
Delivering patient   
information in 2010 
and beyond

Welcome



Purpose of day

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





Information Revolution

Language is always evolving

What words mean to people



Information Revolution

• A years worth of telephone calls made in 
2000

• A years worth of e-mails sent in 2001

• A years worth of research made in the 
1960’s



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 
testicles’

Little Johnny, Class 7BX



Computer Jargon

• Search engine
• PDF file
• Track changes
• List serve
• Dialogue box

• Modem
• Router
• Software
• Application
• Menu



Medical Jargon

• Metastasis
• Adjuvant therapy
• Ablation
• Prognosis
• Immunotherapy

• Lesion
• Malignancy
• Negative 
• Progressed
• Digital 

examination



Information-experiences

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

‘spread’, I thought I was ok’

WALES-2002



Information-experiences

“Now I know what ‘terminal’ 
means. I thought it was a 
kind of disease. Maybe it 

was better that way”

WALES-2002



Information-experiences

‘It was very confusing, 
sometimes the results were 

positive and so that was good 
but other times they were 

positive and they were bad’
NCL-2006



Information-experiences

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

me. I did not know until much later 
that ‘managed’ was another word for 

treatment’

NCL-2006



Information-experiences

‘They all use big words and 
it made me feel scared’

NI2009/10



Information-experiences

‘It’s strange thinking back now 
but I hadn’t a clue what all the 
words they used meant. I just 

nodded’

NI2009/10



Information-experiences

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

know what it was or where it 
was’

NI2009/10



Information-experiences

‘At school everything is 
marked out of ten and so it 
was hard when I found out 

that there’s no stage 5’



Information-experiences

‘It was only because [name] 
took time to explain things in 

layman’s language, 
otherwise I would have 

continued being so upset

NI2009/10



Information-experiences

‘I had imagined the worst and if 
it had not been for the nurse 

who explained it all to me and 
the words I had thought meant 

everything was bad, I would 
still be thinking this’

NI2009/10



Information-experiences

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

helped a lot by calling her’

NI2009/10



Survey respondents

Whipple’s cancer
TURP cancer

Metastasis cancer
Malignant cancer

Biopsy cancer

NI2009/10



The changing face of cancer 
care

• Re-organisation of cancer services
�Multidisciplinary care
� Central role of the CNS



The changing face of cancer 
care

Better treatments/survivorship 



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

The information needs of people 
affected by cancer



The information needs of people 
affected by cancer

Health and wellbeing
Choice
Informed consent 
Understand their healthcare pathway
Self-care management 
Access services



The changing face of cancer care

Jim, a patient with bowel cancer (26 months)

• 22 doctors
• 63 sisters and nurses
• 10 allied health professionals
• 16 other healthcare staff
• 3 GPs and 12 practice/district nurses



Whatever the approach…
Has to support Jim
• Understand
• Personally relevant/tailored
• Navigate the healthcare system
• Access services
• Look after himself

Has to support health-professionals,
• Re-enforce key messages
• Effective communicators
• Coordinate care



How well are we doing?

74% of all patients received information
(48% in 2003)

83% < 1 year ago (61% > 5 years ago)

DATA 2009



How well are we doing? 
(variations in delivery)

The delivery of information varied between, 
• One cancer type and another
• Different stages of the cancer pathway
• Clinical and non-clinical information

DATA 2009



What gaps in information can 
mean…

“Nobody told me that I should be 
more careful with my teeth until 
it was too late”.



What gaps in information can 
mean…

“I had no information about side 
effects so I didn’t know I was having 
a side effect when it happened”.



What gaps in information can 
mean…

‘It would have been good to have 
information on the sort of 
symptoms to look out for’. 



What gaps in information can 
mean

‘The first time I heard about help 
with money was when I was at the 

hospice’

SUSSEX 2007



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

•20% complementary therapies (35%)
•40% counselling (23%)
•21% sexuality issues (47%)
•37% support groups/charities (40%)

DATA 2009



What gaps in information can 
mean

“Finding information about other 
things I could take that might help 
was impossible. Nobody seemed to 

know”



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 
be strong. I would have loved for 
someone to have offered it to me”

NI2003



What gaps in information can 
mean

“I found out about a support 
group. They were all older than 
me and different but it was the 

only place I belonged’

NI2003



What gaps in 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 
eat well? It would be good to have 

practical advice’

NI 2009/10



What patients worry about

•Family 
•What might happen next
•Finances
•Body Image
•Filling in forms
•Practicalities around the home

DATA 2009



How we can improve the flow 
of information

Patient Information Pathways

DATA 2009
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Delivering Patient 
Information in 2010 and 
Beyond

Have we a mandate?
Liz Henderson
NICaN Nurse Director



What is a mandate?

� A document giving an official 
instruction or command 

� Assigned authority to…



Where do we get our authority?

� Patients
� Public
� Professional Practice 
� Policy



Public expect… Patients want…
� Tailored Information 
� Support
� Choice & flexibility
� Pleasant environment
� Appropriate referrals
� Timeliness
� Equality
� Aftercare



Professional….codes
Example: Nurse Midwifery Council
� You must act as an advocate for those in your care, 

helping them to access relevant health and social care, 
information and support 

� You must make arrangements to meet people's 
language and communication needs 

� You must share with people, in a way they can 
understand, the information they want or need to know 
about their health



DHSSPS 
2003

DHSSPS 
2006

DHSSPS 
2008

Policies and Guidance

DHSSPS 
2009



Plethora of Policy / Guidance
NICE Guidance 

2004
Improving the 
Patient / Client 

Experience

NHS Toolkit for 
producing patient 
information

Regional consent 
HPSS Standards

Cancer Control 
Programme 2006 
DHSSPS

NHS Litigation 
Authority

HSC Trust style 
guides

Regional audit of 
patient information

Regional scoping 
study of information 
and support services 
in NI

Improving Outcomes 
Guidance

Service Framework for 
Cancer 2010

Manual of cancer 
services & Peer 

Review



NHS Litigation Authority

� ..handles negligence claims and works to 
improve risk management practices in the 
NHS

� It requires Trusts to have a systematic 
process in place for developing and 
reviewing patient information



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 affected by cancer



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 affected by cancer



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

Information for people affected by cancer

Patient 
Information 
Pathways



Cancer Control Programme 
DHSSPS, 2006

5.14 Patients and carers need to be offered high quality 
information, tailored to their individual needs at 
appropriate points across the care pathway - clinical and 
patient information pathways should be integrated.

Clinical Pathways

Integrated Information Pathways



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

Service 
Frameworks



Cancer Service Framework Draft 2010

� All people affected by cancer should be 
offered good information to support them 
throughout their cancer journey this 
information should be tailored to the needs 
of the person both in content and the way 
in which it is given

Information for people affected by cancer



Cancer Service Framework Draft 2010

� Three Performance Indicators
�Regionally agreed information pathways 

developed
�Number of trusts with identified person(s) with 

responsibility to support delivery of cancer 
information pathways

�Percentage of patients offered ‘core’
information around the time of diagnosis

Information for people affected by cancer



Manual of Cancer Standards (DH)

� 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 



Patient 
Experience 
Standards
DHSSPS 2008



Patient Experience Standards
� 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

� Documentation demonstrates 
� that the important elements of 

communication exchange have been 
recorded appropriately

� 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?

YES…….but….



Challenge: Implementation!

THE NEED THE POLICY

DISSEMINATING 
POLICY 

INTO PRACTICE

& EMBEDDING



HSC Trust Patient Information 
Style Guides
� Clear writing style essential
� Consistent writing style helps to reinforce 

corporate identity
� Offers guidance on writing for publication 

and typographical principles that are to be 
adopted for HSC in NI





How well 
are we 
doing?



Approach

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


Conclusion

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

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

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





Delivering 
Patient Information 
in 2010 and beyond

Regional Patient Information Projects
Danny Sinclair

Regional Coordinator for Patient Information



Aims of presentation

z Tell you about NICaN Patient Information Pathways 
z 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
- Signposting
- Empowering people to become partners in the 
information interaction



Cancer 
Services 
Framework 
standard 
for patient 
information 

The latest 
draft is in 
your pack 
(yellow)

z Rationale, evidence and 
quality dimensions

z Responsible for delivery / 
implementation

z Performance indicators 
and expected 
performance level

z Date to be achieved by



Performance indicators
z All trusts identify person(s) with responsibility to 

support delivery of cancer information pathways

z 7 (tumour specific) information pathways 
developed by 2011

z Percentage of patients offered agreed ‘core 
information’ around time of their diagnosis
(85% by 2012 and 95% by 2013)



Performance indicators
z All trusts identify person(s) with responsibility to 

support delivery of cancer information pathway
“in hand”

z 7 (tumour specific) information pathways 
developed by 2011

“in hand”
z Percentage of patients offered agreed ‘core 

information’ 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…

z Identify possible information needs

z Identify existing information materials 
z Appraise their quality*
z Select good quality materials* 
z Plug remaining gaps by designing new 

materials*



Quality 

z NHS Toolkit for Patient Information
z Plain English principles
z 5 C’s of written communication
z Trust Styleguides
z Supporting informed consent



What are information pathways?







Core items around time of diagnosis

z About the cancer type
z HSC staff (roles, services, contact details)
z Signposting
z Spiritual support 
z Financial and practical issues
z Fatigue
z About clinical trials



Core items around time of diagnosis

z About the cancer type
z HSC staff (roles, services, contact details)
z Signposting
z Spiritual support 
z Financial and practical issues
z Fatigue
z About clinical trials
z ‘Ask about’ (more about this later) 



Core items around time of diagnosis

z About the cancer type
z HSC staff (roles, services, contact details)
z Signposting
z Spiritual support 
z Financial and practical issues
z Fatigue
z About clinical trials
z ‘Ask about’ (more about this later) 



As needed (examples only)

z Wigs and wig fitting
z Talking to children about cancer
z Work 
z Driving
z Getting a wheelchair (temporary)
z Travel insurance
… and many more, reflecting the range of 

information needs that cancer can raise



Summary- 
Information pathways:

z Remind you of information topics 
z List core items that all patients should be 

offered
z Feature ‘as needed’ items that can be 

offered if they are relevant for your patient
z Suggest when information might be relevant
z Let you see information before you order it
z 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:
z Breast, Lung, Bowel (colon, rectal, anal cancers)
z Prostate, Ovarian
z Oesophageal, Myeloma, Lymphoma



Guidance for HSC staff
z Basically…

use the tumour-specific information pathway if it 
is in place
use the generic information pathway if not

z Highlights the steps in a basic information 
interaction 

z 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
z 7 (tumour specific) information pathways 

developed by 2011

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

z Percentage of patients offered agreed ‘core 
information’ around time of their diagnosis
(85% by 2012 and 95% by 2013)



Evidencing 
information 
provision 

Aims 
- Provide a baseline 

- Develop a model 
for audit to support 
CSF monitoring



Introduction

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

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

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



Findings: information provision

z Patients primarily reported receiving verbal
information rather than written information. 

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

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

8 recommendations made



Findings: information quality

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

z Measuring the subjective aspects of quality (e.g. 
suitability of language) confirmed the need to 
involve patients during design.

7 recommendations made



Key areas for improvement:

z meeting patients’ ‘written’ information needs, 
z appropriately documenting such provision, and 
z 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

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



Collection of audit data

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

£ £ £ £ £ £ £ £ £



Collection of audit data

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

£ £ £ £ £ £ £ £ £ . . . 



Evidencing information provision

Performance indicators
z 7 (tumour specific) information pathways 

developed by 2011

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

z Percentage of patients offered agreed ‘core 
information’ around time of their diagnosis
(85% by 2012 and 95% by 2013)



Core information given    �

Permanent record given  �

Key worker details given �



Signposting

Information and support services
Statutory and voluntary sectors
Northern Ireland and national

Also specialist services
Ethnic minorities support

Freephone NI Cancer Helpline

0800 783 3339



www.cancerni.net/services



Empowering patients

How can we help patients 
become partners in 
information provision?

http://www.google.co.uk/imgres?imgurl=http://middlezonemusings.com/wp-content/uploads/2007/11/handshake.jpg&imgrefurl=http://middlezonemusings.com/connecting-words-unconventional-meaning-from-conventional-words/&usg=__3-i3u4lXmPsGFhROdJn7YdcygZ0=&h=600&w=846&sz=32&hl=en&start=30&itbs=1&tbnid=C3XnF9O9Am48sM:&tbnh=103&tbnw=145&prev=/images%3Fq%3Dhandshake%26start%3D20%26hl%3Den%26safe%3Dactive%26sa%3DN%26gbv%3D2%26ndsp%3D20%26tbs%3Disch:1


Empowering patients

How can we help patients 
become partners in 
information provision?

z Help them understand the 
‘information role’ in various 
roles and services 



Empowering patients

How can we help patients 
become partners in 
information provision?

z Help them understand the range 
of information that is available



Empowering patients

How can we help patients 
become partners in 
information provision?

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



Cancer Service Framework 
patient information standard

Performance indicators
z 7 (tumour specific) information pathways 

developed by 2011

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

z Percentage of patients offered agreed ‘core 
information’ around time of their diagnosis
(85% by 2012 and 95% by 2013)



Conclusion
Much development work – thanks to you!

NICaN Patient Information Pathways 
Policy for HSC staff 
Regional audit
Recording information provision
Signposting
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?!”



Those who make things happen

Those who watch things happen, and 

Those who ask “What happened?!”

Thank you
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