
Preliminary Data Results from  
Lifespan Respite Balancing Initiative 

JUNE 2012 



CAREGIVER 
BURNOUT 

BARRIERS TO 
ACCESS 

USE OF  
RESPITE 

ACCESS TO 
RESPITE 

Presenter
Presentation Notes
You are an important part of this Network, and have a role in improving access to respite, identifying and reducing barriers to respite, so that caregivers increase their use of respite.  Respite prevents caregiver burnout. The Nevada Lifespan Respite Care Network is made up of professionals and service organizations that seek to encourage the use of respite, by increasing access to respite, reducing barriers to respite, and thereby reducing caregiver burnout.  You are an important part of this network, with an identified role in helping family caregivers navigate the road to respite. 
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 23% of family caregivers caring for five years 
or more reported their health is fair or poor.   
- National Alliance for Caregiving, 2009 

 
 Family caregivers experiencing extreme 

stress have been shown to age prematurely. 
This level of stress can take as much as 10 
years off a family caregiver's life. - National 
Academy of Sciences, 2004 
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 People with developmental disabilities are living longer.  
Elderly are living longer too.   

 Those who already give care take on additional care duties. 

 Compound Caregivers burn out at much higher rate. 
 

Presenter
Presentation Notes
Unfortunately, additional caregiving responsibilities often fall to those who are already caregiving.  Who else would have the experience and knowledge gained through providing care?  Watch for caregivers in their 50’s who are already caring for a person with disabilities to be particularly susceptible to the compounding  of care when their parents are aging.    



67 

34 

24 

0 

10 

20 

30 

40 

50 

60 

70 

80 

19-50 yrs old    50-64 yrs old  65 + yrs old 



Seniors Only 

Minor + Senior 

Minor + Adult 

Adult + Senior 

Adults Only 

Children Only 



 Won’t use word  
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Presenter
Presentation Notes
Caregivers are not easy to convince that they need respite.  They are unfamiliar with the concept of respite or even the term respite.  Same with the term caregiver.  Even if they acknowledge that they are caregivers, they don’t recognize the risks that come with caregiving.  Rarely will they ask for respite – to do so is almost like admitting failure.  Caregivers may be sensitive to the offer of respite – why am I being offered respite?  Am I not capable or fit to provide care?  That is not the only reason they won’t accept it.Maybe they don’t need respite so we shouldn’t offer it until they do?  Unfortunately, Nevada cannot afford to have them fail.  Top priority for Nevada is keeping caregivers committed to providing care so RESPITE has become a solution that we look to.  What is the alternative?  Come up with the money and resources and personnel to take over those caregiving duties?  Those solutions are EXPENSIVE, PATCHY, and create UNWANTED INTRUSION into caregiver and care recipient’s lives.  
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 Not measured by hours of care, or by 
the number or nature of tasks  

 Is more mental and emotional, than 
physical   

 Caregivers experience many changes, in 
both number and intensity 

 Lack of knowledge/experience creates 
stress 

 Compounding of care adds stress 
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Presentation Notes
Caregiving stress does not correlate to the hours of care or the tasks that caregiving demands.  It is more emotional than physical, with caregivers rating the emotional stress of caregiving high twice as often as the physical strain.  Caregivers “carry” that emotional stress with them.  Not surprisingly, 40-70%  of family caregivers have clinically significant symptoms of depression.Change stress with caregiving may be high in both number of changes and the intensity of the associated stress.  New caregivers are particularly susceptible to change stress, as are compound caregivers.  Compound caregiving is expected to grow, typically manifesting when caregivers in their 50’s who already care for children and young adults with disabilities now assume the added care responsibilities of their own aging parents.  
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 Caregiving becomes 
primary role, forcing out 
other roles 

 Care duties rise above and 
beyond an easily 
accommodated range of 
support 

 Caregiving is constantly 
needed and continuously 
provided without an end 
in sight 
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Presentation Notes
As caregiving demands increase, caregiving can emerge as the primary role, forcing out other roles the caregiver might have held.  Care demands might make it impossible for them to participate in social events, attend church, volunteer or work.  It may also limit a caregiver’s ability to be the spouse, parent, friend, or other relational roles they once held, both to the care recipient and to others they care about.  Care duties may require time, abilities, skills, and knowledge beyond the caregiver’s ability to provide.  They may also prevent a caregiver from getting sleep, eating well, exercising, and otherwise taking care of themselves.  They may take great care to make sure their loved one gets seen by medical professionals, but they sacrifice their own healthcare.  If care is constantly needed and provided continuously, without an end in sight, caregivers wonder how they’ll survive.   Burnout results when caregivers reach a point of exhaustion, when they no longer have the physical or emotional strength to continue.  Damage has likely occurred within the family unit by then, with divorce, substance abuse, domestic violence, abuse & neglect reflecting the impact of un-relieved caregiving on these familial relationships. Burnout is a gradual process that occurs over an extended period of time.  It doesn’t happen overnight, but it can creep up on you if you’re not paying attention to the warning signals.  The signs and symptoms of burnout can be subtle at first but, without relief, they get worse and worse as time goes on.  Stress and time management, education and training to develop skills in caring, caregiver resources and peer support, respite care services, and preventative healthcare measures are all tools available to you to help caregivers avoid burnout.  



What are we going to do to make a difference? 

Exhaustion of 
physical and/or 
emotional strength, 
usually as a result of 
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Presentation Notes
Not all caregiver services and supports are respite servicesRespite is “substitute care” – no one is taking over careAchieving respite takes sequential, preparatory stepsRespite is not care provided when “caregiver is unavailable”Respite is a temporary service, not a regular ongoing service                  Respite is achieved          when a caregiver allows others      to temporarily take over completely some part or aspect of the caregiver’s role. Let’s make sure we understand what respite really is.  Respite is achieved when a caregiver allows others to temporarily take over, completely, some part or aspect of the caregiver’s role.  Not all supports and services for caregivers are respite.  Respite is occasional, temporary - not permanent, care – given by a substitute caregiver who fills in while the primary caregivers gets a break.  No one is replacing the caregiver!Care given when a caregiver is working or is otherwise incapable of giving care is NOT respite.Achieving respite takes preparation and a series of steps that allows caregivers to accept it. 
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Presentation Notes
We have been working with caregivers as we have been focused on the needs of the person with special care needs.  We have made assumptions on the role a caregiver can take in supporting their loved one.  We have been mostly oblivious to the needs that caregivers have.  We don’t know about their needs because we never ask.  We don’t really see them, we take for granted the role that they fill, and we don’t recognize the needs they have.  We are changing that here in Nevada, and we are hoping to capture more information on caregivers and their needs than we ever have before.  We need you to see them and refer them to respite.



We know barriers to respite still exist.   
The question becomes what steps we will take first. 
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What do caregivers NEED to  
take the next step towards Respite? 
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Presentation Notes
There is a path to respite and we already know some of the barriers along the way.  When you know the steps involved in getting a caregiver to respite, you can quickly discover where a caregiver is on that path, what keeps a caregiver from moving forward, and what they need to overcome that barrier.  



Lifespan Respite Care 
Program Coordinator 

 
Cheryl Dinnell 

cdinnell66@gmail.com 
cell 775-315-1103 
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Presentation Notes
This concludes Part 4 of Information & Referral for Respite.  Those seeking CEU Credits must complete the Post-Training Survey materials and submit them as directed. For more information about this training, contact Cheryl Dinnell, Coordinator for the Nevada Lifespan Respite Care Program.  Thank you for your participation in this training!
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