
Samen de zorg beter maken 

PERSONAL HEALTH RECORDS: 

Why should I care? 



Definition 

 

‘A personal health record is an online platform 
for people and a lifelong tool to control, collect 

and share health information. The aim is to 
empower people and support self-

management.’  

 

eHealthWeek 2016 
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PERSONAL HEALTH RECORDS: WHY SHOULD I CARE 
 

Added value for patients  
 
 
 
 
 

 
Ronald Fokkink     



Factors that I track 

Activity

Food

Medication

Night Morning Afternoon Evening

Health



Tools that I use 

Excel 

MS Access 

Minitab 
RStudio  

Tracking 

Analyzing 

Collecting 



Contact 

 

 

 

 

Ronald Fokkink 

+31 6 52 68 84 90 

ronald.sauc@gmail.com 

 

www.linkedin.com/in/ronaldfokkink  

www.diatabetes.nl 
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Things seem to be changing…….or are they? 



 

                

 

            It’s certainly innovation of a kind, but is it empowerment? 

 

            How do we best define the paradigm shift? 

 

           Let’s look at PHR in the wider context of how technology,  
 especially at the digital end, is impacting on health 



To give an example: 

 

A powerful combination of new devices, digital technology and self-management skills 
can change the paradigm for citizens with Diabetes Type 1 

 

• Subdermal monitor means no more pin-pricks 

• Phone app. connected via Bluetooth to the device allows sophisticated 
monitoring of relevant measures – by the patient 
 

• The above technology can be created by developers with Diabetes Type 1 (or 
with family members with Diabetes) – see mySugr.com (Frank Westermann) and 
mumoActiv.com (Sheldon Steed), who know what the issues are from a patient 
perspective 
 

• And where do they get their information from, if they need support? 



NOPE: won’t look to these groups for info (or 

health service sites) 

Who do I go to for info?(asks Sheldon Steer of mumoActiv) 



YUP: These people know the problems  they want solved 

 

page has 5000 members 

How to carb count? 50 replies in two hours 

How to treat a hypo in the middle of the night? 

Am I alone? 

How do I…? 



        

    This is our understanding of the new paradigm in eHealth – its not 

    one that state-funded health services will be entirely happy with  

    because the model raises questions about data ownership and  

    impact  measures, as not all the variables are under their control,  

    such as patients’ use of social media to communicate to each other   

    for support.  



 

 

          Two caveats: these are techno-savvy patients, a different 
 generation.  

           There will always be patients who need an alternative model    
 because they are not and may never be  ‘techno-savvy’.  

           Equally, the good self-management that these new paradigm 
 diabetics illustrate doesn’t invalidate their relationship with their 
 physicians – but it has the potential to transform it 



Like 
her…….Here’s 
my private case 
study, then 
aged 3, now 5 
and at school 

 Will it be 
different for the 
generation who 
were born after 
2007 and who 
probably swiped 
their first screen 
by the time they 
were six months 
old? 



 

When her parents were our kids, we worried about how much 
TV they watched. Now her parents worry about how much 
screen time they will have on their smart phones or tablets – 
but that’s  no paradigm shift, is it? 

               

 In other words, easily available technology sells well, the same 
as sports-gear, and is partly driven by fashion, but for us to talk 
about paradigm shift we have to see that the technology 
creates or supports a distinct change in behaviour, like the 
diabetes example 

               



 

That’s exactly the problem for health and healthcare. 

Giving people access to their health data, whether via PHR or 
access to their EHR doesn’t in itself result in any significant 
incentive for or increase in self-management – the data 
available isn’t convincing – we hear about ‘greater activation’ 
but not better health outcomes 

 

The young people on the metro with their powerful hand held 
computers (also used as phones) are doing what? Mostly 
shopping, chatting with friends and looking at media 

It goes back to what we understand by the term ‘empowerment’ 

              



 

‘Empowerment’ is a term used in the commercial sector and in the 
policy world in a way that has almost rendered it meaningless. It tends 
to make patients angry, because they don’t see any sign that the 
traditional basis of power relations between themselves and healthcare 
professionals, embodied in the paternalistic model, has changed much 
following new technology – its still old paradigm with shiny new toys 

 

Exploration of what the term empowerment encompasses can help 
explain why there’s a still a real problem. My organisation with several 
others did a piece of work as a tender for the European Commission 
(SANCO as it was then) which was published in March 2015. 



 

  

Final report of the EMPATHiE project 

http://ec.europa.eu/health/patient_safety/key_documents/index_en.htm 

 

 In the briefest possible terms, the model developed and the data from 
literature over the last ten years involved three overlapping elements: 

• Education of both patients (health literacy) and professionals 
(learning empowerment skills) 

• Joint decision making 

• Self-management (especially in long-term conditions)  

http://ec.europa.eu/health/patient_safety/key_documents/index_en.htm


 

   The research data, which involved looking at hundreds of systematic 
reviews, convincingly shows that good practices in the three areas do 
produce better health outcomes. 

   The study also however included data from focus groups with patients, 
professionals and managers in 20 countries looking at barriers and 
facilitators to patient empowerment.  



 

                The top four facilitators identified by patient/citizens were:  

•   professionals having enough time to communicate properly with the 
patient  

•   the health professional having a holistic view of the patient (i.e. not 
just seeing them as a set of health data but having concerns for their 
quality of life) 

•   integrated and coordinated health and social care  

•   the patient/citizen feeling responsible for their own health 
 (health literacy). 

It was very much about ‘soft skills’ rather than technology. 

  



 

                The messages from studies such as these are clear – its not 
just patients/citizens that have to change their behaviour if we are to 
be able to talk realistically about empowerment and the very real cost 
savings and greater effectiveness potential associated with patient 
empowerment; healthcare professionals have also got to change what 
they do.  

 

We would argue that the most powerful lever for change, in the three 
aspects of empowerment described is the hardest one to implement 

                           

                                Education, education, education 

 



We could 
pretend that 
its just about 
technology… 

But there’s 
more to it 
than that! 



Among adults aged 18-80 in the USA, UK and Japan 
(5,003, 3,002 and 3,008, respectively) surveyed by 
IPSOS in 2015 around half of those in the USA and 
UK, together with a fifth in Japan, agree that they 
would use a connected health device or tool as part 
of their treatment plan if it was recommended to 
them by a physician. 

However, a corresponding survey among 200 
physicians in each of these markets (a mix of 
GPs/PCPs, endocrinologists and diabetologists) finds 
that only a minority consider themselves 
knowledgeable enough to choose the right connected 
health device or tool for their patients (24% in the US, 
12% in the UK and 11% in Japan). 



Research shows (references on request!) that there is a high level of 
public interest in the idea of a PHR or indeed access to the EHR, where 
they exist. For example in Hungary, the government has just launched 
an app which allows both: see www.menta.gov.hu  This is extremely 
well presented, but gives little detail of the design phase (how much 
user involvement in the early stages of design) and expectation is that 
take-up by the population in the first year will be at best 4%. 

 

Top-down programmes, often politically driven (and hence vulnerable 
as far as sustainability to changes of government) and aimed primarily 
at reducing the costs of healthcare can spectacularly fail (and waste 
huge amounts of money) because of failures in implementation – for 
the UK, the NHS ‘NPfIT’ being an infamous example. 

http://www.menta.gov.hu/


Here’s an example of implementation issues from a UK study of PHRs 
from 2012, not so long ago. 

 

‘Unless personal electronic health records align closely 

with people’s attitudes, self-management practices, 

identified information needs, and the wider care package 

(including organisational routines and incentive structures 

for clinicians), the risk that they will be abandoned or not 

adopted at all is substantial’.  

(Personal  Health Records: Putting patients in control? John Cruickshank et al, September 2012: 
http://www.2020health.org/2020health/Publications/publications-2012/Public-Health-
Records.html ) 

 

http://www.2020health.org/2020health/Publications/publications-2012/Public-Health-Records.html
http://www.2020health.org/2020health/Publications/publications-2012/Public-Health-Records.html
http://www.2020health.org/2020health/Publications/publications-2012/Public-Health-Records.html
http://www.2020health.org/2020health/Publications/publications-2012/Public-Health-Records.html
http://www.2020health.org/2020health/Publications/publications-2012/Public-Health-Records.html
http://www.2020health.org/2020health/Publications/publications-2012/Public-Health-Records.html
http://www.2020health.org/2020health/Publications/publications-2012/Public-Health-Records.html
http://www.2020health.org/2020health/Publications/publications-2012/Public-Health-Records.html


 

 

Our argument is that unless future users of service are intimately involved in 
product development  

 

  – and it applies as much to PHR and similar platforms as to new devices, 
apps etc.,  

 

adoption will be patchy if not poor 

  

  – this is what is really troubling the commercial providers, but even FP7 ICT 
projects show similar weaknesses –  

        

 the culture is still one of paying lip-service to genuine co-production –
old habits die hard 

 

 

     



 

 

EHFF/RBS Berlin Workshop 

 

Venue: Bosch Repräsentanz Berlin, Franzosische Strasse 32 

 

Dates: Thursday February 18th – Friday 19th 2016 

 

Objective: To formulate recommendations to improve end-user 
involvement and engagement in the development and 
implementation of eHealth:  with a focus on supporting early end-
user involvement in new product design  



 

 

This is very much work in progress 

but we got 30 stakeholders together 

to look at good practices in this area 

and to try and understand how the 

barriers to change, that prevent a 

more common-sense approach from 

being the norm, could be overcome. 

This work was reprised in Barcelona 

last month, using an eco-system model and it is currently ongoing 

 

 



 

Education: my grand-daughter taught in primary school about the 
importance of health and self-management (with digital tools): after all 
she and her peers may live to be over 100, so learning to look after their 
bodies needs to be higher on the curriculum that it is now! 

 

Education: health and digital literacy skills for citizens matched by 
education for professionals in empowerment skills and digital literacy 

(we know that one size will never fit all: it needs a segmented approach) 

 

Education: changing attitudes to innovation in digital markets – not top-
down but bottom-up, genuine co-production not old-style marketing and 
needs-led not device-led development  
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The 
innovation 
test: 

The timing has to be right! 



Visit us on: www.ehff.eu 
Or contact me:  david.somekh@ehff.eu 

http://www.ehff.eu/
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How do we make it happen? 





Coalition 

eHealthWeek 2016 



5 

 
 

Implementation 

3 

Financing 

1 

Information 

4 

 
 

Trust 

2 

Standards 

2016: Acceleration 

eHealthWeek 2016 
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Personal Health Record in Norway  

Experiences and thoughts about the future 

Anders Ravik, The Norwegian Directorate of eHealth 



Agenda 

• Why shoud I care? 

• Background, present 
features and statistics 

• Scenarios in the future 

• How can I make it 
happen? 

• Experiences from 
Norway 

 

 



Why should I 

care? 



■ Needed a secure place where 
the citizens could store health 
related information such as 
appointments, dialogs with 
health care personnel, test 
results and other documents 

■ Started up with the GP offices 
and specialized health services 
in one region 

■ Information from PHR should be 
integrated into the citizen portal 
(www.helsenorge.no) 

■ One purpose was to send 
reminders to the citizens to 
make sure they met at their 
appointments 

■ Should keep information from 
different parts of the health care 
in one place 

Background 
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Organization of Norwegian health care 



Appointments 

and 

heatlhcare 

contacts 

User settings and privacy 

Own health: 
Treatment and 

follow-up 

Economy and rights 

Insight into 
healthcare journals 

and registers 

Editorial content about health, 
lifestyle, illness, healthcare and rights  

helsenorge.no 

Tools for self help Overviews 

Digital health services that use PHR 
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Administration of health calendar 

and patient care; appointments, 

referrals and healthcare contacts 

Overall access to information that 

health care has registered and 

who have used the information 

Overview of economy and rights; 

Applications and decisions 

Health information and 

knowledge and knowledge 

about own health; preventing 

health care and decision 

support in patient care 

Notification profile and 

authorizations; 

consent and reservations used by 

health care and disclosures for 

research 

Min helse 
My health 

 

Services that requires  login 



Messages 

Overall view of 

messages a citizen 

has sent and received 

through helsenorge.no 



Overall view of 

messages a citizen 

has sent and received 

through helsenorge.no 

Messages 



Meldinger 

Overall view of 

messages a citizen 

has sent and received 

through helsenorge.no 



Appointments 

Overview of future 
appointments 

Change appointment, 
cancel, questions and 
answers 

Store in own calendar, 
confirm that you will 
meet at the 
appointment. 

 

 



Appointments 

Overview of future 
appointments 

Change appointment, 
cancel, questions and 
answers 

Store in own calendar, 
confirm that you will 
meet at the 
appointment. 

 

 



Appontments 

Overview of future 
appointments 

Change appointment, 
cancel, questions and 
answers 

Store in own calendar, 
confirm that you will 
meet at the 
appointment. 



■ Launched: 2015 

 

■ # Archives (users): 212 559 

■ # New archives week 20: 
4795 

■ # Documents : 136 511 

■ # Appointments: 9426 

■ # Messages per week 40 000 

 

Statistics 
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■ Collaboration based on 
sharing by SMART on FHIR 
app 

■ Integrate welfare technology 
and personal equipment 

 

 

Scenarios in the future 
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One example of integration with welfare 
technology 
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■ Collaboration based on 
sharing by SMART on FHIR 
app 

■ Integrate welfare technology 
and personal equipment 

■ Enable sharing of information 
with apps for personal health 

■ Lab results 

■ Health history 

■ Include the care sector 

■ Results from decision support 

■ Own documents 

 

 

Scenarios in the future 
 

55 



How can I make it 

happen? 



■ Think big – start small 

■ Difficult for a citizen to 
understand what information 
is one's own 

 

 

 

Experiences from Norway 
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Appointments 

Overview of future 
appointments 

Change appointment, 
cancel, questions and 
answers 

Store in own calendar, 
confirm that you will 
meet at the 
appointment. 

 

 



■ Difficult for a citizen to 
understand what information 
is one's own 

■ Need to mage an overview of 
all information that is stored in 
the PHR 

■ Be aware of legislation – who 
will own the data and have 
access to the archive? 

 

 

 

Experiences from Norway 
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anders.ravik@ehelse.no 
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Take home message 

Ronald Fokkink 
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More information: 

Dutch Patients Federation 

Margo Brands 

+31 6 207 407 16 

m.brands@npcf.nl 

 

mailto:m.brands@npcf.nl

