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Dedication

We dedicate this ebook to all those who put their faith in us to establish Patients Know Best (PKB) 
as the world’s first patient-owned and controlled, digital platform. 

Patients Know Best has always been underpinned by a strong belief that patient access 
and ownership of health records unlocks the potential to greater, and more improved 
health outcomes and experiences. We take this opportunity to thank you for the courage, 
determination, passion and persistence, shared in bringing Patients Know Best to the forefront 
of digital healthcare transformation around the world. 

The growing belief that empowering patients to manage their health is the right thing to do, is 
clearly evident as we reach a milestone and celebrate 10 years of Patients Know Best.

Mohammad, Ian, Katie, Lloyd, Mate, Shailesh, Richard, and all the team at PKB wish to sincerely 
thank all our patients and partners for your support and the magnificent contribution you have 
made to our vision that ‘Patients Know Best’. 
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Dr Mohammad Al-Ubaydli
CEO and Founder, Patients Know Best

“We always overestimate the change that will occur in 
the next two years and underestimate the change that 
will occur in the next ten. Don't let yourself be lulled 
into inaction.”
Bill Gates, "The Road Ahead”, 1995.

When we started Patients Know Best (PKB) in 2008, our idea 
was not new but it was impossible. Everyone told us it was. 
Patients, we were told, could not cope with data, professionals 
did not have time to give the data, and the data would be of 
no use. Besides, the financial crisis meant there was no more 
money, even when the healthcare crisis meant more money 
than ever before was needed. There was no time or money to 
waste on such distractions as patients seeing and controlling 
their health data. Everyone knew these truths.

Everyone, that is, except the people working in PKB and the 
wonderful people PKB was lucky to work with. We all had early 
signs to believe otherwise. Mothers had held maternity notes 
for decades, helping with the management of their baby’s 
health even as paediatricians refused to share the notes after a 
baby’s birth. Most women go through pregnancy. Rare disease 
patients were telling their doctors what to do because most 
doctors had never seen any other patients with any of the 6,000 
known rare diseases. 30 million people in the European Union 
have a rare disease. And besides, how dangerous is access to 

data compared to access to insulin? How can you trust 5% of 
the population to manage their health with diabetes drugs 
without giving them the data to safely use these drugs?

In the last 10 years, much has changed, so more 
have understood.

Patients are ready. Most of them have smartphones, and most 
smartphones are more powerful than most NHS computers. 
Back in 2008, Facebook handled 60 million photographs every 
day, each larger than an X-ray. In 2018, videos from phones are 
larger than CT scans and MRIs. Patients have the most powerful 
information technology. That includes Google surfacing the 
highest quality information for each search and healthcare 
being the most common search topic. Patients learn what 
medical words means before their appointment, and use 
the appointment to discuss what the treatment means for  
their health.

Professionals are ready. Back in 2008, only GPs in the UK had 
digital records but now, most hospitals do. In 2015, GPs were 
forced to provide patients with access to their summary care 
record, now hospitals and regions are voluntarily procuring 
patient portals. Here is how many times they discussed the 
idea in their board reports:
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And PKB is ready. We have shown the safe way to provide 
patients with all of their tests results, most of them real-
time. We get 100,000 new test results every month. Bristol 
have shown a care plan shared across providers reduces the 
patient’s need for these providers. Oxford have shown a care 
plan edited with the patient allows them to build a scientific 
registry and monitor the safety of new drugs. Surrey and Luton 
have shown asking patients to track symptoms and answering 
their questions, keeps the patients out of hospital and in work. 
London have shown how to automatically register patients at 
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scale with check-in kiosks and Devon showed how to do so with 
home letters. Wales have shown how a national government 
can roll out at scale and the Netherlands have shown how the 
platform works in 19 different languages.

It’s a pleasure and a privilege to have worked 
with these pioneers and we look forward to 
working with yours. Everyone wins when patients 
know best.

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S
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I first got to know Patients Know Best when I was mentoring 
some Ashoka Fellows on building their social enterprises. 
Mohammad was  elected an Ashoka Fellow in 2012 and I soon 
started to spend time with him absorbing his extraordinary 
mission, beliefs and passion.

Later, when I joined the Board of NHS England as a Non-
Executive Director, PKB became one of the first organisations 
to win the newly launched National Innovation Accelerator 
Fellowship run by NHSE and Mohammad adopted me as 
his Board Sponsor. The NIA was set up to help emerging 
technologies to scale across the NHS and to begin breaking 
down the barriers to adoption.
 
Throughout the time I have known Mohammad, PKB has 
remained completely true to its original social mission and 
values; the core belief that patients are entitled to see, know 
about and take responsibility for their data remains a central 
tenet of PKB’s purpose.
 
When PKB set out to raise venture capital, they cemented their 
purpose by becoming a Benefit Corporation. This is a legal 
lock for mission-driven, for-profit companies and protects their 
mission through future capital raises and future leadership 
changes. PKB was in the first group of UK B Corps to launch in 
2015 and, in 2018, was distinguished as one of the top 10% B 
Corps in the world for achieving social impact.
 
From my own vantage point  now as Chair of NHS Digital and 
still a Board member of NHS England, I can now see more 
clearly the critical role SME’s are playing in helping us deliver 
a digital NHS. Patients Know Best over the last 10 years, has 
been in the vanguard of innovators and disruptors seeking to 
challenge the way we live, work and take care of the nation’s 
health. The design principles of PKB’s business model have set 
a trend which many will follow; explicit and granular consent, 
patient access to their information, empowering patients to 

manage their care, and the belief that every decision should be  
a shared decision. These are the same core principles the NHS 
seeks to embed in many of our services for health and care.
 
From the outset, the culture that Mohammad instilled in PKB 
10 years ago - alongside his passion for empowering everybody 
with the information they need to take responsibility for self-care, 
has never been lost.  

That passion and shared belief permeates 
everyone that works with Patients Know Best and 
the customers that use PKB’s solutions.
 
In 2012, PKB had not yet won its first big contract; it was ahead 
of its time. The learning curve was steep and patience was at 
a premium. Slowly, the NHS began awarding PKB   small pilots 
in different regions for different specialities. Our shared values 
became more pronounced; our social missions were more 
aligned; the NHS had begun to open up. Six years later PKB is 
proving that it is possible for start-ups to scale in the NHS, at 
regional level and beyond, even to international markets. Our 
NIA Fellows now compete with large multinational companies 
to deliver cutting edge and innovative solutions that are safe, 
reliable and scalable. And, the NHS has become even more 
convinced of the merits and obligations to support the private 
sector to innovate and grow. We take that obligation seriously 
in both NHS Digital and NHS England as evidenced by the new 
NHS Apps Library and the soon to be released NHS App.
 
The next 10 years for PKB and for our NHS, will be 
exciting and ground-breaking. Our digital future 
is becoming clearer now than ever before. 

With the help of entrepreneurs and innovators like Mohammad, 
whose core values fit with the core purpose of the NHS, we can 
be confident patients will be at the centre of everything we do 
and assured that we can deliver a better health and care service 
for everyone.

Noel Gordon
Chairman, NHS Digital

Foreword C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S
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Dr Amanda Begley
Director of Innovation and Implementation, UCL Partners, Academic Health Science Partnership

Patients know best how they feel, what they want and how 
health fits in with the rest of their lives. However, they do not 
always have the right information or support, and the NHS 
can, at times, be difficult to navigate. Our NHS recognises it 
needs to work in different ways if it is to be sustained in the 
face of changing pressures and demands; learning from other 
industries about how they work with customers or users and 
pushing the boundaries around what is possible digitally. 
Entrepreneurs and innovation are critical to this – great ideas 
can come from outside and at the boundaries of a sector.
 
It was no big surprise when we launched the NHS Innovation 
Accelerator (NIA) in 2015 that so many of the applications 
were about enabling patients to manage and direct their own 
health. And following a rigorous multi-stage selection process, 
it is clear why Dr. Lloyd Humphreys, Vice President of Business 
Development at PKB was chosen as an NIA Fellow representing 

Patients Know Best – patients and clinicians are our expert 
NIA assessors. 

Some assessors felt PKB was already adopted by a number of 
NHS sites and as such, did not need an accelerator.  

However, PKB came to the NIA with a big and 
compelling ambition, to scale patients’ control 
into communities and populations, not simply 
into NHS infrastructure.

It can be a very lonely and challenging place being a health 
innovator in the UK, not many companies survive. Those that 
do, with PKB as an exemplar celebrating its 10th year, have 
an inspiring mission and an innovation that makes a real 
difference to patients’ lives and our NHS. I wish PKB continued 
success and impact over the next 10 years! 

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S



6

Dr Richard Smith
Chairman

Ten years of working towards patients controlling their own 
health records, I first met Mohammad Al-Ubaydli, Founder 
and Chief Executive of Patients Know Best, ten years ago and 
heard his idea that all patients should have access to and 
control of all of their medical and social care records. To me 
it was something that should obviously happen, not only 
because why should anybody else control what matters most 
to the patient but also because health systems have to change 
from health professionals doing things to people to people 
taking charge of their own health with the support of health 
professionals. Giving patients control of their records would 
be a necessary step in that transformation. But how do you 
implement this simple but powerful idea? As T.S. Eliot wrote: 
“Between the idea/ and the reality/ between the motion/ and 
the act/ falls the shadow.” Making things happen is hard but 
possible, as Patients Know Best has discovered on its ten-year 
journey, which is still far from its end.

Giving patients control of their own records and a secure link to 
the health system is also a step that allows online consultation; 
patients contributing data, perhaps from devices they wear, to 
their records, making appointments, and keeping online health 
dairies; computer-based history; and much more. Perhaps 
more importantly than when we began it also allows patients 
to own their data, something that becomes increasingly 
important in a world where giant companies are using people’s 
data for their own ends.

Becoming the chair of Patients Know Best
Soon after our first meeting, Mohammad asked me if I would 
be the chair of the board of Patients Know Best. I wasn’t sure 
that I was suited to the role as I had no experience of lone start-
ups and investors, although I did have experience of starting 
businesses within the relative safety of larger organisations. I 
knew as well that more than 50% of start-ups fail. But I agreed 
to be the chair because I thought the mission so important 
and was greatly impressed by Mohammad, his wisdom, 
insights, calm demeanour, and resilience. You need boundless 
optimism, even a kind of mania, to succeed with a start-up, and 
Mohammad I’ve discovered over the years has it.

Do patients know best?
Some health professionals, I know, will have spluttered at 
me writing in the first paragraph that “health systems have to 
change from health professionals doing things to people to 
people taking charge of their own health with the support of 
health professionals.” Patients, they think, are often weak and 
vulnerable, they need support. There are times, I agree, when 
we are unconscious, bleeding, or in great pain that health 
professionals have to take charge, but that’s only a small part of 
healthcare. If you have meningitis then whether you live or die 
will be determined by the clinical team, but if you have diabetes 
or any long-term condition then how well you do depends 
much more on you than the clinical team; you might wish it 
were not that way, but it simply is. And most of healthcare now, 
and certainly the costs of healthcare, are driven by patients 
with long-term conditions, often multiple conditions, not by 
patients with conditions like meningitis.

Is Patients Know Best a good name? Some health 
professionals objected: of course, patients don’t 
know best – it’s the professionals who have the 
knowledge. But that simply isn’t true when it 
comes to individual patients: they know best what 
matters most to them. It’s almost a parallel of “the 
customer is always right.”

Why start in Britain and why a start-up?
Mohammad, although a Cambridge medical graduate, had 
been living in the US and become an expert on personal 
medical records, but he decided that it would be best to launch 
the business in Britain. Was this the right decision? The NHS 
is a tough place to do business, and disasters like Connecting 
for Health, a government scheme to create a paperless health 
system that went horribly wrong, had made people almost 
phobic about information technology. But the NHS held out 
the possibility of achieving the vision for all the people, not just 
the wealthy ones.

Introduction C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S
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There had been attempts by huge companies like Microsoft 
to create personal health records, but they had failed. They 
had failed, Mohammad realised because they had produced 
a product only for patients. Healthcare depends on the 
relationship between the patients and the professionals, and 
you need to work with both sides. The current reality is that 
most of the information about a patient is held by the health 
system, usually in multiple files. A health record is useful only if 
it includes that information, so it’s necessary to work with the 
health system, a long and arduous business. Microsoft might 
know how to reach millions of consumers (patients), but it 
wasn’t set up to grapple with health systems.

Integrating care
Companies selling electronic record systems know about 
selling to the health care system, but they were mostly stuck 
in the old mindset: it was health systems, not patients that 
controlled records. So they paid little attention to patients and 
made large sums selling systems to hospitals. Unfortunately, 
many of these systems can’t be connected together and 
have increased rather than decreased the fragmentation in 
the system when it’s increasingly realised that it’s integration  
that’s needed.

Patients Know Best’s vision from the beginning 
was that our system would be web-based and 
suck in records from hospitals, general practice, 
mental health, community services, and social care.  

In this way, a care system that is physically, financially, 
organisationally, and culturally fragmented can be integrated 
around the patient, the one constant in the system.

An emerging product in an emerging market
Launching an emerging product in an emerging market is hard. 
There was no ready-made market for giving patients control 
of their records. We had to try and convince some customers 
that this would be a good thing to do, and many people were 
resistant: to give patients control of their records seemed 
like a step into a dangerous unknown. Patients, perhaps 
unsurprisingly, were keener than health professionals, but 

selling to patients was not a viable business option - and, as I’ve 
said, it’s the health system that has the information on patients.
We did manage to convince some early-adopters. Indeed, 
we didn’t need to convince them: they “got it” straight away. 
One of the first was Susan Hill, a Paediatric Gastroenterologist 
at Great Ormond Street Hospital. She cares for children who 
have limited gastroenterological function and have to be 
parenterally fed. They are scattered around the country and 
have to have regular blood tests and their parenteral nutrition 
adjusted. As Hill says, doing this with a paper-based system 
is not safe. She and her team needed a secure, flexible way to 
communicate with the patients, their parents, their GPs, and 
the suppliers of the nutrition, and Patients Know Best fitted 
the bill. Hill found two unexpected benefits: adolescents, who 
often become uncomfortable with being treated, remained 
much more engaged with Patients Know Best; and transferring 
patients from paediatric to adult care, always a difficult 
transition, was made much easier.

It’s demanding being an early-adopter and champion who “gets 
it.” You might “get it,” but many of your colleagues will not. You 
have to convince them and help them through the changes 
in how they work and the difficulties that inevitably arise with 
any new system. You also have to find a way of paying for the 
system, which is often not easy. Over the years we have found 
more individual clinicians and managers who “get it,” and our 
users’ meeting brings together, I’ve realised, a group of people 
who have the entrepreneurial energy to transform health 
systems. Often these champions are working alone, and they 
enjoy to meet with like-minded people.

Building a successful business
Unfortunately it’s impossible to build a successful business 
with scattered customers, and the true value of Patients Know 
Best comes from having large numbers, eventually we hope 
everybody, using the system. Because the data is stored by 
PKB (without us being able to access data about individual 
patients) patients who travels from Wales to be treated at St 
Mary’s Hospital in London (or vice versa) can let the team in the 
hospital have access to their information immediately. There’s 
no need to transfer files, and when they return home Welsh 
doctors can immediately see what has happened in London.

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S
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So the mission and business challenge is to sell 
not to individual clinicians or units but to whole 
systems. Our chance came when North West 
London had the vision and courage to contract 
with us to ultimately provide Patients Know Best 
to all 2.3 million people in North West London.
 
 It is a major challenge to integrate different hospital systems, 
dozens of different systems within hospitals, GP systems, and 
eventually other systems. Many of the hospital systems are 
old systems full of problems, and sometimes these problems 
are exposed during integration. It’s also a challenge to let 
everybody know what’s happening and to convince them of the 
ultimate value.

Responding to proposals
We also have to pursue business opportunities across the NHS, 
responding to requests for proposals. We respond to two main 
sorts of proposals: those for patient portals, giving patients 
access to records but not control over them; and integrated 
digital care records, which allow clinicians but not patients to 
access all the data about patients. The procurement process 
is long, slow, and unpredictable, but they are a fundamental 
part of doing business with the NHS. And, of course, there are 
four NHS’s (as well as multiple bodies within each), creating 
more challenges. We have, however, managed to make a lot of 
progress in Wales, and it may not be long, we hope before all 
patients in Wales can use Patients Know Best.

Antagonism to the private sector
One of the challenges of doing business with the NHS is that 
some staff are antagonistic to the private sector. Some have 
the misguided idea that private companies are interested 
only in profit, whereas any business academic will tell you 

that successful businesses are built by providing great 
products and services not by concentrating on profit: you 
can’t make money by thinking about money. Those in the 
NHS unsympathetic to the private sector accept, albeit 
with reluctance, that the NHS can’t make its own drugs or 
computers, but when it comes to information technology they 
think that it may be best to do it themselves. Sometimes this 
is successful, but usually, it isn’t. It makes sense to “buy rather 
than make” because companies can do it better and cheaper 
by investing, specialising, and hiring skilled developers, who 
are in short supply.

Patients Know Best has tried to respond to anxieties about 
the private sector by becoming a Benefits Corporation (B 
Corp). Firstly, this means modifying the shareholder articles of 
association to say that Patients Know Best will consider not 
only profit in making decisions. Secondly, we have to encode 
our mission in our business model--that is, that patients 
know best. And, thirdly, B Corps are measured on things like 
paying a living wage or better (we pay much better), meeting 
tough targets on gender and other equalities, having strong 
environmental policies, occupational health, and much more. 
Each year we have to reach tougher targets to remain a B Corp.

Diverse, mission-driven staff
Fundamental to any business it its staff, and we now 
have over 50 staff across 12 different countries. We have 
developers, sales staff, and a Success team, which helps 
customers get their systems up and running. I attend bi-
monthly staff meetings and am struck by the talent, youth, 
and diversity of the staff. I recognise that people are excited 
by what we are trying to achieve, not just make money but 
contributing to the transformation (and so survival) of the NHS 
and other health systems (we have contracts outside Britain). 

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S



Patients Know Best does not have offices (an 
unnecessary overhead) and people work from 
home or are out on the road selling and helping 
customers. This means we are able to hire 
extremely able software developers, many of 
whom live outside Britain. The competition for 
such talent is intense. 

Many of the Success Team and other staff have worked many 
years in the NHS, often as nurses. At the meetings I see staff 
solving tough problems, often tough intellectual problems--like 
staying ahead of potential hackers with advanced cryptography.

Funding and investment
Companies fail because they run out of cash. So it’s essential 
to keep a tight eye on cash flow, and it’s usually necessary to 
raise investment. Despite my business school degree, I knew 
little about investors and investment before I joined Patients 
Know Best. I’ve learnt something. To raise equity you need a 
good story and, once you are launched, momentum. One of the 
challenges is to decide on how fast to go: whether to raise lots 
of money, invest in staff and product, and grow fast; or whether 
to be more cautious. Those who invest early in companies 
know that many will fail, and they love a company that 
grows fast and “cashes out,” selling the company to a bigger 
organisation. One of the risks for founders is that they are “diluted 
out” by investors and lose control of the company, meaning that 
the company may divert from its mission or lose its soul. 

Doing business with the NHS rarely allows fast growth, which 
is why investors, although recognising that health care is 
about a tenth of the economy or more, are wary of investing 
in businesses working with the NHS: “I don’t ever want to 
invest in a business that involves anybody in the NHS losing 
their job,” one venture capitalist of told me. (Patients Know 
Best does not make NHS employees redundant.) . Thanks 
to an excellent finance director Patients Know Best has 
managed to stay solvent with the company still controlled by 
the founders.

A difficult decade but a bright future
The past decade has not been an easy time to do business 
with the NHS, but then there has never been an easy time. We 
started at the time of the financial crash and the beginning 
of austerity. Throughout the decade funding has been tight. 
Gordon Brown was prime minister when we began and 
nobody was clear whether he was going to undo the reforms 
introduced by Tony Blair. Then came the Tory government 
and the prolonged haggling over the complicated and 
controversial reforms introduced by Andrew Lansley. The next 
Secretary of State for Health, Jeremy Hunt, ignored many of 
the reforms before Brexit put new strains on the NHS. The 
acronyms - think STPs, have continued to flow, and reforms 
have happened at different rates across the English NHS, 
while the devolved nations have diverged further from the 
English system.

Against this backcloth, Patients Know 
Best has doggedly pursued its mission 
of eventually giving all patients 
access to and control of their records, 
recognising that that will provide a 
base for online consultation, feeding 
patient data directly into records, 
and much more - part of a true and 
essential transformation of the NHS.
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As part of our 10 year anniversary, we looked 
back at our most memorable success stories and 
achievements of the past decade. In doing so, it 
was evident how far we have come.

We therefore, wanted to capture, share and 
dedicate these success stories to our patients and 
partners - particularly with those that have been 
with us on this journey, firstly as a way to say thank 
you and secondly, to demonstrate the impact 
they have had and the part they have played in 
the ‘ripple effect’ whereby patient-owned medical 
records are increasingly becoming standard 
practice all over the world. 
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Unlocking the opportunities 
for care to be centred around 
the needs of an individual is 
increasingly important for 
the NHS, and Patients Know 
Best provides an innovative 
solution to put people in 
control of their medical and 
care information, creating  
the basis for truly  
personalised care.

James Sanderson  
Director of Personalised Care, 
NHS England

On a journey to patient 
empowerment



11

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S

1111

A certified Benefits Corporation.  
Ranked in the top 10% of World Social Businesses, independently 
assessed for ethical and sustainable business practices.

Mohammad is founder and CEO of Patients 
Know Best. He has over 15 years of experience 
in medical software. He trained as a physician 
at the University of Cambridge, worked as a 
staff scientist at the National Institutes of Health 
and was a management consultant to US 
hospitals at The Advisory Board Company. He is 
the author of seven books, including Personal 
health records: A guide for clinicians and 
Streamlining Hospital-Patient Communication: 
Developing High Impact Patient Portals. He is 
also an honorary senior research associate at 
UCL medical school for his research on patient-
controlled medical records.
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A story I heard,  
Dr Mohammad Al-Ubaydli

It was just a normal day, like any other when in 
2007 a patient with chest pain arrived at Vanderbilt 
University Medical Center. Dr Jim Jirjis ordered a 
CT scan to rule out abdominal aortic aneurysm, 
a very serious condition. As usual, that day Jim 
was busy helping many patients, so he focused on 
the first line of the radiology report: “No evidence 
 of AAA”.

Unusually that month, Jim was giving his patients 
access to the reports.

“What’s a thyroid?” emailed the patient. Why do 
you ask? asked Jim. “Because the last line on the 
report says there is ‘shadowing on the thyroid’. So 
what’s a thyroid?” Instantly Jim realised what the 
radiologist was warning him about; an incidental 
finding of possible early thyroid cancer.

The patient was fine. Jim ordered a biopsy of the 
thyroid which confirmed the cancer, thankfully it 
was early enough to remove completely.

From that day, Jim began asking all his patients 
to register. The patient and professional are 
a team, he would explain, the professional 
needs the patient to look at the data with the 
professional, together they would spot the 
problems and together they would plan the 
solutions.

I started Patients Know Best in 2008, a year after 
hearing the story of Dr Jim Jirjis. I had spent a 
whole year researching for hospital IT directors 
how to make records available to patients, and 
another year begging them to do so.

At that point, I knew how important this would 
be for patients. I could see it so clearly from my 
personal experience as a patient with a rare 
disease how this would have helped me get 
better, safer, more convenient care. And my 
research showed how much money this would 
save healthcare systems. Jim’s story also showed 
how this would reduce stress on professionals.

Institutions typically find at least a 1% error rate in records misfiled i.e. 
identifiable information about one patient in another’s record. Error rates for 
medications and diagnoses are higher still. This is picked up early in pilots with 
manual registration as patients find errors. The errors are happening before the 
patient sees the record, and they only stop after the patient sees the record.

2008
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Dr. Jirjis orders a CT angiogram to rule out aortic 
dissection for patient with ripping chest pain

Patient reads ‘thyroid lump’ buried in radiologist’s 
full report and sends message to Dr. Jirjis asking 

‘what about my thyroid?’

Biopsy reveals thyroid cancer and cancer 
successfully excised

Dr. Jirjis reads ‘no aortic dissection’ in radiologist’s 
summary and sends to patient through 

MyHealthAtVanderbilt

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S



13

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S

13

Now used by over 40 NHS 
organisations, 150 teams, with 
more than 1 million patient 
records accessible across every 
county in the UK.

Finding the right path
 
On a quest to introduce Personal Health Records 
(PHRs) to the UK, Dr Mohammad Al-Ubaydli set up 
a conference call through Health Camp - a digital 
space connecting people to share ideas and make 
things happen, to explore how PHRs could be used 
to transform patient care in the NHS. 

Surrounded by like-minded individuals, all of 
whom had an equivocal ambition to fix the 
problems of the UK health system using digital 
means, they started to uncover some of the 
challenges that existed. It was 2009 and the failings 
of the National Programme for IT (NPfIT) were 
coming to light. Aside from discussing all the 
consequential challenges from the fallout, it was 
evident that everyone unanimously agreed about 
one thing - that the NPfIT had got one thing right, 
it had demonstrated the importance of integrating 
with the NHS N3 network to successfully share 
information in a safe and secure way. 

With this in mind, Mohammad continued to look 
for a solution to get Patients Know Best on to the 
NHS network. Within a year, the company went 
through stringent testing by NHS England to ensure 
all data that was stored by PKB was done safely 
and securely, and without compromise. And, with 
the help of our supporters, Mohammad continued 
to gain confidence in the power of people owning 
and controlling their own data. The conversation 
about patient-controlled health records started to 
be transformed and PKB was launched. 

Map showing postcodes with a PKB record
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Incorporating NHS 
and global standards 
on technology 
 
• Interoperability - FHIR 

• Cyber Essentials Plus certified 

• General Data Protection Regulation 
(GDPR) compliant

A story I heard,  
Dr Mohammad Al-Ubaydli



86%
of patients
said PKB helped with the 
management of their care.
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As one of the largest children's hospitals in the UK, 
Great Ormond Street Hospital (GOSH) is home to 
a leading gastroenterology department caring for 
some of the most poorly children and teenagers 
across the country and beyond.  

The department cares for children and teenagers 
suffering from intestinal failure - a highly complex 
condition which requires a nightly treatment 
of nutrients to be infused into the bloodstream 
- something usually administered by parents  
or carers.

A daunting and complex transition 
For teenagers moving from paediatrics to adult 
care, the transition between care pathways can 
be extremely disconcerting. With so much change, 
from being cared for by different multi-disciplinary 
teams to familiarising yourself with a new hospital 
environment, for young adults in the process of 
taking on responsibility for their own care and 
treatment - often from parents or carers too, some 
adapt better than others. 

To facilitate this change, Patients Know Best (PKB) 
digitally transitioned patients’ medical histories 
between Great Ormond Street Hospital and St 
Mark’s Hospital in Northwick Park, London. It was 
here that our patient portal was introduced as a 
‘medical facebook’  in the gastroenterology unit to 
support young adult patients. 

Encouraging ownership and empowerment
For the move to be successful, GOSH realised that it 
was vital for patients to be empowered to take active 
ownership of their health. As the only constant in 
this transition, it was imperative for patients to take 
a leading role. PKB enabled patients to do this by 
providing online consultations and access to their 
patient notes, clinical letters, appointments and 
results. However, due to the complex nature of the 
condition, treatment was typically delivered by 
multi-disciplinary teams such as specialist nurses, 
dieticians, pharmacists, home care companies, GP’s, 
administrators and doctors themselves. Joining up 
these groups was key to ensure consistency during 
the transition period - something that was often 
difficult to achieve with the previous system.

The more open and honest 
we all are with each other, 
the more trust is developed 
and the better we are able 
to look after the patient and 
their illness.

Dr Susan Hill
Consultant 
gastroenterologist,  
Great Ormond Street Hospital

Transitioning teenagers from paediatrics  
to adult care   
Great Ormond Street Hospital
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Families rated the ability 
to communicate with 
healthcare providers as the 
most useful feature.
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Dr Susan Hill, Consultant Gastroenterologist 
at GOSH said: “Before PKB, we would post a 
patient’s medical records to the new medical 
team. Once a consultant received the notes 
they would be entered into a new system and a 
new set of notes would be started. However, it’s 
usually only the person who has access to the 
notes that has access to the patient information. 
PKB has the potential to give the whole care 
team a single view of a patient’s history – and 
that makes a big difference to their care.”

“We’ve been involving the patient more and 
more in their own care for some time. PKB offers 
a form of communication that teenagers are 
very used to dealing with. They’re not used to 
reading long paper letters – and that means 
they’re more likely to get involved.”

Dr Hill has also seen the benefits that openness 
between patients, families and clinicians can 
provide. She said: “We’ve definitely learned that 
there’s no harm in patients and parents having 
closer access to their information – and having 
more control. The more open and honest we all 
are with each other, the more trust develops and 
the better we are able to look after the patient 
and their illness.”

Evaluating impact
Overall, 33 patients were given PKB accounts. 
A retrospective analysis was performed by 
evaluating the use of PKB over an 18 month period 
and by completion of an online survey sent to 
patients and their families.

The use of the digital platform was evaluated 
for every PKB account with a 45% response 
rate. Of those, 87% were completed by the 
patient and 13% by a carer or family member.

86% of respondents reported 
that PKB had helped with the 
management of their care and 92% 
reported they would “absolutely” 
recommend PKB to others.  

43% of respondents said they used PKB 
accounts a few times a month, 29% said they 
used PKB only when unwell, 21% said they 
used PKB ‘a few times a year’ and 7% used 
PKB ‘a few times a week’. The average number 
of messages sent by families per month was 
1.5 (range 0.2-4.4).
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In 2011, Gary Hotine, Health Informatics Service 
Director,  at  Torbay and South De von NHS 
Foundation Trust (TSDFT), contacted Patients 
Know Best (PKB) looking for a solution to join up 
communication between healthcare services and 
patients or carers. However, unlike others, Gary’s 
story was personal and as he said: “it was a family 
problem that led me to discover and use PKB.” 

Gary’s son suffers from a chronic health condition 
which resulted in regular visits to the GP and 
hospital. One Friday evening, Gary had to take his 
son to the accident and emergency department. 
He said: “I knew the pattern; he would be admitted 
and would have to wait until a clinical nurse 
specialist would see him on the following Monday 
to assess and discharge him.

“As part of his care we were seen in several 
hospitals and I knew that an asynchronous 
communication method would be ideal  to 
coordinate his care and keep teams up to date. 
Building this system in-house for one hospital 
wouldn't make sense as multiple organisations 
were involved in his care. I looked around the 
market in the NHS, asked various national bodies 
and didn't find anything at first but eventually, I 
was put in touch with Mohammad at PKB via NHS 
Direct's Business Development Manager.”

Explaining the requirements
Gary and the team at TSDFT were clear about 
their requirements from the outset. They were 
looking for a data sharing solution that supported 
strong information governance considerations, 
with a robust technical architecture that provided 
security, yet allowed flexibility and scalability.

He said: “I called and described to Mohammad 
what I was looking for. He was able to confirm 
that PKB was probably an 80% fit with what I 
wanted. Key aspects were that Patients Know Best 
is a secure system hosted within the N3 network, 
and included the ability to secure message 
across multiple clinical teams over multiple NHS 
organisations. Nothing else out there could do this.”

...the key lessons for us 
has been how important 
it is to have clinical buy-in 
and engagement to embed 
the technology in each 
speciality.

Gary Hotine 
Health Informatics Service 
Director, Torbay and South 
Devon NHS Foundation Trust

TSDFT soon trialled PKB within the Speech 
and Language Therapy (SALT)  team in 
Torbay Hospital. SALT had been looking for 
a way to conduct remote consultations with 
their patients using Skype but were finding 
it difficult to overcome the information 
governance considerations.  Gar y said:  
“PKB solved these issues so we started our 
first rollout.”

Education leads to engagement
T h e re  a re  a  n u m b e r  o f  v i s i o n a r y  a n d 
passionate changemakers working hard to 
spread the adoption of PKB in TSDFT but 
this has not come without its challenges. As 
a user of PKB himself, Gary said: “One of the 
key lessons for us has been how important it 
is to have clinical buy-in and engagement to 
embed the technology in each speciality. We 
have a number of specialities who have signed 
up due to the vision of a single, committed 
team member. Some of these have remained 
active and others did not progress to become 
embedded in the service, but there has been 
great effort put into learning the lessons  
from these.
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A personal story leads to a local solution   
Torbay and South Devon NHS Foundation Trust
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Available in 

19 different 
languages.

Overcoming barriers
Gary added: “Since we started working with PKB, the 
technology has improved greatly. However, what has 
remained constant is the dedication to offer a service 
along with that technology - and to listen to the users 
in the NHS as well as patients and adapt to their 
needs. The staff and ethos of the company are more 
important than the technology: the former is largely 
set, whilst the latter evolves over time.”

“A barrier to the speed of delivery was the manual, 
staff-led process of patient invitation. In the 
physiotherapy specialty, we allow self-registration 
for appointments which has proved popular since 
its inception, with all served GP practices informing 
their patients of the service and over 100 taking 
up the option each week. Next, we integrated with 
our hybrid mail solution to allow automated (and 
NHS number linked) record creation, with postal 
invitations sent to the patient's homes. Importantly, 
this development gives cash-releasing savings 
that offset the cost of the PKB service to the Trust 
by replacing subsequent posted letters with an 
electronic equivalent in PKB.”

T o r b a y  a n d  S o u t h  D e v o n 
Foundat ion Trust  was  f i rs t 
t o  t r i a l  p o s t a l  i n v i t a t i o n s 
-  25% of patients registered 
immediately releasing savings 
for the trust. 

Looking to the future 
With TSDFT set to fully rollout across the Trust, 
allowing all 350,000 local patients and 100,000 
from out of area to access their records and 
receive letters online, Torbay and South Devon 
Foundation Trust are on target for their vision to 
create a paperless NHS and achieve big savings, 
and also be the first to trial PKB’s ‘read receipt’ 
API technology, allowing cash savings to be 
realised from reduced postal costs. 

Gary added: “We now have a tested model 
that can bring records to the people of Torbay 
and South Devon, achieving a paperless vision 
and empowering and enabling patients and 
their care teams too. With 15 teams live, we are 
identifying new and novel ways of improving 
services through the use of PKB and aim to offer 
all patients access to their records in this way. In 
2018, we integrated with one of the largest local 
GP practice groups in the area. This integrated 
digital care record allows the access of both 
primary and acute data to care teams whenever 
and wherever they need it.”

“The additional focus on the patient that PKB 
brings, means that the patients involved are 
some of the very first in the UK to have patient-
controlled access to a shared care record. Across 
Devon, there is a movement to break down the 
organisational boundaries and share records, 
and we are proud to be leading the way and 
bringing the patient with us on this journey in 
Torbay and South Devon.”
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Jason explains: “Before this, long emails used to fly 
around with lots of people copied in. Sometimes 
people would forget to copy in others, other times 
emails would just get lost. With PKB, everyone is 
kept in the loop and we can bounce ideas off each 
other – and I can join in the discussion too. 
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For patients with complex long-term conditions, 
continuity of care is paramount, particularly where 
patients are being cared for at different hospitals by 
multiple healthcare teams. This is even more important 
for patients treated at St Mark’s Hospital in Harrow - a 
national and international centre of clinical excellence 
for the diagnosis and treatment of intestinal and 
colorectal disorders. 

To give patients a more holistic experience, Patients 
Know Best (PKB) was commissioned in 2012 to support 
continuity of care when patients transitioned to St Mark’s 
Hospital from surrounding hospitals including Great 
Ormond Street Hospital.

The team at St Mark’s had a clear vision from the 
outset; they wanted to better engage their patient’s 
health network; enable remote consultations and self-
management through shared care plans, and introduce 
at-home health monitoring via integration with  
medical devices. 

Complex conditions and diverse teams
For patients like Jason, who was diagnosed in 1998 
with Visceral Myopathy - a rare chronic disease which 
means that his gut fails to properly absorb nutrients, 
Patients Know Best is helping him to record and track 
his condition and post results up immediately – giving 
clinicians a view about how he is managing with the 
condition over time. For example, Jason is reliant on a 
line which administers nutrients directly into his heart, a 
process that he himself had been trained to administer 
via an aseptic technique. He therefore regularly posts 
daily readings of his blood levels on to the portal so all 
his doctors can access the results and discuss any issues. 

Cared for by the UK’s two national Intestinal Failure 
Units (IFUs) – St Mark’s Hospital in Harrow and Hope 
Hospital in Salford, as well as regionally by a small but 
knowledgeable clinical nutrition team at Russells Hall 
Hospital in the West Midlands, treatment involves the 
coordination of several expert clinical and medical care 
teams in different geographical locations. 

With PKB, Jason is able to provide practitioners access 
to his medical history and communicate directly with 
them via a secure messaging system where issues can 
be discussed collaboratively between patients and the 
medical teams anywhere in the world. 

I’m effectively carrying 
my entire medical history 
with me wherever I go in 
the world – and that’s very 
reassuring.

Jason 
Patient at St Mark’s Hospital

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S

Managing complex conditions across 
geographical boundaries   
St Mark’s Hospital
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500,000 clinical data 
points per week.
The most used patient portal  
in the UK. 

“PKB suits me because I can access it on my 
normal smartphone or computer – I don’t need 
any special equipment. If I’m out somewhere or 
if I think of something, I can upload something 
and I’ll probably have a response when I get 
back home. PKB offers a non-intrusive way of 
asking questions or putting forward a comment 
or suggestion and for my doctors, it means they 
don’t have to spend time answering emails or 
phone calls". 

"You can raise things that 
you might think are not 
serious enough to raise in a 
consultation and I feel more 
confident in putting forward 
my theories on why I ’m 
feeling a certain way on a 
certain day". 
 
"I know doctors find that kind of information 
useful but it’s not normally the kind thing I 
would have brought up in a meeting when the 
time is short.”

He added: “Very few doctors properly understand 
my condition so going to an unfamiliar medical 
team can be terrifying. I can have a severe and 
potentially life-threatening reaction to everyday 
drugs. With PKB, it’s very reassuring that I can reach 
my entire medical team anywhere in the world – 
this makes me feel far more independent.”
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You can apply the concept to 
any long-term illness.

Dr Matthew Johnson
Lead Gastroenterology 
Consultant, Luton 
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Luton and Dunstable NHS Foundation Trust 
started using Patients Know Best (PKB) to remotely 
monitor patients with inflammatory bowel disease 
(IBD). There are two key elements to this model: 
Firstly, there is a national database register which 
holds data on all IBD patients throughout Great 
Britain, endorsed by the Royal College of Physicians 
and The British Society of Gastroenterology. The 
second element is the PKB digital platform which 
gives patients a personalised view of their condition.

Empowering patients and professionals 
Luton and Dunstable wanted to help IBD patients 
monitor their symptoms, decide when they need 
to go to the hospital and seek information and 
advice about what they could do to avoid another 
visit. They also wanted to enable healthcare 
professionals to proactively care for patients that 
need additional support.

PKB has been used by patients to undertake 
routine monitoring (e.g., blood pressure, weight, 
etc), symptomatic assessments, with tailored 
advice being provided, to obtain test results and 
communicate with their clinical teams.
When users log into the portal they can track their 
symptoms and clinical staff are notified about 
how the patient is doing. The portal also generates 
advice sheets to help with self-management.

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S

Remote monitoring facilitates the management 
of IBD   
Luton and Dunstable NHS Foundation Trust
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per year!

Estimated reductions of
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Remote monitoring 
Lead Gastroenterology Consultant at Luton 
and Dunstable, Dr Matthew Johnson, has led 
the project and said: “There’s a direct link to 
the hospital. Anyone scoring low is added to a 
workload sheet so when the nurses log in to their 
system, they can see a list of patients that need 
additional support. Using the Internet and the 
electronic monitoring system enables the patient 
to monitor their inflammatory bowel disease 
condition from the comfort of their own home.”

The hospital gave all 2814 patients access to 
their own records. Out of those, they aimed to 
discharge 800 of those patients, allowing them to 
be managed by the system and be assessed via 
the virtual clinic through the national database. 
The trust also rolled out the system to three 
other trusts before going live nationally, and GP’s 
were also given access to personalised patient 
management plans.

Huge savings to be made
Dr Johnson suggested the trust could save around 
1200 outpatient appointments a year. He said: “Not 
only does it save patients having to come into 
hospital but also allows us to see when patients 
flare up, so we can see them within 48 hours rather 
than generate clinic appointments.”

This means that patients who still need to attend 
clinical appointments would still be able to so, but 
for those who did not, the portal was a safe way 
of remotely managing their condition. Dr Johnson 
added: “You can apply the concept to any long 
term illness.”

The Medical School at the University of 
Leicester - ranked one of the country’s 
to p  te n  i n s t i t u t i o n s  fo r  s t u d y i n g 
medicine, put online consultation at 
the heart of its teaching curriculum for 
first year medical students – a first for 
any university in the UK. The university 
is using PKB to teach students how to 
hold online consultations with ‘virtual 
patients’, which are ordinary people who 
simulate live consultation scenarios.
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Nominet Trust Top 100

100,000 
new test results 
uploaded every month.
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If you want patients to use 
any new system, you need to 
be enthusiastic.

Dr Warwick
Sexual Health and HIV 
Consultant, Derriford 
Hospital
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In 2014, Derriford Hospital in Plymouth became 
one of the first NHS hospital trusts in the UK to use 
Patients Know Best (PKB) to manage the care of its 
entire cohort of HIV patients - through a pilot study 
supported by Janssen, a pharmaceutical company 
of Johnson & Johnson. Sexual Health and HIV 
Consultant, Dr Zoe Warwick, lead the initial rollout 
and today, the system is actively used by well over 
300 HIV patients across Plymouth and the South 
West of England.

Derriford Hospital wanted to improve patient 
experience and outcomes by introducing online 
consultations, electronic prescribing, and data 
sharing with all other members of a patient’s 
clinical team.

Advocating patient empowerment
As an advocate for patient-controlled health 
records for many years, Dr Warwick said: “PKB goes 
back to some basic principles of mine which is why 
I saw it had such potential. Medicine can be very 
paternalistic - we hold all the records, we write 
about patients, they don’t own their records and 
have to apply to have access to their records – I’ve 
always felt that’s wrong.”

“Sometimes in the NHS we know we can’t really 
solve the big problems in the system – so we 
find workarounds. PKB wasn’t like that. It could 
potentially solve a very big problem. It gives us the 
potential to work differently and that was the thing 
for me that kept me advocating for it and persisting.”

“My patients can differ extremely. There are those 
who are very vocal and well informed – they 
want more control and PKB gives them that. 
But there’s another group who are the opposite. 
They’re very disempowered and disconnected 
from mainstream society. They might not instantly 
engage with PKB, but they have the potential to 
benefit from it hugely because they desperately 
need to have more control over their care.”

...reducing the barriers 
to access led to fewer 
messages being left and 
crucially, improvements to 
patient care.
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Better communication leads to better care for  
HIV patients   
Derriford Hospital, Plymouth
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Health Services Journal Clinical Leaders 
Award (awarded to Mohammad Al-Ubaydli)

Taking patients on the journey
Once PKB had been given the green light by 
hospital  administrators,  Dr Warwick began 
introducing the system to her patients – something 
that quickly confounded her expectations.

“I thought I knew who would and wouldn’t want to 
use PKB – but boy was I wrong!” she said. “Some 
of the patients who I knew didn’t even have a 
computer at home really wanted the system. So 
instead of picking off people to approach to use 
PKB I just offered it equally as enthusiastically to 
everyone – and that’s been my approach ever since.”  

Central to Dr Warwick’s success in engaging so 
many patients has been her enthusiasm for the 
system and her belief that it can offer real, tangible 
benefits. Something that comes across with every 
introduction she does to PKB.

“If you want patients to use any new system,  you 
need to be enthusiastic. You need to explain to 
patients why you believe they should use it, why 
you think using it will be good and what you 
believe the potential benefits are. That way they’re 
going to be far more likely to adopt it.” she said.

Now the system is up and running, the team are 
seeing real benefits – both to patient care and 
to their own time management. The HIV team at 
Derriford are making particular use of the secure 
messaging functionality which means that patients 
can contact their doctors at a time that suits them.

Despite giving patients an additional channel of 
communication to use to reach the HIV team, they 
have found that reducing the barriers to access 
led to fewer messages being left and crucially, 
improvements to patient care. 

“When patients feel they can’t get hold of you, 
they panic and that leads to more messages 
being sent and left . When you lower the 
barriers to access then people become more 
relaxed about making contact because they 
know a channel is there if they need it. That 
means we get to hear about problems earlier 
than we would do otherwise and we can catch 
issues before situations become potentially 
dangerous.”

“For example, I have a patient who noticed 
a rash while on holiday and contacted me 
thinking they were having an adverse reaction 
to their meds. They were on the verge of 
stopping their meds altogether and flying 
home. I asked them to immediately send me 
a photo of the rash over PKB and was able to 
tell them it was nothing to do with their HIV 
medication. Some simple skin cream cleared 
things up the next day and we avoided the 
whole situation from escalating.”

1 million new 
clinical data points 
every month.

PKB receives over 
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I can pretty much see what’s 
happening within a couple of 
hours of having my bloods 
done, and also what is 
happening over time.

Paul 
Patient, Imperial College 
Healthcare NHS Trust

In 2015, NHS healthcare providers in North West 
London rolled out the ‘Care Information Exchange’ 
(CIE) - a single patient portal hosting the records of 
up to 2.3 million people in North West London

Worldwide access to health records
Powered by Patients Know Best and funded by £3 
million investment from Imperial Health Charity, CIE 
collects data from hospitals and GP practices in the 
area, and 15 other hospitals outside of North West 
London including Birmingham, Bristol, Liverpool, 
Manchester, Scotland and Wales. By using an 
Application Programming Interface (API) to display 
data in local medical systems, it enables hospital 
clinicians to see data about their patients who may 
also have been treated elsewhere in the country.

Driving productivity and better outcomes  
for patients
For patients like Paul who was diagnosed with 
HIV, CIE is helping him to stay informed and take 
control of his care. He said: “I'm treated for my 
HIV in Chelsea and Westminster, other conditions 
across London, and my GP in Wandsworth. So, 
really, I am the central repository of all the global 
information about me. I once took my iPad to 
Guy's Hospital for a consultation there. I was just 
about to be sent off for a whole raft of blood tests 
so I said: “Well, actually, you can see my results 
on here." The clinician took my iPad and I think 
the only words she then said to me in the next 10 
minutes was, “this is fantastic!"
 
For Nancy, a patient at the intestinal failure unit 
at St Mark’s Hospital in Harrow, CIE is a way to 
monitor her health more easily. Fed intravenously 
on artificial nutrition, it is important for Nancy to 
monitor and coordinate her care with the multiple 
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teams that look after her. She said: “I suffer 
from low potassium so I often have blood 
tests to check my potassium levels. So if I 
have a blood test, I go into CIE. I’ll see if it’s 
low or high then I’ll use this to identify how 
much more medication I need to take and if 
it’s significantly low, then the hospital will also 
see it and let me know if I need to be admitted 
into the hospital to get more potassium.”

Access at scale 
With the introduction of mass registration, 
people can now sign up to access their  
health record at scale and with speed in 
a number of ways; either by speaking to a 
member of staff; by using the kiosk check-
in screen commonly found in waiting rooms 
during their outpatient appointment; or by 
letter of invitation to their home.

This approach is proving to be a great success 
at Imperial College Healthcare NHS Trust 
where kiosk registration has signed up over 
3,000 patients in the first month alone with 
more than 70 people completing registration 
every day. As the process is automated, it 
means no staff time is taken up to verify the 
identity of patients.

At another trust, patients automatically 
receive customised letters at home. Here, PKB 
has seen a 25% conversion rate from these 
postal invitations.

The largest shared patient portal program 
in the UK  
Imperial Health Charity 



A system that allows data to move with patients
Kevin Jarrold, Chief Information Officer at Imperial 
College Healthcare NHS Trust and Chelsea & 
Westminster NHS Foundation Trust, added: “We 
designed CIE so the data follows the patient 
wherever they are in the world. Our clinicians look 
after NHS patients from all over the UK in their 
national centres of excellence and with patients 
from London changing residence much more than 
the rest of the UK, it was important for us to choose 
a patient portal that allows patients to share data 
with any provider, and with open read-write APIs to 
integrate with their systems.”
 
Andy Kinnear, Chief Information Officer from 
Connecting Care - a similar program developed in 
Bristol, is particularly supportive of this model as 
it allows patients who travel between Bristol and 
North West London for tertiary care to easily share 
their data. He said: “It’s great that all data is truly 
available to the NHS via open APIs. But more than 
that, there is a consent layer that allows patients 
to express their preference on being contacted, 
taking part in research and sharing with friends 
and family that actually care for them. We have 
already had professionals in Bristol access data 
from London, and vice-versa.”

Sanjay Gautama, Chair of North West London 
Information Governance Steering Group, added: 
“Patient-controlled data sharing is the right way 
to join up health and social care, and to consent 
patients to contribute data for research.”

NHS Innovation Accelerator (awarded to 
Patients Know Best and Lloyd Humphreys)

Top 100 Global Digital Health Award 

EHI Award for ‘Best use for Technology to 
Share Information with Patients and Carers’

Health Services Journal Clinical Leaders 
Award (awarded to Mohammad Al-Ubaydli)

Granular consent  
gives patients control over who they 
share their information with.

Hosting the health records of  

over 1 million 
people.
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In many cases, we can avoid 
A&E visits and that’s good 
news for the patient – and for 
our hospital. 

Dr Azhar Ansari 
Consultant 
Gastroenterologist, 
Surrey and Sussex Healthcare 
NHS Trust
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Ulcerative Colitis and Crohn’s Disease are the two 
main forms of Inflammatory Bowel Disease (IBD) - 
a long-term condition affecting more than 300,000 
people in the UK. IBD causes inflammation of the 
gut where symptoms can flare up at any time.

The importance of monitoring 
Regular monitoring and the ability to receive 
prompt treatment at the time of the flare-up is vital 
for patients – something which the conventional 
diary-based outpatient model can not always 
accommodate. 

However, Surrey and Sussex Healthcare NHS Trust 
(SASH) have introduced PKB to help IBD patients 
to self-manage their condition and remotely 
communicate with their clinical team, if and when 
needed. This allows the clinical team to monitor 
their care and provide timely access to treatment 
before symptoms progress.

PKB has been rolled out to approximately 4,000 
IBD patients across Surrey and Sussex Healthcare 
NHS Trust (SASH). Dr Azhar Ansari, Project Lead 
and Consultant Gastroenterologist at SASH said: 
“Patients often experience distressing flare-
ups of the disease which can require urgent 
hospitalisation. However, through using PKB, the 
patient can self-manage their condition far more 
effectively and warn us before problems occur.”

Reducing medication costs
Traditionally, IBD patients would be offered 
azathioprine - an immunosuppressive medication, 
the side effects of which can cause up to 50% 
of patients having to swap to an expensive 
monoclonal therapy.

However, since the introduction of PKB, 
patients are given a lower dose of azathioprine 
combined with allopurinol. The effective, 
low-cost treatment is better tolerated by the 
majority of patients, compared to azathioprine 
on its own. 

Prior to treatment, a simple and readily 
available blood test that checks for an enzyme 
level encoded by the TPMT gene can show 
how an individual will more accurately process 
azathioprine. The dose can then be lowered 
to a level that the patient can tolerate but still, 
derive clinical benefit from.

PKB has allowed Dr Ansari and his team 
to undertake mandator y monitoring of 
azathioprine at scale without the need for 
face-to-face appointments. Patients can 
quickly flag up side effects via PKB, enabling 
early intervention for those that need it.
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Better care leads to savings in IBD  
Surrey and Sussex Healthcare NHS Trust



D r  A n s a r i  e x p l a i n e d  t h a t  a s  w e l l  a s 
representing a shift in the model of care 
provided, this approach also needs a new 
strategy when it comes to funding. He said: 
“What we’re doing at ESH strips out the 12 
month follow up system, which is an obsolete 
way of running a service. But what this means 
is that rather than funding the service based 
on activity, Clinical Commissioning Groups 
need to look at a value-based or outcome-
based model of funding. 

“Our outpatient clinics will always be at capacity, 
but this is an opportunity to free up space for 
patients that need to be seen immediately, 
and provide an alternative for those with less 
severe symptoms not needing face-to-face 
appointments.”

Patients can be switched from

£10,000/yr to £200/yr 
medication.

AXA PPP Health Tech and You 
‘Champion’ Award

Global 100 Health Tech Influencers 
(awarded to Lloyd Humphreys)

As Dr Ansari explains: “The cost implication is 
huge, as the next line of treatment for those taking 
azathioprine only is a monoclonal therapy, which 
can cost £10-15,000 a year.  The combined low-
dose azathioprine allopurinol treatment costs 
£200 a year and is delivered as a daily tablet, rather 
than an injection or hospital-based infusion. The 
economic cost to the patient is therefore greatly 
reduced, as they don’t need to take time off work 
for their treatment.” 

The approach is paying dividends for patients and 
the hospital. With around 4,000 IBD patients, the 
national IBD standards published by the British 
Society of Gastroenterologists recommend a clinic 
that size would need four full-time IBD consultants 
and three IBD clinical nurse specialists.

Dr Ansari’s team is half that size and has been 
able to provide excellent care thanks to the fact 
that patients with the most severe form of IBD 
are able to benefit from the combined therapy 
and PKB. In order to become a resilient service 
as more patients enrol onto PKB, further clinical 
nurse specialists and administration staff are 
required but without the increase in consultant 
staff. Through consultant supervision, clinical nurse 
specialists and administrators upskill in IBD enabling 
the service to develop its out-of-hospital experience. 

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S
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A lifeline for a  
bright student

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S

Liam is 22 years old and from East Surrey. Like 
many people his age, Liam was looking forward 
to starting a new chapter in his life, moving 70 
miles away from home to study economics at the 
University of Portsmouth. However in April 2018 
Liam’s health started to deteriorate and, following 
a number of stays in hospital, he was eventually 
diagnosed with Ulcerative Colitis. 

As someone who had always previously been very 
healthy, the news of the diagnosis came as a shock 
to Liam and his family and also put in to question 
his future at university. Liam required regular close 
support from his healthcare team to monitor any 
flare-ups. 

Shortly after the diagnosis, Liam was given access 
to his PKB account. He used this to educate 
himself about his new condition and also to 
monitor his blood tests, manage appointments 
and communicate directly with his specialist team, 
including Dr Ansari (Consultant Gastroenterologist, 
at East Surrey Hospital).

He said: "I use it as a quick way to contact the people 
I need to get in touch with at a much quicker 
timescale than it would take me if I were to use the 
other services. By early intervention, it allows me 
to prevent my condition from getting worse and 
then having to use the other emergency services".

Liam continued: "As an example, when I had 
to use my GP, it took over a month before 
I was referred and my condition severely 
worsened in that time space. With PKB, I am 
able to contact the necessary people in order 
to improve the outcome of my condition 
much quicker. I usually get a response the 
same working day which is excellent. Since I 
have been able to effectively use PKB, I have 
not been re-admitted to hospital as an early 
intervention approach has been taken and, 
for me, this has had a good impact on my 
personal wellbeing.

“Now that I have returned to university, it 
is important for me to use PKB to contact 
the necessary people for my care when 
needed like Dr Ansari. For example, last 
week my kidney test results came back 
high so I contacted Dr Ansari for advice 
as, unfortunately, I do not have access to 
the same quality of support for my IBD in 
Portsmouth as I do in Surrey."

Crohn’s  and Col i t is  UK est imates  that 
ulcerative colitis affects 1 in every 420 people 
in the UK - that’s roughly 146,000 people. And 
although there is still no cure for IBD, research 
studies have found that close monitoring and 
support with PKB can help to improve the 
quality of life and wellbeing for patients with IBD. 
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Now that I have returned to 
university, it is important for 
me to use PKB to contact the 
necessary people for my care 
when needed...



It gives me more 
understanding of what’s 
going on – it is empowering 
in a way.

Deborah
Cardiac outpatient,  
The Princess of Wales 
Hospital, Bridgend, Wales

Cardiac outpatient Deborah started using 
PKB in July 2018 after suffering a heart attack 
in 2016. Aged just 49, she was one of the first 
cardiology patients offered PKB when it was 
launched in August 2018. She said: “I’m able to 
think about the questions I want to ask ahead 
of speaking to my nurse. Before I’d go to an 
appointment and be told about my results 
and it might not have been afterwards that 
I’d have thought of something I’d like to have 
asked. Now I am much better prepared.”
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Abertawe Bro Morgannwg University (ABMU) 
Health Board had a bold vision to promote 
self efficacy and unlock patient empowerment 
across Wales. Armed with a team of passionate 
changemakers, they looked for a solution that 
would enable patients to be more involved in their 
care by securely providing access to their own 
health records . As a multi-award winning tool 
designed to more equally balance the patient vs 
professional dynamic, Patients Know Best was a 
good fit. 

A significant partnership
In 2017, AMBU, in partnership with the Welsh 
G o v e r n m e n t  w h o  p a r t - f u n d e d  a n  e a r l y 
demonstrator pilot through its Efficiency Through 
Technology Fund, joined forces with the NHS 
Wales Informatics Service (NWIS) to integrate PKB 
with national data systems.

Following the successful pilot in three departments 
in Morriston, Singleton and Neath Port Talbot 
hospitals, a growing number of outpatients in the 
Princess of Wales Hospital in Bridgend are now 
able to access their personal health records. 

As well as accessing their records anytime, 
anywhere, this means patients in Wales can choose 
who they want to share their information with, 
and work more closely and easily with clinicians 
to manage their care as a team. Care plans are 
created digitally with input from patients and 
clinicians, and videos and other media content 
that help patients to better understand their 
condition and manage their care are also available. 

The evidence for patient empowerment
Hamish Laing, Chair of the Project Board and 
former Medical Director at ABMU, said: “There is 
good evidence that giving patients greater access 
to their own health information and care plans, as 
well as other information about their health, helps 
them to take greater control of their health and 
offers us better ways to support them in doing so.”

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S

A national integration unlocks  
patient empowerment   
NHS Wales Informatics Service and  Abertawe Bro Morgannwg University 



31

The Health Tech News Awards “Innovation 
of the Year” - Finalist

ABMU has rolled out the system across a number 
of departments at the Princess of Wales Hospital 
in Bridgend. By implementing a scalable approach 
through mass registration, there has been a 
sharp increase in registration from a number of 
clinical specialities including diabetes, audiology, 
cardiology, HIV, Inflammatory Bowel Disease and 
Ear, Nose and Throat (ENT). For patients being 
cared for by these specialities, PKB is enabling better 
integration and interaction with care pathways and 
transforming the way care is delivered. 

All this has been possible because of the approach 
Wales has taken towards a national integration. 
Patients can now can see their test results for the last 
10 years along with real-time updates of new results. 

The significance of this launch was covered in the 
national media and also shown primetime on  
BBC Wales.

An award winning service
The Audiology team at Cardiff and Vale University Health 
Board won the prestigious National Welsh Government 
Planned Care Sustainability Award for reforming the 
way care is delivered for patients with hearing problems.

The service was recognised for transforming the 
audiology pathway from a consultant-led service to 
a self-managed pathway. The team is using PKB to 
encourage self-efficacy by distributing information 
such as questionnaires to patients prior to their 
appointment to help measure initial handicap to 
inform treatment plans and the final review. The team 
this can often completely negate the need for a final 
review before patients are discharged to the open 
access clinics, releasing valuable clinical time.

The platform also makes it easier for patients contact 
their clinician without the need to visit the site in 
person, or to spend numerous amounts of time 
waiting on busy telephone lines. Patients can also 
self-manage their care more effectively by using a 
range of information and learning tools such as videos 
with instructions on the care and use of their hearing 
device, information on assistive listening devices and 
links to other available support services offered by the 
voluntary sector in the area.

The first time a nation has enabled data 
to move with the patient.
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It’s a common picture; hospitals sending out 
thousands of appointment letters every day via post 
and out of those some go missing and needless to 
say, it all comes at a huge cost. 

For Western Sussex Hospitals NHS Foundation Trust 
(WSHFT), it’s a similar story. Letters to patients are 
sent via royal mail but before that, they have to be 
generated, printed, folded, stuffed and franked, and 
eventually posted out along with the millions of other 
letters that are sent out in the UK every day. 

Once a letter has been printed it cannot be traced 
which means there is a chance it could go missing. 
Patients could experience a delay receiving their 
letter or even worse, be unaware of a test result or 
not attend their appointment as a result - which 
also incurs a cost. This time-consuming process also 
involves a huge amount of resource, all which could 
be better used in other ways. 

Creating efficiencies
As part of the vision to go paperless, WSHFT 
developed a pilot for a ‘hybrid mail system’ for all 
outpatient appointment letters. The aim is to create 
appointments using the current process but instead, 
when letters are printed, they will be sent to a secure 
NHS accredited mail provider that will print, insert, 
stuff, frank and deliver to Royal Mail the same day, if 
printed before 5pm Monday to Friday. This will free 
up staff time to focus on direct patient care instead of 
back-end admin processes.

The hybrid mail solution also provides a direct 
interface into the Patients Know Best (PKB) patient 
portal which allows patients to receive letters 
electronically into a secure portal if they prefer. This 
helps the trust move towards its paper-free target, 
removing the need for paper correspondence and 
making it easier for patients to access their letters.

one million 
patients a year 
will benefit.

Up to 

£650,000 
per year to be saved.

Up to
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Giving back - generating savings for 
investment in patient care   
Western Sussex Hospitals NHS Foundation Trust



Savings that are invested in patients
The patient portal also has the capability to go a 
step further. With an unlimited and unrestricted 
licence to use the patient portal by all registered 
patients and employed healthcare professionals 
of WSHFT, up to one million patients a year 
will benefit from savings made from the hybrid  
mail system. 

Although the initial rollout will allow patients 
to view their appointment letters, eventually 
they will also be able to do a lot more by using 
the dashboard to access test results, manage 
appointments and communicate directly with 
the clinical teams involved in their care to further 
improve outcomes and patient experience. 

An audit trail means that patients can confidently 
give access to loved ones or carers, and other 
healthcare professionals involved in their care so 
that everyone has a holistic view of the care plan to 
improve integration with care pathways. As PKB’s 
patient portal can be accessed from any internet 
enabled device, patients in Western Sussex will 
be able to see their health information anywhere 
at any time, empowering them to manage their 
care whilst bringing healthcare services in Western 
Sussex into the 21st century.

PKB invests up to 

70% of an NHS trusts’ 
annual licence fee  
when using gainshare.

On average the trust posts around  
1.1 million  pieces of mail per year

750,000
are appointment related. 

Best For the World: Global Top 10% of 
Benefits Corporations
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Looking to the future

Everybody with a body will have a PKB account; that’s how 
people at PKB think of the future. But, how will we get there?

The first waves of giving patients access to the records were 
either excited exploratory or reluctant regulatory ones. PKB’s 
early users did not know the right way of giving patients access, 
but were confident it existed, and wanted to go all the way 
from access to control. In parallel the UK’s GPs were forced to 
give limited access. Most had no belief this was right to do, 
so had interest in finding the right way and did the minimum 
to be legally compliant. They achieved no productivity 
improvements.

But PKB’s early users achieved plenty.

So now we are seeing industrial-scale adoption. The driver is 
the urgent need for productivity improvements in the face of 
rising needs and stagnant supply.

The future of universal healthcare is at stake.

The industrial-scale roll-out means institutions with voluntary, 
mainstream, accelerated roll-out of patient-controlled records. 
Productivity is the driver: the more patients are in control, the 
lower the costs, the higher the quality and the happier the 
patients.

What comes next is exciting but unknowable. Once a 
technology is mainstream, emergent uses become possible as 
innovators can take for granted the mainstream technology. 
Video consultations are promising so growing, but siloed so 
limited. But with a patient-controlled record available in every 
video consultation, the doctor spends less time recreating 
the patient’s history, the safety of prescribing goes up, and 
the consultation is part of the patient’s record for the next 
professional working with the patient. Home testing is already 
cheap and convenient thanks to laboratory miniaturisation, 
but when integrated into the record automation and expansion 
become possible. As soon as the result goes into PKB, digital 
algorithms analyse it and actions begin. 

These digital algorithms are possibly the most enormous 
emergent possibility. They will augment human judgement, 
increasing safety, reducing costs, and speeding decisions 
for clinical care. But they can only act on a digital record.

At its heart technology spreads the best to the rest. Such 
a spread in health care literally saves lives. In health care 
volumes of patients treated drives quality and drives 
out costs. Aravind Eye Hospital in India has the world’s 
best results for eye operations, and the Shouldice 
Hernia Hospital in Canada is the world’s best for hernia 
operations. But geography and training limited how many 
patients a super-specialist can help. Remote access to 
the patient’s data allows safe treatment at distance, and 
automated decision-support makes the super-specialist’s 
processes available to much larger populations. Patient-
controlled records like PKB allow ending local variation in 
and reaching global highest-quality outcomes.

C E L E B R A T I N G  1 0  Y E A R S  E M P O W E R I N G  P A T I E N T S
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The only UK digital health 
supplier to be involved in all 
major NHS innovations

• NHS Innovation Accelerator

• NHS Test Beds Wave 1

• NHS Test Beds Wave 2

• Global Digital Exemplars

• Local Health and Care Record Exemplars

• NHS Apps Library

The UK is the first country that will reap these benefits. As 
Jeremy Hunt said in 2017, the UK is the first large country 
to go for record access. The USA missed this opportunity 
because of the wrong incentives, with clinicians competing not 
cooperating. And pioneers like Estonia created markets too 
small and isolated for investors and innovators. But the UK’s 
NHS has the right incentives to do this right, right now.

Which is why we have focused on the UK to begin with. We 
wanted to show the at-scale outcomes here first. But we know 
every government wants to bring these outcomes to their 
citizens as part of universal health care. We look forward to 
working with these national governments as we already worked 
with the government of Wales. And we look forward to learning 
from other countries’ innovations in patient control. Kenya will 
do this differently just as its mobile payments infrastructure 
leapfrogged Europe’s. India will do this differently as it meets 
the challenge of rural population with urban hospital building. 
And China will do this differently as it builds on the world’s 
largest and most innovative electronic commerce market.

These are the reasons I look forward 
to the next 10 years. It’s why we want 
everybody with a body to have a  
PKB account.
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Since the company launched in 2008, PKB has grown from a start-up company to a successful 
SME employing over 50 people across 30 different locations to become one PKB family. 

Our team is made up of experienced professionals from a broad range of backgrounds and 
specialisms. Most of us have also at some point either worked in, or been a patient of the NHS 
ourselves. That real-life experience of the healthcare system is what drives our passion and the 
shared belief that healthcare which centers around the patient, is the only way forward.

In that time, individuals have come and gone but the commitment from our team has always 
remained consistent. They go above and beyond everyday to ensure the benefits of patient-
centred care are realised for everyone, everywhere. 

We would like to take this opportunity to say thank you to the PKB team.

Memorable moments
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