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It happened to me

DOESN’T
KNOW 
WHO  
I AM?’

I changed her nappy, and when I laid her 
down for a nap, she barely moved at all. 
By six months old, while Marian was still so 
placid, she was a joy to be around – she was 
always giggling and loved nursery rhymes, 
especially Row, Row, Row Your Boat – but 
she wasn’t reaching the same milestones  
her sister had. She wasn’t sitting up by 
herself – she wasn’t even attempting to.

Living under a black cloud
I’d take her to the GP, who reassured me  
all babies develop at different rates, but at 
night, I’d research her symptoms for hours. 
Paul would beg me to close my laptop and go 
to bed, but I couldn’t ignore my concerns. 

I continued to take Marian to various 
doctors and specialists. When I was referred 
to a neurologist in August 2016, part of me 
felt relieved – I wasn’t just being a paranoid 
mother. But I was terrified, too. 

An examination showed Marian, then just 
one year old, had a large spleen 
– a sign of something potentially 
serious – so she was sent for an 
MRI and ultrasound. But even 
after the results came through,  
it could take medics months  
to interpret them. 

During that time, it felt like 
we were living under a black cloud. We tried 
to carry on as normal – I’d take Emily, then 
three, to ballet, and Paul and I would cook 
family meals. But every time I looked at 
Marian I felt a pang of worry. She’d learnt a 
few words and was starting to pull herself up 
– but was far behind other children her age.

It was February 2017 when the hospital 
finally called with the news that would 
change our lives forever. Paul was at work 
and, as I was about to run some errands, the  
girls were in the living room with their 
babysitter, who was reading them a fairytale.

Hearing the phone ring, I dashed to my 
room to take the call. ‘I’m so sorry, it’s bad 
news,’ the doctor said. ‘Marian has 
Niemann-Pick Type C disease.’ 

As the doctor explained the condition, it 
felt like I was in a nightmare. He said the 
disease occurs due to a build-up of fatty 
substances in the organs, including the brain 
– and the effects were devastating. ‘It’s often 
referred to as childhood Alzheimer’s,’  
he said gently. Marian 
would slowly lose the 
ability to speak and walk, 
and her cognitive function 
would decline. She’d get 
confused and, one day, be 
unable to recognise us. The 
condition was progressive 
and untreatable. Typically, 
patients don’t live until 
their teenage years.  

It’s said bad news takes 
time to sink in but, for me, 

reality hit straight away. I gasped for breath 
as my body shook uncontrollably. I knew 
how devastating Alzheimer’s could be, but 
assumed it was something that only affected 
the elderly. Marian was 18 months old. 
Would she forget how she’d giggle along to 
the radio? Would she remember painting 
messy pictures with her sister? 

I felt a barrage of emotions. Confusion, 
anger, utter devastation. I could hear the 
girls laughing downstairs, as I kept picturing 
the day Marian would stare at me blankly, 
not raising a smile when I walked in. If my 
daughter couldn’t recognise me, how could  
I comfort her when she needed me most? 
Unable to speak, I texted Paul, asking him to 
meet me nearby – I didn’t want the girls to 
see me upset. I fell into his arms as I told 
him and together, we cried for our little girl.

Engulfed by grief, I drifted through each 
day. I could barely sleep, and constantly 
fought the urge to vomit. All I wanted was to 

hold Marian close – now, every 
second with her felt precious. 
The only thing to offer some 
hope was meeting other affected 
families. After joining groups 
and forums, we learnt about 
other patients – one boy was 
hailed a miracle after recently 

celebrating his 11th birthday. Yes, he was still  
so young – but he’d defied expectations.  

Making moments count 
It was on one of these sites that I came  
across a drug that seemed to be halting  
the progression of the symptoms. After 
speaking to a specialist doctor, they agreed  
to give it to Marian. Now, just four months 
on, we’re still trying to come to terms with 
Marian’s diagnosis. For now, her medication 
seems to be working. I hope she’ll be able to 
go to school, and make friends, and we live 
in hope that one day a cure will be found.

To look at Marian, you’d never know 
something was wrong. She loves singing and 
anything pink and sparkly, and goes to 
nursery twice a week. But, there are days  
I think about what the future holds, and all  
I want to do is cry. Only then, I remember 
Marian’s time is limited. Every day is special 
– I want to make every moment count.  
Q facebook.com/hopeformarian

B
eing unable to recognise loved 

ones, forgetting words, growing 

confused over the simplest of 

tasks – it’s a terrifying list of 

symptoms that, sadly, some  

of us may experience in old age. But, at  

just 18 months old, my little girl, Marian,  

is already facing the same fate. Just  

as she’s making her first memories,  

they could be fading away… 

Even as a teenager, I knew what I wanted 
from life – a good career, to find love, and 
have children. So, I went to university to 
study law, and there I met Paul. After we 
graduated together, aged 26, I got a job at  
a non-profit law firm. A year later, in 
September 2010, Paul and I got married and, 
in February 2013, I gave birth to our first 
daughter, Emily. Eager to expand our family, 
in December 2014, we were thrilled when  
I fell pregnant for a second time.

When Marian was born in August 2015,  
I learnt that a mother’s love isn’t halved  
– it’s doubled. So tiny, with blonde hair and 
blue eyes, she was beautiful. I knew I would 
do anything to keep her safe. 

But, once we were back home, I couldn’t 
help noticing that something seemed odd 
about Marian. She didn’t fidget when  

‘REALITY HIT 
ME STRAIGHT 

AWAY’

Sara McGlocklin’s little girl was given  
a diagnosis almost too shocking to  
comprehend. Here, she shares their story…

Hopeful 
Sara and Paul are praying that  
a new drug will continue to  
be able to slow the progress of 
their beloved daughter’s illness

‘How can I comfort 
my daughter, if she

‘A JOY TO BE AROUND’
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Marian was so 
brave during  
her visits to  
the hospital
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