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Cancer Registries

Cancer Regqistries collect and analyse data relating
to cancers diagnosed in population delivering
timely, comparable and high quality data.

*Follow international guidelines for coding

500t Cancer Regqistries
Internationally

4 in the UK

England, Wales,
Scotland&

N. Ireland

EURQOPE
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Patients Consent to
Treatment/Intervention

I Consent; important part medical ethics & International
law

I To be valid consent must wluntaryandinformed
(.e. benefits & risks)

I The person must beapableof giving consent
I May be oral or written, usually written for interventions




Consent Not Necessary

Clinically
I Emergency treatment
I Severe mental health conditions
| Addltlonal procedure required during surgery




Patient Consent personal information

Aln context
| Cancer Registration
I Audit
| Research Studiesoutine datasets

| Research Studiescontacting
patients or relatives



Todayc we will consider

A Whatis personal healtinformation;

A Why personal health information is needed,
collected and held;

A What this information is used for, who it is shared
with and why;

A What your rights are

A Highlighting similarities and differences between
Scotland, Wales. N. Irelanghgland and Ireland
focusingon cancer data



What Is personal health information?

A It is information that identifiesiou or me. It
Includes things like:

A name, address, date of birth and postcode;

A information about any care and treatment
received and results désts;and

A information about your health and lifestyle

A Healthrecords can be written on paper or held
on a computer

A Used for our health, servicgeeeeim
functions, population healte=—"r—_—&




MY DATA and PRIVACY

A The right toprivacyis a highly developed area
of law In Europe. All the member states of the
European UniolEU) are also signatories of
the European Convention on Human Rights
(ECHR). Article 8 of the ECHR provides a righ
to respect for one's "private and family life, his
home and his correspondence



https://en.wikipedia.org/wiki/Privacy
https://en.wikipedia.org/wiki/European_Union
https://en.wikipedia.org/wiki/European_Convention_on_Human_Rights
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OECR & PBridc®piésgoverning
protection of personal data

Noticet data subjects should be given notice when their data is being
collected,;

Purposa data should only be used for the purpose stated and not for any
other purposes;

Consett RN aK2dzZ R y20 6S RA&aOf 2aSR
consent;
Securityt collected data should be kept secure from any potential abuses;

Disclosura data subjects should be informed as to who is collecting their
data;

Access data subjects should be allowed to access their data and make
corrections to any inaccurate data; and

Accountabilityt data subjects should have a method available to them to
hold data collectors accountable for not following the abpvmciples

(OECD)Organisatidar Economic Goperation andDevelopment


https://en.wikipedia.org/wiki/OECD

Europe-DataProtection Directive

A TheData Protection Directivel 995 (officially Directive
95/46/EC on the protection of individuals with regard
to the processing of personal data and on the free
movement of such datayhichregulates the

processing of personal data within tHeuropean

Union.lt is an important component of Efivacy and

numan rights law.

A On 25 January 2012, the European Commission
unveiled a draft Europea@eneralData Protection
Requlatiorthat will supersede the Data Protection
Directive concerns re implications for cancer
surveillance



https://en.wikipedia.org/wiki/General_Data_Protection_Regulation
https://en.wikipedia.org/wiki/General_Data_Protection_Regulation
https://en.wikipedia.org/wiki/General_Data_Protection_Regulation

consent

hany freely glven spe
iIndication of his wishes by which the data
subject signifies his agreement to personal
data relating to him

EC Directive 95/46/EC



The Data Protection Act 1998

Governsthe use of personahformation and gives you
and me :

A the right to knowhow our personahealthinformation
IS used .

A the right to objectto useof this information We can
askfor thewayinformation is used to be changex
restricted

A the right to access any personal information tmagy
beheld on us and

A 1f you think any of the information held is Inaccurate,
Incomplete or out of dateywe can ask to have this
Information amended.




Satisfying the DPA 98

A General awareness of uses of personal health
data

A Good reasons for not obtaining consent
AbSOSaal NBE F2NJ I f S3IA
A Data controller should be a medical

practitioner or owe an equivalent duty of
confidence to the data subject




Satisfying the common law duty of
confidentiality

Personal data should only be disclosed
A with consent

A where the law requires it

Aif it is in the public interest to do so



Cancer Registration

A Recognised as Integral for Cancer control

A Follow Guidelines from

I Int Union Against Cancer UICC

I Int Agency for Research on Cancer IARC

I Int Assn of Cancer Registry IACR

I World Health Organisation WHO

I UK and Ireland Association of Cancer Registration




Personal data required for monitoring
health Iincluding cancer

A Having this information means that the NHS can:
A look at how safe and effective a treatment is:

A checkthat the NHS is providing a good service
and spending public money properly;

A planhow many beds, clinics and staff are needed
A monitor particular illnesses or diseases;
A carryout public health or clinical research



using iaentitiable data in the public
Interest for health
Risk and benefit

Potential cost to individuals

I Some loss of autonomy
I Low risk of breach of confidentiality, and harm

Benefit to individuals and society
I Information on causes of diseagg@revention

I Public health surveillancgprotection
I Understanding outcomesrecurrence, survival



Registers need identifiable data

A To avoid
double-counting

A To link cases over timdollow upegsurvival
A For validation

A To link to other databases to better understand
patternsegeffect of comorbidity on outcomes

A Cancer Registry
I Genetic Advice Service
I Recall exercisegatient safety
I Research




A Informed consent is the fundamental principle
governing the use of patient identifiable
information within health or social/community
care research. It is recognised that there are
situations where

- Informed consent cannot be obtained
- not possible to use anonymiseadformation
-A Section 251 England and Wales,



England and Walessection 251

A Section60 of the Health and Social Care Act 2088ection251
of the NHS Act 2006



England and Walessection 251

A Section60 of the Health and Social Care Act 2088ection251
of the NHS Act 2006

A allows Secretargf State for Health to make regulations to set
aside the common law duty of confidentiality for defined
medicalpurposes

- where notpossible to use anonymised information and where
seeking consent was not practical, having regard to the cost and
technology available.



England and Walessection 251

A Section60 of the Health and Social Care Act 2088ection251
of the NHS Act 2006

A allows Secretargf State for Health to make regulations to set
aside the common law duty of confidentiality for defined
medicalpurposes

- where notpossible to use anonymised information and where
seeking consent was not practical, having regard to the cost and
technology available.

A The Regulations that enable this poweHealthService
(Control of Patient Information) Regulations 2002

A TheHRAresponsibilityfor Section 25%kince 2013established
the Confidentiality Advisory GroyCAGjunction



NHS, safeguards in Scotland
SCOTLAND
A Information services division (IS@ke advice
now fromthe NHS National Servic&sotland
Public Benefit Privacy Paran sharing
iInformation, which includes patients and
doctors. This group helps ISD to make sure
they protect personal information and meet
their legalobligations of data protection and
confidentiality.




|

L |
2 . Republic of Ireland

A Data protectionROI insisthat patients give
consent if the information is to be used for audit

or research- evenwhen these are patients of the
doctor who is making theequest

A Exceptionis where the doctor/hospital already
has a registry or database which patients are
aware of (i.e. that they have implicitly consented
to the use of their data in research or audit). This
rarely happens

A C they may be invited to complete a questionnaire and
sign their consent on the form



N. Ireland

A Health and Social Care (Control of Date=
Processing) BiiRoyalAssent on 11 April 2016



N. Ireland

A Health and Social Care (Control of
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N. Ireland

A Health and Social Care (Control of Datd™
Processing) BJRoyalAssent on 11 April 2016

A providesframework to enablaiseof health and
soclal care information for health and social care
purposes which are in the publitterest

A detailswill be insubordinatelegislation.

A Regulations tde drafted and consulted upon
before being scrutinised and debated by the NI
Assembly practicalaspectsl ¢ 2 years




Why not informed consent for public
health research?

A Representativity & generalization
I Avoid biag; selective loss
A Solid conclusions
I Need for power and statistical strength
A Completeness =
I Few cases may determine ri 4%%? =
I Loss in linkage may bias results
A All population
I Disproportionate effort




Impact Of Requiring Consent
N. Ireland Cerebral Palsy (CP)
Population Based Registry

A Number smaller than cancepprox. 70 per year
A Numerous contacts with services

A When consent required 40% preliminary notifications
remained unconfirmed

A Not parental refusal (2%) but professional involvement

A Outcome:Poordata quality meant removal from
Multicentre Study Doesartificial reproduction increase
risk CP



NHS How Is information kept secufe

SCOTLAND

A AlISD staff have a legal and contractual duty to keep
personal information secure and confidential,

AISDSYLJX 2é& |y AV RKE&dicatiDzizE NR ¥ B
whose job Is to make sure that information is handled
properly;

A Accesgo personal health information can only be given
with special authorisation, and use of that information is
closely monitored by ISD;

A Thereare strict rules within ISD that govern how
iInformation should be managed e.g. to make sure names,
addresses and any other information that might identify an
iIndividual are removed wherever possible.



Reqistry Securitg only few staff have access to
clinical datag separation of analysts for data staff

Physical

A Video
Survelllance

A Locks/alarms

A Badges for
visitors

A Clear desk
A Shredding

Electronic

U Passwords
U Fingerprint
U Audit trails
U Encryption

U Secure data transfereg
nhs.net

U Phones, emall, letters,
fax

u 1S0O2/7001



Levels of data

A Routine statistics

0000000000

A Potentially identifiableegNHS number used
for linkages/ small numbers

A Patient identifiable
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Cancer survival rates in UK lagging behind,
study finds

CANCER
SURVIVAL RATES
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The scientific contribution of cancer
registries

Evidence

Evidence | of Availability Decrease

of preventive | of exposure | Precancerous | Decrease in| in

causality | activity indicators lesions incidence | mortality
Tobacco YES YES YES NO YES YES
smoking
Alcohol YES YES YES YES/NO YES YES
consumption
HPV causality/ YES YES YES YES NOT YET NOT YET
vaccinations
HBV causality/ YES YES YES NO NOT YET NOT YET
vaccinations

YES YES YES NO NOT YET NOT YET

Asbestos

(Expected in a short)

Contribution from Cancer Registries




Routine Registry Data

A Requires accurate counting of cases without
duplication.

A Provides information on trends, prevalence,

Prevalence of cancer in Northern Ireland: Diagnosed in 2000-2004, alive at the end of 2004
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Routine Registry Data

A Requires accurate counting of cases without
duplication.

A Provides information on trends, prevalence,
socioeconomic differencedufg/ stomach
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Routine Registry Data

A Requires accurate counting of cases without duplication.
A Provides information on trends, prevalence, socioeconomic

differences outcomes by routes to diagnosis

739,667records merged from various sources then anonymised

Percentage Of pabents by Route and 20e group for Colonectal cancer, 2Z008-2008, Eagland
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12-month relative survival estimates by Route and age for colorectal cancer, 2006-2008, England

[0

2
ik 2

3
m65-84 2
1§ 40%

AllRoutes  ScreenDetected TwoWeek Wait ~ GPReferral  Other Qutpatient  Inpatient Elective eNCy Unknown



What clinicians want from data

A To support theanswering of clinically relevant questions

A Clinically credible; though they have to take responsibility

A Ownership

A Timeliness

A Casemix adjustment

AwSLIEZNISR WLINRPLERNIAZ2YIlIffeQqQ

A Ongoing engagement with those that report data



Audits

A LUCADA for lung cane@ersonal data
matched then anonymised for analysis

A In lung cancer therevasclear evidence of
clinical behaviourchange Mount Vernon

40,00+ s Change in 1 Year Survival Eng +1.39% (2008 vs 2006)
o&+1.95%t2009v52006]

Relative Survival (%)

o w 5 o & L & &
.3.33.8.3.83..3

England Rest of East of England



Lung resection rate: trend by age

Proprtion of lung cases having surgical resection (%)

18

Trends of sugery, by age and year

50 55 60 65 70 75

Age group

85

m1998
m 1999
m 2000
m2001
m2002
m2003
n2004
m2005
12006
m 2007
12008

SourceRiazet al; 2011;




Major SurgicaResections

England 20046

STHE TIMES | FTiay v 1o svs o

Sam Lister Health Editor

Thousands of cancer patients are being
\cnicd potentially lifo-caving surgery
because of a cultural reluctance to
cperateon tamonrs in the middle-aged
and elderly, an official study suggests.
The first research to track rates of

having operations fals off markedly as
they get clder. "

linicians leading the stucy, to Le
published snomr but which has been
seen by The lunes, descrived the
finding as a“striking irdicator” of why
England’s cancer survival rates ace
poor by international standards,

The research, carried out by the
National Cancer Int=lligence Network

NCIN) set up by the Department of
alth in 2008, suggests that a combi-
nation of poor acess to specialist
surgical opinion and a tendency within
parts of the NHS to consider older
patients as Inappropriate for surgery
are the main factors

Mick Peake, whe is based at Glen-
fleld Hospital, Leicoster, and led the
sludy, said that,while it wasnot suris-
lng that smaller numbers of the most
ederly were undergoing surgery, the
deciine in rates among the middle-
aged was particulary worrying.

‘Surgery remains the treatment with
greatest impact on long-term survival
in mast types of carcer.

Dr Peake said that while some NHS
teams worked well, and referred to
specialist rentres when their expertise
was not sufficient, others were making
eritical decisions wizhout such corsider-
ations. “There are clearly places where

g at the

“They sit there like in tne arena in the
Colosseum and t's thumbs up or
thumbs down.”

Dr Peake said that a decision taken
without referral orly needed to happen
in 15 per cent of cases for there 1o be
real trouble. He added that there were

laces “where I wouldn't send my cat”
they did not offer the same
thers.

level of exp
The study shows that surgery rates

ary gr centof uterine

anx{ breast cancer petients to just 6 per

centof those with liver cancer. The pro-

portion of patients undergeing surgery:

for all cancers with age, butin

‘many cancers this started from patients
in their late forties.

For cervical cancer, 58 per cent of
patients in their forties had sargery, com-
mralwlm«tzperc«nin&ﬁrﬁfﬁes.ay
Uhe cighilics age group, this was down ta
10 percent. Other cancers, such asovar-
ianand kidney,skoved similar draps.
- “he data; whizh-covers operations

B A

Lung

between 2004 and 2006, with follow- |
up in 2007. might not reflect recent

_ improvements, Dr Peake sad, but the

trends held for the situation today.
While 9 der cent of patients wita
lung cancer bad surgery, the rate '
about 20 per cent in many parts of the
world. Dr Pzake. a lung specialist, said
that Englard’s rate had increased to
about 13 per cent now butatleast 1500
fives a year could be saved Ly carryirg
out more operations, with a similar
numbe saved by earfier dizgnosis. Fe
added that similar estimates we
likely apply tomary other cancess.
“We know that internationally our
biggestgapinterms, of survival is in the
elderly,” he said. “While you might
argue that your resources could de
Detter spent on younger age groups, if
yuu cai give & seventysomathing-yesr-
old ten or fiteen years of active life,
yousshould certainly offer ittothem.”
Ciaran  Devane, of Macmillan
Cancer Support, said the study "pro-
vides us with a good starting point to
ensure cvery vancer pationt gets the
* Sheadded:“We

 more work within their areas to find

e 21221 A Tanast it

now want the cancer networks to do

outwhy there are variations.”

Paul Burstow, theCare Services Min-
ister, said that the Government's new
cancer strategy, which aims to save
5,000 more lives a year by 2014, “will
rotbe achieved unless the NHS tackles
inappropriate variations in surg;
intervention rates for cancer pétiens™.
Public Sector, page €1

News

Older cancer patients ‘denied surgery’

Bias helps to explain low survival rates
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