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The Patient Information Portal

A way for patients and their nominated
others to access the information held
about them by the National Brain Tumour
Registry



Key points

Being developed in consultation with patients,
neuro-oncology specialists, clinical nurse
specialists and GPs

First-time access alongside a health
professional, within N3 network

Full technical and patient / carer support
available and clearly signposted

Patient partnership and empowerment: get
involved for the best possible outcome






Why?

e Because this information belongs to the
patient

— HMG commitment to online access to GP records
by 2015

— DH Information Strategy
* Because it can help

* Because patients want it
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I National Institute for

Clinical Excellence

Guidance on Cancer Services

Improving Supportive and
Palliative Care for Adults

with Cancer

The Manual

“I[There is] ... strong
evidence that
patients and carers
value — and benefit
from — receiving
accurate and
relevant
information.”

p70

National Institute for Clinical Excellence (2004). Improving supportive and palliative care for
adults with cancer: the manual. Available from: http://www.nice.org.uk/csgsp



Outcomes from receiving full and clear
information

* improvement in knowledge and understanding,
* reduction in anxiety,

* increased preparedness for events,
 enhanced sense of control,

 enhanced compliance and

* increased satisfaction with treatment

National Institute for Clinical Excellence (2004). Improving supportive and palliative care for
adults with cancer: the manual. Available from: http://www.nice.org.uk/csgsp



“Patients... prefer information based on their
own medical records, rather than general
information.”

National Institute for Clinical Excellence (2004). Improving supportive and palliative care
for adults with cancer: the manual. Available from: http://www.nice.org.uk/csgsp



But mainly because It Is what patients want
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« 57 brain tumour patients and carers

» Geographically diverse (Sheffield and
Winchester)

 Demographically diverse
 Different stages, conditions and situations
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What are the benefits of having access to
your data?

* Closure

« Understanding

« Knowledge

 Reassurance

* Answers

 Empowerment

 Ability to ask, research any remaining questions
* Fill the gaps

« Access to 3" parties for research
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As a patient/carer, what are the challenges
of having a patient information portal?

« Confidentiality

* Accuracy

» Clarity

« Security

o Stress, If it IS bad news

* Who else sees this data?
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What data would you want?

o All of it

* No jargon — layman’s terms
* Prognosis

« Study data

e Scans

* Histology

* Links to research results
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Where would you like to access this
iInformation?

* Via an app
* On the Internet

* As a presentation (meeting or as a
webcast)

« At home
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Who would you like to discuss this
iInformation with?

Family

Doctor

Neurosurgeon
Advocates

Anyone who will listen
Relevant specialists
Google/forums
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What would you do if you didn’t understand
the information?

Look it up on the internet
Ask brainstrust

Ask my GP

Keep asking

Feel uncertain

Print it off and take it to the relevant specialist
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There is a great thirst for information about diseases and
treatments and most patients want more health information than
they are usually given.

This includes honest assessments of treatment benefits, risks
and side-effects. Many people express disappointment about the
lack of opportunities to participate in decisions about their care.

While not everyone wants an active role, most surveys suggest
that a majority do.

Flynn et al (2006). ‘A typology of preferences for participation in health care decision-making’.
Social Science and Medicine, vol 63, no 5, pp 1158-69.
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The patient information portal will...

Give me greater involvement in my care

Help me ask the right questions

Prepare me for what lies ahead
Level the playing field

He
He
He
He
He
He

p me talk with my carers

p my carers talk to me

p avoid surprises

p others help me

p me explore all my options

p me ask the right questions, and get the answers
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“Get Iinvolved for the best possible outcome”

br(instrus

- the Meg Jones brain cancer charity



Providing up-to-date medical information for

patients and healthcare professionals Renal PatientView m

ﬁ_---------

8 May 2012

Welcome to Renal PatientView

Renal PatientView is a project of RIXG a UK group representing renal patients and the renal team. It aims to
provide online information about renal patients’ disgnosis, treatment, and their latest test results. Patients
can share this information with anyone they want, and view it from anywhere in the world.

PatientView is only available from some UK renal units, and for patients who have chosen to paricipate.
Here is a list of units involved so far. The information comes directly from existing databases within units, so
if vou suspect a mistake, you should check with your own unit. Links are provided after vou log in.

You can view our Information links without ksgging in.
You can view a 0emo as if yvou ware & patient.
RPV is funded by contributions from renal units in England and Wales and by the Scottish Govemmant in

Scotland. Development funding has come from the Department of Health in England, Scotland and Wales,
and from MHS Kidney Care.

Patient Transport
Survey: Invitation 11
May 2012. More here

Aged between 15 and
257 Tell NHS Kidney
care what it is like.

Participate in Ipsos
MORI research ...

RPY news update

Cisclaimer Site Powered By Worth Sohrdions



Figure 1: Value of RPV to users

Accessing info from health records

Results
Medicines

Letters

Enter My

Patient Information

Contacts

About Me
Help

Forum

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

MW Very valuable M Quite valuable  m Of little value B Of no value

Mukoro F (2012) Renal Patient View — A system which provides patients online access to their test results: Final Evaluation Report. NHS
Kidney Care. Available from http://www.kidneycare.nhs.uk/Library/RPV_Final_Evaluation_Report.pdf



“Patients and professionals were very
enthusiastic about the empowering benefits of
using RPV, and reported outcomes which
included improved patient involvement, ...,
improved patient-professional communication,
and improved patients’ sense of reassurance.”

Mukoro F (2012) Renal Patient View — A system which provides patients online access to their test results: Final Evaluation Report. NHS
Kidney Care. Available from http://www.kidneycare.nhs.uk/Library/RPV_Final_Evaluation_Report.pdf
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Welcome to the brainsirust brain tumour hub.

Created for begin Jumour patents and carers, the bran umour hub is an authoriative, easy to navigate
database of he brain lumaur support resources and UK based brain Sumour cinical trials

We've daveloped this site for you with the support of brain tlumour patients, carers, and leading neuro
healthcare professionals. Our aim is % healp you turn every stone in your batle against a brain tlumour.

Brain Termow Brain Tomout Pationt information
Suppon Chaical Trials Portal

Enter your posicode to find your nearest brain tumour resource:

postcode Search
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www.brainstrust.org.uk / About us Registered Charity No 1114634

® Need help now?
r¢ Jinstrus
hello@brainstrust.org.uk
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Give today

Help us support brain
tumour patients and their
families in the UK
Donate online
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How you can help

News " AN
Our campaigns ; f
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Talk to us
Online sho
P Find us on
Contact us Facebook
‘ Share photos and
\/ y message other brainstrust
Search the site . ~ fans on facebook
Forum Email support Telephone support Meet ups Follow us on Twitter
Click here to go to the Click here to email Wantto talk to Taking the community
brainstrust forum - Lets  brainstrust support someone? We've a into the real world. Stay in touch
grow something specialists for dedicated team on Click here to get
special, relevant and confidential 24/7 brain hand to listen and help.  involved in this popular Sign up for the DeckLog,
useful to people tumour support. Open 24/7, you can and exciting project. our entertaining
battling a brain tumour. call us on 01983 newsletter.
292405
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Brain Tumour Hub Facebook Twitter

Click here fora Click here to join over Join our community on
comprehensive list of 1000 members of the twitter for a chat and for
UK brain tumour brain tumour up to date brain tumour
support services and community. info.

brain tumour clinical
trials.



All these people have built their own communities, on and offline with different
‘levels’ of discourse and engagement. Proof if ever there was that the existing
support channels we have are suitable, nothing new is needed. But also
demonstrative of the fact that we have a responsibility to promote and gently guide
consumers towards the more educated and informed end of the spectrum. An
opportunity!



Challenges

e Clinical time and workload

e Others



Benefits

e ..for patients
— Empowered partners in their care
— Useful for helping with difficult situations

e ..forclinicians

— Work with informed patients to make the best
decisions

e .forthe NHS

— The information revolution

— Shared decision making: “No decision about me,
without me”
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Please tell us what you think!

anne.swift2@nhs.net

will@brainstrust.org.uk

Thanks to Jem Rashbass, Sarah Stevens, Helen Bulbeck, Meg Hill and the brainstrust



