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Research �nds 1 in 16 Somali children diagnosed
with autism, 3 times more than state average

Idil Abdull contacted state and federal health o�cials after noticing an unusually high number of Somali
children in Minneapolis school autism programs. Her son Abdullahi has autism. MPR Photo/Lorna Benson

◢

Newsletters ♡ DONATE NOW

ON AIR

MPR NEWS WITH ANGELA DAVIS

https://www.mprnews.org/search
https://elections.mpr.org/2024-11-05
https://googleads.g.doubleclick.net/pcs/click?xai=AKAOjss4swIn4eksqyRCtokXwJRXvTfTLLznORpM8jVyT7nbr9n81VirX73OwDYRyH7LB02U5_JsCJ_ljt5yj_G8h92OniGM8s2pIQM3tPvIBFJZR8GW-y5GadX5LOPfVnvxSRbVb9RlbGO_QjLkJvyrwDShw5JwXslQ1fMWW0CJZT5qXLVk4VRQwWvYjGwSBmAdcmXkl4Wo880EpxANBnV7N1C5XJsxMBhkbQaR4WjJRLFQHGUxoaUHGkwN5BROWIkEm404YcuCar1tJVg5S9IqGNC7MjFL0Z1TNww5Oj88h4kJ6F1BsbjNTCEVNXazmhEzT1-9A-koMhbRk7eRsL-zkup_bqt9Z_T8wh0gobKjFw_vwnKc1cZJbqQ_uaPPr-00oaXgod1ytywqOkHJHmr47SKTO28DPhIl7Q&sai=AMfl-YTv6EJRHjV-3CvkEa-poSRnlaEWeFK--67sE75inHRyUZ0UzD3sLI7BhngKDtNXlhw-c8d1W3InReLu49Zeft_VHq5gf6La--MeoqvmFv0QXMiqVx5OUUT4VxY&sig=Cg0ArKJSzE31xVTO3goG&fbs_aeid=%5Bgw_fbsaeid%5D&adurl=https://link.chtbl.com/nGWB60fU&nm=1
https://googleads.g.doubleclick.net/pcs/click?xai=AKAOjss4swIn4eksqyRCtokXwJRXvTfTLLznORpM8jVyT7nbr9n81VirX73OwDYRyH7LB02U5_JsCJ_ljt5yj_G8h92OniGM8s2pIQM3tPvIBFJZR8GW-y5GadX5LOPfVnvxSRbVb9RlbGO_QjLkJvyrwDShw5JwXslQ1fMWW0CJZT5qXLVk4VRQwWvYjGwSBmAdcmXkl4Wo880EpxANBnV7N1C5XJsxMBhkbQaR4WjJRLFQHGUxoaUHGkwN5BROWIkEm404YcuCar1tJVg5S9IqGNC7MjFL0Z1TNww5Oj88h4kJ6F1BsbjNTCEVNXazmhEzT1-9A-koMhbRk7eRsL-zkup_bqt9Z_T8wh0gobKjFw_vwnKc1cZJbqQ_uaPPr-00oaXgod1ytywqOkHJHmr47SKTO28DPhIl7Q&sai=AMfl-YTv6EJRHjV-3CvkEa-poSRnlaEWeFK--67sE75inHRyUZ0UzD3sLI7BhngKDtNXlhw-c8d1W3InReLu49Zeft_VHq5gf6La--MeoqvmFv0QXMiqVx5OUUT4VxY&sig=Cg0ArKJSzE31xVTO3goG&fbs_aeid=%5Bgw_fbsaeid%5D&adurl=https://link.chtbl.com/nGWB60fU&nm=1
https://www.mprnews.org/shows/minnesotanow
https://www.mprnews.org/people/cathy-wurzer
https://www.mprnews.org/people/gretchen-brown
https://www.mprnews.org/
https://www.mprnews.org/newsletters
https://support.mpr.org/news-web


Listen
Research �nds 1 in 16 Somali children diagnosed with autism, 3 times more than

state average
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One in 16 Somali-Minnesota 4-year-olds has autism. That’s compared with one

in 53 of their classmates.

The data comes from a 2023 Centers for Disease Control autism survey, with

help from two University of Minnesota researchers who are tracking the rise

in overall diagnoses over the years.

Reporter Fred de Sam Lazaro recently spotlighted the increase in a PBS

Newshour report. Lazaro spoke to Amy Esler who is one of the researchers in

this survey.

“I’m glad that we were able to provide some con�rmation on what parents

have been talking about for over 10 years now. And, hopefully, this helps

in�uence policy,” Esler told Lazaro.

For another perspective on this data, Dr. Deeqaifrah Hussein joined the

program. She is the executive director of special education with Minneapolis

Public Schools.

Use the audio player above to listen to the full conversation.

Subscribe to the Minnesota Now podcast on Apple Podcasts, Spotify or

wherever you get your podcasts.

We attempt to make transcripts for Minnesota Now available the next

business day after a broadcast. When ready they will appear here.

Audio transcript

CATHY WURZER: One in 16 Somali Minnesota four-year-olds has autism. That's

compared with one in 53 of their classmates. The data comes from a 2023

Centers for Disease Control autism survey from two University of Minnesota

researchers tracking the rise in overall diagnoses over the years. Minnesota-

based PBS reporter Fred de Sam Lazaro recently spotlighted the increase in a

PBS NewsHour report. Here's researcher Amy Esler from the U of M.

AMY ESLER: I'm glad that we were able to provide some information on what
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parents have been talking about for over 10 years now. And hopefully, this

helps in�uence policy.

CATHY WURZER: For another perspective on this data, we're joined by Dr.

Deeqaifrah Hussein, who is the executive director of special education with

the Minneapolis Public Schools. Dr. Hussein, thank you for taking the time.

DEEQAIFRAH HUSSEIN: Thank you for inviting me.

CATHY WURZER: The prevalence of autism, as you know, has risen signi�cantly

across all populations in this country. More common, though, among children

of color. But the one group as we mentioned, Somali Americans, are seeing an

alarming increase. Is this research consistent with what you're seeing in

Minneapolis public schools?

DEEQAIFRAH HUSSEIN: Yes, de�nitely. We're seeing a rise within the Somali

community. We're also seeing, because of the work that the University of

Minnesota is also conducting, it's creating a prevalence awareness within the

community. So parents are more savvy in navigating and asking for services.

CATHY WURZER: I'm wondering, from what you know, hundreds of genes have

been identi�ed that are linked to autism, and there might be an

environmental component, too. What's the research saying when it comes to

the Somali community? Anything?

DEEQAIFRAH HUSSEIN: The research is not saying much. If you look at the

research, usually the literature says that there is three things. There's a social

stigma within the community. There is lack of autism awareness. And one

thing universal is the late diagnosis. I did my dissertation speci�cally in

the experiences of Somali parents within autism diagnosis and navigating

special education.

And my research was also consistent with the existing literature had found,

which there was still a social stigma, lack of autism awareness, late diagnosis.

In addition to that, there were lack of trust in the system, parents feeling grief

and loss, shock of the disability label. And consistent among all those

participants was the lack of knowledge about special education system and

what supports are available to them in the school system.

CATHY WURZER: Is there even a word for autism in the Somali language?

DEEQAIFRAH HUSSEIN: There is one that is being coined by multiple
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advocates within the community. It's maangaar, which means unique mind. It

is a positive spin, but also, it's timely because as the prevalence is going up,

we have to �nd out a name because there is no name within the Somali

community. Right now, the term that's being utilized is maangaar.

CATHY WURZER: And when people talk about maangaar, are there

misconceptions about it itself within the community?

DEEQAIFRAH HUSSEIN: There is, depending on what journey the parent is at.

If they have kids that are on the resource level, higher functioning autism,

that can be addressed through social skills.

If the kid is verbal, they're not accepting of autism. But when the child is on

the severe end of the spectrum, they can see it for themselves that the

stereotypical symptoms that are identi�ed with autism is prevalent within

their child.

CATHY WURZER: Speaking of misconceptions, there are misconceptions in

the community about vaccines causing autism. Are you having to battle that

as well?

DEEQAIFRAH HUSSEIN: Yes. That's something that the community has been

battling for a long time. There are still new parents who will be reluctant into

vaccinating their children. The misconception is that vaccines do cause

autism, and there is nothing in the medical literature that proves that point.

CATHY WURZER: Getting back to supports, you're with the Minneapolis Public

Schools. What kinds of support help autistic kids thrive in school?

DEEQAIFRAH HUSSEIN: Early intervention. The earlier a student can get in our

doors and get academic programming that addresses their academic, social,

emotional supports, their related technical services, and functional

communication, the better the student will thrive. Usually, other populations,

they get early diagnoses and early childhood special education.

Our students sometimes come in after four or �ve years, and they're behind

the minute they walk into our doors. They're already playing catch up, and

early intervention has not been-- we get kids that sometimes don't even have

an IEP in the system, and we have to work proactively in catching up the

parent and giving them the resources that they need.

CATHY WURZER: Why do you think that is? Do you think parents are missing
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the science?

DEEQAIFRAH HUSSEIN: They're not missing the science. It's multiple things.

It's denial of the autism diagnosis itself. It is saying that it's a cultural

misconception as well, where you will hear some families say that our uncles

or our relatives spoke late, so it's a developmental delay. They like to hear the

word developmental delay over autism anytime.

So if you look at the special education data using MDE, you would see that

many of the Somali children or descents of Somali will stay on the

developmental delay label all the way up to age 7, while other similar peers

will get early childhood special education and then can get the autism

services so that they can get the evidence-based practices that they need to

be in the right programming. So it's still something that the community is

struggling with.

CATHY WURZER: You mentioned denial. Part of denial sometimes comes

as part of the grieving process. Do you think some parents are, in a

sense, grieving?

DEEQAIFRAH HUSSEIN: I was one of them. When I got the diagnosis, and I got

it from the University of Minnesota, I was in denial for a couple of months. I

studied, went back to school, got my Masters in special education, and

understood the relevance and the importance of early intervention.

The denial is two things. Denial of, you're shocked, and you're like, what this

is? Is it something that you can cure through medication, medical services? Or

is this a lifelong-- accepting diagnosis that this is going to be something that's

going to be impacting the rest of your family and the rest of your life? Just

getting to know, that's part of denial.

Another part of denial is the protection from the label. A lot within our

community, there's a social stigma regarding the special education services

and the label that comes with. Families see that kids are taken out of general

education classrooms and into a smaller settings to get services.

I don't want my kid to be in a secluded area. I want them to be with their

peers. So what sounds to be, sometimes, we're turning down services, is a

form of protection from the label, advocating for the kid. So it's just a

misconception within the community.

CATHY WURZER: Final question here, because I wish I had more time with you,
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but it would be this, I guess. There are supports in Minneapolis Public Schools,

but what else needs to be done?

DEEQAIFRAH HUSSEIN: This is a community e�ort. Kids with autism have

supports not only in the school system, but they also have it in the

community. The medical community and the education community needs to

do a wraparound service where we explain what services the schools provide

through IEP.

And what services does the community provide through individual treatment

plans? That's getting them ABA services. That's getting them other speech

and OT services and getting the run around service for those students

that are struggling with autism so that they can be and thrive to be their

best selves.

CATHY WURZER: By the way, is it helpful to have mosques in the community

also help in this e�ort?

DEEQAIFRAH HUSSEIN: Yes. I go to Friday prayers. And every opportunity I

get-- the mosque is the heart of the community. And when mosques

understand the struggles with autism within the community, it opens up the

doors for families to seek additional resources and acceptance within the

community. So it's very, very important.

CATHY WURZER: Well, I appreciate the conversation, Dr. Hussein. Thank you so

very much.

DEEQAIFRAH HUSSEIN: Of course. Thanks for having me.

CATHY WURZER: Dr. Deeqaifrah Hussein is the executive director of special

education in the Minneapolis Public Schools.
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