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Journal

  

Season's Greetings and Best Wishes to all my dear friends and
family xxx

  December 8, 2013  

I'm going well with the new treatment (tamoxifen) and the other day I went for another check-up with the
specialist. My cancer marker CA125 (blood test) is still very low and the lump in my groin doesn't seem to have
grown at all in 8 weeks. That's what I want! And I gather if it is hormone-responsive, the time to start seeing
results (tumours shrinking) is 6-12 weeks after starting to take tamoxifen, so I'm still hopeful! The side effects
are hot flushes - annoying but not too bad. Even if the tumours just stop growing but don't shrink, I'll be very
pleased!

  

Comments

Hi Alison,
Glad to hear that you are going well with the treatment. Have been busier this Dec. than last year. Have been
thinking of you. Having the girls home for a short time during the holiday period. Looking forward to having
some family time together. Remembering you in my prayers and wish you and your family all the very best for
Christmas and the New Year! Your journey and your inner strength is an inspiration to all of us. Have a
wonderful festive season. Lots of love, Ivy and Family.

  —Ivy Rameshfar, December 22, 2013  

Glad the treatment is going well, may that continue. Look forward to seeing you soon.
Have a great Christmas.

  —Danni, December 11, 2013  

We have our fingers and toes crossed.
We are doing Christmas on the 23rd this year. Will you be anywhere near us?
Love Deb
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  —Deb Maggs, December 8, 2013  

Good result Alison, and you are looking good too. Lovely to see you today. :)

  —Carmel Pacey, December 8, 2013  

Good result Alison, and you are looking good too. Lovely to see you today. :)

  —Carmel Pacey, December 8, 2013  

Hi Alison,
thats great news... enjoy all the end of year festivities with lots of love from all of us xoxoxox

  —Jane Thiele, December 8, 2013  

 

  

What's next?

  October 10, 2013  
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It was my 3-monthly check-up with the specialists at the Mater Hospital yesterday and this time I had my first
CT scan since January. My blood results were fine, but the scans revealed 2 out of the 3 old tumours have been
slowly growing, unfortunately. No new ones – phew! The biggest of them is in my groin (lymph node). It's
about 26mm, so quite small, and not causing me any problems. Actually I could feel this lump in the last month
or so and have been wondering what the doctor would say.
She said this scenario (tumours growing slowly) fits with the pattern for possibly a hormone-responsive cancer.
There's no conclusive test for it, but there's an opportunity to try controlling the growth with a hormone blocker,
tamoxifen. It's a take-home pill and I've decided to try it for 6 weeks. If the lump shrinks or stays the same,
good, but if it grows, then it means this treatment didn't work and we should do something else – more chemo
or maybe radiation.
What's the difference this time compared with last time when little lumps in the groin catapulted me into
chemotherapy? Last time we didn't know if it was a fast-growing cancer and didn't want to take any risks of
letting it get away. This time we know for sure it is very slow-growing (“indolent” is my doctor's word for it)
after monitoring it all year.
I asked lots of questions and feel reassured this is a good strategy for now. I also feel cheered by reports of
continuing research into new treatments which may come available one day.
I'm disappointed that my carefree time has ended, but I have really enjoyed the gap between treatments and
made the most of being fit and well! John and I have just returned from an exciting 2-month trip to Europe. I am
really happy to have had this opportunity! We explored parts of France, Switzerland, Macedonia, Slovenia,
England and Wales, also with a brief visit to Venice. We loved visiting family and friends and we met people
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through international exchange networks too. It was fascinating to experience a hot European summer and enjoy
country walks as well as city sights.
As for my resuming treatment now,  I'm still getting used to the idea, but pills seem a very easy option, portable
and hopefully with minimal side effects.

 

  

July 17, 2013

Here is an update at last, with sincere apologies for the long silence.
It's good news – I have been very busy with life and not thinking at all about cancer.
Yesterday I had my 3-monthly check-up with the specialist and my blood test results are good. There was no
change in my cancer marker from the previous time (CA125=12).
Since last I wrote, John and I have moved back home to Yungaburra. That was a significant process because we
had settled in Brisbane and gathered a household of furniture and stuff. We had to break the rental lease, get rid
of our belongings or store them and drive 2 cars the long journey north.
Having achieved this, we began to plan a trip overseas to catch up with Helen in Europe. It is happening in a bit
of a rush and we leave in a few days' time!
As you can tell, we are making the most of my current health and energy. People tell me how well I look (fit
and healthy with hair) and I love the compliments!
The doctors seem to think it likely that the cancer will recur because that's the nature of this disease. I do have 3
little tumours (inoperable) and at last scan one of them was slowly growing. This is the reality of my situation,
but it doesn't seem to affect my enjoyment of life while I'm feeling so well.
Best wishes to you all my family and friends and supporters xxx

 

  

February 27, 2013

I love reporting good news, so here's an update after my routine check-up with the hospital doctors yesterday.
I am still very well and there are no signs of cancer returning. Hooray!
Now that I have passed the point of 12 months since finishing chemo, it proves that my disease is platinum-
sensitive. We just don't know if the farletuzumab was helpful or not, but we do know I responded well to the
platinum drugs, and this is the best treatment available. The bigger the gap before recurrence, the better.
They still haven't heard anything more about the sudden termination of the trial. The results will probably be
announced at a conference in June. I was assured that it was not canned on account of any safety issues, just
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efficacy. On average over all the patients studied, there was not sufficient benefit for the trial to continue.
However, there are some other ongoing trials of farletuzumab in different settings, mainly for the cancers that
are most difficult to treat, eg platinum-insensitive cancers. Actually, this seems to be where most of the research
effort is aimed, at least at the Mater.
One of my lovely doctors, Dr Niara Oliveri, is doing this fundraising bike ride
http://www.smiddyfundraising.com.au/niara_oliveira
Go Niara!
 

  

February 4, 2013

Just an update to say I'm fine and coping with this next chapter of my life in which I have other ways to find
hope, no longer leaning on farletuzumab for support. I heard good news that at my last scans the tumours had
not grown at all. I'm really happy about this!
Last Sunday I went to the ovca research fundraising volleyball match where my friends from the “zipper club”
had a team, “Green Machine”. There were 8 courts packed with players and supporters, all working towards
improved treatment for ovarian cancer. The first person to greet me at the court was my surgeon (from 2009)! I
am very grateful to them all for their efforts. Thank you!
Maybe next year I will also have a team at the event.
Ok, I know you're thinking, what would Alison know about volleyball? It's true – nothing! - but I have some
very fit and sporty family and friends who I might recruit.
You know who you are …!
Please think about it and start training. It is a day of fun with very relaxed games.
http://battleagainstovariancancer.org/
PS I think they are still accepting donations :)

 

  

January 15, 2013
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Dear Farletuzumab,
I loved you
but it's over

It's painful to be dumped like this.
I will find my way without you.

Each new day brings new possibilities
but I may never know another monoclonal antibody.

I still think we were good for eachother.
I think I'll always love you.
Goodbye and thankyou xxx

?

  

My Farletuzumab trial is closed !

  January 15, 2013  

I have big news  :(
http://www.thepharmaletter.com/file/119304/eisaimorphoteks-farletuzumab-fails-on-ovarian-cancer-ph-iii-
trial.html
I went to the doc today and they told me the trial is all over. There has been preliminary analysis of the results
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compiled worldwide so far - which they always do, like a progress report - and it showed that over all the
women studied so far there hasn't been an improvement for those on the active drug compared with placebo.
They were looking for a significantly longer time before the cancer grew back, and this was not coming up in
the early analysis. Therefore it's not ethical to continue, so they sent out sudden instructions to stop treatment
for everyone.
My specialists didn't have many answers to my questions, but more details will come later. No one has been
told yet if these early figures show the Fmab is just not helping, or actually harming some people.
They also 'unblinded' the trial, revealing that I was on the lower dose of farletuzumab (not the high dose or
placebo).
My doctors and nurses seemed as shocked as me, and said they really didn't expect this abrupt finish. Everyone
was very concerned about how I took the news, and very caring.
I argued and said - Oh but the consent form I signed said the drug company would continue to make Fmab for
me while it continues to do me some good, and it does seem to be, doesn't it?
But I think I have to accept that they can't prove that it is helping me. My well-being could be a coincidence, or
placebo-effect (the power of the mind, believing I'm on a magic potion) or something else. On the contrary they
have stats now that prove that overall it is not helping the majority of patients in the trial.
Notice the press release does say it looks like Fmab may be good for a subset of patients. They'll continue to
carefully study all the results to understand this better and maybe design a future trial, perhaps one that narrows
down to such a subset, eg it could be that Fmab works best on women with tiny tumours on lymph nodes (like
me) but not on those with large tumours on organs in the abdominal cavity.
So I had a bunch of final tests today and I'll be back onto 3-monthly check-ups with CA125 blood tests. There
are no other trials suited to me at this stage, although several options for people who need further chemo etc.
I'm disappointed because of the crashed hopes, also rocked by such a huge change after 15 months of weekly
visits to hospital!
I think I'm still coming to terms with it, but surprisingly I feel I've bounced back after the bombshell. I don't
think I'll have an identity crisis from losing my guinea pig role. Unless I'm kidding myself, I think I'm ready to
accept whatever is next. Meanwhile, I'm fortunate to be still really well!  
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