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			Reviews For Family Matters

			“Through her inspiring memoir, Family Matters, Aisha Chaudhry interweaves humour, love, and loss in a way that engages anyone seeking to find balance through life’s many trials. This memorable work is an emotional and intellectual journey of how pain and suffering can coexist with love and hope. Reading this honest and poignant memoir, we are quickly reminded about the importance of valuing loved ones while they’re still with us and cherishing every moment. Chaudhry’s personal narrative strikes a chord, prompting us as readers to engage in vital conversations about our organ donation choices with those we hold dear. I highly recommend this book to anyone looking for an inspiring read that leaves a long-lasting impact.”

			Simonne Weeks
Director of University of Brighton’s Donor Research Group

			“Thank you, Aisha, for writing up this informative and thought-provoking life journey. Your mom’s life was beautifully described in the book and reminded us all that transplantation is the gold standard treatment of choice for patients with organ failure. The success of human organ transplantation relies on the willingness of the public to donate their organs, either during their lifetime or after death. Regrettably, ethnic minorities, particularly the South Asian community, continue to exhibit low organ donation rates, resulting in a disproportionate number of South Asians waiting for transplants due to the frequent finding of suitable matches among members of the same ethnic group. This results in a disproportionate number of Asians waiting longer for transplants than the average waiting time. Sadly, many who are waiting count down their days on the list and lead an agonising life due to the scarcity of matching organ donors. How to raise awareness among South Asians about the scarcity of organ donors is a growing challenge for the UK and global health care systems. I truly hope that, through your book, many of your readers will acknowledge the need to register as potential organ donors and be the messengers of the “Gift of Life” message. Lack of knowledge about the need for organ donation is one of the major obstacles we are facing as a community, and we all have a role to play in raising awareness about this important topic. Over a decade of my voluntary work promoting organ and stem cell donors from the Asian community has been really rewarding. Thank you for all you do to help others and promote the “Gift of Life” message.”

			Dr. Agimol Pradeep bem rn pna 
Senior Transplant coordinator & BAME Organ and Stem Cell Donor Campaigner

			“I laughed and cried with equal intensity when I read this book. Aisha paints a vivid picture of happy memories, family ties and love, set against the backdrop of pain and frustration relating to the need for a donated kidney to save her mother’s life, and the complexities of raising this as a conversation within her community. Her writing style enables the emotions she discusses, to leap from the words and straight into your heart and leaves you with an understanding of the importance of organ donation, and its huge impact on people’s lives.”

			Katie Dombrowe
Paediatric Palliative Care Nurse

			“A heartfelt emotional rollercoaster charting the journey of life. Organ failure does not discriminate and impacts upon families from different socio-economic, ethnic, and faith backgrounds. Family Matters shows that there is still so much for us to do in terms of normalising conversations about organ donation and end of life care. This endeavour is not an easy one and requires collective action at all levels of society – schools, colleges, universities, employers, media, politicians, celebrities, etc. – where organ donation should be routinely discussed, and visibility of the stories of living donors and donor families of deceased donors becomes the norm. Aisha and her family embarked on an incredible journey to save their mother, but their journey continues to save other people’s lives, and it is our collective societal responsibility to provide companionship on this journey.”

			Gurch Randhawa phd ffph dl
Professor of Diversity in Public Health & Institute for Health Research, 
University of Bedfordshire

			“Having worked in the scientific solid organ transplant area for so long I seemed to know most aspects in this area. When I read this book however it struck me with its heartbreaking and so personal emotional story. There are so many objective rational non-emotional fact driven stories/reports that it is fantastic to find an emotional appeal which tells the story of the life´s journey that shows that such a tragic fate can happen to everyone and that the victims can as well be everyone - so no one must feel safe no matter how well they are and strong they may feel.”

			Dr. Samson Fung, M.D.
Fung Consulting

			“Organ donation saves lives and can give hope to another in need but is still a taboo in many ethnic communities. Family Matters is beautifully written, a deeply affecting story. Packed with fun, love, family bonding and emotions, Aisha’s narrative is both sensitive and incisive, deftly handling topics we often avoid. This memoir clearly put the spotlight on the reasons behind a lack of organ donors among non-white communities, which is a real eye opener. Aisha’s message is very clear to every-one; register your decision to donate, and very importantly, discuss your wishes with your family. This is an essential read for all those interested in organ donation”.

			Nelson Selvarakj
Lecturer (Adult Nursing) at Cardiff University / Prifysgol

			“Aisha effortlessly takes the reader through her family’s journey of immigration, cultural integration, and everyday life around this. There are so many layers to unpack that speak to love, courage, hope, and loss. Inherently, the message is a call to action for health equity, raising awareness of organ donation and the difference that ‘a gift of life’ can make in communities most disadvantaged in access to transplantation. However, as each chapter unfolds, Aisha brings attention to wider issues related to equality and justice in society. Reading this book as an academic, a mother, and a daughter, I am encouraged that it will serve as a reminder that we all have power to think and do differently.”

			Shivani Sharma 
Professor of Health Equity and Inclusion, Aston University, Birmingham, UK

			“Aisha’s story is so important on so many levels. It depicts the lives of a loving family through the normal challenges of life, as well as the stress of illness and the grief of loss. It demonstrates the importance of families having the important conversation about organ donation, especially those with Asian heritage because there are currently less opportunities for them to receive a lifesaving transplant. I hope this poignant story will encourage people to think about and discuss organ donation with their loved ones.”

			Karen Rockell
Patient Co-Director, Liver Transplant Recipient and Co-Director 
UK Organ Donation and Transplantation Research Network

			“Family Matters is a very touching and beautifully written real-life story underlining the importance of organ donation and the need for more donors especially from various ethnic groups. I hope it inspires people to consider themselves as donors to give the Gift of Life as organ transplantation is life-saving and life-changing.”

			Frank J.M.F. Dor
Consultant Transplant Surgeon

			

			“The bitter truth is that most patients on the organ transplant waiting list from South Asian communities will die waiting due to the dearth of donated organs from members of these communities. This bitterly honest, viscerally raw, emotionally charged memoir is the campaign of one bereaved daughter who has lost her mother in her 10-year fight to find a life-saving kidney. Chaudhry marshals all her literary and practical skills with deft and dexterity to conjure up for us an image of the emotional roller coaster and tumultuous journey her whole family experienced preceding her mother’s death. This memoir comes from a place of care; that no one should go through what she, her mother and her family went through. It is a heartfelt plea to South Asian communities to understand the importance of organ donation.”

			Dr Mansur Ali
Senior Lecturer in Islamic Studies, Cardiff University, UK.

			“Aisha’s book is a beautiful testimonial and tribute to her mother. It shares the emotional gravity of love, and the experience of loss, and where love continues while feeling loss over the years. It is also a door that opens for others to recognize the why behind loving people’s passions to build something beautiful for others, and I find Aisha’s painstaking efforts to make known organ donation and its life-changing importance heroic. By using her words, she places a true cape by way of her book to fly into the hands of millions to read and feel the experience, so their decisions for their own lives can be the ones who save others as well. It’s quite poetic. It’s also impactful. We can clearly see what her superpower is here, through her origin story, and I look forward to see her words impact the world, generations unlimited.”

			Anita Myers
Life and Relationship Coach

			“This book provides a glimpse into Aisha’s life, her experiences and strong family relationships. The essence of the Asian community its values, united strength in times of adversity are depicted beautifully. Extremely relatable to me both in terms of family, culture and organ donation.”

			Mini Karuppan
Organ Transplant Recipient

			“Aisha’s ‘Family Matters’ is a very heartwarming read. In this memoir, she takes us through the heart- wrenching experience of the frustrations, trials and tribulations faced by her wonderful family, losing their precious mum who spent years waiting for a kidney transplant. The book raises the importance of all of us having that conversation with our loved ones about our wishes to donate organs. The statistics provided are eye opening and shows how urgent a topic this is, to save lives and improve the quality of many more lives. With her style of writing, Aisha engages with the reader really well. Highly recommended.”

			Bindhu Xavier 
Research Nurse
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			For Daddy Ajaz

			You took on the role of Mum and Daddy and you did a great job. You let me into your life and I let you into mine.

			This book is about my mum who was waiting for a
kidney transplant and lost her fight for life. My aim is
to raise awareness about organ donation

			Aisha Chaudhry
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			Prologue

			I was raised in a household where young girls were treated the same way as their brothers. This is because I grew up with a strong-willed mother who wanted all four of us children to be equally independent. Mum’s attitude toward life set me up with the right mindset about how to be respectful, and kind, but also how to be firm. I knew what to expect as a woman in life. I have my mother’s character as a courageous fighter (despite her waiting in vain for an organ transplant) to thank for that.

			Why I Resumed 
Writing this Memoir

			I gave each of my family members a hug. I stood back saying out loud how I wondered if this would be the last time that we would see each other for a while because of this pandemic. It seemed to be killing people from all over the world; nobody knew enough about it. As I stepped back, I cried. I was looking at my family thinking, Will I see you again, or will this virus kill all of us?

			It was 16 March 2020, as I walked through London Heathrow Airport to my departure gate. Everyone was required to wear masks to protect themselves and others from this unknown virus. Wearing a mask felt not only unfamiliar but odd. I boarded the flight back to Berlin from the UK. I took a photo from my seat of the beautiful crimson sky as the sun was setting. My mouth was covered with what felt like a cardboard mask that we had all been instructed to wear, because nobody knew much about the coronavirus at the time. I struggled to focus through the constant build-up of steam on my glasses.

			I felt uncomfortable, even unsettled. I had knots in my stomach that were familiar to me, but not in the good way. The departure triggered a huge wave of emotions inside of me that mirrored those from when my mother passed away in 2001. I felt nauseous and dizzy. My mouth was dry. I felt shivery, and my legs were shaking involuntarily.

			I had this feeling deep in my gut that things were going to get difficult and bad once again. Last time it was my family who was suffering; this time the whole world. Everything was out of our control; like it had been when Mum was unwell. This feeling of fear, of unknown territory, was right back there again in the pit of my stomach. I felt a lump form in my throat. I realised on that aeroplane, as I looked out to the earth below, which was so far away from the sky above, that I was thinking a lot about my Mum. What would she have made of it all? It dawned on me again how young Mum was when she died, since she had only just turned fifty years old.

			People didn’t seem to die from old age anymore. In fact, this virus was showing the world that you could die at any age. Over the coming year, the media reported an enormous number of deaths, showing plenty of disturbing video footage.

			I watched as coffins piled up in the Italian province of Bergamo as Italians struggled to bury their dead. People in Pakistan couldn’t get enough oxygen to support their breathing. There were bodies on the streets in Ecuador that had nowhere to be placed. India held mass outdoor cremations during which the heat from the fires looked unbearable. At home, I sat wondering if life would ever be the same again.

			It reminded me of a deep sadness. Watching Mum die was heart-breaking, but I was there with her. I felt privileged that I had managed to be so close to her when she was dying. She wasn’t alone. Twenty years later, I was watching families being ripped away from their sick loved ones forever, forbidden from being allowed to go near them. People wearing hazmat suits in hospitals were trying to help so many patients, many of whom had died alone.

			It was March 2001 when I first started to write down my thoughts, which eventually became this memoir. It was March 2020 when I found myself opening my memoir to continue writing. I wanted to record my emotions through my memories - an urge I hadn’t felt since after my Mum died. It was a way to process my feelings, acknowledging to myself that no one knows when they will die. If I wanted to share my story – aged forty-five at the time of writing – only five years away from the age Mum was when she died, then I needed not to wait. The future wasn’t that clear for anyone anymore, so I had to get on with it now.

			I knew I had an incredibly important message to pass on to the world. I hoped it would prevent other daughters or sons from experiencing the same sort of loss that I had. My Mum died on 3 February 2001, after waiting for a kidney transplant for ten years. She had been cared for by the amazing staff at the Royal Berkshire Hospital in Reading, Berkshire, where she had dialysis every other day. Being able to dialyse is what kept her alive, and we were all grateful for that. I had lived life throughout the ten years from 1991 until 2001, while she was a kidney transplant patient, fully hoping that she would get a telephone call saying a kidney had been found for her. I truly believed that.

			

			A kidney dialysis machine does the job of the kidneys for as long as your body can take it. It can be draining on the body. The process involves the removal of the waste and excess fluid from the blood that your kidneys are no longer able to filter out. There are two types of dialysis: Haemodialysis (HD) which filters your blood using a machine and a synthetic membrane, called a dialyser. HD is performed in a hospital or dialysis center. It can also be performed at home. Peritoneal dialysis (PD) uses dialysis fluid and the lining of your abdomen, called the peritoneal membrane, to filter your blood inside your body. PD can be performed in your own home daily1.

			Your quality of life is compromised because you don’t have the freedom of time you were once used to having. If you are on dialysis2, your time is restricted, as is your ability to walk freely since you are connected by tubes to a rather large machine. It’s not something that can be carried around. An organ transplant, on the other hand, isn’t a cure, but keeps you mostly out of the hospital, opening up the chance for you to live a better quality of life with your family. That’s what my siblings and I had all hoped for throughout the ten years that my mother spent waiting.

			That time in my life was turbulent because we were living on edge, not knowing which way things would turn whenever Mum got an infection. It often resulted in her having to stay in the hospital. 

			Being so clearly focused on living her best life with her family, she rarely spoke to us about her thoughts or feelings deep inside. She didn’t want us to worry more than we already did. We knew not to ask too many questions and could see her suffering with our own eyes. I am sure she spoke about how she really felt in confidence to her four best friends who were adults. I felt reassured that she had such friendships with these other caring Asian women in the community.

			I think not complaining had to do with her dignity and humility. She didn’t need the whole community to know everything she was feeling, which was possibly because she wanted people to remember her as a normal person in the Asian community who was simply making the best out of their situation. I think she also believed that it didn’t help to verbalise the difficulties of life on dialysis and the impact it had on her body. Most times it went well; it was keeping her alive after all. Instead she preferred to focus living life as best as she could. It meant people believed she would eventually get better. Unfortunately, it didn’t work that way.

			When my mother passed away, I was angry to my core. She had actually finally died. What we only ever imagined would happen late in our parents lives, had become reality for us, only much earlier than expected. Our parents were meant to live long lives before dying, but for Mum, her life had been stripped away far too soon.

			Having turned from forty-nine to fifty years of age, literally five days after her birthday she had been admitted to hospital; but this time she didn’t make it home. Little did I know that her journey in life on a kidney dialysis machine would be for as long as it was, or that her life span would be so drastically shortened. A truly tragic dichotomy. She had missed out on a long life with those who loved her as a daughter, a sister, a wife, a mother, a friend, and a grandmother to her grandchildren whom she never met.

			Because Mum was of Asian heritage, getting a kidney was going to be harder since there simply weren’t enough Asian people in the UK who had volunteered, in the case of their own deaths, to donate a kidney to save another life. Unlike other organs, kidney donors need to be matched by blood group and tissue type. People from the same ethnic background are more likely to be a match. Her chances of a match were much higher with a donor from a similar background. I do not want another family, especially a Black, Asian, or East Asian family, to suffer what I suffered. Even one person and their family, who suffers like mine did, is one family too many.

			There have been extraordinary medical advances in life-changing donations by now. Donation registers range from blood, platelet, plasma, bone marrow, and tissue to cord blood banks. Yet although the number of people waiting for a transplant has gone up, there are ironically still not enough organ donors.

			A change in law3 in all four countries of the United Kingdom made it automatically the case that one would be on the organ donor register unless one opted out. This means within a soft opt-out system for organ donation (also known as presumed consent), everyone is considered to agree to donate their organs when they die unless they record a decision not to donate - (opting out) – or are in one of the excluded groups. Most importantly, this soft opt-out law means the wishes of the family members will be considered.

			By October 2023, the latest “NHS Blood and Transplant Annual Report on Ethnicity Differences in Organ Donation and Transplantation”4 showed that people from ethnic minorities are still significantly underrepresented in organ donation. A major problem is the decline in family consent or authorisation rates across all ethnic groups after a person has died.

			Despite the change in the law, relatives will still be consulted first about whether organ donation is possible when there is no clear expression of the deceased’s wishes. Relatives have been known to block the wishes of their family member who didn’t express their decision to donate to their relatives5. It is therefore still extremely important to register your decision to donate and discuss it with your family so that they can have peace of mind knowing that your decision is being honoured.

			In 2023, the number of potential ethnic minority donors in the UK was 750 (out of 600,000 deaths overall) and of that, only 246 were actual ethnic minority donors (Figure 1). In contrast, 1,106 transplant patients from ethnic minority groups received an organ with a further 2,237 patients from ethnic minority groups on the waiting list. Strikingly, 80% of transplants in people from ethnic minority groups were from white donors. Out of the 246 donations from patients in ethnic minority groups, 138 were from living donors. This means people from ethnic minority groups are more comfortable giving an organ while they are alive, but paradoxically families often decide against organ donation when a member is deceased.

			Cultural beliefs about donation put families in a very awkward and difficult position because there is no worse time to seek consent on a tough decision than when family members are grieving the death of a loved one.

			The main reasons families from ethnic minority backgrounds have in the past decided not to give consent or authorisation for organ donation of their deceased’s organs, was due to it being against their religious and cultural beliefs (Table 1).

			Other reasons were being unsure whether the patient would have agreed to donation or not knowing enough about it. Some families’ decisions stemmed from stigmas against organ donation which have existed because of a mistrust in the healthcare system. The mistrust resulted from organ donor scandals at hospitals or from the market for trafficking organs for money. All of these obstacles meant the odds of Mum getting a suitable donor were stacked up against her – making it a predictable tragedy waiting to happen.

			The number of deceased donors is still dire and way too low. At the same time, people from ethnic minority groups are overrepresented in the number of active opt-outs relative to the general population (Figure 2), leading altogether to the situation that people from ethnic minorities have to wait longer for an organ because the number of people waiting is greater.

			This is not only a British but an international phenomenon. The Council of Europe Transplant Newsletter highlighted the total number of transplant rates in general, and kidney transplant rates in particular from deceased and living donors internationally.6 Countries with predominantly non-white populations had incredibly low transplant numbers (Figures 3 and 4).7

		

	
		
			I hope my experiences will encourage readers who have intentionally opted out from the organ donor register to reconsider. If a person decides to opt back into the organ donor register because of reading my book, I will be thrilled. Together we could make all the difference in the lives of the many patients waiting.

		

	
		
			

			In Conclusion

			The problem of a lack of organ donors among non-white communities has not been solved at all. Far from it. Only by speaking out and talking to our loved ones can we get this message heard.

			I hope my story will encourage you to have that conversation about what your family member’s wish is at the end of their lives. If they choose to be an organ donor, to give the gift of life to those patients waiting for a life-saving transplant, then it’s important that the deceased’s family know to give consent to the donation.

			The topic of organ donation isn’t comfortable to spring into, but I can tell you – and this memoir will show you – losing our loved ones when it could have been avoided hurts like hell. This brings me to the most important message: family matters. Ask yourself this:

			•	Would you take a human organ to survive or prolong your life?

			•	How many times have you watched or thought about someone 
	you know who is suffering because of a health issue?

			•	What is the best thing that could happen when you agree to
	donate your organs?

			My hope is that this memoir – written by a proud British Asian, born in Reading, Berkshire, England, now a proud German citizen – will prompt you to talk to your families about your organ donation intentions. You do not have to wait to talk about organ donation until it becomes that uncomfortable topic staring you in the face when death already is. At that crucial point, time is of the essence and is running out because organs need to be saved within hours of death. By then, emotions are high, thinking isn’t clear, and for your loved one, the end is imminent.

		

	
		
			-

			

			Chapter 1
A Sea of Sadness

			Mum’s Passing

			None of us were at home in Reading when we headed to the intensive care unit in London to see what was happening with Mum. Ten years earlier, we were a normal Asian family of two hard-working parents and four kids, all getting on with our busy lives. Our parents did their best to give each of us a happy childhood. I felt safe knowing I was protected by them, which is what every kid should feel growing up. They were always there to watch over us whenever possible. I never ever felt like anything bad could happen to me as a child growing up with my parents and siblings. It could be because they kept an eye on us, letting us only participate in something if there was adult supervision. It’s only now that I realise how they never argued in front of us; in fact, they never argued at all.

			That meant my childhood was a harmonious one; or to put it another way, once we found out Mum was unwell, we had other worries on our minds. Difficult situations sometimes lead to families breaking apart. In other instances, it brings them closer together, making them stronger; like it had done with mine.

			Here we were, ten years later, being told by the surgeon he was finally ready to operate on Mum’s heart. Daddy, my youngest brother, my twin sister Aneesa, and myself had made it in time
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