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Meeting Place is the quarterly journal of the Associated New Zealand Myalgic Encephalopathy Society 
(ANZMES) and the medium for sharing information, news and views on Myalgic Encephalopathy/Chronic 
Fatigue Syndrome (ME/CFS).   
ANZMES Inc. is a New Zealand registered charity No CC 30391 whose main aims are to: 

• provide support for, and to publish and distribute information to groups and individuals suffering from or 
interested in ME/CFS, including their family and carers. 
• provide a national focus for and to represent individual sufferers and Support Groups for ME/CFS.  
• promote research into the study of ME/CFS and of the causes and treatment of this disease and to liaise 
internationally and keep abreast of current research. 
• maintain its position as an authoritative advisory body in the area of ME/CFS. 
• raise awareness by educating health professionals and the wider community about this medical condition. 
• produce a regular publication for all subscribing members to disseminate information and support. 

Postal Address  
PO Box 36-307. 

Northcote. 
North Shore City 0748 

New Zealand. 
 

         Telephone  
+64 9269 6374 

Please leave a 
message your call will   
be returned as soon 
       as possible. 

Executive Committee  
 

President              Heather Wilson 
Vice President      Frankie Letford 
Treasurer             Phil Letford 

Libby Boone                  Suzanne Duffy  
Dr Ken Jolly                  Elizabeth Lee               
Eleanor Robinson         Kanya Stewart              
Dr Ros Vallings             Dan Williams 
Gerda Smit 
National Coordinator     Colin Robinson 

  Editors – Colin & Eleanor Robinson 

Subscription/Membership  
Contact the National Coordinator for all membership 
enquiries and payments.  
The financial year runs from 1 April to 31 March and 
annual subscriptions are due on 1 April every year.  
The Annual membership fee is $40.00 which includes 4 
issues of Meeting Place. 
Family membership at $5 is available to a family member 
living at the same address as the principal member.  
A concessionary membership of $20 may be available 
upon application to the National Coordinator.  

Payment  
Payment can be made by cheque, credit card, or direct 
credit (contact the National Coordinator for details). 
Cheques:        Please make payable to ANZMES Inc.   
Credit cards: Please provide name on card; expiry date and 
credit card number. 
For security reasons it is not advisable to send cash through 
the mail. 
            Overseas rates (All overseas mail is sent Airmail) 
                  Australia - AU$46         USA - US$42 
                     Canada - CA$48      UK - GB£33 
                      All other countries - US$42 
 

                    E Mail  
 Enquiries:   info@anzmes.org.nz 
 Editor:        editor@anzmes.org.nz 
 Web site:    www.anzmes.org.nz        
 

Donations  
Please help cover our operating costs. 

We are dependent on donations and donations of any 
size help a great deal and are always gratefully received.  
Receipts are issued and donations over $5 are tax 
deductible 

MedicaI Questions  
If you have any medical questions for Dr Ros Vallings or Dr 
Ken Jolly, please visit your own GP and ask him/her to 
liaise with Dr Vallings or Dr Jolly. 
Dr Vallings and Dr Jolly are unable to answer any questions 
directly. 
 

Meeting Place is the quarterly Journal of the Associated New Zealand Myalgic Encephalopathy Society (ANZMES) Inc. Editor: Colin 
Robinson. Editorial team: Ros Vallings, Ken Jolly, and Heather Wilson. Meeting Place is a medium for sharing information and views about 
ME/CFS. By bringing together people otherwise separated by distance and illness, patients and their professional advisers, and the 
scientific and the speculative, it is hoped to contribute to the support network for sufferers of ME/CFS and similar conditions, and to bring 
about improvements in awareness, understanding, diagnosis, treatment and care. 
 All articles and opinions are those of the authors and do not necessarily represent those of the editor, the editorial team or ANZMES. 
ANZMES does not recommend any treatments and it is stressed that the diagnosis of ME/CFS relies on clinical description/presentation 
and on exclusionary medical testing. It is imperative to seek qualified medical advice for evaluation. Any advice, either explicit or implied, is 
not intended to replace qualified medical advice. ANZMES does not accept any responsibility for any treatment undertaken by readers of 
Meeting Place or for any error or omission in connection with any article published in Meeting Place. 
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From the editor
Welcome to the first issue of Meeting Place in 2009. We 
hope that you had a happy and restful Christmas and 
will face the year - a quarter is already gone – with hope 
and resolve.  
We are in a hard economic climate, and everyone 
agrees that tough times are ahead, which will be in 
addition to the same ME/CFS issues members have 
been preoccupied with for years. 
So, what can we advise for you to get through this 
difficult year? 
It is important to adjust mentally to the unpredictable 
nature of ME/CFS, to conserve your energy, to give 
your body time to heal.  
Prepare for future events by getting extra rest in 
advance, maintain a calm mental outlook and don’t 
permit mental stress over your illness to pull you 
backwards.  
Pace yourself, maintain a healthy diet and try to get in a 
little gentle exercise, and above all, maintain your sense 
of humour.  
Enjoy reading Meeting Place, and remember there is 
light at the end of the tunnel. 
 
New Information Sheets  
Five new information sheets have been released, four 
of which focus on young people with ME/CFS. 
To obtain any of the ANZMES information sheets, 
which are free of charge to members, please contact 
the National Coordinator. 
 
Info. Sheet No: 20…  Key facts on ME/CFS 
 
Info. Sheet No: 21…  Guidance for Young People with 
ME, by Dr Ros Vallings. 
 
Info. Sheet No: 22…  Young people with ME/CFS 
 - A guide for Parents. 
 
Info. Sheet No: 23… Young people with ME/CFS 
- A guide for Teachers. 
 
Info. Sheet No: 24…  Young people with ME/CFS 
- A guide for Young People. 
 
Book reviews 
In this issue we feature two sections of book reviews, 
our usual reviews and as a bonus, two special review/ 
recommendations by Dr Ros Vallings.  
"Breathing Matters" by Jim Bartley, a New Zealand ENT 
specialist, deals with a problem faced by many ME/CFS 
sufferers, and Professor Puri's book, "A natural way to 
treat ME/CFS", provides some good background 
material for the primary health professional. 
 
Writing Competition 
The theme for this year 'ME Awareness Day' writing 
competition is Friendship and/or Companionship, both 
of which are much needed by all ME/CFS sufferers. 
Entries may take the form of poetry, prose or either a 
short story or a personal reflection and can be typed or 
handwritten. 
An annual membership subscription will be awarded to 

each of three winning entries. 
Please take part and give other 
members the benefit and encouragement of your 
reflections. 
The closing date is the 31 May 2009. 
 
Loneliness and uncertainty  
The life of an ME/CFS sufferer can be very lonely, not 
only in terms of companionship, but in the mutual 
understanding of the effects of the illness on everyday 
life. 
The focus in the June issue of Meeting Place will be 
facing the loneliness and uncertainty of life with 
ME/CFS. 
We would like to hear from members about how they 
coped with loneliness and uncertainty in their struggle 
with ME/CFS. 
 
May 12 International ME Day 
In this issue we have a special focus on 
ME Awareness Day, what it is and how 
all members, their families and friends 
can contribute to raising awareness. 
We would ask everyone to send a letter 
to all government ministers and their MP.  
A template letter is enclosed; no postage is needed, 
complete the address details, sign it and post it. 
It will make a difference. 
 
Issues 
Following the last issue when we featured members' 
letters on Adrenal Fatigue and an alternative treatment, 
we publish a member's letter on the controversial 
treatment CBT, with observations from Dr Ken Jolly. 
If you would like to raise any issues on any technical 
matters and or treatments concerning ME/CFS please 
let us know. 
 
Annual General Meeting 
A date for your diary, 4th July, it is AGM time again, and 
your chance to participate in the future of your society. 

You can take part by attending in 
person, writing in or voting by post or 
proxy.  
   Full details are on pages 47 - 49. 
 

 
Conference report 
A summary of Dr Vallings report on the Reno 
IACFS/ME conference is on page 39. The full report will 
be published in the June issue and on the Web site. 
 
Address 
Please note that there is no longer a separate postal 
address for correspondence to the editor; address all 
mail to ANZMES, PO Box 36 - 307, Northcote, 0748. 
 
Dr Lapp at Dunedin…DVD 
The DVD is now available, cost $15.00 including 
postage and packaging. Allow 14 days for delivery. 
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AWARENESS DAY   
 WRITING COMPETITION 

 
The theme for this year's annual Awareness Day 
writing competition is friendship or companionship. 
Entries may take the form of poetry, prose or either 
a short story or a personal reflection and can be 
typed or handwritten. 
An annual membership subscription will be awarded 
to the each of three winning entries. 
Please take part and give other members the benefit 
and encouragement of your reflections. 

Entries can be submitted either by E mail to: 
comp@anzmes.org.nz or by post to: 

ANZMES. PO Box 36-307. North Shore City 0748. 
The closing date is 31  May 2009; winning entries will 
be published in the June issue of Meeting Place. 

REMINDER. 
The 2009 subscription is due on 

 31 March 2009. 
Please complete and return the renewal form, 
enclosed with this edition of Meeting Place, 
together with your payment to: 
 

ANZMES 
PO Box 36-307 

Northcote. 
North Shore City. 0748 

 
                           Lost the form? 

Telephone 09 269 6374  for a new one 
If you feel you need a concessionary membership 
contact the National Coordinator in complete 
confidence; but you still need to complete and 
return the renewal form. 

 
AWARENESS WEEK 2009  

 
This year ME Awareness Day, 12th May, falls on a 
Tuesday. Therefore the International ME Awareness 
 Week will be from 
              Monday 11 May – Sunday 17 May  
We look forward to hearing what everyone got up to 
for Awareness Day in their Support Groups, or in 
their own informal groups. 
Please let us know so we can share it with everyone 
else all over New Zealand – who knows what this 
sharing can generate. 
It is hard to quantify the good it does to our hearts 
and positive thoughts to know what others have 
been able to do to mark the day. So please share 
your experiences. 

ANZMES COMMITTEE NEWS 
John Kelliher  has resigned to concentrate on his 
work at the Bay of Plenty Support Group, and 
Claudia Hosking has resigned because of poor 
health and personal commitments. 
ANZMES President Heather Wilson, commented, "It 
is sad to lose such hard working members and the 
Committee thanks them both for their valued 
contributions." 

NEW SUPPORT GROUP 
A new support group has started up in NAPIER. 

ME/CFS and FM sufferers are welcome. 
For details contact: Teresa Powell 

17 Woodhouse Place, Pirimai, NAPIER 4112. 
Ph (06) 8422 072 or 027 636 5160 

E-mail: alizdick@xtra.co.nz 

LONELINESS AND UNCERTAINTY 
The life of an ME/CFS sufferer can be very lonely, 
not only in terms of companionship, but in the 
mutual understanding of the effects of the illness 
on everyday life. 
We would like to hear from members about how 
they coped with loneliness and uncertainty or why 
they did not experience these aspects in their 
struggle with ME/CFS,  
Please write or email your experiences to the 
editor. 

ANNUAL GENERAL MEETING  
A date for your diary 4th July 
it's AGM time again, and 
your chance to participate in 
the future of your society. 
You can take part by 
attending in person, writing 
in or voting by post or 
proxy. Full details are on 
pages 47 - 49. 

 

ME - REACHING OUT 
This is a 'virtual' ME/CFS support group, a place 
where you can share information and ideas.  
You can chat and build net friendships and 
support, and there are contributions from 
recognised authorities on ME/CFS. 
The focus will be on the Kiwi ME scene, but 
everyone is welcome; there is no charge to belong, 
simply go online and register at: 

www.nzmecfsdiscussionboard.createforum.net 
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From the President 
2009 a year for the Biomarkers? 
This year, I believe, will be an important and exciting 
year for those with ME/CFS with several research 
groups around the world saying they will have 
biomarkers out in the near future. 
Dr Charles Lapp, when he was lecturing in Dunedin, 
commented that a blood test will be coming out in the 
USA later this year.  
In Japan and Spain, government resources are putting 
vast amounts of money into research as well, and this 
too will eventually benefit sufferers in New Zealand. 
In the USA many ME/CFS research groups are also 
working hard and the IACF, as reported in the last issue 
of Meeting Place, has recently put over a million dollars 
into six different groups of research. 
With more pooling of information throughout the world 
and several conferences a year, the answers are at last 
coming out about ME/CFS.   
Dr Ros Vallings attended the IACFS conference in Reo 
in March this year to obtain the latest information on 
treatments and research etc and her report will be 
published in the June Issue of Meeting Place.  
 
A busy in the first quarter  
ANZMES has been very busy in the first quarter of this 
year, our membership has continued to grow and the 
group of four pamphlets for the young people with 
ME/CFS has been completed. 
These are for Doctors, Teachers, Parents, and of 
course the young people themselves.  
We also now have a guidance pack available for new 
support groups starting up, so if anyone is thinking of 
starting a support group please get in touch with the 
office.  
Support groups, which play a vital role in the 
management of ME/CFS, are needed throughout New 
Zealand. 
ANZMES has been donated several programmes by 
Techsoup, a company that deals with the donation of 
Microsoft software to Community groups. This will allow 
the office computer system to be up to date with the 
latest software packages.  
Our webpage is also being continually updated by Colin 
and thanks for all his work on this area and the 
professionalism and commitment he is putting into 
ANZMES. 
 
Committee members 
I regret to report that John Kelliher has resigned from 
the ANZMES Committee. I thank John for his time as 
treasurer and for the support he gave both Committee 
and myself.  
I hope he will now have more energy to put into his own 
area at the Bay of Plenty Support Group, Tauranga, 
where he is Secretary Manager and also edits their 
newsletter. 
Claudia Hoskings has also resigned from the committee 
and we thank Claudia for the work she has put into 
being the ANZMES contact person in the area of Carers 
Strategy.  
Gerda Smit from the Wellington area has now joined 
the Committee and we welcome Gerda on board. We 

thank Gerda for participating in 
the February Carers meeting in 
Wellington, as we all know 
Carers are very important to 
those with ME/CFS and it is 
important for ANZMES to be 
represented in this area.  
 
Strategic direction  
As part of our strategic direction, this year ANZMES is 
to do more government lobbying and awareness 
upraising of ME/CFS.  
I have written to Tony Ryall the Minister of Health 
asking what the new government plans to do in the area 
of Home Help.  
There are still both gaps and uneven treatment in the 
area of Home Help in the system throughout the 
country. 
In some geographical areas those with ME/CFS get 
adequate help, whilst in other areas ME/CFS clients get 
none at all. This area will to be brought to the attention 
of Ministers and MPs and hopefully remedied.  
The May 12th Awareness Day campaign by ANZMES 
will also form part of this strategy, as it presents a great 
opportunity to lobby.  
The article ' ME Awareness Day' in this issue explains 
fully how we ask you to play your part – it costs nothing 
but will make a difference. Please send your letter. 
ANZMES also, is writing individual letters to be 
delivered to all government ministers and MPs on May 
12.  
The Post Polio Syndrome organisation has agreed to 
work in with ANZMES to lobby for a multidisciplinary 
unit or centre of excellence as some call this. This will 
be a centre with the specialists all under the one roof 
and the endless appointments over time to get a proper 
treatment and action plan should be quicker.   
The two groups combined will produce more lobbying 
power and hopefully move the project forward this year. 
  
Writing competition 
The 2009 Awareness Day writing competition has the 
theme of Friendship and/or Companionship. We have 
had some outstanding contributions in previous years, 
so please send in your entry, the closing date is 31 
May. 
 
Finally 
We are most grateful to the Lottery Grants Board, JR 
McKenzie Trust and the Lion Foundation for their 
generous financial support, and I would also like to 
thank the Committee members for continuing to stand 
this year and for the work they do.  
It is membership renewal time again; please continue to 
support ANZMES, not just for yourself but for everyone 
who has this condition. Even when you feel better - 
keep up your membership. 
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                                                                                 A Personal Choice   

�������������������������	�����
	
����������������������������	�����
	
����������������������������	�����
	
����������������������������	�����
	
���� ���
����  
��
��� �� !"� �
��� 
��� ���	��
��
�� 
#� ��$�� �
��� � �
�� ��
�
���
�����
�� �
�� 
	
���� �	�� #
�	�� 
	�
����
�
	�� �
� � 
�
� �����
��% &��� #����� ����� �
�� ������
	� �	�� ��
	� �
�� ���	�� �����
	

 
First diagnosed with ME/CFS, 27 years ago  
When I was first diagnosed with ME/CFS, some 27 
years ago, I had three small children, and was planning 
to return to teaching when my youngest was 5 years 
old. 
Following some serious thoughts, I made a decision 
that the very little energy I had, would be used entirely 
to enable my children to have as normal a childhood as 
possible.  
 
A conscious choice  
Now I have six grandchildren with 
ages ranging from newly born to 
seven years old, and have again 
made a conscious choice, rightly or 
wrongly, that time spent with them is 
to be my number one priority, insofar 
as the use of my still very limited 
energy is concerned.  
This is of course a personal choice, and I believe that 
the rewards far outweigh any other interests, social life, 
clubs etc. that I could follow. 
 
I still grieve for what I once had  
My reasoning today is to a large extent the same as it 
was 27 years ago; I will never get these years again. 
 As much as I still grieve for what I once had, in terms of 

fitness and freedom from 
ME/CFS, I suppose that if a cure 
is found, I could make up for lost 
time in those other activities, but 
never reclaim these years shared 
with my small grandchildren.  

 
Fun, laughter and fulfillment are worth the sacrifi ce  
The fun, laughter and fulfillment are worth the sacrifice; 
I can hear many of you saying "there is no way you can 
do that" and for those of you who are still bed ridden 
that may be right but for others there may be a way. 
 
Special time  
I will share with you my "special time," which is what I 
call the time spent with my grandchildren, usually one at 
a time, maybe twice through a week. 
We all know that the only way to manage ME/CFS is by 
pacing, and so I pace for this time too, and within the 
framework of the "special time" I have my rest days.  
 
Plan and prepare  
I plan and prepare for it often in detail, 
so that the occasion, balanced with 
active time and inactive time, is not 
longer for the most part than 2 hours.  
We bake, have shows, dress up, do 
nature walks, and gardening etc. and  

 
because it is 'one on one' time, it is so precious and 
such a wonderful way to get to know each of my 
grandchildren. 
For all ME/CFS sufferers it is all about priorities and 
what works for each us. 
 
I enjoy the driving holiday 
The other activity that I enjoy, and which works well for 
my husband Robin, and myself, is the driving holiday. 
He drives and I plan, prepare and enjoy the process!  
We cover small areas at a time, 
and I still pace myself, although 
for the most part it only involves 
sitting, which at the current stage 
in my illness I can do.  
I trust this will help others to find 
joy, fulfillment and purpose within 
the structure of this debilitating 
illness as we all hope for the day that there will be a 
cure.  
Then you won't see us for dust because we will be so 
busy catching up. 
 
Never lose that hope.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Quotation and poem sent in by Charlotte. 

Our grandchildren accept us for ourselves, 
without rebuke or effort to change us, as no one 
in our entire lives has ever done.  
 

My Choice  
I stand in boundless wonder,  
In which direction shall I go? 

I struggle and wrestle with each,  
Yet neither is friend nor foe. 

 
It is a journey I must choose,  

And time I have none to waste!  
A path I need to tread my feet,  

And be on my way in haste. 
 

One is only a short distance,  
And soon I can achieve a goal.  

The other requires many more steps,  
But the rewards will satisfy my soul. 

 
So it is not the path I must choose,  

When considering where to plant my feet.  
But the rewards waiting at the end,  

That will make my journey complete. 
Rene Ritter 
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12 May � ME Awareness Day 
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May 12th is International ME/CFS Awareness Day 
Each year, May 12th is designated as International 
ME/CFS Awareness Day; the May 12th date was 

chosen to commemorate the birth 
date of Florence Nightingale, the 
English army nurse who inspired the 
founding of the International Red 
Cross. 
Florence Nightingale herself 
contracted a paralyzing, CFS like, 
illness in her mid-thirties and spent 
the last 50 years of her life virtually 
bedridden. Despite her illness, she 
managed to found the first ever 

School of Nursing. 
It is therefore fitting that this strong-minded woman of 
the 19th century now shines as a ray of inspiration and 
hope to all sufferers of ME/CFS.  
 
Current research and treatments�encouraging but? 
Whilst current research into the cause and treatments 
of ME/CFS is encouraging, it is important that the 
government, the medical profession, and the general 
public, are continuously kept aware of the illness and its 
consequences for sufferers; and the financial and 
human costs to the nation. 
Despite our efforts and those of the committed support 
groups, there is still, in New Zealand, a lack of 
knowledge and misunderstanding about ME/CFS.  
Which means it is essential that all those affected by 
the illnesses: sufferers, carers, partners and  parents 
alike, make their voices heard, especially on May 12th 
this year. 
 
What you can do to raise awareness  
Therefore as ME/CFS awareness week approaches, it 
is important to consider what each of us can do to raise 
awareness of this illness.  
Just doing one small thing will help raise awareness 
and it is hard to quantify how many people it will reach 
and maybe influence.  
 
Communications 
Raising awareness is all about 
communicating, and there is no doubt 
that individual personalised letters are 
what everyone, especially those in 
authority, responds to best.  
So, please consider writing a personal 
letter if you can. Composing a letter is sometimes 
difficult, especially if one feels too sick or doesn't have 
the energy to write, which is why we have enclosed a 
suggested form of letter for you to use on page 51. 
Simply complete the address details sign it and post it! 

 
In all communications, be sure to be polite and brief, but 
to the point.  The two main points to make are that  
(i) ME/CFS is a severe illness that is often disabling, 
and (ii) it is necessary for the Ministry of Health to 
designate ME/CFS as a disabling condition and allow 
people with ME/CFS requiring long term support, to 
meet the eligibility criteria for Ministry funded disability 
services. 
Also, if you can, get your close friends and family, in 
fact anyone who cares about you to write letters,(they 
can all be the same,) on May 12. 
There is a real influence by weight of numbers. 
 
Who to write to? 
The following are suggestions, not just one but the 
same letter to all if possible. 

(i) The Prime Minister. 
Hon John Key 

(ii) The Minister of Health.  
             Hon Tony Ryall 
(iii) The Associate Minister of Health.  
             Hon Dr Jonathan Coleman 
(iv) The Minister for Disability Issues. 
             Hon Paula Bennett.   
(v) Your Member of Parliament. 
(vi) The Editor of your local newspaper. 

 
Also write to the Shadow Cabinet members of the 
Opposition party. 
 
When to send 
Post your letters by ordinary mail two or three days 
before May 12.  
 
Addresses 
The address for letters to The Prime Minister, Ministers 
and Members of Parliament is: 

 
Members name 
Parliament Office  
Private Bag 18888 
Parliament Buildings 
Wellington 6160 
 

No postage stamp is needed when you are writing as 
an individual to The Prime Minister, a Member of 
Parliament or a Minister. 
 

 
 
 
 
 

Quotation sent in by Charlotte 

Ten people who speak make more noise 
than ten thousand who are silent. 
 Napoleon Bonaparte 
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"You have Chronic Fatigue Syndrome".  
On June 1, 1992, after a bad bout of flu, I woke up and 
found that I was unable to walk more than a few steps, 
with heart palpitations each time I spoke or moved. 
Despite numerous visits to the surgery my GP could not 
find anything wrong and after six months of misery I 
took my weary body elsewhere for a second opinion.  
The verdict was, "You have Chronic Fatigue Syndrome, 
and you are looking at 2 years to a full recovery" 
That was 16 years ago! 
I went through phases of rejection, disbelief, bouts of 
weeping, and a general hatred of those who walked 
happily past my house, until at last I came to accept the 
fact that I had ME/CFS and I had to deal with it. 
Following a telephone conversation with a friend, Harry 
Powell, I began my journey back by joining ANZMES. 
 
Finding interests 
When my head finally cleared of its fog, I returned to my 
Mahjong club where old friends accepted me as I was, 
they understood my need to rest and that I often felt 
tired.  
Fortunately I could still drive short distances and having 
a Mobility Parking Permit helped reduce the stress in 
finding a parking place. 
I asked myself, "What else could I 
do?"  
I joined an embroidery class!   
It was just what the doctor ordered, 
(although he hadn't), two hours of 
sitting quietly learning patchwork, 
hardanger, and bead work, etc.   
To my great delight, I soon had a 
quilt, painstakingly made, to show for my efforts. 
This year I enjoyed taking part in a writing group at the 
local Community House. 
 
Relocation and book keeping 
Three years ago we moved from hilly Titirangi, just 
outside Auckland, to a small townhouse in a Close 

situated in beautiful Blockhouse Bay, 
where the upkeep was a lot easier.  
A local Committee needed a 
Treasurer, a position which required a 
small amount of accounts and book 
keeping, so I volunteered.   
Before ME/CFS laid me low, I had 

been voluntary Treasurer for the Citizens Advice 
Bureau (Northern Region), a big job, and this was 
nothing compared to that, but it was another interest 
and a way of meeting people.   
 
Today 
I am now 81 and my husband and close companion 
who is 88, has had much ill health in the last few years. 
My lovely caring neighbours in the Close are quick to  

 
help when he is in Hospital, which together with the fact 
that I can drive locally, and use my Total Mobility card, 
makes for easier hospital visiting.   
The gradual downsizing and house move has been 
good, especially as my family of two daughters, son-in-
law, and grand daughter with her partner, all arrived 
putting everything to rights for us. 
 
Services 
We have also been allocated two hours a week home 
help and a Disability Allowance (covering 
doctor's bills, pharmacy costs, lawn 
mowing, windows cleaned twice a year 
and Evening Primrose Oil) which is 
making life much easier. 
 
Knowing my limits 
I know my limits and the suffering in muscles and 
nerves if I overstep them but I find the interests I have 
developed plus a rigid timetable of rest on the bed from 
2-3pm, work for me.  
Sure - I would love to walk the beaches, the shops and 
around the Close, but I know the resultant pain in my 
legs, a pounding heart, and a swimming head would tell 
me –  

NO -  DON'T DO IT 
BE SATISFIED WITH WHAT YOU HAVE 

 
 

 

Quotation sent in by Charlotte 

Another chance 
How often we wish for another chance 

to make a fresh beginning. 
A chance to blot out our mistakes 
and change failure into winning. 

It does not take a new day 
To make a brand new start, 
It only takes a deep desire 

To try with all our heart. 
To live a little better 

And to always be forgiving 
And to add a little sunshine 

To the world in which we're living. 
So never give up in despair 

And think that you are through, 
For there's always a tomorrow 
And the hope of starting new 

 
Helen Steiner Rice 

Courage doesn't always roar. Sometimes courage 
is the quiet voice at the end of the day saying,               

"I will try again tomorrow." 
Mary Anne Radmacher 
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Aging and ME/CFS 
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Introduction 
It has been more than 25 years since outbreaks of 
ME/CFS brought attention to the mysterious and 
complex illness now called chronic fatigue syndrome. 
Since then research has expanded, health 
organizations have become more engaged and the 
public in general is slowly moving toward a greater 
awareness of ME/CFS as a serious and debilitating 
illness.  

The majority of people can't stand the 
thought of aging, and consequently we 
shy away from dealing with a process 
which is made infinitely worse when 
suffering from a debilitating illness.  
That's how time is playing out in the 
historic sense. 

But what about how time plays out in the lives of those 
with ME/CFS who are now reaching their senior years?  
What role does aging play in this illness and what are 
some of the special issues sufferers, their families and 
their GPs face? 
 
The physical aspects 
For many seniors with ME/CFS, the challenges of aging 
begin with a body already compromised by illness. 
Immune system imbalances, orthostatic intolerance, 
sleep dysfunction and years of reduced activity can 
make the body less resilient to the effects of aging.  
A 70-year-old woman sufferer commented;  
"Old age is an insult to the body, but my body's in poor 
shape already. It gives new meaning to the saying 
"adding insult to injury.'"  
ME/CFS sufferer Terry Hedrick, 59, describes how 
aging has interfered with a strategy 
she's long used to deal with her 
orthostatic intolerance. She 
explains:  
"Sitting upright in a chair causes 
me dizziness. Until recently I've 
dealt with this by sitting down on 
the floor,but now I have developed 
symptoms consistent with arthritis, 
and it hurts significantly to get up and down. So I've lost 
the ability to forestall my orthostatic problems without 
paying a price." 
Sixty-nine-year-old John Trussler, an ME sufferer for 23 
years, was coping by giving himself time to recuperate 
from activities. This allowed his body to recharge itself 
after any type of exertion.  
He comments: 
"Now that I'm older every trip or activity seems to take 
even more out of me than it used to. I must allow even 
more time to recover. In general it is now harder to 
manage my illness because everything seems harder to 
do." 

 
Aging and the interplay of common symptoms  
Another big factor in ME/CFS and aging is the interplay 
of symptoms.  
Joint pain, postexertional relapse, cognitive challenges, 
fatigue and unrefreshing sleep, are common to both 
ME/CFS and aging.  
This means that for many older 
people with ME/CFS, age tends to 
reinforce the daily symptoms they 
experience. 
It can also be hard to sort the 
effects of one condition from the 
other.  
As Trussler put it, "Between symptoms and aging, it's 
hard to tell which one is causing the problems." 
 
A frustrating and deeply troubling experience   
This experience of the interplay of symptoms is more 
than simply frustrating, it can be a deeply troubling 
experience.  
Professor Nancy Klimas provides an example.  
"ME/CFS patients often experience cognitive 
complaints. When a patient has these symptoms in her 
50s and 60s, she may assume a progressive dementia 
is at fault.  
That can be very frightening, but it could also just be a 
symptom of her ME/CFS. 
A cognitive assessment that can distinguish from early 
Alzheimer's can be very helpful." 
 
The opposite situation where illnesses of older age can 
be hidden by ME/CFS can also be true.  
Dr. Lucinda Bateman, who runs a clinic specialising in 
treating ME/CFS and fibromyalgia, comments;  
"As people age, there are an increasing number of 
medical conditions that might masquerade as the 
fatigue, exercise intolerance, pain, insomnia or 
cognitive complaints of conditions such as coronary 
artery disease, COPD, sleep apnoea, dementia, 
malignancies and Parkinson's disease."  
Dr Bateman stresses the importance of discerning the 
onset of these conditions from 
the ongoing symptoms of 
ME/CFS.  
For many seniors that means that 
even more time and energy must 
be spent monitoring their health 
and managing day-to-day care.  
With energy resources limited to 
begin with, even a trip to the lab for a blood test can use 
up a patient's "energy quotient" for the day. 
Terry Hedrick commented, 
"When the problems with aging were added on top of 
ME/CFS, I had to make some tough decisions about 
how to reduce the demands on my life."
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                                                                         Aging and ME/CFS
The practical 
As people with ME/CFS age, they 
are confronted with many of the 

same practical matters that most people face as they 
grow old: aging parents, increased reliance on 
caregivers, housing concerns and other needs.  
But here, too, ME/CFS adds an extra element of 
complexity and uncertainty. 
For example, few sufferers, particularly in their older 
years, can physically or logistically shoulder the 
responsibility of caring for aging parents. 
Terry Hedrick says,  
"Probably my biggest hurdle from 
aging has been the need to care for 
my parents. In the past couple of 
years, my mother suddenly died and 
my father's health has deteriorated ... 
I find myself having to monitor both 
his care and finances remotely." 
She commented on challenges from not being able to 
travel alone, to complications with staying in the 
decision-making loop when a sibling or other family 
member bears more of the day-to-day responsibility for 
an aging parent.  
And then described the guilt patients can experience 
from not feeling capable of providing enough care.  
To a person with ME/CFS who knows first hand the 
importance of good care and support, this dynamic can 
be deeply distressing. 
 
What about people with ME/CFS whose parents are 
their primary care-givers? 
For many adults with ME/CFS, one or both parents 
continue to be the primary source of care, 
transportation and shelter.  
As both the patient and care-giving parents get older, 
this arrangement can be jeopardized by health 
complications on either side of the equation.  
The parents, who often provide extraordinarily 
dedicated support, may find themselves progressively 
unable to manage their adult child's ME/CFS-related 
needs. 
Ilene Neely, a 73-year-sufferer, is in the situation of 
caring for both her son with ME/CFS and her husband 
who lives in a nursing home.  
When asked about ME/CFS and aging, her first thought 

was about the loved ones she struggles 
to care for. 
"I can't do what I'd like for either my 
husband or my son," says Ilene.  
"I visit my husband and bring him good 
food, but then I'm out of commission for 
one or two days afterward. I want to do 
so much more than my ME/CFS allows. 

It's anguishing."  
She continues, "And as I age I also worry about what's 
going to happen to my son and who will care for him 
when I no longer can?" 
Even for a self-sufficient ME/CFS patient, ambiguity 
exists about how to plan for the future.  
Terry Hedrick explains, "Without benefit of good 
longitudinal data on the course of this illness, I wonder 

when I should be planning on leaving my house and 
finding a less burdensome environment."  
She also worries about where to go 
once she decides to leave her 
current home.  
"Adverts for 'active-living retirement 
communities' drive me batty given 
that I haven't been active since I 
was 45." 
 
What resources exist to help aging ME/CFS 
sufferers find appropriate elder care and housing?  
In reality few resources exist to help aging ME/CFS 
patients find appropriate elder care and housing.  
Although many retirement communities and assisted 
living programs are equipped to handle health 
limitations, finding a facility with specific knowledge and 
experience dealing with the unique needs of ME/CFS 
may be a challenge.  
Even the most extensive online senior living Web sites 
that provide customisable searches don't include 
ME/CFS in the long list of ailments and health issues a 
user can employ to refine their search. 
It's likely that some ME/CFS education and a frank 
discussion of needs will be required to determine 
whether a facility or program is a good fit. 
To make matters worse for many people suffering with 
ME/CFS, retirement planning and extended care are 
further complicated by limited financial means 
stemming from years of being disabled. 
 
The retirement of ME/CFS-focused doctors!  
Unfortunately, it's not just the patients and caregivers 
who are aging and facing retirement.  
Many of the doctors who recognize, legitimise and treat 
ME/CFS are starting to retire or scale back their work 
load.  
Although these doctors have 
served the ME/CFS community 
steadfastly for years and 
deserve to enjoy retirement, 
many ME/CFS patients will 
certainly miss their care.  
Aside from being another 
product of the aging ME/CFS 
community, the retirement of 
the early ME/CFS-focused 
doctors points to one more reason why it's so important 
to educate the medical community about the illness.  
The more doctors, nurses, assistants and other health 
care professionals learn about ME/CFS, the more likely 
ME/CFS sufferers will be able to find knowledgeable 
care wherever they seek it. 
 
What are some of the special medical 
considerations when it comes to ME/CFS and 
aging?  
According to Dr. Lucinda Bateman,  
"The principles of geriatrics apply to seniors with or 
without ME/CFS. Be more careful with medications. 
Use lower doses and be aware of side effects and drug 
interactions."



Meeting Place Issue 95   March 2009 12 

Aging and ME/CF
Professor Nancy Klimas agrees and adds;  
"Most of my patients with ME/CFS are drug sensitive to 
begin with, so I worry more about drug interactions and 
toxicity."  

She offers the example of how statin 
medications (a class of hypolipidemic 
drugs) for cholesterol can cause muscle 
pain and how diuretics for blood 
pressure can lower an already low blood 
volume associated with ME/CFS. 
Dr. Klimas also notes that some 

medications used in the treatment of ME/CFS can be 
more problematic in older patients—particularly sleep 
medications that can cause excessive sedation and 
symptoms the following day.  
She comments,  
"I just saw a patient that was bedbound with what we 
thought was ME/CFS relapse, but it was actually a side 
effect of her Xyrem dosage. Reducing the dose 
released her from a frightening daytime lethargy." 
 
Effects from the duration of ME/CFS in seniors  
Both Dr. Klimas and Dr. Bateman describe the 
importance of paying attention to effects from the 
duration of ME/CFS in older patients.  
These effects include deconditioning from lack of 
activity, osteoporosis and vitamin deficiencies.  
Professor Klimas adds,  
"Deconditioning for many years can cause a variety of 
problems. Although the ME/CFS patient has limited 
capacity, some light exercise every day is certainly key 
to management of recovery."  
Dr. Bateman, confirms, "I increase my 
vigilance as my patients get older. 
Medication monitoring, lab screening, 
symptom management, physical 
conditioning, finances, support systems 
. . . I'm more attentive to monitoring 
everything since so many additional 
things can go wrong." 

 
The outlook 

As we begin the third decade in 
the history of this illness, aging 
is an issue more and more 
people with ME/CFS are facing. 
  
In the rest of society, old age 
complicates many aspects of 
life, from physical to emotional 
to practical.  
At some point in life, age 

related losses may produce a crisis  and the challenge 
is further increased if you suffer from ME/CFS. 

 
Terry Hedrick comments; 
"It seems that just when I've developed a 'paced' 
lifestyle that works for me, along comes old age and all 
its attendant difficulties that require revisiting the 
decisions I previously made . . . But I'm in the process 
of figuring out how to deal with the new challenges." 

Having reassessed some of his 
priorities now that he's older, 
John Trussler shares his outlook.  
"Over the past 23 years I've been involved in 12 
experimental programs to treat my ME/CFS, but none 
has helped. As I'm approaching 70, I've come to the 
conclusion that I don't want to do that any more. That 
doesn't mean I've given up on life — far from it. Life is 
very meaningful, even if more difficult."  
 
As Hedrick, Trussler, Neely and other people with 
ME/CFS navigate their way into and through their 
senior years, increased attention to the role of aging 
may help make the way a little smoother.  
The ME/CFS community, with its advocacy, support, 
education and research, owes it to itself and its aging 
members to keep the subject in view.  
 
CIFIDS Chronicle. 
Terry Hedrick and John Trussler, both former board members 
of the CFIDS Association, Association and donor llene Neely, 
and the other Association members and supporters, 
contributed perspective to this article. 
 

 
 

 
Sent in by Charlotte 
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The experience of growing old often requires 
personal relationships with our families and others to 
adjust. 
It also requires the provision of support. Support can 
be provided in many ways: by family members, 
carers, government officials, associations and the 
medical profession. 
However, the most beneficial support is that 
provided by those in a lasting relationship – family 
and friends. 
There is no doubt that positive support can lead to 
better health and reduce social isolation, which can 
be a major hazard with presenting practical 
difficulties in older people. 
The usefulness of support in ME/CFS has been 
shown many times, the illness itself interferes with 
relationships and tends to encourage isolation. 
Resisting isolation is an important tool in coping with 
old age. 
Anzmes encourages membership of a local ME/CFS 
Support Group, and the use of the postal and 
telephone trees as available in Meeting Place. 
Editor 

The only way to make friends with time is 
to stay friends with people. 
Taking support seriously not only gives us 
the companionship we need, it also 
relieves us of the notion that we are 
indispensable. 
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I need to be careful of expending physical energy  
Since becoming ill with ME/CFS, I need to be careful of 
expending my physical energy, and so I learned to bring 
beautiful things into my daily life through sewing 
practical items.  
I was encouraged in this through the book "Hidden Art" 
by Edith Schaeffer, which a friend loaned to me shortly 
after I was diagnosed with ME/CFS. 
I sew almost every day when I feel strong enough, and 
find it a wonderfully low-energy outlet for my creativity.   
More recently I have gained the confidence to try 
altering my own clothes, transforming those ‘almost-
right’ TradeMe purchases into well-fitting garments. 
 
Early projects  
My early projects were all items we needed around the 
house: wheat-filled hot packs; cloth 
grocery bags; a peg apron; and 
'sausages' to store plastic bags.   
I made them out of stiffish cotton or 
calico, which was easy on my 
hands, and only required back, 
running, blanket and over-stitches 
to complete, which are all simple 
stitches that are be covered in any introductory sewing 
guide.   
These basic items were beautified with simple 
embroidery, appliqué or stencilled fabric painting using 
stencils made from cereal boxes. 
   
More adventurous projects 
I really enjoy this opportunity to make a useful 

contribution to my household and to 
make something beautiful with 
minimal energy expenditure 
Over time I have become more 
adventurous, making a sheepskin 
hat, soft toys and a fur stole using 
those same basic stitches.  
Using felt as a material has been a 
real boon, it is soft, easy to hold and 
kind to my hands, a pair of felt 

booties or a felt bag can look really smart.  
One day, I'd love to make myself a felt waistcoat. 
 
A few pitfalls ?  
Over the years I have also 
discovered that even sewing can 
bring a few pitfalls.   
The biggest danger being my 
own enthusiasm to keep on 
going when I am exhausted and 
really need to stop and rest!   
Sewing is great fun and 
rewarding but it takes both  

 
physical and mental energy; especially when I am 
sitting up and following a complicated pattern, or using 
heavy, slippery or stretchy fabrics.   
 
Even though I use a kitchen timer set to ring after 30 
minutes, I nevertheless struggle to 
remember that I really must stop when it 
rings!   
There is no problem with pausing sewing; 
I can leave a seam unfinished or a thread only half-
used, knowing it will still be there when I return to it the 
next day. 
It is important that as sufferers with ME/CFS we seek to 
overcome our disability and to live more richly in this 
world of ME/CFS!  
I find sewing is an avenue that helps in this regard and 
also it gives me confidence that I can make a useful 
contribution to my household. 
Arohanui. 
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               Quotation and poem sent in by Charlotte 

A thing of beauty is a joy forever; its loveliness 
increases; it will never pass into nothingness. 

 Keats 

A New day 
If life seems at its lowest ebb,  
Because a day's gone wrong. 
Let not your heart be troubled, 
For a new day soon will dawn. 

 
And we can never be quite sure, 

Just what it has in store. 
Since each one is so different, 
Than the one just gone before. 

 
As it penetrates the darkness, 

With its soft and tranquil beams. 
It calms even the most restless soul, 
And brings new hopes and dreams. 

 
So when a day's been troubled, 
And the night is dark and long. 

Lift up your fallen spirits, 
For a new day soon will dawn. 
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Introduction 
Following on from the visit of Dr Lapp, we feature an 
article by Dr Lapp on the often discussed topic of 
depression.  
He argues that although clinical depression and 
ME/CFS may share some symptoms the two disorders 
are worlds apart. 
In the December 2008 issue of Meeting Place, the 
article 'Depressed or just fed up' highlighted the fact 
that feeling fed up and frustrated are extremely 
common reactions to having an illness like ME/CFS.  
However, the emotional liability that sometimes 
accompanies ME/CFS, which may include changes in 
mood and feeling tearful at times, is not usually the 
same as having true clinical depression. 
 
ME/CFS and depression have much in common  
At first glance, ME/CFS and depression have much in 
common.  

The three cardinal symptoms of 
ME/CFS, fatigue, memory 
problems, and sleep disruption 
are also three common symptoms 
of depression. 
But delving more deeply into the 
history and physical examination 

will soon show that the two disorders are very different. 
People with depression tend to be withdrawn and 
without a sense of hope, while people with ME/CFS are 
more typically proactive about seeking medical 
treatment.  
They are hopeful for recovery, and many join support 
groups, and otherwise strive for an improved quality of 
life; activities that are generally uncommon in 
depressed individuals. 
 
Important to distinguish ME/CFS from depression  
Mistakenly attributing the symptoms 
of ME/CFS to depression wastes 
valuable treatment time, leads to 
unnecessary medications and 
potentially drives the patient, who is 
certain that it is an organic problem 
and not a psychiatric one, to distrust 
the medical profession and seek 
alternate care.  
For the sufferer, such alternate care can be expensive, 
unhelpful and sometimes even dangerous. Yet all of the 
waste and potential harm can be avoided by 
understanding how to distinguish ME/CFS from 
depression.  
 
Differences 
The onset and symptoms of ME/CFS differ significantly 
from depression.  

 
The onset of ME/CFS can be abrupt and flu-like in 
many cases, while the onset of depression is 
characteristically insidious.  
People with ME/CFS are also much more likely to 
complain of frequent nausea and flu-like symptoms 
such as sore throat, painful lymph nodes, feverishness 
or headache. 
 
Quantifying fatigue  
Even the fatigue itself can be of a 
different nature.  
Although it is a subjective feeling, 
experienced differently by women 
and men, various racial and ethnic 
groups, and older versus younger 
individuals, attempts to quantify 
fatigue have also demonstrated distinct, identifiable 
components.  
For example, the fatigue of depression tends to be 
motivation-related and milder than ME/CFS fatigue, 
which is frequently severe enough to affect both lifestyle 
and work.  
When formally tested, depressed individuals score high 
on feelings of worthlessness, guilt and self-criticism, 
while ME/CFS patients score highest on symptom-
related items such as lack of energy, sleep disruption 
and pain. 
 
Exercise intolerance  
Exercise intolerance is another distinct difference 
between ME/CFS and depression.  
While the symptoms of depression generally improve 
with regular exercise, the symptoms of ME/CFS are 
often exacerbated by activity.  
In fact, with ME/CFS a worsening of symptoms may last 
for one to several days after exercise.  
This postexertional malaise is part of the diagnostic 
criteria for the illness. 
 
Sleep abnormalities  
With CFS, there are also several distinct sleep 
abnormalities, including difficulty 
initiating and maintaining sleep 
(DIMS), vivid nightmarish 
dreams, restlessness and 
periodic leg movements (PLMS), 
nocturnal jerking (myoclonus) 
and muscle spasms. Sufferers 
typically report that sleep is not refreshing despite many 
hours of slumber.  
Overnight sleep studies of people with ME/CFS often 
demonstrate prolonged sleep latency, reduced sleep 
efficiency, a lack of deep slow wave sleep, alpha-
intrusion (sleep cycle disturbance), frequent 
awakenings and periodic leg movements.  
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                                                                                                               Depression
Sleep apnea is also thought to be much more common 
in ME/CFS than in the general population.  
Additionally, morning stiffness and "fogginess" 
(dysania) may last for hours upon waking.  
These are all uncommon complaints in depression. 
 
Neuroendocrine differences  
Stark neuroendocrine differences also 
exist between ME/CFS and 
depression.  
Depressed patients secrete excessive 
amounts of cortisol from the adrenals. 
ME/CFS manifests the exact 
opposite.  
In ME/CFS the hypothalamic-pituitary-
adrenal (HPA) axis is typically 
depressed, which leads to low output of cortisol and 
DHEA from the adrenals, small adrenal size and 
variable or suppressed output from the thyroid and 
gonads as well.  
Serum DHEA-S levels and 24-hour urinary cortisol are 
usually low in patients with CFS, which may lead to 
subclinical hypothyroidism, premature menopausal 
symptoms and loss of libido.  
All of these are readily measurable and observable 
distinctions. 
 
Detection and Care 
One clinical tool for discerning levels of depression is 
the Hospital Anxiety and Depression Scale (HADS). 
The HADS is comprised of statements which patients 

rate, based on their experience 
over the past week.  
The 14 statements are relevant to 
either generalized anxiety or 
depression, the latter being 
largely (but not entirely) 
composed of reflections of the 
state of anhedonia (inability to 

enjoy oneself or take pleasure in everyday things 
normally enjoyed).  
The questionnaire takes just three to five minutes to 
administer and can provide a good starting point for 
discussing the patient's experience.  
For example, if a patient answers "hardly at all" to the 
HADS question  
"Do you take as much interest in things as you used 
to?"   
It can be determined whether pain and exhaustion are 
the underlying reasons as opposed to a generalised 
sense of hopelessness or malaise. 
 
If I could cure you now, what would you do? 
Alternately, a colleague of mine with plenty of 
experience treating ME/CFS commonly asks,  
"If I could cure you right here and now, what would you 
do?"  
He often finds that depressives tend to hem and haw or 
remain withdrawn and negative.  
However people with ME/CFS have all kinds of plans 
for the future, and they tend to be proactive about 
returning to an active life. 

A cluster of symptoms?  
It is also important to look for the characteristic signs of 
CFS: pain in muscles, joints or head; cognitive 
dysfunction; exertional fatigue; and non-restorative or 
disrupted sleep. 
I call this cluster of symptoms:  
"The pain, the brain, the energy drain, and oh how I 
wish I could sleep again."  
The good news is that some of these symptoms can be 
treated and managed even though there is no current 
cure for the ME/CFS itself. 
 
Is ME/CFS is the culprit?  
Once it has been determined that ME/CFS is the 
culprit, the next step for the GP is to 
provide educational material to the 

sufferer, discuss regular rest periods, 
encourage daily low-level activity and 
stretching and set reasonable limits on 
activity to help them stay within their 
envelope of tolerable exertion.  
The key symptoms of MECFS can then be 
managed, starting with any sleep 
disruption and expanding to address pain, 
fatigue and cognition depending upon what is most 
limiting the sufferer. 
By recognising ME/CFS and treating it appropriately, 
your GP can start the process of helping you manage 
this chronic illness. 
 

Occurrence of Symptoms 
 
Although ME/CFS and depression share some 
symptoms, the frequency of occurrence is often quite 
different.  
This table compares the occurrence rates of the nine 
symptoms as per the 1994 International Case Definition 
for ME/CFS 
 

SYMPTOM ME/CFS DEPRESSION 
Severe fatigue 100% 28% 
Postexertional 
malaise 

84% 18% 

Difficulty falling 
asleep 

53% 26% 

Early 
awakenings 

19% 58% 

Nausea 58% 16% 
Difficulty 
concentrating 

83% 79% 

Loss of sexual 
desire 

54% 58% 

Joint pain 53% 50% 
Flu-like 
symptoms (sore 
throat, fever, 
headache) 

43-65% 10-22% 

 
Charles W. Lapp, MD. 
Hunter-Hopkins Medical Centre in Charlotte, NC. 
CFIDS Association of America.   
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Press release from NIVEL (Netherlands Institute for  Health Research)   
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The findings 
Treatments which are frequently 
advised for patients with chronic fatigue 
syndrome (ME/CFS) in The 
Netherlands appear to lead to 
deterioration of their condition as often, 
or even more often, as to improvement.  
These are cognitive behavioural 
therapy (CBT) and exercise therapy 
whilst other treatments have far more 
positive results.  
These are the findings of a study by NIVEL 
(Netherlands Institute for Health Research) among the 
ranks of the ME/CFS patient organisations.  
In addition most patients are dissatisfied with the way 
their doctors diagnose ME/CFS, they believe their 
doctors have insufficient specific knowledge and feel 
they are not taken seriously enough.  
The three Dutch ME/CFS patient organisations hold the 
view that the care for ME/CFS patients must be 
improved considerably.  
They emphasize that the development of the 
multidisciplinary guideline should continue without 
further delay. 
 
Medical guideline 

Since the beginning of 2007, 
CBO and the Trimbos Institute 
have been working on a medical 
guideline for the diagnosis, 
treatment, examination and 
management of ME/CFS.  
The patient organisations are 
looking forward to the 
completion of this guideline and 
believe that its drafting should 

thoroughly take into account the findings of the NIVEL 
study.  
According to these organisations, the guideline should 
not serve to one-sidedly promote CBT and physical 
training; furthermore, the guideline should not be based 
upon one specific clinical picture.  
In addition to CBT and exercise therapy, anti-
depressants often appear to make patients’ symptoms 
worse.  
According to the survey, better outcomes are achieved 
with diets, guidance to find a balance between activity 
and rest, guided bed rest, and painkillers.  
The patient organisations plead for doctors to actively 
help patients to find the best possible treatment. 
 

 
Serious consequences 
The study further reveals that the consequences of 
ME/CFS can be very serious.  
Many patients are restricted regarding to work, school 
and household activities, raising children, social 
contacts and recreation. They indicate that they need 
more support in such areas as income, work, school 
and daily life than they actually receive. 
 
Almost half of all patients disagree with the outcome of 
medical examinations, related to various social 
benefits, applications for transportation provisions and 
home adjustments.  
A large percentage finds that factors as prolonged 
recovery time, varying physical tolerance, concentration 
and memory problems, pain and dizziness, have not 
sufficiently been recognized. 
 
A.J.E. de Veer and A.L. Francke, Zorg voor  
ME/CVS- (Care for ME/CFS patients. Experiences of 
the supporters of patient organisations 
with health care.)  
NIVEL, Utrecht 2008. 
 
NIVEL, the Netherlands Institute for 
Health Services Research, contributes 
to the body of scientific knowledge 
about the provision and use of health care services. For 
this purpose NIVEL carries out research activities on the 
national and international level. 
 
Guido den Broeder 
Hilversum/Groningen/Zwolle, The Netherlands 
17 December 2008  
 
 
 
 

 

ANNUAL GENERAL MEETING 
A date for your diary 4th 
July, it is AGM time again, 
and your chance to 
participate in the future of 
your society, by attending 
in person, writing in or 
voting by post or proxy.  
Full details are on pages 
47 - 49. 
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From the time I was a child, I 
knew I wouldn't stay home like 

the traditional woman. I'd come of age in the liberating 
'60s, knowing there would be a place for me out in the 
professional world. 
 
Discovering I had ME/CFS 
So it was with a cruel irony that in the autumn of 1995 I 
found myself in bed with Myalgic Encephalomyelitis 
Chronic Fatigue Syndrome (ME/CFS), so ill I could 
barely walk across a room.  
Overnight I had become housebound, staring each day 
through bedroom windows at the gangly branches of 
my neighbour's Monterey pine.  
My throat was so sore I couldn't 
talk for months at a time and I was 
too weak to write even a short 
note.  
My partner, Bill, and 23-year-old 
daughter, Lisa, hovered around 
me, ferrying in soup and hot 
compresses. 
For two years I lay in bed, staring 
through the plastic skylight above me at the white 
pinwheel blossoms of our flowering apple tree, while my 
head spun with the ideas I didn't have the strength to 
record. 
It was unnerving to find myself consigned to bed, like 
some nineteenth- century neurasthenic woman.  
I'd worked hard to leave home, my mother's world, to 
have a life of teaching, conferences, parties, speaking 
engagements.  
As someone who prized an active, vocal life, I was 
struck by the way ME/CFS had made me shut-in, muted 
and invisible, mimicking the forced confinement of 
women in earlier times. 
 
The ironies compounded  
Everyone around me, anxious and confused, wanted 
me to get well and rejoin the world, NOW!  

But I knew that in order to heal 
I had to stay where I was, 
studying the pattern of blue 
sky behind a clump of brown-
green pine boughs.  
In the autumn of 1997, when I 
could finally pull myself up in 
bed and put pen to paper, I 
wrote a cryptic, four-page 
essay, "Staying Home," about 

what it meant to me to be confined.  
That was my starting point, but I knew I had more to 
say, about invisibility, silence, language, and about the 
terrible lack of understanding of the severity of this 
disease.  
Another essay appeared, and another. 

 
An illness? - "it's all in the 
head," 
I wasn't thinking of writing a book, 
nor did I want to write only my 
daily account of ME/CFS.  
 I was grappling with all the 
implications of having an illness 
that has been dismissed by the 
medical community as "all in the 
head," trivialized by the media 
and misunderstood by the public, yet is painfully, 
palpably real to me and hundreds of thousands like me.  
My limp body, barely strong enough to take a shower or 
walk downstairs, was at the centre of an intense 
struggle over medical knowledge and authority.  
Whose story should have priority, the patient's or the 
doctor's?  
 
The medical and cultural issues this illness raises  
The more I wrote, the more I realized that I couldn't 
write about ME/CFS without engaging the medical and 
cultural issues this illness raises. 
By 2001, as I grew stronger, I began interviewing 
physicians, researchers and advocates in the ME/CFS 
community.  
What they said was surprising and illuminating. 
Increasingly, I saw the ME/CFS story as a revealing 
drama of competing needs and interests: of entrenched 
medical convictions, bureaucratic intransigence, irate 
patient advocates, of a handful of maverick physicians 
and whole battalions of very ill patients.  
 
Fascinating questions forced by ME/CFS  
I spent the final years of writing linking my personal 
experience to the fascinating questions forced by 
ME/CFS and other controversial illnesses 
(fibromyalgia, Gulf War syndrome, and 
multiple chemical sensitivity):  
 
How are diseases recognized and 
defined?  
 
Who has this power?  
 
What are the consequences? 
 
ME/CFS is multicausal, chronic and complex  
If ME/CFS is a wrench in individual lives, it is also a 
challenge to our culture's triumphalist ideas about 
Western medicine: that biomedicine can understand 
and treat most diseases.  
ME/CFS is multicausal, chronic and complex and will 
not be understood in the laboratory alone. 
It raises difficult questions about environmental 
contamination, immune dysfunction and the brain/body 
interconnection. 
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It reveals the limits of a mechanistic, pathogen-oriented 
approach to disease, and the importance of valuing the 
subjective stories of patients as much as test results. 
  
My book was born of an inner conflict  
My book was born of inner conflict and frustration, and 

an urgent need to be vocal and to 
have a voice. 
 I needed to put on the page the 
stark details of this illness, and the 
stories, questions, insights, desires 
and debates that had careened 
through my mind for so long.  
I needed to restore the image of 
myself as a person in the world, to 
find my place after having been 
displaced. If the work of illness is 

restoration, in the case of a contested illness like 
ME/CFS, it is also the work of illumination, of making 
visible what has been unseen: the struggling body, the 
faulty enzymes and T cells, the medical myths that have 
erased this illness. 
 
Problematic patients or problematic and limited 
biomedical orthodoxies? 
It's easy to think of chronic illness as a bland stretch of 
days interrupted by a meal or a friend.  
In fact, the hours spent lying in bed while the body 
labours to heal are tumultuous and textured, thrusting 

the ill person face to face with conflicts far 
beyond the bedroom.  
I wanted readers to see this complexity, 
and I wanted to reframe the ME/CFS story from one of 
problematic patients to one of problematic and limited 
biomedical orthodoxies.  
Of the 800,000 people in the U.S. with ME/CFS, only an 
estimated 10 percent will recover fully.  
Most will vacillate through cycles of remission and 
recurrence.  
Some get worse.  
The majority heal slowly and venture, as I have, back 
out to the world with a renewed appreciation for each 
step along.  
 
Copyright © 2005-2008, Dorothy Wall. 
www.DorothyWall.com. 
 
Dorothy Wall received a BA in English from UC 
Berkeley in 1970 and completed her MA in creative 
writing at San Francisco State University.  
She taught English and creative writing for several 
years, and from 1980 to 1993, lectured on poetry and 
fiction writing at Napa Valley College, San Francisco 
State University.  
 
Dorothy Wall's book 'Encounters with the Invisible' is 
reviewed by Karen Lee Richards in the book review 
section.

 
 

NATURAL and ALTERNATIVE MEDICINES and TREATMENTS
In the December issue of meeting Place, we featured 
the so called miracle cures. 
This following article appeared in February's 
'Messenger'  the Bay of Plenty support group newsletter 
and although addressed to their support group 
members is pertinent to the whole subject of alternative 
medicines and treatments. 
 
Some of you may have heard through the media, that 
John & Ingrid Godwin of Healing World in Tauranga 
have been convicted on charges of making false or 
misleading statements in respect of health treatments 
offered by their practice.  
They initially pleaded not guilty but changed their pleas 
to guilty part way through their trial and were fined 
$11,450 plus costs of $11,950. They claimed they could 
cure bird flu, the Sars virus and other conditions while 
they also offered a kit to combat terrorism threats such 
as anthrax, botulism and smallpox.  
The Court noted that, although Mrs Godwin was a 
registered nurse, she did not hold a current practicing 
certificate and Mr Godwin did not have any 
qualifications of any kind. 
Mr Goodwin was a speaker at a seminar conducted by 
Bay of Plenty support group in 2003.  
 He made the statement that he could cure ME/CFS 
and FM (fibromyalgia), despite it being pointed out to 
him that recognized international medical experts on 
ME/CFS, were all agreed that ME/CFS could not be 
cured. 

Some may think that we who work for your group are 
conservative in our approach to treatments for ME/CFS. 
The reality is that we have heard and seen many 
outlandish claims, such as that made by Mr Godwin in 
2003, that ME/CFS can be cured.  
We also see regular columns in newspapers from 
correspondents commenting on a wide range of 
medical conditions (including ME/CFS) when we know 
that that person has no formal relevant qualifications. 
We are aware of people with ME spending many 
thousands of dollars in what proves to be a fruitless 
pursuit of a so-called cure, and we are therefore very 
careful in what we recommend or suggest. 
 
There are however many "natural and alternative" 
treatments and products that can be beneficial to 
people with ME/CFS and FM. 
 ME/CFS is very individual in its nature and what helps 
one person may not help another. They are not 
however cures. We are more than ready to pass on 
information on anything that has been proven to be 
beneficial to people with ME/CFS. 

              
 

ME/CFS 
Support Group (BoP) Inc 

Registered Charity No CC20874 
 

 


