
So here we are, six weeks since we learned of NDEW’s prosopagnosia diagnosis and we have already learned so much.  

On the other hand, we still have lots to learn!  We have had our follow-up meeting with the neuropsychologist and read 

a ton so we feel like we’re starting to get a better handle on this, but continue to learn more every day.   

Several have asked me how we ever knew to test for prosopagnosia.  The short answer is, we didn’t!  The 

neuropsychological testing included a test of facial recognition skills and that’s how it was discovered.  Hubby and I had 

never even heard of it.  The longer answer to the question involves why we sought neuropsychological testing at all.  I’ve 

given a brief summary of that journey below.  Then I’ll share some of what we’ve learned so far about prosopagnosia 

and how it impacts NDEW.   

Early History: 

Beginning when Nathaniel was very young his pediatrician and us knew that there was something up, but it was never 

something that we could completely figure out despite our efforts to do so.  We did many types of testing (early 

intervention, MRIs, CT scans, neurology evaluations, etc.) but none of the testing ever found anything that seemed to 

really answer our questions.  At the end of it, all we knew for sure was that NDEW didn’t exactly interact with his world 

in ways that we would have expected.  He wasn’t a difficult baby or toddler.  At times he was almost too undemanding.  

He seemed to enjoy interacting with us and with others, but didn’t seek out that interaction.  Over time we saw a 

pattern emerge of anxiety in certain types of situations but not across the board.  For example, despite going to the 

same small daycare/preschool with the same group of teachers, NDEW continued to cry every morning from about 18 

months to almost 4 years old; separation anxiety that went way past what was considered “normal”.  In large group 

situations, or in situations where lots of people were talking NDEW easily became overwhelmed and either became 

agitated or withdrew.  He had certain people that he seemed to be comfortable with but at times seemed stand-offish 

from others that we felt he should be comfortable with.   

Elementary School History: 

As he moved into elementary school we saw these same patterns continue.  At five years old we had him evaluated by 

an Occupational Therapist and she diagnosed him with Sensory Processing Disorder.  This seemed to answer a few of 

our questions, but certainly wasn’t the “ah ha!” we were looking for.  We saw that NDEW easily attached to his teachers, 

but had a harder time with other students.  He seemed to really like and want to be with classmates but often have a 

hard time connecting with them.  He seemed to gravitate toward the girls in his classes rather than toward the boys.  In 

second grade we saw NDEW’s anxiety around school increase dramatically, which prompted us to seek out additional 

testing and help.  A switch in classes that year seemed to help, but we were unsure as to what had caused the increase 

in anxiety in the first place.  The testing showed us that NDEW had some really, really strong skills but that certain other 

tasks, ones that seemed like they should be easy for him, were not.  In fact, the psychologist that did the testing told us 

that he scored like he had a profound disability on certain aspects of the tests.  She suggested that we seek additional 

testing through a neuropsychologist to tease out what was going on.  Soon after this we moved and NDEW became the 

“new kid” in school.  We didn’t realize how much of an impact that might have on him at the time.   

This School Year: 

He seemed to handle the move fairly well at first (for the 2nd part of third grade) but, especially as he moved into 4th 

grade, his anxiety came back with a vengeance.  He was seeing a counselor weekly but we were all baffled by the fact 

that NDEW, despite all of his “smarts” seemed almost incapable of using the coping strategies his counselor was 

teaching him.  When he did have success in managing his anxiety at school, he seemed to learn absolutely nothing from 

this that he could then build on the next day.  It was like we started over new each day.   



We had already begun the neuropsychological evaluation but knew that it would be several months before it was 

complete.  In the meantime, NDEW’s anxiety was getting worse and worse.  Each day it was harder to get him to school.  

There were lots of tears.  From all of us.  It was so hard to see him like that.  We kept saying “This is not the child that we 

know.”  NDEW has a tendency toward anxiety and worrying, but this was far worse than anything we had ever 

experienced with him in the past.  He was in full-on meltdown mode every day and we were all exhausted.  The only 

time that we felt like our “normal family” was from Friday afternoon until Sunday morning.  The rest of the week we 

were just trying to manage the crisis.   

Hubby and I started seriously discussing and praying about whether or not homeschooling might be a good idea since 

there was obviously something in NDEW’s education situation that was not meeting his needs.  It wasn’t the first time 

we had considered homeschooling.  We had lots of friends and family that homeschooled and the psychologist who 

tested NDEW in 2nd grade actually suggested that we might want to consider it at some point.  The idea had definitely 

intrigued us then but just wasn’t possible.  Now, because of hubby working from home, it was possible.  Our discussions 

about homeschooling became more and more serious and we began doing research into what it would take for us to do 

this.   

As we were doing this research we started to see even more drastic, worrisome changes in NDEW.  It’s not being overly 

dramatic to say that we felt like we were losing him on some level.  His natural curiosity and love of learning were all but 

gone.  He never read anymore, something that he loved to do.  He never wanted to go anywhere on the weekends 

because he was so exhausted from the every-day fight.  He seemed to be on edge all the time and his anxiety was 

creeping into other areas and settings where we had not seen it before.  Again, we were all at a loss as to what was 

going on.  He was obviously trying to tell us that something wasn’t working, but all of the typical things we explored 

weren’t giving us any answers.  This went way past a child that would rather just stay home and play or that was trying 

to get out of doing something.  His anxiety was at true fight-or-flight level.  It was about as real and raw as it could get.   

After one last meeting with the school we decided that we couldn’t wait any longer.  Something had to change and 

probably wasn’t going to change at the school anytime soon.  Just before Christmas break we filed the appropriate 

paperwork with the state and officially began homeschooling.  We didn’t know if this was going to be the answer or not, 

but we knew we had to at least give it a try.  Immediately it was if this enormous weight had been lifted off of our family, 

and we saw NDEW begin to be able to cope with his anxiety in other situations in a better way.  We started to see “him” 

come back out from behind the wall that had formed around him.  I think he slept for several days straight.  It was 

literally like he had been fighting a battle.  It was one of the craziest and hardest things we had ever gone through as a 

family.   

Where We Are Now: 

As we began fumbling through what being a homeschool family meant for us, we continued on with the 

neuropsychological evaluation process, which took about four months total.  After the evaluation was complete, we 

waited another month for the results.   

I have already shared some about the doctor’s main diagnosis-prosopagnosia or “face blindness”.  The doctor we 

worked with has been a pediatric neuropsychologist for 30 years.  He has worked with major medical institutions, 

consulted with entire school systems, and worked with hundreds of children during his career.  He trains and certifies 

others in pediatric neuropsychology, writes textbooks, and lectures all over the US and Europe, and NDEW is the first 

child he has ever met or diagnosed with prosopagnosia.  As we talked through his findings with him, we learned the 

following: 

 We don’t know what caused NDEW’s prosopagnosia.  The doctor said the pattern of brain damage that emerged 

through his testing shows a coup-countercoup injury pattern that would typically be seen with a traumatic brain 



injury, but NDEW doesn’t have any history of this type of head injury.  We will probably never know how this 

occurred. 

 NDEW’s prosopagnosia not only hinders him in recognizing people, but it also hinders him in full appreciating 

facial expressions, especially the more subtle ones.  He is likely to judge emotion by overall body movements or 

postures, but miss the smaller, more subtle emotional differences that we rely on people’s faces to appreciate.   

 NDEW’s prosopagnosia is the main, most serious result of an overall memory encoding deficit.  NDEW has a 

breakdown in encoding memories from short or working memory into long-term memory.  Because of this, 

when we are teaching NDEW new material, be that a life skill or something academic, we need to teach it to him 

using as many different modalities as possible.  He struggles to learn when being taught material in in only one 

way.  This explains so much to us about why he has been more successful with certain teachers than with others 

and explains why he enjoys reading the same books over and over, especially ones with more complex 

storylines. 

 What you see is what you get with NDEW.  It is difficult for him to be manipulative or to “pull off” a lie.  For 

example, when he expresses anxiety or distrust, or enthusiasm or interest, that’s genuinely what he’s feeling.  

He also takes people at face value, especially in terms of emotions.  For example, it’s hard for him to tell when 

someone is only feigning interest.  If you seem interested, then he believes you really are.  It is also hard for him 

to determine when someone is trying to manipulate him.  If you are saying things in a way that leads him to 

believe you are trustworthy, then he will believe it, even if you aren’t trustworthy.  He judges people at the 

words they use, and misses the subtleties of expressions that might lead him to believe that you mean 

something different than what you say.  Throw in the memory encoding deficit and it might also take him 

several times interacting with a person to establish a pattern.  For example, say another child is mean to him.  

He won’t associate that memory with that child until they have had multiple interactions, meaning that there is 

the potential that child will be mean to him many times before NDEW remembers that he might want to stay 

away from that child.  As I’m sure you can imagine, these things make NDEW a prime target for being taken 

advantage of and being bullied.  Not only is it a “feelings” and self-esteem issue, but can be a safety issue as 

well.  I have to admit that this is probably one of the things that I worry about the most with all this.   

 He will need support “navigating his world” until an older age than most other children will.  It will take him 

longer to be independent, especially socially, than it will take other children.   

 We need to intentionally tap into and use his advanced verbal skills to help him learn how to cope with his 

deficits. 

 NDEW does have some coordination issues, especially on his left side, but most of the struggles we have seen in 

him stem from the prosopagnosia and overall memory encoding issues. 

All this information is so enlightening and helps us understand NDEW so much better.  On the other hand, some of the 

most helpful things we’ve learned so far have been from NDEW himself.  Because he is so advanced in his verbal skills, 

he’s been able to verbalize his experience to us in some really interesting ways.  He has really “owned” this diagnosis, 

not as a means of excuse, but as a light bulb for him.  It has answered so many questions for him I think.  It’s crazy for us 

to think that, all the while, NDEW had this information to share with us; we just weren’t asking the right questions.  Of 

course, NDEW has never known anything different, so until we shared this diagnosis with him, he didn’t know that he 

recognized people any differently than anyone else did.  He just knew that there was something “not right” that caused 

him lots of anxiety.  I firmly believe that the crisis point we reached with him in December was his way of telling us “YOU 

ARE MY PARENTS AND YOU HAVE TO FIGURE THIS OUT!  I CAN’T KEEP GOING LIKE THIS!” 

As we have talked to NDEW about his prosopagnosia diagnosis this is what we’ve learned from him:  



 NDEW always has a book in his hands.  He said that he does this because he likes to read, but also because, if 

he’s reading, people are less likely to just walk up and talk to him.  If they do, they often ask him about what he’s 

reading and that gives him a subject to talk to them about, even if he can’t figure out who they are. 

 When NDEW looks at people, he does see their face (in other words, the face isn’t blurry at all, which does 

happen for some with prosopagnosia), but he says that all faces look alike.  This seems to happen, at least 

somewhat, even across races.  He doesn’t seem to have problems distinguishing between men and women, but 

to him, at least just looking at their faces, all women look alike and all men look alike. 

 NDEW can’t hold a picture of anyone in his mind, even his father and I.  When I asked him to close his eyes and 

describe me, he described my haircut, my height, the types of clothes I tend to wear, but nothing about my face. 

 NDEW gets more and more anxious the bigger a group gets, especially if he’s expected to interact with that 

group.  He has said that the more people he has to interact with, the more confusing it gets for him, and the 

harder it gets for him to “keep up with who is who” and who he’s already talked to.  Because of this, he most 

definitely prefers one-to-one or small groups and withdraws the larger the group becomes. 

 NDEW relies heavily on voice to recognize people.  This also impacts his comfort level in groups.  He does not 

handle well when lots of people are all talking at once.  It makes it hard for him to concentrate on one voice at a 

time, which makes his recognition issues even worse.   

 He has always gotten very close to his teachers because, as usually the only adult in the room, he could reliably 

identify them when he had a hard time with all the kids.   

 He has often preferred socializing with girls because they vary more in their appearance than boys his age do, 

and because they tend to talk more which gives him a chance to get to know their voices better.   

 Even in adults, NDEW seems better able to identify women than men. 

 In addition to voice, he relies a lot on context and who people are with.  For example, he didn’t recognize a 

picture of my sister’s fiancé, but he recognized him in person when he was with my sister. 

All of this learned in just six weeks’ time.  Amazing.   

So where do we go from here.  Well, we keep learning a lot.  I’m reading everything I can get my hands on about 

prosopagnosia and memory encoding deficits.  We’ve also connected with the two researcher labs in the US that are 

studying prosopagnosia in children and are learning from them and interacting with the small number of other 

families they know who have children diagnosed with this.  We are also being really intentional about helping NDEW 

notice things about people’s appearance and how they express emotions through their facial expressions.  In terms 

of academics and the memory issue, we are presenting material to him in as many ways as we can think of to help 

make sure the information “sticks”.   

On the other hand, we are interacting with and loving and parenting NDEW in much the same ways that we always 

have.  Yes, we occasionally talk about this new diagnosis, but it’s far from the only or main topic of conversation in 

our home.  During our conversation with him, the neuropsychologist referred to NDEW’s disability.  This didn’t upset 

me, but it was weird because I had not thought of NDEW in those terms.  True, we have no other children to 

compare him to and we realized a long time ago that we were going to have to throw out the parenting “how to” 

book with him, but I’ve always seen NDEW as a kid with just as many if not more strengths as he has struggles.  He is 

funny, smart, giving, has an incredible imagination, and unashamedly loves other people and all creatures great and 

small.  Now knowing that he has prosopagnosia and this other, broader memory issue doesn’t change any of those 

things.  It just adds to his uniqueness and allows us to know better how to support him in the areas where he does 

struggle.   


