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ABSTRACT 

It is apparent from the literature that many experts 

support the need for parent education and counseling regard

ing the emotional development of handicapped children. Be

cause of the heavy demands on physicians' time it is uncertain 

how much needed information reaches the parents. The purpose 

of the study was to develop a handbook for parents of chil

dren with arthritis in order to teach the necessary skills 

to encourage healthy emotional growth and to offer recom

mendations for dealing with the problems of daily living. 

A handbook was developed using the Adlerian Model 

as the primary source for child guidance principles. The 

general concepts of child guidance were translated int.o 

specific activities of daily living. Case examples were 

used to illustrate the concepts presented. After completion 

of the handbook, it was judged for accuracy and value by a 

panel of experts including: pediatric rheumatologist; 

physical therapist; family counseling consultant; child de

velopment specialist; and the executive director of an Ar

thritis Foundation chapter. Minor revisions were made at 

this time before submitting the book to 15 parents and 15 

physicians for formal evaluation. 
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The majority of the evaluators, both parents and 

physicians, judged the handbook to be very adequate in 

covering the subject of emotional development of children 

with Juvenile Rheumatoid Arthritis, to be clear and easy to 

understand, to have an appropriate number of examples, to 

have covered the right number of topics and to be written at 

an appropriate language level. All of the evaluators indi

cated that they would recommend the book for use by parents 

of children with arthritis. All felt that families could 

use the information given without further counseling help if 

none was available. All of the parent evaluators were sat

isfied with the length of the book while the majority of 

physicians believed it to be too long. Both groups of 

evaluators expressed a need for assistance with emotional 

problems, with their own children or with their child pa

tients . 

The conclusion was reached that the handbook was 

useful and practical and a needed adjunct to the existing 

arthritis literature. 

A number of ideas were presented for future research 

and additional literature in the area of the emotional as

pects of chronic illness. 



CHAPTER I 

INTRODUCTION 

There is general agreement today about the type of 

young adult we want all children to become. Nearly everyone 

ideally desires that this adult be: independent, responsi

ble , cooperative, considerate, self-confident, respectful of 

the rights of others, concerned for mankind and capable of 

making good decisions for his/her life. The "hows" of 

creating this ideal being are another matter. Parents are 

bombarded with advice from family, friends, doctors, maga

zines and books. Some of this advice is conflicting. All 

in all, it seems we have less adequate preparation to be 

parents than for any of life's important tasks even though 

finding agreement concerning the importance of child-rearing 

is not at all a problem. Bryant (1971) says, "Daily we see 

proof that the mere fact of parenthood does not automati

cally endow men and women with the knowledge and understand

ing mothers and fathers need" (p. 327). Where and when can 

parents receive adequate help? 

There are many thousands of children in our country 

who have the problem of a physical handicap in addition to 

the common problems that confused parenting impose on all 

youngsters. For these children the growing up process 

1 
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becomes even more complex. They may have some very real 

physical limitations besides being the object of undue sym

pathy and over-protection. 

Juvenile Rheumatoid Arthritis, (JRA) is an example 

of a physically handicapping condition in children. Chil

dren in this instance refers to an age range from infancy to 

early adulthood. JRA is a serious, often painful and crip

pling disease. Yet, it is rarely fatal and most children 

stricken with JRA will grow up to be adults and will have 

the same need for the agreed upon desirable adult traits as 

a person without a physical handicap. 

Findings of Kvaraceus and Hayes (1969) and Wilson 

(1971) clearly indicate that parents of handicapped children 

usually have a problem in creating a healthy emotional at

mosphere within the family because the child's handicap acts 

as a disruptive factor in the normal parent-child relation

ship. The handicapped child commands a great deal of mater

nal attention. The resulting impulse to over extend love 

and help creates a hazard to normal growth and development 

that most children without a chronic health problem do not 

experience. Even when parents are given the advice that 

their handicapped children should lead as normal a life as 

possible, these parents do not always know how to translate 

this concept into a routine of daily living. 
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A need exists for a means of communicating to these 

parents some basic guidelines for healthy emotional growth, 

including specific examples that are appropriate to children 

with JRA. 

Purpose of the Dissertation 

The purpose of this dissertation is to develop a 

practical handbook for the parents or other adults who may 

have influence in the life of a child with Juvenile Rheuma

toid Arthritis in order for the child to make the best pos

sible adjustment to the adult world in spite of a chronic 

health problem. The handbook is written to describe an ef

fective approach to handling a handicapped child with JRA in 

order for the child to become, as an adult, as independent, 

responsible and self-confident as possible. The primary 

goals of this book are to help adults understand the handi

capped child and the role they play in influencing this 

child's attitude about the world; to teach the skills to 

create a family atmosphere conducive to healthy emotional 

growth; to offer recommendations for dealing with the prob

lems of daily living. 

A handbook is short, concise, inexpensive and readily 

available to each family who has a child being treated in an 

arthritis clinic. The information included in the book is 

designed to deal specifically with the needs of a family 

with a child who has JRA, and presented in language fitting 
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this specific health problem rather than dealing with the 
i 

general topic of handicapped children. 

Review of Supporting Literature 

Advances in the medical care of children are ena

bling increasing numbers of children with severe handicaps 

to survive. This means that they enter the incident filled 

years of infancy, face the challenges of schooling and the 

problems of adolescence, and reach the cares and responsi

bilities of adult life (Holdaway, 1972). 

Importance of the Family 

Psychologists universally agree that a child's 

early environment plays a large part in his/her development. 

According to Shellhase and Shellhase (1972), "The experience 

of the family is the earliest and most basic of primary 

group experiences that man can have. Experiences within 

that group have much to do with the developing capability 

of its youngest members" (p. SHH). In a book written more 

than HO years ago, Adler (1931) expresses the opinion that 

it is within the family group that a child forms concepts of 

himself/herself as a person and has the opportunity to begin 

to learn the essential skills for becoming an independent, 

responsible member of larger societies. Downey and Low 

(197H) stress that the care of the handicapped child must 

deal with the whole family complex and involves recognition 

of the importance of family interactions that can add to or 
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detract from the rehabilitation. If we are willing to ac

cept the premise that the child's experience in the family 

setting plays a major role in his/her development, then we 

are indeed placing a large responsibility on the parents. 

Unfortunately, all families do not provide ideal 

atmospheres for growth. Parent's anxiety easily communi

cates itself to the child, either as over solicitousness or 

as rejection, often associated with a compensatory over-

protection (Rendle-Short 1969). Bryant (1971) finds three 

frequently observed parent-child relationships. He lists 

(1) parents who accept their children and their handicaps, 

(2) parents who reject their children and their handicaps, 

and (3) parents who compensate for their reactions to their 

children and their handicaps. Nothing enhances a handi

capped child's prognosis more than having parents who have 

accepted both the child and the child's defect. By con

trast, rejected handicapped children, in addition to their 

problems in adjusting to themselves and their disability, 

may also have to contend with disturbed family relationships 

and emotional insecurity, less encouragement and more crit

icism. Parents who are compensating for socially unaccept

able feelings about their child tend to be rigid and over-

protective. Some people may feel that this protection is 

beneficial but Bryant (1971) feels that this over-protection 

makes the child feel insecure and will lead eventually to 
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social maladjustment because the over-protected child is 

likely to be submissive, anxious and lack self reliance. 

Compensating parents will attempt to remove their rejecting 

attitudes and replace them with the attitudes of acceptance. 

The resulting attitudes often mirror both acceptance and 

rejection and result in behavior that is harmful to the 

child's emotional stability. These combinations are illus

trated in Table 1. 

Table 1. Attitude Combinations (Bryant, 1971, p. 328) 

ACCEPTANCE REJECTION COMPENSATION 

Love + Indifference = Possessiveness 

Empathy + Selfishness = Sympathy 

Forgiveness + Fault Finding = Over-permissiveness 

Gentleness + Cruelty = Smothering 

Caution + Carelessness = Suspician 

Activity + Apathy = Over-activity 

According to Yancy (197 2) "Many families respond to 

illness by developing a tendency to over -protection, or to 

permissiveness, or even to resentment based on guilt or 

fear. Any of these reaction patterns can damage the normal 

developmental progression. The result may be a pathologically 



dependent yet controlling personality which is accentuated 

and perpetuated in a vicious cycle" (p. 66). Table 2 illus

trates this cycle. 

Table 2. Demonstrating How a Child's Dependency Can 
Become Cyclic (Yancy, 1972, p. 66) 

Over protective, over permissive maternal attitude 

\ 
Dependent, demanding child 

I 
Maternal Resentment and Hostility (repressed) 

I 
Periodic outbursts of disproportionate anger 

I 
Maternal guilt 

! 

Kanner (1960) also divides possible parental atti

tudes into three areas: healthy, unhealthy though remedial 

or outright malignant. Another type of family atmosphere, 

• authoritarian parents, seems to create difficulty. Accord

ing to a study by Tuttman (1955), children of authoritarian 

parents have more difficulty in accepting their handicaps. 

Over-protection continues to be the theme in the 

literature concerning handicapped children. Poznanski 

(197 3) sees this particular stance by parents as a stubborn 

barrier to the physical and emotional rehabilitation of such 
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children. He coined the word "PARENTECTOMY" to describe 

separating a child from the family by hospitalization to 

achieve a new level of motor functioning. Poznanski also 

believes that parental over-protection seems to correlate 

with the frequent observation that handicapped children are 

excessively passive and immature. 

Over-protection, over-indulgence and permissiveness 

are a cluster of parental actions often called "spoiling". 

Boone and Hartman (1972) prefer to use the term "Benevolent 

Over-Reaction", (BOR). "These are seemingly loving or be

nevolent over-reactions which are not likely to be inter

preted by anyone (other than knowledgeable professionals) as 

self-serving. These BOR's frequently evoke in the child a 

responsive emotional disturbance, manifested principally by 

a lack of self-esteem, initiative and self-control" (p. 268). 

Psychology of Chronic Illness 

Chronic illnesses have their own peculiar psycho

logical implications. Stubblefield (1974-) remarks that in 

general, chronic illness has a negative effect on the child's 

self-esteem and personal self-image. Arthritis frequently 

affects a child's physical appearance and any bodily devia-' 

tion is seen as affecting a child's world relations by means 

of the following facto:.-.":: (1) absence of freedom, (2) 

constant dependence, and (3) attitude of acceptance or non-

acceptance (Nels, 1970). McAnarney, Pless, Satterwhite and 
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Friedman (197!4) indicate that children with arthritis have 

more psychological problems than a control group of healthy 

children. 

Holdaway (197 2) describes a frequently seen reaction 

pattern in the parents of a handicapped child. When they 

receive the news that their child has a chronic illness and 

may face an incurable handicap, they exhibit a mourning re

action akin to that seen following the loss of a loved one. 

There is an initial stage of shock and denial, followed by 

a phase of anger and disorganization, self-accusation and 

questioning of the future. Many parents never reach the 

third stage of acceptance, a willingness to take the child 

as he/she is and to strive with him/her to reach his/her 

fullest potential. Common among mothers is a feeling of 

guilt and responsibility for having in some way brought 

about the child's illness, i.e., through neglect, being too 

demanding, etc. (Cleveland, Reitman, and Brewer 1965). 

Kaplan (1971) suggests that it is possible for counselors to 

help mothers of exceptional children face the severe reality 

demands they experience as internal turmoil, marked by anger 

and guilt and self-depreciation. 

Important to the total care of the child with JRA is 

the opinion by Pless, Roghmann and Haggerty (1972) that psy

chological and social reactions determine the level of 

functioning as much as do physical limitations themselves. 
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Mattsson (197 2) goes a step farther by stating that psycho

social problems of the handicapped child can lead to dis

ability far more serious than the direct effects of the 

physical ailment. Bentovim (1972a) feels certain that satis

factory emotional development of the handicapped child de

pends more on the way in which parents and family relate to 

the child than to the extent of the handicap itself. 

Another matter of psychological importance is the 

"use" of illness. Because people who are ill are sometimes 

granted special exemptions in our society, there is a temp

tation to "use" a handicap to gain special favors. Beecher 

and Beecher (1967, 1971) suggest looking closely at symptoms 

to know when they are genuinely physical and when they con

stitute an evasion. 

Problems of Pity 

In contrast to "normal" children, the handicapped 

youngster must run the perpetual risks that sentimental pity 

will contaminate love, that excessive help will limit free

dom to act, and that carefully nurtured dependency will 

regress the child and reinforce an infantilized status 

(Kvaraceus and Hayes, 1969). Kolb (1974-) believes that sym

pathy is the real handicap of physically impaired people and 

that is further undermines the concept of a disabled indi

vidual as productive and responsible. 
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Dreikurs and Soltz (196H) place considerable em

phasis on the problem of pity. They recognize that a handi

capped child can easily become an object of pity, that it is 

almost beyond human nature not to feel sorry for such chil

dren. They believe that pity can only add to the handicap. 

This position is further clarified by their statement. 

Pity is damaging even when justifiable and understand
able. Children are extremely sensitive to adult at
titudes even if they are not openly expressed. There
fore, if we pity a child, he thinks he has the right 
to pity himself. Instead of facing his predicament 
and doing what can be done, he relies more and more on 
the pity of others, waiting for them to console him, 
and in the process he loses more and more of his 
courage and willingness to accept what is. Such an 
attitude can prevail throughout life. He can become 
convinced that the world owes him something in recom
pense for what he misses. Instead of doing what he 
can, he counts on what others will do for him (pp. 
236-237) . 

As Normal as Possible 

Important to the management of the child with JRA 

is the conviction that handicapped children are children 

like all others and only secondarily are they impaired indi

viduals (Tarjan 1969). 

Many authors writing about the handicapped child, 

(Yancy 1972; Downey and Low 197 4; Pinkerton 197 0; and 

Mattsson 197 2) stress the importance of a life as normal as 

possible within the limitations of the specific disability. 

Barsch (1968) emphasizes that the handicapped child, like 

the normal child, needs to strive for independence—as much 



independence as "the child is capable of achieving. Beecher 

and Beecher (1967) strongly urge parents to not do anything 

for any child if the child is old enough and capable enough 

to do it without help. If parents are to be successful in 

the challenge of raising a child with a chronic illness, 

they will enforce only necessary and realistic restrictions 

on the child. 

Some important basic areas are suggested by Mattsson 

(1972). He lists encouraging self care, promoting reason

able physical activities with peers and regular school at

tendance. The importance of school attendance was reinforced 

in a study by Rosenshein (1971). He found that homebound 

instruction is very detrimental to the personality, social 

maturity, total growth and total richness of children. In 

view of these results, it was suggested that all physically 

handicapped children should benefit from an on going school 

attending program, whenever possible. 

Competence-Encouragement-Expectations 

There are a trio of concepts in child-rearing that 

are inter-related and have far reaching effect. Competence, 

encouragement and expectations form the background for de

velopment of a strong self-concept. 

The concept of competence is described briefly by 

White (1959) as the organism's capacity to interact effec

tively with its environment. 
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Han as a species has developed a tremendous power 
of bringing the environment into his service, and 
each individual member of the species must attain 
what is really quite an impressive level of compe
tence if he is to take part in the life around him 
(p. 324). 

White (1971) also states that one's level of self-esteem is 

based on the experience that one can make desired things 

happen. "It is nice to have other people love you, but even 

more pertinent to self-esteem is to have them respect your 

capacities" (p. 273). Coley (1972) expresses the belief 

that through experiencing feelings of competence—the cour

age for independence may be found. Adler (19 31) wrote of 

the need for human begins to contribute to the whole--to 

society—to the world. 

Encouragement can be defined in many ways. In deal

ing with handicapped children, encouragement can be defined 

as the ability to accept the child as worthwhile, regardless 

of any deficiency, and to assist in the development of the 

child's capacities and potentialities. For some reason, our 

culture seems to teach us that if we tell a person often 

enough what is not being done well or right or perfect, the 

person will surely try harder and do better. According to 

Gordon (1970), the opposite is more nearly true. "It is one 

of those simple but beautiful paradoxes of life: when a 

person feels that he is truly accepted by another, as he is, 

then he is freed to move from there and to begin to think 

about how he wants to change, how he wants to grow, how he 
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can become different, how he might become more of what he is 

capable of being" (p. 31). Patterson (1971) points out that 

all emotional or personality disturbances have a common 

characteristic: a loss of self-esteem. 

Dreikurs and Soltz (1964) emphasize that all chil

dren begin life as completely helpless infants and that the 

period of growing up is filled with disheartening experi

ences. Therefore, the child needs deliberate, and steady 

encouragement to develop self-confidence, strength, social 

interest, self-reliance and any skill and ability to meet 

life adequately. Courage is the pre-requisite for success

ful living—discouragement and a sense of inferiority to 

maladjustment and failure. A child can quite easily lose 

faith in its power and ability. Kingsley and Garry (1957) 

also discuss the seriousness of failure. 

Failure is a fertile source of a number of unwhole
some attitudes. Among these are to be found defen
sive attitudes; the tendency to withdraw from social 
life and to avoid difficult tasks; feelings of in
feriority, discouragement, hopelessness; the convic
tion that there is no use in trying; and sometimes a 
smartness manifesting itself in annoying compensa
tory behavior (p. 486). 

Encouragement can come in the form of helping your 

child to develop new interests, according to Calabro and 

Wykert (1971). Having JRA does not have to mean the end of 

a normal life even though a child is no longer able to par

take in activities once enjoyed. More passive games, 
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reading and music are activities that can be handled well by 

a youngster with JRA. 

Another important component of encouragement is the 

use of developed verbal skills. Ayrault (19 64) discusses 

the differences words can make. "You can do it" can open 

new doors for the child, but "You must do it" can shut them. 

"I'll bet you are pleased with what you're doing" can lift 

your child's spirits, and "You can't, I'll do it for you" 

can destroy the will to try. Even though verbal skills are 

important, encouragement does not have to come in the form 

of words. Sometimes a smile or a pat on the back alone can 

signify that you know the child is there and that you care. 

The third part of this trio of concepts is expecta

tion. Expectations of a specific behavior goes a long way 

toward producing that behavior, according to Dreikurs and 

Soltz (1964). Calabro and Wykert (1971) makes the statement, 

"All children need to know their parents have positive ex

pectations of them as much as they need to know they are 

loved and supported" (p. 50). 

Frequently an important step for parents is to give 

up their original goals for their children if a physical 

handicap develops. Yancy (197 2) suggests that parents 

should substitute expectations that are realistic and com

patible with the child's limitations. He feels there needs 

to be a balance between limitations and potential and a 
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careful appraisal of the child's needs, but with emphasis on 

maximum achievement. "It is a difficult task to reconcile 

the opposite aspects of protection and helping towards 

growth; and if one is overdone, the other suffers" (p. 65). 

Maddison and Raphael (1971) also stresses that proper man

agement of chronic illness in children must include a mature 

acceptance of the child's real strengths and realistic limi

tations . 

Limitations Expressed by the 
Medical Profession 

In the medical literature, written primarily by 

physicians, there seems to be a growing awareness of the 

emotional side of illness and also an awareness that physi

cians are not always well prepared to deal with emotional 

problems. The skill to assess the emotional resources of 

the child and the family and to plan for treatment should be 

part of the total process. Lowit (197 3) observes that this 

skill is infrequently found, at present, in the medical pro

fession. In his opinion, where the skills are present, it 

depends more upon the personalities of individuals than on 

available training. Pless (1971) feels that a part of the 

problem can be attributed to the confusion inherent in try

ing to provide comprehensive care of the chronically ill 

child in a health care system which is organized primarily 

toward episodic care. Green (1969) believes that because 
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of medical skill training, many physicians are much more 

likely to record their awareness of complaints related to a 

body system or function than to emotional or behavioral 

problems. Yet, historically, most parents have looked to 

their family doctor for help with this type of problem. 

Another concern of physicians is expressed by 

Denhoff (1971). Doctors do not always understand how it 

feels to be the parents of a handicapped child and are fre

quently unable to help parents with practical day by day 

advice concerning their child. Parents may very well become 

confused about where to seek such help with these practical 

problems. 

Current literature stresses the importance of the 

parental role with a handicapped child, however, many physi

cians do not take the time to involve the parents as part of 

the health care team. Lindeman (1971) stated, "I am con

vinced that cooperative loving parents can' do more than any 

doctor to make a child's treatment as effective as possible" 

(p. 19). MacKeith (1973) believes that parents can be 

greatly helped if they are shown how they themselves can be 

helping their child every day toward achieving his/her full 

potential. Calabro (1970) adds that he is convinced that 

parents who work easily and well with their children are 

really equal partners with the doctor. The ideal of parent 

involvement is prevalent in the literature but no evidence 

was found that it is actually practiced. 
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Pless (1971) emphasizes that many pediatricians, due 

to lack of both training and time, feel they are less effec

tive as health educators than they would like to be. 

What Can be Done 

This literature search revealed some practical sug

gestions to parents—some already touched on in this sec

tion. 

Wide support is found (Bryant 1971; Boone and Hart-

man 1972; Kaplan 1971) for counseling of parents with handi

capped children. It is suggested that improved family re

lationships will result in better emotional adjustment for 

both parent and child. Group counseling for parents to 

educate and give support is recommended by Bentovim (1972b). 

Calvert (1971) stresses the importance of involving the 

entire family, not just the parents, in working with the 

handicapped child. Calabro and Wykert (1971) advises par

ents to be optomistic, to relax and help the child to relax. 

They also suggest that if there are any difficulties with 

school adjustment it may be beneficial for parents to visit 

the school and discuss the nature of the child's disability 

with the teacher and other school personnel. 

Pless (1971) suggests that in all chronic illnesses 

written materials can be an important adjunct to verbal ex

planations given by physicians. This suggestion lends sup

port to the purpose of this dissertation, the preparation 
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of a handbook for parents of children with Juvenile Rheuma

toid Arthritis. 

Analysis of the Literature 

It is apparent from the literature search that many 

experts support the need for parent education and counseling 

regarding the emotional development of handicapped children. 

However, these opinions are written primarily in medical 

journals aimed at the practicing physician. It is uncertain 

whether or not this information ever reaches the needed 

recipients—the parents of the physically handicapped child. 

Even if it does, there seems to be a lack of practical ap

plication of these principles in the literature. Because of 

the heavy demands on a physician's time to deal with medical 

problems, the psycho-social concerns are frequently ignored 

even when there is an awareness of the need. 

There seems to be a strong rationale for the 

physician/counselor team approach for taking care of the 

total human being. Until the time when such a team approach 

is widely used, it seems appropriate to create written in

formation for parents to give them some practical workable 

guidelines for their daily existence with their handicapped 

children. Literature of this type for parents can provide a 

means for acquiring the skills needed to allow their chil

dren as normal an emotional development as possible. 



CHAPTER II 

METHODS AND PROCEDURES 

A handbook (Appendix A) was developed for parents of 

children with Juvenile Rheumatoid Arthritis. The emphasis 

was on optimal emotional growth and development. The Ad-

lerian Model was selected as the primary source of the 

principles of child guidance described in the handbook. 

Theoretical Assumptions of the Adlerian Model 

Much of the literature indicates that the earliest 

basic patterns of social behavior are learned within the 

family unit (Adler 1931; Dreikurs 1968). These authors also 

stress the fact that behavioral problems are generated when 

that socialization process is defective. 

The principles on which the Adlerian Model is based 

are crystallized by Dreikurs (1968): 

. . . based on the philosophy of democracy with its 
implied principle of human equality, and on the 
socio-teleological approach of the psychology of 
Alfred Adler. In this frame of reference, man is 
recognized as a social being, his actions purposive 
and directed toward a goal, his personality as a 
unique and indivisible entity (p. x). 

Christensen (1969) explains the educational aspects of the 

Adlerian Model when he writes: 

The model alluded to here is essentially an educa
tional one, which makes the assumption that the lack 
of knowledge, information, or experience, is the 

20 
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basis of maladaptive behavior rather than illness. 
The assumption is made that people, if provided new 
or pertinent information, are capable of applying 
the new information to their situation, making the 
corrections necessary to bring about change (p. 12). 

Dinkmeyer (1968) recognizes parental responsibility when he 

states that: 

The family affects the child's feelings about per
sonal adequacy and provides the first models for his 
behavior. Parents are the first teachers: the child 
learns not only from what they say but from observing 
their behavior (p. 342). 

The basic principles of child guidance reflected in 

the Adlerian Model are further explained by Dreikurs (1948) 

when he states that childhood illness can lead to a loss of 

social interest and possible future neurotic behavior if the 

anxiety and care of the adults in the child's life allow 

him/her to find significance by poor health alone—without 

making a contribution to his/her world. "A child who ex

periences his reciprocal importance to the family grows 

mighty, while other children are gifted into insignificance 

or carefully cared for into a sense of worthlessness" 

(Kempler, 197 4, p. 64). 

Each person's lifestyle is formed as a very young 

child by the interactions with parents, other significant 

adults and siblings. Lifestyle is a set of attitudes and 

convictions each person has about himself/herself, other 

people and the world (Allen 1971). Birth order strongly 

effects lifestyle (Dreikurs and Soltz 1964). 
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Expectations and encouragement are stressed in the 

Adlerian Model. The expectations adults have for a child 

are influential in producing the anticipated behavior 

(Dreikurs and Soltz 1964; Calabro and Wykert 1971). A 

handicapped child needs realistic expectations in order to 

grow and not feel discouraged (Yancy 1972). Encouragement 

is the primary stimulus toward growth and positive self-

concept. Discouragement is the basis for low self-concept 

and misbehavior (Dreikurs and Soltz 1964; Gordon 197 0; 

Patterson 1971). Tarjan (1969) concludes that the handi

capped child is basically no different from any other child 

in his/her growth needs. 

Handbook Development 

These general concepts of child guidance were trans

lated into specific activities of daily living. Case ex

amples were used to illustrate the concepts presented. 

These case examples were collected over a two year period 

from the Arthritis Foundation Childrens Clinic in Tucson, 

Arizona. Names ware changed"to protect the identity of the 

children and their parents. 

For the purpose of the dissertation, the handbook 

includes references in the body of the text in addition to 

a list of selected references appropriate for parents to 

pursue for further reading. In the completed handbook ready 



for publication, the internal references will be omitted. 

Instead the handbook will include only the suggested addi

tional readings at the end of the book. 

The following outline of sections and their sub

headings were selected for inclusion in the handbook. 

Introduction 

JRA—What is it? 

Brief Description of JRA 

Importance of On-going Medical Care 

Involving Children in Their Own Disease Process 

A Child's View of the World 

Lifestyle 

Family Constellation 

Modeling Values 

Decision Making Skills 

As Normal as Possible 

Pity Can be Crippling 

Expectations 

Attitudes 

Chores and Responsibilities 

Allow Children to Do Things for Themselves 

School Adjustment 

Positive Expectations 

School Attendance 

Teacher Conferences 



Encouragement 

The Process of Encouragement 

How You Can be Discouraging 

Specific Ways to be Encouraging 

Discipline 

If Your Handicapped Child Requires Dicipline 

What Children Learn From Punishment 

How Can Parents Influence? 

Natural and Logical Consequences Instead of 

Punishment 

A Typical Day 

Morning 

After School 

Dinner 

Bedtime 

The Whole Family 

Communication 

The Other Children 

Family Council 

Teenagers in Your Family 

Body Image 

Dating and Sexuality 

Career Choice 
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Message to Parents 

Guilt Feelings 

Courage to be Imperfect 

Parents Have Needs Too 

Conclusions 

Seek Professional Help When Needed 

Sources of Information and Assistance 

Tribute to Parent's Courage 

Evaluation Procedures 

After completion of the handbook, it was submitted 

to a panel of experts to judge the content for accuracy and 

value. This group was made up of professionals concerned 

about the problems of children with arthritis. The panel 

included: 

Pediatric Rheumatologist 

Physical Therapist 

Family Counseling Consultant 

Child Development Specialist 

Executive Director of the Southwest Chapter of the 

Arthritis Foundation 

Suggestions made by the panel were incorporated in 

the handbook. However, a minimum of charges were made at 

this time. Specific additions were a section on diet and 

one describing the only child. The section on lifestyle was 

simplified for better understanding. 
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After the revisions were completed, the handbook was 

submitted TO both parents and physicians for formal evalua

tion. 

Fifteen parents were selected from a pool of 35 

families currently participating in the Arthritis Foundation 

Childrens Clinic in Tucson, Arizona. They were chosen to be 

representative of the socio-economic level and culture of 

this community. Two Mexican-American families were included 

in the sample. All of these families also demonstrated con

cern for their children's welfare and cooperation with clinic 

procedures and personnel. 

The physician sample of fifteen was selected from 

the doctors in this community who have worked with the 

children's clinic over the past two years and/or those who 

treat children with JRA in their private practice. They 

were chosen primarily for their interest in children's ar

thritis. Neither the physicians or the parents were asked 

if they would participate in the evaluation before receiving 

the handbook in the mail. 

An evaluation form (Appendix B) was designed to 

supply information on the readability and useability of the 

handbook. Included in the evaluation form were questions 

concerning need for this type of material, how adequately 

the subject was covered, agreement with the basic philos

ophy, whether or not the book would be recommended to 
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others, and clarity of the information included. Additional 

questions dealt with length, number of examples, number of 

topics, language level and whether or not the book could be 

useful by itself if no further counseling help was avail

able. In addition to these specific questions asked, there 

was space for suggested deletions, suggested additions and 

other comments. The information from the evaluation will be 

used in shaping the final revision of the handbook prior to 

publication for distribution. 

A cover letter (Appendix C) was also enclosed when 

the handbook was mailed to be evaluated. This letter ex

plained the purpose of the project and asked for assistance 

in the evaluation process. The participants were asked to 

return the manuscript and the evaluation forms approximately 

two weeks after they were received. 



CHAPTER III 

EVALUATION, USES AND IMPLICATIONS 

The handbook was submitted for evaluation to fifteen 

physicians and fifteen parents sharing a common concern 

about Juvenile Rheumatoid Arthritis. The evaluation was 

returned by all fifteen parents and by thirteen of the phy

sicians . 

Evaluation Results 

The results of the evaluation were strongly posi

tive. In addition to the specific questions answered, sev

eral constructive comments were made that should prove to 

be helpful in writing a final revision before publication 

for distribution. The results of each specific question 

posed will be discussed separately with the responses shown 

for both parents and physicians. 

1. Do you feel the need for help with the emotional 
development of your child with arthritis (in your 
practice for assistance with patient's emotional 
problems)? 

Often Sometimes Never 

Parent Responses 4(27%) 11 (73%) 0 

Physician Responses 8 (62%) 5 (38%) 0 
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All of the evaluators expressed a need for 

help with the emotional development of children 

with arthritis. The majority of the physicians 

reported often feeling the need for help while 

the majority of parents reported sometimes feel

ing this need. 

2. Do you feel this handbook adequately covers the 
subject of emotional development of children with 
JRA? 

Very 
Adequate Adequate Inadequate 

Parent Responses 10 (67%) 5 (33%) 0 

Physician Responses 12 (92%) 1 (8%) 0 

It is evident that two thirds of the parents 

and an overwhelming majority of physicians felt 

that the handbook very adequately covered the sub

ject of emotional development of children with JRA. 

The remainder of the parents and one physician 

felt it was adequate. No one responded in the 

inadequate category. 

3. Do you agree with the basic philosophy of this 
book, i.e., responsibility and self-concept 
building begins in early childhood? 

Strongly 
Agree Agree Disagree 

Parent Responses 9 (60%) 6 (40%) 0 

Physician Responses 13 (100%) 0 0 



All of the physicians and nine out of fifteen 

parents strongly agreed with the basic philosophy 

of the handbook. The remaining six parents agreed 

with this philosophy, with no one disagreeing. 

If this sample of readers is representative of 

the majority of the future readers, then the 

likelihood of compliance with the suggestions and 

ideas offered is enhanced. 

Would you recommend this handbook to other par
ents of children with JRA (to parents of children 
with JRA)? 

Frequently Occasionally Never 

Parent Responses 14 (93%) 1(7%) 0 

Physician Responses 13 (100%) 0 0 

All of the physicians and 14 out of 15 parents 

responded that they would frequently recommend the 

handbook to others. This strongly indicates both 

a need for this addition to the available arthri

tis literature and an approval of the content of 

the book. 

Does the book seem to you clear and easy to 
understand? 

Very Clear Clear Not Clear 

Parent Responses 11 (73%) 4 (27%) 0 

Physician Responses 10 (77%) 3 (23%) 0 
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The majority of the parents and physicians 

felt that the book was very clear and easy to 

understand. Four of the parents and three of 

the physicians responded that it was clear. 

This response indicates no further need for 

clarification before final publication. 

6. How do you feel about the length of this hand
book? 

Too Long Just Right Too Short 

Parent Responses 1(7%) 14 (93%) 0 

Physician Responses 7 (54%) 6 (46%) 0 

There was a greater difference in response be

tween physicians and parents to question six than 

to any other question on the evaluation form. All 

but one parent thought the length of the book just 

right while half of the physicians believed it to 

be too long. One possible interpretation of this 

response is that most parents seem eager for as 

much information as they can find about their 

child with JRA while the majority of physicians 

are often inundated with required medical reading 

materials and are therefore looking for brief, 

concise literature. 
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7. How do you feel about the number of examples 
given in the book? 

Too Many Just Right Too Few 

Parent Responses 0 13 (87%) 2 (13%) 

Physician Responses 2 (15%) 11 (85%) 0 

The majority of all the evaluators agreed that 

the number of examples were just right. Two of 

the physicians felt there were too many examples. 

(These two also felt the handbook was too long and 

suggested cutting down on the number of examples 

to shorten the book). Two parents would liked to 

have seen more examples. 

8. How do you feel about the number of topics 
covered? 

Too Many Just Right Too Few 

Parent Responses 1 (7%) 11 (73%) 3 (20%) 

Physician Responses 0 12 (92%) 1 (8%) 

The majority of the physicians agreed that the 

number of topics covered was just right. This 

response seems to indicate that even those doc

tors wanting the book to be shorter would not 

eliminate any of the topics covered but would 

instead use fewer examples or condense in other 

ways. The majority of parents also agreed with 

the number of topics included. Three parents 
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would have liked more topics covered and the one 

parent who felt the book was too long also felt 

there were too many topics covered. 

9. How do you feel about the language used in the 
book? 

Too Just Too 
Sophisticated Right Simple 

Parent Responses 0 14 (93%) 1 (7%) 

Physician Responses 3 (23%) 10 (77%) 0 

Three physicians thought the language in some 

parts of the book was too sophisticated for some 

parents. However, from this sample of parents, 

14 felt the language used to be just right and 1 

thought the language too simple. Ten of the 

physicians agreed with the level of language used 

in the book. 

10. Do you feel that you (parents) can use the in
formation in this book without additonal coun
seling help if none is available? 

Always Usually Never 

Parent Responses 1 (7%) 13 (86%) 1 (7%) 

Physician Responses 0 10 (77%) 3 (23%) 

Question ten seemed an important one to in

clude since the book will probably be made avail

able to some families who will not have access to 



34 

counseling. The majority of parents and physi

cians decided that the book could usually be 

useful without additional counseling help if 

none was available. Three physicians and one 

parent felt that it could never be useful alone 

while one parent responded that it could always 

be useful without additional assistance. While 

ideally the book would be the most beneficial 

used along with counseling, these results indi

cate that a high percentage of evaluators found 

that the book can usually be used without coun

seling . 

In summary, the majority of the evaluators responded 

that the handbook meets a need for assistance with emotional 

development of children with JRA, adequately covers the sub

ject, is correct in its basic philosophy, would be recom

mended to others, is clear and easy to understand, is an 

appropriate length, has the right number of examples, has 

the right number of topics covered, uses an appropriate 

level of language and could usually be used alone without 

further counseling help if none was available. These data 

are illustrated in Appendix D. 

In addition to the ten specific questions asked on 

the evaluation form, space was available for suggestions for 
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additions, suggestions for deletions and other comments. 

None of the responders suggested any deletions. 

Recommendations from the Evaluation 

The following suggestions were made for additions 

by parents: 

Place more stress on the importance of exercise, rest 
and medication. 

You could put a tab between each section for easy 
reference. 

Include a discussion of peer group influence—what 
the "other kids" say and do. 

I would like to know the physical changes in the 
eyes to look for if iridocyclitis should flare up. 

Add a section of handy hints, "like Heloise". 

Include clearer definitions of help, over-protection 
and neglect—both helpful and destructive kinds. 

Two physicians suggested additions. One physician 

felt the section on the other children in the family could 

have included a paragraph on sibling rivalry when one child 

has JRA. The other wanted the handbook to encourage parents 

to talk to other parents with children who have JRA. 

Under other comments, the parent responders ex

pressed a number of opinions. Several people mentioned 

that they wished a book like this had been available to 

them before now. Others wrote that they believed this in

formation could be a help with their other children as well. 
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One parent suggested moving the section on guilt up closer 

to the front since he felt this is a serious problem and one 

that all parents face. 

Two parents anticipated this writer's future plans 

by suggesting a sequel for teens and a desire to have Sec

tion IV turned into a pamphlet for teachers to help in their 

understanding of the child with arthritis. 

In addition, there were many positive comments from 

parents 5 including: 

"Very fine book." 

"Very well explained and easy to understand." 

"We appreciate language the layman can understand." 

"The book is full of good ideas." 

"The examples are very helpful." 

"You have hit the nail squarely on the head." 

Some of the physicians also added specific comments. 

One suggested that there would be no need for academic ref

erences in the published handbook. Several physicians made 

additional comments about the length including an opinion 

that sometimes the same thing was said in too many ways. 

Another wished it were shorter but could not suggest how to 

shorten it. One physician suggested using more very spe

cific solutions to problems. Two physicians felt that the 

language was too sophisticated for some of their parents and 

could be simplified. 
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Some of the words of commendation from physicians 

included: 

"Excellent! Feel it will be a very useful adjunct. 
How about a Spanish edition?" 

"Very good and very complete." 

"This is a fine product—gentle, informative and 
certainly useful to parents and others involved 
with handicapped children. I'll start using it 
whenever you make it available." 

"This is beautiful. It teaches me that the way to 
treat kids with JRA is the way we ought to treat 
everyone. I will include it as must reading for 
M.D.'s--and perhaps my wife! I learned a lot. 
Really a valuable contribution." 

Projected Changes Prior to Publication 

It seems appropriate to honor the suggestions for 

additions made by parents in order to meet their needs as 

completely as possible. It is the writer's intention to 

include all of the previously mentioned suggestions by par

ents with the exception of the description of eye symptoms 

for iridocyclitis. This information would be inappropriate 

since the handbook is not intended to be a source of medical 

diagnosis or advice. 

Since the handbook was written for parents, the con

troversy about length seems most practically resolved by 

accepting the opinion of the majority of parents that the 

length of the book was satisfying to them. 

Simple, attractive illustrations will be added 

throughout the handbook to add interest and eye appeal for 



38 

the reader. Strategically placed drawings may serve to 

break the monotony of the continuous written word. They can 

also serve to clarify a specific example. 

References included in the handbook for the purpose 

of the dissertation will be omitted. The published handbook 

will contain only the suggested additional readings at the 

conclusion of the book. Direct quotations will be acknowl

edged in footnotes. 

Possible Handbook Uses 

The most obvious use of the handbook would be dis

tribution to each family participating in a childrens ar

thritis clinic. It could be similarly distributed by 

physicians in private practice treating children with ar

thritis. In these incidents, the book could be considered 

an adjunct to other printed materials available dealing with 

the medical and physical aspects of arthritis. The majority 

of the evaluators felt that parents could usually utilize 

the information in this book without further counseling help 

if none were available. 

If there is a counselor or social worker connected 

with a clinic, the handbook could be used in one to one 

counseling with individual families when specific problems 

occur. If on-going counseling is indicated, the counselor 

might ask the parents to read the book as background mate

rial for the areas that will be discussed. 
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Another use for the handbook would be in parent 

study groups. A chapter of the handbook could be assigned 

reading for each session until all of the topics were 

covered. Group discussion of the material could be a help 

in understanding the concepts presented. Group involvement 

is an opportunity to re-examine traditional beliefs and stim

ulates the exchange of ideas. An additional benefit of 

study groups for parents is the experience of discovering 

they are not alone in their struggle—that others share sim

ilar problems. Parents can be encouraged to try new ap

proaches to the problems of daily family living. 

Implications 

This present work has a number of implications for 

research and further literature in the area of the emotional 

aspects of chronic illness. 

Implications for Research 

A study could be designed to test a change in pa

rental attitudes toward handicapped children form the use of 

the handbook. The value of the book could be further as

sessed by testing attitude change over a specific period of 

time using a group of parents who read the book alone, a 

group also involved in a study group, and a control group 

who had not read the book. Specific items to measure could 

include attitudes about: pity, encouragement, expectations, 

discipline, guilt and allowing responsibility. 
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Behavior change in children from parent involvement 

with the handbook could be measured in a similar manner. 

Some measureable changes might include: more involvement 

in their own disease process, decision making, accepting 

responsibility, improvement in daily routine and school at

tendance. 

Another possibility for research would be to assess 

any differences in juvenile patient compliance after the 

introduction of the handbook to thier parents. This study 

would be of particular value for adolescents with arthritis 

since it is during this age period when the conflicts fre

quently emerge concerning taking of medication, rest, etc. 

One example of a question to pose would be, if parents did 

allow their teenagers more responsibility for thier own 

treatment process would there be more or less compliance 

with the physician's instructions? This type of study should 

be particularly interesting to the medical profession. 

Implications for Further Literature 

Books directed at children with arthritis could be 

developed to help them to better understand their chronic 

illness. A simple, short cartoon version could be created 

for young children. A more sophisticated book for teenagers 

could be written with the emphasis on emotions, social life 

and planning for the future. 
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A suggestion from the evaluation was a need for more 

information about arthritis for teachers. A short pamphlet 

could be written for teachers and other school personnel to 

assist in their understanding of the child with arthritis. 

It would also be possible to develop similar hand

books for parents of children with other chronic health con

ditions. The basic format could be very much the same as 

the one used in this present handbook with the primary dif

ference being in the examples and medical terminology uti

lized. 

The indications are that many parents are eager for 

more information concerning the specific health conditions 

affecting their children. We have perhaps placed unrealis

tic expectations on the physician to supply all the answers. 

Because of the heavy demands on a physicians time to deal 

with medical problems, the emotional and behavioral concerns 

are frequently ignored even when there is an awareness of 

the need. Even the most dedicated doctor must be limited by 

the restriction of time. The challenge, then, must be taken 

up by other professionals concerned with children to develop 

appropriate written materials that can be utilized by par

ents. This handbook is a beginning in the area of Juvenile 

Rheumatoid Arthritis. 
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INTRODUCTION 

If you have recently found out that your child 

has arthritis, you probably already have a lot of ques

tions concerning your child's medical problem and 

about what the future may be. The first chapter in

cludes a brief description of Juvenile Rheumatoid Ar

thritis but is not in any way intended to be a medical 

guide. Your medical questions can be answered best by 

your physician. Take the time to ask these questions 

as they occur to you. It is a good idea to make a 

list to take with you before each doctor appointment. 

Doctors are busy people and they may give you the im

pression that they don't have time for your questions. 

Or you may feel silly asking something that you sus

pect is simple but that you do not understand. These 

doctors, though busy, are concerned about your child 

and about you, too. They can't know what is on your 

mind unless you ask and although they try to cover 

1 



48 

2 

everything they feel is important, it is not likely 

that they will remember everything. 

Along with physical well being, the emotional 

health of children is also important. As parents, you 

are a key part of the health care team because it is 

largely in the home environment that emotional growth 

occurs. The role of the family is to provide an at

mosphere for the development of a healthy self-concept. 

Home is where children learn to be human, learn to 

love, and develop a unique personality (Buscaglia, 

1975). The child with Juvenile Rheumatoid Arthritis, 

JRA, will grow up to be an adult with a need for posi

tive self-esteem. People with an "I can do" attitude 

about themselves are in a good position to face life's 

tasks in a positive way. 

The purpose of this handbook is to discuss the 

basic skills necessary to promote the best possible 

emotional growth and development for the child with 

arthritis. Too often, only a very general suggestion 

is made that the child should lead as normal a life as 

possible. Obviously this is good advice but not 
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particularly helpful without some specific direction 

about how this can be done. It is the aim of this 

book to consider the specific problems of daily living 

for your child with arthritis with the emphasis on 

emotional growth rather than on medical problems. 
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SECTION I 

JRA—WHAT IS IT? 

There are an estimated 250,000 children in the 

United States with Juvenile Rheumatoid Arthritis. JRA 

is a chronic illness that requires ongoing medical 

care. 

Brief Description of JRA 

The onset is usually sudden and frequently 

before the age of five. Diagnosis is sometimes dif

ficult because the symptoms are frequently the same as 

those for other childhood diseases. There is usually 

a high fever and a rash in the beginning. The stand

ard blood tests for rheumatoid factor are positive 

less often in children. JRA affects any race, reli

gion or sex, although it shows up twice as often in 

girls as in boys (Calabro, 1970). 

Example: 

Helen fits the description of the average 
child with JRA. She is female, seven years 

4 
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old and she has multiple joint involvement 
(rather than a single joint). Her affected 
joints are warm and swollen and painful when 
her arthritis is active. The affected joints 
are symmetrical, that is both knees and both 
wrists. Helen has periods of remission when 
she feels quite normal and does not suffer any 
discomfort at all. During times when her ar
thritis flairs, she will have some good days 
and some bad days. She seems to require more 
sleep than average and has failed to gain in 
height and weight according to her age group. 
Helen has had JRA since she was three years 
old. She tends to avoid a lot of physical 
play activities and is somewhat subdued and 
quiet. She almost always experiences some 
stiffness in the morning and is slow to get 
started with normal morning activities. There 
is a 50% chance that Helen will outgrow her 
disease and show no signs of rheumatoid ar
thritis . 

Importance of Ongoing Medical Care 

This book is not intended to be used for diag

nosis. Anyone that has any suspicion that their child 

may have the symptoms of JRA should seek competent 

medical care as soon as possible. A child with JRA 

needs to be under the care of a physician even during 

the times that the disease is not active. No two cases 

of JRA are alike so there is no single pattern of 

treatment. The road to success is an individualized 

treatment program of many parts. Included in those 



parts might be medication, heat, balance of rest and 

exercise, rest splints for nighttime use, surgery, and 

psychological support. 

The medication prescribed most often is aspi

rin. A therapeutic dose of aspirin may be much more 

per day than anyone in your family has ever taken be

fore. Everyone knows about the pain relieving prop

erties of aspirin but for the treatment of arthritis, 

aspirin's main task is to combat inflammation in the 

joints (Jessar, 1973). In fact, aspirin was originally 

developed as a treatment for rheumatoid arthritis. It 

is also possible that your doctor will prescribe other 

medications as needed. 

One of the most important supportive measures 

in the treatment of JRA is physical therapy. Once the 

appropriate home exercises have been taught by a ther

apist, it is also necessary for the parents to under

stand the treatment program so they can help carry it 

out at home. In most cases, the exercises need to be 

performed daily. In many families, this is an area 

where father can help once he has been taught what to 



do. This can be a special time for father and child 

to be together that becomes part of the daily routine 

(Calabro, 1970). 

It is important to understand the difference 

between doing specific exercises for an arthritis con

dition and just getting a lot of exercise. Remember 

to follow the advice of your physician and the physical 

therapist so that you will understand exactly what type 

of program they are talking about for your child. 

Example: 

Jean's parents were told she had JRA. She was 
experiencing pain in her legs when she walked. 
Her parents were very concerned and felt sorry 
for Jean. They had her rest in bed for sev
eral months. By the time she was admitted to 
a medical center, she could not walk at all. 
With concentrated physical therapy over a pe
riod of time, Jean began walking again and now 
she is running with her brothers and sisters. 
The family had simply misunderstood their doc
tor when he suggested that she "take it easy" 

. for awhile. 

What about diet? So far, there is not evi

dence that any specific food either helps or hurts an 

arthritis condition. A child with arthritis needs to 

have a nourishing well balanced diet—just as all 

children do. Special health foods may be suggested 
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by well meaning family and friends but your money will 

be more wisely spent on milk, meat, fruits and vegeta

bles, and bread and cereals (The Arthritis Foundation, 

1970). Millions of dollars have been wasted on spe

cial diets and diet supplements (Healey, Wilske, and 

Hansen, 1972). If you need help with good food plan

ning for your family, your doctor will have this in

formation. You also might want to ask advice about a 

child who is overweight or underweight. 

Are vitamin supplements helpful? Again it de

pends on the specific child and what kind of diet is 

being eaten. It is possible that some children may 

need extra vitamins if they are not eating well. Don't 

guess—discuss the matter with the physician. 

Another important part of your child's treat

ment program is to periodically have a slit lamp eye 

examination. It is recommended that all children with 

JRA, regardless of the amount of active disease, have 

a slit lamp eye exam every six months. The reason for 

this exam is for early detection of a possible eye 

condition related to the arthritis called 



iridocyclitis. Only about ten percent of children 

with JRA ever have this condition but the test is ex

tremely important because if this condition should 

occur, permanent damage can be done to the eyes before 

any warning symptoms such as redness and pain are ap

parent. Proper treatment needs to be started early 

and when it is, the condition can be controlled. This 

exam needs to be performed by an opthamologist and 

should not be confused with a regular eye exam for a 

vision check. Opthamologists are medical doctors that 

specialize in the care of the eyes. The exam is simple 

and painless. It should be done regularly until adult

hood even if there are no symptoms and even if the 

child seems to have outgrown the arthritis (The Arthri

tis Foundation). Do not be alarmed when your physician 

insists upon this exam. It is considered an important 

part of your childs total care program. 

Involving Children in Their 
Own Disease Process 

Remember that when children have arthritis, 

they have a chronic disease that they may or may not 
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outgrow by the time of reaching adulthood. The ar

thritis is the childs. It is not the physicians or 

the parents. The child needs education about this 

chronic illness in order to understand what is happen

ing and in order to be active in the treatment program. 

Certainly parents need to take care of the medication 

and exercise for a very young child but as children 

grow older, they are capable of taking a more active 

part in their own treatment program. Some doctors 

have a tendency to talk over the child's head to the 

parents, assuming that the parents have the total re

sponsibility for carrying out all of the treatment 

program. Remember that this child will become an 

adult with the need to be totally responsible for 

whatever treatment program is necessary at that time. 

This sense of responsibility will be developed easier 

if it has been encouraged from the time the child is 

old enough to understand what is happening and under

stands the reasons for the prescribed treatment. 

Example: 

Denise was a sixteen year old who had had ar
thritis for many years. She had been in a 
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period of remission without any active dis
ease for several years. She suddenly began 
to rebel against taking the routine aspirin 
dosage because she felt all right and hated 
being different from the other kids at school. 
Her parents were waging a constant battle 
with her to make her take the aspirin. At 
the next clinic visit, her mother brought up 
the subject even though Denise became angry. 
After discussion with Denise, it was discov
ered that no one had ever explained to her 
why taking the aspirin was important and 
that it needed to be continued even though 
she was feeling well. After the reasons 
were explained and Denise was allowed the 
responsibility of taking her medication with
out reminders from mother, the problem dis
appeared . 
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SECTION II 

A CHILDS VIEW OF THE WORLD 

There are many influences in any child's life 

that help determine how he/she sees the world. When 

parents are aware of these influences, they can help 

their child to have a healthy outlook on life. 

Lifestyle 

Our children do not necessarily view life in 

the same way we do. In fact, all people have a unique 

way of looking at themselves, other people, and the 

world around them. This uniqueness is sometimes called 

lifestyle. Lifestyle is formed at an early age, prob

ably by the time a person is around eight years of age. 

The main influence is the interaction with parents, 

brothers and sisters, and other important adults in the 

child's life. The young child develops rules by trial 

and error concerning what life is all about. These 

12 
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personal observations stay with people long after 

childhood is past (Eckstein, Baruth and Mahrer, 1975). 

The ways in which you influence your child's 

lifestyle will be discussed throughout this book. You 

are influencing your young child's developing life

style now even if you are not always aware of it. If 

you view children with arthritis as helpless and un

fortunate and not quite capable—the children will 

come to think of themselves in the same way. If you 

view your child with arthritis as a competent human 

being who also happens to have a health problem—the 

child will probably also have this view. An arthritis 

patient's basic view of the world is important in cop

ing with the disease. 

Family Constellation 

In every family of more than one child—someone 

has to be oldest and someone has to be youngest. If 

there are more than two children, someone also has to 

be in the middle. Obviously as parents we can't do 

anything about this situation unless we can arrange to 

have triplets—all born on the same day. The birth 



l«f 

order in a family does affect each person's view of 

life. This does not mean that all- first children are 

alike or that all youngest children share exactly the 

same traits. What it does mean is that the order in 

which a child is born into a family and the interac

tions with parents and siblings do affect the way a 

person sees the world. 

Dreikurs, Grunwald and Pepper (1971) stated: 

. . .  i n  t h e  l i f e  p a t t e r n  o f  e v e r y  p e r s o n ,  t h e r e  
is the imprint of his position in the family 
with its definite characteristics. It is upon 
this one fact—the child's subjective impres
sion of his place in the family constellation— 
that much of his future attitude toward life 
depends (p. 46). 

The following story is an example of how a 

typical family constellation might evolve: 

Example: 

Mr. and Mrs. Jones were a happy young couple 
with high standards of scholarship and achieve
ment. When their first baby came along, they 
were pleased and happy with their daughter, 
Susan. They expected great things from her and 
each new thing she attempted was encouraged and 
cheered. Mr. and Mrs. Jones were thrilled with 
their bright baby and Susan was the center of 
her small universe. 

When their second baby, John, was born, Susan 
was 18 months old. John seemed slower all 
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along than Susan had been but he still pre
sented an obstacle to Susan because of the 
attention he was receiving. She increased 
her efforts toward activities that pleased 
her parents—working harder to stay ahead 
and stay number one. 

Susan felt some degree of alarm with each new 
achievement from John. She discovered ways 
of "putting him down" and making him look stu
pid. John felt that he was always being com
pared to Susan and that he didn't measure up. 
He became discouraged and gave up in areas 
where she excelled. Gradually though, he be
came aware of his father's interest in sports. 
John eventually found significance in life by 
developing athletic ability. 

Two years later a second son named Jeff was 
born to the Jones family. As he grew and de
veloped skills, Susan became even more alarmed 
and worked harder than ever to be an achiever. 
She became mother's little helper with baby 
Jeff and made every effort to subtly keep Jeff 
a baby. John felt some alliance with this 
baby brother but also felt more comfortable as 
long as Jeff remained a baby. Jeff entered 
early childhood as cute and charming and defi
nitely the baby of the family. As his aware
ness of his world grew, he found his place by 
being helpless and putting the other four 
people of the family in his service. 

By the time Jeff was five, this family constel
lation was pretty well set. Susan was a high 
achiever, with the conviction that she had 
significance only if first and best—only if 
she excelled. 

John found his significance by being an athlete 
and having lots of friends. He sometimes viewed 
life as a little unfair though. He did not have 
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the privilages of the oldest nor the pamper
ing of the youngest. 

Jeff was happy-go-lucky, cute, and the family 
clown. He was quite helpless in practical 
matters like tying his shoes and learning the 
alphabet and he had become quite used to hav
ing other people do things for him. 

What is the point of this story? Three children born 

to the same parents within a period of a few years in 

the same environment all have different outlooks on 

life. How does this affect your child with arthritis? 

You can't change the position in the family in which 

your child was born. But perhaps by being aware of 

some of the general characteristics generated in a 

child by the birth position, you can help the child by 

not reinforcing those basic attitudes. 

Lets suppose that each of the children in our 

hypothetical family also has arthritis. 

Example: 

Susan has arthritis but is determined to be 
absolute best at everything she does. Her 
need for achievement places tremendous demands 
on her energy and physical ability. Reassur
ance that she is OK as is, without fantastic 
success,may help her to place more realistic 
demands on herself. 
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John too has arthritis and looks for a place to 
achieve where his big sister has not already 
established a footing. He sees his dad's inter
est in sports and works toward becoming an out
standing athlete. His arthritis condition is 
not severe but his chance of becoming a super 
star are small because of some physical limita
tions. John's parents and especially his dad, 
can encourage him in sports he can handle but 
at the same time plan other kinds of activities 
with him where he can experience success and 
acceptance. John has the additional problem of 
being in the middle between a high achieving 
older sister and a cute charming baby brother. 
He already tends to think of the world as a 
little unfair. If there is undo concern about 
his arthritis, he may increase his feelings 
that the world is indeed a pretty unfair place 
to live. 

If Jeff should develop arthritis, he might be
come all the more helpless and remain at a baby 
stage long past the time it would be considered 
cute. Jeff's family could help him by allowing 
him to do things for himself even if he were 
slow and a little awkward. 

Probably the most important thing that parents can do 

to help minimize the effects of birth order is to 

avoid comparisons between the children in their family 

and to discourage competitiveness. Parents can be 

good models for their children by providing a noncom

petitive atmosphere in the home. 

Of course not all children have brothers or 

sisters. The only child in a family will have the 
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advantage of not being displaced as the center of 

attention by later arriving children. However, this 

child grows up in a world of bigger and more capable 

adults to compare with. This position can create 

feelings of inferiority. Only children can quit try

ing to compete and become weak and helpless or strive 

extra hard for brilliant accomplishment (Dinkmeyer and 

Dreikurs, 1963). All the parents hopes and dreams and 

fears land in one small package and that can be a 

heavy burden of expectation for any child. An only 

child with arthritis might have fears of not being 

successful enough in the eyes of the parents regard

less of achievement level. Or this child might live 

the role of the helpless invalid to find significance 

in the family. The attitudes of the parents will help 

determine how these children will feel about them

selves . 

Family Atmosphere 

Parents not only set the standards of social 

living in the home but they also provide an example of 

human relationships. The behavior and attitudes 

I 
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modeled by the parents will be adopted by the children 

as a standard of life. Different atmospheres create 

different responses in children. The following exam

ples of family atmosphere may be somewhat extreme but 

they will give you some indication of how a child may 

react. 

Example: 

Some families never really accept their children 
unless they are perfect. In this atmosphere 
children grow up without ever having a feeling 
of success and may always be concerned with the 
need for more and more accomplishment. 

If parents give in to their child's every de
mand, the child is likely to demand more and 
more. The child becomes the "boss" of this 
family and has difficulty ever considering the 
rights of others. 

When a child is protected from everything un
pleasant or sad, development of courage is 
also prevented. Children in this over pro
tected atmosphere are likely to grow up with 
little self reliance or ability to handle 
difficult situations. 

Some parents require absolute and unques
tioned obedience from their children. These 
children often rebel later in life and may 
also be lacking in problem solving abilities 
since they have had limited opportunity to 
make their own decisions. 
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Families who are highly competitive usually 
spend a lot of time comparing one child to 
another. The competent child may be pushed 
toward greater achievement but a discouraged 
child will probably only feel more hopeless. 

There are homes where children are constantly 
being told what to do. Their days are filled 
with anxious supervision and frequent remind
ers from their parents. These children have 
difficulty developing self direction and in
dependence. They grow up always depending on 
other people (Missildine, 1963). 

Remember that children learn what they live. Are your 

children learning what you want them to from the family 

atmosphere that you are providing? Take time out to 

really observe how your family interacts. Is there 

mutual respect? It there encouragement? Is there 

understanding? 

If a child lives with criticism - he learns to 
condemm. 

If a child lives with hostility - he learns to 
fight. 

If a child lives with ridicule - he learns to 
be shy. 

If a child lives with shame - he learns to feel 
guilty. 

If a child lives with tolerance - he learns to 
be patient. 

If a child lives with encouragement - he learns 
confidence. 
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If a child lives with praise - he learns to 
appreciate. 

If a child lives with fairness - he learns 
justice. 

If a child lives with security - he learns 
to have faith. 

If a child lives with approval - he learns 
to like himself. 

If; a child lives with acceptance and friend
ship - he learns to find love in the 
world. 

Attributed to Dorothy Law Nolte 

Modeling Values 

The best chance you have as parents to influ

ence your child in the development of a moral and 

ethical value system is by being a living model of 

the values you wish to teach. All the lectures and 

mini-sermons in the world seem to fall on deaf ears if 

the parents do not act the way they speak. And yet, 

do as I say—not as I do seems to be the standard by 

which many families operate. Many people send double 

messages like the following: 

-The father who insists upon honesty from his 
children but brags about how he cheats on his 
income tax. 
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-The mother who demands that her children attend 
Sunday School but always finds some excuse not 
to go herself. 

-The parents who talk about good sportsmanship 
but moan about losing a bridge tournament. 

-The mother who is shocked if her child tells 
lies but tells untruths in front of the child 
to avoid social engagements she doesn't want 
to be involved in. 

-The father who is aghast at his child's steal
ing but brags at his latest business deal that 
is not quite ethical. 

The list is endless and obvious. No parents are going 

to be perfect models—there are few, if any, perfect 

people on earth. But the closer your actions to the 

verbal messages you send your child, the more likely 

the child is to turn out as you intend. This is parti

cularly true if you have a good friendly relationship 

with the children as they are growing up. 

Decision Making Skills 

Decision making skills are important for all 

people. Probably, they are even more important for 

children growing up with any kind of a physical handi

cap. Ultimately, these children grow up and except in 

extreme cases, move away from their parents protective 
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environment. When this happens, young adults must be 

responsible for their own bodies—for their care, 

treatment, rest, medication, exercise, sleep, food, 

etc. 

Children do not become self-sufficient, re

sponsible adults automatically overnight at age 18 or 

21. These skills need to be carefully nurtured from 

an early age. Building on small decisions to begin 

with, the groundwork is being laid for children to 

gradually assume more and more responsibility for their 

lives. When the time comes to leave their parent's 

home, they have had years of experience in problem 

solving. 

It isn't reasonable to allow a very young 

child the decision of whether or not to play with a 

sharp knife or anything else that might be dangerous 

but it is reasonable to allow 3 year old Tony to de

cide what kind of sandwich he wants for lunch. But 

once the peanut butter has been spread on the bread, 

the decision has been made and Tony needs to be al

lowed to live with that decision even if he changes 
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his mind. If Tony suddenly thinks of cheese instead 

of peanut butter, mom can quietly tell him that the 

sandwich is already made and that perhaps tomorrow he 

will decide to choose cheese. If Tony decides not to 

eat, that is his decision but when he comes back into 

the kitchen at 3:00 complaining of hunger, it is very 

important for mom to be understanding but firm. "I'll 

bet you are hungry, sweetie, the next meal is dinner". 

This is a small experience in and of itself, but it is 

the beginning of the building of the ability to make 

good decisions about life. More examples of simple 

choices for the young child include: 

Breakfast cereal in the morning 

What clothes to put on 

What bedtime story, to be read 

Decide between two TV shows 

To eat at mealtime with the rest of the family 
or to leave the table 

To have braids or a pony tail 

What simple family chores to do for a week 

Within a price range—choose a present for a 
birthday party 
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The important message here is that once the 

decision is made, the child is to be allowed to live 

with that decision and experience the results. As the 

child grows older, more complicated decisions can be 

left to the child's choosing. By the time the child 

becomes a teenager, there will be ten years experience 

to draw on when faced with making decisions within the 

peer group—away from parents watchful eyes. Without 

the years of practice, we can hardly expect our teen

agers to suddenly be making appropriate decisions for 

themselves, regardless of whether or not there is a 

physical handicap. 



SECTION III 

AS NORMAL AS POSSIBLE 

Parents are often told that their child with 

a physical handicap should lead as normal a life as 

possible. What does that advice really mean? The 

condition of each individual child must be taken into 

consideration but there are some general guidelines 

that you can follow. 

Pity Can be Crippling 

In contrast to "normal" children, the handi

capped youngster must run the constant risks that sen

timental pity will contaminate love, that excessive 

help will limit freedom to act, and that carefully 

nurtured dependency will keep the child a child too 

long (Kvaraceus and Hayes, 1969). A physically handi

capped child can easily become an object of pity. In 

fact, it is almost beyond human nature not to feel 

26 
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sorry for such children (Dreikurs and Soltz, 1964). 

But pity is damaging even if understandable. 

It is important to note that children are ex

tremely sensitive to adult attitudes even if they are 

not expressed verbally. If we pity children, they 

feel the right to feel sorry for themselves. In the 

process, more and more courage and belief in self is 

lost (Dreikurs and Soltz, 1964). 

A child with arthritis may experience quite a 

lot of pain. Of course a sick child needs our atten

tion and understanding, but unfortunately we cannot 

protect that child from suffering. The very best we 

can do is to take care of the childs special needs 

during illness and help the child to tolerate suffer

ing. A sick child needs our support, faith and under

standing far more than the well one. "A child needs 

to learn how to take pain in stride. A bruised knee 

will mend: bruised courage may last a lifetime" 

(Dreikurs and Soltz, 1964, p. 42). 

We cannot protect our children from life. It 

is during childhood that we develop the strength and 
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courage to take life in stride. We cannot pity chil

dren if we intend to install a courageous acceptance 

of life and teach them the satisfaction that comes 

from over-coming handicaps. 

It is possible to be sympathetic by being 

sorry about the "it" that has happened (such as pain) 

without showing disrespect for the person by pitying 

the "you" it has happened to. Pity indicates a lack 

of faith in the child and the child's ability to han

dle adversity. 

Example: 

Jim suddenly experienced an acute flair of his 
arthritis. He couldn't walk for several days 
and his mom spent hours looking after him and 
doing things for him even though there were 
several younger children to look after and a 
household to run. After the condition started 
to improve, both the physician and the physi
cal therapist urged Jim to begin to walk with 
crutches and to do simple range of motion ex
ercises to prevent loss of motion. But Jim 
complained that it hurt so his mother didn't 
encourage him to walk and in fact redoubled 
her efforts of waiting on him to make it up 
to him for the cruelty life had brought. 
Jim's father attempted to encourage the exer
cise but Mom insisted he was being too hard 
on the boy. When it was time for the next 
doctor visit, it was found necessary to hos
pitalize Jim and give him intensive physical 
therapy to regain his range of motion. Mom's 
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pity for Jim actually helped create a worse 
physical problem. 

Love your children, be sympathetic and under

standing but avoid feeling sorry for them. They need 

you to believe in them. Children with a physical 

handicap are likely to have feelings of pity expressed 

to them by people outside of the family, sometimes 

from complete strangers. They will need the courage 

and strength developed in their home environment even 

more to offset careless comments from outsiders and 

well-meaning relatives. 

Expectations 

Expectations for handicapped children need to 

be at the same time both positive and realistic. 

Expectations of a specific behavior go a long 

way toward producing that behavior (Dreikurs and 

Soltz, 19640. Calmly expecting children to partici

pate in the family group, do their lessons in school, 

get adequate rest and exercise, take their prescribed 

medications, and eat a balanced diet will be more 
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likely to produce good results than trying to force 

these kinds of behavior. 

All children need to know their parents have 

positive expectations for them as much as they need to 

know they are loved and supported (Calabro and Wykert, 

1971). If you question childrens ability to do certain 

things, they will likely begin to doubt themselves. Con

stantly being told to watch out, be careful, you might 

get hurt, etc., will probably convince the children 

that they are hot house flowers and really can't do 

anything. 

If you consistently excuse the child from 

life's tasks on the grounds that the child has arthri

tis so you don't expect as much as from the other fam

ily members, the child may soon view life as a place 

where he/she shouldn't be expected to measure up to 

other people. 

On the other hand, expectations obviously have 

to be realistic in order for the child not to feel 

discouraged. You can't expect a child in a wheelchair 

to do the same things as a walking child but they can 
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be expected to make a contribution to the household 

that is just as important. Chores and household re

sponsibilities will be discussed in Section III. 

Frequently an important first step for parents 

is to modify their original goals for their children 

if a physical handicap develops. Yancy (1972) suggests 

that parents should substitute expectations that are 

realistic and compatable with the child's limitations. 

He feels there needs to be a balance between limita

tions and potential and a careful appraisal of the 

child's needs, but with emphasis on maximum achieve

ment. "It is a difficult task to reconcile the oppo

site aspects of protection and helping towards growthj 

and if one is overdone, the other suffers" (p. 65). 

Example: 

Jennie's mother dreamed of her becoming a 
ballet dancer since this was a childhood 
ambition that the mother had not fulfilled 
with the decision for an early marriage. 
With the sudden onset of arthritis, it was 
necessary to stop the dancing lessons. 
Jennie was sorry but the profound disap
pointment of the mother made it even harder 
to take. Jennie felt she was letting her 
mother down and that somehow she was a 
failure. 
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This balance between positive and realistic 

expectations is a narrow line for parents to walk. It 

is an individual matter and the family needs to find 

the best combination for their own child. 

Attitudes 

Researchers have found that psychological and 

social reactions determine the level of functioning as 

much as do the physical limitations themselves (Pless, 

Roghmann and Haggerty, 1972). Bentovim (1972b) feels 

certain that satisfactory emotional development of the 

handicapped child depends more on the way in which 

parents and family relate to the child than to the 

extent of the handicap itself. 

Nothing enhances a handicapped child's future 

more than having parents who have accepted both the 

child and the child's defect. Sometimes, however, 

parents have feelings of rejection toward their child. 

They know these feelings are socially unacceptable so 

they tend to cover them up by being overprotective. 

Bryant (1971) feels that over protection makes the 

child feel insecure and will lead eventually to social 
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maladjustment because the child is likely to be sub

missive, anxious and lack self-reliance. 

Sometimes disucssing feelings of rejection 

with a competent person in the mental health field can 

lead to an attitude that is more accepting. 

Example: 

Mrs. Franklin discovered in talking with a 
counselor that her feelings of rejection 
stemmed more from her fear of being inade
quate as a parent than from disappointment 
in her child. With encouragement from the 
counseling sessions she began to believe , 
in her ability to be an adequate mother and 
became much more accepting for her handi
capped child. 

Over-protection is always a danger when a 

child has a physical problem. It is possible for a 

cycle to develop that can lead to immaturity and emo

tional problems as the child grows up. A child that 

is over-protected can become dependent and demanding. 

Mother may resent this demanding child and become 

angry at times but then feel guilty. These guilt feel

ings can lead to more over-permissiveness and more 

over-protection (Yancy, 1972). 
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Attitudes about health in general can make a 

difference in a family. In a family that calls the 

doctor for every sniffle; that has a medicine cabinet 

completely stocked with every pill imagineable; where 

every ache and pain is discussed as dinner table con

versation; one would expect the children in this family 

to become preoccupied with their physical problems. 

Naturally all people need to be aware of their bodies 

and take care of their health needs, but an obsessive 

preoccupation with sickness can affect a person in 

every aspect of their lives. 

It is important to realize that in general 

children are. stronger and more resilient than we some

times believe. Sometimes the greatest act of love that 

we can show someone is to allow them to pick themselves 

up if they fall down. There are many things that can 

happen in a child's life that adults might consider 

traumatic, such as: chronic illness; divorce, death 

of a family member, etc. But psychologists have found 

that more important than the event itself, is the 
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attitude of the significant adults in the child's 

life about that event (Dreikurs and Soltz, 1964). 

Perhaps the key word for this entire handbook 

is "attitude". It is a reoccuring theme from begin

ning to end. The attitudes that you have toward your 

children and their life experiences are right now in

fluencing the attitudes toward life these same chil

dren will have when they become adults. 

Chores and Responsibilities 

Every human being has a need to belong, feel 

useful and worthwhile. People need to feel that they 

are making a contribution to their world. Few fami

lies in cities have cows to milk, wood to chop, etc. 

In previous times, these jobs were essential to a 

families well being and the person doing these chores 

knew they were making a real and necessary contribu

tion to their household. Sometimes in our society, 

with all of our modern conveniences and labor saving 

devices, it is difficult to create a real need for 

both the young and the elderly in our homes. And yet, 
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todays people have just as much need to be contribut

ing members of their homes as did people long ago. 

The problem becomes even more complicated 

where there is a physically handicapped child in the 

home. It is easy to excuse this child from household 

chores on the grounds that there is already enough for 

this child to cope with in life. Besides, the child 

may be slower and more awkward at doing a task so that 

it is easier for mother or dad to do it instead. It 

may indeed be easier at that point in time to excuse 

the child with arthritis from doing chores. But once 

again keep in mind the effect of this kind of attitude 

on the child. Remember that your child with arthritis 

has just as much need to feel worthwhile and useful as 

do all of the other children in the family. 

If the child's health problem is severely 

limiting, it may be even more difficult to feel useful. 

But every human being has value and has something to 

give to those around them. It is worth the time and 

creativity to help your child be useful. Assuming re

sponsibilities can enhance the individuals self-concept. 
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As the child learns the benefits of order resulting 

from cooperation, he begins to view himself as a per

son who is capable of making a contribution to others. 

Growth in this area is best acquired developmentally, 

whereby the child becomes useful and needed at an 

early age, with the expectation of becoming more self-

reliant and independent as time passes. 

There is no need for "brownie points" or re

wards of money for tasks performed. Instead there is 

a calm expectation that a part of being a member of 

your family is helping one another. Remember to be 

thinking of tasks that are within the child's range of 

abilities and allow the child a voice in considering 

what jobs need to be done and which ones he/she would 

like to do. Changing jobs each week for all family 

members can add variety and challenge for each indi

vidual. Take into consideration that the child with 

arthritis has up days and down days and sometimes may 

not feel up to a task that was agreed upon the week 

before. 
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Probably the most important thing to consider 

is that chores must be something needed—not just 

something mother is creating to keep the child busy. 

"I really need you to . . ."is more likely to elicit 

cooperation than "You have to . . ." 

Example: 

Donna was confined to a wheelchair. She 
wanted to be in the kitchen with her mother 
when it was time for dinner preparation. 
Mother felt that her constant whining and 
being underfoot in the wheelchair was irri
tating and kept her from efficiently fixing 
the meal. She understood Donna's need to 
be there and to talk but she never the less 
found herself short of patience. It was 
recommended to the mother to purchase a lap 
board for the wheelchair and allow Donna to 
take an active part in the meal preparation 
herself. Mom expressed to Donna that she 
really needed her to cut up the ingredients 
for the salad and that Donna was being a 
big help in getting dinner ready. The two 
women of the household were able to work 
out a dinner preparation time that was con
structive and satisfying to both of them. 

Allow Children to do Things for Themselves 

A dependent child is a demanding child. It is 

very easy for parents and teachers of physically handi

capped children to fall into the trap of doing things 

for them that they can very well do for themselves. 
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Beecher and Beecher (1971) state very strongly that 

one should never do anything for children that they 

can do for themselves. But isn't doing for them a 

way of showing your children that you love them? 

Maybe, but is is also showing them that you doubt 

their abilities and strengths. And the child may 

develop the attitude that he/she is helpless and must 

always have help from others. A person with this kind 

of attitude can be incredibly manipulating of other 

people. 

Most adults underestimate the abilities of all 

children, not just children with physical handicaps. 

Children can become irresponsible when we fail to give 

them opportunities to take on responsibility. 

Example: 

Carl was in Kingergarten. The class was 
working on cut-out pictures for Halloween. 
Carl asked the teacher to cut out his pieces 
for him. The teacher hesitated, but when 
Carl began to cry, she took the scissors and 
did the cutting for him. The teacher was a 
kind and caring person but she was reinforc
ing Carl's feelings of helplessness. 

A physically handicapped' child may be slower 

and more awkward about doing a task but this doesn't 
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mean that they can't do it. If they believe in them

selves, they are willing to tackle most of life's 

tasks. If they don't believe in themselves, they will 

always be looking for help from others. And the dif

ference is in the attitude of parents, teachers, and 

other significant adults in the child's life right now. 

"There are times when it is less blessed to give than 

to respect" (White, 1971, p. 274). 



SECTION IV 

SCHOOL ADJUSTMENT 

Children spend a great many hours of their 

lives away from home after they reach school age. 

Attending school brings new influences into the life 

of the growing child. 

Positive Expectations 

Teachers need to have positive expectations 

for children with JRA just as they need to have them 

for all children. Children with a physical handicap 

may need to go at a slightly different pace than other 

children but they shouldn't have less expected of them. 

The expectations of teachers are all part of the self-

concept building in the child's life. 

Example: 

Toni was a bright little girl with JRA. She 
had always done well in school and was proud 
of her good grades. When she started the 
fifth grade with a new teacher, her mother 
suddenly began to report problems with Toni's 
attitude toward school. A little closer 
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checking turned up the information that 
Toni's new teacher was an elderly, kindly 

- lady who felt very sorry for Toni and told 
her that it was okay for her not to finish 
her papers because she didn't expect the 
same work from Toni as she did the other 
kids. The teacher was encouraged to raise 
her expectations and to allow Toni to take 
papers home to complete if she couldn't 
keep up with her classmates during the time 
allotted for a specific assignment. Toni 
soon began to feel good again—about school 
and about herself. 

School Attendance 

Regular school attendance is encouraged for 

all children but also children with physical problems 

(Mattsson, 1972). A study by Rosenshein (1971) rein

forces this basic idea. He found that homebound in

struction can be detrimental to the personality, social 

maturity, total growth and total richness of children. 

If at all possible, a child with a physical handicap 

will probably be better off attending school even if 

special arrangements need to be made. 

If your child requires homebound education for 

a period of time—encourage the return to a regular 

classroom when the health condition improves. If it 

is necessary to have homebound education for a 
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prolonged period of time, parents can encourage their 

children's classmates to visit in the home. Inter

action with their peer group can help take the place 

of the socialization process provided by attending 

school. 

Example: 

It was necessary for Grace to have homebound 
education after several active years in 
school. She became listless and apathetic 
after several months and lost interest in 
doing her school work. Grace's homebound 
teacher was very perceptive. She contacted 
the regular classroom teacher and arranged 
for frequent visits from her classmates. 
They brought Grace examples of art projects 
and science exhibits from the classroom. 
Grace's enthusiasm soon picked up. Seeing 
the effect of this idea, Grace's mother 
opened their house for regular meetings of 
her girl scout troop so that she could also 
resume participation in this activity that 
she had previously enjoyed. 

Teacher Conferences 

When your child has arthritis, there may be 

some interference with regular school routine even if 

there is no serious physical impairment. Schools and 

teachers want to be helpful to children but they often 

do not understand much about JRA. Even though 250,000 
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kids are affected with arthritis in this country, when 

you spread them out over all 50 states and all the 

existing schools, your child's teacher may never have 

had a youngster with JRA in the class before. 

It can usually be extremely helpful to have a 

conference with your child's teacher and other inter

ested school personnel such as the principal and the 

school nurse to discuss your child's condition. There 

may be specific problems that need to be worked out 

such as playground activities, distances to walk to 

the cafeteria, standing in line for prolonged lengths 

of time, need for medication during school hours or 

the need to leave school for doctor or physical ther

apy visits. Calabro and Wykert (1971) stress the need 

to prepare the child's teachers so that they know what 

to expect. Most school personnel, once they are in

formed, are very cooperative with the child and the 

family. It would be helpful for the teacher to know 

if the child has morning stiffness and that he/she may 

hurt even though nothing is visibly wrong. It would 
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also be helpful to know that most kids with JRA have 

good days and bad days. 

Example: 

Chuck's teacher became very annoyed with him 
because his school performance was extremely 
erratic. She decided that he was a bright 
boy but sometimes was lazy and just didn't 
try very hard. After a conference with the 
parents and a discussion of the JRA condi
tion, the teacher understood that Chuck 
didn't feel as well on some days as on others. 
When the teacher no longer felt annoyed and 
put less pressure on Chuck, his overall school 
work improved. 

Remember too, that your child's teacher needs 

to be kept informed of any major changes in condition 

that might affect the child's school life. It is 

worth the time and energy to keep the school informed. 



SECTION V 

ENCOURAGEMENT 

All people have the need to be encouraged as 

they go through life. Children need to have parents 

who know how to encourage them every day as they are 

growing up. 

The Process of Encouragement 

In living with your handicapped child, the 

process of encouragement can be defined as the ability 

to accept your child as worthwhile, regardless of any 

deficiency and to assist in the development of the 

child's capacities and potentialities. 

For some reason, our culture seems to have 

taught us that if we tell a child often enough what 

is not being done well or right or perfect, the child 

will surely try harder and do better. According to 

Gordon (1970), the opposite is more nearly true. "It 

is one of those simple but beautiful paradoxes of 
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life: when a person feels that he is truly accepted 

by another, as he is, then he is freed to move from 

there and to begin to think about how he wants to 

change, how he wants to grow, how he can become dif

ferent , how he might become more of what he is capable 

of being" (p. 31). 

Dreikurs and Soltz (1964) emphasize that all 

children begin life as completely helpless infants and 

that the period of growing up is filled with disheart

ening experiences. Therefore, the child needs delib

erate, and steady encouragement to develop self-

confidence, strength, social interest, self-reliance 

and any skill and ability to meet life adequately. 

Courage is the prerequisite for successful living— 

discouragement and a sense of inferiority to malad

justment and failure. A child can quite easily lose 

faith in its power and ability. 

How You Can be Discouraging 

The process of encouragement becomes easier 

with experience. Before taking a look at some specific 

ways to be encouraging, lets take a look at some of the 
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traditional ways that parents and teachers are dis

couraging to children without meaning to be at all. 

Discouraging comments are common from adults. 

In frustration and anger, adults say things to chil

dren without really thinking of the result. When 

things go wrong: 

"You must have two left feet". 

"You are like a bull in a china shop". 

"You never finish anything you start". 

Even when there has been a success: 

"That was just beginners luck". 

"So you finally finished something". 

"Why can't you always get good grades". 

Some people give compliments that are condi

tional: 

"Your room looks nice today—it is usually such 
a mess". 

"That is a pretty dress—but your shoes are 
dirty". 

"Your hair is neat—but why do you always wear 
blue jeans?" 

Name calling and labeling certainly fit under 

discouraging remarks. Everyone has heard people refer 
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to one of their children as lazy, cry-baby, bully, 

tattletale, scatterbrain, etc. When we label, we see 

the child as the label and so does the child I They 

identify themselves with this label. This reinforces 

a faulty self-concept and prevents movement forward 

in a positive way. 

Sometimes it seems the byword with American 

parents is to accent the negative. 

Example: 

If your child brings home a report card with 
two B's and two D's—which grades do you com
ment on first? 

If your child comes home from school and 
proudly announces that the paper turned 
in that day was the best in the room, do 
you say, "Hey, I'll bet that makes you 
feel good!", or do you say, "Oh come now, 
are you sure it was really the best?" 

And how many times have you heard a parent 
or teacher say, "Why can't you be a good 
student like your older sister?" 

Another less obvious way to be discouraging to 

kids is to do things for them that they can do for 

themselves. When a mother says to her child, "Here, 

let me put those socks and shoes on for you. We are 

in a hurry." What the child hears is that mom doesn't 
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think I can do it so maybe I can't. Or maybe I can't 

do it well enough by myself. Let mom do it for you 

are very innocent sounding words but they can do a lot 

of damage by setting a pattern of helplessness. We 

imply that a child is inadequate and incapable when we 

give the child the impression that he/she can't get up 

in the morning without help, that he/she can't get 

dressed or pick out his/her own clothes, that he/she 

needs to be reminded to eat breakfast, change under

wear, brush teeth, remember books and lunch money and 

leave for school on time. 

We do not respect the child's intelligence 

when we tell a young person that it is cold enough to 

wear a sweater, that homework needs to be done and 

that he/she is sleepy enough to go to bed. Think for 

a moment about how you might feel if a bigger person 

was always implying that.you constantly needed to be 

told what to do. 

Of course each little discouragement is not 

such a big deal but what happens when they are all 

added up? If each parent tells or shows the child by 
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action or facial expression 15 times each day how in

capable and worthless he/she is—and then throw in the 

miscellaneous discouragements by teachers, scout 

leaders, sunday school teachers and little league 

coaches—by the time the child is 18 years old he/she 

will have been shown a quarter of a million times that 

he/she is inferior—and just how many times need a 

person be told before getting the message! 

And what is the effect of discouragement? 

Probably we all have assumed disabilities in some areas 

of our lives as a result of being discouraged at one 

time or another. Does the 6th grade girl who is told 

by her teacher that she can never do math try harder 

and become an expert? Probably not. It is more likely 

she will go through life convinced that she can't even 

balance her checkbook. To be told you can't sing or 

can't draw is not likely to create in you a desire to 

achieve in these areas. 

When you watch children in their school en

vironment or at home it is easy to see the areas in 

their lives where they feel competent. 
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Example: 

One boy, we can imagine, proves especially 
competent in walking and running, not as 
good in building with blocks or handling 
small objects, decidedly poor in writing 
and other fine coordinations. When he en
ters a new school he runs happily to the 
playground, certain that he can deal with 
whatever he may encounter, but he will ap
proach handicrafts in a dubious spirit and 
will turn to penmanship with something 
like despair. Confidence and self-esteem 
follow the patterns of one's established 
and attested competence (White 1971, p. 
273). 

Specific Ways to be Encouraging 

Whenever possible, find something positive in 

every situation to comment on. 

When Paul makes his own bed—even if it isn't 
up to your standard—look for the one thing 
you can say about the completed task that is 
positive. You might say, "It looks nice the 
way you got the pillow on straight" or "You 
did a good job of getting the bed-spread 
even". 

Count the number right in Ann's school paper— 
not the number wrong. 

If David has a mostly poor report card— 
respond to the subject the child did best 
in first. "Looks like you are enjoying 
music". 



Don't always wait for the finished product be

fore making a comment. It is possible the end result 

would be hard to compliment. Comment on the process. 

"You are really working hard to clean the garage". 

"Daddy will appreciate you wanting to make a 
cake for his birthday". 

"I can see that you have put in a lot of time 
on your homework assignment". 

Sometimes it is necessary to correct and guide. 

But helpful criticism addresses itself to the difficult 

event—it does not attack the person (Ginott, 1969). 

If Harry spills the juice, suggest a damp 
sponge to clean it up instead of telling 
the child he is sloppy. 

When Carol sets the table with the forks on 
the wrong side—take time to show her the 
correct way instead of telling her that she 
never does anything right. 

If Ted breaks a glass, show him the proper 
way to clean it up rather than comment on 
his clumsiness. 

When everything is going wrong in a child's 

world, it is difficult to find something positive to 

say. A warm smile and a pat on the back will let the 

discouraged child feel that you love him/her and know 

he/she is there. 
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Remember that parents act as mirrors for how 

children see themselves. When your child sees himself/ 

herself reflected in your opinion of him/her, what kind 

of an image does he/she see? Does he/she see compe

tence and strength or does he/she see failure and 

weakness? The child with a physical problem has an 

even greater need for encouragement in order to feel 

competent and strong. 



SECTION VI 

DISCIPLINE 

If your family is like most families, there 

are going to be times when things do not go perfectly. 

Children do misbehave and parents are not always sym

pathetic and understanding. The subject of discipline 

comes up in most discussions about children. 

If Your Handicapped Child 
Requires Discipline 

Parents of children with health problems fre

quently ask, "Will I hurt my child physically if I 

spank?" or "If I can't spank the child because of the 

physical condition, how can I discipline for improved 

behavior?" 

Spankings are only one form of power used by 

parents. A very strong belief about child-rearing is 

that it is necessary for parents to use their authority 

to control, direct and train children (Gordon 1970). 

Power remains the method of choice for most parents 
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to control their children, no matter what their edu

cation, social class or economic level. And yet most 

adults will remember that they did not react well to 

the power their parents used on them when they were 

kids. "It is a strange paradox that parents remember 

how power felt to them as children but "forget" when 

they use power with their own children" (Gordon 1970, 

p. 175). 

Gordon (1970) lists some of the possible re

actions children have to their parents' use of power: 

1. Resistance, defiance, rebellion, negativism. 

2. Resentment, anger, hostility. 

3. Aggression, retaliation, fighting back. 

4. Lying, hiding feelings. 

5. Blaming others, tattling, cheating. 

6. Dominating, bossing, bullying. 

7. Needing to win, hating to lose. 

8. Forming alliances, organizing against parents. 

9. Submission, obedience, compliance. 

10. Apple polishing, courting favor. 
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11. Conformity, lack of creativity, fear of 
trying something new, requiring prior 
assurance of success. 

12. Withdrawing, escaping, fantasizing, regres
sion. (p. 175) 

Why do parents continue to use power in the 

face of the evidence about power and its effects on 

others? From early childhood, most people have been 

themselves controlled by power—by their parents, 

teachers, principals, coaches, grandparents, scout 

leaders and bosses. Parents persist in using power 

out of a lack of knowledge and experience with any 

other method of resolving conflicts in human relations. 

What Children Learn From Punishment 

Don't misunderstand—children do learn from 

punishment. There isn't any such thing as a non-

learning experience for a child. The catch is that 

they don't necessarily learn what you think they do— 

which is probably not to do a certain action again. 

Instead, children learn that power is the thing. If 

you are bigger and stronger than someone else you can 

control them. If they are spanked, they learn to hit 
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when they are angry. They also learn to do things 

without getting caught. Lying can easily develop as 

a way of trying to avoid a 

that if they are punished, 

even—and they usually do, 

creative ways. 

spanking. Children feel 

they have a right to get 

sometimes in incredibly 

Example: 

Freddy's father confined his son to long 
periods of isolation in his room when the 
boy did something wrong. The father re
ported that this method "worked" because 
Freddy would be obedient and quiet for 
several days afterward. However, just as 
regularly as clockwork, after approximately 
three quiet days, Freddy would again be in 
trouble. And the behavior would usually be 
something that would embarrass the father 
in his neighborhood. Another long period 
of isolation would take place and so the 
cycle continued. 

How Can Parents Influence? 

If spankings or other punishment is not the 

answer, what is? According to Gordon (1970): 

Parents obviously will have more influence 
on their children if their methods of in
fluence do not produce rebellion or reac
tive behavior. Non-power methods of in
fluence make it much more likely that 
children might seriously consider their 
parents' ideas or their feelings and as a 
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result modify their own behavior in the 
direction desired by the parent. They 
won't always modify their behavior, but 
then again sometimes they will. But the 
rebellious child will seldom feel like 
modifying his behavior out of considera
tion for his parent's needs (p. 192). 

Gordon goes on to speak further to the matter of in

fluence : 

Parental power does not really "influence" 
children; it forces them to behave in pre
scribed ways. Power does not "influence" 
in the sense of persuading, convincing, 
educating, or motivating a child to behave 
in a particular way. Rather, power compels 
or prevents behavior. Compelled or pre
vented by someone with superior power, a 
child is not really persuaded. As a matter 
of fact, he will generally return to his 
former ways as soon as the authority or 
power is removed because his own needs and 
desires remain unchanged (p. 191-192). 

Many parents, particularly fathers, are re

luctant to give up punishment with their kids. After 

all, this is a traditional part of child rearing and 

they may fear a loss of control. "Besides", says Mr. 

Brown, "I can manage my five year old Johnny very well 

by the use of punishment. I am not cruel to my son 

and a good spanking never hurt anyone!" Perhaps that 

is true, Mr. Brown, but can you realistically imagine 
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using the same approach when Johnny is sixteen? If 

you can't, lets explore an alternative solution. 

Natural and Logical Consequences 
Instead of Punishment 

What can be done if children misbehave? Well, 

what happens if mother forgets the rice cooking on the 

stove? It logically follows that the rice gets burned 

and can't be used. This is the natural consequence of 

her forgetfulness. She has learned something from 

what happened. Mother doesn't need a spanking or a 

lecture in order to know she made a mistake. If we 

allow a child to experience the consequences of his 

acts, we can provide an honest and real learning sit

uation. "We do not have the right to assume the re

sponsibilities of our children, nor do we have the 

right to take the consequences of their acts. These 

belong to them" (Dreikurs and Soltz, 1964-, p. 77). 

Natural consequences refer to the natural 

order of things without any adult intervention. If 

Fred does not eat, hunger pangs will probably result. 

If Janice isn't ready for school in time to go with her 
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friends, she will have to walk alone. You might say-

that natural consequences represent the pressure of 

reality. 

Sometimes it is necessary for parents or 

teachers to provide a logical consequence if no nat

ural one will automatically follow an action. 

Example: 

F.rank is consistently late for dinner. 
Scolding and nagging have no effect. Mom 
decides to allow him to experience the 
consequences of his actions. If he returns 
while the rest of the family is still eat
ing, he is allowed to sit down and eat what
ever is left without any special considera
tions—such as mom getting up to warm the 
food. If the family has eaten and the table 
cleared, then there is no dinner for Fred. 
Remember, Fred's parents didn't do this to 
Fred, Fred did it to himself. He had the 
choice of coming home on time. 

Example: 

The children in the Smith family had all 
agreed to have their rooms cleaned by noon 
on Saturday. They understood that Satur
day afternoon fun activities would not 
take place unless the chores were done. 
Joan watched TV all Saturday morning and 
didn't go near her room. At 1:00 her best 
friend called to invite her to an amuse
ment park with the friends family. Joan 
was elated and turned from the phone to 
ask her mother. "I'm sorry Jean, I can 
understand that you would like to go, but 
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we made an agreement about room cleaning 
deadline." Joan was disappointed and 
cross but the next Saturday her room was 
clean before she watched TV. 

Fred, Janice, Frank and Joan all clearly had 

a choice in their behaviors. Fred had to decide 

whether or not to eat. Janice chose to walk to school 

alone rather than hurry to be ready when her friends 

left. Frank could decide to come home on time to eat 

or be late and go without dinner. Joan knew the ground 

rules and yet she chose not to clean her room in time 

and missed a fun afternoon outing. Choice is inherent 

in the nature of every natural and logical consequence. 

Contrasted to punishment handed down by a superior 

adult, logical consequences allow children to experi

ence the results of their own actions. The child can 

easily understand the relationship between his/her 

choice and what follows afterwards. There is no need 

for parental anger. Instead, the role of the parent 

is to be supportive, understanding and sympathetic. 

Remember, you are involved in a learning process with 

your children—not in a judicial proceeding. Everyone 
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wants their children to develop self-discipline but 

they must be given a chance to practice. 

Logical consequences will not work if parents 

misinterpret this concept as just a new way to control 

their children. If there is an underlying attitude of 

disguised punishment or parental power, children are 

quick to pick up the difference. They usually re

spond to logical consequences; they fight back when 

punished. 

Example: 

When Fred does not eat his dinner, mother can 
ruin the natural consequence by telling him 
that he is a bad boy and unappreciative for 
not eating the food she worked so hard to 
prepare. 

When Frank came home too late for dinner, 
father could turn the missed meal into a 
punishment by telling him that it served 
him right for being late. 

The process of change from punishment to log

ical consequences may not be easy at first. It is 

hard to break old habits. It may take a lot of think

ing and imagination in the beginning and no doubt some 

lapsing back into the old ways. But with practice, 

you will improve and seeing the change in your children 
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will be encouragement to keep on improving. There are 

several excellent books for parents describing logical 

consequences as an alternative to punishment. For 

further reading, refer to the reference list at the 

end of this handbook. 



SECTION VII 

A TYPICAL DAY 

In every family with a physically handicapped 

child, problems can come up at different times during 

each day. However, there seem to be specific times 

when problems occur most frequently. 

Morning 

Most people will agree that mornings are the 

real test of a families problem solving abilities. 

Dads and kids and sometimes Moms are rushed to leave 

for work and school on time. Bathrooms need to be 

shared, beds made, clothing found and put on, break

fast cooked and eaten and last minute details attended 

to such as finding last nights homework assignment. 

In most households, mothers take a large share of the 

responsibility in making all this happen, starting with 

waking everyone up in the morning. But when she does 
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take the responsibility, then everyone can blame dear 

old mom if things do not go well. 

In most, cases, children can assume many of 

the morning responsibilities on their own. An inex

pensive alarm clock with a lesson on how to use it 

will allow even very young children the chance to han

dle the waking up task. 

Example: 

Mom called Carl six or seven times in the 
morning before he would come straggling 
out of bed. Then he would have to rush 
to leave for school on time. Mom would 
nag him to hurry and Carl would be cross 
and say she didn't wake him early enough. 
Both Carl and Mom would be very upset by 
the time he stormed out of the house for 
school. After an initial counseling ses
sion, Carl's mother bought him an alarm 
clock and showed him how to use it. The 
1st two mornings, Carl disregarded the 
alarm and was late for school. But mom 
stayed calm and didn't wake him or hurry 
him after he did get up. Carl experi
enced the schools reaction to his tardi- . 
ness and by the third morning he got up 
when the alarm went off. By the way, it 
is a good idea to let the school in on 
your plan so they won't blame you for 
the child's tardiness. 

The same attitude can apply for the remainder 

of the morning routine. Once breakfast is served it 
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is the child's responsibility to eat it—not mom's 

responsibility to nag and coax. If children do not 

eat an adequate breakfast and are hungry before lunch, 

they may decide to eat breakfast the next time. 

Clothes, books, lunches and departure time can all be 

taken care of without reminders from mom if the child 

is allowed these responsibilities. If mother is well 

accustomed to the reminding and coaxing role, the 

process of change can be difficult at first. One way 

for mother to stay uninvolved is for her to become 

very busy with her own activities such as making her 

bed or washing her hair. 

Suppose your child has a lot of involvement 

with arthritis and realistically needs help in manag

ing the morning activities. The child can still wake 

up without help, choose the clothes to wear even if 

requiring help with dressing, eat breakfast when it is 

served and watch the clock to know when it is time to 

leave for school. In other words, allow the child to 

take care of every area of the morning routine that 

he/she can realistically manage. And most children 
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can manage more than most parents are willing to be

lieve • 

Some children with JRA, experience morning 

stiffness when they get up. They usually need a little 

more time to get going. One solution is an earlier 

bedtime which will allow the child plenty of sleep even 

if he/she needs to arise earlier in the morning. A 

hot shower or bath in the morning helps the morning 

stiffness. Reorganizing routines to switch baths from 

evening to morning may seem awkward at first but many 

parents and kids report that it is worth the effort to 

change. 

A problem common to JRA is the occasional un

certainty about whether or not your child feels well 

enough to go to school. Parents need to become extra 

sensitive to the child's feelings to know for sure and 

sometimes you just won't know. 

Example: 

Sylvia had missed quite a bit of school be
cause of her JRA and would frequently say 
she didn't want to go. Her mother didn't 
want to force her to go to school if she 
didn't feel well but she also had a feeling 
sometimes that Sylvia enjoyed the special 
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attention that she received when she was home 
with mother all day while the other children 
in the family were in school. When she 
strongly urged her daughter to go to school 
on days when Sylvia protested, mom felt 
guilty and unsure she had made a wise de
cision. Then mom hit upon the plan of 
checking with Sylvia's teacher later on 
those questionable days and discovered that 
Sylvia usually showed no evidence of not 
feeling well once she was at school and in
volved with the days activities. Sylvia's 
mom also worked out an agreement that the 
school would contact her at once if Sylvia 
complained of not feeling well. Here again 
is another example of working closely with 
the school personnel. 

After School 

Good time management is a problem all people 

have in common but it may be even more difficult to 

arrange for the child with a chronic health condition. 

They may require extra rest, special exercise programs, 

trips to the doctor, lab work and visits to a physical 

therapist. Like all children, they must find time for 

homework, doing some household chores and necessary 

shopping trips. When do they have time to play? 

Gillette (1971) suggests taking a realistic look at 

the child's balance of activities by keeping a detailed 

record during any average week, accounting for how all 
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their time is spent from getting up in the morning 

to going to bed at night. A sample chart for half 

a day is illustrated on page 117. After the weeks 

record keeping, you will have some real data to look 

at. How many hours are spent sleeping, in school, 

taking care of personal hygiene, medical treatments, 

helping around the house, homework, playing, etc? 

If the time expenditures do not seem to be in 

good balance, this would be a good time to sit down 

with the child and work on ways to improve the sched

ule. If play is short, perhaps ways can be found to 

incorporate play into the exercise routines. If the 

time spent on exercise is less than the doctor or 

therapist has suggested, perhaps adding 15 minutes in 

the morning would help or exercises could be done 

while watching a favorite TV program. There is no 

exact formula that each child must fit. Every child 

and every family is different and the routine needs to 

be customized to fit your situation. 
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Sample Time 
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Chart for One Half Day 

M T W TH F S S 

7:00 

7:30 

8:00 

8:30 

9:00 

9:30 

10:00 

10:30 

11:00 

11:30 

12:00 
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Dinner 

This is usually a time for most families when 

everyone is together, maybe the only time of the day 

when this is so. Dinner should be a pleasant time for 

all and a chance for each person to tell of their days 

adventures. It isn't a good time for Mom and Dad to 

try to have a personal conversation even if important 

matters need to be discussed. Their conversation can 

wait for later when they are alone. One way to be 

sure everyone has an opportunity to contribute is to 

take turns, starting at a different place each night. 

If any of the children in the family are play

ing with their food and not eating, this is the time 

to give them the choice of staying and eating quietly 

or leaving the table. If the child stays but contin

ues to play, you can say, "I see you have decided to 

leave the table". Calmly remove the plate to the 

kitchen and go on with the family meal. 

Dinner time is a good time to involve even 

very little children in helping. There are so many 

little daily tasks involved in the evening meal like 
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setting the table, emptying the dishwasher and clearing 

the table. These routine chores also offer an excel

lent opportunity for special parent-child time. Wash

ing the dishes together can be every bit as rewarding 

as setting aside specific time to sit down to play a 

game. 

Bedtime 

This is traditionally a hassle time in many 

families but it doesn't need to be. Allowing special 

time for each child that they know they can count on 

can make bedtime a time to look foward to. This is 

also a very good time for father to be involved. 

Talking to the child while a bath is in progress, sit

ting with the child while he/she is doing the exer

cises, or helping with exercises when it is appropri

ate, allowing the child to pick out a favorite story 

to be read, listening to the child review spelling 

words for the next day are all ways of spending spe

cial time with him/her. Calm, quiet activities are 

better than rough play just before bedtime. 
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If there is an agreed upon bedtime and a calm 

expectation that it will be met, children will usually 

not put up much resistance. 

A few children will still not want to go to 

bed or stay in bed in spite of any nighttime routine. 

And they can keep their parents involved with them 

for hours on end. What starts out as friendly re

minders can end in spankings or verbal battles before 

the child is finally asleep, only to start over the 

very next night. 

What can be done? There are a couple of 

things to try but it is important to choose one and 

be consistent over a period of time until the child 

learns that you are not going to change your mind 

again. 

Some families have had success from totally 

ignoring the child once the child has been put to bed. 

This means that you absolutely don't notice that the 

child is up again. You go ahead with your evening 

activities—watching TV or reading and do not respond 

in any way. True, it can be difficult to read the 
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evening newspaper with a three year old tugging at 

your leg but if you do not pay any attention, either 

verbally or physically, the child tires of this one

sided interaction and may choose bed instead. 

Another method that is effective, is to get 

up, without saying anything, and calmly take the child 

by the hand and walk the child back to the bed. 

(Holding tightly to the child's hand helps to keep 

your mouth closed!) No lecture, no punishment and no 

communication of any kind. This may have to be re

peated several times during the same evening at first 

but eventually the child will get the idea that this is 

not the way to get attention any longer. 

The reason both of these techniques are suc

cessful is that the parents decide not to give atten

tion for inappropriate behavior and the getting out of 

bed game isn't fun any longer. 

When children resist going to sleep when they 

go to bed, it often works well to not make a big issue 

out of going to sleep as long as they are in their 

rooms at bedtime. Allowing a child to keep the light 
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on to read a book will usually not lead to a great 

loss of sleep. Initially they may take advantage of 

this wonderful new found freedom but after a few nights 

the novelty wears off and they will choose to go to 

sleep within a short time after all the goodnights are 

said. It is very difficult, if not impossible, to 

make someone sleep until they are ready. And chil

dren's sleep needs do vary a great deal. 

Example: 

Bedtime had been a problem for Lynn and her 
family for several years. Because of her 
arthritis, the parents were particularly 
concerned about her getting enough sleep. 
What started out as firmness would often 
end in a battle with both the parents and 
the child upset and angry. A counselor 
suggested to the parents that Lynn could 
be responsible for her own sleep require
ments once the parental pressure was re
moved. They decided to give it a try. 
The parents told Lynn that they would like 
her to be in her room by 8:30 but that she 
could decide to go to bed when she was 
sleepy. The first two nights, her light 
was still on when the parents went to bed 
and they were not very impressed with this 
new approach. However, on the third night, 
the reading light was on only 15 minutes 
before Lynn decided to turn if off and go 
to sleep. Lynn was beginning to learn her 
own sleep needs. 
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SECTION VIII 

THE WHOLE FAMILY 

It is true that having a child with a chronic 

health problem, such as arthritis, can affect everyone 

in a family. However, the result does not have to be 

unhappy people or serious family problems. 

Communication 

The importance of communication in a family 

living and working together can hardly be stressed 

enough. We have already touched upon the effect of 

words in the section on encouragement. People can live 

under the same roof for many years without ever really 

understanding each other or sharing honest feelings. 

Again, parents are the best model that children can 

have for developing good communication skills. It is 

important to remember that we cannot assume that other 

people know what we are thinking or feeling. No one 

is a mind reader. 
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Many parents complain about not being able to 

communicate with their children—particularly teen

agers. A thoughtful analysis of the words being ex

changed can usually explain why. You may be surprised 

to find that you are talking to your children more 

often than with them (Dreikurs and Soltz, 1964-). 

"Talking to our children means telling them 
how we want things done, expresses a demand 
for obedience, requires an image of our own 
thinking. Talking with our children we and 
they search together for ideas as to what 
can be done to solve a problem or improve a 
situation. Thus they have a creative part 
in the construction of family harmony and 
realize that they, too, contribute to the 
whole" (p. 299). 

In order to successfully talk with children, 

we need to respect their feelings and opinions even if 

they are different from our own. If you are always 

right and the child is always wrong, the door to good 

communication will be closed. 

We can influence and guide our children but 

will have very little success forcing them into a mold 

that fits our ideas of what they must be like. 

Rather than tell your children that they are 

wrong, use phrases that keep communication open. 
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I wonder why that might happen? 

You may have a point, I hadn't thought about it 
that way. 

I don't agree with you but you have a right to 
feel that way. 

I can see that you don't agree, would you like 
to talk about it some more? 

In his book, Parent Effectiveness Training, 

Gordon (1970) has a lot to say about communication. 

He emphasizes that these skills can be learned and 

improved with practice. Gordon feels that the use of 

"I-messages" creates better communication between 

people than "you-messages". "You-messages" tend to 

place blame or evaluate while "I-messages" are a 

statement of fact about how the parent is feeling at 

the time. Some examples of "You-messages" are: 

You stop that. 

You shouldn't do that. 

You are naughty. 

You are acting like a baby. 

You want attention. 

You should know better (Gordon 1970, p. 115). 
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In each case, the parent is being critical. The "1-

message" on the other hand describes how some unac

ceptable behavior makes the parent feel: 

I cannot rest when someone is crawling on my lap. 

I don't feel like playing when I am tired. 

I can't cook when I have to walk around pots and 
pans on the floor. 

I don't like to be kicked. That really hurts me 
(p. 115-118). 

It takes a certain amount of courage to send "I-

messages", but the rewards are generally well worth 

the risks. 

"It takes courage and inner security for a 
person to expose his inner feelings in a 
relationship. The sender of an honest "I-
message" risks becoming known to the other 
as he really is. He is opening himself 
up—being transparently real, revealing 
his human-ness. He tells the other that 
he is a person capable of being hurt or 
embarrassed or frightened or disappointed 
or angry or discouraged, and so on. For 
many parents, it is much easier to hide 
their feelings under a "YOU-message" that 
puts the blame on the child than to expose 
their own human-ness" (Gordon 1970, p. 
119-120). 

Active listening is another concept in com

munication that is discussed by Gordon (1970). 
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Basically what this means is listening for the feeling 

underneath the content of the words and reflecting 

back those feelings to the child. This seems to keep 

communication going in a way that offering an opinion 

or advice does not and ultimately allows the child to 

arrive at his own solutions. The following dialogues 

may help to illustrate the difference active listening 

can make. Traditional parent reaction: 

Greg: (Coming in from school and slamming 
notebook down on the table) I hate 
school! 

Mom: Why, no you don't, you love schoolI 

Greg: No, I don't. I hate it and I never want 
to go back. 

Mom: You'll feel better after you have some 
milk and cookies. 

Greg: I don't want any cookies. (Dashes out 
of the room) 

With active listening: 

Greg: (Coming in from school and slamming note
book down on the table) I hate school! 

Mom: Sounds like you had kind of a rough day. 

Greg: Yeh, I sure did and I don't want to go 
back. 
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Mom: You are worried about something that may 
happen? 

Greg: It is going to happen! That dumb old math 
test is tomorrow. 

Mom: You are not feeling ready for the test? 

Greg: No, and the teacher said that if we don't 
pass it we have to be put in a class with 
dumb kids. 

Mom: And you're not sure what to do? 

Greg: No, but maybe if I really work on it 
tonight it will be okay. Hey, how about 
some cookies. 

The surface content of the words spoken can hide deep 

feelings underneath. I hate school might also have 

meant: 

The kids tease me. 

I feel different. 

I didn't know how to do the lesson. 

The teacher said I was lazy. 

In the rush of the days activities, the real 

meanings of words exchanged can be lost. Really lis

tening to children (and spouses) takes a little more 

time but the rewards of better understanding are 

worth the effort. 
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The Other Children 

All the children in a family need some time 

with mom and dad that is special time for them. In a 

family with a physically handicapped child, particu

larly one that requires a lot of special care, it is 

sometimes possible to overlook the other children's 

needs due to the pressures of time. Some families 

have tried an idea called "Only Child for a Day" to 

handle this problem (Evens, 1967). 

Example: 

The Jones family have three children. Kathy, 
the youngest, has arthritis and for a period 
of time had been requiring extra care and 
attention. John and Alice, the two older 
siblings understood the problem and hated 
seeing their little sister not feel well. 
On the other hand, they were accustomed to 
doing things with the parents before Kathy 
became ill and missed these activities very 
much. Alice was cross with Kathy one night 
just before bedtime and when Mom was tucking 
her into bed, Alice admitted that although 
she loved Kathy and knew she needed a lot 
of care, that she resented never having any 
time alone with her mother. Mom and Dad 
talked over this problem and decided to 
plan one Saturday each month for Alice and , 
one for John where they could have a whole 
day with one of the parents doing something 
they particularly enjoyed. The other par
ent would have the responsibility of taking 
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care of Kathy on that day. This "Only Child 
for a Day" plan provided some very satisfying 
experiences for both the parents and the two 
children. 

Also, it really isn't fair to expect children 

to be constantly waiting on a handicapped sibling. 

All of the family should share in this responsibility 

equally. When everyone takes turns, no one seems to 

mind doing a fair share but if most of the burden falls 

on the other children in the family, they may very 

well become resentful. 

And the other children in your family need to 

have friends and activities of their own. If they are 

expected to stay home all the time to keep the sick 

child company, they will be missing a lot of important 

experiences. Again, taking turns in this responsi

bility will make it less of a chore for any one family 

member. 

On the other hand, when it is necessary for 

parents to spend more time with the child with JRA 

than with the other children, don't feel sorry for the 

brothers and sisters. They can learn to accept the 

reality of the situation if you make an honest effort 
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to share time with them when you are able. Learn to 

say in a matter of fact way, "Susie needs help right 

now, I will read you a story shile she is taking a 

nap". 

Family Council 

Every family needs a time and a place to deal 

with the problems that develop in their world. A 

family council is an ideal place to learn problem 

solving skills and to take up the business of the fam

ily (Rigney and Corsini, 1970). 

. . .  t o  g i v e  i n f o r m a t i o n ,  m a k e  p l a n s ,  e s t a b 
lish rules, express complaints, settle quar
rels, come to agreements and make decisions. 
It is an open forum in which everyone in the 
family can express his ideas, his opinions, 
his complaints without any interruption 
(p. 3). 

It is best to establish a specific time and 

place once each week at a time when all the family 

members are likely to be home. Family members can 

take turns being chairperson, even the young children 

in the family. Attendance should be voluntary because 

anyone forced to come will not likely be cooperative. 

In most families, once the family council is 
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established, everyone comes to the meetings. At first 

it may be because they don't like to be left out, but 

after some experience with having a voice in important 

family decisions, they look forward to the chance to 

participate. 

The family council idea will not be effective 

unless there is mutual respect and consideration for 

each individuals' opinion. If the parents use this 

type of meeting just to show their authority, the 

children will quickly lose interest. Another way of 

sabatoging the council is for the parents to break the 

rules set for the whole family. If the council de

cides that the TV will be off during dinner—this 

means Dad too—even when there is an important foot

ball game. 

One practical use of the family council is to 

decide together what chores need to be done around the 

house (and outside of the house). The family members 

can then choose which tasks they are willing to under

take for a period of time—usually one week—with the 

understanding that the chores will rotate at the end 
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of that time. There surely can be nothing more dis

couraging to the oldest son than to feel that he has 

nothing to look forward to but taking out the garbage 

for the rest of his life! And yet, this is a common 

situation in many families. You may be surprised at 

how much more willing children are to do a task that 

they have chosen for themselves rather than one which 

they are commanded to do. 

Many other family decisions can be worked out 

during a family council meeting. Naturally, you can't 

allow young children to choose an expensive family car 

but they can have a voice in family outings, vacations 

and smaller purchases within a specific price range. 

The family council can be a beginning of de

veloping resourceful problem solving skills in young 

children that will be important to them the rest of 

their lives. 



SECTION IX 

TEENAGERS IN YOUR FAMILY 

The time comes when your child is no longer a 

child but a young adult. The teenage years are filled 

with a multitude of emotions and experiences. Adoles

cence is both a time of joy and a time of turmoil and 

stress. 

Body Image 

Stubblefield (1974) remarks that in general, 

chronic illness has a negative effect on the child's 

self-esteem and personal body image. If the arthritis 

affects the teenagers physical appearance, this young 

person will probably be concerned about a body that 

may be different from others. If there is not yet any 

deformity, there may still be concern about the 

future—particularly if this teenager has been exposed 

to older arthritis patients who do have severe deform

ities. 
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Example: 

Mrs. Green was very worried about her daughter. 
Carol has had arthritis for several years and 
had some involvement with her hands but no de
formities. Mrs. Green happened to observe 
Carol in her room—when she didn't know she 
was being watched. Carol was looking at her 
hands rather sadly and thoughtfully. 

It is understandable that Mom felt concern. 

But it is important to remember that most teenagers 

are at least somewhat concerned about their physical 

appearance. If Carol did not have arthritis, she 

might stare at herself in the mirror when no one was 

looking—convinced that she was too tall or too thin 

or that her breasts were too small. Too much parental 

concern only serves to reinforce in the child that 

there is something to feel anxious about. 

On the other hand, there is a possibility that 

Carol or any other adolescent with JRA might develop 

deformities later on in life. If the child asks, 

"Will that happen to me too?", it really isn't honest 

to say no. Perhaps a better response might be, "I 

can't promise for sure. You are in good shape now and 

chances are with proper medical care you will stay 
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that way. But I do understand your concern." Arthri

tis is an unpredictable disease and not even a very 

experienced physician knows what course the arthritis 

is likely to take. 

And if the teenager's JRA has already visibly 

affected the body—what then? Calm acceptance of the 

physical condition and a sincere belief that the young 

person can make it in life are the two most important 

attitudes that parents can have. Feeling pity for a 

situation that cannot be changed will only allow young 

people to feel sorry for themselves. Teenagers with 

strong self-concepts that have been built from early 

childhood can take difficult experiences in stride if 

the people around them have a quiet confidence in 

their ability to do so. 

Dating and Sexuality 

Along with concern about body image, may be a 

nagging worry about relationships with the opposite 

sex. "Am I loveable, will anyone want to take me out 

on dates, will I get married and have children?" Our 

culture places an unrealistic importance on beauty and 
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perfection of body. TV, movies and magazine adver

tisements all picture beautiful people meeting and 

falling in love—people who bear little resemblance to 

the majority of mankind. Teenagers without physical 

problems also share these fears when they compare 

themselves with the body beautiful in the bikini bath

ing suit ads. 

Handicapped teenagers feelings about their own 

sexuality play a major part in how they approach the 

important life task of finding a marriage partner. 

Human sexuality is a beautiful gift, shared by all 

human beings regardless of degree of beauty or perfec

tion of form. It is as much a part of human life as 

breathing, or enjoying food. By the time we are five 

years old, many of our sexual attitudes and feelings 

are already developed (Buscaglia, 1975). The atmos

phere within the family provides the first learning 

experiences about sexuality. Do the family members 

touch each other? Do they show feelings and affection? 

Do the parents show emotional feelings in front of the 

children? 
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Parents who are comfortable with their own 

sexuality provide the best beginning for children's 

feelings about themselves. Parents can give guidance 

by being willing to openly discuss their children's 

questions as they arise and giving the correct names 

for parts and functions of the body. 

Parents can best become a source of reliable 

sex education for their children by being approachable. 

How many people have said, "I didn't dare ask my 

mother anything!" A close relationship with their 

parents as children grow up creates an atmosphere for 

frank and honest discussions about sexual feelings and 

concerns. 

All people bring to adulthood attitudes about 

their sexual life from their own personal life experi

ences, attitudes of their parents, childhood influ

ences and church and social attitudes—whether or not 

they have a physical disability. 

Being a part of a counseling group with other . 

teenagers with JRA can be a very rewarding experience 

with a competent and sensitive leader. Finding out 
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that they are not alone in their fears, questions, and 

uncertainty about the future can supply the added in

centive for coping adequately with life. For some 

kids, it may be the first time they feel really under

stood! 

Career Choice 

Many people do not consider career choice un

til it is actually time for them to enter the world of 

work. But career choice can really be considered a 

developmental process starting at an early age in the 

person's life and not waiting until time for educa

tional preparation or job hunting (Super, 1957). 

It has been emphasized in this book that self-

concept development begins at home. And the way a 

person imagines the kind of work he/she might go into 

depends a lot on the self-concept. If children see 

themselves as not very bright they are not likely to 

choose a career that requires very much education. If 

they see themselves as helpless there may be very 

little in the world of work that they will even at

tempt . 
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Three areas that will help prepare a child for 

career choice are parental attitudes, teen counseling 

groups and individual counseling for older teens. 

What can the parents of young children do to help pre

pare them for the eventual career choice? 

Allow the child to explore all possibilities. 

Do not tease the young child with JRA when he 
talks about wanting to be a power shovel oper
ator . 

Create as many opportunities as possible for 
exploring the world of work. 

Encourage career guidance in the school system." ' 

Do everything possible to build confidence in 
your child. 

' Group counseling groups for teens should most 

certainly devote time to future career choice. These 

groups might deal with: 

Accepting the reality of physical problems. 

Inviting handicapped people in various areas 
of work to talk to the kids. 

Gathering information about the range of 
specific occupations available within an 
interest area. For example: the health 
care field includes physicians, lab tech
nicians, physical therapists, nurses, 
teachers, etc. 
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Gradual narrowing down of choices. 

Flexibility of choice in the event that the 
health condition changes. 

Use of prepared material such as: Strong 
Vocational Interest Blank or Holland's Self-
Directed Search. 

Flexibility of career choice needs to be dis

cussed in a group without discouraging anyone whose 

heart is set on a specific choice. It is possible to 

see many examples where a physically handicapping con

dition does not prevent success in a chosen field if 

the desire to succeed is strong enough. 

One caution about using prepared tests of 

vocational interests. It is possible for young people 

to see the results of such a test as meaning that they 

are only suited for one specific area of occupation. 

They might not attempt to pursue a career that they 

had previously dreamed about. 

Individual counseling with youngsters as de

cision making time comes close can be very helpful. 

Perhaps your child's high school will have a guidance 

counselor with whom the parents and child can discuss 

choice of schools or training programs. Children 
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sometimes need assistance with school choice. Some 

universities are particularly well geared to handling 

young people with physical handicaps. A child in a 

wheelchair needs to select a school with a minimum of 

architectural barriers. Families also need to know 

about the possibilities for financial aid. Your 

child's physician will likely counsel for realistic 

pacing—perhaps taking longer than usual to complete 

a course of study. 

Career choice is one of the most important 

decisions a person makes in life. Your child needs 

your support and encouragement. 



SECTION X 

MESSAGE TO PARENTS 

Becoming parents carries with it a large 

responsibility. Having a child with a physical handi

cap increases parents sense of responsibility. Some

times the needs of fathers and mothers become over 

shadowed in the treatment and concern for the child. 

Guilt Feelings 

Many parents find themselves with some guilt 

feelings when they discover that their child has ar

thritis. "What did I do wrong?" is a feeling parents 

sometimes express but even more often keep to them

selves. 

Perhaps you have had some thoughts similar to 

the following: 

"I wonder if I spanked him too hard". 

"Maybe God is punishing me for something I did 
wrong". 
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"What if that bump he received in our car 
accident led to his getting arthritis". 

"Could it be because she didn't eat right?" 

"I'm afraid the emotional upset over the di
vorce could have caused this." 

"She fell off her bike when she was little. 
I didn't want her to have a bike while she 
was so young." 

"My grandmother had arthritis. Could my 
daughter have inherited it from my side 
of the family?" 

There is no medical evidence that bumps, 

bruises, heredity, emotional upsets or any other mis

fortunes of childhood can cause arthritis. The cause 

of arthritis is simply not known yet. Some research

ers feel that a virus could be the culprit (Jessar, 

1973). Perhaps one day soon we will all know the 

cause and when that happens, a cure will likely not be 

far behind. 

In the meantime, realizing that nothing you 

did caused your child's arthritis may allow you to 

become more relaxed about this health condition and be 

able to give your child the support and loving 
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acceptance that he/she needs now. We can't do any

thing about the yesterdays but we can do something 

about the todays and tomorrows. 

Courage to be Imperfect 

All the way through this book, there has been 

a lot of emphasis on the role of the parents in the 

life of a handicapped child. You have been told that 

how you react to your child now will make a difference 

in how your child sees the world as an adult. 

It has been suggested, among other things, 

that you: not pity, have positive expectations; give 

choices; create logical consequences instead of punish

ment; work closely with the school; be constantly en

couraging; and model good communication skills. Can 

you do all that? No, probably not. At least not at 

first, not every time and not perfectly. True, all 

of these things will become easier with practice but 

you will probably never do everything perfectly. 

Have the courage to be imperfect as a parent, 

as a spouse, and as a human being. We all make mis

takes. It doesn't mean we are inferior human beings 
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because of it. If you truly have the courage to be 

imperfect you can acknowledge what you would rather 

have done or said in a particular situation—then 

forget it—and start again tomorrow with a confidence 

that you will succeed, instead of feeling gloomy and 

depressed with your failure. 

Parents Have Needs Too 

Remember that being a parent to a child with 

JRA is only one role you have in life. You are also 

a husband or wife, a man or woman, a member of your 

community. And you have needs as a human being that 

are just as important as the needs of your child. 

Take time for being a real mate to your hus

band or wife. The two of you will have a life to 

share long after the children are independent of you. 

If you become exclusively a mother, it is not always 

easy to resume the role of wife when the two of you 

are alone again. Keep talking, share feelings, com

municate on a personal level—not just about the chil

dren or how you will pay for the new roof on the house. 
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It can be very demanding of your time and 

energy and financial resources to care for a chroni

cally ill child. Extra effort may be required to ar

range schedules to include an occasional night out. 

But it is worth the effort if doing something you both 

enjoy helps to keep your relationship strong. 

Take time for being you. It is possible to 

almost lose yourself in the shuffle with the many de

mands coming from all sides. What have you done in 

the past week that was just for you—something you 

enjoy that helps you feel fulfilled that may not add 

one thing constructive to the running of the house

hold? If they are honest, many people will have to 

respond that they were too busy taking care of the 

family or earning a living to do anything just for 

fun. It is difficult to arrange? Probably. But if 

it is important enough to you, you can find a way. 

Exchanging baby-sitting with neighbors or leaving for 

a couple of hours on your husband's day off will allow 

you some time even if money is tight for hiring baby

sitters. You are an important person too! If this 
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sounds selfish, most people will return to the spouse 

and parent roles with renewed energy and enthusiasm 

after recharging their batteries with satisfying ex

periences . 

If this message seems to be aimed more at 

wives than husbands, in most families the male already 

has the daily work experience and contact with other 

people to offer him satisfaction and a change from the 

home situation. But fathers also need activities that 

they enjoy. Understanding these needs will allow 

couples to give each other the necessary freedom to 

pursue their special interests. 



SECTION XI 

CONCLUSIONS 

It is possible for the time to come in any-

family when the problems of daily living suddenly seem 

too big to handle with comfort and ease. 

Seek Professional Help When Needed 

Supportive family counseling can be an impor

tant part of the total care program when any family 

member has a chronic illness. Family counseling ser

vices are available in many communities with a fee 

based on ability to pay. If there is a university in 

your area with a counseling department, counseling 

services are often offered at no charge as part of the 

graduate training program. 

Have the courage to seek professional help if 

you need it. Some people are embarrassed to ask for 

assistance. They feel that they should be able to take 

all difficulties in stride and solve all their family's 
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problems themselves. Most families wait too long and 

then their problems have grown so large as to make 

counseling difficult. Early intervention in problem 

situations can create a happier and healthier family-

life—for both parents and children. 

Parents that need help are not sick or fail

ures as mothers and fathers. They usually just lack 

information about the effects of certain kinds of fam

ily interactions. A family counselor is really a 

family educator. 

Parent groups are often helpful in discussing 

common problems and sharing solutions to specific dif

ficulties. It is an opportunity to talk with other 

parents who are having similar experiences to yours. 

This peer group may be better at problem solving than 

the health professional who has not lived with a hand

icapped child. 

Sources of Information and Assistance 

Because of the nature of your child's disease, 

one source of help and information all over the coun

try is the Arthritis Foundation. Each chapter offers 
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slightly different services but all would be able to 

provide educational literature and referrals to physi

cians and clinics specializing in rheumatology. You 

could write or call the national office for the loca

tion of the chapter nearest you. 

The Arthritis Foundation 
475 Riverside Drive 
New York, New York 10027 
Phone: (212) 678-6363 

Your county medical society could probably 

also give you information about the arthritis special

ists in your area and also opthomologists for the 

slit-lamp eye exam. Check in your local community to 

see if there are other services available to your 

family such as: 

equipment loan chests 

emergency homemaker services 

family counseling agencies 

transportation for the handicapped 

homebound education 
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Tribute to Parents Courage 

This book is an attempt to give you some ideas 

on how to live in better harmony with your child with 

JRA and with all your children. It is hoped that your 

interactions with your children will allow them to de

velop the necessary courage and self-confidence to 

meet life successfully. It is also hoped that im

proved family interaction will provide you with more 

satisfying experiences as parents. 

You who are parents of children with chronic 

illness deserve tremendous admiration. Almost uni

versally you exhibit courage and love and faith— 

sometimes under extremely trying situations. You have 

provided the incentive for the creation of this guide 

and it is to all the parents of children with arthri

tis that this book is dedicated. 
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ing Co., 1964. 
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to make them fail—even children who get good grades. 

James, M. and Jongeward, D. Born to win; Transac
tional analysis with gestalt experiments. 
Reading, Mass.: Addison Wesley, 1971. 

Teaches people how to be the "winners" they are meant 
to be in life. 

Rigney, K. and Corsini, R. The family council (pamph
let). Chicago: Rudolf Dreikurs Unit of the 
Family Education Association, 1970. 

Condensed summary of the principles and procedures of 
holding a family council. 

Satir, V. People making. Palo Alto, Calif.: Science 
and Behavior Books, 1972. 

Aimed essentially at helping parents help their chil
dren to develop a sense of self-worth and autonomy. 
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Handbook Evaluation for Physicians 

1. Do you feel the need in your practice for assistance 
with patient's emotional problems? 

Often 
S ome t ime s 
Never 

2. Do you feel this handbook adequately covers the subject 
of emotional development of children with JRA? 

Very adequate 
Adequate 
Inadequate 

3. Do you agree with the basic philosophy of this book, 
i.e., responsibility and self-concept building begins 
in early childhood? 

Strongly agree 
Agree 
Disagree 

4. Would you recommend this handbook to parents of chil
dren with JRA? 

Frequently 
Occasionally 
Never 

5. Does the book seem to you clear and easy to understand? 

Very clear 
Clear 
Not clear 

6. How do you feel about the length of this handbook? 

Too long 
Just right 
Too short 

7. How do you feel about the number of examples given in 
the book? 

Too many 
Just right 
Too few 
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8. How do you feel about the number of topics covered? 

Too many 
Just right 
Too few 

9. How do you feel about the language used in this book? 

Too sophisticated 
Just right 
Too simple 

10. Do you feel that parents could use the information in 
this book without additional counseling help if none 
was available? 

Always 
Usually 
Never 

Suggestions for additions: 

Suggestions for deletions: 

Other comments: 



Handbook Evaluation for Parents 
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1. Do you feel the need for help with the emotional de
velopment of your child with JRA? 

Often 
Sometimes 
Never 

2. Does this handbook adequately cover the subject of 
emotional development of children with JRA? 

Very adequate 
Adequate 
Inadequate 

3. Do you agree with the basic philosophy of this book, 
i.e., responsibility and self-concept development 
begin in early childhood? 

Strongly agree 
Agree 
Disagree 

4. Would you recommend this handbook to other parents of 
children with JRA? 

Frequently 
Occasionally 
Never 

5. Does the book seem to you clear and easy to understand? 

Very clear 
Clear 
Not clear 

6. How do you feel about the length of this handbook? 

Too long 
Just right 
Too short 

7. How do you feel about the number of examples given in 
the book? 

Too many 
Just right 
Too few 
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8. How do you feel about the number of topics covered? 

Too many 
Just right 
Too few 

9. How do you feel about the language used in this book? 

Too sophisticated 
Just right 
Too simple 

10. Do you feel that you can use the information in this 
book without further counseling help if none is 
available? 

Always 
Usually 
Never 

Suggestions for additions: 

Suggestions for deletions: 

Other comments: 
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December 29, 1975 

Dear 

I need your help! 

I am preparing a handbook for parents of children with 
Juvenile Rheumatoid Arthritis as part of my dissertation for 
a Ph.D. degree in Counseling and Guidance at The University 
of Arizona. 

I have proposed to have this book evaluated by a group of 
physicians and a group of parents who share a common concern 
about JRA. 

This handbook is designed to help with the problems of daily 
living encountered by parents who have a child with JRA— 
with the emphasis on healthy emotional development. Your 
opinions and comments will help shape the final end product 
that will be published by the Arthritis Foundation in the 
future. 

Please complete the enclosed evaluation form and return 
along with the manuscript in the enclosed envelope by Janu
ary 21, 197 6. 

It is my hope that the evaluation form is self explanatory. 
If you have any questions, please feel free to call me at 
795-1635 (office) or 325-7107 (home). 

Thank you for your time and effort. 

Sincerely, 
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Do you feel the need for help with the emotional de
velopment of your child with arthritis (in your prac
tice for assistance with patient's emotional problems)? 

Often Sometimes Never 

Parent Responses 4 (27%) 11 (73%) 0 

Physician Responses 8 (62%) 5 (38%) 0 

Do you feel this handbook adequately covers the subject 
of emotional development of children with JRA? 

Very 
Adequate Adequate Inadequate 

Parent Responses 10 (67%) 5 (33%) 0 

Physician Responses 12 (92%) 1 (8%) 0 

Do you agree with the basic philosophy of this book, 
i.e., responsibility and self-concept building begins 
in early childhood? 

Strongly Agree Agree Disagree 

Parent Responses 9 (60%) 6 (40%) 0 

Physician Responses 13 (100%) 0 0 

Would you recommend this handbook to other parents of 
children with JRA (to parents of children with JRA)? 

Frequently Occasionally Never 

Parent Responses 14 (93%) 1 (7%) 0 

Physician Responses 13 (100%) 0 0 

Does the book seem to you clear and easy to understand? 

Very Clear Clear Not Clear 

Parent Responses 11 (73%) 4 (27%) 0 

Physician Responses 10 (77%) 3 (23%) 0 
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6. How do you feel about the length of this handbook? 

Too Long Just Right Too Short 

Parent Responses 1(7%) 14 (93%) 0 

Physician Responses 7 (54%) 6 (46%) 0 

7. How do you feel about the number of examples given in 
the book? 

Too Many Just Right Too Few 

Parent Responses 0 13 (87%) 2 (13%) 

Physician Responses 2 (15%) 11 (85%) 0 

8. How do you feel about the number of topics covered? 

Too Many Just Right Too Few 

Parent Responses 1 (7%) 11 (73%) 3 (20%) 

Physician Responses 0 12 (92%) 1 (8%) 

9. How do you feel about the language used in this book? 

Too Just Too 
Sophisticated Right Simple 

Parent Responses 0 14 (93%) 1 (7%) 

Physician Responses 3 (23%) 10 (77%) 0 

10. Do you feel that you (parents) can use the information 
in this book without additional counseling help if none 
is available? 

Always Usually Never 

Parent Responses 1 (7%) 13 (86%) 1 (7%) 

Physician Responses 0 10 (77%) 3 (23%) 
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