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This is chapter 15 of The Patient’s Guide to Chronic Fatigue
Syndrome & Fibromyalgia and other helpful chapters that are
referred to in this one can be found on this website. http://
cfidsselfhelp.org/library/15-improving-relationships-and-buildingsupport
Chronic illness creates stresses for most relationships. Relations
with family, friends, coworkers and bosses, and even doctors are
altered in ways that suggest that the area of relationships is another
in which the limits imposed by illness can create new challenges for
both patients and those around them. The discussion in this chapter
outlines eight common relationship frustrations faced by people with
CFS and fibromyalgia and suggests strategies for dealing with them.
Frustrations and Solutions
Not Feeling Understood
Perhaps the most common relationship frustration is not feeling
understood and not being believed when we say we are ill. Since
CFS and fibromyalgia are invisible illnesses, we sometimes have
trouble convincing others that we are sick and, in fact, have a serious
illness. Some people may respond to us with statements like, “But
you look so well” or “I get tired, too.” We may be on the receiving
end of well meaning, but unsolicited, advice. In sum, getting others
to understand and accept our situation can be a major challenge.
Part of not feeling understood may be due to poor communication.
For ideas about dealing with this frustration, see the section titled
“Improving Communication” later in this chapter.
In addition to working on better communication, I suggest you
consider using different strategies with different people. Some people
you deal with may not need to understand your medical situation.
For example, if you want to use a scooter at the grocery store, it
is probably sufficient just to ask whether one is available, without
explaining your medical condition. If someone calls to ask you to
volunteer, it may be enough to say that your situation does not permit
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continued from front page
you to help out at this time.
Friends are in a different category. CFS
and FM patients are sometimes successful in
educating others about their illness, but most
put limits on their efforts. If you think talking to
others about your illness would help them to be
more understanding and supportive, you might
discuss it with them or give them something to
read. The CFIDS Association of America has a
brochure titled For Those Who Care, which is
available from them and also can be downloaded
from their web site: www.cfids.org. The
Arthritis Foundation has a similar brochure for
fibromyalgia.
Patients who have tried educating the people
in their lives report that this approach often
requires patience and is not always successful.
They have experienced positive responses at
times, but have also concluded that some people
may never understand or be sympathetic. As one
person in our program said, “When I was first ill,
I tried to educate everyone about CFS. Over time
I came to see that some relationships were more
central to my life than others. I also concluded
that some people might never understand. I still
make efforts to educate, but I’m more selective
about whom I approach and I’ve accepted that
some may never understand.”
The situation is different with medical
providers. It is reasonable to expect that your
doctors believe your illness is real, know about
your illness or show a willingness to learn about
it, and treat you with respect. For suggestions
on how to find understanding and sympathetic
medical care, see Chapter 5.
In terms of family, I would suggest you think
of overcoming any lack of understanding as a
long- term project. Some people in our groups
have said that they have been more sympathetic
toward other people’s difficulties after asking
themselves how they would have understood
CFS or FM before they had it. Just as we need
time to understand and adapt to our illness, so
too others need time to comprehend what we are
going through and to figure out the implications
for their lives.
One person in our program who wanted to

educate her husband and children about CFS
gave the CFIDS Association pamphlet mentioned
above to her husband and adult children, asking
that they read it as their birthday present to her.
She reported that, one by one, they developed an
understanding of her illness and limits, but that
the process took a couple of years to complete.
Your situation is different if you have school
aged children. If they know you are sick, but
don’t understand your illness, they may fear that
you will die or they may blame themselves for
your suffering. By discussing your condition
with them, they can replace fears with facts.
Consider using the four guidelines offered by Dr.
Julie Silver. She suggests that you: 1) tell your
children the name of your condition; 2) explain
something about the illness (for example, that
it is not contagious and not anyone’s fault); 3)
describe the expected course of the illness (that it
is likely to continue, but will be manageable); and
4) outline its effects and reassure them of your
commitment to them (that you still love them
despite being ill, and will do what you can, even
though your activity level may be limited by the
illness).
A final strategy for reducing frustration from
not feeling understood is to create new sources
of support in your life, including from fellow
patients. See the section at the end of the chapter
called “Building Support.”
Pressure to Do Too Much
Because of a lack of understanding or for
other reasons, others may pressure us to do more
than our bodies can tolerate. Feeling sick and
being dependent makes it much more difficult to
be assertive.
Sometimes we adopt others’ expectations
for ourselves as our own and make our situation
more difficult by pushing ourselves too far. Guilt
over not being as active as we and others would
like can feed into our doing too much.
Pressure to do more than is healthy can be
addressed both through changing our expectations
for ourselves and by being assertive with others.
Often we impose unrealistic expectations on
ourselves.

3

An approach to overcoming this difficulty is
to define our limits, as described in the chapter on
the energy envelope, and then to gradually learn
to live within them, as outlined in the chapter
on pacing. The adaptations are both mental and
physical. As described in the section “Mental
Adjustments” in Chapter 13, we need to
redefine our expectations for ourselves, adapting
them to our new limits. Also, we can profit by
making activity adjustments as described in
Chapter 10. These changes may include using
short activity periods, spreading activity through
the week, and integrating rest into our lives.
Assertiveness means setting safe limits
for oneself, then communicating them to
others. Make clear to yourself and to others
the consequences of your trying to meet old
expectations: intensification of symptoms
and postponed improvement. Be as specific
as possible in asking for help if others offer
assistance. For example, you might ask if they
would do grocery shopping, make a phone call, or
drive you to a medical appointment.
It can be difficult to be assertive if you feel
dependent or fear abandonment. If that’s the
case for you, it may help to practice saying
your request to yourself or someone you trust
before making it to the person whose help you
want. In presenting your request, it may help
to acknowledge that you understand the other
person’s situation. You might say something
like, “I know my illness makes your life more
difficult and that some things I say and do may be
frustrating.”
One student in our groups was able to
communicate her limits to her family using a 1
to 10 scale. In her system, a 1 meant “as good
as I used to be before I got sick” and 10 means
having to stay in bed all day. If her family asks
her to do something or to go somewhere, she
may respond by saying “No, I can’t; it’s a 7
day.” She has found this practice both helped her
family understand her situation and helped her
learn pacing. Here are other thoughts about limit
setting from people in our program.
Setting boundaries and keeping them set are
big challenges for me. For years I have had
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“welcome” tattooed on my forehead, as if I were
a doormat.
When invited by friends and family members
to come over or do this or that, I am honest with
myself and decline such invitations if I know I am
not up to the certain activity. I just give a simple
explanation that “it might be too much for me
today” or “I am not up to doing that at this time”
and let it go at that. I have found that telling
the truth is so much better on both sides than
accepting the invitation out of guilt and suffering
with it.
The Loss of Relationships
With serious illness, you have less energy for
everything, including relationships. This basic
fact about CFS and fibromyalgia makes it likely
that some relationships will change or even end.
This is one more example of how the limits
imposed by illness force us to be selective in what
we do and to set priorities. I suggest that, in the
face of limits, you practice relationship triage:
a conscious and deliberate process of making
explicit decisions about whom to include in your
support network, concentrating on the more
valuable or necessary relations and letting others
go.
One place to start your evaluation of your
support network might be with the fact that
CFS and fibromyalgia can make you feel
more vulnerable to those who are negative or
demanding. The cost of spending time with such
people may be great enough to convince you
that relationships with some people should be
limited and relations with others are not worth
maintaining.
You might think of your relationships as a
series of concentric rings. In this scheme, the
inner ring contains the most important people
in your life, typically family and closest friends.
People on the outer ring are casual acquaintances.
In between there may be one or two other rings
of people with varying levels of importance. You
may develop different approaches to people in
various rings, concentrating on those in the inner
ring. Relationships on the outer rings may be
easier to let go of. The approach being suggested
is summarized by Dr. David Spiegel of Stanford,

who writes about relationships and chronic illness
as follows: “Save your energy and use the illness
as an excuse to disengage from unwanted social
obligations. Simplify the relationships that are
necessary but unrewarding, and eliminate the
ones that are unnecessary and unrewarding.”
Here are some examples of relationship triage
from people in our program.
I have made my circle of friends much smaller.
I have excluded people who I feel I have been
having one-sided friendships with. It was difficult
to let go, as I once valued their friendships a
great deal, but I have decided I need to put myself
first, which is a new concept to me.
I try to limit contact with hyperactive people,
negative people, skeptical people, and demanding
people.
Some relationships are just too costly for
me, and I need to let them go. If the person is
causing me a lot of stress, making no attempt to
understand my illness or just taking more from
the relationship than giving, I can’t continue to
put my previous energy into it. When the person
is family, I’ve learned to back away as much as I
can, but it may not be an option to completely cut
them off.
During a time of loss, it is especially useful
to create new relationships, especially with
people who understand what you are going
through. Getting to know fellow patients can be
especially helpful. For ideas about creating new
relationships and strengthening old ones, see the
section titled “Building Support”.
Another strategy for responding to limits and
the loss of relationships is to embrace solitude.
Serious illness often forces people to spend much
more time alone than before. While some find
solitude frightening or boring, illness can provide
an opportunity to develop new solitary interests.
Some patients, recognizing that they will be
spending less time with people, have seen the
situation as a chance to do things like reading and
art work that they didn’t have enough time for
earlier in their lives. See, for example, JoWynn
Johns’ article In Praise of Solitude, which is
posted at our website.
Two other students in our program had this

to say about having more time alone because of
illness.
I have really found that I enjoy having
solitude. I never had time to do the things I loved
the most. I was always in the fast lane, and by the
time I got to do something I was far too stressed
to enjoy it.
I actually enjoy spending a lot of time alone.
After many years of activity and socializing, it
is great to have time to pursue my intellectual
interests. I like the luxury of not having to hurry. I
read a lot, do simple household chores, watch TV,
and work on my jewelry hobby. It is great to have
the pressure to produce lifted from my shoulders.
Feeling Undependable
Unpredictability can create relationship
problems, as we may not feel confident about
making commitments or may be forced to cancel
out of engagements, often at the last moment.
Being undependable because of the ups and
downs of illness increases our stress and creates
frustration for others.
You can make a positive response to this
problem by moving forward on two fronts. First,
by applying strategies discussed in the chapter on
pacing, you can smooth out the chronic illness
roller coaster, bringing more predictability to
your life. Pacing is based on understanding
your limits and then living consistently within
them. The chapter on the energy envelope offers
several ways to determine limits. The chapter on
pacing shows how to translate that understanding
into a more consistent and predictable lifestyle,
reducing the number of times you have to cancel
social commitments.
The second strategy for dealing with
unpredictability is open communication.
People in our program have reported success
in discussing their situation with family and
friends. They stress that it is helpful to express
the value you place on the relationships by saying
something like, “I enjoy getting together with you
and would like to maintain our friendship” and
also to prepare others for possible cancellations
by saying things like, “I have an illness with
unpredictable symptoms that makes me less
dependable than I would like to be.”
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Isolation
Having a serious illness often leads to a
sense of isolation. The isolation can be both
physical, because of spending more time alone,
and psychological, because of feeling different
from other people. One strategy for responding
to isolation is acceptance. If you have a moderate
to severe case of CFS or fibromyalgia, it is very
likely that you will have less social contact than
before and instead spend more time alone. For
ideas about putting solitude to good use, see the
discussion of solitude in the section above on loss
of relationships. On the other hand, you may be
able to reduce your sense of isolation by adjusting
how you socialize.
You may be able to keep some relationships
alive by substituting phone calls or email contact
for in-person meetings or by adjusting the
frequency or type of in-person get-togethers. For
example, instead of going out, you can ask people
to visit you at home. Or you may get together
for shorter periods of time than before, in quieter
surroundings or with fewer people at a time.
A strategy for dealing with the sense of
feeling different from other people is to build
friendships with fellow patients, people who
understand you because you share an illness in
common. For suggestions on how to meet CFS
and fibromyalgia patients, see the discussion
of support groups and classes in the section on
“Building Support”.
Guilt
Guilt is a common response to having CFS
or fibromyalgia. We may feel guilty about not
being able to work, thus depriving our family of
income, or about not doing as much at home as
we used to. Living in a society that emphasizes
productivity, guilt about doing less than before
is common. It is appropriate to look at your
situation in a realistic way. If you live with others,
your illness probably has caused a redistribution
of responsibilities in your family. But it is also
helpful to remember that you are not sick by
choice and illness has imposed limits on what you
can do.
Guilt is one response to the losses imposed
by illness. You can turn feelings of guilt to
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positive use if you use them as a motivation to
take good care of yourself. Strategies such as
pacing, getting adequate rest, taking medications
and controlling stress can help you improve so
that you contribute at home to the extent feasible.
Another positive response to guilt is working to
improve communication within your family and,
if you work, with your employer. For some ideas,
see the section “Improving Communication”.
Finally, consider developing new interests, as
described in the next section.
Feeling Unneeded
If we are not as active as before and others
step in to take our former roles, we may feel
unneeded. Not feeling needed is part of the grief
experience triggered by loss. Coming to terms
with loss and moving beyond it to build a new
life is one of the greatest challenges of long-term
illness.
Serious illness brings pain and suffering, but it
also offers the opportunity to reevaluate your life
and to recast it in a new way. Some patients come
to see their illness as a spiritual journey. Students
in our program have often told us that while they
would not have chosen to be ill, they consider
themselves better persons because of it. Being ill
challenges us to find new meaning in response to
a situation of pain and loss. By developing a new
self-understanding, new relationships and new
ways to contribute, we can respond positively
to the challenge of loss. (For a more thorough
discussion, see the section “Creating a New Life”
in the next chapter.)
Feeling Dependent on Others
Our limits may feed fears that we will become
dependent on others. When we don’t have the
energy and independence we once did, we may
be fearful that, in the future, we won’t be able to
take care of ourselves or that those on whom we
depend may leave us.
One response to these fears is to submit
them to a reality check. Fibromyalgia is not a
progressive disease and the majority of patients
improve. While it is true that a relatively small
number of CFS patients decline over time, the
most common outcomes are improvement or
stable symptoms.

Other people often feel helpless when they
think about our illness. By giving them something
specific to do, you can do them a service while
helping yourself. But there are some dangers as
well. If you receive more support than you need,
the help may reinforce a sense of helplessness.
Also, asking too much of one person can lead
to resentment and caregiver burnout. For ideas
on how to create sustainable support, see the
“Building Support” section later in the chapter.
People are often thrilled when I ask for help
in clear, practical ways. But I feel challenged
to say what I really need without laying heavy
expectations on them.
Improving Communication
Serious illness alters dramatically the financial
circumstances of most families, forces radical
changes in how household tasks are divided up,
and drastically reduces the number and scope of
activities the family can do together. If you live in
a family, a healing approach to relationships can
begin with acknowledging to yourself, and then
to the other members of your family, how your
illness and behavior affects them.
Just like patients, family members, too, can
feel isolated and helpless. They may experience
loss, because, like you, their dreams may be on
hold because of your illness. And they may feel
abandoned or feel frustrated at the restrictions on
their lives. The unpredictability of symptoms and
mood can affect others, as we may cancel plans
at the last moment or respond with inappropriate
emotion.
One step toward easing strains in your
relationships is to acknowledge that your illness
creates problems for others. Your symptoms
and moods, for example, may make you
unpredictable, and your limits may force others
to take on additional responsibilities. Express
your appreciation for their efforts. Acknowledge
that the illness can make you unreliable. Out
of respect for other people, warn them that you
might have to cancel on short notice. To help
maintain the relationship, tell them that you value
them and that canceling a get together does not
mean you don’t like them.
Take responsibility for the problems your

illness creates for others. For example, if your
illness makes you moody, make a list of things
you can do to help yourself feel better so that you
avoid inflicting your moods on others. When you
are feeling irritable, you might listen to music,
take a walk or have a brief rest.
I have found that identifying my part in
miscommunication or a problem is very helpful.
I make time for my marriage. I’ve found that
even if I’m too tired for us to do anything, if I just
talk with my husband or sit next to him instead
of in a separate chair, and pay attention to what
he wants to say, then our relationship is much
smoother and happier. He in turn is much more
thoughtful of my circumstances and my needs.
Poor communication creates frustration
in all relationships, whether with family,
friends, coworkers or doctors. Working to
improve communication can help increase
understanding, uncover unrealistic expectations,
and aid cooperative problem solving. Here
are some general suggestions for achieving
good communication. (For ideas on working
productively with your doctors, see Chapter 5.)
1. Pick a good time. Select a time for
important conversations when both you and the
other person will be at your best. Find a time
when you will not be distracted by pain or brain
fog, and the other person can give good attention
as well.
2. Be grateful and respectful. Treat the other
person with respect, acknowledging his or her
support and effort. Avoid demeaning comments,
sarcasm and blaming. Acknowledge your part
in shared problems. A healing approach can
begin with your pointing out your limits and the
things you do that make the other person’s life
more difficult. Show appreciation for the other’s
efforts.
3. Practice problem solving. Focus on the
difficulties caused by your illness, rather than
personalizing problems. Think of “gripes and
solutions.” Each person describes a complaint,
and then you both focus on what can be done
to solve the problem. Work on only one or two
problems at a time.
4. Test your understanding. From time to
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time, check whether you have understood the
other person’s position by restating it in your own
words. Good communication depends on each
person’s understanding the other’s views.
Building Support
Because being ill is so difficult, feeling
understood and supported is a balm to the
soul. Students in our groups report seeking out
contact with fellow patients and also valuing the
support and friendship offered by others as well.
Creating new relationships, especially with fellow
patients or others who are empathetic, can be a
powerful antidote to frustration in relationships.
Also, talking about your illness to friends
avoids overburdening your family. And having
friends with the same illness may give you the
opportunity to help others, which can boost your
self-esteem.
Support Network
In thinking about how to meet your practical
and emotional needs, consider putting together a
network of people who can help. Author Devin
Starlanyl suggests that such a network contain
at least five people. Some may offer practical
help, such as grocery shopping, housecleaning or
driving.
Others may be companions for outings,
such as a visit to a restaurant or a night at the
movies. Still others may offer emotional support
by listening and offering reassurance. In any
case, it’s wise to have several people to fill these
various needs, so that one or two people don’t
feel overburdened and burn out.
A Confidant
It can be especially helpful to have a
confidant, one person to whom you can turn for
emotional support and an objective view of your
life. That person could be your spouse, a good
friend, a fellow patient or a doctor or therapist.
I was fortunate to have such a friend. We set
aside some time on the first of each month to
discuss how I was doing. We each assessed my
status using the Rating Scale from Chapter 1, and
then reviewed my logs for the previous month. I
learned much from the discussions, recognizing
patterns I wasn’t able to spot on my own. Just as
important, the meetings communicated that I was
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not struggling alone with my illness, but rather
that there was somebody who cared about me and
wanted to help me get better. And she said the
sessions helped her to feel useful, counteracting
the sense of helplessness often experienced by
people close to those who are seriously ill.
Support Groups & Classes
Contact with fellow patients can counteract
isolation and provide an experience of being
acknowledged and supported. Such contact can
be a way to feel understood, comforted and
inspired.
Support groups can provide information,
such as names of local doctors who treat CFS
and fibromyalgia. Also, groups offer a way to be
helpful, thus counteracting the loss of self-esteem
that often results from illness. And, finally, they
can offer models of successful coping with
illness, dispelling fear. Similar experiences are
available now on the Internet, at online chat
rooms and message boards.
A word of warning: While support groups
may be very helpful, not all provide a positive
experience. Some groups are negative in tone,
reinforcing a sense of victim-hood. One or a few
people dominate some groups. Other groups,
however, focus on responding positively to illness
and insure participation from all members who
wish to speak.
I suggest you evaluate your experiences in
groups based on the effects they have on you.
Contact with fellow patients, especially in a
group, can be very powerful. When such contact
is negative, it can reinforce isolation and a sense
of victim-hood. In a supportive atmosphere, it
can be helpful and even healing. Contact with
other patients may leave you feeling upset at
times, but the discomfort should be followed by a
new perspective on your situation and increased
confidence about your ability to manage the
illness. A good group is one in which you feel a
sense of belonging, which gives you something
positive to take home (either inspiration or
practical tips), and which offers models of living
successfully with illness.
The CFIDS Association of America maintains
a state-by-state list of CFIDS support groups in

the United States. They will mail a list of groups
in your state at no cost. (You can contact them at
800/442-3437 or email your request to
SupportGroups@cfids.org.) The Arthritis
Foundation sponsors fibromyalgia support groups
in many places and offers an online directory of
their groups at their website: www.arthritis.org.
For other lists of fibromyalgia support groups,
see the website of Immune Support (www.
Immunesupport.com/supportgroups/) and the
site for the National Fibromyalgia Association
(www.fmaware.org). You may also be able to find
support groups listed in your local newspaper
or locate them through the patient education
departments at hospitals, clinics and medical
centers.
Self-help classes for people with CFS and
fibromyalgia include our Internet course and
the in-person Arthritis Self-Help course offered
by the Arthritis Foundation. The latter course
includes material for fibromyalgia patients.
Professional Support
Psychotherapy helps some people with
CFS and fibromyalgia. A sympathetic therapist
can provide a confidant’s level of caring and
offer an outsider’s view of your situation. If
you’re interested, you might look for one who
specializes in working with people who have
chronic illness. A local support group is often a
good source of leads. Therapy can also be helpful
for couples. It can offer a place in which the
strains created by living with long-term illness
can be addressed.
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M.E. VICTORIA ASSOCIATION
IS YOUR LOCAL SUPPORT GROUP
HOW WE CAN HELP YOU ?

me.victoria@shaw.ca

The Victoria Fibromyalgia Networking
Support Group
meets on the 2nd Monday of each month
at 1:00 pm.
at the First Metropolitan United Church
932 Balmoral Road, see balloons on door
Call 250-381-5202 or 250-381-1182

(Digestive) Greek Salad
by Lorraine

I love Greek Salad but raw onions, vinegar and
sometimes green peppers upset my digestion.
This time of year when local produce is looking
fresh and smelling good I start to crave the blend
of flavours of this salad, so I have made some
adjustments to please my sensitive stomach.
Cut and layer in large salad bowl
Romaine lettuce
Cucumber
Sweet peppers (green, red, yellow, orange)
Canned artichokes (soothes the stomach)
Ripe tomatoes
Sprinkle with minced fresh Basil and Oregano
(for good digestion, use one or both, dried is okay
but fresh basil is easy to find and oregano easy to
grow)
Crumble Feta Cheese on top
Any kind of black olives, try minced
Drizzle with organic olive oil (don’t waste this oil
on cooking)
Add a light touch of fresh ground pepper
If you need to balance the flavours add salt and
a squeeze of lemon, I find with a good Greek Feta
and sweet tomatoes I don’t need any.
For a great satisfying meal add any of these:
boiled eggs, grilled meat or fish, canned fish,
leftover roasted potatoes.
If you miss the onions; try this tip to diminish the
strong taste. - soak sliced onion in ice water
15-20 minutes .
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How to Get your Life Back
by Max Rogers

I am well and healthy but I was once as sick as
possible. I want to help you get back on track to
regaining your health.
I was diagnosed with Chronic Fatigue
Syndrome (CFS) in 2000 or so. I had an almost
complete list of the symptoms we suffer from
including debilitating low blood pressure,
myalgias, brain fog and no stamina at all, I was
considering suicide.
Only a few years before, I was leading a very
sporty life and getting top grades at university. I
caught a wicked flu and I started to tumble down
into ill health. I ground myself down by trying to
train hard to make up for time lost when I was ill.
So enough about me; let’s talk about the rest
of the community. I found a friend of mine here
on Denman coming out of the store with a cookie
and a can of coke. That would not have been a
cause for concern in most people but my friend
has a really bad case of Fibromyalgia.When you
are ill, you need to court every possibility of
getting well and that means eating really well.
No sugar, no refined foods, nothing out of a
cellophane bag. Avoid alcohol. You should only
eat the kind of food you would give to a delicate
primate such as a marmoset. This means lots of
fresh or even raw vegetables, fruit, water, herb
teas, lentils, beans, whole grains (and I mean
whole as in a whole kernel of rice or barley), fish,
a little meat, butter and olive oil.
None of us is perfect so you won’t be able to
follow this diet all the time but the more time you
spend on it, the better you will feel. You should
also take a big spoon full of cod-liver oil every
day. I do as it is so good for the brain. Drink a
glass of water after and eat a piece of dried fruit
to clean out your mouth. You will soon get used
to it.
You also have to rest. The 50% rule means
that you decide what you think you can do in a
day and then do 50% of it. The remaining time
you rest in bed or in a nice bath. Never schedule
two or three appointments on the same day just
because you will be downtown. You won’t even
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remember what it was you did or heard at the last
two anyway.
Make sure you have clean bowels. A healthy
bowel is the root of good health. That means
at least two bowel movements a day and they
should be soft and easy to pass. The cod-liver oil
helps with this as does fresh-ground flax and lots
of water. If that still isn’t working, make some
stewed prunes. Put 7 or 8 prunes in hot water
and leave them overnight. Eat the prunes and the
juice for breakfast the following morning. If your
bowels will still not move, buy some vitamin C (I
like the crystals) and keep eating vitamin C until
you succeed. Magnesium is also good for moving
your bowels and most people don’t have enough
of it.
By following the above practices, I was able
to regain enough strength to go for short walks.
Do some chores around the house and garden a
bit. Then, I met a Doctor who diagnosed me with
all the symptoms of low thyroid. My tests always
came back low normal but he treated me anyway.
I began to swim up toward the light. The more
thyroid hormone I was given, the better I became.
I am now very healthy on Synthroid.
My current Doctor thinks I was imagining
all my CFS symptoms because thyroid patients
don’t have those and I am completely well on
his treatment. The Docs will get you coming or
going. Please take a bit of advice from me on
how you handle Doctors. Please don’t tell them
in any detail about the progress of your illness
and your symptoms. They don’t want to hear
it. Just say that you are very sick with CFS or
Fibromyalgia or whatever and that you have most
of the symptoms and would like to try a specific
therapy. I urge you to try thyroid treatment but it
may not work for everyone. When you ask for a
treatment, explain that if it makes you no better or
worse, you can always stop. If the Doctor won’t
go for that, ask what the Doctor would like to try.
Keep shopping for a Doctor that seems interested
in helping you.
Do things that make you happy. Pet a cat,
paint a bit, listen to music, and watch films from
the library. Remember that you are not alone and
that the rest of us are pulling for you.

M.E./C.F.S.
THE RESEARCH FRONTIER

Highlights of Dr. Daniel Peterson’s
presentation to medical practitioners:
April 29, 2011, Calgary

By Anne-Marie Woynillowicz Kemp, B.A., Dip.T., M.Ed.
Dr. Peterson began his presentation by
describing ME/CFS as a complex scientific
journey in research. Viral infections,
endotoxemia, altered intestinal microflora, GI
muscosal barrier dysfunction, cytokines and
inflammation including low NK cell function,
increased activation markers, oxidative stress,
and mitochondrial dysfunction are a few of the
possible markers found in patients with ME.
There are no diagnostic tests available, however,
there are definitive bio-markers for ME. Finding
a diagnostic test is critical for the validity of
the condition and to stimulate more treatment
research.
RECENT RESEARCH
Currently there is much exciting research
being published including the Schutzer et
al. study that compared cerebrospinal fluid
proteomes to differentiate ME and Post Treatment
Lyme Syndrome (PTLS). Patient sets were 43 ME
subjects that met the Fukuda Criteria, 25 subjects
who met the CDC criteria for Lyme disease and
had completed a minimum of three weeks of IV
antibiotic therapy at least four months earlier, and
11 healthy controls. Using mass spectroscopy
and liquid chromatography, the research team
generated a comprehensive list of 30 000 peptides
in the sample pooled from the subjects in each
disease group. The results were as follows:
-738 proteins were found only in the ME
subjects
-692 proteins were only found in PTLS
samples
-724 proteins were only found in the normal
controls.
Conclusions drawn from this study are that
there are distinct sets of proteins that can distinguish ME patients from PTLS patients and normal controls. PTLS patients also have a distinct

profile. Proteins relevant to specific neurological
functions were lower in ME patients indicating
that the brain is not functioning properly and proteins specific to immune function were markedly
elevated.
Another study presented was the
LEUKOTROPIC (living in white blood
cells) HERPES VIRUS IN PATIENTS WITH
POST INFECTIOUS FATIGUE, Knox et
al., March 2011. The goal of this study was
identification of chronic active herpes virus
infections in individuals in order to prevent the
misdiagnosis of “ME/CFS” and thereby justify
new intervention strategies, such as antiviral
therapy. All subjects met the CDC criteria for
ME and had systemic signs and symptoms of
an active, ongoing infection. They also met the
Canadian Consensus Criteria (CCC), Carruthers
et al., 2003, which Dr. Peterson stated should be
referred to as the “World Definition” for ME.
Below are the results of patients positive for
the following:
HHV-6 (human herpes virus 6)
54/194
27.8%
HCMV (human cytomegalovirus)
71/24
28.5%
EBV (Epstein Barr virus)
79/153
51.6%
An association has been found between
several critical human molecules such as the
thyroid peroxidase protein and leukotropic human
herpes viruses. This suggests a mechanism for
the commonly reported finding of increased
prevalence of autoantibodies in people with ME
and strengthens evidence that autoimmunity can
be triggered by infection. Furthermore, there is
speculation that the immunosuppressive potential
of HHV-6 may synergistically enhance the
reactivation and replication of both CMV and
EBV. Dr. Peterson added that beta herpes viruses
are treatable.
ELEVATED LEVELS OF HHV-6
ANTIBODIES IN INDIVIDUALS WITH
PSYCHIATRIC DISORDERS
HHV-6 antibodies in individuals with psychiatric
disorders were discussed, Yolken and Dickerson,
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March 2011. This research showed that
individuals with established schizophrenia had
elevated levels of antibodies to HHV-6, which
suggests schizophrenia can be treated with
antivirals.
CMX001-CIDOFOVIR PIM CONJUGATE
is an antiviral drug in phase 3 trials. By linking
a lipid to the phosphonate group of cidofovir, a
drug has been formed which is able to cross the
intestinal wall and penetrate target cells before
being cleaved to free the antiviral, cidofovir.
Improved potency has been demonstrated
in preclinical studies. In cell culture assays,
CMX001 is significantly more active than
cidofovir against double-stranded DNA viruses
including:
-orthopox viruses (variola, monkepox,
vaccinia, cowpox and ectromelia)
-herpes viruses (CMV, herpes simplex virus
(HSV)-1,and 2, HHV6,-8, varicella zoster
virus(VZV), Epstein Barr virus (EBV)
-multiple adenoviruses.
Dr. Peterson suggested that CMX001 is
an almost perfect drug as it only needs to
be administered orally 2 times a week. This
makes it much more accessible than the current
intravenous options for the human herpes viruses.
APOPTOTIC SERUM DNA TESTING
Apoptosis is a natural process of selfdestruction (programmed cell death) in certain
cells that is determined by the genes and can
be initiated by a stimulus or by removal of
a repressor agent. In March, 2011, Chronix
Biomedical filed a provisional US patent
application jointly with Hemispherx Biopharma,
Inc on a blood test for ME. Chronix is developing
disease-specific biomarkers based on DNA
fragments that are released into the bloodstream
by damaged and apoptotic cells.
The Chronix Biomedical blood test for ME is
limited to investigational use because it has not
been evaluated by any regulatory agents yet. It is
expected that this test will be 100% accurate and
that it will be inexpensive.
XMRV
XMRV is proving to be highly controversial
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and is providing much healthy debate and
research. Xenotropic viruses originate in mice
but can only infect cells from another species.
Most retroviruses, especially members of the
gamma retrovirus genus, can induce tumors as
a consequence of integrating their viral genome
into the host cell chromosome and activating
proto-oncogenes (a normal gene that has the
potential to become an oncogene).
To date, there have been at least 21 studies of
XMRV research in ME. Two studies, Lombardi
et al, October 2009 and Lo et al, September
2010, have supported XMRV in ME. Nineteen
studies have not found a link to XMRV. These
include Erlwein et al., January 2011, Groom et
al., February 2010, Hong et al., September 2010,
Heinrich et al., October 2010.
There are suggestions that some test kits were
contaminated.
NEW RESEARCH DIRECTIONS FOR ME
Currently there are two large studies for ME.
The first is at Columbia University, headed by
Dr. Ian Lipkin. Dr. Lipkin is internationally
recognized for his work with SARS. He is
responsible for discovering SARS and is credited
with saving millions of lives, especially in China.
The ME world is truly fortunate that Dr.
Lipkin has agreed to do two studies on ME.
Through viral assays for known and unknown
pathogens, Dr. Lipkin will be looking for all
human viral pathogens. As well, there is a
study of 240 post SARS patients from Toronto,
Canada. These patients are being tracked and
approximately 6 to 8% developed identical
symptoms to ME.
Dr. Peterson is involved with the second
large study which is being conducted at Bond
University, Gold Coast, Australia. This research
study is looking at Natural Killer (NK) cell
phenotype and functional study. Currently, the
team is applying for permission to do spinal fluid
tap for a viral assay on ME to determine the cause
of NK cell dysfunction.
At this time, Dr. Peterson recommends
measuring of NK function for diagnosis of ME as
it is the most reliable marker for ME.

THE FUTURE
Significant strides are being made in research
due to registries and biobanking. Nosology is the
branch of medicine dealing with the classification
of diseases, which traditionally was built using
signs and symptoms. Now, nosology can be based
on gene expression and is improved with clinical
markers, lab markers and biotech markers.
Because all disease could be redefined from a
molecular perspective, patient outcomes will
improve.
Translational medicine allows researchers
and clinicians to work together. Future direction
of the translational model will ensure there
is large scale clinical data gathering through
multiple international sites involving patient and
provider. It will allow biospecimen collection
with connection to a clinical database with RNA
expression, DNA sequencing as well as other
molecular testing. There will be focus on chronic
and syndromic diseases such as ME.
The future looks promising.
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Review: “State of Knowledge of
CFS” Workshop
By Chris Heppner

The most important thing about this packed
two-day get-together is that it was held at all.
Dennis Mangan chaired the whole meeting, and
in doing so showed that CFS is now on the NIH
radar. Even Collins, the Director of the NIH - one
of the “big four” US health bureaucracies, with
significant funding power for research - showed
up, and would have spent more time there if
he had not been forced to the phone as the US
budget crisis deadline loomed overhead. Nothing
radically new emerged from the workshop, but
there were some interesting talks, and we hope
that new productive contacts were made. Overall,
it was a GOOD THING.
I shall not try to outline each of the 32
speaker’s points, but just pick out a few
highlights, while noting that the visual and audio
feed was poor, much of the talk too technical
for me to follow, and that Cort Johnson has
some useful commentaries on some of the topics
on his Phoenix Rising website. The workshop
began with an overview by Komaroff, and then
quickly got into gear with a typically excellent
presentation by Leonard Jason on the key
importance of the battle of definitions, since the
CDC definition is still being used by some to blur
the picture by including a significant percentage
of patients with depression, etc. There seems a
deep reluctance on the part of the top level US
bureaucracy to tackle this key point; we still
await an intervention.
The session devoted to pathogens began with
a reminder from Ron Glaser that EB is still very
much in play. His talk focused on how stress,
from any source, can activate receptors that
are found on virtually every kind of immune
cell. In fact, the two main branches of the stress
response, the autonomic nervous system and the
HPA axis, are the chief immune regulators of the
body. It seems that stress, including exercise,
can reactivate a latent virus like EB, which in
turn can activate inflammatory cytokines, and
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there we go again... Lerner, you may recall, has
done good work on EB and the heart in CFS, and
claims some cures with long-term antivirals. The
EB story is not over. We also heard an update
on the possible role of enteroviruses in CFS:
inconclusive, but interesting, and we may hear
more.
The most exciting moment in the workshop
came in the clash over the role of XMRV between
Judy Mikovits, lead researcher of the October
2009 paper published in Science that put XMRV
on the CFS map, and John Coffin, a major
retrovirologist. Judy gave a high-speed exposition
of the state of research on XMRV as she saw it,
detailing how it had been shown to integrate into
human tissue, generate antibody responses, and
could be stimulated by stress and androgens. She
and her fellow researchers had found cytokine
patterns characteristic of the virus, and had
found it in a high percentage of CFS/ME patients
properly diagnosed, using biological evidence, in
England.
However, John Coffin, a heavyweight
retrovirologist, gave an account of how his
Tufts group now views XMRV as a laboratory
contaminant produced by the coming together
of two mouse viruses used in laboratory work,
and finished by saying that he thought that
investigation into its possible role in triggering
CFS was probably finished. Judy responded
vigorously, pointing out that contaminants did
not trigger the antibody responses her group had
found, and did not explain the wide percentage
difference between patients and controls found in
both her study and the Lo/ Alter study. Alter did
a nice job of mediating the quarrel, but neither
he nor Coffin really addressed Judy’s points, and
I for one am left with the impression (it is no
more than that, and I am not remotely competent
to judge the issues involved) that XMRV and its
cousins will eventually be shown to play a role in
CFS, though just which role I do not know. Will
it be the principal cause, or triggers of an immune
dysfunction that enables other agents like EB to
do their nasty work? It may be a while before the
Blood Working Group and Lipkin provide more
definitive answers.
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After his presentation, Coffin asked
permission to make a brief personal statement
to the effect that he felt hurt by accusations that
he was waging a personal war against XMRV
that was hurting patients, and that he and his
colleagues were motivated by the search for
truth, not some more devious desire. One can
believe him, but still point out that there is
indeed evidence of a fairly widespread attempt
to displace any research that connects CFS with
a viral etiology; Coffin put his name to two of
the five papers published in Retrovirology late
in 2010 that claimed XMRV was a contaminant,
and though he wrote explicitly that these did not
disprove the connection but researchers would
have “to be very careful,” his name has become
associated with the move to discredit the virus as
causal.
The publication of the widely criticized
account of the PACE trial in the Lancet seemed
timed to ride this wave, and when we heard that
the grant to a group in Spain had been cancelled
after publication of a good paper connecting
XMRV with CFS, the evidence of a campaign
strengthened. We know that Peter White, chief
author of the PACE trial, is heavily involved with
an international insurance company involved with
disability insurance, strengthening suspicions.
Professor Hooper of Sunderland University in
England has meticulously documented much of
this, and is trying to get his letter published in the
Lancet, so far without success.
This somewhat paranoid view was
strengthened by the testimony of one doctor at the
Workshop who detailed that he had been ordered
to stop research on CFS by the Dean of his
Faculty, and not to use university net connection
for such purposes. We do have enemies still, and
such evidence fits with the disturbing continuance
of the CDC’s definition of CFS, despite repeated
and powerfully documented critiques by such as
Leonard Jason. The war goes on.
However, there is some good news from the
various fronts involved. Gordon Broderick of
the University of Alberta, who has been working
with Nancy Klimas down in Florida, gave a very
well received talk on his use of mathematical

models to track patterns of related cytokine
responses to exercise in CFS, FM, and Gulf War
Syndrome; while the symptoms of CFS and
GFS can seem very similar, the patients produce
very different cytokine patterns, giving support
to the notion that both represent legitimate and
different diseases. He and Nancy Klimas are
producing first-rate work in the search for useable
biomarkers, making the point that patterns of
cytokine arousal work much better than the
tracking of single cytokines. The establishment
of reliable biomarkers will help enormously in
both diagnosis and the tracking of improvement
with therapy. Kathleen Light of the University of
Utah gave an interesting presentation about the
changes in gene expression triggered hours after
an exercise challenge; her work fits nicely with
the work of Klimas and Broderick in working
towards an understanding of just what happens
when we attempt to exercise. She is working with
her husband, Alan Light, and Lucinda Bateman,
making Utah one of the strong centres of work
on CFS today. She also noted that some are using
a beta-blocker, Propranolol, at low dose to help
with the symptoms of Orthostatic Intolerance. I
think I may try this myself. I have used Coreg, a
somewhat different beta-blocker, which does not
seem to help much.
There was much else, but I will sum up
my impressions. We heard evidence for the
continuance of prejudice against the taking
of CFS seriously, but there was also much
evidence of good work progressing towards
the understanding of the processes that
characterize the disease, and towards the
defining of potentially useful biomarkers. There
was considerably less on the treatment side,
though several did refer to possible small scale
trials, including an intriguing one from Gordon
Broderick and Nancy Klimas: a possible attempt
to reset the HPA axis dysfunction by using ACTH
or Cortisol to flip the system over into a new
and stable pattern. I hope we shall hear more
about this. Generally, there are emerging two
main paths, one towards immune modulators,
understanding that term broadly to include things
like Immunovir, Gc-MAF, various mushroom

products like AHCC, and so on. In short,
persuade our own immune systems to do the
job. The other path would be to directly attack
the pathogens associated with the disease, as
they become more clearly defined. The retroviral
experiment has so far produced mixed results,
though some have improved. In general, I think
we shall have to wait a while for the situation to
clarify and solidify, and this may take a while,
though progress is being made.
We hear strong rumours that the long awaited
Singh paper is in process, and that Judy Mikovits
has two papers coming, though she has been
having trouble getting papers accepted and in
getting grants. The WPI still needs our support.
Things are happening, though not fast enough;
hang on in there, this story in nowhere near
finished yet.
And a more local source of potential help
is opening up. Dr. Jan Venter’s CFS clinic in
Vancouver (www.f2c2.ca) announced that he
has now trained with Dr. Paul Cheney, and can
access his protocols; however, he has just now
closed his clinic, and announced that he will be
involved in setting up the clinic focused on CFS,
FM, Lyme and associated diseases that the BC
government has stated will start up in Vancouver
this fall. There should be help coming, though I
think it will take some time before these disease
processes are fully understood and effective
treatments become available.
Videos of The National Institute of Health
“State of Knowledge of CFS” Workshop,
Bethesda, April 7-8 available on the NIH website:
* Day 1 (April 7, 2011) http://videocast.nih.
gov/launch.asp?16575
* Day 2 (April 8, 2011) http://videocast.nih.
gov/launch.asp?16571

Congratulations on getting this far,
now rest up
for some fun events with friends
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UPCOMING EVENTS!
Hurray, spring time is here! There is hope for us yet!
It is time to celebrate! Please come and join us.
Friends, family and snacks to share are welcome.
a
Our next event will be held on June 22nd
~ 3251 Eldon Place
~ 2:00 -5:00 pm
a
Our summer event will be held on August 10th
~ 1908 Stanley Ave.
~ 2:00-5:00 pm
If you want any information on events please contact us
at 370-2884 or me.victoria@shaw.ca
a

Translating Evidence into Practice
The National ME/FM Action Network is hosting the IACFS/ME
10th International Clinical and research Conference.
September 22 will be the patient meeting
September 23-25 will be professional workshops
www.iacfsme.org or www.mefmaction.net
psst pass it on to your doctor
“I wait
until I am in
a place of
peace
before I make
a decision”
~ Gloria

