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specialisation. Specialisation has allowed 
for miracles of  modern medicine, over-
coming the natural limitations of  how 
much knowledge any single human can 
have. Health professionals today have an 
increasingly deeper knowledge about an 
increasingly smaller area of  medicine 
and the human body. 

These specialists pool their knowl-
edge: nurses, doctors, pharmacists and 
surgeons are all becoming specialists 
in their particular fields. GPs have the 
broadest knowledge of  all but they have 
become specialists at identifying a com-
plaint or set of  conditions and referring a 
patient to the most appropriate expert – 
that is also a specialisation. Specialisation 
happened quickly and massively over the 
last 100 years, and over the next 100 it 
will be faster and bigger still. 

So who knows about the whole 
patient? The patient and their carers: 
they are the only ones who have been to 
all the appointments, the only ones who 
know what different teams are prescrib-
ing, the only ones who are able to join 
the dots. Handing back control to the 
patient is not about passing the buck, it’s 
about handing back control to the person 
who is best equipped and best placed to 
manage his or her own care.

So what does this mean in practice? 
I have a rare genetic medical condition 

Patients Know Best
By Mohammad Al-Ubaydli

It was not until the 18th century that 
scientists accepted the existence of  
queen bees. Until that point they in-

sisted that only a “king bee” could be 
in control. But the queen had always 
been in control, it just took us a while 
to believe and understand this. Similarly, 
around the world, patients are already in 
control. As more people believe and un-
derstand this, they design the health care 
system differently. This is the reason that 
hospitals, patient charities, pharmaceuti-
cal companies, insurance companies and 
government payers around the world are 
adopting Patients Know Best, a patient-
controlled medical records system.

The march of specialisation
There is no consumer movement or cam-
paign behind this shift to patient control 
– rather the steady march of  progress 
towards ever increasing levels of  medical 

that means that I receive help from mul-
tiple specialist clinical teams in a range 
of  clinical settings. If  I get an infection 
and see a GP out of  hours – who will not 
know me or understand my condition – 
the GP is often worried about how best 
to treat me. So, to help him and myself, 
I tell him what drugs I am currently pre-
scribed, which antibiotics work best, and 
which doses to use. I can tell him – not 
because I am a doctor – but because I am 
the patient, the one who knows my con-
dition the best. I am the one who knows 
what all the different experts treating me 
have said. It is around this principle that 
we developed Patients Know Best – an 
online medical records system which 
puts the patient back at the heart of  their 
own healthcare management. 

Patients Know Best

Patients Know Best is the world’s first 
patient-controlled medical records 
system. It is a fully secure online tool 
which enables patients to better or-
ganise, manage and control their 
own health care provision – it also 
saves the time of physicians through 
allowing secure, online consulta-
tions. Founded by Dr. Mohammad Al-
Ubaydli, a Cambridge-trained physi-
cian, programmer and author of seven 
books in IT in healthcare, Patients 
Know Best has won awards for its 
focus on patient care. Patients Know 
Best’s first customers include Great 
Ormond Street Hospital, St Mark’s 
Hospital, NHS South Devon, Novartis 
and Thalidomide Trust. Patients Know 
Best integrates fully into the NHS 
secure network and is available for 
use by any patient with any clinician 
anywhere in the world. Patients Know 
Best complies fully with UK NHS and 
data protection requirements as well 
as the EU data protection act and 
US HIPAA legislation for dealing with 
medical data. Patients Know Best is a 
social enterprise business and Dr. Al-
Ubaydli is an Ashoka Fellow. 

“Handing back control to 
the patient is not about 
passing the buck, it’s 

about handing back control 
to the person who is best 
equipped and best placed to 
manage his or her own care.”
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Shifting relationships
So we know that patients like myself  
are already at the centre of  managing 
their own healthcare – even if  they do 
not know it yet – but like the scientific 
community studying the beehives back 
in the 1800s, this fact is not formalised 
or recognised in our healthcare service 
or wider healthcare establishment. 

This has to change – but two things 
must happen first. Initially, the medical 
establishment needs to alter its atti-
tude towards patient care. Doctors must 
admit that going to medical school does 
not give them all the answers. They must 
get much better at involving patients in 
their own healthcare and actively listen 
to them if  they come to them with inter-
net research or information.

Secondly, patients must get better 
at taking responsibility for their own  
healthcare. 69% of  health care spend-
ing is on long term conditions, ones for 
which there are no simple cures. Asthma, 
diabetes and heart disease are some ex-
amples. These are not conditions that 
the doctors can ‘treat’ without the coop-
eration and action of  the patient them-
selves. Managing conditions like asthma 
require the patient to take an active role. 
Asthma treatments can be confusing but 
patients must remember to take their in-
halers wherever they go. They must re-
member which inhaler is used for which 
kind of  attack – patients have to get 
better at listening too.

Unfortunately, the system that we 
have does not encourage doctors to 
hand over control to patients or patients 
to take responsibility. It remains based 
in an old fashioned ‘paternalistic’ style 
of  medicine where the doctor hands 
out a cure to a grateful, unquestioning 
patient. This style of  medicine does not 
lead to patients taking responsibility – it 
leads to patients becoming disempow-
ered. We must move towards a more 
participatory style of  medicine where 

the patient and the doctor come togeth-
er to decide on a course of  action. We 
must move towards a more equal and 
collaborative relationship where doctor 
and patient come together with informa-
tion – to reach a mutual decision.  

The informed patient
New technologies are enabling patients 
to be far more informed and knowl-
edgeable about their condition than ever 
before. Patients are becoming experts 
in their specific illnesses – and doctors 
must listen to these people. No longer 
can the clinician believe that she is the 
smartest person in the room just because 
she’s attended medical school. 

20 years ago, if  a patient wanted to 
know more about his or her condition, 
the options were pretty limited. He or 
she would have either had to ask their 
doctor or spent time finding a book 
written in patient-friendly language. 
Today, the same patient would most 
likely just ask Google – and receive more 
reliable results, instantly.

Also, there are now many online tools 
available to help patients not just define 
and understand their condition but trans-
late and interpret complex medical data – 
making what was impenetrable medical 
data available to all. Indeed, through 
our own Patients Know Best platform, 
our software explains to patients what 
their test results mean. Each patient can 
read this information at home, with their 
family, and prepare their questions in 
time for the doctor’s appointment.

There are other platforms that help 
patients to learn from each other such 
as peer-to-peer support networks Health 
Unlocked, Patients Like Me, and 
Crohnology. Sites like these enable pa-
tients to share details of  their medical 
conditions with people who have similar 
conditions, and compare and contrast 
different treatments and outcomes  any-
where in the world. Not only does this 

make the patient more informed about his 
or her condition, it means that he or she 
can go into consultations asking very spe-
cific questions. Questions like: Why am 
I taking this combination of  drugs when 
that doctor in that country is prescribing 
something different? Why is that patient 
with the same condition as me getting 
better taking that medication when I’m 
not? Why are those 100 people improv-
ing with that drug – and why aren’t I 
being prescribed it?  Questions like these 
are hard to brush off. They also lead to 
a radical reconfiguring of  the doctor- 
patient relationship. The health profes-
sional can be challenged. No longer is he 
the only source of  information – and this 
means relationships become more equal 
and collaborative. 

Saving money, making money
To treat my condition, I have to have 
regular injections of  antibodies. Until a 
few years ago, I had to spend a whole 
day in hospital each time I needed 
another boost. However, after receiving 
training from my hospital team, I inject 
myself  at home. I gained enough inde-
pendence to go to medical school, have 
a job and travel on holiday. But it was 
only while writing a book about giving 
patients access to their medical records 
that I learned that my hospital had saved 
money. Through putting me in charge 
of  managing this area of  my health, 
the NHS has made an immediate cost 
saving. And there are thousands of  ex-
amples like this.

One of  the functions of  our Patients 
Know Best system is to give patients the 
facility to securely message their doctors 
should they have a question. Whilst ini-
tially, some hospitals were wary of  this  
facility – they thought they would be bom-
barded with questions – now they find 
that messaging often saves them time as 
quick questions can be cleared up without 
the need for a hospital visits or phone 

We must move towards a more participatory style of medicine where the patient and the doc-
tor come together to decide on a course of action; a more equal and collaborative relation-
ship where doctor and patient come together with information – to reach a mutual decision.
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calls. A system that works for both patient and clinician. 
More recently, innovative providers began using us to reach 

more people and offer better customer service – opening up 
new markets to them and generating more revenue.

In addition, mass production means the tools that patients 
have in their homes and in their pockets – like smart phones – 
are often better than those used by professionals and designed 
purely for the medical market. For example, telemedicine 
video equipment is expensive and ugly. Devices lie unloved 
and unused in patients’ homes. But Skype video is excellent 
and many older people gladly use it to talk to their relatives. 
Which is why we integrated with Skype to facilitate video con-
sultations – people like it and use it. And hospitals save money 
as they use patients’ existing technology.

The future
For me, the entire health care system would be organised  
differently – and more efficiently – if  we believed and under-
stood that patients are in control. It is in everyone’s interest to 
trust patients and to give them the responsibility for manag-
ing their own healthcare. 

As a first step, this would mean handing over medical 
records and medical histories back to patients. It would involve 
handing back responsibility to the patient – or the patient’s 
chosen carers – for managing their own care. This already 
happens successfully within UK maternity services and in 
hospitals such as Great Ormond Street Hospital and in Torbay 
Hospital that use Patients Know Best. By giving copies of  the 
records to patients, each patient could enter his or her own 
data, combined with those of  local GPs and hospitals, public 
and private health care providers, teachers and social workers. 
Now a complete, citizen-centred record is possible.

For their part, to encourage a participatory style of  med-
icine, health professionals must become health coaches. In 
this new world, clinicians and doctors will be ever more valu-
able, but their relationship to the patient will become more 
equal. In the future, patient and doctor will combine their 
knowledge and expertise with the patient’s knowledge and 
come together to help the patient get better – and improve the 
healthcare system.

Patients Know Best and St Mark's

St Marks Hospital, Northwick Park, London is one of the leading 
hospitals in the world treating intestinal failure. Patients often 
come to the hospital with highly complex and hard to treat cases 
– normally involving multiple conditions.  A patient might have a 
serious gut problem, alongside also having asthma, diabetes or an 
immune problem – all of which mean treating the patient can be 
very complicated. Normally, such patients are highly dependent on 
their clinical teams and have high levels of trust in them. Many do 
not like to stray far from their area in case they have an emergen-
cy. However, St Marks now use Patients Know Best which means 
that anyone treating a complex St Mark’s Hospital gut patient can 
see that patient’s medical history – what drugs they are on and 
their entire treatment plan. Indeed, this year, one St Mark’s patient 
and PKB user with a serious and rare gut problem felt confident 
enough to leave the London area and fly to Australia for their first 
ever holiday – safe in the knowledge that if anything happens to 
them abroad through PKB, an Australian doctor would be able to 
see that patient’s entire medical history and treatment plan. 

Thalidomide Trust

Based on Patient Know Best’s system, The Thalidomide Trust 
has developed a new e-health platform that records and cap-
tures the often highly complex nature of a Thalidomide patient’s 
medical history and makes it far simpler for attending clinician-
ws to quickly understand the interrelated nature of a patient’s 
health problems. In 2006 The Thalidomide Trust found that the 
overall health of its members was deteriorating fast. Many were 
living with increasingly high levels of ‘co-morbidity’ – multiple 
and often interrelated health problems. The organisation knew 
that it had to find a way to help its members help themselves 
and to help GPs and clinicians understand and better diagnose 
their conditions – which can be very complex and specific to 
Thalidomide patients. Through using Patients Know Best as the 
platform for its new e-health platform, the Trust now has an all-
embracing system that enables users to receive better treatment 
and improve both their health and wellbeing. It also has a system 
that will be adapted in the future and one which gives them the 
flexibility to add new features for users over time.

Great Ormond Street Hospital

Great Ormond Street Hospital is one of the leading children’s 
hospitals in the world. In 2011, Patients Know Best was used to 
enable the first fully online transition of patients’ medical histories 
between Great Ormond Street (GOSH) and St Marks. PKB is cur-
rently being used in GOSH’s gastroenterology unit.

The GOSH patients in the PKB group are all using the software 
to manage their own treatment. This involves having online con-
sultations, having full online access to their patient notes and clin-
ical letters and taking a more active role in their treatment. The 
complex nature of the condition means that a patient’s treatment 
is normally delivered by several multidisciplinary teams such as 
specialist nurses, dieticians, pharmacists, home care companies, 
GPs, administrators and the doctors themselves. It is important 
in any shared care process that all these different people act as 
a ‘joined up’ group to ensure consistency of care – something 
often difficult to achieve with the current system. PKB allows the 
patient, or the patient’s existing healthcare team, to ‘invite’ indi-
vidual members of their new care team to be their PKB ‘friends’ 
– as familiar process for teenagers from social media sites such 
as Facebook. Once they accept, new members have full access 
to their medical history. By taking a patient-centred approach, 
PKB gives the patient more control of their treatment and more 
control of their lives – something especially important for teen-
agers reaching adulthood.

Innovative providers began using our Pa-
tients Know Best system to reach more 
people and offer better customer service 
– opening up new markets to them and 
generating more revenue.
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