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Ladies and gentlemen,

I am very happy to be invited to this congress and have a chance to tell you something about my experiences as a patient.

My name is Heleen Goddijn and I’m from Amsterdam. I’m married and we have two sons in the ages of 21 and 24 years old. I read biology and chemistry at the Free University in Amsterdam. For 15 years I was a teacher in secondary schools. I loved my job but in 1991 I became a Rheumatoid Arthritis (RA) patient. It became difficult to move around from classroom to classroom in time. A year later, my hands became to give me problems as well.

In 1994 I left my job and took up environmental education, as this suited me better as a patient. This job was interesting, but easier. Today I only work a few hours a day. 

I had two operations, on my feet and my right wrist, in 1999 and 2000. I am using NSAIDs and leflunomide (arava). Formerly I used methotrexate, but that medicine made me feel sick and dizzy. I cannot take biologicals as I was diagnosed with a malignant tumor in my right eye in 1997.

But, I have had the luck to find meaningful occupations throughout the process of my disease which has enabled me to handle my condition and remain an active person. I can deal with my limitations.

Two years ago I became involved in the Patient Partners Project, which has been a highly interesting activity as it has enabled me to contribute to a better diagnosis of RA patients.  

Now, you will wonder – how can a patient do that?  I hope to answer this question with a brief explanation of the Patient Partner Project. First, I will tell you something about the history of this project. Then I will inform you about some studies in the United States, I will tell you about the project in the Netherlands and my own experience.

1. Introduction

For a number of years, Dutch medical universities work with ‘simulation patients’. These patients are mostly used for the students to practice anamnesis and to execute physical investigations, in preparation for their work in hospitals. The main advantage of these simulation patients is that they have been trained to play the role of a patient. In this way the medical students can practise anamnesis much better than when they practise on fellow students. 

In the Patient Partners (PP) program this goes much further: the patient himself (in this case suffering from Rheumatoid Arthritis) is now a teacher. He or she is now explaining how joints must be examined and he shows his or her own physical defects as caused by the disease. 

2. Why Patient Partners?

In the latest, improved, treatment methods for RA (for example: using biologicals), an early diagnosis remains crucial. By using the Patient Partners program in university medical education, the quality of examination of the musculoskeletal structure has clearly improved. With the help of trained RA patients, medical students can actually see and manipulate inflamed joints with the supervision of a rheumatologist. The patient partner is trained in giving effective feedback to the students.

Now I have told you in brief about the Patient Patners Project, I will tell you something about its history and about some studies.

3. History

In 1993, Peter Lipsky (Texas University, US) started to involve carefully selected and trained patients with RA in the education of medical students. The main goal of the project was to help students in recognising RA in an early phase of the disease, and familiarise them with examination of the musculoskeletal structure. The students learned to recognize inflamed joints and how to manipulate them from an actual RA patient on the patient’s own body. 

The RA patient had two qualities: in the first place, he or she was a real patient, and secondly he or she was an instructor to the students. The method as described above later on was also used in refresher courses to General Practicioners (GPs). 

Various studies showed that this appeared to be an effective training method, both for students as well as for GPs. Glazier (1996) showed that among 800 Canadian GPs, most of them experienced difficulties in the examination of the musculoskeletal structure, even though they were very confident in carrying out cardiovascular examination. By means of the refresher courses, the results improved substantially. 

In a study among 180 students in Texas (Branch 1998), one half was taught by a video-based instruction method, and the other half received an extra ‘live’ instruction by a Patient Partner. This last method resulted in a significant increase of knowledge in the group that received the extra instructions by the Patient Partner, which also translated into the results of students in written exams.

Researchers in Arizona (Gall 1994) concluded that the quality of physical examination of the musculoskeletal structure clearly improved after a Patient Partner training session. Students using Patient Partners also achieved better exam results in this case.

After a while, the Patient Partner program was offered by Searle (now: Pfizer) to GPs. The program was extended and also became a success in Britain, Scandinavia and South-Africa. In the Netherlands there was also an interest to work with Patient Partners in refresher courses. In 1996, this led to a similar introduction of the Patient Partner programme to Dutch GPs. The Dutch project was initiated by the Dutch League of Arthritis Patients, in cooperation with the Dutch Society for Rheumatology and Pfizer. 

This element of refresher courses was warmly welcomed by many GPs and later on officially recognized by the Dutch Society of GPs (Landelijke Huisartsen Vereniging). In December 2006, the training to GPs stopped, as most had been trained. Approximately 5500 GPs in the Netherlands have been trained over the past ten years. Last year, the project was introduced into the Dutch curriculum for the training of GPs. This is a very important target group, as 200 GPs are now trained each year.

There is another group that participate in the PP project: the medical students. I have a lot of experience with them. 

4. Patient Partners at work: Universities

In 1997, a year after the beginning of the GP programme, the Patient Partner organisation started with undergraduate medical students. By now, seven out of eight Dutch universities participate in the Patient Partner project, mostly in the phase of practical skills training. This is done just before and sometimes during the obligatory internship at university hospitals. 

Every year now, 2100 students are being trained under the Patient Partner programme. At this time there are 45 Patient Partners in the Netherlands. Students are very enthusiastic about this form of education. This is shown by both informal feedback and surveys held among them. A large part of the students say that they found it very interesting to examine a real patient. In particular they liked the interactive character of the session and a stunning 97% of those interviewed gave a positive evaluation of the general and didactic quality of the courses. 86% rated the programme as eight out of 10. 

In my Patient Partner work with the students, I have the same experience: the students are always very interested and enthusiastic. Very often I am the first real patient for them. 

How do we work?

5. Educational sessions

In an educational session with individual Patient Partners, one Partner trains three or sometimes four students or GPs. After a short introduction by the rheumatologist about RA as a disease, the Partners introduce themselves and briefly tell the students their medical history. The students are divided in groups. Each group is given instruction on joint examination by one Partner, using medical terminology. After that, the students examine the first two joints. The other joints are demonstrated by another Patient Partner, as the students change from one Partner to the other. In this way they are allowed to see different patients with different complaints. The joints we show them, and they are allowed to manipulate are wrists, hands, knees, ankles and feet.

(6. Selection and education)

As became clear from my introduction, I am a typical example of a well -educated patient, with didactic skills, who has accepted her illness. This made me a good candidate to be a Patient Partner. Potential PPs have good communication and didactic skills and are able to adopt medical terminology. They must have at least higher vocational education. The Patient Partners’ education is given by the founders of the project in the Netherlands, supervised by a rheumatologist. 

The potential Patient Partner receives a theoretical education, in which he or she is taught the anatomy of wrist, hand, knee, ankle and foot. The Partner also learns to recognise and indicate the deformations of the joints. After the theoretical part, practical skills must be mastered. In three days the trainee practices the four aspects of joints examination: inspection, palpation, flexion and extension and functions of the joints. The Partner is also trained in explaining his or her medical history (anamnesis). 

At the end of the training the trainees must take an exam. When training students for the first time, the new Patient Partner works under the supervision of an experienced volunteer. 

7. State of affairs and the future

In 2006, the Dutch Patient Partners Project celebrated its 10th birthday. At the moment, there are 45 volunteers across the country. After an intensive training they offer their services free of charge, with expenses compensated.  

In 2000, the Dutch PP organisation trained the first 10 Belgian Patient Partners. By now 25 Belgian Partners have become active. Also in 2000 the PP organisation received a special prize, the National Rheuma Prize, presented by Queen Beatrix of the Netherlands. 

I have been working as a PP for two years now. I give a session for medical students approximately once a fortnight, and less frequently for trainee GPs.

I very much enjoy this opportunity to use my teaching skills and to contribute to a better diagnosis of RA patients, so that future patients have a chance of a better treatment.

As a patient, it can be demanding, especially at times when inflammations of my joints are worse. This is a reason why we always do the sessions in groups of three or four students and no more. The other reason is that every student has the chance to train with palpation.

I want to continue this work for the next few years, because I like it and because I can help students and trainee GPs in recognising RA in an early phase of the disease. And in that way I help future RA patients too.

For information, or if you are interested to introduce a Patient Partner Programme in your own Medical School, you are very wellcome to contact us. 

Information about the project and contact information is in the handout (below).

I thank you for your attention.

(8. Project Management)

Paul Klouwens, Dutch League of Arthritis Patients

Charlotte Rijs, Coordinator Patient Partners, Nijkerk

Irene van der Horst-Bruinsma, rheumatologist, VU Medical Centre, Amsterdam and representative of the Dutch Society of Rheumatologists

Contact: Heleen Goddijn, Amsterdam  tel.  +31 20 6370221


   email: heleengoddijn@gmail.com
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