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Jamie Brown, Living with Amyotrophic Lateral 

Sclerosis 
Dr. von Gunten: As a way to start, tell me what you understand about your illness.  

From a physical point of view?  

Dr. von Gunten: Well, why don't you start with the physical, and then move to any other 

way the illness is ̶ how you understand it.  

Some strange reason has caused... the motor neurons... from my brain and spinal cord to die. 

And the muscles aren't giving any messages from the brain to move so they just atrophy, they 

die, and the end result is paralysis.  

Dr. von Gunten: Uh-hmm. What has that effect been on you?  

Well, I'm slowly becoming paralyzed. Just ̶ it's like an inch at a time, you can see and feel my 

body... something has just gone haywire in my brain and it has affected my body and really 

turned my life upside down.  

Dr. von Gunten: Turned your life upside down ̶ say more about that.  

Well, it just came out of nowhere. I had just moved into a wonderful new condo. Being past 

middle age, really, I wasn't... orthopedically fit to do yard work, et cetera, on my own. So, I 

thought that my life was going to have a whole new beginning, and as I was moving into the 

condo, I was having trouble unpacking clothes, hanging them on the rod in the closet, I 

couldn't seem to reach. I couldn't seem to reach the... built-in microwave in my kitchen and... 

all kinds of strange physical symptoms started appearing. I had trouble... buttoning buttons... 

handling papers. They would just seem to spill out of my hands. I kind of became a disaster in 

the kitchen in terms of spilling things. I was having muscle cramping from things like blow 

drying my hair, my biceps would cramp horribly. My total body would cramp, like charley 

horses and... as I would try to reach to massage those muscles, it would set off cramps in other 

muscles. And I was just kind of writhing and, you know, crying out in my bed, and my cats 

were... totally... they didn't know what to do, so they just took off.  

You know I... I didn't know what was happening. I thought that maybe I had re-aggravated a 

shoulder injury and... so began what was to become a series of... doctor's appointments and 

tests to try to figure out what was happening. So that's kind of the beginning, physically. 

Dr. von Gunten: What are you expecting for the future?  

I'm expecting... I'm expecting to die physically. So, I have a lot to cram in before that happens.  
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Dr. von Gunten: So, a lot to cram in. What's most on your mind that needs to get crammed 

in?  

Well, "crammed" was not a good choice of words. That sounds...  

Dr. von Gunten: I don't know, you implied time is foreseeably short, and you have an 

agenda, so... you're going to cram it ̶ I think it's a fine word.  

Well, I have to intensify, I have to... focus on quality... rather than quantity. To kind of cut to 

the chase, I feel like I've become blunt, excessively blunt, maybe, and I... I don't have time to 

waste, I... I went into business mode right away after I was diagnosed because... being a single 

person, I'm in charge of my life, and if I don't do it, who is going to do it, there's, you know, 

I'm... the manager and... I had a lot of business to manage.  

Things like... I knew that eventually... well, I tried to stay at home. I wanted to die at home 

and... it seemed as if that really... couldn't happen because I did try having a home health aide 

when I had to admit I could no longer reach my head to shampoo my hair. I couldn't lift my 

arms. And so, I did have home health care. But there were... things that I knew would happen 

in the future, where medically, I would need more care. And I didn't want my family to have to 

go through all of that, the selling of the condo, et cetera, so... It's been really hard trying to 

find the right care setting for my disease and... I think I just took the conversation in another 

direction because I don't think I answered the question you actually asked me.  

Dr. von Gunten: So, I think you did. And it's fine to take the conversation wherever, go, 

there's no right way to take it. What struck me about what you said, you said... I needed to 

take charge; I used my business skills ̶ you said it so matter of factly. And you said that 

you've become more blunt, painfully blunt. Is that a good thing or a bad thing? What were 

you like before?  

I used to be very shy and... everyone I know now... is in total disbelief, they... and I don't know 

what happened to me. But a lot of times now, it's... I give too much information, and part of 

that is, like I said, cutting to the chase. I don't have time to mess around, so I got to get things 

done and...  

I know one of the things in terms of business, was that probably three months after I was 

diagnosed, I went to make my funeral arrangements. And I did that in a business-like manner, 

and I wasn't afraid. It was just the next thing to do in this process. And so, I went to a funeral 

home and... got it all arranged and... I'm continuing to... to build on that because that's 

important to me to have a real celebration of life service. And I think when I... continue the 

planning process, it will be something that I want to have comfort, my family, and friends and 

to kind of reflect... who I am and bring positive and fun memories and talk about my faith, and 

I chose my little niche in a columbarium at my church.  
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The whole process, though, has been one of... successive losses and letting go of things. Just 

like my family and friends will have losses in terms of losing me physically from their lives. I'm 

now losing things while I'm alive, things that I had to let go of, the condo... the wonderful, 

awesome new car that I had bought. Probably the hardest... hardest thing to lose were my... 

my two cats, Riley and Griffin. Because I knew as soon as I was diagnosed that I would have to 

find them... a new home, a new mom and... and the idea that I... found them the best home 

ever and... that gives me a lot of comfort.  

And you know, when I talked about the... finding the right care situation, being single, I 

couldn't stay in my condo, so I moved to... an assisted living facility, and... I was there for eight 

months, and they couldn't meet my needs, there are lots of reasons. So, I thought that to have 

quality, individual care, I would move to a handicapped-accessible apartment with live-in 

caregivers, and that was not a good experience at all. That was complicated and difficult and... 

I was there for five months and... then moved into a long care facility, which is where I am 

now.  

And I know that... I have... medical needs that are now... picking up speed. Seems like all of a 

sudden. Maybe that's why I used the word "cram" because the pace has picked up, and I have 

organizational things to do in terms of... legal, financial... finish unpacking things from this 

room, hang paintings on the wall. A lot of things went by the wayside as more current things 

kept happening, and I just can't seem to keep pace. My body is, of course, breaking down so I 

am not at my best as a business manager.  

Dr. von Gunten: Say something about how this has affected you, or how you've coped with 

this emotionally. You've talked about all the losses, your health, your independence. What's 

been the emotional response?  

Well, I will tell you that... I think I would like to have a drink of water though to continue.  

Dr von Gunten: There's one right here. Your lips are looking dry.  

Yeah, that's what happens all the time, and... part of it, I think, is... maybe I just talk too much. 

But when I get to the... the stage where my lips start sticking to my teeth, then that's not a 

good...  

Dr. Von Gunten: Well, it's time to call your people here.  

I think so. So... Karen will help me. Help me with the drink.  
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Dr. Von Gunten: So, I was asking about ̶ you described so many losses. You describe it in a 

very dispassionate tone of voice. I wanted to inquire about what's the emotion behind that? 

How have you responded emotionally to the course you just described?  

Well... I maybe have been so busy managing things that I really haven't had time to... to be... 

emotional. And I know that sounds maybe unhealthy, but it has kept me moving through the 

process. And there have of course been... I have had emotions, and when you talked about 

losses, those became apparent to me as the disease progressed in terms of, I... I had enjoyed 

being really active, and taking a lot of aerobics and doing a lot of walking and... gardening ̶ I 

love yard work and... just that feeling of working hard and getting all hot and sweaty, and then 

taking that shower afterwards.  

And I remember once I... I think I was using a transport wheelchair at that point, and a friend 

took me to... Highbanks, which was a favorite place of mine to hike, and we just drove around 

through the park, and it was wonderful seeing those meadows, and hills and wide-open spaces 

and the little bird houses and... it just struck me seeing the people who were running and 

biking and walking dogs and... I did just find myself kind of getting choked up and teary and... 

and I, well I stopped talking. So that was a... a clue that something was wrong. So, I just... I just 

turned... to my friend and I said, "I'm really going to miss walking." And losses like that... it's... 

it is hard but... you know, this...  

It's been a long process, and I felt like I was really managing... pretty well just making 

accommodations... It's been a series of adjustments as new symptoms have appeared, so... it 

seemed like kind of a natural... natural progression.  

But now, like all of a sudden, it seems like I find myself totally... bed-bound and... I knew this 

would be happening at some point, but... I am not ready yet, because as I said, I have too 

many things to do. And I can't even use my cell phone in bed, and so things like being able to 

communicate with friends in the same way that I had been used to...  

One of the things I noticed I've been doing... well a couple of things... well probably more than 

a couple, but the two that come to mind are that when my friends get ready to leave now, or 

even the nurses who... who hook up my PEG tube feeding at night, and... kind of do the final 

tucking in, I ask them to make lots of little adjustments to the pillows and the... you know, get 

hair out of my eyes, and check this and check that and... a friend of mine pointed out the fact 

that maybe that was my way of drawing out the goodbye and having them stay a little longer, 

and maybe I didn't want them to leave, and I didn't want to feel alone. I think there's probably 

something to that. And... it's... maybe the adult version of little kids not wanting to go to bed, 

and wanting that last drink of water, and one more story.  

And the other thing I thought of... that I have been doing now is telling my friends, "I love 

you." And they say it back. And... I think my friends are now feeling that time is... of the 
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essence and... it is so, so precious and... I think of things that I will miss and I... I will miss all 

the people I love.  

And it is a... a horrendous disease and... lots of times it's scary. I've had a lot of trouble with 

the mucus in my throat, that is often present with ALS. And I heard about air hunger, that 

feeling of suffocation and not being able to breathe and... now I know what that's like because 

lying in bed at night... with my arms... totally paralyzed and under the covers, I can still move 

my fingers a little bit, but I can't do much with moving my head and... I have to be able to 

reach the call light, so... I've often been panicked, and terrified... when I feel that in my throat, 

and I don't have the muscles in my throat anymore to either swallow it down or cough it up. 

And if I can't reach the call light, or if I can't get my head up, or if I can't make my voice heard 

down the hall for the aides to come, then I know what that fear is like.  

So, it is important to use ̶ I mean I never thought that I would be using drugs like morphine, 

but it really does help. And it helps relax the throat muscles, it helps me to relax. I'm not 

tightened up further with the working muscles that I have. It helps with pain; it helps put me 

to sleep. So... the physical manifestations are... I mean, they are just frightening. I remember a 

world-famous ALS doctor and researcher telling me, there's no pain or discomfort with ALS.  

Dr. von Gunten: And you're just describing all the ways that it is painful and uncomfortable, 

and the reason for symptom control. Do I have that right?  

Yes. Yes, you do.  

Dr. von Gunten: And what would you say to that ALS doctor who thinks there's no pain, no 

discomfort with ALS?  

Well, I suggest maybe he might want to visit room 111, and see ALS in action, and... he might 

change his mind.  

Dr. von Gunten: The other thing I'm taking from what you said, the mourning, the 

bereavement, the sadness at the losses is one of the ways you've coped. And that is scary. 

And you talk about it almost as if you're standing outside yourself watching yourself. But 

you're also experiencing emotion. What helps with all that? You said the medicines, 

morphine, other medicines help. You said one of the things that's changed is you say "I love 

you" more than you ̶ I think I got you right, you're saying it out loud more than you ever 

have. Yeah, what else, what other things help with that?  

Well, my faith, definitely. And I've never been closer to God. My faith has grown over the 

years, certainly. And since I've been diagnosed, that has intensified. I feel God's presence, and 

God is within me and all around me and... in the people I love, and in people I have grown to 

love, forming relationships all along the way, really in every care setting I've been in. Even the 

ones that didn't work for me, there have been people that I've connected with in ways that I 
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never would have imagined. It's been... more than coincidental. I believe that God sends these 

angels to me when I need them, and there have been throughout these horrible, scary times 

when I have realized that I'm completely helpless and... It kind of balances out the... there are 

enough of the good things that happened, that cause me or allow me to keep on going a little 

bit farther because I know if I can get through the next tough thing, then there will be 

something good that happens also, but it is really tough sometimes when during the process 

of the real pain and fear, it's hard to remember that... it's not always going to be that way, 

and...  

I have friends who... have strong relationships with God, and they remind me... that God is 

always with me, and my pastor comes weekly to visit me and comfort me and... we share 

music together and I... I just have people around me who I know I talk about it as people 

having my back.  

And I have an angel network around me, and I do, and I find God in all kinds of ways right here 

in my room because obviously, I can't go to church anymore, but I can look out the window 

and see the goldfinches on the feeder that one of my friends put there for me, when I can see 

the sky... to hear the music.  

Some of those things do bring tears to my eyes, but I've also learned with this disease, for me, 

losing hand function first, I really can't allow myself to cry. So maybe that's part of... your 

sensing that I'm not emotional or... when I say I can't allow myself to cry, I mean that... 

because... crying involves tears, and I can't wipe away my own tears. That means a runny nose, 

and I can't wipe a runny nose, and I can't breathe. And so, it's kind of dangerous and 

uncomfortable and messy to...to cry.  

Dr. von Gunten: Makes sense.  

And there have been ̶ oh, go ahead.  

Dr. von Gunten: I'm not going to interrupt you.  

There have been a lot of humiliating things about ALS. And that's another loss. Not only loss of 

independence, and mobility, but loss of privacy, and dignity, and it's really... this whole disease 

is my worst fears coming true because I, even though I have become, I guess you could say, a 

chatterbox, I've always been really modest and private and... shy and to have other people 

have to help me in the bathroom, and... just, you know, now having a catheter and... It's my 

bowel habits are community knowledge now. And everything is just out in the open.  

And I've... on the other hand, I guess, I've had to just... accept the fact that this is my reality, 

so, I kind of join in these discussions, and report on whatever needs I have and maybe have... 

learned through doing that, how to give too much information to friends. It just, I mean, that's 

the way it is.  
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But there are parts of it, like I'd say, being humiliated, as far as sometimes... it's important to 

me to be... seen as a person and not as... a task or someone who... needs to have a bath or 

peri care, or clothing changed and... to... you know, it's... that's not something that I ever, 

ever... imagined would happen to me. You know, using bed pans, it's ordinary for some people 

for... for nurses and aides. It is their job, so it's no big deal. But to me, it's a big deal. This has 

never happened to me before. And that's one part of this disease that is very disturbing.  

So, it's... I know that I will die sooner rather than later and... just recently, within the last week, 

I started having trouble with my voice. I woke up one morning with laryngitis. And it got better 

over a few days but... my voice now is... kind of raspy and hoarse and... talking is... I have to 

say, tiring, but it doesn't prevent me from doing it, nonetheless. (laughter) But it's... my best 

skill at this point, I would say.  

And I am terrified of not being able to talk. My friends reassure me that... they know me well 

enough now... that they will be able to know what I want and what I need. And I believe, I 

believe that. But it's... it's... I lost my train of thought.  

Dr. von Gunten: A question I wanted to ask, because you described these, I'll call them 

"developments" in your personality, because I suspect they're not changes, but you're 

painting a picture of a shy, introverted, self-sufficient person, who now has developed into... 

says what she thinks, doesn't mince words, goes right to the heart of the matter because 

time is pressing and we just don't have any time to beat around the bush, to say the way it 

is. Some would say those are really admirable qualities. I'm curious, as you look at yourself, 

is that the way you view them?  

I….Sorry, I lost my train of thought again.  

Dr. von Gunten: The changes you've seen in yourself, in your personality, are they for the 

better?  

Yes, I think so. I mean they've... I had to have them in order to... to manage the disease.  

Oh, sorry, I remembered what I was going to say. And that I really don't fear death because of 

my faith. I believe that I can get through this hard part, then... what I'm going to... what's going 

to come next is going to be more incredibly amazing than anything I could imagine. And even I 

don't have words to try to describe that.  

But what I am afraid of is getting from here to there. Because it is getting... so much harder. 

It's the pain is worse. I did everything that could be uncomfortable, to lie in bed, but it... it 

really is, and even now, when I forget about it, because I'm so busy talking but... with my head 

over to the side like this, my neck muscles are really pulling on the other side, and I really...  

I... don't think I gave you the information that... that you wanted or that...  
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Dr. von Gunten You're giving me everything I want. So, don't be anxious about that. You're a 

star. Just exactly right.  

Well, I just, you know, I... can't believe that you're here and interested enough, and... are 

willing to bring in all your equipment, and this is like a real... I feel like I'm in a real movie set 

here. But just that you're interested enough in ALS to do all this.  

Dr. von Gunten: Well, it's genuine interest in ALS, specifically, but in the course of... a human 

being coping with serious illness, and someone who is exceedingly articulate, and you call it 

being a chatterbox. I think it's because how else do we find out what's in someone's head? 

Unless they talk. And you're able to make sense of it that other people could understand. 

That's enormous. So, I want to go then to that place. Based on your experience, so far, what 

advice would you have... for other people going through similar circumstances with serious 

illness that's going to result in their death?  

Well, how about I mull that over while I'm taking another drink of water. Because this is too 

important a question to have the lips sticking to the teeth.  

Dr. von Gunten: Absolutely. So, what advice do you have for other patients, other people 

who are going through an experience like this?  

I would say to... rely on your faith. I don't know about people who don't have faith. I think 

that's a crucial factor or it was for me. But somehow... find resources... to use so that you 

don't have to feel... like you're doing it all alone. There's no way I could... manage all of this if it 

weren't for all the people who are helping me. Not just medical people, but... my elder care 

attorney, who did all my legal documents, a geriatric social worker, a therapist, all my friends. I 

have a hospice team on board that... has been amazing just... they have their own support 

system built in.  

I think it's important to... to use the help that's offered to you. And to ask for help, that's 

been... something that was hard for me to do. First, I had to admit... that I needed help, and 

then, I got so that if help was offered to me, I would accept it. But it was really, really hard to... 

ask for help, to initiate asking for help.  

Dr. von Gunten: Well, as you described yourself as a private, shy person, so you're saying 

you had to overcome that? But it was worth it?  

Oh, absolutely. And has brought me so much closer... to so many people, and I worry, and still 

worry a lot about not being able to... give anything to my friends, to help them more, to 

participate in activities with them. I can't go anywhere anymore, so they all have to come to 

me. Even my businesspeople have to come to me.  

So... I'm trying to get back on to my train of thought. Talking about-- what was your original 

question?  
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Dr. von Gunten: What advice to people who are either going through something like this, or 

who know that it's in front of them, but don't know what it will be like and are afraid.  

I was thinking about... feeling... I would encourage people to... to give what they can to others. 

That helps me... to feel like I'm still participating in life. And that I can still... I can still be 

myself, even if it's just in this room, and... be interested in their lives, and continue to meet 

new people and form relationships.  

Dr. von Gunten: Time for another drink?  

I think so, thank you.  

Dr. von Gunten: Fine. You gave some advice to people who are ill. The other big group that 

wants to know... how to help people like you are physicians and nurses, social workers, all of 

the health care disciplines. What advice would you give to them if they were going to take 

care of someone like you for the first time?  

Well, I would say... they better get plenty of sleep and eat some good food, because they are 

in for a... a long haul, that difficult... difficult road, unpredictable, really, in terms of every 

patient is different in terms of the type of onset. There's no set path how the symptoms are 

going to develop or... at what speed and... it's...  

Physicians and medical people... maybe don't think about... the terror one might feel knowing 

in advance that you'll die of suffocation. And... one of the things that can happen if ALS plays 

out, so to speak, to the end where the person is still alive, as all the muscles die, and... and 

only the eyes are left to move... that is... in the ALS world, what's referred to as being locked 

in. And I... can't imagine that ̶ well, I kind of can because I have sort of, I don't know, I was 

going to say gotten used to my arms not moving and... my legs progressively not moving. I 

mean, they just don't. They feel heavy. And it feels like the covers on top of my hands are 

heavy.  

But the locked in end stage is... it's terrifying for me to... even now... feel like I am trapped 

here in this room. Not only trapped in my body, but trapped in this room. If the door is closed, 

I kind of freak out because nobody can see me anymore as they pass by the door. And my 

voice is getting weaker, so they can't hear me call out. And... that's probably not something 

that medical people might think about. They... (clears throat) They might not think about... 

(clears throat) I mean, to them, I may look like just... just a body... lying on a bed, unable to 

move or talk... but, I'm aware of everything going on around me. My mind is absolutely fine.  

And, I want people to remember... remember that, remember that... I... I want to be treated 

with dignity and... with care, not as a task to be... checked off your list for the day. I would 

like... the people taking care of me to think in terms maybe of... my needs are really like those 

of an infant. So maybe... if medical personnel have that mindset, then, just as you would 
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anticipate what an infant might need, be proactive. Wipe the eyes and the nose and... that 

sort of thing. Because that's essentially what... what it's like, I think.  

Dr. von Gunten: About the other... you were speaking, are assuming that healthcare 

professionals wouldn't know about your fear, or the experiences, and at least speaking for 

myself, and others, I think they're painfully aware of that, don't know what to say, don't 

know what... They don't want to hurt you. They don't want to make you more frightened. 

And so, it's out of that sense of awkwardness, or not knowing what to do, or because they're 

afraid, because they don't know what to do. And then that leads to a distance. Does that 

make sense?  

Yes.  

Dr. von Gunten: And what I hear you saying is, "Oh." Talking about it, being a real person to 

you we are engaging with you, the real person, not you, the disease, you, what I can see, 

that's what's most important here. Did I hear that right?  

Yes. And I didn't mean to imply that medical people don't... I mean, they know the facts about 

the disease. But I do understand about the sense of awkwardness. Yeah, and people who are 

handling me do say, you know, "I don't want to hurt you," you know, "I'm afraid to move you a 

certain way," and I guess because... just because I know what movements hurt me, I shouldn't 

assume that they know. And yes, when you talked about open communication, is that the kind 

of thing you meant?  

Dr. von Gunten: I think health professionals, in general, worry about what to say, or what 

not to say. And the message I'm getting from you is, as your illness has worsened, you've 

become more outspoken. You just say things, and that you enjoy other people doing that 

with you. Is that accurate? 

Yes, yes. In fact, I like it when people ask me questions. And I told them that all along, and the 

facility where I am now, I try to explain a little bit about ALS to each person individually, and 

said, you know, if you have any questions, don't hesitate to ask, because I'm only too happy to 

tell you, as you can see. So yes, that, to me, is expressing interest in me as a person, and will 

help... the person understands more about the disease, which is important, how it affects me, 

personally, because there are... I'm different from all the other ALS patients, we're all 

different.  

But it also helps form a relationship between me and my caregiver, and that, to me, is really 

important. I don't want to feel like, an anonymous person being taken care of, so to speak, by 

another anonymous person. It's hard enough... being bathed by someone I've never met 

before. So, to me, having a relationship is crucial.  
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Dr. von Gunten: I remember you saying one of the ways you experienced the presence of 

God is in relationships, that closeness, that sense of... intimacy that happens with another 

person. Is that right?  

Yes. 

Dr. von Gunten:  And so even that interaction with a healthcare professional, there's some 

aspect of the divine in that relationship, as long you commit to building your relationship. Is 

that right?  

That's right. That's right.  

Dr. von Gunten: I think that's pretty profound. I assure you that's not taught in medical 

school, or nursing school, or social work school. Probably taught in chaplaincy school.  

(laughter) Well, one of the neatest things that has happened here is that when I was eating in 

the main dining room, my two table mates and I... somehow got into the routine of... either 

during a meal or as we were leaving, we would just say together, "This is the day the Lord has 

made. We will rejoice and be glad in it." And then, I started doing it with... a few of the people 

on the night shift here and... It was just the best feeling when... I had a particularly hard night 

and... three of the aides were here, and a couple of them had come to check on me. So, we 

had... say, a woman from... the Congo, and a woman from Central America, and a woman from 

Ghana, and myself, and all of us together said, "This is the day the Lord has made. We will 

rejoice and be glad in it." And one of these ladies always adds, "No matter what."  

And so... it's wonderful, and things like that happen, and they are ̶ the word "divine" is a 

perfect word. "Divine" is everywhere. And I honestly can say that I have had more moments of 

pure joy since I was diagnosed than I've ever had in my life. So, I think God is letting me have 

this intense wonderfulness... and that is a gift. 

Dr. von Gunten: I wanted to turn to one other thing because you've been so direct about 

every other aspect of your illness, and you also said you're a planner. You got things all 

mapped out. How do you want it to be when you die? 

My celebration of life service, you mean, or...?  

Dr. von Gunten: The time you die. Many people think about who they want there or not 

there. The setting they want when they die. Is that something you've thought about?  

I've thought about it, yes.  

Dr. von Gunten: Tell me your thoughts.  

Well, they're still in process too like...  
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Dr. von Gunten: It's not a firm commitment, it can be revised later. Just what you're thinking 

now. Rough draft.  

(laughs) I have now... found it comforting to think about... dying at... Kobacker, if I'm allowed 

to say that.  

Dr. von Gunten: Uh-hmm. I don't think there's a rule against it.  

Uhm... And I want my family and friends to be able to be there. No, I don't know how I will be 

at that point. I don't know if I'll be aware ̶ of anything at all.  

Dr. von Gunten: That's right.  

So, I want my family and friends to be able to be with me in... a comfortable place with... 

music and... I don't know, soft lighting. (laughs)  

Dr. von Gunten: It's fine. People who like control generally have a ̶ the lighting, the flowers, 

the people, the music all worked out, and it's fun to have it ̶ somebody who's thinking about 

it say it out loud. Because others wouldn't believe it if you talk about it like that. 

Really.  

Dr. von Gunten: Yeah.  

(grunts) Well... it's... It's just natural for me and... I suppose I am a planner, so... in that way, 

ALS is a good disease to have. So...  

Dr. von Gunten: Right…because it gives you time to plan?  

Right.   

Dr. von Gunten: Got it. Okay. Is there anything else that you want to be sure that I know 

about before we finish our interview?  

Hmm... Well, I could go on for... a long time. I mean, I can't think of one particular thing. I 

guess I feel like I'm not the only person in the world who has ALS or another horrible disease. I 

mean, in that sense, we're kind of all in the same boat. So, I tell all my friends, you know, as a 

reminder that... our bodies were not meant to last forever. And everybody's got some part 

that's going to break down or they'll die suddenly for some reason. So... you know, to just ̶ we 

never know. I mean, I was blindsided by this disease. Last thing I ever expected. So... to really...  

And I know it may sound trite, but it's true to cherish every day. Every day is a gift from God. 

And to really ̶ don't take relationships for granted. You know, just tell the people you love that 

you love them. Do things you really enjoy. Don't keep putting them off. Don't be afraid to try 

new things. You know, you're never too old. Just get out there and...live. 
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Dr. von Gunten: Great. Let me ask the group around. Are there things you want to be sure 

we touched on? I'm very grateful that you would take the time, and this is an inconvenience 

having all this around. It's a real gift to other people. So, thank you.  


