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Introduction 
 
This study was conducted as an extension of a Nursing Facility Transitions grant entitled 
“Creating Systems Change in the Transition Process.”  The target population included 
children residing in nursing facilities who meet criteria for potential transition to home 
and community-based settings and children currently residing at home identified at risk 
for nursing facility placement. The goals of the grant relevant to the study were to: 
 

• Decrease the number of child admissions to nursing facilities for long-term 
residency. 

• Identify factors and determine reasons for a reported trend of increased requests 
for children to enter nursing facilities. 

• Develop a diversion plan for maintaining children in their home and community 
settings. 

• Determine and develop AD waiver actions (policy changes, process changes, etc.) 
needed to support a diversion plan. 

• Identify why children currently reside in nursing facilities. 
 
This study was conducted by Dr. Christine Reed, professor in the School of Public 
Administration at the University of Nebraska at Omaha under a contract with the State of 
Nebraska Department of Health and Human Services, Finance and Support. Objectives of 
the contract were to: 
 

• Identify barriers precluding children currently residing in nursing facilities from 
residing in home and community-based settings, and develop strategies to 
overcome barriers and create significant, lasting systems change. Develop profiles 
of children currently residing in nursing facilities. 

• Determine why requests for nursing facility residency for children are increasing. 
• Identify factors which may cause an unknown number of children to be at risk of 

placement in nursing facilities. 
 
 
UProject BackgroundU 

 
The contractor had previously facilitated a task force of key stakeholders to identify three 
priority needs for children with special health care needs as part of the Nebraska HHSS 
five year Title V needs assessment process in 2004-2005. The needs assessment reported 
on key performance indicators for the MCHB six core outcomes. At the time of the needs 
assessment the state association of nursing facilities reported hearing from several of their 
members that they were getting requests from families to place their children. The main 
reason for this project extension of Nebraska’s Nursing Facilities Transition grant was to 
conduct a systematic study of this anecdotal evidence, to determine if and why there was 
an increase in requests. The possibility of an increase in requests was both surprising and 
troubling, because the trend had been toward home and community-based care. 
 



Since the mid-1980s, more children than in the past have survived premature births 
and/or congenital anomalies, chronic medical conditions and hereditary-genetic disorders 
due to advances in medical technology. These medical technologies include respirators, 
central venous lines, urethral catheterization and tube-feedings.1 One study estimates that 
there are 4,200 children nationally who reside in pediatric nursing facilities.2 The vast 
majority of these children, however, live at home with their families. Federal court cases, 
legislative policies and executive branch initiatives, in combination with an active grass-
roots family advocacy coalition beginning in the mid-1980s led to a concerted effort to 
divert children with disabilities and special health care needs from institutions. 
 
A key element of family-centered care is a partnership between parents and health 
professionals in which family caregivers are considered to be experts in their children’s 
medical conditions. Those who care for technology-dependent children often become as 
skilled in specialized procedures and in monitoring signs of impending health crises as 
are registered nurses. Parents who have decided to care for their children at home often 
consider themselves as contributing to long term care that would otherwise be the 
responsibility of the state. This perspective on family-centered care is very different from 
that of “real choice” which underscores the principle that the parents have the primary 
responsibility for their children’s care, rather than the state. 
 
Approximately 40 Nebraska children are in the Katie Beckett program, which provides 
private duty nursing while parents are working and/or sleeping, as well as respite care. 
Katie Beckett children are ventilator-dependent or are dependent on other medical 
technologies such as intravenous nutrition. The level and amounts of care required are 
normally not available even in a skilled nursing facility and but, for the Katie Beckett 
program, would need to be provided in a hospital.3 Services coordinators and state 
program specialists have been working to develop objective measures of need for nursing 
care. In some families both mother and father work as a team, assuming primary 
responsibility for their children’s care. These parents are role models for others who may 
be unable or unwilling to achieve that ideal.  
 
As the findings of this study show, although the total number of children who have been 
placed in nursing facilities within the past five years is very small, Katie Beckett children 
represent a disproportionate share of those children compared to those in the Aged & 
Disabled waiver program. Since the major focus of the extension grant was to develop a 
diversion plan for A&D waiver children, this study emphasizes policy and process 
changes that are appropriate for the waiver program. Among the major recommendations 
are strategies to address transition issues facing adolescents and young adults in the 
waiver program, so that their parents will become aware of how the waiver program can 
offer alternatives to nursing facility placement. 

                                                 
1 Palfrey, Judith S. et al. (1991), “Technology’s Children: Report of a Statewide Census of Children 
Dependent on Medical Supports,” Pediatrics, vol.87: 611-618. 
2 Plioplys, Audrius (2004), “Pediatric Skilled Nursing Facilities: Improved Survival Rates,” in Paul Katz et 
al. eds., Vulnerable Populations in the Long Term Care Continuum. 
3 471 NAC 12-014.07 
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Approximately 900 children receive long-term care services through the Aged and 
Disabled Waiver Program4. While developmental or intellectual disabilities may be 
associated with special health care needs, the children who meet the state’s nursing 
facility level of care criteria have needs that are primarily health related. They qualify for 
waiver services if they have care needs equal to those of Medicaid-funded residents in 
nursing facilities.5 The criteria include three categories: 1) Medical Treatments and 
Therapies; 2) Activities of Daily Living; and 3) Other considerations which include 
Hearing, Vision, Communication and Behavior.6 These children represent the largest 
number who might be at risk for nursing facility placement, either from a hospital or from 
their homes. The A&D Waiver is the primary focus of the Nursing Facility Transition 
grant. 
 
There are also an estimated 880 children in the Medically Handicapped Children’s 
program, who also meet the eligibility criteria for the Disabled Children’s Program as 
determined by the state’s Disability Determination Unit.7 They follow a different 
Medicaid eligibility pathway, because they qualify based on family income as well as 
disability. The disability determination also differs from the assessment of need for either 
the waiver or Katie Beckett programs. Nevertheless, these 880 children are an additional 
population at possible risk for placement. In addition there are some children whose 
families qualify for State Plan Medicaid based on low income whose children have 
special health care needs, in some cases equivalent to children on Medicaid waivers and 
in the Katie Beckett program. The parents of these children receive nursing hours, as well 
as home modifications and other services, with the approval of program administrators. 
 
A recent amendment to the Nurse Practice Act permits family caregivers to designate and 
train care aides to perform specialized health maintenance activities.8 It requires the 
attending physician to make a determination that the specialized procedure can be safely 
performed in the home or community by the designated care aide. This amendment 
makes it possible for a population of children whose needs are primarily medical to be 
served by a model similar to a functional impairment model. In practical terms, what this  
means for families is a change from care plans based on medical diagnoses, treatments 
and health monitoring by licensed health professionals to care plans enumerating the 
specific tasks or activities of daily living for which assistance is needed, both in and 
outside of the home.9 The implications of this amendment (aka the Kolb Amendment) for 
specialized medical procedures involving ventilator-dependent children are unclear; 
however there are advantages for parents whose children are dependent on g-tube 
feedings and other procedures that are less life-threatening. These parents now have more 
choices in their child care and respite providers. 
 
                                                 
4 Infants and toddlers under three years of age receive services coordination through the Early Intervention 
Program. Nebraska is the only state with co-lead agencies: HHSS and the Department of Education. 
5 480 NAC 5-001 
6 480 A 5-003B3b 
7 CONNECT system 
8 State of Nebraska Statutes Section 71-1,132.20, “Health Maintenance Activities; Authorized.” 
9 Kane, Rosalie (1995), “Expanding the Home Care Concept: Blurring Distinctions among Home Care, 
Institutional Care and Other Long-Term-Care Services,” The Milbank Quarterly 73: 161-186. 
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Rules for the Nebraska waiver program state: “Waiver services utilize a self-directed 
services philosophy and vision that holds that each client has the right and responsibility 
to participate to the greatest extent possible in the development and implementation of 
his/her service plan.”10 The rules state that waiver services are intended to supplement a 
system of formal and informal supports that are already in place to meet the needs of the 
child. The rules establish a monthly cap on the total costs of waiver services, equal to or 
less than long-term care costs in a nursing facility. The Kolb Amendment is consistent 
with the state’s policy goal of family-directed choices among providers of disabled child 
care and respite care, while also reducing the costs associated with private duty nursing 
 
A different set of rules applies to the Katie Beckett program because these children live at 
home on ventilators or other “life supports” and require continuous monitoring of their 
equipment as well as their health status. Rules specify that licensed health professionals 
will provide care while parents are at work or sleeping. “These providers must have 
necessary training/experience in the care of ventilator-dependent, pulmonary, and/or 
other special needs clients. This level of care is highly skilled, provided by professionals 
in amounts not normally available in a skilled nursing facility, but available in a 
hospital.”11 When Katie Beckett children turn 18 years old they continue to receive 
nursing care because they are eligible for State Plan Medicaid; however the number of 
nursing hours drop across the board when children turn 21 years old. 
 
The current emphasis on consumer or real choice assumes that families prefer a minimum 
amount of intervention from the state. It assumes that families are competent to direct 
their children’s care, and that their children will require assistance with specific tasks or 
activities for only certain hours of the day. Those assumptions will need to be rethought 
as both Katie Beckett and waiver children grow older and physically bigger, but may not 
be able to direct their own care. As the findings of this study show, parents begin thinking 
about and asking questions about nursing facility placement when their children become 
older and harder to lift and move. Diversion of adolescents and young adults presents the 
single greatest challenge for families and service coordinators. 
 
This first generation of children to survive complex medical conditions, their families and 
providers face the previously unimaginable challenge of planning for adolescence and 
young adulthood.12 The services coordinators who work most closely with these children 
and their families also face unprecedented responsibilities to develop care plans along a 
wide spectrum from premature births with multiple disabilities to young adults who have 
survived devastating and disabling medical conditions and face a life-time dependence on 
some form of medical technology or therapy with which adult-oriented physicians are 
often unfamiliar.13  

                                                 
10 480 NAC 5-001 
11 471 NAC 12-014.07 
12 Reiss, John G. et al. (2005), “Health Care Transition: Youth, Family and Practitioner Perspectives,” 
Pediatrics 115: 112-120. 
13 Ibid. 
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Research Design and Methodology 
 
In Nebraska there were an estimated 105 residents under the age of 21 years in nursing 
facilities for some period during 2005. The total annual count has remained relatively 
stable since 1998, the last year for which data were available.14 This total, however, 
reflects children in both sub-acute (short stay) and chronic (long-term) care units. The 
report for the last quarter of 2005 shows 46 residents, suggesting a dynamic situation in 
which discharges occur throughout the year, especially at Ambassador in Omaha and 
Quality Living in Omaha, the two facilities with the largest number of residents under 21 
years old.15 This report includes a statistical profile of current residents for the last 
quarter of 2005 in order to describe characteristic patterns of nursing facility residents.16

 
Children at risk for placement in nursing facilities are defined as those who meet the level 
of care criteria and who are currently living at home. The project relied on a key 
informant methodology based on face-to-face interviews.17 The interviews resulted in a 
descriptive profile of children’s health and functional status, as well as insights into the 
effectiveness of family support services and answers to why there may be an increase in 
requests from families to place their children in nursing facilities. The contractor did not 
interview the families of children either in nursing facilities or at home. Key informants 
did not reveal the identities or any protected health information about these children. 
 
Key informants included services coordinators and their supervisors in the Aged and 
Disabled Waiver and Katie Beckett Programs; social service workers in the Title V 
Medically Handicapped and Disabled Children’s Programs; pediatric nurse discharge 
coordinators at Children’s Hospital and the University of Nebraska Medical Center; the 
coordinator of Children’s World, a day-care center for children with special health care 
needs; and administrators from three nursing facilities having the highest number of 
children residents18  
 
These key informants serve the vast majority of children with special health care needs 
who live at home and might be at risk for placement in nursing facilities. Since potential 
risk factors include limited access to home and community services, the study covered a 
variety of different areas of the state. The contractor conducted face-to-to face interviews 
with A&D waiver services coordinators and their supervisors in Norfolk, Bloomfield, 
Valentine, Omaha, Grand Island, Kearney, North Platte, Gering, Lincoln, Fairbury and 
Nebraska City. Interviews with the Katie Beckett services coordinators took place in 
Omaha, Bertrand, Hastings and Lincoln. Interviews with the Medically Handicapped 
Children’s Program and Disabled Children’s Program social service workers took place 
in Omaha, Norfolk, Lincoln, Grand Island, North Platte and Gering. 

                                                 
14 State of Nebraska Health and Human Services System “Count of Distinct Residents” 
15 Communication with Joette Novak, Program Specialist 
16 Minimum Date Set Version 2.0 
17 Two interviews were conducted by phone. Three interviews included both supervisors and service 
coordinators. In some cases service coordinators covered both waiver and MHCP programs. 
18 Ambassador at Omaha, Madonna Rehabilitation Hospital and Quality Living 
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Face-to-face interviews were an essential feature of the design, since the interview guide 
encouraged informal dialogue between the contractor and the interviewees. The design of 
the interview guide facilitated informal, open-ended discussions about the key questions 
guiding the project. (See Appendix A) The questions and answers were general in nature 
and protected the identities of children and their families. The research protocol assured 
the confidentiality of all responses, and the results of the field interviews are therefore 
compiled into general response categories. The results provide important insights into the 
current status of efforts by HHSS to promote home and community-based care for these 
children, as well as suggestions for lasting systems change. 
 
 
Findings of the Study 
 
The major purpose of this project was to document whether and why there has been a 
recent increase in requests for placement of children in nursing facilities, and if so the 
reasons for this increase. A later section of this report includes a statistical profile of the 
46 children in nursing facilities in the state as of the fourth quarter of 2005. The numbers, 
however, are small relative to the approximately 940 children who meet or exceed the 
state’s nursing facility level of care criteria and who are living at home. The major focus 
of this study is on identifying possible reasons for an increase in requests, or even an 
increase in informal discussions between families and their services coordinators about 
future requests, and developing strategies to divert nursing facility placements. 
 
The overall conclusion drawn from interviews with key informants is that requests for 
nursing facility placement have not increased in recent years. Reports from nursing 
facilities appear to be the result of families seeking alternatives to private providers for 
day care or respite care, particularly in the western half of the state. Several services 
coordinators reported having discussions with parents who were asking about options for 
their teenagers, three with terminal neurological diseases who died at home; and two with 
severe neurological and cognitive impairments requiring complete and total care who are 
still living at home. Although there were discussions about options for these teenagers, 
there were no follow-up requests from the families for placement. 
 
Services coordinators were unanimous in their assessment that nursing facility placement 
is a rare event, and that the vast majority of families cope with challenges in caring for 
their children that are unimaginable and unappreciated by those who have not “walked in 
their shoes.” Katie Beckett children are ventilator dependent or dependent on other types 
of medical technology and require continuous monitoring for medical complications and 
possible emergency situations. Waiver children have severe neurological impairments 
and limited mobility, break-through seizures, and gastrointestinal disorders requiring 
assistance with oxygen, g-tube feedings and activities of daily living. Many of these 
children survived premature births and/or multiple disabilities because of advances in 
medical technology and are growing older and physically bigger. Many have cognitive 
impairments and will never be able to direct their own care. 
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Although placements are rare, patterns in the situations leading to placements in the 
recent past offer insights into future diversion strategies. Two distinct patterns emerged. 
In the first scenario long-term placements occurred after children had been discharged 
from the hospital and had been living at home, in some cases for many years. Katie 
Beckett and A&D Services Coordinators were aware of these cases, although in most 
instances they had not participated directly in the placements. In three of thirteen cases 
the children were in the Katie Beckett program and placed at Ambassador in Omaha. In 
one case a ventilator-dependent child lived at home for many years, and the mother was 
the primary caregiver. Eventually the mother “wore out” and also the youth’s medical 
condition began to deteriorate. This teenager died at Ambassador in Omaha. 
 
The parents of the other two Katie Beckett children had approved nursing hours but 
found that there was a shortage of private duty pediatric skilled nurses in their areas. The 
problem of nursing shortages is an issue in both urban and rural areas. In one case the 
parents weren’t getting any sleep because of the need for continuous monitoring of their 
child’s medical status. In the other case the parents found that “splitting shifts” between 
them was jeopardizing the overall welfare of their family, including a sibling. These two 
children are now living at Ambassador in Omaha. Katie Beckett service coordinators 
emphasized that the stress from caring for a technology-dependent child can come from 
the family situation, as well as the severity of the medical condition. 
 
In the waiver program service coordinators reported a total of ten placements within the 
past five years, all of which appear to fit the pattern of the first scenario. As the parents 
became aged and their children grew they chose nursing facilities for the following 
combination of reasons: 1) physical growth of youth with limited or no mobility; 2) 
medical complications which arose during puberty; 3) behavioral changes such as 
increased aggression toward caregivers; and 4) children unable to direct their own care. 
These youth represent the first generation of children to survive complex medical 
conditions and disabilities, often with significant cognitive impairments. Transition to 
adulthood seems to be a critical time for families, and a critical juncture at which services 
coordinators can help families to plan for home-based services under the adult waiver 
program in lieu of nursing facility placement.  
 
The second scenario is the infant with multiple disabilities who is discharged from the 
hospital to a “step down” or sub-acute facility. Ambassador at Omaha is the only facility 
in the state accepting pediatric cases. Title V social service workers help families with 
eligibility for travel reimbursement to and from their homes or for lodging. One Title V 
social service worker reported that premature infants with medical complications are 
staying at Ambassador as long as one year. Nurse discharge coordinators at Children’s 
Hospital and University of Nebraska Medical Center confirmed that there has been a 
trend toward longer stays at Ambassador. This trend is due to several factors: 1) more 
babies being born prematurely and surviving because of advances in medical technology, 
requiring longer stays before they are medically stable and able to go home; 2) hospitals  
discharging infants to Ambassador sooner because of lower costs; and 3) time required to 
arrange for private duty nursing care in some areas of the state.  
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Statistical Profile of Nursing Facility Residents
 
Resident’s Age: Data from the fourth quarter of 2005 provide the basis for the following 
descriptive statistics. A histogram reflecting the age distribution of nursing facility 
residents, shown below, confirms the qualitative data reported from the field. More than 
half of the residents are either very young (under 2 years old) or young adults (19-20 
years old) while the rest are distributed across a broad age spectrum. This pattern 
suggests that most pediatric nursing facility residents fit one of the two scenarios as 
described by the services coordinators. Neo-natal residents in a sub-acute unit, such as 
Ambassador in Omaha, are likely waiting until they are medically stable and then are 
discharged to the care of their parents or guardians at home. Older residents are likely to 
require more assistance in activities of daily living, as well as special procedures, than 
their family members can continue to provide in their homes. Moreover, they may not be 
able to direct their own care. 
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Admitted From:  The vast majority of nursing facility residents is admitted from another 
facility: a nursing facility, an acute care hospital or a rehabilitation hospital. Almost 20 
percent, however, were admitted directly from private homes. Roughly half of those 
private homes had no home health, while the other half had home health services.  
 
 Admitted From 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
Private Home No Home 
Health 4 8.9 8.9 8.9 

Private Home Health 
Care Services 5 11.1 11.1 20.0 

Nursing Home 7 15.6 15.6 35.6 
Acute Care Hospital 17 37.8 37.8 73.3 
Rehabilitation Hospital 7 15.6 15.6 88.9 
Other 1 2.2 2.2 91.1 
No Answer 4 8.9 8.9 100.0 

Valid 

Total 45 100.0 100.0   
 
 
Cognitive Skills: Virtually all of the nursing facility residents have some degree of 
cognitive impairment. Only 2.2 percent are independent in the activities of daily living or 
in the performance of health maintenance activities. Nearly three-quarters of all residents 
are moderately or severely impaired. A similar percentage shows no change in cognitive 
status. 
 
 Cognitive Skills 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
Independent 1 2.2 2.2 2.2 
Modified Independence 7 15.6 15.6 17.8 
Moderately Impaired 6 13.3 13.3 31.1 
Severely Impaired 26 57.8 57.8 88.9 
No Answer 5 11.1 11.1 100.0 

Valid 

Total 45 100.0 100.0   
 
 
 Change in Cognitive Status 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
No Change 33 73.3 73.3 73.3 
Improved 4 8.9 8.9 82.2 
Deteriorated 3 6.7 6.7 88.9 
No Answer 5 11.1 11.1 100.0 

Valid 

Total 45 100.0 100.0   
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Communication and Functional Capacity:  Most residents have at least some difficulty 
in making themselves understood and in understanding others. Most residents require 
some type of assistance in moving from one location to another within the unit. Three-
fifths of all residents are totally dependent on others for assistance. These statistics are 
consistent with the state’s nursing facility care criteria; however they underscore the risk 
factors for nursing facility placement. The majority of these residents require complete 
and total care. Home care of children meeting a similar level of care criteria requires an 
array of support services, especially as children grow to young adulthood and if they are 
dependent on others or incompetent to direct their own care. 
 
 Makes Self Understood 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
Understood 9 20.0 20.0 20.0 
Usually Understood 1 2.2 2.2 22.2 
Sometimes Understood 7 15.6 15.6 37.8 
Rarely or Never 
Understood 22 48.9 48.9 86.7 

No Answer 6 13.3 13.3 100.0 

Valid 

Total 45 100.0 100.0   
 
 
 Understands Others 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
Understands 10 22.2 22.2 22.2 
Usually Understands 1 2.2 2.2 24.4 
Sometimes Understands 9 20.0 20.0 44.4 
Rarely or Never 
Understands 18 40.0 40.0 84.4 

No Answer 7 15.6 15.6 100.0 

Valid 

Total 45 100.0 100.0   
 
 
 Locomotion on Unit 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
Independent 6 13.3 13.3 13.3 
Supervision 3 6.7 6.7 20.0 
Limited Assistance 3 6.7 6.7 26.7 
Extensive Assistance 3 6.7 6.7 33.3 
Total Dependence 27 60.0 60.0 93.3 
No Activity 3 6.7 6.7 100.0 

Valid 

Total 45 100.0 100.0   
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Disease Diagnoses:  The three major conditions reported for residents in nursing 
facilities are 1) seizure disorder 2) brain injury and 3) cerebral palsy. These statistics are 
consistent with reports about cognitive impairment and functional ability. Other disease 
diagnoses reported in very small numbers include depression, asthma, missing limb, 
allergies, osteoporosis, anemia, chronic obstructive pulmonary disease and peripheral 
vascular disease. Only one-fifth of all residents have paraplegia or quadriplegia.  
 
 
 
 Seizure Disorder 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
No Seizure Disorder 26 57.8 57.8 57.8 
Seizure Disorder 19 42.2 42.2 100.0 

Valid 

Total 45 100.0 100.0   
 
 
 
 Brain Injury 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
No Brain Injury 37 82.2 82.2 82.2 
Brain Injury 8 17.8 17.8 100.0 

Valid 

Total 45 100.0 100.0   
 
 
 
 Cerebral Palsy 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
No Cerebral Palsy 34 75.6 75.6 75.6 
Cerebral Palsy 11 24.4 24.4 100.0 

Valid 

Total 45 100.0 100.0   
 
 
 
 
 Para or Quadriplegia 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
No Paralysis 36 80.0 80.0 80.0 
Paralysis 9 20.0 20.0 100.0 

Valid 

Total 45 100.0 100.0   
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Special Procedures:  Three-fourths of all residents require tube feedings, either because 
they cannot feed or swallow, or because of a medical condition requiring continuous 
stimulation of the gastrointestinal system. Slightly more than half of the residents require 
ostomy care (tube feedings are sometimes associated with the presence of an ostomy. 
Nearly half of all residents require some type of special pulmonary procedure, such as 
oxygen, suctioning, care of a tracheostomy or a ventilator. Thus residents in nursing 
facilities require assistance not only with activities of daily living but also with special 
health maintenance procedures. Of course, most children living at home and served by 
the Katie Beckett or A&D Waiver programs require comparable levels of care by their 
parents and other family members or by designated care aides. 
 
 
 
 Tube Feeding 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
No Tube Feeding 11 24.4 24.4 24.4 
Tube Feeding 34 75.6 75.6 100.0 

Valid 

Total 45 100.0 100.0   
 
 
 
 Ostomy Care 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
No Ostomy Care 20 44.4 44.4 44.4 
Ostomy Care 25 55.6 55.6 100.0 

Valid 

Total 45 100.0 100.0   
 
 
 
 
 Pulmonary Procedures 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
No Pulmonary 
Procedures 22 48.9 48.9 48.9 

Oxygen,Suction, 
Trach, Ventilator 23 51.1 51.1 100.0 

Valid 

Total 45 100.0 100.0   
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Potential and Projected Discharge:  This study did not identify specific candidates for 
transition to the community; however, several key questions in the Assessment used for 
the Minimum Data Set probe for resident preference to return to the community and for 
the presence of a support person who is positive towards discharge. Since many residents 
cannot communicate, either because of age or cognitive impairment, a “no” answer by  a 
pediatric resident is of doubtful validity. 
 
Slightly less than half of respondents (primarily parents or guardians) reported the 
presence of a support person, suggesting that once parents have placed their children in 
nursing facilities, they are unlikely to revisit that decision. Moreover, the vast majority of 
residents were not projected to be discharged within the next 90 days. Nevertheless, 
nearly half of all residents were in transition training (i.e. training in skills required to 
return to the community.) It is possible that a higher percentage of residents are projected 
to return to the community after 90 days. 
 
 
 
 Support Person Positive Towards Discharge 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
No 23 51.1 51.1 51.1
Yes 22 48.9 48.9 100.0

Valid 

Total 45 100.0 100.0  
 
 
 
 
 Projected Discharge 
 

  Frequency Percent Valid Percent 
Cumulative 

Percent 
No 37 82.2 82.2 82.2
Yes 8 17.8 17.8 100.0

Valid 

Total 45 100.0 100.0  
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Barriers to Diversion from Pediatric Long-Term Care Facilities
 
The studies on transition and diversion from nursing facilities have focused exclusively 
on elderly and adult disabled individuals. This project is unique in focusing on children. 
Yet the children who were the focus of this study are the first generation to survive to 
adolescence from multiple disabilities. When this generation reaches adulthood it will 
have different long-term care needs, and states as well as families will face different 
challenges or barriers to keeping their children at home. This section of the report 
summarizes the major barriers to diversion of children and youth from nursing facilities. 
 
The field interviews revealed barriers to diversion of adolescents from long term care. 
When parents start to feel hopeless about being able to continue caring for their adult 
children at home, they begin discussing alternatives with their services coordinators. The 
process of transition from the children’s to the adult waiver programs deserves careful 
attention by program administrators: 
 
1. Aging parents of youth with limited mobility mean that caregivers are more limited in 
their capacity to assist with activities of daily living.  Unrelieved caregiver burden is a 
major contributing factor to institutionalization of individuals with disabilities.19 Waiver 
services emphasize disabled child care and respite care; however, access to personal care 
assistance may be even more important during the transition period. 
 
2.  Respite care is the service most often requested by families in an effort to keep family 
members with disabilities at home.20 Respite care is particularly important for mothers 
who are not working and therefore do not qualify for disabled child care. Key informants 
reported shortages of respite providers in some parts of the state. Program administrators 
reported that services coordinators need to contact the Respite Network. This difference 
of perception about the availability of respite providers needs to be clarified. 
 
3.  Even when extended family members are willing to provide direct care, they are not 
deemed financially responsible and may therefore be ineligible for home modifications 
under Office of Economic Assistance & Family Support Services. Waiver program 
administrators may not be aware of policies being considered in other programs that 
would limit the ability of relatives to assume responsibility for “complete and total care.” 
Restrictions like these may pose a significant barrier as parents become aged and other 
family members need to assume responsibility for youth and young adults. 
 
4.  Families whose adolescent children have graduated from high school other than a 
Nebraska high school may not qualify for both waiver and DD day services. State 
officials need to clarify this situation.21 Young adults who are still living at home need to 
have community-based day activities once they have graduated from school, while there 
may also be a need for personal care assistants in the home during evening.  
 

                                                 
19 U.S. Department of Health and Human Services, op.cit. 
20 Ibid. 
21 Interviews with services coordinators 
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5.  Families may start asking questions about nursing facility placement when their 
children are in their teens based on anticipated problems with the transition to adult 
waiver services. Parents need reassurance that in-home supports will continue during and 
after their child’s transition to adulthood. A&D services coordinators change once the 
child becomes an adult, making help with the transition potentially more difficult for 
families who want to keep their children at home. 
 
6.  Family caregivers have a choice of who provides care for their children, and they 
direct how those providers will assist with activities of daily living, as well as health 
maintenance activities. The state signs the provider contracts, however, and sets the 
hourly rate for disabled child care. The waiver program does not reimburse providers for 
mileage. Potential providers are often unwilling to absorb transportation costs particularly 
in rural areas, because of longer distances and higher gas prices. 
 
7.  Families whose children have a nursing facility level of care need, but who qualify for 
State Plan Medicaid do not qualify for services coordination, but these parents may have 
fewer coping skills and may be in greater need of support services. Key informants report 
that these children are at risk for abuse. Release of custody and placement in a foster or 
adoptive home may not remove barriers to diversion, unless foster and adoptive parents 
are provided respite hours and other support services enabling them to provide a stable 
home environment over the long term. 
 
8. Nursing hours drop for both Katie Beckett and A&D Waiver programs after clients 
turn 21 years old, suggesting a possible barrier to diversion. Parents whose youth or 
young adults require specialized procedures formerly performed by licensed health 
professionals often worry about who will continue to help them with those procedures 
after the transition period. Without a seamless transition from children to adult waiver 
programs, parents may begin asking about nursing facilities, especially if they are 
worried about the prospect of a decrease in nursing hours. The status of the Kolb 
Amendment, as it pertains to ventilators and other medical technologies, needs to be 
clarified. Specifically, there needs to be clarification about whether personal care 
assistants can care for ventilator and other technology dependent adults. There also needs 
to be clarification about whether personal care assistants can perform health maintenance 
procedures under the Kolb Amendment while parents are out of the home, especially if 
young adults are unable to direct their own care. 
 
9. Children’s services coordinators need more information about the adult services 
delivery system so that they can be more effective in helping families plan for the 
transition to adulthood. Particularly in situations where young adults will be unable to 
direct their own care and will likely remain at home with their families, it is essential for 
children’s services coordinators to reassure families that the transition to the adult waiver 
program will be as seamless as possible. Conversely, adult services coordinators need to 
be aware of the unique needs of this first cohort of technology-dependent children, in 
particular personal care assistance in the home and adult day services. 
 

 16



10. The current practice of early dismissals from hospitals to Ambassador is a potential 
barrier to diversion, even if the original plan is for infants to eventually return home. It 
appears to be the case that early dismissals are driven by cost concerns, in addition to 
other reasons. One nurse hospital discharge coordinator worried that parents whose 
children have been in the hospital or at Ambassador too long may fail to bond with their 
children and “move on with their lives,” including having other children. Failure to bond 
with their infants makes the likelihood of long-term placement more likely. 
 
 
Strategies to Overcome Barriers and Create Lasting Systems Change 
 
Diversion strategies for children need to start at the moment infants are discharged from 
hospitals or step-down facilities. Families are never prepared for how their lives will 
change when they bring a child with multiple disabilities into their homes. Parents react 
differently to the shock, grief, fear and stress experienced during the first months or even 
years. Some become hyper-vigilant and overly protective, while others rely on medical 
experts and providers to assume responsibility for their child’s health and welfare. The 
responsibilities assumed by parents can be overwhelming, particularly when they involve 
skilled medical procedures. The fear of inadvertently causing a medical emergency fades 
with time, if physicians, nurse coordinators and services coordinators support parents to 
become self-directing in their children’s care. The “downward spiral” appears to begin 
during the adolescent years when disabled child care and respite care alone fail to meet 
the needs of for assistance in the home. 
 
1. Consider increasing the use of personal care assistants as children become older and 
physically bigger.  
 
2. Conduct a meeting between services coordinators and respite network coordinators to 
identify areas of the state where services coordinators are having difficulty finding respite 
providers. The objective of such a meeting should be to clarify if these difficulties are due 
to miscommunication, gaps in training to perform health maintenance activities, or other 
possible reasons. 
 
3. Waiver program administrators should meet with program administrators in the Office 
of Economic Assistance and Family Support Services to clarify and resolve problems 
reported in the field with relative caregivers being deemed ineligible for assistance with 
home modifications, particularly if these relatives are assuming major responsibility for 
the care of these children in their own homes. 
 
4.  Waiver program administrators should meet with their counterparts in Developmental 
Disabilities to insure that any adolescent who has graduated from high school is eligible 
for day services in addition to adult waiver services, even if the client is not a graduate of 
a Nebraska High School.22

 
                                                 
22 The policy restricting dual eligibility to Nebraska high school graduates was reported by services 
coordinators 
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5.  Children’s services coordinators should stay connected to youth and their families 
until the transition to adult waiver services is completed. 
6. Identify sources of funding to reimburse disabled child care and respite workers for 
mileage if the commute is in excess of five miles one way. Consider paying providers 
higher rates if direct travel reimbursement is not a feasible option. 
 
7. Consider offering services coordination to families who qualify for State Plan 
Medicaid and whose children meet either the Katie Beckett or A&D Waiver level of care 
criteria. Examine ways to reduce stress on these families, improve functioning and seek 
to avoid situations in which parents are required to release custody. 
 
8. Clarify the ability of personal care assistants to fill the gap in home care services left 
by the drop in nursing hours when youth turn 21 years old. Clarify which specialized 
medical procedures may need to be performed by licensed health professionals and which 
can be delegated by parents to designated care aides. Clarify whether parents need to be 
in the home in order to receive personal care assistant services after clients turn 21 years 
old, especially if adult clients cannot direct their own care. 
 
9. Consider cross-training children’s and adult waiver services coordinators on in-home 
waiver services. Consider educating parents about the options of relying on care aides 
other then licensed health care professionals in appropriate situations, and introduce this 
education well before the transition period. 
 
10. Review the current practice of early dismissals from hospitals to Ambassador. 
Examine alternatives such as discharge to the home directly from the hospital’s step-
down unit; more extensive training of family caregivers by home health agencies in their 
own homes; and access to family-to-family support organizations, such as Family Voices 
and PTI-Nebraska.   
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Appendix A 
 

Nursing Facility Study 
 

Interview Guide 
 
 
 
1.  Are you aware of a recent (within past five years) increase in requests/admissions 
of children with complex medical needs to nursing facilities?  Do you have evidence 
to substantiate this increase?  What do you think are the major reasons for this 
trend? 
 
 
 
 
2.  Are these requests/nursing facility placements the most appropriate alternative 
for these children?  If so, please explain.  If not, are there viable alternatives for 
nursing facility placement for these children? 
 
 
 
 
3.  Do you encounter situations when a family is experiencing an episode of extreme 
stress?  If so, what are the most likely reasons for crises in home-based care of 
medically complex children? 
 
 
 
 
4.  In crisis situations have you ever recommended to your supervisor either 
temporary or permanent placement of a child with complex medical needs outside 
the home?  Under what circumstances would you involve family members in such 
decisions? 
 
 
 
 
5.  In your professional experience and judgment what would need to happen to the 
current system of health care delivery in order to keep more children with complex 
medical needs in their homes and communities? (reduce # requests for NF 
placement) 
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