
Tanisha’s story

Tanisha is cared for at Acorns in Birmingham, from this hospice we 
provide support to children and families across Birmingham,
Solihull, Coventry and North Warwickshire.

As soon as she was born, loving mum Najma knew  
her daughter Tanisha had the life limiting condition  
micro syndrome.

“My son Arbaaz was born with the same condition. It’s a 
life limiting, genetic condition. He passed away just before 
his 5th birthday. So, when Tanisha was born I just knew 
straight away.”

Micro syndrome is an extremely rare genetic condition 
which means Tanisha needs 24 hour, one-to-one care.

“Children born with micro syndrome are blind, deaf 
and they can’t do anything for themselves. Tanisha is 
wheelchair bound, she can’t move and she can’t walk so 
we do everything. It’s 24/7 and as she’s getting bigger it’s 
getting more demanding.

“We’ve been told her life expectancy will be around 13 but 
we don’t know. We take every day as it comes. We take the 
view that tomorrow is never promised, but we look forward 
to tomorrow and enjoy making fantastic memories.”

Tanisha benefits from short breaks and respite care at 
the hospice. Her family also accesses Acorns support 
groups, which Najma says have been ‘vital’.

Like many mums, Najma was anxious about taking her 
daughter to a children’s hospice, but at Acorns her 
fears melted away.

“I had reservations about it being a hospice and had a 
million questions. But we were at that stage where we were 
grateful for any help. 

“We started off with daycare and would then stay over 
with Tanisha in the family flat. We would just hover around 
and wouldn’t let staff do anything. We couldn’t detach 
ourselves from her and it took us a good few years to get to 
that stage. 

“You worry that no one is ever going to look after your 
child the way you do but with Acorns it’s very nearly 
there. Thanks to Acorns I get to spend more time with my 
husband and other two daughters. Hand on heart, if it 
wasn’t for Acorns I wouldn’t have the opportunity – there’s 
literally no time.

“Acorns came at exactly the right time for us. I’m so glad we 
said we’d give it a go. Ten years later, we’re still here. From 
the bottom of my heart I can’t thank them enough. Without 
Acorns we’d be lost.”
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