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ABSTRACT 

Chronic Guilt : 

ii 

Parents emotional attitude response to having a 

mentally defective child. 

The aim of t h i :3 pro j ect is two-fold 

( 1) To propose th .Lt most parents who have a mentally defective 

child su: f er from a perva sive psychological reaction, chronic 

guilt, and that it is not always recognized by the profess ional 

personnel - physicians , psychologists , and social workers, who 

a ttempt to help them 

( 2) To suggest some of the implications of the phenomenon of 

chronic guilt for parent counselling processes. 

Chronic guilt is a complex emotional attitude of long term du.ration 

and generally involving emotional conflict, grief, fear, love, anxiety, 

anger, hatred , protection , sympathy and defensive elements, and 

a.rising out o : real or imagined cont rave ntion of moral :md social 

stanJ.:irds i n ac t or thought. 

!1:ost, if not all, of these parents suffer from chronic guilt through

out t heir lives re gardless of whether the child is kept at home or 

'put away '. The intensity of this guilt varies from time to time 

for the same person, from situation to situation, and from one fami ly 

to anot:ier. Chronic guil t may be more intense for one parent than 

the other in tpe same family. Many factors such as parents 

personality, ethnic origin , religion and social class can influence 

the intensity of this feeling. Although chronic guilt may be felt 

by some parents of minimally retarded children, the phenomenon is 

almost universal among parents of severely or moderately retarded 

children, that is those children who would be regarded as retarded in 

any society or group. 

The reality faced by the parents of severely retarded children is 

such as to justify the chronic guilt . When a parent is asked to 

accept mental deficiency it is not clear just what he is as~ed to do. 

The stress placed on acceptance may suggest to the parent that he is 

expected to see his or her child from the point of view of the 

professional. 

and resistant. 

This expectancy can make the parent both resentful 



iii. 

The first part of this study reviews some of the important literature 

published during the past twenty years , and suggests that trait factor 

analysis could be a basis for the chronic guilt syndrome. 

The second part of the study is a field investigation of Wolfensberger' s 

theory that guilt C3Jl be a positive attribute. From a small New 

Zealand sample of pci,rents of ha.ridicapp ,d children , who were referred 

or visited over one month (Kimberley Hospital) and asked to complete 

the 16 PF, four trait factors were extracted to support the contention 

and underline the complexity of the chronic guil t. 



ACKNOWLEL'GEMENT 

To Dr D. Clarke who supervised and gave invaluable 

help throughout the project. 

iv 



v. 

INTRODJCTION 

The American Association for Mental Deficiency defines mental deficie

ncy as below average general intellectu~l functioning, originating in 

the developmental period, associated with impairment of adaptive 

behavior, ( Clarke and Clarke 197 ) . Accordin 1s to the World Heal th 

Organisat ion 's definition (1974) ruenb.l subnorm;:i,lity consis ts of two 

ca tegorie s , 

( 1) That due to environmental causes with no CNS impairment 

(mental reb.rdation) and 

( 2) That due to CNS disorders (mental deficiency) 

Statistically 16% of individuals will have IQ's below 85 IQ points 

and 2}b below 70 IQ points. Mental retardation may be classified 

according to I~, developmental characteristics, potential . for education 

or social and vocational adequacy. (Table II)(Appendix I) 

There is no valid way of measuring social adaptability, but it is a far 

more reliable indication of a child's eventual outcome as an adul t, than 

his IQ (Solomon and Patci, 1974). Many children with low IQ's fit in 

well into community setting as adults because of their good social 

adjustment, whereas others with higher IQ's end up in institutions 

because of their deviant behavior. Classifications have been based 

primarily on intelligence testing, but in assessing the potential for 

socially adequate adjustments in individual cases, the physicians, 

social workers, teachers, and psychologists, observations and judgments 

are a s important as the objective ratings by IQ scores; this is 

assuming empathic acceptance of the handicapped child and not rejection 

in toto. 

The effective support of parents in their care, acceptance, love and 

rearing of their handicapped child is very dependent on the empathic 

understanding of the support services, which can make or break the 

relationship, it is suggested. Much has been written on the care, 

education, and services available for the handicapped child, (Johnson 

and Myklebust, 1967; Peter, 1965; Wolfensberger, 1967 ; Deutsch , 1967; 

Gunzburg 1968; etc.) , but little is written on the needs for understand

ing and support that the parents need throughout their care, placement , 

whether in schools or training facilities and later work or vocational 

and residential settings for their dependent offspring. 
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As is the case with no~--mal children, the upbringing of the retarded 

child is primarily the task of the parents, then the day care centres, 

schools or training centres. Specialists can only assist the child, 

his parents, and his teachers to solve problems they have been unable 

to manage. Periods of crises when f::unilies may need additional help 

include 

(1) the first suspicion of the diagnosis and this may be 

divided into two categories 

(a) from b irth to twelve to eighteen months of age, and 

(b) from four to six years or older 

(2) the period when diagnostic studies are being made 

(3) enrolment at school or training centre 

(4) adjustment problems with peers and siblings 

(5) family crises 

(6) vocational placement whether in sheltered workshbp (SIH); 

sheltered employment , or institution . 

Placement r equires the parents to make a decision and havine; made the 

decision it does seem t hat the regret phase which follows emphasises 

the feelings of guilt and self-accusation which have l ain dormant for 

some time and there is a nee d for further support and working through 

the anxiety of having a handicapped sibling. 

Guilt may be defined as 'the emotional feeling associated with the 

realisation that one has violated an important social, moral or ethical 

regula tion.' According to the psychoanalysts, guilt need not be 

conscious, and some guilt may be imaginary; and in the l a tter case it 

is assumed that the imagined guilt is symbolic of real repressed guilt; 

(Chaplin, 1970). Drever (1969) defines guilt as a 'sense of wrong

doing, as an emotional attitude generally involving emotional conflict, 

aris ing out of real or imagined contravention of moral or social 

standards in act or thought.' Throughout this paper the theme of 

guilt which evolves into chronic guilt in parents of handicapped 

children , Drever's definition in which he emphasises the emotional 

attitude and emotional conflict whether real or imagined, is accepted 

as the meaninG for chronic guilt. 

\, I 
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1. 

CHAPTER I 

Anxiety Reaction of Parent s 

l.!anagement of t he parents' reaction and potential guilt feelings 

should begin when tho diagnosis of mental retardation must be conveyed 

to them. This is the first period of maximum stres s and a lot more 

must be done than just reporting the facts; parents must be given 

help with their feelings as the anxiety caused by the diagnosis of 

mental retardation or mental handicap results in a period of emotional 

disintegration . Areas of concern involve the marital relationship, 

mother's emotional health ( creater post natal) and personality 

chara cteristics in stress situations, father's emotional health and 

reactions; siblings attitudes and due regard to grandparents' 

acceptance or rejection influencing the parents . (Carr, 1975) , 

J. Winte rburn (1958) refers to four stages that parents go through in 

their reactions to the discovery; firstly, the stage of shock, followed 

by a sta6~ of disbelief; then comes the stage of fear and frustration 

and then hopef ully the f inal stage of intelligBnt inquiry, coupled with 

acceptance of the fact and adjustment to the situation. Solomon and 

Patch (1 974) group the period of shock, disbelief, fear and frustration 

into a period of emotional dis integration; and the period in which 

parents learn to accept the diagnosis and resolve to help their child, 

they call the period of reintegration. Further they accept there are 

residual feelings which can hamper the parents' efforts to rear the 

child in the most acceptable way and it is suggested that it is the 

residual feelings which are possibly the most significant in the 

'pathological reactions' which occur in their relationship with the 

handicapped child. 

Solomon and Patch (1974), refer to a l ater phase as the period of 

mature adaptation in which the parents learn to ultimately accept and 

love the r etarded ch ild and deal with him constructively without 

significant emotional stress. It is further sug-gested that where a 

severely or profoundly handicapped child has been placed in the first 

few weeks of life because of rejection and emotional disintegration 

of the parents or ·parent, the period of working through for both 

parents may take years, but still needs to be done, on three counts:-

(1) Parents' emotional health, and the marital relationship; 

(2) Needs of the child over his life span; 

(3) Lack of adequate facilities for placement so that the 
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parent will periodically be faced with dec isions as to where 

to turn next for a placement for th ir child. 

2. 

The question then a.rises , whe n does a parent leave off interest and a 

feelin6 of responsibilit y for his or her child; and conversely, when 

does a child lose inter est in his or her parents ? It does seem that 

some parents feel the "ache in their arms" even after the deat':1 of a 

young child ( comments made by mothers after many years when the ir sons 

or daughters have died within the first five to ten years of life 

(Personal experience 1970-1977) , 

Table 1 Classification of Mental Retardation (Solomon and Pat ch 1974) . 

American Psychiatric I World Heal th , American Association 
Association i Organisation of Mental Deficiency 

I ., 
I.Q. Terminology 

:1 
I.Q. Terminology '1 I.Q. Terminology 

I 

' I l! it 

70-85 Mild Mental '! 50-69 I Mil d Subnormal-, 70-84 Borderline I 

Deficiency 
!i I ity ' 

i\ 
i 

,I 
I I 

55- 69 Mild I 

II I I 

50-70 l't.oderate 120-49 I Modera te ;\ 40-54 ~odera te 
i I 

0-50 .::ievere 0-1 9 Severe 20-39 Severe 

0-19 Profound 

During the early period of soul searching by the parents and the 

questions that are asked as to why this traumatic event hap~ened to 

I 
I 

I 

them and their child, personal and marital relations can become strained 

and help is needed to work through the pathological reactions of blame, 

whether self or spouse, guilt, sorrow and grief. It is suggested that 

the parent of the mentally defective child 'suffers' from chronic guilt. 

By this it is meant tha t the emotional attitude involving emotional 

conflict, arising out of moral or social standards in act or thought 

and reinforced by apparent social and professional contacts whether 

real or imagined is a natural response to a tragic event . If the 

professional worker accepts chronic guilt as a natural, rather than a 

neurotic response over time, he or she can be more effective in helping 

the parents achieve the goal of increased comfort in living with and 

managing a handicapped child, 

Repond (1955) investigated the reactions of parents to their subnormal 
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chil dren 3.11d foun d that invariably whe ther the situation was realis ed 

at birth or l ater the most serious problems are aroused by parental 

gui l t at having produced such a child . Parents return again ·~nd again 

to the qu.es tion - \'1hat was it in us that produced this ? Repond found 

too tnat stable couples bound t ogether with mutual love and unders tand

ing and, it is suggested, by religious bonds , are brought closer 

toge ther by the experience. The danger is that the parents will form 

a close defens ive triangle with their baby so that even t heir other 

chi ldren may tend to be excluded . On the other hand if the marriage 

bonds a re weak or strained , a seriously subnormal baby can have a 

disruping effect, as each parent will blame the other , dissension will 

increase , ::i.nd each may deny further childre n to the o t her. 

can break down . 

Main Types of Parental Reaction 

Marriage 

Adams (1960 suggests that there are three main types of parental 

reaction to the birth of a subnormal baby; a cceptance; rejection; 

and over-compensation, anj it is further sugges ted that one of the 

reactions of over- compensation is hyperpaedophi lia; or the excessive 

love of a handicapped child by parent or parents. Throughout all 

counsel ling and support the aim to be worked for wi th parents is 

acceptance and adjustment to reality. The more mature and emotionally 

secure paren ts will have the necessary insight to react positively and 

such people need to be given all th o:, factuc1l inf ormation about their 

problem over time as they are able to assimilate. 

Pa.rents of the child who are apparently able to accept the diagnosis 

emotionally may react with a period of depression, i.e. mourning for 

what might have been , Lewis (1934) considered depressive states as a 

paradigm of adaptive reaction of the organism to an intolerable situa-

tion . This interpretation seems well suited to explain certain 

reactive depre ss ive stat es and can perhaps be applied to depression 

follo win6 the severe traumatic effect of the birth of the handicapped 

child. It appears that during t hi s period of depression the parents 

incongruence evoking experience which has been sudden and intense, if 

at the birth they are co nfronted with the knowledge, or slow and 

fraught with frus.tration as in the case of later knowledge such as at 

school enrolment, produces extreme incongruence and high anxiety in 

which the defences are unable to operate and the result is disorganised 
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behaviour which is resolve d by denial of the self concep t or an 

altered self concept. 'rhe Humanistic perspective of which Carl 

Ro~rs ( 1963) is perhaps the best known adhere nt, maintains that the 

person may .:i.dopt certajn defensive behaviour as a way to cope with his 

or her vulner ab ility. This defensive behaviour serves to distort the 

view of the experience and i s thus an attempt to re store conguence 

between self an1 the experience . This concept r elies heavily on 

conditions of worth as th,, predisposing factor and it is the concept 

of self worth which is under extreme pressure at the birth or discover y 

o: a handicapped child . 

Psychoanalytical Viewpoint 

Fenichel ( 1946) from the psychoa nalytic point of view states " the loss 

of self esteem is so complete that any hope of regainin5 it is abandon

ed . The ego sees itself deserted by its superego and l e ts it s elf die. 

To have the desire to l ive evidently means to fee l a certa in self-esteem, 

to feel supported by the pro tective forces of the superego." (pp 400-01). 

It is sugeested t hat most mothers and some f athers during t he phase of 

depre ss i on do feel a tendency to sui cide during the early years of t he 

child's life and this appears to be associated with thoughts of infanti-

cide. The suGt;estion the n is that the depressive phase is recurrent 

over sever al years and is associated with the period of mourning- or 

chronic grief ( Olshansky 1962). Thou.gh few parent s will actually 

admit to these feelings until much later, eve n years later , it is a 

per iod in the dep~essive phase which must have cognizance and aware ne ss 

of the support ing services. It does seem from comments made by parents 

over some seven years (Personal Experience; K.H. & T.S . 1970-77) that 

the underlying f eelin6~ of frustration, despair and the lo ss of their 

self concept, a s wel l as the grief felt, contributes to their thoughts 

of suicide and infantic ide . If these feelin 6~ are not taken cognizance 

of and the parent s encouraged to face the reality of their deep feelings 

then the chronic guilt felt by parents will deepen and become or remain 

pathological . The guilt feelin~u then have complex origins and many 

factors contribute to the establishment of chronic guilt. 

The Phenomenon of Guilt 

Early Parent Reactions 

Dally (1976) writes of the three stages of mothering. The first 

stage of enclosure and its physical counterpart is pregnancy but it 



5. 
starts and ends later. Further Dally maintains that t he period of 

enclosure beci ns with the first awareness of pregnancy and continues 

throughout inf3.ncy . It does seem th'lt a few mothers du r ing the third 

trimester fee l th,t some t hing is wrong with their baby and will seek 

counsel of their doctor; and in the years 1973- 76 four parents 

mentioned this wL~n interviewed fo r placement of their profoundly 

i1andic3.pped child into Kimberley Hos pital and Training School (Personal 

Experier.ce; K. ::! . & -::1 .S . 1970-77) witr1 in th8 first seven years of age. 

The s t a.Y of enclos,i.re is when the child i s physically dependant on 

the motn~r and it is usually intensive until the child is two or three 

years of ae;-e . Ho·.¥ever, with the severely or moder ately retarded 

child bis period. may last for five to twelve years or fo r t he handi-

capped person ' s lifet ime . It is instinctive and can be disrupted 

easily by adverse conditions either within the mother or outside . 

It does seem that the long period of enclosure that occlU,'s with t he 

menta lly r etarded child o: the l esser abilities that this period can 

be a contributing factor to the chronic guilt of the parental response; 

i.e. the dependency phase of t he child can become an onerous burden 

f or parents who have many demands placed upon their time by social, 

family , anc:. mari t.J.l responsibil i ties , and t hough they love their 

handicapped child t:ie dem.1nds on t heir energy and/or tolerance l evel 

to frus t ration, e tc . , reaches crisis levels and they feel guilty a t 

apparently reducing the amount of care and attention they feel their 

handicapped child s:1ould h.J.ve . 

The second psychologic;il s tage is the stage of extension which 

corresponds to the physical stage of infancy when dependence is at 

first total and diminishes slowly over two to three years. It is the 

stage at wh ich the mother becomes aware of the child as an extension 

of herself . It is during this period that the child goes through the 

stases of t r us t , mi strust, autonomy, etc . (Erikson 1968) but with the 

severely and mod~rately handicapped child these developmental mile-

stones are delayed and with some children may never be reached. This , 

it is maintained, adds to the concern of parents and the burden of 

continual care, and dependency, creates reactions in which rejection 

and/or over-compensation are the end prouucts of the slow and insidious 

onset of realisaUon that though the child may grow physically his 

ach ievements are small and slow . 

The third sta.;e is the stage of separation and Dally states that this 

r epresents th~ stage in which mother and child are separate people and 
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usua lly occurs near the age of 12-14 years and in which both adolescent 

and mother r ecognise and respect each other as sep~r ate people . This 

would not occur except in the institutionalisation of the profoundly 

and severely h3.ndicapped child and then it is an abnormal separation , 

but if counsc:ling is available for the pa.rents, this p~riod can be 

v,o.rked throu&11 to ease the feelin6s of grief, rejection , and guilt at 

the feel inc- of r elief and r~morse that :1re felt by parents when the 

decision to place th0 child is made . Nith the mild mental retardate 

the parents corre to this stage later 3.nd though it is important for 

the adolescent who is mildly retarded to be able t o lead his or her 

m-m individual life , the problems of over- compensation and rejection 

0:1 the part of some parents need the supporting services to relieve 

the family crises that ensue when the adolescent or young adult seeks 

the support and social interaction of his or her peer group . 

Reaction to Tr2.·..un:1 

It is during t:-iis first stace of enclosure and though the boundary 

lines betw0en first 3.nd seco:1d staG"t? are not clearly defined but may 

merge into one another, that the birth of a mentally handicapped child 

is a tr.1.l.Jll:ttic event for the mother ancl father and possibly more so 

for the mother . 'l'he initial reaction of shock can be associated with 

;rief and r ejection if the baby is obviously deformed and the diagnosis 

is positive at birlh . It is sucgested that in this initial phase of 

response to the birth of the mentally handicapped child that the first 

feelin[;S of guilt occur w:1en the parents question their own contribution 

to the defect or blame the other partner in the marriage . 

Following the initial shock the reactions which follo'N vary in intensity 

from parent to pa.rent as many factors such as personality , religion , 

social class, ethnic group and closeness of the marital part nership 

influence the intensity of the reaction which varies from grief, fear, 

frus tration , and rejection to withdrawal and disbelief (Carr 1975) . 

Parents of the retarded child who do accept the diagnosis emotionally 

may then react with a period of depression , anger , and guilt , Anger 

at the medical profession, or f ~te , or God who has allowed them to have 

this child . This period may be one of learning how to love and protec t 

the handicapped child or a period i n which the parents seek a cure or 

placement for the retarded infant. Individual r eactions of parents 

vary and depend on the closeness o.f the mari tal relationship. I f the 

marital relations:.ip is fragile (Adams , 1960 ; Younghusband , et . al . 1970) 
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it cot:ld be that this will mean the separation of the parent s with one 

paren t acceptinf; the child , and though their r easons are suspect and 

include guilt and over-compensation , or self-punit ive reaction in which 

the visitation of ihe handicapped child is r egarded as retr ibution or 

punishment for past wrong doinc , the solo parent endeavours to care 

for the r etarded child. Fenechal (1 946 ) states 'sometimes t he ego 

seems willing to take punishments , acts of expiation, and even .•• to 

an astonishing degree ,' (pp 292) . The ego ' s 'need for puni shment ' is 

in general subordiruted to a 'need for forgiveness ', punishmen t in the 

fo~m of the handicapped child being accepted as a necessary means for 

r emoving the pre ssure of the superego. 

Pathological reactio ns are frequentl y seen , and parents sometimes 

refuse to accept the diagnosis in the f ace of irrefutable evidence 

(Adams 1960; Solomon and Patch 1974) . The-denial by pa.:i;-e nts may 

allow them t o accept the child into the family and continue a normal 

family pattern and rel2.tionship with the infant but this can expose the 

child to inordinate expectations and interfer e with the par ents ' 

abil ity to deal effectively with their child's problems of development 

and adjustment ai:d can lead t o over-protection in later years a s well 

as emotional problems in the handicapped child . 

Solomon and Patch (1 974) refer t o the parental reac tion of transferring 

their guilt fee line;s to others in the community such as the doctor , 

nurs ing staff , etc ., as projection. Some parents are able to project 

onto other individ~als their chronic guilt fe elings and in this sense 

can ease the stress situation for long periods of time but eventually 

need to face their mm share of responsibility when they have to make 

decisions as to ongoin£; care and support of the ir handicapped child 

even not m~ing a decision it is sugge sted is a decision in itself . 

In moments of f amily crises then, the blame is recalled and bitterness 

and anger are projec ted onto the indiv idual who is considered the cause 

of their grief, sorrow and guilt . 

Parents may also displace their emotional needs onto the community , 

becoming active in the movements such as S . I .H. or Crippled Children 

Society , to promote understandine of the handicapped child; or they 

may become involved in qther community activities as a means of denial of 

their handicapped child and this aids them in the placement decision, 

often supported by professional people in their contribution to society 



as being more prod ... 1ct ive than caring for their mentally retarded 

sibling. Of ten baffled by their deviant child parents cannot call 

upon t :1e i:.:- own childhood experiences in decidine- ho'N to handle him, 

and t his uncert ai nty m8.y be reflected in over-protec t ion or in 

unrealistic demands in performance . Each new stage in development 
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l eads to cxacerba tion of pa~·enb.l anxiety that may require couns ellinc; 

and support . 

Other areas of concern 

Dur ing the early years o.: the ci1 ild' s life, parents often encounter 

or feel they encounter, cri~ici sm and stares of the people they mee t 

or come in contac t with in their sojourns into the community . 'i'his 

period is often exacerba ted by the toddlers or child's reaction to the 

s timuli, noise, an,l cr owds of people around cµ1,d most of the children 

do become cross aml fretful or very demanding of mothers a ttention in 

these si tLl ttions for some tin1e . Mothers frequent ly stat e that they 

fee l hurt by the stJ.1·cs of people and th e voiced ·md non vocal 

criticisms they feel sure people are mak i ng of their handling of t ~1eir 

child. It is su,;cested t ho. t oost children do go throuf;h a stage of 

f re tfulness when confronted by the many and varied s timuli in the to·.ms 

and cities, :iow much more fear provoking it is for the handicapped 

child who needs the time to adjus t and absorb what is going on around 

him? 

As time p:isses and the needs of the child become more complex, often 

mothers feel inferior or are made to f eel over-anxious when they want 

to know why; or what else can be done for their child; or is i t 

possible f or their child to be seen by other specialists. Too often 

professional staff r eact adversely and consider that a mother is 

complaining or over-anxious v1hen, in her reality, she is only s eeking 

reassurance that all the parents ' care, concern, and anxiety for their 

child is r espected and that they have the support and empathy of those 

whose role it is to support, advise and aid them in their care of their 

handicapped sibling. It is also the role of the supporting services 

to make sure the parents are wi sely counselled as some parent s will so 

cushion a child's life so as to provide a satisfactory life even for 

the profoundly handicapped child and though these parents .:ire in t he 

minority, self-sacrifice of money and resources would be expended at 

the eA'])ense of most of those t hings that make family and marriage 

worthwhile. 
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However, most L :imilies require practical assistance in the care of 

their child, either in the form o: physical aids and/or financial 

assistance for those extra financial commitments that occur in their 

ongoinc care of t:-v:: ir child, e . g. modifications to the house and 

property i n the way of fences , safe play .:i..reas, and privcicy for other 

members of the f:unily, particularly those siblings who are studying 

for exam ina tions or do i11t_; their horn0work . This is also an imporb.nt 

factor for both parents as they too need their privacy from the 

unremi tt i nc attention a dem2.ndini; and very ac tive child needs . 

Problems of Tra ininG and/or Education 

The dilemma faced by parents when a child, for social and practical 

reasons, is not fit for school by the age of five, and over-age 

placem,! nts in day care f acilities or kindergartens is a God-send at 

this point in time. Some parents may need the services of institut-

ions to facilitate a child's progress and /or to aid the parents over 

the stressful crises t:--iat can result when confronted with the knowledge 

t hat t he ir child i s not ready for school . In this situation the 

f acilities provided by some of the S • I. H. branches m<lke a very useful 

contribution, as the pl3.cement of a child in an institution is a very 

difficult 3..l'ld traumatic decision for parents to make. The stigma 

associa tcJ with the State institutions is far-reaching and the siblings 

in the family of t en meet rejection and peer group frustration if their 

sister or brother is placed in one of t he few Hosp ital Board inst i tu-

tions. This adds to the guilt feelincs of the parents and initiates 

a crisis in which the handicappe d child is often rej ected from f n.mily 

life. 

The big adva nta; ~ of t he community facilities for short stay and parent 

relief or even long term pla cement away from the famil y is the 

community acceptance . The st igma associated with placement in Hospital 

Board institutions, though not as obvious as some five or six years ago, 

is still evident and parents and siblings can be confronted with peer 

projection i .e. a yoµng child may be rej ected by his or her peer group 

and no longer allowed to play with her or his friends because of their 

handicapped or ' mental brother or sister '. 

Ano ther area of concern for parents is the non-verbal communication of 

the handicapped child who finds the f2mily life too constricting or too 

stressful . . It do es appear tha.t some of the children who have short 

stays away from the f;:i,mily do eventually want t o stay where the life 
MASSEY UNIVERSITY 
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style is ge::u-ed Lo the fr achievement ;md ability l evel . Often a child 

will indicate by his deviant behaviour on his return home that he wants 

to return to the Hostel or the institution and it is a very difficult 

tbe fo r· the pa.rents. Gui1 t feelinl,"f-1 which have lain dormant for some 

time are ag::i.in to tile fore ::i.nd mothers often comment that it is their 

fault and ti!ey arc just not able to cope or look after their child any 

more. It i:, at t:iis time th::i.t support int; services must be able to 

cope with tne p:1..rcnts ' crief , cull t and feel inis of inadequacy and be 

able to Lelp the p-11·0!,Ls to understand what the child is t rying to tell 

them , as well 3.s ai,! a.nd <1.ss i st them in finding a suitable placem~nt 

for th0ir child . 

Questions of Lon~ Term ~u;.;::-dianship 

Fear for their h::indicapped child is part of ~he chronic guilt syndrome 

in th:1t all parents wcndl'r who will l ook after their child should 

a.Dythine hapr>en to thc~1 . This is po3sibly one of the basic fears for 

all parents and they do need re~ssura.nce . Often the knowledge that 

their child ' s n.J.mc is 0:1 a w:1.1tint; list or th.1t they are enrolled for 

:!ostel 2.cco1,m1od::i tion is sufficient for parents of children of severely 

or mo<ler::itely ret.irde l children . 'l'h2rc is a bii; gap in the facilitie s 

available to p:trcn:s of children who do require some form of oversight 

but who can live a prodJ.ctive and relatively self- supporting life 

within the community , for example those who x:-e mildly retarded but 

becaJ.se of ability levels are unable to mana~ their own affairs . At 

this point in time. there is no statutory or voluntary agency which 

accepts gu..ardia."1Ship of the mental retardate for the entire life span 

as is the case in Sweden , Norway , etc. It is understood that this 

area is uncler consideration but it will take some two or three years 

before New Zeal2nd Laws move in this direction. This move has been 

instigated by Mr Justice Be:ittie (1976) and it is hoped that this gap 

in society will be closed by 1980, with provision for the S tate to 

appoint a guardian for every mentally retarded child.Whether or not it 

is to be a parent, relative or other individual will depend on the 

individual child ' s circumstances , needs , and level of ability. 

Reactions of Siblings of a Retarded Child 

Solomon and Patch (1974) maintain tha.t well-integrated and functioning 

families can almost always adapt to a r etarded c hild, and state that 

"this is easier for families in the· lower socioeconomic l evels of 

society than for middle class families with social or p r ofes3ional 
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aspir ations . " However, as stated earl ier it appears that the 

a cceptance or othcn,ise b:i• other siblings does depend very much on 

the mother and fatl.er's attitude, and where there is a stable marital 

s ituation in which t he parents cJ.re seca.re i n the ir r elationsh i ps this 

is reflected in their siblinS,3 at titude . However , i t is important 

that eac:i sibling is not under pressure to care for their handicapped 

bro t her or sister as over time this ca,ises resentment , particularly as 

the teenacers develop other inte rests and contac ts outside t:w Lunily 

circl e . (AdJ.:ns 1960; ,Vinterburn.,. 1958 , Younghusband, et . al . 1970) 

The effiotional impact of seein~ a retarded child's deviant behaviour 

can c:mse anxiety reactions in the younirer s iblings and they may 

wonder if they wiJ 1 be as their handicapped older brother or sister 

when they r each thLCir a 0re . I'he other reaction which is common among 

t he adolescent ' no.nnal' siblings i s to wonde.r if they too will have 

handic.:ipred c:i i ldren ::hen they marry and in turn have children. I f 

the mothe r tn.nsfers the responsibility and c1re o f the reta rded child 

onto the oldes t da.tGhter , this too can c1use r esentment and guilt. 

Often t00 the other s.:..bs in the family resent tht> care a mother has t o 

give to a der:iand inc mode r ately and severely r etarded child , as the 

exce ~sive deu.ands on h-2r energy ?nd ti.me often le.:?.ve he r feeling 

inadequate , and wi t:h l ittle patience to deal with the nonnal s ibl in~s. 

Yn is too adds to her feeling of i:;uilt that she is unable to g ive as 

much as she .'lo..1.l d like or as she f eels i s expected of her to al l the 

me1nbers of her farnj..ly . F~t her s , too , i n this situation feel guilty 

if they do not sh3.re the care and attention o f their handicapped child 

and some fath~rs go to great lengths to take over the responsibility 

of their i nadequate child when they are a t home, often bathing , f eeding 

and bedding the child to save their wives a lit t le of the very onerous 

burden. Winte rburn (1958) maintains tha t while t he ' normal ' children 

may ha ve to give up somethinz , they should not be expected to make big 

sacrifices. This is possibly the hardest area for the supporting 

services as too often one finds one of the siblings giving up more than 

can reasonably be expec t e d,for the 'normal' children have ahead of 

them soc ially usefctl and fr,1itful lives . To make t he intellectually 

handicapped child the centre of the family l ife style is a n error which 

too often occurs and the family revolves round the demands ::i.nd apparent 

needs of the dependent sibling. This creates i ts own problems and 

though i t is easy for the supporting services to encourage f nmilies to 
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lead a balanced life style it is very diff icult to achieve, but a few 

do , t o t he social advantage of the handicappe d child. 

Sharing Iniorin3.tion 

Three other factors call for comment 

(1) Trie other children in the Lunily should be told frankly according 

to their level of under s t anding about the ir brother or sister's 

handicap so that they grow up accept i ng the 'normality' of people 

who need ,1.nd req..iire special as..;is t ance in the way of education , 

living conditions, a..~d eventually placement according to t heir 

needs ~d wishes even though these may be assumed from non-verbal 

communication or for reasons of stress and t ension encendered by 

the onerous care of a very dependent chil d or adult. 

( 2 ) This a ttitude - of acceptance or r e jection or frust r a tion - will 

be larcely de t ermine d by the parents attitudes. This is one 

re ason v:hy it is necessary for the parents to avoid over-compensation, 

over-emotional ism i n the way of chronic GTief c1.nd guil t, and a 

d ispr oportiom.te interest in the hand icappe d merr,ber of the ir f21Ilily . 

(3, If the handicar~ed infant is the first child in the family , parents 

are usually 1.Jvised to have other children . This, to the writer, 

i s ir.appropriate unl~ss adequate safeguards for the parents have 

been undertaken - too often are parents au.vised to have another 

child wi t hout adequate safeguards . The reason advanced by 

Winterburn et al ( 1958) i s tha t t he parents face a very real danger 

that their li'fes may be come so intense l y wr appe d up with their 

handicapped offsprin0 and this i s not good for any one of the 

three people invoJved. However , it is suggested that t his occurs 

infrequently ( sec Table 4) and the more important field of 

supporting services is to ensure that parents f 3.ce future 

pregnancies with the knowledge that they have covered the pre s ent 

fiel ds of knowledge and that they a.re reasonably sure tha t they can 

prod~ce a ' normal ' ch ild. 



C HA.PTI'..R 2 

Guilt as 3. Pc~rsonal i t y '.:1.i.ait 

It is assume d in the trait attribution of guilt proneness of 

perso nal ity t ra i t s o:· rarer.ts with hand icapped children that tte 

ordinary Lcnguage provides qor.venier:t basis for discriminations of 

profound pcrson::i.1 and social significance . To describe a parent as 
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t)lilt prc ne is t o communic3.te ar:. enormous amount of essenti al inform-

a tion in a very efficient manner. Norman (1963) maintained that 

concern was not wi t' the ordinary langu:1ge systerr. in i ts entirety but 

rather with that subse t of descriptive predic ~tes that refers to 

perceptible v:rr iations in human attributes . Feigl (1949) emphasized 

that the ordinary p ,, rsonality lang..1a1:,--e system must not be t hought 

equivalent to a scientific language system . It is contended that 

the utilizing of ordinary language in the trait of guilt or chronic 

guilt is for soci~l prediction and control and understanding by re l ated 

professional disciplines and i n so doing it is the belief that greater 

help for parents ·:;ill be available. 

An implicit theory of personal ity may ·oe thought of as r elative l y 

stable scheme of expectations and ant icipations concerning the relations 

among t raits of others 

situation (Hays 1958) . 

tha t a rater brings to any trait - inference 

Vernon (1964) views trait ratings 'not so much 

as summarie s of objectively observed behaviour , as rat i onal isat ions 

abstracted from the raters overall picture (his homunculus) of the 

subject ' (p59); L~y and Jackso n (1 969 ) on the other hand view implicit 

theories as veridical in the sense tha t inferential networks are 

acquired on the basis of experi ence and he nce bear a close resemblance 

to the m3.nn"" r in which pecple are actually put together. Further they 

suggest that raters who rely on implicit theories in predicting 

behaviour of others will tend to be relatively accurate, a point that 

is r elated to "stereotype accuracy". 

Kelly (1955) su6gests tha t each man views life through a system of 

personal construc ts that are a unique product of his own life experiences 

and that are not directly translatable into the different personal 

construct systems 'of other persons . This position is a.kin to that of 

Gordon Allport (1961) who held that personal dispositions are unique to 

each i ndiv idual and th~t the so called common traits refer to relatively 

arbitrary dimensions t hat a.re imposed on others . Al though t here is 

merit in both these v :i.e ·:is it can be noted that even in studies carefully 
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desi t,ned to uncover inniv idual di ::'ferences in the meaning relationships 

of personality tn.it descriptors (e.g . ·t1alters and Jackson 1966), 

commonalities in t r ait meanings are more strikine than individual 

differences . 

The choice of the trait unit as the primary attribute of behaviour in 

personal i ty study ha::; recently been critic i sed . The question was 

rai sed i n the con t ext o: the clinic3.l diagnosis of behaviour pathology, 

and dur inG the past decade it has become increasingly apparen t that 

psychiatric t r eatment procedures based on social l earning principles 

are more effect ive in the amelioration of certain classes of psychiatric 

symptoms ( e . g . phopias , etc . a.nd Br aemar Hospital in Ne lson has used 

desensitization or counter conditioning therapy for parents who have 

their intellectually handicapped child referred for admission wi th 

significant positive resul ts for parents in -the way of fe~, and guilt 

reduction . ) than are t r eatments procedures based on psycho-dynamic 

principles (Bandur a 1969 ; Franks 1969; Kraner and Ullman 1965; 

Ullmann and Kr asner 1969). It has also become evident on both 

theoretical (Bandura 19G9) and empirical (Paul 1969a, 1969c ) grounds 

that tr c1.ditiom.l trait measurements ar e of li t tle value in forec asting 

the outcomes of behaviourally orientated treatment procedures. 

Radically new concep t ions of the nature of clinical diagnos is and 

treatment have emerged both with r espect to criteria classificat i ons 

(Karuer and Saslow 1965 ) and the assessment procedures employed for 

classif ica t ion and prediction ( ~ischel 1968; Peterson 1968) and 

extrapolating from·t his the apvroach to parent s of handicapp ed chil dren 

has chan~ed over the past decade to one in which support and counsell

ing is now rn:ide available to parents who are f aced with the knowledge 

of the birth of a handicapped child. This has occurred for three 

main reasons, 

(a) t he upsure;e of interest and the formation of the Society for 

Intellectually Handicapped people in New Zeal 2..nd, and their 

development of community resources; the community resources 

have increased r ap idly ove r the past five years and there are now 

some 48 branches of the Society (March 1976) within New Zealand , 

and most now have ho stel, workshop, day care and supporting 

ser vice s in the larger towns and cities 

(b) the change in policy of Government and its related departments. 

Education Board developed special class f acilities for mental 

r etardates of I Q range 50-75 and accep te d responsib i li t y for 



special schools with an I~ r ange 30-50 or those children who 

are cl as s ified as moderately retarded. 
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(c) the transfe r of ps ychopaedic facilities t o Hospital Board control 

effect i ve from 1 April 1977, placing the onus of responsibility 

for help f or t hose chi.ldre n of severe, profound and some of the 

moder ately re t a rded chil dre n who cannot be ca tered for with 

communi ty faci l ities becaus e of deviant behaviour problems. 

I n many ways t his has allevia ted t he problems parents face in 

t he co!llil1unity i n t he way of stigma and guilt as the community 

has be ccme mor e aware of the needs of the subnormal population 

and the cares and concerns of the parents. 

Envi ronmental Contribution 

To the extent tha t trai t s may be viewed as 'inner causes', signi ficant 

envirol11Lent al rela t ionships may be overlooked. The emphasis on what 

a pers on has may divert at t ention from significant aspects of his 

environment t ha t are controllins and maintaining his or her help 

s eeking behaviour . For t he soc ial behaviouris t explanation consists 

of a specification of t l10 se facto :!'.' S in the social environment which 

br i ng about and maint ain the behaviour of int erest. Cat t ell (196 6c) 

has developed elaborate pro cedur es f or studying t he stability and 

f luctuations of tra its acros s different occas ions and views behaviour 

as primari ly determ i ned by individual differences in motives and 

trai ts which in turn ar e modul a ted by environmental factors (Cattell 

1963). Soc ial behaviourists, on the other hand, have adopted a 

strongly situationis t s tance (Wi ggins 1973) to explain the dynamics 

of behaviour. It does seem that a trait factor of guilt proneness in 

an individual as antecedent to chronic guilt felt over the years by the 

parents of int ellectually handicapped children, and the degree of the 

importance of environmental and social factors will vary according to 

the experi~nces of the individual . The interactions between the 

environmental and social factors with the trait of guilt proneness 

e.g. a supportive environment, empathic and non-judgmental, would help 

the parents and reduce anxiety but where the environmental factors 

are critical and non-supportive the parents face stigma and social 

criticism which can produce high anxiety factors which could lead to 

'flight or fight', (Tofflers, 1970, Future Shock is also applicable 

here); are significant variables as throughout their life span the 

various family crises will exacerba;te dormant guilt feelings. 
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An increase in the intensity of the guilt feelings at certain peri ods 

of the child ' s development , as mentioned earlier (p 6 ) and how the 

f amilies cope with the situations, depends to a lar~ degree upon the 

basic emotional health of the family, the strength of the marital 

relationships , tho value and esteem that each member places on the 

riGhts and aspiratio~s anJ needs of each family member . This is an 

important and basic concept as the decis i ons ~nd plans t~e fmni l ies 

must make J..re often difficult , profound , and at times terrifying. 

The anxiety ''nd guilt that these situations provoke and the defence 

mechanisms of projection, ove r - compensation , and over- protection that 

parents -.we --1.re difficult conditions to cope ·,vi th; " ... that p:i.rents 

v1ho have achieved a relatively satisfying adjustn:ent are likely to be 

able to b•J::u· the pain of havine- a defective child without prolont;ed 

personality d~sturbance . On the other hand , parents who have not 

achieved a satisfying adjustment in their p.i·evious years -tend to react 

with severe personality disorder s ." (t:andel and ·::heeler 1960 p . 364) . 

"Modus 'l i vendi" 

In all casework with th<2 f2.I11ilies of th8 in:ellect..ially handicapped 

child -ind , it is emphasised , the parents in p,1.rticular , counselling 

a 6er,cies n1Jed to ue d:1.-are of the soci1l p r oblems and the casework:2r 

hopef 111:,· 1 ids th1.. family to work throueh to a resolution but it is 

considered necessary tho..t problems be handled until a ' modus vivendi ' 

.vith a chronic proble::: is •uorked out. The problem of ch:::-onic guilt 

in the p .. :rents c•f /1:e intellectually handicapped child doesn ' t really 

ever end , it reaches plateaux, for the problem is not the Q.lil t 

condition itself uut rather learning how to cope with it ; and it 

must be coped with by the parents and f1~ilies i n every critical 

period o: their lives ; in terms of every cri tic3.l relationsh ip -

self , spouse , siblings , in-laws , friends , neighbours , boss, etc . 

This is to say nothing of the countless profess i onal people that must 

be coped with too - therapists , doctors , educators , psychologists , 

social workers , and specialists in all walks of 1 ife . 

The choice of tte trait unit in forecastin6 outcomes over time for 

parents of handicapped children v.ould appear to be of little value if 

the consistency of tr.tits is more appar ent than real (Wiggins 197 3 , 

p378) but as a basis for understanding the guilt phenomenon of parents 

and selectin6 the most appropriate form of g-1idance , counsel l i ng and/or 



treatment W<.)Ulc! seer t0 br> effective , it can be are;u<>d however that 

the attrib 1te i:- v >·1;c:r1 '10i as 1. disposition but as a capability and 

the probability of occurPnce in criterion si tur.tions a..r-e determined 

hy enviror.men~al fn.cio~s. ro thr> extent th~t the functional 
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rP.1 ~- ---ionsr:i11 be twee.' tbf_, ren1'onse cl:tss and si t 1iational facto:-s are 

j.1<:ti!'ia":l···, th rr0b:r-r·r. of stahility :'l.!"c~ eenerality th 0 n become the 

:-:1ajor focus , n.:1d -cr.--.'.l tr:·,,,·.' , or courselline and/o:- guidance takes 

cogn · :-a!"'r·.., o: i.hP t"•,v ironn!' "tal conditions w:1ich may potenti~.lly 

control -1-:10 beh:wioi..r reaction of the p-u-er.:s a·1cl/or family, e . g . 

antecedcd cvP.nts s trii .::!.s i>1adequate or non- sup;ortive counselling , 

r.1idai:ce ar:d help etc ., n.r.d (2) the consequent events ; e . g . whethn,r 

-':he p"..:-cn:s r:10.ct sti{T,.'.' 1 or criticism , or rejection by family, in-laws , 

or profe•·.··on 1 pC'rt~onnel , etc-. and (3) contint;'Cncy- reb.ted conditions , 

e . : . m.:u-i bl re] 'ltionshi:rs n.t risk because of the fear of further 

pret,~iunc:r; 0r deve lopment'll problcr.1s of the ha...'1dicappcd -youngster and 

the lad: of relev 1r.t exper j P!:ces on the part of the parents to cope 

wH11 the• lwhaviour 11;·0lJlC'ms etc. , :u1d (4) the biolo;ic:.i.l condition of 

the v'"l.l·icur. per\p}•2, P . - . 1.r,e of th p2.rents , 7.nd/or biological changes 

ir, t:1e l:.-1.:;lic~ppeJ c'.iil-1. 'i'he environJTH'•nt.:i.l condHions which m::i.y be 

co:-uidered 3.G :.:,:. tc::ii; whicl. include potenti3.l vari.ibles th.d affect 

the p:~rents r;;,:,.y be psyc!:ological , biological , economic , and social 

events . 

~
1he processes whereby the environmental conditions that elicit and 

majnt~in euilt reaction are the major focus or the ongoin0 guidance and 

counsell ir._, casewc-rk ; and the re] :itionships between thi'." environmental 

va:- i ,bks ...ri I thc: p:i:::en'!.s reaction changes with the different family 

crises as :;ell ts the developmental variables of the intellectually 

handicapped child . In most crisis situations in families with 

moderately to profoundly handicapped children it may be wiser to have 

the child sent to a hostel or inctitution for short stay relief, e . g . 

one to b1c months 2.w7.y from the irranediate family , and this allows for 

the hieh tension to be worked through and some measure of relief for 

both parents and child so that the instigating factors , whether family, 

social or environmcn~.tl , ~~ve time to alter and change; often the 

interver.tion of p 1.re:1t relief con resolve the immediate problem but it 

may be th2.t t:rn ripple e.'fect has more far reachin0 effects and may 

include 

( 1) the on.suinb 1:eed for sho::-t stay placement for the child at least 

two or three tim s a year to .allow for separation to occur 

without trauma ; 
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(2) or the short stay relief becomes long stay placement as the 

family cannot face having the child back into the family; 

(3) stage of enclosu·e and extension in which the parents claim 

back thei~ child and refuse all future offers of help as they 

fear their child will die away from them. This infrequently 

occurs but is the result of unfortuna t e experiences with 

hospitalisation in a very few of the cases. 
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C!IAPTER ) 

Counsel ling 

Over the past decade research accumulated has shown that the severely 

subnormal children brou6ht up in their own homes are more forward in 

their development than those brought up in institutions (Tizard 1960 ; 

Lyle 1960; Centerwall :ind Centerwall 1960; Stedman and Eichorn 1964 ; 

Shipe and ::;hotwell 1965; Bayley et al . 1960; Carr 1970) . Partly as 

a result of the se findings as well as the curtailment of building 

programmes for institutions the parents have been encouraged to keep 

their intellectually handicapped children at home for as long as is 

reasonably possible; and the question then arises as to the effect 

this has on the child's family, parents and siblings, but the effect 

on the extended family has hardly been consi_dered, i.e . the effect on 

the extended family kinship group , grandparents, aunts and uncles , 

etc . However , it is suggested that where there is support for the 

parents from extended f;:.i.~ily members in the way of baby sitting for 

evenings, or weekends or moral support in a positive way this can 

allevi:1te ti:e parents fe'l.r of allow inc:,· their child to be a ' burden ' 

to other f..unily me:nbers. 

Sampson ( 1947) was one of the first professionals to propose that it 

was time that parents' feelings, sensibilities, and the impact of 

diagnosis on them , should have consideration and this was l a ter 

followed by an upsurge of interest and papers concerning parents' 

feelings (Nolfer.sb~rger 1967). Kelman ( 1964) discussed the limita 

tions o: the more recent studies in which writers have compared the 

effects on families of a retarded child brought up in an institution 

or at home , and of children with different types of handicap and 

though studies suffer from population bias in that the populations 

used are based on users of services or are members of parent sponsored 

organisations (e . g . Society for the Intellectually Handicapped , New 

Zeal and) ; Another limitation common to many studies is that of a 

limited time perspective; "Cl inical contacts are office- bound, 

sporadic and short term •. . . virtually absent from the existing 

literature are longitudinal prospective family studies . " Both 

Wolfensberger and Kelman emphasize that to recognize the shortcomings 

of these studies is not to say that they have no value , but that it is 

essential to recognise their biases if their contribution to our 
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knowledge of the situation for parents of retarded children is to be 

adeqt1a tely assessed . 

How Parents are Told 

Initia l counsel1in6 is generally regarded, by parents as well as 

pro:es s ionals as of cru8ia1 importance. Raech (1966) the father of 

a retarded c?1ild himself - "Of particular importance , in my view , is 

the ini tinl counsellin.:s· experience . Usually this is given by a 

rnediccl person untra ined for the task . Yet , this interview is likely 

to be the source of the parents greatest single emotional t rauma in 

what is commo nly a life-long struggle," (p 81 3) . It i s important 

therefore that this interview be handled as skilfully as possible 

(Table 3; Table 4), 

Perhaps the four major aspe cts of this ini tia1 int erview are its t iming 

what is tol d , and how it is told, and the supporting services availabl e 

to the parents during the initial stress situ~tion as well as ongoing 

sup port. I,:ar1y fonns of retardat i on do not become apparent at a ny 

particula r period of the child 's life; J. Carr (1970) maintains that 

the parents reactions are best s tud ied in rel:1tion t o mongols , whose 

hand i cap is di s coverable at birth . T:ible 3 summarizes t he findings 

from five st udies as to when the mothers were told and how many were 

satisfied wi th the time of telling 

Table 3. Times at which mothers were told the ir children were mongols , 
anj whe~her they were s ~tisfied with the time of telling in 
five studies 

Authors Date N. Mongols Time of telling Sa tis - Told 
of Born fied by 
Study Between mth 1 year 1 rnth 1 year 

% % JI, % 

Tizard & Grad 1961 80 1951-55 55 

Drillien and 
Wilkinson 1964 71 1950-60 25 72 78 31 

Berg et al 1969 ( 1) 44 1929- 48 16 68 84 33 
( 2) 51 1949- 68 

Hutton 1966 44 1950-62 66 

Carr 1970 46 1963-64 60 68 33 



Parents want to be told their child's condition early and they also 

want to hear the truth, as Reach ( 1 966) states, "The truth must be 
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expressed . No purpose can possibly be served by concealing the truth 

and indeed a great deal of damage may be done in not stating facts 

clearly yet gently." (p 814) . Nearly half the mothers in two studies 

(Drillien and 'Nilkinson, 1964; Carr 1970) suspected before being told 

that there 1vas something wrong with their child, and other studies too 

have noted the bitterness that mothers (and in the writer's experience, 

fathers) experience when they feel that they have been fobbed off with 

reassurances, or that i nf ormation that they urgently asked for was 

withheld, or they were told lies (Tizard and Grad , 1961; Hutton 1966). 

'The fact that it was hidden did us more harm than the fact of her 

condition,' and 'They should have told me when I was asking,' were 

(and are) typical comments (Carr , 1970, p 814). In general1 professional 

people accept that parents must be told the truth (Kanner, 1962; 
Wolfensberger, 1967 ) but the future prospects or ability level the 

child will reach over time is not possible to stipulate in the early 

stages of a child's life. This is possibly one of the major questions 

that concern parents t hroughout the developmental stages of their 

child's life; too often it se ems that parents have been told that their 

hq11dicapped child wo-.tl.d not live very long and could die by seven or 

eight years of age . Cowie (1967) suggests that the doctors' own 

anxiety "may subconsciously make him defer telling the parents, content

ing himself with the rationalisation that the delay is to their advan-

tage, for the time is not ripe." (p 814) . It could be that the 

stating of a life expectancy for handicapped children is also part of 

the rationalisation, as well as the statistical results of the past 

life expectancy for intellectually handicapped as well as physically 

handicapped people. However, with the advances in medical care both 

within the institutions and the community, the life expectancy of 

handicapped children and adults is increasing and the ins ti tut ions 

within New Zealand are now developing geriatric accommodation for this 

aging population. The New Zealand Society for Handicapped people is 

also planning accommodation a.~d leisure facilities for the 'elderly' 

handicapped adult (personal communication 1977). By 'elderly' it is 

not the chronological age which is the pertinent factor but rather the 

ability and physical level of the individual. 

After the initial shock of hearing that their child is retEµ"ded, most 

parents want . detailed information and advice on the possible prognosis, 

the expectations they can have for their child, and how to handle him. 
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Many doctors feel that this cannot be handled a t the first interview 

and parents are encouraged to return later for further discussions. 

In a few of the main c entres in New Zealand the S.I.H. hold regular 

clinics for parents registered with the Society, and the consulting 

paediatrician will se~ all parents and children brought forward by 

the Society. This has proved of benefit to many parents as they 

feel the medical contact does encourage their efforts in developing 

the small ga ins the cn.il d makes during the early years. 

Who Tells the Parents ? 

Much has been made of who should tell the parents, especially in 

relation t o the view that the parents will feel resentful towards the 

doctor who tells the (Cowie, 1966). These fears seem unfounded 

(Carr 1970) and most parents feel that they prefer their own doctor 

to tell them the truth . Of far greater importance is how the parents 

are told. All the studies have stated that the doctor should take 

time and tro-cible over the telling, be empathetic toward the parents 

(Carr, 1970) and f urther also in sympathy with the field of the 

handicapped, as a professional person who is unable to accept the 

handicapped individual totally would find it difficult to support 

parents in their dis t ress. Resentment does arise when the informant 

is unfeeling (cf Tizard and Grad) or informs the parents briefly or 

abruptly - what Raech calls the 'get-it-over-with ' school. 

Questions need to be ans-uered fully but it is important for those 

parents who are unable to formulate questions that the doctor or 

counsellor give as much information as possible during the initial 

visits; for all parents the ongoing support and counselling of 

professional people, it is maintained, should be freely available, 

particularly in the first five or six years. Where prognosis is 

concerned doctors are warned against raising false hopes but in some 

cases they can go too far the other way and be unnecessarily discoura

ging (Tizard and Grad , 1961; Dembo 1964; Raech , 1966; Berg et al 

1969). 

Genetic Counselling 

Genetic counselling for parents of handicapped children (Illingworth, 

1966; Hutchison, 1966) as in other areas, awareness of need outstrips 

the provision made for it. Only one third of the mo thers in Tizard and 

Grads study had had medical advice about · the risks to further children; 
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45 per cent of t he mothers in Hewett's and in Carr 's studies had 

discussed wi t h a doctor the que stion as to further children. In spite 

of t he paucity of genetic advice it has seemed to some writers (Holt 

1958b; Tips e t al 1963 ) t hat parent s have tended to limit the ir 

famil i e s after the birth of a retarded child, though these findings 

have no t a l ways been confirmed (s i gl er et al ., 1967; Fraser and La tour , 

1968). It does seem that s o:ne parent s may be put off having further 

children by the birth of a handicapped child but t his effect may not be 

as import:m t ::is the age of t he mother, the size of her family and 

whether it is a fir s t or second ch ild or l a ter child who is retarded, 

whether or not she h~d hoped to have further children , and the mother 

and fathers attitude to birth control and/or children. 

Table 4. 

At Birth 

By 6/12 

By 1 year 

By 5 year s 

Times a t which parent s were told their children were 
ha ndicapped and whether they were sa tisfied with the way 
they wer e t old and the t ime of be i ng told (1976 Pop. 
r e f. f or admission K.H . & T.S.) 

N 

13 

30 

29 

36 

By F/D 

2 

6 

15 

By Spec . D. 

13 

28 

23 

21 

Satisfied 

0 

0 

3 

18 

Not Satisfied 

13 

30 

26 

18 

It is important in genetic counselling that both parents are seen, 

investigated and helped, regre ttably in the New Zealand scene, 

specialist clinics · are in the main centres which can place added strain 

on the family budget; as well as the economical factor for families is 

the time f actor bet ween investigation and results being made available . 

Ongoing counselling and support is not always available for those 

parents at risk and t hough there is little evidence to support the 

contention it is sugG~sted tha t the knowledge that one or other of the 

parents carries a recessive gene can add to the marital stress as well 

as the guilt f actor for the parent involved . 

Parents Counselling 

Many writers have _t aken J S self-evident the fact that parents of 

retarded children feel guilty , reject their child and/or over-protect 

them , Walker ( 1949) "Probably every woman bearing a retarded child 
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develops some sense of guilt ... which ma~, be very openly expressed 

by such sb.tements as the ch ild is her 'cross to bear' • • • or 

projected toward the i ns ti tut ion (or cornmuni ty facilities) in a spirit 

of f au lt findine- solicitation for the child ' s welfare . .. " Holt 

(1958~~
8
~~t i ders th·.1t in 201 rnot:i.e rs he visited the emotions of 

gu.il t and shar.Hi ;;;ere very noticeable . Two mothers showed open 

guilt reaction , r eg:1.rt1inc the ch ild's condition 'as a punishme nt fo r 

past transv.·essions ' , others s\1owed the guil t as ove r-anxiety and 

over- protection anJ devotion to the chil d. Others (Hutchis on 1966 ; 

Illingworth, 1966) also speak of pathological attachme n t of the 

mo ther as a so1.1rce of damage to thti fam ily , but ·:!ri e,h t (1960) believes 

that in some cases over-protection may be t he r esult of real love and 

concern for the- child, and advises the pa rents to do whatever they 

feel will benefit the child as no matter what they do they will be 

criticised. 

'.Volfensbere;e r ( 1967) tokes a novel appro ach to the role of guil t, and 

sug,S'Csts firstly th 1t [:U ilt may not be inappropriate (he quo tes no 

evidence th::>..t this cften or i ndeed ever happens) and secondly that 

cuilt can be beneficial : "Perhaps a bit of guilt may go a lon6 way in 

motivatinJ parents to provide the ex tra attention,effort, and even 

love a retarded c:1ild may need ." 

At one time the diagnostic sess ion contained al l the counselling th~t 

parents v1ere likely to get ; i ncreasingly it ha s been realised th :=t t 

parent s c annot absorb in one interview all they need to know, or indeed 

what may be r elevant over th2 child's life spa n. Many writers 

(Schumacher , 1945 ; Yates and Lederer, 1961; Richards , 1964; 

Wolfensberger, 1967; Pinkerton, 1970) have stressed the need for 

r epeated interviews with the parents, to allow them to as::;imila t e 

information, expres !, their feelings and adjust as f a r as is possible 

to the situation. Durinc the early phases of the child ' s life , i .e. 

in t he first five years , the ongo ing regular annual checks with the 

paediatrician are a.~ important and respected, though sometimes feared 

conta ct v:ith spe cialist services . Caldwell et al ., ( 1961) found that 

the more contact that parents had with a clinic, the higher was their 

expressed satisf_action, while Drillien and '.'l ilkinson ( 1964) stated 

that mothers were more satisfied with the way they had been told if 

they were encouraged to return to their family doctor or paediatrician 



with any fur t her questions or problems . Hewett ' s (1970) and 

Carr ' s (1 975) studies f ound that mothers were critical of the ir 

hospital visits finding the lon0 wait for a shor t interview and 

l ack of discu:,sio·, or advice as well as the ofte n perf unctory 

attitude of th2 doctor , frustrating . (Table 3, Table 4) , Other 
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criticisms noted over the past five ye:irs by parents applying for 

ins ti tutiom .. l placement fur short or long term at Levin have included 

(1) some mothers felt t hey were out of pla ce a t the interview as 

the doctor ar:d soc ial worker discussed their child without 

referring to the one most concerned, i. e . the mother or fath er 

OY both 

(2) Parents felt they were being over- prote ctive a nd anxious , and on 

several occasions had actually bee n told so by the specialist or 

doctor and/or the psychologist • 
(3) Had been adv ised to put their severely retarded child ' away ' and 

forget they have eot him 

(4) ·:1er 0 embar'"'as,~ed by the behaviour of their child 

(5) ·::ere embar ras ,~ed by the specialists di s cuss ing their child in 

fron-: of tr.e child ( particularly with t he three to five year 

olds w~o 2.ppear to unders tand a ce r tain amount , i.e . the mo de rately 

a.r.d mil dl y s ibnormal . 

" The pnents :ire often v iewed as ~e B~~ lroblem- ridde:-1, anxious 2.nd 

·m:1ladjusted, " (';lolfensberger, 1967}/and he further maintains that there 

is a certain psychiatric orient at ion which views pa r ent s a s patients and 

t hat sees t~e scirce of their problems a s res i din~ within them. 

Fee lines of f~·a::;tr2.tion and irritat ion h w e been noted by some parents 

who h...,_ve b"en offered psychother2.py whe n all they have been askinc: for 

is information '.lnd/or advice in dealini with their problem child . 

( cf Yates :-md Lederer, 1 S\61 ; Cummincs and Stock , 1962). As Wol fens 

berger ( 1967) states , "The parents, as is apparent over and over, want 

counsel on the chil d management and facts about retardation. The 

profess ional s w:.irit to rrive them therapy." (p822 ). 

Relationshius as the 3asis of Help 

As stated earlier the ini tiaJ interview is crucial and during the early 

yeaYs tr.e counsello r a nd/or social worker works within the medical 

model, wh,1re the doctoT is seen by the parent as an authori ty person 

who d:ia811oses and where necessary prescribes, and it is usual l y on the 

doctoys advice th r1.t tr.P counsellor or soci a l wcrker is called in. 
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During the early phases of the rel a tionship it is important that 

the counsellor or social worker aims to support the parents during 

the stres sful period ofdlnial, grief, fear, frustration and rejection, 

etc., and though the goal of the initial visit is to establish an 

informal contract with the parents it is imperative that no pressure 

be applied f _,r a firm commitment but rather the establishment of 

contact and t he offer of support and help is the important first 

step. 

Who Does the Counselling and/or Support 

Initially the Paediatrician or Doctor who makes the diagnosis and 

gives the parents the information and possible prognosis in the first 

contact. Over the past decade in the New Zealand context increases 

in community supporting services in the way of experienced personnel 

and related facilities; e.g. 

1) Social Workers in the Soc i ety for the Handicapped, Day Care; 

Hostel: Workshop facilities; 

2) Increase in Social Workers and Child Psychiatrists in Child 

Heal th Clinics 

3) Increase i n Psychologists in Education Department Psychological 

Services; 

have in~reased the avenues available to parents for advice and support 

in their search for information and help in cari ng for their child. 

However, it does seem tha t early referral to Voluntary or Statutory 

agencies would assist the parents and possibly alleviate a lot of the 

dissatisfaction (Table 4) felt as the helper support could include 

early contact with parents who also have handicapped children. It 

is recognised that the early contact with other parents does help to 

alleviate the feelings of distress, isolation, and fear, (Younghusband 

et al 1970; Forrest, Ritson, Zeally, 1973). 

Helper Support (Counsellor and/or Social Worker) 

It is suggested that the role of the Helper lies in supportive 

counselling, The parents are making painful adjustments during the 

early stages and are in need of and seek support. The Helper being 

aware of the family's distress, conveys by his or her openness, 

accurate empathy, nonpossessive warmth, genuineness and non-judgmental 

approach that the parents have the inherent strength to cope with 

their pro~lems and can reach a way of life which will be full and 

satisfying, 
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Schwartz (1961) describes worker interventions in terms of five major 

tasks in the helping process and emphasises the spontaneous inter

actions in the here and now which determine specific helper actions. 

Through the demand for work implied by the very contact with families 

of handicapped people, the helper responds on a 'human, reciprocal, 

intuitive basis , using the terms of his contract as his general guide,' 

(pp 39) . The five tasks he presents as broad categories of activity 

and seem applicable to the long term counselling and support needed 

by parents as they allow for the helper and parents to engage in 

solving the various problems as the need a.rises. 

The Five T~sks of the Helper 

The first task entails, 'searching out the common ground between the 

clients perception of his own needs and the aspects of social demand, 

with which he is faced,' (Schwartz, 1961, p 157). This task rests 

on the symbiotic relationship between man and his society . The 

helper enables family members to look beyond themselves and weigh 

their obligations to the family unit. The helper aids them in 

defining their own needs, in understanding the needs of others, and 

in negotiating acceptable 'terms'. Friction between family members 

may be r esolved, for example, as they more clearly perceive that 

their mutual needs for love and support far outweigh any differences . 

The second task the helper engages in with the family over time is 

•detecting and challenging the obstacles which obscure the common 

ground and frustrate the efforts of the family members to identify 

their own self-interest with that of 'significant others' "(Schwartz, 

1 961 , p 1 5 7 ) • Obstacles to 'modus vivendi' may appear in many forms, 

but they always represent a struggle between family members and their 

present way of life. For example, parents may become too involved 

with their handicapped child and tend to exclude their other children 

from the tight relationship, or one parent may become too involved 

with the child and tend to exclude the other spouse and children, 

thus forming two subgroups. Whenever this occurs the family is not 

acting in its O\m self-interest and is failing to achieve a 'modus 

vivendi'. Although the obstacles may be complex and inter-related, 

the helper does ·not need to deal with causal factors but has rather 

three functions to perform (Schwartz 1967). Firstly he can alert 

the family to the present obstacle but must not condemn members for 
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it, he helps the family deal with the obstacle through an examination 

and understanding of it, and most important he prevents the family's 

preoccupation with analysing the problem to the exclusion of the over

all 'modus vivendi'. 

The third task involves the helper in"contributing data - ideas, facts, 

and value-concepts which are not available to the family and which may 

prove useful to them in attempting to cope with that part of social 

reality which is involved in the problems on which he or she is 

Norking" (Schwartz 1967, p 157). In giving information to the parents 

and family, the helper shares himself - his impressions, his ideas, 

his knowledge, his feelings, his values. Further his or her behaviour 

tends to serve as a model to other family members for freely exchanging 

information and for investing in the work of the family unit. However, 

he must be careful not to impose his own standards on t~e family, and 

whatever he offers must be pertinent to the concerns of the family, and 

is offered as only one of many possible views of the social reality 

(Table 3). 

The fourth task requires "' Lending a vis ion' to the family, in which 

the helper both reveals himself as one whose own hopes and aspirations 

are strongly invested in the interaction between people and society and 

projects a deep feeling or that which represents individual well-being 

and the social good" (Schwartz, 1967, p 157). In performing this task 

which pervades all fJ.Cets of the family unit the helper displays his 

enthusiasm for and his faith in, his encouragement of, and his caring 

for the members of the unit and the tasks and goals they have selected. 

When the family or its members are experiencing difficulty, this task 

can be vital, for example - Father may be working long hours, mother 

has the onerous task of caring for a severely handicapped child, other 

children are needing her attention and help with homework and or a 

quiet room in which to study, and financial problems are increasing, 

social stigma from neighbours and extended family members (Table 5). 
It is imperative that the helper is available for ongoing support and 

he or she is able to obtain the services of other agencies to assist 

the family in distress. 

Lastly, the helper is involved in "defining the requirements and 

limits'7 of the situation in which the client and worker system is set. 

These rules and boundaries establish the context for the 'working 

contract' which binds the client and agency to each other and creates 
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the conditions under which both client and worker assume their 

respective functions" (Schwartz, 1967, p 158). The family members, 

the helper and the agency have reciprocal responsibilities and 

specific rules should be established early governing these relation

ships in the contract. For example, parents have the responsibility 

for the final decision concerning their handicapped child and though 

he may be placed in an institution or into the care of the Society's 

Hostel accommodation and related facilities, he is still their child 

at this point in time - although this position could change during 

the next few years if the Act pertaining to guardianship is formulated 

and accepted by Government (Beattie, 1976). 

Schwartz indica tes that the major factor governing the use of these 

five tasks must be the enhancement of the work of the group namely 

the family. The type and degree of helper ~ctivity will vary with 

the work each family needs and the choice of tasks is left to the 

intuition and skill of the helper. It is only as the helper interacts 

with the family in a particular situation that he can be sensitive to 

the form and ti.ming the tasks should take. 

The Wai ting Time 

In the words of Dr R. Wilson (1946) sometimes it is wise to wait and 

"it is harder to stand and wait than to move in and attempt to do some

thing which would only aggravate the condition." (Lecture New Plymouth 

Hospital). It does seem in the long supporting counselling situation 

with parents and families of handicapped people that there is a time 

when the stress within the family is better left to simmer and find its 

own solution. Solomon and Patch (1974) emphasise the aspects of non

intervention when the stress situation for a person can be too much for 

the individual to handle, for example, the parent of a severely handi

capped child denies the child belongs to his or her family and over 

ti.me builds up his or her defences and makes a reasonable life style but 

in the event of trauma or crisis situation the defence mechanisms may 

crumble and a pathological condition arise which requires intervention. 

Similarly where the implied or felt guilt of family prohibits 

intervention and help in caring for the handicapped child, e . g. a 

Maori family in hill country feel that any help given to their daughter 

in the way of hospitalization or parent relief will endanger their 

daughter's life and yet she requires full. nursing care with no 

prospects of attaining any self-care skills. This family blame them-
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selves for their daughter's condition as she was on a tractor driven 

by her father when there was an accident and the family were persuaded 

to send their daughter to hospital where she developed meningitis 

(personal experience, 1974). 

Undiscussed Anxieties 

As the relationship between helper and family grows it is sometimes 

helpful if parents are encouraged to write down questions that they 

want to ask no matter how apparently trivial it may appear. I agree 

that some professional people may think that this encourages 

obsessional people, but how often do people stand outside a clinic or 

agency or even after a helper has left a house and say, "God, I forgot 

to ask the most important question, you know, will my child be deaf 

or blind and that sort of thing ." Sometimes it is not as related to 

the ability level of the handicapped person but rather to ~he effects on 

the siblings, i.e. ''My daughter wants to know if she will have a 

handicapped child," or "Does my son need to see anyone about the 

possibility of having a handicapped child when he gets married?" 

Sometimes in the early stages the parents get angry and they blame God 

but also then they are very angry with a person. Often the doctor 

who makes the diagnosis is the scapegoat, but where it does do a lot of 

damage, I feel, is the blame and anger that is put onto the spouse, the 

wife blamine the husband and the husband blaming the wife (Blackburn, 

1974). The direction of anger, blame and frustration within the family 

is destructive and ·if this can be alleviated and directed outside the 

family prior to coming to grips with the fear and guilt engendered with 

the birth of a handicapped child , will ease the burden. However, some 

parents fear the disability is due to some action of their own, and as 

well as the parents, the grandparents and the aunts and uncles may think 

so too. If the parents think that some action of their own could be 

suspect they may feel very guilty about it but be unable to bring it up 

for a very long time. Sometimes the reason is associated with medieval 

thinking, the visitation of the Gods and their wrath upon the parent 

because he or she thinks they have done something wrong in their past 

(Blackburn, 197 4). Sometimes this is associated with premarital sexual 

relationships or conception, at others it may be associated with sexual 

intercourse following pregnancy, and though there is no basis in actual 

fact for their reasoning this can cause a lot of heartsearching for the 
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parents and they do need to discuss their fears and feelings of guilt 

with an empathic and non-judgmental professional person . 

Other causes for concern which mothers are usually blamed for are 

associated with medication. Ever since the thalidomide disaster , 

whenever a woman who has had a handicapped child she has wondered 

whether it was b ecause she had taken an aspirin, etc. when she was 

five months pregnant. Dr Blackburn (1974) thinks that it will be 

some years yet before the fear associated with this will be alleviated. 

It does seem t hat r ather than the woman taking the responsibility for 

avoiding dangerous drugs such as tranquillisers, etc. it should be 

left to the medical profession. 

After Birth 

The next t h ing parents think may have caused their child t'o be 

handicapped is possibly something that happens in the first year of 

life in the way of i nfections , falls and so on. Sometimes a parent 

wil l sta~ "Oh, Doctor , I haven't t old anyone this but once he rolled 

over and fell about e ighteen inches onto the floor when I wasn't 

wa tching properly." Dr Blackburn (1974) feels t hat this is a fairly 

common occurrence for children but where a mother of a handicapped 

child is concerned and blames herself then this should be refuted 

when the diagnosis is obvious but even more so when there is doubt 

about the causal factor of the diagnosis . 

The next cause of terrific guilt, particularly following the recent 

revelations, is smoking during pregnancy and the effect on the unborn 

child. The Perinatal Trust survey has found from its long term survey 

that babies of mothers who smoke are just less good at reading, less 

well-behaved, and less successful than their contemporaries (Blackburn 

1974). 

Finally the marriage be tween relatives . This may be cousins or 

second cousins and if they have a handicapped child the guilt felt is 

extremely heavy. It does seem that the only thing that can be done 

in this instance is for adequate premarital counselling of the 

prospective parents. They don't feel guilty if they don' t have 

handicapped children but if they do , then the feelings of guilt are 

indeed traumatic . 
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Other areas requiring support and counselling include negative and 

destructive criticisms by extended family members, i.e. grandpa.rents, 

aunts and uncles, etc. Family adjustments to the demands made by 

the care of a very dependent child over a long period of time and 

this includes the curtailment of family outings because the handicapped 

child ' s behaviour precludes enjoyment by the whole family e.g. t he 

stimulation and/or the strangeness of the outing may be too fear

producing for the child and his or her screaming behaviour then 

becomes upsetting, and it is wiser to leave the child at home with 

' Mum '; criticism or implied criticism by social contacts when the 

mother takes her child into town for shopping , and because of her 

sensitivity to people looking at her child she feels very upset and 

angry if the contacts make disparaging remarks about her child and his 

behaviour (Goffman, 1970); all common enough problems in the main but 

where parents are sensitive to the added demands of their handicapped 

child, these do tend to aggravate the feelings of guilt, fear, 

rejection and/or overcompensation. 

Specialist Services 

The Helper in his or her role of supporting the family and as friend 

and confidant does need to be also a co-ordinator of specialist services 

fo= the family. Paediatricians and Child Psychiatrists are available 

through Child Health clinics or Hospital clinics, and their role in 

supporting and helping the family is as varied as the family needs 

themselves. It may be that intensive help is needed for a period, 

e.g. a child with hyperactivity may require intensive play therapy and 

the pa.rents can have help with their problems of management and/or 

anxiety; or, it may be that the annual or bi-annual visit to the 

paediatrician for their child's developmental oversight is sufficient 

for the parents, while other agencies help and support the parents in 

their care of their child. 

Psychological Services offer counselling and programme development 

for children with special problems, e.g. temper tantrums, toilet 

training, etc., but as mentioned (p 1) specialists can only assist the 

parents or teachers to solve problems they have been unable to manage. 

The role of the helper in these situations is again supportive and 



and often the parents feel the need to ask questions and seek 

support from the one person they know well and feel is more a 

friend than a profe ssional . 

Advice and therapy is available through the Child Health Clinics but 

as these are only in the main centres within the New Zealand contex t 

it leaves those parents in outlying small towns or country with the 

problems of transport, finance and availability of time when faced 

with the need for specialist help and advice . However , the Public 
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Health Nurses and ~edical Officers of Health do and wil l hel p parents 

in outlying areas whenever a family is in need . Most of the helper s 

such as S.I . H. Social Workers, and Statutory social workers are 

available by t elephone to help parents faced with a crisis situation 

but the ongo ing help from specialist services is limited in this 

country due to the dearth of personnel, and theiT services are 

stretched beyond the limits of possibility it woul d appear , i . e . 

Well ington Child Health Clinic had one and a half chil d psychiatrists , 

vacancies f or one social worker; five vacancies for psychologists 

in the Education Department , for a population of 417 , 300 (Est . 1975 ) 

covering the Wellington, Hutt Valley , Porirua and servicing the 

W airarapa and Horow:ienua areas . 

Table 2 
Effect on Extended Famil;y 
118 cases No . SuEEort Rejection Allowed Not Allowed 

Paternal 
Grandparents 50 11 22% 14 28,; 9 18% 16 32% 
Maternal 
Grandparents 52 20 36.46% 10 19. 23% 12 23 . o8% 10 19.23% 

Paternal 
Uncles 21 7 33 . Y/o 6 28 . 57% 5 21 . 33% 3 14. 28% 

Paternal 
Aunts 19 7 36.84% 5 26.34% 4 21.1% 3 15 . 8% 

Maternal 
Uncles 23 8 34.8% 7 30 . 43% 4 17 - 4% 4 17 . 4% 
Maternal 
Aunts 21 8 38-1% 5 23 . Y/, 6 28.57% 3 14.Y}, 

Populat ion of referred cases to Levin Hospi tal, 1 Jan. 1976 - 1 May 1977 
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Extended Family Effects 

In a survey of 118 cases referred for admission or waiting list 

inclusion at Kimberley Hospital between 1 January 1976 and 1 May 1977 
22% of paternal grandparents offered support, 28% rejected the 

handicapped child, 13% were allowed to offer and give help, and 32% 
were actively discouraged and not allowed to assist the parents. 

Some of the reasons include: 

1) They spoil the child and won't make him do as he i s told, 

they let him do anything he likes 

2) They are always saying, "Oh, poor Jimmy. What a shame he is 

handicapped ... 11 and they tend to aggravate the parents 

particuJ.arly the mother, by implied criticism of the way 

she is bringing up her child 

3) Premarital discord between paternal grandparents and parents; 

i.e. mother feels she was rejected by her husband's· parents, etc. 

4) Grandparents' age. "They are too old and can't look after 

Johnny. He is too hard to handle. 11 

38.46% of maternal grandparents offered sup port, 19.23% rejected the 

ch ild , 23 .08% were allowed to help and 19.23% were not allowed to 

sup~ort or help. 

The effects of the r etarded child on parents, brothers and sisters, 

the highest percentage offered support and were allowed to. 

It does appear that where support is offered and accepted by the 

extended family members parents fe el able to seek a baby sitter from 
. 

within their own family members and their children se em to benefit 

from the extended family concern. 

Within the counselling or supporting sitQation pertinent information 

can be explored over time in the area of the extended family and the 

parents perceived effect on their relationships; the objective here 

is to determine the extent to which the parents agree concerning the 

feelings and attitudes concerning their in-laws. Where there is 

support parents are able to take advantage of their close contact with 

their extended family and when making decisions concerning placement 

the extended family support appears to lessen the guilt, fear, and 

anxiety for the .. parents. Pressure from the extended family to reject 

or 'put the child away' adds to the feelings of guilt and inadequacy 

and can have a detrimental affect on family as well as marital 

relationships it would seem. 
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Home or Institutional Care 

Many studies have focused on the family's decision on whether or not 

a child should be institutionalised. One early study bore the title 

''When should the severely retarded infant be institutionalised?" 

(Jolly, 1953, p 810). Others discus sed the need for the case worker 

to help parents overcome the ir reluctance to place the child, and once 

in the institution, forget they had had him (Wardell 1947; Walker, 

1949) . It was accepted practice for the advisor to "emphasise the 

positive features of institutional life so parents will come to ••• 

see the logic of separation" (Jolly, 1953, p 810). Parents were 

subjected to pressure from their family as well as the professional 

advisors . 

With the advance of community facilities and the care and concern of 

the Society for the Intellectually Handicapped, the paren~s have felt 

better able to care for their child within the family situation. 

Most parents state tha t they are well satisfied with the help received 

from the Society, and of 118 families referred to Kimberley Hospital. 

(1976-77) for admission or inclusion onto the waiting list, 90 families 

stated tha t they apprecia ted the help received and thought that the 

Society had given wonderful help , 10 families were not registered 

with the Society as they felt their child was not catered for by the 

Society, and 5 parents complained that they did not receive the help 

that they should, and 13 parents stated that they were helped but the 

Society did not have sufficient Hostel accommodation and they felt 

that t~is was a barrier which needed to be overcome. 

The impression gained from talking with parents is that they want 

their child at home but between the ages of 9 years and 13 years they 

would like to have boarding facilities available for their child so 

that he is not deprived from outings and companionship, particularly 

when there are older siblings in the household. Parents feel under 

some stress from the older siblings when they refuse to bring their 

friends home, or if they do they are worried about the handicapped 

child's reaction to the social situation. It is suggested too that 

the ha..~dicapped child also feels the need to escape from the 

increasing social -stress and to this end the case worker needs to be 

aware of the non-verbal communication _of the handicapped, 

e.g. 
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Case 1 - (Personal Experience, 1970-77) 

Miles, aged 11 years, the second son in a family of two boys and one 

girl. Miles had been away for a prolonged short stay for behaviour 

modification and drug therapy review. He had returned home on the 

4th February and for three days had been very good. Then his sleep 

pattern was disturbed and he was up and about for most of the night . 

Toileting regressed and he became incontinent, or rather did not go 

to the toilet though be was capable . He was disruptive at school 

so spent most of his ti.me there on the trampoline. '.','hen the case-

worker visited Miles spe~t most of his time close to her and initiated 

the contact. In discussing the situation with the parents they felt 

they were not copinG and did not know what to do . 

From observation over three years it was felt that Mile s himself was 

trying to tell his parents as well as the caseworker that·he wanted 

to return to the institution and this the parents finally decided to 

try. 

On return to the i nstitution Miles reverted to his usual self; his 

sleep pattern returned to normal; his toileting improved and he 

himself initiated his leaving his parents by wandering off to the 

courtyard and being beside his peers. 

Though the parents went through a very traumatic two weeks and decided 

that they were the ones who were unable to cope and the grief and 

guilt associated with the feelings was at crisis point, they eventually 

accepted Miles' own decision, and acquiesced. The problems of facing 

a child's decision is traumatic for the parents but does need care and 

working through. Family and friends' support in this instance proved 

a positive aid for both parents and siblings . 
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CHAPTER 4 

~elax:ation Therapy 

Of all the methods of coping with tensions and anxieties of daily 

life, Relaxation Tr a ining probably offers the most direct and positive 

means of dealing with events that are upsetting or distressing for 

pa rents. The aim of relaxation response techniques to minimize the 

dist'..l:::bi :ig e ffects of 3.11Xi ety which can be brought about by external 

(i . e. overt or covert criticism by family or friends) or internal 

(i .e. guilt, fear , grief, etc.), sources that inhibit the effective 

cop int:; 'Ri th real-life problems . 

Relaxation is one technique for effective interventi on in feelings of 

anxiety and may be used to deal with less obvious and often complex 

sources of distress. 

external situations . 

These may involve ideas, bodily sensations, or 

Emotional stress can occur as the result of 

family arguments or illness in the family. Environmental stress, 

such as exposure to excessive heat or cold is an entirely different 

phenomenon . Dr H. Selye of Montreal believes that physiological 

stress activates steroid hormones from the adrenal glands which are 

vitally important for survival of the organism and are sensitive 

indices of stress (Benson , 1976). 

Holmes and Rahe (1967), devised a scale of stressful events tha t 

require adjus tment to meet a series of life events. According to 

the doctors change, whether for good or bad , causes stress to a human 

being, leaving the individual susceptible to disease. Benson's (1976) 
approach is similar and he definesstress as environmental conditions 

that require behavioural adjustment. °For example , stressful 

circumstances are those associated with rapid cultural change , 

urbanizat ion antl migration, socioeconomic mobility , or uncertainty in 

the immediate environment" (Benson , 1976, pp 39-42). Life-threatening 

events are the most obvious environmental circumstances requiring 

behavioural adjustment and it is suggested that the birth of a handi

capped child threatens the very way of life of husband and wife. 

Less dramatic but more relevant is what happens to the parents who 

have to adjust to the knowledge of the handicapped child and the effects 

on t hemselves as well as their other siblings and even the extended 

family members . Less immediate is the felt effect on friends and 

acquaintances . Several studies have examined how individuals are 
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affected when social roles break down and they are forced to establish 

new ones, (Benson, 1976 ). 

Progressive Relaxation 

Relaxation technique emphasizes the relaxation of voluntary skeletal 

muscles, 1.e. the muscles over which we have conscious control. This 

technique seeks to achieve increase d control over skeletal muscle groups 

such as in the arms and legs. Jacobson (1938) argues that anxiety 

neurosis and other related conditions are caused or aggravated by 

skeletal muscle contraction whereas muscular relaxation produces 

opposite physiological sta tes, (Benson, 1976). In most instances 

people cannot limit the situations which require behavioural adjustment 

and people frequently find their lives thwarted by frustrating circum

stances requiring adjustment, (Benson, 1976). How much more will 

parents of handicapped children who are anxious, guilty about "produc

ing a handi capped child", with a secret desire to kill the child, 

under social pressure from ignorant ne ighbours or sheer physical 

exhaustion (Forrest Ritson and Zealley, 1973), feel thwarted and 

frustrated? Unlike the flight - or flight response (Selye, 1975), 
which is repeatedl y brought forth as a response to difficult everyday 

situations and is elicited without conscious effort, Relaxation 

techniques can be evoked in the early stages of learning only if time 

is set aside and a conscious effort is made (Benson, 1976) . 

The use of tape recordings following the helpers or therapists 

demonstra ting with· the parents co-operation the contrast between 

tension and relaxation can be helpful. The technique can be taught 

to individuals or in groups and in order to utilise the relaxation 

techniques the helper or therapist must have a knowledge of and develop 

skill in three sets of operations which may be involved:-

(1) training in deep muscle relaxation 

(2) the construction of anxiety hierarchies, and 

(3) the counterposing of relaxation and anxiety provoking stimuli 

from the parents own anxiety hierarchy (Carkhuff , 1969). 

Braemar Hospital in Nelson has used the desensitization model for 

parents who have applied for admi ssion of their handicapped child to 

the institution. Over the four or five years they consider that this 



has helped the parents and reduced anxiety not only in tteir 

as sociation with their handicapped child, but also has transferred 

to other problem areas in their daily lives with beneficial effects . 

Four Basic Components 

(1) A Quiet Environment. Ideally a quiet, calm environment with 
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as few distractions as possible contributes to the effectiveness 

of the learning situation and makes it easier to eliminate 

distracting thout;hts. 

(2) A Comfortable Position. A comfortable posture is important 

so that tnere is no undue muscular tension. Some methods cal l 

for a sitting position, others use a prone position, but in 

lying down there is a tendency to go to sleep. Others use a 

cross-legged 'lotus ' position of the Y~gi. Essentially the 

position adopted allows for comfort and relaxation. 

(3) A ~ental Device. To shift the mind f r om logical , external 

oriented thought there needs to be a constant stimulus, a sound, 

a word , or phrase repeated silently or aloud; or fixed gazing 

at an objec t. Dr Jacobson (1938) uses the stimulus words 

calm, serene, coura5B, etc ., to encourage mental relaxation and 

combat 'mind wandering ' and to break the train of distracting 

tho:ights . 

(4) A Passive Attitude. ~enson (1976) maintains that the passive 

attitude is perhaps the most important element in elicit ing 

the relaxation response. Further he maintains t hat distracting 

thoughts will occur but by simply returning to the repetition 

of the stimulus words or phrase, the relaxation can again become 

deep. 

Deep Muscle Relaxation 

The training begins wi th the helper or therapist choosing a particular 

muscle group to demonstrate, with the client 's aid, the contrast 

between tension and relaxation. The hand or f orearm is usually chosen 

as a beginning point and the person is instructed to make a fist with 

his hand and maintain it for some seconds. While the person is 

performing this action the helper or therapist usually calls his 

attention to the feelings of tension that the person is experiencing. 

The Helper then ins tructs the person to allow his or her f ist to open 

and rest and at the same time brings to his or her attention how 



different and pleasant the sensations of relaxation. 

During the training period the following muscle groups are focused 

upon (Carkhuff, 1969):-

A. Extensor Muscles 

1 • Ri.:;ht hanu and forearm 

2. Entire Right arm 

3. Left arm and forearm 

4, Entire left arm 

5. Right thigh and calf 

6. Entire right leg 

7. Left thigh and calf 

8. Entire left leg 

B. Abdominal Muscles 

1. Stomach muscles 

2. Lower back muscles 

c. Facial }.!uscles 

1. Forehead 

2 . Eyes 

3. Nose 

4. Jaw 

D. U1212er Trunk and Neck 

1 • Neck 

2. Shoulders 

3. Chest 
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The training proceeds from one muscle group to another following the 

same format of first tension then relaxation. The therapist may 

focus on one muscle group per session and at the following session there 

is a brief review of each previous muscle group before helper and client 

move on to the next. Between sessions the client is instructed to 

practice at home what he has already learned for a period of 20 to 30 

minutes per day. It appears that 5-6 sessions or up to 10 sessions 

are sufficient training for a client and after this it is sufficient 

for the helper to give general suggestions of relaxation for his or 

her client. 0nc'e the person has achieved a relaxed state the helper 

or therapist should use direct suggestion to further increase his or 

her relaxation, (Dr Jacobson, 1938) , e.g. nyou are now calm and you 



are very much relaxed. However, you may become even more deeply 

relaxed and as I count backward from ten to one you will achieve 

even g.-eater depths of relaxation ..• Ten, nine .• • etc . " 

(Carkhuff, 1969). 

41 . 
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CHAPTER 5_ 

Factors Associated with Parent Personality in a Small New Zealand sample 

The behaviour o: parents of handicapped children derives from many 

factors, and include cultural and social class attitudes to children 

in general, to handicapped people, and to teachers, social workers, 

doctors and medical care. But to a major degree their behaviour 

derives from their feelings about having a handicapped child. It has 

been argued (Mackieth, 1974) th~t guilt feelings are less common than 

some people state (Wolfensberger, 1967). The present study takes as 

its starting point Wolfensberger's theory that 'guilt may not be 

inappropriate and that it may go a long way in motivating parents to 

provide the extra attention, effort and even love, a retarded child 

may need.' Neither Mackeith nor Wolfensberger specify the particular 

attitudes, personality traits, and emotional- reactions of. parents with 

handicapped children in whatever category the child may be classified. 

As discussed above (pp 5-8), personality characteristics indicative of 

chronic guilt are guilt proneness, sensitivity, warmth, and anxiety. 

Method 

The data for this study consists of responses of 22 parents of retarded 

children who were asked to complete the 16PF. Within the group were 

t wo solo parents and th,::i oth~! rS were married couples. All agreed to 

co-operate and the questionnaires were administered within the home 

setting on a parent or individual basis. 

Limitations of the Sample 

The limitations of the sample are mainly those of small size and self 

selection. All parents seen or interviewed over a period of four 

weeks were asked to co-operate. The age range is between 20 and 48 
years, and voluntary participation of these 22 pa.rents which comprises 

about 7% of families referred for help in the past 12 months, does 

limit the generalisation from the findings, due regard to the sample 

bias. 

Instrument Used 

The Sixteen Personality Factor Questionnaire 

The 16PF was chosen because the dimensions or scales are essentially 

independent and moreover "the experimentally obtained correlations 

among the sixteen scales are generally quite small so that each scale 



provides some new piece of information" (Cattel and Eber , 1972). 

Scores on the sixteen factors being utilized as operational 
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definitions of basic personality factors . The titles suggested as a 

basis for chronic guilt are , a tendency to guilt proneness , the 

emphasis on feelings, with a tendency toward awareness of criticism 

timidity or threat sensitivity, and a tendency toward increased 

tension. Therefore the four scales selected from the 16PF with face 

validity are (a) Factor O; guilt proneness; (b) Factor C; affected 

by feelings; (c) Factor H; shy , timid and threat sensitive; 

(d) Factor Q
4

; high ergic tension . The critical score for the four 

16PF scales are considered to include stens of 5 and 6. 

Reliability 

The reliability co- efficient takes three major forms for the 16PF; 

Consistency , Equivalence , .1nd Stability. Dependability for the four 

factors range between 72 to 92 , with Equivalence co-efficients 

ranging between 54 and 71 ; Stability co-efficients range between 

75 and 98. The values for the 16PF are about as high as test values 

reach fer the number o: i terns . 

Validity 

Validity of the 16PF includes the concepts of construct validity , and 

specific clinical and industrial criterion validity. The Concept 

Validity has been measured in two ways, namely direct and indirect. 

Di rect concept validity for the four factors ran,_}? between 63 and 94 , 

and the indirect validity ranges between 84 and 95 . 

Results 

Table 6 , a ,b , c ,d, report the four factors extrac ted from the 16PF . 

Table 6a shows that more females than males scored above the critical 

score and approximately 5~ of the sample scored above the critical 

score on guilt proneness . 

On Affected by Feelings (Table 6b) females scored lower than males, 

while 54 . 5% of the sample were below the critical score . 

Similar results occurred in Table 6c threat sensitivity , and Table 6d 

for high ergic tension. 

Discussion 

The summary data on the prevalence of factors associated with chronic 
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guilt in a small sample of parents with handicapped children has not 

included the chronic grief associated with chronic guilt (Olshansky 

1962), yet it is suggested that the four factors do support the 

contention that grief is part of the chronic guilt syndrome, which may 

be more an emotional attitude generally involving emotional conflict , 

and this is supported by the tendency toward tension illustrated in 

Table 6d. 

For the total sample more females than males were above the 6th sten 

50% for females and 40-% for males with a total of 50'% overall for 

guilt proneness. Similarly the feelings trait is higher in females 

than males , 50% of males show greater control of feelings compared 

with 16.6i~ for females. 58.3% of the women score between the 1st 

and 4th sten compared with 40'% of the men. Including the critical 

score for the sample brings the percentage to 68% approximately 

overall (T'1.bl e 6d) . 

Similarly threa t sensi t ivity is higher in women than men , more females 

scored lower th J.n : he cri t icc.1.l score compared with 40% of the males 

(Table 6c). A greater tendency toward hit,1 ergic tension was found 

in this sample for bot h men and women, 50-J> of the scores were above 

the critical score. \'/ i th the addition of the critical scores the 

tendency toward high ergic tension as one factor in the chronic guilt 

syndrome comprised 72 , 7/o , 

Perhaps the tendency for females to score higher in the four factors 

than the men may be rel:ited to the two hypotheses , namely females have 

a greater need for social approval (Meisels and Ford, 1969; Miller, 

1974) and the greater impulsivity of females (Goldfried, 1963), 

Another factor it is suggested relates to the inclusion phase suggested 

by Dally, 1976. With the closer involvement of women in child-bearing 

it may be that the emotional overlay does affect the scoring whereas 

men do not go through the inclusion phase hypothesized by Dally. 

Rather the males, it is suggested, skip that phase and enter the 

extension phase at the birth of the child. This may help to explain 

the mens greater tendency to control. 
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Table 6 16PF 1 four factors 1 guilt 2roneness 1 Affected by 

Feelin1::,"'S 1 Sensi tivity 1 and High Ergic Tension 

Table 6a 

Guilt Proneness 

Sten N 1 - 2 3 - 4 2 - 6 1 - 8 9 - 10 
Males 10 1 3 2 4 
Females 12 2 3 3 
Total 22 1 2 2 8 3 

Tabl e 6b 

Affected b;y: Feelings 

Sten N 1 - 2 3 - 4 2 - 6 1 - 8 9 - 10 

Mal es 10 4 1 4 1 
Females 12 2 2 J 1 1 

Total 22 2 9 4 2 2 

Table 6c 

.§EL__Timid 'l'hrea t Sensitive 

Sten N 1 - 2 J - 4 2 - 6 1 - 8 9 - 10 
1';ales 10 2 2 4 2 

Females 12 2 2 

Total 22 6 8 

Table 6d 

Tense FrustrJ.ted - Hi.-;h ~:rgic Tens ion 

Ste.::i N 1 - 2 ~ - 4 2 - 6 1 - 8 9 - 10 

Males 10 1 3 1 2 3 
Females 12 2 4 2 1 

To tal 22 1 2 

No correction f or age. Norm tables used were for the general population 

(Reg. Manual and Handbook ; Tabular Supplement No . 1 to t he 16PF Handbook 

1967-68) . 

Other 16PF scales ·for this sample showed no significant tendencies for 

either males or females . The four factor scales pre-selected tended 

to show that fema l es scored lower or higher than the critical score 

when compared wi th the me n except f-or high ergic tension . Within the 
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context of threat sensit ivity and t ension parents do tend to suspect 

the motives of those who are trying to help. Often profes3ional 

people are subj ec ted to extended f amily pressure or even pressure 

from ne ighbours and friends in whom the parents have more t r ust and 

faith than in t hem . Perhaps here it is sometbnes the f aul t of the 

professionnl people who too often do not take into account t hat t he 

parents live with t he child f or 24 hours of the day in their early 

years and for something in the re gion of 16 hours when the child is 

at school. Most parents want to know what the future holds for 

t he ir child , and why he is l ike he is 

difficw t and of ten impossible to answer . 

a question which is 

It seems logical to assume tha t the personality modes carry over into 

chil d-rearing practices , so that some fonn of control and care will 

be related to personality (Dally, 1976) . If chronic guilt is viewed 

as a capability r ather than a disposit ion to enable the pa.rents to 

cope with a retarde d chil d , it may help to explain why and how parents 

can cope with very diff icult behaviour problems for long periods of 

time within the home situ~t ion before seeking placement for their 

problem child . 

Trai t Factor , or Emotional Attitude 

One can make assumptions from the Trait Factors extracted from the 16PF 

and draw some conclusions . 

Firstly , guilt proneness was found in more women than men and of 

the total sample 72.7% of the scores were between the 

5th and 10th sten. Similarly for threat sensitivity 

and affected by feelings. Tension for both males and 

f emales including the critical score was 72.7% of the 

sample. 

Secondly, the combination of trait factors emphasises the complexity 

of chronic guilt felt by parents of handicapped children. 

Chronic gui lt has a basis in Personality Trait Theory and the results 

indicate that it is more common than Mackeith (1974) has implied for 

this group of people. In addition, the traits probably interact in 

complex ways with the environment in which the child lives . Also 

Trait Theory does not take into account the emotional attitudes arising 
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out of real or imagined contravention of moral or social standards in 

t hought or act, (p 2) . Nor does it explain what has occurred over 

time from the birth of the handicapped child to the present day ; i.e. 

has the trait been accentuated or negated by the birth of the handi

capped child ? 

Other questions that arise are :-

1. To what degree w3.s the trait present prior to the birth of the 

child ? 

2 . Was the tra i t a minor factor prior to the birth of the child or 

has it been accentuated or reduced because of the understanding 

and love t he parents have given their dependent child? 

3. Is there a combination of Trait Factors which could predic t 

when or if parents wish to place theic child? 

Results of this field study tend to indicate that there is a combina

tion of traits which can be extracted from the 16PF to illustrate the 

compl exity of chronic guilt. To 0~ther with environmental, social 

and sapport factors which parents receive or seek, perhaps chronic 

guilt can a id the parents in bringing their child to his or her full 

potential within whatever situation is considered best for the child, 

wheth0r home , institution or voluntary society hostel placement . 
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Appendix 1 

Table 2 Classification of Mental Retardation 

N .z. Education Department N.Z. Health Department 
Classification Classification 

I.g,. Classification I.g,. Classification 

70-85 Dull Normal or Variations 
in Normal Intelligence 

50-69 Mild Mental Retardation 50-70 Mild Mental ~ Special 
or Educable ~: .R. Retardation Class 

35- 49 Moderate Mental 35-50 Moderate Mental 
Retardation or Trainable Retardation. 

Trainable Psycho-
paedic 

20-34 Severe Mental Retard- 20-34 Severe Mental 
ation or Trainable Retardation · 
Severely retarded Trainable 

0-19 Profound fl'.ental 0-19 Profound Mental l 
Retardation Retardation 

In 1967 the World Health Organisation produced its Manual of the 

International Statistical Classification of Diseases , Injuries and 

Causes of Death . This was a revision carried out in 1965 of seven 

earlier versions . In the classification of mental retardation this 

report classes those with I.Qs. in the range 

mentally retarded.' as shown in category 310. 

68-85 as 'borderline 

the population would be regarded as subnormal. 

On this basis 16%+- of 

Thus , in 1968 an 

Expert Committee of the World Health Organisation recommended a 

revision of the classification so that 'mild retardation' was to 

cover the range from I.Q. 50 up to I.Q. 70 (W.H.O. 1968 , Organisation 

of Services for the mentally retarded , 15th report of the W.H.O. 

Expert Committee on Mental Health . W. H.O . Tech . Rep. Serv. 392). 

This viewpoint was further advanced at the 1969 W.H.O. Seminar in 

Washington which when making recommendations for the ninth revision 

of the I.C.D., recommended that the grades of mental retardation used 

in the 1968 repo~t should be used, and that the category 'borderline 

mental retardation' be replaced by a category 'normal variations in 

intelligence' . In addition it recommended that the I.Q. ranges be 

removed from the manual and specified in a new glossary. 
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(See Moser J. ( 1971) W . H. O. activities concerning mental retardation. 

In, Primrose , D.A. (ed) Proc 2nd Cong. Intern. Assoc. Scient . Stud . 

Ment. Defic. 546-7) . 

This recommendation has been formally acknowledged in the 197 3 

revision of the Manual on Terminology and Classification in ?tental 

Retardation of the American Association of Mental Deficiency, which 

no longer r ecognises the term 'borderline' retardation, and the 

~ limit of s ubnormality is placed at two standard deviations 

below the mean, t hat is I.Q. 70. 

In t erms of accepted expert opinion therefore it is now quite clear 

that a person with an I .Q. above 70 is regarded as a slow learner 

but within the normal range of intelligence . 

This point of view is reflected in more recent textbooks· by authors 

from var ious fields of professional interest. For example a clear 

statement is given in Jilver , Kempe and Bruyn (Handbook of Pedia

t rics 10th ed . 1973) 
II there is a l arge group of children whose I.Q's range 

from 70-90 in whom a diagnosis of mental deficiency should no t be 

made but who do have a rea l intellectual handicap . Often this 

'slovmess ' is not r ecognised until the primary grades. " P . 166 . 

Similar viewpoints are given in Eden (Mental Handicap, 1976) Forrest, 

Ruson and Zealley (New Perspectives in Mental Handicap , 1973) and 

Kenny and Clemmens (Behavioral Pediatrics and Child Development, 

1975) for example . 

While an I.Q. of 70 indicates an upper limit for a legitimate 

diagnosis of Mental Subnormality in terms of the Mental Health Act 

1969, there remains a grey area as to the most appropriate placement 

for people whose intelligence falls within the mild range of 

subnormality, say above I.Q. 55. 

An I.Q. score gives an indication of ability to learn new material 

in a mixture of formal and informal situations with respect to the 

time taken and the difficulty of the material involved. It does 

not necessarily show how sensibly or appropriately the person will 

use what he has learnt . Thus people with I.Q's above 70 can commit 

social offences - but are held to be fit to plead to a charge in a 

Court of Law, and can be dealt with in the normal facilities provided 
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for offenders against the law. 

People with I . Q' s below 70 can be regarded as not fit to plead to a 

legal charge against them, and can be dealt with in ins ti tut ions 

covered by the Mental Heal th Act. 

While t hi s takes care of the legal matter of disposal it does not 

give an indication of the most appropriate institution in the group 

covered by the Mental Health Act, namely psychopaedic or psychiatric 

institutions. 

Because of the interaction between intelligence (I.Q.) and 

personality factors and social experience, one person in the mild 

range of subnormality who has sought the protection of the Act may 

have been aware of the legal implications of his actions when these 

were being carried out - while another with the same level of ability 

may have been quite unaware . 

0-50 I.Q. is classified as psychopaedic within the New Zealand context 

and is accepted as a legal definition and has received the accolade of 

New Zealand legislature. Within the psychopaedic categury are the 

profoundly, severely and moder ately subnormal. However , wi thin the 

field of subnormality the social definition is becoming increasingly 

popular, in which the social quotient and maturity of the individual 

is taken into account with the I.Q . at any one point in time, with 

most of the people involved in the testing of handicapped people. 

Forrest , Ritson and Zealley , (1973), state that the importance of 

social intelligence has been stressed by Gunzberg (1968) who regards 

this quality as critical in determining the future for mentally 

retarded people. 

Gunsberg has pointed out that individuals demonstrate intelligent 

behaviour in three different ways - verbal, non-verbal or practical, 

and social intelligence. He describes social intelligence as the 

' ability to establish and maintain adequate relationships with peopl e .' 

The person who misjudges or cannot appreciate the rules and s t andards 

of his society will be rejected more readily than the person who 

lacks formal learning, but has an understanding of the social 

situation (Forrest, Ritson, and Zealley , 1973). 



51. 

It is the individuals capacity to cope with and adapt to his or her 

envirorunent which determines the extent of the r eal handicap . Those 

who are severely, or profoundly retarded will always require some 

degree of care and protection, but amongst the moderately and mildly 

r etarded , independence will depend on the degree to which the person 

has mastered social skills. Of the main psychopaedic hospitals, 

Mangere Hospital docs not accept people over 50 I.Q. level and has 

an age limit of 16 years; Templeton and Kimberley Hospitals have a 

much broader category and take people for training and/or care from 

all categories of intellectual handicap with no age limit. 
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