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Contact for newsletter:
Wendy Matthews

Hi everyone,

Ph (09) 530 8291

This will be the last Group Link for this year.

021 025 38147

ANZMES committee wish you a very Happy
Christmas and a New Year that sees positive
advances for those who have ME/CFS.

wmatthews.cards@xtra.co.nz
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14 Erson Ave. Royal Oak,
ANZMES will be celebrating its 35th year at the AGM
Dr Ros Vallings, Professor Tate and Richie Barnett will be
speaking… more information on page 2 and 4. All are welcome.
Refreshments are provided and we look forward to meeting you.
Local support groups are important. Many benefit from being able to
connect with others and share ideas. If you haven’t been to your local
one think about popping in. Catch up with others who know what you
are going through and may have hints on ways to make life easier.
Information leaflets and Drs booklets etc. are available from ANZMES
office at info@anzmes.org.nz so don’t hesitate to contact us if you
need resources.
Kind regards
Wendy Matthews
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ANZMES Annual General Meeting
7 November 2015 at 1.00 PM
Independent Living Services
Meeting Room
14 Erson Ave. Royal Oak,
Auckland
If you would like to skip the AGM then you are warmly invited to the ANZMES Seminar which
will take place at 1.30 pm, directly after the AGM. Our guest speakers will be
Professor Warren Tate and Dr Ros Vallings who have a wealth of knowledge on ME/CFS and
Richie Barnett who will be speaking on his experiences of ME/CFS.
ALL WELCOME! Afternoon Tea Provided.

Professor Tate
Presenting an update on his current research in finding a
Molecular Biomarker for ME/CFS .

Doctor Vallings
Will present an overview of the research that has been
carried out by international researchers of ME/CFS over
the past year. Dr Vallings will also talk about her new book
for young people.

Richie Barnett
Our Face for ANZMES
Sharing his experience with ME/CFS and how it has
impacted his life.

Map and Directions to AGM page 4
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ANZMES Presidents report for the AGM
Presidents Report ANZMES
AGM 2015

Zealand every 3 months and
helps to keep support groups
informed of what is happening
in other groups.

physicians.’

Dr Ros Vallings has been one of
This AGM marks 35 years of
the medical professionals
ANZMES caring, giving
working on the new
information and support from
2014-15 has been a busy year for ‘International Paediatric
past committees and workers up ANZMES with several new
ME/CFS Criteria’ that is almost
to the present day.
initiatives being undertaken.
ready to be released. Ros also
I would like to thank the
took Workshops at the National
Thanks
must
go
to
Patrick
members of the committee for
GP conference about ME/CFS
Hadfield
for
his
work
on
creating
the time, effort and dedication
and all her classes were
storage
for
posters
and
that they have put into the
oversubscribed. Ros has taken
running of ANZMES. Especially information for support groups
meetings throughout the country
on
the
Cloud
and
other
projects
Phil Letford as treasurer, who
from Whangarei to Bluff about
he
has
worked
on
for
ANZMES.
after eight years on committee is
the latest research etc. and this
Debbie
has
been
maintaining
resigning. Thanks must go to
has been invaluable to those
our
Webpage.
2,882
people
other committee members who
with ME/CFS. Ros’s new young
are leaving, they are Don Baken viewed ANZMES webpage in
people’s book called ‘Managing
one
month
which
was
excellent,
and Amy Williams, for her their
ME/CFS – A Guide for Young
with
the
average
being
1500work while on committee.
People’ is a brilliant resource
2000 a month. A facebook page
and thanks go again to Ros for
Thanks go to Dave O’Hara Vice has been started and with over
writing this booklet.
President for his continued
1300 facebook members this is
support of myself as President,
growing.
ANZMES held a very successful
Doctor Ros Vallings for her
lecture tour with Dr Kathy Rowe
I
would
like
to
express
my
unstinting work Nationally and
the paediatrician from
gratitude to Dr Ros Vallings for Australia, at the end of 2015.
Internationally, Doctor Ken
her support and valuable input The video that was made in
Jolly for his medical write ups
over the last year. Ros has,
for Meeting Place and all the
Auckland has been very
again
this
year,
written
up
the
members of committee for
successful and is now freely
10th
Invest
In
ME
International
continuing to support all we do
available from the ANZMES
at ANZMES. Debbie Cleland has conference that was held in
website. Young people were
London.
This
report
is
available
worked hard as Manager and
helped with information packs
on
our
webpage
and
magazine.
front line person this last year,
and school packs where
Thank
you
to
Dr
Vallings
for
so a large thanks to Debbie as
practical. An under 21s young
writing
new
information
sheets
ANZMES front line person.
person’s page has been started
on Fibromyalgia and Driving
Beth Lee is editor of Meeting
on Facebook, so there is now a
plus
helping
update
the
Info
Place, which is internationally
safe place where they can relate
sheet
on
WINZ
and
renowned as being one of the top
to each other. This year we were
Endometriosis.
ANZMES
has
36
ME/CFS magazines. Her
also able to purchase 28 copies of
information
sheets
available
expertise has been invaluable.
Dr Vallings new book ‘Managing
Thanks to Wendy Matthews for now, they are free to members,
ME/CFS, A Guide for Young
and
has
printed
another
1000
of
her work on the Group Link that
People’, and this was distributed
the
IACFS
booklet
‘A
Primer
for
goes to support groups in New
to all Paediatric Departments
Continued on page 4.
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DIRECTIONS TO AGM -Turn into the driveway of 14 Erson Ave, turn left and drive up the
hill to the venue on the right, shown by the red arrow. Parking available at the
bottom and top of the hill -see map below.

Presidents report from AGM cont. Oar radio. ANZMES supplied
Support Groups around the
from page 3…
country with resources so that they
also able to purchase 28 of Dr
could hold displays within their
Vallings new book ‘Managing
communities. This has been very
ME/CFS, A Guide for Young
beneficial for awareness raising,
People’, and this was distributed
disseminating information and
to all Paediatric Departments
letting them find the help that is
throughout New Zealand as well
available for them. As part of our
as a few Universities. We have
awareness raising ANZMES also
distributed Doctors Booklets and did a 30 second radio clips on ‘I
pamphlets this year, as required, to Heart Radio’ which covers all the
Doctor's Surgeries,
centres around New Zealand
physiotherapists and OTs, to
which increased the number of
including Paediatric Departments, people who approached ANZMES
for information and support in
Health Schools, Public Schools
August and September. This year
and Health Centres and Help
we also had a very positive
Agencies. Over 300 IACFS
response from a Banner that
Primer for physicians have been
Richie Barnett donated to
distributed to medical students.
ANZMES and was put on the
This year ANZMES sent out two New ‘Zealand Herald Website’ for
media releases. For ME day
the month. This also increased our
Debbie and Heather spoke on the contact numbers. ANZMES has

continued to advertise in the
Primary Health and Wellbeing
Directory 9th addition and will also
advertise in the 10th addition. This
goes to health professionals and
GPs throughout NZ.
In continued lobbying in August
Dr Vallings our Medical Advisor
and Neil Walter our Ambassador
met with the Ministry of Health,
the Royal New Zealand College of
General Practitioners and the
RNZCGP and Australian Royal
College of Physicians. Material
from ANZMES was distributed
and the Ministry of Health and
those present felt that the IACFS
DRs Primer booklet was the best
booklet for doctors as a reference,
so decided to make an electronic
version of our IACFS Doctors
booklet available so that GP’s so
they could easily access this
Continued on page 5
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Presidents report from AGM cont. continuing research on ME/CFS
from page 4…
and biomarkers. None of this
would be possible without funding
through an on-line platform as
well as latest research. ANZMES and I would like to thank the
is sponsoring research on ME/CFS Lotteries board for a funding
in New Zealand. Prof Warren Tate Grant of $ 46300 to keep services
running. One of our primary
from the University of Otago’s
objectives has always been the
and his group are

ME Group Link

raising of awareness of ME/CFS
and the response we are hearing
from both doctors and ME
sufferers, as well as our increasing
membership numbers, indicates
this is being obtained.

Heather Wilson

NEW BOOK!!!

PARTICIPANTS WANTED
FOR NZ ME/CFS STUDY AT
MASSEY UNIVERSITY

A Guide for Young People
Dr Rosamund Vallings,
MNZM, MB BS
Published by Calico Publishing;
August 2015; RRP: $29.99

Dr Rosamund Vallings has produced a
wonderfully crafted second book on the
well-recognised debilitating illness, Myalgic Encephalomyelitis/Chronic Fatigue
Syndrome (ME/CFS), this time written
specifically for teenagers, who are a significant subgroup of ME/CFS patients.
Every young ME/CFS sufferer will benefit
from having this book —
it is supportive, provides hope for a better
future, but still retains a realistic integrity
in providing advice for how the most debilitating symptoms can be mitigated.
Professor Warren Tate, FRSNZ CNZM,
University of Otago, New Zealand

The book is being sold through Calico
publishing www.calicopublishing.co.nz to
Dr Vallings new book is out and so far the buy a copy go to http://
calicopublishing.co.nz/book/chronicfeedback has been very good. A lot of
people found her last book easy to read fatigue-syndrome-me/
and full of information - this time the
This year Dr Vallings has had many
topic is teenagers with ME/CFS. They
opportunities to speak to support groups
have their own set of hurdles to
and Health professionals around the
overcome.
DR ROSAMUND VALLINGS IS AVAILABLE country. She talks to small groups of GP’s
who are interested in finding out more
AS SPEAKER FOR SUPPORT GROUPS
about ME/CFS and during the year took
Contact: Dr Rosamund Vallings
two Drs workshops on ME/CFS at the GP
Vallings@xtra.co.nz
Conference in Rotorua.

ME/CFS researchers at Massey
university are looking for healthy
matched controls to complete
their research on Vo2 (Treadmill
exercise) testing.
NEEDED ARE:
Healthy males 45 and 63 years
old
Healthy females 21, 49, 52, 58,
60 years old
For more information please
contact:
L.D.Hodges@massey.au.nz
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SUPPORT GROUPS
formats, speakers, funders and
material they had produced to
get feedback from their
members.

Group
Spotlight
The Group Link newsletter
is put out by ANZMES to let
ME/CFS Support Groups in
NZ know what ANZMES has
been doing over the last few
months and to encourage
groups to engage, share
resources and generally get
to know each other better.
Recently a group of ME/CFS
Support Group Leaders and
Field Workers took the
opportunity to get together
and talk about what was
happening in their regions.
It was not a meeting
organised by ANZMES,
ANZMES committee will be
holding a meeting next year
for field workers that all
support group field workers
will be welcome to attend. A
survey will be going out
shortly to ask what support
groups would like on the
agenda for the meeting and
where it would be best held.
More groups will be
involved and more notice
given to allow groups to
fund leaders to attend.
Those who attended the recent
get together, shared what they
found worked best for their
groups. Suitable times/days for
meetings, venues, meeting

This is then distributed to
members. In 2014, 150 food and
clothing deliveries were made.
They are looking to expand their
Each person spoke on what was volunteer base. They use the
postal service for those who do
happening in their groups, the
not have computers, and fill out
successes, the failures, the
highlights and frustrations and questionnaires at meetings etc.
how they were managing to cope so that forms are sure to be
filled out and collected.
with the demands of the
position usually with restricted
funding.
The feedback sheets that groups
used to gauge the success of
their services were shared, so
groups that didn’t have those
were able to adapt them for
their own purposes. They are
happy to share these sheets
with anyone who would like to
have them.

Palmerston North Manawatu
Support Group shared the idea
of a pull up banner which was
very
successful
for their
group. It
advertised
their
Ideas on how to approach and
presence
respond to funders - help
available in their communities - when they had meetings etc.
Designing their own banner
resources shared with other
saved them a lot - the $140.00 it
charities, helped all to gain a
did cost, was raised through a
much broader perspective.
sausage sizzle.
Some of the initiatives groups
are trying are really
They were able to access good
encouraging.
awareness posters through
‘Forgotten Plague” who gave
them permission to use the
posters from their site.
Recently they took teenagers
with ME/CFS, who had missed
their school camps, away
camping for the weekend.
They had a movie night, with
the movie played on the ceiling
so the teens could lie back and
watch, saw glow-worms etc. See
the photos on page 9.

Wellme has a food/meal scheme
which sees them obtaining food Their membership numbers
rose when they didn’t charge a
through Kiwi Community
Assistance - left over food from membership fee.
supermarkets especially GF etc.
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standing of ME/CFS when they
are admitted to hospitals etc.
This group works under the MS
Auckland has no field workers
umbrella. They have had a good
in a very large area so working
response to getting help for
to find volunteer field workers
members from WINZ. Finds
at present. Places used for
home visits very important as
recruiting board members and
that allows you to assess the
volunteers have been Seek,
Volunteer Auckland, and
person in their environment. The
Better Boards. Better Boards is
person is
quite expensive compared to
given an
the others but good people on
info pack
One of the longest running
there.
and an
groups. The appointment of a
assessfield officer for the young people Notes that it is worth keeping
people on mailing lists as they
ment form
has been very successful. Some
to fill out.
difficulty with WINZ Doctors in may pop up with a need in 3-4
years even if they do not make
They
this area getting those with ME/
regular contact.
believe that it is important for
CFS assed and onto a benefit
those who have ME/CFS to be
when it is needed. Have found it A lunch meeting where the
given time to talk. It is
beneficial to go into schools and young and young at heart met
therapeutic. Often the field/
and made their own pizzas
talk to nurses, counsellors etc.
support worker is the first
worked well. As with other
about ME/CFS. Do this every
person they have been able to
groups recognise the need to
three to four years.
talk to about their illness or
find those who don’t have
experience of it.
ME/CFS to help or take on
responsibility as those with
ME/CFS cannot always do as
much as is needed. The group
has found emergency cards
Believe that first contact with
with surgery guidelines are
people is very important and
useful for the groups and a
makes it as welcoming as
thank you card for carers
possible. The food is presented
The meeting structures are
bought a good response. Happy
nicely, people greeted, a friendly
evolving ones and change
to send templates to groups
welcoming atmosphere created.
according to needs. Coffee groups
that would like them.
They use assessment forms to
and home based venues working
find out if the groups needs are
well at the moment.
This get together was fairly
being met, and to gather
impromptu but it is hoped
Use the volunteer centre for
suggestions etc.
more meetings of this
helpers. Sometimes hard to get
Have been able to share the
nature will be well attended
the
ones
who
will
stay
on
after
resources of another charity and
in the future. All those
all the hours put into training
have tips on funding to offer.
there saw the need for more
them.

Once a funder has given
funding, resources, well
money they appreciate
people on board to help out
and greater help for those
they were looking after.
knowing how it is spent
and if it has made a
difference. A letter is sent
thanking them and giving
a real story (identifiers
removed) of how the funds
have been instrumental in
change or improvement in
that persons life.

Sees the need for a place, or
places for respite, for those
with the illness. Better services
for the severely ill and under-
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Support Groups cont…

Otago and Southland
MEISS

We would love to be
able to share what you
have been doing to
encourage other
support groups and
give them ideas that
may work for them
too.

MEISS has had several new
members join recently and this
has made for a busy time in the
office. Dr Ros Vallings spoke at a
public lecture at community house Please email:
Dunedin, on the 26th October on wmatthews.cards@xtra.co.nz
the latest research and findings
with your news. Not
for ME/CFS and this was very
well attended and the room filled. just your newsletter
There was an extended question
time at the end of the lecture that but more specific news
many participated in so we thank about your group.
Ros for flying down from Auckland
for this meeting. The information
You may have
she gave at the meeting was
wonderful fundraising
invaluable to people and we are
still getting good feedback.
ideas or ME
Ros met with Professor Warren
Awareness Day ideas
Tate and his group and discussed
you can share. We
their research, while down in
Dunedin. Prof. Warren Tate will
would love to share
be coming to the MEISS AGM on
the 28th November at 1pm, at 283 them with other
Moray Place Dunedin, to speak
groups.
about his ME/CFS research. All
are welcome to this meeting.

Booklet for
patients and Carers
David O’Hara and his wife
Stephanie, have worked
together to produce a booklet
written from the ME/CFS/Fibro
patients point of view as well as
that of the caregiver. It is a
beautiful book and you cannot
help but be warmed by the love
they share despite their battle with
David’s illness.
David writes about his life
before and with ME/CFS/Fibro
and Stephanie writes about how
she copes. At times just having to
accept that things have changed
and allowing David to move at the
pace he can.
I would recommend this book to
everyone, it is a great
awareness raising tool.
The book is available through
ANZMES for a donation. All
proceeds will go to aid ME/CFS
research being undertaken by
Prof. Tate.

Dr Ros Vallings, Heather Wilson and Debbie Cleland
at the Dunedin meeting in October.
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Teens go camping
Don Baken and his daughter Leah, who run the ME Manawatu Support Group, took their
teens camping. Activities took into account the teens limited energy and a great time was
had by all.
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Let’s help each other by sharing resources.
There are a range of books, DVD’s and awareness raising materials on ME/CFS/FIBRO
available from either ANZMES or some support groups, for their members.
It would be good to know what is available and where, so people can access these
resources.
If your group has DVD’s of Dr Vallings talks etc, books and pamphlets for free, to loan or
sell, please help us to make up a list to print in the next Group Link. If you have
Awareness Day ribbons or poster ideas that you are willing to sell or share it may help
another smaller group.

Items available from
ANZMES
Pamphlet on ME/CFS/Fibro
Pacing Booklet
Children’s Booklet
Turtle Booklet
Advice sheets on;
Anaesthesia, ENT
symptoms, Diet,
scepticism just to name a
few.
Booklet: A story of life with
ME/CFS from a
sufferer and caregiver point
of view.
New Members Packs
The Meeting Place
magazine.
For more information go to
ANZMES website
www.anzmes.org.nz

Items available from
Support Groups
Library books,
DVD’s
New members packs,
Booklets.
Some are free and some
require a donation.
Please contact your local
support group or look on
other group websites to see
what is available. You can
find group websites or
contact details on ANZMES
website.
http://www.anzmes.org.nz/?
page_id=11

