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Preface 

A House For All Children 

Dear Families: 

Our overriding goal in A House For All 

Children has been to provide guidelines 

for creating a safe and supportive home 

environment for children with physical 

disabilities. We feel strongly that a truly 

supportive environment is one that 

allows children with disabilities to 

function at the peak of their abilities— 

whatever the type and degree of their 

physical challenges. It also provides the 

range of physical, social, and emotional, 

supports that can help parents and 

children deal with the demands of living 

with a disability 

We began this book with three 

premises. Our first premise was that the 

physical environment of the home had a 

strong impact on the well-being of 

children with physical disabilities, their 

parents, and their siblings. Second, the 

physical, social, and emotional needs of 

the child and the family will change as 

the child grows and the home environ­

ment must also change to accommodate 

these evolving needs. Finally, the families 

of younger children with disabilities can 

benefit immensely from the advice, 

experiences, and insights of families with 

older children with disabilities. 

The research we conducted—we 

interviewed 68 parents and 12 children— 

convinced us that each premise was 

correct. A properly designed home did 

make things easier for all family mem­

bers. Needs did change over time as did 

the demands placed on the home. And 

parents offered a wealth of insights about 

what worked and what did not, as well as 

much valuable advice on parenting a child 

with a disability. 

Our extensive conversations with the 

families in this study revealed several key 

pieces of information to keep in mind as 

you read on. First, the demands of raising 

a child with a disability can be great— 

but so can the rewards for you and your 

other children. 

Second, realize that you are not alone. 

Support and information are available 

from all kinds of sources—other families, 

service providers, state and county offices 

on disability, and advocacy organizations. 

See the Resource Guide on page 99 for 

how to contact them. 

Third, both the law and the spirit of the 

times are on your side. You and your child 

have more rights now than ever before. 

The Americans with Disabilities Act and 

other pieces of legislation are slowly 

making the world more accessible. 

Opportunities for mainstream/inclusive 

education are expanding and so are 

athletic and recreational options for 

children with disabilities. 

Fourth, more assistive technologies and 

equipment for people with disabilities 

arrive in the marketplace each day. These 

devices are designed specifically to help 

people with disabilities function more 

effectively and independently. They also 

make it significantly easier to care for 

children with disabilities. 

Fifth, architects, builders, and planners 

have greater sensitivity to and familiarity 

with accessible design than in the past. 

This will make it easier for you to find 

competent professionals to make the 

modifications that may be necessary for 

your home. 

Sixth, specialized equipment and 

home modifications can span a wide 

range of costs. We describe strategies for 

making your home safe and accessible in 

a variety of ways; each approach has a 

different price tag. Fortunately, financial 

assistance for home modifications is 

becoming available. 

Creating a supportive home is an 

evolving process. Better designs and 

improved products are constantly being 

developed. We are always open to new 

information. If you have made a home 

modification or purchased a piece of 

assistive equipment that you think works 

particularly well, we would like to hear 

about it. Please drop us a note so we can 

pass the information on to other families. 

A House for All Children is the culmina­

tion of three years of work. We have relied 

heavily on the experiences of families like 

yours who shared their time willingly and 

generously to make this book happen. We 

all hope that you will find it helpful. 









Chapter 1 

Why We Wrote This Book 

We all want the best for our children: 

the best opportunities, the best health, the 

best medical care when needed, the best 

friends, the best schools, and the best 

possible home. In their homes, children 

need safety, security, independence — 

and the reassurance that they can live at 

the peak of their abilities. For children 

with disabilities, these needs are particu­

larly pronounced. Physical challenges can 

make it difficult to do things that other 

children take for granted: getting in the 

front door, moving from room to room, 

climbing stairs, playing in the backyard, 

bathing, toileting, dressing, getting a snack 

— even just being with friends. Conse­

quently, the need for an accessible and 

supportive environment is especially 

strong in homes where there is a child 

with a physical disability. 

However, the reality of providing care 

can occupy the lion's share of parents' 

overtaxed attention and energies. And 

while the home environment has a 

tremendous effect, both positive and 

negative, on families who are raising a 

child with a disability, parents are often 

unprepared for this impact. Before they 

realize it, their child is bigger and harder 

to care for, and they now have major 

problems because their homes are not 

accessible. 

Here are some things to keep in mind 

as you read this book. 

1. Parents and their children with 

disabilities are a team. You cannot 

create an environment for one member of 

the team without considering the needs of 

the other. 

A home that is safe and accessible will 

allow children who have the ability to 

bathe, dress, toilet, and eat—what 

professionals call "activities of daily living" 

(ADLs)—as independently as possible, 

without fear of falling, straining, or 



burning themselves. Environments that 

support independence also foster feelings 

of autonomy and self-esteem. As children 

who feel good about themselves are 

generally easier to raise, this can make 

parenting less taxing. Having a home that 

is safe also reduces your anxiety that your 

children will hurt themselves. Accessible 

environments can also make it possible for 

you to teach these all-important ADL tasks 

to your children without constantly 

battling physical barriers in your home. If 

your children are more dependent, a truly 

accessible environment makes it easier for 

you to bathe, toilet, and dress them. This 

decreases the physical strain of caregiving. 

2. Needs will change over time. Caring 

for an infant and a toddler is quite 

different from raising a school-age child 

and dealing with an adolescent. As 

children mature and grow bigger, their 

needs change with them. They can be 

harder to care for both physically and 

emotionally. While focusing on the 

demands of the moment, parents need 

also to look to the future. Ask yourself: Is 

this the best neighborhood for us down 

the road? Will this house work for us 

when our child gets bigger and requires 

greater accessibility? Planning for the 

future is essential. If you must move, it is 

better to do it when your children are 

younger. This will give them the opportu­

nity to form longer-lasting friendships with 

other children in their neighborhoods and 

schools. Moving during adolescence can 

be quite traumatic and isolating for all 

children. It is especially so for children 

with disabilities. 

3. Issues interact with each other. As 

you read through this manual you will 

notice that we discuss accessibility, 

independence, social contacts, and the 

ideal home and neighborhood in separate 

sections. These issues do not exist in 

isolation, however. A house that is 

accessible will encourage your child's 

independence and social life. These will 

naturally lead to a heightened sense of 

well-being. Living in an ideal house in an 

ideal neighborhood will enhance indepen­

dence and social opportunities for many of 

the same reasons. You will see a lot of 

ideas and issues that overlap as you read 

on in this book. It was impossible to 

discuss one without touching on the 

others. 

4. Every situation is both similar and 

different. The needs for safety, accessibil­

ity, independence, and meaningful social 

opportunities exist in every household. 

However, the degree to which they can be 

achieved varies widely from home to 

home. The type and severity of the child's 

disability and health status, the structure of 

the family unit and its finances, the 

physical features of the home, and the 

quality of the neighborhood all influence 

what can be accomplished in the home to 

meet these needs. 

The tremendous variation in disabilities 

and households determined our overall 

focus. Given the differences in situations, 

we could not possibly redesign everyone's 

home. Consequently, we are presenting 

ideas for creating an accessible and 

socially and emotionally supportive home 

rather than "working drawings" for how to 

do so. This is a book of ideas and 

concepts, not tape-measure specifics. Our 

aim is to raise your awareness of the need 

to modify your home and to present some 



broad guidelines for doing so. When it 

becomes time to put the advice in this 

book into practice, we strongly urge you 

to consult professionals—physical and 

occupational therapists, rehabilitation 

engineers, architects, and builders who 

specialize in accessible housing. 

Where the Information Came From 

We gathered information for this book 

from two critical sources: our own 

research experiences with people with 

disabilities, and consumer information 

from the "true experts"—parents who 

have been raising a child with a physical 

disability and who customized their homes 

to do so. We felt strongly that these 

consumers—both parents and children— 

had a wealth of insights that would benefit 

other families. This assumption had 

proven true in all our prior work with 

people with disabilities and it was the case 

in the present study as well. 

The consumer information came from 

detailed interviews with over 65 parents 

and 12 of their children with disabilities. 

We were interested in what tactics families 

used to create supportive environments in 

their homes and how effective the 

strategies were. We wanted to talk with 

people who were sensitive to environmen­

tal issues to the point where they made 

physical changes in their homes that they 

could then evaluate for us. As a result, we 

only interviewed families who had 

modified their residences or built special 

homes to accommodate their children's 

disabilities. 

The interview covered a wide range of 

topics that we felt were relevant to raising 

a child with a disability at home. Among 

them: 

• Exploring how needs change over time. 

We asked parents (and children) to 

describe their experiences and problems 

at each of the four major developmental 

stages: infancy and toddlerhood; pre­

school; school-age; and adolescence/ 

early adulthood. 

• Evaluating environmental strategies: 

what worked and what did not. We 

asked parents to evaluate every alter­

ation they made in their homes (or 

included in the construction of their new 

homes) because of their child's disability 

and every piece of assistive technology 

they purchased. We also asked them to 

rate how important it was to make these 

changes and whether or not the 

alteration could have been modified to 

make it work better. 

• Determining how the physical environ­

ment of their home affected their child 

with a disability. We asked each family 

to rate their present home according to 

its impact on their child: positive, 

negative, or no impact, and to explain 

why this was so. 

• Identifying critical design features for 

new housing. We asked parents and 

children to describe what an ideal home 

and neighborhood would be like for 

them if they had to move. 

• Exploring social and emotional needs. 

We asked parents to describe their 

tactics for meeting their child's non-

physical needs for independence, 

privacy, and socialization. 

We see this book as a source of 

support and advice for parents of younger 

children, so we asked these more experi­

enced parents two additional questions: 

• Would they do anything differently if 

they had to live these years over again? 

• What advice would they give to parents 

who have just found out that their child 

has a similar disability? 

As we recruited only families who 

made changes in their homes we cannot 

claim that our families are representative 

of all families with children with disabili­

ties. They are, however, fairly representa­

tive of families who modified their homes 

or built customized ones. Our primary 

goal was to identify design features that 

worked. The uniqueness of our study 

group allowed us to do this. 

The Families 

We spoke with 65 families who had 67 

children with disabilities. (Two families 

had two children with disabilities.) All of 

the children in our study had a physical 

disability. However, the type and degree 

of disability varied, with some children 

also having intellectual limitations. Some 

disabilities were more prevalent than 

others, as they are in the real world. For 

example: 

• 53 percent of the children in the study 

had cerebral palsy. 

• 15 percent had spina bifida. 

• 7 percent had muscular dystrophy. 

• 25 percent had disabilities from a variety 

of other conditions, such as Rett 

Syndrome, hydrocephalus, Pallister-

Killian Syndrome, meningitis, micro­

cephaly, brain tumor, head trauma, and 

so on. 



The common thread was that all of the 

children had a physical limitation that 

made it difficult for them to perform their 

activities of daily living. For example: 

• The vast majority of the children (79 

percent) used a wheelchair regularly. 

• Approximately 10 percent used wheel­

chairs or other mobility devices part of 

the time. 

• Another 10 percent used braces, 

crutches, or walkers, often in addition to 

a wheelchair. 

Since wheelchair use was so prevalent, 

a large portion of this book deals with 

wheelchair accessibility in the home. 

In addition to mobility problems: 

• 66 percent of the children had physical 

limitations above the waist. 

• 55 percent of the children also had 

some form of intellectual limitation. 

• 10 percent had sensory disabilities 

(hearing or vision) in addition to a 

physical limitation. 

• 64 percent also had a communication 

impairment. 

As these descriptions indicate, many of 

the children in the households we visited 

had multiple disabilities. 

The 67 children also varied in age. 

Since we wanted parents to discuss how 

their child's needs changed over time, we 

concentrated on interviewing families with 

older children. For example: 

• 2 percent of the children were pre­

school age (ages 2 to 4). 

• 37 percent were school-age 

(ages 5 to 11). 

• 55 percent were adolescents 

(ages 12 to 19). 

• 6 percent were young adults 

(age 20 and older). 

Two-thirds of the children (65 percent) 

were boys and 35 percent were girls. In 

contrast, the majority of interviews (75 

percent) were with mothers. Only 6 

percent were with fathers and 19 percent 

were with both parents together. The 

majority of parents (75 percent) were 

married while 18 percent were divorced 

and 6 percent were widowed. 

We tried to interview families who lived 

in house styles that are typically American. 

For example: 

• 48 percent of the families lived in 

houses with two or more stories. These 

included Cape Cods, Colonials, Tudors, 

and contemporaries. 

• 38 percent owned ranch style or other 

one-story homes. 

• 11 percent had split-levels. 

• 3 percent were apartment dwellers. 

Renters are not usually able to modify 

their units to the extent that people who 

own their own homes can, and only two 

families in our interview group (3 percent) 

lived in apartments. The families in our 

study resided in suburban, small-town, 

beach, rural, and semirural communities. 

Although we did not specifically ask 

parents about their financial situation, 

judging by their homes the families in our 

study had a range of incomes. Obviously, 

it is easier to create an accessible home 

when you have "deep pockets," so we 

deliberately tried to mix the income levels 

of the families we interviewed. We wanted 

to offer suggestions for equipment and 



modifications that varied in scale and 

costs. For example, a child can shower in 

a prefabricated, pop-in, accessible shower 

stall or in a custom-made, oversize, roll-in, 

hand-tiled shower with expensive fixtures. 

Whenever possible, we make recommen­

dations that can be implemented in a 

variety of price ranges. 

Why the Physical Environment of 
the Home Is Important 

A major assumption for this study was 

that the family house or apartment is not a 

neutral backdrop and that it plays a key 

role in the lives of children with disabili­

ties and their parents. To test this assump­

tion, we asked the parents to rate the 

impact of the physical environment of 

their homes. When we looked at their 

responses, we found that: 

• 94 percent of the parents felt that the 

physical design of their home affected 

their children in some meaningful way. 

• The impact of the home environment 

applied to nearly all families. This was 

regardless of the severity of their child's 

disability and the type of housing they 

had. 

• Two-thirds of the parents felt that their 

homes had a positive impact on their 

children and one-fourth reported a 

negative effect. Only 6 percent—four 

parents—felt that their home environ­

ments had no particular effect. 

These responses led to two critical 

questions: how the design of the home 

actually assists the child and what are the 

features of the home that help or hinder 

the child. 

Successful Home Environments 

A home setting that helped both 

parents and children was one that: 

• Improved safety: the children felt safe 

in their homes. 

• Increased independence: the children 

could do more on their own. 

• Stimulated mobility: the children were 

able to move around the house, to come 

and go as they pleased. 

• Offered privacy: the children had their 

own space. 

• Encouraged interaction: the children 

had contact with other people. 

• Provided access to recreation and 

stimulation: the children could play, 

watch television, listen to music, and 

entertain themselves. 

• Assisted caregiving: the house made it 

easier for the parents to provide, or 

assist with, their children's care. 

We were particularly interested in 

knowing how the environment helped 

children to function more independently 

and to socialize. When parents talked 

about independence, they told us that: 

• An accessible, one-level house made it 

possible for older children to come and 

go or move around the house as they 

pleased. 

• A properly designed home helped 

children to be more independent and to 

do their own "activities of daily living," 

such as showering, toileting, and 

dressing. 

• Specific equipment increased indepen­

dence: a shower massage helped a 

young girl to wash herself, remote 

controls allowed children to turn on the 

television, a stair lift provided access to 

a recreation room, and special low beds 

and lifts helped children get in and out 

of beds and chairs with minimal 

assistance. 



When they described how the physical 

features of their homes encouraged 

socializing among the family and friends, 

parents mentioned that: 

• One-level ranches made it easy for 

children to move around the house. 

They could go anywhere and be with 

other family members wherever they 

were. 

• They set up children's bedrooms as 

activity centers. Equipping them with 

televisions, VCRs, CD players, comput­

ers, and video games made it possible 

for the children to play with friends and 

siblings in their bedrooms. 

• Having accessible family rooms and 

swimming pools made it easier for 

children to be with other people. 

Most of the design characteristics that 

supported safety, independence, and 

socializing related to accessibility. These 

included design features such as: 

• a one-level house 

• large rooms 

• wide doorways, no thresholds 

• ramps and lifts that made it easy to get 

into the house 

• accessible bathrooms and kitchens 

• ample storage space 

Other helpful house features included: 

• flat terrain in the neighborhood 

• a good, friendly community 

• a swimming pool and a nice yard 

All of these features are discussed in 

greater detail in following chapters. 



Chapter 2 

Changing Needs from Infancy to Adolescence 

A major focus of this work with families 

was to identify how needs change over 

time as children with disabilities grow up. 

Like all children, your little child will 

experience many changes on the path to 

adolescence and young adulthood. 

Naturally, the quality and quantity of care 

and assistance that you provide along 

these various developmental stages will 

also change. So will the type and level of 

support that you will need from your 

home environment. 

One of our assumptions in this study 

was that the demands of caring for an 

infant/toddler, a pre-schooler, a school-age 

child, and an adolescent would be very 

different from each other. To see if this 

assumption was true, we asked the parents 

of older children in the group to describe 

their experiences during each of these 

developmental stages. 

The discussion of each stage began 

with a general question about what those 

particular years were like. We asked 

parents to describe the problems that 

emerged and whether the situation 

became easier, harder, or both easier and 

harder as their children moved from one 

stage to another. We felt that there was a 

lot of practical advice that more experi­

enced parents could offer to newer 

parents, to alert them to the many ways 

that needs can change over time and to 

what may lie ahead. We hope that this 

information will help you to prepare 

yourself psychologically and to prepare 

your home physically for these changing 

needs in the best way possible. 

Parents reported a wide range of 

experiences during the infant/toddler 

years. In some situations, the signs of the 

disability were minimal at this stage or 

they appeared later in childhood. In these 

situations, parenting was similar to caring 

for any infant or toddler. The baby was 

small and easy to lift and carry. He was in 

diapers. The parents bathed him in the 

kitchen sink or in an infant tub. He ate in 

a high chair, crawled on the floor if he 

could, and generally "got into everything." 

Other families went through a very 

difficult infant/toddler period. The baby 

was not diagnosed but the parents knew 

something was wrong. There was constant 

anxiety but no definitive diagnosis or 

information. To make matters worse, some 

parents received no physical or emotional 

support during this time of uncertainty. 



In still other families, the parents knew 

immediately that there was a major 

problem with their child. There were 

severe physical and medical problems: 

seizures, feeding disorders, constant 

crying, reflux, sleep apnea, communication 

problems, and so on. Some families spent 

a good part of their child's early years in 

the hospital while the child underwent 

testing and corrective surgeries. In some 

households, the constant care, emotional 

strain, and financial worries led to serious 

family problems. 

When it came to treatment, some 

families got involved immediately with 

early intervention programs. These 

programs offered physical therapy, speech 

therapy, day programs, and daycare. Other 

parents recalled needing early intervention 

but not receiving it. Still others, whose 

child's disability had either not yet 

emerged or not been diagnosed, had no 

idea that treatment was even necessary. 

Few parents modified their homes 

during the infant/toddler period. Families 

focused mainly on equipment needs, 

such as: 

• mobility devices: strollers, standers, and 

specialized bicycles or tricycles 

• seating/positioning/feeding equipment 

• monitoring instruments: intercoms, baby 

monitors, or apnea (breathing) monitors 

• bathing aids: infant tubs, special bath 

chairs and cushions 

For parents who have a child with a 

disability, the infant/toddler years can be 

intense. Parents have many questions and 

concerns. A mass of information must be 

obtained and then digested. Tremendous 

amounts of emotion and physical care are 

often expended during this time. Many 

parents reported feeling completely 

overwhelmed. Because of these stresses 

and strains, few families thought about the 

physical environment of their homes. They 

had too many other things to worry about. 

This is completely understandable. 

However, these early years are exactly 

the time when you should start thinking 

about your home. In the same way that 

there are early intervention programs for 

therapy and respite care, you may also 

need some "early environmental interven­

tion" as well. There may be some small-

scale changes that could make your life 

easier. This is also the time to consider 

much larger questions: Is this the best 

house, the best neighborhood, the best 

community and educational system for a 

child with a disability? Looking realistically 

at these issues may help you plan for the 

future, especially if moving is an option. 

A number of parents wished that they had 

moved, or had moved sooner than they 

actually did. 

From Toddlerhood to the 
Pre-School Years (Ages 2 to 5) 

Parents described the transition from 

the infant/toddler years to the pre-school 

stage in numerous ways. At this point, 

some children's needs became greater. In 

addition to physical and medical concerns 

there were now social and psychological 

issues to consider. When we asked parents 

if things got easier or harder as their child 

moved into the pre-school stage, the 

responses varied: 

• 29 percent of the parents said this stage 

was harder. 

• 20 percent said it was easier. 

• 10 percent said it was both easier and 

harder or "just different." 

• 8 percent thought the two stages were 

the same. 

Families who thought the pre-school 

years were harder described the following 

difficulties: 

• Their child was bigger and more difficult 

to carry or transport. 

• Bowel and bladder problems came into 

play. 

• More (and more expensive) equipment 

was needed. 

• Medical problems continued or became 

worse. 

• Their child's abilities or condition 

deteriorated. 

• Problems developed in the immediate 

and extended families. 

• There were emotional issues to deal 

with, such as nightmares and social 

withdrawal. 

While care generally became more 

difficult as the child grew, this was not 

always the case. One-fifth of the parents 

felt that life became easier during this 

stage because: 

• Their child was in school or in a full-day 

program. This provided respite and 

more freedom for parents.* 



• They became better educated about 

their child's disability and more knowl­

edgeable about ways to deal with it. 

• Their child's condition improved. Earlier 

medical problems were resolved. The 

child became verbal and/or could do 

more for herself. In certain situations, 

the child was able to participate more 

fully in family activities. 

• Family life improved after everyone had 

had more time to adjust to the situation. 

The small percentage of parents who 

thought that things became both easier 

and harder or just different during the pre­

school years mentioned one or more of 

these same reasons. 

When we looked at the home environ­

ment, some new issues developed during 

these years. Playing and socializing with 

other children often required custom-

designed equipment and spaces. In some 

cases, toilet training was taking place and 

mobility needs were emerging or increas­

ing. Yet many of the changes that parents 

made in their homes at this time still only 

involved equipment. Parents bought 

standers, and strollers, and bicycles. They 

purchased special seating and bath chairs. 

Potty chairs and grab bars appeared in 

bathrooms. Higher beds and beds with 

railings went into bedrooms. Several 

parents bought vans during this time 

along with special car and travel seats. 

At this stage, some families did 

purchase wheelchairs, and accessibility 

concerns surfaced immediately afterward. 

More room was needed to accommodate 

the wheelchair. Ramps had to be built so 

the wheelchair could get in and out of the 

house. And larger vehicles were bought to 

transport the child in the chair. The impact 

of the environment was starting to be felt 

in many homes during the pre-school 

period. 

From Pre-School To School-Age 
(Ages 5 to 12) 

As the child moved on to the school-

age years, family life shifted in a number 

of ways. This was not surprising. House­

hold schedules and routines tend to 

readjust in all families when children start 

school on a full-time basis. The child is 

out of the house more, there are new 

friends, parents focus attention on the 

quality of the school, and so on. 

For many of our families, it became 

significantly harder to provide care at this 

point in their child's development. When 

parents described the school years: 

• 57 percent felt that life became harder. 

• 11 percent thought it was easier. 

• 21 percent said some things were easier, 

other things were harder. 

• 8 percent felt that things were either the 

same or different rather than easier or 

harder. 

Families who felt life was more difficult 

during this time reported that: 

• Their child had additional or ongoing 

medical problems or his physical 

condition deteriorated. These parents 

described falls, seizures, surgeries, 

broken bones, and other medical issues. 

• Behavioral or emotional difficulties 

emerged. Some children had problems 

with aggression, isolation, boredom, and 

the realization of their limitations. Some 

parents also mentioned that their 

children were now developing distinct 

personalities with stronger preferences 

and opinions that had to be acknowl­

edged. 

• School-related issues surfaced. The 

inadequacies of local school systems 

became apparent. There were problems 

with inaccessible schools and 

unsupportive school systems. Difficulties 

with local boards, administrations, and 

school transportation systems emerged. 

• Problems in the family continued or 

began. These stresses ranged from 

dealing with overprotective grand­

parents, and lack of help from other 

family members, to sibling jealousies, 

and balancing the demands of a child 

with a disability with the needs of other 

children. 

• There were problems with approvals 

and reimbursements from insurance 

companies. 

• Most significantly, the child continued to 

grow. He was bigger now and more 

awkward to lift and carry. Increased size 

and weight made it harder to move and 

transport the child, or to transfer him 

from the wheelchair to the bathtub, the 

toilet, or the car. It was more physically 



taxing to dress him. One in three 

families mentioned that care was more 

demanding because of the increased size 

of their child during these years. 

• The physical environment of the home 

created more problems. The impact of a 

poorly designed home became evident 

during this time. Parents talked about 

inaccessible bathrooms, narrow halls, 

problems with stairs, and the need for a 

bigger kitchen to accommodate a power 

wheelchair. At this point, many parents 

realized that their house was just too 

inaccessible to work for them. This 

sentiment was shared by parents of 

children from all disability groups. 

When we looked at the changes 

parents made in their homes during the 

school years, we saw many more accessi­

bility-related modifications. More children 

were using manual or power wheelchairs. 

As a result, more families built ramps to 

their doors and decks. They also widened 

doorways and halls so their children could 

maneuver better in a wheelchair. Some 

parents installed lifts because the child 

was now too heavy to carry upstairs—or 

they created a bedroom for him on the 

first floor. 

A number of parents now purchased 

hospital beds, intercoms, and other 

equipment so they could communicate 

with or monitor their children. Bedrooms 

were sometimes enlarged to accommodate 

wheelchairs, and closets redesigned to 

make them more accessible. 

Parents also renovated or added new 

bathrooms to provide accessible tubs, 

showers, sinks, and toilets. Their child was 

just too big or too heavy to bathe or toilet 

in an inaccessible bathroom. In addition, 

children with more abilities now wanted 

privacy for performing these ADLs 

independently. The only way to accom­

plish this was in a totally accessible 

bathroom. During the school-age years, 

some families also started to modify their 

kitchens. They needed more room for the 

wheelchair. They also wanted more 

accessibility so that a more independent 

child could get his own snacks and 

prepare meals. 

Many families also bought vans with 

portable ramps or automatic lifts during 

these years. Several families installed 

swimming pools, which their children 

could use for therapy and for socializing 

with other children. Finally, school needs 

had to be accommodated. Parents bought 

special computers and created accessible 

desks and homework stations. 

Because of the growing size of the 

child and the shift in his social and 

emotional needs, the school-age years 

required a major mobilization of the 

physical resources in the home. As the 

chart below shows, parents made more 

changes during this period than in any of 

the other developmental stages. Even so, 

in looking back, many parents wished that 

they had moved or modified their homes 

even earlier than they did. 



So, while the school-age years may be 

the time that physical changes in the home 

are most needed, you may want to 

consider making them even earlier. This 

will help to prepare you and your child for 

the demands of these hectic years. Again, 

we want to stress the importance of 

thinking ahead. If your house is not going 

to work for your family in the long run, it 

is better to move sooner rather than later. 

You do not want to uproot your family at 

this critical time—when your children are 

in school and they have already estab­

lished friendships. 

While the school-age years were harder 

for many parents, not all families found 

them so. In several households (13 percent 

of our families), the school-age years 

brought fewer stresses and strains. When 

they explained why, parents gave similar 

reasons to those they gave for the pre­

school years: 

• The child developed more skills and 

became more self-sufficient. He became 

more verbal and developed more 

independence with toileting, using a 

wheelchair, and getting out of bed. 

• The child's physical condition improved. 

There were fewer illnesses or seizures, 

and he was more stable medically. 

• There were behavioral improvements 

and emotional developments. The child 

was crying less, enjoying the world 

more, and was friendly and well-

adjusted. 

• Parents had more time to themselves. 

The child was spending more time in 

school or there was more respite care. 

We would like to point out that there 

were joys and rewards at each stage. 

Despite challenges, things were not all 

bad. 

Moving into Adolescence 
(Ages 12 and Up) 

Adolescence is a difficult time in any 

household. Conflicting desires to be 

independent yet wanting to be taken care 

of, combined with hormonal surges, peer 

group pressures, fear of rejection, sexuality 

issues, and concerns over school and 

career plans create considerable emotional 

volatility in the home. Families with a 

child with a disability are not spared this 

turbulence. In fact, of the 32 parents of 

adolescents in our study: 

• 60 percent felt these years were harder 

than the school-age years. 

• 16 percent thought these years were 

easier. 

• 19 percent described life as easier in 

some respects and harder in others. 

No one thought adolescence was the 

same or just different from the school-age 

years and there was no particular relation­

ship between these responses and the 

types of disabilities that the children had. 

Things became harder during the teen 

years for many of the same reasons that 

made the school-age years more difficult 

than the pre-school ones: 

• The child was still growing and getting 

steadily bigger, heavier, and harder to 

care for. Carrying and lifting were more 

difficult, wheelchairs and other mobility 

aids were larger and harder to maneuver 

and transport. Accessible transportation 

was more of an issue and difficulties 

with stairs and toileting became worse. 

• Behavioral and emotional issues became 

more of a concern. (This is totally 

understandable given the emotional 

strains of adolescence.) 

• Social problems continued or became 

worse. The child was isolated. Other 

teens were mean or resistant to friend­

ships. Maintaining a social life generally 

became harder. 

• Physical and/or medical deterioration 

occurred. The child had seizures, 

developed scoliosis, required more 

surgeries, and so on. 

• School problems continued. Schools 

were inaccessible, mainstreaming 

created difficulties, and negative 

attitudes of school officials remained a 

problem. 



Parents reported that their teenager was 

moody, difficult to deal with, more 

aggressive, and frustrated by her limita­

tions and the barriers they presented. 

While life became harder for many 

families during adolescence, again this was 

not true across the board. Some parents 

reported that the adolescent years brought 

improvement; others felt that some things 

became harder, while others became 

easier. In some families, life with an 

adolescent became less difficult because: 

• The teen continued to develop more 

skills and independence. Communica­

tion was improving, self-transferring 

occurred, the adolescent could entertain 

herself, and school taught her to be 

more independent. 

• There were supports from the physical 

environment of the home. Parents who 

had moved to a one-level house or built 

an addition to the first floor or installed 

a lift felt that these environmental 

changes made life easier. 

A small number of parents also 

reported that an improved family situation, 

better emotional behavior, fewer medical 

complications, and more understanding of 

the situation made life less pressured 

during adolescence. 



When it came to their homes, parents 

continued to make changes that would 

accommodate the needs of teenagers. 

Many of these modifications were similar 

to the ones other families made during the 

school-age years: families bought bigger 

wheelchairs, accessible vans, and hospital 

beds. They also installed ramps and built 

accessible exterior and interior doors and 

halls. Some parents who had the financial 

means added swimming pools and hot 

tubs. More families made their kitchens 

accessible so the child could be more 

independent. And there were continued 

efforts to make bathrooms larger, safer, 

and more accessible with special bath 

chairs, roll-in showers, hand-held shower 

nozzles, and accessible sinks. 

Finally, workstations were created for 

school work. And for more independent 

and social adolescents, there was a need 

for accessible, semiprivate social space 

where teenagers could be with their peers 

and out of the watchful eye of their 

parents. One family specifically designed 

their new home so that the parents and 

the children could each have privacy 

without being isolated. 

Parents described many different 

experiences and emotions associated with 

raising a child with a disability. Like 

parenting in general, no two situations are 

identical. This makes it hard to draw 

definite conclusions. However, we did see 

a trend which indicated that life generally 

became more difficult as the child devel­

oped. Social and emotional problems and 

issues with schools all surfaced or became 

more prominent. The impact of a non-

supportive or inaccessible home became 

much more pronounced. Getting into and 

maneuvering around the house in a large 

power chair, climbing stairs, and bathing, 

lifting, and transferring a growing child all 

became harder as the child grew older. 

However, the good news is that these 

are problems that can be solved, or 

reduced, through accessible and support­

ive design. In raising a child with a 

disability, there are many things that 

cannot be changed. Fortunately, this does 

not have to apply to the physical environ­

ment. Your home can be modified to 

improve your child's safety, functional 

abilities, and independence. In the next 

two chapters, we will cover in detail 

exactly how this can be achieved. 





Chapter 3 

Accessibility to the Home 

Accessible design is the gateway to a 

safe and supportive home. All of our work 

with people with disabilities—both adults 

and children—has convinced us that the 

need for an accessible home cannot be 

emphasized strongly enough. Accessibility 

is vital both to your child and to you. For 

your child, it is the critical pathway that 

will allow him to function safely and at the 

peak of his abilities. For you. an accessible 

house can help ease the physical and 

emotional strains of parenting a child with 

a disability. 

Generally speaking, it is better to 

develop a home modification plan now 

that will still work for your child and the 

equipment he will be using when he is 

fully grown. This can be particularly 

important if your child has a progressive 

condition. It is very uneconomical (and 

inconvenient) to modify an area several 

times. Whenever possible consult a 

physician or therapist to obtain an 

accurate prognosis and projections for 

your child's future abilities. Base your 

modification plan on that information and 

advice. And if it is obvious that your house 

will never be accessible enough, it is 

better to move if you have the opportu­

nity. (If you have this option, do so while 

the child is young, before he forms strong 

friendships or starts school.) 

Creating an 
Accessible Home 

Every family situation is different. Your 

ability to create an accessible home that 

works best for you and your child will 

depend on several key factors: 

• The first is the type and severity of 

your child's disability. What portion of 

your child's body is impaired? Are the 

legs involved, the arms, or both? Will 

your child's condition become worse, or 

will it improve with medical treatment 

and therapies? Can you get an accurate 

prognosis? Does your child have intellec­

tual limitations that affect memory or 

judgment? If so, special safety precautions 

may be necessary in your home, along 

with accessible design. 

• The second is the type of mobility 

device used. Mobility assists, such as 

braces, walkers, manual and electric 

wheelchairs, scooters, and strollers come 

in all shapes and sizes. Your house 

should be accessible enough to accom­

modate a range of potential devices. 

Bear in mind that your child will grow 

out of one device and into a larger one 

as she develops. She may also need to 

use different devices for different 

functions during the same time period. 

Your home design should be flexible 

enough to accommodate all of these 

varied needs. 

• The third is the size, style, and site of 

your home. Some homes are intrinsi­

cally more accessible, or adaptable, than 

others. A spacious, one-story house will 

be easier to make accessible than a split-

level, raised ranch, or two-story house— 

all of which have multiple levels with 

connecting stairs between them. A 

house with an entry that is on grade, or 

nearly so, will be easier to access in a 

wheelchair than one that has multiple 

steps at the front door. Similarly, it is 

easier to use a wheelchair or other 

mobility device on a level piece of 

property than on a lot that is sloping, 

hilly, or uneven. 



• The fourth is your financial situa­

tion. Accessibility is not free. In fact, it 

can be quite costly. And while financial 

assistance is possible in certain situa­

tions, it may not be available to every­

one or to the degree necessary to 

complete the job properly. When doing 

your financial planning, remember that 

you will have to make adaptations to 

your home. Tax deductions may relieve 

some of this financial strain. Be sure to 

talk to an accountant when you budget 

your modifications. 

• The fifth is zoning approval. This is 

usually required for ramps, porches and 

additions. Every community has rules on 

the amounts of space ("set-backs") that 

are required in the front, back, and sides 

of a house. There are also rules on the 

percentage of the property that the 

house and its appendages (garages, 

porches, landings, etc.) can occupy. If 

your proposed modification violates one 

of these rules, it may be possible to 

obtain a variance. This process is too 

complex to explain here. Talk to your 

local zoning official for advice. 

Accessibility Needs— 
They Are Everywhere 

When your child is an infant or a 

toddler, chances are you will be able to 

carry him or her from your car and into 

your house without too much difficulty. 

However, as any parent will tell you (or as 

you already know if you have other 

children) the infant/toddler stage flies by 

very fast. Soon your child will be too 

heavy to carry without straining yourself. 

The situation becomes even more compli­

cated when your child starts using a 

mobility assist, such as a wheelchair, a 

special stroller, or a walker. These devices 

may be too large, cumbersome, and heavy 

to lift up steps, wheel across bumpy 

terrain, or roll through a door easily. 

You will quickly realize that the need 

for accessibility applies to every area of 

your house. It starts at your driveway and 

continues up to your front door. It goes 

through the door and continues along 

your halls and your doorways. It goes into 

your kitchen, your bathrooms, and your 

child's bedroom and closets. It applies to 

your windows, doors, flooring materials, 

and light switches. 

Accessible design also extends to your 

garage, your deck, or patio and even to 

your front and back yards. We will cover 

each of these areas in this and the follow­

ing chapter. Again, because every situation 

is different, we cannot give you working 

drawings or explicit details on how to 

redesign your home. Instead, we will be 

providing tips, strategies, and general 

guidelines for creating accessibility. Our 

goals here are: 

1. To increase your awareness of the 

importance of accessible design. 

2. To demonstrate the scope of accessible 

design and how it applies to all areas of 

your home. 

3. To encourage you to start thinking and 

planning for an accessible future. 

One of the benefits of our consumer 

research is that we were able to identify 

modifications, equipment, and technolo­

gies that were successful as well as those 

that were not. We will share this informa­

tion with you as well. In this way, you can 

learn from the experiences of other 

families and avoid some of the problems 

they encountered. 



The Driveway 

Before your child comes into the 

house, he first has to reach it. This means 

the route from the car to the doors of your 

home must be accessible whether he is 

using leg braces, a stroller, wheelchair, 

scooter, or some other mobility assist. 

(Whenever possible also, there should be 

two accessible entrances to provide an 

extra exit in case of fire.) 

Accessibility, therefore, begins at the 

front driveway (or entrance to the 

complex if you live in an apartment 

building or townhouse development). If 

you plan to have your child enter and exit 

your vehicle in your driveway, that portion 

of the drive should be level. The required 

size of this level section will depend on 

whether your child transfers from the car 

or uses a wheelchair lift in a van. (All lifts 

work better when they lead to level 

ground.) If the drive slopes too much, the 

wheelchair could roll down the incline if 

the brake is not applied immediately. 

Transition times (arrivals and departures) 

can be difficult with children with disabili­

ties under the best of circumstances. If 

your driveway is level, you will not have 

the additional stress of worrying about a 

wheelchair rolling down the drive. 

Vans 

Families whose children use wheel­

chairs often purchase vans or conversion 

vans that are customized for people with 

disabilities. Some conversion vans have 

wheelchair lifts and open interior space 

where the wheelchair is anchored or "tied 

down" to the floor. Vans can also have 

raised roofs and/or dropped floors, which 

are necessary if the child is very tall. Most 



families bought their vans with lifts during 

their child's school-age or adolescent 

years. This is the time when the child 

becomes too heavy to transfer to and from 

the car. It is also the time when children 

frequently move to larger, power wheel­

chairs. Many of these chairs do not fold 

and it is difficult to fit them into a stan­

dard-size automobile or unmodified van. 

Every family in our survey who mentioned 

purchasing a van or a conversion van with 

a lift thought it was very important to 

make this purchase. They also rated the 

vehicles as being very helpful or effective. 

Design Considerations for 
Conversion Vans 

Our emphasis in this book is on the 

home, not on vehicles. However, we are 

discussing conversion vans here because 

they often require special adaptations to 

garages and driveways. This is particularly 

true if the vans have a wheelchair lift. In 

addition to being level, driveways have to 

be hard-surfaced, smooth enough, and 

wide enough so that children in wheel­

chairs can enter or exit their vans safely 

and comfortably. Many of the parents in 

our study had to pave, repave, and/or 

widen their driveways to make this 

happen. (Asphalt and concrete are the 

most commonly used surfacing materials. 

It is difficult, if not impossible, to roll a 

wheelchair across dirt, gravel, grass, or 

pebbles.) The wheelchair lift can be either 

at the side or the rear door of a van. In 

either situation, larger driveways may be 

necessary to make room for the lift when 

it is extended and to provide the turning 

radius needed to get the wheelchair onto 

the lift. 



Since the size of the vehicles and the 

length and width of the lifts vary, it is not 

possible to give precise driveway dimen­

sions for every household. Your needs will 

. depend on the type of lift that you are 

going to buy. However, there are some 

general guidelines to consider. Take the 

following scenarios, for example: 

• A minivan with a side or rear entry 

lift. You must consider the width of the 

van (approximately 6 feet, 6 inches), the 

clearance necessary to open the front 

door on the driver's side (approximately 

3 feet), the length of the lift that will 

project out from the van (approximately 

4 to 41/2 feet), and the space needed to 

turn the wheelchair or scooter onto or 

off the lift (approximately another 4 to 5 

feet, depending on the size of the chair 

or scooter). Considering all of these 

factors, you will need a driveway width 

of around 19 feet. 

• A full-size van with a side entry lift. 

The sizes of vans vary according to the 

make and model, which makes it 

difficult to provide exact dimensions. 

But to illustrate the difference, one 

leading manufacturer's conversion van is 

2 inches wider, 23 to 35 inches longer, 

and 14 inches higher than their minivan. 

For this type of van, a minimum 

driveway width of 19 feet will be 

necessary if you use a conventional lift. 

If you purchase a side rotary lift, it 

will extend out only 3 feet and require 

no turning radius. In this situation, a 

driveway width of 13 to 14 feet should 

be sufficient. 

• A full-size van with a rear entry lift. 

If you choose to purchase a van with a 

rear entry lift, the driveway requirements 

will be slightly different. For this vehicle, 

the driveway must be wide enough to 

accommodate the width of the van with 

both front doors open (approximately 13 

to 14 feet). Built into this dimension is 

the width needed for the wheelchair to 

pass along either side of the van. 



The driveway must be long enough to 

accommodate: 

1. The length of the van (approximately 

18 to 20 feet) 

2. The length of the lift (4 to 4 1/2 feet) 

3. The space needed to roll the chair 

off the lift and turn around (4 to 5 

feet) 

A conservative estimate of the minimal 

level drive length for a full-size van with a 

rear entry lift is approximately 28 feet. 

However, all of these turnaround spaces 

and widths may have to be extended if the 

child in the wheelchair must be reclined or 

have his legs extended. 

Also, some people use portable tracks 

instead of a lift. Be extremely cautious 

with portable tracks. They tend to be very 

steep. The "tip over" point or ratio of rise 

over run for a wheelchair is 1:6 (for every 

one inch of rise, there is only six inches of 

run). The wheelchair will tip over at this 

or higher ratios of rise over run. 

If it is physically or financially impos­

sible to pave the entire driveway, you 

have two other options: 

1. Pave the portion of the drive that 

extends from where the van parks 

up to the entrance to the house. 

2. Construct a smooth sidewalk along 

the edge of the drive. 

With this second option, you can pull 

your van up to the walkway, lower the lift 

onto the sidewalk, and roll the wheelchair 

onto or off the lift. Of course, the paved 

sidewalk must be wide enough for the 



wheelchair to turn and it must extend up 

to the door of the house. 

The path from the driveway should be 

flat or gently sloped. It should be wide 

and paved with concrete or another 

smooth, continuous paving surface. Do 

not use rough-surfaced pavers because 

they create unpleasant vibrations and a 

bumpy ride for people in wheelchairs. 

Grouting between pavers that is too 

wide and/or not flush with the paving 

material can also create a bumpy ride and 

cause maneuvering difficulties for the 

wheelchair user. 

The School Bus 

In addition to making your driveway 

large enough to accommodate a van, you 

may also have to consider the school bus. 

If your child takes, or will be taking, a bus 

to school or a day program, the bus may 

have to pull into your driveway to pick 

him up and drop him off. (This may be 

the case in rural and semirural areas.) Your 

driveway should provide enough width for 

the bus, the lift, the turning radius needed 

to get the wheelchair onto and off the lift 

and for the bus to turn around. 

If the school bus parks in the street, 

you will need a flat sidewalk leading from 

the house to the curb. The lift will lower 

onto the curbside end of the walk so your 

child can roll directly onto the lift. 

Sometimes the bus driver will pull up to 

the driveway and use the base of the drive 

for loading and discharging. In this 

situation the base of the driveway must be 

hard and level. 





The Front Door 

Getting to the Door 

Once your child and her wheelchair, 

scooter, or other mobility device are safely 

out of your vehicle and heading toward 

the entrance to the house, the first 

accessibility hurdle has been cleared. The 

next obstacle is getting up to the door. 

Very few houses are built without at least 

one or more steps at the front door. This 

creates an accessibility problem. 

There are three ways to approach this 

problem. You can use: 

1. Ramps 

2. On-grade or level entrances 

3. Lifts 

Ramps 

"The ramp made it possible 

for my daughter to come and 

go as she pleased." 

The most common practice among the 

families in our study was to build a ramp 

to the landing, porch, or deck. The 

majority of families constructed their 

ramps during the school-age years and 

adolescence, although some forward-

thinking families built ramps during the 

pre-school years. Most families will 

eventually need a ramp, so this is a 

modification that should be made as soon 

as possible. Even if you can lift or cany 

your child fairly easily at this point, a ramp 

will save you wear and tear and strain on 

your back. It can also provide an early 

training ground where your child can 

learn how to use ramps. 

Ramps can be constructed using a 

variety of materials: concrete, wood, metal, 

and heavy-duty aluminum. (One of our 

families used bluestone to create a very 

attractive ramp.) Portable aluminum ramps 

can also be purchased. There are two 

versions of these. The truly portable ones 

are only effective for one or two steps, 

otherwise they are too steep. The other 

"portable" ramps come in sections and are 

attached in erector-set style. These ramps 

can mount a greater number of steps. 

They can be attached and then dismantled 

and moved to another location. 

Some families felt strongly that the 

main entrance to the house should be 

accessible. Since this is the entrance used 

by the rest of the family, the child with the 

disability does not feel like a "second-class 

citizen." Others did not like the esthetics 

of having a ramp in front of their house. If 

you also feel this way. you can disguise 

your ramp with plantings and landscaping, 

or have your child enter the house 

through a ramp in the garage, or build the 

ramp in the rear of the house. This last 

solution may increase the travel distance 

to the house, however. 



Because ramps will be the portal to 

your home for your child, it is important 

that they be carefully designed and 

constructed. Here are some general Do's 

and Don'ts about ramps. 

Do: 

• Follow accessibility standards. 

For example: The maximum slope for a 

ramp is 1 : 1 2 . This means for every one 

inch of rise, you need 12 inches of run. 

So a seven inch rise requires approxi­

mately a seven-foot ramp. (It is easier if 

you can do 1:14) . You also need a level 

landing for every 30 feet of ramp. Good 

reference sources are the American 

National Standards Institute accessibility 

standard (ANSII A 1 1 7 . 1 ) . the ADA 

Accessibility Guidelines, or the New 

Jersey Barrier-Free Subcode (NJAC 5:23-

7) if you live in New Jersey. Be aware, 

however, that these are minimum 

standards that you should not go below. 

(See pages 100-102 in the Resource 

Guide for contact information.) 

• Get a licensed architect to design the 

ramp and an experienced contractor to 

build it. 

• Make sure the ramp is wide enough 

for a power chair. The recommended 

width is 36 inches clear between the 

handrails. However, if your child has 

uncontrollable arm and body spasms, 

you may want to make the ramp even 

wider so he does not hit himself on the 

railing when he is in spasm. 

• If the ramp is going to make a 90-degree 

turn, the turning area must be level, with 

a minimum dimension of 5 feet by 5 

feet. You will need more space if there is 

a 180-degree turn (a "switchback") or if 



your child uses (or will he using) a 

larger power chair, or a reclining chair, 

or if his legs must be extended. In these 

circumstances, some experimentation 

will be necessary to determine the 

correct size of the turning area. 

• Remember, some doors open outward. 

Build a deep enough landing so your 

storm door or other out-swinging door 

can open with the wheelchair or scooter 

on the landing. The appropriate size for 

a level landing at the top of a ramp with 

a door is 5 feet by 5 feet, with 18 to 24 

inches of clear space on the latching 

side of the door (a 24-inch space is 

recommended). The wheelchair will fit 

in this space and the door can swing 

safely past it.* 

• Build more than one ramp, if possible. 

This is highly encouraged. Double exits 

may also be required by the building 

code or if the home is being funded by 

the Veterans Administration. 

• Think about the future. Make sure your 

ramp will accommodate the larger and 

power-operated mobility devices that 

your child may need to use when he 

gets older. 

• Consider a ramp with a heating 

element to melt snow and ice, and a 

roof or overhang to protect your child 

from the rain. 

Don't: 

• Don't make the ramp too steep. 

• Don't overlook handrails. They are 

required by code on both sides of the 

ramp. 

• Don't place the ramp under casement-

style windows. You or your child could 

bump into them when they are open. 

• Don't wait too long to act. Save yourself 

time and energy. Build the ramp sooner 

rather than later (but consider your 

needs for the future). 



• Don't skimp on landing width and depth 

at turning points (for 90-degree turns) 

and switchbacks (for 180-degree turns). 

Plenty of room is needed to turn certain 

wheelchairs, especially power ones. 

• If you have both stairs and a ramp at an 

entrance, don't have your steps too close 

to the door. It could be dangerous 

maneuvering the wheelchair through the 

doorway if the front steps are too close 

to the turning area for the wheelchair. 

This will not happen if there is a level 

area 5 feet by 5 feet at the door. 

We have one last piece of advice on 

ramps. A common problem is that existing 

door platforms or landings are normally 

six inches below the interior floor level of 

the house. This prevents rain on the 

landing from coming into the house. If 

you build a ramp, its upper terminal 

platform must be level with the interior 

floor. This places the ramp above the 

existing landing. In many cases, the 

original stairs are unusable and a new set 

of stairs has to be constructed. 



On-Grade Entrances 

If the slope of the land is not severe, 

you can create a direct approach to your 

door with a sidewalk that rises gradually 

up to the doorway or front landing. You 

will have to regrade your lawn and 

walkway to do this. The families in our 

study who tried this approach all felt it 

was a very effective solution to the entry 

problem. There is no "special" entryway 

and the child with the disability can "come 

and go as she pleases" alongside family, 

friends, and everyone else. 



Outdoor Lifts 

A third way for your child to reach the 

front landing safely is with a mechanical 

platform lift. These lifts are primarily used 

in commercial settings but they are also 

made for residential use. The costs vary 

considerably depending on the number of 

steps up to the porch or landing and 

whether the lift is open or enclosed. Used 

or secondhand lifts can also be purchased 

for considerably less money. For example, 

the "Back in Action" Program of New 

Jersey Technology Assistive Resource 

Program (TARP) often has used lifts 

available at reduced cost. (See page 

102 in the Resource Guide for contact 

information.) 

Getting Through the Door 

Now that your child is at the door, the 

next task is for her to pass safely through 

it. (Remember that you will need 18 to 24 

inches of free space next to the storm 

door where the wheelchair can sit while 

the storm door swings past.) There are five 

stages involved in getting through the 

door: 

1. Unlocking the door. 

2. Opening it. 

3. Getting through the width of the 

door. 

4. Rolling over the saddle or doorsill. 

5. Closing the door. 

Unlocking the Door 

Unlocking (and locking) the door can 

be difficult for you if you are transporting 

your child in a wheelchair or other 

mobility device. If your child is older and 

more independent, she may need help 

locking and unlocking the door on her 

own. There are products on the market 

that can help both of you with this task. 

You may want to consider: 

• A keyless lock that will be easier to use. 

• A remote control opener that your child 

carries or attaches to her wheelchair. 

• An automatic garage door opener. (Of 

course, this is only effective if you have 

an accessible entry through the garage.) 

• A door lock at wheelchair height (no 

higher than 48 inches). 

• Key turners to help your child use her 

key. 



Opening the Door 

Once the door has been unlocked, it 

needs to be opened and entered. Opening 

the door can be easier with: 

• Lever handles and extensions. Lever 

handles now come in a variety of 

designs that are attractive and easy to 

operate. Levers are recommended 

because they require less muscular 

strength and hand dexterity than 

traditional turning handles. 

• Door knob turners and extensions. 

• Door handles at wheelchair height. 

• Power-assist doors, where the door 

automatically opens when a push-plate 

located near the door is pressed. 



Getting Through the Width 
of the Door 

Moving the chair or other mobility 

device through the door can also be a 

problem. The ability to get through the 

door will depend on the size of the 

mobility device and the size of the door 

opening. Parents successfully solved this 

problem by: 

• Installing double doors or doors that 

were wider than 36 inches. 

• Using wide, sliding or large French 

doors (usually installed at entrances to 

decks and patios). 

• Moving the doorway to a better location 

to avoid complicated or tight turns. 



Rolling Over the Doorsill 

Parents dealt with the difficulty of 

having a raised threshold or door saddle 

by: 

• Removing it altogether or using a saddle 

that was low and easy to wheel over. 

• Adding mini-ramps on both sides of the 

door saddle. 



Closing the Door 

Automatic door closers are available 

but they must allow sufficient time for 

your child to get through the door. A 

simpler solution is to use a cord tied from 

the handle to the doorjamb. As your child 

passes through the doorway she can grab 

the cord and pull the door shut. 

Other Problems 

Specific impairments or symptoms can 

also make it more complicated to enter or 

leave your house. For example: 

• A child with severe arm or leg spasms 

could get hurt if his limbs flail against 

the door or doorframe when he is 

entering or leaving the house. Installing 

padding and an extra-wide doorway 

may help to prevent this. 

• A child who must recline or use an 

extended leg rest on his wheelchair will 

need a greater turning radius on both 

interior and exterior sides of the door if 

there is not a direct approach—with no 

turns—to the door. These children will 

also need additional space at the 

latching side of the door. 

These are some of the strategies that 

you can use—or your child can use—to 

get from the van or passenger car into 

your home. Of course, we did not discuss 

all the potential difficulties with this task, 

nor could we provide all possible solu­

tions. We have simply presented an 

overview of the major accessibility issues 

involved with getting safely to and 

through an outside door. We also tried to 

suggest some design guidelines for you to 

consider, along with some product 

information that may be helpful. Now that 

your child is inside, let's look at some 

tactics for making the interior of the home 

equally safe and accessible. 



Chapter 4 

Accessibility In and Around the Home 

Getting into and out of the house safely 

is an important issue for children with 

disabilities. But it is only the beginning 

step in creating an accessible home. 

Moving around the house safely, and as 

independently as possible, is just as 

important. In this chapter we focus on 

strategies for achieving this, with a 

detailed look at doorways, hallways, stairs, 

bathrooms, kitchens, and the outdoors. 

We end the chapter with some guiding 

principles on general accessibility through­

out the home. 

Doorways 
Getting through internal doorways and 

openings is another problem that will 

increase as your child grows. During the 

infant and toddler years, you will most 

likely be able to carry your child around 

your home. Even if your child is in a 

mobility device as a toddler, it will 

probably be a small-scale one that should 

fit through most doorways. However, as 

your child grows and moves into larger 

equipment—or learns how to operate this 

device on her own—navigating through 

door openings will become more of a 

challenge. 

Like the families in our study, you can 

meet the interior door challenge by: 

• Widening doorways. It is difficult to 

consider doorways independently from 

the halls alongside them. Widening halls 

is very expensive, particularly if they 

have load-bearing walls. It is better to 

widen the doorways. 

There is no set maximum width for a 

doorway. However, a minimum width 

is usually 36 inches. Again, the 

optimal width will depend on the size 

and type of mobility devices in use, the 

capabilities of the child in the wheel­

chair, the amount of open space on 

either side of the doorway, and the 

width of the adjacent hallway. If the hall 

is only 36 inches, the doorway will need 

to be 42-48 inches. 

• Moving doorways to increase the 

turning space on both sides of the door. 

• Angling doorways. This often makes 

the approach to the door easier by 

eliminating the need to make a 90-

degree turn. 



• Providing space on the latching side 

of the door so the child can open and 

pass through easily. For exterior doors, 

space is necessary adjacent to the 

latching side on both the inner and 

outer sides of the door. 

• Removing saddles or thresholds. 

• Installing pocket doors or bi-fold 

doors that can be opened and closed by 

someone seated in a wheelchair. (Be 

cautious with pocket doors! They can 

come off their tracks and their pulls can 

be difficult to use if the child has a hand 

problem. If bi-fold doors are poorly 

made or installed, they also may come 

off their tracks. Use only the best, easy-

to-operate doors and hardware.) 

• Using dual swing hinges so the door 

opens in either direction. 

• Purchasing "swing-clear" hinges that 

increase the amount of clear opening. 



The door opens and swings inward so 

the clear opening of the door is not 

decreased by the thickness of the door. 

• Installing power door openers. 

• Attaching lever handles and handle 

extensions, as shown on page 29. 

Hallways 
In addition to making the doorways to 

rooms accessible, you must also consider 

how to make the passageways—or halls— 

that connect the rooms equally accessible. 

If your child is dependent, you should be 

able to move him through the house 

easily. If he is more independent, he 

should be able to move through the house 

with as little assistance as possible. 

Otherwise, you will be constantly "on 

call." This is not good for you or for your 

child. You will feel tied down and 

resentful. Your child will feel dependent 

and resentful. 

If your home does not have an open 

floor plan, where one room flows into 

another, you may have to consider 

modifying your hallways. Or, if you are 

moving to a new home or building a new 

home, keep in mind that the halls will 

need to be accessible. Here are some tips 

for creating this accessibility or enhancing 

it in homes that already exist: 

• In new construction, make the hallways 

wide. The exact width will, again, 

depend on the type of disability your 

child has and the type of mobility 

equipment he uses. However, a rule of 

thumb is that hallways should be at least 

42 inches wide. 

• Make the halls as straight as possible— 

avoid unnecessary jogs and turns that 

make it hard to maneuver a wheelchair. 

• However, if there is a jog or a turn in 

your hall, consider angling or curving 

the wall at the corner. This will eliminate 

a tight 90-degree turn. 

• Create sufficient turning radius to get 

into rooms, turn corners, or access 

closets. 



• If necessary, try removing or relocating a 

closet, or moving a wall to increase the 

turning area at the door. (One family in 

our study removed a hall closet to make 

it easier to wheel their daughter into the 

kitchen. Another shortened a bedroom 

closet to increase the width of the 

bedroom door so their daughter could 

wheel into her room independently.) 



Damage Control 
Many of our famil ies descr ibed 

how wheelchairs and other 

mobil i ty devices can scratch a 

wal l , a door, or a door f rame. 

This was particularly true when 

power wheelchairs and other 

large mobil i ty devices were 

used . In some homes, this 

happened regardless of the 

width of the doorway. Parents 

developed some basic strate­

gies for deal ing with this 

prob lem. Their suggest ions for 

how to protect the home: 

• heavy-gauge wall cover ings 

that are difficult to scratch 

• carpeting extending 2 to 3 

feet up the wall 

• clear plexiglass panels 

installed on the wall where 

the problem occurs 

• plastic corner guards along 

the door f rame 

• decorative molding at the 

appropriate height which can 

be pulled off and replaced 

when i t gets damaged 

• wooden wainscot ing that can 

be patched, sanded, and 

repainted after it gets 

scratched 

• kick-plates on doors 

• carpet on the outside of an 

expensive spa tub to prevent 

the wheelchair f rom scratch­

ing the sides 



Interior stairs 
If it is not practical for your child to live 

on one level, here are some strategies for 

"conquering" interior stairs: 

• If you have a sunken living room or 

dining room, you will need to ramp the 

entrance to the room or raise the floor. 

(However, most houses will not have 

room for a ramp since one 7-inch step 

will need a 7-foot ramp, unless you 

build a steep ramp.) 

• A flight of stairs can be mastered by 

someone in a wheelchair in several ways: 

1. A stair lift with a seat that your child 

can transfer to in order to ride 

upstairs. If you use one of these lifts, 

you will need to keep a wheelchair 

on each floor of the house. 

2. A platform lift that carries the child 

and the wheelchair up the stairs. 

3. Stair climbers that attach to a 

wheelchair and enable the child and 

chair to be pulled up the stairs by 

another person. 

4. An elevator. If you install an elevator, 

be sure to put in a telephone so your 

child can call for help if there is any 

kind of problem. 



Some General Things 
to Think About 

A bathroom that seems to be 

a sufficient size now may not 

be large enough in the future. 

If that is the case, you will 

need to start thinking about 

construct ing another bathroom. 

This leads to even larger 

quest ions: 

• Can your present bathroom 

be expanded into an 

adjacent area of the house? 

• Is there expansion poten­

tial in your house to build a 

completely new bathroom? 

You should also consider 

where your child is s leeping. 

Does she sleep on the first 

f loor or second f loor? If she 

sleeps upstairs, you will need 

an accessible bathroom on this 

level as well (in addit ion to 

creating a way to get her safely 

up the stairs). Another option is 

to build an accessible toilet and 

sink area on the first f loor and 

a ful l , accessible bath on the 

second floor. If these problems 

cannot be solved properly, you 

may have to take a much larger 

step and build an accessible 

addit ion, or start thinking about 

mov ing. You may feel that you 

have plenty of t ime for this, but 

t ime will pass very quickly. 

Make sure that any modif ica­

t ions that you do now will still 

work when your child is bigger. 

A totally accessible bathroom 

will help you care for your child 

or help her to care for herself 

at an earlier stage. 

Bathrooms 
It is hard to set priorities for accessibil­

ity and supportive design in the many 

areas of your home. The reality is that it is 

important for you and for your child to 

have your entire home accessible. We do 

realize that not all families have the 

financial resources to make this happen. 

In most households, priorities must be 

established. And it was very clear from our 

discussions with parents that an accessible 

bathroom was a very high priority. When 

we looked at the various areas of the 

house that families had modified (the 

entry, interior halls and doorways, the 

kitchen, the outdoors), the bathroom was 

the space that received the most attention. 

In fact, parents modified or bought 

equipment for the bathroom twice as 

frequently as they did for other areas in 

their home. There is good reason for this. 

Bathing, grooming, and toileting are 

key ADLs (activities of daily living). The 

design of your bathroom and the equip­

ment in it will have a direct impact on 

your ability to care for your child. This 

impact will grow proportionately with the 

size of your child. While bathroom 

accessibility is not generally a major 

problem when children are young, small, 

and quite portable, the situation alters 

drastically by the school-age years. 

Access and Basic Layout 

Before your child can bathe, toilet, or 

brush her teeth (or before you can assist 

her with these tasks), she first needs to be 

able to get into the bathroom. And once 

inside, she has to get to the sink or 

transfer to the toilet, the tub, or the 

shower. This can present quite a challenge 

for a child in a wheelchair or other 

mobility device. 

If you have a young child, now is the 

time to evaluate your existing bathroom 

very carefully. Ask yourself: Will this 

bathroom work, or can it be adapted so it 

will work for us in the future? Here are 

some specific questions to explore. 

1. Is the doorway wide enough for a 

manual or power wheelchair or 

other mobility device to pass 

through? As we noted earlier, the 

width of the bathroom door cannot be 

considered independently from the hall 

width. However, a general rule of 

thumb is that bathroom doors should be 

36 inches wide. (The door opening 

must be wider if you have a narrow 

hallway or if your child uses a large 

power chair or has to be in a reclining 

position.) Do you have this width now 

or can you widen the doorway? And 

remember that unless you have a very 

large bathroom, the door must always 

swing out to increase turning space in 

the room. 



2. How does the approach to the 

bathroom work? 

• Do you need to make a 90-degree turn 

to get through the door? 

• If so, is there enough turning space in 

the hall or the adjacent room for a 

wheelchair to get through the door? 

Sometimes moving or reconfiguring a 

closet or angling the doorway can free up 

space to help you make the turn. 

3. How large is the floor area in the 

bathroom? 

• Is there sufficient room to move the 

wheelchair or a portable lift close 

enough to the tub or shower to make a 

transfer? 

• Is there enough room near the toilet for 

a wheelchair transfer? 

Transfer space by the tub generally 

depends on whether or not there is a 

built-in seat at the end of the tub. If there 

is. you will need to have the length of the 

tub plus the seat plus 12 inches beyond 

the wall at the seat end of the tub (ap­

proximately 93 inches) by a 30-inch width. 

Without the built-in seat, you will need the 

length of the tub (approximately 60 

inches) by 30 inches. 

Transfer space by the shower 

depends upon whether your child will roll 

in or transfer into the shower. Roll-in 

showers require an adjacent space of 60 

inches by 30 inches. (For obvious reasons, 

a roll-in shower cannot have a "lip" at its 

entrance. There are units designed with 

"barrier-free" water stops that prevent the 

shower water from flooding the bath­

room.) If your child will be transferring 

from a wheelchair onto a shower seat, you 

will need a space 48 inches by 36 inches 

alongside the shower. 



Additional transfer space at the 

toilet may not be needed if your child can 

transfer diagonally (on an angle) to the 

toilet. If your child must transfer laterally 

or transversely (a side-by-side transfer), 

you will need the toilet located in a 

minimum 5-foot-by-5-foot space with the 

center line of the fixture set 18 inches out 

from the adjacent side wall. There should 

be 4 feet by 4 feet of clear space in front 

of the toilet. 

4. Is there enough room in the bath­

room to turn the wheelchair 

around? While all situations are 

different, a rule of thumb is that 5 feet 

by 5 feet of clear space is needed for 

turning a wheelchair around. You will 

need more space if your child uses a 

"sip and puff or chin-controlled chair. 

You will also need more space if your 

child's legs must be extended. Some 

experimentation will be necessary. 

5. If there is not enough room to turn 

the wheelchair around, can you 

have two entry doors and a pathway 

through the bathroom? This approach 

can also improve privacy if one of the 

entries is in a hall and the other is in the 

bedroom. Make sure both doors swing 

outward. 







6. If your child will not be using a 

toilet, is there enough r o o m for a 

changing table that can eventually 

accommodate a full-size person? 

7. Can a wheelchair fit under the 

bathroom sink? The bottom edge of 

the sink must be higher than the arms 

of the wheelchair (approximately 30 

inches). 

Grab Bars 

In addition to space requirements in 

your bathroom layout, you will need to 

install grab bars if your child is able to 

use them. They will help him transfer and 

provide support while standing up. Grab 

bars now come in a wide variety of 

shapes, sizes, colors, and materials. 

Explore what is on the market. Ask other 

parents and your health care professionals 

for advice about the types that will work 

best for you and your child. Grab bars 

should be installed in all areas of the 

bathroom—alongside and inside the tub 

and shower, adjacent to the toilet, and 

near the sink. Do a test run with your 

child and have him practice using the tub, 

the shower, and the toilet to make sure 

that the bars are installed in the right 

place. Also, make sure that they are 

installed into the wall studs by a profes­

sional builder or home remodeler. These 

illustrations adapted from the ANSI A 117.1 

standards will give you some guidance on 

where to place grab bars most effectively. 

But bear in mind that these standards were 

developed for adult males and will 

probably have to be adapted to fit your 

child's needs. These are just some very basic consid­

erations for your bathroom. Keep in mind 

that as your child and his equipment grow 

bigger, you will need more space. 



Bathing Problems 
Parents started out bathing their small chi ld in the kitchen sink, kiddie 

tub, or in a regular tub with a special bath or infant seat. But as the 

child grew bigger, bathing became increasingly harder. Here are some 

of the problems that parents descr ibed: 

• The child outgrew the sink. She then had to be helped into the tub. 

• The child could not sit up in the tub. She needed to be held or 

suppor ted. 

• The child became too big for the tub. 

• The child could lie in the tub, but had to be lifted in and out. 

• As parents aged, they found it difficult to bend over the tub. 

Years of constant caregiving left some parents with bad backs. 

• As the child grew bigger, it became harder to lift her onto a bath chair. 

• If the child had a seizure, she became limp and impossible to hold up. 

• If the child had problems with spasticity, the tub's fixtures and hard 

surfaces were dangerous for her flail ing l imbs and head. 

Parents dealt with these and other problems in all the many ways 

descr ibed in this chapter—by modifying and enlarging their bathrooms, 

bui lding new ones, and buying a variety of specially designed appl i­

ances and equ ipment that made it easier to keep their chi ldren clean, 

safe, and healthy. 

Bathtubs and Showers 

There is a lot of equipment on today's 

market that can help with bathing and 

showering. It includes bath or shower 

chairs, bath or shower lifts, hand-held 

shower nozzles, special tubs, and roll-in 

shower stalls. The pre-school and school-

age years are the time to start thinking 

about purchasing or installing these 

assistive bathing devices. 

Bath/Shower Seats 

The most commonly used piece of 

bathing equipment in our study was a 

bath or shower seat. More than two-thirds 

of the families had purchased at least one 

of these seats. As with many of the 

assistive devices for people with disabili­

ties, there are a bewildering number of 

bath/shower seats available, offering a 

wide variety of features. 

Without knowing your child and your 

home situation, we cannot make specific 

recommendations for you or show you 

examples of every type of chair. But we 

can show a few examples that represent 

the different types of shower and bath 

chairs. We can also alert you to the 

following bath chair options before you 

make your selection: 

1. Height 

• A low chair will allow the bath water to 

surround your child. This may be more 

fun or comfortable for him. However, 

you will have to bend over to wash him, 

so a low chair will be harder for you. 

• A higher chair will relieve some of the 

strain on your back but it will mean you 

have to use a hand-held shower head, 

and your child will not be fully covered 

by the bath water. 

2. Material 

• A metal, aluminum, or PVC (polyvinyl 

chloride) frame with a mesh or netting 

seat will allow the water to come 

through the seat. 

• A metal, aluminum, or PVC frame with a 

vinyl-covered cushioned seat will be 

softer to sit in. 



3. Position 

• Some chairs sit completely in the tub or 

shower. 

• Some chairs require an upright position 

while others let the child recline. 

• Others extend out ("cantilever") over the 

side of the tub and may be easier to 

transfer to. 

4. Degree of Support 

This can vary among: 

• A simple, armless bench or seat 

• A chair with armrests 

• A chair with arm- and headrests. 

• A chair with foot rests 

• A chair with a safety belt that will hold 

your child in place. (This is important if 

your child is spastic or is unable to 

support himself in a seated position.) 

5. Movement 

• Stationary. This is a regular chair or seat 

that does not move. 

• Movable. The seats on these devices 

move up and down mechanically in the 

tub. Most of these seats are powered by 

water pressure. If you are considering 

one of these bath chairs, make sure the 

seat swivels sideways. This will make it 

easier to transfer from the wheelchair. 

Also, decide how far down into the tub 

you want the seat to go. 

• A wall-attached shower chair. These 

seats can be stationary or move up and 

down manually. There should be an 

armrest that folds down to allow for 

transfers from a wheelchair. The height-

adjustable ones have the advantage of 

adapting to the growing height of your 

child. 

• Wheels. Some chairs have wheels so 

you can place your child in the chair in 

his bedroom and then roll him into the 

bathroom. With a wheeled shower chair 

you can also roll your child directly into 

a shower instead of carrying the child 

into the shower and then placing him in 

the seat (and lifting him out). Sometimes 

you can wheel these chairs directly over 

the toilet as well, assuming they have a 

cutout in the seat. 

There is considerable variety in the 

bath/shower chair market. Think through 

your needs. Consult your physician, or 

your occupational or physical therapist. 

Realize that you may have to buy several 

different chairs over the course of child­

hood and adolescence. As your child 

grows or his degree of disability shifts, 

another type of seat may be required. 

Many of the parents in our study used 

several different chairs depending on their 

child's changing size and functional 

abilities. 



As your child continues to grow and 

bathing becomes more difficult, you will 

probably have to consider a more aggres­

sive approach to bathing. Here are some 

more technologically sophisticated ways 

for you to clean your child or to help him 

bathe and shower independently. 

Bath/Shower Lifts 

If your child's disability or level of 

strength prevent her from self-transferring 

to a tub or shower seat, or if she is too 

heavy for you to pick up. you may need a 

bath or shower lift. There are several 

options for lifts: 

• Overhead lifts that move along a 

track on the ceiling. Some families 

installed tracks that started over their 

child's bed, crossed the bedroom, and 

ended in the bathroom. The child was 

placed in a sling, attached to the track at 

her bedside, and rode to the bathroom, 

where she then transferred to the toilet 

and/or the shower seat. (If you opt for 

this approach, bear in mind that you will 

have to remove the headers over the 

doorways to accommodate the track, the 

cable for the sling, and the upper 

portion of the sling.) Sometimes these 

lifts even extended into living areas, 

such as television rooms. 

• Portable lifts that roll into the bath­

room. This may cause some problems 

with transferring to a tub seat. The legs of 

the lift cannot get under the tub to achieve 

the required stability. The seat on the lift 

must be directly over the four legs of the 

lift or the device will topple over when the 

child is lowered into the tub. 

One solution to this problem is to raise 

the tub off the floor and create a space 

underneath it that the legs of the lift can 

roll into. 

With some lifts, steel plates are 

available that can be attached to the floor. 

The legs of the lift are then bolted to the 

plates. This anchoring prevents the lift 

from tipping over when the seat swings 

over and the child is lowered into the tub. 



Hand-Held Showers 

This is a very important accessory that 

will make bathing/showering easier. All of 

the parents in our study who installed 

hand-held shower heads felt that they 

were very effective. These devices have a 

number of benefits: 

• Some hand-held units have shower 

massage capabilities which can be 

pleasant and therapeutic. 

• With a hand-held shower head, the 

water moves around the child. The child 

does not have to move around or under 

a stationary shower. This gives both you 

and the child more control. If you are 

bathing the child, it should also keep 

you from getting soaked. 

• The child can sit in the tub and shower 

or rinse off easily. 

• If you are bathing your child in a tub. 

rinsing him periodically with warm 

water from the hand-held shower will 

keep his upper body warm. 

• Some children will be able to use a 

hand-held shower independently. If 

your child has hand and arm strength, 

coordination, and control, he will be 

able to reach the shower head and rinse 

himself. Make sure your child can reach 

the controls to regulate the water flow, 

temperature, and pressure. 

• A hand-held shower head will also help 

you, or your child, to rinse hard-to-reach 

areas of the body. 

• A hand-held shower head allows you to 

move the water source away from the 

body very quickly if there are fluctua­

tions in the water temperature. This will 

prevent your child from getting burned. 

A "pause control" to stop the flow of 

water is another desirable feature. 

Other Considerations 

• The height of the bracket for the hand­

held shower head is crucial. It must be 

low enough to be reached by someone 

in a wheelchair and high enough for 

members of the family who can stand 

upright to use it like a regular shower 

head. This is an inherent conflict. Some 

families solved this problem by building 

large showers with separate stationary 

and hand-held shower heads. You can 

also purchase units that have two heads 

in the same fixture—a high stationary 

head and a lower hand-held one. 

Another unit has an adjustable-height 

shower head that slides up and down 

along a vertical bracket. 

• If the temperature controls (mixers) are 

not on the hand-held unit, make sure 

they are placed conveniently and safely 

on the wall of the shower. You may 

want to do a test run with your child to 

determine the best location for them. 

• Constant temperature ("knife blade") 

mixers and anti-scald valves are a must. 



• In any situation, you should not have to 

reach through the hot or cold water to 

get to the faucet controls. In new 

construction, shower valves are located 

"offset" so that they can be reached from 

the outside. Installing an anti-scald 

device is also a good way to prevent 

burns. This is particularly important if 

your child is spastic. An arm or leg in 

spasm could flail out and hit or kick the 

hot water valve and scald the child. 

In addition to bathing equipment, such 

as chairs, lifts and hand-held shower 

heads, there are also bathroom fixtures 

that can be purchased to help you bathe 

shower your child or help your child to 

wash himself more independently. 

Special Bathtubs and Showers 

There are a variety of bathtub options 

available for children with physical 

disabilities. Some of the products that the 

parents in our study used included: 

• Oversize tubs. These units provide 

sufficient room for the child to lie down 

in the tub. They are also large enough to 

hold a bath chair. 

• Raised tubs. Because the floor of these 

fixtures are higher than normal tubs, 

they decrease the amount of bending 

that parents have to do when they bathe 

their child and lift her into and out of 

the tub. 

• Wide-ledge tubs. These units have a 

wide ledge along the side and or the top 

of the tub. The ledge provides a place 

for the child to transfer to. The child can 

then ease down into the water from the 

ledge. The wide ledge also provides a 

place for the parent to sit while bathing 

the child. 

• Inflatable cushions. The child sits on 

these cushions in the bath. The elevated 

height makes it easier to reach her. 

• Side-open tubs. These fixtures have a 

door on the side of the tub that slides 

open and closed. When the tub is empty 

and the door is open, the child can 

transfer directly from her chair to a built-

in bath seat. The door then closes 

mechanically and the tub fills with 

water. When the bath is finished, the tub 

water drains, the side door opens, and 

the child can transfer out. Some units 

have vents that blow warm air onto the 

bather. The air keeps the bather warm 

while the tub is filling or emptying. 

These units can be quite effective, but 

they are costly. 

• Whirlpool or spa tubs. These tubs 

provide a whirlpool movement of water 

that may help to relax muscles. Several 

families in our study installed whirlpool 

or spa tubs for this reason. They also felt 

that these tubs were nice for the entire 

family. If you have the space and the 

financial resources for this investment, 

you may want to consider a whirlpool 

tub. Check with your medical team to 

see if your child could benefit from 

using one. If so. ask about any safety 

precautions that should be taken while 

the tub is being used. 



Shower Stalls 

You may realize at some point that a 

bathtub or a shower-over-the-tub arrange­

ment just does not work for your situation. 

Some families found that a standard stall 

shower large enough to accommodate a 

shower chair worked well. This may be 

the only option you have if your bathroom 

is small. It is also possible to install a 

prefabricated shower stall that has a 

removable "lip," so you can roll your child 

directly into the shower. In addition, there 

are now units with flexible water dams 

that a wheelchair easily rides over. 

Roll-In Showers 

In other homes, where space allowed 

and the level of disability required it, 

families constructed large, roll-in showers 

(generally 5 feet by 5 feet) that had no lip. 

Every family who installed a large shower 

felt they were very important and very 

effective modifications. If you don't have 

room for a large roll-in shower, you can 

replace your existing tub with a shower 

stall. 

Roll-in showers have several advan­

tages: 

• They are easier to get into. They will 

allow you to roll your child, or allow 

your child to roll himself, directly into 

the shower and then transfer to a 

shower chair. 

or 

• You can transfer your child to a rolling 

shower seat first and then wheel the seat 

into the shower. 

or 

• You can roll the wheelchair up to the 

side of the shower and transfer your 

child directly from the wheelchair onto a 

built-in or portable shower seat. 

• If your child needs assistance with 

washing, a large shower will allow you 

or another caregiver to move around 

comfortably in the stall using the hand­

held shower head. 



Some parents also felt that large roll-in 

showers gave their child more indepen­

dence and dignity. The child could reach 

things and shower on his own. They also 

were safer—less slippery than a tub, and 

both easier to get into and roomier than a 

tub or standard-size shower stall. 

For this type of shower to work, you 

will need either a pitched floor that slopes 

down to the drain or a floor that slopes up 

from the rest of the bathroom and then 

back down to the shower. These designs 

direct the water to the drain without 

flooding the rest of the bathroom. 

In addition, make sure you have a 

storage shelf or rack for soap, shampoo, 

conditioner, etc., right by your child's 

place in the shower. These toiletries 

should always be within easy reach. You 

do not want to let go of your child to get 

one of these items. If your child is able to 

shower independently he should be able 

to reach everything he needs from the 

shower seat. 



Problem Alert! 
Changes in the bathroom can be "big t icket" i tems. It may be helpful to 

know about things that did not work very wel l . Here are some of the 

devices that parents bought and then had problems with: 

1. Bath/shower chairs 

• Inferior construct ion—the chair fell apart. 

• A hydraulic chair whose seat did not swivel—it was hard to trans­

fer the child to the seat. 

• A design that made posit ioning diff icult—the parent had to hold 

the child on the seat. 

• Unwieldy s ize—parents had to put the chair and lift into the tub 

and then remove them after each bath. 

• Height—some parents complained about bending over too far if 

the chair was too low, and being unable to place the child in the 

bath water i f the chair was too high. (Decide how you want to 

bathe your child before you buy.) 

2. Grab bars 

• Poor installation—they came out of the wal l . 

• Bad placement—the child could not reach them. 

3. Whir lpool or spa tubs 

• Insufficient depth—the water was not deep enough when 

the child grew. 

• Water current—it was too strong and pul led the child under the 

water. 

• Access—the design made it difficult to get the child in and 

out of the tub. 

4. Tub lifts 

• Sl ing movement—there was an insufficient amount of swivel. 

• Sl ing height—it did not posit ion high or low enough. 

There is a t remendous array of equ ipment on the market. Products 

are being constantly ref ined or replaced by more user-fr iendly models . 

There is probably something out there that will be right for you and 

your chi ld. But make sure you get professional advice before you buy. 

Bathing can be dangerous and your child's safety is at stake. Consul t 

your child's physical and occupational therapists. Have your child try 

out the various types of lifts and seats to see how well they work. Be 

an in formed consumer. 



Sinks 
Wheelchair accessibility will also help 

you to groom your child or help your 

child groom herself at the sink. The closer 

your child can get to the sink, the easier it 

will be to wash her face and hands, brush 

her teeth, or comb her hair—or for her to 

do these things independently. There are 

several ways to create a sink area that is 

more user-friendly for people in wheel­

chairs. Here are some possibilities: 

• Wall-hung sinks will provide room 

underneath the sink for wheelchair 

access, although space may be tight with 

a standard wall-hung unit. There are 

wall-hung fixtures with extended sinks 

that provide more room to position a 

wheelchair underneath the sink. 

However, they can break off from their 

wall mounts rather easily and are not 

particularly recommended. If you opt for 

an extended sink, make sure the spout 

extends far enough out over the sink for 

the water to be accessible to a child in a 

wheelchair. Similarly, the lever handles 

on the faucets should be long enough to 

reach from a wheelchair. You can also 

install the faucets on the side of the sink 

to make them more accessible. 

• Pedestal sinks will also provide some 

level of accessibility. However, the 

pedestal may limit how close you can 

get a wheelchair to the water. Try these 

sinks out before you purchase one. 



• Drop-in sinks on a countertop are 

quite effective if there is a sufficiently 

large knee opening under the sink. This 

will allow the wheelchair to roll directly 

up to and under the sink counter for 

easy access. If you have drawers in your 

bathroom vanity near the sink, make 

sure they are accessible. If your child 

has more ability in one hand, have the 

drawers accessible to that hand. 

• Adjustable-height sinks are also 

available. These units, while costly, 

allow you to adjust the height of the 

sink to accommodate the various 

members of your family as well as the 

child with the disability as she grows. 

Some units come with hand-held remote 

controls that will make it easier for your 

child to control the sink height indepen­

dently. Another option is to install a 

wall-hung sink and remount it periodi­

cally as needed. If you opt for this 

solution, make your waste line rather 

low to accommodate a low-hung sink. 

As your child grows, the sink can be 

raised and the drainpipe replaced with a 

longer unit. If you use flexible leads for 

the supply lines, they can be replaced 

when the sink is raised without any 

soldering. 

Other Considerat ions 

• Sinks and countertops should be the 

appropriate height for children in 

wheelchairs and other mobility devices. 

The standard for adults is 30 inches from 

the floor to the bottom of the counter. 

The desired height for your child will 

vary according to her size and the type 

of mobility device she is using. Try to 

plan for a full-grown child. 

• The pipes in any wall-hung or drop-in 

sink should be configured close to the 

wall. This will provide more knee room 

for the child in the wheelchair. The 

pipes and drain lines should also be 

insulated so your child does not rub her 

legs on the hot water pipe and burn 

herself. 

• The amount of surface area available 

at the sink is another important feature. 

Create a sink area with plenty of counter 

or shelf space. Everything needed to 

keep your child neat, clean. and well-



groomed should be immediately 

accessible. If your child can perform 

these tasks independently, she will need 

items such as soap, toiletries, hair and 

tooth care products, and cosmetics at 

her fingertips so she does not have to 

ask you for help. 

• Install mirrors so the child in the 

wheelchair can see herself easily. Mirrors 

can be tilted from the top or can cover 

the entire area behind the sink. In either 

case, the child in the wheelchair will be 

able to see her reflection as she brushes 

her teeth, fixes her hair, washes her face, 

or applies makeup. The standard height 

for mirrors is 39 inches above the floor. 

If you place a mirror significantly lower 

than this, water from the sink will splash 

onto it. Of course this dimension will 

vary depending on the height of the 

sink. 

• Make sure that the area around the 

sink is well lit. The light switch should 

have an easy-to-access dimmer that is 

installed at an appropriate height so 

your child can regulate light levels by 

herself. 

• To avoid the possibility of an electric 

shock it is wise to have an electrician 

put the entire bathroom on a Ground 

Fault Indicator (GFI) circuit. If this is 

not possible any outlets close to water 

should be GFI. 

• Any device that can be operated with a 

closed fist is considered barrier free. 

Faucets 

Faucets for sinks (as well as showers 

and tubs) should be easy to operate and 

easy to reach. You should never have to 

put your hands through the water to turn 

them off or on. (This will prevent you or 

your child from getting burned.) Some 

faucet features to look for: 

• Lever handles that can be operated by a 

hand, arm, or elbow and do not have to 

be gripped. 

• Easy-to-use mixing valve. A single lever 

faucet that controls both water tempera­

ture and volume is recommended. 

• Spouts that come far enough over the 

sink to make it easy to reach the water 

from a wheelchair. 

• A spout with a pull-out hose that brings 

the water closer to the child. 

• Sensor-activated taps that turn on when 

they detect motion underneath the tap. 

• Consider installing anti-scald valves 

that are thermo-controlled so your child 

does not burn herself. 



Toilets 

Toilet/Potty Chairs 

These were the most frequently 

purchased toileting assists. Parents 

purchased toilet/potty chairs in the early 

years. Most parents found the chairs 

made it possible for their children to use 

the toilet and, in some cases, to toilet 

independently. 

There are a number of different types 

of toilet chairs on the market. Determine 

your needs by asking yourself: 

• Do you (or will you) need a wide seat 

or safety straps so your child will not fall 

off the seat? 

• Does your child need high back 

support? 

• Can you use a seat that attaches to a 

regular toilet or do you need a free­

standing one? 

Check with your physical or occupa­

tional therapist for advice on the most 

appropriate type for your child. 

Helping the Child Get to the Toilet 

When your child outgrows a potty or 

toilet chair, there are other options to 

consider. Many parents made their toilets 

wheelchair-accessible through a variety of 

strategies: 

• Grab bars installed adjacent to the toilet 

that the child can grasp to help him 

transfer from a wheelchair to the seat. 

Remember to get grab bars installed 

professionally and anchored into the 

wall studs. Make sure the bars are in the 

most effective places. We saw situations 

where the grab bars were not easy to 

reach. 

• Raised toilet seats that are easier to 

transfer to and from a wheelchair. 



• Toilet seats with arm supports that may 

help the child get on and off the toilet 

and balance himself in the seated 

position. 

Don't forget that you will need 

sufficient space next to the toilet for the 

wheelchair, as mentioned on page 49. 

Chairs That Roll Over the Toilet 

These chairs provide back and arm 

support. They have a seat opening that 

lines up with the toilet, just above it. They 

are chair height so your child will not 

have to lower herself onto the toilet or lift 

herself off the seat. Some of these chairs 

can also be used in the shower. 

This is a chair with a toilet seat and a 

bucket underneath to collect the urine and 

feces. Parents bought commodes because 

they were portable and, in some cases, 

easier to use than a toilet. They also come 

with chest straps for support. Adjustable 

height legs allow the commode to "grow 

with your child." 

Toilet Lifts 

Lifts were discussed earlier on page 47. 

If your child cannot stand or transfer to a 

toilet and is becoming too heavy to lift 

you may want to consider a mechanical 

lift. Lifts can be either portable or ceiling-

mounted. Don't forget that you will need 

sufficient space adjacent to the toilet for 

the lift as well as room to position your 

child onto the seat. The space suggested 

for lateral transfers from the wheelchair is 

36 inches. 

Bidet 

This is essentially a toilet-like fixture 

with hot and cold running water. The child 

(or adult) sits on the bidet and the water 

cleans their genital and anal areas. (Only 

two families in our study installed bidets 

but both felt they were very effective 

devices.) A bidet drains like a sink. It does 

not flush like a toilet so it cannot be used 

for urinating or having a bowel movement. 

Heat and Water Cleansing 
Apparatus 

These devices attach to a regular toilet. 

They squirt water onto the anal and 

urinary areas following urination or a 

bowel movement. Heat then blows onto 

the area to complete the cleansing and 

drying. These devices are used by children 

who cannot wipe themselves. 



Changing Tables 

If your child cannot use a toilet, and 

never will, you should consider a perma­

nent changing table in your bathroom 

(and perhaps another one in your child's 

bedroom). At some point, you will need a 

full-size table that can accommodate a 

young adult. The parents in our study who 

needed to use changing tables offered the 

following advice: 

• Make the table large enough for the 

child to grow into. 

• Make it high enough so you do not 

strain your back bending over. (One 

family bought a doctor's examining table 

which gave them the necessary height 

and size.) 

• Have plenty of storage room for diapers, 

chucks, wipes, powder, etc., immedi­

ately at hand. You don't want to leave 

the child unattended while you grab a 

diaper from a closet. 

• Install a heat lamp above the table to 

keep your child warm while he is 

undressed. (Heat lamps are also good 

for keeping your child warm while he is 

getting dressed after a bath or shower.) 

• Consider installing an additional 

changing table adjacent to your child's 

bed. You can change your child and 

then slide him over and onto the bed. 



Toileting Trials 
The degree to which chi ldren with a disability can 

learn toileting varies considerably. Here are some of 

the situations parents descr ibed: 

• The child did not have the cognit ive skills neces­

sary for toilet training and had to be in diapers 

permanently. 

• The child could be only partially toilet t ra ined. 

• The child was able to develop a successful bowel 

p rogram, or learn self-catheterization.* 

• The child was toilet-trained dur ing the day, but 

wore diapers at night. 

• The child could mostly toilet himself, but still 

needed assistance f rom his parents, special 

equ ipment , assistive technologies, or home 

modif icat ions. 

For different reasons, some chi ldren can f ind it 

difficult or impossible to use a toilet: 

• Spasms make it hard to sit still. 

• A child is s imply unable to sit on a hard surface. 

• The posit ion of a child's legs can prevent him 

f rom sitting comfortably on the toilet seat. 

• A child in a body cast cannot urinate or have a 

bowel movement lying down. 

• Other chi ldren either can't sit up without support 

f rom someone else, or cannot get on or off the 

toilet unaided. 

Major problems arose when the child could not be 

toilet trained at all because: 

• He could not feel the urge to urinate or move his 

bowels. 

• He had no control over toilet funct ions. 

• He could not communicate when he needed to 

use the toilet. 

We don' t want to alarm you by implying that your 

child will have all of these problems, or even some 

of them. Every situation is different. However, if you 

know there is a possibil ity that any of these things 

may happen, you can be prepared for them. 

Ways to Help 
In addit ion to the equ ipment and the design strate­

gies we descr ibe in this chapter, parents suggested 

some behaviors or t reatments you can adopt to 

make things easier: 

• Moni tor ing your child closely while she is on the 

toilet. 

• Lifting your child onto the toilet (although this will 

eventually be bad for your back). 

• Holding and support ing your child whi le she is on 

the toilet. 

• Catheter iz ing your child (see footnote). 

• Using pul l-up diapers. 

• Installing padded toilet seats. 

• Training your child dur ing the day, whi le using 

diapers at night. 

• Buying dressing aids that will help your child d o / 

undo her clothing by herself. (These can be 

"st icks" with hooks at the end that will help your 

child put on a garment , devices to fasten buttons 

and z ippers, and aids to pull up socks and stock­

ings.) 

• Putt ing your child on a bowel training/toi let ing 

program. 

• Consider ing surgical diversion opt ions. 



Kitchens 
The need for an accessible kitchen is 

also one that develops over time. In your 

child's infancy and toddlerhood, of course, 

you will be preparing all his meals and 

snacks. Your main task will be to create a 

comfortable place to feed him. Your 

kitchen should be large enough to 

accommodate your small child's special­

ized feeding chair or a high chair comfort­

ably (children generally eat in their 

wheelchair or mobility devices when they 

get older). If your young child is in a 

wheelchair already, then the table must be 

the right height for the chair or device to 

fit under it. 

If your child is crawling or using a 

special walker or scooting board, the 

kitchen should be baby-proofed the way it 

would be for any toddler: 

• Electrical outlets should be baby-

proofed with covers. 

• Sharp edges on counters or tables or 

low shelves should be covered with 

corner guards. 

• Some parents also carpeted a portion of 

their kitchen floor so their child could 

crawl around comfortably. 

Even the most spacious kitchens seem 

to shrink when the child gets bigger and 

the size of the equipment grows accord­

ingly. The kitchen is frequently the 

"activity hub" of the house where every­

one naturally gathers for meals, snacks, 

homework, or just to hang out. A decent-

sized space will be necessary to accommo­

date the entire family comfortably. 

Depending upon his abilities, your 

child may be moving more independently 

around the kitchen during the late school-

age and adolescent years. He may also be 

starting to get snacks or prepare meals on 

his own. This opens up a whole new-

world for both of you. Up until now, you 

have been actively using the kitchen while 

your child has been using it passively— 

that is, you have been preparing his food, 

making him snacks, and serving them to 

him. Now your child may want—and you 

may want your child—to do some of 

these things independently. Parents noted 

that they made nearly all the modifications 

or acquired special products for their 

kitchens during the school-age and teen­

age years. 



Fostering Independence 
This new quest for indepen­

dence in the kitchen can be 

quite scary for parents. It may 

seem easier (and less anxiety 

provoking) for you to just 

cont inue doing all these food-

related chores for your chi ld. If 

your child is ready, resist this 

urge. Think of i t as the normal 

strivings for independence that 

all older chi ldren go through. 

The parents and children in our 

study advised: 

Encourage independence and 

normal behavior. Having said 

that, remember that the safer 

your kitchen is, the more you 

will be will ing and able to let 

your child do things on his own. 

Basic Considerations 

To create a safe and accessible kitchen, 

here are some things to consider: 

• Sufficient space for your child to 

move around comfortably in his 

wheelchair or other mobility device. 

Some families in our study enlarged their 

kitchens and/or removed peninsula 

counters and pantries to increase the 

floor space. Others added accessible 

center islands with plenty of aisle space 

to make it easier for their child to cook. 

• Accessible countertops for food 

preparation. These should be the 

appropriate height and have the 

necessary knee opening for the wheel­

chair to fit under. The standard is 30 

inches from the floor to the bottom of 

the counter, but you may need them 

lower. Countertops can be adjustable 

(from 28 inches to 36 inches high) to 

meet the specific needs of your child. 

• Open shelving that can be easily 

reached from a wheelchair for fre­

quently needed items (although this can 

be a problem in a house with toddlers 

and young children who may pull things 

off the shelves). 



• Pull-out drawers, shelves, cutting 

boards, and counters in cabinets for 

storage that can be easily accessed from 

a wheelchair. 

• C-shape pulls, not knobs, on drawers 

and cabinet doors, which are easy to 

grasp and pull. 

• Pulls for wall cabinets placed as low 

as possible. Lowering the cabinet may 

also be a good idea so that the bottom 

shelf can be reached from a wheelchair. 

You can also put in shelving to fill the 

space between the counter and the 

bottom of the wall cabinet. 

• Rounded or bull-nose edging along 

the counters and appliances so your 

child does not hurt himself if he has a 

spasm, falls, or accidentally rolls into the 

counter. 

• Accessible sinks and faucets, 

preferably with anti-scald devices. (As 

mentioned in the Bathroom section on 

page 53, an accessible sink allows a 

wheelchair to fit under it. Faucets should 

have lever handles or sensors and long 

spouts over the sink.) 

• Refrigerators with outside water and 

ice dispensers so the child does not 

have to open the door and reach into 

the refrigerator for water and ice cubes. 

• Easy-open pantries with frequently 

used items stored on the most accessible 

shelves. 

• Refrigerators with special storage 

compartments that are accessible 

from the outside. Juice, soda, snacks, 

and other frequently needed foods can 

be stored in these compartments and 

easily reached without having to open 

the refrigerator door. 

• A refrigerator guard to prevent the 

wheelchair from scratching the refrigera­

tor door. 



Cooking Devices 

Here are some tips on cooking 

appliances: 

• Place toaster ovens and microwaves 

at wheelchair height (on lowered 

counters). 

• Make cooktops wheelchair-acces­

sible. Again the standard is 30 inches 

from the floor. They should be "drive 

under." with no cabinets underneath, so 

a wheelchair can fit under the cooktop. 

• Place oven and burner controls in 

the front of the appliance where they 

can be reached from a wheelchair. 

(Controls along a back panel are too far 

away and it could be dangerous to reach 

over a hot burner, pot or pan to get to 

them. Equally if the controls are placed 

on the side of the cooktop it may be 

difficult to reach the ones farthest from 

the front.) 

• The controls should be spaced suffi­

ciently far apart so someone with poor 

grasping ability, spasms, or uncertain 

hand control will be able to grip the 

desired knob more easily. 

• Install heat-resistant counter space 

on either side of the cooktop. This 

provides a resting place for hot pots and 

pans after they have been removed from 

the burners. The counters should be 

level with the cooktop so an older child 

can just slide the pot or pan over onto 

the counter without having to lift it. 

• The oven should be wall-mounted 

with a side-hinged door at wheel­

chair height. Ideally, there should be a 

heat-resistant shelf just below the oven 

door for placing hot cooking vessels on 

when they are removed from the oven. 



The pan or casserole can then be 

transferred to a wheelchair-height 

heatproof countertop that is right beside 

the oven. 

Other Kitchen Recommendations 

As well as taking up space, larger 

mobility devices mean more wear and tear 

on your kitchen floors. Heavier equipment 

can beat up a floor fairly easily. Smooth 

ceramic tiles with flush grouting, wood 

flooring, or other heavy-duty floor 

coverings will protect the surface for a 

longer period of time than sheet vinyl, 

vinyl composition tiles, and other softer 

flooring materials. 

An adjustable-height table may also be 

a good idea. No matter what type of 

wheelchair or mobility device your child 

uses, it will always fit under the table if 

you can raise and lower the tabletop. 

Several families in our study purchased 

adjustable, pedestal-base kitchen tables 

which they felt worked out quite well. 

Laundry Rooms 

A conveniently placed, accessible 

laundry room is also an asset. With 

accessible appliances, such as front-

loading washers, and dryers with side-

opening doors, parents can teach more 

independent children how to do their own 

laundry. Ideally, the room should be in an 

easily reached, but somewhat private area. 

An older child may want to wash his dirty 

laundry in private. Laundry detergent and 

other cleaning agents should be easily 

reachable—but be careful if there are 

younger children in the house. 



Accessibility Around 
Your Property 

We have presented tactics for creating 

accessible driveways and entries, halls and 

doorways, bathrooms, kitchens, and 

laundry rooms. One more area needs to 

be discussed that is frequently over­

looked—your front and back yards. Your 

child needs access to the outdoors and the 

fresh air, and the opportunities for play 

and socializing that come with nice 

weather. You can provide safe outdoor 

access for your child through wheelchair-

accessible decks and patios, screened 

porches, walkways, and swimming pools. 

Decks and patios offer an enjoyable 

way to get your child outdoors. They also 

provide safe places where the entire family 

can be together. However, if you build a 

deck or patio, build an accessible one. For 

visual appeal, some decks have landings 

and then several steps down to the main 

deck. This may work well when your child 

is small and easy to carry down those few 

steps. But before you know it, your child 

will be too heavy to carry or will be using 

heavy mobility devices. So build your deck 

on one level. And be sure to add a ramp 

that leads down to an accessible walkway 

so your child has another way of getting 

out of the house. 



Screened porches may actually be 

preferable to decks for children who have 

compromised upper-body strength and 

control. Children who do not have the use 

or control of their arms cannot defend 

themselves against bees, wasps, mosqui­

toes, and flies. Nor can they apply 

sunscreen independently. A screened 

porch provides protection from insects and 

the sun and rain. The ideal home would 

have a screened porch with an adjacent 

deck or patio. 

If possible, install smooth, level 

pathways around the property that are 

wide enough to turn a wheelchair around 

a corner or bend. This will allow your 

child to move around your property. 



Swimming Pools 

Pools are good sources of exercise and 

recreation. They can also help to soothe 

muscles, especially if there is a whirlpool 

section. A pool has the added value of 

bringing other children to your home. 

Many of your child's friends will not have 

accessible homes and your house will 

have to be the center of his social life. A 

pool increases your child's opportunities 

to socialize. 

If you have the space and the financial 

resources to build a pool, don't forget that 

your child may need special help getting 

in and out of it. Fortunately, several 

companies make swimming pool lifts, 

which are generally operated by water 

pressure. Portable steps are also available 

that make it easier to get into the pool. 

There are also ramps on the market but 

check them out carefully as some are 

too steep. 



General Accessibility Guiding Principles 
We have stressed the unique chal lenges that each family faces in 

trying to create an accessible home. Since each situation is different, 

we cannot cover every possibility. However, here are some general 

guidel ines for making every home fr iendly and accessible: 

1. Avoid changes in levels. 

2. Be cautious with f loor coverings and the transit ions between 

different types of f loor ing. 

3. Create an unobstructed path through the house so your child can 

move freely f rom room to room (and exercise in the process). 

4. Have everything placed at wheelchair level. 

5. Provide electronic assistance to help your child turn electrical 

equ ipment on and off. 

6. Arrange your furni ture so there is room for your child in a wheel ­

chair to participate in all family activities. 

7. Place l ighting fixtures properly so a child in a wheelchair can posi­

tion himself in a good light for reading, doing homework, and so on . 



Chapter 5 

The Ideal Home...in the Right Neighborhood 

Moving, remodeling. Few people like 

to think about it. Even fewer like to do it. 

But the fact is that families with a child 

with a disability do move. In fact, of the 65 

families in our study, one-third had moved 

at least once in the past five years and 

more than half had moved in the past ten. 

Families move for a variety of reasons: a 

new job; a change in the household 

composition (increased or decreased 

family size, a divorce or remarriage); a 

shift in family finances; the desire for a 

better school system; or the need for a 

more accessible and supportive home. 

At some point you and your family may 

find that it is just not possible or practical 

to remain in your present home. Or you 

may decide that it needs a major renova­

tion. While moving and renovating can be 

exhausting and stressful, they also present 

an opportunity to live in a home that 

works better for you and your family. 

One of the strongest findings of our 

study was that the environment of the 

home can make it harder or easier to raise 

a child with a physical disability. If you 

have the opportunity to create a more 

supportive home, you should seize it. The 

families in our study who did move almost 

all felt happy that they had because the 

long-term benefits far outweighed the 

short-term inconveniences. If you are able 

to choose the location, try to move so 

your child will be in the same school or 

school district and can remain close to his 

friends—assuming that you are satisfied 

with the school system. 

What to Look for 
Whether you are planning to renovate, 

to move to a different house, or to build 

your own new home, ask yourself and 

your family: What should we look for? 

Because we believe that a carefully 

designed home can improve the quality of 

life for everyone, we think about this 

question a lot, and we looked to the 

participants in our study for some answers. 

In our interviews we rephrased the 

question by asking both parents and 

children to describe an ideal home for a 

family where a child had a physical 

disability similar to theirs. Their responses 

were quite informative. First, because their 

spontaneous design recommendations 

helped to identify features of the home 

that were most important to them. Second, 

because their suggestions provided a 

capsule summary of the physical environ­

ment segment of our study. 

The 65 parents in our study made a 

total of 321 spontaneous comments when 

they described the features of their "ideal" 

home. These comments covered a wide 

spectrum of issues—the interior and 

exterior of the home, the property, the 

neighborhood, and the surrounding 

community—and 88 percent of them 

related in some way to accessibility. When 

the children were asked the same ques­

tions, nearly 60 percent of their recom­

mendations also related to improving 

access. These results reinforce our position 

that an accessible home is the gateway to 

safe and independent functioning for the 

child and reduced stress and strain for 

parents. That is why we have spent so 

much time talking about the importance of 

accessibility and describing ways to create 

it in and around your home. 



We will mention the recommendations 

that repeat this information briefly here so 

yon can use them as guidelines or a 

checklist of considerations if you are 

planning to move, to renovate, or to build. 

The "ideal" design features that are not 

discussed elsewhere in this book are 

described in somewhat more detail. Bear 

in mind that this is a partial listing of some 

of the things to consider when you are 

moving or modifying your home. There 

are many more possibilities. The ones that 

will apply most to you will depend upon 

your child's disability and your own 

particular situation. 

The "Ideal" House Design 
Families identified a wide range of 

design features for their ideal home. Of 

course, many of the recommendations 

depend on the family having the financial 

resources to make them possible. 

House Form 

The overall style or form of the house 

is very important. Parents felt that it should 

be: 

• A one-level or a ranch-style home 

• Subdividable into separate areas with 

distinct play/entertainment spaces. In the 

early years, young children can be 

casually but properly supervised while 

they play and older children can have 

privacy to be with their friends. Some 

parents suggested a self-contained 

apartment for young adults and/or an 

"au pair" suite for live-in help. 



House Layout 

The interior layout of the house can 

make life easier and more pleasant for the 

entire family. Since most of the children in 

our study used wheelchairs, their parents 

thought the layout should offer: 

• A generous amount of space with large 

rooms that make it easy to navigate the 

wheelchair. 

• An open/airy floor plan with spaces that 

flow into each other and help the child 

maneuver a wheelchair from room to 

room without making difficult turns. 

• The "great room" concept. This is a 

combination kitchen/family room that 

increases family contact and the ability 

to monitor the child. 

• Minimal distance between the areas that 

the child uses. The child's bedroom 

should be near the kitchen, the televi­

sion/family/play room, and a fully 

accessible bathroom. 

Movement Through the House 

The ability to move freely through the 

house in a wheelchair is a major priority. 

New and repeated suggestions from earlier 

chapters for enhancing movement in the 

ideal home include: 

• Wide hallways 

• Wide doors/doorways 

• Easy-to-open doors—electronic/electric 

eye doors: doors with lever handles; bi-

fold doors: accordion doors and sliding 

or pocket doors—if they are properly 

designed and installed 

• Doorways without saddles or sills (and 

no door headers if a lift with ceiling-

mounted tracks is needed) 

• Bumpers for door frames so the 

wheelchair does not scratch the frame 

• Level floors that are easy to roll over in 

a wheelchair—wood: tight-weave 

carpeting; vinyl sheathing; no grooves; 

no area rugs 

• Tough, durable surfaces that will not get 

destroyed by a power chair—wood; 

ceramic tile 

Specific Rooms 

Parents had a number of recommenda­

tions for specific rooms in the ideal home, 

such as the bathroom, the kitchen, and 

their child's bedroom. Suggestions for the 

bathroom and kitchen were already 

discussed in detail and are repeated here 

for convenience. Please see the Bathroom 

and Kitchen sections on pages 39-60 and 

60-64 for more detailed information. 

Bathrooms 

Overall, the bathroom should be large 

and accessible. 

Specific recommendations for the 

shower: 

• A 5-feet-by-5-feet roll-in shower. 

• A hand-held shower head 

• More than one shower in the house 

Considerations for a bathtub: 

• A tub with a lift 

• A raised or side-opening tub 

• A hand-held shower head 

• A whirlpool or "spa" tub 

Suggestions for the toilet: 

• Wheelchair-accessible: raised seat, arm­

rests, room for a rolling toilet chair, lift 

• Grab bars 

• Bidet 

• Changing table that "grows" with the 

child 

Recommendations for the bathroom sink: 

• Lower or adjustable height (depending 

on the height of your child and her 

mobility device) 

• Lever or other accessible faucets with 

anti-scald control 

• Space underneath for wheelchair (and 

plenty of counter space for toiletries) 

• Pull-lever soap dispenser 

Kitchen 

Some of the parents' spontaneous 

suggestions for the ideal kitchen: 

• A large, open floor plan 

• Accessibility features, such as: 

- Lower sinks, counters, and cabinets 

- Sink and counter cutouts or knee 

openings 

- Roll-out shelves/drawers 

• Drawers and cabinets with accessible 

hardware pulls 

• An ice/water dispenser in the refrigera­

tor door 

• A higher or adjustable table so the entire 

family can eat together 



• Large, "Lazy Susan" table and corner 

storage 

• Visability to an adjacent play area so 

children can be watched from the 

kitchen 

The Child's Bedroom 

Compared to their recommendations 

for the bathroom, the halls, doors, and 

other areas of the house, parents were not 

as specific about an ideal bedroom for 

their child. However, there are several 

things to consider in a child's bedroom: 

• A first-floor location 

• Accessible closets and other storage 

units, with the clothes rods low enough 

to be reached by someone in a wheel­

chair (no higher than 48 inches) 

• Room by the bedside for transferring 

safely from a wheelchair 

• An adjacent, accessible, and full 

bathroom that "flows" off the room for 

easy wheelchair entry—no hard corners 

to turn 

• If indicated, a ceiling-mounted lift that 

carries the child from the bed to the 

shower and toilet. (These are generally 

recommended only for children with 

severe disabilities. You do not want your 

child to become more dependent on 

these lifts than is absolutely necessary 

since they are rarely found in the world 

outside the home.) 

Windows 

Desirable design features even ex­

tended to the windows. Parents suggested 

that the windows in the ideal home be: 

• Large—to let in natural light. 

• Low—so a child in a wheelchair can see 

outside. 

• Placed in the ceiling (skylights)—so a 

child who spends a lot of time in bed 

can see the sky and the clouds. 

• Accessible—so they can be opened and 

closed by someone in a wheelchair. 

• Casement style—so a child in a wheel­

chair can easily reach and operate the 

opening and closing mechanism. 

Considerat ions for Special Rooms 

Parents also had suggestions for special 

spaces. If you are thinking about moving, 

building, or renovating, consider having: 

• A big playroom. This will give you the 

room you need to accommodate your 

child's equipment and play materials. 

Remember that your house will probably 

be the place where your child and his 

friends play. This room should be large 

enough to hold everybody. 

• A therapy room or space. Some 

parents created therapy areas where 

their children could practice walking, 

crawling, standing, and have physical 

therapy. Depending on your situation, 

you might need a large wall mirror, 

oversize floor mats, parallel bars for 

support while learning to walk, balance 

and practice stairs. Even children who 

do not walk may need therapy for 

moving limbs, flexing muscles, and 

other movement excerises. 

• A mud room with an accessible 

laundry area. This room should be 

located between the house and garage. 

It provides a place for storing mobility 

equipment and cleaning dirt and mud 

off the wheels of a wheelchair before it 

enters the house. Ideally, a front loading 

washer and dryer should be here as well 

so your child's dirty or wet clothes can 

be removed and placed in the machines 

as soon as he enters the house. If your 

child is independent, he may want to 

take care of his own laundry in an area 

that is somewhat private. 



• A generous amount of storage space 

for supplies and equipment— in the 

mud room, bathrooms, and bedrooms. 

• An extra bedroom for guests and/or 

help. 

• Spaces that can be used in different 

ways as the child grows—supervised 

play areas, private teen areas, or an 

independent apartment. 

Getting In and Out 

This issue was covered extensively in 

Chapter 3. Parents felt that accessible 

entrances were vital features of their ideal 

home and their recommendations include: 

• Ramps to the house or on-grade entries 

• Power lifts 

• Multiple wheelchair entrances 

• An outside door to the bedroom of the 

child with the disability 

• Fire exits 

All these design features focus primarily 

on the interior of the house. However, the 

ideal home also has an attached garage, a 

nice piece of property, and is set in a 

supportive neighborhood and commu­

nity—which we will discuss in a moment. 

Garage 

Families felt that the garage in their 

ideal home should be: 

• Attached to the house. (If the house 

does not have a garage, it should have a 

sheltered parking area.) This will allow 

your child to get in and out of the van 

away from the wind, the rain, and 

excessive heat and cold. 

• A good size. There should be enough 

room for a conversion van with an 

extending lift. There should also be 

sufficient room to maneuver a wheel­

chair onto and off the lift. Many families 

also used the garage for storing equip­

ment. If you plan to do this, provide 

plenty of space. 

• Equipped with a ramp. The ramp should 

connect the garage interior with the 

interior of the house. 

The Grounds 

Ideally, the outdoor space surrounding 

the house should provide: 

• A flat, accessible yard, preferably large, 

with smooth walkways wide enough to 

turn a wheelchair around a bend 

• Accessible play equipment 

• A screened porch large enough for a 

wheelchair to maneuver in easily. The 

screens will protect the child from the 

sun and insects—especially important 

for a child with compromised upper-

body control. 

• A large, level deck or patio (in addition 

to the porch and adjacent to it), with a 

ramp to an accessible walkway or the 

driveway 

• A swimming pool, possibly with a 

whirlpool, spa tub, and lift. 

• A hot tub 



What Makes a Good 
Neighborhood? 

Unless you live in a very rural area, 

your house is part of a neighborhood. This 

neighborhood, in turn, is part of a larger 

community. And your neighborhood and 

surrounding community will most likely 

have a big impact on you, your child with 

a disability, and the rest of your family. If 

your family is facing a move, don't just 

look at the house, condominium, or 

apartment. Look at the entire picture—the 

dwelling, the property it sits on, the 

immediate neighborhood, the town or 

community, and the people who live 

there. Unfortunately, it is difficult to know 

in advance exactly what your neighbors 

will be like. But there are some things you 

can do before you move to help you get a 

feel for the neighborhood: 

• Try to spend time there—go in nice 

weather to see the number and ages of 

children playing outside. 

• Talk to the parents, try to find out if 

other children with disabilities live in the 

community, and then talk to these 

parents about their experiences. 

• Don't be afraid to ask questions. The 

type and quality of the neighborhood 

you choose will play a significant role in 

your and your child's life. 

The best neighborhood will be one 

where you can stay and develop ties to 

your neighbors. As your children get older, 

it will be harder for you to uproot them 

and move. If you move in when your 

child is young, he will have the opportu­

nity to develop long-term friends. The 

children will get to know one another at 

an early age. This makes it easier to forge 

strong friendship bonds. 

If you are considering a move, here are 

some general things to look for in a 

neighborhood: 

Social Characteristics 

Other Chi ldren 

Many of the families in our study felt 

that it was very important to live in a 

neighborhood with young families. They 

thought it was good to have children the 

same age as their child close by because: 

• They can become playmates and 

helpmates. Your child can socialize and 

learn from the neighborhood children. 

• Your child will grow up with the 

neighboring children if they are about 

the same age. 

• Younger children can be more accepting 

of children with disabilities. 

• Neighborhood children may introduce 

your child to their friends who live 

outside the neighborhood. This may 

expand your child's social world. 

Several parents also thought it was nice 

if their child was not the only one in the 

neighborhood in a wheelchair. 



Adult Neighbors 

Some characteristics of adult neighbors 

will be particularly helpful. Ideally, you 

want: 

• Neighbors who are welcoming, caring, 

friendly—and who will look after your 

child occasionally if you cannot find a 

babysitter. 

• Neighbors who live close by. You may 

form close friendships or bonds with 

them. They can help out in a pinch. 

Contact becomes easier when you see 

your neighbors informally over the 

course of the day. 

• Neighbors who are not transient. You 

want to form long-term ties to your 

neighbors. 

You should also look for a neighbor­

hood that is very safe. If your child is 

independent, you will feel more comfort­

able letting him go out on his own. One 

or two parents felt an ideal situation is a 

small town where everyone will know 

(and look out for) your child. 

What the Location Offers 

Look for a house on a quiet street. If 

there is little or no through traffic, your 

child will be able to travel in her wheel­

chair without worrying about fast-moving 

cars and trucks. Try to find a property that 

has: 

• Sidewalks with curb-cuts 

• A cul-de-sac or dead-end street 

• Alleyways that are safe to wheel along 

• Only local traffic 

Think about living close to a town 

center (or a mall or shopping center). You 

and your child will be able to go to stores 

and restaurants and see people without 

always having to get into a car or a van. If 

your child has the ability, being near a 

downtown will allow her to go shopping 

or browsing on her own. This will foster 

important feelings of independence. 

Neither of you will want to be stuck in the 

house all the time. 

Look for a house near the school your 

child will attend. Not only will your child 

get to school more easily but your house 

could be a place where other children 

drop in and play with your child on their 

way home. 

Look for a community that has activities 

and interesting things to do. Are there 

accessible parks? Is there a beach nearby 

with an accessible entrance? Is there a 

town recreational program, a YMCA, a 

YWCA, or a Jewish community center that 

has activities for your child? Are there 

sports programs and facilities? If appropri­

ate, are there programs nearby geared 

toward children with disabilities such as 

Special Olympics and wheelchair sports? 

Are the town's churches and temples 

accepting of children with disabilities? Are 

their facilities accessible? 





Are there civic organizations that have 

programs for children with disabilities? In 

some towns the Elks, Lions, and Kiwanis 

clubs offer these types of programs. 

Another question to think about is the 

location of the nearest good hospital. Can 

you reach it quickly if there is a family 

emergency? Several parents mentioned the 

importance of being near a first-rate 

medical center. 

These are all things to consider, 

particularly as your child grows older. 

The Town's Physical 
Characteristics 

An accessible community will make 

your life much easier and encourage your 

child to be independent as well. If you 

have options, look for an area that has: 

• Paved streets that are easy to cross in a 

wheelchair 

• Smooth sidewalks and curb-cuts all over 

town 

• Flat terrain so it is easy to use a wheel­

chair 

• Neighborhoods with a lot of ranch 

houses or houses with only a few steps 

up to the front door. This could make it 

possible for your child to visit friends in 

their houses, perhaps with the aid of a 

small portable ramp. 

• Accessible shops and restaurants 

Schools 

Getting the most out of your commu­

nity schools is a topic for a separate book. 

We cannot possibly cover all the issues 

here. The first thing you should do if you 

are considering a new town or area is to 

talk to other parents about their experi­

ences with the school system. Talk to the 

principal about the district's philosophy on 

educating students with special needs. 

Here are some basic questions to ask 

potential neighbors and school officials: 

• What is the school system's track record 

with children with disabilities? 

• Are the schools physically accessible? 

• How responsive are the schools to 

Individual Education Plans (IEPs)? 

• What is the transportation system like? 

Are there vans and buses with lifts? 

• Will your child be in the same school as 

the other children in the neighborhood? 

• Are there after-school programs that 

your child can participate in, such as 

Scouts, sports, or community service? 



Just as specific design features in the 

home make it easier or harder to raise a 

child with a physical disability, the 

neighborhood and the surrounding 

community can have a similar effect. We 

realize that when most families move, they 

don't have unlimited choices in the type of 

neighborhood they choose. Finances, the 

available housing stock, commuting time 

to jobs, the quality of the school system, 

are all factors that drive the choice of a 

neighborhood. However, all of our work 

with people with disabilities shows that if 

you have special needs, the area where 

you live will have a special impact on you 

and your family. Certain community and 

neighborhood characteristics will support 

your efforts to raise a child with a physical 

disability. Examine your needs carefully 

and then try to find a neighborhood that 

will meet them. 



Chapter 6 

Meeting Emotional and Social Needs 

The goal of this manual is to help you 

create a supportive home environment for 

yourself and your child with a disability. 

As design researchers and architects, our 

primary focus is on the physical home— 

how you can make it safe, accessible, and 

responsive to the changing needs of your 

child as she grows and develops. How­

ever, we realize that a truly helpful home 

environment has to provide appropriate 

social and emotional supports as well. 

None of these supports—physical, social, 

or emotional—can exist in isolation. So 

while we spoke to parents and children 

primarily about physical and environ­

mental needs, we also encouraged them to 

share their insights on their social and 

emotional needs. We wanted a compre­

hensive picture of the experience of 

raising a child with a disability. To get this, 

we explored the child's social and 

emotional life in three main areas— 

developing independence, making social 

contacts, and obtaining privacy—from 

both the parents' and the children's 

perspectives. 

Ways to Develop 
Independence 

Feelings of independence are an 

important part of emotional well-being. 

Our work with adults with disabilities 

shows a direct link between the quality of 

their home environments and their feelings 

of independence and autonomy. We 

wanted to see how this relationship 

applied to children, so we asked parents 

to identify the tactics they used for 

increasing their children's strengths and 

independence. 

We were deliberately questioning 

families whose children had a wide range 

of abilities, so some parents found this 

question irrelevant because their children 

were mostly or totally dependent on 

others for their care. For the majority of 

parents, however, independence was a 

very important topic. When they described 

their strategies for enhancing indepen­

dence in their children, they provided a 

wealth of information. We hope these 

insights will be helpful to you. 

Parents' tactics focused on the environ­

ment; special equipment and technologies; 

social, recreational, and educational 

strategies; physical care; and philosophical 

approaches to treating the child. We will 

discuss them in that order. 

The Physical Environment 

Environmental features that increased 

independence mainly concerned accessibil­

ity and included design elements such as: 

• "Everything accessible and at wheelchair 

level" 

• One-level living so the child can go 

anywhere on his own 

• Ramps and wide doors to encourage 

self-mobility 

• Room size and furniture placement that 

allows wheelchair maneuvering without 

assistance 

• Furniture arrangement that allows a 

child in a wheelchair to participate in all 

family activities 

• An accessible bathroom so the child can 

bathe and toilet independently 

• An accessible kitchen so the child can 

snack or prepare meals on his own 

• Accessible light switches, fans, and 

windows so the child can control his 

environment 



• An accessible workstation where 

the child can do his homework 

independently 

• Privacy for teenagers 

All of these design features are 

discussed in detail in Chapters 3 and 4. 

Special Equipment and 
Technologies 

There are an amazing number of 

gadgets and technologies on the market 

that assist independence. Among the 

devices that our families purchased and 

installed were: 

• A remote-control unit for turning on 

various electrical items 

• A trapeze and electric bed to increase 

upper-body strength and assist in 

independent transfers 

• Remote controls for music and television 

• Accessible controls for electronics 

equipment with large, color-coded, 

different-shaped controls that are easy 

to operate 

• Computers for the child to use at an 

early age 

• Telephones custom-designed for people 

with disabilities 

Activities 

Parents thought that involving the child 

in as many activities as possible was a 

good tactic for encouraging self-esteem 

and feelings of independence. Some 

recommended activities: 

Sports 

• Swimming, track, tennis, bowling, 

basketball 

• Bicycle riding on an adapted bike 

• Horseback riding 

• Challenger baseball, so f tba l l , Buddy-Ball 

• Special Olympics or wheelchair sports 

Other Activities 

• Scouts 

• Religious education (Confraternity of 

Christian Doctrine classes, Hebrew 

School, Sunday School, and other 

religious training) 

• Pets (to create a sense of responsibility 

and break the ice socially) 

• Volunteer and community service 

opportunities (These may ultimately lead 

to employment opportunities.) 

Going Places, Doing Things 

Parents thought it was important to get 

their children out of the house. They 

recommended doing as many things as 

possible with them: buy an accessible van 

and go places; tour state parks; go on 

outings; visit amusement parks (the newer 

ones are fairly accessible and have rides 

that can be accessed by children with 

disabilities); find playgrounds that have 

accessible equipment that can be used by 

all children. 

Taking Advantage of Social 
Opportunities 

Parents also felt that their children 

benefited from the opportunity to be with 

other children. This made them feel more 

normal and independent. Parents encour­

aged their children to be involved with 

peers; to play with children who have 

disabilities as well as children who do not; 

to hang out with their siblings and their 

friends; and to seek out cousins and other 

members of their extended families. 

Socializing is a very important topic and is 

discussed in greater detail on page 81. 

Treatment/Care 

Parents thought speech, physical, and 

occupational therapies were all very good 

tools for improving strength and learning 

how to function as independently as 

possible. They also recommended 

arranging for ongoing therapy and 

developing a network of organizations and 

people to help with the child's care and 

treatment. 

Disability Education 

Education was an extremely important 

tool for achieving independence and 

benefited both the parents and the children. 

Parents noted that they themselves: 

• Learned about their legal rights. 

• Studied children's developmental stages 

so they could offer appropriate guidance. 



• Read catalogs and magazines and went 

to Abilities Expos and other trade shows 

to learn about products and assistive 

technologies that aid independence. 

On behalf of their children, parents 

recommended: 

• Mainstream\inclusive education 

whenever possible 

• Full-day programs for younger or more 

disabled children 

• A coordinated program, with teachers 

and physical, occupational, and speech 

therapists working together toward the 

same goals 

Attitudes Toward the Child 

Parents thought their attitudes and the 

way they treated their children were 

crucial for encouraging independence. 

Their recommendations: 

• Never be over-protective. 

• Encourage the child to do things on her 

own. 

• Set goals slightly above the child's level 

of functioning as an incentive. 

• Encourage competitiveness through 

adapted sports programs and 

competitions. 

• Have consistent expectations at home 

and at school. 

• Ask the child questions, give choices, 

make the child feel involved and in 

control. (For example, at the most basic 

level, let her choose her own clothes.) 

• Teach the child to stand up for her 

rights. 

• Treat the child as normally as 

possible, don't favor her or restrain 

her unnecessarily. 

• Include the child in all family activities, 

including cooking. 

• Positively reinforce independent 

behavior and all attempts at it. 

A wide range of strategies are listed 

here. Some may apply to your situation, 

others may not. We hope you can use at 

least some of them in your home. 

Meeting Social Needs 
Developing a social life is a major step 

toward independence. Many families in 

our study struggled with their child's social 

needs. Some parents thought this was one 

of the most difficult aspects of raising a 

child with a disability. To understand the 

issues involved, we asked parents to 

comment on their children's social life 

throughout childhood. They described the 

problems they ran into and the strategies 

they used to try and solve them. 

Tactics for fostering social contacts and 

for developing independence in children 

with disabilities often overlap. Many of the 

issues listed below will reinforce what was 

just discussed above. We are repeating 

them because we feel they are very 

important. Here are some typical social 

obstacles, followed by some suggestions 

for overcoming them. 

Potential Obstacles 

The Environment 

• Houses were not accessible enough, or 

large enough, for other children to come 

over and play. 

• Friends' houses were not accessible. 

Their child could not get into potential 

playmates' homes. 

• Sports facilities, such as a bowling alley 

or small area where children could do 

an activity, were not accessible. 

The Child 

• Was too passive to play or could not 

interact with other children. 

• Had speech and communication 

problems. 

• Had behavioral problems. 

• Exhibited inconsistent and inappropriate 

social behavior. 

• Worried about how he looked and was 

perceived. This was inhibiting. 

• Was on a lower social level than other 

children his age. As he grew, the gap 

between him and his peers widened. 

• Was not independent in toileting, or in 

self-catheterization, and this made 

socializing more difficult. (It is vital for 

children to learn to toilet independently 

as early as possible so that they will feel 

comfortable in social situations.) 

Negative Attitudes of Other People 

• Other children could be unfriendly and 

mean. 

• Parents of other children did not know 

how to relate to a child with a disability. 

• The parents tried to intervene with other 

neighborhood families but were not 

successful. 



• As the child got older, other children 

became less accepting and stopped 

coming over. 

• The school system was not supportive. 

Other Stumbling Blocks 

• Social contact was confined to family 

members. 

• The child was not athletic in a commu­

nity where this was very important. 

• The child went to a special school and 

his classmates did not live nearby. 

• Other children in the special school 

were more disabled. This made it harder 

to form friendships. 

• The community only offered programs 

for children with intellectual disabilities. 

There were no role models for children 

with physical challenges. 

• There were no programs for people 

over 18. 

• The child was an only child. Built-in 

sibling companionship was lacking. 

• The child's social life depended on the 

parents' ability to take him out. This was 

hard to do if the parents worked or 

were older and had to limit their driving. 

• The family moved and the child was 

separated from long-time friends who 

were very accepting. 

These are some of the difficulties that 

parents and children experienced in the 

social arena. While they can be significant, 

they are not insurmountable. 

Coping Strategies 

Here are some of the strategies that 

parents used to overcome these problems 

and create meaningful social lives for their 

children. 

The Envi ronment 

• They created a "hub" on the main level 

of the home where the entire family 

could get together. 

• They made their houses accessible. 

Parents built larger rooms to accommo­

date friends and other children with 

disabilities. 

• They made their houses enticing (with 

swimming pools, hot tubs, toys, the 

latest electronic equipment) so other 

children would want to visit their child. 

• They remained in the same neighbor­

hood where everyone knew their child. 

• They selected neighborhoods where 

there were a lot of children. 

Personal Strategies 

• Parents took the initiative. They formed 

play groups; hosted play dates; had 

parties and sleep-overs; encouraged 

children to come over and let them try 

using the wheelchair and crutches; 

joined the PTA and other organizations 

so they could meet other parents. 

• Families took their children out. They 

bought vans and went everywhere— the 

mall, camping, ballgames, boating, 

vacations, and so on. This stimulated 

their children and exposed them to 

other children. 

• Parents hired aides, who were less 

protective than they, to do things with 

their child. 

• Families found respite providers with 

older children who would play with 

their child. 

• Parents developed close ties to friends 

who had children the same ages as 

theirs. 

• Parents encouraged contact with cousins 

and other relatives. 

• Siblings and their friends formed close 

ties to the child. 

• The child learned to use a computer and 

socialize over the Internet. (This can be 

a mixed blessing. Instant "contact" over 

the Internet can lead to isolation of 

another type. These cyberspace friend­

ships may rob children of the initiative 

to develop face-to-face relationships.) 

• The family bought a dog and this 

attracted other children. 

• Parents taught their children to speak up 

and not be shy. 



Participation in Formal Activities 

• The children played regular or wheel­

chair sports (Challenger baseball, 

Buddy-Ball, Special Olympics). 

• The children participated in special 

programs (Elks, March of Dimes, Arc). 

• The children went to religious services 

and education classes regularly. 

• The children went to camp. 

• Families participated in respite programs. 

• The child took music classes, played in 

a band, volunteered, or performed 

community services. 

Experiences That Lead to 
Social izing 

• Early intervention programs 

• Patterning programs 

• Full-time pre-school 

• Head Start 

• Day programs 

• Therapy sessions with other children 

• Depending on the child's abilities, being 

mainstreamed as much as possible or 

sent to a special school that provides a 

new social arena. Joining in school and 

after-school activities, including riding 

the school bus 

• School trips 

Developing a meaningful social 

network may be a major challenge for you 

and your child, depending on where you 

live, your school system, your child's 

personality, and her level of abilities. 

Parents developed a wide range of 

strategies to help their children connect 

with their peers. We hope some of these 

tactics will work for you as well. 

Providing Privacy 

For younger children, privacy is 

generally not an issue. Very few parents of 

small children mentioned problems with 

privacy. This changed considerably when 

the children reached school age and even 

more when they became adolescents. 

Privacy has many faces. There is physical 

privacy (to be alone or out of view of 

unwanted others), emotional privacy (to 

have private thoughts and feelings), social 

privacy (to be alone with a friend), and 

privacy of information—to mention just a 

few. We concentrated on physical and 

social privacy because they can be 

controlled to a greater degree by the 

physical environment. 

Privacy issues focused on: 

• Toileting 

• Bathing 

• Social privacy—having one's own room 

or space; being with friends away from 

the scrutiny of family 

Toileting 

This can be a particularly sensitive 

issue. As the child grows, he naturally will 

want more privacy for toileting needs. 

Parents discussed problems with toileting 

inside and outside the home. 

Inside the Home 

Here parents mentioned difficulties 

with: 

• Children not wanting other people 

helping them in the bathroom or 

changing their diapers. 

• Children not being able to close the 

bathroom door when they were on the 

toilet or in the tub. 

• Embarrassment over using a urinal or a 

commode if they could not get to the 

bathroom or if the bathroom was not 

accessible. 

• Problems with changing older children. 

A private place is needed to do this in 

the home. 

• The need for a changing table that will 

"grow" as the child does. 

Many of these issues could be solved 

by having an accessible bathroom that was 

easy to get to and use. For ideas, please 

refer to Chapter 4 on accessibility in the 

home. 

Outside the Home 

Here parents had problems with: 

• Inaccessible public restrooms. 

• Restrooms that were not unisex when 

the parent and child were of different 

genders. 

• Changing tables in public restrooms that 

were too small for the child to use. 



Bathing 

This was another issue that often 

became more difficult as the child grew. 

Many children no longer wanted to be 

helped with their baths or showers. An 

accessible tub or shower will solve this 

problem for more independent children. 

For children who cannot bathe or shower 

by themselves, assistance from same-sex 

parents, siblings, or aides can reduce some 

of the emotional discomfort of being 

washed by others. (And, of course, an 

accessible shower or tub will help 

everyone in the family.) 

Social Privacy 

This becomes a fresh concern for all 

children as they grow older. Parents 

described various problems they and their 

children encountered with social privacy: 

• The child shared a bedroom with a 

sibling. This was particularly difficult if 

the child with the disability did not sleep 

through the night or required some form 

of night-time care. 

• The child did not feel he had any 

private space of his own. 

• There was no place to be alone with 

friends. 

• Parents did not feel comfortable leaving 

the child home alone and the child felt 

he was constantly being monitored. 

Parents solved these issues through 

home design or modifications. For 

example, they: 

• Gave the child with the disability his 

own room. 

• Built a bedroom-and-bath suite, away 

from the parents' bedrooms, so the child 

could have his own space and time to 

himself. 

• Created adjacent living-family rooms that 

were connected by French doors. The 

parents could be in the living room 

while the child and his friends were in 

the family room. Parents were nearby 

but out of sight. 

• Modified their house so their child could 

be left home alone safely to do what he 

wanted. 

Depending on your child's age and 

capabilities, privacy may not yet be a 

concern. As we tried to illustrate here, this 

will change as your child grows. It may be 

beneficial to think about your child's 

future privacy needs now—and start to 

plan how to meet them. We hope these 

examples of problems and solutions will 

help you with this planning. 



Chapter 7 

Parent to Parent: Advice from the "Experts" 

We began the research for this book 

with the assumption that parents of 

children with disabilities possessed a 

significant amount of knowledge that 

would be helpful to families confronting 

similar situations. Our interviews with the 

65 parents and 12 children in the study 

confirmed this assumption. Many families 

possessed critical insight and hindsight 

that allowed them to evaluate their 

experiences, successes, and mistakes in a 

way that can be very beneficial to other 

families. 

We tapped into our families' hindsight 

in two ways. First, we asked parents to 

review their experiences and tell us if 

there was anything that they would do 

differently if they had to do it over again. 

Second, we asked them if they had any 

advice to give to other parents facing a 

similar situation. Since we wanted to see 

how needs and situations changed over 

time, we asked parents to do this for each 

of their children's four major developmen­

tal stages: 

• infancy-toddlerhood (birth to age 2) 

• pre-school (ages 2 to 4) 

• school-age (ages 5 to 11) 

• adolescence to early adulthood (ages 12 

and older) 

Parents' recommendations and advice 

covered several major topic areas. These 

included: 

• The physical environment of the home 

• The location of the home 

• Treatment/care of their child 

• How to relate to the child with the 

disability 

• Obtaining information 

• Equipment/assistive technology 

• School-related advice or strategies 

Most of these issues have been covered 

earlier in this manual. We mention them 

again here because they came to us in 

the form of advice and we feel they are 

important enough to be repeated. 

In looking back over their experiences 

so far, most parents said that they would be 

more assertive or pro-active if they had to 

relive the past. This general philosophy 

applied to virtually all the advice categories. 

The Home Environment 
When it came to their home environ­

ments, more than half of the parents in 

our group wished that they had handled 

their situation differently. These regrets fell 

into three related areas: 

1. When they looked back, many 

parents wished that they had moved to a 

ranch or a one-level house. Or, if they had 

moved to this type of house, they wished 

that they had done so sooner. A number 

of them felt life would have been easier if 

they had made this move when their child 

was quite young. Parents specifically 

regretted buying raised ranches and split-

levels (because of all the stairs) and old 

houses that needed a lot of work, which 

they did not have time to do. 

2. Of the parents who did not want or 

were not able to move, some wished that 

they had arranged their homes so their 

child could live on the first floor. This 

meant creating a suite for their child with 

a bedroom and adjacent full-size acces­

sible bath. If they were garden-apartment 

dwellers, parents wished that they had a 

first-floor apartment. 

3. In retrospect, parents also wished 

that they had modified their houses to 

make them more wheelchair-accessible, or 

if they had modified them, that they had 

done so sooner. 



In terms of accessibility, the parents 

strongly advised other families to: 

• Try to foresee accessibility needs. 

This will make it easier for you and 

your child. 

• Make your house accessible sooner 

rather than later. 

• Keep trying to make your house 

accessible. Sometimes it is an ongoing 

process. 

Location 
Parents also evaluated where they lived 

and offered advice to other families who 

may be moving to a different community. 

They suggested a community that has: 

• A neighborhood feel—a small town with 

a Main Street and a sense of predictability 

• Opportunities for children—a YMCA, 

playground with accessible equipment, 

clubs, employment possibilities 

• A neighborhood of ranch homes—if 

your child uses a wheelchair, he can 

visit other children nearby 

• A lot of children 

• Opportunities to form close ties to 

neighbors (for support, friendship, other 

children to play with, carpooling, 

babysitting) 

• A warm climate (so you do not have to 

battle snow and ice with a child in a 

wheelchair). If moving is not an option, 

create a protected accessible entrance to 

the house that can be used in bad 

weather. 

• A good hospital nearby 

• Good state services and information for 

children with disabilities 

Getting Treatment, Care, 
and Help for Your Child 

When parents looked back on their 

own experiences, or thought about advice 

to give to younger parents, they often 

made suggestions for obtaining the best 

treatment or help for their children. This 

advice applied to all stages of the child's 

development. Parents recommended: 

• Self-education. Talk to other parents, 

read up, be an "informed consumer," 

know your rights. 

• Competent medical care. Find doctors 

who know the disability; get disability 

specialists to perform surgeries; go 

where the good doctors are; get the 

best, not just who insurance companies 

say to use; find doctors you like and 

who make you comfortable; get multiple 

opinions. 

• Early intervention. Get all the physical, 

occupational, and speech therapy and 

other early intervention that you can. 

• Accelerated treatment. Get diagnosis 

early; use specialized medications and 

instruments sooner; get your child 

walking at as young an age as possible; 

use special exercises, braces, etc. 

• Increased therapy as your child 

grows. Have physical, occupational, 

speech, and communication therapies 

keep pace with your child's needs. 

• Specialized therapies if indicated, 

such as patterning therapy; seating 

evaluations (so the child's posture stays 

aligned); therapeutic horseback riding; 

bicycling; seizure treatment. 

• Psychosocial interventions, such as 

psychotherapy; group therapy; sibling 

education programs; peer support 

groups for children and families. 

• Assertiveness. Listen to but question 

doctors; be verbal and demanding. Don't 

settle for unsatisfactory treatments. If 

medications or equipment are not 

working, push for a change. 

• Get as much help as possible and get 

it as soon as you can—respite, or 

"another pair of hands to help"; explore 

after-school programs; try nannies and 

au pairs. 

• Flexibility and creativity. These are 

essential qualities to develop. 

Parents also gave the following advice: 

• Make sure you are registered with your 

state disability agency that provides 

services. 

• Don't be embarrassed to ask for 

financial aid. 

• Make multiple copies of your child's 

medical records and send one to each of 

his doctors. 



How You Relate to 
Or Treat Your Child 

Getting the proper treatment and 

support for your child is one of your most 

important tasks as a parent of a child with 

a disability. But how you treat or relate to 

your child is equally critical. When parents 

thought about what they might have done 

differently, or when they offered advice to 

other families, they often commented on 

this issue. Their suggestions: 

• Encourage your child to be as indepen­

dent as possible (and as soon as 

possible). 

• Push your child to be as normal as 

possible. Let him try everything (within 

reason); help him adjust to the real 

world, join clubs, and so on. 

• Treat your child like anyone else—don't 

make him feel overly disabled. He may 

just need care longer than other 

children. 

• Don't smother, coddle, or over-protect 

your child (having another child may 

help to prevent this). 

• Encourage your child to be with other 

children whenever feasible. Don't let 

him miss out on socializing. Siblings can 

provide a distinct social advantage. 

• Don't leave your child home just 

because it is easier for you. Take him 

out in the world, find out about accessi­

bility and then plan trips and outings. 

(National Parks are often quite acces­

sible.) 

• Encourage your child to do things in the 

community. 

• Keep pushing for social programs. 

• Apply to the Make-A-Wish Foundation 

before your child turns 18. (See page 

105 in the Resource Guide). 

• Keep an extra set of schoolbooks at 

home so the child does not have to 

carry them home each day. 

• Be involved and physically active with 

your child; play sports if possible. 

• Be patient and flexible (this can be 

particularly hard). 

• Handle behavioral problems (such as 

excessive crying) quickly, consistently, 

and with confidence. 

• See your child as a child, not a medical 

case. 

• Do all you can for your child, but don't 

neglect your other children or your 

spouse. 

• Understand that medical and educational 

issues can be overwhelming. Recognize 

that you cannot do it all, then learn to 

pick your battles. 

• Realize that you are only human and 

that caregiving has its limits. Take time 

for yourself. 

Obtaining Information 
A number of parents regretted that they 

were not better informed about their 

child's disability and the options that were 

available to them. Some parents, offering 

advice to other families, also emphasized 

the importance of obtaining as much 

information as possible. This "need to 

know" cut across all developmental stages 

and all disabilities. 

Parents felt that families need informa­

tion on a wide variety of issues or topics, 

such as: 

• General knowledge about the 

disability. Read Exceptional Parent (the 

magazine for families with disabilities) 

and everything else you can; learn about 

the condition; be prepared for what is 

coming in the future; get involved with 

local independent living centers and 

disability associations (cerebral palsy, 

spina bifida, multiple sclerosis, muscular 

dystrophy, etc.) from the beginning. 

• Treatment. Find out about prognosis, 

requirements (what you must do), 

options, costs. 

• Equipment and assistive technolo­

gies. Go to Abilities Expos and discover 

what is available and which products 

would work best for your child. 



• Home modifications. Talk to other 

families; consult with health care and 

building professionals; find out which 

interventions work best. (But please talk 

to an architect or rehabilitation engineer 

before you do anything, to make sure 

the planned modification will work!) 

• Legal issues. Know your rights for 

education. 

• Financial entitlements. See if you 

qualify for Supplemental Security 

Income (SSI) from the Social Security 

Administration, and other government or 

private financial assistance. (See pages 

103-105 in the Resource Guide.) 

• Other parents' experiences. Join 

support groups and group therapy; join 

"Parent to Parent"—a support organiza­

tion for parents; get ideas for justifica­

tion/request memos; learn about other 

families' experiences with specialized 

therapies, such as shunts and G tubes. 

• Support agencies. Understand their 

policies and linkages to each other. 

Equipment and Assistive 
Technologies 

In this area parents also had a wide 

range of advice and expressed some 

regrets. We found that equipment needs 

can change drastically over time and that 

parents gave more advice about equip­

ment as the child grew older. So we 

present their recommendations for 

equipment for each of the four develop­

mental stages. Of course, these are not 

meant to be complete lists of possible 

equipment. We provide them only to call 

your attention to the wide range of needs 

that may surface with your child. 

When they looked back on the infant-

toddler years, some parents wished that 

they had obtained more equipment or 

information about equipment. 

For the pre-school years, some of the 

equipment that parents wished they had 

bought included: 

• a computer 

• a gait trainer 

• "Tumble Forms" 

• special chairs 

• a bath lift 

• other seating and bathing aids 

• a jogging stroller 

During the school-age years, parents 

talked about the need for: 

• lifts for the bed and bathroom 

• a van with a lift 

• a bicycle (There are bicycles made for 

wheelchair users.) 

• an elevator with a telephone inside for 

emergencies 

• electronic equipment (television, 

microwave, etc.) with bigger controls 

that are color coded and spaced so they 

can be grasped more easily by someone 

with limited hand control 

• a float for the pool (These can be 

purchased, although one inventive father 

made a float with a boogie board and 

straps!) 

Suggestions for the teenage years 

included items that would increase 

independence, including independence in 

ADLs: 

• a computer 

• front-loading washer and dryer 

• pneumatic stander so the child could 

move from the bed to the chair by 

herself 

• safe and accessible cooking equipment 

Advice About Schools 
As we have noted, parents' experiences 

with schools, and their advice on getting 

the best education for a child with a 

disability, are topics for a separate book. 

This is a highly complex and emotionally 

charged issue. Policies vary widely by 

state, school district, and the abilities of 

the child. While we cannot hope to cover 

all the important points related to educat­

ing a child with a disability, the following 

advice from parents will provide you with 

some strategies for dealing with your 

school district or special school. 

• Check out the schools system before you 

move. 

• Make sure that all schools (including 

nursery school) are accessible. 

• Be aware of your educational rights. 

• Realize that you, as the parent, are in 

charge of the Individual Educational 

Plan (IEP). 

• Prepare in advance for the IEP meetings. 

Be firm—you do not have to sign plans 

you do not like or agree with. Bring 

along a friend or advocate for support 

and advice. 

• Don't be afraid to change schools (if 

you have that option) if the program is 

not working. 



• Make sure that the school pushes your 

child intellectually. (Just because the 

child is in a wheelchair does not mean 

that she should not be challenged to 

excel academically.) 

• Select a school where your child will be 

happy. 

• Approach mainstreaming/inclusion with 

an open, yet critical, mind. 

A few parents touched briefly on this 

last point of mainstreaming. This issue also 

deserves its own publication. While 

philosophically we are in favor of main­

stream education, we realize that it may 

not work or be the best approach for all 

children. The extent of disability is the 

primary factor to be considered. Some 

parents did touch on the pros and cons of 

mainstreamed vs. special schooling. One 

parent felt that there were no role models 

in special schools; another mentioned that 

her son felt isolated in a regular school, 

although he did learn to live in the able-

bodied world and find out "what the real 

world was like." 

Why Listening to Other 
Parents Is Important 

The advice of more experienced 

parents can be particularly beneficial. 

We live in a world where conventional 

attitudes toward disabilities are constantly 

changing. Growing advocacy movements, 

reinforced by the legal muscle of the 

Americans with Disabilities Act, place 

families with disabilities in a more forceful 

position. To put it simply, you and your 

child have more rights now than families 

had in the past. Other parents can help 

you to learn how to exercise these rights 

more effectively. 

Advances in assistive technologies have 

also opened up fresh opportunities for 

children with disabilities that were not 

available just a few years ago. Several 

parents commented that there are now 

more options, services, and equipment 

than in the past. Unfortunately, as the 

numbers of new technologies grow, it 

becomes increasingly difficult to keep 

track of them. Contact with other parents 

can help you keep pace with what is 

happening in the equipment and service 

marketplace. 

Remember, other families have paved 

the way. You do not have to fight all of 

the same battles. You should have an 

easier time than parents and children did 

in the past. But your expectations should 

be higher. You should be as well informed 

as possible about all the design, service, 

educational, legal, and technological 

options that are available to you. Talking 

to other parents, advocacy organizations, 

and health care professionals will help you 

make the most appropriate choices in all 

of these areas. 





Chapter 8 

The Children's Story 

The major thrust of this book has been 

on parents' experiences with raising a 

child with a physical disability. However, 

we realize that the parents' story is by no 

means the only one. Their children's 

insights and recommendations are just as 

important. To give us the complete picture 

of living with a disability, we also ex­

plored the children's experiences. We 

were curious to know how they felt about 

many of the same issues that we discussed 

with their parents: 

• Did things get easier or harder for them 

as they matured? 

• What aspects of their homes helped or 

hindered them? 

• How did they feel about their social 

lives? 

• What would an ideal home and neigh­

borhood be like, and were their ideas 

and recommendations different from 

those of their parents? 

• What advice would they give to other 

children with disabilities and to parents 

raising a child with a disability? 

Finally, while we deliberately did not 

investigate parents' experiences with 

school systems, we did ask the children 

about the situations in their schools. 

We want to stress that the children's 

responses are not presented as the 

definitive, or final, word on children living 

with physical disabilities. Our information 

has several limitations. First, we only 

interviewed 12 children, and while they 

had a range of disabilities, they do not 

represent the spectrum of all children with 

physical disabilities. Second, because we 

wanted the children to look back and 

comment on their younger years, we 

spoke primarily to older children. Third, 

the very fact that this information was 

obtained through interviews meant that we 

surveyed only children who had the 

communication and intellectual skills 

necessary to participate in an interview. 

Fourth, most of the children we spoke 

with had had developmental disabilities 

from birth. They were not traumatically 

disabled as a result of car accidents, head 

traumas, or spinal cord injuries. Their 

reactions could differ from those of 

children who became disabled later in 

childhood or adolescence. 

Despite these limitations, the children's 

interviews were richly rewarding. We are 

ending this manual with the children's 

words and recommendations because we 

feel their experiences and advice provide 

a capsule summary of our entire study and 

are insightful and inspiring as well. 

While we interviewed only a small 

number of children, we made the group as 

demographically diverse as possible: 

• The children ranged in age from 9 to 20 

years, with an average age of 15. 

• Eight were male and four were female. 

• Six lived in one-level houses, four in 

two-story homes, one in a split-level, 

and one in a one-level apartment. 

• Six lived in suburban neighborhoods, 

four in small towns, and two in rural 

areas. 

• Four had muscular dystrophy, four had 

cerebral palsy, three had spina bifida, 

and one had thrombocytopenia absent 

radius (TAR) syndrome. 

• Ten of the twelve used wheelchairs 

regularly. 

Here are their stories and recommenda­

tions. 



Memories of Childhood 
and Changing Needs 

Toddler to Pre-School 

The children who remembered their 

young childhood and pre-school years 

generally recalled being carried a lot by 

their parents. These memories closely 

matched the parents' recollections. Several 

children described these early years 

somewhat negatively. For example, one 

child mentioned that their apartment was 

far from the parking area and her mother 

had to carry her a long way. Two spoke of 

the numerous surgeries they had in their 

early years. Others recalled stairs they 

couldn't climb on their own and wheel­

chairs they couldn't use indoors because 

their homes were too small. 

However, the children for the most part 

did not feel that the house presented 

much difficulty at this stage of their life. 

This is consistent with their parents' 

feelings about the toddler and pre-school 

years. Things that the children enjoyed 

doing were no different from the things 

most young children like: playing with 

toys, "power wheels" with hand controls, 

and sandbox activities. 

Half the children said they remembered 

making friends during this period. And 

like most children, they met their friends 

in the neighborhood, in pre-school, and at 

church or temple. However, other children 

said they didn't have many friends during 

this time. 

When they spoke about things that 

increased their independence during these 

years, they, like their parents, mentioned 

equipment: a walker, a wheelchair, grab 

rails, and a bath seat. Home modifications 

that the children remembered included 

ramps, swimming pools, and carpeting on 

the floors so they could crawl or scoot. 

School-Age Years and Adolescence 

Again like their parents, the children 

reported greater difficulties as they grew 

and started school. More children de­

scribed their school-age years negatively 

than positively. These were the years 

when it became obvious that their homes, 

without modifications, were inaccessible 

and unacceptable. Problems with stairs 

and second-floor bathrooms were men­

tioned. Most of the children who did not 

already have wheelchairs started using 

them during this period. Half of the 

children moved from apartments or two-

story or split-level houses to one-level 

homes during this stage. The houses of the 

other half underwent major modifications. 

Parents built accessible bathrooms and/or 

installed such features as hydraulic bath 

lifts and other lifts throughout the house, a 

jacuzzi, stair glides, or an elevator. 

When asked about anything that 

increased their independence during this 

stage, children mentioned the same 

equipment and modifications that have 

already been discussed—mobility devices 

such as electric wheelchairs and three-

wheeled vehicles; bigger rooms and 

accessible bathrooms; ramps and grab 

rails; accessible outdoor walkways; wide 

halls and doors; lowered light switches 

and lever door handles. Some children 

noted that getting a computer helped them 

significantly for both educational and 

recreational purposes. 

One child went to a rehabilitation 

center where she reported: 

"They helped me figure out ways to do 

things on my own." 

Despite the many changes parents 

made to their homes at this time, inad­

equacies remained. 

One child, whose accessible entrance 

was in the garage, complained: 

"It really bothered me that I couldn't go 

out the front door with everyone else." 

Another remembered: 

"I couldn't fit my walker in the bath­

room, which meant I always needed help." 

A third child, who moved to a ranch 

house, recalled: 

"When I first saw this house, it looked 

huge without all the furniture. But now 

that we've taken up all this space with all 

our furniture and stuff, I feel closed in. 

I always need to crawl around and 

navigate my wheelchair around too 

much furniture." 



When asked if there was any equip­

ment they would have liked to have (or 

have had) that they didn't, the children's 

responses were straightforward. They were 

not the least bit frivolous, as one might 

expect from children this age. Equipment 

requests focused on shower chairs, a 

commode, dressing and grooming aids, a 

wheelchair or scooter on every floor of a 

four-story house, and a voice-activated 

computer. 

Social Life 
During these school-age and adolescent 

years the children's social lives became 

increasingly important to them. Several 

children remarked that making friends got 

easier as they became involved in school, 

temple, or church, and other group 

activities. They particularly enjoyed sports, 

such as horseback riding, swimming, 

karate, Buddy-Ball sports leagues, bowl­

ing, wheelchair racing, javelin throwing, 

and "hanging out." 

Most had a decidedly "can-do" attitude, 

as a 10th grader explained: 

"There was nothing I didn't attempt— 

I've always kept the mind set that I'll t?y it." 

Unfortunately, socializing was not 

without pitfalls. Some of these obstacles 

were environmental, others were social 

and attitudinal. 

One 11-year-old reported: 

"[Because of inaccessibility] I was never 

able to go over to other kids' houses to play 

— they always had to come to my house." 

At this stage of their lives several of the 

children described difficult social and 

emotional issues surrounding their 

disability. One was abused by other 

children in the neighborhood. Another 

recalled: 

"It was difficult. I had a lot of questions 

about why I was disabled. I felt depressed a 

lot about what I couldn't do." 

The teenagers in the study went on to 

discuss their high school years. Some 

described problems with classmates, while 

others found the kids at larger, regional 

high schools to be more accepting. 

A 15-year-old had struggled with peer 

acceptance when he was 12 and 13, but 

said: 

"I have plenty of friends now." 

Unfortunately, this was not true across 

the board. One teen remarked that while 

he had friends at school, they never called 

him at home or got together with him 

apart from school. 

Others described the difficulties in their 

social lives: 

"I didn't relate to people in high 

school—it was a challenge." 

However, the three people who now 

attend college all said their social lives had 

improved: 

"For the first time in my life, I have 

great friends who are my own age." 

The Children's Ideal Home 
The children, like their parents, were 

asked to imagine and describe an ideal 

house—what they would have if they 

could have anything they wanted. 

Although many responses involved 

accessibility, others involving technology 

were, in certain cases, somewhat whimsi­

cal. Their accessibility recommendations 

reinforce all of the features that we have 

stressed in this manual: 

General Accessibility 

• "Everything accessible" 

• One-level or an elevator and ramps 

• Large rooms 

Specific Accessible Features 

• Doors—automatic with sensors, wide, 

bi-fold, and pocket doors with some 

standard doors 

• Bathroom—a tub with a whirlpool, a 

big bathroom, walk-in showers, a grab 

bar in the shower, a big commode, a 

low or special sink 

• Kitchen—accessible kitchen, counters 

at the right level 



• Interior layout—wide hallways, a 

basement game room, walk-out base­

ment, a ramp to the basement from the 

outside, elevators, big bedrooms, a 

master bedroom and bath upstairs 

Technology and Other Amenities 

• Computer access everywhere 

• Voice-activated lights 

• Accessible water fountains 

Outdoor Spaces 

• A front porch, patio, and/or deck 

• A big yard for parties (and a dog!) 

• A level yard 

• A hot tub, trees and shrubs, accessible 

sidewalks, and a picnic table 

• A swimming pool (recommended by 

half of the children!) 

The Children's Ideal 
Neighborhood 

Like their suggestions for the ideal 

home, the children's descriptions of the 

ideal neighborhood were quite similar to 

their parents' recommendations. When 

asked to discuss their neighborhood and 

whether or not it was a good place for a 

kid with a disability, children named 

eleven features that they thought were 

good and six that made it harder for them. 

A good neighborhood offered a suburban 

or small-town location, level terrain, a low-

traffic street with sidewalks and curb-cuts, 

greenery, a park with accessible paths, 

friendly neighbors and lots of kids, and 

outside activities. 

Neighborhoods that were harder to live 

in had mean kids, no sidewalks—this 

meant traveling along the shoulder of a 

busy road in a wheelchair, which could be 

quite dangerous—no curb-cuts, a "middle 

of nowhere" location, hilly terrain, and 

inaccessible houses with steps. 

Reactions to the 
School Environment 

The children were also asked about 

their schools and how accessible they 

were. One of the children currently 

attended a special school for children with 

physical disabilities, and two others had 

attended such a school in the past. These 

children enjoyed these non-mainstreamed 

environments and, predictably, rated them 

as very accessible. 

One child who had attended a special 

school and was then mainstreamed 

compared the two: 

"I loved the special school—that school 

was fun. I could get everywhere on my 

own. In gym the teachers would make sure 

everyone got involved. They would lift me 

up to shoot baskets and let me swing on 

ropes. Now [in mainstreamed classroom] in 

gym they don't even try to let me do 

anything. They just want me to sit there on 

the side and watch and then they give me 

an "A." I wish the teachers would try 

harder and give me a chance—especially 

in gym. And now I have an aide. I really 

need the aide sometimes, but not all the 

time and this aide is always there. I wish 

she'd go away sometimes. It would be better 

if kids could pick their own aides instead of 

the school district doing it." 

Children rated their mainstreamed 

schools generally as "fairly high" on an 

accessibility scale. However, their descrip­

tions somewhat belied these ratings. 

Children described "bumping" down the 

stairs in a wheelchair during fire drills; 

narrow hallways and doors; no power-

opening doors; the lack of an adaptive 

gym or an accessible auditorium; wheeling 

long distances in crowded hallways in a 

sprawling school; small bathroom stalls; 

inaccessible sinks and water fountains; and 

second floors they couldn't get to. 

One teenager summarized the poor 

level of accessibility in his school: 

"I couldn't even get a drink of water for 

myself—the aide had to get it for me." 

Other children remembered: 

"The wheelchair lift was always broken, 

and the elevator also broke down a lot." 

"My parents had to force the school to 

comply with the law. Because of me they 

now have a ramp." 



Overall, schools did not receive 

glowing grades on their accessibility report 

cards. The children evaluated them and 

found many deficiencies. (We should 

caution the reader that school accessibility 

will vary widely from state to state and 

region to region. All of these children 

were from New Jersey.) 

Comparing the Two 
Perspectives 

When we compared the children's 

responses with those of their parents, 

there were no major discrepancies. 

Parents, of course, remembered the child's 

infancy and young childhood. The 

children's memories of these early years 

relied primarily on what they had been 

told, and were vague at best. And through­

out the interviews, while some parents 

gave detailed descriptions of the problems 

the child faced, children tended to 

minimize these same problems. However, 

there was one thing they did not mini­

mize: problems with peer relationships. 

Parents sometimes noted their child's 

difficulty in making friends or visiting 

playmates who lived in inaccessible 

houses. The children, on the other hand, 

were more inclined to discuss their 

struggles with peers and their problems 

maintaining close friendships. This was 

particularly true for the teenage years. To a 

certain extent, this is something every 

child has to deal with on his or her own. 

However, parents need to be aware of the 

devastating effects that insensitive children 

and isolation at school can have on their 

children. They should be vigilant and 

make whatever changes are possible to 

minimize the negative behaviors of other 

children. 

The Children's Advice 
The most poignant part of the inter­

views came at the conclusion when the 

children were asked: 1) what advice they 

would give to other kids who were 

growing up with a physical disability; 2) 

what suggestions they had for parents who 

were raising a child with a disability. 

The children's advice to other children 

reflected their unwavering determination 

and general optimism: 

• "Just be positive." 

• "Anything is possible if you put your 

mind to it." 

• "Get involved in school and anything 

you can." 

• "Be thankful for what you can do. If kids 

ignore you, ignore them. Don't let it 

upset you — they don't know what 

they're missing." 

• "Try to make friends with other kids." 

• "Try to be as independent as you can. 

Have as many friends as possible, 

including pen pals." 

The children's advice to parents was 

somewhat more pragmatic. The subjects 

ranged from independence, the physical 

environment, equipment, and accessibility, 

to maintaining a positive attitude despite 

the hardships that may lie ahead: 

• "Treat them like a normal kid and let 

them do normal things, like go out with 

friends. Some parents are too nervous 

and over-protective—they should loosen 

up. Never say, 'You can't do that.' 

Encourage them to try whatever they 

want to. Make the kid's life as normal as 

possible." 

• "Don't be scared your kid will get hurt. 

Let them try things— let the kids make 

decisions." 

• "Encourage kids to do exercise." 

• "Buy a wheelchair-accessible house." 

• "Make sure school trips are accessible." 

• "Get the equipment that you need— 

don't say, 'Use this temporarily.'" 

• "It's hard to watch your kids struggle, but 

try not to feel too bad about it. Know 

your kid's needs and work from there." 

• "Treat them just like other kids." 

• "Be happy that your kids are here." 



Closing Comments 

These were our initial goals for 

A House for All Children: 

• To sensitize families to the important 

role played by the physical environment 

of the home in raising a child with a 

physical disability. 

• To illustrate how a family's needs will 

change over time as the child with the 

disability grows up and how the home 

environment must adapt accordingly. 

• To provide guidelines for creating the 

proper level of physical, social and 

emotional supports in the home. 

We hope that we have met these goals 

and that you have found information here 

that is helpful to you and your family. We 

now want to close this manual with a few 

final words about home design. Of course, 

making modifications to create a barrier-

free home and buying specialized equip­

ment and assistive technologies can be 

costly. But, if you have (or can obtain) the 

resources to modify your home, it is well 

worth the investment of time and money. 

Your child will function better and the 

physical and emotional demands placed 

on you will be reduced. 

We would be naive to assume that 

money is not an important issue in most 

households. But it is worth thinking about 

the cost of barrier-free design in terms of 

its broader benefits—or what is now 

known as universal design. The basic 

principle of universal design in housing is 

that many of the barrier-free features 

needed for children with disabilities also 

help the entire family. Such basics as no-

step entrances make it easier to roll a baby 

stroller or tricycle into the house, as well 

as a wheelchair. Wider doorways allow a 

wheelchair to move around the house. 

They also make it easier to carry in 

packages and move furniture. 

Lever handles are easier for someone in 

a wheelchair to use and are helpful for 

children and anyone with arthritis or a grip 

problem. Walk-in showers are safer for 

everyone in the family and will allow 

parents to "age in place" as they grow 

older. Adding a piece of furniture, like a 

chair or a bookcase, to the large bathroom 

necessary for a wheelchair can make it 

look quite elegant. Everyone finds rocker-

style light switches and C-shape cabinet 

and drawer pulls easy to use, especially if 

they are carrying or holding something, 

and higher electrical outlets are much 

easier to reach than low ones. The lower 

kitchen countertops with knee openings 

that let a child sit in a wheelchair and 

work at the counter are just as convenient 

for someone who likes to sit down while 

preparing vegetables. 

These are just a few examples of 

universal design in action. So when you 

consider the costs of adaptive modifica­

tions, try to view these expenses more 

broadly. Many of these designs or adapta­

tions will be helpful not just for your child 

with a disability but to everyone in your 

family—and especially to you as you 

get older. 

In closing, we want to wish you well in 

raising a child with a disability. We hope 

that our work with other families, which 

led to this book, will help you in this 

challenging and rewarding task. 
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recreation, 5, 80, 92 
reflux, 8 
remote control door openers, 28, 93 
research methodology, 2-4, 91 
respite care, 8, 11, 82, 83, 86 
respiratory problems, 73 
restrooms, public, 83 

s 
safety, 2, 5, 69 
school, 69, 77-78, 81, 82, 88, 89, 91, 

94, 95, 96 
accessibility issues, 9, 11, 88, 94, 95 
aides, 94 
mainstreaming/inclusion, 11, 81, 83, 

88-89, 94 
school buses, 21-22 
special schools, 82, 83, 89, 94 
starting, 9 
transportation, 9, 77, 83 

seating, see positioning 
seizures, 8, 9, 86 
self-esteem, 2, 80 
sexuality issues, 11 
shunts, 87, 88 
siblings, 9, 82, 84, 86, 87 
sidewalks, 22, 94 
skylights, 72 
sleep apnea, 8 
spasms, 24, 32 
Special Olympics, 75, 83 
speech therapy, 8, 80, 81, 86 
social life; socialization; socializing, social 

supports, 2, 6, 9, 11-12, 74-75, 77, 
79-84, 87, 88, 91-95 

sports, 75, 80, 81, 82, 83, 87, 93, 94 
stages of development, see developmental 
stages 
stairs, 92 

exterior, 26 
interior, 3, 38 
lifts, 38, 88 
stair climbers, 88 

standers, 8, 9 
State disability agencies, 86, 102, 103 
storage space, 6, 73 
strollers, 8, 89 
study sample, 2-6, 91 
support agencies, 86, 88 

support groups, 88 
surgeries, 9, 92 
swimming pools, 6, 10, 65, 67, 73, 92, 94 

T 
technology, 80, 88, 89, 94 
telephone, 80, 87 
therapy (also see various types), 86 
therapy room, 72 
thermostat, 73 
toddler stage, 60, 92 
toileting, 9, 11, 39, 59, 81, 83 
town, see neighborhood and community 

trade shows, 81, 87 
transferring, 9, 13, 40-41, 72, 80, 86 

trapeze, 80 
transportation (also see vans), 11, 17-23, 

107 
school, 86-87 

treatment, 86-87 

V 
vacations, 80, 82, 87, 107 
vans, 9, 10, 17-20, 88 

conversion vans, 18-20, 73 
lifts for vans, 10, 17-20, 73, 88 

variances (zoning), 16 
ventilation, 73 

w 
walkers, 92 
walkways, 21-23 
water fountains, 94 

wheelchairs, 9, 10, 11, 13, 74-75, 85, 92 
damage control, 37, 71 
power, 24 
transfers, 9, 40-43, 72, 86 
turning radius, 32, 33, 35, 40, 41 

whirlpools, 41, 67, 73, 93 
windows, 72, 79 
workstations, 10, 13, 80 

Y 
yard, 65, 94 

z 
zoning approval, 16 






