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Director’s desk

HIV medicine signals MND breakthrough

There are many challenges in providing
excellence
in
healthcare
through
translational research, patient care, and
education.
However through the expertise and
devotion of our staff these obstacles are
transformed into opportunities.
Recently some of our dedicated staff have been commended
both nationally and internationally for their commitment to
their patients, research and education.
Congratulations to Therese Burke whose tireless work
in multiple sclerosis patient care, research, and teaching
earned her the prestigious June Halper Award for Excellence
in MS Nursing from the International Organisation of MS
Nurses.
It is only the second time the accolade has been presented
to an MS nurse leader outside North America.
We had three members of the Division of Surgery at
Westmead who received well-deserved recognition for
their work in this year’s Queen’s Birthday Honours List.
We extend our sincere well wishes to professors:
•

•

•

Nick Dorsch AM for significant service to medicine as a
neurosurgeon; to medical education and training, both
nationally and internationally; and to research
John Fletcher AM for significant service to medicine as a
vascular surgeon; to medical education as an academic;
and to professional associations; and
Dr John (Jan) Swinnen OAM for service to medicine,
particularly through international humanitarian roles.
Your colleagues are proud of you!

Professor Steve Vucic, principal trial investigator

R

esearchers are hopeful a drug currently used to treat patients
with HIV could be the magic bullet to prolong life for those
with Motor Neurone Disease (MND).
For the first time, a new trial of Triumeq will assess whether
it could be the wonder drug to possibly stop the progression
of this debilitating and deadly disease in its tracks, or at least
significantly slow it down.
Professor Steve Vucic from Westmead’s Clinical
University of Sydney, is the principal investigator.

School,

“Based on preliminary work performed on MND patients and
animal models, expectations are Triumeq will significantly
impede the disease,” he said.
“It could become a tremendous addition to treatment and we
are hoping it will be one of the magic bullets for this condition.”
Prof Vucic said Triumeq was being trialled because it may be
able to target the human endogenous retro virus k, which is
believed to possibly trigger MND and drive it.
In collaboration with the Brain and Mind Centre, Macquarie
University and Geelong Hospital, the study aims to recruit 40
to 50 patients with MND, including 10 from Westmead Hospital.

Emeritus Professor Stephen Leeder
Director
WSLHD Research & Education Network

All patients in the trial will be given Triumeq and followed closely
for six months.
Researchers will be looking at three areas to assess the
Continued on page 2
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Therese’s devotion to MS brings global repute

P

rolific researcher and clinical nurse Therese Burke has been
internationally recognised for her dedication to improving
the lives of multiple sclerosis (MS) patients and their families,
with the 2016 June Halper Award for Excellence in MS nursing.
Presented by the International Organisation of Multiple Sclerosis
Nurses, it is the first time an Australian has won since its inception
in 1998.
Westmead Hospital’s director of Neurophysiology Professor
Steve Vucic said it was only the second time the accolade had
been presented to an MS nurse leader outside North America.
“This is the highest MS nurses’ award internationally and is truly
a remarkable achievement,” Prof Vucic said.
“It pays tribute to Therese’s international standing in the
MS community through her extraordinary contribution to
humanising patient care for people with insidious diseases, to
clinical trials and clinical research and to leading, mentoring and
training younger generations.”
For Therese, a passionate clinical nurse consultant in the
Neuroimmunology Research Unit at Westmead Hospital, the
award means the world.
But she said winning paled when compared to the positive
impact MS patients have made on her life.
MS patients have given her a “completely new perspective on
life”.
“Absolutely, beyond doubt, the insights I get make a massive
difference in my own life and I now try to make the most of every
day,” she said.
“I have learned to live in the moment more. I probably didn’t
understand mindfulness before.”

From page 1

Therese Burke, recipient of the 2016 June Halper Award

For the past decade, Therese has put her heart and soul into
MS care and research and has been involved in trials of new MS
drugs, research and diagnostics, as well as authoring and coauthoring 15 published papers.
“Working in the MS field over the past 10 years is the best thing
I ever have done,” she said.
“It is absolutely my life passion.”
Currently Therese is undertaking a patient-focused PhD
qualitative research project at Notre Dame University Australia,
School of Nursing, involving life history interviews with 12-15
patients living with MS.
“It’s really opened my eyes to the difference health professionals
can make to help those living with chronic illnesses,” she said.

effectiveness of the drug:

“The goal of my PhD is to inform other health professionals on
the experience of living with MS in 2016 so they can provide
more focused and holistic healthcare.

1. The rate of disease progression using functional scales

“But in the process I am learning so much myself.”

2. Survival rates at six months; and

Therese has discovered many MS patients feel relieved when
diagnosed and are even happy to learn they have MS after years
of vague symptoms and uncertainty.

3. Nerve and brain function.
There are about 1500 people living with MND in Australia with
two dying every day.
“Currently, there is no effective treatment. Patients with MND
only have a three to five year survival rate,” Prof Vucic said.
“There is only one drug available to treat MND and it only mildly
slows down the disease, prolonging its progression for about
three months.
“I have been working to find a cure for MND since 2005 and I’m
hoping this trial may show Triumeq stops the disease in its tracks
or at least prolongs life significantly.”
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Another big lesson has been realising how much kindness is
appreciated.
“Patients say just a little kindness, and talking to someone who
understands, makes all the difference,” Therese said.
“As a clinician, I used to think if I could not solve a medical
problem I had nothing to offer. Now I understand simply showing
kindness can make a big difference.
“Insights like this can really help shape the way clinicians deal
with MS patients in the future.”

The write stuff

EDUCATION

Dial a consultant rings in top care

Researchers struggling
to
write
grant
proposals and journal
submissions can now
get professional editing
help and tips, thanks to
a role created by the Western Sydney
Local Health District Research &
Education Network (REN).
Medical editor Olivia Wroth, who
has 20 years experience in health
publications including the Medical
Journal of Australia, and the Critical
Care and Resuscitation Journal, journal
submissions, and academic theses,
joined the REN as a medical writing
advisor.
And she has already helped more
than 30 researchers to fine tune their
grant proposals and put their best foot
forward.
“Researchers send me their written
proposals and I provide a rough edit
with lots of constructive comments,”
Olivia explained.
“The aim is to provide editing and help
them improve their writing skills for
next time.
“Everyone has different strengths
and weaknesses and quite often,
researchers will make appointments to
go through my comments.
“It’s all about building a relationship
and helping them through the process.
“Applying for grants is so competitive
these days and the positive feedback
I’m getting is that a service like this is
invaluable.”
Olivia
focuses
on
improving
comprehensibility
within
the
constraints of medical writing.
Her best tips for grant submissions
are to use plain English, less jargon,
and make use of the active voice, as
opposed to writing in the third person.
Olivia can be contacted at olivia@
superscriptwriting.com.au or through
the WSLHD at wslhd-ren@health.nsw.
gov.au

Associate Professor Ros Crampton

A

n initiative introduced two years ago
at Westmead Hospital to improve
consultant oversight of junior medical
staff in training roles and increase their
involvement in patient care has translated
into better outcomes for deteriorating
patients.
Since
mandatory
criteria
triggers
were introduced, particularly after
hours, communication between senior
and junior staff has skyrocketed with
consultants now notified 95 to 100
per cent of the time when a patient is
assessed as needing a second PACE (prearrest criteria for escalation) call or an
ALS (advanced life support) call.
Previously, junior medical staff only
sought advice from senior clinicians on
how to best manage a patient whose
condition was worsening in 33 per cent
of cases.
Chief medical advisor at Westmead
Hospital
Associate
Professor
Ros
Crampton said the initiative resulted in
dramatic improvements almost overnight.

“After introducing a set of nine clear
mandated calling criteria, immediate
discussion with consultants improved
from 33 per cent to 77 per cent,” A/Prof
Crampton said.
“And now it has reached almost 100 per
cent.
“Furthermore, the flow on is that junior
staff are now calling 75 per cent of the
time, which is not mandated, for the first
PACE call.
“With more than 10,000 clinical
emergency response calls at Westmead
each year, this sustained improvement
in junior to senior medical staff
communication and advice when our
patients are in most need is a pleasing
development,” she said.
“The senior medical staff attending
regularly have continued to encourage
the telephone calls (no matter the time),
and many issues including establishing
a ceiling of intervention in care are also
discussed.”
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Research Governance with Maggie Piper*

W

e are starting to realise the positive impact of Statewide
ethics and research governance reforms.

In the second quarter of this year, members of the research
office attended the NSW Ministry of Health roundtable for an
update on the initiatives.
The Research Ethics and Governance Reform Framework and
Action Plan was endorsed last year by all 18 chief executives
of the Local Health Districts, two Speciality Networks and St
Vincent’s Health Network.
Recommendations aim to improve the health and medical
research pre-approval process and develop the Research
Ethics and Governance Information System (REGIS) to reduce
barriers to undertaking commercial clinical trials in NSW.
http://www.health.nsw.gov.au/ethics/Pages/reformframework.aspx
Metrics are being introduced to measure and quantify the
success of the initiatives by assessing each LHD’s and Specialty
Network’s performance and benchmarking.
The measures discussed and agreed with the chief executives
for inclusion in the 2016-17 service agreement are:
1.

Turnaround times from the date of submission to the Human
Research Ethics Committee (HREC) to HREC approval

2. The processing period from the date of valid applications
received by the research governance officer to Site Specific
Assessment (SSA) approval
3. Proportion of progress/annual reports sent to the research
governance officer by the site principal investigators/
coordinating investigators; and
4. Participant recruitment – the proportion of commercial
trials where the site:

•

Enrols its first participant within 40 days of site specific
authorisation; and

•

Reaches the agreed recruitment target as stated in the
clinical trial contract (actual/planned).

Underpinning the ethics and governance reform is the
Research Ethics and Governance Information System (REGIS),
an electronic information management system interacting
with researchers, research offices and the NSW Ministry of
Health.
It is still under development with the aim to go live early next
year.
REGIS will replace online forms and the NSW Australian
Research Ethics Database (AU RED). http://www.health.nsw.
gov.au/ethics/Pages/regis.aspx
* Maggie Piper is the Research Governance manager at the
WSLHD Research & Education Network

Got a story?
If you would like your work in research or education featured in Network News
email us at wslhd.ren@health.nsw.gov.au

WSLHD Research & Education Network
Westmead Hospital Hawkesbury Road Westmead NSW 2145
Telephone (02) 9845 7695 Facsimile (02) 9845 8627
www.wslhd.health.nsw.gov.au/Research---Education
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