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Are there aspects of your role as a caregiver that you feel are often overlooked or
underestimated?

So much! People who have not been in our position can not really understand the level of burden (even
if I was more than willing to do it) that goes into being a primary caregiver. The normal daily tasks of
living do not stop like laundry, childcare, making a living - in fact we often have to pick up even more
slack on those things, then in addition we add an almost full time job of researching treatments and side
effects, managing medications, managing care, and being the go-to for check-ins and information
sharing. Then there is the constant low level terror of the unknown as the backdrop for all of this. Self
care takes a backseat because time is a luxury, so our sleep, fitness, physical and mental health take a
beating.

The anticipatory grief and emotional and mental health strain

All of them

Many times caregivers give everything to the patient and have nothing left to give themselves.

How much we are expected to do ourselves. We need a nursing degree, and a social work degree, and
perhaps a research background

More so at the Stage IV dx, the amount of time organizing records and researching treatments and trials.
And just the sheer exhaustion but having no choice but to KFG

yes, there is no support that I found outside of 2 times we received house cleaning

Not personally but I see a lot of relationships dive into one where partners do everything and it becomes
parent/child not a real spousal relationship.

Medical care always addressed spouse about condition and care but spouse was unable to process
information and relied on me. I felt overlooked

Definitely. You re just expected to cope and manage somehow

Family and friends never understood the stress

Self care

Nobody asks me how I am doing.

People thinking you don’t need help if you don’t ask.
More support and information during the final stage from hospital

The strain it takes on all the family, inlaws, grandkids. I was a care giver daughter to my parents. It did not
only impact me but my whole family. And when my parents passed away I collapsed and again my family
suffered.

How difficult it is to do it all- support patient, raise young children, work, cook, clean, etc. maybe young
families would benefit from cleaning services, etc like breast cancer patients do even if the patient isn’t
the woman. Or maybe lawn mowing services if it is the husband etc. or whatever service because
anytime cancer is involved, roles get all moved around.

How much we can impact the comfort and sometimes even outcome of the patient.

The amount of communication management with friends and family to keep them updated when the
loved one is ill from treatment side effects



Isolation

Mental status

Everyone is concerned about the patient, few think to ask how the caregiver is doing.

Just having to do it ALL

People demanding quick turnaround or not being aggressive enough

When to start palliative care

Yes. The amount of research is overlooked by the doctors except Dr. <removed specific reference>

Future uncertainty

Possibly creating some small groups/closer connections to support the journey?

Researching and managing treatment, ability to understand medical information

Managing the patient's emotions. Everyone told me to make sure I took time for myself, but I had no idea
the emotional strain I would feel with trying to manage/respond to his emotions

There really isn't much anyone can do other can come up with faster cures and notify us about them and
help advocate for the patient.

It has become impossible to balance work and appointments. The treatment center refuses to work with
us, even though they have known my schedule for over a year. They also seem to think I don't know
anything and are trying to take advantage of that.

People only care about you, as a caregiver, never.,,,,,,,they care about the patient

How the spouse is handling the stress

Most doctors are focused on patients and not on caregivers. There needs to be more attention given to
caregivers even if it's just recognition for the hard job that they do.

I don't think my patient ever understood the strain it put on me

My husband will not read or learn about the disease and treatment, it falls on me.

The day to day struggles

The financial impact

Most of it! Until you’re in that position I don’t think someone really understands how difficult it is. My
stress level was off the charts. I clenched my teeth so much during the day I broke three teeth.

Anticipatory grief

The time commitment and the emotional energy/coping; people thinking that since time has passed and
she’s still alive that everything is easy and fine, which isn’t true

The toll it takes

The sheer volume of mental labour. Conflicting emotions.

We’re not “so strong” or “superheroes” or whatever. You do what you have to do. You’re in survival mode
the entire time. You either rise to the challenge or your person dies. Or in reality, you rise and fight. And
they still die.

Emotional impact

The stress on us to “fix” things. Also, lack of appreciation by patient.



stress, lack of sleep,

The feeling of helplessness because my husband was beyond getting help such as chemotherapy or
other treatments due to 3 massive hernias that contained both his large and small intestines. I just felt
completely helpless.

Trauma of witnessing loved one suffering

That it takes a village of caregivers to care for the patient

Trying to be the best caregiver possible while struggling with one's own emotions.

Emotional health

When the patient dies, your identity becomes confused and changed. It’s a hard adjustment,

Being a health care professional caring for a sick loved on - invisible overtime.

Sometimes I feel like we don't matter since our partners are dealing with late stage cancer. We are
merely here to support and not be supported.

I have help with physical tasks but the mental load of assigning tasks and managing the household is
often overlooked.

Emotional stress on top of caregiver responsibilities

Yes. The mental burden of disease understanding, therapeutic knowledge and advocacy falls all on me.
Not to mention just the thoughts of having to manage life without my spouse. It is a huge psychological
that ends up impacting every aspect of life.

The amount of time caretakers need to take off work is daunting.

The day to day support I have to give my spouse

Even if not actively engaged in caregiving, the fact that someone we love tremendously has cancer is
always there. It’s always in our mind and heart, which can drain us of energy and coping skills, without
even realizing it’s happening. We’re so tired all the time.

Waiting 6 months for disability benefits to kick in was a huge strain. I had to quickly pick up the financial
burden and because of that, I have significantly less time to myself. My husband is home all day
everyday, which also can be difficult on a marriage. As a caregiver, it has been my duty to manage
everything with grace and be understanding of my husbands diagnosis. But there is not enough financial
or emotional support for the people who are tasked with making sure everyone in the home stays alive.

Yes, the invisibility that caregivers feel is not acknowledged, studied, or supported by both health care
providers and the community.

The physical toll of the stress

Even if I would have needed some time to myself or some assistance I can say that I probably wouldn’t
have accepted either because I never wanted to leave my person.

Most people acknowledge spouse's struggle but not mine as caregiver

More and more the amount of medical care we are expected to do. I can wrap a leg with lymphedema 3
different ways, pull a needle from a port and irrigate, and know so much about ostomies because there’s
nobody to ask

All of them. Mostly that whatever happens to my husband also happens to my family. I am worried about
him, my kids and the possibility that they live a vast portion of their lives without him. Me as well, of
course. Friends and family and doctors focus on him- as they should- but the fear of losing him is so real



and most people around us can’t deal with that fear and they hope for good news ways so they can not
worry. They turn any news about current situation into good news- even if it’s not- because that’s what
they need. No one understands how real the fear is when your spouse is stage 4.

Emotional support. Pharmaceutical access

Loss of me. I feel my identity now is my mothers keeper. Invitations to weddings etc, are sent with both
our names on the same envelope, like we are married.. Hot button issue for me.

People in our life don't think I'm impacted by the diagnosis and treatment because im not the patient so
there is very little support and I often feel invisible and burnt out.

Lack of sleep and self care time available; emotional and mental toll that is taken on me to go through this
whole experience.

Mental health

When patient doesn't have any other support other than me.

The time we spend caring for our loved one. The research and knowledge we acquire about their
condition. The lack of sleep and the mental strain of the uncertainty. With some physicians just
acknowledging we are there and a part of it all.

Just how time consuming it is. My employer really lacked all empathy for how exhausted I was week to
week which greatly affected my mental health.

I think society hugely overlooks every aspect of being a caregiver, the focus is mostly (if at all) on the
patient (which it should be, but can't there be both?)

The significant mental health burden. Our lives are completely upended, too, granted in completely
different ways. We are often not given space to have our feelings or we feel guilty about having our
feelings. We provide care and support for our loved ones, but there is little care and support for us.

I used to think and feel that I could handle most of the situations that arise in life, but being 70 years old
and the only caregiver for a Stage4 pt, plus trying to run a household by yourself and see to your mental,
physical and emotional needs is a daunting task.

Maintaining same lifestyle

Everything, it's a 24-7 lifestyle that revolves around the PT and their health. There are so few resources
for physical / social and mental assistance for caregivers.

That you are often the caregiver for multiple people in your life. The distress of seeing the suffering and
decline of a loved day after day despite your best efforts is very demoralizing. You think that if you just
work harder, things would improve but this is a situation where hard work does not always bring the
desired results, and then you feel personally responsible for negative outcomes.

The emotional/stress load it adds to your life was huge.

The emotional and mental toll.

The emotion and exhaustion
Training for additional family members/friends to understand how to support our family

All of them. It feels never as hard as what he’s going through and while that’s true, it’s extremely hard. We
worry about the patient and literally everything else. My husband has blinders on a lot with worrying about
how everyone else is doing. He just worries about getting better. His care team does okay but caregivers
are the unsung heroes.

Amount of stress



Work, I had to go through a whole process at work to get flexible hours, which is crazy because I worked
there for 14 years, great employee, senior manager. This added a lot of stress and resentment for me. I
really need the job now and the benefits for my patient. I really felt like saying we are in a battle for his
life, this bureaucracy is crazy.

Assistance with anticipatory grief

Mental health

Nursing duties with no training- lift and support the patient safely, drainage bags, when to call for help,
dealing with hospice, ER visits

I don’t think my spouse tries to understand my experience in the same way I try to understand his.

I never know if I am doing too little or too much for him, I am constantly thinking what I should or
shouldn't do

Being a primary caregiver, i feel the information and understanding about the patient and assessment is
not always accounted.

Capacity to research and grasp the data re treatment options, Role as Mom/ Nana seen as giver, Anger
of adult children directed at me, Spiritual Support and Funeral.Planning

The impact it has on the ability to care about anything else except taking care of the patient

I was offered respite and breaks, but I had a very difficult time accepting because I could not stand to be
apart from my late wife. I knew our time was short, so I wanted nothing but to be by her side for as long
as possible. The line between spouse and caregiver is extremely gray.

The emotional burden and time involved

Emotional concerns - no one thinks it’s hard, only the patient is suffering

All aspects

Respite care was never offered or talked about

I honestly don’t think people know what all you are going through. My husband’s friends kept him going -
but for me I didn’t like discussing this with others. My goal was to focus on him and his needs and to
keep focusing on all that was good. We missed family and friends wedding, parties, weekend fun -
vacations. The Eclipse, etc - I had to wish everyone well, safe travels, etc when inside I wanted our life
back but had to put on a happy face for them. It’s just how it was and I had to a. Pet and deal with this.
Keep a lot inside and never let him know I how I was thinking. We kept each other going. I was
dedicated to him and getting him well - that was all I cared about while wishing we had our life back.

Surprisingly, the positives. My husband and I have radically changed how we eat, and we're much more
conscious about reducing stress and non essentials in our lives. And our mutual love and appreciation
has deepened in an unexpected way.

Patients on medication or with brain tumors can have a wide range of behaviors and cognition.
Healthcare professionals need to put more trust in what the care person is saying because they are the
consistent one… more consistently there than anyone and more consistently cohérent than the patient,
in this type of case.

hard to justify the emotional stress as we are not the ones going through treatment / cancer

Yep! Lots!

We are the ones who have the complete picture and have the least input.



How much there is to juggle and adapt to at any given moment. Having to delegate and make decisions
on important things. Trying to keep everyone mentally well specially when you have small children and
also taking care of myself. There is never time for self care. It’s hard to balance everything, especially
when you also have to work. It’s very stressful. You’re always on the go.

Level of care I am capable of giving has been overlooked. The person I am caring for is not truthful to
doctors. While I step in and explain the situation, they have ultimately dismissed my pleas and concerns.
This has resulted in complications after being discharged from the hospital and repeat hospital
admissions. I am the healthcare surrogate and power of attorney, yet I not been listened to.

It's just taken for granted by the patient and definitely all his family that I'll always be here. When I ask for
help to get some respite from the constant emotional suffering that means witnessing the decline of my
loved one for over 5 years I just get condescending answers that are totally unhelpful. When I explicitly
asked for someone to stay with the patient to take a break from caregiving, instead I get offered help to
mind my son, or do the shopping, etc. but nobody is really committed to helping in the way we need and
truly take ownership of caregiving duties if I want to take time off.

Researching to find the best doctors/care. Second opinions, etc.

The big one for me is understanding options for him. I wish I had known more about disability and long
term disability. I wish I had asked him if he rolled over his old retirement accounts and understood things
like if I shut down his Amazon account I’ll lose all the movies and digital content. I know there are different
neighborhoods to ask questions but I would have liked a more guided journey for end of life planning.

Isolation, mental health

My ability to research and problem solve

Being the primary researcher

Balancing partners hope with my understanding of reality

The complete transformation of my loving relationship to that of roommates.

Ability to communicate with partner (denial, etc) and have tough conversations

No one tells other people how hard it is, including the caregiver, we should be shouting out how hard it
is…..but we don’t.

Parenting, not just the logistics of parenting when you're down a parent, but also the emotional work of
explaining to children what is happening and having templates for how to talk to hem.

It’s like watching your own life fade away also

No, but to reiterate, the physical and mental toll is significant.

The physical and emotional stress- the sadness

Yes. As a mother of an adult autistic child with CRC we need to be heard with our concerns and the
information we provide should be valued as we are speaking for the patient. We advocate on their behalf
and too many in medical field don't make the proper allowances.

while it is true that it's very hard for the patient who is dying has a difficult time due to the treatments and
surgeries, no doubt. but it's not easy for the ones left behind who are also dealing with a very traumatic
situation. while there are small victories which we are happy for, this has been the most traumatic
experience of my life.

We need much more support in any ways possible

That the patient’s disease affects caregivers, too, and we should be seen as a team



Research & knowledge about treatment / care options; knowledge of healthcare providers's
responsibilities and job duties, how much extra time is spent around caregiving and recognition that the
caregiver has other roles & responsibilities that might need the be accommodated when scheduling

Literally giving up my entire life and putting it on hold for as long as it took so he could have a better
quality of life, meet his goals and have the best life he could. … some form of return to work program or
new pathway after he passed would have been great. Especially with no life insurance to claim. Not
being the patient limits so many resources.

Taking on all communication responsibilities (medical, family, and social) from diagnosis through
hospice, and taking care of the patient's estate after death.

Pretty much all of it.

all of it? people don't realize the strain involved unless they've been through it. also, people are
supportive at initial diagnosis/around surgery/in an emergency situation, but once they perceive that the
"emergency has passed" they disappear and support really goes away.

Never.

I think that we caregivers as a group support one another through this page better than I could have ever
imagined. Whatever we don’t find in our “home base,” we can usually find online here.

Care for children when patient is younger (30s,40s,50s)

The emotional aspects - fear and anticipatory grief. Also, since I was caring for my boyfriend (not
husband), I felt like people viewed it as somehow more optional.

The mental toll; the time it takes to deal with scheduling, insurance, billing; the loss of friendships.

No. Only those who have gone through this will/would understand.

That the role doesn’t end as soon as the loved one dies.

Fear of losing them overwhelms your mind

The unknown when a younger person is diagnosed. How do you plan whether to have kids, etc. the
ongoing stress and trauma after patient is ned.

Taking seriously by healthcare providers regarding clinical trials or "icing" during chemo

Mental health of caregivers

The emotional toll on the caregiver, as it is “our battle”, not just the “patient’s battle”.

The impact on the caregiver. What they have to give. How their life changes. How they cannot complain
about it because, “at least they don't have cancer.”

Impact on parenting and household management when a spouse is diagnosed. Financial impact

The loss of individuality

My health, my responsibilities, the stress

The mental strain.

The impact on the caregiver’s mental health and how deal with family and friends.

The emotional and mental toll

Everyone always asks how my husband is doing …. And they should! I’ve been asked once in 2 years
how I’m doing. It sucks to have to hold it all together.



The emotional challenges from patient towards caregiver. Patient needs more counseling to deal with
their illness and the emotional side effects from chemo and how frustration is targeted toward people
caring for them. I cannot talk to my son about his cancer without him getting really mad and shuts me
down. Nor can I talk to his doctor in front of him about questions I have without him getting angry.

The way your whole life changes and gets flipped upside down. I think people underestimate the toll it
takes on you.

People don’t understand that you can’t make plans more than a few weeks ahead.

Maybe the day to day stuff that has to be done by myself. Including care for grandchild.

Mental health

When he has been hospitalized I only get updates from him and my chart. I can not be at the hospital all
day and at work, it makes it hard to juggle when you dont get updates. I also wish there was one person
who would coordinate his care. It gets confusing with so many people.

Complete feeling of neglect when I have done so much more than anyone can possibly know.

I am the sounding board for my children when they have questions. They are 8 and 10, they see Daddy is
sick. He was a stay at home dad and now Mommy is doing everything. No one talks about how this
affects the children.

Personal time

Information "holder" or recorder

Behind the scenes eg financial management, increased laundry

The stress and loneliness. Would have been nice to have support groups in my hometown

Caregiver needs are only ever considered through the lens of the patient - means that often own
healthcare needs, wellness needs, social and emotional needs are overlooked

I have had to assert myself to voice my/our perspective as patient/caregiver team to be included in
making shared decisions. I’ve been told I’m not the “average layperson” because I am in healthcare, ask
questions and seek to understand all available options.

Childcare issues and childcare planning for caregivers of single parent patients; my sister is a 38 year
old single mother with two young children 3y and 8y. Stepping in and stepping up and planning their care
is an enormous weight on me as her sister, as I am a working mother of two young children myself. I
need my own family to be financially stable and supported… where does the time and the resources
come from?

Just the overall impact and continued level of uncertainty

Most of what I do is completely overlooked by family and friends. I often feel invisible.

Yes, having to be a therapist to my spouse on a daily basis. I’m not equipped to do that but here we are.

The amount that needs to be done - researching, medications, etc etc all while raising a family, making a
living, and being terrified of what is to come.

Supplying info to everyone, handling it alone. We don’t have kids and extended family is states away

Not enough resources and education surrounding lifestyle changes when becoming a caregiver ex. Shifts
in relationships, resources for therapy and effective ways to communicate with CRC patients,
communicating with family/friends/providers, and addressing difficult conversations.



The fear involved, the love someone may have for the patient. I too have had cancer amd i can tell you
the fear is so much stronger with the potential of losing my wife, when i was on the other sode yes there
was fear but not to anywhere close to this extent

The mental toll it takes on a child who is a caregiver for their parent. The younger they are the more of an
issue I feel it may be

Carrying the emotional burden for both of us bc he has to focus on “getting better” but I carry the worry,
the research. The. Everything in my head.

To expand on my last answer.. there were times when covid policies required patients to be alone. They
underestimated how much some patients need a support person. Towards the end of my husband's life,
he struggled to remember anything or find his way around due to chemo and brain mets. It's equivalent to
sending a child in without a parent.


