Citizen Informatics
and its impact on
Commissioning
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Patient Opinion






£10 billion on Iinformatics over 10 years



What did citizens spend over the same period?

25 million households in UK

£300 per year on
phones, PCs and broadband
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Log In to Choose and Book

Book, change or cancel your appointment online by entering your details below, then click 'Log In'. For security reasons, you have three
practice.

You will need your reference number (shown at the top of your appointment letter) and your passwolid (which your GP practice gave you)

Reference number: | | I |

Year of birth: |:|

Password: | | | Logln |

If you need assistance in choosing your clinic, booking, changing or cancelling your appointment call the Choose and Book Appointmen
‘® Phone: 03456088888
%2 Textphone: 03458502250

Appointments Line opening hours are: weekdays 8am to 8pm; weekends and bank holidays 8am to 4pm (closed on Christmas Day).













Courtesy of PatientsLikeMe

What do patients take to treat MS?



STORY HEARD

Q " Feeling that | don't matter " D

This story has been heard by a subscriber

About: Berkshire Healthcare NHS Foundation Trust / Adult mental health Berkshire
Healthcare NHS Foundation Trust / Inpatient mental health care o Published by Patient Opinion on
29/06/2011

This story has been viewed by public users

P FPosted by Sussnl (as the patient ), 14 months ago o )
on this site 448 times

Today | was discharged from an acute ward. | had been there 2 and a bit weeks Moderate this story
and during that time | only once saw my key nurse for a one to one talk and that
was only because | complained.

Story summary

Following my first trauma treatment therapy session | became exceedingly
distressed and was promised | would get one to one chats from each shift. |

What' o2 What Id be i d?
expected nothing and got nothing. at=gee at cov € improve

® assessment

Maybe if one to one's were written down like medication it might happen. In a ® busy
group today a new patient sobbed while she told us that she had arrived on friday @ cpn
and no staff had spoken to her or explained how things worked. She was so ® discharged

scared that she had locked herself in her room.
Initial Feelings: let down

The staff are so bogged down with paperwork that they have little time for

patients and you begin to wonder why acute wards exist - it doesn't seem like

they help the patients. | have come out of hospital feeling even more suicidal than Activit
before. The crisis helplines if | needed them are usually engaged or too busy if et

they do answer so | don't ring. It only makes me feel more worthless than ever.

1 other person has had a similar
I have been sectioned 6 times so | have spent many, many months on that ward experience
over the last 6 years. Things have gone downhill and seem worse each time 1 get 1 staff member has read this story

admitted.



Patient Organisations

CQC and Monitor

GP Consortia

Automatic notification
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National government, and MPs
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my journey it has been first class all the way

Posted by Owl548 as the patient 2 weeks ago

Right from the beginning of my journey it has been first class all the way.

Firstly at Rotherham Hospital for diagnosis. The Northern General for checks and preparations. Everybody doing their jobs in
a very professional way.

On to the operation and after care — absolutely marvellous. My fitness was always good so that helped a lot. I am now back
to walking 12 miles at least 3 times a week. Plenty of gardening. Driving away to short breaks....

A better & hopefully longer life
Posted by KeyedB7 as the patient 2 weeks ago

T would like to thank all the staff @ both hospitals for their kind care an attention in improving my medical situation.
I owe a great debit to you all for giving me a better and hopefully longer life.

Thanks to Sheffield Royal Hallamshire Theater Admissions Unit (TAU)

DAactad by Fhuornhil ac the rnaticnt A Aave a6




So how does the £75 billion help commissioning?
sPatients are already talking and engaging.
95% of this activity has no connection with NHS
oIt Is the NHS that is ‘hard to reach’
*This Is about conversation as much as data

*Finding ‘people like me’ and getting organised is easy

*Unlocking the potential — and avoiding the risks — Is
the key to 21st century health care






STORY HAS A RESPONSE

M "Disappointing treatment at
QMC following my wife's -
miscarriage”

About: Queen's Medical Centre [ Gynaecology
Story summary

P Fosted by leaf965 (35 a relative), 3 months ago

This story has had a response

What's good? What could be improved?
Recently attended gynae with my wife to have the devastating news that she had ® empathy
miscarried again. Even though this was early stages and common, we were made to ® follow-up

feelit's just nature. My nursing background and experience accepts this. However
not so for my wife. The news was devastating as her hopes had been shattered again

In the consultation follow up by the nurse | felt she was just ticking the boxes. There ACtIUIty

was some empathy "l think” but it felt it was all a matter of course. The experience left
us both numb with a bitter taste. | feel this outcome will make the next experience 1  other person has had a similar
even more stressful if bad news is received again. experience

1 staff member has read this story

P 1 at Nottingham University Hospitals
More about miscarriage, miscarried and nursing care NHS Trust







ook at the wave, not the boat



Thank You

Paul Hodgkin

paul.hodgkin@ patientopinion.org.uk



mailto:paul.hodgkin@patientopinion.org.uk

Using transparency to drive cultural change

CHANGE MADE

=T

® " |find
criminalising and outdated *

his practice degrading,

This story led 1o a change

About: Coventry And Warwickshire Partnership NHS Trust
Story summary

' Posted by rightsawareness (as  the patient ). 17 months ago 3
What's good? What couvld be improved?

In September 2010 | was detained by Coventry police under section 136 of MHA 1983 |

iEi ings: humiliated
was handcuffed by police officer then taken to and detained in police custodial unit for Initial feelings: TUMEate

over 7 hours pending mental health assessment by local mental health team.

Post mental health assessment | returned to my residential address exhausted feeling o Published (no date availabl
humiliated degraded and criminalised and significantly more traumatised and mentally ill This story has been v y public users on
then prior to section 136 detention process. this site 891 times

I am a fermale mental health service user, since 2006 | have been detained ( under the

Organisations
displayed here

act ) several times, for reasons of mental illness not crime. | find the practice of being
locked in a police cell while awaiting mental health assessment by local mental health

Activit

team degrading. criminalising and outdated. can include trusts
1

Coventry mental health commissioning services urgently need to fund establishment of 1 staff member has read this story. CCG31 HW and

a "safe place” (clinically staffed assessment unit) within hospital environment for use of P 1 at Coventry and Warwickshire CQC

individuals subject to section 136 of mental health act 1983. Partnership NHS Trust

National guidelines published in 2008 list a code of practice for police officers / NHS
trusts to adhere to whilst detaining individuals under section 136 of mental health act
1983.

Show your support

Standards on the use of section 136 of the Mental Health Act 1983 were published 29

September 2008. This report clarified police should only use police custodial unit as Have you experienced something like

"safe place" to hold people detained under section 136 of MHA 1983 "in exceptional rightsawareness did, here or elsewhere?

circumstances” pending mental health assessment.
If s0, show your support below.



The ‘thoughtfully passionate’® are key to improving services but until now
have been hard to identify. These patients and carers want to help improve
Services. Platforms like Patient Opinion dramatically reduce the cost of finding them

Number

of people Thoughtfully passionate people
using a (who it now costs little to identify)
service

Known/Complaints
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Indifferent Concerned Passionate
low __ , strength of feeling High |
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