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"My husband and I get so tired.  

We get frightened. Sometimes we think that we 

can no longer manage. But our children are our 

joy and are worth it -- always!"
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I. Introduction

Children who are medically fragile are a rapidly growing population. These 

children with ongoing, serious medical needs; children with rare conditions or 

birth anomalies; children who survive illnesses or injuries, but with resultant 

severe functional limitations; children who 10 or 20 years ago would surely have 

died; are first and foremost children. And their families are first and foremost 

families -- families with regular needs, wants, and ambitions.  

For these children and their families, the going can be terribly rough, 

complicated, frustrating, exhausting, and scary. These children have life

threatening health conditions that require constant vigilance, endless patience, 

and extraordinary care. Their families often need special medical equipment, the 

help and advice of many health professionals, training, emotional and physical 

support, and periods of respite so that they can gather the strength needed to 

continue to care for their children. Most cope somehow, often finding joy, 

inspiration, and fulfillment as they nurture their children. Others, especially those 

lacking in community-based services and support, become too exhausted or 

dispirited to continue to care for their children at home.  

As national attention is increasingly focused on health care reform, we 

continue to ponder the same seemingly simple questions. Why is support for 

community living difficult to obtain? What can be done? How can we redirect 

more money toward community services and increase the number of options for 

families? How can we ensure that families with children who are medically fragile 

have good, viable choices and services? These questions continue to confound 

us as we try to maneuver around political and fiscal potholes.
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We do have some answers to the "whys." First, old-fashioned attitudes 

about disabilities still exist. Underlying many barriers to community services is a 

mindset that stresses one's disability over one's ability and sees protection as the 

primary need of children with disabilities.  

This mindset still too often drives funding sources. Money tends to be 

more available for institutional or residential services (which historically have 

been thought to provide protection) than services in community settings (which 

allow for more options). While remarkable progress has been made during the 

past several years, federal funding sources still reinforce states for keeping 

people in institutions. For every $1 spent on community-based care (e.g., foster 

homes, family support services) in Texas, $6 is spent on nursing homes, 

intermediate care facilities for people with disabilities, state hospitals, and state 

schools.  

A growing body of data has documented the cost-effectiveness of care at 

home for a majority of children who are medically fragile. For example, the 

National Governor's Association recently reviewed New York's Care at Home 

Program and concluded that "homeiissmuch less expensive than institutional 

care." Studies by the Congressional Office of Applied Technology and the 

Medical Pediatric Special Care program in Minneapolis, as well as data from 

studies in Maryland, Louisiana, and Illinois confirm the cost-effectiveness of 

home care. Of course, the type of institutional care and the complexity of the 

child's medical needs are also significant factors. And the cost of home care for a 

child who needs round-the-clock, skilled nursing care certainly differs 

dramatically from the cost of care for a child who needs some specialized 

equipment and care that parents can be trained to provide. Different living 

arrangements will thus be more or less cost-effective for different children.
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In the short-term, community-based services may be more costly, but in-the long

term -- and in the aggregate -- they are not. In general, national statistics 

document a savings of from 1/6 to 1/2 of the cost of institutional care when a child 

is served at home.  

But cost savings are not the only, nor most important, reason to 

develop more and better community services for children who are medically 

fragile. Growing up at home and in a family helps to nurture children and ensure 

that they have quality lives. There is D_ substitute for the love and lifelong 

commitment that family members have for each other.  

This report reveals the extraordinary lengths to which so many families go 

to keep their children at home. They continually overcome overwhelming odds 

and barriers -- ranging from extensive financial pressures to physical and 

emotional exhaustion -- to remain together.  

Furthermore, families and children want to live in and be part of a 

community. Community services are critical for families with children who are 

medically fragile to remain together. These families should not be torn apart and 

forced to seek institutional care for their children just because services and 

supports they need to stay together are not available in the community.  

The Texas Planning Council for Developmental Disabilities and the Texas 

Respite Resource Network contracted for this report based on a survey of 

parents of children who are medically fragile -- to ascertain family perceptions, 

insights, needs and problems, to examine pertinent issues, and to increase 

public awareness of the wrenching problems these families face.
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The following definition was adopted, with input from professional experts 

and parents, for purposes of this report: 

A child who is medically fragile: 

1. ranges in age from birth to 22 years; and 

2. has a serious, ongoing illness or a chronic condition that has 

lasted three or more months or has required at least one 

month of hospitalization, and which requires daily, ongoing 

medical treatments and monitoring by appropriately trained 

personnel which may include parents or other family 

members; and 

3. requires the routine use of a medical device or the use of 

assistive technology to compensate for the loss or usefulness 

of a body function needed to participate in activities of daily 

living; and 

4. lives with ongoing threat to his/her continued well-being.  

It would be convenient if this definition could be applied in a clean, crisp, 

and straightforward way to real children. But real children have unique and 

idiosyncratic problems and needs. They just don't fit into scrupulously isolated 

definitions - or pigeonholes. Some are more "fragile" than others. Some with 

progressive conditions may not be fragile today, but may well be fragile tomorrow

or next month or next year. Some may have been very fragile as babies -- but, 

with early intervention, may improve to the point where they no longer meet the 

definition of "medically fragile." 

4



II. Approach and Methods



1 
I 
I 
I 
I 
I 
I 
1 
I 
I 

1 

I 

1



II. Approach and Methods

This report is based on a study conducted between December 1992 and 

May 1993. Where things work -- or don't -- is at the level of the families seeking 

assistance and the programs offering it. Therefore, the evaluation was designed 

to focus on the insights, thoughts, experiences and feelings of families with 

children who are medically fragile. The evaluation process used a "bottom-up" 

exploratory, open-ended design. This report uses an anecdotal, qualitative 

format, relying heavily on the perceptions of the real experts -- the families of 

children who are medically fragile.  

The following methods were used to obtain information, perceptions and 

ideas and to prepare this report: 

Q Literature -- including position papers from various organizations, public 

agency policies, and other documents regarding the needs of children who 

are medically fragile -- was collected and reviewed to assist in framing 

pertinent issues.  

El Public and private agency staff, representatives of advocacy groups, and 

parents were interviewed.  

El A survey (Appendix A) was developed to gain input from families regarding 

services available for and the needs of their children who are medically 

fragile.  

El The survey was broadly distributed with the assistance of parent support 

groups, the Texas Planning Council for Developmental Disabilities 

(TPCDD), Intermediate Care Facilities for People with Mental Retardation
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(ICF-MR facilities), pediatric nursing homes, the Early Childhood Interven

tion Program (ECI), the Texas Respite Resource Network (TRRN), the 

Chronically Ill and Disabled Children's Bureau (CIDC), the Texas Medically 

Fragile Children's Network, The Arc of Texas, and the Texas Departments 

of Human Services (TDHS) and of Mental Health and Mental Retardation 

(TxMHMR). Survey results were then compiled and analyzed.

6



III. Findings and Key Issues
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III. Findings and Key Issues

A. It's a Big -- and Growing -- Picture 

The population and needs of children who are medically fragile are rapidly 

growing and changing.  

0 Major advances in medical technology and emergency/trauma procedures 

have made it possible to save babies who, not very long ago, would surely 

have died shortly after birth and to treat children who have experienced 

serious injuries, illnesses, and birth-related disabilities.  

3 The number of families needing in-home services has increased because 

of the "deinstitutionalization" movement. There has been a marked shift in 

attitude toward serving children in their communities, promoting 

independence, increasing quality of life, and minimizing dependence.  

Expectations of families, many of whom have now had access to 

community-based services such as Early Childhood Intervention (ECI), 
have changed. For many, long-term care facilities such as nursing homes, 

state schools, and ICF-MR facilities are becoming a last alternative for 

living arrangements.  

0 Economic impacts on families have changed family structures and role 

expectations. Dual income families and single parent homes are more 
prevalent than in years past. Remaining at home to devote 24-hours-a

day care to a child is now financially problematic for many.
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B. Survey Results: The Population 

One of the most revealing findings in this study had less to do with the 

content of the responses than with the fervor and drive behind those responses.  

The immediate, ardent, enthusiastic reaction to this project has been enormously 

heartening and also reflects the need for increased help for families with children 

who are medically fragile. Parents wrote pages of comments to add to their 

survey forms. They spontaneously telephoned to share their thoughts, 

perceptions, insights, and frustrations. In short, there has been ample 

demonstration of the love for and commitment to these children. Parents want 
desperately to be involved in creating more and better services. Theirs is a 

tenacity stemming from the conviction that what they are doing truly matters.  

A total of 223 completed surveys were received (See Appendix B for 

locations of families returning surveys). Participation was voluntary, and 

respondents were therefore self-selected. Far more responses (94% of the total) 

were received from families who care for their children at home than from those 

who had chosen an alternate living situation, i.e., an institutional or residential 

setting. There were several surveys from families who included more than one 

child who is medically fragile, and the family responded to each question 

according to each child's disabilities. Also, in a number of cases, families left 

certain questions blank. Therefore, many of the numbers given do not 

correspond with the total number of surveys.  

It was often difficult to ascertain from information given by families if their 

children did, indeed, meet the definition of medically fragile. Rather than trying to 

"second guess" organizations who distributed the surveys and the families who 
completed them, information from all surveys received by May 14, 1993, was

compiled and analyzed.  
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E The diagnoses most often reported by parents were, in descending order: 

cerebral palsy, seizure disorders, mental retardation, hydrocephalus, and 

quadriplegia. In almost all cases, several diagnoses were listed; children 

who are medically fragile tend to have many disabilities. Appendix C lists 

the 160 diagnoses reported.  

0 The age range of the children in the survey was from three months to 22 

years old. 43% were younger than four years.  

0 70% of parents reported that their children used some type or types of 

equipment or technology. Those most often listed were wheelchair 

(106 times), gastrostomy tube (74 times), suction machine (56 times), 

continuous feedings (32 times), oxygen (29 times), gavage feedings 

(21 times), apnea monitor (19 times), nebulizer (18 times), tracheostomy 

(17 times), helmet (14 times), bathing chair (9 times), IV therapy/c-lines 

(8 times), bladder catheter (8 times), stander (8 times), walker (7 times), 

braces (6 times), and computer (6 times).  

E Only 50 children in the survey were able to walk without assistance. Since 

41 were one year of age or younger, this seems quite significant. Of the 

182 children who were two or older, only nine (5%) could walk without 

assistance.  

E 190 (85%) of the children used some form(s) of therapeutic service(s).  

The types most often reported were occupational therapy (147), speech 

therapy (133), physical therapy (120), and respiratory therapy (46).  

Others specified by parents included nebulizer therapy, dietary 

consultation, hippotherapy (horseback riding), electrical stimulation, music
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therapy, visual therapy, behavior management, intravenous therapy, and 

swimming/water therapy.  

El 167 (75%) of the families had more than one child. In 59% of these 

instances, the child who was medically fragile was the youngest.  

C] 69% of the children had been hospitalized in the past year. Approximately 

half of those had been hospitalized once or twice, but several children had 

been hospitalized more than a dozen times during the preceding year.  

C] Most parents reported spending considerable money out-of-pocket for the 

special care needed by their children. Only 50 reported no special out-of

pocket expenditures. The monthly amount most frequently reported was 

$200, and the largest amount reported was $2,030.  

U Only 13% of respondents indicated that they had considered alternate 

placement of their children. Many of those who said that they had, did so 

with the caveat that such consideration had been fleeting or had occurred 

at times when the parent was exhausted.
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C. Services: Quality Generally Good; Amount Woefully Insufficient 

There are currently many programs in Texas which help the families of 

children with complex medical needs. They include the Community Living 

Assistance and Support Services (CLASS) program, Home and Community

Based Services, the Medically Dependent Children Waiver program, the In

Home and Family Support program, Special Education services, the Chronically 

Ill and Disabled Children's (CIDC) program, Early and Periodic Screening, 

Diagnosis, and Treatment (EPSDT), the Supplemental Security Income (SSI) 

program, the Early Childhood Intervention (ECI) program, Home Health services, 

and various respite programs.  

"Being able to have home care has given us our lives 

back. I have returned to R.N. school. We are able to spend 

time alone with our other child and each other, which 

relieves a lot of stress." 

"Both parents work so M_ is in a day care facility 

with normal children his age. He receives physical therapy 

there once a week by a licensed therapist and twice a 

month by a Ph.D. occupational therapist through the ECI 

program. They even train the staff in modifications of 

activities for M !" 

"We are very pleased with the special education 

program our son attends. The teachers and therapists are 

wonderful. I'm especially happy with the inclusion 

program."

11



"We received CIDC services. This program was a God

send for our family." 

"Since receiving the support services we now get, my 

whole family has become 'a normal family.' We are not 

always stressed out over the money situation. We have 

friends now that we can do things with. We can spend 

quality time with our other child. J has improved in 

every way -- social, educational, independence, verbal 

skills. I now have a child I think might be independent some 

day. Two years ago that wasn't even a dream. He now 

drives an electric wheelchair, uses an adapted computer, 

uses a visual tech for reading, has improved his social and 

verbal skills to the point of initiating conversation and 

letting someone know what he needs. He is learning to 

write with a computer and learning to spell by phonics. He 

is also learning to add and subtract. This has all happened 

from the age of 8 to 10. What a difference technology and 

some home health providers can make!" I 

"Without the CIDC programs and its social services, 

it would have been more than a disaster and devastating 

illness to my family and P not only physically but 

mentally also. Thank God!" 

"ECI has been wonderful. I appreciate all the therapy 

A receives. The therapists are friendly, professional,

and excellent at what they do." 3 
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"Without CLASS we wouldn't be able to keep M 

at home." 

"We are Managing Conservators for D . We would 

not be able to afford to keep him home without the services 

he receives. Respite care, although we don't use it on a 

frequent basis, has given our other children and ourselves 

a needed break." 

"When she was first released from hospital, I didn't feel 

adequate in the ability to care for her. The hospital set up a 

room for me to stay in for 72 hours and provided me with 

training. Now I can handle it." 

"If it were not for ECI, I do not know what we would be 

doing.  

"The case management services of CIDC are 

wonderful! These people are very knowledgeable, and 

they share this knowledge. They are friendly, open, and 

non-judgmental. The caseworker who works with us has 

helped us acquire several services and keeps a check on 

B . Thanks all of you for this 'service with a smile.' 

"If it were not for the CLASS program, A would do 

without many supplies, equipment, and services. Our 

family life would be very adversely affected if it were not for 

this program."

13



"My only comment is that without all of the wonderful 

programs for children who have disabilities and for low

income families, I'm afraid my daughter would not have 

come as far as she has. The Infant-Parent Program, 

through ECI, has done wonders!" 

"I want to express how the Model Waiver program has 

improved the quality of my family's life. I have returned to 

college part-time. This would not have been possible 

without the Model Waiver program. I can leave with peace 
of mind that my child is receiving professional care. We 

have been fortunate to have the same nurse from one 

agency. This has given R continuity in his care. Our 

nurse, M , is more than a caregiver. She is a 

professional. She brings her own child's toys that she feels 

will be appropriate to aid R in therapy, and she does 

range of motion for his physical handicaps." I 
"All these services have helped our family so much.  

ECI is wonderful. The therapists are just great and I can 

see great improvement with my baby." 

"Without the aid of several programs my daughter 

would not be receiving the medical attention she needs.  

Please help keep these programs available." 

"Supports and services are lacking in Texas for

families. As a parent volunteer and advocate, I know that 
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families are continually placed in crisis situations because 

of a lack of medical insurance, respite, etc." 

"The waiting lists for services are 3-5 years. That is a 

ridiculously long wait. If I am unable to continue to care for 

him because of my disabilities (I was injured in "Desert 

Storm"), his only choice is an institution or nursing home." 

"We desperately need more services for these children.  

I cannot find anyone to care for my daughter so I can go 

back to work. I do not like living on welfare. offered 

to pay $45 a month to help. My problem is finding someone 

who is qualified to care for her. I can'Y afford a nurse 

agency. I have no family able to do it and all my friends 

work. I just finished school and would like to work to make 

money. But as things are now, I sit in my car for 3 hours a 

day so she can go to school because no one else is capable 

of tending to her medical needs." 

"Because feeding R___ is so difficult, we are unable 

to leave him with anyone medically untrained. Before we 

had R , I knew finding adequate day care would be 

difficult - but now, with his feeding problem, it is 

impossible. I am unable to return to work (my income was 

equal to my husband's) and I have no idea when this 

situation will change. Our lives would be dramatically 

changed if day care for special needs babies was available 

to us."

15



"I need more equipment. I need a wheelchair. He is 

too heavy to carry all the time. Also I would like to have a 

cardiac monitor so I can sleep at night." 

"It's a constant battle with insurance and Medicaid to 

get the services and supplies D needs. It shouldn't be 

that hard for parents." 

"The Infant Program is great. My son has made 

lots of progress! The teachers and therapists are nice and 

it's free! But I wish that my son could have P.T., O.T. and 

speech therapy there more often." 

"Our home is too small for a family of six. What I need 

is to get help to remodel my home to accommodate my 

child's needs." 

"I believe having a child with a disability is a need for 

assistance for Social Security. In my opinion I pay taxes 

just like every other person. My daughter will always have 

this disability and should not be denied the services. Thank 

you for your concerns. God bless you like he has blessed 

us with this child." 

"I am very against putting our son in another living 

facility. I want to always take care of our precious child at 

home but I need the funds to take care of him at home and

to make it easier for our son and our parents. 1. Not being 

able to buy a proper vehicle like a van with a lift. 2. Living 
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in an area where it's not big enough to use with different 

equipment needed by our son. 3. Not having the funds for 

the proper bathroom, ramps, etc. for our home." 

Throughout this study, the most poignant and frequently voiced plea made 

by parents was for increased understanding of their very urgent need for quality 

services -- the fact that often the very lives of their children depended on the 

availability of needed services. Many stressed the sometimes awkward and 

disquieting position in which they felt vulnerable and unable to manage without 

help.  

Respondents enthusiastically lauded most of the available services.  

Those most frequently commended were: Medicaid, CIDC, respite, SSI, home 

health care, ECI, and the Medically Dependent Children Waiver program. The 

problem for most families is not the quality, but the shortage of services. Services 

most often reported as needed were respite (reported more than twice as often 

as any other needed service), in-home care, and SSI. (See Appendices D and E 
for lists of services reported as helpful and services reported as needed.) Many 

respondents also indicated the need for more funding for ramps and other 

structural modifications of their homes, and technological aids such as hydraulic 

lifts and computers.
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D. Navigating the Maze 

"I've made dozens of calls to try to track down some 

help for A ." 

"The most formidable barrier to access ... is the lack of 

knowledge about what is available. Services unknown are 

services which are unavailable." 

"We'd like to access whatever else is out there. It's a 

'hunt and peck' route of finding things."3 

"My son is 19 and a junior at Texas A&M majoring in 

Electrical Engineering. I believe that his success wouldn't 

have been possible without all the support services we 

received. However, it took a lot of investigating and 

research to find what was available and what he qualified 

for." 

"Frankly, we don't know what's available!" 

Families with children who are medically fragile have a plethora of 

complex, interlocking problems -- situational, medical, legal, social, educational, 

family, financial, psychological, logistic -- with which they need help. Families too 

often don't know what is available, or -- if they do -- they don't know how to find it, 

evaluate it, or obtain it. Although they diligently dig, one cannot be familiar 

enough with every kind of problem to always know where to dig. Moreover, for

each family, potential resources vary according to the child's unique needs.  

3 
18



Navigating any sort of maze in the health and human services arena can be 

exasperating. But in the many cases in which children's conditions are rare, 

multiple and interactive, the difficulties are compounded.  

As the need for and types of services for children who are medically fragile 

increase dramatically, so do some of the problems. As needs are identified, 

services and solutions are developed -- usually independently from one another.  

New programs, pilot projects, advocacy, parent and support groups spring up.  

For programs which are publicly funded, regulations, policies, procedures, and 

guidelines are written and rewritten as needs change. Staff are hired to deliver or 

monitor the services with extremely limited funding. The result is a patchwork of 

overlapping and "underlapping" services as programs are guided by overlapping 

and "underlapping" regulations and policies.  

In Texas, as in other states, services for families with children who are 

medically fragile are currently provided through a variety of public and private 

programs using different definitions of "medically fragile," different eligibility 

criteria, and different provider qualifications and pay scales. The inconsistencies 

in service delivery requirements have produced a fragmented service delivery 

system which is confusing for both providers and parents. Coping with this 

compartmentalized and fragmented system can be demoralizing and 

discouraging for families seeking services, especially for parents who are so 

exhausted from providing care that they have precious little time and energy to 

search for help. The case management services offered through several 

programs were thus consistently lauded by the respondents.  

On the very positive side, programs provide needed services for families 

who otherwise would not be served. But in practice, when applied to families' real 

-- and widely diverse -- needs, they can't help but be spotty, inconsistent, 

insufficient, and tough to find. Parents find themselves beating the bushes -- and 

too often the bushes are bare.
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E. The Middle Class Gap 

"We cannot pay for expensive medical bills because we 

do not have that type of income... My son should get help 

just like anyone else. He is just as human and good as 

anyone else. This really upsets me and it's time for 

something to be done." 

"We accumulated approximately $400,000 in medical 

bills. The insurance company filed bankruptcy after two 

years of run-around on why the bills weren't being paid.  

Last August we were forced to file bankruptcy. We lost our 

business which we had worked hard to make a success." 

"Please bring to the Legislature's attention, on my 

behalf, that these issues are not only important to a low 

socioeconomic group. They themselves may one day come 

face to face with these issues. Like many Congressmen 

and Senators, my husband and I are both attorneys and we 

were enjoying a substantial lifestyle when our second child 

was born with severe handicaps complicated by 
catastrophic illness. We are ineligible for nearly all 

programs in place to assist our child due to my husband's 

income alone. I have had to forfeit my practice to care for 

my son. Yet our insurance will not cover the most basic of.  

services, never mind what our child really needs. We have 

fallen through the cracks.

"I am infuriated watching other parents of children like 

mine who do not work and get absolutely everything their 
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child needs and deserves. I do not want to take their 

services away -- let them have it all -- and remember it is 

my income tax, property tax, social security, etc. that is 

footing their bill. Let them have it -- but do not let my child 

do without! 

"I do not want someone to foot the bill for my family -- I 

will do this -- but when I cannot, due to my child's catas

trophic health problems; give me what I need -- what he 

needs, and no more. Make up the difference that neither I 

nor my insurance company can pay -- for him alone. Let us 

work and earn a decent life. Don't destroy what he had (a 

productive, motivated family). We are not skilled to help 

him -- it takes therapy, equipment, supplies, to keep him 

alive and someday (God willing) to make him a contributing 

member of this world." 

"Parents have to hunt and dig to locate services, at 

least we did. We are middle class so we are assumed able 

to take care of it all. It's all we can do to keep up, and we 

are so close to not doing so. I find myself not obtaining 

care and medication for myself because I can't afford it." 

"We pay $610 a month out-of-pocket for physical 

therapy, speech therapy, seizure medication, hippo

therapy, and pull-ups. It's a real stretch." 

"I am so glad that there is a survey of this type to find 

out what the middle class parent is experiencing in the day

to-day care of a special needs child. Before I know it, we
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are at the end of the shoestring at the end of the month. I 

feel that it is unfair that people are basically punished by 

not being able to receive services at a price they can afford 

because they are considered 'middle class.'"'9 

"Once the insurance maxes out, I don't know what we'll 

do. Last year, medications alone were $1,500. One 

hospital stay is $10,000, not including doctors' visits, blood 

work, etc. ... Since we are middle income we don't qualify 

for programs that help pay for medical services." 

"I would like to go back to work and not lose services." 

"My husband andI struggled and struggled to make it 

financially after K was born. I had to quit work to care 

for her, and her medical expenses were tremendous. I 

found it sadly ironic that when my husband and I divorced 

(due in large part to all the stress), POOF! I was eligible 

for all sorts of services for K__" 

"Is there any insurance available for kids like J ? 

We don't qualify for Medicaid or CIDC or SSI." 

"It is extremely hard for us monetary-wise to afford the 

things R needs. My husband makes too much money 

to receive help from most programs, and without insurance, 

it is impossible to meet R 's total needs. How are

children with disabilities going to function as 'normally' as 

possible, with the tremendous cost for equipment and 

medical help?" 
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"The programs in place now do not consider how 

astronomical the costs are! They have never denied my 

son on the basis that he is not handicapped or sick enough 

-- or that he is too handicapped or too ill; or because our 

insurance covers what he needs (it does not); the only 

reason he has ever been denied coverage is because his 

father makes 'too much.' Too much for what? They 

answer, "not more than his medical bills, just 'too much."' 

Oh, I see, just 'too much' for some bureaucrat to justify 

giving a child who cannot function any assistance. Never 

mind the fact that an adult who cannot sit, walk, eat, or 

breathe on his own probably is not going to find a job and 

guess who is going to pay for that? You guessed it: our 

next generation's working members.  

"Please, I implore you - let me help my child by giving 

him every available 'thing' that may improve his condition 

and don't penalize me because I am trying to do it without 

being a burden on society. Help me out just a little. Try a 

program that provides more benefits or incentives for 

parents of handicapped children who try to better their 

situations." 

"I feel blessed to be able to care for my son with my 

background (I am an R.N.). We've had to do so much 

without any help that perhaps, at times, I may feel 

embittered about not having received assistance without 

having to pay for everything. I am just tired."
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"In the first year after being presented with a medically 

fragile child, the family is attacked on many fronts. Hard 

decisions need to be made (and, ideally, financial concerns 

should not effect these decisions). However, the financial 

question becomes of great concern immediately, especially 

if the child lives at home, where ideally the most beneficial 

environment can be provided. Are only the wealthy and the 

poor allowed to have their children at home? Being middle 

class -- one can become lost in cracks." 

Middle class parents often sharply feel the injustice of a "system" that 

excludes them from eligibility for many of the programs they so desperately need.  

Although some programs do not have income eligibility criteria, most do. Many 

respondents expressed bitterness and anger about the inequitable system.  

F. Emotional and Physical Exhaustion 

"I feel the demands on me are becoming more than I 

can deal with. I am sad to see my other daughters suffer as 

they grow into the golden years of childhood." 

"I could go on and on, but what I want to show is the 

constant strain and drain on our family, money, time and 

energy. We began having terrible behavior problems with 

our other son, and finally our marriage started getting 

rocky."

I 
I 
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"My son's disability limits my ability to do basic things 

grocery shopping, church, or such. What we wouldn't give 

to have a weekend off!" 

"Therapy is exercises done on daily basis. B_ is on 

restricted diet with special formula. She is constantly 

monitored for seizure activity to protect her from injury. I 

must be ready to administer CPR because during grand mal 

seizures, she stops breathing. Medications are given three 

times a day with additional medications needed during 

prolonged seizures or when she has more than three 

seizures per hour. During the past year she has been 

hospitalized eight times for the management of 

uncontrolled seizures, viral infection with high fever, 

dehydration due to fever, insomnia, and not eating." 

"It's very, very hard! There's no one to help me take 

care of her. She is very irritable and doesn't sleep well 

during the night and requires constant watching and 

holding 24 hours a day, non-stop." 

"It has been very hard and has changed our lives 

totally. This has been a nightmare. This should have never 

happened." 

"I am B 's grandmother. She is living with me. I 

have power of attorney. Her parents are not involved. She 

uses oxygen, suction machine, gastrostomy tube, 

continuous feedings, apnea monitor, wheelchair, and
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tracheostomy. B receives a tub bath with whirlpool 

a.m. and p.m., with range of motion exercises. She is fed 

every 4 hours. She has breathing treatments every 3 hours 

followed by chest PT. When she is awake, we keep mobiles 

or music going. Sometimes she has to be suctioned con

tinuously, sometimes not. She is taken off oxygen some 

every day (and she is staying off longer and longer), then 

put back on when in distress. Her position is changed 

every 2 hours (wheelchair, feeder seat, bean bag, etc.).  

Lights are used to stimulate vision. We work with her with a 

power pack and jelly bean switch. She likes to be rocked 

and talked to. Weather permitting, we go outside a.m. and 

p.m. She has a teacher 1X a week, PT 2X a week, OT 1X a 

week. She is on a lot of medication. Her diaper is checked 

and changed every hour. Oral stimulation 3X a day. Teeth 

cleaned 2X a day. Tracheostomy care 3X a day. G button 

cleaned and medicated every time it is opened. She will 

sleep from 10 p.m. until 1 a.m. Then she will sleep from 5 

a.m. until 9 a.m. She goes to sleep at 2 p.m. until 5 p.m."I 

"C is 10 years old. She is totally dependent on us 

for all her needs. She is fed entirely through a gastrostomy 

tube. Suctioning is required frequently -- every 15-30 

minutes, at least. She is unable to move and must be turn

ed every two hours at night. She must be held constantly 

for she will not tolerate lying alone as she has severe

spasms. She has no control over her bowels or bladder 

and wears diapers. We do what respiratory (nebulizer and I 
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suctioning) and postural drainage that she gets. Physical 

therapy consists of range of motion that we administer." 

"Our daughter has grand mal seizures, hypotonia 

severe low muscle tone, a swallowing disorder, respiratory 

problems, cyanosis of extremities, grinding teeth, and 

visual impairment. She is non-verbal and non-ambulatory.  

"Three days a week A goes to physical therapy, 

occupational, and speech therapy. We have to drive 90 

miles round trip every day of the three days to go to 

therapy. Everyday as many times as possible, we do oral 

stimulation and exercises on her face. She has to wear a 

mouthpiece which has to be cleaned many times a day 

because she grinds her teeth fiercely. I have to change her 

diapers many times thru the day and night. I have to 

change all bed linens at least every day if not twice a day 

from her spitting up or flooding the bed. We do some type 

of therapy all day long. I have to fit house cleaning, 

laundry, cooking in between all of this. We manage to have 

doctor's appointments at least three to four times a month.  

Not to mention many hours on telephone talking to doctors, 

therapists, medical supply companies, pharmacies, clinics, 

nurses, syndrome associations, because A is not 

diagnosed at the present time. A can't feed herself, 

give herself a drink, can't put her own clothes on. I have to 

carry her in the house everywhere which kills my back. She 

is three years old and doesn't even crawl or scoot so I am 

forever positioning, carrying her here to there, giving 

drinks, changing diapers, pureeing her food, cleaning up
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her messes. When she has a seizure, I have to make sure 

she can't hurt herself. With A , there is something to 

do every waking moment." 

Parents get tired. They become weary, frustrated, and overwhelmed.  

They feel guilty and often wonder if they can continue to cope. They love their 

children deeply. But the day-in, day-out, constant care would try the endurance 

of the hardiest soul.  

G. The Priority Needs: Respite, Respite, and Respite 

"Because of respite, my cousin started coming to keep 

P_ ... Wow, what a difference -- We got a life, again.  

We found some time for each other and my other son....3 

P (now) has a stronger, happier family, his parents are 

doing much better, and his brother is not as frustrated and 

angry." 

"It (respite) is a resource that ... families, with a hard, 

scary, uncertain road ahead of them should continue to 

have access to!" 

"Respite! I need it desperately!" 

"We receive good support from a number of agencies.  

Yet it seems the most regenerative thing we do for

ourselves, get away for a day or night, is still hard to 

provide for ourselves." 
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"It would be nice to have more respite care for kids with 

tracheostomies. Few, if any, provide such relief for parents 

due to the trach and the care it involves." 

"We're very pleased with the 'Respite Station' -- have 

used it off and on since it opened - wish it were always 

open! The nurses there are great!" 

"I get a break without feeling guilty because my son is 

receiving quality care and not suffering at the hands of an 

untrained and uncaring person. This break has meant a 

great deal to my mental health and, in turn, to my marriage 

and our family life. I cannot imagine returning to constant 

care of my son's needs without the respite the Model 

Waiver program provides for me." 

"We have just began receiving home health care. For 

the first time I am able to work in my yard or around the 

house. My husband and I were also able to go out alone for 

the first time in nearly 2 years!" 

"We need respite in rural areas." 

As evidenced by the survey results, the most frequently and ardently 

voiced need was for more, better, and more affordable respite -- both in and 

away from families' homes. In fact, the need for respite was mentioned by 

families more than twice as often as the need for any other single service.  

Because of the exhaustion that comes with the constancy of demands, families 

need respite so that they can regroup, get some rest, and fortify relationships 

with other family members, their churches, their friends, and their communities.
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H. "Regular" Kids, "Regular" Families 

"He knows he has a problem and that there are some 

things he shouldn't do. But he is a 4 year old and yer 

independent." 

"We try to push her so she will be able to do things on 

her own someday. But she mostly pushes herself." 

"We have always been an active family with four boys 

and all the activities that go with children and school.  

C has participated in all her class activities: 

programs, field trips, etc. We have gone to football games, 

basketball and baseball games, and track and field events.  

C has missed very few of those. We take her with us 

everywhere. We had to undergo major adjustments after 

she had the feeding tube put in, but we still continue to take 

her with us. We have not allowed her disabilities to disable 

our entire family. When we go on a trip or a school activity, 

we take medication and feeding tubes and bottles with us.  

It is a lot easier now, with the passage of ADA. Everywhere 

we have gone people have been very helpful and we have 

informed and educated a lot of people over the last 7 1/2 

years. Everybody in our little town knows her because we 

have always had her out, refusing to leave her at home 

because someone may not be accepting. I think this 

involvement is what has helped C progress so well.

The adjustments and adaptations we may have to make I 
when we take her out with us are small compared to the 
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benefits of being a family in which all family members are 

active participants. We just pick her up, load her 

wheelchair and supplies, and go on with our lives. We have 

never regretted taking her anywhere we have gone."

"JIl is a fairly independent child, who prefers to do 

her own thing." 

"We want our little girl to be free to be just that, a little 

girl, and not an insurance-hassle techno-baby." 

"My first priority is to provide for M . I want him to 

grow up to be 'normal.0 I know in my brain that M will 

never be normal, but in my heart I want to see him walk and 

jump on his own two feet. Everything I do is toward that 

end." 

Children who are medically fragile certainly have special needs and 

problems. But they are first and foremost kids -- regular kids -- with regular 

thoughts, emotions, and concerns. They want friends. They want to "do their 

own things." They want to be accepted by their peers. They want to participate in 

as many activities as they possibly can.  

Indeed, the survey respondents who seemed most satisfied with their 

family lives were those who actively fostered the maximum independence of their 

children who are medically fragile, who helped them to see themselves as 
"regular," and who received the necessary supports to maintain their diligent 

efforts to ensure as "regular" a family life as possible.
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I. The Siblings 

"Our older son treats sister like a fragile, beautiful 

flower. He loves her, looks out for her, and worries for her.  

Our younger son (still a baby) is curious, mostly of her 

expensive, breakable toys andequipment. He gets jealous 

sometimes., but mostly is in awe of her, because he is 
carefully monitored when they are together. He senses she 

is someone special to us." 

"They all care very deeply for both girls. The girls 
make them realize that no matter what the trouble in your 

life, it could be worse." 

" _ is a foster child. Although I have 8 children 

grown and married, they all love J and feel as though 

he is their brother." 

"They are anxious about his behavior out in public 

places." 

"They treat her like a queen. They kiss her and treat 

her gently. My oldest daughter has decided that she wants 

to be a doctor -- to help children like M !" 

"My son loves his sister very much. Although he is 

ridiculed by his friends, he wants A to live with us."

I 
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"Their relationship is very close and understanding.  

My 16-year-old son donates time during summer to work 

with children with disabilities at a camp." 

"C__loves her sister, but she resents her also, 

because of the time and all my attention is focused on her 

problem. Also C____ is afraid if something happens to me, 

she will be stuck taking care of her sister for the rest of her 

life." 

"They are the best of friends. Their relationship is 

exceptional. She looks after him just as much as I do." 

"He cares for her and tries to help her cope with her 

illness." 

"They are cautious at times but mostly they treat her 

like they would any other child, but more lovingly." 

"His younger brother is caring, solicitous, playful 

caregiver, but sometimes irritated. But he needs his own 

time and space. He has a lock on his door!" 

"They have a great relationship and are R__'s 

biggest fans. Also they have been a critical part of his 

development." 

"Our 3 year old is jealous of the extra attention."
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"They are very accepting, always have been. Her 

brothers know how to give her medication, set up her 

gavage and continuous feedings. B__ is very 

affectionate and her brothers reciprocate this feeling. The 

boys are very protective of her and have never complained 

-about having to do anything I ask them to do for her." I 
"My 11 year old son helps me with her care. Helps 

prepare formula and put it in the feeding bag. He 

entertains her with music and singing. He loves her!" 

"My little boy is great with her. He always has been.  

He talks to her and plays with her. She responds by smiling 

and cooing, kicking her legs back and forth, and stretching 

her arms." 

"Great! They love to help give him his medication.  

They know how to turn off his kangaroo pump. They play 

with him and keep him stimulated. It is hard for them to 

understand why all these nice people with neat toys come 

to the house to do therapy just for him. It is also hard for 

them to stay with friends while we are in the hospital." 

"Wonderful! She is very nurturing, yet acts like a 

'typical' sister. She plays with her often and includes her in 

all that she makes and does. However, she does have to 

have 'her' time!"
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"At this time, the relationship has improved. Our 

children have had to be left with people and separated 

numerous times over the past eight years because of 

I 's treatment and illness. Our eldest child is fearful of 

having to go to the doctor, thinking something may happen 

to him. J_._literally 'freaked out' in second grade when 

he took the CAT test in school, thinking that he needed a 

CAT Scan. J was an infant when I was diagnosed 

and was sent to New York with family for 4 months. Last 

year, A went to Houston with us when I was 

hospitalized and realized it all wasn't for a good time. He 

witnessed some of I 's care and has become more 

compassionate. There has been a healing there because 

A___ would ignore I ,___ at school and say that I 

wasn't his brother when asked. Now A (who is gifted) 

helps read to I and helps with his spelling words. M.D.  

Anderson's camp is extremely beneficial since it includes 

siblings as well as the patient." 

"My son is considerate, yet an underlying frustration 

exists." 

The relationships between the child who is medically fragile and his/her 

siblings were most often described by parents as very positive: loving, close, and 

protective. But some understandable frustrations, ambivalence, and jealously 

were reported by approximately one-third of the respondents. With young 

siblings, the difficulties most often noted were resentment and jealousy. With 

older siblings, parents expressed that the siblings became worried about 

eventually having to assume total responsibility for the care of the child.
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J. Approaching Adulthood: What Next? H 

"My wife cannot transfer M into chair, etc., and we 

cannot provide alternative environments needed to keep 

him interested and active ... transition to adult services will 

result in a life change for our family. We will move to obtain 

better services and still my wife will need to stay home 

instead of working as she has done in the past."I 

"At the time of our deaths, we hope to have decided 

where N should go. She will not be going to live with 

relatives." 

"There needs to be some program, training, and 

recreational activities for all children, especially teens and 

young adults. Because he gets so bored at home." 

Perspectives change as the child who is medically fragile approaches 

adulthood. All parents, used to caring for children, realize with poignancy that 

their child will not long remain a child. But the transition to adulthood is 

particularly difficult for the parents of children who are medically fragile. They 

become uneasy recognizing that their child may not achieve the degree of 

independence hoped for and will continue to need all the same services and 

supports after the parents are unable to provide or arrange for them.

3 
3I 
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K. An Often Wrenching Decision: Residential Placement 

"I placed my son in a nursing home for nine months 

while I attended school. However, I was very displeased 

with the quality of care and removed him from that 

environment." 

"We haven't considered placement, only because we 

now receive enough care and financial assistance to keep 

her here. If we lost that, we would be forced to consider it." 

"We placed our child because we couldn't go on and for 

the sake of the family." 

"R_ was in an institution for two years. She went 

into a severe depression and we were concerned she would 

die. We brought her home and the difference was 

wonderful. She has been home with me (her grandmother) 

for 14 months and we see her smile and laugh again. Her 

mother was here for awhile to help, but is now in a long

term rehab center. We are so grateful for the services we 

receive. Without them we could not keep R___ here with 

us because of the constant care she needs. (I am 61 but 

still work. My mother (84) and husband (71) help a lot with 

her care.)" 

"I have checked into it to see if she would benefit from 

it more than she does at home, but decided against it for 

now."1
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"As she gets older and my young son needs more from 

me, the thought has come up in my mind. I am very 

skeptical because of what I have seen and heard about 

institutional care." 

"C_ was out of control and both self-injurious and 

injurious to others. He will eventually return home to be 

part of our family again. I only hope my wife and I will have 

the strength to care for him." 

"Being parents of a medically fragile child was hard on 

the family life. I (the mother) had to do everything for her -

her father had a hard time dealing with the situation. I 

wanted to work part-time and we always had a hard time 

keeping people on a part-time basis. I found it very hard to 

be all things to all people. M was placed in a 

residential home in August. It has been very hard getting 

adjusted -- although a lot of stress has been lifted. Our 

home life with the other two children has gotten a lot better.  

Otherwise we would have probably gotten a divorce and 

that would not have been good for the children." I 
"His behavior is unpredictable and he is physically 

combative with his younger sister. We have wanted to 

preserve the family unit and to give our other children a 

more normal home life."3

"M has been a 24-hours-per-day child since she 

was born 12 years .ago. She required rolling over in bed 
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every two hours all during the evening. M_ got 

pneumonia over the Christmas holidays and was placed on 

a ventilator for ten days. She survived, but came home on 

oxygen and breathing treatments. After six weeks of 

nursing her 24 hours per day, we decided it was more than 

we could continue to do. We visited three homes and finally 

selected a home exclusively for children. It was a very 

difficult and painful decision." 

"We cannot continue to handle this child at home and 

are considering an institutional placement." 

"She is getting too big for me to handle alone daily.  

She needs more stimulation than I offer -- she needs 

security if something happens to me. My friends and 

relatives cannot help with her." 

"Medically, my child needs around-the-clock care that I 

could not give him at home. I cared for him at home for 11 

years. I love my child, and the decision was hard to make.  

It does not in any way mean we love him less." 

"Placement will be necessary when we (her parents) 

are no longer physically capable of caring for her." 

"He needed 24-hour care. He was so medically fragile.  

I could not do it on my own at home. Impossible. I'm an 

unmarried, single mom."

39



"We found it necessary to place K because he 

needs 24-hours-per-day medical care. And, of course we 

will not always be alive!" 

"I've considered placing M in another living 

situation so she will have more social contact while in a 

cared for setting. I donut feel that I can continue to do this 

forever. It's such a high stress situation for my husband 

and me." 

Emotions are strong on both sides of this issue. When asked if they had 

ever considered residential placement for their children, most parents replied 

vehemently. Several wrote: "NEVER, NEVER, NEVER!" next to their answers.  

In fact, 87% of the respondents indicated that they never considered institutional 

placement.  

Those parents who had placed children in other living environments 

generally did so because they felt that they were absolutely incapable of 

continuing to care for their child at home. These families frequently cited the 

scarcity of support services as contributing to their decisions. Some seemed at 

peace with their decisions; others expressed some ambivalence, guilt, and 

anger because they perceived others believing that they had made the "wrong" 
decision.

1 
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L. Unsung Heroes and Daily Miracles

"What helped my family the most - by opening the door 

to communication, to socialization, and to stress reduction 

-- was replacing grief with laughter. Learning to have a 

good sense of humor and a positive attitude allowed us to 

appreciate life as we know it now. It also allowed 

professionals to fit into our lives. After all, it is much easier 

to work with happy people. The changes I made in my 

environment have directly effected my son's attitude 

toward life. Instead of dreading going to the hospital, he 

looks forward to it. It will allow him the opportunity to try 

some of his mischievous pranks on the nurses -- that is, as 

soon as he gets well enough!" 

"My husband and I are habilitative foster parents and 

we love it. ... A has been in our home for a year and a 

half. We got him when he was 10 months old. His mother 

had abused alcohol and drugs during her pregnancy. He 

could not roll over or sit up or crawl. He weighed 9 lbs and 

had been seriously neglected. ... A is doing great now! 

His developmental skills are right on target. Our main 

concern is making sure he keeps up." 

"I still cry, grieve, deny, and feel anger over my child's 

condition. And, over the loss of my marriage. And over the 

pain and loss my other children endured. I carry all of 

those feelings forward with me. However, gloom and doom 

are not my style. I'm not sure when it happened, when I
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decided to steer myself, my child and my family in the 

direction of life and living, not illness, disability and dying.  

But, I replaced fear with knowledge, dependency with 

experience, and intimidation with confidence. Instead of 

viewing medical caregivers as "gods and saviors,"' I allowed 

them to return to the human race. I also worked on making 

things right at home. We became a family with a special 

need, not a special need with a family."I 

"Our children are our joy and are worth it all always." 

"We adopted our child when she was 3 days old. She's 

much loved -- a beautiful, challenging little girl with a big 

heart and a big smile." 

Reading the survey responses was a touching and emotional experience 

for all who participated in this project. The constant readiness of people to reach 

out and help, the creation and nurturing of hope, and the personal compassion of 

the respondents were remarkable. Those who care for children who are 

medically fragile -- parents, siblings, foster families, grandparents -- cheer each 

new development, each new skill, each barrier overcome. The responses 

revealed a phenomenal amount of patience, love, endurance, tenacity, and 

warmth. Families who care for these children think of possibilities rather than 

certainties, look beyond the constraints of program policies and procedures, 

imaginatively ferret out services in the community, and advocate for the 

development of needed services that do not exist. They prove that seemingly 

ordinary people can accomplish extraordinary things.

I 
I 
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IV. Next Steps

Many efforts are underway to improve services for children who have 

complex medical needs. Individuals, agencies, task forces, and advocacy 

groups have worked hard to inform legislators and the public of the problems and 

needs. For example, the Health and Human Services Commission and several 

state agencies are working together to accomplish two things over the next year 

and a half: 

1. In the short-term, create as comprehensive a system as possible within 

existing resources by improving coordination of the services that are spread 

across several agencies.  

2. Over the long-term, develop a plan for expansion of services for future years.  

The agencies and programs that are working together in this effort are: 

El Texas Department of Human Services: Long-Term Care Program, 

Medically Dependent Children Waiver program, and the Medicaid Early 

and Periodic Screening, Diagnosis, and Treatment program (EPSDT); 

El Texas Department of Health: Chronically Ill and Disabled Children's 

program; 

Q Texas Department of Mental Health and Mental Retardation: Mental 

Retardation Services, including In-Home and Family Support; 

0 Interagency Council on Early Childhood Intervention;
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E Texas Department of Protective and Regulatory Services: Child Protective 

Services; 

" Texas Education Agency; 

" Texas Commission for the Blind and Visually Impaired; 

13 Texas Rehabilitation Commission; and 

U Texas Health and Human Services Commission.  

Pressing for additional progress will require the ongoing, active 

involvement of many key players -- families, advocacy groups, representatives of 

public and private agencies and organizations, and government officials. It is 

recommended that they: 

l Continue to work for the expansion of community-based 

services, in part by redirecting institutional dollars to family 

support services. Ideally, services should have the same or 

similar eligibility criteria and requirements so that families can 

more easily and efficiently qualify for a broad array of services.  

El Foster the statewide development of public/private partnerships 

to provide more alternatives and resources for families (e.g., 

parent support groups, peer counseling, groups for siblings, 

shared parenting programs, and accessible appropriate day

care options so that family members can return to work.

As documented in this report, families become exhausted from the 

constant demands of caring for their children who are medically fragile.  
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There needs, therefore, to be not only more respite services, but other 

services such as those listed above that can also provide help, relief, and 

support.  

E Work toward making more services available to middle class 

families by changing discretionary income levels and by working 

with officials of federal agencies to modify income requirements 

and the means of application of such requirements.  

Q Continue fortifying and streamlining information and referral and 

coordinated case management services for families who include 

children who are medically fragile.  

El As efforts to reform health care and insurance continue, 

proactively include the needs of children who are medically 

fragile in discussions and decision making.  

E Amplify the means for assessing and documenting the number 

of children who are medically fragile and the cost/benefit ratio of 

community-based services. A better assessment of numbers of 

children who are medically fragile, costs of different service 

modalities, and results -- from the point of view of the taxpayer 

-- will be important as decisions are made regarding programs, 

services, and funding.  

As evidenced by the responses to the survey, specific successes of 

individual children and families can be readily and extensively 

documented. It is far more difficult to obtain population estimates and cost 

data. Each agency, each group defines medical fragility differently (if they

45



define it at all). Most agencies and programs who serve children who are 

medically fragile also serve other children, and their data is kept in a way 

that does not facilitate the retrieval of information on only the children who 

are medically fragile. Moreover, almost all children in the survey receive 

services from several different programs. Obtaining cost data per child, 
rather than per child per program, is even more difficult. And, with this 

population, costs are so different depending on the type and severity of the 

child's functional impairment. Structures and strategies should therefore 

be developed to better capture this type of information.  

U Consider enlarging the scope of this survey.  

Many responses to the survey were received after data had already been 

compiled. There has been much support for this endeavor and it would not 

be difficult to distribute more surveys to people who want input into this 

project. Moreover, as indicated, very few responses were received from 

families who had placed their children in alternate living situations. Efforts 

to tap the perspectives of those parents could be strengthened. In 

addition, TDHS has offered to send surveys to parents of children served 

in the Medically Dependent Children Waiver program. This should also be 

considered.
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V. Conclusion
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V. Conclusion

"In the New Texas, citizens with disabilities, young and old, 

regardless of the severity of their disability, will have the 

rights as equal citizens fully protected. They will live, work, 

and play in their communities. They will receive support to 

exercise independence and choice in adopting a lifestyle 

that has all the options available to people without 

disabilities. In Texas, people with disabilities will no longer 

enter into institutions and nursing homes because of a lack 

of options for living in communities." 

- Governor Ann Richards 

An overwhelming majority of parents who responded to this survey would 

much rather keep and care for their children who are medically fragile at home.  

With appropriate services and supports, this is possible in most cases. But in 

cases where this is not possible, there should be good options from which to 

choose -- where children can grow up in a home and with a family.  

Assuring that all families with children who are medically fragile have 

choices and chances for better lives may be challenging, but it can be 

accomplished. Community services should be more available to more families 

and should be aimed at maintaining the well-being, comfort, safety, and positive 

interactions of the family with the community and society.  

This makes sense for humanitarian and health-enhancing reasons, as well 

as for sound economic ones. National statistics estimate from 1/6 to 1/2 cost 

savings for children with various chronic illnesses in the delivery of services in 

homes rather than in hospitals or institutions. A great deal has already been 

accomplished. It is vital that work continue and momentum not be lost. We need
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to continue to press for the creation of more services to make home care easier 

and more viable for more families.  

Clearly, there has been progress. But there is a great deal more that 

needs to be done. If policies and funding streams continue to move further 

toward enhancing the abilities of families to be self-respecting, independent, and 

productive; if they increasingly foster holistic, compassionate investment in 

individual children's lives; and if they effectively tap and coordinate the 

tremendous resources in most communities, payoffs will be gratifying at the level 

that matters most -- the lives of families who care for children who are medically 

fragile.

I 
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Appendix A

Information about your Child who is Medically Fragile 

1. What is your child's diagnosis? 

If your child is undiagnosed, please describe his/her symptoms.  

2. What is your child's date of birth? 

3. Does your child use any of the technology listed below?

Yes [ ] No [ ]

If yes, check all that apply: 

Ventilator/CPAP 
Oxygen 

Suction Machine 
Gastrostomy Tube 

Continuous Feedings 

Gavage Feedings 

IV Therapy/C-Lines 

Apnea Monitor

E 
[ 

[ 

[ 

[ 

[ 

[I

1 

1 
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I

Dialysis 
Wheelchair 
Helmet 
Tracheostomy 
Bladder Cath 
Bladder Diversion 
Colostomy 
Other(s) (Please specify):
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Appendix A 

4. Which best describes your child's ability to move/walk? 

Walks without assistance [I 
Walks with assistance (braces/crutches) [ 

Walks, but must be supervised continuously [ ] 

Crawls/scoots [I 

Uses a wheelchair [I 

Only Carried [I 

5. Does your child use any therapeutic services? 

Yes [ ] No [] 

If yes, check all that apply.  
How many times each week? 

Physical Therapy [ ] 

Occupational Therapy [ ] 

Speech Therapy [ _ 

Respiratory Therapy [ ] 

Other(s) (Please specify) []
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Appendix A

6. Please describe your child's ongoing routine and care.  

7. Do you have other children?

Yes [ ] No ( ]

If yes, complete the following.

Sex Age

1.  

2.  
3.  
4.  

5.  

8. How would you describe the relationship(s) of your other child(ren) toward your 

child who is medically fragile?
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Appendix A 

Services for your Child who is Medically Fragile 

If your child lives at home with you, please complete questions 9 
through 18. If not, skip to question 19.  

9. What support services are you currently receiving? Please list the services in 

priority order, i.e.; A. is most important to your family, B. next most important, etc.  

A.  

B.  

C.  

D.  

E.  

F.  

10. What other services would be helpful to support your child's living at home? Please 

list the services in priority order, i.e. A. is most important, B. next most important,. etc.  

A.  

B.  

C.  

D.  

E.  

F.

Page 4
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Family 

Housekeeper/Nanny 

Home Health Aide 

Home Nurse 

Sitter/Companion

Appendix A 

11. Do you have help in your home? 

Yes [ ] No [I 

If yes, check all that apply.

[] 

[1 
[ ] 

[ ]

12. If you use Home Health Aides or Home Nurses, who pays for this help? 

Max. Hours/Week

Private Insurance 

Medicaid or Early 
Prevention, Screening, 
Diagnosis, and 
Treatment (EPSDT) 

Chronically IlIl and 
Disabled Children's 
Program (CIDC) 

I pay out of pocket 

Other (Please specify):

Cost/Hour 

Max. $/Week

[] 

[]

[ 

[

[ 

[ 

[

1 I

] 

I 

I
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Appendix A 

13. Who pays for medical supplies, equipment, and other supports and services? 

14. How many times during the past year has your child been hospitalized? ___ 

For what reason(s) has (have) hospitalization(s) been needed? 

15. Does your child go to school?

Yes [ ] No []

If yes, in what setting?

Regular Classroom 

Special Education Classroom 

Special School 

Other (Please explain):
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Appendix A

16. What educationally-related services does your child receive? 

Who pays for these services? 

17. Approximately how much in total do you pay out-of-pocket each month for services, 

equipment, and supplies not covered by other sources? Please specify not only 

the amount, but also the nature of the services, equipment, and supplies for which 

you pay: 

Total monthly amount: 

What is paid for: 
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Appendix A

18. Have you ever considered placing your child in an alternative living situation? 

Yes [] No [] 

If yes, for what reasons? 

If your child who is medically fragile is not living with you, please 

complete questions 19 and 20. Otherwise, skip to question 21.  

19. Where is your child living? 

Foster Care [ ] 
Group Home [I 
ICFMR Facility [ ] 
Hospital [ ] 
Nursing Home [ ] 
Other (Please explain): 

What is the total cost of this per month? 

How much do you pay out-of-pocket each month? 

20. Why did you find it necessary to place your child in this living facility?
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Appendix A 

Personal Identification 

21. Please complete the following information, if you wish: 

Name(s) of parents 

of child who is 

medically fragile: 

Home Address: 

Phone Number: 

Marital status of parent(s) of child who is medically fragile: 

Married [ ] 
Single [ I 
Divorced [ ] 
Widow(er) [ ] 

22. Please add any comments. You may use the back of this form or additional sheets.  

Please return by April 26, 1993 to: 

Ilene Gray 

2703 Addison Ave.  

Austin, Texas 78757
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APPENDIX B
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Austin 
Amarillo 
Angleton 
Arlington 
Azle 
Beaumont 
Bedford 
Bellville 
Bryan 
Carrizo Springs 
Carrollton 
Chilton 
Clifton 
College Station 
Colleyville 
Converse 
Coppell 
Corpus Christi 
Covington 
Crowley 
Dallas 
Deer Park 
Del Rio 
Duncanville 
Eastland 
Edinburg 
El Paso 
Eldorado 
Farmersville 
Floresville

Forney 
Fort Sam Houston 
Fort Worth 
Freeport 
Ganado 
Garland 
Granger 
Groesbeck 
Hale Center 
Harlingen 
Hillsboro 
Houston 
Huntsville 
Hurst 
Itasca 
Jasper 
Joshua 
Katy 
Kerrville 
Kingsville 
Larado 
Lewisville 
Lockhart 
Longview 
Lubbock 
Magnolia 
Mansfield 
Manvel 
Marlin 
McAllen

McQueeney 
Medina 
Mexia 
Odessa 
Pasadena 
Pipe Creek 
Plano 
Randolph AFB 
Richardson 
Round Rock 
Saint Hedwig 
San Angelo 
San Antonio 
Sealy 
Smithville 
Snyder 
Springtown 
Sugar Land 
Teague 
Terrell 
Three Rivers 
Valley Mills 
Waco 
Waxahachie 
Weatherford 
West Columbia 
Whitesboro 
Wichita Falls 
Wylie
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APPENDIX C 

Complete List of Diagnoses Reported by families 

1. Abnormal Chromosome #9 
2. Abnormal Cilia 
3. Absent Pulmonary Valve 
4. Agenesis of Corpus Callosum 
5. Aicardi's Syndrome 
6. Anoxia 
7. Anoxic Encephalopathy 
8. Apraxia 
9. Arthrogryposis 
10. Asplenia 
11. Asthma 
12. Atrial Septal Defect 
13. Attention Deficit Hyperactive Disorder 
14. Autism 
1 5. Autism with Moderate Mental Retardation 
16. A-V Canal Defect 
17. BPD (Bipariental Diameter) 
18. Bilateral Anopthalmia 
19. Birth Defects caused by imbalanced translocation of 

chromosomes 
20. Bladder Extrophy 
21. Blind 
22. Bradycardia 
23. Brain Tumor 
24. Bronchomalacia 
25. Cerebral Palsy 
26. Charge Association 
27. Chromosome Abnormality 
28. Chronic Adenoiditis 
29. Chronic Plexus 
30. Chronic Recurrent Pneumonia
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31. Chronic Renal Failure 
32. Chronic Respiratory Problems 
33. Chronic Sinusitis 
34. Cleft Palate 
35. Cloacal DysgenesisfExtrophy 
36. Comatose--Closed Head Injury 
37. Congenital Diaphragmatic Hernia 
38. Congenital Heart Disease 
39. Congenital Hydrocephalus 
40. Congestive Heart Failure 
41. Convulsive Disorder 
42. Cornelia De Lange Syndrome 
43. Cortical Blindness 
44. Cortical Blindness with Optic Atrophy 
45. Crossed Eyes 
46. Crouzon Syndrome 
47. Cyclical Crying Spells 
48. Cystic Fibrosis 
49. Cytochrome Oxidase-C Deficiency 
50. D2 Hydroxyglutaric Aciduria 
51. Damage to hypothalamus 
52. Deaf/Blind 
53. Deformities of the ears 
54. Delay from drugs and neglect 
55. Developmentally Delayed 
56. Diabetes 
57. Diabetic - Insulin Dependent 
58. Difficulty Swallowing 
59. Down Syndrome 
60. Duodenal Atresia 
61. Duplicated Spinal cord 
62. Enlargement of Small Intestines 
63. Esotropia 
64. Failure to Thrive 
65. Fetal Alcohol Effect 
66. Flattened Ring at Trachea 
67. Flexion Contractures of Elbows with 8 Missing Fingers 
68. GI Reflux (Gastrointestinal)
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69. Gait Disturbance 
70. Gastroesophageal Reflux 
71. Global Delay 
72. Goldenhar's Syndrome 
73. Growth Hormone Deficient 
74. Hard of Hearing 
75. Hemophilia 
76. Hydrocephalus 
77. Hypopituitarism 
78. Hypoplasia Optic Nerves 
79. Hypoplastic Left Ventricle 
80. Hypothalamic/Optic Chiasmal Astrocytoma 
81. Hypotonia 
82. Hypoxic Encephalopathy 
83. IBS 
84. Imperforate Anus 
85. Irma Zamorano 
86. Ischemic Encephalopathy 
87. Kidney Reflux 
88. Laryngotracheobronchomalacia 
89. Left hemiparesis 
90. Leigh's Disease 
91. Lennox-Gastaut Syndrome 
92. Low Muscle Tone 
93. Lung Disease 
94. Mental Retardation 
95. Metachromatic Leukodystrophy 
96. Microcephaly 
97. Missing part of 6th Chromosome (only living case in world) 
98. Mitral Valve Regurgitation 
99. Multiple Allergies 

100. Multiple Congenital Anomalities-Ganiofacial mid line defects 
101. Multiply-handicapped 
102. Mucopolysaccharidosis Ill 
103. Nephrotic Syndrome 
104. Near Drowning at 6 years old 
105. Neurological Deficit of unknown origin 
106. No Gross Motor Skills
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......... H... CHILD'S DIAGNOSIS 

107. No Left Kidney 
108. Non Ambulatory 
109. Non Verbal 
110. Nonketotic Hyperglycemia 
111. Ocular or Oculocutaneous Albinism and Associated Pendular 

Nystagmus 
112. Optic Atrophy 
113. Optic Nerve Hypoplasia 
114. Osteoporosis 
115. Osteoporosis -Imperfecta 
116. PHPV 
117. Partial Trisomy 13Q 
118. Pervasive Developmental Disorder 
119. Pierre Robin Syndrome 
120. Post Cerebral Vascular Accident 
121. Post Closed Head Injury with Anoxic Encepholopathy 
122. Premature 
123. Pulmonary Atresia 
124. Pulmonary Stenosis 
125. Quadriplegic 
126. RAD (Radiation Absorbed Dose) 
127. Reactive Airway Disease 
128. Regressive Degenerative Neurological Disorder 
129. Renal Tubular Acidosis 
130. Reversed Liver 
131. Scoliosis 
132. Seizure Disorder 
133. Sickle Cel Anemia 
134. Situs Ambigious 
135. Spastic Diplegia 
136. Speech Delay 
137. Spina Bifida 
138. Spinal Muscular Atrophy 
139. Static Encephalopathy
140. Sturge-Weber Syndrome 

I
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141. Swactman's or Beckett's Variance 
142. Swallowing Disorder 
143; Syringomyelia 
144. Tachycardia 
145. Tetralogy of Fallot 
146. Thoracolumbar Scoliosis 
147. Thyroid Cancer 
148. Tourette's Syndrome 
149. Transposition of great Arteries 
1 50. Tricuspid Atresia 
151. Trisomy 18 
152. USD 
153. Usher Syndrome 
1 54. VH (Viral Hepatitis) 
1 55. Viral Encephalitis 
156. Visual Impairment 
157. Werdnig-Hoffmann Disease 
158. William's Syndrome 
159. Wolf Hirschhorn Syndrome 
160. Yolk Sac Carcinoma
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APPENDIX D

-SUPPORT SERVICES RECEIVED

Support services families received as listed on the survey: 

- AFDC 
- ARC 
- Adoptive Subsidy 
- Agencies 
- Any Baby Can 
- Austin Infant Parent Program 
- Austin Families 
- Austin State School 
- Autism Center (ATCMHMR) 
- Baylor Pediatric Follow-up Program 
- Britt Tex Agency 
- CAMP 
- CIDC 
- CLASS 
- Case management thru Texas Department of Health 
- Case worker 
- Child care after school 
- Child support 
- Children's Habilitation Center 
- Church 
- Cognitive therapy 
- Commodity foods 
- Community and home-based services 
- Diapers 
- Doctor 
- ECI 
- EPSDT 
- Easter Seals 
- Family 
- Family Outreach Center 
- Food Stamps 
- Home-bound student services 
- Home health care 
- Horseback Riding 
- Housing
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SUPPORT SERVICES RECEIVED

- Infant Intervention 
- Infant Parent Training 
- Infant stimulation 
- In-home subsidy grants 
- In-home support services 
- Insurance 
- Kid Project 
- Klaras Center 
- LIFE 
- Language class at IPP 
- MHMRA 
- Medicaid 
- Medical gransportation 
- Medically Dependent Childrens Waiver program 
- Medicare 
- Music therapy 
- No support services received 
- Nursing 
- Nutritionist 
- Occupational therapy 
- Oxygen delivery service 
- Physical therapy 
- Pilot Parent 
- Project ABC 
- Recreational therapist 
- Respite 
- Ross Lab (Similac) 
- SSI 
- Salvation Army 
- School 
- Scottish Rite 
- Shriner's Hospital 
- Sitter 
- Social services 
- South Colin Infant Program 
- Speech therapy 
- Supplies 
- Support groups
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SUPPORT SERVICES RECEIVED

- Swimming 
- Teachers 
- TRI County 
- TSBVI Outreach Program 
- Texas Commission for the Blind 
- Texas Department of Health 
- Texas State Library 
- Therapy 
- University of Houston 

- Vital Living 
- WIC
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APPENDIX E

SUPPORT SERVICES WOULD LIKE TO RECEIVE 

Support services families would like to receive as listed on the survey: 

- Adequate community living placement 
- Advocacy for parent groups 
- Appropriate child care -- Appropriate child care closer to home 

where provider/child ratio meets child's needs. Integrated into 
normal child care setting so that modeling of higher 
developmental behavior may be a goal.  

- Attendant care 
- Better school system for children with disabilities 
- Buddy program 
- CAMP 
- CIDC 
- CLASS 
- Child care that will accept a child with disabilities 
- Child care that is within financial limits 
- Child support 
- Children that are tube-fed and suctioned to be able to 

participate in more programs 
- Communication device 
- Community-based home 
- Current information on what is available in the local community 
- Do not know what services are available 
- Drop off center where she could be around others 
- Education 
- Emotional support 
- Financial help with counseling 
- Financial help with medication 
- Financial availability for equipment without such a long wait 
- Family support group 
- Financial assistance to help with medical and some day-to-day 

expenses, i.e., medicine, diapers, etc.  
- Free psychologist for family counseling 
- Full-time, live-in help
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SUPPORT SERVICES WOULD LIKE TO RECEIVE 

- Funding sources that assess the individual's real needs rather 
than having to fit the programs predetermined needs 

- Good occupational therapy 
- HCS (waiver) 
- HUD's assistance to find house with adequate space 
- Have a blind school closer to Mineral Wells than Austin 
- Help buying mats and mirrors to do therapy at home 
- Help paying the medical bills that insurance doesn't cover 
- Help with child care expenses 
- Help with funding support services -- at middle income -- we are 

ineligible for any financial assistance 
- Home-bound occupational therapy 
- Home-bound physical therapy 
- Home-bound speech therapy 
- Home health aide 
- Housekeeper 
- Human resources -- food stamps 
- In-home care 
- Insurance that is affordable and dependable 
- Job coach or daily attendant for after graduation 
- Knowing places in summer when not in school -- close to home and 

could look after child 
- Medically Dependent Children Waiver Program 
- Medicaid 
- Medicare 
- Modification of home 
- More dependable attendant/nursing care 
- More nursing hours 
- More frequent infant therapy programs 
- Music therapy 
- Names of people or office that could help come in and baby-sit 
- Need help paying for formula 
- Need program/training/recreational activities for all children 

especially teens and young adults 
- Need somebody who can teach their child to eat 
- Need utility assistance (because of equipment) 
- No services needed 
- Overnight care in my home
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SUPPORT SERVICES WOULD LIKE TO RECEIVE 

- Parent training experience 
- Parent support group 
- Physical therapy 
- Planning for future placements 
- Private nurses to help during a sickle cell crisis to prevent 

having to miss work 
- Qualified sitters 
- Ramps and bathroom -- easy access to all areas of house 
- Reasonable medical care; available without waiting for weeks 
- Recreation/leisure activity opportunities 
- Respite (including weekends and nights) 
- Respite location close to home (Waco) 
- SSI 
- Someone else to be responsible for training/scheduling attendants 
- Something to support her walking is very important 
- Recreation therapist 
- Region 19 vision 
- Special equipment (chair, car seat, etc.) to transfer her around 

since she is growing 
- To be able to attend church as a family without having to arrange 

shifts staying at home with child 
- To be able to buy equipment so child can be comfortable 
- Tutoring 
- 24-hours-a-day crisis team in a central location to meet needs 

when they arise 
- Van and lifts 
- Visits by therapists to carry out program 
- Weight belt 
- Wheelchair fixed
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