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ABSTRACT
1

1

i

This report presentsmthe'resultsoof one ofthe studies carried out by members

of Project PATH, a research project that was established at the University of

Waikato in 1978. The present study was tarried out in fulfillment of a

con..ract with the Department Of Educat

I
on and with some additional funding

provided by the IYC Telethon Trust.

The study examines the perceptions of 152.sets of parents of young children

with special needs drawn' from urban Auckland (60), urban Hamilton (40) and the

smaller towns and country areas of the Waikato region (52). Data were

obtained,by means of structured interviews carried out with one or both parents

in their own homes during the period 1978.780.

The independent variables employed in the study comprised place of residence

(Auckland, Hamilton. Waikato), child's hancticap (intellectual, physical,,

multi- and 'otherfr, child's age (under and over 48 months), socioeconomic

status (high. lb,,;), child's age (under and over 48,months), and family size

(1 or 2 children vs 3 or more).

.

Data are reported for the followinglyeriables: (a) telling paYents they hayeA

a handicapped child (when they were first totd, who told them, and which

patenf was 'first told); (b) parents' needs for support (needs for guidance

and counselling, extentopf support, andlperceived value of meeting other

parents); (c) parents' views on their guidance needs In helping their children

in areas such as self care, language, behaviour management, and play activities

and their reactions toattending parent training courses;- (d) parents'

. familiarity and satisfaction with various professional groups and their

awareness and rise of various benefits and services; (e) parents' preferences

for sch64111- settings for their children.

The results of the study are analysed'and recommendations are presented in

the context of releVant overseas and New Zealand studies of the families of

handicappeA children.

#:*



iii

ACKNOWLEDGEMENTS

Many people and organisations contributed to the successful completion of this

.project:

Mrs Mary Lane was the principal investigator in the initial'stages of the

study, being responsible for designing the questionnaire and preparing the

data for computer analysis.

Others to'play a significant role in constructing and administering the

questionnaire included Mrs Christine Hilton, Mrs Robyn Ward, Mrs Vivien

Webb-Hendy, Mrs Jill Mitchell, Mrs Fenella Gill and Mr Doug MacLean.
c..

Several students enrolled in, the Diploma in Educational Guidance at the

University of Waikato assisted in the administration o.f the' questionnaire.

.

,Dr, Mark Topping contributed expert assistance in developing computer programmes

for the data analysis.

Mrs Geraldine Keith and Mr Val Lazenby were.responsible for typing at various

stages ot the projeCt.

The Crippled Children Society, the Society for the Intellectpaily Handicapped

and the Psychological 'service of the Department of EducationAssisted ±n the
)

compilation Of lists of,potential subjects.

, -

The survey was funded by the Department of Education,and by the IYC Telethon

The Advisory Committee fof Project PATH gave

and on its administrati

useful suggestions on thqedign

of the questionnaire on.

Trust..

The University of Waikato, in particular Professor peter FreS,Verg, provided,

\academic and material support for the project as et whole. "'N
iF .

IC
To all of the aboVe individuals,andtorganisations, i should like' to recor d my '

4

gratitude. They played vital roles in what was a pleasing team effort.

/ , 4
.

Finally, I should like 'to acknowledge the willing participation of the parents

us so freely abopt
Arwho lowed us to intrude upon their privacy and who'told

their child

go some may

the quality

who is handicappea',,\ It is my sincere wish that this report 4411
.-- ,

to ensure that the a.milies of childrethaith special needs receive

of services they have the right to expect from a' modern society.
. . 4 .

David Mitchell

r

I

.00

4

.



DISSEMINATION

, Progress reports on this study have been presented as follows

The parent-professional partnership. Invited paper to the paediatric-Section
of the XVIth Biennial Conference of the Australian Physiotherapy Association,
Canberra: 1979. (Published in Vitediatric Monograph ofAustralian Journal of
Physiotherapy, 1979, 3-1a).

Parents' perceptions ot.th6ir guidance needs - a survey of parents of cgildlen
with specialrneeds. Paper presented at a Symposium on Mental Retardation,
Psychology Section, ANZAAS, Auckland, 1979. (With M.M. Lane).,

Project PATH - parents as teachers of e handicapped. In D.R. Mitchell (ed.)
Papers from the 1st National Conference Exceptionallhildren, Hamilt6n,#
1980.

The perceptions parents of young handicapped children have of their gudance
needs. Paediatric Society, of New Zealand Annual Scientific Meeting,
Auckland, 1980.

-
\
Parents - the untapped r source in. special education.
item 10, 1981. , a

Numbertwo,

A survey of parents' exphriences and views on being told they have a,handi-
, capped child. New Zealand Medjjal Journal, 981, 94, in press.

O

1

9

'

ea

A 1.

o

1



*N.

V

TABLE OF CONTENTS

ABSTRACT

ACKNOWLEDGEMENTS

DISpEMaINATION

AgtE OF CONTENTS

LIST OF TABLES

Chapter One : IntroduCtion

1.1 Background tothe Study

'1.2 Aims of the Study..

Chapter Two : Research Methods

2.1 Subjects

2.2 Procedures

2.3 StAiistical Analyses
h

Chapter' Three Telling Parents .they havo2 Handicapped

3.1 _When Parents were First Told

3.2 Who Told Parents
.

° 3.3 Which Parent was First Told .

3.4 How Parents were Informed

3.5 Recommendations

4 8
C

Chapter Four : Parents' Needs for! Support 's
0

4.1 Needs fo.f Cadence- and
*4.2 Souices and Extent Of.,Support

A

4.3 Value of Meeting' other Parents
J'

4.4 Recommendations'
.

Chapter Five : Parents' Views on their Guidance Needs

5.1 f care

5. anguage

5.3, BehaViour Management

5:4, Play Activities, .

0
',, 5.5 Reactions to Atianding Parent Training Courses

5,6 Familiarity.with,Your_ Child is Different ,
5.7 Recdmmendations

4

*

Page

V

10

5

5

9

19

19

20

22 ,',

.- 24'

25
.

25

27

28

, 22

33

vii

9

10

12

12

15

17

"ss

1 .

1 :le

4

'"

364

38

.01%

ors



Chapter Six : Parents' Familiarity and Satisfaction with Services

6.1 dverview

6.2 Psychological ServiceS

6.3 Medical Contacts in General

&.4 Visiting Therapists

6.5 Physiotherapy Services

6.6 Hearing Assessment Services

6.7 Speech Therapy Services

6.8' 'Hospital Social Workei Services

6.9 District Nursing Scheme

Orthotic Services

Other .Services

6.12 Recommendations

Page

41

41

43

44

45

46

/ 47

48

49

51

5

52'

54

t

Chapter Seven : Parents.' Preferences for School Settings 57

Chapter Eight : SummaryQIConclusions.0

8.1 Summary of mala Findings

8.2
_ .

Limitations of the Study

8.3 Summary of Recommendations

8.4 Conclusions

REFERENCES

1`

X "s

,

4

7,

4

59

,59

62

62.

§7

,

e



vii

LIST OF TABLES'

1. Families' places of residencea

2. Children's handicaps

3. Children'S ages

4. Families' socioeconomic status

5. Children's sexes
t

gudber of children in families

7. Cross tabulations of independent variables

Parents present r at interviews

91 When pa4ents were first told of child's condition

10. When -parents were first told of child's condition, by handicap

13.[Person Who.first told parents of child'e_condition

' 12. Parent who Was first told,of child's condition

.13. Parents' preferences for being told together or alone

14. Parents' views of the extent to which their heeds for guidance,and counselling have been met

Sourcet of support identified by parents

16. Parents' views of the extent to which they currently have
sufficient support

-s,

!....

_ 6,17. Parents' ews on value of meeting
parents of children with-,

, .similar h cape -, , e .

.

. -,

18. Parents' wishes to know more about heaping their children .
learn self care skills e

'

.

18A Parents' wishes to know more about helping their children
learn feeding, toileting and dressing, kills

r

19.' Parents', views of value of guidance in helping their childrenlearn self care skills

5

6

6

7

7

7

8

9

10

) 11

12

13

.14'

19

21

22

4 23

A. 25

'26

27
4 '20: Parents' wishes to know more about helping, their children's

.,language development
-

28 A-.
. -

21. Parents' wishe
behaviour

for guidance managing their .shildiSn's

22. Parents', views on ease of managing their children's
. 1. behaviour

.. .23. Parents' views of value of guidance-in managing theirchildren's behaviour
, . 31

A
.;--

4

29

30v



r

viii

24. Parents' views on the Most effective means of behavioural
control

25. Parents', views on rewarding appropria4e behaviours in their
children

26. Parents' wishes to know more about play activities for their
children

Page

32

32

33

27. Mothers' reactions tocittending parent training courses 34

28, Eathiers' reactions to attending parent training courses

'29. Parents' reading\of booklet, 'Your Child is Different'

30. Parents listening to radio series, 'Your Child is Different't

31.. Extent to-which parents know of and have used various professions :
summary

35

37

38

41

32. Parents' ratings of helpfulness of various professional groups 42

'33.. Extent to which parents know of and.have used psychological
services

34. Extent to which parents kiow of and have used visiting therapy.
*services

35. Extent t3 which patents know'of and have used physiotherapy
services

36. Egtent to which parents know of and have used hearing
absessment services,

'37. .Extent to' which parents know' of and have used speech therapy
services .

38.. Extent to which parents know of and have used district nursing
scheme

Extent to whidh\parents know of,and have used orthotic services 51

52

58

44

46

47

48

49,

40. xtent to which parents know of.and,eave Used various services. *
* .

.
41.. Parents' preferences for school settings for their children

A

4

#

9
I

4



)

CHAPTER ONE

1NTRODUCYION
/

I don't share details of my problems 'with peoplg. You 'must not
lean on people or expect help. 'nu have a long-term problem that
other people don't really understand.

1

1.1 Background to the study

.
\

.

In recentyears, therehas been a distinct trend in western societies for

the handicapped to_be maintained,in their families and in the community, rather

than being institutionalised (Annison and Young, 1980; Bayley, 1973; Bruininks

et al, 1980; National Development Group for the Mentally Handicapped, 1977;

New Zealand Society for the Intellectually Handicapped, -1979; Sax, 1980;

Wilkin, 1978) and for the parents 'to accept considerable fesponsibility for

,actively un taking training programmes with their handicapped children

(Court, 1976; liter and 'Mitchell, 1980). In tracing the history of this trend

in New Zealand, Smith (1979) points out that although the full complexity of

the_problems of community care of the disabled have only presented themselves

since the second world war, this philosophy had its origins in the nineteenth
. , e

century. She attributed the recent emphasis on community care to such-factors
.

as the recognition that since more,diiabled persons are surviving and living

longer they would place intolerable burdens on public hospitals, the emphasis

from the behavioural sciences on maintaining disabled persons in their own

homes, and the developments in medicine anktechno ogy which combine to provide.
- e

the means to. keep them in their homes.

In attempting to design appropriate models of-service-deliyery to respond to

these trends, researchers are increasingly studying what parents of handihapped

children consider to be their needs and resources, as well as the ways in

which they perceive their children and the quality of the services they have

'received from the various Professions or agencies. Recent studies, fi4, .

example, have focused on..such issues as the way in which parents are told'of

their-handicapped child's condition (e.g. Berg, Gildeidale an' Y, 1969; Carr,,

19/0; Cunningham and Sloper, 1977; Gayton and Walker, 1914; Gilmore and Oates,

1972; Hallinan, 1978; Pueschel and Murphy, 1996; Pullman, 1979; Svarstad and

Lipton, 1977),.the effects of_a handicapped child on family functioning (e.g.

Birenbaum, 1971; Carr, 1975;'Fremton4 1971; Gath, 1978; Hewett Newson and

Newson, 1970; Lonsdale,,1978; Morrison, Beasley and Williamson, 1976;

Reynolds, 1979CSalk, Hilgartnerand Granich, 1972; Sommerville, Bainett and

Malcolm, 1976), and parents' evaluations of hervices (e.g. Abramson et al,

\.
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.1977; Bayley, .1973 ; Gat 1978; Hallinan, 1978; Pulman, 16979; Walker,

Thomas and'Russell, 1971; Wilkin, 1979).

In the Course of this repOtto a group of studies will'be referred to on.

several'occasions. 'It might be helpful, therefore, if these studies were

described in broad outline at this juncture, with the detail'of their findings

being left-to the appropriate sections of the report.

The study that most closely resembles the present one was cairied'out by

Halgnah (1978). He surveyed a total of 94, families of young handicapped
' children in the Christchurch area. The children were mostly under the age of

eight years and ranged across the spectrut of handicaps. Most of the parents

werdeinterviewed in their own homes, 7eithough'a few completed ,postal

. questionnaires. Hallinan investigated a range of issues that included events

surrounding parents being told they had a handio3.pped child, the nature of the

support they received and their perceptions of various services.

A second New Zealand researcher to whose work frequent reference will bemade
is Pulman (1979(a), 1979(b)). In'the firgt of her studies', Pulman carried

.out, a mailed survey of the parents of 24 intellectually handicapped children
,

Who were enrolled in an early intervention project at Mangere Hospital and

Training School. The questionnaire focused on the extent and quality of the

medical services the families had received atter the birth of the handicapped
child. Pulman's second study interviewed the parents of.25 Down's- Syndrome

infants who had had'some association with Mangere. Parents were interviewed

mainly in areas to dq with being told about their baby's condition and with

the level and quality of,thesprofessional assistance they received.A

Occasional rdference will also be made to two other New Zealand studies - 4

0,
Morrison, Beasley and Williamson's (1976) nationally representative survey pf
tL families of 2,245 intellectually handicapped persons under the age of 65,

and Kuek and Laugesonls (1979) study of 53 cerebral palsied children in the.

Wellington area.

Gilmore and Oates (1977)'interviewed the.parents of 50 children with Down's

Syndrone in New South Wakes. Astandard questionnaire used in the interviews

sought information on sucli-reas as the way in which parents were given the

diaRosis; their, utilisation of community resources, and the parents'or
attitudes to the information they werebgiven.
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a

The parents of 86 spiha bifida children under the age of seven years, comprised
. . .

, the subjects of,a study carried out in Glasgow by Richards and McIntosh-(1973).-
'S.4

Interviews wete conducted in the homes and, covered topics such as sources of-
.,,

.
.

information and advice, attitudes to the child,
,

the effect. on the family and,

' common problems.

Lonsdale (1978) has reported on the ,results of interviews of 60 families of

handicapped childreniweLcie years and younger. The main themes. f the

questionnaire were to do with how parents mere told, theiteactions, family

stress; and the parents' opinions ok support groups and counselling:

A large-scale study of the families of 180 cerebral palSied chi ren under .

the acre of nine was, carried out by Hewett, Newson and Newson (1 70), in the

East-Midlands region. The topics 9f particurg relevance to the ;resent study

included events surrounding being informed of the child's handica. problems
e6-

in behaviour management, and the patents' dealings with various sta.buory and

voluntary agencies.

An even larger-scale survey was carried put by Bayley (19735 who investigat d-.

issues relating to 1,763 mildly and severely subnormal indiViduals in the

Sheffield area. Within this study,-he carried out an intensive investigation

of a smaller sample.of.families. Although Bayleywas-concerned'with the whole

age range,, there are sufficient data concerned with .57oting,children to warrant

comparisoni-with-the present study,.

Carr (1975) interviewed the mothers of 54 Down's SyndrOme infants born in the..

Surrey - London region, once when the childien were fifteen months old,and

again when they were four years old. She was concerned at explorin problems,

encountered in such families and her results in such deas as behaviour'

management, being informed abOut handicap, self care,:aogial support systems .

'

and the value of meeting other patents are particularly relevant to,the present

study.

\,
The mothers of 120 severely mentally handicapped children -in the Greater

Manchester-Salford area were studied by Wilkin (1978.). Themes'covered in the

home=administered qUestionnaire included the mothers' views on the help they

received from other members of their family, from their social networks and,

from the various services, as well as their felt needs in helping their

children.

t

( 4
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In a second study carried out in the Greater Manchester area, Cunningham and

Eloper (1977, 1979) interviewed 'the parents of 30 Down's Syndrome infants. The

interviews were conducted in the homes and took place shortly after the parents

had been informed of the diagnosis. The questions focused on such topics as when

and how the parents werdtoldtheir reactions to tlie.diagnosis and the extent

to which they were helped to obtain accessto further inforMation. .

-1.2 Aims of the Study

The original contract with the.Department of Education was "to survey and

report on the perceptions of a gro-up of parents of handicapped children of their

own needs for guidance in teaching these children." After reviewing the

literature and consulting with Project PATH's'Aftisory Committee and others,'

the following themes were selected for detailed study:

(a) when and how parents were first told of their child's condition;

(b) parents' needs for support, including their perceptions of the value

of meeting other parents;

(c) parents' views of their guidance needs in aiding their child's
7

development in sich areas as self care, language and behaviour

manageMent;

(d) parents' familiarity and satisfaction with.various professional

groups and with the services and benefits to which they Were entitled;

' .(e) parents' preferences for the sphool settings for their childrdn.

13
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,ICHAPTER It 4d-

RESEARCH METHODS

2:1 Subjects.

The subjecti for this study comprised 162 parents of children under theage of
10

seven years and who had special needs,. In the first instance, voluntary

organisations such as the Society for the Intellectually Handicapped and the

Crippled Children Society and guidance services such as the Psychological

Service of the Education Department were asked to nominate families in which,

there were children who fell into the age group and who had relatively "clear

cut" handicaps such as Down's Syndrome, spina bifidg, cerebral palsy, deafness

or who were judged,by professionals to have signAi,cant developmental delays.

The parents.of these children were then written to, explaining the survey's

aims and seeking, their participation in the study.

The survey proper was undertaken in two stages, the first in 1978 when 67

families in Hamilton and the smaller towns antrural areas ofAlaikato were

interviewed and the second 1979-80 when a further 25 families in those two

areas.and 60 families in urba- Auckland were interviewed. The final sample

comprised 40 families in urban Hamilton, 52 in Waikato and 60 in Auckland

(Table 1).

\

TABLE 1 : FAMILIES' PLACES OF RESIDENCE

Residence , N %

Hamilton
Waikato'
Auckland

.,

.
* 40

52

60

26.3
34.2
39.5

Total
4

q, 152 100.0

As can be seen in Table 2, parents of intellectually handicapped children niade

up the largest Igroup (38.8 per cent), with 34.2 per cent being parents of

Physically handicapped children, 9.9 per cent parents of multi-handicapped

,children and 17.1 per cent p'rents of children with other handicaps such as

deafnesi and nom-specific developmental delay. Approximately 60 per cent of

the children were 48-84.months of age, the other 40 per cent being under

1
For ease of reference, the term "handicapped" will generally be employed in

this report to refer to this group.

'4

.

9
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-/

ronths of age (Table 3) .
.

o

TABLE 2, : traMILDBEN'S HANDICAPS

Handicaps ,
Sub categories

V

Total,

Intellectual .

Down's Syndrome ,

-''Other

Physical
eerebral Palsy
Other

. Multi-
Other'

Total

: 25

34

16.4
22.4

59 38.8

f /

59 34:2
28 18.4

24 15;8'
.15 9.9
26 17.1

152 100.0

1Noh specific developmental'delay, sensory handicap, uncategorised. r

-

0

.

TABLE 3 : tHILDREN'S'AGES

'2 '6

Age group Sub categories

N a

Total

<48 months

.

Wel

.5,

20

18

17

31

27

P34

3.3
13.2
11.8
11.2

20.4
17.8
22.4

qps,

92

39.:5

60.5

>1-2 months

12-23 months
24-35 months
36-47 months.

>48 months
'40-59 Months

60-72 months
- >72 months

Total 152 100.0

r. The socioeconOmiC status of the families was ,judged by the application o

aneYrying' (1976) revised socioeconomic index foi New Zealand a sca

whitiitends to be loaded more on the general dimension of vocational

tion40,.achrievements, than on material circumstances (Fergusson and Ho ood,

1979. In-terms of the 1971 census data for New Zealand as a whole, on which

this index is based, the present sample has a pronounced skew towards the

higher socioeconomic levels (see' Table 4). Whereas 55.3 per cent of the

subjects were in,the top three, levels, Elley and Irving's corresponding figure

for New Zealand was 40.3 per cent. This imbalance is almost identical to

Hallinah's (1976) study, in which 54.3 per cent of the families were in the

top three levels,



TABLE 4 : FAMILIES' SOCIOECONOMIC STATUS1

SoCioeconoTic Sub categories Total

group

High s,

level 1
level 2
level 3 e
Low
level 4
level 5
level 6

12 7.9
20 13.2
52 34.2

42 28,3
22- 14.5
3 2.0

t 84. 55.3

68 44.7

Total 152 100.0

1Baseddon the application of Elley and Irving's scale to fathers' occupa-
or to mothers' occupation in father-absen homes.

Just over half of the childreri were boys (53.3 per cent) - a proportion which

tends to somewhat underestimate the preponderance of boys in-the incidence of

handicap (Braine et al, 1969;_Mussen Conger and Kagan, 1979; Singer, Westphal
$

and Niswander, 1968). As can be seen in Table 6, in, approximately 60 per cent

of the families the handicapped %hild was an only child or had one other sibling.

TABLE 5 : CHILDREN'S SEXES

Sex %

Male 81 53.3
Female 71 46.7

Total 152 100.0

TABLE 6 : NUMBER OF CHILDREN IN FAMILIES

Number of Sub categories

children tic

Total

N %

one or two'
% 91 59'.9

One 25 16.4
Two 66 43.4
Three or more 61 40.1
Three 33 21.7

1 Four 16 10.5
....0Five or more 12 7.9

Total 151 100.0

O

With the exception cf child's sex, all of these variNes - place of residence,

child's handicap, child's age, socioeconomic status; and the number of children,

in the family - were considered to be the independent variables of the study

and were applied where ,appropriate. In order to establish that these varilbles



were not contaminated by each other, chi-square analyses of each in relationito

other were carried out. From Table 7 it can be seenthat none ot these

comparisons achieved statistical significance and it can therefore be argued,

that each of the independent variables -employed in the study are, in'fact,

relatively independent of each other.

TABLE 7 : CROSS-TABULATIONS OF INDEPENDENT VARIABLES

I

Independent
variables

Number of
categories X

2
df sig.

Residence 3

X Socioeconomic status 2 3.32 2 NS
:-

X Children's p.ges 2 2.84 '2 NS

g Handicaps 4 , 2.06 6 NS

i X No. of children in family 2 2.55 2 NS

Socioeconomic status 2

X Children's ag4s 2 0.15 1 NS '

X Handicaps 4 3.72 3 NS

X No. of children in family 2 .0.32 1 NS

Children's ages 2

1 Handicaps 4 2.86 3 NS

XNo. of children in family 2 0.50 1 NS

Handicaps 4

X No. of children in family 2 2.00 3 , NS

Table 8 summarises the data on the parents who-were present atthe inteetiews.

In the case of the 137 two - parent families, both parents were present in

9(;) of the interviews and one parent (usually the mother) was present on

47 occasions.
1

The remaining 15 families - 9.9 per cent of the sample - were

represented by solo parents.,,(again, usually mothers). For some of the

questions, separate data were recorded for'fathers or mothers; in those cases,

independence of judgement was ensured by the use of sets of cards which. each

parent placed in the order they saw fit. For those questions where no such

comparisons were Made and on the rare occasions when mothers and fathers

differed in their opinions, only the mothers' responses were coded.

rir
4

,

1
This procedure of interviewing one or both parents in two-parent families has

been'used by other researchers (e.g. Cunninghauteanct Sloper', 1977; Gilmore and

Oates, 1977; Lonscrale, 1978, Pulman, 1979,(b)).'

17
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TABLE d : PARENT(S) PRESENT AT INTERVIEWS

Parent

IOth parents 9C) 59.2
1 parent in 2 parent family 47 30.9
Solo parent 15 9.9

Total 152 100.0

2.2 Procedures

mw
so .

The data forthis study were obtained by means of a two-hour structured inter-
,

view carried
)

out with one or both parents in their own homes. The interviews

were foou. ted on a 90-item questionnaire designed to elicit data on parents'.
,,r,:-

percettions of'their guidanbe needs, the questions for which evolved from a

review of the literature noted in the introduction and from consultation's

with a 'range of professionals associated with project PATH. Parents of handi-

cappedd-children who were not included in the final sample also assisted in
' the development of the questionnaire by evaluating its content and format, as

well as providing useful suggegtions for conducting the interviews. One4
couple*consented to a videotaped interview which, together with a specially

prepared instruction manual, role plays and feedback opportunities A.,_were used
4

irk training the interviewers. For the Hamilton and Waikato section of the

study tWo,two-hour training Sessions were held for the interviewers who, in

the main,, comprised project members or senior students. In the case of the

Auckland sample, the interviews were all arried out by a senior student who

was herself the parent of a handicapped chi With the exception of the
)^videotaped interview, the aboi'm procedures were followed in training this

,

Ainterviewer.

2.3 Statistical Analyses

-"S

Since the majority of the data obtained in the study are nominal or

classificatory in character, the statistical significance of variations in

the distribution of cases among categories is assessed by means of the non -
2parametric statistical test, chi-square (X ) (Siegel, 1956). Qualitative

data arising from comments made by parents in the course of the interviews

will also be employed to illustrate trends in the data.



CHAPTER THRE

TELLING PARENTS THEY HAVE A HANDICAPPED CHILD]

He'did not really explain it prope Zy. He went round the.point but

never really explained it.-

3.1 When Parenti were First Told of their Child's Condition

From Table 9 it can be seen that one-fifth of the parentS learned of their

child's handicap at birth and a further one-fifth during the first ihRax By

the time the child was 6 months of age one-half of the parents had become aware

of the presence of a handicapping condition. Only 15'per cent of the sample

were first tqld after the child turned two and none of tAllp arents in the

sample had been informed before biith of the possibility of a handicap. The

present sample of families were first told of their child's condition slightly

earlier than those in Hallinan's (1978) study. Examples of the differences

include the following, Hallinan's data being noted in brackets: at birth :

20.4 per cent (11.6 per cent); by the end'of the, first month : 40.8 per cent

(29.5 pet cent);, by the age of Six months : 49.6 per cent (39.0 per cent)%.

Aqcording to. Laing and Jones (1979) 41 per cent of their sample of "m4xed"

handicaps (N = 145) under the age of five had Conditions which were apparent

at, birth. It is'not clear from their data, however,' whether the diagnosis

had been conveyed to the parents at birth.
A

I TABLE 9 : WHEN PARENTS WERE FIRST TOLD OF CHILD'S CONDITION1

Before birth'

N
Cumulative

Before birth
At birthk
In-first week

0

30
24 -

0.0
20.4
16.3

. 0.0
20:4
36.7

In first month ak 6 4.1 40.8,
In first six. months 13 8.8 49.6

0 In first year 28 , 19.1 68.7 .

In first 2 years - *----- 24 16.3 85.0
In 2-5 years ' 19

31.2-
97:9

In 5-7 years , . .3 2.0 99.9,

Total 147 100:0

.

1
Five parents indicates that they were not sure, never told, or that it was
a process of gradual awareness. \

,

Parts of this chapter were published in the folloWing article: Mitchell, D.R.
. .

A survey of parents' 'experiences and views on being 'told they have a handicapped

.child. New Zealand Medical Journal, in press. 19
. .11
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adoarding to, the nature''.of the chnd cap (Table 10). Just over half of

.- .

The point at which -parents were first to of their child's condition differed ....1.1\
4

ild's ha

those with an intellectual handicap were detected in the first month, compared

with around one-third of the physically d multi - handicapped and only one-

fifth of the 'other' categories (i.e., non-speaific developmental delay,

sensory handicap and uncatecurised). The differences in the distribution in

this table were statistically significant (X2 = 13.59, 6 df, p<.05).

TABLE AO : WHEN PARENTS WERE FIRST TOLD CHILD'S CONDITION,
r

BY HANDICAP

Handicap Within first Within 'first Within first Total,

'month year 7 years
N %, N % N % N %

Intellectual 31 53.5 14 24.1 13 22.4 58 100.0 ,

Physical 19 37.3 17 33.3 15 29.4 51 100.0 -

Multi- 111.5 35.7 5 35.7 4 28.6 14 100.0

Other 5 20.8 5 20.8 14 08.3 24 100.0 '

1 - .

e

All 60 40.8 41 , 27.9 46 31.3 t47 100.0

.

X
2

= 13.59, 6 df, p <.05

When separate analyses, are carried out for the 25 families with Down's Syndrome

Children, 84.0 per cent of the parents were 'first told of,the condition in the

first week. This figure is comparable to Pulman's-(1(b)) 88.0 per cent,

Gilmore ,and Oates's (1977), 72.0 per cent and Cunningham and Slqper'd (107)

66.7 per cent, and is considerably in excess of Gayton and Walker's (1974)

59.0 per cent, Berg, Gilderdale and Way's (1969) 56.9 per cent, Pueschel and.

Murphy's (1976) 56.3 per cent, Gath's (1978) figure of 46.7 per cent, Carr's

(1970, 1975) 41.3 percent and Drillierj and Wilkinson's (1964) 21.5 per cent.

These data indicate an incteasing trend for parents to be informed earlier of

their child's Down's Syndrome, a tendency that probably reflects the technical

advances in being able to make quick, firm diagnoses. It mai, also indicate a

preparednes4..on the part of the medical profesbion to convey this information

to parents as soon as possible - which is in line with parents' own preferences

tBerg, Gilderdale and WaY,.1969;'Carr, 1970; Cunningham, 1979; Cunningham and

A Sloper, 1977; Gilmore and Oates, 1977; Wilson, 1975).

I.
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4

Who Told Parents df their Child's Condition

rom Table 11 it isiclear that the medical profession and allied health services

ear the brunt of informing parents.Of the pregene of a handicapping condition
N.

n their childr' Medical specialists such as obstetricians and paediatricians

\."this respect, with 69.0 per 'cent of parents'have the main responsibility in

4:reporting that they were first

being family docjors with 16.6

staff (9.7 per cent) .

told 'by such a person, the next largest group

per colt, followed. by nursing and other hospital

SO

This pattern is very similar to that 'reported by HallinaA (1978) in his

Christchurch survey, the comparable peaentages for the above categories tieing

62.9, 19.1 and 3.4, respectively. .It `:similar too, to American'data

which 66.7 per cent of mothers,of'Down's:$yndrome thildren had been info

by a paediatrician or obstetrician and 22,18 per cent by the, family doctord
.

(Pueschel and Murphy, 1976), and to and McIntosh's (1973) finding that
,p

in 71 per cent of the cases of spina bifida a midwife-or hospital doctobr had

conveyed the first information to the mother,,compared with 13.per cent for

general practitioners.

TABLE 11 PERSON WHO.FIRST TOLD PARENTS OF CHILD'S;CONDITION1
WO.

Medical General 'Nurse/other Plunket/ Other

specialist practitioner hosp. staff- PHN
% N' %

Total

100 69.0 24 16.6 14 9.7 3 2.1 4 2.8 145 100.0

.
.1
Six parents had never been clearly told by any one person.

3.3 Which.Parent was First Told,

Table 12 summarises the data from two- parent families relating to which parent

was first'told of their child's condition. In 45.7 per ceht af the cases,

.both patents were told together. bf the remaining 54,. 3 per cent, the mothers,

had been told alone in 44.2. per cent of the cases and the te'ther
k
on 10.1 per

c
cent. This pattern was consistent across the various sub-groups that Were

-
yielded.bythe five independent variables, The proportion of families in.which,

both parents were told together is almost identical to that reported by Hallitian

'(1978) but nigher than 'in Lonsdale's (1978)Lsurvey in= which only 28.1 per cent

of the mothers and 32 :'8 per cent of the fathers were told with their spouse.

2 1.



TABLE 12 : PARENT WHO WAS FIRST TOLD OF CHILDfaCONDITION1

4

Independent
variab3e

Both &routs
together

N

Oise parent

eslone2
4

N %

Total

tt

o
A11 families - 59 45.7 7(11. 54.3 '129 100.0

ea

S. Handicap
o,

21
19

40.4
43.2'

31
2§

59.6
56,8!

.. g5
44

100,0
100.0

Inteirectual
Physical
Multi- -§ 60.0 6 40.0 . 15 100.0
Other ZO 55..6 8 440 .

18, 100.0 ...e...

X
2
w 2.65; 3 df, NS

.:-

/ ..

",.;

c--.'

C

, , 4
Residence , IHamilton _ 10 34.5 L.*, '19 65.5 29 100.0
Waikato , 24 54.6 '20 45.4 44 100.0
Auckland 25 41:6 . 31 55.4 56 100.0

X2 . 2.88, 2 df, NS

e
Age

..'
.

<48 months -24 43.6 . 31 56,4 55 100.9
>48 months

X2 m 0,17,

35

1 df, NS

47.3 39 sjp.x, , 74 100.0

It

Socioeconomic
rt. 4

6

status
High 37 48.7 39 - 51.3 76 100.0
Low 22 41.5

7
31 5 53 /00. 0

X
2.

0,65, 1 df, NS

of

Family size
1 or 2 chn. . 35 47.3 39 43.2 J. 74 100.0
3 or. more chn. . 24 43t6

o
31 45.5 5 55 100.0

X2= 0.17, 1 df, NS

1
For 21 families, this question was not applicable either because it was a solo
,parent family oethe parents were never told Or there wars a'process of gradual
awareness. /-
2
Mother alone (57) father alone' (13)

, ".

When the data On this variable. are analysed with'respect to the families of

Down's Syndrome, however, in only 32.0 per cent of the cases had parents'been
o

told together,. while mothers had been told alone in 48.0-per cent of the cases

and fathers in 12.0 per cent. This pattern is very similar to.other studies-
,.

of families of Down's Syndrome ciildren. Tdking the proportion of famine's

where both parents had been td together, the rangewas from 20 caper cent
°

(Gilmore and Oates, 1977)' to 40 per-cent (Pulman, 1979(b)), with several

studies.reporting figures of around 25-30_ per cebt (Carr, 197004975;

Cunningham and Sloper, 1977; Gayton and Walker, 1974).

,
v2OZ
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As summarised in Table 13, of .4ie 70 familie$ where one of the parents had been
- .

.

first told alone of their child's condition, 44 (62.9 per spt) had a distinct

preference in retrospect for being told together.' Of the remaining 36 fgilies,

f§ continued to prefer riot being told together and 7=were unsure. There were

no significant variations, in this pattern of preferences when the five inde-
' ...

pendent variablea,of-chiloV4handicap, residence, child's.age, socioeconimic

status, and family size were taken into account. 1

TABLE 13 . : _mews, PREFERENCES FOR BEING TOLD TOGETHER OR ALONE'
4 .. ,

V
Igdepondent Prefer to be Prefer not to be, Total .44

variable told together told together/. ..
,.

unsure.'
..

N % N % N S

..41' All famiries 44 62.9 26 37.1 70 100. 0

"nc--1102.
IntellectUal
Physical

Other2

21 70.0
15 62.5

8 50.0

X
2
. 1.79, 2 df, NS

0

9 30.0 30 100.0
9 37.5 24 100.0

50.0 16 100:0

Residence -
f Hamilton 9 47.4 10 52.7 19 100.0

Waikato 15 68.8 7 *31.9 22 100.0

Auckland 20 69.0 9 31.0 29 100.0

X2 . 2.68, 2 df, NS w

...
<48 months 22 75.9 7 24.1 ig 100.0

?48 months 22 53.7 . 19 48.3 41 100.0

X
2.

2.70, '1 df, HS' ...'
A

Socioeconomic
1.

Status
High, 21 55.3 17 44.7 38 100.0

Low 23 ZI.9 9 28.1 32 100.0

X
2m

1.40, 1 df, NS

Family size.

1 or 2 chn. 27 89.2
3 or more chn. 17 54.8

X
2
. 1.53, 1 df, NS

12 30.8

14 45.2

,

1
Question asked only of respondents where one of parents h
(see Table 3.4).

2
Includes 6 multi-handicapped. -,

3Prcfer not to bo told together (19), unsure (7).

39 100.0
100.0

been told alone

t

The general preference Tor being told together is in accord with the findings of

other studies (Cunningham and Sloperi 1977; Gayton and Walker, 1974; Hallinan,

*23
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1978; Lonsdale, 1978; Pulman, 1979(b); Wilson, 1975). The presence of a sig-
..

nificant minority who prefer one parent to be told first, however, should 'not

'be overlooked - a factor which along with a variety of others (Webb-Hendy and

Mitchell, 1981), should be taken into account when decisions are made as to the

way in which parents should be informed.

3. I 'How Parents were Informed

Although no systematic attempt was made to evaluate other more qualitative

aspects of how parents hail been informed that'their child was handicapped, many

parents- ised important issues -when, they were asked, 'At the time you were

first told, was anything done or said which was really not helpful for you?"

Since obstetricians, paediatridiens and general practitioners beat the main

responsibility for informing parents, most of the comments elicited by this 1

question refer to the medical professioh. It must be noted, too, that although

te bulk of the comments selected for inclusion are negative in tone, many

patents had very positive-feelings towards the professions with whom tiv had

contact '.(see Chapter Six).

In the main,.the comments focused on three themes - information about the

child's .condition, information about how to help the child and the quality of

the parent-professional relationship.

. . ,,,e'
3.4:1 inforhation about the child's condition. Parents complained about

/several features to do with the quality of the information conveyed to ,

them by ,,rte,. , -' - _

the professionals with whom they came into contact during.or after Aing

informed of their dhild'i condition.-
A.

Some felt that the professionals simply did not-know enough about thei,r c ild's

handicap:
$

The doctor was ignorant. He sal.d iS'was hereditory, but it was trisomy
21. (136)1

The medical social worker was dumb - ignorant of Down'sSyndrome - and
gave us unhelpful and misleading,a6ice. (108)

A sister in the hospital gave-me misleading information on heredity.
(015)

Others pein-t-en out the` problemt they experienced in understanding professionals:

He diva not.real explain it properly. He went round the point but never
really explained it. (092)

'

,

1
Numbers refer to individual families.

2..
10,
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The paediatrician is a hard man to understand. . He explains it in big
medical words. (049) ,

There was terrible initial waffling. - twould have preferred specific
information esipecially specific diagnosis and prOgress. I was in a
limbo of disbelief. This 'wait and see' attitude by professionals is
,very difficult'to endure. (103) -

The lack of coordination among specialists came in for criticism by, some of the

parents:

We were given conflicting information by different people. (115)

Eventually, at 3 months, I was told has suffered ct cerebral haemorrhage
at birth. My doctor thought the paediatrician had told me this when they
had found out, and the paediatrician thought the doctor had tbld'ine.,
Aeither of them checked, so it was assumed we knew. (097)

Professional brusqueness annoyed some. parents:

The doctor would not seem to try and understand how normal had been
before the virus. He implied that would have been born like this -
even though it did not show until she teas three. (038)

The psychologist spent half an hour and made brash statements. He
assessed her without Looking at her. (002)

Doctors don't take enough time to assess her. (001)

At 2' years I saw a psychologist and he said straight out she was Ill and

wouldn'tdevelopover12monthsever.Ineverwentebacktohim..(024)

.0"

3.4.2 InformatiOn.about how to help the child. Some parents felt that they

had been given insufficient or inadequate advice ox how they might best help

their child's development:

We saw the doctor at Hospital fear days later. She painted a very
gloomy and 'pessimistic picture. She didn't know what was available. We
had takdo all the finding out ourselves. (149)_

I would have liked to have been told the alternatives, but the paediatrician
wasn't conversant with what was available. (109)

The only boofithey could produce from the Hospital Library on Down's
Syndrome was published in 1957. (954).

The paediatrician said don't rush to Mangere or join IHC. This delayed
-I' "help for until, she was a year old. I wasted a year. (129)

The psychologist gave no advice at all. He said he would get back to me,
'but he didn't give me any information. (094)

3.4.3 The quality of the parent -profilional relationship. Many parents

commented on what they perceived to bi deficiencies in the interpersonal skills

of professionals who brd&.the news of their child's handicap to them. The

problems they encountered fell into two main categories:

Firstly, some parents experienced insensitivity to their feelings:

The first paediatrician was blunt - no humaftity. I felt obliged to be
very cared,phraaing mM questigps so as not to upset him. But a mother

1 ,

S

ar
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who has given birth to an abnormal baby should be kindly treated. Shle

should'be,treated with care and more. as a,person - a person shocked and K

we went privately to another paediatrician who told us what he
was testing for and answered our questions.. (144)

0

The way the paediatrician broke the news - he was abrupt and distant. He
stood in the doorway awe-told the nurse ie:go and settUi the lady (me -
who was crying). (159)

"A week after the birth, this doctor - who was very-young gave me the
,test results with four or five other doctors around the bed. I was s
terribly vset. I didWt eht:nk he had the right,- (14.2),.....

. c
I was mostly upset by the offhand uncaring of the specialist and
ourlkn family doctor. (062)

Secondly, some parents were critical at the lack of openneis,from professionals:

Being by myPell, the paediatrician was hard to talk to. Couldn't ask much
I° was so flabbergasted. But when I' did ask, he just answered,. 'It's
cerebral palsy' (075 ll

a

The neurosurgeon was negative, discouragingve us no hope, said the
child would not live - Suddenly said chile could go homq'and never,
.admitted his prognosis was wrong. (145)

The gynaecologist knew there ,was a 50/5p chance of retardation fronrbirth,
but did not tell me this for months. , (127)

The specialist made me feel I was just the bearer of the 'child.- He was
not straightforward. My hvsband often got more-from the sPecialitt if .I
left the room. (040) 4. ,

i

.

3.5 Recommendations

Arising from the quantitative and qualitative data obtained in this aspect of

the study, the following recommendations are advanced:

r-
,

1. Given the concerns e-pressed by many parents regarding the way inwhich

professionals inforr d them about their child's handicap,.it is

recommended:

(a) That the training programmes of the various professioni to

. be involved in informing parents of the presence of handicapping

conditions in their children inclUde significant compol"ents of

relevance to tliis aspectlbf their work. In particular, there ..

should be reference to.recent adyarices in the medical, educational

and community provisions for handicapped children and-to the need -

for sensitivity in interactions with the parents of handicapped

children (Mittler, 1979; Spain and Wigley, 1975).

,(b) That since the medical profession bears the main responsibility for

informing parentspf their child's handicap, the Above recoMmenda-
.4*

tion be accepted as a high priority by thoSe responsible for

-24
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designing medical education courses at both the under- and post-

graduate levels, and that individual professionals accept their

personal responsibility for becoming better informed and more skilled

in this.area (Gayton, 1975; Jacobs, 1971; Lipton and SVarstad,

1977; Sanson-Fisher and Maguire, 1980;-Wahlstrom and Sterner, 1978;

Wolraich and Reiter, 1979).

2. That professionals who are confronted with the responsibility of informing,

----er....sonfinning to, parents that their child has a handicapping condition

recognise that the majority of parents would prefer to be told with their

'spouse. They should recognise, however, that since a significant minority

of parents would,prefer to be told alone, the dynamics of each individual

family should be considered when deciding how their responsibility is

discharged - if, indeed, it is possible to exercise any control over it.

ti

4



CHAPTER FOUR

PARENTS' NEEDS FOR SUPPORT

I get lots of kindly, supportive concern. They're caring and sorry but
it goes no further. There isn't the amount of practical help I'd like.

.4.1 Needs for Guidance and Counselling

Subjects in the 1979-80 phase of the study were asked,to comment on the extent

to which their needs for guidance and counselling had been met. Table 14 shows

that in terms of proportion of parents who experienced particular needs but

considered that these were not being satisfied, the most pressing was for

further information regarding their child's handicap and what they could do to

help (59.0 per cent). This was followed by a closely allied need for good

reading material (36.1 per cent) and then,,,a bracket of three needs each

attracted 25 per cent of the respondents (help with practical difficulties,

encouragement to return for guidance and for counselling for reactions and

feelings). In considering the support from family and friends, the bulk of the

parents felt that their needs had been satisfied (54.2 per cent) or that they

had not experienced the need for such support (28.9 per cent).

TABLE 14 : PARENTS' VIEWS OF THE EXTENT TO WHICH THEIR NEEDS FOR GUIDANCE
t AND COUNSELLING HAVE BEEN MET1

Type of help Experienced need
Satisfied Not satisfied
N. % N % N

No need
% N

Total
%

More information 17 20.5 .. 49 59.0 17 20.5 83 100.0
Good reading
Material 11 13.2 30 36.1 42 50.6 83 100.0
Welt, with practical

difficulties 5 6.0 22 26.5 56 67.5 83 100.0
Encouragement to
return for
guidance 28 33.7 21

L

25.3 34

g.

41.0 83 100.0
)

Counselling for
reactions and
feelings 4 .4.8 21 26.3 58 69.9 83 2090.......

Support from family
and friends 45 54.2 14 16.9 24 28.9 83 100.0

1
1
1979-80 data only

The clear picture that emerges from this and other studies is that parents

want a good deal more information. on their child's handicap and what they can 1

do to ameliorate' t than is presently being provided. The 79.5 per cent of.

the present sample who experienced the need-for information is comparable to
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t,

the68.8 per mot of Hallinan's (1948) sample who wanted information on their

child's primary disability, the 72 per cent of Pulman's (1979(b)) subjects who

felt the needs for more guidance after the'initial interviews and the 64 per cent

'of Gilmore and Oates' (1977) parents in N.S.W. who wanted early contact with

facilities. 'Although they presented no data, Goddard and Raynor (1978) reported

that their sample of parents in Exeter repeatedly raised t1 need for follow-up

.
consultations to discuss the diagnosis and its implications. Despite this need,

the evidence suggests that it is not-fully being met, Cunningham and Sloper

- (1977), for example, reporting that nearly half of their sample of parentsiri

the Manchester region left hoSpital with vital questions unanswered. .

The comparatively low values, placed upon counselling and on further-Support

from family and frifinds suggests that, on the whole, the parents in the present

sample have come tOtterms with the emotional implications of a handicapped

child in the family. This finding stands in'contrast with the results of a

survey of professionals, in the HaMilton - Waikato area in which 65.5 per

of,the respondents emphasised the need for professional support and counselling

of parents. The notion that parents of handicapped are generally adaptive and

not pathOlogitalin their reactions is given credence in other studies, too.

Hallinan (1977, p.202) , for example, considered that for the overwhelming

majority of the parentsin his sample, "the primary reaction was one of rationale

adjustment", while Svarstad and Lipton 0.977, p.651) concluded from their study

of professional communication with parents'of mentally retarded children that

'there has beeri-too much emphasis on the parents' psychological problems and

not enotigh on how proftssiohals inform parents". ,

4.2 ' Sources and Extent of.Support

Parents were asked to identify the sources of support or help of any kind they

had received and were shown a list which included such categories as husband/

wife, other relatives, medical people, close personal friends, neighbours,

T voluntary organisations, personal faith, clergy,;etc. Table 15 Shows.the

distributifcm'ortheparenis in terms of the number of different categoriei of

support they identified. Less than 10 per cent of them noted nosourceior One
,

source, while just.over 60 per cent identified four or more. ,
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TABLE 15 : SOURCES OE SUPPORT IDENTIFIED BY PARENTS

None One Tvio or Four to 14ore-,..than Total

three six-' six

N % N % N % N % N % N %
.

-...

2 1.3 11 7.3 45 30.0 64 44.7 25 16.7 15d 100.0

The parents' vivws on the extent to which they currently have sufficient

suppoft of trie"kind they needed from fdmily and friends are summarised in

Table 16
1

. Nearly half of the sample (48.2 per cent) considered they,currently

had sufficient support, while just'over one fifth (21.2 per cent) thqught they

had insufficient support. A large groupcof the parents expressed ambivalence,

mainly because of differences in the extent and quality of the support the)

-received currently and when their handicapped child was younger.

Although the differences between paredts of theyounger and older children on

this variable were not statistically significant, the data were pointing in

the-direction of the former grciup feeling that they had insufficient support.

Certainly, some of the parents:made comments along these lines:

We needed it desperately early on - especially emotional encouragement
and hope. We don't need it as mach now. (115)

We struggled by ourselves dt the beginning. We needed it then, but now we
don't need it as much. (117) ,

I needed another adult to help me cope, to get me tkrough my days -
someone who understood all these things and could help me in the early
stages,

The finding that nearly half. of the parents felt they had sufficient support

is comparable to Carr's (1975) Teseardh in which just over half of the mothers

of her sample of mothers'of Down's Syndrome.infants said that they received

"some" or "much "support from relatives or friends, and 6R.ayley's (1973,

p.282) opinion that 54.7 per cent of his sample of-53,families received

"good" levels'of support, compared with 20.8 percent who received "shaky"

support and 24.5 per cent also eceived "poor" support.

It must be conceded, however, that the general findings reported in the present

study and the others just cited, may not be a fair reflectionof what actual

1
If one parent said 'yes' end the other 'no' the response was coded as 'no'.

3U
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support or help is received by parents. For example, when Wilkin (1979,

p.140) questioned his setple of parents to determine instances of help, he

found that when evaluated against the day-to-day practical burdens of families,

"the impact 'of community wasnerdigible for 'most".

TABLE 16 s
PARENTS' VIEWS OF THE EXTENT TO WHICH THEY CURRENTLY HAVE

SUFFICIENT SUPPORT'

Independent

variable

Sufficient
Yes

N e

support
Aabivalent2

N e

. 40

Insufficient
support

N 1

Total

N 1

All families 41 49.2 26 30.6 18 21.2 85 100.0

Handicap .

Intellectual 14 45.2 11 35.5 6 .19.4 31 1900.0

Physical 17 56.7 7 23.3 6 20.0 30 100.0

Multi- 3 30,0 4 40.0, 3 30.0 10 100.0

Other 7 50.0 4 28.6 3 21.4 14 100.0

X2X ... 2.70, 6 df, NS

Residence
Hamilton 11 44.0 10 40.0 4 16.0 25 100.0

Auckland 30 50.0 16 26.7 14 23.,3 60 100.0

X2'.. 1.61, 2 di, NS

. LW_
<48 months 15 44.1 8 23.5 11 32.4 34 100.0

>40 months 26 '52.0 18 35.3 7 23.7 51 100.0

X
2
= 4.46, 2 df, NS

Socioeconomic
status 7

`'High 22 47.8 17 37.0 7 15.2 46-- 100.0

Low 19 48.7 9 23.1 11 28.2 39 100.0

X
2
= 3.01, 2 df, NS ,

Family size
29 54.7 14 26.4 10 28.9 53 100.0

-1 or 2 chn.

3,or more chn. 12 37.5 12 37.5 8 25.0 32 100.0

X
2
. 2.38, df, NS 40,

. 11979-80 data only

2Differences between earlier and current support.

b.3 Value of Meeting Other' Parents

Data on the parens' views on the value of meeting parents of children with

similar handicaps are included in Table 17. Overall, three-quarters of those

in the sample had met other parents, the vast ,Majority of these respondents

'considering the contacts to be of value,a pattern similar to that reported by
1
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Carr (1975). There.wera some variations from group to group when the various

independent variables were applied to the sample, but none of them reached

statistical significance. In other words; the pattern of preference for

meeting parents of similarly handicapped children was present irrespective of

the child's handicap,,place of residence, child's age, father's socioeconomic

status and family size. Alth ugh not recorded in Table 17, it is worth noting

that a similar preference was expressed by those who had not my other parents,

the 25.8 per cent in this category being made up of 20.5 per cent who would

like to and only 5.3 per cent who did not want to meet other parents of handi-

capped ch4dren., In other words, 84.1 per cent of the parents had either met

other parents and considered it of valuetor would like to meet other parents

if they had not already done so.

vacs 17 , PARENTS' VIEWS ON.VALUE OF MEETING PARENTS OF,.CHILDREN WITH
MILAR HANDICAPS

Independent
variable

Have met
Considered it

of value
N %

other parents
Considered it of
little/no value

- N i %

As
Have
other
N

not met
parents'

%

Total

N 1

All families 96 63.6 16 10.6 39 25.8 151 100.0

41,

Handicap

Intellectual 39 66.1 6 10.2 14 23.7 59 100.0
Physical 28 53.8 6 11.5 18 34.6 52 100.0
Multi- 10' 66.7 3 20:0 2 13..3 1:5 100. 0
Other -0"

19 76.0
1

1 4.0 5 , 20.0 25 100.0

X2 .. 6.69, 6 df, NS
I

i

Re si.,dence.

Hamilton 24 t 0. 0 4 10.0 30.0 40 100.0
Waikato 29 56.9 5 9.8 17 33.3 51 200.0
Auckland 71.7 7 - 11.7 10 16.7 60 100.0

X2 4,50, 4 df, NS

rt.92_

(48 months 41 68.3 8 13.3 11 18.9 60 100.0
>48 months 55 60.4 8 8.8 28 30.8 91 100.0

X2 ..s 3.22, 2 df, NS

Soc iopconomic

status ...

71171 55 65.5 6 7.1 23 27.4 84 100.0
, 41 61.2 10 14.9 16 23.9 67, 100.0

X
2
= 2.42, 2 df, NS ko

Family size
62 68.1 10 11.0 19 20.9 91 100.0or 2 chn.

3 or more chn. 34 56.7 6 10.0 20 15.3 60 100.0

X2. 2.95, 2 df, NS

'Would like to (31), do not -want to (8).
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4

4.4 Recommendations

a

In the light of the above data on parents' pekceptions of their needsfor

support, the following recommendations are made:

1. That all pfofessionals who have contact'with handicapped children be

provided with rIpular dpdated reading lists relating to various, handicaps.

2. That directories of services relating to the needs of families of young,
o

Children with handicaps be compiled fox every .,region within New Zealand

(for example, see a handbook compiled by the Waikato Branch, NZ

Federation of University Women, 1979).

: .

3. That handbooks on handicap written for parents be made widely available
4

(for example, see Mitchell, 1979, and a recent review of such books by Smith, 1981) .

.11^

4. That regional resource centres be established to provide an infortation

service to profepsionals and parents concerned with young handicapped

Children (Dean, 1975; Threlfall, 1979).

5. That statutory agencies such as the Health%and Education Departments

and voluntary bodies concerned with handicap collaborate in the provision

of the above services.

6. That professionals working with parents of handicapped children
I \

immediately following their being inforu'd of their child's. condition,

should'take account of the emotional impact ofsueh information on the

Whole family and

(a) arrange for parents to eturn for several interviews in order to

clarify their understand ng
I

and to'come to terms with their feelings;

(b) help the parents to matke contact w4th-parents of children with

'similar handicaps (Hornli and

(c) , ensure that some single person has,diptponsibility for coordinating

contacts with professionals and others (Nattier, 1979; Spain and
---

Wigley, 1975; Warnock, 1978).

A

io
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CHAPTER FIVE

PARENTS' VIEWS-ON THEIR GUIDANCE NEEDS

I would go to courses if they were relevant and specific to

5.1 Self Care

I

my child.,

,The parents were questioned regarding their desire to knot more about ways of,

helping their children learn.theself.care skills of feeding, toileting,.
.

dressing and washing., From Table 18, it can be,gten that 25.5 per ce

parents wanted guidance in three or four of these areas and another 3

cent in one or two areas, while the r fining 351, per cent felt no ne

guidance in any of the'areas. Althou h there were some variations in th

distribution on the various independe t variables, none of them were st

t of the

.9 per

ed for

cally significipt.

TABLE 18 t'.PARENTS' WISHES TO 13:CW MORE ABOUT HELPING THEIR CII/LDREN

LEARN SFLF CARL SKILLS

Independent
variable

Yes for

3 or 4 areas

X S

Yes for
1 or 2 areas

N S -

No for

all areas

4

-N S.

Total

N t

All families., ' 38 25.S 58 38.9 53 35.6 149 /00..0

A

. '

:undiste je
Intealectual 16 28.1 20 35.J 21 36.8 57 100.0
Physical 10 19.2 22 42.3 20 38.5 52 100.0
Multi- , 4 5 33.3 7 46.7 3. 20.0 15 100.0
Other 7 28.0 9 36.0 9 36.0 25 100.0

N 10 . 3.20, 6 df, NS A

Pasidence
Hamilton 16 41.0 13 33.3 10 25.6 39 100.0
Waikato 10 19.2 18 34.6 24 46.2 52 100.0
Auctland 12

.

20.7 21 f6.$. 19 32.8 58 100.0

X
2
. '9.21,

,

4 4f, SS
e

ftt, .

<48 months 13 22:7 27 45.0 20 33.3 60 100.0
>48 months 25 28.1 ,31, 34.8 ' 13 37.1 88. 100.0

'X
2

... 1.67, 2 df, NS 4

'

Socioeconomic
status
High 25 39.6 34 41.5 23 28.0 . 82 100.0
low 13 19.4 24 35.8 30 (4.8 67 100.0

X
2 .. 4498, 2 df, NS

Family size .

1 or 2 chn. 21 MO 35 39.3 33 37.1 89 100.0

3 or more chn. 17 28.3 23 28.3 20 33.3 GO 100.0

X2',.. 0.47,-2 dr, NS

t

J

is

tisti-
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V

Table 18A shows that the percentage of parents who wanted to know mord about
helping their children in the particular self care areas ranged from 43.6 per
cent for feeding to 26.5 pier cent for washing. The figures in Table 18A,held up
across all of the independent variables except in the case of 'dressing where a

%higher proportion of high socioeconomic status parents (45.1 per cent) thaeof
lower socioeconomic status parents 123.1 pe,r cent) wanted- to know monk about

how to help their children (X2 = 7.71, 1 df, p<.01).

TABLE 18A : PARENTS' WISHES TOpOW MORE ABOUT HELPING THE/RCHILDREN
LEARN FEEDING; TO 'TING ANfrORESSING SKILLS

Self Care Area

Yes No

N IN

Total

Feedi ng

,Toiloting

Dressing

- Cleanliness
Grooming

. 51. fr."

65 43.6. 84 56.4 149 100.0

416

58 39.5 60.5 147' 100.0 e v
4

52 35.4 . 95 64.6 147 100:0'

39 2 26.5 108 73.5 147 \\ 100.0 ,- in7

L.

I /

Of the 100 parents ,who had received some guidance in helping their children learn'
self care skills, 8 per cent had found .it to be helpful, 13 per cefit had
assigned it a neutr 1___value and 9 per* cent 'a rgairtve value (Table 19) .- A

iiroportion o the Auctcland parents compared wi01,those "from Hamilton ana

Waikato, ried guidance and found it ,to be helpful.
.

The proportion of parents who felt they wanted. to know more about helping their
children learn the various self scare skills was rather higher than,that repOrted
by Wilkin (1979) in his' survey of families with a Severely mentally handicapped
child. For example, whereas 43.6 per-cent of the parents in the present study
expressed the need for guidance in 'feeding, only 9 per cent of Wilkin
families who actually had children with feeding difficulties wanted more help.
These differences can probably. be 'accounted for by the fact that whereas in
the current investiation the parents were asked if they wanted ,guidance,
Wilkins asked his parents abdut theit needs for further_rtactical assistance.
No other study that has addressed this issue in a manner comparable to this one
could be found in the 'literature.

ti

cr

ti
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TABLN 19 PARENTS' VIEWS OF VALUE 01' GUIDANCE IN HELPING THIIIR CHILDPFN
LEARN SELF CARE SKILLS

ti

Independent Felt no need
variable df gui datcP

. 49 value
N S

'.---)
.

.,. All fiunilies s 27 18.4
i

Handicap
Intellectual '11 19.3
Physical 10 19.6

2 13.3
Other 4 16.7

X2 . 11.29, 9 d , NS

Residence
Hamilton 10 25.6
Waikato 14 28.0
Auckland 3 3.2

X
2

.. 14.19, 6 df, t<.05
s

a Age
<48 months 12,, 20.3
>48.months 15 )7.0

2
X 6.11, 3 df, NS

Socioeconomic
status
High
Low

X2. .0.84,

15 18,3 '.
12 18.5

3 df, NS

...Family size
1 or 2 chno 15 17.0
3 or more an. 12 20.3

X2. 6.36, 3 df, NS

Tried guidance
...1.Helpful . Neutral/ No guidance Tot

value negativel would have
liked some

N e. . N % N % N

4

t

78.
-

j5t / 22 15.0
',4 iia

20 13.6 .
4,

147 100.0I
27 47.4 se, 145,/ '21 19.3. 57 100. 0
29. 56.9 6'4-11.8 6 11.8 51 100.0
12 070.7 1 6.7 0 0.0 15 100.0

0 41.7 7 29.2 3 12.5 24 100.0

'19 48.7 4 10.3 6 15.4 39 100.0
20 40.0 9 18.0 7 14.0 50 100.0
39 67.; 9' 15.5 7 12.1 58 100.0

s

)

34 57.a 10 17.0 3 5,1 59 100.0
44 50.0 12 13.6 17 19.3 88 100.0

43 52.4 * 14 17.0 10 4,12.2 82 100.0
35' '53.8 8 12.3 10 15.4 ,65 100.0

1.4 ,
48 54.5 i.17 19.3 8 9.1 88 100.0
30 t50. 8 5 8.5 12 20.3 59 . 100.0 ""

2

18.8% neutral and 6.1% negative value.

5.2 Language .

Table 19 shows that nearly two-thirds of the parents 02.3 pelf cent) 'expressed,

the wish to know more about how to help 'their childreng's language development

a figure lower for parents in gthe Auckland areas (45.0 per cent) than for those

in Hamilton (73.0 per cent) and Waikato (75.5 per Cent). Although there was a

trend towards parents of children whose-language' was at the vocalisation/single

word stage to want more guidance than parents of children who were able to put

two or more words together, the differences failed to achieve statistical .

.o

significance (X2-= 2.50, 1 df).

o

1
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TAME 20
% PARENTS' WISHES TO KNOW MORE ABOUT HELPING THEIR CHILDRENS.

LANGUAGE' DEVELOPMENT

.Indelvdoht
variable - ,

Wish to Know
more

N %

' No wish to know
more .

N % N

Total

%

All eamilies 91 62.3 55 37.7 146 100.0

Handicap
Intellectual ='41 71.9 16 28.1 57 100.0'
Physical -25 50.0 25 50.0 50 100.0 I

Multi- 11 73.3 / 4 26.7 15 loo.a
Other 14 58.3. 10 41.7 24 100.0

X
7

6.41, 3,df, NS

cAre-

Pesig?nce
Ham4ton 27 73.0 10 27.0 37 106.0

37 75.5 12 24.5 49 /00. 0
Au and 2g 45.01 33 55.0 60 100.0'

X
2
= 13.09, 2 df, p<.01

. Age
<48 months -34 58.6' 24 41.3 58 100.0
>48-months 57 64.8 . 31 35.2 88' 100.0

/Ca= 0.56, 1 df, NS

Socioeconomic .

status
High 52 65.8 27 34.2. 79 100.0
Low 39 58.2 28 41.8- 67 100.0

X
2

0.90, 1 df, NS

Family si7e
1 or 2 chn. 7 '53 6029 34 29.1 87 100.0
3 or more chn; 38 64.4 21 35.6 59 100.0

X
2
. 0.18, 1-df, NS

Sump. of Lanouage,

Vocalises /single words 47 69.1 21 30.8 60 1P0.0Puts 2 or rare words -

together 44 56.4 34 43.61 78 100.0

X
2
= 2.50, 1 df, NS

"

-

5.3 Behaviour Management

Table 21 shows that just over halPgf the parents (54.4 per cent) expressed the

wish for guidance in managing their children's behaviour, with a significantly

higherprop8rtion of 'other handicaps' (80.5 per cent) and parents living in

Hamilton (71.1 per cent) expressing such a need.

37

O
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TABLE 21 , PARENTS' WISHES FOR G6IOANCE IN MANAGING CHILDRENS, BEHAVIOUR

Independent
Vaxiable

Yes No Total

All families 80 54.4 67 45.6 147 /00.0

Handicap_
I

Intellectual 28 48.8 30 51.7 58 /00.0
Physical 24 49.0 .25 51.0 49 100.0
Multi- 7 50.0 7 50.0 14 100.0
Other 21 80. 8 s. 5 19.2 26 100.0

X2 ., 8.86, 3 df, p 05

ti

Residence
Hamilton 27 2/./ 11 29.0 38 /00.0
Waikato 27 54.0 23 46.0 50 /00.0
Auckland 26 44.1 33 55.9 99 200.0

X
2

6.79, 2 df. p<.05

/19e
(48 months' 27 42%4 30 52.6 57 /00.0
>48 months 53 58.9 37 4/.1 90 100.0

X
2.

1.87, 1 df, NS

Socioeconomic
status
High 47 57.3 35 42.7 82 /00.0
Low' 33 50.8 32 49.2 65 /00.0

4
X
2.

0.63, 1 df, NS

Family_size
1 or 2 chn. 52 59.1 36 40.9, 4 88 /00.0
3 ok more chn. 28 47.5 31 52.5 59 200 0

X
2=

a 1.93, 1 df, NS

Notwithstanding the finding that about half of the parents wanted guidance,

C14115;20.6 per cent of them rated their child's behaviour as "not easy" or

"very difficult" to Manage_ (riale 22) -'figure that comparable to Hewett,

,Newson and.Newson's (1970) finding that 90 per cent of the parents in their

sample rated their,children as being happy most of the time, and Bayley's

(1973) finding that 92.8 per cent of his sample of subnormal children living

at home were rated as having nb or slight behaviour problems. Although no

separate analysis was carified out for the small number of Down's. Syndrome
-

children included in the present study, it is interesting to note that Carr

(1975) found that parents of Down's Syndrome children tended to rate them as

getting into more mischief than most children, compared With parents'

ratings of d normal control group.

4
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VIELS oN EASE of MANAMNG THEIR CH1J1)I:NS' liLHAVI(OR
-

Indepeudent Easy,
variable unqualified

%

. Easy, with ,

reservations
Not easy/

V. difficult
Total .

All families 71 48.6 45 30.8 30 20.6 14G 10(1.0

Handicap
Intellectual 30 53.6 13 23,2 13 23.2 56 100. 0
Physical 28
Multi- .r.--------- 7

56,0
46.7

16

5

32.0

33.3 3 20.0
50

15
100.0
100. 0

Other 6 24.0 11 44.0 8 32.0 25 100.0
2 ,k . 10.05, 6 df, NS

./
Residence
Hami,lton 18 47.4 13 34.2 7 18.4 30 100.0
Waikato 24 48.0 16 32.0 10 20.0 . 50 )00.0
Auckland 29 50.0 16 27.6 13 22.4 58 100.0

X
2
m 0.59, 4 df, NS

,200

r
2.

Age L.- V
7C71Finonths 30 54.6 18 37.7 7 1-7.8 55 100.0
>40 rwnths 41 45.1 . 27 29.7 23 25.3 91 100. 0

X
2
. 3.37, 2 df, MS

cioeconomic

%flatus
II19h 42, -51.9 .23 28.4 16 19.7 81 100.0

A Low - 29 44.6 22 33.9 14 21.5 65 100.0

X
2
= 0.79, 2 df, US $

Family size
1 or 2 clue. 40 45.5 32 36.4 16 18.2 88 100.0
3 or more al 53.5 13 22.4 14 24.1 58 100.0e

2
X m 3,2 , 2 df, NS

Just over ore - quarter (LE.F' c "nt of the parents said that they had actually,

-received some guidance in managing their children's behaviour a proportion that

was significantly higher for parents of children under the age of 48 months

(Table 23). Of those who had received guidance, about two-thirds considered that

there was a positive Outcome, the remaining one-third feeling that the outcome was

either unclear or negative. One parent articulated the problems of some of the

parents who were less than satisfied with the guidance they received. In discussing

her daughter's bedtime tantrums and her attempts to follow a psychologist's

advice, she commented that "it was hard to enforce the instructions because of her

strength, and the sheer endurance demanded of parents." Such comments raise the

issue of the adequacy of'profegbionalssupervision of management programmes they

advise parents. o undertake.
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Another quarter the sample, (2.1.7 per Cent) indicated they had not received

'guidance in managing their children's behaviour, but woul0 have liked some.

HoAever, not all'of this group felt that they were/not coping or were inadequate.

Some expressed the need for quidance because they felt thf:re was always-some-'
tMng mcre they cr.n1d-learn, while some were anticipating the possibility'of

¶uture UtrD.-^S w

more tiec 1 e

TABLE 23 8 PAPENTS' VifWs OF VALUE OF EUttlANCEIN NANACING THEIR
CHILDRENs' bLBAVIOUR

Independent
variable

Received help .

Unclear/ No help No pi-61)3cm TotalPositive negative would have Ho 8,eed of
outcome ' outcome]. 1ped some help
N % N % N % N % ' N %

All families 26 . 17.3 14 9.3 37 24.7 73 48.7 ]50 100.0ON

Handicap.

Intellectual 10 27.2 6 10.4 16 27.6 2e 44.8 58 10P:0Physical 8 15.7 3 5.9 8 15.7' 32 62.8 51 100. 0Multi- 4 26.7 2 13.3 3 20.0 6 40.04 15 100. 0_Other 4 15.4 3 11.6 10 38.5 9 34.e 26 100. 0
X
2
m 9.54, 9 df, NS

,

Residence
Hamilton 4 , 10. 4 100 13 33.3 18 46.2 39 100.0.Waikato 10 19. 3 5.8 15 28.9 24 46.2 52 100. 0Auckland 12 20.3 7 11:9 9 15.3 41 52.5 \ 59 100.0

X2 6.67, 6 df, NS

...,<4
D.98

months 4 6.9 6' 10.3 12 20.7 36 62.1 58 100.0>48 months 22 23.9 8 8.6 25 27.2 37 40.2 97 100.0
= 10.14, 3 df, p4.02

Socioeconomic
status I%

Higb 19 22.6 ' 8' 9.6 19 22.6 38 45.2 84 100.0Low 7 10.6 6 9.1 18 27.3 35 53.0 66 100.0
X2 3.87, 3 -df, NS

. A

Family size
1 or 2 chn.,

or more chn.
15 16.7
11 18.3

11

3

12.2
5.0

21
16

23.3
26.7

43
30

47.8
50:0

9('

60
100.0
100.0

X
2,,

2.27, 3 df., NS

16.0% unclear outcome, 3.3% negative outcome.

Parents' reports on what they ernsidered to be the mr'st effective means of

controlling their children's behtiour gave the-highest ranking to praise
(48.0 per cent), with 20'.6 per cent being unwilling.to commit themselves because
their strategies depended on the situation (Table 24). Physical punishment,

either.by.itself or in association with explanations, was favoured by 11e.0 per
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T

cent a.somewhat lower proportion than might be expeCted from Hewett, Newson

and Newson's (1970) finding that 33 per cent of tfle.mothers of a sample of
o

spastic childrer xeported that they never or almost never smacked their handi-

capped -children. When questioned about their approach to rewarding appropriate

keha,-icurs, social t-eilforces al)nP were favouredOr tatio'of two to

over strategies that i 1,0Ed reinfot.7ers (Table 25).

TABLE 24 : PARENTS! VIEWS ON THE MOST EFFECTIVE MEANS OF BEHAVIOURAL CONTROL1

Type of control

ISraise

Dept43s on situation
Physical punishment / explanation smacking

Praise +Tewards / rewards
Ignoring / time out / isolation

Explanations
Deprivation of ptivileges

35 48.0

15 20.6,

8 11.0

6 8.2
5 6.9
3 4.1

T 1.4

Total '
73 100.0

11979.-80 data only.

TABLE "25 PARENTS" VIEWS ON REWARDING APPROPRIATE BEHAVIOURS IN TyEIR

CHILDREN

f

Type of reward

Social reinfoteets only , 96 65.7

Tangible./ Tangible + social 49 '33.6

Never rewards 1 0.7

Total 146 100.0

)

5:4 Play Activities

, One -thl.rd of,the parents expxessed'a definite interest in knowing more about

.play activrtied for their children, compared with one-sixth who had a little

InteYest,in'this area and half who had no interest (Table 26). The parents
0

living in the Auckland area were significantly less interested in learning more

about play than thOse living in Hamilton and Waikato. No comparable*analysis

>pould.be found.in the research literature.

O
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TABU; 26 : PARENTS' WISHES TO KNOW MORE ABOUT PLAY ACTIVITIES FOR
THEIR CHILDREN

Indcpendent Definite Listtle or sane No Total
variable interest interest interest

--..'

(
\N i N i N i N t

All families 51 34.2 24 16.1 74 49.7 149 100.0

Hanuicap
Intellectual 11- 19TO 25 43 1 58 100.0---22----37.9
Physical 13 25.0 8 15.4 31 59.6 52 100.0
Multi- 4 26.7 2 13.3 9 60.0 15 100.0
Other . 12 50.0 3 12.5 9 37.5 24 100.0

X
2
= 6.67, 6 df, NS

Residence
Hamilton 22 57.9' 7 18.4 ' 9 23.7 38 loo.o
Waikato 22 43.1 7 13.7 22 43.1 51 100.0
Auckland ' 7 11.7 10 16.7 43 71.7 60 100.0

s

X
2
. 28.09, 4 df, p<.001

1_W
<46 months 21 35.0 9 15.0, 30 50.0 60 /00. 0
>48 months 30 33.7 15 16.9 44 49.4 89 /00. 0

X
2
= 0.10, 2 df, NS

Socioeconomic
status
High 29 35.4 15 18.3 38 46.3 82 /00. 0
low 72 32.8 9 13.4 36 53.7 67 100. 0

X2 = 1.02, 2 df, NS

ito
.1

Family size
1 or'2 chn. 32 36.0 11 7 12.4 46 51.7 89 100.0
3 or more chn. 19 31.7 13' 21.7 28 46.7 60 100.0

X
2
. 2.30, 2 df, NS

TR

7

°-" -5.5 Parents' Reactions to Attending Parent Training Courses

The parents were asked how they would feel about attending traintidgcourses or

'groups that were run for parents of children like their own. Of7the 151

mothers who responded to this question,' 61.6 per cent were very positive,

another 28.5 per cent were positive with reservations, and the remaining 9.9 per

cent were unsure or negative (Table 27).
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TfalLE 27 = mmiums, mum= TO ATTENDING PARENT TRAINING COURSES

Independent
vutiable

-Very

positive
Positive with
reservation'

Unsure/
Negativel

Total

All faMilies 93° 61.6 43 28.5 15 9.9 151 100.0

Randicap
Intellectual 36- 62.1 15 25.9 7 72.1 58 100.0
Physical . 32 61.5 14 26.9 6 11.6 52 100.0
Eulti- 8 53.3 7 46.7 0 ?0.0 15

100. 0
Other 17 65.4 7 '26.9 2 7.8 26

100.0

X2 4 .20 , 6 df, NS

Residence
}b 30 76.9 9 23.1 , 0 0.0 39 100.0
Waikato 31 59.6 16 30.8 5 9.7 52 /00. 0
Auckland 32 53.3 18 30.0 10 16.7 60 ' /00.0

X
2
. 9.35, 4 df, NS

Aaa
<48 months 38 63.3 18 30.0 4 6.6 60 100. t.
>48 months 55 60.4 25 27.5 11 12.1 91 100.

X
2
= 1.20, 2 df, NS

`Socioeconomic
statu
iligh 51 60.7 , 26 31.0 7 8.4 84 100.0
Low 42 62.7 1.7 25.4 8 12.0 67 loo.n

X2. 0.92, 2 df, NS

Family site 4

1 or 2 chn. 60 66.? 24 26.? 6 6.6 90 100.0
3 or more, chn. 33 54.1 19 31.2 9 14.8 61 100, 0

X
2
. 3.58, 2 df, NS

st

,

I
4.6% msure and b.3'. negative

.
,

';'. -L-
.khe distribution was markedly different for the 91.,fathers.Ahe'c9Mparhble

findings being 45.1, 37.4 and 17.6 percent, respectivetY,ftar1e'28), with

fathers living in the Hamilton area being markedly.mope positive in their

reactions to attending parent training courses than those in Auckland or the

Waikato.

°The only comparable study against which these -results can be*measured'is that

of Lonsdale (1978). She reported that only 54.6 per cent of her sample of

parents considered parent suPport.groups to be essential or important - a,'

somewhat less positive attitude thanwas found in the present sample. A more

direct ihdication Of.parents. willingness''to paiticipate in training programmes

1".
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can be found in early intervention studies. In one such study, Mitchell,

Parker and Ward (1981) reported that of the 17 families of Down's Syndrome

infanh-who were given the opportunity to participate in an individualised

parent training programme, 15 accepted, although two subsequently transferred

to another programme. Several families travelled more than 100 kilometres each

1
way every two or three*Weeks to 'participate in the programme.

TABLE 28 : RAIDERS' REACTIONS TO ATTENDING PARENT TRAINING COURSES

Inclopendnrc.

variable

rely Positive

positive :

with

reservation

Unsure/

Negative)

Total

All families 41 45.1.. 34 37.4 16 17.6$ 91 ion.°

Ft:Altaic:so

Intellectual 15 41.7 0 Is 41.7 6' 16.7 36 100.0

Physical 15 47.5.61F i 21.4 7 25.0 28 100.0

Multi- 4 36.4 7 63.6 0 0.0 11 100.0

Other 7 43.8 6 37.5 3 16.8 1,6' 100.0

X
2
= 7.69, 6 df, NS

Residence
Hamilton 21 72.4 6 20.7 2 7.0 29 100.0

Waikato 11 36:7 12 40.0 7 23.3 30 100.0

Auckland 9 28.16 16 50.0 7 22.9 32 100.0

4111 X
2
a 13.69, 4 df, p<.01

.

A.9<49

month.: 19 46.3' 17 41.S 5 12.2 41 100,0

>48 months 22 44.0 '17 .34.0 11 22.0 50 100, 0

X
2

1.60, 2 df, 'NS

si:

Socreecftomic "
status . .

High 27 47.4 22 38.6 8 14.1 57 /00.0

Low 14 41.2 12 33.3 8 23.5 34 100. 0

X2= 1.34, 2 df, NS
41%

size A
''

1 or 2 elInv 29 .52.7. 17 30.9 9 10.4 St, 100.0

3 or more ehn. 12 '33.3 17 47.2 7 19.4 31. /0('. 0

X
2.,

3.48, 7 df, NS
4,4.A

)
11.0X unsure and 6.G'. negative

4

.

,

.

The main reservations abOut attending courses centred ontwo main themes.
Alt

Firstly, several parents felt that they would not have sufficient time - one

because of shift work, several because they livek in rutal areas, some because

they lacked transport, and one because of their commitment to the rest of the

family (We try to be bglanced.: 102).
44
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1
Secondly, some parents were skeptical about the value of courses, as can be

seen from these comments:

The people running thise courses often appear to lack enough first hand
real experience of the spedific handicap and problems to be really useful.
(134).

What are theysgoing to teach me?' I don't think I have a problem. A//'
the pushing and prodding hasn't affected . He goes at his own pace.
Yau can't speed him up. Help is marvellous, but -fie hasn't developed anyA
faster! (139).

Psychojogists-etc.'don't seem to realise how hard it is to apply their
suggestions. (079).

Several parents said that the ould only attend courses if they could be

assuredthatihey were relevant'and specific to their child's needs, implying

that their impressionsof such courses were that they were too general.

Other reservations to be expressed by individual parents are reflected in the
following:

I don't want to be 'anchored by.her handicap any more. I want other
people to 4o it. (124) . L

When you are coping with sheer survive you don't need. people to tell you
what you can do all day. (154). .

I've never got involved with anything. I'm scared of.getting involved
with anything. (159).

5.6 Familiallty with Your Child Is Different

When the;second phase of the survey was carried out in 1979-1980, Radio New

Zealand had broadcast the radio series 'Your Child is Different' and had

distributed the accompanying booklet Mitchelr, 1979) of the same title free to

any person who requested it. In order to test out the extent to which material

of direct relevance to the survey sample had been disseminated and/or taken up

by the parents; the second phase questionnaire included items on this material.

From Table 29 it can be seen that half of the parents had'read the/ booklet; a ,

proportion that was consistent across the various independent-variables.

A

a
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I a

: PARENTS' READING OF BOOKLET, 'YOUR CHILD IS DIrFERENT'1
ti

4

Indepennont
variable

Read
booklet

Did not read
booklet

Total

-

All families .42 49.4 43' 50.6 85 100.0

Handicap
17

10
8

7

3 df, NS

54.8
33.3
80.0
50.0

14

. 20

2

7

9
6

28

45:2
06.7
20.0 .
50.0

75.0
46.2

46.7

31

30

10

14

12
13
60

100.0
100.0
100;0
100.0

ti

400.0
/00. 0

/00. 0

Intellectual
Physical
Multi-
Other ,

X
2

7.21,

Residence
3

7

2 df,,oNS

53.9

53.3

Hamilton
' Waikatoi32'

X
2
= 3.33,

L9.9.

<48 monibs
>40 trontN

X
2
. 2.00,

20

22

1 df, NS

.

'58.8
43.1"

t-

14

29
41.2

56.9

34

5]

100.0
/00. 0

Socioeconomic

25

17

1 df4. NS -

5'.3
43.6

21

22

45.7

56.4
46

-39

/00.0
10CL0

status
ii1911

Low

X
2.

0.98,

Family size
27

15.

.

1 df, NS.

50.9

46.9
at at

"26

17

49.1

53.1

53

32

/00.0
700.0

1 or 2 chn.
3 or more chn. .

X
2
. 2;13,

1
1979-80 data only.

A lower proportion of the sample had listened to the radio series, 'Your Child

is Diff,rene than had read the-pooklet (35.3 per dfrit, compared with 49.4 per

cent). Significant differences were iecorded in the proportion of parents who

listened to the series, with a higher proportion of parents of multi-handicapped

anc4..df parents of smaller, families reporting that they had done so !.Table 30).
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TAMER. 30 = PARF.NTSN LISTENING TO RADIO SERIES, YOUR CHILD IS DIF1'ERENT'l

Independent
variable

Listened to
Belies

N '

Did not listen
to series

Total

C

,

.9

aL

tunnies 30 35.3 55 64.7 85 100.0

Handicu.
, Int.!) lectual .

thysical
Multi-

. Other --

-..X2 or 10.76, 3 df,

10 32.3
7 23.3
8 80.0
5 35. 7

p<.02

21
23

o 2
9

67.'7
76.7
20.0.
64.3

31
30
10
14

100:0-
100.0
100.0
100.0

Residence
HamIlton
Waikato
Auckland

X
2 . 1.23, 2 df,

3 25:0
6 46.2

21 35.0

NS

9
7

39

75.0
53.9
65.0

12
, 3 3

60

100.0
100.0
100.0

.1

Aae
(48 months
>48 months

Y.2 . 41.21, 1 df,

13 .38.2
'17 33.3

NS

21
34

61.8
66..7

34
51

100.0
100.0

4 .

*

Socioeconomic

1 df,

20 43.5
10 25.6

NS

26
29

50.5
74.4

46
39

100.0
100.0

statts
High
Loo

X2. 2.94,

Marta. 0.7.e
23 43.4

7 21.9
30
25

56.6
78.1

53
32

/00.0
109.01 or din.

3 or mare chn.
X2 4.05, df, p<.05

e

lr979 l80 data only.

5.7 Recommendat ions

Based on the above findings, it is recommended:

1. That parent training piogrammes, should be made readily available to 1.

parents. of handicapped children (Attwood, 1977; Bitter, 1963: Cunningham,

1975: Hoinby, 1980x. Jackson, and Terdal, 1978: Mittler, 1979: Parker and , ,'
,g

Mitchell, 1980),
i s.

4,.., ,r

Jai

.0
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2. That such courses should

(a) be held in locations that minimise the amount of travel parents have
to undertake;

(b) be directed at fathers as well as mothers;

(c) be concerned wi* meeting the needs of individual families, as well
as covering general issues;

(d): recognise paren'ts' rights to refuse%to participate;

(er be directed by professionals who are skillet at working with parents,
as well as with handicapped children;

(f) have a home-based component to'ensure adequate transfer of concepts;

(g) include consideration of such areas as language.dkills, behaviour
manageMent, feeding, toileting, dressing and play, in approximately
that order.

P

e

vy

\
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CHAPTER SIX.

PARENTS' FAHJLIARITY.AND SATISFACTJON WITH-SERVICES

If I'd known what to ask for .1 you don't know what's available. Yoy find
out months later you could or should have had something - a piece of
equipment, home aid, or ideas about how to help your child learn to do
something you thought he would find'impossibte because of'his handicap
but by then it's often too late. You didn't know, and it's taken its
toll on your health or your family or your marriage.

6.1 Overview

,,The parents were questioned regarding the extent to which they knew of and had

used a range'of professional services commonly associated with handicapping

conditions. From Table 31, it ca*he seen that these contacts extended from

, just over half of the sample who had used the services of psychologists.and

visiting therapists (59.3 and 55.3 per cent, respectively),tosone -fifth or

fewer who- hackhad contact with hospital social workers and district nurses

, (20.0 and 15.3 per cent, respectively).

TABLE 31 : EXTENT TO WHICH PARENTS KNOW OF AND HAVE USED VARIOUS
. :PROFESSIONS : SUMMARY

Service Did know of
Have Have not
used used

N % N %

, Did not

know of

N %

.,
Total

t

N %

Psychologists
Visiting therapists
Speech therapists
Hearing assessment
Physiotherapists
Orthotists *

Hospital social workers
-District nurses

.

89

83

69

68
-63

40

30

23

-

7
59.3
55.3
46.0
45:3
42.0
26.7
20.0
15.3

19

13

13

17

25

36

23

29

12.7
. 8.7
8.7

11.3-
16.7
24.0
15.3
19.3

42
454

68
4' 65

62

j04
97
98

28.0
36.0
45.3
43'.3

41.3
49.3
64.7
65.3

150

150

150
150

150

150

150

150

100.0
loo.a.
100.0
100.0
100.0
100.0
100.0
loo.R _7,

- -

1Parents!Were not questioned about all, of the profes'di9nal groups with whom They

came AiiEo contact; for example - the medical profess ft"was not'focused on in

this question.

Id terms of the proportion of f:spondents who rated the professionals as 'very

hetpfull,'visiting.therapists, with 67.9'per centan7t,his category, stood out

(Table 32). They.;were followed by speech thera ists and medical specialists

(excluding.pae4iatricians), bOth of which had Tightly more than 50 per cent of
.

the respondents rating them as very helpful.' Then followed a group of profes-

sions comprising Crippled Children Society field officers (44.0 per cent),
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4

Society for the Intellectually Handicapped social workers (40.8 per cent) and
4 L

paediatricians (37.3 per cent). The two groups achieving:the lowest proportion

of 'very helpful' ratings were psychologists 45.9 per cent) and hospital

..,

social workers (23.5 per cent). /

y 1

TABLE 32 :
PARENTS' RATINGS or HELPFULNESS OF VARIOUS PROFESSIONAL GROUPS

-1.,

Professionals Very

helpful

N t

'.

Some
help

H %

sure
N

Not
3

Not
helpful

%

Total

Visiting
therapists 57 67.9

Medical

specialists
2

'

4
24 54.5

Speech therapists 38 54.3

CCS Field
Officers 37' 44.0

Family doctors2 28 42.4

Plunket Nurses 15". 41.7

, SIR Sobial - 0
s

Workers . ' 29 40.8

Paeciiarrclans2 28 -37.3.

a

?1,;4,AolocOstg-_ 21 25:9
'' .N.0 :, y,,,,

e., Hospital socials
workers 0 ' 8 :421.5

,'

,
,-.

18 21.4

11 25.0.

16. 22.9

29 34.6

17 25.8

6 46.7

20 28.2'

18-24,0

18 21.2
o

8 244-4-,

5

3

7

3

8

5

9

20

12

,

9

6.0 4

6.8 6

0
10.0 9

3.6 15

.,12.1 13

13:9 10

12.7 13

06
26.7,, 9

z14.1 33

ts.s 9

4.8

13.6

12.9

17.9.

19.7

27.8

18.3

12.0

38.8

26.5

84

44

70

84

66

36

71

75

85

34

100.0

100.0

100.0

100.0

100.0

100.0

.100.0

100:0'

100.0.

100.0

discrepancleC occur between`-d4ata in thisand pieviohtable because -not all

_parents who said they used a servi=ce rated its helpEmlness.

21879-80 data only. ' %
. li,::,

4 3lncludes : varied from professional to professional, not sure, neutral, only

brief contpsts. ,

ff'- e
4.E
xclud.ng paediatricians.

,

.

....

.4

'These ,figures should be considered in c njuhction Iii i the data 'relating to the

pr$portion cif parents who rated the pro ssiona1sa1r,being 'not helpful'.. 1/1

general, theie ratings were the reciproc 1 of the's''', very helpful' ratings, the

major exceptions being paediatricians w were rated eighth in'terms of the

'very helpful' category but se6ond'in a 'not helpful' category, and.plunket

nurses who were sixth in the former and thd latter categories.

.

Although parents were not asked to giverrea ons for tiAir ratings ofthe various

professionals, it would seem that those achi.ving the highest rankingshavp

has already been noted as being valued by e parents in this sample (see A

Chapter 'Four), while,, Cunningham and Slope (1977) have presented data in support

practical advice,and frequent contacts in co n. ,The former of these points
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of the latter.

'The subsequent sections of this chapter will discuss the results pertaining to

each professional group in more detail.

6.2 Psychological Services

Psychological Services had been used by three out of every five families

\\,,\.1
(Table 33), with one in eight knowing of such services but not having used them

a d just over one-quarter not knowing of their existence. This pattern was
r

generally true irrespective of the child's handicap, place of residence and

family size. There were significant trends, howeveP, for older rdther than

.younger children to Ave been seen by 'psychologists (X
2
= 26.01, 2df, p<,001)

and for higher rather than lower sOdioeconomic status families to have had such

contacts (X
2

= 5.32, 2df,. p<.05). Of those children who had been seen by
.

psychologists, just t4ndsr half (47.1 per cent) had fouhd the contacts helpful,
...

lip-quarter were uns e, and one-quarter rated.them as being not helpful

(Table 32).

i°The finding that,590 per cent of the sample had seen a p ologist is consist-'

ent with Hallinants (1978) figure f 53.2 per cent, but considerably higher,than

in Kirkland's (1981) surv* of the p *Its of-113 New Zealand deaf children in

which only 30 per cent had been seen by a psychologist and in Chazan's. (1979)

0,U.K. sampling of 145 parents with handiceOped children under the age of five
.

years.

Only 35.0 per cent of the families with children under the age of four years had

had contact with a psychologist, aifigure that was somewhat lower than the,

44.2 per cent of Hallinan's (1978) sample whose initial contact with a
. .

psychologist was when their child was undgr four.

With just under half of the families finding their Contacts with psychologists

helpful, the parents in this study shotted a similar pattern to Hallinan's (1978)

parents, 53.9 per cent of whom rated psychologists as 'very helpful' or of

'some value'. Higher levels of satisfaction were expressed by a sample of

1
All three of these/researchers reported that they may well have Underestimated

the number of families who had had contacts with psychologists since the
parents are not always sure of the profession t of all the people they had seen'
in connection with their child or because the parents may not have alWays_been
inforreedthat their child had been seen. This point is recognised'as a possible

source of distortion in the data in the present study - not only with respect

to psychologists.
4

4 A

I

I
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\ .0
parents in the Hamilton centre of.the Education Department's Psychological

Service (Hills and Turner, 1981). In this study, 71 per cent of the parents

expressed themselves as satisfied with their contacts - although it (ust be

noted that the sample was restricted to those,who had had more than one-contact

assessments.

TABLE 33 : EXTENT TO WHICH PARCNTS KNOW OF AND HAVE USED PSYCHOLOGICAL
SERVICES

Independent
variable

Did know of
Have used limns not used

N

Did not
know of

Total

0

All families 89 59.3 19 13.7 42 28.0 150 100.0

Handteap
intellect ual 36 61.0 6 10.2 17 p8.8 59 100.0
Ph3michil 27 51.9 7 13.5 18 34.6 52 100.0
Aulti- 9 60.0 3 20.0 3 20.0 15 100. 0
Other :17 70.8 3 12.5 4 16.7 24 100.0

X2 = 4:27, 6 df, NS

Residence
Hamilton 21 53.9 4 10.3 14 35.9 39 foo.

Waikato 33 L 64.7 3 5.9 15 29.4 51 100.
!'Auckland 35 58.3

41$
12 20.0 13 21.7 60 100.0

X2 6.80, 4 df, NS '

ge
<48 months 21 35.0 10 16.7 29 48.3 60 100.0
>ele months 68 75.6 9 10.0 13 14.4 90 100.0

. X2 a 26.01, 2 df, p<.001

Socioeconomic
status
High 57 68.7 8 9.6 18. 21.7 83 100.0
Low 32 47.8 11 16.4. . 24 35.8 67 100. 0

X2.+ 6.72, 2 df, p<.05 '

Family size
1 or 2 chn. 50 55.6 16 17.8 24 26.7 90 100.0
3 or sore chn. 39 65.0 3 5.0 18 30.0 60 100.0

4,
X2= 5.32, 2 df, NS

6.3 Medical Contacts in general

.

In the first phase of the study, parents were asked about their general level

of:satisfaction with medical contacts. Of the 67 respondents to this, question,

one-quarter expressed themselves as very satisfied, anotherujauatteY as faiay

oatiefied,:one-third as unsure (on grounds that included variations among

professionals), and the remaining-one-sixth as not satisfied. Statistically

or

-

At,
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significant differences in'the distribution in this variable were recorded for

place of residence, with parents in Hamilton tending to be more equivocal or

negative in their evaluations of medical services than tale in the smaller

towns and rural areas of Waikato. When the 11 respondents who were unable to

.\%-"-- form an opinion because of-variations from professional to professional are

excluded frt the calculations, a total of 58.9 per cent of the parents in this

phase were very or'fairly satisfied with their medical contacts.

The level of satisfaction expressed by the parents about their contacts with

the medical profession was comparable to Pulman's.(1979(a).) finding that 64.0

per cent of-the paren4 it her sample had found the medical services for their

Child since birth to be either satisfactory or very satisfactory (although only

27 per cent indicated that they were similarly satisfied with doctors' advice
4

at the time of'the child's birth). The present results are comparable, too, to

Hewett, Newson an Newson's.(1970) finding that 56 per cent of their sample had

found their family doctors to be helpful and to Fox's (1974) and Bayley's

(1973) finding that around two-thirds of the parents of handicapped children

rated doctors positively or neutrally. These results all fall considerably

short of Walker, Thomas and Russell's (1971) finding that of a sample of

'rents of spina bifida children, 78.7 pgr cent ratedethe assessments of their

general practitioners as very or fairly helpful.

If this latter finding is excluded, it would seem that the medical profession

has a 'satisfaction rating' of between half and two-thirds among parents of

handicapped children, albeit a rating which extends from considerable to

rather modest levels of satisfaction.

6.4. Visiting Therapists
f

From Table 34, it can be seen, that Visiting Therapists (see Barnett (1980) for

a' description of their roles) hadibeen used by 55.3 per cent of the families,

with another 8.7 per ,cent knowing of the 'service but not using it and 36.0 per

cent who did not know of it. This pattern differed significantly according to

the child's handicap, families with physically or multi-handicapped children

making greater use of thf service than those with the other two categories, off

handicap. Although there was a tendency foniAucklaneparents to have used the

sqrvice more than patents in theeother two locations and for families with

children over the age of four years to have used more than those with

children under four, these differences were statistically not significant.
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rxri.Te TO WHICH PARENTS KNOW OF t.nt, HAVE usr.r)

THERAPY SERVICF:.

Indep, hdent
vaci.cble

Dld know of
Have ti,eci Have not u ed

Hid not .
know. of

t t N

Total

All faznilies 83 55.3 13 8.7 54 36.0 150

Handicap_
Intellectual 20 33.9 7 11.9 32 54. 59
Physical 4f 78.8 3 5.8 8 ./.1.4 52
Multi- . 11, 73.3 1 6.7 3 20.0 15
Other 11 45.8 2 8.3 11 45.8 24

X7 .. 25.94, 6 df, ii<.001

Rerzidence.
Hamilton
v:a auto

16 41.
27 52.

4
3

10.3
5.9

19
21

4.7
41.2

39
51

Anekl and 40 66.7 6 10.0 14 23.3 60

X
2 8.39, 4 df, NS

MP
<48 months 40 66.7 3 '5.0 17 28.3 60
>40 months 43 _47.8 10 t 11.1 37 41.1

X2 n 5.51, 2 df, NS
-

r.

,90

Sociocc&lomic
Astat,v,

High 44 ,53.0 - 8 9.6 31 37.3 83
Low 39 58.2 5 7.5 23 38.3 67

0.48, 2 df, NS

Family ,ize..
T or ,7 chn. 53 58.9
3 or more chn. 30 50.0

2
X .70, 2 df, NS

0

/00. 0

200.0
100.0
11:0.0
100.0

/no. 0
)00.-0
100.0

\
100.0
100.0 .

I

/0 .

/00. 0

6 6.7. 31 34.4 .90 10j1.0
7 11.7 23 38.3 60 10-0. 0

I

..........

..--,
As noted in Table 32, Visiting Therkarists were rated very highly by thos& parents

whehad used their services, with 67.9 per cent finding them very helpful and,
,..

21.4, per cent of some help.

'615 Physiotheraey'Services

Physiotherapy services had been used by 42.0 per cent of the total sample, while' N
/

another-16.7 per cent know of.the existellce of such services but had not availede.
themselves of them (Table 35) This pattern differed significantly according it

handicap, with families of physically han4icOped and multi-handicapped children
vb. . .

availing themselves of physiotherapy se'rvices-more than the other two categories.
,. -7

Auckland families and families with children under the age Of'48 month had used

I

4
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the servIces'nore than thOse from other rcenties or those with °Met handicapped

children, respectively.
.. j.

. ,
.

1--
17181.1: 35 : EVENT TO Wm CH PAPLTITS KNOW 01' )'ND 111VE USED

t
.

PirisIOTnEN \ 6rilvicrs/ --0- ,al... 4.. .
..,.1ildepcildvliti Did knOw of Did 110 L Tot al.vatic le Helve usc . Have not used know o Lle

111 mat cs
%

63'

11PnOi c-,,-)

In lel lt.etua 1 , 14
Phyf,ical 34
Multi- 7
Other 8

X2 ... 71.81, 6 df,
t

....,'
poqi denc"
Manx 1 ton , . 12
Waikato gt 15
itual and 36

X
2

m 16.53, 4 df,

A<Je

months
>43 months

2
X

2:

35
oa6

11.11, 2 df,

ffOc v..erono711C
......

t.t aDu s, --..

High 38
um 25

.-.
_

X2 = 1.007\ 2 df,

Family
1 of chn 38
3 or more cLn. 25

23.7 11 18.6 34 '' 57.6 59
65.4 7 13.5' 11 ?1, 2 52
46.7 2 13.3 6 40.0 15
33.3 5 20.8 11 45.8 24

p<.01

30.8 8 20.5
29.4 7 13.7
60.0 10 16.7

p,.01

40
42.0 v 25 16.7

58.3
31,1

p<..01

02.2
41.7

-

8 13.3
17 18.9

14 15.6 38 42.2
11 18.3 . 24 '40.0

62 41.3 150 1110.0

19 48.7 39 100. 0
29 (6.9 5/ 100.0
14 23.3 60 100.0

17 28.3
45' 50.0

45.8 .13 15.7
.37.3 < 12 17.9

NS

32 36. 6
30 44.8

100.0
100,0
100.0
100.0

60 /CO.*.
90 100.0

83 /00, 0
67 100.0

90 100.
60 1l'0.

X2. 0.23, 2 df, NS

. .

01.0.

6.6 Hearing Assessment Services

.

Just over half of -the families knew of the, existence of hearing assessment

services with four out of five of thote who know of them having used therop

some stage (Table 36). There was no significant difference-viithin the sample

according to any of the independent variables.

O

8

N
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MULE Kr :
EXTENT TO WHICH,PAPENTS KNOW OF AND HAVE USED HE.ARING

ASSUSSNENT fLEVICES

Independent
variable

Did know of
Have used Have not. used

Did not Total
know of

N N

All families 68 S5.3 17 11.3 65 43.3 150 100.0

Hanclicda
Intells,:tual 25 42.4 6 10.2 28 47.5 59 100.0
Physical 20 38.5 7 13.5 25 48.1 52 100.0
Multi- % 8 53.3 1 6.7 6 40.0 100. 0
Other C... IS 62.5 3 12.5 6 25.0 24 130. 0

X2 . 5.42,
J

6 df, NS

PesiOcnce
Hamilton 16 41.0 4 10.3 19 48.7 39 100. 0
Waikato 20 39.2 3 5.9 28 54.9 51 100.0
Auckland 32 53.3 10 /E.2 18 36.0. 60 100.0

X2 8.61, 4 df, 1!3

<48 months 25 141.7 5 8.3 30 50.0 60 100.0
>48 months 43 47.8 12 13.3 35 38.9 9° 100.0

X
-2

m 2.12, 2 df, NS

4'

Soci oeconoi,a c

status
High 36 43.4 8. 9.6 39 47.0 83 100.0
law 32 47.8 9 13.4 26 38.9 67 100. 0

1.20, 2 df,

A
Pamily
1 or 2 chn. 45 50.0 10 11.1 5 38.9 90 100. 0
3 or Mote 23 - 38.3 7 11.7 30 1,0.0 GO 100.0 \

X2. 2.12, 2 df, HS

.,

6,7 Speech Theraatle?,/ ces.

From Table 37, it \an be seen that speech therapy services had been used by

j-us't under half of the families (46.0 per cent) with nearly one in'ten (8.7 per

cent) knowing of their existence* but not using tfiem. This, pattern of use (or

access) is similar' to Kirkland's finding that 52 per cent of her sample,of

deaf children were receiving speech therapy. The pattern of use was broadly
-

true with respect to each of the independent variables, except for age when

there wus a significant tendency for older- children to have had assistance

(X2 = 9..04, 2 df,, p<.02) . Speech therapists received positive ratings frov the

parents, *with 77.2 per cent df them finding them very helpftil or ofseme help

(Table 32). ""
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0 .
TAW: 37 : EXTENT q() FOCH PARENTS KNOW OF AND niyr. USED SPEECH 111EPAPY

SERVICES

hid know of Did not Total
Have ut.ed Have not used know of

a

. . N N

All families 69 'SC.0 13 8.7
,

68 t 45.3 150 100.0

}land i rap
Intellect a. 21 . 35.6

'Physical 24 40.2
. Multi- ' 9 60.0

Other 15 62.5

. X2 . 7.34, 6 df, NS

7 11.9 31 62.5 59

3 5.8 \ 25 48.1 52'
1 6.7 - 5 333 15

2 , 8.3 '7 29.1 24

100.0
100.0
100. 0
100.0

Residenc-e
Hanifton 16 ,42.0
Waik.at o 19 37.3',
Auckland' 34 56.7

X2 = 4.75, 4 df, NS .

4 10.3
5 9.8
4 6.7

19 48.7
27 -7132.9
22 36.7

o ,

39 100.0
51 100.0
60 100.0

'
. Asje

.%40 month% 19 31.7 8 13.3 33 55.0 GO 109.0
>40 ronths 50 55.6 5 5.6 35 38.9 90 100.0

X = 9.04, 2 df, p,<.02

Socioeconomic
.

High 40
Iow .." 29

48.2
43.3

X
2= 0.66, 2 df, NS

family a ze
1 or 2 an.

_ 3 or, mare chn.

X2. 0.37,

6 7.2
7 10.4

37 44.6 83 100.0
'3) 46.3 67 100.0

43 '47.8 8 -8.9 ' 39 43.3 90 100n
26 43.3 5 8.3 . 29 48.3 60 100.0

df, NS

6.8 Hospital Social Worker Services e

Only a very Small proportion of the parents'had used hospital socialWorkers

and, ol,those voilpdid, less than half rated them as being Very helpful or of

some help (see Table 32). These low 'ratings are consistept with those reported-I'

inother studies (Bayley, 19731 Fox, 1974; Bewett, Newson and Newson, 1970;

Wilkin; 1979). Fox (1974), for'example, described- social workereai "the

profession nobody understands", pointing but that even among parents who were in

client relationships"here was a strong sense ofundertainty about the aims

and motives of the professional social wOiker. Bayley (1671) thought that

social workers we're oftenut into impossible situations of notAbeing in a

position to offei families the help they needed in the day-torday. care of the
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disabled child. In their comments on services for.the intellectually handicapped

in the North Canterbury Hospital region, Somerville, Barnett and Malcolm (1976)
. .

have pointed out that sociaal workers have varying amounts of training and hence

offer services with varying amounts of expertise. They suggest, too, that*

'social workers are often involved too late : "On many occasions when social
,

work intervention finally occurs, the'feelings of rejection towards the intel-

lectually handicapped member and mala'daptatton to the situation is firmly
0

established.," (p.72).

)
While the proportion of the total sample in the present study who had had

----contact with social workers was very small (in itself,' a possible cause for

concern), and they were note closely questioned qn the reasons for their evalua- //

tion, the above comments may help put the findings in context. Further research
1.4

is clearly required 'in this area..,

1

I-
'Will; 38 FXTECT 70 WHICH vAkEnTs KNOW OF' AND HAVk USED DISTRICT

NURSING SCHEME 9

i.-

Indepen.knt Did know of Did not Total

variable Have Used Have not used know oi

_-_-_-_-_-_-_-_

All families 23 15.3 29 19.3 .98 - 65.3 150 100. 0

Handiem .

Intekl(ctual 8 13.6 13 22.0

physical 9 17.3 9 17.3

Nulti:- 2 13.3 4 26.7

Other' 4 16.7 3 12.5

X
2

= 1.83, 6 df, NS

Renidence
KamIltom
Waikato
Ituo%lan1

2
X . 1..44, 4 df, NS

38, 64.4

34 65.4

9 60.0

17 70.8

59

.52
15

24

100.0
100.0
100. 0
100. 0

7 18.0 ' 6 15.4 J6 e6.7

9 47.7 " 10 19.6 _.62.8-

7 1/..2- 13 21.7 40 66.7

AgP.
<48 months 11 18.3

>48 manths 12 13.3

X
2.

0.82, 2 df, NS

12 20.0 37 61.7

' 17 18.9 61 67.8

Socioeconomic
statue:

low

X
2

=.

12 14.&

11 16.4

0.69, 2 df, NS

14 21.7
1.1. 16.4

53 63.9

45 67.2

-Family Five .

'1 or 2 clan, 11 12.2 ' 17 16.9 '

3 or pole au. 12 20.0

X
2
0 1.89, 2 df, NS

12 20.0

62 68.9

36 .60.0

39

51

.60

G /00. o

-loo.o
100.0

o

60 100.0
90 100.0

83 100.0
67 100.0 a.

90 /M C)
60 WO. 0
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6.9 District Nursing Scheme
*

Table 38 shows the pattern of use'of the District Nursing Scheme. The overall

,pattern of 15:3 per cent.of.the families having used the service, 19.3 per cent

g of its existence but not having used it and 5.3 per cent not knowing

out it did not vary significantly across the various independent variables.

6.10, Orthotic Services .

From Table 39 it can be seen that orthotic services had been used by approxi-
.

4

mately one-quarter of the families, while another one-quarter knew about .them

but hadngt'used them: Half of the sample did not know.of,them. As might be

expected, this pattern varied significantly according to the child's handicap,

ThnlY, 39 : EXTLNT TO WHICH PARENTS KNOW OF AND HAVE USED
OITHUTIC SHRVICES

Indopcnicrt
vaLiable

t

Have

N

Did know of
used H"venotu,;cd

%

Did
know

not lk
of

Total

All families, 40 26,7 36 24.0 74 49.3 150 loo.o

HanOicap
lntcllectual 5 8.5 17 28.8 37 62.7 59 -roo.o

, Physical 25 48.1 9 /7.3 18, 34.6 S2 le0.0
Multi-,
Mlle?

.7

3

46.7
12.5

S P33.3

S ',20.8

3

16

20.0
66.7

15
24

100.0
100.0

X
2
= 31:00, 6 Of, p<.001

Residence
Hamilton 13' 33.3 '4 10.3 22 56.4 39 100.0
Waikato 12 23.5 7 13.7 32 62.8 5] 100.0
liuckldul 15 25.0 25 41.7 20 33.3 60 100.0

X
2
. 19.39, 4 df,' 1.<.001

A9e
<48 months 15 25.0 16 26.7 29 48.3 60 100.0
>48 monUs 25 27.8 20 22.2 45 50.0 90 100. 0

tit

X
2.

'0.42, 2 df, NS

Socioeconomic

statu:t

High 28 33.7 43 27.7" 32 38.0 01 /00.
Low 12 17.9 13 19.4 . 42 62.7 67 /00. 0'

X2 8.92, 2 df, p<.02

Family sine
1 or 2 chn. 25 27.8 21 23.3 44 4e.9 90 ico:o
3 or tore chn. 15 05.0 15 25.0 30 50.0 GO loo.o

X
2

0.15, 2 df, NS
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with pearly half of the parents of physically and multiply handicapped children

reporting they had used orthotic services. Significant variations occurred for
t

place of residence, yith families in Auckland tending to be more aware of the

availability'of orthotic services - even if they had not used them - than those

living' in the other two locations. Families of high socioeconomic status were

both more familiar with and more likely to have used the services than those

of low socioeconomic status.

6.11 Other Services

Data on the parents' knowledge and vise Of a,range of services to which they

,right normally expect to have access are summarised in Table 40. Separate

analyses were carried out according to the independent variables referred to in

oth...r sections of this report an'sd these' will be described where appropriate.

TABLE 40 : EXTYNT TO WHICH 'gsARENTS KNOW OF AND HAVE USED VARIOUS SERVICES

4,

Service

Did know of

Have used Have not used

4N %

Did not

know of

%

Total

Home relief scheme 45 30.0 t'3 35.3 52 34.7 150 100.0

Home aid ervices/housework 14 9.3
4,

36 24.4 . 100 66.7 150 10G. 0

, .. babysit,tin
.41

4 4.4 c, , 14 15.6 72 80.0 90 100.0
...-

Napkin services 16' 10.7 34 22.7 100 66.7 150 .109.0

Social welfare benefits '
.

87 58.0
,

4, 22 14.7 Al 27.3 150 100.0

Toy Libraries , 67 44. i 47 31r. 3 36 24.0 150 100.0

)Extramural Hospital wheelchairs 34 22.Z: ,4 30 20.0 86 57.3 150 100.0

1
F

Hamilton and Waikato parents only

A home relief scheme,
1
in which arents can be relieved of the. responsibility

for caring for their severely disabled child for up to four weeks each year, had
410,

been used by around one-third of the, respondents; another one-third knew of

their entitlements but had not taken advantage of them, while the remaining one-

third did not.know of the scheme. A significantly different pattern was

it
1
Otherwise known as Aid to:Families Caring for a Disabled Child, a prOvision of
the Disabled Persons Community Welfare Act (1975), administered by the
Department of Social Welfare.

-GO



recorded across handicaps, with parents of intellectually and multi-handicapped

4children being more aware of and having used the scheme more than parents of I*

the children in the other two categories. Age of child also made a difference, .
parents of older children being more likely to have availed themselves of the' '

scheme than had parents of-the younger children (37.8 per cent vs 18.3 per cent):

Howe aid with housework ocbabysitting had been used by only a small proportion .

of the parents (9.3 per cent, and 4.4 per cent, respectively. When asked about

what services they felt should be provided, many parents focussed on theirewish

for ready access to practical relief in areas such as babysittihg, some clearly

. being unaware of what access they had.to such Assistance:,
,

There ,should Be a hostel during the Christmas period available-for short ,:
stages, especially for a voupte of hours. (083f. ',.

1F
There should be a local babysittingservice - small short breaks.` (099).

We need babysitters for.;lorme children whenthe handicapped child has to
visit hospital. (105).

An occdSiokal,persdn to Mind them:ane day a week. (131):
1

Napkin services in which.parentscan arrange for napkin's to be laUndered were ,

'known to one-third of the parents, but had been used by only onethi'rd of that

group. This pattern showed a geographic difference4 with parents in Hamilton.
1

and Waikato being generaV.y more familiar with the service.' °

Benefits such as the Handicapped Childs' Allowance (instituted October 1978)
the Disability Allowance (instituted October 1975) and loans for alterations --

to homes were known to nearly three-quart sample (72.7 per cent).
'

Parents-of intellectually and.multi-handicapped ch j.dren wer& more familiar .

with and had takenAmore advantage of such benefit= than parents of the other

4 two categories of handicap. Families in Auckland' ere much more aware of

their entitlements than those in Hamilton and Waik o, with 81.7 per cent,

43.6 per cent and 41.6 per cent, respectively, havin availed themselves of a

benefit of one kind or another. This latter finding, however, may have been

distorted by the fact that most of the Hamilton and W. kato families were

surveyed in 1978, prior to the implementation of the H dicapped Child's

Allowance. For a survey of the historical development and current use of such

benefits, see a papeby Baird, (1981). Notwithstanding heb dings,

several parents commented that they were unaware of or un e to obtain rea y

access to information regarding their entitlements to nef ts:
.

We need some avenue to present to parents, as .fright
benefits, etc. that are available and Who to c tact.

11 services,
78).

f
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, I don't know enough about wh4t I can get. (1111.

We 'neada socio4 welfare boOklet on what enefits are availabl. (117).

Everything is there! The biggest prob is being put in touch with it
and being aware that it is there. (129). r

rOnce we found out what was available we,were staggered. We got so much
help, but could have had some from the start. (137).

.Toy libraries had been used by 44.7 per cent of the families, while another

31.3 per cent knew af them but had not used them. This pattern varied according

to the child's handicap, with families of physically and multi- handicapped

children having used them mop than the. families of the. other two categories.

.Place of residence,' too, influenced the pattern of use of toy libraries.

'[though a higher proportion 'of the Aucklandfamilies knew of the existence of

such libraries .(88.3 per cent) than/those in Hamilton and Waikato (66.7 and

63, per cent, respectively), comparatively few of the Auckland families

actually used them (35.0 per cent).

hxtramural hospitalheelchair services had been used by 22.7 pecent Of the

faaliLies, while anothei 20.0 per -cent knew of theiatexistence. Not surprisingly,

this pattern differed according to category of handicap, with physically

handicapped and multi-handicapped (30.8 percent and 46.7 per cent, respectively)
,

having 4-..he highest level of use. Place of residence also had an ffect, Auckland

families (36.7 per cent) having used the services,.:Morefregue

. in Hanaltbn (10.3 per cent) and Waikato (13.7 per Cent).

6,12 'Recommendations

ly than those

On the baed.s ofthe data outlined in this chapter, the following

recommendations are put forward:.

1. That psychologists should increase the level of their'involvement with

the families of young children with special needs, especially in the

light of the emerging thrust towards early intervention'programmes for

such children (Chazan,'1979; Mitchell, Parker andigard, 1981; Warnock,

1978).

2. That hdspital social workers and psychologists should closely examine

the quality of their services to families of children with special needs

,in order to ascertain reasons foY the relatively 1pw levels of satis-

faction with these professions expressed by parents.

4
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s 3. That various professional groups working with families of young children

with special-needs should closely examine the model of service delivery

provided by visiting therapists and speech therapists, ip the light of

the high levels of satisfaction withtheseservicesexiressed by parents.

4. That local communities should develop ways of providing parents of young

Children with special needs wit1 short -term relief in such areas as

babysitting'or in such practical tasks as housekeeping, where this

assistance is not already readily available.,

5. That the, Social Welfare Department, in association with dther statutory

and voluntary agencies, provide parents and relevant professionals with

regularlyup-dated lists of the mandatory and discretionary benefits

available to families 'of disabled children (Grant, 1981; Hallinan, 1978).
1

O

63

J o0

er.
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CHAPTER gVEN

e.

j'ARENTS' PREFgRfNCES FOS SCHOOL SETTINGS

We want, him t9 imitate children-better than himself; but we don't Want
him ill-treated by normal kids.

4 ,
:(111)

1..

The justification for,and.the effects of'integratingf or 'mainstreaming' dis-
,

abled children intd regular school environments has emerged as one of the

dorainanV4 issues in special,edudation during the past decade (I4itchell, 1981(a),

1981(b)).

.,. 4
r 0

In thecoursesif the present survey, the parents were asked what preferences

y had, for their cbild's'educatioilal setting. .From Tpble 41, it can be seen
0 , 7,

that the majority of.parentsfamoure ,s0tings i which there were maximumV 40 'l 4
opPO;tun4c.ies 4kox their children to mix.toith ndk H andicapped children, either

-%- - .

in a special class
.

ior in a un;t attaaleds:'to a regular school (61.3 per cent) or
---------

,
.

t
. ,. .

in a regular classuwithin a regular schdol with access to some specialist help

(14.0 ,per cent). Onlyfone in siXittefAtjarents (14:7 per cent) favoured a

segregated special school placement, while one in ten
'

were uncertain. .

G..

This general pattern varied According td the type of handicap, with parents of

intellectually'and multi-handicapped children favouring special school placement

(20.3 per cent at 33.3 per cent, respectively), compared ith only 5.9 per cent
.

and 8.0 per cent OfIlthetparents of physically and 'other' handicapped children.

t.

Place of residence also made a dif ference to,the pattern of choices, Auckland

parents being more emphatic in their wish to have their'child placed in some

form of integrated school setting (83.0 per cent) compared with the Hamilton

parents (74,.4 per cent) and the .Waikato Barents (67.3 per cent).

Age of child revealed differences lin the parents' choice of school setting,

with 87.9 per cent of the parents of thy under-four group wanting their children

to be placed in integrated settings when they reached school age, compared with

67.4 per cent of the parents of the over-four group. Whether these results

reflect the two groups' differential experience of school settings or a real

shift in the attitudes of parents of disab\ed children towards the issue of

integration is a ggestion that is beyond the scope of the present study.

Overall, these results provide some empirical support for the policy of the

New Zealand Society for the Intellectually Handicapped (1979) to the effect

that:
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Asfar as possible, the intellectually. handicapped child klould be
included in .normal school proVisions, so that each child can attend the

local school along with theix non - handicapped peers.. (p.19).

TABU: 41 : PARENW IIIJLITNCES FOR SCHOOL SETTINGS FOR THEIR cumuli

Independent
variable

Special Integrated- ' Normal
school school School/other

11

Total

All familier 22 14.7 92 61.3 21 14.0 15 10.0 150 100.0

Pandiccp
Inteller.tual 12 20.3 36 61.0 4.., 6.8 7 11.9 100.0

'Physical , 3 5.9 35 60.6 11 21.6 2 3.9 51 100.0
Kati- . 5 33.3 8 53.3 1 6.7 1 6.7

15 100.0
Other i

2 '8.0 13 52.0 5 20.0 5 20.0 25 /00. 0

X
2
= 19.51, 9 df, p<.05

.-"-' c s

Residence .

Hamilton 5 12.8 26 66.7 3 7.7 5 12.8 39 100.0

Waikato 10 19.2 32 61.5 3 5.8 7 13.5 52 100.0

Auckland 7 11.9 34 57:6 15 25.4 3 , 5.7 59 100.9

X
2

.. 12.94, 6 df, p<.05

<48 month 4 6.9 41 70.7 10 17.2 3 5.2 50 IVO 0

>48 months 18 19.6 51 55.4 11 12.0 12 13.0 92 100.0

X
2u

8.16, 3 df, p<.05

Socioeconomic
status '

High 13 15.9 51 62.2 9 11.0 , 9 11.0 82. 100.0

Low 9 13.2 41 60.3 12 17.6 6 8.8 68 100.0

X
2
m 1.55, 3 df, NS e

rnmi3Y.213
1 or 2 ehn. 12 13.5 56 62.3 14 15.7 7 7.9 89 100.0

3 or more cLn. 10 16.1 36 59.0 417 11.5 8 63.1 61 209.0,

X
2..

1.76, 3 df, NS
t

I

-,Recommendation'

On the basis of the present study and on one reported. elsewhere (Mitchell,

3981(b)) it'is recommended: .

6

That educational p9licy-makers take due account of the high degree of

support that parents of young children with lipecial needs have for the

notionof their children being educated in regular school settings.e5

0
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CHAPTER_ EIGHT

SUMMARY AND CONCLUSIONS.

This chapter provides a brief summary of the principal results of the survey

well as outlining the imitations of the study and bringing together some of the

common threads that appear in the findings. Thl5iecommendations based upon the

quantitative and qualitative data of this and other relevant studies are

8.1 Summary of Major Findings

The principal findings of the study are arranged under the,,ihap!, headings

.Usedt the report and are presented without comment.

Telling parents they have a handicapped child. Just over half of the,sample

had been told within the first week.and 85 per cent had been informed by the

time the child was two years of age (Table 9). Parents of I.H. children were

more likely to have been told earlier than parents of other categories- of

handicap (Table 10).

Medical specialists such as obstetricians and paediatricians are the princippl

professions involved in informing parents, with 69 per cent of the sample

reporting they had been first told by such professionals (Table 11).

Both parents had been told together in just under half of the cases (Table 12),

but of the parents who had been told alone, the bulk (62.9 pei cent) would have

preferred being told together (Table 13).

Parents' needs for support. The major =let need experiedced by the parents

was for information, nearly three in five indicating this (Table 14). Over two-

thirds of the families felt no need for counselling for reactions and feelings

and, c6rrespondingly, only one in five felt they had insufficient support

(Table 16)x. Nearly two-thirds of the parents had met other parents o4 children

iith special needs andof the remainder, most would like to (Table 17).

Parents' views on their guidance needs. One in four orthe parents wished, to

know more about helping their children learn self care skills in two or more of

the areas of toileting, feeding, dressing and washing (Table 18). Of the parents

who had been given guidance in these areas, three in four had found it helpful

(Table 19). Help with Wading and toileting was wanted by four in ten families

(Tables 20 and 21), while just over one in three wanted assistance in helping
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their children learn dressing skills (Table 22), particularly ose in the

higher socioeconomic*status group. 'Nearly two-thirds of the pare s wanted to

know more aboutlhelping their children's language development, this proportion
,

b ing significantly lower in tie Auckland.area (Table 20). Parents' knowledge

o ways of helping their children's language develop e t was not significantly
./ .

related to thekr children's stage of language deve ment. .

i

4/0

While just over half of.the parents warted more guidance in managing their
\_,44

children's behaviour (Table 21) , only one-fifth thought that their children's

behaviour was 'not easy' or was 'difficult' to minage (Table 22). Of se

who had received help in this area, two-thirds felt that there were sitive

outcomes to the guidance (Table 23.):

One-third of the parents expressed a definite interest in knowing more about

play activities for their children- Significant differences on ,this variable

were recorded on the basis of residence, with Auckland parents being notably,.

uninterested (Table 26).
4P

Very positive attitudes towards parent training courses were recorded, with

only one in ten of the mothers and one in six of the fathers surveyed being

unsure ar negative towards the idea of attending such courses (Tables 27 and

-Y38). Half of the sample surveyed in 1979=80 had read the booklet, Your Child

-is Different and just over one-third had listened to the companion radio

programme. (Tables 29 and 30).
.

Parents' familiarity and satisfaction with services. Ratings of the various

professional groups in -terms of the proportion of parents who, found their

serviced 'very helpful'. ranged from 67.9 per cent for visiting therapists to-

around 25 per cent for psychologists and social workers (Table 32).

Psychological services had been used by around 60 per cent of the families, with

a significant tendency for children over the age of Aour and for high socio-

economic families to have been seen by psychologists (Table 33).

Visiting therapy services had been used by just over half of the families, with

significantly higher proportions orthose with physically ort'multiply handi-

capped children receiving such services than in the other categories (Table 34).

Physiotherapy services had been used by four in ten of the families, with

variations in usage according to handicap similar to those reported for visiting

therapists. There was a significant tendency for parents of younger children

to have used physiotherapy services more than parents of older chipren (Table 35) .

. 67_



°

11

Just under half of the sample had used hearing assessment and 'speech therapy

services (Tables 36 and 37). -.In the latter case, there was a statidtically

significant difference between younger and older children, a higher proportion

*of the latter receiving such services.

_

The district nursing scheme had been used by around 15 per cent of ,the families,

wfltle around 65 per cent did not know about such services (Table 36.

Orthotic services had been used by approximately one-quarter of the families,

but there were significant variations according to handicap (more us by

families of physically and multiply handicapped children), residence (Hamilton

and Waikato parents were less aware of such services 'than those in Auckland)
-0

and socioeconomic status (lowe status families were less aware of the services

than higher status families) (Table 39):

The home relief scheme had been used by three in ten of the families (Table 40),

with a tendency for parents of intellectually handicapped and multiply handl-
,

capped to avail themselves of the scheme more than the parents of the other

categories of handicap. Parents of older children had used the scheme more NO

than fHparents of younger children. r

Ten per cent or fewer of the fimilies had used napkin,services or home aid

services to help with housework or babysitting (Table 40). The vast bulls of

the families were unaware of their entitlements in, these areas.

Social welfare benefits were known and used by six in ten of the families,

(Table 40) the prdportion being higher for parents of intellectually and

multi-handicapped children. Significant differences in the use of ben its

were noted according to-place of residence, with the rate of usage amo7g
_

.

Auckland parents being almost twice.as high as in Hamilton and Waikato,

Toy libraries had been used by 45 per cent of the families (Table 40), although

those with intellectually handicapped children and those from Auckland were

significantly lower.
C'

Extramural hospital wheelchair servi6es had been used by just over onein five.

of the families! (Table 40), with AUckland families availing themselvelof this

service more than those in the other two areas. T1* Usage rgtes were,sig-,

nificantly higher for physically* multiply handicapper

,1

-
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Parents' preferences for school settings. Parents' opinidhs,On what school

settings they wanted for their children showed a clear preferen*e.fir inte-

gration, with .three-quarters of the sample favOuring full integration or place-

ment in a special unit integftted into a regular school (Table 41).. Thiswas
. .

particularly the case among parents,of physically handicapped children, younger

children and those living in Auckland. (®

8.2 Limitations of the Study

Although the findings of this study are generally in accord with those reported

in.the literature, four factors indicate that a cautious approach should be

taken in extrapolating them to particular families of handicapped children.

Firstly, although many of the variables yielded a fair measure of consensus,

the variations in the pattern of results make it, imperative that each family be

viewed as a social entity with unique needs and perceptions. Secondly, it must

be realised that the sample was skewed towards the higher socioeconomic levels

and, that there was an element of self-selection in obtaining,ehe subjects for

the study. lihirdly,ralthough the 152 families surveyed provide A good data

hasp for many of the variables, it must be remembered that in their appraisal

'of professional groups or particular services, the parents were commenting in

some cases on quite small numbers of processionals or services and that these

may not be representative of those in other parts of the country. The varia-

tions recorded on some of the variables according to place of residence

emphasises the need to consider this point. Finally, the limitations of

obtaining data from interviews., in paiticular the heavy reliance,placed on

self. reports and qh\the redall of events which may span several years, must be

. recognised as potential sources of dis4tqrtion.

otwithstanding'these limitations,tib is argued that the study provides an

adequate data base on which service delivery degisiOns could be based with

ome confidence for the geographic areas surveyed,and is strongly suggestive

of decisions tha, could be made elsewhere-in.New Zealand.

r

8.3 'Summary and Recommendations

( . .

The recommendations presented 4n this report are grouped under four main
.

headings.

J
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8.3.1 informing Barents

1. Given the concerns expressed by many parents regarding the way in which

professionals informed them about their child's handicap, it is

recommended:

(a) That the training programmes of the various professions likely to

.be involved in informing parents of the presknce of.handicapping

conditions in their children include significant components of

relevance to this aspect of their work. In particular, there

. should be referpnce to recent advances in the medical, edUcational

and community provisions for handicapped children andto the need

for sensitivity in interactions with the parents' of handicapped
-

children.

(b) That since the medical profession bears the main responsibility for

informing parents of theiz child's handicap, the AboVe recommenda-

tion be accepted as a high priority by thkse responsible for

. designing medical education courses at both the under- and post-

e graduate levels, and that individual professionals accept their

personal responsibility for becoming better informed and more

skilled in this area (Chapter Three).
a

2. That professionals who are confronted with the t sponsibility of informing;

or confirming to, parents that their child has a handidapping condition

recognise that the majority of parents, Would prefer to be told with 'their

spouse. They sholdirecognise, however, that since a significant

'nority of parents woulA prefer to be told alone, the dynabics of each
. 4

dividual family should be considered when deciding how their responsi7 A

, illty is discharged if,if indeed, it is poSsible to exercise any control

over it (Chapter Three).

3. That professionals working with parents of handicapped children

immediately following their being informed of their child's condition

'should take account of the emotional impact of such information on the

whole family and

(a) arrange for parents to return for several interviews,, in order,to )

clarify their pnderstanding and to cometo terms with their feelings; 4

(b) help the parents to make contact with parents of children with

simi1ar handicaps, and,

t '
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(c) ensure that some single person has responsibility for coordinating

contacts with professionals and others (Chapter Four).

8.3.2 Parent traftling

1. That parent training programmes should be made readily available to
.

parents of ;handicapped children (Chapter Five).

2. That such coursers should

(a) be held in locations that minimise the amount of travel parents

hake Ito undertake; r

r

(b) be directed at fathe'rs as well as mothers;

(c) be concerned with meeting the needs of individual families, as well

as covering general issues;
. )

(d) reNdbgnise parents' rights to refuse to participate;
ti

(e) be directed by professionals who are skilled at working with

parents, as well as with handicapped children;'

(f) have a hone-based component to ensure adequate transfer of concepts;

r

(g) 11hc1ucke consideAtion of such areas as language skills, behaviour
P .

management,.feelli4g,ftpilettimg; dressings and play, in'approxiMately

that order (Chapter *ive)Y-

.83.3 infOrmation dissamination

1.. That all professionals who have contact with-handicapped children be

provided .regular updated reading lists relating to various handicaps

l'tChapter Four).

.-

2. That directories of services relating to the peedsof.families of young

children with handicaps be compiled for every region within New Maland

(;chapter -Four),.

4. That regional resource centres be, established to provide an information

''seryice to professionals and parents concerned with young handicapped

childreh (Chapter Four) .

7i
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5. That the Social Welfare Department, in association with pthet statutory

- and voluntary agencies, provide parents and relevant :Professionals with

regularly up-dated lists of the mandatory and discretionary benefits

available to families of disabled children (Chapter Six).

'8.3.4 Quality of services

1. That psychologists shouldjncrease,the level of their involvement with

the families of young childreft.With special needs, especially in the

light of the emerging thrust towards early intervention programmeg for
- 4

such children (Chapter Six) .

2. That hospital social workers and psychologists shobld plosely examine
.

the quality of their services to families of children"with special needs

411101 .
in order to ascertain` reasons for the relatively low lexels of satis-

faction with these professions expressed by parents (Chapter Six).

a.

3. That,Npriousprofessional groups working with faMilies of young, children

with special needs should closely examine the model of service delivery

provided by visiting therapists and speech therapists, in the light of

the high levels of, satisfaction with these services expressed by parents

(Chapter Six).

8.3.5 School settings .

A

1. That educational policy-makers take due account of the high, degree of

support that parents of yogpgchildren with special needs have for the

notion of their children being educa ed in regular school settings

(chapter Seven). .

8.4 Conclusions

If we were to draw up a composite statement from the 150 parents in this study, O.

it migkt read something likethis:

"Asthe parents of a handicapped child we want all those various pro-

fessionals who deal with us to treat us with openness, honesty and

. sensitivity. .While the ,presence of a handicapped chLld in our,family

t is never epsy to come to telt= with, please recognise,that we have good

support from obi- family, and friendg.and that we are not emotionally

incapacitated by our problems. Some of us, however, do need counselling,

, f k.
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especially when we first find out about our child. Meeting other parents

helps us to adjust, so please put us in touch with each other.

Above all, perhaps, 'what we want is information - up-to-date information '

on how we can help our child, information on the Services that are

available to us,and inforMation on the benefits to which we are entitled.

I '&
The professionals we find most helpgil are thope who see us'often and offer

us practical advice. Aftliaugfi'we may find some problems in attending

01.

i

rent training course don't underestimate our willingness,to take.

part -.especially if they are based in our local S-OMmunity and provide us

with idead relevant to our child.
.

When it comes to school, please remember that we would like our child to

attend a regular school - provided special help is availaAke..

Finally, we are the articulate parents. Not all of us are able or

willing to share our concerns with others,. Some of us feel that we have

a long-term problem that other people don't really understand."

4
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