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In-Home Respite Care (paid):  In home respite care that is paid for by the state or private pay is provided by a trained respite worker –either self-employed or is employed by an agency.  
IF the workers are employed by an agency, they are trained in many of the activities and duties that we train in this program.  Funding for agency hired respite workers typically comes from a state agency or through grant monies (since most agencies are not-for-profit).   Paid respite workers that work for an agency are required to meet specific standards.  In addition to training, workers will receive a complete background check, ID screening and TB testing.  They will sign a number of forms stating that they understand their job as a worker and can provide the quality, safe care that is expected of them.   Since many are directly employed by an agency, workers are treated as such and will either work part time or full time. 
Another form of paid respite workers are those who are paid by the families through financial stipends.  These stipends are given to families by social service agencies to use any way that they wish.  Funding for the social service agency comes from the state.  The agency then distributes the stipends to families in need.   Some of the struggles with this kind of paid employment are that the waiting lists for stipends can be months or even years before families receive the benefits and often times, when they do receive the stipend, the caregiver cannot find respite workers that are willing to be paid a very low rate for the tremendous care needs of their loved one.  
 In addition, the caregiver is responsible for all training, background checks and more.  For this reason, stipends are typically used when the families can find a respite worker that is a friend or family member who they can trust.

Note:  It’s very important to note that any type of paid respite worker program is going to be AT RISK due to the financial climate of our state and the challenges families have simply to make ends meet.  It’s not impossible to think that respite care services will soon become a national volunteer program much like volunteer hospice workers are today.  

[image: http://ts1.mm.bing.net/images/thumbnail.aspx?q=1582170112352&id=6e6ee6401627dda174e6b1202ae44d60&url=http%3a%2f%2fwww.kean.edu%2fkeangoogle%2fimg%2fHome.png]In-home Respite Care (volunteer):  Most volunteer respite workers are either friends or family members of the caregiver and their loved one.   All of the training is provided by the caregiver and scheduling, planning and activities are also planned between the caregiver and respite worker.  In this type of arrangement, care is agreed upon between the caregiver and worker (without third party training, planning or liability).  It seems simple enough; the caregiver calls a family member and says, “Can you help me”, and the respite program begins.   Actually, it’s not that simple. 
Often times, it’s very difficult for caregivers to find volunteer Respite Care for their loved one. Reasons may include, family members or friends are not comfortable caring for the loved one; they live far away; there are only a few people that the caregiver feels comfortable leaving their loved one with; the caregiver won’t ask for help because they feel that it’s a sign of weakness or neglect; caregivers will not ask for help --- until it’s too late!  And if they do ask for help, the idea of training on the basic essentials is simply too exhausting to think about, so they just do it themselves. 
For all these reasons and more, creating an avenue to match caregivers with volunteer respite workers is more important than ever! 







[image: http://ts1.mm.bing.net/images/thumbnail.aspx?q=1582170112352&id=6e6ee6401627dda174e6b1202ae44d60&url=http%3a%2f%2fwww.kean.edu%2fkeangoogle%2fimg%2fHome.png]Medical Respite Care (in home):   For children who are medically fragile in Illinois, they receive funding from a state/federal matching waiver under title XIX and Medicaid.  In short, medically fragile children must require medical technology to survive and the cost of services must be less than hospital care.  
Once the application is approved and all activities have been completed to prepare for the child’s homecoming (which takes anywhere from 1-3 months), the family will bring the child home from the hospital and will receive nursing care, therapies and durable medical equipment in order to sustain the child’s life.  In a state plan funded by Medicaid through the Katie Beckett waiver, the family will receive both home nursing care (a number of hours each week-typically 8 hours per day/night) and two weeks of 24 hour respite nursing care per year.  Note: All of these services must be provided by a Registered Nurse or a Licensed Practical Nurse – unless the caregiver can find a volunteer respite worker. 
Wow!! This family gets a lot of support don’t they?   Not so fast! Although the state will pay for the services in the plan, in reality, the family is considered fortunate to find a single nurse to fulfill their plan and offer the care that their child demands to survive.   To think that the family can access respite care for a two week period straight is simply unheard of.  
Often times, it’s the day nurses that are available since night shifts are so difficult to find.  This leaves the caregiver with round-the-clock caregiving.  This situation is not only exhausting but dangerous too!   The child and caregiver both suffer from the exhaustion and fatigue placed on both of them.  
Medical Respite Care (in facility):  Thankfully there are some alternatives to in home medical respite care.  A family can access respite care at a children’s community based health care center.  Today there are three centers in Illinois and a third being built in the new Ronald McDonald House in Chicago.  There, children can stay the entire two weeks for respite care while the caregiver and family find a much needed break to continue to care for their fragile child at home. 
Medical Day Care Programs (in Day Care or care center):  In addition, for emergent type of medical respite care, the centers offer medical day care as well. These programs aid caregivers that have to work full time yet cannot rely on the nurse to be in the home.  The medical day care program needs to be advanced to provide the care necessary to help families live a better quality of life. 


[image: http://ts1.mm.bing.net/images/thumbnail.aspx?q=1582170112352&id=6e6ee6401627dda174e6b1202ae44d60&url=http%3a%2f%2fwww.kean.edu%2fkeangoogle%2fimg%2fHome.png]Hospice Care (in home) End of life Care:   Hospice care is a form of respite care and can be provided to caregivers and their loved ones when it’s expected that the loved one only has 6 months or less to live.  The 6 month requirement is a state deemed and allows hospice agencies to get paid for end of life care.  Funding will pay for administration of the plan, medical equipment, education, spiritual care, nursing visits and medications (pain management).  Hospice workers are all VOLUNTEERS! 
Hospice is a philosophy of care. The goal of hospice is to enable patients to continue an alert, pain-free life and to manage other symptoms so that their last days may be spent with dignity and quality, surrounded by their loved ones. 
Hospice care is family-centered care -- it involves the patient and the family in making decisions. Care is provided for the patient and family 24 hours a day, 7 days a week. 
Hospice care can be given in the patient's home, a hospital, nursing home, or private hospice facility. Most hospice care in the United States is given in the home, with a family member or members serving as the main hands-on caregiver. 
Hospice care is meant for the time when cancer treatment can no longer help you, and you are expected to live 6 months or less. Hospice gives you palliative care, which is treatment to help relieve disease-related symptoms, but not cure the disease; its main purpose is to improve your quality of life. You, your family, and your doctor decide together when hospice care should begin. 
It’s important to note, that only when a family chooses hospice care for their loved one that these services are provided.  Often times, because of denial for example, hospice is not initiated and the family is faced with overwhelming caregiving requirements without any support system in place.  It’s possible that hospice would only be applied for in the last days leaving several months or years (if the disease is chronic) without any in home respite or other care services. 

Source: http://www.cancer.org/docroot/eto/content/eto_2_5x_what_is_hospice_care.asp 


[image: C:\Users\dcallarman\AppData\Local\Microsoft\Windows\Temporary Internet Files\Content.IE5\S4NWNKU7\j0437296[1].jpg]Palliative Care (pronounced pal-lee-uh-tiv) & Respite:   Palliative Care is becoming a primary type of care for loved ones diagnosed with a life threatening illness or disease.  Contrary to hospice care, palliative care is initiated at the time of diagnosis not at the time of near death.  It is also implemented despite whether the loved one will die from the disease or go into remission (like cancer).  This is especially helpful in finding community services like respite care for families and in providing pain management at home.  
Palliative care is not the same as hospice care. The goal of palliative care is to relieve the pain, symptoms and stress of serious illness – whatever the prognosis. It is appropriate for people of any age and at any point in an illness. It can be delivered along with treatments that are meant to cure you. 
Palliative care is typically provided by a team that includes palliative care doctors, nurses and social workers. The team works in partnership with your primary doctor.  The medical specialty focused on relief of the pain, stress and other debilitating symptoms of serious illness. The stress includes support for both the loved one with the illness/disease or disability and their caregiver. 
Palliative care is not dependent on prognosis and can be delivered at the same time as treatment that is meant to cure you. The goal is to relieve suffering and provide the best possible quality of life for patients and their families.
Palliative care is not a one-size-fits-all approach. Patients have a range of diseases and respond differently to treatment options. A key benefit of palliative care is that it customizes treatment to meet the individual needs of each patient. 
Palliative care relieves symptoms such as pain, shortness of breath, fatigue, constipation, nausea, loss of appetite and difficulty sleeping. It helps patients gain the strength to carry on with daily life. It improves their ability to tolerate medical treatments. And it helps them better understand their choices for care. Overall, palliative care offers patients the best possible quality of life during their illness. 
Palliative care benefits both patients and their families. Along with symptom management, communication and support for the family are the main goals. The team helps patients and families make medical decisions and choose treatments that are in line with their goals. 
Source: http://www.getpalliativecare.org/whatis 
http://www.nnpdf.org/familyservices_12.html 

[image: ]Adult Day Services (in Day Centers):  Adult day services can serve as a type of respite care for caregivers.  Knowing that their loved one is in a safe and secure place for a brief period of time, offers them some time to themselves for either rest or to complete typical tasks which are difficult to manage when caring for their loved one. 
Adult Day Service is designed especially for older people who want to remain in the community but who cannot be home alone during the day due to a physical, social and/or mental impairment. Adult day service also provides respite for family caregivers, especially those who are employed outside the home, and socialization for isolated adults. Services offered in adult day service centers include health monitoring, medication supervision, personal care and recreational/therapeutic activities. Nutritious lunches and snacks are served and special diets are provided.
Several centers may specialize in providing care to clients diagnosed with Alzheimer’s disease and related disorders while others target specific ethnic populations.
[image: ]Senior Companion Program: The Senior Companion Program not only assists clients, it also provides economic and social benefits for the volunteers as well as respite for family caregivers.
Services may include, but are not limited to... 
Providing companionship in social interactions, 
Peer counseling, 
Fostering client contact with family and friends, 
Assisting clients in applying for public services, and 
Addressing their unmet needs with community leaders, CCU staff and other care providers. 

 Source:  http://www.state.il.us/aging/1athome/adult-day.htm 
Volunteer for Senior’s by visiting:  http://www.seniorcorps.gov/about/programs/sc.asp 


Crisis Nursery Centers (6 in the state) EMERGENCY RESPITE: The need for a crisis nursery to prevent child abuse and neglect emerged in 1979 through the recommendation of the local Council for the Prevention of Child Abuse and Neglect. Child abuse and neglect are the leading causes of death in children under age four. 
Crisis nurseries offer a safe haven for caregivers to take their children during times of crisis.  This can include for the caregiver the fear of abuse or neglect, family crisis, managing a mental, physical health issue. 
[image: C:\Users\dcallarman\AppData\Local\Microsoft\Windows\Temporary Internet Files\Content.IE5\9WOW8Z5R\j0439441[1].jpg]The Crisis Nursery Coalition of Illinois is an organization of six crisis nurseries across the state of Illinois. Located in Peoria, Springfield, Urbana, Bloomington, Rockford and Chicago, the six Crisis Nurseries provide respite and short term care for children in high risk families, along with post crisis services. The nurseries are available to families twenty-four hours a day, 365 days a year.  Source:  http://www.cncoi.org/ 
[image: C:\Users\dcallarman\AppData\Local\Microsoft\Windows\Temporary Internet Files\Content.IE5\C5I48300\PH03231I[1].jpg]
The Crisis Nursery is helps parents, caregivers, and guardians during difficult times.

Foster Children in DCFS - DCFS also offers protective day care services for children and youth who are at risk. 
[bookmark: a2] Protective/Family Maintenance Day Care Programs serve children in the DCFS caseloads. Protective Service Day Care is provided to children in "indicated" reports of child abuse or neglect; the services help to prevent and remedy the abuse, neglect or exploitation of children. 
Family Maintenance Day Care services are provided to high-risk families whose children are in open DCFS cases; they are used to prevent and reduce parental stress that may lead to child abuse or neglect. The services also help children to develop properly and enable families to remain together. Protective/Family Maintenance Day Care Programs are part of a group of social services tailored to meet the individual needs of troubled families. 
Source:  www.DCFS.gov 
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Respite is not a luxury.
It is a vital necessity.
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The Thoughtful 6aregiver
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