

CHAPTER 1

Why is it So Hard to Talk About Caring?

‘I absolutely failed at being the perfect caregiver for Rayya when she was sick and dying . . . I decided it was my job to take care of her, and I intended to do it with excellence, honour, patience, skill, spirituality, grace and unconditional love. Well friends: I failed at it. Again and again, I failed. I was overcome by exhaustion, by my own grief, by anger at her for being an uncooperative and ungrateful patient, by resentment of anyone who disagreed with me about her care, by anger at God for letting her die. I fell apart. I fell short.’ 

Elizabeth Gilbert, author

 

My mother and I were in her car together, side by side. It hadn’t been long since I’d finished school, and with my brand-new driver’s licence I had taken on most of the driving. She was in a bad mood; I felt a fight coming on. That familiar prickle was in the air as her words became curter, snappier and more defensive. I don’t remember what we had initially been talking about, perhaps it was my impending year abroad. But out of nowhere, as so many of these arguments seemed to begin, she told me that her old friend, whom we’d had lunch with the previous day, had been on the phone to her that morning complaining about me. She told me this friend had thought I had treated her (my mum) terribly, that I was short with her, impatient and rude. My mum practically spat the words at me. ‘See!’ she said to me, feeling somewhat vindicated that she wasn’t the only one who thought I was rude and impatient with her.

I was shocked. I had known this friend of my mother’s all my life. My cheeks burned with shame as I let Mum continue her rant. We were just about to pull up in front of our house when I finally put some words together. ‘And where has she been, Mum?’ I asked. ‘Where has she been the last five years?’ I turned off the engine and said I needed to go to the shops quickly to get something and that I would be right back. After my mother got out of the car and went inside, I drove down our quiet suburban street and found a spot to pull in. There I sobbed into the steering wheel for 20 minutes.

My mum’s friend was right. I had been rude and impatient with her that day at lunch. Over the previous seven years, since I was around eleven years old, I had often been taking care of myself while my mother was in and out of hospital. I had sat by her bedside listening to repeated stories way beyond my years, watched her stay in bed for weeks at a time, tried not to appear too upset when she forgot to turn up for events at school she promised to be at. When I was older, I bought alcohol and cigarettes for her to stop her getting in the car drunk. I lied to her about everything always being fine, knowing that I would only deepen her depression if she thought I wasn’t coping. It had all led to me being a bit impatient and rude some days. I would snap and fight back, even if it was clear she was drunk and couldn’t control her actions. I would get defensive when she was having good days, wary of allowing her to mother me, knowing it would disappear as soon as she went downhill again. I hated that it made me like that, and the shame of having it pointed out by someone else burned through me.

Whenever my mother went through a crisis during those years, she would go into a private clinic for a two-week stay. I was often told by her psychiatrist not to visit for the first three or four days until the initial crisis (a euphemism for suicide watch) was over, then I would visit every couple of days for the rest of her stay. They were hard visits. At first I would listen to her apologise over and over for letting me down, while I in turn reassured her that she hadn’t. Then, as the days ticked by and her mood improved, inevitably when I turned up to see her she would be surrounded by other inpatients, attracted to her warmth and empathetic attitude. Young girls with eating disorders whom she mothered in the absence of their own parents, men and women with a variety of mental illnesses who were drawn to her open and accepting nature. She cared for them, listened to them and validated them in a way she seemed incapable of doing for me. As her daughter, my emotions became too much of a burden for her in her fragile state. But strangers’ emotions seemed to be fine. I found myself angry and resentful of the other inpatients for the way they could unburden themselves to my mother. I had learned the hard way that this was something I could no longer do.

I knew it wasn’t her fault. I knew she was ill. But I was angry with her anyway. I felt motherless. And then I would feel terrible for thinking about myself when my mum was so ill. How can you be angry at someone who can’t control what’s happening to them? My feelings of resentment towards her illness spilled over into feeling resentful towards her. I was so ashamed of those feelings that I never spoke about them to anyone. I learned to protect my mother – and others – from how I felt, in order to be strong for her.

To put what is happening to us as carers into words can feel like a betrayal. The illness or impairment isn’t happening to us but to someone we love. Where is the space for our own feelings amongst this? I am not alone in having had moments of berating myself for feeling resentful, angry or frustrated. It is the person we are supporting who is working hard to live with physical pain, mental illness or impaired cognition, not us . . . It can feel safer to stay silent about our own inner turmoil. And yet, as carers, while not experiencing the illness or disability, our whole lives may also have been drastically up-ended. We may be facing levels of stress and demands on us that we have never experienced before.

My mother was a brilliant and adored woman who had put us first all our lives. She had spent huge chunks of time solo parenting while my father travelled for work, then full time after their divorce. She made the kind of home that was always welcoming and open to all our friends. She was beautiful, sociable and kind. She was the first to volunteer for anything and had endless supplies of empathy. All of the things that made up my mother now sat incongruously alongside addiction, forgetfulness, stints in private psychiatric hospitals and weeks of being unable to get out of bed. How could I share any of what was happening without people blaming her? Or worse, thinking she was a terrible mother. I wanted to protect her. I didn’t want people’s opinion to be changed by what she was going through. She was still my mother.

This is true for carers in many situations. Your wife is no less your wife just because you are now having to cut up her food, manage her medication and speak on her behalf at doctors’ appointments when she struggles to do so. The same wife who perhaps ran a household, made all the family decisions and raised multiple children. Speaking about the changes that occur in intimate and long-standing relationships can be hard. A betrayal, even. And yet when we fail to say anything, our needs can be lost in amongst their more acute needs. Many carers are flailing and falling to their knees before they realise they can’t stay silent any longer.

Whether because of shame surrounding our conflicted feelings or out of protection for those we are caring for, using our voices as carers is a difficult thing to navigate. Carers make up a vulnerable group, but not as vulnerable as those we care for. How can there be room for our own thoughts, feelings and needs when the needs of our loved ones are more extreme? When others depend on us, not only to thrive but often to survive, it can feel right at the time to stay silent. But the costs are high.

There are so many feelings that surface during the act of caring for another person, particularly when the situation spans long periods. Ugly feelings that are hard to acknowledge. Jealousy towards others whose relationship with their parent or partner has remained unchanged by caring. Or jealousy of the freedom that those who are not carers have in choosing what to do with their time, and in living where they wish, or who are unrestricted in the jobs they can take on. Anger at the level of demands that are on you and the lack of support you receive. Guilt every time you leave your loved one in the hands of a paid carer so you can take a break, even when you know you desperately need it. Sadness about the life path you have had to let go of, the opportunities you now must say no to. And although these may be rational feelings, common feelings of those thrown into a caring situation, that you feel these things at all can create intense shame. And yet these feelings arise in the midst of the loving act of caring. It can be hard to admit to ourselves that these feelings exist, let alone to others. Close friends and family may be quite unaware of the physical and emotional toll that our duty as carers is taking on us.

Carers are seven times more likely than the general population to report feeling lonely; they are also twice as anxious.15 Carers who reported feeling lonely were twice as likely to have worsened mental and physical health than carers who did not feel lonely. In the USA, 40% to 70% of carers have clinically significant symptoms of depression and around half of those meet the criteria for major depression.16 Apart from being able to take regular breaks from caring, the next most important thing that carers report needing, to help combat loneliness, is more understanding from society. We will never have more understanding if we remain silent and hidden from the world.

Not identifying with the word ‘carer’

Sarah Roberts’ son Oscar was diagnosed with Down’s syndrome shortly after his birth seven years ago. When we met, she described the vivid image that came into her mind as the doctor told her the news. It was of a sad old woman and a middle-aged son, dressed badly in childlike clothing with a dodgy haircut. They’re holding hands and shuffling around a shopping centre. The pain that gripped her in that moment was the fear of becoming that woman. She doesn’t know where the image came from, but it was what immediately came to her mind when she heard the words ‘Down’s syndrome’ and ‘life-long disability’. It’s an image that she feels is so far from the life she now leads that it has spurred her on to share her life on social media. She hopes that for someone else out there who receives a surprise diagnosis, it will be the image of her son and the full lives they lead as a family – the challenges and the joys included – that they will associate with the disability.

Not identifying with the word ‘carer’ is something that comes up a lot in the conversations I have with others raising disabled children or living with disabled partners or parents. Some have told me outright they don’t like the word and its connotations. A ‘carer’ is a sad figure to many – someone leading an isolated life in service to another, someone with no economic power, taking on gruelling physical work to care for a person utterly dependent on them. With disability and caring so often hidden away, I wasn’t particularly surprised to hear so many people say they didn’t identify with the word. Caring is something other people do. Many people told me they were simply being a parent, a wife, a husband or a son, just with some extra responsibilities thrown in. I would have said the same back when I was 14. I didn’t know that as a teenager with a mother who sometimes didn’t leave her bedroom for weeks on end, that in taking on her responsibilities, as well as making sure she was safe, eating and alive, I was not just being a daughter, I was being a young carer.

When I spoke to Sally Derby, she said using the word carer to talk about her husband is challenging. Sally has multiple sclerosis and a visual impairment, and was a secondary school teacher for many years until she felt she couldn’t manage it any longer. She said that the word carer often gave people the image of someone cleaning up bodily fluids and that it can also diminish other parts of your relationship in other people’s eyes – the carer part being what people remember. But that’s not how their relationship feels at all, she says. They are first and foremost husband and wife. But he also provides care.

In the UK, approximately one in eight us at any one time is providing support for someone chronically ill or disabled.17 Over a lifetime, almost all of us will be a carer at some point. Carers are next to you in the queue at the coffee shop, playing with their kids in the park and in your meetings at work. But to admit to being a carer brings with it many fears for some. Fear of being pitied. Fear of not getting the job if you mention it in an interview. Fear of becoming more isolated than you already are. Fear of losing other parts of your identity, swallowed up by the enormity of the role as well as the low status that it holds in our society. And, above all else, using the word carer will mean admitting openly that someone you love cannot manage without your support. It means facing up to their illness or disability and possibly their death. And that can be a difficult process for many, no matter the relationship they have with the person they support.

Although the gender divide between carers is gradually shrinking, caring is still very much seen to be something that women do. And like many things that are culturally feminine, caring is massively undervalued in our society, whether it’s looking after children or supporting disabled or elderly relatives. Paid carers are among the lowest-paid workers in the UK, usually only receiving minimum wage for what can be physically and emotionally demanding work. Unpaid caring is often viewed in the same light: low-status work done predominantly by women. In the UK it is estimated that the value provided by unpaid carers is around £132 billion. In the USA it is around $470 billion, more than the total spend on paid home care and Medicaid in a year.18 This figure nearly matches the sales of the world’s largest company, Walmart. In the words of Helena Herklots, former Chief Executive of Carers UK, even a small reduction in the number of those able to do unpaid care would be catastrophic to the economy.19 Despite its lack of status, unpaid caring is absolutely vital.

Yet for carers like Alice Bennett, whose daughter has hydrocephalus and is a wheelchair user, she feels the care she provides is undervalued. People in her life comment on the fact she ‘doesn’t have to work’, when she provides around-the-clock care to her daughter. Alice has found that she is ashamed to admit to people she receives a Carer’s Allowance, which is a measly £66 a week. Raya is six years old and needs support with every single aspect of her personal care, and will do for the rest of her life. Her variety of medical needs means she has countless appointments to attend and has had multiple emergency brain surgeries. When Raya finally received a full-time place at a specialist school, Alice felt a huge pressure to get into work. As a single parent with no relatives nearby, she provides all of the support for her daughter outside of school hours, as well as raising another non-disabled daughter. Despite this, Alice enrolled in college and took on a job as a teaching assistant, largely because of the pressure she felt from others to stop living on benefits. But with frequent appointments and hospital admissions, being a working parent of a disabled child can be extremely difficult. Alice discovered quickly that a teaching assistant role was going to leave her burned out and unable to care well enough for her daughters or herself. After our conversation I was left wondering whether anyone critical of her receiving benefits might like to spend a week in her shoes. Or in the shoes of anyone caring for someone else for more than 35 hours a week.

Pity is a topic that comes up again and again in these conversations. Fear of the cocked head, watery eyes and the ‘Ahhhh, that must be so hard’ comments that often stop us in our tracks before any mention of our role as carers comes up. Our lives may have their challenges, sometimes extremely tough ones, and yet it is pity from others that most carers talk of with horror and sadness. Not only might we be dealing with sleepless nights, endless meetings with doctors and teachers and tending to personal care needs, we must also deal with pity from others about what they imagine our lives must be like. If our roles as carers aren’t physically isolating us enough, then it will be the emotional isolation we feel that may tip us over the edge. Pity or sympathy become another reminder that we are alone with our experience. And so it is with self-protection in mind that we may keep the details of our lives to ourselves, until we are in the safe presence of others who share our experiences.

There are some predominant narratives around being a carer that are pervasive, despite being untrue for most. Carers must be either angels, people with capacities and abilities that ordinary humans don’t possess, or pitiable, living half-lives dominated by drudgery. Attitudes towards disabled and chronically ill people are still so appalling that to be a carer must either require you to be superhuman or miserable. Online, many disabled people receive abuse, such as being told their mother should have aborted them. Couples where one person is visibly disabled are often told that their relationship is ‘unnatural’. Shops, restaurants and public transport, despite there being laws in place, still fail to be wheelchair accessible or provide suitable toilets, meaning disabled people often feel unwelcome in these spaces. Blind people, particularly women, complain of being manhandled in public and then verbally abused when they ask strangers to please not touch them. These daily occurrences not only negatively affect the lives of disabled people but also, to a lesser extent, the people who support them. These common and still frequently socially acceptable attitudes mean it’s often easier to keep our mouths shut to those outside our innermost circle.

Cultural depictions of carers often feed into the idea of the angelic, self-sacrificing superhero, which does nothing to help with the guilt that, as real-life caregivers, we often feel we fall short. Particularly prevalent is the heroic carer mother who breezes through her role with only a tiny (and attractive) tear for their child, never for themselves. Think Julia Roberts’ depiction of Auggie’s mum in the 2018 film Wonder. Having cheerfully dedicated her life with no complaints to her son with his severe facial differences and subsequent multiple surgeries, her apparent only bad quality was not paying enough attention to her eldest and non-disabled child. So while she is allowed to be a not-entirely-perfect human being, she is a near-perfect caregiver.

The reality is that for most, caring is exactly like the rest of life. Sometimes wonderful, sometimes terrible and often very ordinary. The cultural conversation often refuses to acknowledge this, instead putting us into camps of either people who are inspiring with life-affirming goodness, or people to be sorry for or to help because of assumed intense suffering. But this creates a massive disservice to the millions of ordinary people in caring roles, and to the people they care for. While it isn’t easy being a carer and sometimes it entails extreme difficulties, feeling pitied by others, or being put on a pedestal, just makes the role harder than it needs to be.

In Laura Dorwart’s article for Catapult magazine, she describes why we so often think carefully before we talk about our caring roles: people’s ignorant assumptions.20 Dorwart’s husband Dr Jason Dorwart is a theatre professor and a quadriplegic. She describes the exhausting and awkward reactions she receives, which leave her feeling like she has done her partner a disservice by mentioning it. She finds herself having to reassure the listener that it’s no big deal and watch as their eyes ‘glaze over with pity’ at what they assume – and often voice – must be an awful life. Her husband is now part of what she describes as a collection of stills of disabled people in their mind reduced to that single description of ‘quadriplegic’ with no individual personality or traits. And as his wife, it’s assumed her role as carer is unidirectional. Yet Laura admits to being of very little assistance to her husband at all in comparison to the support he provides her. Caring goes both ways, but in a world conditioned to pity and fear disability, it is unimaginable to many that a relationship between someone in a wheelchair and someone who is not could possibly be balanced and reciprocal.

While some may think it’s natural to feel pity for someone in my shoes, the weight of that pity can be extremely heavy. Here is yet another burden carers must carry around with them, and god knows they have enough on their shoulders already. After my mother’s suicide when I was 22 years old, I actively avoided mentioning the cause of her death, or the illness that had dominated the last 11 years of her life. I was not ashamed of her. I wasn’t avoiding it because it was too painful. I was avoiding it to protect her memory against a world fixed on the narrative that a mother who loved her children would never kill herself. My mother had loved us. And she had fought to live for us for 11 years. Her death from a mental illness did not alter how I knew she felt about my brothers and me. I thought that by not talking about it, by not mentioning the years I spent as one of her carers, I could protect her from a judgmental world. I was also saving myself from uncomfortable, pity-filled conversations in which I always ended up comforting the other person. My mother died too young. I was often sad about that. But her life wasn’t a waste and her suicide wasn’t selfish. It was a tiring conversation to have. It was easier not to speak about it.

These days I’m often working with new clients, and as such the conversations over the lunch table naturally turn to life outside work, family and friends. On any given day I might see the conversation leading to a point at which I would need to mention my son’s disability. Some days I just don’t have the energy to explain our situation and so subtly steer the subject away. Other days I’m happy to chat about our family situation and its differences; it depends very much on my mood. But at the heart of it is a desire for others to see us as leading whole, fulfilling lives. No one wants to be the family people compare themselves to in a way that says: ‘Thank god that’s not my life.’ So if I do start the conversation, I feel I need to do my best for my son’s sake, for my sake and even for the sake of all those families raising neurodivergent children, to give a full picture that’s inclusive of the joy and normality that make up the majority of our home life.

When, as Laura Dorwart talks about, people automatically reach for the phrase ‘I’m so sorry’, we find ourselves needing to prove the value of our lives and the lives of our disabled family members. Sarah Roberts felt so strongly about the pity levelled at her after her son’s Down’s syndrome diagnosis that she named her blog ‘Don’t Be Sorry’. ‘I’m so sorry’ were the first words out of the mouth of the paediatrician who explained that they suspected her son had Down’s syndrome, in the hours after his birth. That single phrase sums up much of the problem that disabled people and those caring for them face. Pity, distancing, assumed misery. We spend our time reassuring others that everything is fine, often to such an extent that we can’t be open about the times when it is hard and complicated and we may need more support. Our default modes can be set to positive at all times, which is unrealistic for any human. In our need for our lives to be palatable to others in a world where we are pitied and our disabled family members are othered, it’s easy to either stay quiet or try to be relentlessly cheerful.

As I write this, we are speeding towards the summer holidays. A tricky time for any working family but most especially for those of us who have children who require structure and routine to keep overwhelm and intense anxiety at bay. As the school year comes to a close and the messy unstructured nature of the seven weeks looms ever closer, my fear and panic start to increase. While my daughter enjoys and needs the rest from the school year, time for play and the kind of boredom that only a long summer can provide, my son will start to flail and panic. I plan as much as I can. But every year the feelings creep up on me. What kind of mother dreads the summer holidays so much? Does it make me a failure to be afraid of all that open-ended time with my son? How can I possibly provide anything close to what his school can, in terms of predictability and routine, while also meeting my daughter’s needs, cooking meals, tidying up and keeping my business running? I chat to other parents about their plans and hear of books they’ll be taking on holidays with them, of day trips planned and excursions across the country for impromptu weekends with friends. I sense the excitement many of them feel at the loosening of routines and ditching of the school run. I feel so guilty for not feeling the same. I desperately want to feel that way. But summertime stretches out in front of us like a vast desert to get lost in, and it can feel terrifying.

Other carers have similarly conflicting feelings – the desperate need for breaks followed by the guilt of having to use paid strangers who can’t know our loved one’s needs as well as we do. The guilt at having to get away from someone we love, knowing that they can’t get a break from their illness or disability themselves. Some, as the end of life draws nearer, feel both a desperate sense of grief and loss, all the while knowing a part of them will be relieved when it’s over.

I hold these two truths in my hands at once. I love being a mother to my son and I can’t be his carer all the time without support and breaks. It feels hard and wrong that these two things are true but they are. I want to be a mother who has endless capacity, just as those caring for a parent they love might want to be a dutiful and caring son or daughter, repayment for all those years of care they received as a child. The partners who vowed to love ‘in sickness and in health’, who desperately want to fulfil that promise.

I want a few sleepless nights not to affect me. I want to always remain calm during a stormy and sudden meltdown. I want to have energy for finding my son activities as he moves listlessly about the house. I wish I didn’t beat myself up when he rejects my efforts at play and would rather be on the iPad. I wish I were never fazed by the constant mess created by his sensory-seeking behaviour. Those moments when I’m making pancakes and I turn my back for a second, only to see the flour all over the kitchen. The food that gets thrown for the joy of seeing pink spattered yoghurt along the ceiling, or the patterns chocolate crumbs make when sprinkled over the kitchen chairs. I wish I didn’t need breaks from the planning, the anxiety prevention, the hyper-vigilance to keep him physically safe. The times he bolts unexpectedly in the street and I have to make a run and grab before he’s hit by a speeding car. Or the careful organising of my week so that I can avoid taking him on an errand that might cause him stress. The military-like planning that even a visit to a friend’s house or birthday party involves, assessing all the ways in which he might hurt himself or someone else. Those moments when I make a mistake, misjudge what he can manage and it’s my daughter who gets caught up in the meltdown that results.

I’m not always the caregiver I wish I could be. But when I voice these feelings, I’m terrified that people will take that as a reflection of my son, that they will think, ‘Ahh, see, having a disabled child is a sad and depressing thing.’ I want to scream and rail against this idea because it is not compatible with that other truth that being a mother to Arthur has also been one of the greatest joys of my life. I want people to see both of these things. Our life isn’t black and white, good or bad. It is a myriad of all the emotions that humans experience. But I’m not sure that people see that.

‘Are you coping?’

When speaking to professionals and service providers, the honest truth about some aspects of care giving can be difficult to say out loud. Away from our loved ones, in the privacy of empty beige clinical rooms, it’s difficult to articulate the harder aspects of care in order to receive support. We have to peel away those protective layers and get down to the raw details of what is required of us. Even while facing the reality of being denied support unless we are honest about the difficulties, it can feel shameful to verbally acknowledge them. The armour necessary to move about in the public realm somehow must be shed when faced with an unknown doctor, social worker or local authority employee acting as gatekeeper to much-needed support. To admit to another that you need help raising your own child, or supporting your spouse, can bring with it a deep shame that is hard to describe, something that is explored in more depth in the following chapter.

‘Are you coping?’ they might say, after I have just described a meltdown that almost ended in me crashing the car when a shoe was thrown at me from the back seat. I don’t know how to answer that question. Does the fact we didn’t get in an accident that day count as coping? What about when I angrily pulled over and shouted at him? Does that mean I’m not coping? Or because we both calmed down and had a cuddle afterwards, does that mean I am actually coping? I don’t know what answer they expect me to be able to give. More help is unlikely to follow either way, whether I admit I’m terrified of falling apart or not. So is it worth being truly honest and vulnerable?

I watch them take notes and I wonder if I have said too much. Or not enough. Do they understand how wonderful he is? Or will they remember him as the kid who almost caused a car accident by throwing a shoe at his mother’s head? But if they don’t hear the story about the shoe they may not understand why I need some respite hours on the weekends, so that I don’t have to take him on errands in the car – something that is too stressful for him. Round and round these thoughts go as I decide what information to reveal and discuss with people I barely know, who will present evidence to other people who will never meet us, to decide whether our situation is worthy of additional support.

When others don’t want to hear what’s really happening

I have learned over time that not everyone will view our situation as I do. At a meeting at Arthur’s first school before he started, I excitedly revealed that he had just called me Mama for the first time, only to see their strained smiles as I realised they thought he was more advanced than that. Friends I haven’t seen in a long time ask how he’s doing and I say ‘great!’ ‘So he’s catching up?’ they say with a huge smile and I watch their faces drop as I explain that no, he’s not ‘catching up’, but he can now follow my finger when I point to something. It can be painful and tiring to have to explain to people that something they take for granted is a big deal for us. That the seemingly simple act of pointing can be a skill that some people will struggle with for a lifetime. Our milestones look different. When others don’t understand and can’t share in the joys of milestones like this, it can be easier just not to share them at all. So we save those conversations for when we are with fellow carers whose faces will instinctively reflect back our joy.

Carers supporting a loved one who is declining may not want to dwell on those losses with others. To have to watch faces drop as they bring news of the latest struggles can add to the burden. Culturally we have become accustomed over the past half century or so to illnesses being cured and diseases eradicated. But medicine can still only slow down the progression of many fatal conditions. Many people don’t want to be confronted with the reminder that despite everything humans have achieved, there are times when nothing can stop the inevitable march towards death.

When I spoke to Tatty Bowman about life with her 15-year-old son George, who has a dual diagnosis of Down’s syndrome and autism, she was quick to point out what she finds hard to discuss with friends who are not in her situation. Over the last couple of years, George, who is non-speaking, has become quite aggressive towards her for the first time. Tatty suspects it’s a mixture of teenage hormones and frustration at needing his mother to tend to so much of his personal care. She confesses that though these incidents are interspersed with lots of love, she is finding it tough that he struggles to be near her and be cared for by her. Looking after all of someone’s personal care needs takes energy, love and tenderness, and it’s something Tatty is happy to do. She doesn’t expect gratitude from him and she knows he can’t control his behaviour, so she doesn’t blame him. But she is finding it very hard. Two days before this conversation, my son had hit me hard in the face during a meltdown, and while Tatty and I chatted, my fingers went to the still sore spot on the bridge of my nose. It’s the kind of conversation that flows easily between two carers who know neither will judge the person for what they have done. But it is a whole different thing to allow someone from outside our world in on the realities of challenging behaviour, where black eyes and pinched skin are an unfortunate but not entirely unusual occurrence.

‘Challenging behaviour’ is a term that’s used by many professionals to describe when a person is unable to remain in control of themselves when they are emotionally disregulated and unable to communicate their needs in other ways. It’s not only people with learning difficulties who may experience it, but also people with neurological conditions like dementia, or brain injuries from strokes. For some it can mean hitting, kicking, spitting, scratching and throwing things, for others it is turned inwards and becomes self-harm. For those looking after someone who experiences challenging behaviour, talking about it is extremely difficult.

After the incident that almost broke my nose, I sat on our kitchen floor and cried. Through watery eyes, I tried to reassure Arthur, who had now calmed down, that I was going to be fine, I just needed a minute. But I didn’t feel fine. It wasn’t just the pain. It was shame. Shame at not being able to help him calm down before he hurt me. Shame at being the kind of mother people either pity or judge. Shame that my efforts at helping him communicate aren’t enough. Shame that each professional I tell about that incident will give me a list of things I could be doing better to prevent such a thing happening. Shame at failing to be a good mother.

It’s someone else’s story too

Historically, disabled people have been actively denied a voice along with many basic human rights, such as the right to education, to reproduce and even the right to live. As a mother I am all too aware of the fact my son has no voice of his own right now, and may or may not ever be able to share his own experiences with the world. So to speak about caring for him is a tricky road to navigate and there will be many who will say I shouldn’t speak about it at all. He is both a minor and someone with a learning disability and cannot give me his consent. As his mother I have to think carefully what I share of our life with the outside world (and believe me, much of our life isn’t shared). But in a world of social media and blog posts, it isn’t surprising that many disabled activists are against non-disabled parents and carers sharing the ins and outs of their child’s meltdowns, toileting habits and challenging behaviour. Parental oversharing has the potential to do damage to the millions of disabled people worldwide, who may be having opinions shaped about the quality of their lives thanks to a viral video where a mother cries about how awful her life is with a non-speaking autistic child.

On the flip side, Tina, a parent carer to an autistic 10 year old, told me that she is often criticised for admitting online that she initially found her son’s diagnosis overwhelming and terrifying. While they have now found their groove and Tina feels optimistic and confident about their lives together, she has often felt that not everyone wants to hear that acceptance of a long-term caring situation isn’t always instant. Not everyone begins at the same point, and she believes we need to allow for people experiencing a diagnosis differently. To a proudly autistic adult, hearing of a parent’s despair when their child receives a diagnosis can feel like a slap in the face. Despite the work of autistic advocates and charities, many people still think an autism diagnosis is almost as bad as a terminal one. But, as Tina says: ‘It felt daunting because it was the unknown, not because I didn’t love him, was ashamed or was trying to deny who he was. He was and will always be my son but I was frightened and sometimes still am.’

Sarah Roberts, too, has received criticism from other parents of children with Down’s syndrome, for talking about some of the harder challenges. She told me she believes that at the root of it is a fear that if an expectant parent receives a prenatal diagnosis and comes across anything too negative, it will increase the likelihood they’ll have an abortion. Sarah understands the feelings that drive those parents to criticise her, and she tries not to take it too personally. But it’s not easy being told to be quiet by the same group of people you turn to for support. She has always strived for balance in how she presents her life, something she said is often missing from conversations about raising a child with Down’s syndrome.

The online world can be a minefield for new carers to navigate. There is a proliferation, particularly by parent carers, of negative, ill-informed and dehumanising language about the disabled children they care for. In the world of autism, there is a camp of parent carers who speak about their children as if they aren’t deserving of the same respect typical children are. War-like language such as warrior, battle and fight are used when talking about their children’s disabilities. They write about how autism has negatively affected their own lives, how much they hate it, often blaming the child themselves, saying they are hard to love and need to be fixed. When this is the dominant tone of blogs that parents of newly diagnosed children are coming across, it’s no wonder the wider autistic community bristles whenever a parent carer speaks about their experiences. But to dismiss the honest fears of parent carers is not the answer either.

In the months after my son’s diagnosis I would lie awake at night feeling like I was floating away on a dark ocean. Our life had diverged from the course it had been set to and I was sailing far away from everything and everyone I knew. I didn’t know where I was on a map. There were no recognisable landmarks. I had a strong feeling that we would find our
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