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1. Introductions



http://chuvachienes.com/2009/07/27/sa-pag-e-emote-ko-someone-posted-this-vid-on-facebook/hello/

NnAbout me O

am not a disease.

am not a oOsufferero.
am not stupid.
know more about my own body than

ENNERNEN s e, even | f
fancy anat omi cal name
work.

have my own values and preferences.
am a person, an individual.

also try, most of the time, to look after
myself.
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http://www.nationalvoices.org.uk/sites/default/files/connect_2007_summer_lo_res.pdf

PIF T at a glance

The independent voice supporting professionals in the provision of high quality Consumer
Health Information (CHI) i across the NHS, commercial, voluntary and academic sectors

Lobbying

AThought APiF Aware
Leadership APIF Online
A Awards
e.g. BUPA AEvents

Communications

APresiden

AReglonal Co-
AResearch
e.g. Evidence on
A'mpa"t of CHI ADirectories
Surveys e.g. CHI Centres,
e.g. Provider CHI Researchers
Expenditure on CHI
A Consultations ARepositories
e . dpatient

Information Banko

24

APIiF Query
A Standards

ATaster
Sessions

AMaster
Classes

AGuides

e.g. CHI for Children

A Sounding
Board
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http://www.microsoft.com/
http://www.capita.co.uk/
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http://images.google.co.uk/imgres?imgurl=http://www.thevarguy.com/wp-content/uploads/2010/01/HP-health-information-technology.jpg&imgrefurl=http://www.thevarguy.com/2010/01/28/hp-and-mckesson-bring-ehr-to-all/&usg=__v8KhHNXe3xxAP40zTUJEfmZ2HOY=&h=316&w=319&sz=11&hl=en&start=71&um=1&itbs=1&tbnid=sUaDHMZa25MukM:&tbnh=117&tbnw=118&prev=/images%3Fq%3Dhealth%2Binformation%26start%3D63%26um%3D1%26hl%3Den%26sa%3DN%26ndsp%3D21%26tbs%3Disch:1

Consumer health information
can help people to...

A understand what is wrong

A gain a realistic idea of prognosis
A choose a provider

A make the most of consultations

A understand the processes and likely
outcomes of tests, treatments, services

A participate in self-care/self-management
/wellbeing & lifestyle decisions
A access benefits. |
@ S
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What patil edulos W
A Fast access to healt@dvice>

A Effective treatment delivered by staff you can trust

Adivol vement>in decisions &

preferences
A Clear, comprehensibl€informatio& support for self-
care

A Physical comfort and clean, safe environment

A EmotionaSuppordand alleviation of anxiety

A Involvement of family and friends and@upporDfor
carers

A Continuity of care and smooth transitions. |

DI b=
[From 1 million inpatient surveys] @
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Review Article

The state of consumer health information: an
overview

Sarah Smith* & Mark Dumant, *Operations Director, Patient Information Forum, and tPresident,
Patient Information Forum

Abstract

Background. Consumer health information is becoming increasingly important
and health policy in the UK is beginning to reflect this. This has implications
for information producers, providers and users, with the move towards a more
patient-centred health service.

Objectives: This review aims to provide a broad overview of the current state of
consumer health information in the UK. It examines the changing roles of infor-
mation producers, providers and users, exploring the impact of health literacy
and new technologies. It features some of the current library and consumer
health information projects taking place in the UK and discusses the role that



Guardian

NThe -yehlrplango put electronic information
cat the centre of heal!l
biggest strategic shifts in the NHS since it was
created in 1948.

For the first time, dispensing information will be
as Important as dispensing pills or performing
operati onso

Thursday, January 6 2005
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Cayton (oos)

NBetter |l nf or mat |

A
A
A

neal t ho
nformation Accreditation Scheme
nformation Prescriptions

Power Questions

A Community infor-mediaries

A

Patient Information Bank

on, bet |


http://www.dh.gov.uk/assetRoot/04/09/85/99/04098599.pdf

Darzi (2008)

NAN NHS that gives patients and
the public more information and
choice, works In partnership and
has quality of

High Quality Care for All

C
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Lanlsey et al (o1

nNFirst, patients wi/ll o
we do. So they will have more choice and
control, helped by easy access to the
Information they need about the best GPs and
hospitals. Patients will be in charge of making
deci si ons about their

Liberating the NHS

£
Patient Information Forum
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www.pfonline.org.uk



NHS Constitution - Rights l‘:m:

CONSTITUTION

éto be given | nformat|0|
treatment in advance, including any significant
risks and any alternative treatments which
may be available, and the risks involved Iin
doing nothing.

et o be 1 nvolved 1 n di sc
about your healthcare, and to be given
Information to enable you to do this.

£
Patient Information Forum
ﬁ communicating for better health
www.pfonline.org.uk



Information
Prescriptions Vision:

the right information at the right time

Everyone with a lodgrm
condition or social care need will
be guided to reliable sources of
information to allow them to feel
more in control, better able to
manage their condition and to stay~
independent.

We want information prescriptionsj
to become a routine part of care

. : . . o »“\\\M\
just like prescriptions for NS ST R
medicines. £33

0y
0'(’:‘0":’1


http://www.informationprescription.info/

Select the information you would like to add
General information

] overview ] Knowing the symptoms

K Avoiding bowel cancer ] Being Diagnosed

D select all

Treatment options
] whatis good bowel cancer care?
Surgery
[] surgery to prevent bowel cancer
F 3urgery for early stage cancer
] Surgery for advanced bowel cancer
Chemotherapy
F Chemotherapy
[] combination chemotherapy
[] chemotherapy for advanced bowel cancer
F Radiotherapy

D Fainin colorectal cancer

D select all

] select all

] select all

Living with bowel cancer
F Living with bowel cancer
[] Talk to others
] Emotional effects
K Coping with a colostomy
[] Diet after bowel cancer
[] sex and bowel cancer
K Dealing with dying

D Financial concerns

] select all




English

Campaign
[————|

Phone: 01663 744409
Fax: 01663 747038
E-mail: info@plainenglish.co.uk

internet
Ithcare
oalition

dealt l]|| the Net Foundation

1275 I( S5t. HW #1100 Washington D C 20005

A G =[RAC”

- . American Accreditation HealthCare Commission
;f‘ 2022169010 202.216.0006 FAX TRUSTMARK

cHi-Q | & I’ L__, I i
7N §43
GRS R 7 % KAISER PERMANENTE.
H r:.'i LF (‘_\ . Health Information Check Up
Hé'l_-?-{._- oo Your prescription for finding

healthy online information


http://www.hfht.org/chiq/index.htm

Information Standard & g

Nationally recognised way (in England) to reassure
people that the health and social care information they
access is froma reliable source

Producers are assessed against a standard for their
information production processes

Quality mark awarded to information producers

Support (e.g. training) for information producers in
raising the general standard of information

£
Patient Information Forum
ﬁ communicating for better health
www.pfonline.org.uk


http://www.theinformationstandard.org/

Questions to ask

Before your
appointment

Write down your two or three most important questions.

® List or bring all your medicines and pills - including

vitamins and supplements.

Write down details of your symptoms, including when
they started and what makes them better or worse.

Ask your hospital or surgery for an interpreter or
communication support if needed.

Ask a friend or family member to come with you,
if you like.

During your
appointment

Don’t be afraid to ask if you don't understand. For example,
‘Can you say that again? | still don’t understand.’

If you don’t understand any words, ask for them to be
written down and explained.

Write things down, or ask a family member or friend to
take notes.

Before you
leave your
appointment

Check that:

- you've covered everything on your list

— you understand, for example "Can | just check
| understood what you said?’

— you know what should happen next — and when.
Write it down.

Ask:

— who to contact if you have any more problems or questions

— about support groups and where to go for reliable
information, and

— for copies of letters written about you — you are
entitled to see these.


http://tinyurl.com/2msj82

About Partners Accessibilty Contact

m
m Ch@lces ¢ ' \ : i Need medical help now?
Your health, your choices Neco medical Nolnnow

) Site search O GPs : - .
() Hospitals () Dentists  more options [Enter a search term EED SRS
Home Live Well Health A-Z Find services Mews Tools Yideo Links Mobile
rPathways

Coronary heart disease
Understanding heart disease, whatever your experience
Explore the pathway below

X ) Living with heart disease

Do | need to change my When should | see my What tests could | have? Medical or surgical Can | lead a normal life?
lifestyle? doctor? treatment?

NHS Choices ( ) Is the NHS' primary public
Information service. As an integral part of the health and

social care system, it will drive improvements in

healthcare and utilise technologies to re - shape the way
people engage with their own health, each other

a.n d th e N H S . @ Patient Inft;ormatlon IForum
communicating for bett th
www.ponline.ong.uk


http://www.nhs.uk/

For patients and carers, NHS
NHS Choices will be:

A Online navigator

A Decision support on treatment & care
options

A Personal health manager

A Social network for health

V[; / i ) Patient Informat ion Foru m



(Pro)Social networking

YAHOO! 2 ANSWERS

Ceco  yuilMh

facebook

aSmallWorld 6
WIKIDIA

The Free Encyclopedia

/
: Patient Information Forum
9 communicating for better health
www.pfonline.org.uk
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this is our NHS...
lets make it better

Patient “

Help make health care better

Share your story here

Share your experience of your local
hospital with other people

@ share your story

Whatis this for?

What about my privacy?

. \,_)
Search and Compare Services

What are other people saying?

Enter your postcode to see what people are saying about
hospitals in your area

Your postcode What service 7 {optional)

Flease enter a service

Flease enter your postc

Channe text size E| @

Language Suppor

What are others saying?

Latest f Thanks%j Moans -\,@

[ ——

66 Itwould be better if |
wias not being ripped off by
private companies with ... 99

xevbO57

66 The medical and
nUrsing care was excellent.

The day sUrgery unit itself
is ... b 3

OTFPOOZ

66 | wasinWard M4 |
found the long journey on
the trolley to the theatre 2 99




Patient ” this is our NHS...
lets make it better

Home Opinions About Help Search

Royal Manchester Children's Hospital

How other people rated this Hospital

Key to ratings What are others saying?

& % & ¢ ¢ (from 1 rating)

Standard of medical care COOOC
Standard of nursing care SLOLOTOLY
Cleanliness oo
Parking QOO0
Treated with respect and dignity SLGLE LI
Information and decision making shared appropriately SIS ISIHTS
Service punctualitytimeliness SOOCC

View opinions of : Hoval Manchester
Children's Hospital
Eeturn to previous page ==

Patient Advice and Liaison Services (PALS)

tel: 0161 220 5555/0161 727 2903

email: Berenice Postlewaite@@cmme.nhs. uk

L ogin to rate this Hospital ==

You can talk to PALS whio
provide confidential adwvice and
support to patients, families
and their carers, and can
provide information on the

Loqi
Change text size E @

Languade Suppor

Latest 2% Thanks '-%,,. Moans -}

66 Itwould be better if |
was not being ripped off by
private companies with .. 99

xevb057

&6 The medical and
nursing care was excellent.

The day surgery unit itselr
is 9

OTFPOO2

66 |was invard 4. |
found the long journey on
the trolley to the theatre 2 99

Pauld49

More opinions==




Patient ” this is our NHS...
lets make it better
Home Opinions About Help Search

Impressive GP

06 September 2005, 08:22 AM

I'd heen not forgetful, but simply guite unable to recall fairly recent events.
Warred, | went to the GF who suggested checking, among other things, my
E12 level and another element which allows the body to use the E12. The
result was my B12 was around 20% of normal and | had a course of 12
injections of B12 over the next & weeks. | now feel so much maore myself, not
worried that | am unable to carry out my work, and be the subject of
colleagues thinking | am past it. Highly impressed with my GF.

Cantributed by fanonsmous)

Fevwords :B12 | B12 injection | memaory

Wiew ratings for

HBack ==

: Patient Information Forum
, communicating for better health
www.ponline.ong.uk



The power of narrative...

healthtalkonline.org s conditions

forums
news
about us

login/register Jon Snow

>

Search...
News

[ Search | FT Healthblog

Healthtalkonline — Telegraph
Leukaemia launch - 15th

See all conditions
Cancer

Nerves & brain
Philip Pullman

People's stories: see, hear and

Intensive care read their experiences...

Heart disease Healthtalkonline is the award-winning

website of the DIPEx charity and
replaces the website formerly at
dipex.org. Healthtalkonline lets you
share in other people's experiences of
health and illness. You can watch or
listen to videos of the interviews, read
about people’s experiences and find
reliable information about conditions
treatment choices and support

The
O Information
¥ Y standard

Bones & joints

Pregnancy & children

suppori

our
work I_
Il =

youthhealthtalk.org

Carers
Living with disability

Medical research

The information on Healthtalkonline is



PAERS i Record access

iPatient can be used to make appointments The medical record summary shows
and order repeat prescriptions with your allergies, medication, active and significant
surgery. health issues, family health history, most

recent record entry as well as the most recent
results entries.

Consultations list a time ordered list of Fatients can view letters from consultants
consultations with the GP and links this to sent to the practice and letters sent from the
context specific health information and practice. Certain restrictions exist on the

resources such as information leaflets and download size of attachments.

support groups



Health Trusts

L |f Quick Links

NHS Sefton | Quick Links Birmingham Children's Hospita

Main Menu Have Your Say

1 Your Local Health Services 1 PALS
2 All About Us Sefton 2 Acute Wards Patient Survey

Primary Care Trust =
3 Your Health 0 Main menu

NHS Sefton is your local primary

care trust. We arrange all the NHS

5 Swine Flu Advice care for everyone in Sefton. We
also aim to help improve local

6 Better Health, Better Life people’s health and to directly

7 Contact Us provide world class community
based NHS services such as district

0 Main menu nursing.

4 Book a GP Appointment

Help

NHS Sefton [T Birmingham Children’s Hospital | Quick Links

Health Information and Advice Ear, Nose & Throat

1 NHS Choices - Live Well 1 Ear Problems & Grommets
2 Health Conditions A-Z ‘ 2 Ear Problems & Adenoids
3 NHS Direct ( : 3 Removal of Tonsils

4 Healthy Sefton Phone Line i A 0 Main menu

0 Main menu




Nintendo Wi

My Memories

What's On

Please select one of the following options.
Arts and Crafts

Elaine and

Steve's Wedding Christmas 2007

4

> Green Fingers

> Mobile Hairdresser
p
p

Pottery Claccec

Green Fingers
As spring will be arriving shortly the
communal garden will start to take shape and
the flowers will begin to bloom. With that in
mind, now would be a good time to start
thinking about getting the garden ready.

Fishing boat : Mike's 40th
launch : : Birthday

Mick's Wedding - S Caravan Holiday
Tonia's Speech i - : : in France

t = On the February 10th 2010 we shall be

.\i - grea oA.. gre( encouraging residents to come along to our

a“JF I ) | aces “J) [ ) | a( Green Fingers event where everyone will be
HOUSING GROUP HOUSING required to get involved planting new flowers,

trees, herbs and ferns.

«- 8reat @

Y places

IOUSING GROUP

6 Kirklees

COUMNCIL




