Management of Fatigue in Haematology Patients - By Jodi Hyman

Clinical Nurse Educator St Vincents Hospital, Sydney Australia

Cancer related fatigue is a major concern
for cancer patients and clinicians as studies
have shown that it can interfere with mental
and physical functioning causing a
decreased quality of life. Compared with
fatigue experienced by healthy individuals,
cancer related fatigue is more distressing,
more severe and unlikely to be relieved by
rest. Cancer fatigue has been defined as a
persistent, subjective sense of tiredness
related to cancer or cancer treatments that
interferes with usual functioning. Studies
have shown that 70-100% of patients
undergoing treatment for cancer are
affected by cancer related fatigue.

Physiological and psychological factors
play a large role in the causes of fatigue.
These include issues such as anaemia,
decreased nutritional intake, infection,
electrolyte disturbance, pain, difficulty
sleeping, anxiety, low level physical
functioning, chemotherapy, and
radiotherapy.

Management of fatigue is dependent upon
the individual and their experience of this
symptom. An individual assessment by

your medical and nursing team is
performed on a regular basis. You may
need a blood transfusion, referral to the
dietician or adjustments in medications.

In many patients with cancer it is often
difficult to identify a specific cause for
fatigue. The approach to management is a
general one. There is ongoing research in
this area with promising results.

Exercise has been proven to be beneficial
in treating cancer related fatigue. The toxic
effects of cancer treatment and a
decreased physical activity during
treatment can result in a reduction in
physical abilities.

When this occurs you must use a greater
effort and more energy to perform your
daily activities and fatigue levels increase.
Exercise will lead to a reduction in the loss
or even an increase in your functional
status, leaving you with more energy to
perform your daily activities. It is important
that you speak to your Doctor before
commencing exercise as they will be able
to advise you on the level of exercise that is
suitable to your needs and ability.

It is important to conserve energy. This can
be done by balancing rest with activity. A
fatigue diary may be useful. Once you have
established a pattern of fatigue you can
plan activities around times of increased
energy. If you do all of your daily activities
first thing in the morning you may feel very
fatigued for the rest of the day. Set priorities,
pace your self, delegate some activities to
others, and schedule activities for times of
peak energy.

Research has demonstrated the benefits of
patient and family education. Information
on what to expect with your disease and
treatment will help you develop accurate
expectations and are less likely to
experience stress which may cause fatigue.
It is important to remember that fatigue is
not necessarily an indicator of disease
progression.

Fatigue is a real symptom that can impact
on patients and their family's quality of life. If
you are experiencing this untoward
symptom discuss this with your nursing
and medical team as there are different
interventions that can be used to help.
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The Australian Red Cross Blood Service needs blood donors. Many of you will have
been touched by the generosity of blood donors as 80% of us will need blood at
some stage in our lives. Also, 30% of all blood donate is used to help cancer patients.
With collection centers all across the nation is has never been easier to help save

To find out more about blood donation or to make an appointment call 13 14 95 or
visit donateblood.com.au
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The stars were shining bright that night

As reported by Jane Lampitsi

More than 760 people attended the first
“Light the Night” benefit concert held for the
Arrow Bone Marrow Transplant Foundation
on Monday 7th November 2005 at the City
Recital Hall Angel Place.

Friends and family of Mathew Rennie
supported the event, inspired by the
courage and strength shown by the young
man in his battle with leukaemia. Matthew
was diagnosed with leukaemia in August
2004, one month before his 21st birthday.

The City Recital Hall Angel Place, in
Sydney, was the venue for the concert,
which featured a star studded cast drawn
together by Matthew's older brother Sean, a
cast member of “Fiddler on the Roof”.

The audience was entertained with
performances by Judi Connelli, Tim Draxl,
Matt Newton, Chloe Dallimore, Kaye
Tuckerman, Barry Crocker AM, Maggie
Kirkpatrick, Lucy Durack, Matthew
Robinson, Amanda Muggleton, Danielle
Barnes, Scott Irwin, David Harris, Bob
Downe, Mitchell Butel, Margi de Ferranti,
BPM (Beats Per Minute), Courtney Act, the
cast of Fiddler on the Roof, Paulini from
Australian Idol, and many others.

The Arrow Bone Marrow Transplant
Foundation Inc. attributes the success of

the evening to the determination and
dedication of the organisers, Shaun and
Adam Rennie and Monica and Greg Smith,
as well as the exceptional talent of
Australia's own entertainment industry.

An astounding $27,698.93 was presented
to David Nomchong, the President of the
Arrow Bone Marrow Transplant
Foundation, on Friday 9th December 2005.
This was the culmination of the proceeds of
ticket sales from this fabulous evening, as
well as the generosity of many who gave
donations on the night.

The Executive Committee of Arrow wishes
Matthew a speedy and full recovery.

Pictured from Left: to Right David Nomchong, the President
of the Arrow Bone Marrow Transplant Foundation receiving
a cheque for $27,698.93 from Sean Rennie, Greg and
Monica Smith, and Adam Rennie.

Kent Heazlett, President of the

Hawkesbury Canoe Classic

presented a cheque for $135,000 to David Nomchong, President of
the Arrow Bone Marrow Transplant Foundation, at the HCC
Presentation Dinner held on Saturday 19th November 2005.

Once again a magnificent team achievement by the HCC.
See www.canoeclassic.asn.au for more information on the HCC

"Hollywood Ball” 19th August
2006 at the Shangri-La Hotel
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Text and photos should be supplied on disk
orby e-mailto: jlampitsi@arrow.org.au
Story ideas and photos are welcomed.
Please call Jane Lampitsi on 02 8382 2696
regarding any newsworthy event you would
like toinclude in our quarterly publication.



President's Report 2005 (extract)

David Nomchong

The Arrow Bone Marrow Transplant
Foundation is approaching its 20th year
and during that time we have seen huge
changes in the treatment and outcomes for
patients of leukaemia and other blood
cancers. There is no doubt that research
has played a vital role in these changes and
our continued commitment to the support
of research through the provision of
Scholarships and Resources Grants is
seen as the core of Arrow's focus. As Adult
Stem Cell research broadens its reach from
Bone Marrow Transplants to applications in
cardiology, autoimmune disorders and a
variety of other areas, our research dollar
also broadensiits reach.

Patient and carer support is also an
important part of Arrow's function and the
official opening of Arrow House by the NSW
Governor Professor Marie Bashir AC on
the 16th February 2005, was an opportunity
to highlight the practical application of our
fundraising activity in this area. The
$200,000 spent on Arrow House, facilitates
accommodation for transplant patients and
their carers as they undergo post transplant
treatment.

The Tracey Scone wig library is another
facility that assists patients as they go
through the trauma of chemotherapy and
radiotherapy and each year we refresh,
replace and update the stock in the library.
The 2005 Committee has worked hard to
develop a strategy for the growth and
expansion of Arrow over the next five years.
This continuing process is highlighting the
need for a greater emphasis on our
fundraising activities through the
development of more strategic alliances,
corporate sponsorships and a planned
marketing approach.

The Hawkesbury Canoe Classic
Association (HCC) is a major strategic
partner and sponsor for Arrow. Over the last
10 years they have contributed an average
of $135,000 a year to the Foundation. The
funds raised by the HCC are focused in two
areas, research and patient facilities.

The Arrow HCC Scholarship for PhD
students currently has three recipients:

e ToHaloi who is studying the value of
further defining Lymphoma and
Leukaemia by gene expression
profiles;

e Melissa Khoo who is investigating
Stem Cells as a treatment for
Parkinson's Disease, and;

e Naveed Khan who has taken the
Leukaemia Research Laboratory in a
new direction by introducing
Microarray Analysis and
understanding Wnt Signaling.

In addition Arrow provides a Research
Grant to Professor Ma's Research Unit at St
Vincent's Hospital. The grant supports a
Senior Research Scientist, Tim Malloy,
who together with Professor Ma's team has
undertaken two major research projects
from 2001 to the present.

Another important partner is the Dave
'Coke' Wards Surfing Contest and Trivia
Night which supports Arrow. Driven by
Chris Beeby and Wayne King in memory
of aloved friend they contribute an average
of $10,000 a year to Arrow, a significant
amount over the last 15 years of their
support.

The Family and Friends of Katherine
Robertson have been instrumental in
raising significant funds and support for
Arrow, and the family and friends of
Matthew Rennie, a recent transplant
patient, have established an annual benefit
concert, Light the Night, in support of
Arrow and Liverpool Hospital Cancer Ward.
The inaugural Concert was held on the 7th
November 2005 and was an outstanding
success with over 600 attendees. Shaun
and Adam Rennie and Monica and Greg
Smith are the driving force behind this
event and they gathered the heart of the
entertainment industry to support the
event.

Karl Schutte and Gary Dingley, who are
both active members of the HCC, created
the Canoeing Cancer Crusaders Movie
Night to show support to a recently
diagnosed friend, and have contributed
over $3000 to Arrow.

Greg Corrigan from Tankstream Systems
donated a huge amount of time and
resources to get our web presence to its
current professional state.

In September Arrow met with the CEO of St
Vincent's & Mater Health Sydney, Mary
Foley and the General Manager of
Marketing & Communications David
Jackett to discuss the opportunity of the
Arrow Bone Marrow Transplant
Foundation's participation in the St
Vincent's Research Precinct development.

The Research Precinct will provide a unique
opportunity to bring together the talents of
researchers and clinicians from across the
Darlinghurst Campus in one building. This
will facilitate information sharing and cross
fertilization, and it will provide a critical
mass of researchers necessary to achieve
the best outcomesin the long term.

Arrow is keen to provide support for a world
class adult stem cell research facility with a
primary focus on cancer and
Haematological diseases and sees the St
Vincent's Research Precinct develop as a
unique opportunity to focus attention on
this important area of research and raise
funds that support this concept.

The strategy for the next five years is
focused on how we can achieve this goal.

As we Target a Cure we need to ensure the
funds we raise are employed in the most
effective way. More and more research
ceases to be conducted by single unrelated
units hidden in little labs around the world,
and more and more the synergy of cross
fertilization from multi-disciplined groups is
producing the best outcomes.

Arrow will continue its current programme
of activities as we seek to increase our fund
raising efforts towards a future that sees a
cure it may be that cure will come from the
synergies developed at the St Vincent's
Research Precinct in a laboratory funded
by the Arrow Bone Marrow Transplant
Foundation and its supporters.

Arrow House —a Home Away from Home for over 132 patients and
family members each year

(The full version of the 2005 President's Report can be viewed in our Annual Report or at www.arrow.org.au)

Major improvements in safety of transplants

by lan Nivison-Smith, Unit Manager / Statistician, ABMTRR December 2005

Bone marrow and peripheral blood stem cell transplants have been
carried out worldwide since the early 1980's and thousands of lives
have been saved by this procedure. Transplants can be allogeneic,
when a patient receives marrow cells from a genetically matched
brother or sister or unrelated volunteer, or autologous, when a

Recipients often encounter serious complications, particularly in
the first 100 days after their transplant. In recent years the
prevention and treatment of these complications has been the
subject of concerted international medical research effort involving
many thousands of clinicians and scientists worldwide.

patient is infused with their own cells that were previously collected

while the disease was in remission.

The Australasian Bone Marrow Transplant Recipient Registry
(ABMTRR) collects data on bone marrow and stem cell transplants
carried out in Australia and New Zealand. The ABMTRR is one of
the mostaccurate and complete registries of its type in the world.

The huge amount of research and development on procedures and
medications to improve the safety of bone marrow and stem cell
transplants has resulted in a significant reduction of post-transplant
mortality. The ABMTRR is a valuable international data resource
which has been supported in its work by the Arrow Bone Marrow
Transplant Foundation since it commenced collecting datain 1992.
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The chart shown above displays the rate of transplant related mortality (i.e.
deaths in the first 100 days post transplant) for allogeneic transplants
carried out in Australia in recent years. As can be seen, this rate has almost

The chart shown above displays the rate of transplant related mortality (i.e.
deaths in the first 100 days post transplant) for autologous transplants in
Australiain recent years. This rate has also decreased significantly.

halved over this time.

The 2006 Executive Committee of the
Arrow Bone Marrow Transplant Foundation

The following Members were elected onto the Arrow Executive Committee at our AGM held Tuesday 15th November 2005

President: David Nomchong

Vice President: Heidi Fisse

Treasurer: David Eden

Secretary: Halyna Schan

Executive Members: Associate Professor Tony Dodds, Professor David Ma, Pam Neate, lan Nivison-Smith,lan Yates,
Mark O'Hara, Brent Fisse, David Peters and Dr lan Burns.

Welcome to our newest Executive Committee Members; Dr. lan Burns and David Peters.
We wish you all the best in the roles that you have undertaken, and look forward to working
together with you in an exciting new year with Arrow.

Thank you to everyone who supported
Arrow’s Sale of Christmas Cards 2005.

i:__ . Aspecial note of appreciation to Beryl and Lisa Cuthbertson from Canberra for once
again taking on the mammoth job of organisng the selection of Christmas cards, and
to Darren Williams from Telstra, and the lovely ladies from HOAC and Sydpath SVH
for selling the cards on behalf of Arrow.
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