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Abstract Abstract 
Introduction: Men are increasingly assuming the role of caregiver to individuals with chronic illnesses. 
The debilitating effects of ESRD cause many of those diagnosed with the disease to require assistance 
from family caregivers. Caregiver literature well reports that caregivers experience mental and physical 
health effects related to this role. However, research involving the experiences of male caregivers of 
individuals with ESRD is understudied. These studies use the background and contextual as well as 
primary and secondary domains of the Stress Process Model to determine the levels of and explore the 
experiences associated with caregiver burden, depressive symptoms, and perceived health in two 
independent samples of male caregivers of persons diagnosed with ESRD. 

Methods: A series of studies were used to determine the levels of and explore factors associated with 
caregiver burden, depressive symptoms, and perceived health status. The initial retrospective quantitative 
study involved completion of questionnaires as measures of objective burden, subjective burden, 
depressive symptoms, and perceived health status in 29 male caregivers. The second prospective study 
involved a focus group interview consisting of 6 participants. This study was designed to further explore 
the experiences contributing to caregiver burden, depressive symptoms, and perceived health. SAS 9.4 
and QDA Miner software were used to analyze the quantitative and qualitative data, respectively. 

Results: Demographic characteristics of caregivers in the retrospective study included a mean age of 57.1 
years. The majority of participants were Black, married, unemployed and cared only for the dialysis 
recipient. Caregivers reported moderate levels of objective and subjective burden, mild depressive 
symptoms, and good perceived health status. Male caregivers in the prospective study had an average 
age of 43.7 years. Most participants were Black, employed, and cared for one person. One-half of the 
caregivers were married. Four themes emerged from the qualitative prospective study, which included 
care giving experiences, effects of caregiving, and coping strategies. 

Conclusion: Results of the retrospective study indicated that male caregivers of persons with ESRD 
experienced significant objective and subjective burden. Overall, caregivers reported mild depressive 
symptoms, however, one-third reported moderate to severe symptoms. The majority of caregivers in the 
prospective qualitative study also expressed feeling psychological distress and depression related to the 
caregiving role. One-third of caregivers in the retrospective study reported their health status as fair or 
poor, and 14% indicated that their health had worsened since assuming the caregiving role. One-half of 
caregivers in the prospective study indicated that caregiving responsibilities had negatively affected their 
physical health. Numerous factors are associated with caregiver burden and depressive symptoms 
including background and contextual factors such as caregiver age, race, and hours of care. The primary 
stressor, care recipients’ activities of daily living status, was also associated with caregiver objective 
burden. Caregiver psychiatric morbidity could impede their ability to continue in the caregiving role. Thus, 
findings from these studies provide support for further research including intervention trials addressing 
the specific needs of this hidden population of male caregivers. 
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care giving experiences, effects of caregiving,  coping strategies

care giving experience ‘How 
would you describe your caregiving experience?’

 positive caregiver perspectives, 
negative caregiver perspectives indirect influences on caregiver perspectives.  



Notes

Notes



Positive Caregiver Perspectives
Commitment
Emotional gratification
Reciprocity

Negative Caregiver Perspectives
Difficult
Disappointment
Fear
Inconvenient
Obligation
Overwhelming

Indirect Influences on Caregiver Perspectives
Caregiver Characteristics
Care Recipient Characteristics
Relationship Dynamics
Social Support
Formal
Informal

Recreational Activities

Self care/Physical Health

Work/School

Mental Health:
Objective Burden
Subjective Burden
Depressive symptoms

Adaptive
Exercise
Meditation
Reading
Religiosity
Solitary activities
Personal behavior change

Maladaptive
Avoidance
Change care recipient behavior
Excessive exercise
Masking feelings
Withdrawal



But you know I look at the word “caregiver” itself though, you know, you've 
got to have some love to do it. Everybody can't be no caregiver. Yeah, you got to care. 
The word speaks for itself”

“If I wasn't there, I believe they would step in. But, 
because of the way that I am, I just think that that's my job you know, and I prefer to do 
it. So, I believe I would have some support if I allow them to do it but I prefer to do it 
because that's my wife. My sister-in-law and I, we have this little heated discussion. She 
was my sister before she was your wife. Whatever the case maybe, she's my wife. I can 
handle it. I've got it”

“able to help 
them”

“Get strength…You know, like, I spoke on 
the Lord, you know. It's what goes around, comes around.”

“great”

It's more on self-preservation as far as looking at it, and me, it's…okay as 
far as a benefit, I see my father. My father gets to see his grandson. My father asked 
bring my grandson, let him spend the night with me. To see the joy on his face and then to 
see the joy of him having his grandkid there, he can see his grandkid. That gives me a 
world of joy”

At first, I 
was uneasy about it, but then at the same time this is my father. This is my life. If it wasn't 
for him I wouldn't be here. So, I was like if I got to do it, I got to do it and no questions 
asked” 

“I'm doing this for my wife. Even if I did it for 
somebody else. Still, you know, I'm going to get old one day and need some help so, 
hopefully, somebody, you know, will look out for me”



hard’ challenging’ inconvenient
overwhelming’ I would go drive from campus to their home, 

get in their truck, take him to the clinic, take their truck back, get in my car, and drive 
back to campus. So, I was driving 100 miles a day.”

So, a lot of times when the truck would bring it 
in , they are going to stack them in front of your garage or at your door. I had 
to carry all this stuff inside, then I had to go to work, and I had to take care of my 
daughter as well because she’s doing what she has to do to take care of herself. So, it was 
hard. It was hard.”
 

“neck”
“They had to put the tube here

and for me to see that, it was bothering me. Not knowing what the outcome 
might be 

“Yes, because I didn't know the full extent of what 
was actually going on. I knew she was having issues with the infection there, the pain and 
everything. Also, she had it on one side, her exit site, but then they had to switch and put 
it on the other side. So, I'm not knowing what's going on. So, when I go to work this 
stuff…this is affecting me.” 

“Well, like on my lunch break, I might go and run some errands for him and some things 
that I may have to do, which it cuts into my time”

“taking a cruise, something of that nature, made me work a whole 
lot more because now I got to carry these boxes.” “That’s a 
heavy box.” “Make sure I got the right amount of boxes for the right amount of days that 



we had. It was kind of tearing me down.”
“interfered with everything. With mine before the transplant, it interfered with 
everything. It was a lot of work. Like I was saying, I used to love to go to the beach. Me 
and my children will be on the beach enjoying ourselves but my wife, like I said, she 
would either be in a hotel sick or she would be at my grandmother's house sick. So, that 
just interferes with everything you know”

“everything rests on 
my shoulders” It affected everything and it used to actually 
bother me in my mindset. But what I did was I just kind of push that over to the side like 
you said and just did what I had to do”

“I've always tried to make anything negative to positive. So, 
what I did was, instead of pushing it to the side, I put it to the forefront, put it right in 
front of me. I said how I can pick this apart. So, I just started picking it apart by doing 
the same thing that I have been doing now”

“He was like I need you to have a 
life, too. Don't let me deter you from what you're doing with my treatments. So, we're 
going to find a way to work this out where you can save my life and you can have your 
own life”  

‘stubborn’ ‘strong-willed’,



He's very stubborn. I mean I'm just telling you the truth. He doesn't 
exercise. He doesn't do what he is told. He still eats the same way. So that's the challenge

It's our little girl. She's just turning three 
and it's definitely hard. She is strong-willed. I mean good grief!

I would literally drive over and get in a 
bigger vehicle with my Dad who was over 300 pounds and over six foot tall and he can't 
walk. He hasn't driven for over 13 or 14 years. He's very permanently disabled outside 
the dialysis or kidney failure. I would go drive from campus to their home, get in their 
truck, take him to the clinic, take their truck back, get in my car, and drive back to 
campus. So, I was driving 100 miles a day 

“Sometimes it just comes to the 
point that I want my Dad to sit down and be quiet. I've always seen my parents being 
almost as if I am raising two…specifically my father. If I put an age around them 
mentally --- I would put his age --- he acts sort of mentally like a 13 year old boy. It's like 
when you raise any child. I get those same emotions. Sometimes it's great and sometimes 
it's not great. I just try to manage that”

mother’



Everybody don't have what it takes 
but at the same time I think everybody should try. If we four were brothers and our parent 
is ill with this situation, it'll make everything even more easier if say you take Monday, 
Tuesday and Wednesday, and Thursday. That takes pressure off of one person”

“How satisfied are you all with the support that you are receiving or 
have received?”

“My older brother is 7 years and my sister is 
almost 10 years older than me and I've always been the barer of my parents. But like you 
said, it would be nice if --- like my brother, he comes home just to have fun, come in and 
out just to “hey, Dad, how are you doing,” smile, hey --- but he don't see the real movie, 
so to speak. He sees it but he doesn't want to deal with it. My sister is even worse than 
that, honestly speaking. So, it's all me”

  
 
 

“Well, it’s made me become kind of reclusive because after dealing with 
people's problems all day at work and then having to go and deal with my Dad, I just 
tend to want to cut off and just go into my cave”

Yeah. It's 
funny. Our friends ask us all the time why can't you do this or that.  Well, because we 
have to be home by 7 o'clock so we can get her  on her dialysis. If we 
don't get her before, especially if she has something going on like she has to go to the 
doctor the next day, we've got to get her on at a certain time. If we don't, she gone go 
past that time.  We won't have enough time to get her off her dialysis. And of course, she 
has to have time to recuperate from that. Yeah, we have several friends we can't do 
anything because you've got to keep doing this”

“sleep”
“tired” “How has caregiving affected your 

ability to care for yourself?” “I almost had an accident you 
know, driving off the road because I was working so much, sleeping 3 hours a night” 



“I was very active, playing 
basketball, went to the gym. So, then I started doing that  
It was like whoa, I'm tired. Let me get me a quick nap before I have to get up and take 
him off the machine. Then, I ended up gaining 40 pounds”

 “You know, everybody usually get what 7/8 hours of sleep. I was looking at the 
trend what 4 or 5 hours of sleep. It affected me. My high blood pressure, it came along”

“I’m sitting here just listening, and I’m seeing myself in that, you know, 
trying to take care of everything and make sure everything is okay but at the same time 
I’m neglecting myself”

“heartache”
“I would have to leave my job and go to the house and assist her. A couple 

of times, she had to get the ambulance. So, it affected my work. So, I just went on and 
retired from my job” It was a lot for me 
because uh, the type of job that I have. I have plenty of time where I could take FMLA. 
But my job was giving me a hassle with that because I was needed, and so it was causing 
me a lot of heartache. Like I said, as I sit back and just think about it while I was going 
through it, dealing with my supervisor because they're not gone really just believe that 
you to take off all the time

“affected” “on the mental side 
because I couldn't really just understand what was going on”

"messing with my mindset”
“playing a toll on me because it was to the point where I felt like I didn't 

have a life”  “But like I said, 
sometimes you get to that point of that you just want to scream” 

“It was messing with my mindset because now I’m trying to take 
care of myself. Got a new baby, trying to take care of my child. Then, I’m trying take care 
of her and all of this was coming on me and trying to work at the same time. It was a lot. 
It had me real extremely tired. But in doing what you have to do, somewhere along the 
way you’re going to stop and you’re going to sit down and your body is going to be tired, 
uh, your mind is going to be tired…”

“depression”
“This is 

therapeutic for me because not until now that I realize I actually could be considered as 
being depressed sometimes”



I knew I was depressed. I didn't want anybody around me. I didn't want to talk 
to anybody or anything like that because I'm a very social person. So, with that, it never 
played a factor as far as depression. It's just I got to the point where I questioned myself 
what if I wasn't doing this, where would I be or what would I be doing

“Subconsciously, you can be 
depressed and/or stressed, you can gain weight or it can cause other problems. So, 
consciously, I don't believe it's affecting me negatively”

“stressful times”
“But, you know, as far as anger, I did lash out real bad you know, 

with that but you know, during my time with my wife during all her illness, it is stressful 
at times” (

 

“Like you've got the 3 different 
uh…You've got your red solution that she had to use to pull off the weights or she had the 
green or she had the yellow. She couldn't carry this stuff and if it was down in our 
basement, I had to bring it to upstairs. Now, keep in mind, I still got to go to work so it 
kind of had me tired --- not kind of tired but I was tired a lot. Yeah, I was tired. Those 
boxes --- it had four bags in them and weighed about 20 pounds up and down the stairs, 
up and down the stairs” I remember those days

“My wife had it twice, the infection, uh and it's a lot of pain.  When you see 
them going through it, it bothers you extremely bad”  



coping strategies
adaptive maladaptive Adaptive coping strategies

Maladaptive coping strategies 

“What do you do when you're angry, frustrated, tired?”
“Meditating a lot helped me to 

take a part the negatives and see the positives in it.” “That was my mental way of when I 
see him  go get this Big Mac or a Whopper with fries. First thing, I was like I 
want to go get a salad and I wanted to go running”

“I design websites, design webpages, work on 
computers, and yes, that is a solitary activity, just like working out is -- it does give me 
that creative time and that's probably where I do a lot of my better work”

“But, uh, 
I think my biggest help comes from the Lord though” “I work through it 
--- through the power of God” 

attempts to change 
the care recipient masking feelings withdrawal

“I can only 
counsel him so much. You can only take a horse to the water but you can't make it drink. 
So, I've drug him to the water. I drug him to the lake, the river, the ocean, the Atlantic, 
and the Pacific, but that man just won't drink.” 
 

“It was affecting me extremely bad because I was like, man I don’t know 
how I’m going to deal with this, but I kept going on because I wanted her to see that I 
was okay and I was strong with it but at the same time when she is away from me, it was 
messing with my mindset”



“Well, it makes you withdraw because 
you be tired, you've got other things on your mind. You're thinking about doctor's 
appointment that you may have to go through or like I said I was going through it when 
she was having a lot of surgery. That was dealing with my mindset, concerned about her 
not knowing what the outcome was going to be”

Objective burden

Subjective burden

burden

“…a lot of strain on your body” “It was 
messing with my mindset.”



“depressed” “angry”.
“great”

“turn negatives into positives”
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Please answer each question by filling in the blank or placing an X in 
the box. 
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