International Visit

Introduction

The planned visit to New Zealand of Dr Charles Lapp
took place from 16" to 29" November 2008.

Dr Lapp, accompanied by his wife Darie had a very
busy programme and addressed GPs, medical officials
at a number of venues across the country including the

Nelson and Christchurch Support Groups.
Mrs Darie Lapp and Dr Lapp with Heather Wilson

Heather Wilson ANZMES President commented that it
was a wonderful opportunity to be addressed by one of
the leading specialists in the world of ME/CFS who has
over twenty years of experience with ME/CFS and
Fibromyalgia and is one of the pioneering physicians
who first brought ME/CFS to national attention.

Auckland

Dr Charles Lapp

flew into Auckland on the 16" November and was met
by Dr Ros Vallings who was kind enough to provide
hospitality and a tour around Auckland.

He addressed a group of rheumatologists and doctors
at the Middlemore Hospital, Auckland on the 17"
November.

Dr Tony Wansbrough, who attended the meeting,
commented

"It was good to have someone of the calibre of Dr
Charles Lapp visit NZ, Dr Lapp has been involved with
research around Chronic Fatigue for over 20years and
works at the prestigious National Institutes of Health in
the US. He has a wealth of knowledge and experience
of the disease.

At the meeting in Auckland he thoroughly presented the
basic science of the disease and went on to
demonstrate what is understood and what can be
measured.

His talk and the interested response to it demonstrated
the continuing importance of educating health
professionals in the nature of the disease, its impact,
and its management.”

Hamilton
ANZMES Vice President Frankie Letford and Phil
Letford were the hosts for this section of the visit which

"

entailed a mid day meeting at the Waikato Hospital,
Bryant Education Centre, and a lunch provided by the
MS Waikato Trust.

Although lunch time is not generally good timing for a
GPs meeting, there was a good attendance of over 25
people, and Dr Lapp gave a very professional power
point presentation, and spoke for over an hour with a
further half hour for questions.

There was a keen interest in the demographics and
prognosis of the lliness and Dr Lapp provided excellent
graphs for GP's who wanted to know "what should | tell
my patients as to how long this iliness will last?"

The efficacy of certain drugs was a central discussion
point and he stressed that the management of pain was
paramount and suggested certain drug treatments while
talking about the problems of ME/CFS sufferers being
unable to cope with high doses.

The often discussed problems associated with exercise
were raised and Dr Lapp talked on this at some length
finally showing photographs of a patient's brain taken
after exercise and again 24 hours later.

They showed quite vividly the continued physical effect
of exercise on a patient's brain. Commented Frankie
Letford, "No wonder there are times when we can't think
straight!”

"This chance to have a world expert, and such a good
speaker as well, has been a real bonus for the Hamilton
support group. We distributed the Dr Shepherd booklet
on 'An Exploration of the Key Clinical Issues' which has
added to the creation of the awareness of this illness
amongst GPs and other medical officers."

Mrs Lapp, Frankie and Phil Letford and Dr Lapp

Wellington

The Wellington meeting held at the Holiday Inn Hotel
was hosted by committee member Claudia Hosking.
The evening meeting was attended by a number of GPs
and Dr Lapp's presentation was well received with a lot
of useful comments from the GPs on what they had
learned as a result of the presentation.
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Palmerston North

The visit to Palmerston North

was hosted by ANZMES member

Dr Don Baken and his wife

Margaret. The evening meeting
was attended by 20 GPs and the presentation was well
received with a lot of very positive comments from the
GPs on what they had learned as a result of the talk. Dr
Baken whose wife and daughter are sufferers,
commented "This hopefully will mean that ME sufferers
will get much better care as a result of the meeting."

Leah, Michal, Margaret-Ann and Don Baken
Palmerston North Family members and hosts

Nelson

The visit to Nelson, proved to be extraordinary in a
number of ways. Dr Lapp and his wife Darie flew into
Nelson on a very wet Saturday afternoon of the 22nd
November and were met by Dr Janice Jolly, the wife of
Dr Ken Jolly Anzmes medical advisor, who were kindly
providing hospitality for the visit.

Janice showed them some of the sights of Nelson, and
on Sunday they went on a wine tour of the Nelson
region which could have been better from all reports but
they enjoyed it.

On Sunday evening they went for a walk looking for geo
caching sites. (Geo caching is a worldwide game of
hiding and seeking treasure. A geocacher can place a
cache anywhere in the world, pinpoint its location using
GPS technology and then share the cache’s existence
and location online.)

The scheduled support group meeting

This, the only scheduled Support Group meeting of the
New Zealand visit was due to start at 7.00pm with an
expected attendance figure of about 50. Upon arriving
and being met by Mandy Baigent the Nelson support
group leader, everyone was amazed that the
attendance was between 160 and170!' This was
despite the fact that it was the stormiest night of the
year.

Janice introduced Dr Lapp and the talk, which was a
little late in starting as extra seats had to be brought in,
lasted one and a half hours with half an hour of
questions afterwards.

Dr Lapp mainly spoke about the treatment of
ME/Fibromyalgia and discussed some drug treatments
but mainly covered self help things like pacing and
sleep hygiene.

You can read Mandy Beignet's on the spot report in the
Support Group section of this issue of Meeting place.

What Dr Lapp has been doing is to educate
the medical profession of the realities of the
illness - an incredibly important function.

Question time

Question time was very good, Dr Lapp always repeated
the question so that all the audience could understand
and he gave careful and detailed answers.

One girl wanted to know how she could become aware
when she had exercised too much, as she was crashing
the next day. Dr Lapp gave her a formula for this and
suggested she try wearing a cardiac monitor (heart
rate) and also pedometer (no. of steps walked a day).
Dr Ken Jolly commented, "Dr Lapp is a very good and
natural speaker, his talk was great and couldn't have
been more successful. | think he was a very good
choice of specialist for ANZMES to have brought to
New Zealand".

Mandy Baigent also arranged for the meeting to be
recorded and a DVD of this will be available soon.

Dr Janice Jolly, Dr Lapp and Mandy Baigent

Christchurch

The Christchurch meeting held in the Community &
Public Health Building, Christchurch on Friday the 28"
November at 1.00pm was hosted by Christchurch
support group member Dave O'Hara.

The afternoon meeting was attended by a small number
of GPs and registered nurses who were treated to an
excellent discussion on ME/CFS and where the world is
at present with the disability.

Dr Lapp was very entertaining and answered questions
from the floor and because it was a small group they
were able to discuss a lot of medical terms that would
have been difficult with a large group.

We received very good feedback from the attendees
and Judith Paterson a registered nurse at the meeting,
commented

"The talk by Dr Lapp was really great. A GP | saw on
the way out said that he thought it was one of the best
talks he had ever been to and | feel the same
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Well done and thanks to those who arranged it all.

"We had a great surprise when Dr Lapp said he would
like to meet the support group members who were
having a picnic.

You can read Dave O'Hara's on the spot report in the
Support Group section of this issue of Meeting place.

Dunedin

The flight to Dunedin was delayed due to a storm and
after driving from Dunedin airport in a torrential down
pour Dr and Mrs Lapp finally arrived at the hotel where
they were met by the ANZMES President, Heather
Wilson.

After a quick lunch, Heather took them to the harbour
and Dr and Mrs Lapp had a short trip on the Monarch.

Dr Lapp speaking in Dunedin

They were lucky enough to see albatrosses flying over
the boat, seals and seabirds etc. Thankfully a window in
the bad weather allowed the sun to break through and
somewhat calmer seas for the trip.

The evening meeting in Dunedin started at 7.00pm with
over 45 GPs and medical specialists in attendance and
was very successful.

The many questions at the end of the meeting were an
indication that the presentation had helped GPs with
their understanding of ME/CFS.

Heather stated that Dr Lapp introduced the Anaerobic
Threshold concept which deals with energy usage and
how not to crash all the time.

The Anaerobic Threshold rate

The Anaerobic heart rate is calculated by taking 230
minus the patient's age

The Anaerobic Threshold is 60% of that figure; Dr Lapp
suggested that your heart rate does not exceed this
figure in any day or you are more likely to relapse.

To carry out this exercise it is necessary to buy a heart
monitor and set the alarm to the Anabolic Threshold
rate. If the alarm goes off you should stop what you are
doing until the reading falls below the threshold rate.
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As an Example :
If you are 50 years old then
230 minus 50 =180 and
60% of 180 equals 108, which
is the Anaerobic Threshold.
You set the heart monitor alarm at 108.

It is important when exercising to keep under 180 which
is the energy efficient level.

Summary by Heather Wilson

This has been a real whistle stop tour for Dr and Mrs
Lapp, giving presentations in seven major cities in what
was effectively ten working days.

Everyone agreed that Dr Lapp has a highly infectious
laugh and a great sense of humour. Nothing was too
much trouble and he patiently answered all questions.
We thank the Lapps for spending their time in New
Zealand updating GPs, medical staff and the two
support groups.

It is my view that the presentations have helped GPs
with their understanding of ME/CFS and updated
everyone on the progress being made in the treatment
and understanding of this illness.

A DVD and notes will be made available and
information posted on the web site and in Meeting
Place.

They really enjoyed meeting us Kiwis and said every
one they met had been very genuine and given them
wonderful welcomes and they wanted to thank every

one involved for their hospitality.
The visit was made possible with funding from the Lion
Foundation and the ANZMES Education and Research Fund.

Dr and Mrs Lapp against the Auckland Sky Tower

His talk and the interested response to it
demonstrated the continuing importance of
educating health professionals in the nature of
the disease, its impact, and its management."

Dr Tony Wansbrough
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