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Journal

  

Season's Greetings

  December 24, 2012  

Wishing you joy and peace
and a Merry Christmas

Especially a huge
THANKYOU

to my family and friends
for love and support

... it means a lot to me!
xxx

Alison

  

December 9, 2012

I am really enjoying being home in beautiful Yungaburra with its community of good people and dear friends!
Thankyou to everyone for your well wishes and encouragement. I really appreciate your continued support and
care. xxx

I will write a little more about mindfulness, now that I've finished the course. Thanks to Lou and Maria for your
questions (answers below). The challenges of mindfulness meditation are so engaging that I am continuing to
find it an interesting process. I'm surprised that boredom and impatience haven't been more of a struggle for me,
nor cramps or pain from sitting still. For me the main difficulties include staying awake, letting go of judgement
and striving, and finding a balance between discipline and kindness towards myself.

...any attempts I make at meditation quickly end in me falling sound asleep. 
That is exactly how it was for me too, nodding off! I was advised to meditate with eyes open (gaze lowered) for
the first 2 weeks or so, and even sit in a less comfortable position. I tried one of those  meditation stools that are
specially designed for kneeling. Cushions also work well. I  experimented with different times of day and was
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astonished to find my mind is sharpest in the evening. We are told that practice is the key - stick with it and
trust. It is one of the reasons for committing to 40+ mins daily for 8 weeks, to give a chance to overcome this
sort of obstacle.

...does your increased mindfulness practice change your behaviour or emotions?
Yes, I think these might be changing. I have had glimpses of the rewards :)
Research shows that such an 8-week course causes actual physical changes to the brain, enabling the feeling of
peace and centredness to be an easier response, if not default.
There are different types of meditation, all of them relaxing but some not at all mindful. Mindfulness meditation
is training the mind to pay attention so I can better notice what my mind is doing, including recognising when
my thoughts and emotions begin to run on old tracks, as if on autopilot. I am very keen to improve my skills for
dealing with stress. As one poet said, I want more actual troubles in my life and fewer imaginary ones! (Nadine
Stair) I'm aiming to cultivate enough awareness that I can choose to respond more effectively in stressful
moments.
“In many situations, emotional arousal and physical tension are totally appropriate. At other times they may be
inappropriate... your feeling threatened may have more to do with your state of mind than with the triggering
event itself. When you bring awareness to stressful moments you might see more clearly how your own
unbalanced view could be contributing to an inappropriate overreaction on your part.” Jon Kabat-Zinn, Full
Catastrophe Living 
“Emotional reactions are often the product of our interpretations of events. Often we find ourselves in a
situation and end up with a feeling. We are usually not aware of the process of thinking that links them. It is as
if there is a stream of thoughts or interpretations present all the time, just under the surface, of which we
are not aware. By bringing them to awareness we have greater ability not to be carried away with them and the
subsequent emotions.” Elizabeth Foley, Living Mindfully Queensland Cancer Council workbook.

ABC Radio National recently held a 6-week meditation challenge and they supply some guided meditations on
their web site. Here are links to the resources and episodes if you want to  listen to them or download the mp3s:

Meditation Toolkit
http://www.abc.net.au/radionational/programs/lifematters/features/meditation-toolkit/
Meditation Challenge Week 1
http://www.abc.net.au/radionational/programs/lifematters/meditation-challenge/4341242
Week 2 How are the meditators faring?
http://www.abc.net.au/radionational/programs/lifematters/meditation-challenge-2/4355300
Week 3 Kids & Meditation
http://www.abc.net.au/radionational/programs/lifematters/meditation-challenge3a-week-3/4369384
Week 4 Choosing to choose a teacher How?
http://www.abc.net.au/radionational/programs/lifematters/meditation-challenge3a-teaching/4383310
Week 5 What the science says
http://www.abc.net.au/radionational/programs/lifematters/meditation-challenge-week-53a-what-the-science-
says/4394692
Week 6 Finale
http://www.abc.net.au/radionational/programs/lifematters/meditation-challenge236/4406576
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Health Report 20/8/12
http://www.abc.net.au/radionational/programs/healthreport/mindfulness-meditation/4205816
http://www.abc.net.au/radionational/programs/healthreport/buddhist-style-meditation-to-prevent-the/3510766

Meditation for Kids
http://www.abc.net.au/radionational/programs/lifematters/meditation-for-kids/2999252

Also here is a page of free ACT resources (ACT is Acceptance & Commitment Therapy based on mindfulness)
http://www.actmindfully.com.au/free_resources
including some great interviews with Russ Harris (recommended!)

 

  

December 3, 2012

Good news! I've had my next follow-up scans and this time they showed my condition as “stable”. Watching
those 4 tiny tumours lurking deep in my torso, the smallest one has grown, 2 have shrunk and one still vanished,
so the specialists conclude that last time's scare was an anomaly or sampling error. Phew! I am really relieved.
Of course, I'll be concerned to know next time what is the size of the one little rogue that has grown. We are
talking about a lump so small that it falls below the minimum size to be taken into account for this research
trial. It would appear that my immunotherapy drug (Farletuzumab) is effectively curbing growth of the larger
tumours, but this tiny one seems to be active. What a puzzle! My doctors are very reassuring and I take heart
from their jubilation at my continued good health.
Thanks for your interest and comments about my mindfulness study. I am nearly finished the course and have
continued to find it very worthwhile. I will be writing more about this topic next time.
I am really excited to be going home for a week! I can't wait to catch up with Tablelands friends next Sunday at
Lake Eacham, if you want to meet me there xxx  

  

November 2, 2012
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I am halfway through an 8-week
mindfulness course run by psychologists at the Queensland Cancer
Council. It entails one morning per week in class and over 50 minutes
daily practice, plus other homework, also a full day session ahead –
quite a serious commitment!

Much has been written about mindfulness
(eg Jon Kabat-Zinn, Russ Harris), so what can I add? Besides, the
method of learning is “experiential”. They say reading about it
is like reading a menu, and falls far short of tasting the food. So
far I have found it to be a process of discovery and much more
exciting than one might expect from sitting doing nothing!

From the start we were instructed to
sit still for about 40 minutes and focus our attention on the breath
(or other physical sensations). Pretty soon we struggling students
were asking the teacher how to stop our minds from wandering. The
response was like: Ha ha it's impossible! “That's what minds do.”
As far as I have heard, even the wisest, most enlightened Zen masters
continue to encounter intruding thoughts.

The task is to notice the distraction,
and gently bring the mind back to the focus – again and again. It
seems a paradox that while we try to be disciplined about keeping
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focus, we are also instructed to stop striving and judging, but
rather to trust and be patient. The key is to foster a “beginner's
mind” which meets each moment with kindness and curiosity.

According to one guru, the mind is like
an ecosystem, and practising mindfulness is like introducing a new
species. Ecosystems often resist new species, hence the significant
challenge. (Gill Fronsdal.)

The intention is to be present in the
moment, and the outcome is increased awareness of the processes of my
own mind, leading ultimately to greater choice in my responses. I am
interested in this as training for more effective use of my mind,
which leads on nicely from the cognitive rehabilitation sessions I
recently completed. And yes, I do feel very much like a beginner
trying to trust and work patiently towards this goal.

  

October 1, 2012

I know it's been a very long time since

                             5 / 26



CaringBridge
Bringing family, friends and loved ones together when it matters

I've written an update here, sorry. I've been so busy I've hardly had
time to scratch myself. No, actually quite the opposite! I've been
scratching all winter due to a series of skin rashes - now settled
down, thankfully. I tried various different treatments and management
and I don't really know what was the true cause or what cured it. The
overriding spreading itchiness probably could be called 'hives'. By
the time I saw the hospital dermatologist the itchiness had mostly
gone and I showed her a new painful rash. She did a biopsy and
pronounced 'shingles', but that too has now cleared up I'm pleased to
say. The medical team says my rashes were quite unrelated to my
treatment and definitely not a side effect of farletuzumab.

Otherwise I'm very fit and healthy and
still in Brisbane taking weekly intravenous farletuzumab.

Unfortunately, my last scans (a couple
of weeks' ago) showed my 4 tumours had grown a little. It's the first
time they haven't reduced in size. However, this could possibly be a
sampling error, so I'll wait to hear the result next time (in 2
months) before I get concerned.

As you know, I'm hopeful I'm on the
active trial drug (not placebo) and that it is helping my white blood
cells to keep the cancer at bay. From the outset the specialists have
explained that ovarian cancer is a chronic disease and realistically
their goal is only to maximise the time between recurrences. I will
admit I choose to forget this most of the time and I imagine myself
with a miracle cure. It is easy to be hopeful when I feel so happy
and well!

My other news is I've joined a research
trial of a mind rehabilitation program for adults recovering from
“chemo brain” after cancer. Many cancer patients notice a little
cognitive impairment after treatment, and studies have measured a
small decrease in brain processing speed, either as a side effect of
the medication or possibly due to stress, or both. This affects
attention and concentration as well as memory and problem-solving.

For myself, I haven't really felt
troubled by any of these symptoms although I have definitely been
taking it easy, ie cut back on work requiring complicated
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decision-making and processing. The only times I've felt worried have
been when I've got lost (geographically), but then I am in new
territory. It's not like forgetting my way to somewhere familiar,
which would be a more serious symptom.

Anyway, it sounded like fun to
volunteer, and I was selected for the 'intervention' group receiving
4 workshop sessions. (The 'control' group gets no training.)

It has been really interesting and
inspiring. It was also valuable to share in the group sessions with
other people in similar circumstances. We learnt a bit about how
brains work, and were taught some ways for greater effectiveness. I
have realised I don't always pay good attention (eg to geography)
when I have lots on my mind. I think my memory is fine when I
actually take in the information in the first place! I find it
helpful to be more aware of the interplay between emotions, fatigue,
attention and memory. We guinea pigs are still going for a couple
more follow-up assessments – if we remember the appointments and
can find our way! :)

  

August 16, 2012
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Hi everyone, nothing new to report - just want to share this quote:

“The evidence is that people with cancer do better if they're on a (clinical) trial …”
from Norman Swan on ABC RN Health Report 9/5/2011
http://www.abc.net.au/radionational/programs/healthreport/cancer-trials/2951636

Clinical trials are where a treatment or even a diagnostic test is compared in as non-biassed a way as possible
either to a placebo or, in cancer the new treatment's much more commonly compared to the best therapy
already available.

I think patients who are in clinical trials not only have a chance for the latest most promising treatment but also
receive more thorough observation and care from the medical team. I feel so fortunate to be on the farletuzumab
trial!

 

  

July 18, 2012

Just an update to let you know I'm fine and still in Brisbane on the farletuzumab trial, feeling healthy and very
grateful that this experimental immunotherapy suits me so well. I love it when the scans show the tiny tumours
are continuing to shrink, as the doctors told me yesterday! Good news from me, and my best wishes for health
and happiness to you all my dear friends and family!! xxxxxxx
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June 8, 2012

THANKS everyone for your comments and kind wishes. It feels really great to know you're celebrating with me
when I have good news!

Attending the hospital every week engages me with a medical world I hardly knew before my cancer
experience. Visiting this vast colony of specialist “worker bees” has provided many opportunities to learn about
health as well as illness. Sometimes it feels almost as though I’m back at school or uni again. The subjects are
varied and I take notes and actually study them because I really want to learn.

Often I have written in this blog interesting facts about oncology (cancer treatment), and about my Art Therapy
sessions. Other topics also include the following:

Research
As you can tell, scientific evidence boosts my confidence. If a new treatment works for one person, that is
evidence, but it may have little meaning in relation to anyone else. Replicating the trial with hundreds of
patients gives a better indication of how effective is a new treatment, but only if conditions are standardised to
control other variables. It would be a waste of effort if the exact cause of a successful outcome could not be
pinpointed. I'm fascinated by the methods used to run a trial with rigorous protocol to obtain high quality
evidence, while at the same time taking care to ensure a benefit for participating patients, or at worst, no
disadvantage.

Audiology
Chemotherapy destroys hair (obviously) and this includes the tiny hairs in the inner ear which don't regrow.
Sadly, the damage to hearing is permanent, so I have been going for regular hearing tests. It appears I have lost
some hearing in the highest pitch frequencies, but fortunately not in the spoken range.

Scanning
It's interesting that a CT scan is an X-ray that tracks a tight spiral, like a child's “slinky” toy, with loops
0.625mm apart. Computer analysis then interpolates the 2D cross-sectional images to produce a 3D picture. Not
long ago that this technology wasn't available, so doctors had little information about the size and location of
cancer activity.

Pharmacy
There is a team who not only dispenses drugs but also can access a database of alternative medicines and advise
about their safety and efficacy where information is available. This is helpful because I’m sure all of us have
had someone recommend a possible cure from the lucrative shelves of the health food shop or “natural” healer.
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Dietitian
Similarly there are staff who advise about nutrition for patients' special circumstances, but they can also help to
clarify the validity of some of the claims that come up from alternative therapists. For example, it is said that an
acid body is susceptible to cancer, and this can be corrected with diet. However, where is the evidence for this?
(I'll let you know if we find any reports documented.)

Physiotherapy
Physio includes lessons about digestion difficulties (constipation and diarrhoea). I am really impressed by the
vocations of some brave young people! I've also had clear and inspiring instruction for continuing to rebuild my
core muscles that still need attention after mega-surgery 2 years’ ago. I have homework to do for this subject.

Mindfulness
I think I'm near the bottom of the class in this challenging subject, grateful for help from the occupational
therapist, art therapist and social worker, as well as a counsellor at the Cancer Council. The latter has many
great suggestions to help cope with stress.

Palliation
Believe it or not I’ve been talking with the palliative team too, and I can say this knowing you won’t panic
because you’ll remember I’m fit and well and I climb mountains! (This week Mt Beerburrum and Mt
Ngungun.) I’m not being morbid, just realistic, and I always find it less scary the more I understand. I have
been working on my Advance Health Directive. Really everyone should look into this – have you? It is a
document to help deal with difficult decisions that could arise at some stage if I am not conscious or capable of
speaking up. To understand the issues and decide what to write, I have found it necessary to ask many questions
and this is proving to be an opportunity to learn about end-of-life and dying. There are physical (medical and
nursing) aspects to investigate, as well as the problems of grief and loss.

I seem to have gained a bit of a reputation for asking for more information. One week when I didn't, my
specialist quipped, “Alison must be ill. She has no questions!” And my research nurse has joked that they'll be
finding a job for me soon. Ha ha! Yes. I haven't told her that sometimes I think I'd like her job!

  

May 18, 2012

More good news. Scans last week showed
my tumours have further reduced in size and one of them has actually
vanished!!!!! :)

My doctor said this is unlikely to be
attributable to chemo by now, 3 months since my last dose. It appears
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to be the magic of farletuzumab. I can picture my lymphocytes, like
pac-man, devouring the enemy cancer cells.

I am very happy about this result,
while at the same time also aware that my good fortune rests on the
throw of a dice, as such. In the research trial some other patients did not score so well
and with a null treatment (placebo) the cancer may start growing
again.

I talked with my oncologist about a
sense that I've been a bit forgetful and she said “chemo brain”
is a real phenomenon, involving short-term memory and attention span.
She said it is difficult to measure it without having any “baseline'
data for me, for comparison. She assured me I'll recover, but said it
often takes a long time.

I am feeling very well and energetic.
My (blue) hair has grown to about 3cm. I receive compliments all the
time, from strangers and friends (and I have to admit I enjoy it).

  

May 1, 2012
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At last I have a photo to show you my latest art therapy project – my emotional landscape, or how it looked to
me that day (a couple of weeks’ ago). The medium was acrylic paint.
The art therapist has a variety of interesting exercises for inspiring us to explore and express ourselves.
Importantly, it is all about the process, not the finished picture. I had to try and forget about trying to make it
look good, or even look like anything in particular.
Here are some notes about what my picture represents:

Lots of unknowns ahead but surprisingly they seem ok
Some very scary horrible stuff that nevertheless has some hope sprouting there
Living in the moment on reasonably solid green ground with a reassuring pond, which relates to feeling
glad for support from my family and friends.
Stepping stones across it all - a good feeling that facing my fears and taking each day as it comes is
valuable preparation for my journey into the unknown territory ahead

I’m still feeling really well and I’ve been preoccupied with family activities away from the city. My little bit of
hair is still blue and now I have some home-grown eyebrows too (not blue).
I must quote my Mum in response to my last entry in which I mentioned my doctor’s guess that I’m on the
active drug (not placebo), “Tell your doctor - of course I’m on ‘Fartlebums’. You can tell by the blue fuzz
growing on my head!”  

  

April 11, 2012
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Exciting news: last week my gynae-oncologist said she's guessing I'm on the high dose of Farletuzumab
(my trial drug treatment)! 
My recent blood test results show variable neutrophil levels (white blood cell count) even though I'm no longer
affected by chemo toxins. I gather this may suggest I'm not on the placebo. Well, the trial is still “double blind”
(neither doctor nor patients know who is taking what), but I am very happy with this hopeful thought!
I did ask my doctor about Avastin, the anti-angiogenesis drug I mentioned last time, and she said it is still being
studied for treating ovarian cancer patients after recurrence. The latest media sensation is a report in the Lancet
that a daily low dose of Aspirin may be effective to prevent or treat cancer, although they don't mention ovca.
However, both Avastin and Aspirin sometimes have serious side effects.
There's another drug coming for ovca, called OSI 906, which seems to both inhibit tumour growth and induce
cancer cell death. My doctors are very hopeful that there will be more and better treatment options available
soon.
Hair report –  as you can see, at last I have a thin cover (about 10mm in length) and now it is blue :)
 

  

How a monoclonal antibody works

  March 28, 2012  

Everything is going ok for me.
I'm still having weekly treatment at the hospital with no problems.
This also entails constant tests and check-ups – all fine so far.
Yesterday I had an ECG and my heart beat looks good.
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Maybe I've been a little forgetful. I've heard of 'chemo brain', but I don't know... John has been very patient.
We are still enjoying staying in this beautiful part of Brisbane, so handy to the city. Thankyou to Andrew &
Anne!

My treatment is an immunotherapy trial, with an intravenous antibody to flag cancer cells for destruction by my
own natural immune system.
The diagram shows how it works, or you can see a little video here.
Farletuzumab, is a monoclonal antibody (mab) which targets specific protein receptors on the surface of ovarian
cancer cells and binds to them, like a lock and key. This turns the cancer cells into antigens recognisable by my
white blood “killer cells” which then destroy the cancer, just as they would attack any foreign invaders.

Yesterday on the news was something very positive for women newly diagnosed with ovarian cancer. A new
treatment has been approved in Australia using intravenous Avastin (bevacizumab). It works by stopping the
blood supply to the tumour (anti-angiogenesis). It's exciting progress, even if not actually a cure. I think it isn't
offered for those with a recurrence (like me), but I'll be asking about it.
 

  

Why you take off your hair?

  March 19, 2012  

Good news again! It might be getting
boring, but I'm happy to say my recent scans show the tumours have
shrunk more. My white blood cell count is very low, but that's not
surprising and it should improve over the next few weeks. My cancer
marker CA125 is excellent at a low 8. I don't have scary dramas to
liven up this blog (phew!), so instead I'll tell you about a funny
incident.

After I finished chemo the first time
(in 2010) I went for a massage in Cairns. I had visited twice
previously, hoping to explain about my ileostomy and ask what are the
options since I couldn't lie on my tummy. I gave up because the man
there seemed to only know 2 English words, "Five minutes".
(I tried coming back after 5 minutes hoping to find an English
speaker, but no.) This time it didn't matter, though, because I was
able to lie face down at last. The massage was wonderful! My female
massage therapist did know a little English, but our conversation was
very amusing.
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I had a voucher for a 'neck and shoulders'
massage, so I took off my wig and lay down.

Massage therapist Why you take
off your hair?
Me I thought it would make it easier for
you.
But why you take off your hair?
Because you're going to
massage my neck.
Yes but why you take off your hair?
Oh, I had
chemotherapy and I lost my hair.
Oh.
Long silence.
Lots of
foreign talk between the woman and the “5-min” man, then she asked me for the word again ('chemotherapy').
What's that?
I
had cancer and I took medicine to kill the cancer, then my hair fell
out.
Oh cancer. What cancer? Skin cancer?
No,
ovarian.
Kidney?
No, ovaries.
What's that? Liver?
No,
ovaries.
What's that?
Where babies are made.
Oooooh! You
should have a foot bath - would be good for that!

  

March 10, 2012

Again last week I had 2 days visiting the hospital. I had
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booked in for my post-chemo scans on Wednesday, the same day as my treatment,
but somehow the computer had me listed as a Thursday patient after the previous
2 Thursdays (one when I skipped chemo on my birthday and the other out of my
control when the equipment failed). Therefore, no one ordered the drug and they
couldn’t rustle any up, so I had to go in again on Thursday after all. 

Otherwise everything is going well. I’m back on my bike
and taking longer walks, happy to be increasing my fitness.

I’ve been busy editing my notes on how to start a worm
farm, and also the method and recipes for Bokashi composting. I don’t mean to
pose as an expert. It’s just that I’d promised to share this information, so I

thought the best way would be in the alisphere. If you’re interested, you’re
welcome to read it there. Click on Contents and look at the posts under ‘Green
Ideas’.

  

March 1, 2012

Out of the blue I was notified on Tuesday afternoon that my treatment was cancelled for Wednesday due to
equipment failure. It was only a data logger playing up, supposed to record the temperature of the drug in
transit, but consequently there was no way to prove that the temperature was maintained in the correct range.
Perhaps it wouldn’t have been critical except for the need to satisfy strict protocol for the research trial. They
don’t take any risks. It is a priority to avoid anything that could invalidate the trial data. I get the impression
that as time passes, I am more and more valuable to them, including monetarily, as their investment builds up in
terms of expensive tests and treatment I have had.
Anyway, on Tuesday afternoon I was told all the local trial patients would skip a week, but on Wednesday
afternoon another call came to say problem fixed, come in on Thursday. Therefore I had 2 mornings at the
hospital this week because of an appointment with the Audiology department on Wednesday.
My week after chemo has gone pretty well. The pattern is usually something like this:
Day 1, 2, 3 – I’m taking so many strong anti-nausea pills that I feel great. Sometimes I’m ready to party!
Day 4, 5, 6, 7 – noticing some side effects (especially nausea) increasing
Week 2 – feeling generally fine
Week 3 – the punishing effect of the chemo drugs (cytotoxins) shows up in my blood test as depleted white
blood cells, which means my immune system drops to its lowest. I don’t feel any different, but I have to
remember to dodge snotty people who sneeze and cough.
After feeling more sick in cycle 5, this time I was given an additional anti-nausea medicine to take on days 5
and 6. The doctors warned it may make me feel drowsy, but what I experienced was feeling somewhat dull (a
bit witless). So strange! Also swaying a bit, so I bumped into door frames on my way through. I managed ok by

                            16 / 26

http://alisphere.wordpress.com/


CaringBridge
Bringing family, friends and loved ones together when it matters

not attempting anything challenging, and perhaps it was better than nausea. I don’t know… The sensation has
worn off now, thankfully!
 

  

Last Chemo

  February 23, 2012  

Celebrating my last chemo today –
Hooray!

I just scraped through with my white
blood cell count, so that’s it, at last the poisoning is over for
now. My weekly hospital visits continue, of course, for my trial drug
(antibody) dose. From now on it is a “maintenance” treatment.
Farletuzumab works best by destroying any early cancer cells to
prevent another recurrence. It is best taken in combination with
chemotherapy which has been the important first response to shrink
the existing tumours.

I’ve been fortunate not experiencing
any numb or tingling fingers or toes due to nerve damage which is a
common side effect of my chemo drugs. I might have been spared this
by all the delays and also the lowered chemo dose (80%).

Meanwhile the dose was sufficient to
quickly shrink those 4 little tumours in my lymph system. The experts
can no longer detect the presence of cancer because those reduced
lumps are not significantly different from slightly swollen lymph
nodes.

Next I can enjoy being able to better
plan ahead instead of not knowing if I’ll pass a blood test on
Wednesdays, and in a while I can look forward to growing some hair –
maybe in time for winter.

It has been a long day starting at the
hospital at 8am for the blood test, and I’m still on the drip now,
probably finishing at about 6:30pm. I varied my schedule this week
and came for treatment on Thursday just so I was free to enjoy my
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birthday yesterday. It was a lovely treat to go by ferry to
Coochiemudlo Island to relax and swim at the beach, and also have
lunch at the Vicky Point lighthouse with John and Helen. I felt a bit
like a truant, and that probably made it all the more fun!

THANKYOU for all the birthday wishes
that I received. I am touched by so much love and thoughtfulness.
Your support means a lot to me and makes a difference!

  

February 16, 2012

On Wednesday I was scheduled for chemo
but I only had the trial drug because my neutrophils were too low
again, according to the blood test. I suppose I needn't be surprised
since I can't remember the last time my neuts actually recovered in
the allotted 3 week period. Still, I am disappointed because I was
all ready to celebrate my LAST chemo!

This delay has a good side - I can
enjoy feeling well (without side effects) all weekend in Yungaburra.
From next week I'm back to Brisbane to stay a while. I still have
some drug company fare assistance I'm saving for more Yungaburra time
a little later on, and it's a great feeling to know I'm coming back.

“Commuting” was fine, although I
know it's not sustainable. Each week I flew to Brisbane on Tuesday
and back to Cairns on Thursday so my Wednesday treatments could
continue at the Mater Hospital. It's a gypsy lifestyle, living out of
a suitcase and perpetually packing up.

If you've travelled you probably know that disoriented
feeling of waking in the dark and forgetting what bed you're in and
being unable to picture the bedroom. I even had it on the plane
yesterday after a nap. I woke and was completely confused whether I
was flying north or south! There was a gorgeous view below me of an
island with a rainbow and I was puzzling which coral cay it could be.
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Was it an American Indian elder who
said you might as well walk across the country because it takes that
long for your soul to catch up …? I think my soul might be
scrambled with bits here and there across Queensland, but I don't
actually mind as I'm just so grateful for this opportunity for a
little time at home in FNQ. However, I will also make them most of
staying put for a while when it happens.

  

Henna Eyebrows

  February 11, 2012  

I’ve had another easy trip to Brisbane for my short session at the hospital for the trial antibody treatment.
Not much news, except to report on my experiments with henna eyebrows. Please click and visit the page on 

the alisphere where I’ve written about it.  

  

February 3, 2012

Well, that was a week that I’m glad is behind me. After
chemo on 25th Jan,
I felt pretty queasy most of the weekend and Monday - not my usual self. The
symptoms I experienced weren’t severe, but bad enough that now I feel fabulous
by contrast. Nausea after chemo is not unexpected, of course, but I have been
very lucky till now. I was really uncomfortable in the summer heat too, and
wondered if there was any connection. It seems difficult to drink enough fluid
in the tropical hot weather to really feel on top of my needs for hydration
plus flushing away toxins. I don’t know though.

Meanwhile, I continue to treasure every day that I get to
spend at home in Yungaburra. The short trips to Brisbane are going really well
too – Very happy with this temporary arrangement!
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January 26, 2012

I had a lovely time at home and my
first “commute” and 2-night stay in Brisbane went really well
too. Thank you to the drug company for my fare assistance. This is
going to be a truly healing time.

The oncology ward was busier than ever
this Wednesday, with attendance also by Thursday regulars unable to
be treated on the Australia Day public holiday today. A couple of
watchers with clipboards added to the crowd. I gather they were
timing procedures and flow as part of planning a new oncology centre
for the Mater.

Yesterday my blood count was in the
safe range so I had chemotherapy (plus the trial drug). Yay! I do
love feeling completely well on the days they don't poison me, but I
tend to worry a little when a delay means I’m not following the
plan. I’m also really glad to be at the point where I can say my
next chemo will be my last. The treatment involves 6 cycles
and I’ve now completed 5.

I know a patient who actually didn’t
want to stop having chemo, despite suffering very unpleasant side
effects (which I am fortunately mostly spared). She looks at it as 2
really good weeks in each 3-week cycle, and a holiday from the worry
of cancer growing again. She begged the oncologists to continue her
chemo, but it doesn’t work like that. It is truly a poisoning, as
strong as we can take it, to destroy all fast-growing cells. The
target, of course, is the rapidly invading cancer, but this benefit
comes at the expense of healthy cells such as hair, bone marrow and
blood. Six cycles is most effective, and then we patients seriously
need time to recover from the damage.

It’s interesting to hear other
patients’ stories. One remarkable woman at the end of her chemo
treatment still has a beautiful full head of hair! She says it is
thinner than before, but normal hair for her is extremely thick and
strong and the baldies she meets at the hospital reckon her genes
should be cloned.

I met a patient who had had a huge
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tumour on her ovary that was missed by her GP at first. It’s
incredible, but a mass of 30cm in diameter didn’t show up in the
ultrasound scan! She had consulted her doctor about unexplained
weight gain and abdominal pain. She was dismissed with advice to diet
and exercise. Some months later she sought medical help again and
this time was given the blood test (her CA125 was in the hundreds)
and a CT scan that revealed the problem. I hope she doesn’t mind me
discussing it here. Of course, I mean it as a cautionary tale and I
urge you to not let any doctor trivialize your concerns. Seek a
second opinion; ask for tests. You know your body best and can say
when something feels not right.

The 3 symptoms most commonly associated
with ovarian cancer are:

1.     abdominal bloating
2.     increased abdominal size
3.     feeling full quickly after eating

The message is to be alert not alarmed
– the time to worry (and consult a doctor) is if you have all 3
symptoms, particularly if any symptom is severe and if they persist
over time.

Ovarian cancer is not common, and I
think I’m personally responsible for scaring thousands of people,
according to the number of hits on this blog. Among my friends I even
know at least one man has consequently asked his doctor about his
growing belly. He was reassured, of course, and this is what I really
want – to help spread peace of mind.

And once again I must thank the team at
Alice Street Medical Centre n Atherton and their Dr Sarah Luthy who
took me very seriously 2 years’ ago, and handled my diagnosis
brilliantly and rapidly without scaring me. Dr Tony McLellan has
given me ongoing information and support that has been vital to my
well being. Thank you. City hospitals encounter the full range of
country doctors and I’m happy to say they couldn’t fault mine,
and neither can I.
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January 20, 2012

I'm home! It's incredibly beautiful
here, peaceful and green with wet-season sounds of birds and frogs.

We flew up on Thursday, and now I start
to commute, travelling to Brisbane each week for my treatment on
Wednesdays. I know it seems crazy, but I think it will be worth it –
not forever, but just for a couple of months. I'm fortunate that the
drug company also thinks it's worth it to assist me with the fares.

It is 6 months since John and I set off
on our road trip which was to be a holiday visiting family and
friends. We have truly been away half a year, apart from one weekend
visit home for the local Folk Festival in October. I could say we
were hijacked by the cancer and stranded, but really we've had the
best opportunities to enjoy our time away. Heartfelt thanks to
everyone for your support and help, especially Andrew and Anne for
sharing their beautiful home in Brisbane this last 3 months. Thankyou
also to Kay and John for looking after our place.

On Wednesday my white blood cell
(neutrophil) count was low again so I didn't have chemotherapy.
Another delay. Try again next week. The trial drug, antibody
Farletuzumab, continues each Wednesday regardless of my blood test.

The specialist reported that the CT
scans last week showed not much change in the size of those little
tumours. She said they probably won't change much now. They had
previously shrunk so much, they are now at a size (less than 1cm in
diameter) where it isn't really possible to tell whether they are
tumours or just slightly swollen lymph nodes. The important thing is
that they don't grow again, and we can watch for this in future
scans.

Now there's so much I want to do at
home, and people I want to see – and just 4 days at a time to do it
in! At least this week I'm feeling really well, and not poisoned! :)
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CA 125 cancer marker

  January 15, 2012  

Our English cousin has
contributed to research into the use of CA125 for screening healthy women for
ovarian cancer. This is what she wrote:

I have inadvertently been helping the cause of ovarian
cancer prevention over the last seven years as I was invited to join a trial
for early diagnosis.  There were three groups: a control group who
did nothing, a blood test group and a third which had a vaginal scan once a
year. I was in the blood test group which meant I gave blood once a
year to ascertain the level of a specific glycoprotein (CA125) which was
compared with a table of probabilities for the presence of cancer. The trial
has now finished but the results are not yet published.   

I was fine but the parameters used were tightened up in the
last two years and I had one recall in the sixth year and two in the seventh
year, but was cleared before the end.   I spoke with one of the
nurses involved and she explained that the top reading which would ring bells
of alarm was 35 and my highest reading was 17.2.   She then went on
to say that a reading under 100 in a test ordered by your GP would not worry
anyone, so I was well reassured.

Thousands of women all over the UK were recruited
through their GP lists - it was quite random and quite amusing when one year
you would meet a neighbour, or even a friend, at the clinic
and realise neither of you had talked about it. The quid pro quo for
one agreeing to take part was that should the test detect a problem
you would be treated immediately. In a way I am sad that it is finished as
that was a nice insurance to have! 

I know this will not help you but the fact that something is
being done to try to recognise this disease earlier is good news for us luckier
ones.

Thankyou Jane. Yes it
is good news and I find it really heartening!
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Yes, CA125 is the test we are regularly given and the magic number is 35 as I
well know. When I was first diagnosed with oc (and had an enormous tumour on my
ovary) my CA125 was 500, then after surgery and after the first chemo dose it
quickly dropped to 53 and subsequently dipped below 35. Then the doctors
cheered. I was reassured every time the results came back because the level
stayed under 35 after that. Now I know how that number was determined - it was
thanks to women like Jane in research trials.

When I experienced this recurrence of the cancer my CA125 was not the
indicator. I explained this in my blog on October 6, 2011. (You can click on
Journal and go back to that date.)

Some other oc patients
I've met had an initial CA125 in the thousands!

The specialists have explained to me that for some women CA125 is not as good
an indicator as for others. I am one of the lucky ones where CA125 really
dropped very fast in response to treatment, so they can be pretty sure that an
elevated CA125 would be a sign of cancer recurrence, even though this time for
me the lymph swelling happened first.

Also, I hear there are several other cancer markers being tested in research
trials around the world, hoping to find more accurate and better ways to detect
oc. However, for now CA125 is the best one.

Anyway, once again a big THANKYOU to cousin Jane for helping !!

  

January 11, 2012
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I forgot to answer questions last time,
sorry.

My henna head decoration took nearly an
hour to do. It was easy for me to sit and relax through it, but tough
on the artist whose arm and back were sore by the end. It didn't
really tickle, but the henna paste was cold and refreshing. Actually
I felt pampered.

Henna is applied in a paste made of tea
and spices. This stuck like a crust on my head and I rubbed it off
after 12 hours, revealing a tea-coloured stain on my scalp. This
“tattoo” was rather more subtle than the initial pattern.
However, the design lasted less than a week, despite my heeding
advice to oil it before showering. Skin on the scalp is replenished
more rapidly than anywhere else on the body. The soles of feet and
palms of hands shed least, and that's why these are the sites for
traditional henna decoration, eg Indian brides. Anyway, I loved my
festival head adornment and felt happier than usual to doff my hat in
the shade – important for summer comfort.

My last chemo (cycle 4) was 80% of the
usual dose, and this is how we will continue now. My specialist
assures me there will be no drop in effectiveness. Yesterday I had my
next scheduled CT scans, so hopefully these will show the tumours
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have continued to shrink. I will find out next week.

My cold was just a cold, uncomfortable
but no big deal, and I'm over it now. The medical team warned me to
go immediately to hospital in case of fever, so I checked my
temperature regularly but it was ok.

Making the most of the great weather,
we've been camping and bushwalking in northern NSW this week (John,
Evan and I). Such beautiful scenery, and I feel great about the walks
I managed (although I dragged behind the men). I actually climbed to
the summit of Wallumbin (Mt Warning, 1156m) !!!!!!! I salute John and
Evan for encouraging me, believing in me – and carrying my bag!

  

January 4, 2012

The rest of the festival was great fun and the weather continued fine and cool to the end. What a miracle! It
made a big difference that we didn’t have to cope with extremes of heat or mud or both. The chemo side effects
were quite minimal and my energy level continued to be high, although I was careful to take daily naps after
lunch and be in bed early at night.
If stress is bad for the immune system, then maybe fun, music, dancing, fireworks and above all happy family
times are helpful. Well, we can’t prove that my week at the festival didn’t contribute to my bone marrow
recovery (as shown in my excellent blood test results last week and also today when I went for my trial drug
treatment). Anyway, my medical team is certainly encouraging me to do whatever makes me feel better.
However, unfortunately now I’m coming down with a cold. (Ok, this doesn’t really fit with my healthy festival
story.) The doctors have instructed me on care and caution because of my extra risks. I learnt something new,
that the chemo drugs have a delayed effect on my blood cells, taking about 14 days to cause a dip. Therefore my
good white blood count should help me fight off the cold for another week yet. That’s good, because we’re
going camping for a few days. Don’t worry, I’ll be relaxing and taking it easy.  
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