2,312

	EB mini clinic
	£6,164
	8
	£771
	£0
	£772
	£848

	EB half day clinic
	£3,964
	35
	£113
	£0
	£0
	£113

	EB Podiatry clinic
	£954
	9
	£106
	£0
	£0
	£106

	EB nurse clinic
	£2,326
	17
	£137
	£0
	£0
	£137

	Iron infusion clinic (Ferinject)
	£531
	4
	£133
	£0
	£963
	£229

	1 UK pounds sterling, £, 2024 prices
2 EB blood panel tests, typically comprising at least 11 tests, routinely done for complex patients as indicated by clinical presentation in clinic 
3 Ferinject 500mg unit; dose is titrated according to weight and haemoglobin so cost will increase if patient requires >500mg, for example, if weight >40kg 


EB=epidermolysis bullosa; UK=United Kingdom


Table 5: Cost of personnel required for EB-specialist interventions (2023/2024 prices) 
Table 5a: Cost of personnel required for EB-specialist interventions: hand contracture release, release of digit
	Intervention
	Release of Hand Contractures (GOSH/GSTT)
	Release of Digit (GOSH/GSTT)

	Personnel
	Prep1
	Proc1
	Post1
	WR1
	Cost £2
	Prep1
	Proc1
	Post1
	WR1
	Cost £2

	Consultant Anaesthetist 
	0
	5
	0
	0
	£595
	0
	4
	0
	0
	£476

	Consultant Dermatologist 
	0
	0
	0
	0.5
	£61
	0
	0
	0
	0.5
	£61

	Consultant Interventional Radiologist 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Consultant Plastic Surgeon 
	1
	5
	0
	0.5
	£774
	1
	3
	0
	0.5
	£536

	Registrar - Dermatologist
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar – Anaesthetist 
	0
	5
	0
	0
	£280
	0
	4
	0
	0
	£224

	Registrar – EB Fellow  
	2
	0
	1
	0.5
	£196
	0
	0
	1
	0.5
	£84

	Registrar – Interventional Radiologist 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar Plastic Surgeon 
	2
	4
	1
	0.5
	£420
	2
	3
	1
	0.5
	£364

	EB CNS Band 7 
	4
	7
	1
	0.5
	£838
	2
	4
	1
	0.5
	£503

	EB CNS Band 7
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	EB Dietician Band 8A
	0
	0
	0
	0.5
	£37
	0
	0
	0
	0.5
	£37

	EB Hand Therapist Band 8A, GSTT
	3
	0
	0
	0.5
	£259
	2
	0
	0
	0.5
	£185

	Nurse Band 5 - ODP/ Anaesthetic 
	0
	4
	0
	0
	£180
	0
	4
	0
	0
	£180

	Nurse Band 5 - IR/Theatre
	0
	4
	0
	0
	£180
	0
	3
	0
	0
	£135

	Nurse Band 5 - IR/Theatre
	0
	4
	0
	0
	£180
	0
	3
	0
	0
	£135

	Nurse Band 6 - IR/Theatre
	0
	4
	0
	0
	£224
	0
	3
	0
	0
	£168

	Radiographer Band 7
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Personnel cost for each stage
	£833
	£2927
	£179
	£284
	
	£513
	£2111
	£179
	£284
	

	Total personnel cost per intervention
	
	
	
	
	£4223
	
	
	
	
	£3087

	1 Prep=Preparation, hours; Proc=Procedure, hours; Post=Daily specialist medical review, hours; WR=Ward round, hours per patient per event 
2 Calculated in UK pounds sterling (2023/24 prices) using cost per working hour reported by Jones et al32 as listed in Table S1 


CNS=clinical nurse specialist; EB=epidermolysis bullosa; GOSH=Great Ormond Street Hospital; GSTT=Guy’s & St Thomas’ NHS Foundation Trust; IR=interventional radiology; ODP=operating department practitioner; UK=United Kingdom


Table 5b: Cost of personnel required for EB-specialist interventions: change of dressings following contracture release
	Intervention
	Change of dressing in theatre (GOSH & GSTT)
	Change of dressing on ward (GOSH only)
	Change of dressing as outpatient (GSTT only)

	Personnel
	Prep1
	Proc1
	Post1
	WR1
	Cost £2
	Prep1
	Proc1
	Post1
	WR1
	Cost £2
	Prep1
	Proc1
	Post1
	WR1
	Cost £2

	Consultant Anaesthetist 
	0
	3
	0
	0
	£357
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Consultant Dermatologist 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Consultant Interventional Radiologist 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Consultant Plastic Surgeon 
	0
	3
	1
	0
	£476
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar - Dermatologist
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar – Anaesthetist 
	0
	3
	0
	0
	£168
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar – EB Fellow  
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar – Interventional Radiologist 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar Plastic Surgeon 
	1
	3
	1
	0
	£280
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	EB CNS Band 7 
	2
	4
	1
	0
	£469
	0.5
	2
	0
	0
	£168
	0
	0
	0
	0
	£0

	EB CNS Band 7
	0
	0
	0
	0
	£0
	0
	2
	0
	0
	£134
	0
	0
	0
	0
	£0

	EB Dietician Band 8A
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	EB Hand Therapist Band 8A, GSTT
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	2.73
	0
	0
	£200

	Nurse Band 5 - ODP/ Anaesthetic 
	0
	3
	0
	0
	£135
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Nurse Band 5 - IR/Theatre
	0
	3
	0
	0
	£135
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Nurse Band 5 - IR/Theatre
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Nurse Band 6 - IR/Theatre
	0
	3
	0
	0
	£168
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Radiographer Band 7
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Personnel cost for each stage
	£190
	£1756
	£308
	£0
	
	£34
	£268
	£0
	£0
	
	£0
	£200
	£0
	£0
	

	Total personnel cost per intervention
	
	
	
	
	£2188
	
	
	
	
	£3024
	
	
	
	
	£200

	1 Prep=Preparation, hours; Proc=Procedure, hours; Post=Daily specialist medical review, hours; WR=Ward round, hours per patient per event 
2 Calculated in UK pounds sterling (2023/24 prices) using cost per working hour reported by Jones et al32 as listed in Table S1 
3 Typically, outpatient change of dressings comprises 12 sessions: 8x3-hour and 4x2-hour 
4 Following 3 change of dressings, an additional cost of £66 should be applied for one hour of advice +/- making hand splint by OT/Hand Therapist Band 7  


CNS=clinical nurse specialist; EB=epidermolysis bullosa; GOSH=Great Ormond Street Hospital; GSTT=Guy’s & St Thomas’ NHS Foundation Trust; IR=interventional radiology; ODP=operating department practitioner; OT=occupational therapist; UK=United Kingdom


Table 5c: Cost of personnel required for EB-specialist interventions: oesophageal dilatation, gastrostomy tube insertion, dermatology admissions
	Intervention
	Oesophageal dilatation (GOSH/GSTT)
	Gastrostomy tube insertion (GOSH)
	Dermatology admissions (GOSH/GSTT)

	Personnel
	Prep1
	Proc1
	Post1
	WR1
	Cost £2
	Prep1
	Proc1
	Post1
	WR1
	Cost £2
	Prep1
	Proc1
	Post1
	WR1
	Cost £2

	Consultant Anaesthetist 
	0
	2
	0
	0
	£238
	0
	2
	0
	0
	£238
	0
	0
	0
	0
	£0

	Consultant Dermatologist 
	0
	0
	0
	0
	£0
	0
	0
	0
	0.5
	£61
	0
	0
	0
	0.5
	£61

	Consultant Interventional Radiologist 
	0
	1
	0
	0
	£119
	0
	1
	0
	0
	£119
	0
	0
	0
	0
	£0

	Consultant Plastic Surgeon 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar - Dermatologist
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar – Anaesthetist 
	0
	2
	0
	0
	£112
	0
	2
	0
	0
	£112
	0
	0
	0
	0
	£0

	Registrar – EB Fellow  
	1
	0
	0
	0
	£56
	0
	0
	0
	0.5
	£28
	3
	0
	1
	0.5
	£252

	Registrar – Interventional Radiologist 
	0
	1
	0
	0
	£56
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar Plastic Surgeon 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	EB CNS Band 7 
	4
	4
	0
	0
	£536
	4
	4
	1
	0.5
	£637
	4
	0
	1
	0.5
	£369

	EB CNS Band 7
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	EB Dietician Band 8A
	1
	0
	0
	0
	£74
	1
	0
	1
	0.5
	£185
	0
	0
	0
	0.5
	£37

	EB Hand Therapist Band 8A, GSTT
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Nurse Band 5 - ODP/ Anaesthetic 
	0
	2
	0
	0
	£90
	0
	2
	0
	0
	£90
	0
	0
	0
	0
	£0

	Nurse Band 5 - IR/Theatre
	0
	1
	0
	0
	£45
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Nurse Band 5 - IR/Theatre
	0
	0
	0
	0
	£0
	0
	1
	0
	0
	£45
	0
	0
	0
	0
	£0

	Nurse Band 6 - IR/Theatre
	0
	1
	0
	0
	£56
	0
	1
	0
	0
	£56
	0
	0
	0
	0
	£0

	Radiographer Band 7
	0
	1
	0
	0
	£66
	0
	1
	0
	0
	£66
	0
	0
	0
	0
	£0

	Administration
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0
	1
	0
	0
	0
	£37

	Personnel cost for each stage
	£398
	£1,050
	£0
	£0
	
	£342
	£994
	£141
	£159
	
	£436
	£0
	£123
	£159
	

	Total personnel cost per intervention
	
	
	
	
	£1,448
	
	
	
	
	£1636
	
	
	
	
	£755

	1 Prep=Preparation, hours; Proc=Procedure, hours; Post=Daily specialist medical review, hours; WR=Ward round, hours per patient per event 
2 Calculated in UK pounds sterling (2023/24 prices) using cost per working hour reported by Jones et al32 as listed in Table S1 


CNS=clinical nurse specialist; EB=epidermolysis bullosa; GOSH=Great Ormond Street Hospital; GSTT=Guy’s & St Thomas’ NHS Foundation Trust; IR=interventional radiology; ODP=operating department practitioner; UK=United Kingdom


Table 5d: Cost of personnel required for EB-specialist interventions: biopsy and uncomplicated squamous cell carcinoma removal 
	Intervention
	Biopsy for SCC (outpatient) (GOSH/GSTT)
	Uncomplicated SCC removal (inpatient) (GSTT)

	Personnel
	Prep1
	Proc1
	Post1
	WR1
	Cost £2
	Prep1
	Proc1
	Post1
	WR1
	Cost £2

	Consultant Anaesthetist 
	0
	0
	0
	0
	£0
	0
	5
	0
	0
	£595

	Consultant Dermatologist 
	0
	1.5
	0
	0
	£182
	0
	0
	0
	0.5
	£61

	Consultant Interventional Radiologist 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Consultant Plastic Surgeon 
	0
	0
	0
	0
	£0
	1
	5
	0
	0.5
	£774

	Registrar - Dermatologist
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar – Anaesthetist 
	0
	0
	0
	0
	£0
	0
	5
	0
	0
	£280

	Registrar – EB Fellow  
	0
	0
	0
	0
	£0
	2
	0
	1
	0.5
	£196

	Registrar – Interventional Radiologist 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar Plastic Surgeon 
	0
	0
	0
	0
	£0
	2
	5
	1
	0.5
	£476

	EB CNS Band 7 
	0
	1.2
	0
	0
	£80
	2
	6
	1
	0.5
	£637

	EB CNS Band 7
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	EB Dietician Band 8A
	0
	0
	0
	0
	£0
	0
	0
	0
	0.5
	£37

	EB Hand Therapist Band 8A, GSTT
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Nurse Band 5 - ODP/ Anaesthetic 
	0
	0
	0
	0
	£0
	0
	5
	0
	0
	£225

	Nurse Band 5 - IR/Theatre
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Nurse Band 5 - IR/Theatre
	0
	0
	0
	0
	£0
	0
	5
	0
	0
	£225

	Nurse Band 6 - IR/Theatre
	0
	0
	0
	0
	£0
	0
	5
	0
	0
	£280

	Radiographer Band 7
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Personnel cost for each stage
	£0
	£262
	£0
	£0
	
	£477
	£2882
	£179
	£247
	

	Total personnel cost per intervention
	
	
	
	
	£262
	
	
	
	
	£3785

	1 Prep=Preparation, hours; Proc=Procedure, hours; Post=Daily specialist medical review, hours; WR=Ward round, hours per patient per event 
2 Calculated in UK pounds sterling (2023/24 prices) using cost per working hour reported by Jones et al32 as listed in Table S1 


CNS=clinical nurse specialist; EB=epidermolysis bullosa; GOSH=Great Ormond Street Hospital; GSTT=Guy’s & St Thomas’ NHS Foundation Trust; IR=interventional radiology; ODP=operating department practitioner; SCC=squamous cell carcinoma; UK=United Kingdom


Table 5e: Cost of personnel required for EB-specialist interventions: complex squamous cell carcinoma removal ± amputation 
	Intervention
	Complex SCC removal 
(GSTT)
	Complex SCC removal with amputation  
(GSTT)

	Personnel
	Prep1
	Proc1
	Post1
	WR1
	Cost £2
	Prep1
	Proc1
	Post1,3
	WR1
	Cost £2

	Consultant Anaesthetist 
	0
	6
	0
	0
	£714
	0
	6
	0
	0
	£714

	Consultant Dermatologist 
	0
	0
	0
	0.5
	£61
	0
	0
	0
	0.5
	£61

	Consultant Interventional Radiologist 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Consultant Plastic Surgeon 
	1
	6
	0
	0.5
	£893
	1
	6
	0
	0.5
	£893

	Registrar - Dermatologist
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar – Anaesthetist 
	0
	6
	0
	0
	£336
	0
	6
	0
	0
	£336

	Registrar – EB Fellow  
	2
	0
	1
	0.5
	£196
	2
	0
	1
	0.5
	£196

	Registrar – Interventional Radiologist 
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Registrar Plastic Surgeon 
	2
	6
	1
	0.5
	£532
	2
	6
	1
	0.5
	£532

	EB CNS Band 7 
	2
	7
	1
	0.5
	£704
	2
	7
	1
	0.5
	£704

	EB CNS Band 7
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	EB Dietician Band 8A
	0
	0
	0
	0.5
	£37
	0
	0
	0
	0.5
	£37

	EB Hand Therapist Band 8A, GSTT
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Nurse Band 5 - ODP/ Anaesthetic 
	0
	6
	0
	0
	£270
	0
	5
	0
	0
	£225

	Nurse Band 5 - IR/Theatre
	0
	6
	0
	0
	£270
	0
	0
	0
	0
	£0

	Nurse Band 5 - IR/Theatre
	0
	6
	0
	0
	£270
	0
	6
	0
	0
	£270

	Nurse Band 6 - IR/Theatre
	0
	6
	0
	0
	£336
	0
	6
	0
	0
	£336

	Radiographer Band 7
	0
	0
	0
	0
	£0
	0
	0
	0
	0
	£0

	Personnel cost for each stage
	£477
	£3715
	£179
	£247
	
	£477
	£3400
	£179
	£246
	

	Total personnel cost per intervention
	
	
	
	
	£4617
	
	
	
	
	£4303

	1 Prep=Preparation, hours; Proc=Procedure, hours; Post=Daily specialist medical review, hours; WR=Ward round, hours per patient per event 
2 Calculated in UK pounds sterling (2023/24 prices) using cost per working hour reported by Jones et al32 as listed in Table S1 
3 Additional hours (variable amount) will be required from Prosthetist Band 7 (scientific staff rate) if patient opts for a prosthetic limb


CNS=clinical nurse specialist; EB=epidermolysis bullosa; GOSH=Great Ormond Street Hospital; GSTT=Guy’s & St Thomas’ NHS Foundation Trust; IR=interventional radiology; ODP=operating department practitioner; SCC=squamous cell carcinoma; UK=United Kingdom


Table 6: Summary of costs for EB-specialist interventions (UK pounds sterling, £, 2024 prices)
	Intervention
	Preparation
	Procedure
	Bed stay day, n3
	Bed charge, £4
	Wound care, £5
	Daily specialist medical review, £1
	Twice weekly ward round, £1
	Total

	
	Person,£1
	Tests,£2
	Person,£1
	Other,£
	
	
	
	
	
	

	Surgical release of hand contracture 
	833
	77
	2927
	0
	4 (IP)
	2840
	1509
	716
	568
	£9470

	Surgical release of digit contracture 
	513
	77
	2111
	0
	4 (IP)
	2840
	1509
	716
	568
	£8334

	COD – in theatre
	190
	0
	1756
	0
	1 (DC)
	710
	0
	308
	0
	£2964

	COD – ward (GOSH)
	34
	0
	268
	0
	1 (DC)
	710
	0
	666
	0
	£1078

	COD – outpatient (GSTT)
	0
	0
	200
	0
	0
	0
	0
	0
	0
	£200

	Oesophageal dilatation
	398
	0
	1050
	5537
	0
	1008 
	0
	0
	0
	£2101

	Gastrostomy tube insertion (GOSH)
	342
	77
	994
	3719
	5 (IP)
	3550
	2012
	705
	318
	£8369

	Dermatology admission
	473
	77
	0
	0
	7 (IP)
	4970
	3018
	861
	477
	£9876

	Biopsy to detect SCC
	0
	77
	262
	21910
	0
	0
	0
	0
	0
	£558

	Removal of uncomplicated/ small SCC (GSTT)
	477
	77
	2882
	21910
	311 (IP)
	2130
	1006
	716
	494
	£8001

	Removal of complex/ large SCC (GSTT)
	477
	77
	3715
	21910
	511 (IP)
	3550
	2012
	716
	494
	£11260

	Removal of complex/ large SCC + amputation (GSTT)
	477
	77
	3400
	21910
	511 (IP)
	3550
	2012
	716
	494
	£10945

	1 Unit costs taken from Table 5 and multiplied by number of bed stay days to calculate daily specialist medical review and relevant ward round costs
2 EB blood panel tests, typically comprising at least 11 tests 
3 Bed stay days taken from Table 2b
4 General ward bed stay cost of £710 (see Table 1) multiplied by number of bed stay days 
5 Calculated by multiplying daily wound care cost (£250 materials + £253 dressing change; see Table 1) by number of bed stay days minus 1 (i.e. from 2nd day)
6 One hour of advice +/- making hand splint by OT/Hand Therapist Band 7 following 3 changes of wound dressings
7 Includes 2 contrast fluoroscopy (1 before, 1 after procedure) at £178 each and one balloon dilator at £197 (see Table 1)
8 Patient accommodation cost for overnight stay without clinical supervision; if a patient does require inpatient care, the cost of additional daily medical care will be equivalent to that provided following gastrostomy tube insertion 
9 Gastrostomy tube at £371 (see Table 1)
10 Histology for SCC biopsy/excision samples at £219 (see Table 1)
11 Number of in-patients days for SCC removal may vary considerably according to site/extent of excision and any associated complication


COD=change of dressing; DC=day case; EB=epidermolysis bullosa; GOSH=procedure only performed at Great Ormond Street Hospital; GSTT= procedure only performed at Guy’s & St Thomas’ NHS Foundation Trust; IP=in patient; SCC=squamous cell carcinoma


