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Executive Summary 

Purpose From 10 to 15 percent of all U. S. children have a chronic health condi- 
tion, health researchers estimate, and about 1 million of these have a 
severe form of the condition. Historically, children with severe chronic 
conditions remained in hospitals for treatment. However, advances in 
medical technology have moved much of the treatment to the home. The 
Senate Finance Committee asked GAO to review the experiences of par- 
ents with chronically ill children in obtaining necessary medical and 
support services in the home. 

Background In general terms, a chronic illness is a condition that lasts for a substan- 
tial period of time and has continuing and often debilitating effects. 
Some conditions are rare, while others are common; some illnesses are 
life-long, but a number can be corrected during childhood. Years ago, 
children born with certain of these conditions would not survive, but 
medical advances over the past 25 years have reversed that situation. 
Today, the majority of chronically ill children survive into adulthood. 

While some changes in service delivery and fiiancing have supported 
the home care concept, families still reported difficulties in obtaining 
needed services. To identify the factors that have hindered or eased ser- 
vice delivery in the home care setting, GAO surveyed parents of children 
who had the more severe forms of one of 10 selected medical conditions. 
(See p. 9.) In a major study, these conditions were considered represen- 
tative of the various chronic illnesses for which parents have difficulty 
in obtaining home care. 

Working in 11 states and the District of Columbia, GAO (1) contacted 14 
hospitals that cared primarily for children, (2) surveyed 892 parents 
whose children were discharged from these hospitals concerning their 
experiences and spoke with 96 of the parents to obtain more detailed 
information, and (3) queried 60 service providers and organizations in 
the local service areas of 9 hospitals about service availability. (See pp. 
9-10.) 

This work gave GAO broad perspectives on the problems parents expe- 
rienced in obtaining care for chronically ill children. These perspectives 
became the basis for examinin g systemic barriers to obtaining commu- 
nity-based care and recommending solutions for overcoming the prob- 
lems. GAO did not develop potential solutions in the financing area 
because these were being explored by the requestor through other 
efforts. 
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Executive Summary 

Results in Brief The majority of families had no difficulty obtaining medical services, 
but most said they had difficulty obtaining needed support services. In 
all but a few instances, the medical services were obtained, while in 
many cases support services were not. 

Parents told us that three factors commonly accounted for their difficul- 
ties. Lacking were financing because of health insurance coverage limi- 
tations, information on services available, and a focal point to contact 
when help was needed with home care. Parents who did not have diffi- 
culty reported that information was available and/or outside help was 
provided that made it easier for them to obtain services. 

The positive experiences reported by some parents suggest means by 
which access to needed services might be improved. Among possible 
improvements are (1) consolidating information on existing services and 
making it available to all organizations serving chronically ill children, 
(2) providing this information to parents during the hospital discharge 
planning process, and (3) referring parents who need help in the home 
care setting to organizations providing case management services (help 
in getting information and coordinating care). 

GAO’s Analysis 

Need for Services Varies Nearly all (98 percent) of the parents surveyed reported their children 
needed one or more of seven medical services (see p. 12), particularly 
physician office visits and medications. About one-half also needed 
equipment and supplies. Their needs varied according to which of the 10 
medical conditions the child had. 

About three-quarters of the parents reported needing one or more sup- 
port services. (See p, 14.) The services most frequently mentioned were 
baby sitting, counseling, day care, and transportation. Support service 
needs generally did not vary much by the child’s medical condition. 

Medical Services Easier 
to Obtain Than Support 
Services 

A little over one-fourth (27 percent) of the parents whose children 
needed medical services and just over one-half (56 percent) of the par- 
ents needing support services experienced difficulty in getting them. 
(See pp. 17-18.) Parents reported that three factors accounted for many 
medical and support service difficulties: 
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1. Paying for services was most frequently a problem. Insurance copay- 
ments and deductibles resulted in significant out-of-pocket expenses for 
such medical services as medications, medical equipment, and therapies. 
While costly and not covered fully by insurance, medical services 
needed by the child generally were obtained. On the other hand, insur- 
ance coverage limitations for support services sometimes forced families 
to forego services or incur large out-of-pocket expenditures for such ser- 
vices as baby sitting, day care, and transportation. (See p. 2 1.) 

2. Lack of information about support services and availability of the ser- 
vices was another common difficulty. At the time of the child’s dis- 
charge from the hospital, parents generally received information on 
medical services but not always on support services. Left on their own. 
they said they spent an inordinate amount of time and effort finding 
services. Some parents could not obtain support services because of the 
lack of providers or the refusal of providers to serve their children. (See 
p. 23.) 

3. Lack of help with home care was experienced by some parents. Such 
parents said that their home-care situation would have been eased con- 
siderably had someone contacted them after their child’s discharge to 
see how they were adjusting and to help them provide care. (See p. 25.) 

Some Parents Had Little 
Difficulty 

Some parents had little or no difficulty in obtaining services. In many 
areas, providers told GAO that information was available that enabled 
parents to locate needed services. Also, some parents received outside 
help in the form of case management in the transition to home care. Dif- 
ferent forms of case management were provided through a variety of 
public, private, and voluntary agencies. (See pp. 27-3 1.) 

Recommendation Policy and program guidance are needed to facilitate the consolidation 
and publication of information on services for chronically ill children 
and ensure that case management services are available when needed. 
GAO recommends that the Secretary of Health and Human Services 
direct the Office of the Assistant Secretary for Health to take a leader- 
ship role in developing such guidance for state maternal and child 
health agencies. The policy should be aimed at ensuring that (1) infor- 
mation on providers and services in a given community is consolidated 
and made available to organizations serving chronically ill children, (2) 
this information is provided to parents at time of discharge, and (3) case 
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Executive Summary 

management services are made available to those who need direct 
assistance. 

Agency Comments A draft of this report was provided to the Department of Health and 
Human Services, which concurred with GAO’S recommendation. (See 
p. 33.) 
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Chapter 1 

Introduction 

Nationally, between 10 and 15 percent of all children have a chronic 
health condition, health researchers estimate, and about 10 percent of 
them-or 1 million children-have a severe form of it. In general. a 
chronic illness is a condition that lasts for a substantial period of time 
and has continuing and often debilitating effects on the body. Some such 
conditions are rare, while others are more common. Also, while certain 
chronic illnesses are long-term, others can be corrected during 
childhood. 

At one time, children born with some of these conditions would not sur- 
vive, but medical advances over the past 25 years have reversed that 
situation. Historically, children with chronic conditions were treated in 
hospitals. Over the past decade, however, the health care community 
has shifted its opinion and now feels they should be treated at home 
whenever possible. 

Background In response to the increasing emphasis on home care and because such 
care could cost less, the Congress amended federal law to allow payment 
for it. For example, under Medicaid, states now may pay for home care 
services. Also, the Maternal and Child Health Services block grant 
authorizes home and community-based services for children with special 
health care needs. 

These and other changes have supported the home-care concept. But 
families still have experienced difficulties getting services at home, 
studies have shown. In some cases, services were not available, while in 
others, the costs were financially burdensome. This occurred in part 
because (1) the insurance industry (both public and private) was slow to 
change its traditional institutional care focus, (2) insurance did not 
cover the full cost of services needed by children and their families in 
the home setting, and (3) states’ federally supported health care pro- 
grams’ eligibility requirements did not always include the full range of 
chronic conditions or serve all children that have them. 

Objectives, Scope, and 
Methodology 

In August 1987, the Senate Finance Committee asked us to (1) review 
the experiences parents with chronically ill children have in obtaining 
necessary medical and supportive nonmedical services in the home set- 
ting, (2) identify the factors that hinder or ease service delivery, and (3) 
propose solutions to overcome problems identified, except those con- 
cerned with financing, which were being explored by the requestor 
through other efforts. 
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Chapter 1 
Introduction 

Scope We based our review on children who had the more severe forms of the 
following 10 conditions: 

l Juvenile-onset diabetes 
l Asthma 
. Spina bifida 
. Cleft palate and other craniofacial anomalies 
l Congenital heart disease 
. Leukemia 
l End-stage renal disease (kidney failure) 
l Sickle cell anemia 
l Cystic fibrosis 
l Muscular dystrophy 

Some of these conditions (such as diabetes, cystic fibrosis, and spina 
bifida) are long-term, while others (such as heart conditions and cleft 
palates) often can be corrected early in life (see app. I). Also, the 10 
conditions are among those included in a 1985 study at Vanderbilt Uni- 
versity of public policies affecting chronically ill children and their fam- 
ilies.’ According to the study, the experiences of the families studied 
were representative of the problems and costs generally faced by par- 
ents in obtaining care for all kinds of chronic illnesses. As the basis for 
our detailed review, we used 56 primary diagnoses that medical experts 
identified as representing the more severe forms of the 10 conditions. 

Our review was performed in 11 states and the District of Columbia. 
These locations were selected on the basis of geographic diversity and 
variety of public health programs. We visited 14 hospitals that primar- 
ily cared for children, choosing those that enabled us to compare par- 
ents’ experiences in urban and nonurban areas. Appendix II lists the 
states, localities, and hospitals selected 

In addition, we obtained information from recent studies related to 
chronically ill children, such as a 1987 report by the Office of Technol- 
ogy Assessment and a 1988 report by the Department of Health and 
Human Services (HHS)." 

‘Nicholas Hobbs, James M. Perrin, and Henry T. Ireys, Chronically Ill Children and Their FarmlIes: 
Problems, Prospects, and Proposals from the Vanderbilt Study, Josey-Bass Inc., 1985. 

‘Office of Technology Assessment, Technology-Dependent Children: Hospital v. Home Care. A Tech- 
nical Memorandum, May 1987; andbepartment of Health and Human Services, Fostermg Home and 
Community-BasedCare for Technology Dependent Children: Report of the Task Force on Technology 
pe De ndent 
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Methodology To address our study objectives, we contacted parents of chronically ill 
children and care providers. In addition to surveying parents by mail 
about their general experiences, we spoke with some of them to obtain 
more detailed information. We contacted providers in selected local 
areas to obtain information about service availability and other matters. 
The details of our methodology are presented in appendix III. 

Parent Mail Survey 

Parent Interviews 

Most children with the 10 chronic conditions we selected are treated at 
children’s hospitals Therefore, we asked the 14 children’s hospitals in 
our review to help us identify families with such children. During the 12 
months ending June 30, 1987,8,557 children meeting our criteria were 
discharged from these hospitals. We selected 2,191 children to survey, 
and hospital officials mailed our survey form to their parents (one form 
to a family); of these forms, 1,990 went to valid addresses and 201 were 
returned as undeliverable. 

Parents returned 892 completed forms or about 45 percent of the 1.990 
surveys mailed to valid addresses: 621 (70 percent) from urban areas 
and 250 (28 percent) from nonurban areas. About 26 percent of the usa- 
ble returns provided narrative comments. According to our public sur- 
vey consultant, the normal return rate for a survey of this type would 
have been about 15 to 20 percent, so that our return rate of 45 percent 
is considered high, particularly given the sensitivity of the subject. We 
were not able to determine the profile of those who did not respond 
because of our confidentiality arrangements with the hospitals. 

We talked with 96 parents who returned our survey, either in group set- 
tings or individually. Their profile was similar to the profile of those 
who returned the survey form as to income, insurance coverage, educa- 
tion, and the child’s condition. In the meetings, we asked them why they 
did or did not have difficulty obtaining services in the home care setting. 

Local Organization Interviews When chronically ill children and their parents look for services after 
the child’s discharge, they turn to the health care and support service 
providers in their local area. To ascertain their role, we contacted health 
care and support service organizations and providers in the localities we 
visited. We asked whether they served our population of chronically ill 
children and their families and what information and/or services they 
provided. Also, we sought to learn whether and how the service provid- 
ers coordinated and interacted with one another. 
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Chapter 1 
Intrduction 

The interviews gave us broad perspectives on the problems parents 
experienced obtaining care for chronically ill children. These perspec- 
tives became the basis for examining systemic barriers to obtaining 
community-based care and recommending solutions for overcoming the 
problems. 

Limitations As this was not intended to be a comprehensive survey of the availabil- 
ity of medical and support services in a community, we focused our 
review on the experiences of parents. Further, our report contains views 
and experiences of only those parents who responded to our survey, and 
does not represent all parents nationally or other parents in the areas 
surveyed. 

Our review was performed in accordance with generally accepted gov- 
ernment auditing standards between February and September 1988. 
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Chapter 2 

Families’ Needs for Services Vary 

Families with chronically ill children at home have diverse needs for 
services. Among those most often needed are physician office visits, 
medications, baby sitting, counseling, day care, and transportation. The 
needs of families in urban and nonurban areas are similar for most ser- 
vices For medical services, the need is great and generally varies by 

medical condition. For support services, the need is less and generally 
does not vary much by condition. 

Need for Medical Nearly all families needed medical services for their children, parent 

Services Great, Varies 
survey responses showed, and the vast majority needed more than one. 
As table 2.1 shows, 848 respondents (about 98 percent) said that they 

by Condition ’ needed one or more of seven medical services. 

Table 2.1: Families Needs for Specific 
Medical Services Service Number Percent 

Physician office visits 823 97 
Medications 759 90 
Medical equrpment 470 55 
Medical supplies for equipment 464 55 
Rehabilitative and other theraptes 273 32 

Skilled nursing visits 208 25 

Phvsiclan home visits 102 12 

Note Of the 865 valid responses to GAO’s questlon about medlcal serwce needs, 17 (2 percenti said 
they did not need any medical serwces. 

Because some services were not needed as often as others, we analyzed 
how frequently services were cited as needed among the 10 conditions. 
Frequency of need varied by the child’s medical condition, as table 2.2 
shows. 
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Chapter 2 
Families’ Needs for !%vices Vary 

Table 2.2: Average Number of Medical 
Services Needed, by Child’s Condition Number of 

Medical condition services needed 
Muscular dystrophy 50 - 
End-staqe renal disease 46 
Spina blfida 45 
Cystic fibrosis 45 
Juvenile-onset diabetes 42 
Leukemia 40 
Asthma 39 
Congenital heart disease 

Cleft oalate/crantofaclal anomalv 
31 
31 

Sickle cell anemia 2.8 
Multiple conditions 4.5 

The differing medical service needs can be illustrated best by contrast- 
ing parents’ survey responses on cystic fibrosis with those for cleft lip 
or palate: 

. Children with cystic fibrosis need office visits, medical equipment, sup- 
plies, and medications. In addition, the typical child with cystic fibrosis 
also needs vitamin supplements, postural drainage therapy at least once 
each day, and periodic hospitalization for more intensive treatments, 
according to parents with whom we spoke. 

. Children with cleft lips or palates frequently need office visits and medi- 
cations, and, less frequently, rehabilitative and other therapies. Beside 
this, parents need to learn how to feed their children using special nip- 
ples and squeeze bottles, because the clefts do not enable them to suck 
normally. 

Some parents whose children’s chronic conditions have been corrected 
or stabilized need fewer medical services. For example, the hole in one 
child’s heart had been corrected through surgery, her parent wrote, and 
the child now was able to lead an “active” life, needing only physician 
office visits. Similarly, after corrective surgery for a cleft lip or palate, 
children’s needs for medical services were reduced, some parents 
commented. 
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Chapter 2 
Families’ Needs for Services Vary 

Needs for Support About three-fourths of our respondents (634) reported that they needed 

Services More Uniform 
support services-some 25 percent fewer families than those needing 
medical services. Four support services were needed by at least one-half 

and Less Affected by of the respondents: baby sitting, counseling, day care, and transporta- 

Condition tion (see table 2.3). 

Table 2.3: Families’ Needs for Specific 
Support Services 

Service 
Families needing service 

Number Percent 
Baby sitting 412 65 

Counseling 368 58 

Day care 336 53 

Tranwortation 320 51 

Case manaqement 266 42 

Respite care 152 24 

Homemaker 129 20 

Note Of 840 valid responses to GAO’s question about the need for support servtces. 206 (25 percent) 
indicated that they did not need these serwces. 

This overall pattern of need generally was consistent for the 10 medical 
conditions. On average, about three different support services were 
needed per child, ranging from about four for muscular dystrophy to 
about three for juvenile-onset diabetes, asthma, cleft lip/palate, and 
sickle cell anemia. 

In addition to the foregoing services, a few parents of school-age chil- 
dren said tutoring services were needed when their child had to remain 
at home or in a hospital periodically for treatment of the condition. 

Needs of Families in The medical needs of families living in nonurban areas were generally 

Urban and Nonurban 
similar to those in urban areas, although families in urban areas had a 
somewhat greater need for medical supplies and therapies (see fig. 2.1). 

Areas for Most 
Services Similar 
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Figure 2.1: Need for Medical Services in 
Urban Versus Nonurban Areas 
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Similarly, nearly equal proportions of urban and nonurban families 
needed five of the seven support services (see fig. 2.2). There was a 
somewhat greater need for counseling among urban families and a much 
greater need for transportation among nonurban families. 
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Services J.Xff’lcult to Obtain 

For Many, Support 
Services Hard to Get 

Overall, more than half (358 of 634) of the respondents who needed sup- 
port services had difficulty obtaining them. The extent to which families 
needed and experienced difficulty obtaining each of the seven support 
services is shown in table 3.2. 

Table 3.2: Extent of Difficulty in 
Obtaining Support Senricea 

Transportation 

Support service 

Counseling 

Baby sitting 

Case management 

Day care 

Resptte care 

Homemaker services 
320 103 

Number Number having Percent having 

32 

with need 

368 

difficulty 

117 

difficulty 

32 

412 

266 

238 

82 

58 

31 

336 190 57 

152 80 53 

129 64 50 

About one-third of the 368 respondents had difficulty with one support 
service, another one-third with two services, and one-third with three or 
more services. Support service difficulties were similar for nearly ail 10 
medical conditions. Most respondents experienced difficulty with two 
services more than half of the time. 

Nonurban Parents Respondents living in nonurban areas experienced more difficulty in 

Experience Somewhat 
obtaining most medical and support services than those in urban areas. 
But the differences were not always great. Obtaining five of seven medi- 

More Difficulty cal services was somewhat more difficult for nonurban respondents 

Obtaining Services 
than for urban respondents, as figure 3.1 shows. 
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Figure 3.1: Difficulty Obtaining Medical 
§&vices in Urban versus Non&ban 
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For support services, nonurban parents had somewhat more difficulty 
obtaining six of the seven services (see fig. 3.2). Only for respite care did 
they experience less difficulty than did urban parents. 

Problems Obtaining Parents encountered similar difficulties obtaining both medical and sup- 

Medical, Support 
port services, they said in discussions and in their survey comments. 
Most frequently cited was paying for services; because of insurance cov- 

Services Often Similar erage limitations, copayments, and deductibles, parents had large out-of- 
pocket expenses. Another common difficulty was the process parents 
went through to obtain services; they expended considerable time and 
effort before they could locate providers and get the services needed. 
Finally, parents lacked a focal point to contact when they needed help 
with home care. In all but a few instances, the medical services were 
obtained, but in many cases the support services were not. 
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Chapter 3 
Lack of Financing, Information Make Some 
Services Difficult to Obtain 

Figure 3.2: Difficulty Obtaining Support 
Services in Urban Vems Nonurban 
Areas 100 Porunl of Dlffkulty 

90 

I Urban Areas 

Nonurban Amas 

Paying for Services 
Difficult 

Paying for medical and support services was a major difficulty, many 
parents said. Their. comments, which were elaborated on by the local 
organizations we contacted, are presented below. 

Parents Comment on Cost Parents most often commented that, even though they had health insur- 
ance, they still incurred significant out-of-pocket expenses for medical 
services because of copayment and deductible requirements for covered 
services, and because certain services were not covered. The specific 
services they most often mentioned were medications, medical equip- 
ment, and therapies. For example, the parent of a child with spina bifida 
living in Florida said: 
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Services Dlffkdt to Obtain 

“The availability of services is not the problem. The expense is the 
problem. Even with insurance, we have to pay approx. $2500.00/ 
year, and that would be with no hospitalizations that year.” 

Parents said they also had significant out-of-pocket expenses for sup- 
port services not covered by insurance. They often singled out baby sit- 
ting and day care. Some parents said that transportation and associated 
expenses also were difficult because of (a) the distance they had to 
travel, (b) the frequency of travel, or (c) their own food and lodging 
costs when their child was hospitalized for medical treatment away 
from home. For example: 

l “The very serious problem we had was babysitting and expenses during 
[son’s hospital] stay. [Son] was 5.5 years old and really needed mom or 
dad to be with him all the time ,.. We . . . had the expenses of food, travel, 
housing . . . we ran thousands of dollars.” (Parent of a child with a heart 
condition living in Massachusetts) 

l Arizona parents said home-care expenses were out-of- pocket and that 
they were living “paycheck to paycheck.” 

. “... the costs - financial and emotional - have been staggering. Our child 
care expenses have more than doubled.” (An Ohio parent of a child with 
leukemia) 

. Ohio parents found day care providers that would serve their children, 
but they could not afford them. One said, “The in-home day care centers 
are outrageous. The cheapest one I found was $7.95 an hour. They make 
more than me.” 

. Baby sitting and day care for a child with leukemia were difficult to 
obtain, “We have had to hire a baby sitter to come to our home to care 
for our child . . . Insurance does not pay anything on the child care.” (A 
Georgia parent) 

Sometimes, there were broader financial ramifications for families as a 
result of their situations, parents’ comments suggested. Examples of 
these comments follow: 

“About the insurance. I’ve paid more than I was supposed to and 
CHAMPUS [Civilian Health and Medical Program of the Uniformed Ser- 
vices] still has not paid and now I have bad credit.” (Parent of a child in 
Ohio with asthma) 
Concerning copayments for an Ohio child with a cleft lip/palate and 
complications of brain damage, “ . . . if the patient fails to pay, thdir] 
accounts are turned over for collection. The patient gets squeezed by the 
pirates and can do nothing about it.” 
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. “I cannot go back to work because it is impossible to find a competent 
baby sitter.” (Divorced parent of an Ohio child with a cleft palate) 

. “... copayments and uncovered or under-covered expenses have depleted 
our resources. We also fear ‘pre-existing condition’ clauses and that has 
had a detrimental effect on [husband’s] career (he is in a field where 
upward mobility is achieved by changing companies).” (Texas parent of 
a child with a heart condition and other complications) 

. “The most difficult area for our family is having to rely on one income 
as opposed to two.” (Texas parent whose child had a kidney transplant) 

. “In the case of a chronically ill child, only one parent can work and the 
financial burden becomes a daily problem for the family . ” (Parent of a 
child with leukemia in Mississippi) 

. “Income has been hard because we also have three other children and it 
is very hard, in fact, impossible for mother to work because we cannot 
leave our son.” (California parent whose child has diabetes) 

. “I do not work, to be home with my son . . . because how would I keep 
him healthy in [a day care center] . . . he catches everything and keeps it 
longer than the average child. So we did not put him in [the center] and 
survive on less.” (Arizona parent whose child has a congenital heart 
condition) 

l An Ohio mother gave up her career to care for her sick child. “I stay 
home because I can’t pay day care.” 

In other instances, parents said they were fortunate that they did not 
need to work and were able to be home to care for their chronically ill 
children. 

Service Providers Offer Insights Various organizations we contacted in nine local communities prol,ided 
some insight as to why parents reported financial difficulties in 
obtaining services. In some instances, the organizations commented on 
private insurance industry practices; in others, on public program provi- 
sions. They cited three problem areas: 

1. Some services are not covered by public or private insurance. For 
example, the costs of braces, special diapers, and special shoes for chil- 
dren with spina bifida are not covered by a local health maintenance 
organization and a state health program, a Los Angeles local provider 
told us. Some private insurance companies in Florida generally view 
medical day care as unskilled custodial care, which they do not co\‘er. 
officials told us, while two state programs cover this service. Most pri- 
vate insurance plans cover hospital and physician costs but seldom 
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cover treatment in the home and family support services, such as coun- 
seling or respite care, according to an October 1987 report by a Minne- 
sota advocacy group. 

2. Both public and private insurance reimbursement rates are low. 
Because California’s Medicaid insurance payments are usually below 
market rates for services such as nursing specialists, a provider in Los 
Angeles told us, quality, affordable care for chronically ill children is 
difficult to find. Private insurance companies in the Washington, D.C. 
area have placed limits on the amounts they will pay for orthodontia 
treatment that children with cleft palates need, according to a local cleft 
lip/palate support group. Also in Washington, an official of a local sickle 
cell anemia clinic told us that private insurance pays for 52 percent of 
clinical treatment costs and Medicaid, 25 percent. 

3. Program eligibility requirements presented barriers to care. For exam- 
ple, hospital representatives in California and Arizona said that middle- 
income families can face difficulties if they do not qualify for public 
programs. Medicaid eligibility requirements exclude some middle-income 
families who need financial assistance with their medical costs, accord- 
ing to hospital officials in Minnesota and Ohio. 

Information and Services Finding providers of needed medical and support services was also a 

Often Lacking problem. A common theme was parents’ frustration in locating provid- 
ers because they lacked adequate information about service availability. 
In most cases, however, they were able to obtain the medical services 
but not as often the support services. 

With regard to medical services, hospital discharge processes, for the 
most part, adequately addressed the medical care needs of their children 
and the parental roles in this, including follow-up care at the hospital. 
But the hospital discharge process did not always include information 
on service providers other than the hospital. In some cases, parents felt 
that the hospital staff seemed to assume that the parents knew where to 
obtain services. Parents did not know, they told us, and consequently 
had to do a lot of searching before they found providers. Parents used 
such sources as telephone books, other parents, and support groups. An 
example of these kinds of experiences came from a parent in 
Minneapolis: 

“I had to get some supplies . . . I tried to call around. You get the yellow 
pages out and call all the medical suppliers and find out who has what . . . 
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You go one place for one thing and one for another thing. And you have 
to go out and get it. It’s way out in the suburbs.” 

Although some parents experienced these difficulties, in all but a few 
instances they were able to get the medical services. When they were 
unable to, it was mostly because either there were no providers or the 
service was too expensive. For example, the parent of a child with a 
heart condition in California wrote: 

“The only home care problem was in the rehabilitation area. We 
attempted to get services for this but could not find anyone with ser- 
vices available other than the children’s hospital. By the time someone 
became available, our child did not need the service.” 

Parents also encountered a variety of difficulties when seeking support 
services. Among the most frequent were (1) spending considerable time 
and effort locating providers and obtaining the services and (2) lack of 
providers. Home care instructions from the hospital generally did not 
include information about support service availability and providers, 
parents told us. The following examples typify parents’ difficulties: 

. “... trying to get information concerning grants, funds, special schools or 
programs is difficult at best. It’s like a secret society - no one wants to 
share information that should be public knowledge.” (Parent of a child 
with muscular dystrophy in Maine) 

. “It takes a lot of research to find adequate services for and information 
about our child’s disability. Some parents don’t know how to find help 
and the child suffers.” (Parent of a child with asthma and the complica- 
tions of Down syndrome in Georgia) 

. A parent in Minneapolis told us that “Any kind of help that we needed 
as far as durable health supplies, mental health counseling, day care, 
respite care, respiratory therapy - all of that you had to get for your- 
self . . . the hard way . ...” 

In some cases, parents were unable to get support services mainly 
because providers were lacking or existing providers refused to serve 
their children. Most often mentioned in this context were baby sitting 
and day care, followed by respite care and counseling. The following 
comments are typical: 

. “The only problem that I wish could be resolved is that people wouldn’t 
be so afraid of a child’s condition. As soon as I mention he has a heart 
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condition people back off and won’t even hold him. It is as if they are 
afraid he will have a heart attack.” (Ohio parent) 

. “To this day we don’t have a baby sitter . . . People are afraid . . . They 
don’t want to take care of him, so we don’t go out.” (Ohio parent) 

l Concerning a child with a heart condition, “Everyone was afraid to care 
for her in case an emergency happened . . . ” (California parent) 

. Regarding where to find day care or respite care, “I’m not aware of any- 
thing being out there and if it is, I’m sure it’s not in my budget.” “The 
only care givers I have for [child] are my family . . . No one else would 
touch him . . . ” “We have nobody to take care of our kids on the weekend 
who’s willing to give shots.” (Minnesota parents) 

. Concerning a child with a heart condition, “The main problem we expe- 
rienced was finding in-home baby sitters with some nursing experience. 
They were nearly impossible to find and the cost (approx. $10 per hour) 
was prohibitive.” (Minnesota parent) 

. “The doctors and social workers did not mention any supportive ser- 
vices to us. We would like any information on these services sent to us 
please” (Parent of a child with cystic fibrosis in California) 

Focal Point for Help 
Needed 

Parents needed help in coping with their home care situation, they said. 
In some cases, the home-care situation would have been eased considera- 
bly had someone visited them after their child’s discharge from the hos- 
pital to see how they were adjusting and to give them advice on 
providing care. In other cases, just having had someone to talk to who 
shared the same or similar experiences would have helped them greatly, 
they said, in being able to initially deal with and adjust to the home-care 
situation. Typical comments along these lines were: 

. “The aspect of [child’s] care that I feel is most lacking involves our lack 
of association with a regional or national foundation for asthma. I would 
like to have access to timely information on this disease, but I have 
found no one to give me any encouragement or direction in this area.” 
(An Ohio parent) 

l “At the time my child had his surgery - and the time leading up to his 
surgery - I would have appreciated a support group or some sort of 
counseling . Doctors are usually cooperative; but when it is not their 
children, you wonder how much to believe them. To talk to some who 
had been through the same thing - with their own children would have 
been greatly appreciated.” (An Ohio parent) 

l Concerning a child with a cleft lip/palate, “Medical services were very 
good as far as the surgeon was concerned . . . Support groups and contact 
persons were not available and it would have been such a relief to talk 
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to a person who had gone through as we after the birth of our daugh- 
ter.” (Minnesota parent) 

. “I wish we had someone who knew the ropes . . how to get what I need 
and avoid all the tiny frustrations.” (Minnesota parent) 

l Regarding another child with a cleft lip/palate, “I had to gavage [tube] 
feed my baby her first 3 months. They should have a nurse come to the 
house and see that the parent or main person taking care of the child is 
doing the procedure right. This way of feeding is very dangerous if not 
done right.” (A Texas parent) 
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Although many parents of chronically ill children had difficulty 
obtaining services, especially support services, some did not. Two fac- 
tors accounted for positive experiences: (1) availability of information 
that enabled parents to locate needed services and/or (2) the direct 
assistance of an individual in identifying providers and obtaining 
needed services. 

Linking Parents to 
Information 

Some parents obtain information on service availability from various 
medical care and support service providers and organizations. The key 
factors here are to have information available and to link parents to it. 

Various Information 
Sources Exist 

Many public and private service providers and organizations in the nine 
communities maintained directories of providers and services. The com- 
pleteness of the directories varied but some were considered by the local 
organizations we contacted to be quite complete, for example: 

. Cincinnati had three major sources of information on service providers: 
a United Appeal and Community Chest directory of community services 
contained an estimated 2,000 providers; a directory of services for per- 
sons with disabilities listed 360 providers; and an early intervention ser- 
vice matrix contained 246 providers. 

l The Atlanta area’s United Way directory listed 638 service providers. 
l In Pinellas County, Florida, the United Way directory of human services 

listed 168 service providers. 
l Dallas’ Community Council’s directory of services was identified by 8 of 

the 10 organizations we contacted as being a complete inventory of med- 
ical and support services; all used the directory. 

Yet parents we interviewed from the last three areas either did not men- 
tion the directories or told us that they were unaware of them. LIkewise, 
although a San Antonio hospital social worker told us he knew of two 
day care centers in the city that accept children with disabilities. Iwo 
San Antonio parents said they were unable to find centers that would 
accept their children. 

Other organizations also had information on services and service provid- 
ers. Some of these organizations considered their information complete, 
while others did not. For example, two local health departments told us 
they had complete information on services and providers, while r hree 
said their information was incomplete. 
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Parents’ access problems would be eased if information regarding ser- 
vice availability and providers were centralized, as a California state 
official remarked. At the University of South Carolina, a framework for 
a national, centralized system has been developed. The National Infor- 
mation System, supported in part with federal funds, contains informa- 
tion on medical conditions, services, and service providers in each state. 
Like most of the local service provider directories we encountered, how- 
ever, this national database is not complete because it contains only 
those who have volunteered to be included in the system. 

Nevertheless, the system has been developed, tested, and is operational 
and would be more useful if additional organizations participated. 
Access to it is through a tollfree number (800-922-9234). According to 
officials operating the system, several states have developed state-wide 
systems modeled on the national system. In the !ocal communities we 
surveyed, the most centralized information sources were the United 
Way directories. 

Information 
Discharge 

at Time of Often, when a chronically ill child is discharged from the hospital, insuf- 
ficient information is provided on the availability of support services, 
many parents told us. The discharge planning process and plans tended 
to focus information on the medical care needed by the child, our work 
in several hospitals showed, and usually did not address the support 
services the family needed. Physicians often do not take the whole fam- 
ily into account when making discharge decisions, a hospital social 
worker commented. While social workers are part of the discharge plan- 
ning team, their roles are advisory, the worker said. According to one 
hospital’s assistant director of social work, the hospital maintained no 
central listing for support service referrals. An official from a parent 
support group who had continually given information on the group to 
hospital personnel said they always seemed to lose it. 

Ways to provide information on services were suggested by health offi- 
cials. For example, each tertiary center, such as a children’s hospital, 
could employ coordinating persons to help parents gain access to availa- 
ble services, an Ohio official said. Also, parents might be given a list of 
all community resources by illness, including telephone numbers, when a 
child is discharged, according to a Texas hospital official. On the other 
hand, a hospital official in California did not think that the hospital 
should assume ultimate responsibility for identifying all services availa- 
ble and directing parents to appropriate providers. As the geographic 
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area covered by the hospital was large, the official thought it impracti- 
cal to manage this outside the immediate area. 

Some children, at time of discharge, had been identified as being eligible 
for services under public programs and had been referred to the organi- 
zations operating these programs. However, children not identified as 
eligible for these programs were not always given information on where 
to obtain help. For these children, we believe a referral to the local 
health department or other appropriate sources would be a good way to 
facilitate access to needed services, 

Providing a Focal Some parents had little or no difficulties in obtaining services because 

Point for Information 
they received help. These parents were assisted by various organiza- 
tions in the community that helped them avoid or minimize service 

and Help problems. 

Various Sources of Help 
Cited 

The most frequent source of help in obtaining services that parents men- 
tioned was the children’s hospital; others were health maintenance orga- 
nizations, support groups, and state and local programs. The 
organization or an individual either provided the services or helped the 
parents find out about services and get them. Typical comments were 
the following: 

. “If not for an exceptional Social Worker at [hospital] all the services 
listed on this survey would have been unlmown to me including SSI 
[Supplemental Security Income] disability which had been invaluable to 
me.” (Parent of a Massachusetts child with leukemia) 
“ . . . . since the day my son was born he has gotten the best of care. The 
staff at [hospital] have provided the utmost care and health semices 
possible. They also provided H.M.O. [Health Maintenance Organization] 
medical services, when we were no longer eligible for Medicaid, and our 
insurance would not cover the entire cost of his medical expenses. They 
also provided transportation to and from the hospital, whenever we 
needed it.” (Ohio parent of a child with a heart condition) 

. “Our experiences at [the hospital] have been very good. They supply 
medication, support groups, and everything we have needed.” (Califor- 
nia parent whose child has leukemia) 

. “[The Children’s Medical Services program] has a good triage nurse, who 
is our go-between when we need help; she does an excellent job of find- 
ing what we need.” (Florida parent of child with asthma) 
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. “After we were referred by [the hospital] to Children’s Medical Services 
because of a financial problem, we have received good case management 
services.” (Another Florida parent of an asthmatic child) 

. “... [Child with a cleft palate with complications] is enrolled in a county 
[early intervention] program which covers physical therapy, occupa- 
tional therapy, hearing & speech & a general, overall teacher to put all 
programs together to view him as a whole. It is hard to keep up with the 
visits, but is easy to obtain the care needed.” (Maryland parent) 

Common to these examples was the involvement of an organization or 
individual who undertook the responsibility to help the family obtain 
services. 

Case Management 
Provides Framework 

A focal point concept, commonly referred to as case management, has 
been used over the years in health programs. Under this concept, an 
individual-the case manager-provides, among other things, informa- 
tion and coordinates services. The concept has been implemented by 
many organizations, but in various forms and sometimes limited in 
scope. For instance, case management may deal with only the child’s 
medical needs or it may address the total needs of the child and the 
family, as discussed above. 

Our review identified various case management practices and providers. 
For example, case management as performed by hospitals and the 
state’s crippled children’s services agency in Los Angeles was usually a 
short-term, episodic approach during a crisis, service providers there 
said. An Ohio state agency provided case management that focused 
solely on the medical needs of the child. Local health departments also 
offered case management services. For example, the Hennepin County 
health department case-manages certain children, beginning while they 
are in the hospital and continuing until they no longer need semices. 
Their case management activities include coordinating needed sewices 
and equipment, acquiring nursing services, managing finances, solving 
problems, and visiting children every 2 to 3 months. 

Some parents, however, seemed inundated with case management. -4 
Florida state official told us the problem was too many case managers. 
For example, each developmental services client had an assigned case 
manager. If the child also received medical services through the state’s 
Children’s Medical Services, the child was assigned a case manager from 
that agency. The child also may have had a case manager in the sc,hool 
system. A parent in our Minneapolis group interview told us: 
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. “...We have a social worker through the county, a social worker from 
[name omitted] who does the waivered services coordination, and I 
understand we’ll get another one because of the school district changes. 
I don’t think we need three social workers. I think I need a social worker 
to coordinate all of them.” 

Views as to what case management is, who should provide it, and under 
what circumstances varied among parents, service providers, and organ- 
ization officials. For instance: 

l A case manager was defined as a person who coordinates services and 
tells parents what services they need. (A Florida service provider) 

l The long-term needs of the patient should be considered by someone 
who is independent of the hospital. This individual should be trained to 
advise families on long-term financial and medical planning throughout 
the child’s illness. (An Ohio state health official) 

l When parents lack the capabilities or means to coordinate their child’s 
care, a case manager should be made available to fulfill that function. (A 
Cincinnati health care provider) 

l A case manager is frequently required when the child’s multiple needs 
necessitate involvement of various agencies and support services. (A 
Texas service provider) 

Not everyone discharged from the hospital needs an individual to pro- 
vide case management. As discussed previously, some parents need only 
information, and can act as their own case managers. Others need help 
with the transition from hospital to home environment. Providing case 
management services can help parents with their information and home 
care needs. 

Under one definition of case management, each family is provided with 
a single service coordinator- the case manager. The family’s needs for 
medical and support service information, planning, coordination, and 
patient advocacy are recognized. This concept is defined in the April 
1988 report on technology-dependent children by a Department of 
Health and Human Services task force. We believe, however, that it also 
applies to the broader population of seriously chronically ill children. 

In discussing varying case management practices, the HHS task force 
report also pointed out that there was no single widely accepted defini- 
tion. Thus, the task force proposed a common interpretation of case 
management to ensure that all necessary services would be provided 
when needed. It also recommended that the programmatic responsibility 
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for organizing and monitoring case management be assigned to the 
states’ maternal and child health agencies. At the federal level, the task 
force recommended that HI-Is Bureau of Maternal and Child Health and 
Resources Development be responsible for policy and program develop- 
ment, coordination, and oversight of the state processes. 

We agree with the HHS task force that case management should be uni- 
formly defined and that placing case management responsibilities under 
the Maternal and Child Health program is appropriate because the main 
objective of that program is to help ensure that basic health care is 
available to mothers and children. We also agree that federal officials 
need to work with state officials to implement case management pro- 
grams at the local level, so that information on services and providers is 
available to parents needing it. 

Conclusions It is probably impossible to guarantee that all parents who need infor- 
mation on services and providers will obtain it. However, the positive 
experiences of some parents we contacted suggest that three steps could 
improve the process of linking parents to the information they need: 

1. Consolidate information on services and providers in the community 
and ensure that it is available to all organizations serving chronically ill 
children. 

2. Make this information available to parents during the hospital dis- 
charge planning process. 

3. Refer parents who need help with the home care situation to a public 
or private organization providing case management services. 

Some of this is being done to varying degrees by numerous public and 
private organizations at the state and local levels. Yet parents expe- 
rienced problems in obtaining services. This occurs because there is no 
clear responsibility for consolidating and publicizing sources of informa- 
tion on services for chronically ill children or ensuring case management 
is available when needed. Any one of various organizations at the local 
level, such as hospitals, local health departments, or children’s medical 
services agencies, could assume the responsibility. The appropriate 
organization will depend upon the health care structure in the state. 
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Recommendation To facilitate the consolidation and publication of information on services 
for chronically ill children and ensure that case management services 
are available when needed, we recommend that the Secretary of Health 
and Human Services direct the Office of the Assistant Secretary for 
Health to take a leadership role in developing necessary policy and pro- 
gram guidance for state maternal and child health agencies, Such policy 
should be aimed at ensuring that (1) information on providers and ser- 
vices in a given community is consolidated and made available to organi- 
zations serving chronically ill children, (2) this information is provided 
to parents at time of discharge, and (3) case management services are 
made available to those who need direct assistance. 

Agency Comments A draft of this report was provided to HI-E and its comments, summa- 
rized below, appear in appendix VI. HI-IS concurred with our recommen- 
dation and said it will develop a plan of action to implement it. HHS 

noted that some of the past activities of the Bureau of Maternal and 
Child Health and Resources Development in the Health Resources and 
Services Administration will aid in developing the necessary policy and 
program guidance. HHS cited the Bureau’s involvement in the June 1987 
Surgeon General’s Report on children with special health care needs, its 
guidance to states regarding service networks and case management ser- 
vices, and its funding of a national information network. 

HHS believed that we should have addressed programs administered by 
its Office of Human Development Services programs. These programs, 
HHS said, affect chronica.lIy ill children by providing Head Start, child 
welfare, respite care, and family support services. Our review at the 
local level was not intended to inventory all programs serving chroni- 
cally ill children. Instead, information on a sample of local programs was 
gathered in each of the nine communities visited. Some social service 
agencies were included, such as Developmental Services in Florida, 
Department of Social Services in Prince George’s County, Maryland, and 
Family Self Support Services in San Antonio. Besides social services 
agencies, our local contacts also included health agencies, human service 
agencies, educational agencies, parent support groups, and others. How- 
ever, we did not inquire into the funding sources of any of the local 
organizations we contacted and thus could not determine which federal 
programs, if any, were providing financial support. 
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Descriptions of the 10 Chronic Conditions Used 
for the Review 

The 10 chronic medical conditions on which we based our review are 
described below. The descriptive information on these conditions was 
drawn from the Vanderbilt study on chronically ill children and their 
families (cited on p. 9) and various other sources. 

Juvenile-Onset 
Diabetes 

In a healthy body, the pancreas secretes insulin, which breaks down 
sugar in the blood. These secretions occur when the person eats or is 
hungry, but if the person doesn’t eat, the secretions stop. In the case of 
juvenile-onset diabetes, the pancreas either stops secreting insulin or 
produces an insufficient amount, resulting in a high blood sugar content. 
If not controlled, high blood sugar has debilitating effects on the body 
over time. Diabetes may affect one or more of several major organ sys- 
tems (kidney, heart, eyes) and reduce life expectancy. To control the 
blood sugar content, insulin must be provided artificially to the body, 
such as by injection. However, the body may not use all of the insulin, 
leaving some in the blood. If too much remains, the body is in danger of 
an insulin reaction. To avoid a reaction, the blood sugar level must be 
increased through eating. Between meals, this can be done by drinking a 
sweet beverage or eating a candy bar. Consequently, a child with this 
condition needs to monitor his/her blood sugar content periodically and 
be able to take appropriate measures to keep the blood sugar content at 
acceptable levels. 

Asthma Asthma, one of the major causes of health impairment in children. is the 
most common long-term physical disorder of childhood. It is a chronic 
lung disease in which the muscles controlling the bronchial air passages 
are subject to spasms that restrict the air flow into the lungs and make 
breathing difficult. In addition, about 60 percent of children with severe 
chronic asthma also suffer from sinus blockage. The reasons for the 
spasms vary with each person, and in some cases may not be known. 
The more common causes are allergants (certain foods, fabrics, dust, 
pollen) and stress. Asthma attacks, which can be reduced in their inten- 
sity and/or prevented through a combination of monitoring and medica- 
tions, take time to develop. An impending attack can be detected with a 
device called a peak flow meter, which measures the air capacity of the 
bronchial passages. If periodic monitoring during the day with the meter 
indicates that the bronchial air capacity is being reduced, the child can 
take medications that help to relax the bronchial muscles and prevent 
an attack or reduce its severity. Medications also are taken for smus 
blockages. 
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Spina Bifida Spina bifida is a birth defect in which the vertebrae in the spine fail to 
close properly as the fetus is developing and part of the spinal cord is 
exposed at birth and nerve damage occurs. Although the spinal cord is 
closed by surgery, the damage to the nerves cannot be corrected, result- 
ing in varying degrees of paralysis in the lower half of the body and 
bowel and bladder complications. A child with this condition may need 
several medications, undergo multiple surgical procedures, and need 
physical and occupational therapy. Also, the child may be wheelchair- 
bound or dependent on braces or crutches. 

Cleft Palate and 
Other Craniofacial 
Anomalies 

Present from birth, cleft palate and other craniofacial anomalies are 
defects in the normal formation of the face and related structures. The 
range of conditions varies from minimal abnormalities in the formation 
of the roof of the mouth or soft palate (not visible at birth), to larger 
openings (clefts) involving the palate, jaw, and lip that are visible disfig- 
urements. These conditions make eating for a baby difficult, as the cleft 
does not allow normal sucking. Thus, the baby must be held in a special 
position and specialized feeding nipples and squeeze bottles used. These 
conditions are correctable, depending on the severity, by one or more 
surgical procedures during childhood. 

Congenital Heart 
Diseases 

Congenital heart diseases are structural abnormalities in the develop- 
ment of the heart, such as holes and transposition of the major blood 
vessels, which reduce the oxygen content in the blood and the ability of 
the body to get oxygen. In the typical case, the condition can be surgi- 
cally corrected when the child has grown to the point that the body is 
strong enough for the surgery. Until that occurs, there may be a need for 
frequent visits to physicians to monitor the condition and specialized 
care to deal with the body’s weakness from lack of oxygen. The care 
includes medications to ward off diseases and special equipment to help 
in breathing and feeding. 

Leukemia Leukemia is the most common cancer of childhood and typically devel- 
ops in the first 4 years of life. In leukemia, cells that would usually dif- 
ferentiate into normal white blood cells multiply instead in great 
amounts. They often prevent the body from making other normal blood 
components and may lead to the growth of abnormal cells in other parts 
of the body. The condition is treated with chemotherapy and medica- 
tions. Currently, about 65 percent of children with leukemia are in the 
remission stage; i.e., they have lived 5 years past their last treatment. 
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Appendix I 
Descriptions of the 10 Chronic Conditions 
Used for the Review 

End-Stage Renal h. Uisease 
In end-stage renal disease, the kidneys have ceased their function of 
removing impurities from the blood. To compensate for the loss of kid- 
ney function, several types of dialysis are used. These are methods of 
filtering that remove waste products from the body. For children, how- 
ever, the preferred treatment is a kidney transplant, so that dialysis is 
used until a transplant can be done. 

Sickle Cell Anemia In sickle cell anemia, the red blood cells, which carry oxygen to the 
body, are abnormal in shape, They have a jagged irregular sickle shape 
instead of a disk or round shape. As a result, they contain less oxygen 
and pass less easily through veins and the smaller blood vessels. Also, 
their shape makes them prone to clumping, resulting in swelling and 
blockages of blood vessels and to damage to those organs and bodily 
areas from lack of oxygen. A child with the condition is particularly sus- 
ceptible to infection. Infections and other effects of the condition usu- 
ally are treated at specialty clinics. 

Cystic Fibrosis atory systems. A body with this condition produces a thick sticky 
mucous that impedes proper digestion and lung function and makes the 
body susceptible to frequent lung infections. Blocking the ducts of the 
pancreas, the mucous prevents digestive enzymes from reaching the 
small intestine. The mucous also coats the insides of the lungs, blocking 
breathing passages and acting as a “glue” that enables bacteria to grow. 

The digestive problems usually are controlled with medications and 
vitamins. To unclog the lungs, physical therapy called “postural drain- 
age” is given two or more times each day for about 1 hour. This therapy 
involves vigorously clapping the ill person on the back and chest to dis- 
lodge the mucous so that it can be expelled from the lungs. At times, this 
is combined with the use of an inhalant spray. Lung infections are 
treated with antibiotics. The foregoing treatments can be provided daily 
in the home setting. But a person with the condition usually needs to 
enter a hospital two or more times annually for about a 2-week period to 
receive more intensive forms of these therapies. 

Muscular Dystrophy Muscular dystrophy is a generic term that encompasses four basic types 
of genetic diseases of the muscles, which are represented by 40 specific 
diagnoses. In all of the diseases, the muscles slowly weaken and degen- 
erate, resulting in early death. Some of the conditions are present at 
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De~&ptionn ofthe10CbronicConditiom 
UeedfortheRevlew 

birth, while others develop during early childhood. There is no known 
“cure” for any of the conditions (Le., no way to reverse the weakening 
of the muscles), so the basic therapy is to make the individual as com- 
fortable as possible through various physical therapies and surgeries. 
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Hospitals Visited for GAO Study 
and Mail-Out Areas 

Hospital Mail-out area Type of area Type of meeting 
Chtldren’s Hospttal National Medical Center, Prince George’s County, MD Urban Group 
Washrnqton, D.C. 

Boston Children’s Hosprtal. Boston, MA New England states Urban and nonurban lndlvldual (Maine) 
Crncinnati Children’s Hospital Medical Hamtlton County, OH Urban Group 
Center, Crnctnnatl, OH 

Columbus Children’s Hospital, Columbus, 12 rural counties in Ohio Nonurban lndlvldual 
OH 
Children’s Medical Center, Dallas, TX Dallas County, TX Urban Group and individual 

Santa Rosa Chtldren’s Hospital, San Bexar County, TX Urban lndrwdual 
Antonio, TX 

Unrversrty Hospital, Jackson, MS 21 counties surrounding the crty of Jackson, Nonurban Group and individual 
MS 

&ottrsh Rite Children’s Hospital, Atlanta, DeKalb County, GA Urban Group 

Henrietta Egleston Hosprtal for Children, 
Atlanta, GA 
All Children’s Hosprtal. St. Petersbura. FL 

28 counties In southern Georgia Nonurban 

Pinellas Countv. FL Urban 

None 

Grow 

Children’s Hospital of Los Anaeles, CA Los Anoeles County, CA Urban Group 

Valley Children’s Hospital, Fresno, CA Fresno County, CA, area Nonurban lndivldual 

Phoenix Children’s Hospital, Phoenix, AZ 

Minneapolis Children’s Medical Center, 
Minneapolrs. MN 

Maricopa County, AZ 

Henneprn County, MN 

Urban 

Urban 
Group 
Group 
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Methodology 

Our methodology for this study included a mail survey of parents of 
chronically ill children and interviews with selected parents and 
selected local service providers. 

Parent Mail Survey Children with the 10 conditions selected for our survey (see ch. 1) are 
most likely to be treated at children’s hospitals, medical experts told us. 
Accordingly, we selected 14 hospitals that provided care to chronically 
ill children in urban and nonurban areas to serve as the base from which 
to survey parents’ home-care experiences. Thirteen were children’s hos- 
pitals and one was a university hospital in a state that lacked a chil- 
dren’s hospital. We considered urban areas to be metropolitan counties 
and nonurban areas to be nonmetropolitan counties. 

We asked the 14 hospitals to identify for us children, ages 13 and under, 
who were discharged to home care during the 12-month period ending 
June 30, 1987, and who had any of the 55 primary diagnoses that repre- 
sent the severer forms of the 10 conditions. Age 13 was our cut-off 
because medical experts told us the diagnoses of the 10 conditions occur 
either at birth or during childhood, usually by age 13. In total, 8,557 
children meeting our criteria were discharged from the 14 hospitals dur- 
ing the review period. 

The information provided by the hospitals included the child’s age, the 
diagnosis, the length of and the amount charged for the hospital stay. 
and the postal zip code of his/her residence. Children were not identified 
by name but by a number randomly assigned by the hospital. We sorted 
the discharge data by zip code to identify children who had been dis- 
charged to the states in which we were doing our review. Within each 
state, we selected urban and/or nonurban areas for our survey mail-out. 
For urban area mailings, we selected metropolitan counties having the 
greatest number of discharges. Between 73 and 200 survey forms were 
mailed to these. For nonurban area mailings, we selected counties 
outside metropolitan areas that had the greatest number of discharges; 
between 70 and 200 survey forms were mailed to these. 

The mail-outs went to a cross section of the youngest children with the 
10 conditions. We chose the youngest children because we wanted to 
contact parents who had experienced the transition from the hospital to 
the home-based care setting for the first time during the review period. 
Using the randomly assigned numbers, we provided our selections and 
our parent survey forms to each hospital for mailing. The hospitals 
made the initial and one follow-up mailing. 
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The parent survey form was designed to ( 1) obtain information on 
income, health insurance coverage, and the need for and the difficulty in 
obtaining one or more of 14 medical and supportive services in the 
home-based setting and (2) determine parent willingness to participate 
in a group meeting. From our review of past studies and other informa- 
tion related to home-based care, we had identified the 14 services as 
being generally needed by families with chronically ill children at home. 
The parent survey form appears as appendix IV and the responses to 
each question are in appendix V. 

Parent survey forms were mailed to 2,191 parents (25.6 percent) in the 
selected areas. We received 892 usable returns, as shown in table III. 1. 

Table 111.1: Results of Parent Survey Mail- 
out 

Total surveys mailed 2,191 ___~ 
Less: .-~__ _ 

Post office returns 201 
Nonresponswe returns 16 

Not returned 1.082 1 299 

Net usable returns 092 

The 892 usable returns represent about 45 percent of the 1,990 surveys 
mailed to valid addresses: 621 (70 percent) were from urban areas and 
250 (28 percent) from nonurban areas. About 26 percent of the usable 
returns also included narrative comments. According to our public sur- 
vey consultant, the normal return rate for a survey of this type would 
have been about 15 to 20 percent, so that our return rate of 4*5 percent 
is high, particularly considering the sensitivity of the issues and subject 
matter. We were not able to determine the profile of those who did not 
respond because of the confidentiality arrangement we had with the 
hospitals. 

Parent Interviews Of the 474 respondents who indicated their willingness to meet us, 
we met with 96, either in group settings or individually. In these meet- 
ings, we inquired into why parents either had or did not have difficulty 
obtaining services in the home care setting. 

Nine group meetings were held, each with 5-12 parents and lastmg 
about 2 hours. Eight of the nine groups had parents from urban areas. 
and the other group had parents from a nonurban area. The parents \ve 
talked to individually were from both urban and nonurban areas LVe 
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Methodology 

selected parents to invite to the group meetings judgmentally, using the 
same criteria as for the mailings. The profile of parents we met with was 
similar to the profile of those who returned the survey form in terms of 
income, insurance coverage, the child’s condition, and education. 

- 

Local Organization When ill children are discharged to home care, their parents in trying to 

Interviews 
get services turn to the health care and support service providers in the 
local area. To ascertain the role of local service providers, we contacted 
60 health care and support service organizations and providers in the 
nine localities where we conducted group interviews. In particular, we 
asked whether they served our population of ill children and their fami- 
lies, and the information and services they provided. We also inquired 
into whether and how the service providers coordinated and interacted 
with one another. 

We selected these organizations judgmentally to obtain a mix of public 
and private service providers. Accordingly, the organizations included 
public and private home health agencies, children’s medical services 
clinics, medical day care centers, parent support groups, and various 
disease associations and foundations. 

Page 41 GAO/HRD-W73 Children’s Home Health Care 



Appendix IV 

GAO Parent Survey Form 

I 

1 

I- 

/- 

United States General Accounting Office 

Study of Chronically Ill 
Children 

Juvemle-onset diabetes 

2. Asthma 

3 Spma bltida 

4 Cleft palate or other cranmfmal anomaly 

5 Congen~cai heart dwase 

6 Leukemia 
i End-stage renal drsease 

Sckle cell anemia 
Cystlc fibrosis 
Muscular dystrophy 

Other 
Don t know 

8 
9 

10 
11 
12 

natruetions The local children 5 hospital prepared a 11st of patents dIscharped from their faclllt~ 
dunng the penod Julv I, 1986. throught .Junc .JO. 196;. and your child *as included 11” 
that Itst. ‘The child was not ,dentlfied by name or any other ~nformauon uhlch would 
Identtfy the child! The questmns below pet-tam to that chlid Please check or c~rclc each 

response as mdlcated 

1. Please indicate which one of the following illne~aes your child has. 
Check one 1 

2. Your rick child’s date of birth: 

3. Date OII which your child wvu 6-t discharged from P hospital to home- 
baaed care for treatment of the illneu: 

Month/Year 

4. Prima-y health inmurancc coverage for the child. 
/Check one I 

I Medicatd 
2 Medtcare 

3 I Medical msurance recewed through your employer 
4 Medical msurance purchased as an mdwdual 
5 Ocher ( Explam 1 
6. The child IS not covered by any medical insurance 
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6. Since your child vu first discharged from the boapitai with hjr or her 
illnew, to whst extent hu it been diMcult oc cuy for you to obtain the 
different medical md OO~IEMXIIC~ aupportivc am-vices, lirtcd below. for your 
child aad family? 
1 Check one box for each semce I 

Audoo VW hsv vnlr 
not dmtosdt to dtffloutt to l 0.y 

noodod to abtotn obtain nor oosy obtsln to obtdn 

4 2 a 4 A 8 

’ Ptysic~an home 
vlslts 

2 Phvslcan otftce 
visits 

3 MedIcal 
eaummen~ 

4 Medcal SuppIleS 
for eaulpment 

5 Medlcatlons 

6 Skflled nursq 

1 Aemte care 

2 Homemaker 
services 

3 Transwrtatlon 

4 Day care 

5 Baby slttlng 
serwces 

6 Rehabllitatwe & 
other therapies 

7 Counselmo 

0 Case 
manaaement 

9 Other 

1 
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6 &or ~IBC put year. whst were the l ppmrimatc l vclrge total monthly 
mdcd md nonmcdicd rupportive crpenm for the CUT of your child? 
(Check one! 

1 C‘nder 6250 
2 $250 toS999 
3 : $l.oooto$5.MW) 
4. : Over s5.ooo 
5. -- Don t know 

7. Approximately what percent of your child’s medical and nonmedical 
supportive nervicea cxpenm are paid by ituurance? 
(Check one) 

1. -: The child 1s not covered by insurance 
2. Up to 264 
3. About 26q to 5oL, 
4. - About 514 to 75% 
5. I- About 76% to 100% 
6. : Don’t koow 

(1. Would you be willing to participate in the rtudy u part of a #TOUP 
intarvier? (Check one) 

1. T Yes 
2. 1 No ~PlcaseCotoQuest~on131 

9. Whst dsya em mat convenient for you to participate in the group meeting? 
I Please cmle I 

Weekdays Weekends 

10. Wht thee UC moat convezdcnt for you to participate in the group 
meeting? (Please cmlc 1 

Mommg Afternoon Evcnmg 

1L Pleaaa print your: 

NW 

Zip 

13, Plosw indicste which of the follom llrypya you speak. 
(Check ail that apply, 

1. ; English 
2. _ Spanrsh 
3. -1 Other cStata which, 

-/ 
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13. What is the highest level of education you or your spouse have received? 
(Check one, 

I Grades 1 through 8 
2. Some high achcal 
3 Graduated from hagh school or G E D 
4. Aaecaate Degree 
5. Bachelor 9 Degree 
6. Masters or Doctorate Degree 

14. What ia your family’s approximate l mml income? 
(Check one) 

1 -- Under S55.000 
2. z s5.oootos9.999 
3 1 s10.oootns19.999 
4 L s2o.oootOs29.999 
5. - $30300 Lo $39.999 
6. 1 Over $40.000 

U. Thank you for rapoadinl to our questions. If you have say commcnte 
&out our study or if there ia any other information thmt you would like to 
oham with ua st this time. pieus do no ia the rpaee below or on additional 
.hccu ” nccawuy. 

Plum ma~ber to roturn the completed questiona in the enclomed bruinran 
reply emdopc tot 

4 
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Parents’ Responses to GAO Parent Survey Fom- 

Between January and May 1988, we mailed 2,191 copies of the parent 
survey form (see app. IV) to parents of chronically ill children. (The 
recipients were selected as described in ch. 1.) Of the total, 201 were 
returned as having invalid addresses; of the 1,990 remaining, we 
received 892 usable returns or about 45 percent of the valid addresses. 
The responses analyzed below are from the 892 parents. Because some 
parents did not answer all questions, the percentages may not be the 
same as those presented in the tables in chapters 2 and 3. Percentages, 
where used, may not add to 100 due to rounding. 

Table V.l: Medical Conditions of Children 
in Survey (Question 1) Percent 0 

Coverage response! 
Juvenile-onset diabetes 9. 

Asthma 24 

Sorna brfida 2: 

Cleft palate/cranrofacial anomaly 1 1 1. 

Congenrtal heart disease 27 

Leukemia 5 

End-staae renal disease 2; 

Suckle cell anemia 7 

Cystic fibrosis 5: 

Muscular dvstroohv 3f 

Other 2t 

Don’t know 0, 

Note No of responses, 8% 

Table V.2: Primary Health Insurance 
Coverage of Children in Survey 
(Question 4) Coverage 

Medicaid 

Medicare 
Medical Insurance through employer 

Medical insurance purchased as an individual 

Other 
Child not covered by insurance 

Note No of responses, 883 

Percent 0 
response! 

18: 

3. 

59 i 

6 

8! 

3 
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Parents’ Responses to GAO Parent 
Survey Form 

Table V.3: Need for Medical and Support 
Services by Parents Surveyed 
(Questron 5) 

Service not Service 
needed needed Number of 

Services (Percent) (Percent) responses 
Medical services 

~-__ 
Physrctan home vwts 87 7 123 830 
Phvsrcran office vwts 3.4 96.6 852 
Medical equipment 43 9 56 1 838 
Medical supplies for equipment 44 2 55 8 832 
Medrcatrons 9.9 90 1 842 
Skrlled visits nursing 75.0 25.0~ 831 
Rehabilrtative & other therapies 66.0 34 0 804 
Support services 
Resorte care 79.7 20.3 747 
Homemaker services 83.7 163 792 
Transportation 60.4 396 
Day care 58.5 41 5 
Baby sitting 49.6 50.4 
Counselina 53.9 46.1 

808 - 
al0 -I_ 
817 
799 

Case manaqement 65.3 34 7 767 

Table VA Ease of Obtaining Sewicer Reported by Parents Surveyed (Question 5) 

Service 
Medical services 

Very difficult 
to obtain 

Denree of difflculWea8e (percent) 
Neither 

Difficult to diff lcult Easy to 
obtain nor easy obtain 

Very easy 
to obtain 

Number of 
responses --_I 

Phvsician home vrsrts 41.2 16.7 15.7 16.7 98 102 
Physrcian office visrts 2.4 4.0 12.4 
Medical equipment 6.0 10.0 17.9 447 21 5 
Medical supplies for equipment 5.6 9.7 16.4 448 23 5 
Medications 2.6 6.6 12.5 45.5 32 8 
Skrlled nursing visits 15.9 11.5 26.9 27.9 178 - 
Rehabilitative & other therapies 13.6 16.1 23.4 31.5 15.4 

Support refvices 
Respite care 

Homemaker services 

Transbortation 

34.2 18.4 24.3 15.8 

31.0 18.6 29.5 

15.0 17.2 

- 7.2 152 

15.5 54 129 
21.9 29.4 16.6 320 

- 
~__ 

Day care 32.7 23.8 10.8 16.7 80 336 
Baby sitting 34.5 23.3 16.5 17.7 80 412 
Counseling 13.6 182 22.6 31.5 14.1 368 
Case management 14.7 16.2 27.4 29.7 12.0 266 

-__ 
470 
464 

759 ~-. ~__ 
208 -__ 
273 
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Survey Form 

Table V.5: Average Monthly Expenses for 
Services Reported by Parents Surveyed 
(Question 6) 

Percent of 
Range of monthly expenses responses 
Under $250 27 - 
$250 to $999 23 d 
$1,000 to $5.000 !5$ 

Over $5,000 ‘2 P YI 
Don’t know 10s 

Note No of responses. 867 

Table V.6: Insurance Coverage for 
Services for Children Surveyed 
(Question 7) Range of coverage 

Percent of 
responses 

Child not covered by insurance CL -_ 

Up to 25% 2-: 

About 26~50% j7 

About 51.75% 

About 76-100% 

Don’t know 

Note No. of responses, 871 

Table V.7: Education Level of Parents 
Suweyed (Question 13) 

Highest education level 

Grades 1 throuah 8 

Percent c 
response! 

4c 

Some hiah school 76 

Graduated from hiqh school or G.E.D 42 : 

Associate Degree ,? ^ ,LC 

Bachelor’s Degree 

Master’s or Doctorate Dearee 

2c 6 
123 

Note. No of responses, 885 

Table V.6: Annual Family Income of 
Parents Surveyed (Question 14) 

Income level 
Percent Oi 
response: 

Under $5,000 

$5,000 to $9,999 

$10,000 to $19,999 
$20,000 to $29,999 

$30,000 to $39,999 

Over $40.000 

Note No. of responses. 870 
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Agency Comments 

r 
DEPARTMENTOFHEALTH& HUMAN\ERVICES OflIce 01 lnspecror r,mera, 

I 

I 
Wasninglon DC ZOZOl 

MAY 24 IS?89 

MK. Lawrence H. Thompson 
Assistant Comptroller General 
United States General 

Accounting Office 
Washington, D.C. 20548 

Dear Mr. 

Enclosed are the Department's comments on your draft report, 
"Health Care: Home Care Experiences of Families with Chronically 
Ill Children." The enclosed comments represent the tentative 
position of the Department and are subject to reevaluation when 
the final version of this report is received. 

The Department appreciates the opportunity to comment on this 
draft report before its publication. 

Sincerely yours, 

Richard P. Kusserow 
Inspector General 

Enclosure 
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Agency Comments 

COMMENTS OF THE DEPARTMENT OF HEALTH AND HUMAN SERVICES 
ON THE GENERAL ACCOUNTING OFFICES DRAFT REPORT. "HEALTH 
CARE: HOME CARE EXPERIENCES OF FAMILIES WITH CHRONICALLY 

ILL CHILDREN," APRIL 1989 

General Comments 

We believe that the General Accounting Office (GAO) reviev should have 
addressed the other programs impacting on chronically ill children which 
are administered by the Office of Human Development Semices (ODDS), e. g., 
administration for children, youth and families, administration on 
developmental disabilities, administration for Native Americans. In 
addition to these service programs, ORES also funds through discretionary 
authorities research and demonstration programs, i. a., child welfare, 
respite care, head start, and family support. 

GAO Recosaaendation 

To facilitate the consolidation and publication of information on se1vlces 
for chronically ill children and ensure that case management services are 
available when needed, we recomend that the Secretary of Health and Human 
Services direct the Bureau of Maternal and Child Heslth and Resources 
Development to take a leadership role in developing neceessry policy and 
program guidance for state maternal and child health agencies. Such policy 
should be aimed at ensuring that (1) information on providers and services 
in a given commun ity is consolidated and made available to organizations 
servicing chronically ill children, (2) this information is provided to 
parents at time of discharge, and (31 case ssnagement services are made 
available to those vho need direct assistance. 

Department Response 

We concur. The Bureau of Maternal and Child Health and Resources 
Development (BMCERD) , Health Resources and Services Administration, has and 
will continue to exercise an active role in developing the necessary policy 
and program guidance. For example, BHCHRD assisted in the preparation of 
the Jwe 1987 Surgeon General's Report entitled "Children With Special 
Health Care Needs, Campaign 1987." This report established a national 
agenda for developing a commitment to fsmily-centered, cowamity-based. 
coordinated systems of care, and addressed the three steps recomended by 
GAO. The agenda has the support of major volunteer and public and private 
agencies concerned with health care of chronically ill children in this 
country. Additionally, the Bsternal and Child Health Semites (MCBS) Block 
Grant statute already supports a wide range of activities including the 
three steps detailed in this recosmendation. Moreover, BMCBPD has rssued 
guidance to the States regarding service networks and case management 
services. In addition, MC?iS Block Grant funds have been used to estabizsh 
a national information network which includes an BOO number. 
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Major Contributors to This Report 

Human Resources J. William Gadsby, Director, Intergovernmental and Management Issues, 

Division, Washington, (202) 275-2854 John M. Kamensky, Assistant Director 
DC. Robert F. De&its, Evaluator-in-Charge 

Endel Kaseoru, Site Senior 

Atlanta Regional 
Office 

Nancy T. Toolan, Site Senior 
Katherine Dubuisson, Evaluator 

Cincinnati Regional 
Office 

Michael F. McGuire, Site Senior 
Christine D. Dooley, Evaluator 

Los Angeles Regional Alexandra Y. Martin, Site Senior 

Office 
Aleta L. Hancock, Evaluator 
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