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CHAIRMAN’'S REPORT 2008

Hello there, once again, to all my friends and colleagues out there, including the
numerous supporters associated with our NCCSHG. The wonderful people who
have done everything in their power to ensure that we, as an organisation, will never
be defeated in the work that we do — | thank you. | heard one of the delegates at this
year’'s conference say we are back to being a family again and | think this sums up
most of our feelings, and may it long continue.

It would be extremely remiss of me, as your Chairman, if | didn't acknowledge that,
as an organisation, we have had some problems. | can now honestly say, hand on
heart, that with the help of organisations such as CRUK, Macmillan, Nutricia and
many, many more, not forgetting all you wonderful delegates who stood by us, we
came through it reasonably unscathed and much more the wiser. Special thanks go
to Wirral CSG for remembering us when they closed, due to unforeseen
circumstances, and donated a magnificent sum of £3312.80 to the Conference. | am
sure | am not on my own when | say how great the conference felt this time with the
fun and the laughter still ringing in my ears. However, we must not, and will not, be
complacent. We have to be vigilant at all times and deliver to you, the delegates,
what you expect of us — especially quality of life. With the committee we now have in
place, this will be achieved as we improve our organisation — going forward.

It has been a pleasure working with the committee, especially the new ones who are
exceptionally keen to have training on some of the things they are unsure of, and
providing we get the resources we need, | promise this will continue. The food at the
conference, | felt, was of good quality and nothing was too much trouble for the staff
but we are still looking for ways of improving this service.

After reading and digesting the evaluation papers, our 25" Anniversary Conference
will, | promise, be a huge success because we have listened to what you had to say,
and acted upon it. For those of you not already aware of it, our web page is up and
running, and full of information which | encourage you to log on to and enjoy.
www.nationalcancer.org.

May | take this opportunity to encourage support groups to send delegates to the
conference and perhaps talk to Kelly O’Sullivan at Macmillan to see if any financial
help is available for you and remember, early bookings mean reductions.

Once again, the speakers for this year’s conference are very impressive —

Prof Mike Richards, Prof Karol Sikora, Prof Nicky Robinson, Dr David Reilly, Tom
Brown, Peter Hudson and lan Lynch. Workshops will, | promise you, be of the
highest quality and you will not be disappointed.

On a personal note, Ladies and Gentlemen, may | say that | am aware that the
number of younger delegates attending our Conference appears to be quite small in
number. This is a situation which is under discussion. As in previous years, the red
and yellow shirts will be on hand to cater for your needs and they are all looking
forward to our Anniversary and your company.

We have, recently, employed two administrators for the next six months - Lesley
Thompson and Sue Tyson - both well known to you as red shirts in past
conferences.

As always, we are for ever looking for any good ideas you may have, especially on
fundraising. If you feel, as cancer patients and carers, that you have something to
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offer, maybe you should consider putting your name forward for the committee. You
would, | assure you, be most welcome.

FRED WALKER

Chairman

LORD MAYOR'S SPEECH
CONFERENCE - 27 JUNE 2008

“Good morning and thank you for inviting me to attend your Conference. | am
delighted to continue the tradition set by my predecessors and extend a warm
welcome to you all.

| understand the Conference is now in its 24" year — 23 of which have been
held here in Manchester, What a sensible choice — | feel sure many of you will
know the city well. You have a full programme with many interesting
speakers, workshops and a varied social programme so there will be much to
keep you busy.

This conference is extremely valuable in bringing together cancer patients and
their carers, members of cancer self help and support groups and health care
professions, to help improve the lives of those touched by cancer. Support
structures are vital so that those whose lives are touched by cancer do not
feel isolated, frightened and alone.

Not only does this Conference provide support structures but also warmth, fun
and friendship. And you all know by now that there is no more friendly place
than Manchester.

May | wish you all a successful and rewarding Conference, and continued
success in everything you do. Thank you.”

The Lord Mayor then lit the Conference candle, which is symbolic of the flame

of light within us all. Also in remembrance of all those who were unable to
attend our weekend conference.
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SPEECH BY RON STOUT
Consultant in Clinical Oncology
Christie Hospital Manchester

OPTIONS FOR TREATMENT AND PATIENT CHOICE IN THE CON TEXT
OF THE DOCTOR-PATIENT RELATIONSHIP

Doctor Ron Stout began by giving us an historic perspective of the doctor-
patient relationship. His starting point was 1973, the Vietnam war,
Sunderland v Leeds united in the FA Cup, Princess Anne’s wedding etc, and
a time when the relationship was one of paternalism — “the doctor knows best
and the patient should be seen and not heard.”

Through the years the trust in this relationship was undermined as the cover
up and deception perpetrated by public figures such as President Nixon and,
in particular, medical scandals such as Dr Shipman in Tameside, Bristol
Cardiac Centre and Alder Hey Children’s Hospital. He also pointed out that,
as consumerism became a force in society, people demanded satisfaction
and choice from the health services. These attitudes resulted in a change in
the roles of patient and doctor to one of autonomous consumer and medical
technician.

He stated that both these models of doctor-patient relationships are
inadequate, as they undermine mutual respect and trust. In 1998 John
Wyatt's book “Matters of Life and Death” outlined the expert-expert
relationship, whereby the doctor accepts and respects the patient’s expertise
in their own personal concerns, family roots, personal philosophy and the
patient accepts and respects the doctor’'s knowledge of treatment options,
medico-legal framework and ethical constraints. The General Medical Council
added to this, with their directives to doctors to work in partnership with
patients and to be honest and open and act with integrity.

He then went on to outline some of the choices that are now available to
patients, such as the consultant they see and the hospital in which they will be
treated, and some of the more difficult choices regarding types of treatment.
Before finishing he mentioned the continuing discussions in the NHS
regarding the efficacy and desirability of screening for prostate cancer and the
possibility of co-payment for drugs.

Finally he gave some statistics from the Royal College of Physicians Annual
Report 2007 “Which Professional would you trust to tell you the truth or not?”

Doctors 90%, Teachers 86%, Judges 78%, Trade Union Officials 38%,
Government Ministers 22%, Journalists 18%.

-0-0-0-0-0-0-0-0-
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“SHARING YOUR STORY”

Mary Ryan, Patient Liaison Manager CRUK
Martin McGlown, Head of Regional Press & Patient Li  aison

Together we’re making progress

Half of all newly-diagnosed people with cancer now survive beyond five years and
the overall cancer death rate has fallen by 12% over the last decade. Eight out of ten
women with breast cancer now survive for at least five years. The death rate from
bowel cancer has fallen by around a fifth over the past decade and more than seven
out of ten children with cancer are now successfully treated.

Cancer Research UK is playing a key role

Last year we funded £315m of research (up 26%). We support the work of more than
4,250 scientists, doctors and nurses in over 35 towns and cities across the UK.
Around 37,000 people took part in clinical trials funded by Cancer Research UK in
2006 and in the past 25 years, we have taken more than 100 new drugs into clinical
trials. In 2007, our scientists led an international team to discover five new regions of
our DNA associated with inherited risk of breast cancer. We helped secure
Government commitment to develop a new Cancer Reform Strategy.

But there’s a long way to go (a few of our Goals fo  r 2020)

More people will survive cancer -  Survival rates for all common cancers will
increase, with more than two thirds of newly-diagnosed patients living for at least five
years.

We will understand how cancer starts and develops -  We will have a detailed
understanding of the causes and changes in the body in two-thirds of all cases of
cancer.

There will be better treatments with few side effec  ts - Treatments that accurately
target the cancer and have few serious side effects will be available for at least half
of all patients.

We will especially tackle cancer in low income comm unities - The differences in
the risk of dying from cancer between the most affluent and the least affluent will be
reduced by half.

We need support to get there

We have more than a million regular donors and we are supported by more than
1,000 fundraising committees throughout the UK. 750,000 women will Race for Life
this summer. Over 45,000 volunteers give their time to us and we have 3000,000
Cancer Campaigners. But we need even more support to beat cancer and it is vital
to keep cancer research’s profile high

The media’s role

The media helps us get Cancer Research UK messages out to 33 million UK adults
every month, with 800 media items each week. This is done via newspapers, TV,
radio and online and through health awareness, prevention, science and fundraising
messages. The Regional press is the key and the most trusted of all media, and is
read by 85% of UK population. The media’s appetite for ‘human interest’ stories is
phenomenal and helps to make cancer research an accessible subject. It
demonstrates local relevance/impact and the emotional impact spurs people to take
action.
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The scale of our challenge is that everyday we receive lots of requests from across
the media, and people with cancer are given an opportunity to share their
experience. It raises awareness, shares information, generate funds and helps to
inspire and educate through newspapers, magazines, video and public speaking.

There is a role for everyone and we want to help you to use your passion. Are you:

Passionate about prevention?
Determined about detection?
Serious about symptoms?
Committed to communication?

We want to hear from you.

Thank you to everyone who has got involved and helped us to make a difference.
Your Chairman, Fred helped us to promote a story on Bladder cancer in January
2008 and Donata has appeared live on BBC News to speak about early detection
and addressed a “Screening matters” reception in Parliament. She has also had a

video placed on “YouTube” to promote breast screening and is involved in the
“Centre of the Cell” children’s educational project.

National Conference of Cancer Self Help Groups Annual Report 2008



“60 Years of Care”
Dawn Dyne — Marie Curie Nurse of the Year
(As heard by a delegate)

In July 1948 a group of committee members from Marie Curie hospital in
Hampstead wanted to preserve the name of Marie Curie in the charitable
medical field, as the hospital was to be transferred to the NHS. They formed
the Marie Curie Memorial Foundation, a charity dedicated to alleviating
suffering from cancer.

Needing funds, one member donated an engagement ring which raised £75
and in total the 1% appeal raised £4,100. In 1950 the appeal raised £30,000.
The daffodil was adopted as a symbol of hope and new life and the Great
Daffodil Appeal started in 1986 and has raised over £20 million. This year, for
our 60", our target is £5 million.

In the early 50’'s the nursing service began with a small pilot scheme and
today there are more than 1500 nurses in the community caring for 18,000
patients.

The first hospice opened in Scotland in 1952 with 9 more opening over the
next 13 years. There are now hospices at Belfast, Bradford, Caterham,
Edinburgh, Glasgow, Hampstead, Liverpool, Newcastle, Penarth, Solihull and
a Day Unit at Tiverton.

Involvement in scientific research into the causes of cancer began in 1961,
and 1999 saw the setting up of Marie Curie Palliative Care research and
development to tackle issues around people dying from cancer and how their
quality of life is affected, and how it can be improved.

The launch of Marie Curie’s biggest ever policy campaign took place in March
2004 viz. “Supporting the choice to die at home”. Later that year a ‘Delivering
Choice ‘ programme was piloted with the aim of supporting patients in their
preferred place of care — home/nursing home. Results from the programme
were published in 2007 and showed that it helped to double the numbers of
people staying at home, where they wanted to be. The government
acknowledged this and the programme is now part of the cancer reform
strategy Dec 2007.

Marie Curie Cancer Care has come a long way in the past 60 years and there
are now 2,700 doctors, nurses and other healthcare professionals in the
community and in hospices. There are 5000 regular volunteers and over
150,000 help with the daffodil Appeal.

The vision is ‘At the end of life we want all patients with cancer to experience
the best possible care, with the choice of being cared for in their own home.’
The values are: ‘Patient first, champion new ways to help cancer patients,
listen to staff and volunteers, and share what we know about caring for cancer
patients’
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64% want to die at home — 25% achieve this!

To get a Marie Curie nurse a referral is needed from a District Nurse, GP or
health professional e.g. Macmillan Nurse. The service is now taking on non-
cancer patients and other means of referral are being looked at e.g. patient
and family.

“My work is mostly at night but I will work whenever and wherever | am
needed. | normally phone the District Nurse at 1600 hrs for a handover and
update and contact the patient and Communicare at 2100. Armed with all the
necessary information about the patient and his/her needs, | arrive at 2200
hours. In the morning | leave at 0700 arriving home to contact Communicare
and the District Nurse to give them an update before finishing my shift. No two
shifts are the same!

It is a great honour and privilege to care for some  one at what is a very

difficult and yet precious time. We arrive asagu  est and often leave as a
friend!”
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A MOTHER’S JOURNEY

Hello. My name is Donna Hannah. | am the mum of Jamie who died in November
2004 after six years of living with cancer.

The conference has, over the last 8 years, provided me with some of the support and
friendship that allows me the confidence to speak to you today. | am not a presenter,
and | have never done anything like this before. | may stumble a bit but | won't fall,
just like my story. Here goes.......

Life is like a train journey; sometimes the way forward is clear, sometimes not. My life
journey has stopped at many places | did not expect it to. As a mum my journey has
no end and my story today is about life, life ending, life going on, and life looking
back with satisfaction. Living today with hope for tomorrow. Sometimes the train
stops where you don’t want to be. Cancer can derail your train journey whether you
are the sufferer or not, and if you don’t put the train back on the rails then you are
stuck. You can't go forward, the journey stops, life stops. Cancer wins more than it
should.

Living with Cancer is the reason | am here today, to tell you my journey through that
very difficult but special time. Although this is a story with sadness it is not a tale of
regret, bitterness or anger. It is one of how cancer can focus your love, influencing
how you live in the moment, helping you to take everything you can.

For those of you who might see yourselves in this story it is my hope that what
cancer gave, rather than took away - might help you to see things differently. In
situations like this we are afforded one opportunity to get things right — and | hope, in
sharing a mother’s journey to influence your journey in a positive way.

This is not a speech but a chance to reflect and, if you want, to share with me and
others your own journey. You may never have met these people before but they can
help you on your way. This may happen today, later during the conference or in the
weeks, months and years ahead.

To begin | will not start the day Jamie was diagnosed but the day he died, which was
not the end of the line for me but a stop on the way, unexpected, unwelcome, but I'm
still his mum.
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The 19™ November dawned in brilliant sunshine, a real contrast to the previous day
of wind and rain- we knew that this was the day Jamie would leave us. His room at
Marie Curie Hospice, Holme Tower overlooked the Bristol Channel, it is a beautiful
scene; you could say it was a view to die for. Surrounded by the ones he loved and
loved him, his Dad, Brother and Me — this was a quiet time.

Jamie’s brother Phillip had arrived back from service in Iraq (itself a worrying time) so
that we could be a family. But on that day our family was bigger than the four of us,
as it had been all the way through his illness.

The unbelievable family that is Marie Curie supported us and held us together —
something that we can never repay. Their love and care has been a major factor in
us being able to live with cancer, then and now. They have played a big part in living
on! There were others along the way who played an equally important part and | will
come to them later. For now | will tell you of the time we feared most, those hours
and minutes before we lost Jamie.

We were all afraid and nothing that anyone says can take away those feelings. But
you can take something away for yourself. We had the opportunity to hold and talk,
cuddle and stroke Jamie — as a family- as one. We shared our love. Nothing can take
that away.

We talked and joked with, since that is how he lived his life. He knew we were there
and showed immense courage. His fear was not of dying but how we would feel
when he went. | am so glad we took the opportunity to live out that last part of his life
the way we did. Lying with him, Jamie passed away in our arms at 7:15pm. Courage
is not the absence of fear but the will to carry on despite it.

Life will never be the same again. But the real story is what happened in the six years
before. The story continues to this day and beyond.

The packing in of as much of life as possible meant that as a mother | probably had
more time with Jamie than | would have done if he had married or moved away —
living what we might call a ‘normal life’. You can'’t always defeat cancer. We give it a
personality, hate it, fear it and resent it. So often it destroys life beyond the sufferer.
People will often say, in an effort to be well meaning, | know what you are going
through — they can't.

I am not, in any way, telling you how you should feel or how you should deal with
your own situations. But you might recognise some things here, and it's OK to feel
how you feel!

This story is not only about Jamie or me but about people who are touched by a
cancer and how it can change the journey of life. It would be wrong of me to give you
the impression that losing Jamie has not taken me to some very dark places- it has.
But what | have gained on the way has given me the ability and hope to live on. As
Jamie put it in his ‘Art from the Heart’ at the conference — Life goes on. That was
his message, his wish.

Although we did not know it Jamie’s illness (a frontal lobe tumour) had been
progressing for several years before it was discovered. This affected his behaviour
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and ability to progress in life. We thought that this was all part of ‘growing up’, Out of
school, as a result of his behaviour, life was hard work for him and us. Life seemed
stretched to the limit and like many parents our patience was too! This was a difficult
time for us as a family and for Jamie who struggled to cope with growing up. It must
have been a very confusing time for him, not really understanding what was
happening.

Perhaps the fact that his condition went unnoticed gives you some insight as to how
tough he really was.

Jamie joined the armed forces, but was released before completing his training.
Reflecting back, the fact that he got as far as he did was nothing short of amazing.
Even then, being watched by all around him, friends, instructors, officers, nobody had
a clue how sick he was.

Back at home and after living away Jamie had his first seizures and was taken into
hospital. Dave, my husband, was away on business and Phillip and | had to cope
with this event, which was traumatic and frightening. The seizures, although largely
controlled, continued throughout the remainder of his life, and | never fully came to
terms with them.

| did learn however, that the best way to help him was to be calm and loving. Talking
to him gently, reassuring - holding him every step of the way - as mother’s do so
naturally. A scan revealed the truth behind all his unexplained problems. When they
say the truth hurts, it does.

It was some time after surgery that Jamie became the real Jamie again and it was
only then we began to understand what had happened and what was happening to
him. He led a relatively ‘normal life’ and we had a ‘normal’ mother and son
relationship in the way that as most child parent relationships go. | was his nurse,
counsellor, organiser sometimes his emotional punch bag, but most of all his soul
mate. In other words, his mum.

| am sure that many of you have been at that point. The mixture of fear, disbelief,
panic, anger and everything that goes with that seems to stop life.

It was Jamie who put me back on track because now he showed exactly what kind of
man he had become. Never did he say ‘Why me!’ | knew then that my role as a
mum would take on a whole new meaning — and doing so meant that we grew ever
closer as mother and son. Our friendship and support for each other drove us
forward on this rollercoaster journey together - together, because Jamie did as much
caring for me as | did for him. Without saying so, we both realised that we needed
each other to get the most out of life. Never did a day go by without us being able to
conjure up laughter. Often it was about something simple but | believe it’s the little
things in life that mean so much!

You can’t break away from your situation but | learned that if you get ‘stuck in the
moment’ you waste time and that is something that you'll regret. It's not the time you
put into life, it's the life you put into time.
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We could not ignore the fact that this illness was with us every moment, but we got a
great deal out of life, letting our sense of humour and Jamie’s desire to live dictate
how we lived our lives. In a way it was ‘situation normal’. The kids want to do
something, the parents are worried about it, but the context was different. | could
have wrapped Jamie up in cotton wool but to do so would have taken away his life
sooner rather than later.

Some of you will remember Jamie’s sense of humour. His philosophy was that you
could do nothing about tomorrow and yesterday was past so it's what we do today
that’s important. If we live for today then the memories will last and life goes on
without regrets.

I look back on my journey so far and can do so with fondness, satisfaction and
pleasant memaories. The ache will always be there but it gives me a reason to live on.
Memories can help all of us along our journey and today | will share some of the
special memories and times that helped us through — without which | would not be
here today. To say Jamie did battle with cancer is an understatement. His longevity
was down to his courage and strength.

All mothers are the same when their kids are sick - protective, and anxious but in this
case the stakes were higher. Often it is the children who provide the greatest resolve.
A turning point for me was when, after the first of two major operations we were
allowed to see him in the ITU. His head was covered in bandages, lines coming from
everywhere his face swollen and bruised. He will probably be able to hear you but he
won'’t respond we were told. His hand was bandaged to hold the lines in. He opened
his least swollen eye and pawed the air like a boxer and said “you should see the
other fella”. | knew at that stage that my journey, our journey had to continue.

The tumour reoccurred and after more surgery was followed by radio and then
chemo therapy. In some ways this was the most difficult time for me. Taking Jamie
for treatment was, for me, like taking him to the slaughter, | felt useless, | couldn’t
take this away and | did not really know what was expected of me, | am sure that |
am not alone in feeling that way. In reality it was Jamie who cared for me and helped
me to live for the moment.

My response was predictable, to try and buy something for him, like a child — if you
are a good boy etc......... I quickly learnt that it was my love and comfort that he
needed most.

In quiet moments, alone at night, | did feel angry, angry at the doctors ‘they were
supposed to have the answers, they were supposed to fix things’. | was angry with
God and everybody, why my son, why me. As | said earlier Jamie taught me that
Why Me! is useless. In hindsight Jamie led me through the whole treatment with as
much normality as | allowed — | am glad he took that role.

When Jamie was diagnosed we had only lived in South Wales for six months and
knew very few people - | felt alone and desperate. | was given a number to ring; |
rang ... and heard a voice..... ‘Hello Sandville Court, can | help?’ Oh boy could they
help! Sister Gwyneth Poacher was to play a huge part in us being able to live. 1 felt
so alone after Jamie’s diagnosis. Even though we were a very close family you only
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feel your own heartache but Gwyneth helped me come to terms with Jamie’s illness.
Sandville was somewhere Jamie could go and | would feel that he was looked after.
Sandville became our extended family.

| found it hard to leave Jamie- always worrying about him, will he be OK, looked after,
you know the routine. Mum thinks only she is good enough. Sandville offered us both
the support that we trusted and relied on. It gave us another home and a place to
breathe.

Jamie made friends easily and it did not matter what age - he would befriend anyone.
That made him an ideal member of the Sandville family whose motto could be, if you
don't play your part for others, then others can't play their part for you. Sandville was
about helping yourself and others. The key reason why we are all here!

Like me Jamie loved to make people laugh. Our situation was our problem, not that
of others, so we dealt with things the best way we could. Sandville was a home
where we could freely share with others our laughter and experiences knowing they
would understand. Sandville helped us cope and to lose the feeling of loneliness that
many of us feel in these situations.

There were times when, despite all the people around, doctors, friends etc you can
feel quite alone. Sandville and Marie Curie were trusted friends who gave comfort,
love and care in a way that made us feel at ease. Without these two groups of
incredible people I truly feel that things would have turned out very differently. At
Jamie’s funeral we played ‘With a little help from my friends’ in tribute to these
people. | cannot imagine what my journey might have looked like without them. |
think | would have been off the track and probably would have stayed there. We all
need friends. Like any mum | always wanted the best for Jamie and we lived a pretty
good life. Sandville offered Jamie and me the chance to spread our wings by sharing
our journey with people like you. We were on track and getting on with life's journey.

Jamie never thought he had achieved much in life. Now he had found new
achievements in that he was able to give and take in the comfort that a supportive
environment like Sandville offers and is experienced here today.

We were so proud of him! He was the real Jamie, kind; compassionate, funny,
always willing to help where he could. Perhaps this is the heart of my story, this was
our son living life in the face of cancer, not consumed by it, not allowing it to invade
his every moment.

Jamie had always been fascinated by birds of prey and he spent hours at the Welsh
Hawking Centre which is close by, so much so that we bought him a season ticket.
His ambition to own his own bird of prey focussed his mind away from his own
situation so we bought him a six month old Harris Hawk. Jamie loved her at first sight
despite any failing she might have — that was Jamie! We thought that simply owning
the bird would be enough, but not for him! It was almost inconceivable that he would
ever be fit enough to train her, but to our amazement she responded to him.

A female Harris Hawk can be a very strong and sometimes aggressive bird but she
seemed so gentle as if she knew. Patience is not a trait commonly found in the male
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Hannah as anyone who knows Dave will testify, and with a condition that interfered
with Jamie’s attention span | worried that it might be too much for him. Hour after
hour he sat with her, talked to her, made her feel comfortable and loved her, and
eventually he had her flying free, a wild thing and him in absolute mutual
understanding. He had achieved a lifetime ambition that probably would not have
happened if he had not suffered with cancer. It made me realise that fate sometimes
has a strange way of showing its hand.

I would watch Jamie flying Akira — so free and easy just how | wanted him to be with
the cancer. | wondered why? — He doesn’'t deserve this. But Jamie would look at me
and say ‘Mum | feel so lucky, to have you and Dad and Phil’- no we were lucky to
have Jamie. In a way his illness added a balance to our lives, | can't really explain
why it just did.

Jamie’s cancer condensed his adult life. As parents you hope to see your kids
mature into strong, good people with a sense of justice, fairness and with a moral
strand that makes them consider others not just themselves. It is the lesson you try to
teach them. In this case the teaching was the other way round and in my life now |
think | have a better sense of fairness, tolerance and justice given to me by my son —
ironic that in a way cancer gave me the things that it seems designed to destroy. His
values live on!

He was the kind of guy who would say quite happily to the doctors- ‘I feel ok can | go
now?’ The cancer to him was more of a nuisance than a fear. To me, | feared it every
day because it wasn't me that had it - it was my son! | was the mummy who put a
plaster on if it hurt, who picked him up when he was down. But here | was, there was
no plaster for this, no quick fix remedies or kisses better - what could | do?

I'll tell you what | did. | sat up all night watching DVD’s with him, went for long drives,
looked at cars, anything that meant that we could share each other's company. |
would even share my chocolate with him, and those of you that know me well will
understand how hard that was! We were the very best of friends, sharing was part of
Jamie’s nature. | couldn’t get enough of the time together. Dave took on the role of
protector trying to get us to eat healthy — yeah! So when he was away out went the
healthy food and in came the chocolate, cream cakes and sweets. While the cat was
away and all that!

We were cheating, but it was always like that, silly light-hearted almost meaningless
things could brighten the day in a way money couldn’t. It was always natural. We
never forced ourselves into things; we valued simple things. It never felt like we were
just passing the time either, we made a choice to enjoy ourselves whatever the
situation — it has taken me up a dress size or two but who cares. You know what they
say ‘who cares wins’.

In June 2000, Gwyneth suggested we might benefit from attending an annual
conference for cancer self help groups. | was very apprehensive as Jamie was at that
time becoming very angry and | did not know how he would react. It turned out his
changing mood was as a result of the tumour returning, but Jamie quickly made
many new friends.
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This was a busy stop on our journey with many people travelling a similar route. It
was like a place of truth where the feared word cancer was not banished but became
normal. You have to deal with it but not alone. | felt like a new member of alcoholics’
anonymous — hi my name is Donna and I'm scared shitless. The reply; yeah so are
we! Perhaps the few days that the conference covers demonstrates why | feel the
way | do. It proves that life can be normal, in fact needs to be normal, otherwise you
become consumed by your situation.

Things at the conference quickly became normal, well sort of if you can call Jamie
and Jason being caught bare arse on camera. They were never caught until now! Or
the night Carmen came over to inform us that Jamie had thought it a good idea to
shave one of the young Irish lad’s head — Patrick. | was mortified but Patrick went
along with the crack like a good un! Everyone thought it was so funny! It was good to
see Jamie enjoying himself. Ultimately it was the conference that brought home to
Jamie that his time was short — his message was ‘Life Goes On’ and | know he
meant that in his heart, for me, for you, for everybody. The conference allowed me to
be who | am, you can decide who that is, but the point is | could be myself. Nobody
was going to run away or avoid the ‘C’ word because we were all on, or had been on,
the same journey. | still look forward to the event every year, it re-energises me,
brings me closer to Jamie through friends that will be friends forever. This is a regular
stop on my journey. | hope it will be for you.

Throughout Jamie’s illness we learned something so valuable that can perhaps be
best summed up by a little piece of a Robin Williams film; Patch Adams. On trial for
his unusual bedside manner he appeals to the medical board that his approach to
medicine is equally as valuable as any drug, he says. If you treat the disease, you
win, you lose — you treat the patient | guarantee you win every time. How true that is,
although sometimes | am not sure who the patient was, Jamie or me. Either way we
won. It might sound strange that | would say that, given that ultimately cancer took
Jamie, but | mean it. To quote another film ‘Life is like a box of chocolates — you don't
know what you are going to get’. None of us know what is in store for us. Cancer
gave us a focus that meant we had to get something out of life. So Jamie and | rode
our train, we stopped at many places, we took away and left memories on the way.
We fell off the track sometimes but we carried on until we reached journey’s end for
Jamie. For me, well | am still on the journey and Jamie is with me, because | will
always be his mum. | am so much richer for having Jamie. Yes my heart will always
ache, but | am happy with who | am, which wasn’t always the case, so our roles were
reversed, he taught me more than | could ever have taught myself.

For any of you here now | hope that you find the friendship and support that | did.
Remember that it is better to live with cancer than the fear of what it could bring; take
your chances for life and grab something back from the disease. | once heard an
expression about living life to the full, it is not literal but | think it sums up what | have
tried to say.

Love like you have never been hurt. Work like you don’t need the money. Dance
like nobody’s watching. I'm still loving, still working and given the chance, still
dancing; we will see later! With love from Jamie and me!

-0-0-0-0-0-0-0-0-
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EVALUATION FORMS ANALYSIS

* Maximum score 4

Total score | No. replies |Average* %

Conference: 264 76 3.47 87%
Overall enjoyment

Mary Ryan and 267 82 3.26 81%
Martin McGlown

Ciaran Devane 290 82 3.54 88%
Nicola Davies 168 59 2.85 71%
Ron Stout 206 67 3.07 7%
Dawn Dyne 215 71 3.03 76%
Helen Ferns,

Damian McCaul and 204 67 3.04 76%
Sharon Woolley

Donna Hannah 255 70 3.64 91%
Ruth Sewell 217 64 3.39 85%
Matt Hudson 259 69 3.75 94%
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WELCOME GROUPS, ACCOMMODATION AND FOOD
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Total score No. replies Average %
Welcome 227 74 3.07 7%
groups
Accommodation 269 88 3.06 76%
Food 307 91 3.37 84%
ENTERTAINMENT

Total score No. replies Average %
Thursday 195 71 2.75 69%
Friday 226 72 3.14 78%
Saturday 211 70 3.01 75%
INFORMATION
Total score No. replies Average %

Pre- conference 265 86 3.08 77%
At conference 286 86 3.33 83%
General 282 87 3.24 81%

National Conference of Cancer Self Help Groups
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WORKSHOPS

Workshop Leader(s) Booked Score | Av. %

Laughter & cancer | Hudson M 34 14 54 3.86 | 96
Let’'s dance Faulkner/Hills 29 15 56 3.73 | 93
Crystals Jackson H 27 6 22 3.67 | 92
Adding ‘Oomph’ Klein M 25 15 38 253 | 63
Healing energy Robinson D/M 22 6 22 3.67 | 92
Bristol approach Sewell R 22 14 51 3.64| 91
Shamanic journey | Stonier C 21 11 35 3.18 | 80
Emotional freedom | Stonier C 20 8 24 3.00 | 75
Holistic therapies Wilson B 19 6 18 3.00| 75
Nutrition in cancer | Davies N 18 7 23 3.29 | 82
Travel insurance Tyson S/Shastri 16 6 19 3.17 | 79
Intro. Homeopathy | Williams S 16 5 17 3.40 | 85
Spirit surgery Fletcher J 15 9 34 3.78 | 94
Managing stress Robinson D/M 14 3 9 3.00| 75
Future of CSG'’s Brown T 13 8 25 3.13 | 78
Altered states | Stonier C 12 3 12 4.00 | 100
cons.

Aroma therapy Benson T 9 3 10 3.33| 83
Raising the profile | Childs S 9 3 8 2.67 | 67
History RT Rothwell | 9 4 13 3.25| 81
Long term survival | Watts E 9 3 10 3.33 | 83
Hypnotherapy Alvarez B 8 7 22 3.14 | 79
Journeys Dale N 8 3 11 3.67 | 92
Comp. cancer Rothwell | 8 4 14 3.50 | 88
Breast awareness | Thompson L 8 6 22 3.67 | 92
Where’s the | Blennerhassett M 7 4 15 3.75 | 94
person

Clinical trials Ferns H 7 3 10 3.33 | 83
Design own cards | Hannah D 5 3 12 4.00 | 100
Prostate cancer Rothwell | 5 3 12 4.00 | 100
Making difference | Veal D 4 3 10 3.33 | 83
Charity trustee Brown T 3 2 6 3.00| 75
Headstrong Lowrie /Taylor 2 1 4 4.00 | 100
Supp. community | Patel D 2 1 4 4.00 | 100
Unknown 15 54 3.60 90

Av. = average out of maximum score of 4.
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WORKSHOP SUGGESTIONS

Bereavement

Angel therapy

Flower arranging

Support for supporters

Publicising groups and recruiting members
Artistic and creative workshops

History of gene therapy

History of reiki

Side effects of drugs and how to deal with them
Survivorship and you (No: 75)

Painting and crafts

Disability living allowance

Music, singing, drums and drama

Yoga

Meditation

Shiatsu

Reflexology

Herbs

Labyrinth walk(?)

SUGGESTED SPEAKERS FOR NEXT YEAR  (Random order )

lan Watson Lead cancer GP for NW
Chris Woollens Editor of ICON Magazine
Jan de Vries

Kathy Sykes (Prof.) Investigated complementary therapies
Lesley Thompson Breast awareness

David Robinson Healing and spirituality

??7? Genetics and gene therapy

Petra Griffiths Healing journey

Mokbel (Prof.) Breast surgeon St Georges Hosp. London
Carolyn Myss Holistic healing

Mike Richards (Prof.) Cancer reform strategy update

Simon Jones Specialist nurse: outreach 15 — 24 year olds
Lizzie Beeby Managing your state

Kylie Minogue Singer and cancer patient

??7? Homeopathic doctor

?2?7? Travel insurance.

??7? Young people and cancer

Robert Holden Laughter therapy
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SUGGESTED THEME FOR NEXT YEAR (25" Anniversary)

Silver Jubilee — a silver theme (decorations and clothing)
Looking for a silver lining

An 80’s theme

A 60’s theme

Wartime theme

Spreading the light

Yellow theme for sunshine, happiness and smiling.

25 years as a family

Miles of smiles

Clouds with silver linings

Sterling memories

Relationships (or family relationships)

Growing together

Special Anniversary Meal (Cocktails/black tie/evening dress)

BEST EXPERIENCE

The buggies. Meeting old friends. Donna. A protected environment.
Touched by the energy still here.

WORST EXPERIENCE

The weather. Hangover on Saturday. Male conference virgin: “ Still a virgin!”

-0-0-0-0-0-0-0-0-
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