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HELLO.

Welcome to the ﬁrst issue of
the APPROACH Newsletter!
You are receiving this newsletter
because you are taking part in
the APPROACH project, either
as a patient or as a researcher or
doctor.
We would like to start by thanking
you: together, we will work
towards better treatments for
osteoarthritis patients.
The APPROACH family: medical professionals, data-analysts, pharmaceutical industry
representatives and patient experts
Although there are a wide range of devices and treatments available that aid
in relieving pain and improving quality of
life, there are currently no drugs that can
halt or reverse the onset or progression of
osteoarthritis. This is partly because the
disease affects people in different ways.
The mechanisms that lead to the disease
in different groups of patients are poorly
understood.

and imaging analysis, that were analysed
by means of BIOINFORMATICS to identify groups or subtypes of patients who
have similar profiles. The APPROACH clinical study that you are now taking part
in, will be used to confirm the subtypes
that were found. Ultimately, defining such
subtypes will help to improve diagnosis
and personalized therapy, and ultimately
leads to better care for patients.

It is very important to better understand
osteoarthritis and develop better guidelines for new drug research. This is why the
European Union, together with the European pharmaceutical industry, has funded
the APPROACH project.

Through this newsletter, we will keep you
informed on how the project progresses.
The newsletter will come out roughly once
every six months.

The project kicked off in 2015, and since then, existing data from more than
10,000 patients and healthy individuals
has been combined in the ‘APPROACH
database’. The data includes indicators
of disease progression (BIOMARKERS)

If you are interested in more frequent updates, please have a look at our website:
www.approachproject.eu.

BIOMARKERS are biological
molecules or other objective
measurements (for example,
images) that can be analyzed
in blood, other bodily fluids, or
tissues. They are indicators of
a normal or abnormal biological
process. A biomarker may be
used to see how well the body
responds to a treatment for a
disease or condition.

BIOINFORMATICS combines
Computer Science, Biology,
Mathematics, and Engineering to
analyze and interpret biological
data.
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FROM THE PATIENT COUNCIL

It’s all about the patient
Welcome to the APPROACH
family!
Because that’s how we refer
to the diverse and motivated
group of medical scientists,
pharmaceutical industry players
and research participants in the
APPROACH study. Together
we are working towards better
diagnostic methods and more
personalized treatment for
osteoarthritis.

Five members of the APPROACH Patient Council in November 2017. FLTR: Jane
Taylor, Maureen Grossman, Sjouke Dekker, Jon Skandsen, Kaoutar Douieb.

Unique to the cross-border APPROACH
Project is that ever since the formal start
of the project, the Patient Council has
been actively involved in the project’s design and implementation.

out the details of the clinical study (related
to communications and the burden for
study participants). It also reviewed the
research protocol, the patient ‘informed
consent’ forms, and the APPROACH flyer.

From the beginning, it has provided ‘the
voice of the people’ in this complex research project, and has looked after the
interests of the study participants: namely
you! The Patient Council also plays an important role in developing communication
materials and, as such, is explicitly involved in preparing the newsletters that you
will receive over the course of the study.

In addition to ethical aspects, the Patient
Council has also highlighted practical details that may be relevant to patients participating in the study.

The Patient Council consists of experts
from Germany, the Netherlands, Norway,
Spain and the United Kingdom with direct
experience of living with osteoarthritis. All
members of the Patient Council need to
keep up-to-date in their understanding
of the medical information and research
terminology – all in English! At the same
time, it is important that they stay grounded and realize what participation in the
research will entail for study participants
with osteoarthritis.
Over the past few years, the Patient
Council has been extensively involved in
developing the project plan and working

The Patient Council convenes by phone
several times a year. In addition, the project organizes an Annual Meeting, during
which the Patient Council meets with all
APPROACH partners and disciplines to
exchange information and opinions. In
November 2017, this international collective of medical professionals, data-analysts, pharmaceutical industry representatives and patient experts concluded:
APPROACH is on schedule and the clinical study can start!
In 2016, the Patient Council gave a lecture at the Annual Meeting about the importance of involving patients in medical
research, and last year talked with all the
researchers involved about the individual
pain experience of an osteoarthritis patient. In the midst of all the scientific work
and the deadlines, these presentations

reminded researchers of the target of their
efforts: you the patient.
Contact us
The Patient Council continues to closely
follow the progress of the clinical study. As
participating patients, people like you are
a very important link. It is therefore very
important to hear how you experience
the research. Of course, you can always
discuss any personal questions with your
research doctor. We imagine that you may
also want to discuss your thoughts with
other patients, in which case we would
like to hear from you.
Please contact us at
patientcouncil@lygature.org.
All e-mails will be forwarded to the
members of the council.

“We hope that, like us, you
quickly feel at home in the
APPROACH family!”
The APPROACH Patient
Council

Quick Facts
INTRODUCING

Osteoarthritis (OA) is one of the ten most disabling
diseases in developed countries. Global estimates are

The APPROACH Patient
Council

that 9.6% of men and 18.0% of women over 60 have
symptomatic OA.

JANE TAYLOR (UNITED KINGDOM)
Rheumatoid arthritis and osteoarthritis; 57 years of age;
university lecturer; chair of Arthritis Research U.K. Patient
Insight Group; chair of the APPROACH Patient Council

Despite a large and growing disease burden in OA,

MAUREEN GROSSMAN (UNITED KINGDOM)
Osteoarthritis, two hip replacements; 72 years of age;
retired chemistry teacher; volunteer Arthritis Research U.K.

DIETER WIEK (GERMANY)
Ankylosing spondylitis (type of arthritis), osteoarthritis +
hip replacement; 70 years of age; retired grammar school
teacher; vice-president Deutsche Rheuma-Liga; vicepresident EULAR (fighting rheumatic & musculoskeletal
diseases together); representing PARE (people with
arthritis and rheumatism in Europe)

JON SKANDSEN (NORWAY)
Rheumatoid arthritis, knee replacement; 57 years of
age; retired computer scientist; member Patient Council
Diakonhjemmet Hospital Oslo

KAOUTAR DOUIEB (SPAIN)
Osteoarthritis; 22 years of age; student nursing

DINY JURG (THE NETHERLANDS)
Osteoarthritis; 66 years of age; retired X-ray assistant;
patient partner in CHECK (a large Dutch research project
on osteoarthritis by the Dutch Arthritis Foundation)

SJOUKE B. DEKKER (THE NETHERLANDS)
Osteoarthritis; 72 years of age; hip replacement; retired
staff member cultural affairs and speechwriter; patient
partner in CHECK (a large Dutch research project on
osteoarthritis by the Dutch Arthritis Foundation)

pharmaceutical companies abandoned OA drug
development due, in part, to complexities around

identifying the right patients to treat.

APPROACH seeks biological markers of disease
progression in order to allow shorter, lower cost and
more effective trials – one example might be chemical
indicators of cartilage breakdown in the bloodstream.

Identification of patients who are most likely to respond
to a given treatment, should lead to improved drug

development and diagnostic/prognostic tools

that allow OA patients to receive highly personalized
treatment.

APPROACH receives financial support from
the Innovative Medicines Initiative (IMI), which is

funded jointly by the European Union and the European
pharmaceutical industry.

This newsletter appears in Dutch (APPROACH
Nieuwsbrief), English (APPROACH Newsletter), French
(APPROACH Bulletin), Norwegian (APPROACH
Nyhetsbrev) and Spanish (Hoja Informativa APPROACH).

You can find out more about the project on
www.approachproject.eu, where you will also find
latest news and tweets.
Specific sections of the website are also available in
Dutch, French, Norwegian and Spanish.

What would you like to say to the APPROACH
participants?
At each visit, participants need to be in the hospital for a few
hours. They need to undergo a lot of tests. We are extremely
thankful that participants want to do this, especially when you
keep in mind that there will be no direct benefit for them. It is
great that they see the importance and bigger picture of this
study and are willing to participate.
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What will be the next step?
We are now screening possible participants. After screening
data of these participants will go through a computer model.
This model determines which participants are most feasible
for APPROACH. Those participants will be included in the study, meaning that they will be followed for two years in which
there will be four visits.
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What has already been done?
All participants of CHECK (Cohort Hip and Cohort Knee by the
Dutch Arthritis Foundation) were asked if they would like to
participate in APPROACH. Currently we are screening those
patients to see if they are suitable for APPROACH. Meanwhile,
behind the scenes, me and my colleagues are working already
for a few years to organize the project. A total of 300 participants in five centers throughout Europe, tens of tests at every
visit, four visits in two years with a strict follow-up time… All
these things make it an exciting challenge to coordinate the
study, and this is something which I really enjoy.

Rheumatology

What do you like the most about it?
Apart from examining participants at their visits, I am partly
responsible for the supporting logistics. Scheduling hospital
visits of a few hours, including MRI scans and CT scans, for
150 participants is a real challenge! This challenge is one of the
things I like about APPROACH. The work I do for APPROACH
is very diverse. I like the cooperation with the participants and
all international partners. Next to the medical part, I get the
opportunity to learn how to organize such a project.

Leiden University
Medical Center

What is your role in the APPROACH project?
When participants visit the UMC Utrecht, I am one of the researchers who they will see. UMC Utrecht will include 150 patients, out of the 300 participants that the APPROACH clinical
study will include altogether.

Included in the study

Eefje van Helvoort is a physician and researcher
at University Medical Center (UMC) Utrecht.

Invited for a ﬁrst
screening

Eefje van
Helvoort

Department
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