Delivering patient
Information in 2010
and beyond

Welcome



Purpose of day

m Overview of context for patient information
m Inform you of regional work

m Discuss the implementation challenges and
how to overcome these



‘More than just a leaflet...’




Information Revolution




Information Revolution

Media is the prime educator




Media has become the prime
educator

Fragmented and confusing
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Information Revolution

Language Is always evolving




Information Revolution

» A years worth of telephone calls made In
2000




The changing face of cancer
care

Doctor-patient partnership




How do jellyfish feed?




How do jellyfish feed?

‘The jellyfish petrifies Its
pray by grabbing hold of its




Computer Jargon

e Search engine e Modem
e PDF file  Router
 Track changes o Software




Medical Jargon

« Metastasis * Lesion
 Adjuvant therapy ¢ Malignancy

e Ablation  Negative




Information-experiences

‘They used a big word but
because they hadn’t said




Information-experiences

“Now | know what ‘terminal’
means. | thought it was a




Information-experiences

‘It was very confusing,
sometimes the results were




Information-experiences

‘My doctor told me | was going to be
‘managed’. | went home thinking it was
so bad that there was no treatment for

me. | did not know until much later




Information-experiences

‘They all use big words and




Information-experiences

'It's strange thinking back now
but | hadn’t a clue what all the




Information-experiences

‘They said | needed to go to
the cancer centre. | didn’t




Information-experiences

‘At school everything Is
marked out of ten and so It




Information-experiences

‘It was only because [name]
took time to explain things In
layman’s language




Information-experiences

‘| had Imagined the worst and if
it had not been for the nurse
who explained it all to me and




Information-experiences

‘The nurse gave me a wee
card.., my worries were




Survey respondents

Whipple’s cancer
TURP cancer
Metastasis cancer




The changing face of cancer
care

* Re-organisation of cancer services
= Multidisciplinary care




The changing face of cancer
care

Better treatments/survivorship




The information needs of people
affected by cancer

People need to understand or get a
sense of what’s going on...




The information needs of people
affected by cancer

Health and wellbeing
Choice

Informed consent




The changing face of cancer care

Jim, a patient with bowel cancer (26 months)

e 22 doctors
e 63 sisters and nurses
e 10 allied health professionals




Whatever the approach...

Has to support Jim

e Understand

* Personally relevant/tailored

* Navigate the healthcare system
e Access services

e Look after himself




How well are we doing?

/4% of all patients received information
(48% In 2003)




How well are we doing?
(variations in delivery)

The delivery of information varied between,
* One cancer type and another




What gaps in information can
mean...

“Nobody told me that | should be
more careful with my teeth until




What gaps in information can
mean...

“I had no information about side
effects so | didn’'t know | was having




What gaps in information can
mean...

‘It would have been good to have
iInformation on the sort of




What gaps in information can
mean

‘The first time | heard about help




How well are we doing?
(% patients receiving information)

«20% complementary therapies (35%)
*40% counselling (23%)




What gaps in information can
mean

“Finding Information about other
thlngs I could take that might help




What gaps in information can
mean

“Sometimes it is hard to say to
someone that you need help
because you are trying so hard to




What gaps in information can
mean

“I found out about a support
group. They were all older than




What gaps Iin information can mean for
carers

‘When you start to look after someone it can
be hard. You want to do your best for them
because you love them, but how do you lift

them without causing pain or help them




What patients worry about

Family
\What might happen next
*Finances




How we can improve the flow
of Information

Patient Information Pathways




The Information Pathway

Prevention &

early detection :
screening

Ll
sgns & symptoms o - T iagnoss

living with cancer :
& survivorship <:| ongeingi& foliow up care <:|

4

palliative care & end of life recurrence & secondary cancer
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National cancer patient
information delivery system National Cancer Ac

Welcome to the pilot National cancer patient information
delivery system.
Select cancer type

Selocl a cancer hype from e menu below. You will be guided Ihrtsgh
irfparraton fof the specied cancer and then infarmaton for all cancers

This systam is for you - healih and sotial care profassionads. This ks a food to help you
meet e patient infarmation requirament of e Cancer Reform Strategy. | makss i easy
for you 0 provide personalised inform alion 1o people affacted by cancer during an

appointment (% Owarlan canter O Cendcal cancer

W wand you (o use Bis system 2 inform, engage and empower your patients O Breast cancer O vubval cancer

Prostate canc ol cancer
Follow e sirnplé slép-biy38p process 1o gl information on Specifs cander hpes thal O = Qs -
your palient needs. There are four quick 48eps to take before you will be able 1o print off the O Vaginal cancer ) Woemb cancer
irdarrnason i will Bake just & few minules

The syilem |uslintudes specic information on the cancer iypes Bor which Mere ane Can find the cancer type you're looking for? m
national cancer patient information pathways. If the cancer hial's applcable o your p
i nol isted, Ben useé the Information foe all cancéss section o nd information thal i

rilevant for people with ary Yype of cancer
Information for all cancers

The templates sechon provides nabonsl best-pracice lemplates for loples ¢

appoiniment leers, direclions and patent disses Select ;is oplion Il you ane kooking for inform alion applicable
o all cancirs of f B cances ype you're looking for 5 not

The 82 has been developed in partnership by Cancer Reseanth UK, Ma lsdad above

Support and the MaSionsl Cancer Action Team

Here you can find
F.."'l.l] ot maane aboul the 260 here

& CHrkal informadion

o POn—CArC 3 Indrmason

Step one: Cancer type o ] o Palliative care and end of ity infoarmation m
Select one cancer type by clicking on the circle to the left

of the cancer name. The type of cancer you select will then
he highlighted. Templates

Use thede straightionward iempdales bo cresdd & numer af

dferent useful doruments mdluding lefters, directons ang
Paband Ganes m




National cancer patient
information delivery system

You me cunently atstep 2 of d

[ 2] Key information point: Ovarian cancer

Salect prefomred option(s)

|1, Prevension and risk factors
2, Symplom awatenoss and aarly detoctan
3. Srreaning
4 Reforral, tosis and imvestigations
£ Diagnodis and staging

Trer Miabasnnl Cancer pualierl Fitofmation delvery Ty item i3 desored 1o O used a2
part of & CoOnputmbon with & healh profesteandl B it nof & subitlile b mechoal
e, o shoubd not be uged fof diegndsing of ireating & healfh protien or
desate . 1T you heve, OF Sulpedct youl My e, & Dt prcdies Sreen wou shoukd
Cionsull your Docion

Step two: key information point

Select the key information points you reguire by clicking on
the hox to the left. The key information points you have
selected will then be highlighted.

INHS|

National Cancer Action Team

[ & Treatments

[ 7 Fallow-up care and remission

[0 & Advanced and recurrance

] % Goneral ovanan cancer information

Brought b you by WE RRE
CANCER DUPFORT




Yau aje cuitently at step 3 ol 4 “ Halp

Step three (a): Information for all cancers
® Information for all cancers The information on this screen gives generic
information for all cancers. Select as many categories

Select preferred aplion(s) b0 WiE 35 you wish

Haon clinical information
Finance and emghyment
Symphoms and side effecls - mphoedema Complementary Berapy
Diagnostc and siaging lests Lifestyte and diet
Clinical triats Carers and pariners - reladonships and seoyalfy
Advanced disease and recurrence Living with cancer - fzalings, emolions and

Syploms and $ide sliecis - Qeneral Comimiinicalion
Qther informadan

Palliative care and and of life Living with cancer - general
End of life - emotional and praticss suppon

Chilran and young peopis
Palestive care

Information for all cancers required documents

Tick the boxes o select the documents (hat you want
Click on document icon 1o vew in 3 new window (please node, some documents may fake some lime [o open)

[] Patient given papet bookbetis) Step three (b): Information for all cancers

Click on the boxes to the left of the title Of the documents
Treatments you wish to select. There is no limit to the number of items
[=] THE tancer guide-your et renlMCERE pages) Wiw dotument T you can select.

[=] ragiotheragy side efects (CEXT pages) Vigw gotument
s i 1] -‘-




National cancer patient
information delivery system

Print your documents

NHS

Natiogaal Cancer Action Toam

The gocuments you selegiad, with 3 surnmany for The pabient and bvo summanes for your resords, have been collated besow for prinfing

To print, please click on the prind jcon at the top (efl of the document wndow

Thank you for using this pital information pattways Tyshem
B3 B ey eean] ) o]

(S cnn:urbo-cnq:u

Step 4b: Print

Which treatment

This nfermation is ar

bosklet, Underitandi

find the Full boolhet bavp oo s ooy s e
you a ‘w '?“ - sae W "-

A runber of difforsnt trpor of reameat ges wiad 1 ireal ovardon
conces, Thess nclude wrgery, chematbarogy ond possibly
rodactbat sy

Treatment planning

s mow heapatal o e of ipecalat wil wak logake b
déide which beatment i beal lor you. This multdacilinary eam
MADT) wil inchads
& g urgeos who specialisss in greascologhool concen
a dinbeal or madical cncologit e odvie on chemothaerprd
and meny Include @ menber of other heathcare prolestionas
wach o1
a gynewokgical encology nume specialing
dieibian
physclbaropit
eocupational therapid

i the print

saying thct you ghvs youe permasion fomsent] ot e hosoid
walf b give . Mo madicod weabnent con be given -'Ilnd-_rou
conant. Balloss you ore atked 1o sign e form pou thould bave
been given kil infomaotion obout

* e hype ond extent of the teatment you are advised I have
* e odvanioges ond daodvonioges of e reafment

*  any poailble othor ineatmadts that may be availsbls

*  any sgniboast mals o sde offech of the Factmeat

i you do mot ynderond what you hove boen iold, ket the usl
lerirer araight oway o that they con anplain it ogoin, Some
cabcer ealmant ore comple, 80 i I3 not pesal bor pecpla to
read repeated saplanghion

Bt s ofien o good ideo o bave o iiend or nelolive with you when
tha poctmaesd i exphoined This con balp you remember the
discunason more by Pofienfy ofen fesl that B boapital ol cre
b by fo onwwee thair queations, bt it v imgsarton for you
b awane of how the reotment i ey 1o affect you, The daff
should be wiling i male tme ko you 1o ash questons. fou can
tolk o tha spaciolnl gymoescelagioad nune of he hoapial o e
mmﬂCuMﬂhﬂch

Fetur 16 the slart




National cancer patient INHS |
information delivery system

National Cancer Aclion Team

Vou are cunrently at step 4 of 4

© cConfirm

Pleaso uncheck the relevand tick boxes f you do not wish 1o print that information. Note that if you uncheck all tick boxes, the summanes for the pations record and audit
file willl stale “patient decined ndoematon”

Please chck on the “Back® button 10 select altemaive documents

Click on documend icon to wew in & new window (please nofe, some documents may Take some Lime 1o open)

Key infeimation point: Ovarian cancer

[#] which treatment for ovarian cancer? (CH) (2 paged)
[¥] Radiomerapy for ovarian cancer (CRUK) (3 pages)
[#] Chemomerapy ko ovarian cancés (CRUK) (8 pages)

Vigrsr dacument
Wiew Gocumend

Vit QOCumend

Infarmation for all cancers
Thie cancer guide-your treatmendMCS) (S pages) Wirw documnt
[l Radiomerapy-side elects (CB) (7 pages)

[#] Radiomerapssbout radiotherapy (CB) (3 pages)

Wiewr document =R

Witrw dacument

Step 4a: Confirm ...

The canfirm screen lists all of the items you have selected.
If wou are happy with these click the collate button and the Ehosen, thik S lshe poma )
collated documents will appear on the next screen as a

FOF document in a separate window,

(Dt o 58 BOCLPals i Bivd

Bingaightt 15 ol by WE RRE

BT T T e s o
cire, o ahoukd not be uted for disgroing o ireating o feally probiesn o o CAMCLE [UPPOET s
J oo P, OF STRedch Yol vy haree, & el probiem Sren you Should
=M ol [eoathin

cumumw?-




Prostate Cancer
Patient Information Prescription

| have discussed my information requiraments with my healthcare professional and would like to
receive the following information free of charge.

| consent to take partin a survey on patient information. |:|

Information Providers Key:

CB: CancerBackup CRUK: Cancer Reszarch UK
PCC: Prostate Cancer Charity LOCAL: Locally available information

1. RISK FACTORS & PREVENTION
3 Risk factors and causes-CB

2. SYMPTOM AWARENESS & EARLY DETECTION

3. SCREENING
A Screening for prostate cancer-CRUK
4. REFERRAL TESTS & INVESTIGATIONS

A Howy prostate cancer is diagnosed-CB 1 Howr prostate cancer is diagnosed-PCC
A Tests for prostate cancer-CB 0 Tests for prostate cancer-CRUK

A Understanding the P5A test-CB 1 Letter, details of dinic & description of tests,
key staff-LOCAL

5. DIAGNOSIS & STAGING

A Prostate cancer: A guide for newly di ed men-PCC

2 Individual staging tests & scans-LOCAL
2 Further tests for prostate cancer-CRUK
A The stages of prostate cancer-CRUK

'GENERAL INFORMATION

A Benefits and disadvantages of treatment-CB O Choices of treatmernt for prostate can
A Treat ars for prostate cancer-CRUK O Active surveillanoe-PCC

Wardon 1 Januany 2002




Delivering Patient
Information in 2010 and

Beyond

Have we a mandate?

Liz Henderson
NICaN Nurse Director



» B
What Is a mandate?

m A document giving an official
Instruction or command

m Assighed authority to...



"
Where do we get our authority?

Patients

Public

Professional Practice
Policy




"
Public expect... Patients want...

< m Tallored Information™>
m Support
m Choice & flexibility
m Pleasant environment
m Appropriate referrals
m Timeliness
m Equality
m Aftercare




Professional....codes

Example: Nurse Midwifery Councll

m You must act as an advocate for those in your care,
helping them to access relevant health and social care,

< information and support >

m You must make arrangements to meet people's

< Tanguage and communication-needs

m You must share with people, in a way they can
understand, the information they want or need to know

about their health




Policies and Guidance

SSPS

- 200A/

DRSPS
NN

SSPS
2008

DHSSPS
2009




Plethora of Policy / Guidance

NICE Guidanceg

Regional consent
HPSS Standards

Improving the
( Patient / Client
Experience

NHS Toolkit for
producing patient

Information

CaAncer Contr(;I
Programme 2006
DHSSPS

NHS Litigation
Authority

HSC Trust style
guides

Regional audit of
patient information

Guidance

Improving Outcomes ervice Framework f

Cancer 2010

N

Regional scoping
study of information
and support services
in NI

Manual of cancer

Review

services & Peer




NHS Litigation Authority

m ..handles negligence claims and works to
Improve risk management practices in the
NHS

m [t requires Trusts to have a systematic
process In place for developing and
reviewing patient information



I
NICE SPC Guidance 2004

4.3 Patients and carers cannot express preferences about
their care or make choices on whether to be involved In
decision making unless they are given appropriate
Information. Many report, however, that they receive
Insufficient information from health and social care
professionals, and that the information they do receive is
Inadequate and of variable quality. There can also be a
tendency for professionals to make assumptions about
the amount or nature of information patients seek, rather
than asking them directly.

Information for people affec




" I
NICE Guidance 2004

4.3 Patients and carers cannot express preferences about
their care or make choices on whether to be involved In
decision making unless they are given appropriate
Information. Many report, however, that they receive
Insufficient information from health and social care
professionals, and that the information they do receive is
Inadequate and of variable quality. There can also be a
tendency for professionals to make assumptions about
the amount or nature of information patients seek, rather
than asking them directly.

Information for people affecte




I
NICE Guidance 2004

4.18 Policies should be developed at local (Cancer
Network/provider organisation) level detailing which
Information materials should routinely be offered at
various stages in the patient pathway to patients with

particular cancers «(A
gatient )

Information
Pathways

Information for people affectec




"
Cancer Control Programme
DHSSPS, 2006




ih'ul’r..h. =ocil Services
and Public Safers

Sliiarie, Sekifilsiad Sadsialitn
agus Sabhialeachin Poilila
’I;Ill;.-llll': Iewvulimier [T

S Fiva k !':ir'|':l i

DRAFT SERVICE FRAMEWORK FOR CANCER

PREVENTION, TREATMENT AND CARE

Consultation DocUumant

Service
Frameworks

Cardiovascular Health and
Wellbeing

Respiratory Health and
Wellbeing

Cancer Prevention,
Treatment and Care

Mental Health
Learning Disability

Children's Health and
Wellbeing

Older People's Health and
Wellbeing



" A
Cancer Service Framework ora 2010

m All people affected by cancer should be
offered good information to support them
throughout their cancer journey this
iInformation should be tailored to the needs

of the person both in content and the way
In which it i1s given

Information for people affected by ca



Cancer Service Framework orat 2010

m [hree Performance Indicators

Regionally agreed information pathways
developed

Number of trusts with identified person(s) with
responsibility to support delivery of cancer
iInformation pathways

Percentage of patients offered ‘core’
Information around the time of diagnosis

Information for people affected by ca



Manual of Cancer Standards oH)

m The MDT should provide patients and carers
with written material which includes:
MDT local provision of treatment services

Patient involvement and patient self-help groups
Information

Information about the services offering psychological,
social, spiritual/cultural support available

Information about the cancer type and treatment
options

Included in current NI Peer Review of MDT



IMPROVlNG the
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o respéect
attitude
= behaviour

communication

privacy & dignity
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[ I'l" ”"-'
AR
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Patient
Experience
Standards

DHSSPS 2008



Patient Experience Standards

m Patients and clients report that

communication has been sensitive to their
needs and respectful of their preferences

that they have been provided with clear,
correct information, using language they
understand

m Documentation demonstrates

that the important elements of — e
communication exchange have been ?Patlent& o NG

reco rded appropnately experience

m Staff members report

that respectful and sensitive
communications are part of the
organisational values




Delivering Patient
Information in 2010 and
Beyond

Have we a mandate?



" SN
Challenge: Implementation!

© PHASES OF IMPLEMENTATION

= .
EXPLORING DEVELOPING

THE NEED THE POLIC){\

""'l

DISSEMINATING

SUSTAINING POLICY

& EMBEDDING #

-.\...

o, o ‘_.-"'-.
e

INTEGRATING
INTO PRACTICE




"
HSC Trust Patient Information
Style Guides

m Clear writing style essential

m Consistent writing style helps to reinforce
corporate identity

m Offers guidance on writing for publication
and typographical principles that are to be
adopted for HSC in NI



Guidance to crack the information

barrier in Health, Social Services and
Public Safety

he s s
of Information
Provision




NIC2N

Northern Ireland
Cancer Network

Good Practice

« Consider Why are you doing it?
Infermation should only be produced or
provided when there iz a reason and an
identified target audience

« Content What i1s in it?
Information in any medium neaeds to contain
certain h‘.E}r items.

« Composition How is it presented?
Infermation must be accessible, easy to
understand, relevant and acceptable to
target audiences,

« Circulate Where should it go?
Infarmation should be circulated to the tanget
audiance through channals which peopla usea

e most How well

« Check Does it work?

There will be a way to measure if it worked. a_ re We
doing?





http://www.personal.psu.edu/aes284/twtc/images/computer.jpg
http://images.google.co.uk/imgres?imgurl=http://www.oraclesolutionsltd.co.uk/images/asbestos-awareness-3.jpg&imgrefurl=http://www.oraclesolutionsltd.co.uk/asbestos-awareness-training.htm&usg=__HBFLnA5_uvdOgSUIe8AlHe5GLPA=&h=312&w=315&sz=16&hl=en&start=5&um=1&itbs=1&tbnid=xZlGDcy9uDL2GM:&tbnh=116&tbnw=117&prev=/images%3Fq%3Dbacup%2Bleaflet%26um%3D1%26hl%3Den%26safe%3Dactive%26sa%3DG%26tbs%3Disch:1

" A
Conclusion

m Patients: the right amount of information at the
right time and in the right format to meet their
needs

m Professions: skilled in provision of tailored
information giving and checking for
understanding

m Policy/Guidance/Standards: systematic
processes, developing, implementing, auditing,
reviewing, recording



NICaN

Harthern reland
Cancer Memwork

I kb v, cancerni.nekf

Cancer in NI

Information & support

Northern Ireldafid

Metwork & Services

|
mearch |

Cancer in NI

Your Cancer Metwork

w of Cancer
: in Morthern

Fole of the MI Cancer
Fegistry

Welcome to www.cancerni.net

You can use these three sections, the Quick Links on the right or the search box on
the left to find what you are looking for,

Information & Support

Information and support
includes information
about the cancer journey

You can search for local
services and telephone
hielplines here,

There are also links to other
cancer websites,

Metwork & Services

Information on MICaM's work
including:
e tumour networks
e cervice netwiorks
+ the patient & public,
imvalvernent forunm
« Modernising Endoscopry
« Patient Information
* Peer Review
o Chemotherapy reviess
e Other regional projects

Learning & Sharing

Information about education
and training courses and
events,

There are also presentations

and other resources available,

Latest news

Macrillan's response to
MICE decision on liver
cancer drug




Delivering
Patient Information
In 2010 and beyond

Regional Patient Information Projects

Danny Sinclair
Regional Coordinator for Patient Information




Aims of presentation

e Tell you about NICaN Patient Information Pathways

e Tell you about some of the work to support their
Implementation including

- Regional audit of patient information

- Policy for HSC staff

- Options for recording information provision
- Signhposting

- Empowering people to become partners in the
Information interaction



Cancer
Services
Framework
standard
for patient
Information

The latest
draft is In
your pack
(yellow)

e Rationale, evidence and
qguality dimensions

e Responsible for delivery /
Implementation

e Performance indicators
and expected
performance level

e Date to be achieved by




Performance indicators

o All trusts identify person(s) with responsibility to
support delivery of cancer information pathways

e 7 (tumour specific) information pathways
developed by 2011

e Percentage of patients offered agreed ‘core
iInformation’ around time of their diagnosis

(85% by 2012 and 95% by 2013)



Performance indicators

o All trusts identify person(s) with responsibility to
support delivery of cancer information pathway

“In hand”

e / (tumour specific) information pathways
developed by 2011

“In hand”

e Percentage of patients offered agreed ‘core
iInformation’ around time of their diagnosis

(85% by 2012 and 95% by 2013)
“our challenge today”!



Developing information pathways

HSC professionals and patients/reps working
together to...

e |dentify possible information needs

e Identify existing information materials <

e Appraise their quality*

e Select good guality materials*

e Plug remaining gaps by designing new
materials*



Quality

e NHS Toolkit for Patient Information
e Plain English principles

e 5 C’s of written communication

e Trust Styleguides

e Supporting informed consent




What are information pathways?










Core items around time of diagnosis

e About the cancer type

e HSC staff (roles, services, contact detalls)
e Signposting

e Spiritual support

e Financial and practical issues

e Fatigue

e About clinical trials
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e ‘Ask about’ (more about this later)




Core items around time of diagnosis

e About the cancer type
e HSC staff (roles, services, contact detalls)
e Signposting

e Spiritual support

e Financial and practical issues

e Fatigue

e About clinical trials

e ‘Ask about’ (more about this later)




As needed (examples only)

e Wigs and wig fitting

e Talking to children about cancer
e Work

e Driving

e Getting a wheelchair (temporary)
e Travel insurance

... and many more, reflecting the range of
Information needs that cancer can raise



Summary-
Information pathways:

e Remind you of information topics

e List core items that all patients should be
offered

e Feature ‘as needed’ items that can be
offered If they are relevant for your patient

e Suggest when information might be relevant
e Let you see information before you order it
e Give you contacts for placing orders



Which information pathway to use?

Tumour-specific information pathway
or

Generic Information pathway (including
advanced cancer and end-of-life)

Tumour-specific information pathways:

e Breast, Lung, Bowel (colon, rectal, anal cancers)
e Prostate, Ovarian

e Oesophageal, Myeloma, Lymphoma



Guidance for HSC staff

e Basically...
use the tumour-specific information pathway If it
IS In place
use the generic information pathway Iif not

e Highlights the steps in a basic information
Interaction

e Highlights existing skills development resources
(both In your pack)



Something to think about...

There are a range of people and organisations who
provide information. Consider who could potentially
use information pathways...

Nationally, information prescribers help patients
work out their information needs

Information dispensers provide information materials
and can often offer support to understand it



Evidencing information provision

Performance indicators

e 7 (tumour specific) information pathways
developed by 2011

e All trusts identify person(s) with responsibility to
support delivery of cancer information pathways

®» Percentage of patients offered agreed ‘core
iInformation’ around time of their diagnosis

(85% by 2012 and 95% by 2013)




Evidencing
iInformation
provision

Aims
- Provide a baseline

- Develop a model
for audit to support
CSF monitoring

Patient Information

Regional audit

Report and recommendations

m Health and GA'N;X

Social Care

ancemi.netfaudit’patientinformaticn




Introduction

Multidisciplinary steering group including charities
Funded by GAIN
Staffing hosted by SHSCT

e Strand 1: information experiences of people with
breast cancer and colorectal cancers

e Strand 2: patient audit panel audited and rated
Information using a pre-agreed set of quality criteria.



Findings: information provision

e Patients primarily reported receiving verbal
Information rather than written information.

e Patients often reported a better ‘information
experience’ than was recorded Iin their case notes.

e \Where information provision was recorded, this was
often in numerous sets of notes, likely making
Information coordination for an individual patient
very difficult.



Findings: information quality

e The main areas for improvement were the
availablility of alternative formats and clarity about
how current each leaflet is.

e Measuring the subjective aspects of quality (e.qg.
suitability of language) confirmed the need to
Involve patients during design.



Key areas for improvement:

e mMmeeting patients’ ‘written’ information needs,
e appropriately documenting such provision, and

e the availability of good quality information
materials in formats to meet individual needs.

The full report is available at
www.cancerni.net/patientinformation
(a reference copy Is on each table today)







© + ©

Studies have shown that some patients only
remember one tenth of what they were told during a
consultation. Face to face communication needs to be
backed up with high quality, accurate information that the
patient can return to in their own time.

NHS Cancer Plan, 2000



Collection of audit data

e Case note reviews

e Patient questionnaires
e Patient focus groups
e Staff focus groups
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e Case note reviews

e Patient questionnaires
e Patient focus groups
e Staff focus groups
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Collection of audit data

e Case note reviews

e Patient questionnaires
e Patient focus groups
e Staff focus groups
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Evidencing information provision

Performance indicators

e / (tumour specific) information pathways
developed by 2011

e All trusts identify person(s) with responsibility to
support delivery of cancer information pathways

®» Percentage of patients offered agreed ‘core
Information’ around time of their diagnosis

(85% by 2012 and 95% by 2013)
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Signposting

Information and support services
i Cancer services for

Statutory and voluntary sectors LLEHN ¥ paticrts carees

Northern Ireland and national

MMMMM families and friends
nnnnnnnn

information

Also specialist services e 4

Ethnic minorities support TR

|

:‘. Freephone NI Cancer Helpline
CANCER RESEARCH UK o’e®
o 0800 783 3339




Service provided

=40 =

Action CTancer

Sltnagelvin Breast Care
Team

Altnagelvin Cancer
Services

Altnagelvin Cancer LNt
(Gyrnascalogy)

Altnagelvin Palliative
Zare Team

Angels of Hope
[(Dwarian Cancer)

Antrim Area Hospital -
Breastcare MNurse
Specialist

ASntrimn Srea Hospital,
Cancer Lnit

Bangor Cancer Support
Sroup

Belfast Carers Centre

Belfast City Haspital -
Lung Cancer Specialist
Murses

Belfast City Haspital -
Cicocupational Therapy

Belfast City Hospital
Crcology Speech and
Language Therapy
Departrmeaent

Belfast City Hospital
Palliative Care Team

Cancer type or condition

- ==

Contact nWmber

azzoo 20

OZ271 al1l14%=2

ozZ271 245171

02271 245171

02271 345171

azZ22328 3299032

ozZ2294 424000

02294 424000

023 9127 1200

oz2z290 424700

v (S

Area
Al of KMorthern Ireland

Derry, Tyrone, Fermmanagh
Area - Derry, Enniskillen,
Limrmawvady, Ormagh,
Strabane

Derry, Tyrone, Fermanagh
Area - Derry, Enniskillen,
Limawvady, Omagh,
Strabane

Derry, Tyrone, Fermanagh
srea - Derry, Enniskillan,
Limawvady, Omagh,
Strabane

Derry, Tyrone, Fermanagh
orea - Derry, Enniskillen,
Limawvady, Omagh,
Strabane

Al of KMorthern Ireland

Anotrim Area - Ballymena,
Carrickfergus, Coleraine,
Cookstown, Larne

Antrimm Aarea - Ballymena,
Carrickfergus, Coleraine,
Cookstown, Larne

Bangor and Rorth Down

el e WWW.CANCerni.net/services

ozZ2s 90 263519

023 9059 92346

aozZs 902639324

Belfast area

Al of HMorthern Ireland

Belfast Area



Empowering patients

How can we help patients
become partners in
iInformation provision?
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Empowering patients

How can we help patients
become partners in
iInformation provision?

e Help them understand the
‘Information role’ in various
roles and services

Cancer services for
patients, carers,

families and friends
aaaaaaaaa

information

practical help

someone
| to taﬁk to



Empowering patients

How can we help patients
become partners in Health and
P HSC)

" - = . S . IC
Information provision? oclattare

Information

for you
e Help them understand the range

of iInformation that is available Helping you understand

the wide range of
information available for
people affected by cancer




Empowering patients

How can we help patients
become partners in
iInformation provision?

e Help them choose from the range
of information that is available

General Information
Patient Information Pac I:I
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1| hares lackoed sl the inkormetion calel cgue and weould ke Lo iwseive tha sllowing Uik e of charge.
| e conmaTt £ e AL N & ey On R IS mtion, |

Fart B

Froen ths b of ks ok che leatism Thae yod woubd likes o recses. 1hen Take the compdesd foamn
shongta prur kel inAzmmamtion daps naswha will peoeids you with the information Bes of chergs

P
Ch: CarewBahup CRUE: Carcs Pavaarch UK
KSR LSRRl I SR e Mk RALSE Mol SRreer Suppet

T Thassrwar g deorier sha basireri o, LT 3 Tha marrns yuisdsariny b sreras nih s A
W Tha marwar by ow s o e e 5 Th e rne yuieka by e e b
T Thm merw e g e el b pn Fnabbas e
B The s ey
B it vl v b e v b i L
e e e T

marebe s ke deered B el sl g AT
ke s ki s BATT

T —— I T ———————

¥ Carae morion 11 quainka b 8 g 0L 3 Caresar nrienrs g okt & beves el s LT

B Carssaet morvlern 13 ki fract 1ol W LECU 3 Carwas narests g aramery. v s sion &
bahprowraah

B a1 quaichs-reae paa ol problime s Ch S e mrvienry gt gt phaesl s ey sACS

B Cormae ey rn 1 ke md L CE S e marienry gkt drarras o peppe b

B Carusaet eyl e qaieka.tm s e g kb S Carenas noriesrs grobdn anafl st e AT

B it sl 11 i sl i i b 5 el s e i i | S

S L e TR R T D e e T ] U s R poTla L

& ope ek s e d orsosr e 0 Lo i g e st ahan, Cproer spmres§

B Gepegranh shvareed evosrs e e @ g gt s e st e sl mas OB




Cancer Service Framework sece
patient information standard

Performance indicators

e 7 (tumour specific) information pathways
developed by 2011

e All trusts identify person(s) with responsibility to
support delivery of cancer information pathways

e Percentage of patients offered agreed ‘core
iInformation’ around time of their diagnosis

(85% by 2012 and 95% by 2013)



Conclusion 0oe

Much development work — thanks to you!

NICaN Patient Information Pathways
Policy for HSC staff

Regional audit

Recording information provision
Signhposting

Empowering people to become partners in the
Information interaction

... How to take it forward..?



Workshop

Discuss and complete your template by 4:40pm

Feedback from each group 4:40 - 4:50pm

Closing remarks 4:50 - 5pm

Evaluation forms



Delivering
Patient Information
In 2010 and beyond

Closing remarks




Materials will be available on our
website by the end of the month

www.cancerni.net/patientinformation



Those who make things happen




Those who make things happen

Those who watch things happen, and



Those who make things happen
Those who watch things happen, and

Those who ask “What happened?!” &2




Those who make things happen

Those who watch things happen, and

Those who ask “What happened?!”

Thank you
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