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FOREWORD

I feel hugely privileged to have been patron of Ovacome since the very beginning, having reached out to its founder, Sarah Dickinson, when the charity was little more than an idea that she had talked about in a magazine.

A teacher at my son’s school had shown me the article in Good Housekeeping, in which Sarah spoke about wanting to set up a support group for everyone affected by ovarian cancer — those diagnosed, their families and friends.

The story resonated. Sarah talked about her diagnosis during her pregnancy and the impact on her family. My son, Jonathan, who was at preschool at the time, had been upset that a girl in his class had lost her mother to the disease. I was touched by what had happened and wanted to do something.

Sarah was asking other women in her position whether they would want to get involved in creating a community, to connect people affected by the disease, to talk, to help one another, and to know that they were not alone.

A diagnosis of ovarian cancer can feel quite isolating, with the disease being less prevalent than some other cancers, and at the time there was no support group for women with the disease in the UK.

I hoped that, by being patron, I might in some way perhaps help Sarah raise awareness for the charity, and I was far from being alone in wanting to join her. The inaugural bike ride, launching Ovacome just months after the article appeared, was a day of great celebration.

I remember feeling an immense sense that the occasion was the start of something really good. It was so thrilling to see Sarah’s boundless energy and passion turn into a real thing: what ultimately turned out to be the UK’s first ovarian cancer charity.

Much has changed since those early days of Sarah creating Ovacome from her kitchen table. The charity now employs a small team of staff and operates throughout the country. It has over 4,000 members, and it helps nearly 20,000 people every year who have been affected by ovarian cancer.

It has an annual Members’ Day, regular webinars from top clinicians and online activities for members, a magazine published three times a year, a Freephone support line, and a translation service to connect with people in six community languages. It also influences policy on treatments for ovarian cancer and has close relationships with clinicians.

Perhaps most importantly, the charity has never lost the ethos of what Sarah had initially hoped to achieve: a safe, supportive and empowering community for those affected by ovarian cancer. And over the years as patron I have seen first-hand the strength that this can give to people.

All these years on, I still feel as motivated and passionate about the cause as I did when I first met Sarah. I’ve loved being involved – from painting my nails teal for awareness month, to filming an address from my Call the Midwife dressing room, complete in my Sister Julienne wimple, for an online Ovacome event. It is very easy to be able to talk about an organisation that I feel so strongly about.

A lot may have changed over the years — other ovarian cancer charities have now joined the space, and my son, who started me on my journey with Ovacome, is now an adult, working in medicine with his own child now. But with the essence of Ovacome remaining unchanged, the charity continues to retain its unique standing.

It is an extremely important support organisation, helping women, their families, carers, and now also healthcare workers as well, affected by ovarian cancer. There is nothing else like it. It was a simple, but brilliant idea that needed a Sarah Dickinson to make it happen.

Jenny Agutter OBE, patron of Ovacome.


INTRODUCTION

The story of Ovacome is a remarkable one. Started a generation ago by one lady, Sarah Dickinson, who had contracted ovarian cancer and could find little information and support for either herself or her husband, it has developed into the foremost UK support charity for anyone impacted by the disease, either directly or indirectly. Over that 25-year period (1996-2021), it has developed, adapted and flourished beyond the dreams of any one of the individuals who formed the first committee of the so called “kitchen table charity” in the summer of 1996.

I first became involved with Ovacome following the death of my grandson from a very rare form of cancer. Shortly thereafter I decided to look for a trustee role with a cancer charity and, as Ovacome was looking for two new trustees at that time and my grandson’s disease had a link with a small percentage of ovarian cancers, this seemed like a good fit. It did not take me long to realise just how special Ovacome is. The level of support provided by a relatively small team is truly remarkable.

The main objective of this book is to celebrate the work and achievements of Ovacome over its first 25 years of life. In doing that, I have narrated many of the events in the charity’s history that have helped to shape it into the dynamic organisation that it is today. But I wanted also to celebrate the extraordinary efforts of individuals who have made major contributions to the charity over the years. To do this I have included, throughout the book, profiles of 12 individuals and one team under the heading “Ovacome’s heroines and heroes”. I must say immediately that these are by no means the only individuals and team that have made heroic efforts throughout Ovacome’s history, far from it. But, based on my research for this book, they represent at least some of those worthy of that title. If I offend anyone by omission, I apologise in advance. 

Finally, I wanted to describe, in layman’s terms, some of the advances in the diagnosis and treatment of ovarian cancer that have occurred over the 25-year period. I have grouped these in the book into three chapters covering consecutive timeframes: 1996-2000, 2001-2010, 2011-2021. I hope you find them at least interesting, perhaps helpful, but please remember that nothing in those chapters, indeed throughout the entire book, should be taken as medical advice. If you have any questions or concerns about your own health, always seek professional medical advice.

It is inevitable that a book of this nature will contain information or descriptions that might be distressing for some. Cancer is not an easy subject. However, I hope you find the overall content at least a little uplifting. As the final chapter points out, the outlook for those with ovarian cancer has never been more promising, and the pace of improvement is accelerating. Please remember that.

Whilst I was a trustee of Ovacome for a little over two years, this book has been finalised and published after my tenure has come to an end. Whilst Ovacome has been helpful to my research, and I have quoted extensively from its various publications (for which I am grateful), it is not responsible for the contents of the book. Like all charities, Ovacome relies on donations to survive and carry out its important work. If you feel able to do so, all donations are gratefully received, just visit www.ovacome.org.uk. Thank you.


Chapter 1

BIRTH OF A CHARITY

September 15th 1996 dawned over London dry, if a little cool. Being a Sunday, many adult Londoners slept in, savouring the comfort and relief of not having to run for the bus, train, tube… Thinking of a leisurely lunch or family roast later in the day. Their teenage children, surfacing in the late morning, switched on their transistor radios and listened to the first release, titled “Wannabe”, of a new girl band called the Spice Girls. Life was good, unemployment had just fallen to its lowest level in five years and later some Londoners would jump into their brand new “Ka” the latest small car to be introduced by Ford, and drive to the park for some afternoon sun and relaxation.

But for one particular lady, Sarah Dickinson, and a coterie of others who had become dedicated friends over the past few months there was little time to relax. Today was the day that Sarah and her close group were about to formally launch a new charity by completing a forty mile cycle ride from Kensington Gardens to Windsor’s Alexandra Park. The event had been planned and developed in meticulous detail over the previous four months and now Sarah’s dream was about to come true.

By 7:30am two motorcyclists were out checking the route direction signs that had been put in place the evening before. In Alexandra Park, marquees were being erected, bouncy castles set up and hundreds of balloons filled with helium. In Kensington Gardens, everything was set for the off and the atmosphere was electric. At 8am prompt, as the sun smiled down benevolently from a near cloudless sky, Sarah cut a ribbon and scores of cyclists, many of whom had travelled long distances to take part in this historic event, took a deep breath, raised a huge cheer and pressed down on their pedals to head out onto the route, forty miles to go. The launch of Ovacome, the first national charity dedicated to everyone impacted by ovarian cancer, was underway.

But the story of Ovacome did not start in September 1996, or even in May that year when the first meeting of what would become Ovacome’s first committee was held in Sarah’s kitchen at her home in Ealing. No, the birth of Ovacome had its roots in events that began to unfurl some four years earlier.

Ovacome’s heroines and heroes - Sarah’s story

The spring of 1992 was a wonderful time for Sarah. She was not yet 30 years old, married to Adrian and expecting their first child. Having graduated from Cambridge University with a degree in botany she had trained as a science teacher and then embarked on a career in environmental education. Living in France, where Adrian was studying for a Masters of Business Administration (MBA) degree at the prestigious INSEAD business school, near Fontainebleu, a short drive from Paris, she was fulfilled and happy.

During her pregnancy, Sarah suffered some medical issues which were not too concerning at the time but was advised to have them investigated once her baby was born. That happy event duly occurred on November 4th that year when a beautiful, healthy baby girl was safely delivered. Delighted parents named her Michѐle, and all seemed perfect.

Completing his MBA at the end of the year, Adrian took up a management consultancy position in Germany and the family moved to Frankfurt in early 1993. Having quickly settled into their new home, Sarah decided it was time to have the further investigations recommended during her pregnancy. A scan followed and the results troubled her local doctor, although no firm diagnosis was made. Throughout the rest of that year and into the first half of 1994, Sarah had follow up investigations that became more troubling as time progressed. By the middle of 1994 the concern reached a point where Adrian and Sarah decided to return to the UK and seek further advice.

Moving initially to Ealing, they were advised to consult with the specialists at the Royal Marsden Hospital in west London and, over the next few months, a series of investigations, scans and tests were completed. The results were not what Adrian and Sarah had wished and hoped for and by the autumn, a diagnosis of ovarian cancer had been made. 

As with any diagnosis of cancer, the news was initially devastating but the “good news” in Sarah’s case was that the cancer was first diagnosed as a slow growing germ cell type and that she had possibly ten years of active life ahead. Time to enjoy and, perhaps, even time for more effective treatments to provide a cure or, at least, to prolong life further. But, as so often in life a further, cruel twist was to come. 

A further consultation was scheduled for a few weeks later and on this occasion a different and more junior doctor was seen. The news was worse and the junior doctor appeared nonplussed that Adrian and Sarah did not have the facts that he had: her cancer was far more aggressive and, in fact, was terminal. She had one to two years of life left; the devastation was complete.

Sarah launched into the first round of chemotherapy and, throughout 1995, underwent several surgical procedures, including one to reroute her bowel. Unfortunately, her cancer did not respond to the initial treatment and in early 1996 she underwent further chemotherapy, including one cycle of a triple drug regime with the objective of at least slowing down the advance of the disease. Always positive, Sarah undertook various further treatments in her attempt to combat the disease but none of them was to have a lasting effect.

Sarah’s own mother had died when she was five years old and Sarah was acutely conscious that Michѐle would have to face the same experiences that she had had to deal with. To ease this burden on Michѐle, with great courage and love, Sarah wrote a book of memories for her, including many stories and photographs. Sarah’s ultimate goal was to celebrate Michѐle’s fourth birthday with her and Adrian and this she achieved in November that year. Sadly, it was to be the final birthday celebration as Sarah’s disease continued to advance and she succumbed to it in April 1997. 

The stark story of Sarah’s cancer experience and tragic death at such a young age – just 32 – hides a reality of a strong-willed woman determined to raise awareness of this particular disease and to help others who contracted it in the future. Shortly after the final diagnosis and prognosis, Sarah and Adrian redoubled their efforts to find information not only about the disease itself but what they could do to mitigate its effects, both physical and emotional. They were disappointed by what they discovered; in fact, the amount of information available at the time, especially for younger persons with ovarian cancer, was minimal. For a time, Sarah and Adrian felt very alone.

Throughout much of 1995, Sarah’s search for information and support groups continued in parallel with her gruelling treatment but was met with little success. One exception was Macmillan Cancer Support, the overarching cancer charity that provides information across a wide range of different cancer types. But Sarah was looking for something more focused, more directly relevant to her experience and that of others in a similar situation.

More happily, this quest was punctuated in the spring of that year with Sarah, Adrian and Michѐle setting off in April to fulfil a long held ambition to sail the Greek islands. The voyage provided some much needed respite from the rigours of chemotherapy and helped to distract from the illness. But the cancer was never far away, with Sarah experiencing sickness and headaches on many days. Whilst doing everything they could to cling to the joy of being together as a family, sailing from one idyllic spot to another, by July it was clear that they needed to return to London, to doctors and hospitals and treatment. 

By the end of the year Sarah felt that she had exhausted her search for support groups and that, if anything was going to emerge, she would have to take the initiative herself. The germ of an idea to set up a group, maybe a charity, began to take shape and, early in the new year, Sarah began to bring together a small group of friends and colleagues to share thoughts and sound out ideas for an ovarian cancer support group. Fortunately, some of those friends had connections with the media and it was decided to explore the possibility of creating some much needed publicity through interviews and articles.

Within just a few weeks, Sarah had been invited to an interview with a journalist from Good Housekeeping magazine. They met, talked and Sarah’s love, joie de vivre and determination to help others spilled out onto the page in what was to become a seminal article published in February 1996. Several further articles appeared in other publications, including The Mirror Women, and Sarah appeared on the BBC’s Good Morning programme (together with Michѐle) and Sky One. But the Good Housekeeping piece was the most effective. Towards the end of that article, Sarah had postulated the setting up of a support group and asked any who had an interest to contact her (via an address set up by the magazine; no internet in 1996), triggering an almost overwhelming response from sufferers, families and friends of sufferers and health professionals. Sarah’s long held ambition was taking shape and Ovacome was quickly becoming a reality.

Energised by the response to her “mini publicity campaign”, Sarah, with the support of her still quite informal group of friends and collaborators, prepared and launched the first ever newsletter of Ovacome, which appeared in the spring of 1996. Barely five pages long, the newsletter included some tips on dealing with cancer, a couple of personal stories and the first mention of what was to become one of Ovacome’s enduring initiatives, “Fone-Friends”. One of the personal stories was penned by Grace Sheppard, wife of the then Bishop of Liverpool (and ex-England test match cricketer), the Right Reverend and Right Honourable David Sheppard. Grace wrote movingly of her own experience of being diagnosed with and surviving ovarian cancer and provided enthusiastic support for Sarah’s initiative. But perhaps the starkest sentence in that first newsletter, which invoked the response to her GH article, was the following from Sarah: “I have had letters from women who have gone through diagnosis, surgery and chemotherapy without meeting another women with ovarian cancer. This is a terrifyingly lonely experience”. This poignant, even heartbreaking sentence struck a chord with many readers. Sarah had unleashed a movement. 

Further organisation of the fledgling charity followed rapidly. On Saturday 4th May 1996, the first meeting of what had been humorously labelled “The Kitchen Table Charity” was held at Sarah and Adrian’s home in Ealing. For such a new endeavour, it was a large group of enthusiastic followers with no less than ten attendees present and anxious to be involved. A committee was formed, with Sarah as the first chairperson and each of the other attendees taking on roles such as treasurer, fundraising and promotions coordinator and newsletter and Fone-Friends coordinator. Everyone present had a place and a role.

Having established the committee there was no time to waste and further important issues were discussed and decisions taken. First, the purpose of the charity was set out: “To be a nationwide support group for all those concerned with ovarian cancer, to raise awareness of the condition, to provide information, to link sufferers and to share personal experiences”. Second, the constitution was discussed and it was agreed that Sarah, together with Sarah Legg (a legal professional who had been appointed as “charitable status and constitution coordinator”) would work together to produce an initial draft for circulation to the committee and approval at the first annual general meeting. Next it was agreed that the newsletter was extremely important as a means of promulgating the proposed charity; that it should be published quarterly; contain both serious and more light-hearted articles and comments; attract contributions from a broad range of individuals, including those in the medical profession and provide links to other charities and support groups that may be helpful to sufferers, their families and friends. Naturally, fundraising and promotion was another critical topic. In addition to the more usual ideas, such as sponsored runs, rowing sessions, lunches – all of which could be held regionally and regularly – an animated discussion, led by Sarah, was held about holding a formal launch event in the late summer. Several possibilities were raised and debated but finally the group settled on a sponsored bike ride from Hyde Park to Windsor, passing the Royal Marsden hospital (one of the UK’s major cancer hospitals) and finishing with a celebratory party, hopefully attended by some celebrity figures to help raise the profile of the event and garner media interest. Alexandra Dargie, a member of the committee who had earlier been appointed as fundraising and promotions coordinator, stepped up to take responsibility for arranging the event. Finally the committee agreed to try to attract a well-known personality to be patron of the charity once set up. Several names were discussed but the topic was left for a future date. The meeting closed with all feeling happy that a great deal of progress had been made.

Ovacome’s heroines and heroes - Alexandra Dargie’s story

Alexandra’s willingness to join the founding committee of Ovacome, accept the role of fundraising and promotions coordinator and take on the significant challenge of organising the planned launch event highlighted her deeply felt regard for both the proposed charity and Sarah personally. This regard and enthusiasm had already produced tangible results as, some weeks earlier, Alexandra and one of her friends, Pascale, had undertaken a sponsored bike ride from Lands’ End to London, taking eight days to complete and raising well over £1000, making her one of the first to raise funds for Ovacome through personal efforts. In an article published in Ovacome’s second newsletter (summer 1996) she wrote: “Having read Sarah Dickinson’s GH article on her feelings of her life, her family and her imminent death, I felt so inspired and determined to promote her cause and to help her set up Ovacome. A friend and I decided to cycle from Lands’ End to London to raise awareness and funding.” She went on to describe the journey and outline how a child in her class at school (she was a teacher), whose mother had died from ovarian cancer, had been a further motivation to complete the ride when the going got tough. She concluded her article with these words: “We would like to extend our thanks to all those supporters, families and friends who have given their time, money and support to Ovacome… But most of all we must thank Sarah who is such an inspiration and whose strength and courage has helped and enriched the lives of so many people.”

Alexandra was elected chair of Ovacome in July 1996 as Sarah’s health deteriorated and went on to play an important role, along with other committee members, in arranging and holding Ovacome’s launch event in September. She remained as chair for more than a year, at which point she married and, with her new husband, took off for a six-month adventure around the world. However, less than one year later, now as Alexandra Whates, she returned to Ovacome to take on the newly created role of chief administrator, the first employee of the charity.

The first meeting of the kitchen table charity committee was followed swiftly by the first Annual General Meeting (AGM) of Ovacome. Held at the Manor House of Chessington World of Adventures on the 7th July 1996 it was attended by nearly 100 people, an astonishing number for a charity that had not yet been formally established and had been first suggested in a magazine article only five months earlier. The main business of the AGM was to approve the constitution that had been prepared by Sarah Dickinson and Sarah Legg and subsequently reviewed by the committee members. Approval was obtained and Ovacome was now able to apply for charitable status; a key milestone had been achieved. 

Several other important initiatives were launched or progressed at the AGM. First, Fiona Richards, a general practitioner (GP), member of the committee and informal medical advisor to the charity, agreed to take responsibility for raising awareness of ovarian cancer amongst GPs and the broader medical profession. Sadly, in the mid-nineties, awareness in the profession was quite low, resulting in those with symptoms often making several visits to a doctor before proper investigations were carried out and a diagnosis confirmed. It was a founding goal of Ovacome to change this and as part of this initiative, it was agreed to produce and distribute information leaflets to GPs. The medical profession information campaign was rolling.

Second, Alexandra Dargie outlined the plans for the launch event, now firmly fixed for the 15th September. She emphasised what an exciting and momentous day this would be and asked for support in arranging and managing the many activities that were planned and in gaining publicity and media attention for the day. She was not to be disappointed. 

Thirdly, the meeting turned its attention to another and, perhaps, the most important founding goal of Ovacome; the support of those diagnosed with ovarian cancer, their family and close friends, through contact with others with similar experiences. As she had written in that first newsletter, Sarah had suffered personally from this “disease loneliness” and was determined that she would be the last to do so. To help fill this void, Sarah had raised, in the first newsletter, the idea of fellow sufferers and supporters coming together in an informal network to provide friendship and companionship to each other. She could not have predicted the level of response she received. It was overwhelming and within weeks of the newsletter’s publication, people across the country were talking to each other by telephone, sharing experiences and coping mechanisms and providing mutual support. Fone Friends was born. At the inaugural meeting of the kitchen table committee in May, Sharon Eastward, another of the members, had agreed to take responsibility for promoting and managing this crucial initiative and she now took to the floor of the AGM to explain the concept and to outline the progress made. It was impressive to say the least. Within a couple of months, Fone Friends had been organised into a group of nine regions across the country, each with its own regional coordinator. Within each region, a small group of Fone Friends volunteers formed the bedrock of the network, taking calls from anxious sufferers, husbands, mothers, close friends, all searching for information, reassurance, or both. It was already a lifeline to many.

The first AGM had been a great success; passionate, invigorating, determined. It was obvious that there was a great demand and a real need for a charity focused on ovarian cancer alone with the goals and objectives that Ovacome espoused. For too long this had been a silent cancer. That was about to change. But first the charity launch had to be concluded.

Around noon on September the 15th, the first cyclists to set off from Hyde Park, some three or four hours previously, began to arrive at Alexandra Park, Windsor. A little tired and saddle-sore but exhilarated to have made the journey. They were greeted by well over one hundred supporters of Ovacome who had travelled to Windsor, together with their families and friends to greet them. The sun beamed down and the party was ready to get into full swing.

Opening the festivities, Jenny Agutter, the well-known British actress, made a speech full of encouragement and enthusiasm for Ovacome’s aims. Jenny’s son attended the school that Alexandra Dargie taught at and knew of the death from ovarian cancer of the mother of one of Alexandra’s other pupils and wanted to help. She was soon to be appointed as Ovacome’s patron. Further speeches were made by two eminent gynaecological oncologists, Martin Gore of the Royal Marsden hospital and Ian Jacobs of the Royal London hospital, followed by John McGowan, Chairman of Research Ovarian Cancer, a related charity. Each of these dedicated professionals were strong supporters of Sarah and Ovacome and gave informative and interesting talks. 

Speeches over it was time for fun. Cycle rides had been arranged for the children and hundreds of helium-filled balloons pulled on their strings, vainly hoping to escape to the sky. Another wonderful attraction for the younger folk were the bouncy castles which had been erected and provided endless fun for the entire afternoon. An entertainer held another group of children, seated on the grass as the sun beat down, spellbound with his stories, jokes and tricks.

The adults, whilst not secretly watching the children’s entertainer, were able to enjoy the more genteel pastime of afternoon tea and browse the many stalls that had been set up to complete the fete-like atmosphere. What a wonderful afternoon was had by all! As Alexandra Dargie wrote in her chairperson’s column of the winter 1996 newsletter, “The atmosphere was tremendous and it was a resounding success”. As important, the event had created much publicity and raised substantial funds through sponsorship of the cyclists, sale of teas and products and donations.

Finally, fully, formally, Ovacome was launched.


Chapter 1A


DIAGNOSIS AND TREATMENT – A BRIEF HISTORY. THE 1990S


Diagnosis:

The history of diagnosis of ovarian cancer is not a particularly happy one. Ovacome’s early newsletters contain moving accounts from many who had been misdiagnosed or diagnosed only after numerous visits to their doctor. The fact was that in the 1990s ovarian cancer, being a relatively uncommon occurrence, was not well understood by many in the medical profession. This had been recognised at Ovacome’s first annual general meeting where Fiona Richards, a GP present, agreed that awareness was too low and proposed, together with Ruth Payne, another of Ovacome’s early volunteers and a nurse, a plan of information dissemination to widen and improve knowledge and understanding of both GPs and hospital doctors. 
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