
63

Chapter 5

Communication

Words and ideas were the tools of Don’s profession. When he 
spoke, he communicated thoughtfully and clearly. But for almost 
two decades, Don has struggled with aphasia—his difficulty 
with language. Although he has improved considerably, he still 
mixes up words.

Don’s expressive aphasia impedes his ability to make his 
words and ideas understandable to others. It shows up if he 
says, “I’ll come at two o’clock,” but he is pointing to four o’clock 
on his calendar. He may say, “No,” when he means, “Yes.” It is 
hard for both of us to know if what he says is really what he 
means.

Don’s receptive aphasia hinders his ability to understand 
words he hears or reads. An example of this might be if someone 
tells him, “Mike and Sue are expecting their first grandchild.” 
Don may nod and say, “Good for them.” But later he tells me, 
“Isn’t it good that the ones who moved to a new house are going 
to have a grandchild?” 

I have to explain, “It isn’t the couple who moved; it’s the 
couple we went to the concert with a couple weeks ago.” I ask 
Don to say something else that describes them to be sure we are 
talking about the same people.

Even if Don understands what people say, he cannot 
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summarize a conversation or retell a joke. I have learned there 
is no point in asking Don to repeat a sequence of details. He 
says, “It’s too hard for me to tell it to you.”

Don does not always understand what we say, but at 
times he does not actually hear because of some hearing loss 
he acquired years ago. In addition, he frequently expresses 
his thoughts differently than he intends, or he believes he said 
something but did not say it aloud. I do not always express 
myself clearly, and now and then I cannot remember what was 
said, or he may not remember. As Don says, “We’re a wreck!”

Unless you have lived with brain injury, you cannot 
imagine how many times we miscommunicate each day. To 
give an example, here is a real conversation Don and I had one 
night:

I came into the house and Don said, “You need to call the 
one in the second house.”

Since I usually check things out to confirm details, I said, 
“Did Kim call?” I thought to myself, Although Don has a hard 
time with names, Kim lives in the second house, and he sometimes 
recognizes her name.

Don said, “No.”
I asked, “Was the person who called from the house right 

next to ours?” I usually do not use names, but instead say 
something to describe the people.

“No.”
I pointed back in the direction of the second house again 

and tried coming from a different angle. “Did Molly’s mom 
call?” Don can occasionally come up with Molly’s name.
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“No, not her.”
“Was it the people who added a room on the back of their 

house last summer?” I was at the third house around the cul-
de-sac.

“No.”
We stood in the kitchen, and I had been pointing out our 

window at the houses. At this point, Don pointed to the fourth 
house.

I asked, “Did someone call from the house where the front 
light is on?”

“Yes, that’s the one,” Don said.
As I dialed, I debated in my mind what I should say. How 

vague or exact should I be? I debated if I should say, “Don said 
someone in the neighborhood called for me. Did you call?” But 
Don was standing right there, listening to what I said, and he 
had confidently and visually, not just verbally, confirmed what 
he said. So I tried to uphold his dignity and went with the exact 
rather than the vague.

When our neighbor answered the phone, I said, “Hi, this 
is Rosella Kvernen. Don said you called.”

The neighbor replied, “No. I didn’t call; and my wife’s 
been gone all evening, so I don’t think she called either.”

I went back to the third house and called them. This time 
I took the vague approach like I should have before. “Did you 
call earlier?” I asked.

“Yes, I called,” Julie said. “I’m wondering if you can give 
me some dates you’re available for the neighborhood Christmas 
party.”

Bingo!
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Don remembered that a neighbor called, but then our 
communication broke down. We usually continue until we 
discover the details Don wants to tell me, although the process 
can exhaust both of us. As in this case, we can go confidently 
down a wrong path and have to retrace our steps before our 
facts are straight. Sometimes we hit the target quickly, and other 
times we need many spirals of conversation. Every day we play 
our guessing games.

One of the most common vocabulary errors Don 
continues to make, whether he is reading or speaking, is 
to mix up pronouns. He has no idea when he confuses “he” 
for “she,” “him” for “her,” or “you” for “me.” Even when he 
stops to think, he cannot figure out which pronoun to use. Our 
family and friends have grown used to this; we often continue 
a conversation as if nothing is wrong and try to figure out from 
the context what Don means.

Don may say to me, “She can’t meet you for dinner 
tonight.” After some questioning, I discover he really means his 
friend cannot meet Don for lunch the following day.

When I am uncertain about whom Don is talking, I usually 
ask if the person is a man like him, pointing to Don, or a woman 
like me, pointing to me. After we figure out the gender, I move on 
to describe individuals I might suspect. I may pass over people 
and have to come back to them because Don votes them down 
the first round. When we finally figure out the person Don is 
talking about, we find that other parts of the conversation are 
mixed up as well. With such vast potential for confusion, Don 
has learned to ask people to call back to our answering machine 
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if they have a detailed message for me.
At times, Don misses nuances. Part of what brought us to 

counseling with a rehab psychologist several years ago came 
out of an incident when we were talking about the pressure I 
felt. We were focusing much of our lives on his recovery to the 
exclusion of other important things. I told Don, “I feel strain 
and pressure when you push hard all the time. I love you, but 
right now, the stress I am feeling has sapped away my feelings 
of love.”

Don’s eyes widened and he dropped his jaw in terror as 
he asked, “Are you leaving me?!” 

“No. I’m not leaving you,” I replied. “That’s not what 
I mean. I still love you and I’m committed to you and to our 
marriage. But we have concentrated so much energy toward 
your recovery that we haven’t taken time to enjoy each other or 
care for each other’s emotional needs. Without that, I just don’t 
feel very loving. I think all couples have times like that, even 
those who don’t deal with brain injury.”

I felt terrible when Don later told people, “Rosella doesn’t 
love me anymore.” There is a subtle difference between what I 
said and what he said, but he could not catch that nuance.

Don later said, “I was scared because I’ve heard terrible 
statistics of how many couples divorce after one of them has 
a brain injury.” (Those statistics have since been challenged.) 
I reassured Don of my commitment to him, but he took a few 
weeks to settle down from that misunderstanding. He backed 
off some of the pressure he was putting on me, and more of my 
loving feelings toward Don returned.
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Don occasionally asks a question that seems to me like 
something he pulled out of nowhere. In a conversation, his mind 
can move to a new subject, but he does not always verbalize the 
transition. Then he says a single word, without any explanation, 
followed by, “You know!” We fish around, and most of the time 
we find out what he means, but sometimes he says, “Oh, never 
mind.”

Our conversations can become funny. One day I asked 
Don, “Is the Super Bowl in the afternoon or the evening this 
year?”

He said, “It’s in the afternoon, but the pre-op is before 
that.”

I do not know how to respond when Don says something 
like that. I don’t want to laugh at him or make fun of him, even 
though what he says strikes me as funny. Occasionally I try to 
explain what he said, but he still does not understand. Every 
day we encounter mix-ups like this as we talk.

I tease Don when he frequently uses superlatives. He says, 
“That’s the best meal I’ve ever eaten,” or “That was the funniest 
movie I’ve ever seen.” I think, How can you eat the best meal or see 
the funniest movie of your whole life that often?

Another example of Don’s difficulty with language is the 
way he sorts dirty clothes into the baskets in our closet. Even 
though I have explained and demonstrated many times that he 
should put whites in one basket, colors in another, and dark 
clothes in the third, he still mixes things up. He understands 
the whites but sorts the rest by shirts and pants, rather than 
by colors. I have just given up on that one. But Don has made 
progress; now he can sort and fold our clothes after they are 
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washed and dried. When he first came home from the hospital, 
he could not have successfully separated socks from underwear 
or physically folded them.

When Don is not being a huge tease, he is always polite 
to people. Many times he says, “Thank you for your kindness.” 
He also says, “If you’d be so kind as to…” And he is forever 
saying, “Thanks much, yah.” However, even though we have 
discussed this, he has a hard time inserting “please” in his 
requests to me. Don may say, “If you’ll get me some water,” or 
perhaps just, “Get me some water.” I long for him to politely 
ask me for a favor instead of order me around. It seems easier 
for him to remember to say, “Thank you,” than “Please.”

Don used to say, “I’m no idiot,” or, “Any idiot could figure 
out…” I felt bad when he said that. Even though I never called 
him an idiot, his comments seemed to suggest that he thought I 
had. But he was probably just expressing frustration. Don never 
used those expressions before his stroke; however, he was no 
longer his old self. I am relieved he has not used those “idiot” 
phrases for a long time.

Some TBI survivors completely lose their inhibitions and 
curse like they never did before their injury. Although Don’s 
language was always clean and polite before his stroke, he says, 
“Since my stroke, the foul language I heard in the past at times 
floods into my mind when I get upset.” When Don’s agitation 
really flares, his paralyzed arm shakes and involuntarily 
contracts, his face turns red in an angry scowl, and out spurt 
some of those words between whatever else he has to say. 
Although this happens rarely, he says, “I feel bad after I curse 
and I don’t want to do it. I always want to be polite.”
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Communication within our family
Don’s inability to communicate effectively was probably 

the most devastating aftermath of his stroke, both for Don 
and for our family. The stroke changed the way he interacted 
with each of us. When we had confusing family discussions, I 
remember thinking that the boys and I were on the same page, 
but Don was in a different chapter. Don watched our boys 
naturally shift their questions away from him to me. We slipped 
into this pattern unintentionally as the boys and I became a lot 
more self-sufficient.

Don had a harder time initiating conversation on a deep 
level with our kids. He told me, “I’m frustrated that I can’t 
talk to the boys like I used to.” When he mixed things up, he 
sometimes said, “What I think doesn’t even seem to matter 
anymore. I can’t do anything right.”

When Don felt bad, I felt bad. I tried to uphold his dignity 
and give him a voice in our decisions, but there were times 
when he entirely misunderstood the situation, and we all gave 
up in frustration. As time passed, Don’s speech improved, and 
we all learned to roll more with the tide in tough situations.

We noticed another change in Don. He had usually 
interacted with us in a reasonable and gentle manner. But after 
his stroke, Don lost his emotional buffer and occasionally spoke 
to us in sharp tones. The boys and I at times drew back from 
those painful exchanges. Although we continued to love each 
other, many things changed in the way we related to each other. 
We all missed how life used to be.

One day I calmly said, “Don, there’s some ketchup on 
your cheek.” 
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He flared back, “Who cares?”
I wanted to say, “I care; I want you to look nice,” but I hurt 

so much from his tone of voice that I shut down instead.
Usually Don is such a dear person, but little tense 

encounters sprinkled throughout a week continue to wear at 
us. It is hard to stop in the middle of a challenging interaction, 
recognize what is happening, step back, and initiate a more 
positive approach, especially when Don does not appear to be 
aware that he is speaking harshly or inaccurately.

We have both lost some of our former tolerance and 
patience in our reactions to each other. We sometimes find 
ourselves scared of each other, pulling back, guarding our 
words and behavior. At times I feel worn down and speak 
harshly. When I ask or say something Don thinks is critical, he 
may react sharply. I know I am overly sensitive and easily hurt, 
which makes him feel bad. We do a lot of hurting, apologizing, 
and forgiving. It is the only way we can continue to nurture our 
relationship.

Communication with Friends
I often hear Don miss points, misunderstand or confuse 

facts, or take unrelated tangents in conversations with people. 
We usually try to let his inaccuracies pass, but when he says, “I 
know I’m right,” a wave of tension wells up in my chest. Other 
times if Don suspects he may be confusing people, he asks them, 
“Am I making sense?” Because people want to encourage him, 
they tend to say, “Yes,” even if what he says does not totally 
make sense.

Don worked as a peer mentor for several years, visiting 
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other TBI survivors, whom his office called “consumers.” He 
usually wrote down future appointments in his calendar when 
he visited the men, or I called them to make appointments for 
him. I always called the night before to confirm his meetings. 
However, when Don began his job, he wanted to make calls for 
himself. The first time he called one of his consumers, I heard 
Don say, “Hi. This is Don Kvernen. I’m a psychologist in town. 
Do you want an appointment?”

Moments later Don told me, “He said, ‘No,’ and hung up 
on me.” Don could no longer present himself as a psychologist 
but did not seem to know what came out of his mouth. That 
whole encounter was a bust.

Another time Don called one of his consumers and said, 
“Hi, this is (the name of the man he called). I’m calling to confirm 
that I’ll meet you at 3:30 at 507-(our phone number!).” Again, he 
seemed to have no idea that what he said was incorrect.

Although Don may be close to accurate in what he says, 
he is often off by several degrees. One day a friend asked Don, 
“How was your trip?” Don had a wonderful trip to North Dakota 
but answered instead by sharing details of the fun time he had 
at his birthday party. People are very kind. They graciously let 
those errors pass and keep on talking.

Prior to his stroke, Don loved to discuss ideas with people, 
but he can no longer participate in large group conversations 
like he did before. When Don says something in a group, he 
may digress to a slightly different topic. People at times have 
difficulty understanding what Don tries to tell them unless 
they ask him a number of questions. But even though Don can 
fail to follow what others say, many times he understands a 
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conversation perfectly and makes quite insightful comments. 
He still loves to listen to people visit, but he says, “I feel sad and 
embarrassed by how I am. When I’m in a group, I just have to 
keep my mouth shut and listen.”

Usually Don has to think so long before he says something 
that by the time he can speak, the conversation has moved on 
and he has lost his opportunity. He lifts his hand or opens his 
mouth but cannot quite jump into the conversation. When 
I notice those nonverbal signals, I try to ask Don what he is 
thinking to give him a chance to talk. He communicates one on 
one more easily than with a group.

Although Don seldom understands jokes, he picks up the 
spirit when people say something funny, and he laughs along 
with everyone. If I later ask, “Did you understand that joke?” 
he says, “No, I didn’t get it.” People are usually unaware of 
how much Don does not understand. His own sense of humor, 
however, is very much intact and quick.

I love how Don can turn language struggles into humor. 
One early fall evening, our friends sat with us at our table, and 
Don began to feel chilled. He said to Mike, “Would you close 
the…?” He pointed at the patio door and shook his finger as he 
searched for the word. 

Mike said, “Door?” 
Don responded, “Yeah.” He shrugged his shoulders and 

joked, “That wasn’t so hard.” We all laughed.
A peculiar thing happens when we drive down the street 

in our neighborhood. Don waves at people but quits just before 
they see us. He also talks to people from inside our car when 
they cannot possibly hear or see him. He says, “Thanks for your 
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kindness,” or “Have a good day!”
When Don sees a friend, he may ask, “How is your mother 

doing?” I will have completely forgotten that our friend’s 
brother had an accident; but, although Don does not say the 
facts accurately, he remembers. This happens regularly, and he 
finds great delight in telling people he recalls things better than 
I do. He is right.

After what I have described, it may not sound like Don 
has made much progress in language. But when we think back 
to how things used to be, we see huge strides. At first he could 
not read at all; now he can read to some extent. At first he could 
not use numbers at all; now he can, sometimes accurately. We 
used to stop in almost every conversation to decipher what he 
said, and this has improved. We are grateful for every bit of 
progress he has made. Over the years, friends have said, “Don, 
you are speaking much more clearly than when I saw you last 
year.” Afterwards he says to me, “Wasn’t that good to hear?”

What helps us cope and gives us hope:

•	 We keep asking Don questions until we think we 
understand what he wants to say.

•	 If we can catch the context, we ignore many of Don’s 
mistakes with word usage.

•	 Don is basically a polite and kind person.
•	 Don tries not to use impolite language, even if it easily 

comes into his mind.
•	 I try to uphold Don’s dignity and give him a voice in 
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our family discussions.
•	 When miscommunication hurts, we do a lot of apolo-

gizing and forgiving.
•	 When I notice Don is trying unsuccessfully to say 

something in a group, I create a break in the conver-
sation and give him an opportunity to share his 
ideas.

•	 Don frequently turns his language struggles into 
humor.

•	 People encourage us when they tell Don how much he 
has improved from the last time they saw him.


