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Johanne and Alan Powell live in Fethard-on-Sea, a tiny coastal Irish town. Their daughter, 

Siobhan, is severely handicapped, 35-years old, and has barely progressed mentally from her 

infancy. Johanne, a large, lively woman with orange hair and whose light blue eyes shine a wan 

mischievousness, has been on dozens of shows and in newspapers, speaking about the reality of 

caregiving. 

When I interviewed Johanne, she was unapologetically eating from a bucket salted-

caramel ice-cream. She exuded the kind of defiance gleaned from experience, a wobbly, 

unvarnished confidence. She made few jokes, but spoke in a way that I found myself constantly 

giggling. And that was her talent, the confidence to speak about the struggles of a caregivers life 

in a sympathetic, even humorous way.  

“Sorry,” Johanne says, “I’m going to be very straight about it. She’s (Siobhan) not 

special. She’s damaged goods. I wanted the child that I thought I was going to have. The one that 

was going to have two children by now, and have finished university studies, and having a life 

for herself, in a home where I could visit and babysit my grandchildren. I wanted to have that 

child.” 

Johanne tells me repeatedly that she is not a nice person, that she’s not an angel, that 

she’s tired of being patted on the head and told she’s doing God’s work. She wants people to stop 



thinking of carergivers as extraordinary, but as parents under extreme duress. As she sees it, the 

sooner people understand how difficult it is for caregivers like her, the sooner the government 

will start helping out. 

“People tell me, ‘God gave you a child like Siobhan because you can handle it.’ I always 

tell them where to stick it up their arse. I’m not designed to handle this. I don’t want it. I didn’t 

ask for it. I do it because there’s no other choice.” 

I tell her that she does have choices, but they’re often grim. 

“Sure, I could leave her in one of those public nursing homes (for the elderly),” Johanne 

responds without hesitation. “I could also put a pillow over her face. But she’s here and I love 

her and I’m going to take care for her like best parent I can be. I was born with a strong sense of 

moral right and wrong. Leaving her in an old folks home is wrong. Siobhan’s 35 years-old. She 

should be with people her own age, enjoying life. We all should.”  

Normal kids, she says, when they turn eighteen, leave and get their own place. 

“This my house. This is my husband’s house. It’s not her house anymore. Just because 

Siobhan’s disabled doesn’t mean she shouldn’t get the same rights as any other adult. She needs 

to get her own place and the state needs to help her do it.” 

The disabled in Ireland are expected to live at home. By Johanne’s estimate, there are 

close to four-thousand children needing homes. “It’s not an insurmountable number. The 

government can do that.” 

Their neighbor has a daughter who was born a month after Siobhan. It’s hard for her to 

encounter the young woman on the street. She embodies everything Siobhan could be. Johanne 

and Alan still feed Siobhan, change her diapers, watch over her every minute of the day.  



When Siobhan goes to a day facility, Johanne uses the time to shop, meet with other 

caregivers, or take some time for herself. One of her favorite pastimes is cards. It’s something 

she started doing when Siobhan was still young and her husband was working in Norway for 

months at a time. Depression was eating at her, she was mad that her life had turned so radically 

different than she expected. Two times a week she went out and played cards. That was her 

survival strategy.  

“You got to be around other people and be the person you once were.” 

She and Alan tried to have more children, but they couldn’t. Wouldn’t it have been hard, 

to raise Siobhan and her siblings alone, I asked. Johanne murmured her dissent. “You grieve for 

the child you’ve lost. You grieve for the child you could have had. You love the child you have 

now, sure, but you grieve.” Another child, she believes, would have ameliorated that grieving. 

Johanne’s depression didn’t lift, but, instead, lingered for years. It took her nearly two 

decades to come to terms with their situation. Her husband, Alan, was different. 

“He always accepted Siobhan,” she said. “He was away, but when he was back he was 

patient and kind and always working with her.”  

I asked if she resented her husband for being away, for seemingly handling their 

caregiving duties easier than her.  

“It’s easy to pick on your partner when you’re down,” she said. “I’ll blow my top in a 

second, but he’s patient. He’s a sulker and I can’t stand sulking. That’s why he’ll always win. He 

would be feeding her wrong and I’d have to say let that go. I’m not saying we’re all lovey-dovey, 

cause we’re not. We had to learn to come together.”  



The Irish politicians are good at helping individual cases, but not with coming up with a 

plan. The squeaky wheel gets the oil, as the saying goes. Johanne’s vocalness could get her a 

place for Siobhan. “But that would only help me,” she says. So I ask, if she had the choice of 

getting enough money for Siobhan and putting her in a perfect home or having a policy in place 

that could help everyone, which would you choose. Johanne thinks for a long time, weighing her 

wants against a greater good.  

“I would choose good policy,” she says hesitantly, “but of course, I’d still be thinking of 

all the places I and things I could be doing if she was in a good home.” 

Still, if they found a group home for Siobhan today, Johanne knows exactly what she’d 

do. “I’d go out whenever I wanted. I wouldn’t have to schedule a babysitter or a caregiver. I’d 

come and go as I please. I’d travel around the world. I’d be who I once was.” 

She admits that she’d continue with her advocacy and “I might go back into psychology 

as well." 

There was recently a debate here in the Netherlands about older, pregnant mothers who 

refused to get their unborn babies examined for Down’s Syndrome. Many of the mother’s said 

that they would love their child no matter how the child turned out. I found this romantic line of 

reasoning dangerous and Johanne agreed. 

“Wait until you have a child of 35-years that you’re still taking care of,” she said.  

“What if you had known about Siobhan while you were pregnant?” I asked.  

Johanne deliberated, then spoke softly, “I’ve always been for abortion, but I don’t know if 

I could have had one. Still, living a life like Siobhan has…” 



The autism activists tend to say that caregivers like Johanne are putting the attention on 

themselves and taking it off the struggles of the Neuro-diverse community. When I ask Johanne 

if she’s heard this before, she chuckles. 

“Oh yeah,” she says. “I’ve heard that plenty. Listen. I’m not talking about those people 

who have autism and who can speak. I’m talking about me and my daughter. Those (autism) 

activists can’t speak for my daughter. Just because you’re a man with one leg doesn’t mean you 

can speak for all men with one leg.” 

When Johanne pauses, it’s not to consider her words, but, it seems, because she is acutely 

aware of how her words fall on others. Still, she is not about to edit herself. That is not even a 

consideration at this point.  

“Some people tell me they should take my daughter away from me because of the way I 

talk. I tell them, ‘here you go, see if you can do better.’ I don’t listen to the critics, especially 

when I have so many caregivers coming up to me and telling me that I’m saying all the things 

that they’re too scared to say. Caregivers talk like this with each other, but not openly. They’re 

afraid of how they’ll be judged and maybe what the state will do, like take their kids away… 

They’re afraid. But I’m not afraid. I don’t have anything to lose. I don’t care what people think. I 

can tell it like it is.” 


