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i Let’s go on a journey...

We are going on a long journey. Not sure where it is heading at the moment...



i October 1st 2000

=« Day 1 Market st surgery
No computer system

= Health care did not stop
Remained safe and secure

| started as a GP on October 15t 2000 at Market St surgery where Dr Harold
Shipman used to work. His wife the night before had come in and took her
property away (inclduing the computer system). The hard-drive with patient
data on had been removed and was with the Heath Authority. So | started with
no computer system. But that did not stop delivery of health-care



i My priorities

1. Build trust amongst my patients and staff that I was
“safe”

2. Put the PATIENT at the centre of what I do and not do
3. Identify who / what could help me
4, Health authority, Partners, Staff, PATIENTS

Here were the priorities | had set myself with . In many ways these are the
founding principles upon which | still work from, although their nature has
changed. The last one is in order of importance with lowest first!



* “Doctor-Patient relationship”

= Not about information, gizmos, the latest treatments
or protocols, guidelines etc per se

= About the doctor, the patient and the notes

= Mystique surrounding notes started to break down as

people became interested in knowing what had been
recorded about them

What | realised very quickly and then started to work through. This will b very
important today because people sometimes get confused about technology
and its place and some of these more basic issues. Many others know much
more about this than I do but this is what | came to realise



+

= Initially to see if any crime had been committed....

= Then I realised notes could be a way of bringing trust
back to the patient whilst ensuring I have a healthy
relationship with my patients

« "My management is so and so and I am happy for
you to see anybody in the world to see whether you
are being managed well or not based on the
constraints I am working within”

Why did people want to see their records and get copies of them?

| had no problem with patients wanting records and reasons behind it because
of the basic principle for working



s 'People in Hyde are good people and yet all the rest
of the world hears is about Shipman and Myra
Hindley. A terrible calamity came to Hyde but from
here I am determined for something positive to come
out which could one day show the rest of the world
how to move forwards and progress”

« Raising trust by showing I had nothing to hide

= Hence met Dr Richard Fitton and embarked on a
process of identifying a process of enabling patients
to have copies of their records

Why did | stay in Hyde despite the fantastic pressure from the media, the
patients and the “high risk” environment | was working in. One patient
complained to the GMC because | would not prescribe valsartan for them.
Fortunately that was passed back to the PCT who in turn passed it back to the
practice! But it indicated to me that my patients had a direct link to the GMC!
And the GMC were under pressure and hence would have to act on anything
suspicious. Nothing like focusing your mind on the job at hand! But of course
we all operate under the same pressures — | was simply more aware of it!
Being more sensitive to this meant | was more sensitive to any solutions
around!



i Started Research

= To get through ethics committee approval, 3 main
exclusions were applied
= Nno children,
= Nno patients with mental health problems
« No patients who did not speak English

We started the research with Claire Harris from the University of Manchester
Institute of Science and Technology (UMIST). 50 patients were identified in the
practice and given copies of their electronic records. But there were 3
significant exclusion criteria



Research experience

Some patients are very positive

“Yes please! I think it's great that I can have a copy of my
own record”

Others — no way — I would not know what to do with the
disk even if you gave it to me

Staff felt it was some superfluous thing that I was doing

Partners happy with what I was doing but not necessarily
wanting to get involved

Very challenging time — 2 doctors down, 2 surgeries needing
to be brought together, Shipman Enquiry in full swing and
staff under fantastic pressure

Under pressure, pushed forwards to identify 50 patients for
the study




i Change from Research

=« 2 years went by and a lot of interest generated
locally, nationally and internationally

« Tameside & Glossop PCT decided to make it a policy
that all patients should be enabled to have their own
Electronic Health Records

= We talked about a Patient-Led NHS at PEC and Board

= My answer was that patients needed to have
knowledge of their own health condition to
understand it better and to help develop better
services locally responding to their needs

After the research lots of interest in what we had achieved to date. It also
linked more closely with national policy suggesting that we were heading in the
right direction in our thinking. This was confirmed independently at PEC, Board
(and LMCI)



Electronic Health Records

* for All!

= Following much discussion including a workshop
hosted by Tameside & Glossop PCT on behalf of NHS
Connecting for Health, we decided to have an open
policy for anyone to be able to get copies of their
records

= Patients are often surprised...

« ...expecting this to be standard practice

» "Our Health, Our Care, Our Say”talks about “a new
era where the service is designed around the patient”

The workshop (which was a Joint venture between T & G PCT and NHS CfH),
we had the confidence to produce a policy that said all residents of T& G were
entitled to have copies of their electronic records. This was a small symbolic
gesture but has very significant implications for the direction that we were
taking and what we stood for. It seemed very natural but yet patients started to
realise when they went away from the area that this was not standard across
the NHS
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What problems have
i I NOT had!

= Litigation

« Large number of patients coming back to ask about
the record

« Sexually transmitted diseases

= 3™ party information

= Foreign speaking patients asking for records
« Children / Guardians requesting records

Everyone | speak to worries about these aspects — the world we live in today.
It suggests that these are not the “real” issues that matter and possibly
distractions although there is not enough experience for me to say this with
any certainty. We all must be careful of anecdotal, personal experience and so
| must not get complacent. | have personally not been sued but that does not
mean it does not happen!



What problems Aavel had

=« Mental health problems
Termination of pregnancy
Patient who has died following request for notes

Numbers of patients signing up for their Electronic
Health Records

A perception by staff that this will create more work
for them and that they are ill-prepared for it

These are common problems | have had over the last 2 years. Dealing with “termination of
pregnancy” has come up time and time again. Patients have often forgotten about this because
it happened 30-40 years ago in a “previous life”. Now they are perhaps happily married with
grand-children. Suddenly they are confronted with a distant truth that maybe nobody knows
about. This reignites very powerful emotions and worries that need to be worked through and a
sympathetic doctor! Similarly mental health problems — more for me than the patient. What will
happen if a patient finds out the circumstances around a time when a patient was psychotic or
perhaps had a diagnosis of “pathological liar” — a term | am not familiar with. Is that the same
as Munchausen’s syndrome? What if the patient thought this was wrong and yet it had been in
their notes for 40 years without them realising it. Again very powerful emotions start to filter
through and perhaps a “bereavement process” of sorts that again needs careful management.

| had an interesting problem with the patient who died after requesting his records. He had paid
the money but had not received his records yet. His spouse then came to the requesting a
copy of her husband'’s records which she felt she had a right to have!

We have charged £10 for a copy of the records on disk. This seems reasonable considering it
can take 3-4 hours to summarise and enter the information on to the computer per patient.
(Most requests came from people with long histories!) Despite this the number of patients
taking up the offer were small — in the 10s rather than 100s or 1000s. We have a practice of
12,000 patients and have plasma screens in the waiting room telling patients that they can
have access to their records.

The staff were relatively resistant to the idea of patients having records (though not the
partners who were more neutral as long as they had not much to do with it!). The staff did not
feel this was a core part of the NHS business or their job. Keeping them on side and winning
hearts and minds amongst staff has been difficult
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i www. patient.co.uk/surgery.asp

On 16t March 2006, internet access real-time of
patient’s GP-held electronic health record
demonstrated for the first time to a live audience

eLatest consultations

*Results

eMedication

el etters / Pictures / Other scanned documents

all became available for patients to see and share
with whom they please

We launched internet access to medical records
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Address () titps: i acorss. s-mes co. Uk PAERS summary_ec asp

PAERS Ltd

Patient

emisaccess

Online Electronic Health Record Access

Summary Record
Consultations
Results

Letters
Medication

1410172006 i -
Record by Date ONE TO BE TAKEN DALY

01200 Ghycenyl Trinitrate Cfc-Frae Pump Spray 400 micrograms/doce
Record by System 200012005 g

Links DAE2005 Eyace[aﬁm-;-l Tablets '3\]9 ma o
Sign Out ONE TO BE TAKEN THREE TIMES A DAY
Tratingin Cream 0.025 %

S2005

005
180732005 oNETOBET
Tramadal Hy
TWO THREE TIMES A DAY

Fentany Transdermal Patches 25 microgramsour

12122005

1300

12006

2400412006

Agpirin Digper: Tablets 75 mg
OMNE TO BE TAKEN DAILY
coralan Ta 5mg
ONE TO BE TAKEN TWICE A DAY
Sugar-Free S

01052006

01052006

0205/2008

Epaderm Ointment

APPLY THREE TIMES DALY
Maorphine Sulphate MR Tablet
ONE TO BE TAKEN DALY

Bloo gbnormal

Screen shot of what patients can see from our test patient
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| ks [ Petps:fjaconss ames oo UPAER S jcormtatons wsp

PAERS Ltd

to Electronic Record

emisaccess

Online Electronic Health Record Access (ER)[AAAAA
27 May 2006

Summary Record

2
]
o
4
@
3
£
8
o

Consuitations :
Additional Ambulance raque 05 08 for eye department at blus suits tgh, fax sent

Results ek confihid

i 190472006 MSJANECARROLL |

Medication Comment  dhfdjihakhd

Record by Date
Record by System

Additional 10%

S Tempiate  gp 120 mm Hg
Sign Out '-‘T’“"\‘ o
ampiate .
ety Cholesterol 5 mmoWl
Template
Pk Hdl Cholesteral 2 mmol
Tempiate - .
T 2
antry CHDL 250
Template -
antry Nevar smaoked lobacco

Additional Telephone encounter - have rang patent as instructed by Dr Jha and have made appt for pt il for review

Additional Telephone encounter: query from front desk Last sin runs out today needs another one for 2 waeks

Telephone encounter . last sick note was issued by Dr Jha and pt requasts for another one for two weeks

Addtional please

Additional Ambulance request for patiant booked for Bi4/06 at 11am blue suit al TGH Info faved

Additional  Ambulance request for patient | ambulance booked for 6/4 at 11am, blus suite at 1gh - have fawed

Additional Telephone encounter Have rung p as instructed by Dr J and made appt

Additional Telephone encounter - sick note requested for another two weeks please

AN example consultation screen
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| Address [] hetos: factsss. e co. b/ PAERSArents aip
: PAERS Ltd
emisaccess S S
*atient to Electronic Recon
Online Electronic Health Record Access
Summary Record
Consultations
Results
Letters DA0S/2006 0-250
AfchCatan A0 5Par Diay 1.200
Record by Date
Record by System 0305, B0Kg 0400
S 320 2250
Sign Out Nomal
o3 06 Ideal Weight S6Kg 0.0
MNommal
Q3MS2006 Al Intake 25unitshweek 0-20
Abnormal
(3052006 Waist Measurement a2em 0-100
OA/0S/ HD risk (Framingham) 16% 0-100
Q2052006 m potassium 3 Bmmold 3555
MNormal
Q20572006 Serum sodium 132mmoi] 132144
MNormal
Q2052006 Serum creatinine Edumoll 44-80
srmal
0205 m W ea level 56 35.74
Mormal
006 Blood glucose rasull B dmmoll 38
Abnormal
01/05/2006 Case management risk assessment scors
Normal
01/0572006 OF - pulse rate T2iminute 080
Mol

Results view. Note how abnormal results are flagged for the patient to see eg
abnormal glucose or abnormal alcohol. Positive feedback for the patient or
someone else who the patient let’s the person see



Ackdress () hetos:[facress. oo, oo ohPAERSfsttich, a5

PAERS Ltd

Patiant to Electronic Record Systams

emisaccess

Online Electronic Health Record Access [Am][~aAAA]

72 May 2005

Summary Record
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
View
SOSO(lski View
i by Allick Mcha byAlckiichaught of) of View
Rubbish{EvenmoreRubb )aif View
Rubbish{Rubbish 1f) uf View

Consultations
Results

Letters

Medication
Record by Date
Record by System
Links

Sign Out

All letters and other paper documentation are scanned in to the computer
record as soon as they arrive in the practice. The patient can now see all these
documents too. This would include CT scans, ultrasound scans, Xrays, letters
from the hospital and also our referral letters etc too so they know we have
done what we said we would do!



| Address [] netes: faccess.e-m.co. o v i A FCBI 496259808194 79086657_36070380. PG

PAERS Lt

emisaccess —
Online Electronic Health Record Access (mm][sanAA]

Electr

Summary Record
Consultations
Results

Letters
Medication
Record by Date
Record by System
Links

Sign Out

| often take pictures of lesions and attach them to the medical record. Now the
patient can see the picture too whereever they are! The only “catch” is that
documents can only be viewed that are less than 100KB long. Most pictures |
take are about 1MB long. This is one | highly compressed to make it fit under
100KB showing the technology works (sort of!)



Adress [g] herps flacress.o-e.co.ub P

T200C DOAD-AAAT-S680-827 | METS005_EMISS0Re 3188211

Summary Record

emisaccess

Online Electronic Health Record Access

PAERS Ltd

Patient to Electronic Record Systems

(mml[annAA]

10 May 7006

Cor 18
Results

Letters
Medication
Record by Date
Record by System

Links
Sign Out

Haughton Thornley
Medical Centres

Tatton Road, Haughlon Green
Denton, Manchester M34 7PL
Tel 0161 336 3005 Fax 0161 320 3884

Thomley Street, Hyde
Cheshire SK14 1]Y
Tel 0161 367 7910 Fax 0161 367 1799

Date seen in surgery

11.11.2005
FOR THE ATTENTION OF
Surname: Testtransfer

 I— 1

Here is a letter we sent out...
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Address [ ] i #-4185,.0, b

- CZAFBO-B01 | -4246-8094-BES0EATSAL 20_EMISS096_J9662 .1t

Summary Record
Consultations
Results

Letters
Medication
Record by Date
Record by System
Links

Sign Out

emisaccess

PAERS Ltd

Patient to Electronic Record Systems

Online Electronic Health Record Access [ER][2rAAA]

72 May 2006

Your name has been passed to me by your doctor regarding your alcohol use
1 should ke to mwite you to come in to see me for an mformal chat on

IFthes 5 meonvenent please contact me as soon as posmible on the above number and we wall
fry to arange an alternative appontment

Tlook forward to seemg you
Kmd regards

Yours sncerely.

Naseer Hussam
Aleohol Counsellor

Ll

Cappnghl SI000 PARHS Lis

... to the alcohol counsellor as our patient has an alcohol problem! Again
further positive feedback for the patient to see
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| Addrmss | ] hirps:ifacoess. e-m.co. b PAERS meds.aep

emisaccess PAERS Lt..‘,’. _

Patient to Electronic Record Systems

Online Electronic Health Record Access [Em][~naAA]

72 May 7006/
Summary Record
Consultations
Results

Letters
1 100 mgS mi
HREE TMES A DAY

Medication
Record by Date
Record by System
Links

Sign Out

The medication screen. Do you remember going to the out of hours doctor and
saying my doctor gave me an antibiotic last week and | feel no better. Well
now you can show the doctor what antibiotic it was that | gave last week! Past
medication would be so useful and an instant benefit in so many consultations
that take place away from the surgery setting.



Local Care Record
i Development Board

Objectives — Chaired by Vice Chair of Board — Lay member

= Identify and promote the values and principles which should govern the development
and implementation of the NHS Care Record

» Advise (Tameside & Glossop) PCT Board and PEC on the development of the NHS
Care Record

s Ensure that ethical and policy issues including those concerning security and
confidentiality are adequately addressed

= Represent users of the NHS Care Record including patients, the public and staff in
health and social care and reflect their views and interests

= Enable users of the NHS Care Record to be included and engaged in its development
and implementation

= Support an inclusive communications strategy that keeps all stakeholder groups
engaged in the development of the NHS Care Record

= Identify the risks and issues arising from the development and implementation of the
NHS Care Record and to propose solutions to those risks and issues

What else have we done to support the venture. Clearly there are significant
implications for a large number of stakeholders locally. What happens if a
patient wants to know from someone independently what the risks and
benefits of sharing information are? What if a local GP is being “difficult” and
does not allow their patients to have this access, who can the patients turn to.
What about a consultant at the local hospital who has problems and wants to
know what his “rights” are and wishes to share his views with the wider local
health community. What about social services or the local mental health trust?
What if a fundamental problem is uncovered and the project needs to be
“stopped”. Here is the expert local group who oversee the implementation,
trying to ensure there are local benefits for the local health eco-system but
which can have a direct link with the national Care Record Devlopment Board
when there are issues that are proving difficult to resolve locally. My
experience over the last 2 years is that there will be many ethical dillemnas
that will need to be resolved. For example 14 year old girl who asks for
contraception — who should have the password to her record. What if her legal
guardians ask for the pasword. What should | do as her GP?
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Local Care Record
i Development Board

It will include the following stakeholders:
Patients

Public

Tameside & Glossop Primary Care Trust
General Medical Practitioners

Tameside & Glossop Acute Trust
Pennine Care Trust (mental health)
Tameside MBE (social services)

Other stakeholders eg the voluntary sector and
g\dependent sector may be brought in... at a (later)
ate

Start to see how the independent sector can be brought into the fold of the
new NHS!



6th March 2006
2nd May 2006

4th May 2006

14t May 2006
23 May 2006

1st June 2006
8t June 2006

12t June 2006

19t June 2006
Autumn 2006

i Ten Cutting Edge Meetings

Internet Access to GP record demonstrated for the first time
After Shipman — Trust between Patients and Doctors
Royal Society of Medicine

Inaugural Local Care Record Development Board meeting,
Tameside & Glossop

Meeting with surgeons at Tameside General Hospital
Building Trust - Patient Access to Records
Meeting at Primary Health Care Specialist Group, BCS

Meeting with Sir Graeme Catto — President of GMC and
Professor Richard Baker University of Leicester

Patient Record Access - The Time Has Come

Tbe International Council on Medical & Care Compunetics
The Hague, The Netherlands

Meeting with Geriatricians and Professor Martin Severs
Chair of NHS Standards Board, University of Portsmouth
Meeting with Royal College of Surgeons (Edinburgh)
Meeting with Professor Denis Protti g(ianada , David de
Bhal (Australia) and Phil Marshall (USA) (To be confirmed)

The meetings that have changed my world and put this on the map
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i “Problems” We Are Dealing With

= Minor with terminal cancer
= Letter scanned into wrong notes

= Children, people with mental health problems
and foreign speaking patients

= Explaining to staff benefits of sharing records
with patients

= Understanding how we can help patients to
use records access to improve health
outcomes

| had a child with terminal cancer and offered him access to his medical
records. At the time he chose to think about it. Did | do right? | don’t know but
this is my world now. | believe al patients have a right to see their medical
records, even children!

Letters scanned into the wrong records are a real problem. Completely breaks
patient confidentiality. Could be a show-stopper. We need to understand how
to manage this problem / risk without having to resolve to the courts.

The exclusions... most of the patients | actually see in my routine work.... We
have to now get on and work in the real world instead of a make-believe
research world. The local CRDB will prove very useful in all this helping to
keep everything “real”
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The ERA of RECORD ACCESS

i has come

= And with it the opportunity to re-build
the trust in the medical profession

= Let’s join together and take this
message to the World

= Any questions?

Rolling back the path, one step at a time!
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