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This book is dedicated to the memory of Cliona Keavney, a beloved friend and former physiotherapist at Galway Hospice. Thinking of her children and her parents.

To remember is a noble and good thing.




The work I do in the hospice is confidential and private. The stories in this book are inspired by the people I have met over my many years working as a healthcare chaplain: identifying details, ages, names and places have been changed and some stories reimagined, apart from instances where permission has been given by the families.
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AUTHOR NOTE

As we go to print on this book, we have been living through the Coronavirus pandemic for one year. We are experiencing a time of active history, possibly the most uncertain and unsettling of our lives. A time when we are acutely aware that we are dependent rather than independent people.

Over the past year the sands of our lives have shifted under our feet and have exposed how fragile and vulnerable our human lives really are. Being constantly advised to ‘stay at home’, ‘stay safe’ and ‘physically distance’ has impacted our emotional wellbeing. It is on the inside where the most significant battles are waged. Daily temperature taking, protective clothing, and physical distancing from patients, families and colleagues has left little space for healthy human interaction which has been a challenge for us all in the hospice. In my role as chaplain, this new and necessary way of living which was thrust upon us feels so alien to my soul.

One particular day stands out: a young man was admitted to the hospice from his home at around eleven o’clock one morning for end-of-life care. Doctor Camilla asked me to visit him, saying his time was very short. Before entering his hospice room, I needed to put on my gown, gloves, mask, and goggles. Can you just imagine how I looked to this vulnerable, fragile young man, who had just come from his home, grappling with the news that he was coming towards the end of his life? My first instinct was to apologise to him for sitting at a distance and for wearing protective clothing that did not allow even a glimpse of the person behind it. I wanted to reassure him that I was Breda, the chaplain.

Our facial expressions can and do reveal the the empathy we have for others, and most people need the reassurance of a kind face or the touch of a hand when they are sick and vulnerable. Being denied this basic but hugely important human need has been one of the tougher elements of this pandemic. However, kindness and love has emerged among people that sustains and carries us through this time. Conversations have a depth and an empathy that reveals the human behind the mask. We need and find comfort in the shelter of each other.

Breda Casserly, March 2021
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FOREWORD

For many, ‘hospice’ is a scary word and they believe it means the end, but this is not the case. Hospice care (or palliative care) has changed significantly over the past thirty years. It is about living well and comfortably right to the end. You will always find a warm welcome and a smile from the team of staff and volunteers at Galway Hospice. They know the challenges that those facing a life-limiting illness have to deal with and are always there to provide support and to brighten their days.

The founder of the modern hospice movement was Dame Cicely Saunders. After the Second World War, she began volunteering at a hospice in London and while there, she became increasingly frustrated with what she felt was doctors’ ambivalence towards terminally ill patients – those who couldn’t be cured – and concluded that her best chance for showing a better way would be to become a physician herself. In 1951, at the age of thirty-three, she became a medical student. When she obtained her medical degree in 1957, she became the first modern doctor to devote her career to dying patients. Her work was influenced by the experiences and wisdom of early hospices in medieval Europe when the care for the sick and the dying was deeply holistic, focusing on the spiritual aspect of pain and suffering. Those living in the middle ages realised that pain is primarily a physical and emotional experience centred in our physical body. They believed that it was possible to have a more peaceful death if the spiritual pain of a dying person was dealt with directly and with compassionate support. They understood that having a realistic acceptance of death throughout life allowed for a more joyous life and a more peaceful death. Dame Cicely confirmed her support for a similar approach when she said, ‘Our work is to alter the character of this inevitable process so that it is not seen as a defeat of living but as a possible achievement in dying, an intensely individual achievement for the patient.’ Sadly in today’s world, we often deny the existence of death until we are facing it. We have a tendency to ignore, repress and self-medicate the spiritual pain accumulated during life. This can mean that when serious illness occurs it can become a time of suffering known as ‘total’ or ‘spiritual pain’.

I came to understand the hospice concept a number of years before beginning my work there when a family member was diagnosed with a life-limiting illness and struggled to cope with the diagnosis. As a family, we tried to provide care and support at home but we were not equipped to provide the clinical and emotional support that was needed. Our general practitioner suggested an admission to our local hospice for symptom control and, as we were exhausted and struggling to provide the care that was needed both physically and emotionally, we welcomed the idea. This is where I was first exposed to the holistic nature of hospice care. The team at the hospice created a supportive environment where fears and concerns could be aired and discussed and, in my opinion, worked miracles. They got the physical symptoms under control, but more importantly provided the emotional support that eased the mental stress and assisted with coming to terms with the prognosis. This resulted in discharge after a six-week stay and enabled my family member to live well within the limitations of their illness for a further six months afterwards. This positive experience changed my perception of hospice care and opened my eyes to what I now understand about the care provided by the hospice teams.

Hospice care is not about giving up, it is about living the best quality of life possible while living with a life-limiting illness, and my experience of the care provided by our local hospice definitely confirms this concept. At Galway Hospice we help people to live each of life’s moments to the fullest, with the ones who matter most. We are about hope, caring and going the extra mile to make life the best it can be. Our staff and volunteers work tirelessly to bring comfort and solace to the patients and their families at what is probably the most difficult and frightening time in their lives. They truly demonstrate the palliative care experience: to cure occasionally, to relieve often, to comfort always.

Hospice is about providing a safe space for both the individual living with the life-limiting illness and their family and loved ones. At Galway Hospice our motto is ‘every moment matters’ and the team at the hospice work to ensure that our patients and families get to spend quality time with each other to make sure that every moment does matter. This includes providing the best quality medical and clinical care possible to ensure that patients’ physical symptoms are effectively managed and also providing emotional and psychological support to our patients and their families at a difficult and frightening time.

Dame Cicely Saunders describes the modern hospice as ‘a resting place for travellers but above all it is concerned with journeys of discovery. For patients a discovery of what is most lasting and important for them as they unravel some knots of deceit and regret.’ Over the past number of years since coming to work at the hospice, I have seen many patients and their families experience this journey of discovery as they coped with their prognoses. For some it has involved sharing their story to help support the work of the hospice and to help others and for others it has been about dealing with issues that have been causing them emotional distress all their lives. Others will strive to achieve goals that they set for themselves – it may be about having a target of being there for a final family celebration or to be there for the birth of a grandchild or to celebrate other significant milestones, such as an anniversary.

The people I meet and the stories they share inspire me on a daily basis; they allow us into their lives at a very challenging time and on occasion share their innermost thoughts and fears with the team at the hospice. Frequently we can do something practical to assist and help them but often, it is about providing a safe, supportive environment where they can give voice to their innermost thoughts and fears. Sometimes it is just about being there to hold their hand, supporting them on their journey.

The team at the hospice spend time getting to know those who are being treated as individuals as well as patients. This is essential in enabling us to provide the support they need so that they can achieve the best outcome possible while living with a terminal illness. I can recall one such patient that I met when they were referred to our Inpatient Unit for end-of-life care. The patient had been bedbound prior to admission to the hospice and even required assistance with positioning while in bed. Over the course of a number of weeks, the team at the hospice worked with the patient to assist with managing their symptoms and putting a plan in place to assist with mobility, as this patient had a goal of being at home to support her daughter when she had her first child. This woman had had a challenging life even before being diagnosed with her illness, but she did not let it defeat her; she was determined to be there to support her daughter when she needed her, and with the support of the hospice team she achieved her goal. Unfortunately, her time with her grandchild was limited but it was quality time and it meant a lot to both her and her immediate family. We received a lovely thank-you card from them after she passed and I will always recall one comment in that card, ‘Thank you for enabling her to exceed her expectations.’

The work of the hospice does not end when someone dies; we continue to be there to provide support to family and friends while they deal with the loss of a loved one if they need it. This knowledge can also provide support to the patient as they progress on their journey, as they know that there will be a support system there to assist their family while they grieve.

Very few of us go through life without facing difficulties and many of us choose to push these to one side while coping with a busy day-to-day life trying to make ends meet. It is only when faced with a time limit on our life that we may be forced to deal with these unresolved issues so that we can let go and find emotional peace. Dame Cicely describes this in her writings when she states, ‘Many of us have sensed that an inner journey has taken place and that a person nearing the end of life has found peace.’ This peace may be simply reassuring a homeless man that he is in a safe place where he will be cared for to the end, or it may involve lengthy conversations with patients and families as they work through their concerns and issues and seek to find a resolution before time runs out. You will find evidence of this in the stories told throughout this book. Time and again, we see examples of mental pain being soothed when physical symptoms are alleviated. A temporary release from pain can also make it easier for the team to make a connection with the patient.

Simply listening itself can also have a therapeutic impact on the patient; it can give them the chance to talk, which can form an important part of the healing process. I know that the stories and lessons that you will read about in the following chapters are life-affirming and demonstrate the importance of living well to the end. I would like to commend Breda on taking the time to document these important stories and I hope that they will inspire you as they have inspired us here at the hospice.

Don’t count the days, make the days count.

Mary Nash, CEO Galway Hospice Foundation, January 2021
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INTRODUCTION

Twenty-five years ago I had a deep experience of God, which gifted me with a great desire to serve Him and my fellow human beings. It’s a private experience I’ve treasured in my heart and leaned on throughout my life, an experience that really changed me and my view of the world.

At that time I was in the handmade chocolate business, as the owner of Leonidas Chocolates in Galway. I felt safe and comfortable within my business knowledge and the company’s success. But at the same time I felt unsettled within myself, feeling that there must be more to life than what I was experiencing, more challenge for personal growth.

I now understand my inner turmoil was a desire for a deeper satisfaction in life. This is often called ‘hope pain’, an emotional pain that one experiences when there is a lack of hope and where one asks, ‘What does the future hold for me?’ I was also experiencing something curious that I know now to be ‘meaning pain’, where it’s natural to ask oneself, ‘Why am I here?’

I responded to these questions and many others by studying Theology as an undergraduate at NUI Galway, for two years, then three years undertaking postgraduate studies in Pastoral Theology at All Hallows College, Dublin, giving myself time to explore my life in a more meaningful and deeper way. I didn’t necessarily feel called to a religious life or order, however, I did feel the need to be part of a praying community so I joined the Secular Franciscan Order as a lay Franciscan.

I remember it as an especially challenging time, because I continued to work in the business, albeit with the support of a very good team. Despite these challenges, it gave very good balance to my life at the time. I had studied Theology specifically to explore my own understanding of God and to nourish myself spiritually. I had no great future plans to work in this field but was leaving myself open to if and where God might call me.

There is a very beautiful old saying, ‘When the student is ready, the master arrives’, and in a sense this is what happened for me. Having completed my studies and returned to work in the chocolate business full time, a simple telephone call came, on a very dark, wet and windy autumn evening. It was a local diocesan priest, Father Noel, who I knew very well from my community.

‘Breda, I had a thirty-five-year-old mother of two young children come and visit me a couple of days ago,’ he explained. ‘Orla is a patient in your local hospital in Galway; she has been given a cancer diagnosis and was told she has just a few months to live. As a child she had received the Sacrament of Baptism, but never received the further sacraments of First Confession, First Holy Communion and Confirmation, and has asked to receive them before her death. What I’m asking of you is can you visit with her to prepare her to receive the sacraments?’

I was taken aback. At the time, the thought of visiting a hospital made me very uncomfortable. And I’d never prepared someone for the sacraments before, let alone for the end of life. I was struck by the huge contrast between our lives – mine was so full of possibilities, preparing for a busy festive season of selling lots of chocolate gifts, while hers was sadly ebbing away. I had no idea how to do what was being asked of me, or what my approach would be, or what I could ever offer her.

‘You know, I’m just so busy preparing for Christmas in the business,’ I told Father Noel. ‘I have little free time.’

But Father Noel wouldn’t accept any excuses. ‘Stop all this nonsense and just go,’ he said simply. ‘This young woman needs your help.’

I am eternally grateful to this priest who had the grace and vision to push me out of my comfort zone. He was probably unaware that he was in great measure helping me face my own deep spiritual and emotional pain.

What I had not shared with Father Noel was that my sister Teresa had died in the very same hospital where Orla was now a patient. Teresa’s husband, Paddy Joe, had also died there, some years later. My sister, also a young mother, had been given a similar cancer diagnosis to Orla, and passed away at Christmas time.

Fifteen years before Teresa, my sister Mamie had died at the age of twenty-six when her daughter was just two weeks old. Mamie had been diagnosed with a cancerous brain tumour in the early stages of her pregnancy.

My conversation with Father Noel about Orla brought memories of my sisters and the last days of their lives rushing back to me. And I had been with both Teresa and Paddy Joe at the moments of their deaths, an experience I was not in a hurry to revisit.

Indeed I had a deep fear of death and an even stronger fear of a cancer diagnosis. I was just fourteen years old when Mamie died and at that young age had the stark and uncomfortable realisation that a young person can die. It really brought me face to face with my own mortality, which I believe is a very common reaction.

Needless to say I had a sleepless night after that phone call, having agreed with Father Noel to think about his request to visit Orla. I tossed and turned, listening to the wind and rain through the dark of night, while I searched my mind for any excuse not to visit the hospital. I was consumed with fear for two days and made a decision to telephone the hospital chaplain. The chaplain is there for everyone, whether they have faith or not. It doesn’t matter if you’ve never been to church, or never intend to go. Some people turn to the chaplain because they are religious or they want to explore their spirituality. Others, for whom religion is not important, look to the chaplain to be an accepting and positive companion as they travel what might become a tough journey through their illness. So I phoned Father Tommy, who I knew as a hospital-ordained chaplain and indeed as a customer who came to our shop regularly to purchase chocolates, to seek his advice.

‘I’ve been asked to visit Orla – is there any necessity for me to come in? Would you prefer to work with her?’ I asked, hoping he would answer in the affirmative.

But I didn’t get the answer I wanted. ‘I’d really welcome your support to work with this young woman,’ he replied. ‘Maybe you could visit her as soon as possible, while she still has some quality of life.’

A day later, I phoned the clinical nurse manager on Orla’s ward, who responded positively.

‘Orla is really looking forward to meeting you, will you be in today?’ she asked.

Hesitantly, I made a decision to face my fear. I hoped that, as well as offering some help to Orla, I would also find some healing and peace through this experience.

Now I know that life will present many opportunities for healing at the right moment and through the right situations. And though this process is often painful, the reward is great. We need to be alert to those moments and hear them with our spiritual ears, and receive them with our spiritual hearts. Though reluctant to hear the healing opportunity in Father Noel’s request, life somehow presented all the opportunities in a gentle way to support my own spiritual healing. I had been offered an emotionally painful but grace-filled opportunity to face my spiritual pain: one that ended up really opening my heart to a ministry in a hospice.

The next four weeks were to change my life forever. Although managing my work commitments during such a busy time stretched me both mentally and physically at times, the experience with Orla expanded my soul to a deep understanding of spiritual and emotional pain.

Both Orla and I became teachers for each other, as she shared her life story and her deep soul pain around letting go of her family, in particular her two young children. When we talk to patients at end of life about ‘letting go’ of people, we are trying to help them process the idea of leaving these people behind, allowing them to share their concerns and worries, and reassuring them that things will be okay for them after they’re gone. And often, patients are simply looking for permission just to let go of life to death.

‘I was awake early this morning, Breda, thinking of my children,’ Orla noted one morning I was with her. ‘How do I let go of them? My heart is broken. I can’t understand how God would let me die. Will they remember me? Will they even remember they had a mum? No one could care for them as much as I could.’

Any words of mine in response would be inadequate and could not offer any consolation. Those were big questions, which no human could answer. But Orla was expressing a need to be heard at a deep level, and listening to her empathetically and actively was the best thing I could do for her. I realised through this process that there is a window of work at the end of life that is so important to the soul for healing before death. This soul work presents a reality to the patient, and indeed their family, that to face death means to face the ending of hopes and plans, and an understanding that sadness around that reality is appropriate and should be faced and shared. A patient can and does experience their own unique grief at letting go to face their death. This work calls for a listener, and can give a greater freedom and strength to the patient in facing what is to come.

‘What is the purpose in life? I grew up, became a mother, and now, I’m going to die,’ she said, almost disbelievingly. My sense was that Orla was trying to search at a very deep level within herself.

Through many conversations, we explored together the meaning and purpose in life, and truth be told, we
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