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LEARNER OBJECTIVES

By the end of today’s presentation, the learner should be able to:
1. Describe the background for concurrent care as it applies to 

pediatric patients
2. Give at least 3 examples of when concurrent care should be 

pursued
3. Answer basic inquiries from patients and families regarding 

concurrent care



BACKGROUND

 Over 55,000 children die each year in the United States, with a large 
proportion occurring in a PICU without accessing hospice services

 Often times these children will have multiple chronic, complex, life 
limiting conditions such as:
Chromosomal anomalies
Congenital malformations
Complications associated with prematurity
 Degenerative neurologic conditions
Cancer



BACKGROUND

 Many of these children have significant functional limitations and 
may be dependent on oxygen or ventilators, feeding tubes, or 
other assistive devices

 They often require substantial symptom management and 
complicated care plans, especially near end of life, resulting in 
significant caregiver burden and reliance on home health nursing



Background

 This presents a barrier to implementing hospice services and 
benefitting from their family centered model of care, symptom 
management assistance, psychosocial care, respite, and 
bereavement support

 In addition, the regulatory provision to forego curative therapies in 
order to enroll in hospice means altering long standing regimens in 
these children that are necessary for improved quality of life and 
symptom management



BACKGROUND

 March 2010 – President Obama signed the Patient Protection and 
Affordable Care Act (ACA)

 Section 2302 of the ACA – Concurrent Care for Children 
Requirement (CCCR)
 Requires that all state Medicaid programs pay for both curative 

and hospice services for children under the age of 21 who 
qualify

Physicians must still certify that the child is within the last six 
months of life, if the disease runs its normal course



Background

 Children who qualify for this benefit remain limited to the existing 
array of Medicaid hospice services and other existing Medicaid 
services covered by a state. However, a child may be 
simultaneously enrolled in other programs that provide 
supplemental services such as home and community-based service 
(HCBS) waivers.



PEDIATRIC CASES



PEDIATRIC CASE 1

 2 year old girl named Emma afflicted with a degenerative 
neurologic disorder of unclear etiology with profound cognitive 
impairment, hypotonic CP, intractable seizures, was non-verbal, and 
G-tube dependent

 Given her prognosis and the severity of her condition, parents 
elected to make her code status DNAR

 She had private duty nursing approved through her insurance but 
was not eligible for secondary Medicaid coverage



PEDIATRIC CASE 1

 Her parents were interested in hospice but knew they could not 
manage Emma’s health problems if it meant losing their private 
duty nursing

 However, thanks to the CCCR, they were approved for full hospice 
services in addition to their private duty nursing and intent-to-cure 
treatment

 As a result, in the 7 months between initiation of hospice and her 
death, she managed to have only 1 short inpatient stay and died 
peacefully at home in her mother’s arms



PEDIATRIC CASE 1 DISCUSSION



PEDIATRIC CASE 2 

 Olivia, a 13-year-old female with juvenile Huntington’s Disease and 
intractable seizures, experienced a rapid worsening of her disease, 
reducing her quality of life, and increasing the frequency of 
hospitalizations, often requiring admission to the Pediatric Intensive 
Care Unit (PICU). 

 Olivia’s mother was interested in exploring palliative/hospice 
services to help improve Olivia’s quality of life and keep her out of 
the hospital as much as possible. 

 Because of Olivia’s complex medication regimen, ketogenic diet, 
and home care needs, determining the best way to incorporate 
palliative/hospice care services into her existing private duty nursing 
care was challenging. 



Pediatric Case 2

 After a few weeks of extensive discussion between the palliative 
team, insurers, hospice, primary physicians, and Olivia’s mom, Olivia 
was approved for 20 hours per day of private duty nursing 
(authorized by her managed Medicaid secondary insurance) and 
full hospice services (authorized by her primary commercial 
insurance). 

 Her secondary insurance also agreed to cover the cost of the 
ketogenic diet and seizure medication, which were too expensive 
for hospice to provide. Hospice did switch out all of Olivia’s 
equipment (to be covered under their per diem rate).

 Since then, Olivia has not been readmitted to the hospital: she has 
remained home through difficult times and her family has been 
able to focus on her quality of life.



PEDIATRIC CASE 2 DISCUSSION



PEDIATRIC CASE 3 

 NK is a 12 year old boy with Aicardi-Goutieres syndrome with 
resulting global developmental delay, GT-dependence, seizures, 
and dysautonomia. 

 He has a POST (Physician Orders for Scope of Treatment) in place 
that identifies his code status as “DNAR/Limited interventions” and is 
enrolled on home hospice.

 However, for his quality of life, he continues to receive therapies 
(PT/OT) and Botox injections to help with spasticity 



Pediatric Case 3

 He also gets admitted to the hospital infrequently for treatable 
illnesses, and his family is fine with disease-directed care so long as 
he is 1) not intubated and 2) expected to have meaningful 
recovering at or close to baseline

 With concurrent care, he is able to be enrolled on hospice and 
continue to receive routine care that contributes to his quality of 
life.

 He recently had an admission to the PICU for sepsis, and was able 
to maintain his DNAR/DNI status - without having to dis-enroll from 
hospice - while receiving excellent care.

 He is home and doing well. 



PEDIATRIC CASE 3 DISCUSSION



BENEFITS OF CONCURRENT CARE

 The ability to continue certain aspects of disease directed 
treatment such as chemotherapy, radiation, or dialysis that can 
result in better symptom management and improved quality of life

 Transition more smoothly from disease directed therapy to care 
focused on comfort and quality of life during that ~6 month 
timeframe

 To provide a sense of purposeful action while transitioning to end of 
life care to ease the guilt, anxiety, and trauma experienced by the 
parents and siblings of pediatric patients at the end of life  



 Concurrent care allows children to secure the highest level of 
achievable health and limits their suffering from physical, emotional, 
psychological, and spiritual symptoms

 It also provides sufficient care to parents by not forcing them to 
make unthinkable decisions and live beyond their child with 
memories of poorly managed symptoms or unrelieved suffering



The Ethics of Concurrent Care for 
Children
 By providing a mechanism for ill children to achieve a greater level 

of well-being, society also acknowledges and promotes the well-
being of the family, who will live on without the child after death

 This demonstrates respect for persons by providing a path for the 
child to potentially suffer less and have a longer life, but also 
respect for the parents in their role as protector, caregiver, decision-
maker, and advocate



 Retrospective study examining national Medicaid files provided by 
CMS

 Sample of 1,685 patients pediatric patients under age of 20 
diagnosed with cancer and enrolled in hospice from 2011 to 2013

 1008 were found to be receiving standard hospice and 655 to be 
receiving concurrent hospice care









 The process of transitioning AYA patients in general is a challenging one, and can be 
especially challenging at the end of life

 Difficulties include: 
 A disorganized process providers and organizations,
 Difficulty for patients to adjust to adult focused health care
 The abrupt ending of long-time relationships with pediatric providers
 Loss of concurrent hospice services



ADULT IMPLEMENTATION OF CONCURRENT CARE

 This study evaluated 13,085 veterans newly diagnosed with stage IV non–
small cell lung cancer (NSCLC) from 113 VAMCs between 2006 and 2012

 Concurrent care was defined as receiving radiation therapy or 
chemotherapy after initiation of hospice care 

 The article reported on five outcomes: Two or more hospital admissions, 
tube feeding, mechanical ventilation, intensive care unit admission, and 
total costs

 The authors found that increasing the availability of concurrent care was 
related to less aggressive medical treatments and significantly lower costs 
at end of life



ADULT IMPLEMENTATION OF CONCURRENT CARE

 Section 3120 of the ACA authorized a demonstration project to test the effect of 
concurrent care on patient care, quality of life, and cost-effectiveness in adults
via the Medicare Care Choices Model (MCCM)

 To participate patients must be eligible for hospice and have advanced 
cancer, COPD, CHF, or HIV/AIDS

 In May 2015 the Centers for Medicare & Medicaid Services (CMS) invited 141 
hospices to participate in the 5 year demonstration with half starting in 2016 and 
the other half in 2018

 Limited by the fact that it is estimated only 15% of the patients enrolled in 
hospice would be eligible and reimbursement for hospices is significantly less 
than what they traditionally get; first 3 or 15 days under the Medicare Hospice 
Benefit pays $480 or $2400 respectively vs $200 or $400 under MCCM



1. Lack of knowledge regarding end-of-life care among private duty 
nurses

2. Different perspectives on end-of-life care between palliative care 
practitioners, hospice clinicians, and private duty nurses

3. Lack of experience with complex care coordination among 
hospice providers

4. Durable medical equipment cost increases for hospices 

5. Insurance complexities of coordinating private and Medicaid 
insurance for children



 State-level uptake of ACA section 2302 by state Medicaid 
plans has varied significantly, with some implementing 
ACA section 2302 in 2010 and others as late as 2017

 Concurrent care guideline implementation has been 
sparse and significantly varied across the different states:
1. Definitions (35%)
2. Payment (29%)
3. Care coordination (27%)
4. Staffing guidelines (6%)
5. Eligibility Criteria  (4%)
6. Clinical Guidelines (2%)





 A decade has passed since enactment of concurrent hospice care, yet 
few studies have examined the use of this care model in practice or 
research 

 Pediatric or adult literature on concurrent care is rarely cited in end-of-life 
literature and it remains common for pediatricians, pediatric specialists, 
and hospice clinicians, along with families, to be unaware of concurrent 
hospice care 

 There is still a paucity of research within pediatric concurrent hospice care 
looking at outcomes data including access to care, quality of health, cost 
of care, disparities, and effectiveness of concurrent hospice care

CONCLUSIONS



OBJECTIVES

1. Describe the background for concurrent care as it applies to 
pediatric patients

2. Give at least 3 examples of when concurrent care should be 
pursued

3. Answer basic inquiries from patients and families regarding 
concurrent care.
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QUESTIONS?
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