For Children and Adults with Brain Tumours
Their Families and Carers

Medb, Bradley, Meets. With, Committee.

NICaN (Northern Ireland Cancer Network) is =

Northern Ireland’s first regional managed clinical
network. The Cancer network is an inclusive
partnership  of organisations working collaboratively

with service user representatives to secure the effective
planning, delivery and monitoring of cancer services. Its
aim is to promote equitable provision of high quality
standard driven services that are clinically effective and
patient focused.

The development of the Northern Ireland Cancer
Network (NICaN) emanated from the considerable work
progressed under the Campbell Commissioning Project.
Having largely fulfilled its remit in 2002 of taking
forward the recommendations of the report,
Services: | nvest (Theg Campbelh
Report), the Project board considered the most
appropriate arrangements to take forward this work.
Having explored a number of available options, it was
recommended that a managed clinical network be
established for cancer services.

Medb Bradley, MacMillan CNS nurse attached to the
neuro department of the RVH, met with members of
the ‘Brainwaves N.I.” committee on Wednesday 14th
November to look at how NICaN might be helped in
its quest to promote its aim of the equitable provision
of high quality standards driven services that are
clinically effective and patient focused.

NICaN itself will establish a network for all cancers.
Obviously our priority is the brain tumour community.
With this in mind our members could well be asked to
supply information/suggestions which might help in this
search for improvements.

NICaN Network Director Ms Sandra McKillop, now a
committee member of ‘Brainwaves N.I.” was also on
hand to discuss NICaN’s role in improving services.

NICaN has many laudable aims. Referral guidance for
suspected cancer includes three aims:

| To facilitate appropriate referral between primary
and secondary care for patients whom a GP
suspects may have cancer.

1 To improve cooperation & communication
between general practice and the hospital sector.

1 To promote better quality and equitable care for
people in Northern Ireland.

The guidance was developed by NICaN’s Tumour
Groups and Primary Care Group and builds on existing

Ca n cdescribed on the NICaN website as the

February 2008

NICE guidance on referral of patients with suspect
cancer. NICE (National Institute of Clinical Excellence)
is the body set up by the government to pronounce on
medical issues; e.g. which drugs for which cancer
might be made available to patients on the basis of
their effectiveness and their value for money. Already a
number of treatments for brain tumour patients have
been looked at e.g temozolomide; carmustine implants.

Further information can be found on the NICE website:
www.nice.org.uk

‘The network is the forum for bringing problems and
airing issues—it’s the place to get things done.” This is
‘stakeholder
expdctétien’. TheF miain wtakeéholders in this case would
appear to be the patients themselves so it would seem
natural that they provide as much assistance to NICaN
as possible. After all, patients know what help they are
receiving. They are the most important ‘cogs in the
wheel’. They are on the receiving end of the treatment
whichever category it falls into, good, bad or
indifferent.

In respect of the brain tumour patients’ treatment it
would seem to be the case that there has been a
massive improvement. Medb stated that at the
departmental meetings, usually every Friday, new
patients are discussed. The forum for this meeting now
includes not only the neurosurgeons themselves, neuro
-radiologists, oncologists and pathologists, Medb herself
but also representatives from allied professionals, e.g
physios and palliative medicine. Decisions now are
taken by all interested parties and therefore whatever
decision is made is obviously thoroughly dissected
before the final outcome is arrived at.

Medb also said that she, as the sole MacMillan CNS
nurse involved in this way in Northern Ireland, finds it
very difficult in the sense that she has such a wide
area to cover geographically. Applications have been
made for a second nurse but so far these attempts have
been unsuccessful. There is undoubtedly a case for a
second CNS nurse. Medb in entitled to have her
workload eased or shared but again the decision makers
have the final say.

Medb has informed us that she will ask Mr Nagaria,
lead for the Neuro-Oncology MDT, to meet with the
group in the future.

It goes without saying that the committee of
‘Brainwaves N.I.” appreciates the work Medb does and
the help she gives to us as an organisation.



(i ket e Ol Golig Sy’ “Cinderelle’ emjoyed by al

Once again our thanks to the ‘Oddballs Golfing Once again another good day out. On Saturday 12th
Society’. January members of ‘Brainwaves N.I.” attended the
pantomime ‘Cinderella’ at the ‘Grand Opera House’.
For a number of years now this particular golfing
society has been very generous with its donations to This is becoming a bit of an annual event and from
‘Brainwaves N.I. . the numbers wanting tickets it is obviously one of our
more popular outings.

In April 2006 we received a donation of
£500 from the ‘Oddballs’. We have All those attending thoroughly enjoyed the craic.
received a similar donation this time.
Everything as usual was well organised. Once again
The ‘Oddballs’ have supported us on other occasions our thanks to those who took it on themselves to
and we are extremely grateful to have such a reliable ensure that everything went according to plan.
benefactor.
It is hoped that those present on Saturday appreciate
As we have said ad infinitum our sole source of| | 'how much effort and time is needed to ensure that
income is the general public. To have someone or such an undertaking runs smoothly.

some group consistently supporting usis a big boost to
both the committee and our members.

To Mr Adrian Eastwood and his friends our sincere
thanks. o

NCaN o launch new cancer services directory

On Tuesday 26th February NICaN will launch their ‘Cancer Services Directory for Patients, Carers, Families and
Friends’. The event will be held in the Long Gallery, Parliament Buildings, Stormont, invitations issued in the
name of Mrs Carmel Hanna.

A pocket size directory has now been produced by NICaN which aims to highlight the range of services
throughout Northern Ireland available to individuals affected by cancer as well as point them in the direction of
the appropriate services when they are most needed. This directory is the culmination of the gathering of
information through a ‘Forum’ comprising patient representatives, cancer charities and health care professionals. In
addition, the organisations providing the services throughout Northern Ireland have been closely consulted in the
development of the directory.

NICaN is delighted to have made this directory available. In tandem with the directory it is expected that the
information will also be accessible via the Cancer Network website in the not-too-distant future.

Invitations have been extended to our charity as well as other representatives from the statutory, health and
voluntary sectors. Invitations have also been extended to Stormont Assembly members. Speakers include Carmel
Hanna MLA, Elvira Lowe (Patient representative/committee member), Lesley Flack (Patient representative/committee

Contact information:

member) and Liz Henderson (Nurse director, Northern Ireland Cancer Network).

O0Brai nwaves N. I .6 w\ewWobsainwagesni.arga n be foun
Kate Ferguson (secretary): (028) 93353995 -ntail: braiwavesni@hotmail.com
Tommy Brannigan (chairperson): (028) 90431474 -mail: thomasbrannigan@hotmail.com
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Ulster Cancer Foundation

The Ulster Cancer Foundation was established in
1970 with the aim of reducing the impact of cancer
in Northern Ireland. The funding of local research
and cancer prevention programmes were initially seen
as priorities. However, because of a response to
local needs the provision of care services for cancer
patients and their families were developed.

The Ulster Cancer Foundation is aimed at helping
people within Northern Ireland affected by cancer,
assisting research of new and better treatments for
cancer, preventing cancer in Northern Ireland and
campaigning for better health policies and cancer
services.

With these aims in mind the services provided by
the Foundation include:

1. A Cancer Information and Support Helpline
(freephone 0800 783 3339)

This Helpline is staffed by Registered Nurses who
have experience in cancer and who have received
additional training necessary to work on a telephone
help line. The service is available Monday to Friday
from 9.00 a.m. to 5.00 p.m. On a Tuesday the Ulster
Cancer Foundation is open to 8.00 p.m.

2. Counselling Services

The Ulster Cancer Foundation Counselling Service is
available for patients, families and carers whose lives
have been affected by cancer. Sessions are private,
confidential and free of charge. This
currently available in the UCF Centre in Eglantine
Avenue, at Belfast City Hospital, the Antrim Area
Hospital and Altnagelvin Hospital.

service is

3. Art Therapy

This service is provided by a state registered art

therapist for both group and one-to-one sessions.
Such therapy, which requires no skill in art or
previous experience, can help with fear, anxiety,

stress and depression.

4, Patient Support Groups

The Ulster Cancer Foundation has various support
groups which meet regularly all over Northern
Ireland.

5. Patient Volunteer Visiting

This service provides an opportunity for newly
diagnosed patients to meet someone who has been
through a similar experience. These volunteers have
received training to help them in their role.

6. Specialist Fitting Service

A professional measuring and fitting service is
available for women who have had breast surgery.
There is an opportunity to view and purchase a wide
range of specialist bra’s and swimwear which is
available at cost price. This service is provided on
an individual and confidential basis at Ulster Cancer
Foundation, Eglantine Avenue or in Altnagelvin
Hospital.

7. Headwear.

A wide range of scarves, turbans and hats are
available for women experiencing hair loss due to

chemotherapy.

8. Support Programme

A range of events are planned throughout the year
to provide information, support and enjoyment for
people diagnosed with or living with cancer and
their families. These include cancer conferences,
information days, social activities, beauty workshops,
drop-in facilities and an annual ‘Celebration of Life
Church Service’.

Other activities include creative writing, reminiscence
groups and living with cancer courses.

9. Education and Prevention services

A range of events and activities are provided to
raise awareness of cancer, to prevent cancer and to
campaign for better cancer health policies and
These  include: = Community  Cancer
Education Programmes; Occupational Cancer
Programmes; Cancer Education Programmes for
teachers and nurses; Schools and youth initiatives;
Tobacco control initiatives: ASH (Action on Smoking
and Health N.Ireland, Smoking cessation programmes;
Smokebusters clubs for P6 and P7 children.

services.

Phone: (028) 90663281;

For further information contact: Ulster Cancer Foundation, 40-44 Eglantine Avenue, Belfast BT 9 6 DX

Email: ucf.info@ulstercancer.org;

Website: www.ulstercancer.org




