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Window periods
for Purpose
episode of care

Within 40 days to catch the prevalence of diseases of short-term & recurrent events

Within 100 days | to catch the prevalence of diseases of seasonal & recurrent events

Within 400 days | to catch the prevalence of diseases with yearly following-up events

life-long to catch the incidence of diseases with irreversible & chronic events
Principal or second diagnostic criteria Purpose
All episodes of care with ‘J84° code to test all relevant disease events

Within 1 digit classification J' and all patients | to test similar disease events

Within 1 digit classification ‘J' and in-patients | to test similar disease admissions

Within 3 digit classification ‘J84" and all patients | to test specific disease events

Within 3 digit classification ‘J84° and in-patients | to test specific disease admissions
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AH™H-A|7|-A =2 E(Age-period-cohort , APC) &

0| 5 X}= (Difference in difference, DID) &

* APC analysis using SAS Glimmix poisson dist. model
- separate analysis by sex
- fixed : age, income, district / random : period, cohort

* DID analysis to estimate period X age interaction
- HDs impact period (2003-2012) vs. Non-impact period(2013-2017)

RR in total population —1

. . . L
Population Attributable Fraction B in tofal population

. . o,
* RR by Exposure _ RR in total population - (I - % of exposed)

% of exposed
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/s, ;' N\
S”%R \Q) World Health Fraction of deaths and DALYs attributable to the

\{\ % Organlzatlon environment globally, 2012

%

Deaths (millions) DALYs (millions)

I Attributable to the environment
I Not attributable to the environment

Source: Preventing disease through healthy environments: a global assessment of the burden of disease from environmental risks. WHO, 2016.

® WHO. All rights reserved.
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Big Data in medical research and EU data protection
law: challenges to the consent or anonymise approach

This paper has been amended since online publication and a corrigendum also appears in this issue.

Menno Mostert*, Annelien L Bredenoord, Monique CIH Biesaart and Johannes JM van Delden

Medical research is increasingly becoming data-intensive; sensitive data are being re-used, linked and analysed on an
unprecedented scale. The current EU data protection law reform has led to an intense debate about its potential effect on this
processing of data in medical research. To contribute to this evolving debate, this paper reviews how the dominant ‘consent or
anonymise approach’ is challenged in a data-intensive medical research context, and discusses possible ways forwards within the
EU legal framework on data protection. A large part of the debate in literature focuses on the acceptability of adapting consent or
anonymisation mechanisms to overcome the challenges within these approaches. We however believe that the search for ways
forward within the consent or anonymise paradigm will become increasingly difficult. Therefore, we underline the necessity of an
appropriate research exemption from consent for the use of sensitive personal data in medical research to take account of all
legitimate interests. The appropriate conditions of such a research exemption are however subject to debate, and we expect that
there will be minimal harmonisation of these conditions in the forthcoming EU Data Protection Regulation. Further deliberation is
required to determine when a shift away from consent as a legal basis is necessary and proportional in a data-intensive medical
research context, and what safeguards should be put in place when such a research exemption from consent is provided.
European Joumnal of Human Genetics (2016) 24, 956-960; doi:10.1038/ejhg.2015.239; published online 11 November 2015
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Performance report | Overview

A new organisational structure

Defines our strategic agenda based Ensures all our work is quality-assessed
In 2017-18, we overhauled NHS Digital's organisational structure on the needs of our customers and and assured from business and technical
. the political, technical, government perspective. The team monitors, evaluates
to allow us to meet our commitments to the health and care system. and market environment. It provides and reports on programme and service
clinical and information governance delivery as well as all aspects of operational
Our programmes, services and corporate functions are now grouped together into seven guidance and oversight and works with risk and mitigation planning, working
directorates, which provide clearer lines of accountability, more integrated delivery and a the Department of Health and Social closely with internal and external audit
strategic perspective on what our customers and the health and care system require. Care and our national and local partners functions and our board’s Assurance and
to shape our policies and governance. Risk Committee.
Strategy, Policy and Governance

Includes our financial, commercial, Strategy and Enterprise Architecture Policy Liaison Clinical Governance
people and workforce functions.

It is responsible for delivering Corporate ) __ ?::r;;f(e Data, Insights
the improver:nent programme Services Product Development Data, Insights and Statistics Management and Statistics
Org2 over the next two years. ;
9 ove DA years Fulfils our role as the data

custodian for the health
and care system and our
Information responsibility to support
gasutance healthcare research and
improve the information
available to clinicians and
system leaders.

Finance

|

Product Development

ation
acies
Digital

Designs and builds the new
applications and services that
make a difference for the public
and improve health and care
services. The directorate works
closely with the healthcare

Epe
3

&

o

ge is too hig to be exp

Enablement

Workforce

Citizen Health Tech
Environme!

Primary and Social Care
Data Transformation and
Operations
Life Sciences Support

and Regional Inte|
National Data Architecture

Medicines and Ph
Statistics, Insight and Research

Implementation and

w
a
v
=
]
=)
a
[
<
w
]
3
<

technology market and is structured Technical
to align direc'tly \{vﬁth stakeholders Assurance Live Services and
in .key areas: in citizen technology; Cyber Security
primary and social care; acute, Commercial ——
ambulance and mental health Re§pon5|b!e or the
services; and pharmacy. rehabl_e, e :?md
PItTe e effective operation
atonusancinire re of all live systems that
Org2 Programme we operate for the
Platforms and transformation Assurance heTltg and care SyS_tem,
Infrastructure ‘ Infras ur including core services
= i like e-referrals, electronic
Develops the mission-critical IT prescriptions, NHSmail
infrastructure of the NHS and ;oqal and cancer screening.
care system. Our teams are building the direciorsiafulfil
new platforms to support NHS Digital’s Live Services and Cyber Security ouf ” es;f)r?sibiﬁti :s ass
data management and product the national lead on cyber
sre IT ice M. . . [} i
developmen.t and facilitating cloud (inc. Isni:":';;ﬁ ::ig;:‘r‘:'l‘;gy Oparetions Bus’wess Contm;uty (inc.act;bseerc;;m “ securtty for tehisaithy and
us?jge’fl(ilemliy and acbclesls'rm?‘na%emtent’ Operations Centre) anagemer Operations Centre) care system.
and a fully interoperable IT infrastructure
that provides more flexibility for
providers and developers.




H#Ao|w 0| 0|E 2

3| A}S

o
L

a\l.h

Q

|

=
o~ Q0
_._.?x
8l - o
] 8 5
o g @
o5 S
N
om o ™
o- om T
& 2
o0 <
o I~
H K 53
RUSCTR
of ol K

‘8 Hell(my data)

= 1
.
= o

| =5 X sjolet



H. LHJ
Mo FA
m_m NO mm
o fo & o
m KR
Klo joi wr =<
> %0 o M
TS
0 80 o1 M
— —_—
g o =Tk
M_.._ oK lw_. K
w %0 W5
- or od xo
ok fo — 2o
4 2 =
r ol A
S Mo H
of IF nT JoI
Ok 1 =T
=
Ho o- 1of
_.._o u._ ~ =<

> YHo|E| AlcHofl 22| 28 BEJ} OpX)



icturel]| 8¢

ig p

ot b

g2 7t

A 0|l =h
|

o

- Big data2l

oo
il
ok
A[d
H
bt
0
J [}
T
x L ™
o X o
i < oF
oy o <0
HI ™ 0o
- gl o
K = .
o = KO
™ |
N B
R ~
Rl T
_._._._ .___..__.ﬁ _A._._
Hl =, of
N 3T 2
U gy wr
KO oF
|
KF om0 =
o Ho ol
I—I._ L
o|._o ol N4
kg o
H ol <O
_A_o E_E _¢o
N
oo O
@) [} @)
IH I o
N~ N AN

=l

24
=

| 24
- 1

> At2[H =9| 22|/ 7|2E XAI|SHH MA =/ 28HE 55 ¢

=
10

0



