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E I I' It 

In these Conditions,uniøss unless the context ctheiwió requires. 

means allProvider Trusts wit it England 

' omrrni io r " means nominated cornmisiners Within NHS England 
Burt Date" means 1 3' April 2017 

rd Date" means 31 March 2019 

' ommi ioner NHS England 

Nominated Represent t1vesFR means the nominated  representatives of tornmis ioner end ,Ap rdr£ 

Parties" means both MIS England ' airmissioner' and United 
Kingdom Centre Dorkors Orgarsatfon Ltd " rt vd r` 

"Provider mesas United Kingdom Centre Doctors Orgarsabon Ltd which hosts the National Heemuphilia Database 

" er~ c 
means the provision of all aspects of theO SLA Including data validation and reporting requirements as set out in 
section 2 

means the agreement concluded between the 4Parues which Includes all the sections to be read as one 
document comprising, 

Sec ion I 
Section 2 
Section 3 

Means all trusts In England who are required to submit data to the NHD 
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1lf VI E LEVEL A E is made 

E EEN: 

(1) United Kngdorn Haemophilia CeHaemophha Centre Doctors r ar isation Ltd, C/C Secretariat, IJKHCDO, Cty View House, Union Street, Marchastar, M12 
a (the "Provider") 

and 

NHS En land London, Slopton House, 80 London Road, London, SEI 6Lf (the " orr r fission r `) 

in respect of the "ernes' that wd be provided by theNaUonel ernophill Database NH , 

The'SLA" "Start Date" is 1s' April 2017 and 'End 
Date` 

is 31 March h 2019., 

By signing off th " LA" no precedent for the future funding levels 
shall be sot, 

Nominated " ommissioner" Representatve Andrew Goodman, RegonaRegional 
Director of Specahsed 
Comm i sin in (London) 

Richard Jeffery 
Heed of f=inancialMeriagement 

Nominated "Provider" Representative 

(together "Nominated  Representatives") 

Prof. Charles Hay 
l irector, U HC CLtd 

The "Provider" and "Commissioner" have agreed to this "S L ", 

Signed for and on behalf of the 
"Provider" by 

its nomiñatèd 
reressnt l ,

GRO-C 
as a! 

(print name) 

Signed ,,,,, GRO-C 
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Signed 
for and on behalf of the 

"provider by its nominated 
re resentatlye: 

GRO—C s 

A Goodman) 
._._._._._._._._._._._._._._. 

Signed GRO-C 

Signed far and on bha1f of the 
'Comrrtission r" by its nominated 
nominated representative., 

° -Jeffer artl ♦ ee Y4Nl eP'......f ..... eea 
(print name)

.., .. 

._._._._._._._._._._._._._._._._._._._._._._._._._, 

GRO-C 

Signed
3 

a L. .-.-.-.-...- ._._._._._._._._._., 

E i!OfLN s v1cE LEVEL AGREEMENT 

SLA" made between 

NtIS England 

and 

United Kingdom t° as ophiiia Centres Doctors $ r anis tion O Ltd as host of the National Haemophilia Database H 
The NHD is a database managed by UKHCDO Ltd. it holds identifiable data on 

individuals with haemophilia and other, bleeding disorders, Submission of inform ati n to the NHO by all trusts is t`andtory, however, individuals may opt out of identifiable data being held on them. 

This' LA"' is made between the t KI"i i C Ltd, the organisetion responsible for managing the NHD and NHS England der i ioner" 
for haemophilia services. This contract is on behalf of NHS nglnd and as detailed in Appendix 1, 

N The Provider will provide the following services to the'"Commissio er"a 
Provision of data collection from 

Trusts', farms and procedure manuals and relevant updates, 

• Reports on data submitted by Trusts" as detailed in the dataset in Section 2 of the 0SLX% 

• The production of ad-hoc reports and 
data in response to specific 

requests from the *'C ommis loner" to be discussed' and, 
where reasonable 

and 

agreed, 

between 

the 

Parties, 

• Monitoring and quarterly reporting on usage of blood factors replacement therapies and related products subject to national framework agreements. 
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S Th COcUOn and collation of other 
data, by the NHD, , agreed between the 

UKHCDO end commissioners to suppo1 rommisskrnng activities includingdata 
to demonstrate en hrnarkin of cUncal outcomes and patient  reported 
outcome measures both between providers and NHS England. 
Continued 

training of data collection methods  with 'Trusts" 
in Hsd o hit s 

centres 

Provision of bespoke date collection sdf r to 'Trusts, 
Provision of administrattve 

and technical support 
via 

telephone. 

email and visits 
as required 

• Invitation to any relevant UKHCDO or NHD meetings, Imining or events. 
• Evidence of Information  Governance compliance. 
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Services provided by the " rovid r must Comply With the following. 
All data provided by the "Provider will conform to the Data Protection Act 
(0 998) and amendamendments and NHS C&dtcott Guardian requirements in relation to confidenbatyas set out n  the document  onfid ntl Pity MIS dd of 
Practice (Nov 2003) and standards as detailed in the Information Governance Too k:t. 

Patent access to data will conform to the Freedom of Information Act 000) 
All communc ons between the # rnv°ld r and Trusts contanng dentifiable patient data must be sent and received  by secure nh net email. 
A full breakdown of costs included in the total funding request 

The r sponsibltttt . of the " o mi. ai n rl$ are: 
The continuous involvement of the "Commissioner In the development of the 
NHDdatasetthrougt1 a range of measures rnduthng being a representatve on the UKHCDO Data Management  WorkingParty, and a member of any other groups that may be established to support development of the datasot. 

• Ad hoc communIcation with the UKHCDO Nattondl HaamophWa Database Manager  or nominated representative 
• To be represented on the UKHCDO Data Management  Working Party with "Ail Trusts'* clncens represented through being members of the UKH O , 

To agree the total funding under the terms of a Service Level Agreement behalf of NI4S England as set out in section'3. 
• The "Commi ione will ensure the 1im 1y submsslon of accurate data from Trusts in accordance with the data CoRectien schedule for, 

* Collection  of quarterly data, by the last d y of the month following the end of the quarter 

o Notification  of Patient registrations, de-registrations and amendments to 
registrations, within 1 month of the 

event 

occurring g 
* Notification of adverse events: Dev &oprnent of an inhibitor, Allergicevent, fatal event, Intracran l Haemorrhage, Irf ti s event, Mali nant 

or neopastc event, Poor Efficacy event or Thrombotic event, and other adverse events as deemed clinically 
relevant, within two weeks of the event 

• Quarterly, to review performance gainst the agreed KPls for the relevant period, 
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I!ANPONDjTtONS ' er° roe°' shall be managed by the 
"Provider°°.. 

I. COMMENCEMENT AND TERM 

11 Tlrrs 'ELA,r° shall rT°rrrren on the 2: Anyfaailure of "Trusts" to return accurate
`Start Date and rover the defined acrd q arter y data to the i D by the
agreed months agreed dates should be referred to the 
This "SLAG shall contin re for a period of Cornrrrrssrorrer or the torrrrrat 

who will24  endeavor r to 
" SLA" may be extended which shall e 

assist and rerrredy, 

agreed by the "Commissioner' for a 
term of not less than 12 months, and 3 FINANCIAL PROVSoNs dependent upon mailability of 
Corrrrrlssiorrer „ 

apreerng tip make "Ilia ll l shall invoice NHS 
pr rvrsrorr for fr rrdlrrg and on the England who she pay all monies due 
performance of the 'SLN' again t the to the "Prr eider" and in the manner and 
agreed terms and co nditions and on the times as specified in Section 3 
dataset and reporting re irements as fc r sea r s that have been provided rrr 
set out in Section 2, The lrn v lth tt agreed is 

"Commissioner shall notify the 
"Provider'* 

of the decision to continue 
the SLA on before the 'End Late' of 

4 REPORTING AND INFORMATION 

the current " LA". 
ACCESS AND  E 

41 The oProvlde( ill submit reports to the 
"Commissioner" together with an 

2e C 3C OF THE " " Annual Report to submitted to 
201 The "Provider" shall use its reasonable identified recipients in NHS

,
 England, 

endeavours to carry out the " er°vi e" 
the ,Pu lic Health Network Department 

acrd terms end onditions of this " L,A'~. of Health etc, covering the previous
The #Provider° Wit deliver all reporting financial year within the dates set out In

requirements as set rt in Se€~tior 2 ors Section . 
time. Failure to do this may result in 42 The * rov der° rr dertal es to prev€de 
non-payr ent, or a reduction In the ~Cornmissr+ r er" with ad hoc Plata 
payment. requests which the "C mmissioner 

2.2 Either of the 'Parties' may change the may reasonably require to enable the 
rden t of the "Nominated analysis of and Planning for the

Representatives" by giving +utter prevision of ser° oes. For complex 
notice to the other paw. requests the "Provider may charge the 

2.3 The day to day data oily tron, data 
"C mMiss ner'~ an additional cost

validation and analysis under the 
which should be agreed between the 
two parties prior to the commencement 
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of work being undertaken by the 
Provider 

4.3 NHS England, The Public Health 
Network 

and Department  of Health 
shall use the 

data provided by the 
'Provider to 

support analysis, reporting 
and planning hea lthca 

re 

services. 

5. CONFlDENTtALrry AND DATA. 
STORAGE 

51 Collection, handling and use of data 
relating to lndivida.is shall be treated 
as confidential at all times by the 

'Provider, 

who is responsible for 
ensuring that all identifiable 

data 

received from Trusts 
is 

used 

and 

stored in a 
way that 

meets the 
Data 

Protection Act (1998) and amendments 
and NHS cakficott requirements and 
the Freedom of Information Act(FOI)
200D. 

.2 The "Provider;` should 
undergo 

an 

inspection every two years to 
demonstrate compliance to the 
satisfaction of the Caldicott Guardian. 
The draft report should be circulated to 
the "commissioner and any other NHD 
commissioners, 

5.3 The 'Provide( commits to review and 
update the dataset at least once per 
annum to ensure that all data captured 
is still required and 

will report on 
all 

data Protection measures taken within 
the Annual Report of the "Provider, 

54 The 'aProvider" will ensure that 
irrdividuels, whose identifiable data is 
stored, are made aware of their rights in 
relation to the 

date. A number of 
measures 

to be provided by the 
'Providers' shall include. patient leaflets 

S 

(which require annual review) to be 
distributed to Keemophilia 

Centres 

to 

ensure as wide a range of patients as 
possible receive them; „ "Provider 

• website to hold dataset and reasons for 
holding identifiable 

data, 

. The "Provider" 
agrees 

to 

provide 

the. 
orrnisione13 their published 

Data Quality document and any, 
revisions as necessary and to provide 
evidence of Data Quality Accreditation 
in line with this document. 

5.8 All 
reports and data provided to the 

"Commissioner will ensure that where 
small numbers of data may 

enable the 
identification of an Individual, that these 
are reflected in '`way that will prevent 
this from occurring. 

5,7 NKS' England (the "commissioner) the 
Public Health Network and Department 
of Health may manipulate 

data provided 
to support their work 

and 

can 

disclose 

any 

data 

obtained 

from 

the 

"Provide, to 

other 

stakeholders as 

appropriate. 

5,8 

The 

"Provided" 

shall 

at 

all 

times 

be 

responsible 

for 

ensuring 

that 

all 

data, 

including 

data 

stored 

in 

electronic 

format, is 

stored 

securely 

and 

shall 

take 

appropriate 

measures to 

ensure 

the 

security 

of 

such 

data 

and 

guard 

against 

unauthorised 

access, 

. 

tJAlLrY 

6.1 

The 

"Provider" 

will 

endeavour 

to 

ensure 

th e 

accuracy 

Of its 

or°k 

through 

application 

of 

data 

validation 

processes, 

The 

" 

omm 

issioner" 

acknowledges 

that 

Pr

evision 

of 

data 

to 

the 

'Provider 

is 

not 

mandatory 

for 

individuals 

and 

that 

individuals 

may 

opt 

out 

of 

agreeing 

for 

J 
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their details 
to be submitted to the NHD 

therefore potential 
gaps 

in 
date may 

arise and where this occurs, the 
"Provider" will highlight this In all 
reporting as set out in Section 2. 

6.2 The "Commissioner' takes all 
data 

supplied by the Provider  at its own risk 
and agrees to indemnify the "Provider' 
against any claims, costs or expenses 
that arise from the `° Commissioner or 
other nominated parties using the 

data. 

7.1 This 'SLAB may be immediately 
terminated by the ° Commissioner If: 

7$The u 
ro idetO shall have a 

receiver or 
administrator appointed, should go into 
liquidation, or be unable to provide the 

ervice%'% 
73 This "LA may be immediately 

term inated by the 'Provider" if, 

7.4 NHS 
England falls to make payment 

exactly in accordance with Section 3, 

"oommi sioner " 
shall be entitled to at 

least recover  from the Provider 
payment equal to the amount of 
financial commitment already entered 
into by the "commiaioners" at the 

date 

of termination, 

GENERAL

8,1 This "S A constitutes the dni` 

8,2 

7,5 This '"SIB- may be immediately 
terminated by either. "Parties If the .3 
other party shall be in Material breach 
of this SLA and following Written. 
notice of such breach by the 

other party 
fails to 

remedy 

such breach within 28 
days. 

7.6 This "SLR may be terminated by either 
"Parties' by providing the other party 
with months notice in writing, 

7.7 'or the avoidance of do ibt (except 
84 where termination Is through the 

material breach of the Commissioner 
under clause 7. If the SL.A is 
terminated (without prejudice to its 
general rights at law) the 

4 
agreement and' understanding between 
the 

Parties

 

relating to the Service` 
and supersedes all 

other 

representations, promises and 
understandings. 

All notices and agreements required to 
be 

given pursuant to this " LA." shall be 
to the Nominated Representatives of 

the 

'Parties" 

either 

by 

(a) 

facsimile and 

by 

confirming 

letter 

sent 

by 

first 

class 

mail 

posted 

within 

48 hours 

of 

the 

said 

facsimile 

or 

(b) 

mail 

by 

fi

rst 

class 

recorded 

delivery 

post. 

In 

proving 

posting, 

it 

shall 

be 

sufficient 

to 

produce 

the 

relevant 

post 

office 

receipt 

for 

despatch 

by recorded 

delivery, 

Neither 

r 

Parties 

to 

this 

" LA"` 

shall 

be 

liable 

to 

th e 

other 

nor 

held 

to 

be 

in 

breach 

of 

this 

"SIA 

to 

the 

extent 

that it 

is 

prevented, 

hindered 

or 

delayed in 

the 

performance 

or 

observance 

of its 

obligations 

(other 

than 

the 

payment of 

any 

funding 

due 

hereunder) by 

reason 

of 

industrial 

action, 

strikes, 

lac rte, 

inability 

to 

obtain 

supplies, 

accidents 

or 

any 

other 

cause 

beyond 

its 

control_ 

Any 

provision 

of 

this  

LA'' 

which 

In any 

way 

contravenes 

the 

applicable 

law 

shall 

be 

deemed 

severable 

and 

shall 

not 

invalidate any 

other 

provision 

or 

provisions of 

this 

SLA. 

J 
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8.5 No variationto this a LA may be made 
by n person unIes agreed in wiiting
between the "Komi 

ated 

Representatives". 

8.6 This  5L '" shaIl b and 
interpreted bt the laws Ot England, 
'4HS Policy and guidance and any data 
Protection laws and acts including th 

Data Protection Act (19 8) and 
amendments. 



E ° l l TWO - A ̀A E" AND EP001 EQ :ftPEMEE ° 

The "Provider" agrees to capture the published Nationa' Haemophilia Database data set 
and will discuss with the'Comm is tuner any additions or deletions to the dataset, 
Where any'T sts' do not submit data to the ND due to data protection concerns, the 
"Provider" will take all endeavours to address these to enable a full dataset to be 
collected. 

2.1 DATASETE I EME ' 

The "Provider" agrees to use the data et to develop the range of reports as set out in 
clause 2.2. 

2.2 REPORTING RE UIRE. E l` 

information will be available to the Area ̀  eamsflegio s 6 Public Health Network and 
Department of Health as follows 

sal-time reporting, accessible via website, available to " orr mi loners' by CCG, Trust, Subregion ('hub') and Region »......, » »»„ .... .,..o._.. 
Notification of new inhibitors 

a Adverse events 

a New r gi trabon (GP Practice code included) 
o Notification of deaths and causes 

thereof 

N.B. Real-tiara reporting will become available 
once the organisational structures are clarified and the service has been redeveloped to take account of this. 

The "Provider" agrees to make available, electronically or as hard copy, all reporting as detailed below to NHS England Regional specialised commissioning teams, Public Health Network and Department of Health; 

ate(s} for Data to be Frequency 
Specific Data Reporting requirements available of the r rthl 

relevant  year uarterl 
A annually..Monitorirrg of factor usage to support National Aug 

Framework Agreements for 
clotting factors end Nov 

related products Feb m 
UKHCDO Annual Report for each hnanciai year 11 October A 

1 
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n r - ---- 1
Other date repot and benchmarklng re a tr ' Date(s) for Data to be monthly tttt} 

» »» t ,»~,.., 
f date across, for Severe Haemophilia  A and 
Severe H rr hlff 

• Trusts 
0 Subregi r 'hub) 
a Regions and the e.g. age; type of 

bleeding disorder, clotting factor use). 

Benchmarkirq of clothng factor usage should be 1315'October A against, for Severe HaemophiliaA and Severe 
HeemophUis B 

• CcG 

• Trusts 
• Subregion 'nub) 
• Regions, 

L
Trusts and Regions and subregions must be 
l tt : l and not anon =raised, 
B € f rr rl l fttrr f ur produdt usage for ac Atyear from 2 0 "./03 up to the present time g 
quarter, Identifying increases / decreases In Qi by end Aug product usage, Q2 by end Nov 
The nchrn r ing usage against 

3 by e
nd 
d Feb 

• Trusts
4  

a
nd May 

• Sub-regions 'hub`) 
a Regions Q 

Trusts and Area TeemsfRagioris rust be 
identifiable and not enonymised- 
NB, Real-time reporting will become available once the orgenis tron i structures are clarified and the service hs been redeveloped to take 
eccosur t of this, 

f 
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t for Data tc be rara c 
Other data reports and b nchm r ing reports # a aila:bl , of the M r ror°rt 

relevant year quarterly 
ali 

Benchmark usage, product type, unit price, costs 
», 

and suppliers across all Patients With all bleeding 
disorder conditions across 

• CCG 
• Trusts 
• Specialised CommCommissioning Hubs 
• Regions and UK 'l October r 

Identifying increases / decreases in product 
usage. 

The benchmarldng usage against other t J Hub / egicns must be identifiable and not 
anc n r i ed. 

».
~reakd ¢n ande cr nhbitors b ° r a t 
endHubs/Regions 
NB. Re lµtime reporting will become available 
once the organisational structures are r:.nrified 'l r̀ October 
and the service has been redeveloped to take 
account of this.

Report newly registered patients in i°'ruts 31 c r A 

Benchmark clinical outcomes nationally, 
according to the measures and populatIons 
agreed by the g G or Date Management % g Aprii A 
Working Park, 

Benchmark  patient reported outcomes ( OM)
nati neii , according to the measures and 3O Aril Apopulations agreed at the eRG or Data
Management Working Party,

N B. Any additional benchr°ner ing opportunities nitie hould be discussed with the 
"Commissioner prior to the development of tools or monitoring methods that may not be of Interest to commissioners, 

» ACTIONS TO BE TAKEN EN IN ENT OF FAILED DELIVERY 
in the event of nondelivery of reports NHS England will in the first instance instigate 
Performance management measures and revised deadlines, if these are also not met then payment will be withheld in line With Section 3. 
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24 KPs for PERFORMANCE MANAGEMENT 

Real time reporting of 
loop atior of Perform n 

new Inl i itr rs i roce sir of notice. undir 
information submitted Timely notification withheld eld' in line with Adve a avergts fir's Trusts" ire dolt ra 3.1 New registrations by "i ruet in 

e€ ertce t itli t raai ~f ~ Fns if no lotifiicatior I accordance with 
section part 2 section t part im ov ment. Deaths and 

causes Penalty payment by 
trusts 

P rformance • 
Quarterly reporting of Proces stn g of I Accurate and tirnel mall , Escalation 
ru `ill usage a ai t Information tram H uartedy data 

y tp l v•if non 
the national contract and tle o rs rci t returned from ail delivey.. 

Medicines Unit { MU Trusts ° Fundingwithheld in 
line with sec;Nora 3,1 
breakdown ,..,.. 

Ben f rriar in and i
• 

 
Performance notice annual review of data 

in the Annual Report ra cessi of Fundingwithheld 
including Clinical inf €ai~rr~ and Accurate and timely I for no delivery in 
Outcome orne monitoring nitorirs sub ission of data line with section e produc or of reports breakdown and Patient reported 

Penalty payment by outcomes 
trsta 

Review of patient 
w .. .. 

e leaflet with extensive lev y, urdate, publish Performance nC€tl 
distribution of anti and circulate patient Fun dnp itn~ld leaflet updated Information I fir non-d live 

Updated information 
available do the l e ri w and update ail Performance notice 

Website inf r€nation Funding withheld 
for no -delivery 

orrpliance itn all 
Perfo~nrtca...,.,; ,

Corr pliance itl dapacts of t0 Inclu n di ' nr tice, Action plan 
Informatio dataquality to bd developed lrr 
governance accreditation and 

Caldicott Guardian 

with all aspects 

the event of any 
breech 

aspects 
llar't~ review 

14 
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f t
® TRUSTS met 

REPORTING

Support for "tiru is 
itt ~r~a' isi n d t Performance

collection„  forms, notice. Action plan 
r di rmanuals to be developedfor 

and trainin in data compliancewith all 
collection aspects 

Patient registration 
card to tie released F elease f new patient Performance notice 
i t distribution ; t all registration card ? r din vAth ld 
Trusts" i for non-d li r 

Request for Data 

It is expected that should commissioners request it, the entire data set held by 
UKHCDO Ltd should be made available to them, within the limit of patient consent and 
our obligation to maintain OPA principles, 
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Invoices should Only comprise costs directly 
related to the p vision of service 

for the tional' Haemophilia Database, Software development ent and maintenance must be restricted to charges relating to the NHD. Any development charges must be agreed with the "Commissioner' prier to the development work 
being undertaken through discus lcr and 'agreement of the annual  ork plan with the Commi loner, The developme and maintenance of other software applications must be funded 

separately. 

t Is expected: that costs will be calculated in line with NHS coating principles, 

3,t Breakdown of funding for service: 
UKHCDQ will 

Provide a breakdown of costs to Support the 
value of the requested payment for NHS Err.gl r d, 

The total value of the contract 2017113 is VAS) 

3.2 Ad Hoc eperis 

Ad hoc requests are included In the contract and will be delivered within a 
timely manner here agreed with the lead commissioner ner for the Specialised Blood Disorders CRG. 

3.3 Payment Schedule 

NHS ngland to be invoiced annually at the end of the first quarter, 
invoice reference: 

Invoice Addresses: 
NHS 

England 

X24 Payebies K005 
London Specialised Commissioning 
Phoenix House, Topdiffe Lane 
Wakefield, 
West Yorkshire .hire F3 1WE 
XXJBEGUM 

"Provider Registered CharIty Number: 1032O6 
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