
© AOSW,  2012 © AOSW,  2012 

Caring for the Caregiver: 
It’s a Marathon … Not a Sprint 

 
Presented by YOUR NAME 

 
 

Presenter
Presentation Notes
SPEAKER NOTES:  INSERT YOUR NAME ON THIS TITLE PAGE.  You can also insert your institutions logo side by side with the AOSW logo if you wish.WELCOME!  I’m so glad you are here for this program.  Our focus tonight is on those affected by cancer who may not actually HAVE cancer – the loved ones of cancer survivors.  Our goal is to provide some tools for caregivers and those who have been diagnosed with cancer to be able to navigate this journey a bit more smoothly. So, to get started, Who is a Caregiver? What do you all think?   – get the audience to chime in.  We hope that you will ask questions and share your experiences as well.  YOU are the experts, after all, because you’re the ones going through the process.
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Who is a “Caregiver” ??? 

• “Anyone who provides physical, emotional, 
spiritual, financial or logistical support to a loved 
one with a chronic, disabling or life-threatening 
illness.”  

The Wellness Community, 2009, p. 3 

Presenter
Presentation Notes
Who is a caregiver?  Give the audience a chance to answer this.  You can ask?  Is caregiving just physical care?  Or does it include emotional care? Logistical support?  This is a chance for the audience to share what they know and also gives the opportunity for you to gauge how to best meet the audience where they are.  You might also ask what other words they would like to use instead of “caregiver” – advocate? Friend?  Loved one? Husband? Wife?EVERYONE IS AFFECTED BY CANCER, right?  Not just the person diagnosed, but everyone in the family, friends – all those who care about the person who receives the diagnosis.  Can you be a caregiver if you live a long distance from your loved one?  How about if you have cancer yourself? How about if your loved one is entirely self-sufficient – drives herself to treatment, etc.?  Who, here, considers themselves a caregiver?  Some people don’t like the term “caregiver”?  What would you call your role?  (Some examples:  Advocate, Support Person, Co-Survivor, Daughter, husband, etc.) 
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Who are America’s Caregivers? 

Child 36% 

Spouse 19%   
Partner 3% 

Parent 6% 
Other 7% 

Friend 8% 

Other Relative 11% 

Sibling 2% 

Grandchild 8% 

A Portrait of Informal Caregivers in America, 2001.  

Presenter
Presentation Notes
This is data about all caregivers – not just cancer caregivers.  Given that, who do you think provides the majority of non-professional care in this country?  CLICK slide to have percentages show.Is anyone surprised that children are the largest percentage of caregivers?  For cancer caregivers in particular, an article in the Journal of Community Nursing showed (pick the statistics most relevant to your group)Who are the cancer caregivers?82 percent are female71 percent are married61 percent have been providing care for less than six months54 percent live with the patient for whom they are caring47 percent are more than 50 years old36 percent reported caregiving took more than 40 hours of time per weekA Day in the Life of a Cancer Caregiver What don’t you do? As a cancer caregiver, you spend your days preparing meals, cleaning, providing transportation, talking to health care providers, administering medication, and making sure their loved one gets everything they need. Cancer caregivers find the time to do it all…everything but take care of themselves.Consequences of Cancer Caregiving The Journal of Family Nursing study detailed the impact of providing care on cancer caregivers’ physical, emotional, and financial health. The results are staggering, and indicate that the caregiver needs to take care of his or herself.Physical70 percent reported taking between 1 and 10 medications per day62 percent said their own health had suffered as a result of caregiving25 percent reported having significant physical limitations of their ownEmotional85 percent reported that they resented having to provide care70 percent said their families were not working well together54 percent visited friends and family less since assuming their caregiving role35 percent said they were overwhelmed by their caregiving role97 percent said their roles were important81 percent stated that they wanted to provide care and could not live with themselves if they did not assume caregiving responsibilitiesFinancial46 percent reported inadequate financial resourcesCaregivers frequently missed as many workdays as those patients for whom they were caring, according to a survey conducted by the Fatigue Coalition (a multidisciplinary group of medical practitioners, researchers and Patient advocates), and funded by Ortho Biotech Products, L.P.SO WHY IS THIS IMPORTANT? (Get audience to answer before moving to the next slide)
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Why is this important? 

• Caregivers providing support to a spouse who report strain from 
doing so are 63% more likely to die within 4 years than others 
their age.  

 
• Partners of women with breast cancer (predominantly husbands, 

but also “significant others,” daughters, friends, and others) find 
that partners’ mental health correlates positively with the anxiety, 
depression, fatigue, and symptom distress of women with breast 
cancer and that the effects are bidirectional. 

Schultz and Beach, 1999 

Segrin et al., 2005, 2007 

Presenter
Presentation Notes
First have audience answer…(The second bullet is a bit confusing but basically means that the mental health of patients and their caregivers is synergistic – that is when one feels good the other feels good and vice versa)
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High levels of  psychological burden in: 
 

• Feelings of  helplessness/loss of  control 
• Feelings of  unwanted aloneness 
• Having to make decisions for the patient 
• Being expected to provide  
   encouragement and companionship 

 
 

How Are Caregivers Affected? 

Caring for the Caregivers, Myra Glajchen, DSW and Lisa Fraidin, MA. 

Presenter
Presentation Notes
Ask what else the caregivers in the audience feel?  And check in with the survivors – what do they think the caregivers feel?If it’s not mentioned, mention Expressions of Guilt, and Reactions of Anger, Sadness
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How Are Caregivers Affected? 

• Deeper connection with loved one 
• Better communication 
• Clearer priorities 
• Stronger commitment 
• Increased sense of  self 

 

But WAIT!  There’s more! 

Presenter
Presentation Notes
So there are some benefits as well, right?  What are some of the positive effects you have noticed in your relationships? Give the audience a chance to answer before showing the rest of the slide.



“I love my wife as much or more than when we 
were first married.  She’s still the same wonderful, 
sensitive and caring life partner she’s always 
been.  She’s still so special and attractive to me.  
The superficial changes that cancer has caused 
don’t matter. This wasn’t the first challenge we’ve 
faced and it won’t be the last, but we’ll try to take 
them in stride, grow from the insights obtained, 
and continue to share many more years together as 

best friends.”  
~Steve, colon cancer survivor and caregiver for 
wife Lynn who is a multiple myeloma survivor 

Presenter
Presentation Notes
If you have a quote you prefer, please substitute it here.  Please try to quote someone with multiple myeloma if possible.
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Two Major Tasks of Caregiving 

• Taking care of your loved ones – the person in 
your life with cancer and others 

 
• Taking care of YOURSELF 
 

Presenter
Presentation Notes
So there are two major tasks involved in caregiving.  The obvious one is taking care of your loved one.  The one that is often overlooked is taking care of yourself.  And why is that important???  Give the audience a chance to answerIf you don’t take care of yourself you can’t take care of anyone else!So there are a couple of different models to think about the caregiving role.  



© AOSW,  2012 © AOSW,  2012 

Models for Caregiving 

Taking Care 
of Yourself 

Taking Care 
of Others 

Presenter
Presentation Notes
The first is the zero sum game which suggests that if you are taking care of yourself you cannot be taking care of others and that if you are taking care of others you cannot be taking care of yourself.  What do y’all think about this?  Have you found this to be true?
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Models for Caregiving 

“Burdens” “Tasks” 

“Joys”/Support 
Ahmed, K., 2009 

Presenter
Presentation Notes
Another model was proposed by Ms. Ahmed in 2009.  She presents caregiving as a triangle with tasks, burdens and joys on the three sides.  Her suggestion is that caregivers can broaden their joys and supports, such that they are better able to complete the tasks and burdens without getting tired.  Visually you can see that the length of the side for joys and support grows longer than either the tasks or the burdens.  
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So How Do We Do This? 



© AOSW,  2012 © AOSW,  2012 

Presenter
Presentation Notes
If it were only this easy!
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The ABC’s of Caregiving 

A.  Awareness 
B.  Balance 
C.  Connection 
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Awareness 

• YOU are a caregiver, and that brings a new set 
of demands and opportunities 

 
• What are you feeling? 

– It’s a marathon, not a sprint – you and your loved 
one are in this for the long haul 

– Develop (and get used to) the “New Normal” 

Presenter
Presentation Notes
The A is for Awareness.  Without recognizing that you’ve taken on a new role (or your loved one has taken on a new role), it’s very difficult to learn more about it and how to manage the situation most effectively.  Just like survivors must learn a new language so must caregivers.  Right?  When you were diagnosed with cancer what were the new words you had to use?The second part of Awareness is recognizing what you are feeling.  The cancer journey is a marathon not a sprint.  At the time of diagnosis we tend to put everything to the side and focus strictly on what to do next with regard to the cancer whether it’s multiple myeloma, breast cancer, or something else.  But as a pair, it’s important to also realize that this is going to be an ongoing journey.  
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Presenter
Presentation Notes
How many of you here, whether survivors or caregivers, can relate to this slide?
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Balance 

“It is one of the most beautiful 
compensations of this life that no man 
can sincerely try to help another 
without helping himself first.” 

 
  ~Ralph Waldo Emerson 

 

Presenter
Presentation Notes
The “B” of the ABC’s of caregiving is Balance.  It’s crucial that each of you take care of yourself just as much as you are taking care of your loved one.  It’s tempting for some of us to put ourselves at the bottom of the list, but as Emerson notes we can’t help others if we are empty.  
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Self Care Strategies  

• Physical  
– Sleep well 
– Eat well 
– Stretch 
– Exercise  

 

• Psychological 
– Self-reflect 
– Pleasure reading 
– Say “NO”  
– Smile/Laugh 
– Solitude 

 

 
• Emotional  

– Friends 
– Cry 
– Laugh 
– Gratitude lists 
– HUMOR 

• Workplace 
– Enjoy the break 
– Set limits 
– Peer support 
– Take vacations 

Presenter
Presentation Notes
Get the audience, both survivors and caregivers, to discuss what they’ve learned works for them in terms of self care.  You may have to define “self care” as that may not be a term that is familiar.  Then click the slide and note all that they identified as well as anything additional that’s on the slide.  
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Things to Consider 

• How can you help maintain the stability of home and 
family? 

• How can you help ensure family income is maintained 
• Who else can assist and how? 
• Can you manage the physical care needed? 
• What will help you tolerate the “medicalization” of your 

home? 

Presenter
Presentation Notes
Depending on your group, these questions might be a helpful way to generate discussion.  Often groups are willing to talk about the “medicalization” part – what it’s like to be giving injections etc.  
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• Increase social support even more 

• Maintain task focused behaviors 

• Increase emotional distancing 

• Manage emotions through cognitive self talk 

• Feel better using altruism / Get out of yourself 

 
 

Ways to Cope When Feeling 
Overwhelmed 

Presenter
Presentation Notes
Ask the audience what they do when they are feeling overwhelmed. 
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Connection 

“When we get too caught up in the busyness of 
the world, we lose connection with one another 
- and ourselves.” 

      ~Jack Kornfield 
 

Presenter
Presentation Notes
The “C” of the ABC’s is for “Connection.”  Has anyone found that they were moving so fast trying to get everything done since the diagnosis or on the cancer journey that you don’t have as much time for friends?  Or to connect with each other?  Get audience to share their stories if they will.  



© AOSW,  2012 © AOSW,  2012 

Being a Guy 

• Men (often) focus on fixing problems 
• Guys are less likely to show emotion 

 
• Women (usually) appreciate problem-solving 
• Don’t feel valued without emotional 

CONNECTION 
 

Presenter
Presentation Notes
With respect to “connection”, what do you all think are the differences, in general terms, between men and women?  What do men want? What do women want?
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Strategies for Connection 

• Be responsive to your loved one 
– What does he or she actually WANT? 

• Have a list of tasks you can offer when people 
say “How can I help?” or “What can I do?” 
– Lotsahelpinghands.org; mylifeline.org 

• Think of playing on a team rather than trying to 
be a one person show 
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What Makes Caregivers Effective? 

• Healing power of human “presence” 
• Empathy-for self and others 
• Respect 
• Authenticity 
• Flexibility 
• Mutual Participation 
• Directiveness, Control, Responsibility 

 

Presenter
Presentation Notes
Who feels able to do these things?  
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What’s Less Likely to Work… 

• Trying to do it all 
• Pretending nothing has changed 
• Distancing 
• Not allowing room for your feelings – 

– Your partner usually worries as much about you as 
you worry about them 
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The Hard Conversations 
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The Take-Home 

• Your loved one needs you 
• You can’t do this alone 
• Together, you can and will, get through 

Presenter
Presentation Notes
Point out that each needs the other
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THANK YOU! 

 
This program was made possible by a generous 

educational grant from  

Presenter
Presentation Notes
Please be sure to note that Millenium and AOSW made this program possible.
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YOUR NAME 
 Association of  Oncology Social Work 

100 N. 20th Street, 4th Floor 
Philadelphia, PA 19103 

p: 215.599.6093 
e: info@aosw.org 

www.aosw.org  

Presenter
Presentation Notes
ADD YOUR CONTACT INFORMATION IF YOU LIKE

mailto:info@aosw.org�
http://www.aosw.org/�
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